Australian Government

National Health and
Medical Research Council

Dear Colleague

The National Health and Medical Research Council (NHMRC) has pleasure in providing you with the
Discussion Paper Ethical Issues involved in transitions to palliation and end of life care for people with
chronic conditions: A Discussion Paper for patients, carers, and health professionals.

The Discussion Paper presents an examination of the ethical issues relating to the nature of resources
which would assist people with a chronic condition (at any age), and those who care for them to make
informed and collaborative decisions about the ethical matters that arise as the end of a person’s life
approaches but death is not yet imminent. Typically this is the last twelve months or so of life and the
Discussion Paper calls this the transition phase.

We are interested in your views on the issues and questions in the Discussion Paper and would welcome
any specific or general comments you wish to provide in your submission.

Details on how to make a submission are contained inside the cover page of the Discussion Paper. You
will also find there a submission form for comments — please fill this out and send it in with your
comments. The deadline for receipt of comments is Friday 8 January 2010.

If you know of anyone else who may be interested in the Discussion Paper please make them aware of
this public consultation.

More information on the background, including membership of the sub group who developed the
Discussion Paper and electronic versions, can be found at
http://www.nhmrc.gov.au/guidelines/consult/index.htm or by phoning the Project Officer

on (02) 6217 9070.

Yours sincerely

fe i s

Prof Warwick Anderson
Chief Executive Officer

12 October 2009

WORKING T BUILD A HEALTHY AUSTRALIA
www.nhmrc.gov.au
GPO Box 1421, Canberra ACT 260l
16 Marcus Clarke Street, Canberra City ACT 2600
T. 13 000 NHMRC (13 000 64672) or +61 262179000 F +61 262179100 E. nhmrc@nhmrc.gov.au
ABN 88 601 010 284



Australian Government

National Health and
Medical Research Council

ETHICAL ISSUES INVOLVED IN THE TRANSITIONS
TO PALLIATION AND END OF LIFE CARE FOR
PEOPLE WITH CHRONIC CONDITIONS:

A Discussion Paper for patients, carers
and health professionals

Public Consultation

October 2009



An invitation to provide comments on a Discussion Paper

National Health and Medical Research Council (NHNR&der paragraph 13 (d) of the
NationalHealth and Medical Research Council Act 1982seeking comments from
interested organisations and individuals on thiscDssion Paper (the Paper), released for
public consultation. The Paper presents an exammaf the ethical issues involved for
people with chronic conditions, who face transisiam care as the final phase of life is
approaching, but death is not yet imminent — tylpidae last twelve months of life. The
Paper calls this the transition phase. NHMRC a¢sks comments from families, loved ones,
carers, and health professionals who care for paaghe transition phase.

The Paper has been developed the Australian Hetdlibs Committee (AHEC) through an
expert AHEC Sub Group. Details on membership ofgloeip, and the Paper itself can be
found athttp://www.nhmrc.gov.au/guidelines/consult/inderht

The results of the public consultation process aslist NHMRC and AHEC to identify and
develop resources to assist people with a chramditon experiencing the transition phase,
(and those who care for them), to reflect upon, ma#te informed decisions about, the many
sensitive ethical matters associated with the ttiangphase. For example, changes in the
place and type of care required, and withdrawduwtilensome treatment.

How to provide comments

Questions are provided throughout the documertigies) to stimulate debate and
encourage thinking about the issues presented myuwish to frame your comments in
response to these questions — although pleasét moteot necessary to answer all, or even
any, of the questions. In responding to a spegifiestion or section, please list the number in
your response (numbers are to be found in theefbnénd corner of each box of questions).
Comments on any other aspects of the Paper aremvelc

In particular, NHMRC and AHEC are interested in tia@ure and content of resources which
you or your organisation consider would be helpiuhforming the ethical decisions that
need to be made in times of transition. For exapgulalelines may be considered the most
appropriate resource? NHMRC welcomes your comnmmthe questions posed in the
Paper, suggestions as to other questions (and es)smi@ch you or your organisation
consider relevant to include and comments or suggeson any other matters raised in the
Paper.

In addition you may choose to bear in mind theofelhg questions while framing your

response:

» Have any issues been overlooked?

» Do you suggest any changes to material?

» Are the issues presented understandable?

» Does the Paper provide an accurate reflectioneottiirent issues most relevant to the
topic?

* Is the range of issues covered appropriate?
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Copiesof the Discussion Paper are available from
http://www.nhmrc.gov.au/guidelines/consult/inderahbr can be obtained by phone or email
as listed below.

A form seeking authorship and other details isuded in this document (pages 4-5). It is
also available on the NHMRC website. Please cora@et attach the form to your
submission.

Submissionsthat do not have the completed, signed form will not be accepted.

For emailed forms, entering your name into the atigre field is sufficient as a signature.
Electronic submissions are strongly preferred. iléively, please provide your comments
in writing (preferably typed or word processedparaudio tape.

Please send your comments:

By emailto: ethics@nhmrc.gov.au

or by mailto:

Project Officer, Transitions

Health and Research Ethics Section

Quality and Regulation Branch

NHMRC

GPO Box 1421

CANBERRA ACT 2601

Closing date: 8 January 2010

Please draw this opportunity to the attentsanyone whom you believe would be interested in
providing comments.
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Ethical issues involved in the transitions to lbn and end of life care for people with
chronic conditions: A Discussion Paper for patierarers and health professionals

Consultation Submission Form
PLEASE COMPLETE AND SIGN THE FORM BELOW AND ATTACHITTO

YOUR SUBMISSION. SUBMISSIONSTHAT DO NOT HAVE THISFORM
ATTACHED WILL NOT BE ACCEPTED

1. Doesthissubmission reflect the views of the organisation or an individual?
[] Anindividual [ ] Anorganisation

If the submission reflects the views of an organisation please include details of the
organisation at #2:

2. Contact Details
Name:

6rganisation:

Address:

Phoneno:
Fax:
Email:

3. My submission is confidential/not confidential.

[ ] CONFIDENTIAL [ ] NOT CONFIDENTIAL
(Please Note: You should be aware that any submission madead\tHMRC may be
subject to the requirements of the Commonwedaldedom of Information Act 1982.)

4. National Health and Medical Resear ch Council (NHMRC) has my permission to
place my submission about this consultation draft on the NHMRC website.
(Please Note: NHMRC retains the right to determine whether ot ibwill post
submissions on the NHMRC website.)

[ ] YES [] NO

5. NHMRC can include my name, and whererelevant the name of the organisation |
represent, with my submission on the website

[ ] YES [] NO
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6. NHMRC has permission to quote from my submission in any reports prepared
about this document. (If you do not agree to your submission being quotied issues
you raised in your submission may be referred owever, no direct quote would
appear.)

[ ] YES [] NO

| am aware that if | agree to release informati@mf my submission, it will be widely
available, e.g. it may be placed on NHMRC'’s webaitd made available in hard copy. | am
also aware that the information may be furtherresfeed in later publications. If | have
named an organisation at number 2 above, | agegerth comments represent the views of
the organisation.

Any personal information provided, e.g. contacidst will only be used for the purpose of
developing this document and will only be disclosedchembers of NHMRC’s and AHEC.
Such information will not be used or disclosedday other purpose, without prior written
consent.

Name (please print)

Signature:

(For emailed forms, entering your name into the@aigre field is sufficient as a signature).
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1. EXECUTIVE SUMMARY

Like the rest of the world, Australia is experiemgian increase in the incidence of chronic
conditions. As the population ages, and as health lsecomes more and more sophisticated,
the incidence of those living with a chronic coratitis also increasingThere is a wealth of
literature addressing various clinical, ethical atiter aspects associated with care at the very
end of life, i.e. when death is imminent. NatioH&lalth and Medical Research Council
(NHMRC), however, has identified a gap in the htere for the ethical issues that arise in

the time leading up to this stage — the transitibase.

Whilst those with a chronic condition can live fatd productive lives, sometimes for
decades, there comes a point in time when it iargop that the individual is facing the end
of their life, even though death may not occurdome months. This realisation may come to
anyone with a chronic condition and at any ages Paper has identified that time as a
transition phase, in other words the phase ofdifien individuals, their carers (professional
or lay) and their families and loved ones becomarawhat the final phase of life is
approaching, but death is not yet imminent. Typycdhis time of transition involves a
change in treatment and management of a chroniditoamto palliative and other forms of
treatment and care in what will be the final phafskfe.

NHMRC and one if its Principal Committees, the Aaban Health Ethics Committee

(AHEC), has become aware that the ethical issugmis of transition are specific to that
phase of life and that they are not necessarilyg#me as the ethical issues faced when death
is imminent. This Discussion Paper (Paper) has ssered for public consultation with the
intention of seeking the views of the community attibe ethical issues at this time of
transition and their views about the kinds of reses that would assist them in making
associated decisions.

