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Is it Time for Advanced Healthcare Directives?

Preface

The role of the Irish Council for Bicethics (ICB} is to examine the ethical issues raised by
developments in science and medicine and to provide information and advice on such issues in
order to promote public awareness and understanding. One area where medicine and medical
technologies have expanded and developed is in the field of life-sustaining treatment. Advance
healthcare directives arose as a means for individuals to control their medical treatment and care in
such instances, There have been a number of high-profile cases that have drawn attention to this
issue among the general public. )

Given the interest in and concern surrounding the topics of end-of-life care and advance
healthcare directives in general, and among the Irish public in particular, in addition to the relative
uncertainty regarding the status of such directives in lreland, the |CB decided to underiake a
detailed examination of this subject. With this document, the ICB aims to provide a balanced and
abjective overview of the legal and ethical issues pertaining o the feasibility, format, content and
implementation of advance healthcare directives. The document also outlines the Council's opinion
and recommendations on some of these issues, particularly from an Irish perspective. It is envisaged
that this opinion will facilitate further discussion and debate on the issue of advance healthcare
directives and their position in lrish society.

| want fo express my appreciation and thanks to the members of the rapporteur group and the
Council, as well as to the professional staff of the Council, for the time and effort they expended
in the preparation of this document. The Council is also particularly grateful to all those who
contributed to the consultation process, as their input was an integral part of the Council's
deliberations on this issue.

Dermot Gleeson SC
Chairman
Irish Council for Bioethics



The Irish Council for Bioethics

Foreword

The concept of the advance healthcare directive arose in the late 1960s due to 2 combination

of factors. Firstly, people were developing an increased understanding of patient autonomy and

the level of decision-making control they had, particularly with regard to refusing or withdrawing
medical treatment. Secondly, pecple began to express more interest in end-of-life care and dying
and the treatment they would receive at that time, with many people concerned that their lives
might be prolonged indefinitely through the use of unwanted or futile medical treatment. The scope
and coverage of advance healthcare directives has expanded greatly since these beginnings and
directives no longer cover just medical matters but all aspects of treatment and care.

From an Irish perspective, there appears to be an interest in advance healthcare directives
among the general public,! despite the lack of either specific legistation or sufficient case taw on
this subject. Given this interest it is important that society plays a role in resolving any problems
and concerns associated with advance healthcare directives and general decision-making for
incompetent individuals, particularly those related to end-of-life treatment and care. Considering
that the propartion of the population over the age of 65 is expected to rise markedly in the next
15 years,?,? issues relating to end-of-life treatment and care wilf become ever mare relevant. As
Ireland's population continues to age and medicat technology continues to prolong the natural
course of life, individuals and families are destined to face more complex medica!l decision-making
in the fuiure. Society can benefit from a debaie on the value, scope and rale of advance healthcare
directives at the end-of-life,

The Irish Council for Bioethics (ICB) recognises the public’s interest in the area of advance
healthcare directives and has taken this opporturmty t¢ examine the ethical and legal issues
pertaining to such directives. The ICB aims, through the publication of this opinion document, to
facilitate increased dialogue on this complex topic. The document itself examines a host of issues
related to advance healthcare directives thal the ICB felt merited particular attention. such as, their
legal status in lreland, the extent and limits of an individual's autonomy, the scope and coverage
of advance healthcare directives and their implementation. The document aims to give a balanced
overview and discussion of each particular issue considered before the ICB provides its conclusions
and recommendations on that issue.

It should be noted that. for the purposes of this document, the ICB concentrated on the issues
surrounding advance healthcare directives dealing with end-of-life trealment and care. However,
the ICB acknowledges that the use of advance healthcare directives is not confined to end-of-lite
matters and particular attention should be drawn to two specific areas, namely: advance healthcare
directives made by a parent regarding the treatment and care their child might receive in the

! See Irsh Council for Bioethies 2and TNS MRBI, 2005. Public Atbiudes Jowards Bioethics. Dublin. 49p. Accessed at
hittp:/fwwar. bloeihics. iefwork/atiiudes html and Irish Hospice Foundation, 2004, A natipnwide survey of public atbiludes and experiences regarding
death and dying, 56p, Accessed at hitp:/Awww. hospice-foundalion.ie/cimdocs/pdlfsurvey_of_atlitudes_to_death_and_dying_2C05 paf for more details.

2 Contral Statislics Office, 2005a. Regional Fopuiation Projections 2006-2021. Dublin, Treland, p.2. Accessed on 10, August 2006 at
hip:www,cso.ig/releasespublications/documents/population/current/poppro. pt

3 O'Neik, D and OeeHe, $ 2003, Health Care for Qluer People in lteland. fournal of the American Gerialrics Society 51: 1280-1286,
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future; and also advance heaithcare directives made by pregnant women. While many of the issues
relating to advance healthcare directives at the end-of-life would also apply to these other categories
of advance healthcare direclives, both parental directives and those made by pregnant women
highlight other issues and raise additionat questions that deserve detailed consideration in their own
right. These topics have, thus, been excluded from this document but may be examined by the ICB
at some time in the future,

In order to infarm its decision on the issues relating to advance healthcare directives that
deserved consideration in this opinion document, the ICB sought the views of the general public
and key stakeholder groups on this topic through a wide consultation process, Appendix 1 contains
a detailed analysis of the responses received as part of the public consultation as well as a copy
of the questionnaire used during the consultation. The ICB is very grateful to all those individuals
who responded during the consultation process and particularty to Dr. Patrick Flanagan for his work
on the analysis of these responses. The stakeholder groups contacted were chosen based on the
relevance of advance healthcare directives to their particular area of activity and expertise. The list of
all stakeholder groups that were contacted as part of the consultation process is given in Appendix
2, while Appendix 3 coniains the list of all the stakeholder groups that made a submission to the
ICB.

Appendix 4 contains sample advance healthcare directive forms, general value statements
and more specific forms allowing for the nomination of a proxy decision-maker. These forms are
representative of the types of directives discussed in the document.

The ICB would also like to extend its gratitude to the members of the secretariat, Dr. Siobhan
O'Sullivan, Ms. Emily de Grae, Dr. Stephanie Dyke and in particular 1o Mr. Paul Ivory who were
instrumental in the compilation of this document.

Vb ﬂ(%w

Dr. Peter McKenna

N

Mr. Asim A. Sheikh, BL
Prof. David Smith

Rapporteur Group on Advance Healthcare Direclives
Members, Irish Council for Bioethics
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Is it Time for Advanced Healthcare Directives?

The Origin and Development of
Advance Healthcare Directives

An advance healthcare directive is a statement made by a competent adult relating to the type and
extent of medical treatments he or she would or would not want to undergo in the future should he/
she be unable to express consent or dissent at that time. Advance healthcare directives, also variously
known as advance directives, instruction directives, advance treatment directives and advance
statements, can be oral, written or otherwise recorded. The commonly used term “living will" refers
specifically to a written advance healthcare directive. Hereafter, advance healthcare directives will be
referred to as advance directives.

The healthcare proxy is a form of advance directive, whereby the author of the directive
nominates ancther person (the proxy) to be involved in the healthcare decision-making process on
the author's behalf should he/she become unable to express hisfher wishes. The proxy can make
a healthcare decision based solely on his or her judgment of what the author would want in that
situation. Alternatively, the proxy could interpret for the members of the healthcare team the author's
wishes regarding healthcare in a given situation, as set out in the advance directive.”

Origin of Advance Directives

The concept of the advance directive is a relatively new one, having first originated in the United
States (US) in the late 1960s. During the 1950s and 1960s there were & number of advances in
medicine, such as, the development of artificial ventilators and cardiopulmonary resuscitation, which
offered doctors the possibility of prolonging life in situations where the patient would previously have
died 3,5 During the same period, a new awareness of patient autonomy saw individuals take more
control over their bodies and their medical decisions,” particularly in relation to their right to refuse
or withdraw trealment.? In addition, people were developing an increased interest in end-of-life care,
which coincided with the beginnings of the hospice movement in the United Kingdom (UK)®1° and
the “Right-to-Die” movement in the US.!* The combination of these factors raised concerns about
being kept alive indefinitely through unwanted or futile medical treatment.’? Individuals began to
voice concerns about their wishes being respected in such circumstances, and about the emotional
and financial burden that such situations could place on their family.!3 It was already established

4  The President's Council an Bioethics, 2005, Taking Care - Ethical Caregiving In Our Aging Sociely. Washingion, D.C., p.58.

5  Laakkonen, M-L 2005. Advance Cara Planning — Elderly patients' preferences and practices in fong-term care, PhD Thesis, Univessity of Hedsinki, p.15.
6  Brown, BA 2003. The Hislory of Advance Direclives. A Literature Review. Journal of Gerpniofogical Nursing 29 19): 4-14.

7 Walter, JJ 2005. Medical Futility — An ethical issue fot clinicians and patients, Practical Bioethics. Clinical and Organizational EThies 1 (3 1, 68,

3  Brmswn,op. oif.

9 i

10 Laakkonen, op. cit., p.15.

11 ibid. p.i8B.

12 In healtheare tarms, futility refers te a medica! treatment or procedura Lhal is considersd 1o offer 3 low probability of success in the current medical
clrcumstances.

13 The President’s Council on Bioethics, og. oit., p.58 and 59,
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in US law that adults could refuse medical treatment, even in situations were it could result in their
death.1915.1% Such treatment refusals were not possible if an individual was considered, whether
through illness or injury, to lack competence.

On the basis of respect for a patient's autonomy, an American lawyer named Luis Kutner
proposed the first living will in 1969, in order tc facilitate those patients who wished to aveid being
kept aiive in a “state of indefinite vegetated animation” at some paint in the future.’” The early
version of the living will that was proposed comprised a notarised and atlested written document,
drafted while the individual was mentally competent, stating that the individual did not want to
receive further medical treaiment should hefshe enter an irrecoverable vegetative state. In Kutner’s
proposal, this living will document would not come into effect unless the individual was in a
comatose state, therefore, the living will could be revoked at any time prior to that. In addition, it
was suggested that this living will could also include decisions on medical treatment stemming from
a person’s religious beliefs, such as a Jehovah's Witness refusing blood transfusions or a Christian
Scientist refusing all medical treatment. However, it was stated that a request for euthanasia, which
was and still remains illegal in the vast majority of states in the US, could not be made in a tiving
will.8

Development of a Legislative Basis for Advance Directives

Following Kutner's initial proposal, there were a number of unsuccessful attempts!® to enact
legislation on living wills before a hill was finally passed in California in 1976. The California
Naturaf Death Act (1976) declared that a competent adult had the right to make decisions regarding
life-sustaining treatment, which could include a written instruction to withheld or withdraw such
treatment if the patient developed a terminal condition.2°

The first judicial support for medical treatment based on an incompetent individual's perceived
wishes also occurred in 1976 in the US.21-2223 The case involved a young woman, Ms Karen
Ann Quinlan, who was diagnosed in a persistent vegetative state (P¥S) and whose family wanted
to remove her respirator.2* The New Jersey Supreme Court stated that if Ms Quinlan had been
competent she could have refused the respirator. The courl declared that even though a patient had
become incapacitated he/she siill had the right to refuse medical treatment, and in this case Ms

14 Kutner, L 1969. Due Process of Eulhanasia: The Living Will, a Proposal. indiana Law Journai 44; 539-554.

15 Pellegrine. ED 20G5. Decisions at the End of Life — The Abuse of the Concept of Fulllity. Practical Bioethics. Clinical and Organizational Einfes 1 (3):
3-6.

16 Brown, op. o,

17 Kuner, op. cit,

18 ibid.

19 Hecht, M8 and Shiel, WC Jr. 2005. Advance Medicar Directives (Living Will, Power 6f Attorney, ant Health Care Proxy). p.1 and 2, Accessed April 4,
2006 from hitp/iwwiw.medicinenet. com/seripymainart asp?aniclekey=7813&p1 = 3&page =1

20 The President's Council o0 Bicethics, op. cit., 0.39.

21 Hecht, MB and Shiel, WC Jr. og. of., p.2.

22 Brown, op. cil,

23 The President's Council an Bioethics, ap. oil.. p.59,

24 Inre Quinlan [1976] 355 A, 2d. 647.
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Quinlan's father, as her guardian, could decide to remove the respirator on her behalf if he believed
that was what she would have chosen.?® The court ordered that the respirator be removed, but Ms.
Quinlan breathed on her own and lived until 1985 sustained by tube feeding.2¢

The landmark case involving Ms Nancy Cruzan, a patient in PVS, began in the US in 1983.77
Ms Cruzan’s family wanted to withdraw her feeding tube, but because Ms Cruzan did not have
any form of advance directive the court refused the request. The court stated that it required “clear
and convincing evidence” of Ms Cruzan's wish to forgo life-sustaining treatment to uphold her
family's decision. However, further legal action ensued and finally in 1990, after witnesses provided
evidence of Ms Cruzan's previous statements relating to her healthcare preferences, the court
ordered that her feeding tube be removed and she died.?82?° The significance of this case was that
the initial court ruling confirmed that individuals' previous wishes regarding their future treatment
could be used to direct their current treatment, while also enabling each state in the US to devise
their own regulations as 1o the applicabiiity and validity of the individual's previous wishes. ¥

During this period other American states began to develop their own legislation relating to
advance directives, and in 1983 Pennsylvania became the first state to establish legislation for
durable powers of attorney for health care.3'32 By 1992 all 50 states in the US had enacted some
form of legislative framework relating to advance directives.?? Although the scope and coverage of
this legislation varies hetween the different states,* the majority of the states have statutes for both
living wills and for a durable power of attorney for heaithcare 333637

Despite the development of state legislation throughout the US at this time, a number of
professional organisations, such as the American Medical Association and the American Bar
Association, had reservations about giving advance directives a legal basis.®® However, further
support was given 1o advance direclives at the federal level in the US with the enactment in 1991
of the Patient Self-Determination Act (PSDA) (1990). The PSDA requires hospitals and all other
healthcare organisations receiving federal funding to inform patients, upoen their admission, of their
right under state law to make decisions about their medicai care, including drawing up an advance
directive. In addition, the PSDA requires that if an individual has an advance directive then this

25 The President's Council on Bicethics, op. cif., p.60.

26 Brown, op. cit.

27 Cruzan v, Director Missouri Department of Hesith (19901 497 11.S. 261.
Browr, op. cil.

The President’s Council on Bioethics, op. ot., p.bl.

ibid.

DERBE

Brown, og, cif.

32 Thedurable power of attarncy for healthcare |5 a legal decument in which a compesent individual nominates someona 1o act as their representative and
make medical traalment and heallhcare decisions an Lheir behall should Ihey become incapacilaled at some time in the fulure.

33 Hecht, MB and Shwel, WC Ir. op. cit., p.2.

34 The President's Council on Bioethles, op. ¢if,, .60,

35 Fagsthn, A and Sehneidar, CE 2004 . Encugh: The Failure of 1he Living WHI. Hastings Canler Report 34 {2); 30-42,
36 Laakkonen, op. eil., p.18.

37 Donnelly. M 2002. Consent: Brivging the Gap beiween Doclov and Patient. Cork University Press, [reland, p.65.
38 Brown, op. cif.
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needs to be recorded in that individual's medical record.¥4° Furthermore, the PSDA legislates for
community and staff education relating to advance directives and also ensures that the presence or
absence of an advance directive does not influence the provision of care.*!

Expansion of Advance Directives Internationally

The development of advance directives and their associated legisiation outside the US has varied
considerably from country to country. For example, in Austria 2 federal law on advance directives
has only recently been enacted;*? however, it had been obligatory under the Austrian Federal Hospital
Law of 1957 to register in an individual's medical record his/her refusal of certain treatments in the
event of future incapacity, and these instructions had to be taken into account.?

As previously mentioned, increased interest in end-of-life care in the UK in the late 1950s
saw the development of the hospice movement. Despite this early interest in end-of-life issues,
the question of advance directives was not really broached until the earty 1990s with a number
of landmark court cases, namely Re T (adult: refusal of medical treatrment) [1992];*"Airedale NHS
Trust v Bland (1993):%5 and Re C (adult: refusal of medical treatment) [1994].%6 These cases dealt
specifically with the legality of an individual's previous decisions regarding medical treatment.*” This
case law was interpreted in such a way that an advance refusal of treatment was legally binding, but
an individual could not make a legally binding demand for specific treatments.*8.49

In 2005 the Mental Capacity Act of England and Wales, specifically legislated for advance
decisions to refuse treatment and for lasting powers of attorney covering healthcare decisions.*?
Under this Act, a valid advance refusal of treatment would be legally binding and the decisions of
the person nominated under a lasting power of attorney would carry the same weight as if those
decisions had been made by the individual who prepared the power of attorney. The purpose of this
act was to clarify legal uncertainties and amend the existing law on substitute and assisted decisien-
making on behalf of individuals with incapacity.! The Mental Capacity Act approaches issues
surrounding an individual's capacity from a functional and decision-specific viewpoint,®?

38 The President’s Council on Bioalhics, op. o, p.61.

40  Beown, op. cit.

41 itid.

42 Federal Act on Living Wills (Patientenverizgungs.Gesetz - PatviG) 2006. Federal Law Gazelie of the Republic of Austria 55 {1): 1-3.

43 Georges. J 2005. The benelit of advarice directives lor persens wilh dementia. In Meeling the challenges of changing socicties Proceedings of the eighth
European Conference of National Ethics Committees (COMETH). 25-26 Aprit 2005, Dubtovnik, Croalia. p. 154,

44 Re T (adult; refusal of medical treatment) [1992) 4 All E.R. 645,
A5 Aredafe N.H.S. Trust v Bland [1993] A.C. 2 W.L.R. 316.
46 Re C (adwit: refusal of medical treatment) 11994] 1 Al E.R. 819.

47  British Medical Association, 2000. Advance statements aboul medical irealment - code of practice. Reparl of Lhe British Medical Assaciation, London.
0.5, Accessed on 12, Sune 2006 at htip:/Awanw.bma.oig ukfap.nstCentenyoodeotpracLice

48 ibig.
49 General Medical Council, 2002, Withhalding and Withdrawing Ufe-Prolorging Treatments: Good Fraciice in Degision-making Londen, p.47,
50 Mental Capacity Act 2005 Chapter 9. Accessed on 26, January 2006 at: hitp:/fwwiw.onsi gov.uk/acts/acls2005/ukpga_20050009 _en.pdi

51 Menta! Capacity Act, 2005 Chapter 9, Explanalory note, paragraph 4. Accessed on 26, Jenuary 2006 at:
hitp:Afwwew.opsi gov.ukfacls’'en2005/ukpgaen_20050008_en.pd!