The target audience is deliberately broad so thatany views as possible can be sought
about the exact nature of the ethical issuescludes: individuals with a chronic condition
(at whatever stage of illness progression or agexe who provide care for these individuals
including health care professionals; non healtle paofessionals such as lawyers and
ministers of religion; and other non professionalups such as families, loved ones and
volunteers. It is important to understand that Baper, does not apply only to older
Australians: the focus is the ethical issues foséhof all ages who are facing the transition
process.

In particular, the aim of this public consultatiprocess is to identify the nature and extent of
ethical issues surrounding transitions in (healtre towards the end of life for those with a
chronic condition, across the life span, and taiig the kinds of resources that could be
developed to support decision making about ethssales at that time of transition.
Discussions about these issues can be difficuftitiate and sensitive to conduct. NHMRC
and AHEC intend that the resources to be developkéacilitate discussions and decision
making (without replicating existing resources) aoccnhance care as the transition phase
progresses.

! National Health Priority Action Council. 2008ational Chronic Diseases Strafg Australian Government
Department of Health and Ageing, Canberra.
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Aside from the ethical issues, there are a greatymansiderations in the transition phase
and this Paper does not cover all of them. Its$aswon the ethical issues, so other
considerations are noted only when they have &tdiaring on the ethical issue being
discussed. For example, the possible consequémceofessionals working across
jurisdictions with different legal requirements fmvance care directives are noted and
explained without being discussed in any detaie Bibliography section of the Paper (pp35-
40), includes references for further clarification this specific issue and for other relevant
issues.

The Paper is set out in three distinct sections -détails please refer to Section 1.3. Note
that Section three of the Paper is the most congmigtre Section. It poses a series of
example questions that might be included in ressudeveloped to assist individuals facing
the transition phase. The expectation is that ssfions will identify whether or not these
guestions are likely to be useful in helping pedpleeflect on the ethical aspects of their
situation and to make informed choices. In addjtrespondents are invited to indentify
whether or not the questions sufficiently indicatev the ethical values and principles can be
used to inform the decisions that need to be mhdataethical issues in the transition phase.
There is also the opportunity for respondents tbfacther questions — and a rationale for
their inclusion.

Language is significant when discussing ethicalessa word or a phrase can for instance
convey a negative meaning that was not intendeds&uently, the Paper encourages
feedback not only in terms of its content but afsterms of inclusive and respectful
language (words and phrases) that may be used/ireaaurces that are developed. This
point is likely to be of particular relevance todglginal and Torres Strait Islander people, for
those from culturally and linguistically diverseckgrounds and perhaps for those of
particular faith traditions or beliefs.

There is a Bibliography Section with citation detdor the extensive research undertaken in
preparation of the Paper and where possible itded web based links. Section 5 consists of
descriptions and / or definitions of the key tewmsed in the Paper and how they have been
understood and applied by the AHEC Sub Group (oresuveb links). Section 7 has details
of the functions of AHEC and section 8 lists thenmbers of the AHEC Sub Group.
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1.1 Background

This Discussion Paper (Paper) has been developedponse to matters that have been
raised with NHMRC and one of its Principal Commade AHEC. In relation to end-of-life
health care issues, NHMRC is committed to the natiégn of research and clinical
excellence. To that end, whole-of-NHMRC projects anderway in conjunction with the
Department of Health and Ageing (DoHA) with a viemunderstanding the health care
needs of older Australians, including those neegalfjative care towards the very end of
their lives.

For its part, AHEC has determined that ethicalessabout health care of chronic illnesses or
conditions as the end of life approaches are asg@societal concern and within its remit of
providing advice on health ethics matters to thaWNRC. In late 2008, a draft Issues Paper
titled Living within Limits: Ethical Issues for Those Aggiwith a Chronic Ilinessvas

circulated for targeted consultation. NHMRC applrest25 public and private organisations
and individuals in this phase and a total of 15nsisbions were received. The aim of the
targeted consultation was to canvas community viewesconcerns about the ethical issues at
the end of life for older Australians.

Feedback from this consultation process confirnhedrmportance of these issues within the
Australian community. Subsequent research indicttgowhile there was a wealth of
information on ethical issues at the very endfef little attention had been given to the
ethical issues involved in the many transitionkealth care that occur towards the end of
life, in particular the introduction of palliativaare. The research also indicated that whilst the
ethical issues were perhaps of most relevancelder dustralians, they were also applicable
to anyone of any age with a chronic condition,riga transition from treatment and
management of a chronic condition to palliative attter treatments in what will be the final
phase of life. Palliative care, that is, care desthto promote well being, for example by
relieving pain or distress, may be required upelte months before a person dies although
it may not be the only form of care transition tisabeing contemplated by the individual
concerned.

In this Paper, NHMRC and AHEC have decided to famushe ethical issues surrounding
the transitions that arise during what may be aiagnt period of time prior to death. It also
decided to widen the focus to include not only oldlestralians but all of those with a
chronic condition who, at whatever age, are fatiagsitions in care as the end of their life
approaches.
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1.2 Scope and Aims of this Discussion Paper

‘By living with and learning to manage long terriméss, many people develop a high
degree of expertise and wisdém’

In developing this Paper, numerous ethical andaoalirguidelines addressing palliative care
and end-of-life issues have been identified. Soawebeen developed and published by
NHMRC whilst others have been published by eittsiamal or international stakeholder
organisations.In preparing the Paper, the AHEC Sub Group alswdipon the expertise
and wisdom that many people with a chronic conditiome to acquire, expertise and
wisdom that was reflected in submissions to theezdargeted consultation process.

The aim of this public consultation process istoateplicate any of the plans, guidelines and
/ or specific programs and supports already avigildbather, submissions to this Paper will
be used to identify the nature and extent of ethssaies about transitions in health care
towards the end of life that existing resourcesoibaddress. Submissions will identify the
kinds of resources and guidelines respondents @ent be appropriate and will also inform
their subsequent development. The aim of whatevedeveloped will be to facilitate
discussions and decision making about these sdrnoalessues with a view to contributing
to positive transitions, at any stage of life, éimgs to whatever peace and acceptance is
possible at the end-of-life phase for all concerned

1.3 Structure of this document
The Discussion Paper has been developed with tlesving structure:

Section 1(this part) outlines the scope and aims of thiggPand its focus on ethics and end-
of-life transitions in health care at any agentludes the background to its development, the
matters that led to its development, including idietaf a previous targeted consultation phase
and details about the structure of the Paper itself

Section 2contains a brief explanation of the differencesvieen ethical, scientific and
technical matters, an outline of the ethical valaed principles that act as the ethical
framework for the Paper and introduces the conektite ‘no surprises’ period to which this
Paper is addressed. It also explains the ratidoakbhe Paper’s focus on ethics.

Section 3hen presents the ethical priorities and valuashhve informed the development

of the Paper. Following a discussion of each pga@ample questions are presented to
stimulate feedback on specific ethical issues. uestions are grouped around the broad
headings of: respect for the value of autonomydigdity; the standards and goals of health
care; and acting in the best interests of the iddal. Within those broad headings, questions
are posed for three specific groups: individuatsrig the transition; loved ones or carers; and
health professionals.

The Bibliographycontains citation details of the sources consutigateparing the Paper.

2 Wilson, J. 1999. ‘Acknowledging the expertise mdividuals and their organisatiorBMJ 319; 771-774,
(p771).
% See Bibliography for citation details of these |n#iions.
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Section 5contains important definitions of the terms used #he sources of those
definitions.

Appendix Adescribes the role and functions of the Austrataalth Ethics Committee
(AHEC).

Appendix Blists the members of the AHEC Sub Group.
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2. ETHICAL ISSUES INVOLVED IN TRANSITIONS IN
HEALTH CARE TOWARDS THE END OF LIFE

2.1 Introduction

This Discussion Paper (Paper) explores key ethjgastions that arise when an individual's
health care needs change from treatment and maeageifa chronic condition to palliative
and other treatments in what will be the final ghaslife. At this time, individuals

commonly face several ‘transitions’ — in the kirmdgreatments they require and choose, in
the healthcare professionals caring for them, énpllaces in which they receive treatment and
care, and in their relationships to carers anddawges. Times of transition involve new
decisions about what is important to individuals@thow they wish to be treated and cared
for and by whom. Clarity about the ethical valuestake in these decisions can help to
facilitate decision making and enhance patient$eed care.

The AHEC Sub Group is mindful of the tendency & éxisting health care system to
assume that:

‘...living and dying are discernibly different ancatrmedical practitioners must either
(1) apply aggressive conventional medical careydd extend or save a person’s life
or (2) accept death and provide only palliative €af.

This Paper challenges the idea that ‘living anahgyre discernibly different’, and supports
the view that acute, curative medical treatmentsishbe separate to palliative and other
forms of care and treatment. Good management dthhegre for those who ‘live with dying’
often requires that palliative measures be intredughile an individual is still being treated
for their current or long standing condition, ahdtt‘advance planning’ for care and
treatment in the final phase of life is often aggprate while an individual is still relatively
well. Palliative measures should not be reserveth® very last days of life. Communication
between the various health care professionalssengisl to the development of appropriate
clinical pathways that will achieve the best outedior an individual with a complex and
deteriorating medical condition as they approaehethd-of-life phase.

* RAND Health. 2006 ‘Redefining and reforming heattire for the last years of life’. Accessed from:
http://www.rand.org/pubs/research_briefs/2006/RARB9178.pdf December 2008 (p2).
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2.2 The Transition Phase — a ‘No-Surprises’ Perio d
‘One of the greatest gifts in confronting deatlthis perspective it offers about living life’.

The AHEC Sub Group has accepted as a working diefinof the period during which these
transitions occur, what some experts describeasthsurprises’ period. In arguing for the
right to palliative care of all those with a chromiondition, Murray et al (2004) suggest we
ask a simple question to determine whether or ady eeferral to palliative care would be
beneficial®

The question is:

‘“Would | be surprised if my individual were toedin the next 12 months?” And if the
answer is no, we need to give the individual arsdoniher family an opportunity to
plan for a good death, instead of just monitorindaavnward set of physical variables
until death.”.”

While recognising that care decisions dictated tmgposis can never be definitive, this
Paper will speak of the ‘no-surprises’ period a&pan of about 12 months, during which the
involvement of, or transition to, palliative andhet forms of care will often be required.
Although this transition may be triggered by a silag event, it may also occur gradually
over a twelve month period that includes sevei#tat events from which an individual
recovers, though in a weakened condition. If it ldawt be a surprise for an individual to
die in the next twelve months, then assessmerairadws scenarios and clinical pathways for
end-of-life care should be undertaken.

At times, commencement of the no-surprises stagecbfonic condition may not be clear
cut: there may be no precise time at which an iddal knows (or is able to acknowledge)
that the transition is actually happening. Someviddals may well not die within the 12
month period. But if death is reasonably foreskewaiithin the next 12 months (or year),
then it is wise for this fact to be taken into asabwhen planning for that individual’s health
care needs.

The word ‘transition’ may not seem appropriatenose individuals who experience only
gradual changes in the way they live their livesvéttheless, the AHEC Sub Group believes
the word ‘transition’ is a good marker for what@mmonly a time of significant change in
the progression of an individual’'s chronic conditiand in the decisions individuals and
carers face at this time. Clearly, as the poputatiges and the incidence of chronic
conditions increases, more and more older Austraiveill need to consider planning for this
final phase of life.

® McPhee, S.J., Rabow, M.W., Pantilat, S.Z., MarkewA.J & Winker, M.A, 2000, Finding Our Way —
Perspectives on Care at the Close of Llfgyrnal of American Medical Associatiovigl 284, pp 2512 — 2513.
® Murray SA, Boyd K, Sheikh A, Thomas K, HigginsariDeveloping primary palliative care: people with
terminal conditions should be able to die at horita dignity.” BMJ: 329: 1056-1057, 2004.

"Murray SA, Boyd K, Sheikh A. ‘Palliative care ihmonic illness’. BMJ 350: 611 -612, 2005. Accesed
http://www.bmj.com/cgi/reprint/330/7492/6 Bl March 2009 (p612).
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The no-surprises period is not confined to oldestAalians. Accordingly the AHEC Sub
Group recognises that the timing of palliative darechildren and young people is
influenced by the diagnostic diversity and progimoghcertainty in their case. Unlike the
usual adult population receiving palliative camgpr@ximately 40% of children in palliative
care have a malignant conditibit.is unclear if the transition phase for child@md young
people can be considered to be a twelve monthgeaesgdhe commencement of the period
may occur quite suddenly given the range of illeegbat specifically affect children and
young people. Notwithstanding that consideratibm,dthical issues in this Paper apply
equally to those in the no surprises phase, whatbe& age and stage of life.

2.3 Focus on Ethics: Rationale

Health care decisions always involve ethical issoesst obviously in relation to beginning

or ceasing particular treatments. These issueb@awme more urgent when an individual
realises that their life is entering its final pba¥he issues include facing one’s own mortality
— or, in the case of some, facing the mortalita édved one who can no longer express their
own choices and preferences. Research indicateththassues of concern include coming to
a sense that one’s life, in its broadest and nmzstisive sense, has been meaningful, that one
is leaving behind some ‘legacy’, and that one ip&ace with God’ — however this is
understood by the individual concerned (Steinhaesal, 20005. The reality of death gives
rise to issues that may not have consciously abséore, but as the end of one’s life
approaches, they must now be faced (Daaleman &@@@0)° With that realisation, come
guestions about the appropriateness of continuiedical treatments aimed at cure, about the
meaning and likely benefits of treatments compaodtieir burdens, and about how death
might best be understood in relation to life.

The prospect of foreseeable death provides therappty for individuals to make critical
healthcare decisions about how they wish to liwel#ist stage of their life, however long or
short that may be. For example:

» Decisions about the individual’s continuing contwbkhe condition, the
resultant wellbeing the individual experiences higdor her ability to
function.

» Decisions about the extent and limits of availdi#alth care treatment in
relation to life sustaining and / or life prolongimeasures, including locations
and accessibility of where that treatment is preuid

» Decisions about the nature of the relationshipsriridual wants to sustain
at this time, including how individuals want to erdheir lives and
relationships with others so as to make the tremmsib their death meaningful
in their own way.

8 Royal Children’s HospitaVictorian Paediatric Palliative Care Prografifransition to palliative care.’
Accessed fromhttp://www.rch.org.au/rchpalliative/?doc_id=1710&yryes 12 March 2009.

% Steinhauser K E, Christakis N A, Clipp E C, McNeill, Mcintyre L, Tulsky J A. 2000. ‘Factors considd
important at the end-of-life by individuals, familghysicians and other care provide#8MA 284: (19) 2476 —
2482,

19 Daaleman T, Van de Creek L. 2000. ‘Placing religgmd spiritualty in End-of-Life careJAMA284: (19)
2514 — 2517.
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The obviously clinical issues that arise during tinansition phase, e.g. relief of pain,
cessation of aggressive treatments and so ongasg merely ‘clinical’. Good health care
treats an individual person, not a condition. Clhissues are in fact shaped by
considerations that are ethical, social, cultugpiritual and metaphysical in nature. Sound
ethical reflection on issues such as the burdemastiatment relative to alternatives, the
distinct responsibilities of health professionaisl @arers, and the justice of resource
allocation, help to clarify and facilitate goodratial decisions. This Paper highlights the
holistic nature of the transitions people faceha final phase of life, involving as it does,
matters to do with medical treatments, places m,Gccess to specialist (palliative) care and
the availability of resources to maximise the chsiof the individual concerned.

For those who have lived happy and fulfilling livegh a chronic condition, sometimes for
years, the recognition of the need for a transittopalliative and other types of care can be
challenging because it signals a marked chandeeistatus of the condition, usually a
deterioration of some kind. Fears and concernsikaaly to arise about the next phase of the
individual’s life, including the prospect of losigntrol over how they live their life in its
final stages.

Whilst the final stage of life, and dying itsel§,an intimately personal experience, there are
usually others who accompany the individual asetie of their life approaches, be that as a
family member, a loved one, a carer, a friend,ight®ur or as a professional. These people
too may also be faced with new decisions about thay want to shape their conduct,
attitudes and emotions in this phase, both towdnrel$ndividual making the transition (for
whom they may also be providing care), and forrtbein sense of meaning and fulfilment at
this time in their life.

There may also be distinctive ethical consideratianout preparing for death that are
specific to particular groups in our community wejecial needs, such as Aboriginal and
Torres Strait Islander peoples, people from cullpend linguistically diverse communities,
those who are ageing, those with a disability, rsafjeaid or unpaid), and health care
professionals.
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2.4 The Nature of Ethically Based Questions

Questions of an ethical nature need to be diststgad from evidence-based, technical or
scientific questions. For example, questions abimutikely effects of a particular treatment
are matters for scientific judgment. Likewise, haweatment is to be delivered is a
technical, medical issue. Whether or not a treatraleould be provided at all, however,
depends on ethical considerations — for examplaytalwhether the treatment will benefit a
particular individual in his or her actual situatjar whether the treatment would be regarded
by the individual as unduly burdensome for thenfooothers, such as loved ones. These
ethical considerations are informed by scientifilence and the exercise of (professional)
skills and expertise, but the decisions made om#ses of these considerations are properly
ethical, and not merely technical or scientific.