52  Law Reform Commission, 2005. Consutation Paper on Vulnerable Aduits and the Law: Capacity (LRC €P 37-2005), Dublin, p.49,
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Elsewhere in Europe, the concept of the advance directive continues to develop in many
jurisdictions.3* Specific legislation relating to advance directives has been in place for some time
in @ number of countries, for example, Finland (Act on the Status and Rights of Patients 1992),54
Denmark (Law on Patients’ Legal Status 1998), and the Netherlands (Medical Treatment Contracts
Act (WGBO) 1994).55 A legislative basis also exists for advance directives in Belgium, Estonia,
Georgia, Hungary and Spain.®® In addition, legislation has been proposed in hoth Luxembourg and
Switzerland, which will cover the status and use of advance directives, while the German parliament
is currently in the process of drafting legisiation relating to advance directives.>

The European Convention on Human Rights and Biomedicine, 1997, also makes reference to
advance directives under Article 9, which states that “the previously expressed wishes relating to a
medical intervention by a patient who is not, at the time of the intervention, in a state to express his
or her wishes shall be taken into account™.*® As of January 2007, twenty European member states,
not including Ireland, have ratified the Convention. 3 However, this does not mean that there is a
legal endorsement for advance directives in these jurisdictions. In some countries, the legal basis of
advance directives may be indirectly based on constitutional or case law. These differences do not
imply that advance directives in these countries are less binding 5

The concept and awareness of patient autonomy, in terms of controlling medical
treatment and care, particularly at the end-of-life, has evolved since the 1950s
and 1960s. Advance directives were developed as a result of this increased
interest in patient autonomy, and specific legislation for advance directives was
initially enacted in the US. More recently, numerous European countries have
also established a legal basis for advance directives.

53 Laakkoren, op. &, p.18.
B4 ibid, p.17,

55 Alzheimer Curope. 20052. Advance directives: Summary of the legal provisions relating to advance directives per country, p.8 and 27, Accessed on 13,
February 2006 al hitphwww alzheimer-europe.org/upload/SPTUNFUYGGOM/downloads/DFEZ4 1 6EES67. pdi

56 ibid. p.7,10,15,21 and 30.
57 ibid.p2and 17.

5B Council of Europe, 1997, Convention for the Protection of Hurman Rights and Dignity of the Hurman Being with regard 1o the Application of Biology and
Meuoicine: Convention on Human Righls and Biomedicine. Qviedo. Accessed on 30, January 2006 al:
nttpfcorventions. coe. inyTrean/ENTreaties/Himl/ 164 .him

82  For the fu!l list of signatary countries see: hitp:ffeonventions.coe.inVTreaty/Commun/ChercheSig.asp?NT = 1644CM = 14DF =01/29/20074CL=ENG
60 Georges, op. cit.. p.154.
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The Legal Status of Advance
Directives in lreland

Legal Status of Advance Directives

In Ireland, there is no specific legislation in relation to advance directives. The lack of legislation
makes the status of advance directives unclear and, as a result, their implementation may or

may not be enforced.®!-82 Nonetheless, it has been suggested by the Law Reform Commission

of Ireland (LRC) that it should be possible for an individual to make a legally binding advance
directive, provided the decisions within the directive are themselves legal.®* However, in its final
report on the issue of healthcare decision-making for vuinerable adults, the LRC concentrated on
“the limited context of certain healthcare decisions which might be conferred using an enduring
power of attorney”, as opposed to dealing with the issue of advance directives directly.® It should
also be noted that the discussion of the issues surrounding advance directives and end-of-life care
has been a relatively recent development in Ireland.® The lack of clarity surrounding the validity
and applicability of advance directives in Ireland is, no doubt, a result of the fact that there have
been very few decisions of the couris that have touched on the issue of a patient’s previous wishes
regarding treatment.

The most relevant case law on this matter comes from /nn the matter of a Ward of Court
(withholding medical treatment) [1996], which will hereafter be referred 1o as the Ward of Court
case.® This case invoived a woman, who had been made a ward of court,®” who had been in
a near-persistent vegetative state for almost 23 years and whose family wanted tc withdraw the
artificial nutrition and hydration (ANH), that was sustaining her. The family's claim was that
the ANH treatment was no longer benefiting the woman. The decision of the High Court was to
authorise the withdrawal of ANH from the woman and to allow her “to die in accordance with
nature with all such palliative care and medication as is necessary o ensure a peaceful and pain-
free death” .52 This decision was appealed to the Supreme Court by the healthcare institution caring
for the woman, the Attorney General and the guardian ad /item. The Supreme Court upheld the
original ruling and it was agreed that the woman's feeding tube should be removed. The Supreme
Court’s agreement 1o the removal of the feeding tube was based on what it considered to be in the
woman’s best interests. Since the young wornan had not previously expressed any wishes regarding
her medical treatment in the event of being in a persistent vegetative state, the court could not

61 Oonnally, up. o, p.6GE.

62 Comhairle, 2005. Refale 32 (11): 1-8. Accessed on 1, February 2006 a1 hilpy/fveww.comhairie. iefpublicationstrelaiefaug2 005, pd(
63 Law Reform Commission, 2003. Consultarion Pager on Law ani the Eiderly (LRC CP 23-2003), Dublin, p.83 and p.B4,

64 Law Relorm Commission, 2006. Report - vulnerabie Adults and the Law. (LRC 83-20063, Dublin, p.B7.

65 (Campbell. E 2006. The Case for Living Wills in Ireland, Medico-Legal journal of frefand. 12 (1) 2-18.

Bh irrihe matter of 2 Ward of Court (withhoiding medical treatment) {No. 2) [1956] 2 IR 79.

67 A ward of courl is an individua! whe, by reason of incapacity, through minerity or mental illness, is under the protection of a courl aither directly
ot thraugh a puardian appointed by the tourl. The court has the final aulhority lo make any decisions, medical or atherwise, on behall of such an
ingivigual,

68 In the maller of 2 Ward of Court, op. cil.. Mr, Juslice Lynch p.99,
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claim it had evidence of her wishes regarding treatment.®® Thus, the “best interests” criterion was
applied. In a statement, Mr. Justice O'Flaherty noted that the idea of substituted judgement’ was
not retevant in the Ward of Court case and suggested Ihat it may only be “appropriate where the
person has had the foresight to provide for future eventualities”.?* Against the backdrop of the Ward
of Court case, the LRC had previously suggested that, “where a clear preference of the incapacitated
person is established, the court will enforce that choice”.?2 tn fact, in its final report examining
issues surrounding vulnerable adults and the law, the LRC recommended that where an individual's
past wishes are ascertainable, they should be taken into account during any decision taken on

an individual's behalf.”® Others, such as the Medical Council of Ireland, have suggested that if an
advance directive was clear and specific then the treatment preferences outlined in it would be acted
on when making a decision on behalf of a person lacking legal capacity.”’3

During the Ward of Court case it was emphasised by Mr. Justice Hamilton that, individuals
had the right to refuse medical treatment, which stemmed from their personal rights of self-
determination, bodily integrity and privacy under the Constitution of Ireland.’® The rights of self-
determination, bodily integrity and privacy, although unenumerated (i.e. not specifically stated), are
enshrined in principle in the Constitution of Ireland (1937) under Articles 40.3.1° and 40.3.2°,
Article 40.3.1° provides that: “"The State guarantees in its laws to respect, and, as far as practicable,
by its laws to defend and vindicate the personai rights of the citizen”; and Article 40.3.2¢ provides
that: “The State shall, in particular, by its faws protect as best it may from unjust attack and, in the
case of injustice done, vindicate the life, person, good name, and property rights of every citizen.”

Rights in Contemporaneous Healthcare Decision-Making

Heretofore, an individual's right to seff-determination in contemporaneous medical decision-making
has not been in question. However, a recent High Court case in Ireland involving an adult Jehovah's
Witness (named Ms. K) has created some uncertainty around this matter.”” Ms, K suffered severe
blood loss due to complications following the birth of her son and was advised that she needed

a blood transfusion and other associated medical treatment. However, as Ms. K was a Jehovah's
Witness she refused to accept the transfusion for personal and religious reasons, despite the
likelihood that she would die without it. The hospita! involved applied to the court to authorise

the reguired treatment. Nonetheless, while acknowledging that Ms. K was competent, Mr. Justice
Abbott stated that the court should intervene to protect both her life and the life and welfare of her
son. Mr. Justice Abbott ordered the hospital to give Ms. K the bloed transfusion, even though it was

69 Jbid. Mr. lustice Hamilton p.127, and Mrs. Justice Denham p.168.

70 Substiwled judgement Involves determining what treatment declsions an incompelent individual would make in their current situation if they were
capable o deciding for themselves at that time.

71 In the mattor of o Ward of Court, op. £il., Mr. Justice O'Flaherty p.133.
72 Law Reform Commizsian, 2003, op. ail. p.B6.
73  Law Reform Commission 2006, op. cif. p.74,

74  Medical Council of treland, 2006. Discussion dacument on Advance Directives. Accessed on 3. Octobar at
www.meiticalcouncil. lefnews/discussionarticle.asp?NID=1584T= N

75 Campbell op. cit,
76 In the matter of 3 Ward of Courl, op. cit., M. Justice Hamilion p.124-126.
77 Shelkh, AA 2006. Medico-Legal Issues and Patient Autonomy — Here Yesterday Gone Tomorrow? Medico-Legal Journal of reland 12 (2): 2-4.
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against her expressed wishes.” 7989 Prior {o this case it had been recognised that a competent
adult individual above 18 years of age had the right to consent to or refuse medical treatment.?' The
situation regarding healthcare decision-making by children and young adults is somewhat different.
Under Section 23(1} of the Non-Fatal Offences Against the Person Act {1997), an individual who has
attained the age of 16 can consent to “any surgical, medical or dental treatment” %2 However, it has
been noied that section 23(1) of the Act is unclear with regaid to the legal standing of a refusal of
treatment by an individual aged over 16 years but under 18 years of age ™

A judgement by the Court of Appeal in the UK in relation 1o refusals of treatment by a minor in
the case of Re W (a minor) (medical treatrment) [1992] found that no minor of any age has power,
by refusing treatment, lo override a consent given by the court or by a person having parental
responsibility. The adolescent's level of competence is relevant in assessing the weight to be given
to his or her views, but these views will not determine the issue.®® The paramount consideration is
the welfare of the child. The question therefore arises whether an advance directive prepared by an
individual who is aged over 16 but less than 18 years of age would be considered legally binding.
While individuals aged over 16 but less than 18 years of age are often regarded as being both
independent and mature, they are not considered to be fully autonomous by the State as they have
not reached the age of majority. Consequently, an advance directive prepared by an individual aged
over 16 but less than 18 years of age is less likely to he considered valid and legally binding than
one prepared by an individual over 18 years of age.

Notwithstanding the legal issue, the guestion remains of whether 16-18 year old adolescents
should be considered morally autonomous and thus should be permitted to make significant
healthcare decisions for themselves. The United Nations Convention ¢n the Rights of the-Child
{UNCRC) acknowledges the rights of young people, in accordance with their age and maturity,
to make their own decisions on matters affecting their lives.?*> The ability to make autonomous
choices depends on the development of cognitive capabilities, such as comprehension, appreciation
of consequences, hypothesising alternatives and assessment of benefits and burdens. There is a
broad consensus amongst paediatric health professionals and developmental psychologists that
adolescents over 15 years of age have the cognitive capacity to make binding medical decisions,
including those relating to the discontinuance of life-sustaining measures.®5%7.88 |t has, however,

78 Additional legal proceedings are currently underway between Ms. K and the Cooinbe HBospilal.

78 Managh, R 2006, "Judge ordeis hospilal lo give translusion”. The trish Times, 22'° September 2006. p.8.

BO  Donrellzn, E 2006, “Woman in court translusion casa recovering in hospial”. The Irish Times. 22 Sepiember 2006. p. 1.
81 Sheikh, op. o,

B2  Seclion 23(1} slates thal: *The consent ot a2 minor who has atained the age of 16 years 1o any surgical, medical or denlal realment which, in the
absence of consent, would constitule a respass 1o his or her persan, shall be as effective as il would be if he or she were of full age; and where a minor
has by virtue ol 1his seclion given an cffective consenl lo any treatment |t shall aot be necessary Lo ohlain any consent for it fram his or her parent or
guardian,” Accesset on 25, Octaber 2008 al; hip-/fwwav.irishstatutebook ie/ZZA26¥1997.mml

83 Donnelly, cp. cit., p.48.
B4 Re W {a minorimedical treatrment) [1992] 4 AllER. 627,

89 QOffice of the High Commissioner far Human Rights, 1950. Convention on the Rights of the Child. Accessed on 14, December 2006 at:
hrp:#fwww.unhchr.ch/himlfmenu3/brk2erc. him

86  Wek, RF ang Peters C 1997. Aflirming Lhe decisions adolescents make aboul life and deaih, Haslings Cenire Repont 27: 23-40.
87 American Academy of Pediatrics, Committao on Bioethics, 1995, Guidelines on lorgeing hie-snslaining medical ireatment, Peiatrics 95: 314-317.
88  Kuther, TL 2003, Medical decision-making minars: issues of consent and assent. Adadescence 38 (150): 343-357.
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been suggested that “cognitive maturation also needs to be balanced with the insights that life
experience contribute to personal-risk assessment”.® Even when full decisional authority is not
appropriate, moral arguments exist for taking account of 16-18 year olds' treatment preferences.

Any treatment carried out without the consent of patients violates their rights to bodily integrity
and privacy®® and is considered both trespass and battery.*9? While the right of self-determination
ordinarily prevents a third party from consenting to or refusing medical treatment on the patient's
behalf, there are a number of instances where this right can be overridden. For example in
emergency situations, where the patient cannot give consent, doctors have the authority to “provide
treatrent that is necessary to safeguard the patient’s life or health” 3 Foliowing the ruling from the
Warg of Court case, the right to self-determination was effectively extended to entitle an individual to
have a natural death® following the refusal or remaval of treatment.®® It should be noted, however,
that this is not considered a right to die by artificial means nor through the actions of a third
party.”6% Therefore, the right to self-determination, while highly regarded, is not absolute, and an
individual cannot legally consent to or be assisted in their death by ancther party.9899

The weight of legal opinion in the Republic of Ireland recognises the right of
campetent adults to decide on the nature of their medical treatment. Refusal of
treatment by a competent individual to facilitate a natural death is permitted,
but this right does not extend to allow euthanasia or assisted suicide.

89 Sanci, LA, Sawyer, SM, Weller, PJ, Bond, LM and Palion, GC 2004. Youlh health research cthics: tima for a mature-minor clause? Madicat Journal of
Australia 180 (7): 336-338.

90 Ryan, FW 2002. Constitutional Law, Round Hall Lid.. Dublin, p.110.

91 In the matter of 3 Ward of Court, 0p. ©l.. Mrs, Justice Denharn p,156.

92  Airedale N.H.S, Trust v Bland [19931 A.C. 2 W.L.R, 316, Lord Keith p, 360; Lord Browne-Wilkinson p.384, 385; and Lord Mustill p,392,
93  Medical Council of Irelang, 2004. Guide o Ethical Conducl and Behavipur, 6% ed. p. 32,

94 A natural death is when the death of an individual results from Lhe normal progress of a disease o ilness. Any medical ireatment received &t this junciure
would be palliative rather than curalive.

895 In the matler of 32 Ward of Court, op. cit., Mr. Justice Hamilion p.124.

96 Ryan.op. cit., p- L1,

97 Dennelly, op. cit,, p.19.

98 German Naiional Ethics Council, 2005. The Advance Directive: Opimion. Berlin, p.44,

99 This is the case everywhere aparl from in a small number of states around the workd, namely, the Netherlands, Balgium, Switzerand and Cregon in the
United States, where euthanasla or assisied suicide have been legalised.
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Substituted and Assisted Decision-Making for
Incapacitated Adults

The right to self-determination is regarded as an integral part of human dignity and freedom,

which should apply equally to all, whether they are healthy or not.'® The issue of the rights of an
incompetent individual was also expanded upon in the Ward of Court case, where it was considered
by both Mr. Justice Hamilton and Mrs, Justice Denham, that an individual's loss of capacity did
not result in any limitation of personal rights under Article 40.1 of the Canstitution. '°4:192 Despite
acknowledging that everycne, whether competent or not; should have the same rights, problems
can arise in situations where an individual is incapacitated and is unable to decide on his or her
treatment. The advance directive'® was developed for use in exactly these types of situations but,
as mentioned previously, the status of advance directives in Ireland is still samewhatl unclear.
Therefore, it would appear that for the time being in Ireland, the final authority to make decisions on
medical treatment on behalf of incapacitated adults rests with the court,'®* under the parens patriae
jurisdiction, whereby the court decides in the individual's best interests, %

The parens pairiae jurisdiction was invoked in the Ward of Court case and also in the only other
Irish legal case that considers an individual's previous wishes regarding medical treatment, namely,
J.M. v The Board of Management of St. Vincent's Hospital [2002].1% This case involved a crilically il
woman who required an immediate blood transfusion and liver transplant. The woman had initially
refused the bicod transfusion for religious reasons'? but subsequently indicated she would accept
the treatment before again appearing to refuse treatment. However, due to the deterioration of the
woman's condition, there was confusion over her final decision and she was no longer considered
competent to decide for herself. As a result the woman was made a ward of court, and the court
decided that the treatment should be provided on the grounds that this was what the woman
would choose for herself if she were still competent.’®® |t is clear that the parens patriae jurisdiction
was only invoked in this case because the previous decisions the woman had made regarding her
treatment were not considered to be final and definitive.%%

Notwithstanding the rulings in both the Ward of Court and the /.M. v The Board of Managemen!
of St. Vincent's Hospital cases, this small body of case law dealing with advance directives and an
individual's prior wishes regarding treatment highlights the need to debate the issue of providing
specific legislation relating to advance directives. However, the reliance on the courts to develop

100 German Nationa! Ethics Council, op. o, .42,
101 #n tre matter of a Ward of Court, op. ¢it., Mr. Justice Hamilton p.126 and Mrs. Justice Denham p.159.

102 Aricle 0.1 of the Constitution of lieland provides that; “All ¢itizers shall, as human persons, be held equal Before the law. This shall nol be held 1o
mean that the Siate shall nol in ils enaciments have due regard 1o diffierences of capacily, physicat and moral, and social infotmalion.”

103 Unlike in Ireland, other equntiies may ofier both advance directives and durable powers of altorney 25 a means ol medreal decision-making for
incapacilated adults,

104 Section 9, Courls (Supplemental Provisions; Acl, 1961,

105 Donnelly, ap. i, p.59.

106 .M. v The Board of Management of St Vincent's Haspital (20021 1 IR 321,

107 The woman was married 1o a Jehovah's Witness and as part ol her culture she had adopled his seligion.
108 LM, v The Board of Managemeni of SI. Vincent’s Hospital, ap. .. Mr. lustice Finnegan p.325.

109 wid.
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appropriate solutions to these issues is problematic.'i® Rather than wait for a body of law to develop
on such issues through the courts, it has been proposed that, ideally, it should be society that
resolves the moral, social and legal issues surrounding advance directives and end-of-life care. 111112

The LRC, while not directly focusing on the issues of advance directives, has examined certain
aspects of the law in relation to substitute and assisted decision-making for vulnerable adults and
the elderly. The intention of the LRC is to establish a new Guardianship system to replace the
current Wardship system, and at the same time to amend and expand the existing law on enduring
powers of attorney (the Powers of Attorney Act [1996]).1*? As part of these amendments, the LRC
has recommended that both representatives nominated by enduring powers of attorney!!* and
personal guardians, nominated under the Guardianship system, should be given additional, though
limited, medical decision-making authority for minor and routine medical treatment and care 115118
However, under this system the LRC has also recommended that “certain major healthcare decisions
such as non-therapeutic sterilisation, the withdrawal of artificial life-sustaining treatment and organ
donation should be specifically reserved for the High Court”.*'? Furthermore, under this new system
a Guardianship Board would be established to appoint personal guardians where it is deemed
necessary,'® The LRC considered the High Court to be the final appeal body for any decisions
made by the Guardianship Board.''? In addition, a Public Guardian Office would be established to
supervise and provide guidance and assistance to the nominated substitute decision-makers, i.e. the
personal guardian or those named in an enduring power of attorney, while at the same time raising
awareness among the general public of capacity issues,!?

Nevertheless, until these proposed amendments are put in place, the Wardship system will
rermain in use for incompetent individuals. The Wardship system of decision-making for incompetent
individuals is considered inadequate and awkward'?-'2 and is not widely used.!2? Consequently,
maost incompetent people in !reland do not have a tegally recognised representative to act on their
behalf.1?* It is clear, however, that decisions on medical treatment are being made for incompetent
individuals, but it is difficult to ascertain how much input such incompetent individuals have in
this process. In practice, these decisions are made by members of the medical profession following

110 Hanafln, P 2000, Legislaling the Right to Die: Perspectives and Presctiptions, in K Kearon and F O°Ferrall (eds ) Medicai Ethics and the Fulure of
Healthcare. The Columba Press, Dublin p.139.

111 ibid,
112 Airedale N.M.S. Trust v Bland, op. cit., Lord Browne-Wilkinson p.382.
113 See the following paper by the Law Reform Commission for more delaifs: Report = Vudnerable Adults and the Law. (LRC 83-2006).

114 An enduring power of attarney is a legal document In which a competent individual nominates somesne 1o make ¢erlain personal care decisions on their
behalf should they become incapacitaied at some time In the luture.

115 Law Retorm Commission, 2006. op. ¢it., p.106-107 and p.140.

116 A mote detailed description of whal constitules mingr and routine medical reatment Is given in Lhe foVlowing papers: Law Reform Commission, 2003.
ep, cil., p.182-184 and Law Relorm Commission, 2005, op. cit., p.208-209,

117 Law Referm Commission, 2006, op. cit., p.144,

118 ibid. p.138,

119 ibid. p.144.

120 ibid, p.150-151.

121 Donngly, op. ¢it.. p.59.

122 Law Reform Commission, 2006, op. cil., p.114-115,

123 Fer a more dedailed discussion of the Wardship system in tredand see: (/Neill, A-M 2004, Wards of Court In irelang. First Law, Dublin, 350p.
124 Dannetty, op. cil., p.59.
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consultation with the incompetent individual's family or legal guardians. Questions have been raised
regarding the legality of this decision-making process,*25128 though the courts have suggested it is
standard practice in the case of incompetent individuals who are not wards of court.’??

Nonetheless, discussions involving medical professionals and those close to the incompetent
individual do not always reach consensus, and in this context advance directives could facilitate
agreement, while al the same time respecting an individual's right to self-determination. Indeed,
in the Ward of Court case it was suggested by Mr. Justice O'Flaherty that increased publicity of
similar cases in the courts would lead to an increase in the number of people “providing for future
eventualities” in terms of their medical treatment.'?® Any increase in the instances of individuals
drafting instructions on medical treatment in advance would seem to support the need for specific
legislation in this area.!??

Although the majority of the relevant lrish case law respects an individual’s
right to self-determination in healthcare decision-making, it remains somewhat
uncertain whether an advance directive has any definitive legal standing in

the Republic of Ireland. The Wardship system is the currently recognised legal
mechanism for healthcare decision-making on behalf of incapacitated adults in
the Republic of Ireland. However, this system is in the main considered to be
cumbersome and is not often utilised.

125 itd, 9.60.

126 Comhairle, ap. tit., p.10,

127 In the matter of @ Ward of Court, op. cil., Mes, Juslice Denbam p.153.
128 ibid, Mr, Justice O'Flaherty p.133.

129 Campbell op. i,
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The Ethical Framework for Advance
Directives

The principle of autonomy refers to an individual’s right to think and act as he or she wishes, free
from any external influences. Ordinarily this right is recognised and respected, provided the wishes
of the individual do not inflict harm on others. This interpretation of autonomy is a reflection of John
Stuart Mill's “liberty principle”, which states that, “the only part of the conduct of any one, for which
hefshe is accountable to society, is that which concerns others. In the part that merely concerns
himself/herself, their independence is, of right, absolute. Over himself, over his hody and mind, the
individual is sovereign”.'3® When applied to healthcare situations, the principle of autonomy refers to
an individual's right to decide for thernselves with regard to their treatment and care. People seeking
to express greater autonomy and control over their end-of-life care and, ultimately, the manner of
their death, originally devised the concept of the advance directive. However, it took the intervention
of court rulings for the original concept to become a reality, through the implementation of specific
legislation and regulations.3!

Advance Directives: An Expression of Self-Determination?

One of the key questions to be addressed with regard to advance directives is: does an individual
have the right 10 make an advance directive? It has been argued that the right to an advance
directive is an entitiement that stems from, and is a continuation of, an individual's basic human
rights of self-determination {(autonomy}, bodily integrity, privacy and dignity. 132.133.132 The right of
competent adults to make an advance directive, if they wish, is recognised through a number of
international agreements.!* In addition, specific countries have copper-fastened this right in law
by legalising advance directives.!?¢ As already noted, competent individuals can consent to or
refuse medical treatment and ordinarily, apart from extenuating circumstances such as emergency
situations, they cannct be treated without their consent, While recognising the authority of doctors

130 Mill, JS 1859, On Liberly. Longman, Robers and Green, Lomdon.

131 See the secilon entitled "The Origin and Development of Advance Healthcare Directives” for more details.

132 German National Ethics Council, 2005. ag. ¢if., p.42-44.

133 Campbell, op. cit.

134 For a more detaited description of an individual's righls regarding heaithcare see; Council of Eurmpe, 1997, op. cit.: Active Citizenship Netwoek, 2002,
European Charter of Patients’ Rights, Rome, Actessed on 9, February 2006 al: hitp:/fwww.attivetitizenship. nethealth/european_charter.pdt; Workd
Medleal Association, 1981-2005. World Medical Association Declaralion on the Rights of the Patienl. Atcsssed on 26, January 2006 at:
httpyfwww.wma, netfefpalicy/14. htm

135 For examphe see the Council of Europe, 1997, op. cit., and Workd Medital Assoeiation, 2003. The Workd Medieal Association Staterment on Advance
Direclives {"Living Wills™). Helsinki. Accessed on 26, January 2006 at: hitpufwew.wma.nelie/policy/w 14, htm

136 See Ihe section ertitied *The Crigin and Davelopment of Advance Healthcare Directives” for details of some countries that have legislation regarding
advance direclives.

13



14

The Irish Council for Bioethics

to act in such emergency situations, a number of countries respect the previous treatment wishes of
the patient, providing these wishes can be identified without undue delays in providing necessary
medical treatment,137-138.134

The advance directive has been recognised as an expression of an individual's autonomy and as
a useful tool in enabling the individual to maintain some level of control over medical treatment into
the future, when he or she might lack the capacity to express autonomous preferences, 148141142 {f
the wishes of an individual as outlined in an advance directive are not respected, this would enable
others to superimpose their own treatment decisions on an individual, at a time when it would be
difficult for this now incormpetent adult to effectively oppose such decisions.'* The rights to bodily
integrity and privacy tend support to @ moral emphasis on an individual's autonomy in medical
deciston-making. Treating patients without their consent would breach these rights,'* thus, violating
their dignity and displaying a fack of respect for the wishes of the individual. It should be noted,
however, that individuals could also express their right to autonomy by deciding not to make an
advance directive. An individual should not be obliged to prepare an advance directive, for example,
to avail of medical treatment or to gain admission to a nursing home, as such an obligation could be
seen as a breach of autonomy. 45148

Upholding the treatment preferences of the individual respects his or her rights of bodily integrity
and privacy and recognises the right to a dignified death. The attitudes, values and perceptions that
individuals have surrounding their death, as the final part of their iife, are profoundly personal and
significant. These values are a reflection of each person's larger philosophy of life. In such cases, not
respecting an individual's end-of-life treatment preferences in an advance directive would deprive
that individual of the chance to fulfil this philosophy.*” In many cases, individuals would prefer,
where possible, a dignified natural death as opposed to having their life sustained by unwanted
medical means, thus enabling them to die “peacefully and with the greatest dignity and least
distress”.!*® This interest in the manner of death, particularly the concept of a good death, is deeply
rooted in Irish society.'*® As outlined earlier, such interest in controlling end-of-life care was foremost
in the original evolution of advance directives. An individual's atitude regarding death can also be
strongly influenced by his or her personal values, but also by any religious or spiritual beliefs he or
she might hold. The ability to use the advance directive to express such religious values and beliefs

137 German Nationa? Ethics Council, op. cil., p.47.

138 Ilalian National Bioeihics Committee, 2003, Advance freaimen! Direciives, Rome, p 4.

139 World Medical Association, 1981- 2005, op. cit.

140 Scottish Council on Human Bicethies 2006a. Position Statement: Advance Diroctives. ACcessed ar www.schb.org.uk
141 German National Ethics Council. 02. cit., p.44,

142 The President's Council on Slokthics. op. ol.. p.68.

143 German National Ethics Council, op. ¢if,, p.5 1.

144 Ryan, op. cit., p.110.

145 German Mational Ethics Council, op. cil., p.60_ &1.

146 Bachinger, G 2006, Patienten helfen - The New Fedeal Act on Living Wills In Austria. NO Lgition Paentenrechte, p.12.
147 German National Ethics Council. op. cf., p.51.

148 Airedale N.H.S. Trust v Bland, op. o, Sir Siephen Biown n.331.

149 Keegan, O, McGee, H, Brady, T Kunn, H, Hogan, M, O'Brien, S ang O'Siorain, L 1995, Care for the dying - experiences and challenges: A siudy of
quaity of health service care during the last year of life of patients at Saint James's Hospital, Dubtin, frem their refatives’ perspective. ltish Hospice
Foundation, Dublin. 84p.
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with regards to medical treatment was also acknowledged when the idea of the advance directive
was first proposed.'%?

The Irish Council for Bioethics (ICB)!5! is of the opinion that competent adults
should have the right to prepare an advance directive, stemming from their right
to self-determination and their related rights to bodily integrity, privacy and
dignity. The ICB takes the view that the instrument of the advance directive allows
individuals to govern their future medical treatment and care, should they become
incapacitated, in a way that reflects their personal values and beliefs. Equally,

the ICB recognises and supports the right of those who do not wish to make an
advance directive and there should be no obligation on an individual to do so.

The ICB believes there is both a need and an opportunity to develop a legal
framework for advance directives to facilitate their use and implementation.

Does Personal Autonomy Have Limitations?

Few decisions are as conseguential as those related to an individual's health, therefore it is
understandable that individuals wish to make their own healthcare choices. While an individual
might want to express the right to self-determination, any decisions regarding medical treatment will,
in all likelihood, be influenced by the views of third parties {(namely, the individual's doctor, family
or friends). This emphasises the interdependence of all individuals within society, irrespective of an
individual's wish to be wholly autonomous.}52.153.15¢ Mara| values are often culturally relative, and it
has been suggested that the Western concept of autonomy, which emphasises seli-determination,
should consider lending more weight to family and community decision-making. Notably, autonomy
must be balanced with other morally important concepts in the healthcare provider-patient
relationship, including loyalty, integrity, solidarity and compassion.'®® In traditional Chinese society,
largely based on Confucianism, individuals are viewed primarily in terms of their relationships to
others.'56

In a discussion document produced by the Medical Council (of Irefand) in September 2006,
the Medical Council stated, “where a competent adult patient makes a specific and informed
decision to refuse future medical treatment in the event of his/her incapacity, this decision should be
respected”.’™ Competent individuals can reasonably expect a doctor to respect whatever decision
they make regarding their treatment, even if the doctor believes that it is an incorrect or frrational

150 Kutngt, op. cil.

151 Hereafier the Iish Councl! her Bioethlcs will be referred to as the (CB.
152 German Natignal Ethics Council, op. ¢it., p.43.

153 The President's Councl on Bioethics op. cit., p.88.

154 LM « The Board of Management of St. Vincen!'s Hospital, op. Cit.. p.325, Mr. Justice Finnegan sugpests that the wand's decision regarding her
treatmenl was influenced by her desire le please her busband.

155 Gostin, LO 1995. Informeg consent, cultural sensitivity, and respec! for persons. Journaf af the American Medical Association, 274 (10} 844-845.

156 Lsininger, M 1991. The theory of culture care diversity and universality, in M Leininger (ed.) Culture care diversily and universality: A theary of nursing,
Nalional League lor Nursing Press, New Yok, p.S-68.

157 Medical Council of lreland, 2006, op. cit.. p.4.
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decision in light of the potential benefit of the proposed treatment.'*® However, an-individual's right
to self-determination 1s not absolute, and as such one individual cannot compel another individual to
act against his or her conscience,'59.150.161.162

All patients have a duty to respect any doctor or healthcare professional who treats them,
and they have a responsibility not to put undue pressure on these healthcare professionals with
unrealistic or illegal treatment demands, e.g. with requests for euthanasia or assisted suicide.
As autonomous individuals themsefves, any doctor or cther.healthcare professional is entitled
to object to undertaking treatment decisions outlined by a-patient, in an advance directive or
otherwise.!5® Nonetheless, just as there are constraints on the exercise of patient autonomy, so there
are constraints on the impact of professionals’ conscientious objections. Healthcare professionals
still have a duty of care towards any patient even in the event of disagreeing with the terms of
the patient's advance directive. This implies that they should continue to care for the patient until
another healthcare professional can be located who is willing to uphold the patient’s treatment
decisions, 184165.166

The rights of another group, namely the family, also need to be considered in relation to
prospeclive medical decision-making. In practice, families often play a significant role in end-of-life
decisions, regardless of whether or not there is an advance directive in existence. In all probability,
the decisions taken by an individual in relation o his or her fulure healthcare will have emotional
and perhaps financial cansequences for that individual's famity. The views of the family may be
particuiarly relevant in instances of disagreement surrounding proposed treatments, especially
in cases where the patient involved has not prepared an advance directive.'S” In the Ward of
Court case, Mr. Justice Lynch stated that the views of an individual's famity, while not wholly
determinative, should carry considerable weight in any decision regarding that individual's treatment
and care. 68

The institution of the family is considered to be an integral part of society and the rights of the
family are clearly outlined under Article 41 of the Constitution of Ireland, which states that: “1.
The State recognises the Family as the natural primary and fundamental unit group of Society, and
as a moral institution possessing inalienable and imprescriptible rights, antecedent and superior
to all positive law. 2. The State, therefore, guarantees to prolect the Family in its Constituticn and
authority, as the necessary basis of social order and as indispensable to the welfare of the Nation
and the State." In terms of medical decision-making, these rights entitle an incompetent individual's

168 Gaerman Naticna! Ethics Council, op. ., p.43.

159 Brilish Megical Association, 2000, op. cit., p.11.

160 Italian Mationa) Bigethics Commitiee, op. cif., p.11.

16] National Elhics Coureil, op. cit., p.d4.

162 Patazzani, L 2004. Advance Direclives and Living Wills, Newrorehabibtation, 19 {4): 305-313.
163 Airedale N.H.S. Trust v Bland, op. ¢if., Lod Golt p.377.

164 Medicat Council of Ireland, 2004, op. ar., p.12.

1565 Genera! Medical Council, 0p. ai., p.16.

166 Beitish Medical Associalion. 2000, op. cil., p.11.

167 Airedale N.H.S. Trus! v Bland, op. cit., Sir Stephen Brown p 332,
168 in ihe matter of a Ward of Court, op. cit., Mr. Justice Lynch p.99.
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family to have the family's views regarding that palient’s treatment taken info account in discussions
with the medical profession, However, in the case of an individual who has been made a ward of
court, the views of the family cannot override the ruling of the courts regarding that individual's
treatment. 69

Interestingly, in a public survey of 500 adults conducied by Taylor Nelson Sofres Market Research
Board of Ireland (TNS MRBI) for the ICB in 2005, 72% of respondents stated that they would
prefer their next of kin to make heallhcare decisions on their behaif if they were incapable of doing
50, with only 21% preferring to leave such decisions to their doctor.”? However, the results of the
public consultation for this opinion document suggest thal, in addition to wanting to make their own
decisions regarding their future treatment, the wish to avoid burdening their family with end-of-life
decisions is alse an important factor for many individuais when choosing to draw up an advance
directive,17!

The responsible exercise of individual autonomy could arguably be said to include full and frank
discussions with family members in relation to decisions taken by individuals about their future
healthcare. Nonetheless, any preferences contained in an advance directive should take precedence
over the views of the family. in order to facilitate the co-operation of family and friends in ensuring
that an advance directive is followed, it is considered prudent for individuals to make those close to
them aware that they are preparing an advance directive and to discuss their treatment preferences
with these people befarehand. It is envisaged that such prior discussion would reduce the incidences
of conflict and disagreement regarding treatment in the future.