The ethical considerations at times of transitioheéalth care are frequently sensitive and
complex, and are usually influenced by cultural eglifjious values and beliefs. It can be
difficult for individuals to raise matters that amrn them about such values and beliefs, or to
articulate what this new experience means for taathhow they want to manage it.

Although people’s questions and decisions willimtividually unique, there are well
recognised ethical considerations that will shgbtlon those decisions and offer reassurance
and self-confidence. Clarity about the ethical atpef transitions in health care should help
individuals, carers and professionals to think tigtothe various options for treatment and
care in the final stages of life. Conversationsualtbese issues can also be a valuable
preparation for dying and contribute to the seridepe and / or closure that can make the
last phase of life fulfilling.

2.5 Ethical Issues for Health Care Professionals

Transitions in health care toward the end-of-legliently signal a need for palliative care as
an integral part of active treatments and existiug, e.g. palliative care may be an addition
to existing care and management of chronic paini@ndt restricted to the very end of life.
The introduction of palliative care in the managat a person’s condition can be
challenging for health care professionals becausemmonly signals the changing needs of
the person, the need to review existing care regane treatments, the involvement of
different professionals in the person’s care, &edievitability of death.

Early referral to palliative care professionalsssommended in order to maximise the
control of symptoms and enhance the wellbeing efpilitient, including his or her lucidity

and ability to function and the provision of theshappropriate care for the transition phase.
Palliative measures are often essential to tharaaing management of a chronic condition
and contribute to maximising wellbeing for the midual concerned. Good communication
and appropriate referrals between acute care ssraicd palliative care services are
essential. Likewise careful and comprehensive decuation is necessary to ensure that the
individual receives the best possible care shdwdg be transferred between care locations or
facilities. Often it is the individual's generalgatitioner who becomes the common reference
point between all health care professionals inwveb\Referral when the individual has only a
few days to live is likely to diminish the effeatiness of care and may cause increased
burdens of pain and suffering for the individuatidheir loved ones.
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Questions about keeping control, fear about howhdedl occur, the meaning of life and
death, and about personal autonomy, often leadliatd about the issue of euthanasia and
assisted suicide. Whether euthanasia — the deléenaling of a person'’s life by act or
omission — is ever ethically permissible, and wbether it should be legally permissible, are
contentious issues in the Australian community. figlet of all Australians to access good
palliative care services is pivotal to the circuamstes which drive the euthanasia debate.
Popular opinion is often hampered by misunderstaygdabout the difference between
euthanasia on the one hand, and the withdrawaleowithholding of overly burdensome
treatment on the other hand, as well as by anelodggarts of both under-treatment and over-
treatment as death approaches. Inconsistencis provision of palliative care across the
country also compound debates about euthanasia.

Development of strategies and processes to enltanoeunication between health care
facilities, ways of ensuring continuity of care aedm approaches to care is essential
because GP'’s, nurses, specialist nurses and plnysicave crucial roles to play in times of
transition*

3. ETHICAL PRIORITIES IN TIMES OF TRANSITION IN
HEALTH CARE

Ethical considerations derive from ethigalues principlesandstandardsof conduct — those
applicable to health care professionals in paiiGlds well as those values, principles and
standards applicable to all human beings.

The AHEC Sub Group suggests that special attemdidime following ethical priorities is the
key to good (ethical) decision making about traoss in health and health care for
individuals with chronic conditions:

* The value of personal autonomy.

* The standards of good health care.

» The principle of acting in the best interests @& ifdividual.

* The value of justice in the use of resources.

This Section briefly explains the relevance of éhethical priorities to transitions in
treatment and care. It also identifies questioas ey assist the application of these values
to the decisions faced by individuals, carers agalth care professionals, in relation to the
transition to palliative and / or other forms ofea

1 Meier D & Beresford L. 2008. ‘Palliative care’s dlemge: facilitating transition of careJournal of
Palliative Medicing 11:3, 416 — 421.
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3.1 Respect for the Value of Personal Autonomy and
Dignity

Respecting others

Respect for others recognises the fundamental wdleach human being, no matter what
their age or health status. In the case of thesitians in health and health care, e.g. a
transition to palliative care, respect for indivadisishould exclude any form of
discrimination. Discrimination could include ‘ageis which would imply that people who
are older or chronically ill are less worthy ofatament than other people.

The concept of respect as articulated inNlagonal Statement on Ethical Conduct in Human
Research{National Statemeh{2007) is also applicable to respect for those Wave a
chronic condition.

‘... respect...involves recognising that each humangdokas value in himself or
herself, and that this value must inform all intettan between people. Such respect
includes recognising the value of human autonornhe-eapacity to determine one’s
own life and make one’s own decisions. But respees further than this. It also
involves providing for the protection of those wdiminished or no autonomy, as well
as empowering them where possible and protectinighafping people wherever it
would be wrong not to do so.’ (p11)

Respect for personal autonomy

Personal autonomy is highly valued in Australiadisty and culture. In the context of health
care decisions, respect for autonomy means redagritsat the individual is the ultimate
source of decisions about treatment and care. R&raatonomy presupposes the capacity to
make choices that are free from coercion (impbciexplicit) or undue influence. By
extension, it also means having a right to the Kadge necessary to make informed choices.
At times of transition in health and health caespect for the wishes of the individual should
be paraerlnzount, so that they are involved in thein tialth care decisions as much as is
possible.

Dependence and independence

Autonomy is linked to another ethical consideratitmat of personal independence
(sometimes called ‘autarkia’ — also ‘autarky’). $is an ‘...ancient Greek term meaning self
sufficiency’ and indicates a capacity to care founself™®

‘Self-sufficiency’ extends the notion of autononoyegncompass this wider notion of an
‘independent’ life that is personally fulfilling (éarky) because one is actually able to make
andactupon one’s own choices (autonomy). The loss of &dficiency’ and

‘independence’ (autarky) need not mean the lossitinomy as individuals may be entirely
autonomous but at one and the same time, entieglgrttlent on others e.g. in carrying out
acts of daily living. Individuals with a chronic edition are often capable of making their
own health care decisions, even if they cannotiphifg carry them out because they are
becoming more dependent on others (the loss ofla)ta he classic example of this

12 australian Nursing and Midwifery Counci,ode of Ethics for Nurses in Austrgl2008, and Australian
Medical AssociationCode of Ethics2006.
13 Audi R. 1999 The Cambridge Dictionary of Philosophgambridge University Press (p 62).
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conundrum is the individual with quadriplegia windyile autonomous, completely lacks
autarky because she or he is entirely dependaothans.

Although the fear of losing autonomy and / or inelegience is often real and profound,
dependency is always a feature of human life: hubsamgs begin their lives totally
dependent on others, and they remain inter-depeétitimughout their lives. Individuals with
a chronic condition often come to accept the littotes of their condition and of their dying
as contexts in which they can welcome the loverasgect people have for their intrinsic
dignity, regardless of any limitations imposed bgit condition.

The capacity for autonomy can be transitory, exgsit some times and not at others. It is
also the case that a person may still be able te@mdacisions that are authentically their own
decisions even though they are cognitively impaiFed example, a person with dementia
may be unable to recall recent events, but maybstibble, with assistance, to appreciate her
circumstances in a momentary way and make a dedisai authentically reflects her own
values, even if she may, in the next instant, fotige circumstances or even having made the
decision.

When individuals begin to need to make a transitotieir health and health care needs, e.g.
a transition to increasing dependence and / oiatig# care, they normally re-consider their
relationships with their loved ones. They can beltied about being a burden to others, but
they also need other people. They also wish tdocale what is most important in their
relationships, and give meaning to their deathtarttie ‘legacy’ that they will leave behind.

Many cultures are less individualistic than modedustrial cultures tend to be: they have
different interpretations of the place of autonoamg ‘self-sufficiency’ in a fulfilling and
flourishing life. For example, in contrast to timelividualistic interpretation of autonomy,
Aboriginal and Torres Strait Islander peoples ersggarelationships which are reciprocal
and based on concepts of mutual obligatiany cultures value a family hierarchy of
decision-making, based on gender or seniority, eMfie Chinese value of filial piety
embraces the value of children supporting theiepis>

These differences need to be taken into accouwtgdision making processes as individuals
experience transitions in their health care, &.ghé ‘no surprises’ phase of their lives, a
phase which may include a transition to palliataee.

4 NHMRC. 2003 Values and Ethics: Guidelines for Aboriginal andfes Strait Islander Health Research
15 Chiung-Hin Hsu O’Connor, Margaret, Lee Susan. 2008derstandings of death and dying for people of
Chinese origins’Death Studie83:153-174
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Advance Care Planning

Individuals with a chronic condition often, righthwant to be involved in planning for their
future health care needs, especially when thegigate being unable to make their own
decisions. Integrated health care plans (incorpayadvance planning) should be holistic
and may need to include treatment of inter-curhexaith problems. They should, however,
emphasise hope and living well, and dispel anyqy#ions that palliative care equates with
imminent death.

Advance care planning enables an individual to jok@guidance or instructions about future
decisions, if and when they become unable to ma&ke decisions. This may simply involve
discussion with family, friends, professionals arlder carers. On the other hand, an
individual may also appoint someone to be thepresentative’. Someone may become an
individual’'s ‘representative’ in three ways: whewpainted by the individual before he or she
became incapable; when appointed by a court asrtal or automatically by legal statute
(e.g. as a person responsible or as a senior hkit)o

An Advanced Care Directive is stronger than a statd of wishes, since it is intended to be
binding in certain specific circumstances. In squuesdictions, advance care directives can
have a legal status requiring compliance by caeggiin relation to refusal of treatment. To
apply an advance care directive, the health cafegsional needs to be satisfied that the
directive applies to the actual circumstances efitidividual’s condition and care.

NHMRC is aware of work being done on advance caeetives by the Australian Health

Minister's Advisory Council with a view to develogi national guidance on advance care
directives
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3.1.1 Questions about Autonomy and Dignity for
Consultation Feedback

The way that ethical considerations are broughietar upon individual situations is
through decisions of the people concerned. Som&ersare more relevant to individuals
in transition, others to their carers and famiesl still others to health care professiona

The following questions are proposed as the kinguafstions that individuals, carers an
families and health professionals might ask themesein relation to the value of persona
autonomy. The questions are meant to be examplgsestions that might be included irf
resources to assist individuals facing these ttiansi in health care. The AHEC Sub
Group would like to know whether questions likestre

Sample questions for people facing transition

a)
b)
c)
d)

Sample questions for loved ones or carers

e)

f)

Sample questions for health care professionals

9)
h)

)
)

Are there any other questions you would suggest?

are likely to be useful in helping individuals &flect on the ethical aspects of thg
situation and to make informed decisions; and

help to show how this ethical value can be usadftsm the decisions that need
be made in times of transition.

What changes in my current circumstances are lifeebccur as a result of
changes in my health care e.g. changes in my liamgngements?

How will changes in my condition and treatment result in changes for other
people?

How can I preserve my autonomy and sense of fulfilment, even if [ become
more dependent on others?

How and when can I begin to talk with loved ones about my eventual dying in
a way that is culturally appropriate for me and for them?

What would the individual and / or my family wantthese circumstances?
In relation to family involvement, how will we gdbaut planning to support our
family member?

Have | provided the information needed to helpgbeson decide whether or not
proposed treatment would be beneficial?

Should this person be encouraged to develop amadvare plan, given the
likelihood of death within the next twelve months?

Have | appropriately documented these discussions?

How can | preserve an individual’'s autonomy evermthey have lost autarky?

D
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3.2 The Standards and Goals of Health Care

The limits of medicine and the acceptance of death

The overriding goal of medical interventions andlttecare is to help people sustain the life
and health that is fundamental to their total Wwelhg, including their ability to make their
own decisions and to live independently (autaridy)tical to good health care is recognition
of these proper goals: interventions are unethiten they are not beneficial to an
individual, because they do not, for example, ddeer cure or slow the progress of disease,
or relieve distressing symptoms. Recognition ofgtaper and limited goals of health care
includes judging when a treatment is no longer beiag and when the time has come to
accept the inevitability of death, while continuitagkeep a person as free of pain and other
suffering as is possible, and providing ordinafg-Bustaining care.

Ethical reflection on the goals of health care feaniitate decisions during transitions — for
example, by helping to identify futile treatmentsdistinguish curative treatments from
palliative treatments, to distinguish ordinary lgestaining treatments from aggressive and
burdensome treatments, and by clarifying the siggmice of the burdens associated with
treatment.

Evaluating risks, burdens and benefits

It is always necessary to evaluate the therapbetefit of an intervention, and thus whether
it would be overly burdensome or futile. Decisi@mout treatment should take into account
the burden for the individual, but may also neethl@ into account the impact on the family
and community. The individual — or their appointetision maker — is always the one who
decides whether a treatment is burdensome for tramt.

Treatments are futile if they bring no benefithe individual. Treatments may be judged to
be overly burdensome by the individual concernedmihey judge that the burden of
treatment for them is disproportionate to the fikatnefits. Whether a particular treatment is
overly burdensome is determined by assessing daddiag the risky, intrusive, destructive,
exhausting, painful or repugnant nature of thetneat, against its benefits or reasonable
chance of success.

Such decisions need to consider:

* The individual and family’s particular circumstascexperience of illness and its
remedies, and culture, beliefs and preferences; and

* The burden or cost of the treatment and the avbilabf resources for the family and
/ or the community.

While palliative care aims to benefit all concernigdocuses on the needs of the individual
person. In relation to advance care plans, deténgniwhat would be a benefit and what
would be a burden (or a harm) is a decision thataally made by the individual concerned
in partnership with the health care team and athegrs. When individuals are unable to do
so, their representatives have a special rolesistasg those responsible to determine what
the individual would have wanted in the circums&sche nature of what is an acceptable
benefit and what is a burden may change for thizishaal as their condition becomes
progressively worse and there is a need to digeumgkrevise) care plans and perhaps the

Page 22 of 46



context or environment for the delivery of thateeakpproaches to these (potentially)
challenging conversations can be initiated by aryiamolved at any timé®

Individuals from Aboriginal and Torres Strait Ister communitie and those from
culturally and linguistically diverse communitiegaynhave special needs in relation to
decision making about burdens and benefits.

18 Clayton, J.M., Hancock, K. M., Butow, P. N., Tas@l, M. H. N., & Currow, D. C. 2007. ‘Clinical pctice
guidelines for communicating prognosis and endfefissues with adults in the advanced stagedlité-a
limiting illness and their care giverdvledicalJournal of Australia186: 12, S76- S108.

Y McGrath et al. 2008. ‘Insights on end-of-life cerarial practices of Australian Aboriginal peoples’.
Collegian15, 125-1
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3.2.1 Questions about Standards and Goals of Health
Care - for Consultation Feedback

The way that ethical considerations are broughietar upon individual situations is
through decisions of the people concerned. Sonteeraare more relevant to individual
in transition, others to their carers and famileasd still others to health care
professionals.

The following questions are proposed as the kinguefstions that individuals, carers an
families and health professionals might ask themesein relation to the standards and
goals of health care. The questions are meant &xé@ples of questions that might be

included in resources to assist individuals fa¢mgsitions in health care. The AHEC Suib

Group would like to know whether questions likestre

» are likely to be useful in helping individuals &flect on the ethical aspects of thg
situation and make informed decisions; and

* help to show how this ethical priority can be usethform the decisions that nee
to be made in times of transition.

Sample questions for people facing transition

a) Am | getting enough out of this treatment?

b) How will I know when to limit or withdraw a partitar treatment?

c) How do I find out what is available and if thissisfficient support for me and for
those around me?

d) How will this treatment now impact on my later cdrah? Will | be worse off in the
long run?

Sample questions for loved ones or carers

e) Am | the best person to be providing care for thavidual? If | am not, then what dd
| need to do about it?

f) Am | caring for my own needs even as | care forfamgily member?

Sample questions for health professionals
g) When should the goal and scope of treatment optibaage from ‘cure’ to focus on
relief of symptoms and assisting the patient talbe to best enjoy his or her

remaining capacities without the burdens of cueasittempts during the dying phasq®

h) Have | appropriately documented these discussions?

i)  When should the advice of other colleagues, forrga palliative care experts, be
sought? And is this referral/s handled in a walyegmf least burden to the individual
concerned?

Are there any other questions you would suggest?