The interdependency and the interconnection of individuals within society can also be manifest
in the right of the State to intervene in certain instances and override the rights of an individual to
protect society at large, e.g. if the individual is suffering from a contagious disease, he or she can
be treated in quaranting.72173 John Stuart Mill made reference to such interventions in his “liberty
principle”, where he stated that, "the only purpose for which power can be rightfully exercised over
any member of a civilised community, against his/her will, is to prevent harm to others”.*?* The
intervention of the State in such circumstances stems from its duty to uphold the common good and
to protect the rights and best interests of its citizens, based on the ethical principles of beneficence,
nonmaleficence and justice. The question arises, however, how far can the rights of the State
legitimately impinge on the rights of an autonomous individual?

LG9 ibid. Mr. Justice Lynch p.90 and p.99.

170 The remaining breakdawn of 1he answers were as follows: 2% preferred Lhe courts Lo decide and 5% did not krow. See Irish Council Ior Bicelhies and
TNS MRBI, 0p. cil.

171 See Appendix 1, The Public Consullation; Just aver 69% ol respandents stated they would tonsider drafting an atvance direttive 1o avaid burdening their
family wilh end-of-life decisions.

172 Ryan, op. cit.. p. 106,
173 Donnally, op. cit.. p-19.
174 Mill, op. cit.
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It has been argued that if an individual is informed of and has contemplated the potential
cansequences of a given treatment decision and s still willing to outline this decision in an
advance directive, then the individual's preference should be respected.7>17% Understandably,
certain preferences, such as the refusal of life-sustaining treatment, may conflict with a State’s
considerations of care towards an individual, because such a treatment refusal could be considered
to be-against the best interests of the individual concerned. Nevertheless, while the principies of
beneficence and nonmaleficence need to be taken inlo account in these situations, they need to be
balanced against the individual’s right of se!f-determination regarding his/her body.

Others maintain that an individual's preferences in an advance directive should not be the only
factor taken into account when deciding treatment options?™ and that the principle of the protection
of life and the medical duty of care should have some relevance.!’®!7%-1% The conflict between
the State's right to preserve life and an individual's right to self-determination can be difficult to
resolve,'® even through the avenue of the courts. Notwithstanding these difficulties, similarly to
an individual's right to self-determination, the State's right to preserve life is not absolute in all
cases.'82183 One could argue that by overruling an advance directive, the State would, in the vast
majority of cases, be misusing its protective obligations to preserve life, when in fact it should use
these obligations to support and safeguard individual freedoms, not to limit them. '8

Conflicts between an individual and the State may also arise due to the facl that some State
healthcare institutions may espouse a particular religious ethos, Shouid the content of an individual's
advance directive conflict with the ethos of the institution in which they are being treated,
implememntation of the directive could be prablematic. In the majority of such cases, it should be
possible to transfer the patient to another institution willing to accede o the wishes expressed in
the advance directive. However, in the small minority of cases where it is not {easible to transfer the
patient either because no alternative institution is available, or the transfer would place an undue
burden on the patient involved, such conflicts may be more difficull to resolve.'® In such instances,
the onus should be on the healthcare institution to justify why ii is unable to accede to the wishes
outlined in the advance directive. Ultimately, the resolution of these more intractable cases, involving
conflicting rights will atmost certainly require adjudication by the courts.

175 Michatowski, 5 2005, Advance Refysals of Lide-Suslaining Medical Trealment: The Relativity of an Absolute Right. Tee Modorn Law Review 68 (B):
958-982.

176 Ialian Nalional Bicethics Committee, op. £, p.15.

177 The President's Council on Bioethics, op. crr., p.82.
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179 Tonelli, MR 193G, Pulling thr: Plug on Living Wills, A Critical Analysis ol Advance Direclives, Crest 110: 816-820,
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However, since the Constitution, under Article 40.1, recognises all individuals as being equal, it
could be argued that individuals' advance directives shouid be followed irrespective of the fact that
they may or may not subscribe to the same religious ethos as the hospital where they are being
treated. Such a situation could arise particularly where the hospital with a religious ethos is State
funded. The corollary of this situation is atso true, in that an individual's advance directive reflecting
personal or religious beliefs should also be upheld,

The principle of respect for autonomy restricts healthcare interventions to those
that respect the decision-making capacity of a competent adult. However,

the principal of respect for autonomy is, itself, limited. The principle is not
absolute and must be balanced against other ethical principles and values,
such as beneficence, nonmaleficence, justice, integrity and solidarity, thereby
recognising the interdependency and the interconnection of individuals within
society.

A healthcare professional is not at liberty to judge that a patient's decisions
are either incorrect or irrational simply because they are at variance with

the professional’s opinion or values. Nonetheless, the ICB recognises that a
competent individual's rights in healthcare decision-making are not absolute
and that individuals cannot compel healthcare professionals or other parties

to act against their conscience (or the law) to accede to their wishes regarding
treatment. Nevertheless, healthcare professionals still have a duty of care to an
individual; therefore, they should continue to care for the patient until another
healthcare professional can be located who is wiltling to uphold that patient’s
treatment decisions.

Prospective healthcare decisions taken by an individual will almost invariably
have consequences, both emotional and perhaps financial, for that individual's
family. In recognition of this fact, the ICB recommends that individuals discuss
the decisions outlined in their advance directives with their family. However,

a competent individual's advance directive should not be overridden by the
wishes of the family, unless the individual has specifically given his or her
family the power to do so in an advance directive or healthcare proxy.

While acknowledging the State's duty to protect the rights and best interests
of its citizens, including preserving their lives, the ICB believes that this duty
encompasses supporting individual freedoms such as respecting an individual's
advance directive, once the provisions within such a directive are themselves
legal.
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Determining Preferences for the “Future Self”

It is well recognised that an individual's views and values towards his or her treatment could
change with age, the onset or progression of an illness or indeed in the face of future medical
advances; therefore, should such decisions regarding treatment be binding on a future self? It has
been argued that an individual's previous treatment preferences are important and should be taken
into consideration, as they can offer an insight into that individual's personal beliefs and how they
woulld wish to.be treated, but that such preferences should not be binding in relation to the current
treatment situation.1#6.187.188 However, honouring individuals' advance directives respects their “right
and earned prerogative” to controf and shape their life as a whole.!'®

Acknowledging that an individual's views regarding medical treatment are liable to change with
time, the questicn arises whether these changes reflect a change in that individual’s identity; in other
waords, can he or she still be considered as the same person? Specifically when discussing advance
directives, if an individual has become incompetent since drafting an advance directive can he or
she still be considered identical to the author of the advance directive? In some situations, e.g. in
cases of people with dementia, it is difficult to determine if the now incompetent individual still has
the same views and values regarding treatment. Therefore, should the “previous self” be able to
dictate the treatment of the "fulure seif"?71%¢

Profound personality changes, which can occur during the course of disease, call into question
whether there is psychological continuity and connectedness between the person who expressed
precise opinions when s/he was in good health or only slightly affected and the same person in
an advanced phase of the disease.' It has been argued by supporters of the discontinuity thesis
that an individual with dementia is a new person and their previous self who authored the advance
directive, while competent, no longer exists; therefore, that previous self's advance directive would
no lenger be morally or legally binding.'®® This rationale has given rise to the suggestion that a
permanently unconscious patient could be considered to be “a nonperson ward of the state with no
history, no family, and no interests in what happens to him or her”; and as such these individuals
could be used in medical research or have their organs harvested for donation befare terminating
their life.193

However, psychological continuity is not the only determinant of identity. In Judeo-Christian
tradition, the individual and the body are integrally connected, when the bogy is dead, we consider
the person to be dead. Defining those who no longer possess psychological continuity and
connectedness as dead distinguishes the death of the person from the death of the body.

186 The President's Council on Bioethics, ibid, p.B4.
187 Malian National Biocihics Commiitiee, op. c., p.23.
188 Scorlish Couneil on Human Bioethics, 2006a, op. o,

189 Qlick, RS 20C1. Taking Advance Directives Seriously. Prospective Autonamy and Detistins near the End of Life. Georgetown University Press,
Washington D.C., USA, p. 138,

190 Tonelli, cp. eil.

191 Parlil, D 1984, Regsons and persons, Oxlord: Clarendon Press. 545p.
192 Qlick, op. cit., p.139,

193 ibid. p.150.
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This is clearly at odds with social and cultural norms, where many families continue to care for
their loved ones who may suffer dementia or brain injuries despite them not being the person they
once were. Opponents of the discontinuity thesis also point out that iliness, incapacity and death
are all stages in a unitary life. Rather than seeing ourseives solely as the sum of our experiences,
we can view ourselves as persons who have a history, a past, present and future, in which choices,
experiences and refationships afl play a part.’® It is this narrative that binds all the stages of our
life together and makes life comprehensible. The past, present and future are all connected, and
choosing cne course of action over another at any given moment will have consequences for the
self, both immediately and in the future. Part of being a competent autonomous person is the ability
to project into the future. Therefore, it can be argued that the time when the advance directive was
drafted should be considered as the period in an individual's life when that individual was most
decisive and, thus, the advance directive should govern all future medical decisions. %>

Nonetheless, it must be recognised that healthcare decisions made in advance are subject to a
greater risk of miscalculation than those decisions made contemporaneously. In order to address
this difficulty, an analogy has been drawn between the parent-child relationship and that of the
former/present self.1%¢ Parents are given authority to make decisions on behalf of their children who
lack capacity, as long as the decision is deemed to be in the best interest of the child. The parent’s
decision is open to scrutiny by the courts and can be challenged by other third parties who have
an interest in the child. While a direct parallel cannot be drawn, it is useful o view the former
self as the parent of the present self, with the moral authority to make decisions on behalf of the
present self who now lacks capacity to do so. This decisional authority exercised by the lormer
compelent self is subject to the caveat that the healthcare decisions made by the former self are
open to scrutiny by third parties who believe that the best interests of the present self are not being
served.'7 Allowing the present self's family and carers a limited opportunity to perform this scrutiny
recognises the interests of those parties as well as the interests of the present self.

While the ICB accepts that illness affects the personality of an individual

it does not fundamentally alter that individual’s identity, rather iliness
represents another stage in that individual’s life. The ICB takes the view that
an advance directive should be regarded as a more authoritative expression

of an individual's wishes, than any presumed alteration of the directive as a
result of iliness-induced personality change. Therefore, an advance directive
should be respected unless it is demonstrably contrary to the wishes of the now
incapacitated individual, with the onus falling on the party wishing to challenge
the advance directive,

194 Maclntyre, A 1984, After Virtue. A Study in foral Theory. University of Notre Dame Press, USA, p.218.

195 The President’s Council on Bioethics, op. cit, p.85.

196 Maclean, A 2006. Advance Directives, Iulure selves and decision-making. Madical Law Review, 14: 291-320,

197 For an example of a case in which the advance directive of an individual was challenged by a third party see HE v A Hospital N.H.S. Trust | 20031 2 FLR.
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Content and Format of an Advance
Directive

Informed Consent and the Provision of Information

An individual is, generally, presumed to be competent to make decisions regarding his or her future
medical treatment unless proven otherwise.!®® One of the central fenets of seif-determination is

that in order for individuals to make a decision to consent (¢ or refuse a specific treatment, they
should ideally be fully informed aboul their treatment options. This principle of informed consent is
underpinned by the duty of the doctor to provide information and advice in a farmat that prospective
patients will understand and to discuss the relevant issues with the individual patients to aid their
decisions.!*® The advice provided could include relevant information on the existing treatment
options available for different illnesses and conditions, including the potential risks and benefits
associated with each, and cculd alsa invoive identifying the possible consequences of choosing

or not chaosing a particular treatment 299.201.202 While the principle of informed consent is there to
assist an individual in making autonomous choices regarding medical treatment, it has also been
cited as one of the main reascns for arguing against the validity of advance directives.?3 Given the
difficullies and complexity of an individual being fully informed in a contemporary medical situation,
how can an individual be fully informed to consent to or refuse treatment for a future situation that
has not yet arisen?20

Admittedly, with certain medical conditions, such as Motor Neurone Disease, 2% spino-cerebellar
ataxia®®® or PVS, there is a well-established prognosis, which the patient can be briefed on in
advance. In these circumstances individuals could realistically outline their treatment decisions in
an advance directive. However, it has been argued that patients could not be truly informed about
all future medical eventualities that could occur, ner could they be fully aware of the potential
developments in medical science that could be made during the period between when the advance
directive is drafted and its implementation.??” Using that rationale, any decisions about treatment

198 Menlal Capacity Act, op. cit., section 1 (2).
199 Medica! Council of Ireland, 2004, ¢p. cit., p.t3.
200 Menial Capacity Act, op. t11, seclion 3 (4).

201 German Nalionat Ethics Cauncil, op. eif., p.d7.
202 Bachinger, cp. cil., p.4.

203 Campbel op. oo,

204 Fagerlin and Schneider, op. el

205 Maotor Neuron Disease is an incurable, progressively oegenerative neurological iiness, which resulls in the loss of the veluntary muscle aclivity of motor
neurenes, which contiol welunlzry muscle activity such as speaking, walking, swallowing, and breathing. MND does not aifect tpuch, laste. sight, smell
or hearing and does rial diteclly alfect bladder, bowel or sexual functlan. Also, in the majority of cases of MND, the pantent's iniellect remains unaffectad.

206 Spino-cerebeliar Atasia is an incurable, congenilal, progressively degeneralive brain conditian. The gradual deterloration of the spinal card, the
cerebellum, resulis in the loss of muscle coordination and moverment and eventually Ihe abilily 1o speak. Despite Lhis, the individual is likely lo 1emain
mentally competent uaiil dealh is imminenl,

207 Campdell op. et
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outlined in an advance directive can rarely be fully informed and the validity of such decisions
would be questionable, or, as has been suggested, “a living will made by a patient who was not fully
informed lacks the moral weight of an autonomous and contemporangous choice”.208

However, given that a competent individual can forgo receiving any information yet still consent
to or refuse medical treatment in contemporary situations,?® the perceived lack of information about
future medical eventualities when drafting an advance directive may not be a sufficient reason to
doubt the validity of a directive. Furthermore, the problem of the lack of information to make a
treatment decision can be overcome if individuals update their advance directives to take account of
any progress in medical science, thus ensuring that their decisions are based on the most relevant
information available.

Obtaining professional advice and counselling before drafting an advance directive can assist
in the ¢clear, understandable and accurate recording of an individual's treatment wishes in the
directive.210-211212213 |n addition o an individual's GP, such advice and counselling can be obtained
from a number of sources, for example nurses and other healthcare professionals, or it could be
obtained in the form of legal and practical advice from a solicitor or legal adviser, or in the form of
religious and spiritual advice.2!* It has been noted that individuals may have unrealistic expectations
with regard to what certain treatments can or cannot do for them,2!5215 g g, Cardiopulmonary
Resuscitation (CPR},2'7 which could influence the wording of their advance directives. In relation to
requesis for ireatment, any unrealistic, unfeasible or unreasonable demands given in an advance
directive could be problematic and are less likely to be adhered to, thus at least partially negating the
function of the directive. In addition, from a legal perspective it is usually necessary to be specific in
outlining preferences for particular treatment scenarios, and this level of expected specificity could
be difficult to achieve without adeguate counselling.

However, while recommending that an individual avail of advice and counselling before drafting
an advance directive, this advice should not be a prerequisite for a directive to be followed. Certain
individuals may nol wish to take counsel on the matter and they might nol be able to avail of such
advice for personal, financial or other reasons.2'8

208 The Presicent’s Council for Biogthics, op. cit.. p.B4.
209 German National Ethics Council, op. cit., p.47,
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Nonetheless, availing of advice on the content, structure and wording of the directive can reduce
the chances of it not being followed. Moreover, every time advice is provided it should be based
on the most up-to-date medical and scientific information available to ensure that individuals are
sufficiently briefed before outlining their decision in their advance directive.?!? This counselling
process should result in the drafting of more concise, focused and pertinent advance directives that
are more likely to be read and adhereqd to.?20

The recommendation ¢f obtaining professional advice before drafting an advance directive
highlights the importance of communication between the authors of directives and their advisers.
Notwithstanding the importance of professional advice, communication is not unidirectional, in
that the individual drafting the directive also imparts views, beliefs and preferences on treatment;
the adviser, e.g. the GP, takes this information into consideration and counsels the individual
accordingly. In addition, these discussions enable individuals to clarify their wishes regarding each
treatment option, in light of the information provided to them, thus, helping them to come to terms
with the consequences of the decisions in their advance directive.

The process of communication regarding the treatment decisions in an individual's advance
directive should also be ongoing and progressive. This would enable an individual to reassess
certain treatment preferences in the light of new information regarding recent medical developments.
In addition, individuals' preferences regarding treatmeni may have altered over time, following
changes in their personality or their perspective on life in general as a result of ageing, illness,
bereavernent of loved ones or other life experiences, #21.722.223.224

Given the importance of the concept of informed consent to the right of self-
determination, the ICB recommends that an individual should obtain up-to-date
information and advice before preparing an advance directive. This information
can be provided by a number of sources in the form of medical, legal, religious
or spiritual advice. While acknowledging that availing of such professional
advice should not be obligatory for the implementation of an advance directive,
the ICB takes the view that this advice can assist in the structure, wording and

.applicability of an advance directive.
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Scope of an Advance Directive

When advance directives were first proposed in the form of a living will, it was envisaged that they would
outline an individual's refusal of further treatment if that individua! entered an irrecoverable vegetative
state. It was alsa considered that such treatment refusals could be based on an individual’s specific
religious beliefs.??® In addition, the advance directive offered the possibility of identifying a third party to
be involved in discussions with the healthcare team regarding the future treatrment of the author of the
directive,

Since this original proposal, the potential scope and coverage of advance directives has expanded and
can now cover 3 multitude of issues surrounding treatment and care in general, but particutarly at the
end of life, including both requests for and refusals of treatment.??® As noted previously, the treatment
preferences in an advance directive must be legal within the jurisdiction where the directive is drawn up.
Therefore, in the vast majority of countries a directive could not contain requests for assisted suicide or
euthanasia.