7
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3.3 The Principle of Acting in the Best Interests o fthe
Individual

The guiding principle for health care professioralalways acting in the best interests of the
individual is also associated with the long stagdgininciple of non-maleficence, and the
traditional professional maxifrimum non nocer€above all do no harm’), which
emphasises the protection of the individual. It sametimes be difficult for physicians
working with older individuals to understand theamplex needs and to benefit them by
prioritising care provided® Frequent and open communication is essential.sixex about
what is in an individual’s ‘best interests’ are tiemde by the individual concerned — or by
their representative, or by both — in partnerstiih the whole of the care team, professional
and non professional. These decisions need tocegpeindividual’s own beliefs and values,
and the things he or she holds to be most imporgaren if these differ from the family’s or
health care professional’s views. Decisions alssdre respect cultural or religious beliefs,
and the special needs of groups such as AborigmalTorres Strait Islander peoples, people
from culturally and linguistically diverse commueg, and those with a disability. The
decision also needs to be carefully documenteddardo record the individuals wishes and
to prevent the need to go through the decision nggiocess again, especially when that
process itself creates unnecessary burdens.

Decisions need to respect the individual’'s wishesuatreatment, if they are known. This is
not always straightforward. It is easier to be stitkee individual had written them down
somewhere, or if the family can recall particultwations where the individual said, for
example, ‘I wouldn’t want that for myself”. It ids® important to know whether the
individual was making a well-informed, rational hsidered decision, or was perhaps
depressed at the time, or coerced by others. Bwt@re healthy person, what may
prospectively seem an unacceptable level of disabit dependence on others, may in fact
be acceptable when an individual is actually irt Hitmation. What the family thinks and
wants is also relevant, but only if it is cleartttfas is in line with what the individual would
have wanted?

Where nothing is reliably known about the wishepr@ferences of the individual being
cared for, and she or he is no longer capable pfessing those preferences, the principle of
acting in their best interests will be applied bgit representative. Here, the judgment is
likely to be guided by empathy and compassionterihdividual. Decision-makers may
need guidance and support in clarifying and manntgi a focus on the best interests of the
individual, not the interests of others involvat;luding family members and health care
professionals or carers.

18 Nortvedt et al 2008. ‘Clinical prioritisations béalthcare for the aged — professional rolésurnal of
Medical Ethics43, 332-335.

19 NHMRC, 2008,Post-Coma unresponsiveness and minimally respostte: A guide for families and
carers of people with profound brain damagel9.
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3.3.1 Questions about Acting in the Best Interests of the
Individual - for Consultation Feedback

The way that ethical considerations are broughietar upon individual situations is
through decisions of the people concerned. Som&ereare more relevant to individuals
in transition, others to their carers and famileasg still others to health care
professionals.

The following questions are proposed as the kinguefstions that individuals, carers and
families and health professionals might ask themesein relation to the principle of acting
in the best interests of the individual. The quesiare meant to be examples of questions
that might be included in resources to assist iddads facing these transitions in health
care. The AHEC Sub Group would like to know whettpeestions like these:

» are likely to be useful in helping individuals &flect on the ethical aspects of thei
situation and make informed decisions; and

* help to show how this ethical value can be usedftwm the decisions that need {o
be made in times of transition.

Sample questions for people facing transition
a) Have | expressed my wishes clearly?
b) Do | need to appoint a representative?

Sample questions for loved ones or carers
c) Do | have sufficient resources to provide the catrpiired, e.qg. lifting machines,
and if not, how do | go about getting them?
d) Is the overall care being well coordinated evahdire are a range of services
involved?
e) How do | sort out what are the best interests efitidividual from the interests of
family and carers?

Sample questions for health professionals
f) Is the individual being cared for in the most apprate setting? If not, how will
this choice be negotiated / respected?
g) Should specialist palliative care advice now begbt®
h) Is the individual's General Practitioner and ottedevant (health care)
professionals being involved in the individual’'sesaeven if they are in an acute
hospital?

Are there any other questions you would suggest?
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3.4 The Value of Justice, Especially in Regard to
Resource Allocation

Allocation issues

The value of justice embraces many aspects oftheate provision — firstly, in relation to
the individual concerned, for example, by avoidoogh under treatment and over treatment
(heroic treatment), by preventing harm due to e af multiple drugs, and by ensuring that
individuals receive treatment in the setting mggirapriate to their current needs. Health
care professionals work within the context of altheeare system whose resources are finite
and justice towards other people may sometimes Itihedreatments cannot be given to
individuals because they would offer little benefit

In the transition phase, difficult questions maig@iabout where a person should be treated —
for example, at home, in an acute care facilitina nursing home. It also raises questions
about the level of care that should be providedirAges, individuals only need access to a
particular service in an acute care facility e.gpacialised test. In this instance individuals
should be able to access services in some caphaitgoes not demand the full extent of
clinical pathways normally required by the acutelity. Those who wish to receive care at
home need to have equitable access to the suppqtised, as well as being clearly
informed about what can or cannot be achievedignsitting. Justice in these matters
requires good communication between health cafessmnals, and clear pathways for
management of the individual that do not imposesgeasary interventions or burdens upon
them.

Resource allocation problems are exacerbated @ and remote areas where access to
specialist health and palliative care servicesspetialist nurses and medical personnel is
limited. Likewise, individuals from population gnpsiwith particular needs can also be
disadvantaged by resource issues. It is not fgisirto deny reasonable access to (specialist)
care and treatment. For example, sufficient ressute provide appropriate care for
Aboriginal and Torres Strait Islander peoples wilie in isolated communities, and those
from culturally and linguistically diverse commue#, may be lacking. The inequitable
distribution of resources places unfair burdenshmse who live and work in rural and

remote areas.

Another potential injustice may arise when cultlyrappropriate practices for the transition
phase are not known or appreciated by the healéhteam. In these situations, it may be
beneficial to consult with specialist advisors d¢tners) from the individual’s community to
maximise choices and enhance understanding. Thesmo of these resources does of
course have a cost although it is potentially inidple to deny access simply because of
resource allocation difficulties.

Resources and carers: paid and unpaid

Issues for carers are many and varied, and diffieording to the nature of the relationships
they have with the individual being cared for: edamily member is likely to have different
issues to those of a carer who is paid. In turacdrer who is not paid and is not a family
member, e.g. a volunteer, will have separate isasegell.

For unpaid carers who are also family membersrtipact of caring for individuals in the last
phase of their lives can be severe. It may incfutincial burdens (giving up a job for
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instance), social isolation and poor health throstgbss and physical injury. Family carers
need information about their loved one’s conditama the possible impact of the transition
phase on the individual and on them as the cardrabffamily member. Family carers also
need to be included as part of the care manageemmt In addition, they are likely to need
support for the emotional and other issues thaedadr them as their loved one progresses
through the transition phase, e.g. feelings oftgiho longer being able to provide care,
compounded perhaps by the need to move the fana@ilmer into another care context such
as a nursing home.

Additional factors that unpaid carers face includsues to do with ‘burnout’; many carers
are ageing (as are those they care for); and nfamjly) carers tend not to care sufficiently
for their own needs.

Lack of resources broadly, and in rural and remateas specifically, raise other issues, e.g.
in terms of providing appropriate respite care aadsupports for carers. Lack of access and
remoteness can compound an already stressful Eonenstance, the need to travel long
distances either to access care or to maintaitiae$hips with a loved one who can no
longer be cared for at home.

Paid carers, who are not fully qualified healthecarofessionals, e.g. ‘home help’ and
personal care assistants, may not have sufficiaimirhg or education to provide an
acceptable standard of care to the level requiyatidindividual, yet they may be the only
source of care giving that is available. This missues to do with training, safety and

quality — for them and for those receiving the cditee issues faced are similar to those faced
by unpaid carers, although because they are enhltlyere are legal expectations,
protections, and requirements such as occupatie#h and safety standards and benefits
that do not apply to unpaid carers.

Unpaid carers who are volunteers face similar s$oaid carers, yet they also face the
same kinds of issues as family members. Volunteboswork in palliative care services are
usually well supported by the team in which theykveheir role is highly valued in that they
provide different support from health care profesals and often have more time to listen to
the individual and their family. The status of valeers though, may in some places, be less
clear than that of health care professionals,heteéquirements for them to act in order to
maximise benefits and prevent harms is similah&ltroad expectations of health care
professionals, albeit at a different level. Safetg quality of care provided as well as
Occupational Health and Safety issues also apply.
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3.4.1 Questions about Justice - for Consultation
Feedback

The way that ethical considerations are broughietar upon individual situations is

through decisions of the people concerned. Som&ermsare more relevant to individuals

in transition, others to their carers and famiéesl still others to health care professiona

The following questions are proposed as the kinguafstions that individuals, carers an
families and health professionals might ask themesein relation to the value of justice i
resource allocation. The questions are meant exhmples of questions that might be
included in resources to assist individuals fa¢hmege transitions in health care. The
AHEC Sub Group would like to know whether questibkes these:

» are likely to be useful in helping individuals &flect on the ethical aspects of the
situation and make informed decisions; and

* help to show how this ethical value can be usedftwm the decisions that need
be made in times of transition.

Sample questions for people facing transition
a) Do I consider that | am becoming a burden to othashow do | feel about that?

b) How can | encourage my loved ones to continue thigir own lives, even as they
continue to care for me?

Sample questions for loved ones or carers
c) What educational and training resources are avaitabme to assist me in giving
high quality care?
d) Do I know what | am entitled to in relation to Gowment financial support for
being a carer? If not, how do | go about accesfiaggsupport?

Sample questions for health care professionals
e) How can the community be sensitised to what cagxipected when life is
drawing to a close?
f) How may health care professionals engage in a mgfahiand beneficial fashion
with an articulate and more empowered public andtat end?

Are there any other questions you would suggest?
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4. CONCLUSION

This Paper has sought to highlight the ethical eispaf the decisions that people with a
chronic condition commonly face towards the enthefr lives. For these individuals, the last
year or so of life often involves transitions iralita care and in the circumstances in which it
is provided. The Paper seeks to avoid any shatinclion between acute medical treatments
on the one hand, and palliative and supportiverireats and care, on the other hand. In the
transition phase, both kinds of care and treatraenbften needed.

The Paper has identified ethical priorities tha AHEC Sub Group believes are central to
ethically sound decision making and effective claicare. The priorities are respect for the
value of autonomy and dignity, the standards aradsgaf health care, and acting in the best
interests of the individual.

Through this public consultation phase the AHEC Subup invites respondents to comment
on whether these ethical priorities are centraktiver the sample questions associated with
each priority are appropriate, and to suggest amgraethical considerations or questions
which they believe to be equally relevant.

The AHEC Sub Group therefore invites a wide rangegponse to these issues. For example,
Is this document comprehensive enough? Are thete phthe document that are not

relevant to the issue/s we should be concerned@virbsspondents’ answers to these
guestions, and their reflections on the sampletoresin the body of the Paper, will assist

the Working Party to identify the kind of resourcasd the content, that might be developed
to assist both individuals, carers and healthcestepsionals as they deal with transitions in
health care towards the end of life for those irdiials with a chronic condition.
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5. Definitions of Key Terms and Resources

5.1 Definitions and Key Terms

The AHEC Sub Group has drawn on the following degéns of key terms and concepts
central to the discussion in the Paper. This segiresents information about chronic
conditions, as well as the AHEC Sub Group’s und@ding of key terms as presented in the
definitions.

Feedback about the definitions is sought, for exangre they sufficiently inclusive of
special needs groups such as Aboriginal and T&trest Islander peoples, people with
disability, individuals with specific religious nég and / or those with culturally specific
needs?

NOTE. The word ‘transition’ in this Paper is not to cmnfused with the Australian
Government funded program, the National Transi@amne Program. For further information
about this Program refer to 5.2.4.

5.1.1 Palliative care

The AHEC Sub Group notes the short definition diigtave care which Palliative Care
Australia has adapted from the World Health Orgatios’s longer definition of palliative
care:

Palliative care is specialist care provided for pkople living with, and dying from an
eventually fatal condition and for whom the primgoal is quality of life’

The AHEC Sub Group also notes that there is ofterieafor palliative care before an
individual's condition has become terminal.

For other organisations’ definitions of palliativare, please see section 5.2.1.

5.1.2 Paediatric palliative care

In defining transition phases in health and headite including, but not limited to, a
transition to palliative care, the AHEC Sub Groepagnised that, although the majority of
people facing this stage of their life will be aduit is still applicable to children and young
people. It should also be recognised that chil@mshyoung people may have different
palliative care needs to those of adults during stage. Accordingly the AHEC Sub Group
has determined that:

‘Palliative care for children and young people wiite-limiting conditions is an active
and total approach to care, embracing physical, Bomal, social and spiritual
elements. It focuses on enhancement of qualitfedbk the child and support for the
family and includes the management of distressmgpsoms, provision of respite and
care through death and bereavemeént’

2 palliative Care Australia.*led.Palliative care and end-of-life care: Glossary efrhs 2008

2L Association for Children with Life Threatening Berminal Conditions and their Families and the Roya
College of Paediatrics and Child Health. * A Guidehe Development of Children’s Palliative Carev@zes’
London 1997 as cited in théctorian Paediatric Palliative Care PrograwiHat is Paediatric Palliative Care?
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5.1.3 Palliative care and advance care planning
The transition phase is likely to include considgrine development of a palliative care plan
and that plan may include developing an advance diaective or similar legal instrument.

Developing these plans can themselves be diffault brings to the fore issues such as what
is to be a ‘good’ death, and how the individuala@mned prefers to manage this last phase of
their life whilst still maintaining a quality offk that they find acceptable. A sense of hope is
crucial to this phase of an individual’s life

In some cultures it is a taboo to speak about impgndeath and submissions may identify
how those cultures manage the ethical sensitiwiti@sh may arise at this time of a person’s
life.

The AHEC Sub Group has described palliative camamphg in terms of advance care
planning and for the purposes of this Paper, Hantthe definition of advance care planning
in the Australian Medical Association’s positiorpeaZ?

‘Advance Care Planning' (ACP) [is] a process thdibas a competent individual to
express their views in relation to future healtineceecisions when the capacity to
express those views is lost, and believes it cay lritical role in reducing the stress
to families that participation in health care deoiss can cause.’

The AHEC Sub Group also notes Palliative Care Alisfs definition of advance care
planning which includes the important concept diiga (autarky) and the ‘respecting
individual choices’ prograrfr.

‘The process of preparing for likely scenarios n#s end-of-life that usually includes
assessment of, and discussion about, a person&rstamding of their medical
condition and prognosis, values preferences andgeal and family resources.
Respecting Patient Choices is one of many progtaatssupports advance care
planning*

5.1.4 Chronic conditions in Australia

Chronic conditions constitute a large proportiomlisease and injury in Austraffaand a

large proportion of these conditions may be resperts either prevention or management
strategies. Given that a large number of chroni@amns may be self managed, the current
focus in Australia is to increase programmes aratesjies to assist individuals to self assess
and manage their conditions.

22 pustralian Medical AssociatioThe role of the medical practitioner in advanceeatanning 2006,
accessed frorhttp://www.ama.com.au/node/2428

% Respecting individual choices: An advance cararptay program.
http://www.respectingindividualchoices.org.adcessed 26 March 2009

# palliative Care Australia.*led.Palliative care and end-of-life care: Glossary efrns 2008.

% Australian Health Ministers’ Conferendgational Chronic Diseases Strated005
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The AHEC Sub Group notes that the incidence ofrabrdisease in Aboriginal and Torres
Strait Islander populations is particularly high.

Recognising the diversity of the definitions of @hic conditions and the pattern that most of
them have of listing specific medically diagnosedditions, e.g. asthma, cancer etc, the
AHEC Sub Group has consolidated comments fromaifggeted consultation process with
elements of definitions used by Medicare Benefdiseslule, Palliative Care Australia and the
Tasmanian Department of Health.

5.1.5 End of life

‘That part of life where a person is living witmdiimpaired by, an eventually fatal
condition, even if the prognosis is ambiguous dmawn.’?’

5.1.6 End of life care

‘End of life care combines the broad set of heattd community services that care
for the population at the end of their life.

Quality end of life care is realised when strontvaeks exist between specialist
palliative care providers, primary generalist pd®@rs, primary specialists and support
care providers and the community- working togethaneet the needs of people
requiring care.’(op cit)

% Australian Institute of Health and Welfare, 2008boriginal and Torres Strait Islander Health Penfiance
Framework 2006 Reporfustralian Institute of Health and Welfar@ccessed 31/03/2008 from:
http://www.aihw.gov.au/publications/ihw/atsihpfOftgihpf06r-c00. pdf

" palliative Care Australi®alliative and End-of-life Care Glossary of Ter@@08 accessed 13/7/09 from:
http://www.palliativecare.org.au/Portals/46/res@s/® CA%20Glossary%20Final%20July%2008%20LR.PDF
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5.2 Sources that have informed the development and
definitions of key terms

In considering this transition phase the AHEC Subup has drawn on:

» national and international guidelines around p@leacare

» national and international guidelines around endfef

* related State and Territory legislative requireraent

» individuals with a chronic condition including treofom special needs groups

» specific ethical considerations that may ariseldeioage

» ethical issues for carers of those with a chronieddtion

» ethical issues for health care professionals et to palliative care and care of
individuals as they age.