Furthermore, the results of the public consultation conducted for this opinion indicated that
individuals would like their advance directives to cover, among other things, life-prolonging
treatment, pain medication and end-of-life care, but also their preferences regarding organ donation
and the donation of their hody for educational purposes.??” This suggests that the advance
decisions individuals make, especially relating to their end of life, go beyond just medical treatment
considerations. For instance, it has been intimated that a request not to be placed in a nursing
home is one of the most common preferences outlined in an advance directive.??® In fact, the British
Medical Association (BMA) guidelines on advance statements note that advance directives are not
restricted to cover hospital care but can also inciude decisions on care at home, in a hospice or
a nursing home.??® Furthermore, the General Medical Council (GMC) in the UK, advocates that
decisions on the care of dying patients should consider individuals' wishes on ali aspects of their
medical care, including their pface of care, as well as their need for religious and spiritual support.2%

A study carried out by the Irish Hospice Foundation (iHF} in 2004 indicated that a majority of
people questioned {67%) wished to be cared for at home if they were dying, whereas a minority of
respondents wished to be cared for in a hospital (10%), hospice (10%) or nursing home (5%).23!.232
Moreover, in that 2004 survey, respondents also expressed clear views about other issues that
were important to them at their end of life, namely, to be surrounded by people they love (68%),

225 Kutnet op. cil.

226 Alzheimer Europe, 2003b, op, cit.. p.6. 7.

227 Sec Appendix 1. The Public Cansuitation, for the full breakdown of the preferences people woulkd want in their advance directives.
228 O'Nell, D 2001. Present, ralher than advance directives. The Lance! 358: 1921-1522.

229 British Medical Assetiation, 2000, op. ¢it., p.4.

230 General Medical Council, og. cit., p.15.
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to be free from pain (55%), to be conscious and able to communicate {35%).2* Individuals
often make reference to such wishes in their advance directives in the form of personalised value
stalements.23“-235-235'?37

Treatment Refusals

Given the right to self-determination, treatment decisions, particularly refusals of treatment, outlined

in an individual's advance direclive should be followed, provided they are legal. This situation can be
complicated by the definition of what constitutes medical treatment. There is still some disagreement
in some quarters pver whether or not ANH should be classified as a treatment.2282% For example, the
Medical Councii (of Ireland) guideiines highlight the basic need for everyone to have access to nutrition
and hydration, and that this access should be maintained wherever reasonable and practical .20 In
addition, a guidance statement to the nursing profession, An Bord Altranais {the Irish Nursing Board),
advises nurses not to participate in the withdrawal or iermination of ANH frem an individual but to
continue to provide nursing care to that person. 2!

In an address on life-sustaining treatments and the vegetative state in 2004, Pope John Paul
[l identified the provision of ANH not as a medical treatment but as a natural means of preserving
life, and as such it was, in principle, morally obligatory to provide ANH.?*2 The Pope's statement
has been interpreted as saying that ANH should he provided in all cases unless it is cansidered
inappropriate or burdensome on the individuat involved.*3 Interestingly, the Italian National
Bioethics Committee, while recognising ANH as a medical procedure, also regards ANH as morally
mandatory unless it is averly burdensome for the patient.?** From a legal perspective in Ireland,
however, ANH is currently considered a medical treatment.?*> As a result, individuals should be able
to refuse ANH, in the same way that they might choose to forego any other medical treatment, either
contemperaneously or in an advance directive if they so wish, It shouid be noted, however, that due
to the emotive symbolism associated with the p}ovision of food and water, whether artificially or not,

233 The remaining breakdown of 1he answers wera as loliows: 34%. 10 be a1 home; 32% 10 have medical and nursing supporl readily available; 19% Lo have
spiritual support avallable; and 11% to be in a private space. See Irish Hospice Fourdation, op. cit., p. 23

234 Biitish Medical Association. 2000, ap. cit.. p.3.

235 Irish Bishops' Committee for Bioethics, op. cit., p.7.
236 The Presidenl's Council on Biocthics, op. cit., .37,
237 Alzheimer Eurgpe, 2005b. op. cit., p.10.

238 Casaren, D. Kapo, MD and Caplan, A4 2005. Appropriate Use of Arlificial Nutrition and Hydraticn - Fundamental Principles and Recommendations.
New England tournal of Medicine 353 (24); 26072612,

233 Cranston, RE 2001, Wikhalding or Wihdrawing of Arfificial Nutntion and Hydration. Accessed on 21, February 2006 at:
hiip:/fwww.chhdl orgfresources/endotlileferanston_2C01-11-19.him

240 Medical Council of lreland, 2004, on. e, p.34.

241 An Bord Altranais (Nursing Beard] 1995, Guidance issued by An Bord Altranars to the nursing profession foflowing Arn Bord's consideration of the
Sunresne Court docision in the mailer of "4 Werd of Courl” delivered or 277 July 1995, Dublin, p.1.

242 Pope John Paul Il 2004, Adedress of John Paul il [0 the participants in the international congress on "Life Sustaining Treatments and Vegetative State:
Scientific Advances and Ethical Dilernmas, Accessed on 21, February 2006 al: hitpsiwww.vatican.vanoly_fatherfjohn_paul_ii/speeches/2004/march/
documents/hi_jp-ii_spe 20040320 congress-fiamc_gn.himl

243 Catholic Health Australia, 2004, Bricting Nete on the Obligation lo provide Nutrition and Hydration. 6p.
24
24
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Ialian National Bisethics Commiltee, op. &t p.14
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In the matter of @ Ward of Court, op. ci.. Mr. Juslice Lynch p.96, Mr. Justice Harmilton p.126. Mr, Juslice O'Flaherly p.129, Mr, Justice Blayney p.143,
144, and Mrs. Justice Denham p 1 58,
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there may still be some difficulties with doctors and healthcare professionals acceding to refusals
of ANH outlined in advance directives.?*® However, this is less likely 1o occur in situations where
the administration of ANH has become overly burdensome for the patient concerned or is no longer
medically appropriate,247.228.249

As noted earlier, healthcare professionals with a conscientious objection to an individual patient's
wishes regarding treatment, for example the refusal of ANH, can pass that individual on to anocther
healthcare professional willing to comply with these wishes. Even in jurisdictions where refusais of
treatment are legally binding, it may be necessary for additional criteria to be met before advance
refusals of ANH will be followed 25025 The Mental Capacity Act (2005) of England and Wales
requires a specific written, signed and witnessed refusal of ANH (or other forms of life-sustaining
treatment), regardless of any other treatment refusals contained elsewhere in an individual's
directive.?5? These additiona! criteria should ensure that an individual has, at least, considered
the consequences of a decision to refuse life-sustaining treatment, even if only while drafting that
section of an advance directive,

The ICB acknowledges the right of individuals to refuse any form of medical
treatment, including ANH or any other form of life-sustaining treatment, in an
advance directive if they so wish.

Treatment Requests

There appears 10 be a general acceptance of treatment refusals in advance directives, provided

the directive itself is considered valid. This may even be the case where the decisions may seem
irrational to the healthcare professionals tasked with abiding by them.?s3?%¢ The same acceptance
is certainly not shown with regards to treatment requests outlined in advance directives, though this
can vary between different countries and jurisdictions. [n the Netherlands, for example, requests
for euthanasia can be made in advance directives, under the Termination of Life on Request and
Assistance with Suicide Act (2002} but the acceptance of such requests is highly dependent on the
fulfilment of stringent criteria related to due care 295 2% |t has also been argued that the very nature

246 Casarett ef af, op. cil.

247 Scottish Councll on Human Bioethics, 2006b. Position Statement, Withdrawing or withhelding of nuirition and/or hydratian, Accessed al
www.schb.org uk

248 Crenslon, op. cit.

249 General Medical Councit, op. cit., p.37.

250 The President’s Council on Bloethics, op. cil., p.60.

251 Casarett ef al. op. cil,

252 Mental Capacily Act, op. cit,, section 25 {5) and 25 (6).

253 Brilish Medicat Assaciation, 2000, op. cit., p.5.

254 Ajregate NM.S. Trust v Bland, op. cil., Sir Thomas Bingham, p.334. 335 and Mrs. Justice Butler-Sloss p.342.
255 Health Council of the Netherlands, 2002, Dementra, The Hague, p, 106,

256 van Deiden JJM 2003. The unfoasibility of raquests for euthanasia in advance directives, Journal of Medical Ethics 3Q: 447-451, Van Delden outlines
the six rules of due care 1o be met in order for euthanasia to be legal In the Netherlands; "the physician musl be convinged that the request of [he palient
was voluntary ang well considered; the physician must be convinced that the sufteding of 1he patient was unbearable and withoul prosped of relief; the
patient must be infoaned about histher situat/on and prospeets; the physician together with the patiem must be convinced that there was no reasanable
aliemnative solution for the situation; at least one other physician must have seen the patient and must have given a writien stalernent containing his
evaluation of the four previous requiremants; the ending of life must be performed in a professional and careful way ™
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of an advance directive precludes it from fulfilling these criteria and it is, thus, not {easible for
advance directives to contain such requests. 7. 258. 259

However, it is worth noting that, outside the law regarding euthanasia and assisted suicide in the
Netherlands, an advance directive cannot compel a doctor or other healthcare professional to provide
a specific treatment. Despite this, the doctor or healthcare professional involved can provide the
requested treatment if they deem it 10 be "within the scope of their professional responsibilities” 250
This attitude towards positive freatment requests in an advance directive is replicated in many
areas.’!- 22 For example, the BMA guidelines on advance statements pravide that such a statement
cannol insist on a specific procedure or treatment. The guidelines recommend that any reqguests
should be respected and complied with if they are considered appropriate.®®® As a case in point, it
has been noled that patients may have an unrealistic opinion of the likelihood of survival following
the administration of CPR, with many individuals envisaging a much higher success rate than
actually occurs, 5765266 Therefore, requests for CPR in advance directives may not always be
followed, because the provision of this treatment may be considered as overly burdensome on a
particular patient or even medically futile.

Decisions as to the appropriateness of a treatment request may look beyond what is medically
indicated to include issues of resource and personnel availability. The point was made in Airedale
NHS Trust v Blarid [1993] that the duty of care of a medical institution shouid be limited to what it
can reasonably provide for one individual, without neglecting another.?8? Resources (e.g. finances,
personnel, equiprment and technology) in the healthcare system are finite but the demands placed
on these resources are not; therefore, their allocation requires some degree of rationing, 268263
In contemporary medical situations, this rationing of healthcare resources can result in certain
treatment requests not being acceded to.?’? Such limitations of resource allacation would also apply
to prospective medical decision-making and the treatment requests outlined in an advance directive
may not be acceded to. In terms of resource aliocation, a patient does not have an autonomy-based
right to demand particular treatments, which may be scarce or inappropriate.?”! Medical resources

257 van Delden, op. ¢,

258 Health Council of ihe Netherlands, op. cil., p.19-20 and 111.

259 Other than in the Netherlands, advance direclives containing requests lor euthanasia will not be followed under any circumstances.
260 Health Council of Lhe Netherlands, gp. cit., p.100.

ny
o

Hatian National Ethics Comminee, oo, ¢il.. p L 1.

262 General Medical Council, op. ex.. p.10.

263 British Medical Assoeialion, 2000, op. ¢ir., p.d.

264 Okeeffe. ST 2001. Cevelopment 2nd implementation of resuscitalion guidelines: a persenal erpetience. Age and Ageing 30: 19-25,
265 Brilish Medical Association, 2001, ep. cd., 5.9.

266 Fischer, GS. Tulsky, JA, Rose, MR, Siminolf, L& ang Amg'd. RM 1998, Patient Knowledge and Physician Predictions of Treatment Preferences Afrer
Discussian of Advance Directives. Journal of General Internal Medicine 13: 447-454,

267 Afredale N.H.S. Trust v Blard, op. cil., Mr. Justice Holfman p.357.

268 Larkin, GL, Weber, JE, and Moskop, JC 1828, Resgurce Ulitization in 1he Emergency Depariment: The Dury ol Slewardship. Tre Journal of Emergency
Medicine 16 (3): 499-503.

269 Nalional Heallh and Medical Research Council 1993, £tnical considerations fefating to health care resource allocation decisions. Commonweallh of
Ausiratia, p.1.

270 Latkin et o/, op. ci.
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should be used in a way that is fair and just for ali patients who may need them.272-22 In addition,
as previously noted, a common wish given in advance directives is a request not to be placed in a
nursing home. However, this request may be dependent on the willingness of family members and/
or friends to take on the responsibility of caring for the individual at home, as well as the availability
of further home-help assistance from medical and care professionals in the locality.

From a legal perspective, a recent case in the Court of Appeal in England and Wales, Burke v
GMC [2005], ruled that an individual was not entitled to insist on receiving a particular medical
treatment that the doctor considered to be “adverse to the patient's clinical needs”.2** This case
involved a man, Mr. Cliver Lestie Burke, who suffered from spino-cerebellar ataxia and wished to
ensure that he would receive ANH in the future when he was no Jonger able to communicate with
the healthcare professionals treating him. The court ruled that under their duty of care, doctors
would ordinarily provide ANH to all patients, unless they did not want to receive it of untess it was
not clinically indicated. In such circumstances the patient's request to have his or her life sustained
by ANH would only underscore the doctor's duty to treat the patient, as opposed to it being the sole
reason for providing the trealment.??s

The ICB supports the view that, wherever feasible, treatment requests made

in an advance directive should be respected. Positive requests for medical
treatment should be taken into account and the provision of treatment should
be based on the relevance of the proposed treatment to the current situation
and the feasibility of providing it given the personnel, technical and financial
resources available. However, the endersement of such requests does not
include demands of individuals for treatment that the doctor deems futile. The
reason for refusing to endorse such requests is that the use of futile treatments
has consequences for the equitable and just allocation of healthcare resources
to society as a whole.

Specificity of Advance Directives

By providing general preferences, based on their personal values and beliefs, in their advance
directive, individuals are intending to guide their future medical treatment. However, unlike
competent individuals from whom the relevance and meaning of their values and beliefs regarding
their medical treatment and overall care can be ascertained directly through discussion with them,
it can be difficult turning the value derived preferences listed in an advance directive into objective
criteria for the treatment and care of a now incompetent individual 8 For example, an advance
directive might state that an individual does not want to receive any heroic measures in the future,
but it could be difficult for the healthcare team to determine whai constitutes heroic treatment for

272 National Health and Medical Research Council 1993, Ethical considerations relating to health care resource affocation decisions. Commonweallh of
Australla, 1.2,

273 Larkine! 2. op. cil.
274 Burke, R (o0 the application of) v General Medical Counci & Ors 12005) EWCA Civ 1003, paragraph 31 and paragraph 54,
275 ibid. naragraph 32,
276 Emanuel, L 2000, How living wills can help dactors and patients talk about dying. British Medical fousnal 320: 1618-1619,
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that individual 277 Alternatively, individuals might state in their advance directives that they want
their treatment to keep them comfortable, or to allow them to enjoy a decent quality of life, or even
to enable them to experience a dignified death, but these wishes could mean different things to
different people, 278279280

The difficulties in interpreting an individual's general preferences regarding treatment can mean
that such wishes, while used in the overall assessment of potential ireatment options, may not be
afforded the same weight as more specific decisions regarding treatment.?8! Therefore, there may
be some difficulty in giving such generalised advance directives the same standing in law as a more
detailed directive containing specific treatment decisions.#8? 282 However, some individuals perceive
an advance directive as a tool 10 enable them to maintain invoivement in their medical treatment
by providing personalised guidance for future treatment decisions, without expecting such wishes to
be iegally binding?8 285 |n addition, an advance directive containing general treatment preferences,
which stem from an individual's values and beliefs, could potentially apply (o a broader range of
treatment scenarios and subsequently may not necessarily require review or updating in the face of
future medical advances.

The degree of interpretation required for an individual's advance directive depends on the level
of detail involved. For example, an advance directive that refused aniibiotic treatment of infections if
the individual was in PVS is quite clear-cut and could be followed directty. Refusals of treatment are,
generally, more readily accepted and routinely inciuded in advance directives, though they may still
require some interpretation. As noted above, decisions about treatment in the case of PVS or other
long-term coma conditions can be quite definitive, given the improbability of recovery. In such cases,
advance directives refusing numerous forms of treatment, such as, antibiotic treatment, artificial
ventilation, CPR and even ANH are regularly respected.

With other medical illnesses and conditions it could be difficult to determine when the wishes
outlined in the advance directive should apply to the treatment to be provided. For example,
individuals may wish to refuse life-sustaining treatment in the event that they develop some form
of dementia and subsequent mental incompetence, but it could be difficult for doctors, healthcare
professionals and even family members to agree to refusing treatment in the case of a patient with
mild dementia who contracts another otherwise curable illness.?8. 287 Therefore, to minimise the
risk of misinterpretation or non-compliance with instructions contained in an advance directive it is

277 Alzheimer Europe, 20050, og. cn., p.9.

278 Michalowskl, op, cit,

279 trish Bishops' Committeg for Bicethics, op. air., p.8.
280 Palazzani, op. <.

281 Brilish Medical Association, 2000, op. e., p.6.
282 ibid. p.3.

283 Michalowski, op. cil.

284 ualian National Binathics Commitlee, op. cit., p.17.

285 See Appendix 1, The Public Consullalicn: While 42% of the respondents 10 consultation staied they would want their advance directive to be suiclly
observed, 54.4% stated their directive should be followed as much as possible bul not necessarily striclly abserved, whereas the remaining 3.6% staled
Ihelr advanee directive should just be used as a reference,

286 Donnelly, op. cit., p.65-66.
287 The Presidenl’s Council on Biselhics, op. ¢it.. p.83.
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often recommended that the directive should outling, in clear and unambiguous terms, not only the
treatment the individual wishes to refuse/request but also the specific medical situations in which
they intend that refusal/request to apply.288. 289, 230

The need for clarity and specificity regarding treatment refusals is particularly important for
advance directives that are intended to be legally binding. For instance, the Mental Capacity Act
(2005) in England and Wales states that for a refusal of treaiment to be considered valid, and
therefore legally binding, it must be specifically outlined in the directive and it must apply to the
current treatment situation.?®! Similar conditions are also applied to advance refusals of treatment
under the Living Will Act (2006) of Austria.*? Notwithstanding this requirement for specificity for an
advance directive to be legally binding, there are still a number of reasons why an individual may
not want to commit to making very specific decisions on a particular treatment, Individuals may not
wish to limit themselves to very specific avenues of treatment that only apply to a narrow selection of
treatment scenarios, thereby diminishing the applicability of their advance directive if these scenarios
do not arise as described therein. Furthermore, individuals may not feei they are sufficiently informed
regarding the effectiveness of a certain drug or therapy, particularly given the potential advances that
could occur in the future, to make such definitive decisions on its use as a treatment. This highlights
the importance of receiving sufficient relevant information from docters and healthcare professionals
before drafting an advance directive. )

The conlent of an advance directive can encompass a number of different formats as outlined
above, each of which has its own advantages and disadvantages, depending on the intended use of
the directive, It is clear, therefore, that the implementation of an advance directive can be influenced
not only by the decisions regarding treatment themselves, but also by the structure, format and
presentation of the directive.

The ICB takes the view that for the decisions outlined in an advance directive
to be considered legally binding, the directive should state, in clear and
unambiguous terms, both the specific treatments to which the directive relates
and the situations to which these decisions are intended to apply.

In other cases, individuals may wish to outline general preferences or a value
statement regarding their future treatment and care in an advance directive
that would be taken into account as opposed to being strictly legally binding.
The ICB considers that such advance directives should also be accepted, but
it recognises that such general statements may not be legally binding and may
require more interpretation before they can be adhered to.

288 Gemnan National Fihics Coundil, 6p. cit., p.49.

289 Eritish Medica! Assaciation, 2000, op. ¢il., p.3.

290 Biegler, P, Stewart. C, Savulescu, J and Skene L 2000. Determining the validity of advance directives. The Medical Journal of Austratia 172: 545-548,
291 Mental Capacity Acl, op. cil., seclion 24-26.

292 Federat Act on Living Wis (Patlentenverligungs-Gesetz - PatvG), ep. orl., p.1.
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Proxy Decision-Makers

The acceptability of an advance directive can be aided by the appointment of a proxy to make
medical treatment decisions on behalf of the author of the directive and/or to interpret the treatment
preferences or value statements outlined therein. One of the main benefits of nominating a proxy is
that he or she can be involved in treatment discussions in the future when the author of the directive
is incapacitated. This would enable the proxy to avail of the most up-to-date medical information
and assess the wishes of the author of the directive in light of this new information. Given the
problems of fully anticipating both the clinical and persanal details of a particular case in advance,
being able to adapt treatment decisions for the author of the directive according to the current
treatment situation is extremely vatuable,

Obviously, the degree of control the proxy can have in the decision-making process can,
depending on the jurisdiction, be established by the author of the directive, i.e. the role of the praxy
can range from just reiterating the treatment preferences as outlined in the directive to having full
decision-making power. In some jurisdictions, legislation may also limit the decision-making power
of the proxy, for example, in England and Wales someane nominated in a lasting power of aftorney
under the Menital Capacity Act (2005) can consent to or refuse treatment on behaif of the author of
the directive, but can only make decisions on life-sustaining treatment if this is specifically stated
in the advance directive.??? In Scotland under lhe Adults with tncapacity (Scotiand) Act {2000),
individuals can appoint a welfare attorney to make ireatment decisions on their behalf in the event
of their future incapacity, based on the individuals' best interests at the {ime but also incorporating
their known wishes and the views of those close to the individual 2% 2% In Germany, it has been
recommended that the powers of an appointed proxy should be curtailed to prevent the proxy
from overriding a sufficiently clear and well-defined decision in an advance directive.?® As noted
previously, the LRC has also recommended the introduction of limited medical decision-making
authority to those named in enduring powers of attorney and also to personal guardians.?’

It has been argued that the provision of such decision-making power to third parties, requires
both regulation and guidance to help avoid possible abuses as well as misunderstandings and
misinterpretation of an incapacitated individual's wishes. 2?8 29%.300 |n addition, in situations where
there is no advance directive, there may be little guidance for the appointed proxy on the patient's
views toward particular medical interventions. Decisions may, therefore, be hased on what the proxy
might want and not what the incapacitated individuat would want. To minimise such problems it is

293 Mental Capacity Act, op. cil, section 1] (7 and 8},

294 Adults with Incapacity (Scotland) Act 2000. Section 1 and 16. Accessed on [6, February 2006 at:
http#fvww.apsi.gov.uk/legislation/scotlznd/acts 2000/ 200000C4. him

295 Campbeil vp. .

296 German Mational Ethics Council. op. cit., p.63.

297 See the sechon enlitled “Subshluted and Assisted Decision-Making lor Incapacitated Adulis” for more details,
298 German National Ethics Council, op. oif., p.63.

299 Alzheimer Eurnpe, 2005h, op. cit., p.8.

300 Brown, op. cif.
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recommended that the proxy should be someone who is well known to and trusted by the person
making the directive, though not necessarily a relative. This proxy would be someone with whom
the individual can discuss his or her treatment wishes to ensure they will be upheld.

if an individual intends to nominate a proxy in an advance directive, and providing this person
accepts the task, the author of the advance directive should discuss treatmenti preferences in detail
with the proxy. This wouid help to clarify the views and wishes of the author of the directive for the
proxy, who would be tasked with interpreting the directive should the author lose decisional capacity.
In some cases, individuals may wish their proxy to be involved in the treatment discussions they
have with their doctor and other healthcare professionals.

The ICB recommends the nomination of one or mare proxies to facilitate

the acceptability and implementation of the healthcare decisions outlined

in an individual's advance directive. A proxy benefits from being involved in
discussions regarding an incapacitated individual's treatment and care and can
assess and interpret the wishes of the author of the directive in the light of the
latest medical information available.

The ICB is of the opinion that a legislative framework for advance directives
could also encompass the authority of nominated proxies to make healthcare
decisions on behalf of another individual. One potential avenue for legislating
the powers of proxies is through the expansion of the Powers of Attorney Act
(1996) to enable both proxies and those nominated under powers of attorney to
make decisions on an individual’s medical treatment.
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The Implementation of Advance
Directives

Documenting an Advance Directive

While any advance treatment preferences or decisicns given orally are very important there may be
more risk of these oral wishes being misunderstood or misinterpreted. ! *%? Furthermore, it could
prove difficuit to verify an individual's previous wishes that were only given orally, which could

lead to conflicts and disagreements over the proposed treatment options in the current situation.
Therefore, considering the impaortance of the treatment preferences and decisions outlined in an
advance directive, it is recommended that advance directives should be written, or otherwise reliably
recorded {e.g. voice or video recorded). 303 304.305, 305 Accurately recording an individual’s preferences
for treatment can reduce the likelihood of future conflicts, but what is more, can better ensure that
the individual's treatment wishes will be implemented.

Once drafted, an advance directive should be attested by a witness, thus limiting the ability of
others to question the validity of the advance directive in the future.20%- 308.362. 310 Moragver, if an
individual nominates a proxy, this proxy can alse verify that the advance directive was made as
recorded by the author. The results of the public survey for this opinion document indicated that
people wanied to ensure their advance directives were accurately recorded, with just over 46% of
respondents stating they would prefer if their directive was documented in writing or recorded, while
almost 48% of respondents stated they would prefer if their direclives were both documented and
outlined orally to their proxy.3!!

It shouid be noted, that both medicine and medical science are continually advancing, such
that existing treatments and therapies may be improved and previously incurable ilinesses
may eventually be treatable. Such potential medical advances are often considered as reasons
against preparing an advance directive based on the treatment opticns that exist when the
directive is made 32 313.314.315 |t is_therefore, often recommended that individuals review and

301 German National Ethics Council gg. @f.. p.33.

302 British Medical Council, 2000, op. ¢ir, p.6.

303 German National ELhics Cauncil op. cit.. p-53-

304 Mental Capacity Act, op. cit., section 25 (B).

305 ltalian Nauonal Bioethics Commines, op. ol,, p.22.

306 Bachinger, op. e,

307 Scotish Execulive, cp. of., p 8.

308 British Medical Association, 2000, op. o, p.9.

309 Alzheimer Eurape, 2005h, op. ., p.11.

310 Bachinger, op. ot

311 See Appendix 1. The Public Consultation: The remaining respondents (6%) slated they woulg prefer il their direclives were oullingd o a proxy.
312 Sconish Council on Human Bisethics, 2006a, op. cit.

313 Fagerin and Schneidcr, op. cif.

314 Tonclli, op. €.
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update their advance directive on a relatively regular basis to take account of these medical
improvemnents.3!6317318 The more recently an advance directive was reviewed, the more likely it is to
be considered valid and, therefore, be implemented.

All forms of advance directives, but particularly those that are intended to be
legally binding, should be accurately recorded, whether in writing or voice or
video recorded, and attested by at least one witness. The ICB considers that
such measures would help to ensure the authenticity and validity of an advance
directive.

The ICB advises that individuals should review their advance directive reguilarly
and should update it where necessary to reflect not only the relevant changes
in medical science but also any changes in the individuals’ values and beliefs,
whether as a result of a change in their health status or otherwise, that might
influence their decisions regarding treatment.

Revoking an Advance Directive

Fallowing a review of an advance directive, an individual may wish to withdraw or revoke it,
however, it is usually recommended that an individual can revoke an advance directive at any time,
without the need to review it.319:320.321 Although, the level of competence required to revoke an
advance directive varies between different jurisdictions, it is ¢lear that an individual can revoke an
advance directive when considered competent. However, if individuals are incompetent they may
or may not be allowed fo revoke their advance directive, for example, some states in the US allow
incompetent individuals to revoke their directives, whereas others do not.???

It is often recommended that any withdrawal of an advance directive should be witnessed
and made in writing,33 with some organisations even providing specific forms to be completed
to revoke an advance directive.*?* The condition of having to withdraw an advance directive in
writing would thereby require some degree of competency on the part of the individual. Under
the Mental Capacity Act (2005} of England and Wales, while the individual must be considered
competent, the withdrawal of an advance directive need not be in writing, unless the directive refers
to decisions on life-sustaining treatment.¥5 As already noted, if an advance directive is intended to
be legally binding it needs to be accurately recorded, either in writing or otherwise, and witnessed.
The preparation of a legally binding advance directive would, therefore, necessitate some level

316 Recommendations on 1he frequency of review of an advance directive vary from gvery & months, 10 every year, 1o every 3 years, ar gvery § years.
317 Brtish Medical Assocration, 2000, op. &, p.7.

318 Campbell, op. cit.

319 Bachinger, 0p. cit.

320 Scoltish Council on Human Bicethics. 2006a, op. cif.

321 Georges, op. cit, p.11.

322 Camphell, op. &if,

323 Alzheimer Europe, 2005a, op. ¢it.. p.7, 26 and 31.

324 Seottish Executive, op. cit., p.15. {4 copy of this lam s shown as Sample 2 in Appendix 43,

325 Mental Capacity Act, op. cit., section 24 (4 and 5).
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of competence on the part of the-author of the directive. 1t could be argued that given the legal
ramifications of a binding directive, an individual would alse require some level of competence to
revoke such a directive.

While the oral withdrawal of an advance directive is often accepied in some jurisdictions, this
withdrawal still needs to be accurately documented (e.g. in the individual's medical record) to
ensure that there is no confusion in the future and the individual is not treated according to wishes
they expressed in an old advance directive that they have subseguently revoked. A written and
witnessed withdrawal is, thus, more likely to be accurately recorded and can be verified in the future
if necessary.

Questions have been raised about allowing incompetent individuals to revoke their own advance
directive. It has been argued that permitting incompetent individuals to revoke their advance
directives defeats the purpose of preparing the directive in the first place.325327 However, others
believe that the views of incompetent individuals, with regards to their contemporaneous treatment
situation, should be taken into account and weighed against the treatment preferences outlined
in their advance directive.>? |n fact, the National Ethics Council in Germany has proposed that
incompetent individuals should be allowed to revoke their advance directive to refuse treatment if
they exhibit clear signs of a will to live, unless the advance directive contains specific conditions, 322
It could be argued that allowing incompetent individuals to revoke their advance directives could
be more feasible for a value statement or a directive containing more general preferences regarding
treatment. In such cases, a proxy (if nominated) could also be consulted before a decision is made
regarding an incompetent individual's withdrawal of an advance directive.

Storing an Advance Directive

The implementation of an advance directive is dependent on it being accessible when decisions on
treatment need to be made for its authar, However, given the potentiai time lag between the time
when a directive is drafted and when it is actually required to be implemented, the author of the
directive should carefully consider where and with whom the advance directive should be stored.
Given the importance of the advance directive, in addition to the author keeping his or her own
copy, a copy should also be placed in the individual's medical record, so that it is accessibie in any
medical situation. This could initially be achieved by a GP keeping a copy of the advance directive in
the individual's medical file. Alternatively, if the individual is living in a nursing home or other long-
term care facility the directive coutd be kept on file there. Similarly to their last will and testament,
some individuals may wish to store a copy of their advance directive with their solicitor or legal
adviser,

326 Michalowski, op. cit.

327 Campeell, op. cit.

328 Tonelli, op, cit.

329 German National Elhics Councll, ¢p. cit., p.65: “any signs of 2 will Lo live in & person whe s no longer merially compelent invalidare the binding
characier of an advance directive in which treatment is refused, unless: a. the medical decision situation is described in the advance dircclive in
sufficienily concrete lerms; b. the advance ditective refers 1o 1he signs of a will to live mentioned above and stipulates Ihat Lhey shall be immaterial 1o the

decision; ¢, the advance diteclive has been crawn up in wrting of comparably refiably decumented; and d. the grafting of the advance diretlive has been
pieceded by appropriale advice.”
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There are some registries for the storage of advance directives, for example the US Living Will
Registry, 3% which electronically stores the advance directives of any individual who has registered
through a member healthcare provider.3! Registered individuals increase the likelihood of their
advance directive being utilised in 2 given treatment situation, since all registered advance directives
are available to any of the member healthcare providers when required. Individuals can take other
measures to ensure their advance directives will be made available and uwtilised when required, far
example, it is recommended that any nominated proxy should also be given a copy of the advance
directive as a backup to the version kept in the medical record. While it is optional for individuals
1o give copies of their advance directive to those close to them, such as their family members, it is
advisable to make these individuals aware of the existence of an advance directive.332 This further
highlights the importance of individuals communicating with those close to them throughout the
whole process of drafting and implementing their advance directive.

By making more people aware of the existence of an advance directive, there is less chance of
an individual being treated without the healthcare professionals first consulting the directive. As
noted abave, in certain emergency situations it may not always be possible to delay treatment until
an advance directive is consulied. However, if the directive is easily accessible it is more likely to be
consulted, even in emergencies. When the idea of the advance directive was first proposed it was
suggested that individuals should carry their advance directive on their person,33 however, as this
may not always be practical, others advise individuals to carry seme form of card indicating that
they have made an advance directive and where a copy could be obtained, 3+ 335, 336

It is also essential for individuals to ensure that any copy of their advance directive that is in
storage corresponds to the most up-to-date version of their directive. Therefore, if a directive has
been altered, this new version should be sent to all other parties with a copy of the preceding
version, which itself should be destroyed. Otherwise conflicts regarding the correct treatment could
arise and individuals could potentially be treated in accordance with an older advance directive that
no longer reflects their views and preferences regarding their treatment. ¥

330 The US Living Will Registry can be accessad al the lallowing website: httpfhaww.uslivingwillteghstry comydelault asp

331 Member healtheare previders can include: hospitals, dociors, skilled nursing facilities, nursing facilities, home health agencies, providers of home heallh
care, ambulatary sutgery centres and hospices, all of whomn pay a lee 10 have unlimited zccess to the mgistry. However, il is free for any individual 1o
register an advance direciive in the system. For further information see: hitp:ffwww uslivingwiliregistry. comyhawitworksprovider, shim

332 British Madical Assoclation, 2000, op. cil., p.9.

333 Kutner, op. cit.

334 Se= the LIS Living Wil Registry: hitp:fhwew.uslivingwillregistry. comywalletcard.shim

335 Alzheimer Eumpe 2005b, op. cit., p.11.

336 Brilish Medical Assoctation, 2000, gp. ¢if., p.9.

337 If an advance directive has been revoked, then all existing coples of that directive shaud be destroyed for the same reasons.
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The ICB recommends that an advance directive should be stored safely, but. in
such a way that it is easily accessible when required. For example, individuals
could keep a copy of their directive themselves but also store their directive in
a variety of other locations, such as in their medical records either with their
GP or another doctor, or in the hospital or nursing home where they are being
cared for or treated. Individuals should also keep a copy of their directive with
any proxies they have nominated, and even with members of their family-and
those close to them if they so wish. At the very least, family members and
others close to the author of the advance directive should be made aware of
its. existence. It is important that, in cases where an individual has altered an

| advance directive, all persons and institutions storing a copy of the advance

directive have the most recent, and therefore valid, copy of the directive.
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Concluding Comments

It has been proposed that the role of an advance directive is to "stimulate reflection, communication,
and exploration of fears and possibilities with physician and family”.3*® Communication regarding
advance directives and end-of-life decision-making should not only be considered at the level of the
individual drafting an advance directive but also at a general level. There is a need for increased
awareness of and education about the issues surrounding advance directives for all concerned, from
the general public, to doctors and other healthcare professionals.

Despite substantial interest in and public support for the concept and importance of advance
directives,? the actual uptake of advance directives is quite low in most countries, for example,
in the US figures vary from approximately 20% to 25% 349 341.342.343 white in Germany the uptake
is between 15% and 18%.%* As previously noted, an Irish Hospice Foundation survey in 2004
suggested that the uptake of advance directives in Irefand was approximately 14%,%5 whereas
119% of respandents to the public consuliation for this opinion stated that they had made advance
directives 36

There are a number of reasons proposed for the lack of uptake of advance directives, such as a
generalised reluctance to face death or the tack of public awareness in relation to advance directives
and the complexity of the documentation involved.

The measures outlined above regarding the drafiing and implementation of advance directives
are also applicable to those individuals without advance directives, since they are relevant to
medical treatment and care in general, but particularly end-of-fife treatment and care. Increased
communication and discussion between all parties, i.e. individuals, their families and others close
to them, doctors, and other healthcare professionals, will not only help to provide an insight into
an individual's preferences regarding future treatment and care. It wili aiso enable all parties to be
better prepared for these and other future treatment situations. While advance directives are widely
advocated for end-of-life decisions, they should be seen as part of an overall process that aims to
adjust and improve the culture of end-of-life treatment and care for all parties concerned.

338 O'Neill, og. cil.

339 Dannelly, op. cit,, p.&5,

340 Fagertin and Schineider, op, .

341 Hecht and Shiel, op. eil.

342 Crane, MK, Witink, M and Doukas. DJ 2005. Respecting End-of-Life Treaimani Preferences, American Family Physician 72 (7). 1263-1268.
343 The Presidenl’s Councll on Bicethics, 6p. cit., p.71.