5.2.1 Palliative Care

1) World Health Organisation definition of palliative care

‘Palliative care is an approach that improves thality of life of individuals and their
families facing the problems associated with IHiesttening illness, through the
prevention and relief of suffering by means of gaientification and impeccable
assessment and treatment of pain and other proppdysical, psychological and
spiritual. Palliative care:

- Provides relief from pain and other distressing goms;

« Affirms life and regards dying as a normal process;

« Intends neither to hasten nor postpone death;

+ Integrates the psychological and spiritual aspefcisdividual care;

- Offers a support system to help individuals liveaesvely as possible until
death;

- Offers a support system to help the family coperduthe individual’s illness
and in their own bereavement;

- Uses a team approach to address the needs ofduadisj including
bereavement counselling, if indicated;

- Is applicable early in the course of iliness, injooction with other therapies
that are intended to prolong life, such as chenmragheor radiation therapy,
and includes those investigations needed to betigerstand and manage
distressing clinical complication&®

2 \WHO Definition of Palliative Care, accessed 132009 from:
http://www.who.int/cancer/palliative/definition/en/
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i) World Health Organisation definition of paediatric palliative care

- Palliative care for children is the active totatecaf the child’s body, mind,
spirit and also involves giving support to the fmi

« It begins when illness is diagnosed, and contimagardless of whether or not
a child receives a treatment directed to the deseas

- Health providers must evaluate and alleviate alhphysical, psychological
and social distress.

- Effective palliative care requires a broad mulgiinary approach that
includes the family and makes use of available camity resources; it can be
successfully implemented even if resources arddimi

+ It can be provided in tertiary care facilities,cmmmunity health centres and
even in children’s homes.

5.2.2 Chronic Conditions

1) Australian Bureau of Statistics

The Australian Bureau of Statistics defines a clireondition as ‘... a condition which has
lasted, or is expected to last, six months or méte.

i) Australian Institute of Health and Welfare

For the purposes of grouping and evaluation of micridlness and associated risk factors, the
Australian Institute of Health and Welfare (AIHWgfthes chronic condition as:

‘...those involving a long course in their developmentheir symptoms. They are a
major health problem in all developed countriegpaating for a high proportion of
deaths, disability and illness. Yet many of theiseakes are preventable, or their onset
can be delayed, by relatively simple meastites

29 Australian Bureau of Statistics, Chronic Condii@nd Disability)Year Book Australia
http://www.abs.gov.au/Ausstats/abs@.nsf/7d12b0f6788aca257061001cc588/4B4499E66C702262CA25723
60002BF7F?0opendocumetcessed 19 February, 2009

30 pustralian Institute of Health and Welfat@hronic Diseases and Associated Risk Factors
http://www.aihw.gov.au/cdarf/index.cfraccessed: 21/01/2009
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lif) Chronic lliness Alliance

The Chronic lliness Alliance produced the docuni@eneloping a shared definition of
chronic illness This document was not able to reach a conclusimoa definition of chronic
illness but noted that it includes the followingrlents:

ongoing and problematic to the individual concerned

affects quality of life and involves making lifeyl changes such as stopping
work;

impacts on other relationships e.g. family and eyplent;

life-long and involves substantial commitment byeca

may fluctuate, be episodic and progressive;

contains elements of uncertainty e.g. future neegsirrence;

expensive;

requires ongoing and complex management includiedical, personal care,
community support, self-management programs;

social implications of the diagnosis: e.g frequeatyisits, costs, treatments;
life threatening;

complex; and

should include a ‘health promoting’ ide’l.

Iv) Medicare Benefits Schedule- Item 721

‘A ‘chronic medical condition’ is one that has bemans likely to be present for at
least six months, including but not limited to as#) cancer, cardiovascular illness,
diabetes mellitus, musculoskeletal conditions drmks.’

v) Palliative Care Australia

A biological or physical condition where the natweaolution of the condition can
significantly impact on a person’s overall quabtiylife, including an irreversible
inability to perform basic physical and social ftions. Serious and persistent chronic
conditions are multidimensional, interdependenmgi@x and ongoing. Chronic and
complex conditions are characterised by persistedtrecurring health consequences
lasting an extended period of time.

31 Chronic lliness Alliance, 2002, “Developing a stddefinition of chronic illness: The implicatioasd
benefits for general practiceChronic lliness Alliance
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vi) Department of Health and Human Services Tasmania

“Chronic conditions are illnesses (both physical agychosocial), injuries and social
problems that are prolonged and cause signifieamdtional impairment, disability or
disadvantage. They are usually characterised bylntausality, multiple risk
factors, long latency periods, prolonged coursaBrmass, functional and social
impairment, and / or disability*®

5.2.3 Advance care planning

1) New South Wales

The NSW Department of Health, Health and Reseatlcit&£Branch, has published
Using Advanced Care DirectiveBhe aim of this guideline is to assist those whed
to ‘prepare for likely scenarios near the end-t&#-éind usually includes assessment
of, and dialogue about a person’s understandinigesf medical history and
condition, values, preferences and personal andyfaesources®

i) Victoria

The Victorian Office of the Public Advocate hasquwoed a guidance document
entitled ‘Refusal of Medical Treatment’. This gumte interprets th®ledical
Treatment Aci988for the reader assisting them to understand wieaftcertificate’
does and does not allow and how to ensure thdicatdi is composed in accordance
with the Act®*

32 Department of Health and Human Services Tasm&igengthening the Prevention and Management of
Chronic Conditions’Policy Framework 2005, DHHS

33 NSW Department of Health, Health and ResearctcEtBiranchJsing Advanced Care Directive3003.
http://www.health.nsw.gov.au/policies/gl/2005/pdfZB05 056.pdfaccessed: 03/03/2008

34 Office of the Public Advocate Victoria ‘Refusal Medical Treatment fact shee®ffice of the Public
Advocate Accessed 18/03/2009 fromttp://www.publicadvocate.vic.gov.au/media/docstFalceet-refusal-of-
medical-treatment-feea745e-cfdd-41fc-a71a-80b96i67 pdf
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5.2.4 National Transition Care Program

This program is designed to improve older peopledependence and confidence after a
hospital stay and to help those older people lephspital to return home rather than
prematurely enter residential care. It providesistesm support and active management for
older people at the interface of the acute / sulbea@nd aged care sectors as well as allowing
older individuals and their carers’ time to consitteger term care options. It may be a part
of the care for a person with a chronic conditiateeng the transition phase but it is not the
subject of this Paper.

Further information about the program is availadite

http://www.health.gov.au/internet/main/publishingf/oontent/ageing-policy-transition.htm-
copy?2
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7. Appendix A: Ethics and the Australian Health Eth  ics
Committee (AHEC)

The statutory functions of AHEC include providindvece, or preparing guidelines, about
ethical issues in health. THMRC Act1992stipulates the diverse composition of AHEC
and the necessity for public consultation in theeflgpment of guidelines. AHEC therefore
understands that it is the will of the ParliaméatttAHEC seeks to prepare advice and
guidelines that reflect and to some extent defieevialues of the Australian community.

AHEC regards ethics as a form of rational inquirgttconcerns how we should live and what
we should do. Ethics is sometimes said to be merematter of individual preference or
cultural convention. Although ethical judgementsyre&press personal preferences and may
be connected in complicated ways with cultural @ntions, some ethical issues will be
matters of debate: people of goodwill can reasamutthem but still reach differing practical
conclusions.

Even the best way of reasoning about ethical issugsnatter of debate. For example, some
people may emphasise that some acts are moralBsiratlle in and of themselves, (such as
deliberate deception), or may emphasise the inheneral desirability of certain standards
of conduct, (such as integrity in one’s relatiopshiith others). Others emphasise the moral
significance of anticipating the likely consequenoéproposed acts (for example, the likely
consequences for a woman who gestates a chilchédhear woman).

Similarly, some people emphasise the duties wetoweach other, for example, the duty to
respect another’s personal autonomy. Others engght® moral claims we are entitled to

make against each other, for example, a child’sahemtitiement to knowledge of his or her
genetic parents.

All of these kinds of considerations matter, evighere can be reasonable disagreement
among people about how they are to be balanced.
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8. Appendix B: Members of the AHEC Sub Group

Reverend Dr Gerald Gleeson (Chair)

Professor Colin Thomson

Professor Margaret O’Connor AM

A/Professor Terry Dunbar

NHMRC Staff
Ms Lexie Brans
Ms Renee Trentini

Ms Sarah Blackledge

Australian Health Ethics Committee
Member 2006 — 2009 Triennium

Chair of Australian Health Ethics
Committee 2006 — 2009 Triennium

Australian Health Ethics Committee
Member 2006 — 2009 Triennium

Australian Health Ethics Committee
Member 2006 — 2009 Triennium

Aboriginal and Torres Strait Islander
Health and Research Advisory
Committee (ATSIHRAC) nominee
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