344 Personal communication with the German National Ethics Conil.

345 Wrish Hosplee Foundation Survey, op. cit., p.21.

346 See Appendix 1, The Public Consultation.
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Appendix 1:
The Public Consultation

Introduction

In accordance with the policy established at its inception, the rish Council for Bioethics has carried out
a pubtic consuMtation in connection with its current work on the topic of advance directives. As was the
case with previous such exercises, the present consultation has been responded to very positively. The
public contributions have aided the ICB to a great degree. This input to the current study is gratefully
acknowledged by those engaged on the study and by the ICB itseif.

The results of the consultation, each response to which has been individually studied and
archived, have been one of the key elements in the preparation of the preceding document and have
helped in the development of the views set out in the document. The details of the consultation ~ its
procedures, responses, and assessments, for example — while of undoubted interest to the reader of
the document, would not lie easily in the body of the document and are, accordingly, presented in
depth in the present Appendix. -

Initial Procedures

The initial stage in the consultation was its public announcement in the broadcast and print media in
May/June 2006, Details of the channels used are presented in Figure A. A specimen press advertisement
is shown in Figure B. Interested members of the pubfic were invited to submit their views by completing a
questionnaire, which was available in hard copy from the ICB Secretariat or online at the ICB website.

The design of such a questionnaire is the most important element of a consultation. It must be
clear, unambiguous and uncomplicated; it must elicit objectively the views of a respondent; and it
must permit the respondent to submit his or her own comments on matters, which it may be feit
have not been covered adequately or at all in the questions posed. The 1CB decided on a modified
version of a guestionnaire, which had been published by the British Medical Council. The relevant
reference is given at the end of the issued questionnaire, which is presented as Figures C1-C4.
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Figure A - Advance Directives: Public Consultation

Advertising:

IshTimes .. ...... .. ... ... May 15th

trish Independent . .. ........... ... ... ...... May 15th

Irish Examiner. ., . ... . ... . . . i May 15th

Metro ... . May 15th, 16th, and 17th

Link to Age Action Website

Publicity - Radio:

Newstalk 106 {(Damien Kiberd}. . . ... .. .......... May 16th
South East Radio (Ellen Smith} . ................. May 19th
RTE(PatKenny) ........ooooveieenn.. May 24th
Highland Radio {Shaun Doherty} . . . .............. June 8th

Publicity - Print:
Sunday Tribune . .. ... .. . L May 21st
Irish Times Health Supplement . . ................ Jung 13th

Flgure B- THE Imsn Council For
BIOETHICS

ity n

INVITATION TO PARTICIPATE IN A SURVEY
ON ADVANCE DIRECTIVES/LIVING WILLS
FROM THE IRISH COUNCIL FOR BIOETHICS

The Insn Council for Bioethies 1s consiganng e cthical ang lega!
550ues sUrounting advance deectrves and wheiher ihere 1s a demand
o a necessidy lor advance duectives, legally binding or atherwss, in
lrelang.

An advance directive/Insng will 18 a slatement mace by 2 compesen;
adul; redating 1o ihe type and eatent of medica! ireatments they would
or woulg not want ;0 underga 1N the fulure shoukd they be unable to
express their washes al thal dme,

In preganng s 1eport the Councll wishis 1o survey pubkc opimon in
Ireland on ifus mattas, It shereiore inates interested members of the
public, professional er voluniary orgaresations 1o fil in & guesionnaire,
Questionnaires are available rom the Irish Council for
Bioethics, 19 Dawson Street, Dublin 2 {ph: 01 6380920)
and mus! be returned by 16th June 2006. Submissions ¢can
also be made via the Bioethics website, www.bicethics.ie.
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Figures C1 - C4.

], L y
r~ a

4

r A |

h 4

For office use only

ADVANCE DIRECTIVE/LIVING WILL SURVEY

An advance directive/living will is a stalement made in writing or orally by a competent adult
relating to the type and extent of medical treatmenis they would or would not want te undergoe in
the future should they be unable to express their wishes at that time. In some cases advance
directives can also include a proxy directive, whereby the person who made the directive
nominates someane {proxy) to make medical treatment decisions on their behalf should they be
unable to express their wishes. An advance directive is not enforceable if the actions
outlined in it are themsetlves illegal, e.g. request for euthanasia.

The Irish Council for Bicethics/Comhairle Bitheitice na hEireann is currently considering the ethical
and legal issues surrounding the feasibility, format, content and implementation of advance
directives and whether there is a demand or a necessity for advance directives, legally binding or
atherwise, in lreland. In preparing its report the Council wishes ta survey public opinion in Irefand
on this matter, Please use this form to let us know your views. Responses will be treated as
confidential. Extracts of unatiributed comments made in section 12 may be quoted in the final
report. Thank you for taking the time 1o respond.

Questionnaires must be returned by 16th June 2006.

Gender Male Fermale
[] L]
Age Group 16-25 26-35 36-45 46-55 56-63 66+
Education Primary Lwr Secondary™  Upr Secondary? Third Level
Religious Beliefs Yes No
Health Status Good Fairly Good Fairly Poor Poor
* Lower Secondary equivalent to Junior Cartficate
! Upp#t Secondary equivalent to Leaving Cenificate
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1. Please indicate if you have encountered any of the following three experiences
in the last five years.

Hospitalisation {yourss!f) Yes D No [:l
Hospitalisation (family member) Yas D No D
Death of a family member, relative or friend Yes D No D

2. Please indicate if you had ever heard of the words “advance diractive"” or “living
will” before this survey, (Respond by choosing one of the three answers below).

) Yes D

Yes, but | was unsure of it's meaning D

No |:|

3. Have you actually written up an advance directive/living will or any decument
concerning your future medical care?

Yes D No D

4, Due to an iliness (i.e. stroke, dementia) or accident (i.e. traffic accident), you may
becomse incapable of communicating your decisiens. In such a case, do you feel itis
better to have expressed your wishes in advance regarding medical treatment?

Strongly agree D
Moderately agree D
Moderately disagree D
Strongly disagrea ’:I

For those of who have chosen strongly or moderately agree please answer
Questions 5 - 10.

For those of who have chosen moderately or strongly disagree please move onto
Question 11.

5. Piease indicate the reasons why yocu feel it is better to have expressed your wishes
in advance regarding medical treatment (You may tick more than one box).

| want to undergo the ireatment of my choice

There may be differences in opirions batween family membars

| do not wish to burdan my family with end-of-life decisions

[ want to make known my wishes regarding being an organ donor
| want to seriously consider my end-of-life decisions

I do not trust the current medical profession

| want to dacide for myself

N

Other (please elaborate using section 12 of the form)
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Please indicate what you might like to express in an advance directive,
{You may tick more than one box).

Trealment related decisions in the case of becoming terminally ill
{e.g. whether or not you wish 1o receive life-prolorging treatment)

Treatment related decistons regarding “pain” during terminal stages
{e.9. whether or not you wish to be treated with painkillers)

Whather or not you would like to be informed of your diagnosis/
prognosis {e.g. heaith information to be directly disclosed to you)

Treatment relatad decisions in the case of long-term coma

Whether or not you would like 1o be artificially ventilated in the terminal
stages of illness

Whether or not you would like to be an organ donor for transplantation
Whather or not you would like to donate your body for educational purposes

End-of-life treatment related decisions {(e.g. whether you would
like to die in the hospital)

[ 1y O I O

Other (please elaborate using section 12 of the form)

Please indicate how detailed you would like to describe your treatment options
when creating an advance directive,

As detailed as possible {.e. grant or withhold specific treatments) D

General preferences {ie. statement about personal values and D
treatment preferences)

Other (please elaborate using section 12 of the form) D

Supposing you have created an advance directive please indicate to what extent
you would like to be treated according to your advance directive.

My advance directive should be strictly observed D

As much as possible; yet as long as my reasons are observed, D
the advance directive does nol need Lo be strictly abserved

Just as a reference D

Please indicate how you would like to record your advance directive.
Documentad (written document or voice recording)

Crally to someone who will act in accordance with your wishes {proxy)

I

A combination of a document and a proxy
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THE IrtsH COUNCIL FOR

BIOETHICS

COMHAIRLE BITHEITICE NA HEIREANN

Please return forms to:
Public Consultation/Advance Diractive
Irish Council for Bigathics

Academy House
19 Dawsan Sirzet, Dublin 2

Necassary
Unnecessary
Do not know

10. Do you feel such documents need to be legally binding?

L]
L
]

11. Please indicate the reasons why yeu feel it is not better to express your wishes in
advance regarding medical treatment. (You may tick more than one box).

My family will make such decisions when the time is needed

My doctor will make such decisions when the time is needed

1am currently healthy, there is no need 1o consider such decisions

Al my present age, there is no need to considar such decisions

I have no information about advance directives

[ foal that | will never be in situation whare | would need an advance directive

It is impossible to think of such decisions for it is impossible to
imagine myself in such a situation

L Oodooso

| do not want to think that | will eventually die or lose my memory

12. Please usae this space to express any additional views you may have on advance
diractives (additfonal pages can be used).
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It will be noted that the questions are preceded by an explanatory note, which defines the term advance
directive and gives the context for the present study by the ICB. The topic under consideration was likely
to be much less familiar to the general public than the subject of previous consultations (e.g. genetically-
modified ¢rops and foods). Such probable unfamiliarity would not, however, imply that the topic would
not be of interest or possibly even concemn to members of the public once they became aware of its
impfications. Indeed, part of the rationale behind the undertaking of this study by the ICB was the
perceived need o create awareness of a subject that has considerable ethical and legal implications.

A second section prefacing the actual questions sought personal {though anonymous) background
details of the person responding to the questionnaire. Such information is most useful when the
information submitted is being assessed and placed in context. Thanks are due to all who proved the
details sought. A final point rmade was thal the responses to the questionnaire would be confidential and
unpublished, although extracts of salient comments made by individual respondents might be quoted in
the final document..

The Public Response

In all, the ICB received 429 submissions — 67 on questionnaire forms and 362 online. This very
satisfactory input by respondents was most gratifying to the members of the Rapporteur Group, not least
because of the volume of detailed information provided. The individual submissions were logged and
scrutinised by members of the ICB Secretariat, who produced as a working document a detailed statistical
analysis of the information received. This document forms the basis of much of the present Appendix.

The Findings Of The Consultation

in the following pages, the findings are presented and discussed under the headings of (a) the prefatory
background detail information and (b) the questions posed, taken individually, in order. In regard to (a},
an additional item of information is the country of residence of the respondent.
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Background Personal Information

Response | Respanse

Gender Percent Total
Male [N 32.9% 141
Femate | 1% 298

Staiislics based on 429 respondenis.

Female respondents outnumber male by slightly over 2:1.

Response | Respanse

Age Group Percent Total
15-25 N 8.2% s
26-35 2% 134
36-45 | , 14.7% 63
+-55 N 15.6% &7
56-65 [ ] 16.8% 72
b6+ | 13.5% 58

Staiistics basad on 429 respondents.

The number of submissions from persons in the younger age groups is an interesting finding, as it is often
assumed that health-refated cares are the concemns of the older generations. Submissions from those in
the under 35 age groups were atmost exclusively submitted online.

Response | Response

Education Percent Total
Primary [} 14% 6
Lwr Secondary [equivalent
to Junior Certificate) . 3.7% 16
Upr Secondary [equivalent
to Leaving Certificate} _ 13.6% 58
Third Level | 8t.a 47

Slatisiies based an 427 raspondents.
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e s X . ‘Response | Response
Religious Beliefs Parcent Tatal

[
-

Siatlistics.basedion 429 respondenis,

Response | Response

Percent
[ e S—— o w
[ Fairly Good | [N [ s s ]
[ FeryPr@ .
[ Poor ][] 4}{ 1.6% j}[ 7 ]

Statisiics-basedion 428 réspondents.

The fact that virtually all respondents enjoy good or fairly good health indicates the perceived relevance
of the topic among those without current health problems. It is also, most likely, a good indicator of the
latent interest in the subject among thase currently aware of it or its implications.

. Response | Response
Residence Percent Total

reland [ e 409

[ other |l 2
S1atistics based on 425 respondents. )
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Responses to the Questions posed

Q1.

Please indicate if you have encountered any of the following Respanse | Response
three experiences in the last five years Percent Total

Hospitatisation [yourseif] _ 35.8% 134
el om  m
ffamily member}

Death of a family member,
relative or friend

L 70.1% 262

Siatisii¢s based on 374 respondenis.

While it would not be valid to extrapotate from data for a limited number of persons to the public in
general, it is nonetheless evident that there are circumstances in which ill-health or mortality have a major
collective influence on people's lives.

Q2.

Please indicate if you have ever heard of the term
ia . T iy . - . Response | Respense
advance directive” or “Living will” before this survey Percent Total

ves N 75.3% az3
Yes but | was unsure of
its meaning L 14.2% 81
No N 10.5% 45

Stalislics based on 429 raspondenis.

Although some 90% of respondents were aware of or understood the terms in question, it must be
recognised that the respondents are a self-selecting population with an interest in the topic.
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Have you actually written up an advance directive/living will Response | Respanse
or any document concernlng your future medical care? Percent Total

ves N 1.2% 48
o i L

Statistics based on 427 respondents.

in 2004, 14% of a representative sample of the Irish public stated they had written an advance directive
in a questionnaire commissioned by the lrish Hospice Foundation. In countries such as the US, where
there is a legal framework for advance directives, it is estimaled that 20-25% of the general public have
made an advance directive.

Q4.

Due toillness [i.e. stroke, dementia) or accident [i.e. traffic. accident,
you may become incapable of communicating your decisions..in

such a case, do you feel it is better to have expressed your wishes

in advance regarding medical treatment? Response | Response
R Percent ) Total
[ Strongly Agree _ ‘. 73.5% 37 }
l Moderately Agreq _ 19.1% _}

( Moderateiy Disagree I T ) | 19% ]

L Stronglylsagree]_." - ” ) 5.1% ][ 22 —I

Statistics.basedion 429 respondents; 0 fillered; 0 skipped
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Please indicate the reasons you feel it is better to have
expressed your wishes in advance regarding medical
treatment. (You may tick more than one box] Percent

Response | Response

atoment o e 2% 20
treatment of my choice |} ’

There may be diferences in I
the opinions between
family members

S| I B N
[

I do'not wish to burden

my famity wit enc-of-te (NN oa% 255

decisions { .
L _ — e, —— L -
1
| do not wish to burden l :‘
my family wit end-of-life 'osda% || 23
decisions I ” :
|
— — ( - ——— — — ! —
| want to make known my
wishes regarding being an 5B.5% ] 216

il _

| want to seriously consider
my-end-of life decisions _ 13.3% 49

— —_—— = — e - - e e — ——

| want to decide myself

Other [please elaborate in |
the final section of the form) ::] i 6.2% 23

Statistics based on 369 respandems.

The views indicated-are self-explanatory and reflect the principal concems relevant to actual or potential
future health concerns.
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Please indicate the reasons you feel it is better to have
expressed your wishes in advance regarding medical Response | Respanse
treatment. [You may tick more than one box] Percent Total

] Treatment related decisions
in the case of becoming
terminally ill [e.g. whether or
not you wish to receive life- |
prolonging treatment

90% 332

,“.7_
]
|
i
|
L

Treatment related decisions
regarding pain during
terminal stages (c.o. | san || 2
whether or not you wish to |
be treated with painkillers I

Whether or not you would ‘
like to informed of your |

diagnosis/progrosis oo/ N

health information to be |

directly disclosed to you |

Treatment related decisions

in the case of long-term _ 83.2% 307

coma

i Whether or not you would
ated intne rermina, NN 3
ventilated in the terminal | 83.5% w8

stages of illness | : |

Whether or not you would

like to be an organ danar | 75.9% 260

for transplantation

———— qr._ - — —_———
|

Whether or not you waould ‘

like to donate your body for — 49.3% 182
|

educational purposes

_ - v - — - - — — — it  J— R |

would like to die in the
hospital

End-o!-life treatment related r ‘[ [
decisions [e.9. whether you l ‘ 71.8% ‘
| |

I Other Iplease elabarate in -
the final section of the form| ;

— e O

Statistics based on 369 respandents.

The range of subsidiary questions presented under this heading covers the principal factors relevant to an
advance direclive.
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Please indicate in-how much detail you would like to describe Responsé | Response

your treatment options when creating an advance directive. Percenl Tatal
= - - - Ep— : - . ——
As detailed as possible
le.g. grant or withhold
specific treatments] g_ 44.5% 163

. - - oy - .o

General preferences [e.g. | [
statement about personal it
values and treatment _ || 52.2% Ji ™

preferences l

Other {please elabarate in i
the final section of the form) p. 3.3% 12
- @@ .

Statistics based on 346 respondents.

‘The:respondents were:more or'less equally divided in'relation to the form an advance directive should
take. The:specificity of ‘a directive-would' have implications with respect to'the legal validity. of the
directive:

Q8.

Supposing you have created an advance directive please

Indicate to what extent you would like to be treated
. . i Response | Response
according to your advance directive? Percent Total

..__]- —_——— e —— — e — — JR— —_ - —
My advance directive I
should be strictty [ 42.3% 154

observed

As much as possible: yet as long 1 |
strictly observed ‘

a5 My reasons are observed. the — '
advance directive does not need to he 54.1% 197

Just as a reference . .6% . 13

Siatistics based on 364 respondents.
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Please indicate how you would like to record .
e " Response | Response
your advance directive, Percent Total

Documented [written \|

document or voice 1— 46.3% M
recording) !

— L - - - P

Orally to someone who will ]
act In accardance with your | I &% 22
wishes [a proxy]

A combination of 4 |y -
document and a proxyi[ . A% 176
J —_ -——

Statistics.based on 36% respondents.

e p——

The submissions indicate that over 90% of respondents wish to have their directive recorded in the form
of a written document. Half of this group would also fike to appeint a proxy Lo interpret their directive. This
may reflect a desire to ensure that ihe advance directive is complied with.

Q 10.

Response | Response

Do you feel such documents need to be legally binding? Percent Tatal
C Necessay NN 0 RN
[ Unnecessary ]- l[ 13.3% ][ l-?J
; Do not know _ ';_éo.ezs ml"ﬂu)J

Stanistics based on 349 respondents.

Two-thirds of respondents stated that an advance directive should be legally binding. The number of
uncertain responses is significantly higher than in other cases, which may reflect the general uncertainty
surrounding the legality of advance directives,
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Please indicate the reasans you feal itis NOT better to
express your wishes in advance regarding medical treatment. Respanse | Response
(You may tick more than one box] Percent Totat

S

My family will make such
decisions when the time is
needed

My doctor will make such

decisions when the time is _ J 50% “ 13

needed

L am currently healthy, there H )
is no need to consider such . | 8% 1
decisions I/

e __ - .- H -

At my present age , there is
no need te consider such
decisions

| have no information
about advance directives

~
~
R
L]

| feel that | will never be'ln a

situation where | will need || 11.5% 3
advance directives 1! I
1

It is impassible to think of [
such decisions for itis - a

impossible ty imagine myself 1.7% ! 2
in such a situation I
. —_—— pr— —_— - . I .,
! 17
I do not want to think that | ] {
will eventually die or loose v 3.8% 1

my memory |.‘

Slalistics.based on 26 respondenis.

Ql2.

_P_lease use this space to expres§ any additional views Response | Responso
you may have on advance directives Percent Total

— —_—— - - -_— e —
148

Statistics based'on 148 respondénis.

This heading is;presented above merely as the final elemient of the questioninaire, ‘although it-is, of Course,
a key element of the consultation..Dueto the necessarily unique nature of the individual replies, they.
‘require separate consideration, which is:presented below,
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Analysis of the Responses Made Under Question 12

In all, 149 respondents made additional comments, covering a wide range of topics, under question 12.
These provided a great deal of valuable information, the salient efernents of which are discussed below.
The submissions under consideration may be divided for convenience into broad categories. The first
relates to advance directives in all their aspects — the philosophy underlying them; their legal status, their
periad of currency; their implementation; and their implications,

Second are those responses dealing with practical issues and problems, which it is perceived may arise
in connection with the drafting and implementation of advance directives. Third, there are a significant
number of submissions in which opinions on the medical profession are expressed, and which merit
separate consideration. Fourth, there are some respondents who consider that advance directives should
cover some issues peripheral to medical treatment, but which are nonetheless relevant.

It should be understood that the above calegorisation is arbitrary and has been made for purposes
of clarity only. There is no ranking or weighting of the four groups, which manifestly are inter-related,
and should be considered as together forming a whole. It is recommended that the reader consider this
section in its entirety, because of the interdependence of views categorised under different headings, the
designation of which derives fargely from the content of the individual submissions.

The Contents of an Advance Directive

The present document has considered in much detail all relevant aspects of advance directives, including
their contents and scope. It is not the intention to rehearse these topics here, but as respondents to the
survey have expressed their opinions as to the contents of directives, it is important that the subject be
dealt with briefly in this Appendix.

Respondents have expressed the views that the contents of an advance directive should include: {(a)
details of medical treatment to be administered when the patient is incapacitated, (b) a specification of
“ownership" of such treatment by the patient, and (c} a description of the treatments that the patient does
not want administered. One submission notes that the most significant element of a directive is a refusal
of treatment.

Total number of submissions on lopic: 4
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Life and Death i1ssues

This heading appears in advance of the detailed presentation on directives, as i touches issues that are
fundamental to the very concept of advance directives and their contents. The view was expressed in one
submission that death issues were as important as life concerns, and this was reflected in the marked
division of opinion among respondents. Some were of Lhe view that patienls should die a natural death
without medical intervention apart from palliative care, natably relief of pain, that life decisions were in
the hand of God alone, and that it was morally and ethically wrong to change God's plan. However, other
submissions were emphatic that the right to decide on life or death belonged to the patient.

Total number of submissions on topic: 14

The Legal Status of Advance Directives

Over one-fifth of respondents commented on various aspects of the legal status of advance directives,

the clear consensus being that such directives should be legally binding and that there should therefore
be legal cerlainty that the patients’ views expressed therein would be implemented. Advance directives
should be legally defined without any ambiguity. individual respondents commented that such directives
should not be overridden, by either the patient’s next of kin or by a proxy; in the latter case guidance only
was considered permissible.

Some of the respondents expressed doubts aboul the desirability of advance directives heing legally
binding, though they stated that the wishes contained in advance directives should be followed. At
present, both patients and medical professionals were legally vulnerable, in the view of one respondent.
(One submission considered that there should be legal protection for healthcare professionals not
observing advance directives.) Another expressed doubt that advance directives would be valid in
circumstances where the patient was incapacitated, while another submission noted that while legally
binding advance directives appeared acceptable, their implementation could still be a matter for the
couris.

Only two submissions were expressly opposed to incorporation of advance directives in legislation, and
one respondent took the view that legally binding advance directives would be against the Constitution.
However, it was apparent from views recorded under other headings that the number of respondenis
opposed to advance directives having legal force was greater than at first seemed apparent.

Two final views were expressed under the present heading. One raised the question as to whether a
patient could forego treatment without having made an advance directive, and the other stated that at
present any directive could be open to interpretation and that the law should be definite and “insisted that
no medication or treatment could be withheld.”

Total number of submissions on topic: 33
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Patients’ Wishes

The views considered under this heading overlap considerably with some of those expressed elsewhere

in the present discussion, but it has been considered useful to summarise in this Appendix the express
comments on patients’ individual wishes, which lie at the heart of any discussion of advance directives. It
should be noted that the total number of submissions on patients’ wishes is separate (and additional) to
similar totals under other headings.

Several respondents stated that in any consideration of treatment of terminally ill or incapacitated
palients, their express views were the deciding factor and should be strictly implemented. While patients’
wishes should be expressed to doctors and others, healthcare professionals should not disregard these
wishes in order to avoid conflicts with a patient’s farnily. The autonomy or independence of patients
should be preserved even when they were incapacitated.

The view was expressed in severa! further submissions that a patient’s life should not be prolonged
if the patient was in a vegetative state or if the future quality of a patient's life was likely to be poor.
Reference was made in some responses to palliative care, notably the relief of severe pain, which in cases
of terminal iliness should be the sole form of treatment given.

Total number of submissions on topic: 21

Patients' Rights

Although there is a very close relationship with the heading "Patients’ Wishes," it is appropriate, in view
of the comments made by respondents, that there should be a separate heading relating to the matter of
patients’ rights.

The principal perceived rights of patients are the following: {a) the right to consent to or refuse medical
treatment(s); {b) the right to make a legal statement of their preferences; (¢) the right to decide who
should be made aware of a patient's medical condition; and (d) the right to have wishes expressed in
regard to organ or body donation, or in regard to transplantation, respected. It may be noted that the
aforementioned has proved contentious in families, according to some respondents, with the patient's
wishes either being ignored or imptemented only with a degree of family dissention. Views in regard to
donation are very strongly held by those expressing them,

One final view expressed was thal the lives of the vulnerable should be respected in accordance with
their wishes, with no other person assuming a power of decision.

Total number of submissions on topic: 11
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The Role of The Family

The great majority of responses in favour of the making of advance directives provide as ane of the
principal reasons for doing so the perceived benefits to the families of patients. The submissions
repeatedly take the view that if a family member is incapacitated or terminally ill, members of that family
are already under such stress and trauma that they should not be faced with life or death considerations
on behalf of a loved cne. Further, it is considered that a divergence of opinion within a family in regard to
a course of action could lead to tension and, possibly, disputes.

Those supporting advance directives believe that the prior preparation of a directive, with a clear
statement of a person's views regarding future medical treatment, would offer considerable relief to family
members when grievous ill-health occurs. It has been suggested that a proposed advance directive
should be discussed within the family, and that, possibly, there could be counselling and appropriate
consultations.

Total number of submissions on topic: 23

Creating or Increasing Public Awareness of Advance Directives

Several respondents considered that the survey was timely and that there was a need for public
awareness of the importance or relevance of advance directives. Education on the subject was thought
advisable, possibly commencing in the schools. One submission took the view that education and
discussion on the topic would best be carried out through the public media, where it would not be
influenced by perscnal circumstances such as a family iliness or bereavement.

Tolal number of subrmissions on topic: 11

Advice and Guidance in Making an Advance Directive

There was a clear wish among some respondents that advice, guidance and information be provided to
assist prospective patients and their families in the making of decisions o be enshrined in an advance
directive. It was suggested that detailed inforrmation should similarly be available in order that an advance
directive would be unambiguous. Several submissions proposed the drawing up of a standard advance
directive form or “universal legal template document”™, It was suggested that any such form be circulated,
before issue, to all interested parties for comment. One respondent also recommended guidance for
healthcare teams.

Total number of submissions on topic: 10
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Perceived Benefits / importance of Advance Directives

Nearly forty submissions fall under this heading and, again, lhere is overlap with some views expressed
elsewhere in this Appendix; once more, however, the total given below for submissions in this category is a
dstinct, additional one.

The perceived benefits to patients’ farmiiies have been discussed separately, but an additional view may
be noted, the submissian stating that if the patient’s family was {(or, presumably, was likely to be) around
at the-time of critical decisions there would be no need for advance directives, but if there was no family
presence an advance directive should be made.

Benefits of advance directives as cited in the submissions are the following: (a} advance directives give
individuals control over their medical care at a future time when they may be incapable of taking such
decisions; (b} legally binding advance directives give healthcare professionals a framework in which to work;
{c) advance directives can help reduce shortages of body/organ donors; and {d) an advance directive may
remove the indignity of medical resuscitation if further treatment of a patient is likely to be futile.

However, an opposing view is expressed in replies which state (a) that there is never a need for an
advance directive and (b) that advance directives have more to do with cost than with ethics, it being
cheaper to create a climate in which the old or terminally ill will feel they have fewer rights.

Total number of submissions on topic: 37

The Worth of Advance Directives

A considerable number of respendents made the point that it was practically impossible for the authors of
advance directives (unless cuirently ill} to anticipate their views on future medical treatment. Firstly, the
authors could simply change their minds, for whatever reason, and, secondly, nobedy could foresee what
medical advances might occur in the possibly lengthy period between making the directive and needing
medical treatment. The view was expressed that advance directives should be staterments of principle, and
that they should be time-specific. To definitively specify medical care couid, if an advance directive is fully
observed, prevent the current best treatment being given.

Although one respondent took a different approach, suggesting that advance direclives should be quite
detailed in order to cover various future medical situations, the clear consensus was that advance directives
should be reviewed and/or updated after a suitable interval in the light of prevailing circumstances.

Related observations were (hat, where uncertainty arose in regard to treatment at a fuiure time when
medical advances had been made, it could be claimed that the directive was not based on an “informed
decision”: and that a review provision wouid take account of current medical and family circumstances. One
respondent expressed a concern that, if there were a change of mind on the part of an incapacitated patient
in the light of events, how would he ar she make this known.

Total number of submissions on topic: 23
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Attitudes Towards the Medical Profession

Respondents were divided in their views on the medical profession; some expressing unqualified trust,
and others equally emphatic distrust. Two submissions noted that advance directives were unnecessary,
as healthcare professionals would behave ethically in any event, and, equally, hospitals would have a
commitment to preserve life. Others noted that patients would or should trust the medical profession and
that some decisions should best be left to healthcare professionals, there being no rational alternative to
this. One submission noted that the ultimate decision should be left to doctors and nurses, with advance
directives there to guide them (sic) — families were likely to be too emational to make objective decisions.
In practice, decisions were often made in accordance with family, not patient, wishes. A proxy with a
documented directive should wield major influence and should decide on a course of action if conflicting
opinions arise.

In contrast, two respondents thought that the choice of treatment, where an advance directive existed,
should not rest with the medical profession. A further three submissions expressed doubts that medical
personnel would abide by an advance directive, with one respondent stating that some professionals
have ignored patients’ wishes specified in an advance directive, Other respondents stated that healthcare
professionals must be guided ethically by an advance directive where one existed, and one respondent
commented that a directive should be implemented even if in conflict with the views of the patient’s
family. Respondents reported cases of nurses’ insistence on treatment despite expressed views and of
doctors persisting in further tests when the patient was clearly terminally ill,

Total number of submissions on topic: 20

Medical Treatment

Respondents stated that treatment must always benefit the patient. There should be no “heroic treatment”
in cases of terminal illness, and there should be no strenuous treatment given to elderly patients. Although
one submission stated that doctors should not hasten a patient’s death against their wishes, and another
posed the question of life support in a case of coma with the possibility of recovery, all responses were
opposed to the prolongation of life on the basis of doctors’ or family wishes, or where there is no hope of
recovery, or in terminal illness.

Total number of submissions on topic: 18
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Euthanasia or Legalised Assisted Death

The subrnissions covered a wide spectrum of opinion, ranging from total opposition to advocacy of
voluntary euthanasia as a human right. Maost respondents refer specifically to the need for the old and
vulnerable to be protected from euthanasia. One submission notes that the experience in countries that
permit euthanasia is that directives promote a “culture of death,” and, further, could lead healthcare
professionals into regarding vulnerable groups (e.g. elderly without relatives) as “bed-blockers," and could
possibly result in healthcare professionals making decisions leading to the accelerated death of such
patients.

Two submissions critical of the present survey, discussed earlier, have expressed fears that euthanasia
coutd be permitted, and another considers that advance directives could assist a “vocal minority™ in
forcing the country to introduce euthanasia. One respondent notes as “a sad fact” that euthanasia is not
even discussed in Ireland. Several submissions take the view that patients who wish to hasten their own
death should be free to do so.

Total number of submissions on topic: 25

Detailed Aspects of Advance Directives

While the principal thrust of submissions in regard to advance directives concerned the manner in
which patients’ wishes regarding future medical treatmenl were faken into account, a considerable
number raised points of detail, some of which are of paramount importance. The following paragraphs
list, and comment on as appropriate, these ancillary considerations, as highlighted by respondents. For
convenience, they are dealt with under separate sub-headings.

Patients' Religious Beliefs

Specific reference was made to the importance of religious beliefs to individua! patients and to the need
that such beliefs should be respected in any decisions taken. One respondent had membership of a
minority religion and had felt vulnerable within the Irish medical systern, taking the view that it should not
be up to a hospital to take ethical decisions on a patient’s behalf. Another submission stated that medical
treatment decisions should not be influenced by a Judaeo-Christian viewpoint.

Total number of submissions on topic: 4
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Nomination of Proxies

Several respondents considered the nomination of one or more proxies to act on behalf of a patient
incapable of taking a decision on medical treatment. However, there was no clear consensus on the exact
role of proxies. One submission noted that proxies should have the right of interpretation and/or decision
regarding treatment, depending on the exact circumstances of a case.

Total number of submissions on fopic: 4

Competence to make an Advance Directive

Two respondents considered the minimum age of competence for the making of a directive. One noted
that this question arose because of the present uncertain legal position of those aged between 16 and 18
years, adding the view that the question should be resclved before directives were introduced. The second
stated that the minimum age should be 18 or 21 years. Another submission made the point that persons
wishing to make a directive should be deemed fit to do so, lest there be future contention on this point.

Total number of submissions on fopic: 3

Donation of Body or Organs for Research or Transplantation

Severa! submissions highlighted this topic as a key element of advance directives, and as a reason for
making directives. Respondents noted cases of family dissention over the express wish in an advance
directive to donate, with the patients’ wishes being overruled. Such wishes should be respected and the
present situation where they can be ignored rectified.

Total number of submissions on topic: 4

Attitudes of Solicitors

Three respondents commented on experience with their solicitors. In one case the solicitor was

unaware of the advance directives concept, while in the other two instances there was a refusal either
to incorporate the elements of an advance directive in a normal will or even to discuss the concept. In
the latter instance, the solicitor's religious befiefs were cited as the reason. It may be added that one
respondent, on consulting a dector on making an advance directive, was informed that the matter would
have to go to court

Total number of submissions on topic: 4
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Additional Content of Advance Directives
Four respondents expressed the view that advance directives should incorporate patients’ views (whether
for or against) such matters as memorial service(s) and choice of interment or cremation.

Total number of submissions on topic: 4

Notification of Existence of Advance Directives

Several submissions made the point that if patients had made advance directives il was essential that
hospitals and healthcare professionals should be aware of the existence of these directives. Among the
suggestions offered were that there should be a formal register of advance directives or, alternatively, a
database, which could be readily accessed when required.

Jotal number of submissions on topic: 4

An Overview of the Above Responses

Although a great deal of valuable opinion was provided by the respondents, who clearly considered

their responses carefully, the ICB is aware of the danger of over-reliance on the guantitative results of

the survey. This point is elaborated on in the final section of this Appendix. The survey has been very
worthwhile as a qualitative exercise, in that it has highlighted all the obvious, as well as many latent
considerations, which might be expected to apply to advance directives. Further, it is always helpful when
respondents express their apinions in their own words and at their chosen length. This helps {o eliminate
“second-guessing” of the views of the public, as the submissions are wholly authentic.



Is it Time for Advanced Healthcare Directives?

Conclusion

Some 429 people respended to the public consultation, providing the ICB with a considerable body of
valuable information. However, while the detailed data constituted an important input to the current
study, it must be borne in mind that the information was submitted by a narrow sector of the public. The
findings, therefore, should not he extrapolated fo cover a greater range of public opinion.

Further, it wouid appear that the number of respondents indicating experiences of hospitalisation
or mortality (cf. Question 1 above) was rather higher than would have been expected. This is not to
devalue the data in question, but rather to confirm that the implications of the survey responses for a
wider population sector cannot be gauged. However, while the data may be circumscribed in this regard,
they are of particular value in that they derive from actual, recent situations rather than potential future
circumstances.

It has been noted above that the great majority of respondents were at least aware of the concept of
an advance directive, and that many of them expressed clear views as to their future wishes in regard to
health problems. It also emerged from the submissions, however, that despite the relevance of the topic to
many respondents, and their awareness of it, few had taken any action in this regard.

The overall picture is that the respondents in general have positive views as to the relevance and
importance of the advance directive concept, and have advanced several cogent reasons for this, as
well outlining a range of views regarding possible courses of action. However, it is also apparent that,
despite the generally informed nature of submissions, there is a need for further information and, possibly,
guidance in regard to taking positive steps concerming advance directives,

It is hoped that the present document will create an appropriate general awareness of a health-related
topic that, despite its apparently great lack of current recognition, will become increasingly relevant to
people's lives, especially as the options for medical treatment grow in line with advances in techrology.
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Appendix 2:

Submissions Sought by the Irish
Council for Bioethics

Age Action Ireland

An Bord Altranais

Bar Council

Church of Ireland General Synod

Mr. John Costello (E.F. Collins Solicitors}
Humanist Association of Ireland

Irish Association for Palliative Care
Irish Bishops' Committee for Bioethics
Irish College of General Practitioners
Irish Hospice Foundation

Irish Hospital Consultants Association
Irish Medical Organisation |
Irish Patients’ Association

Islamic Cultural Centre of Ireland

Jewish treland

Law Reform Commission

Law Society of Ireland

Medical Council

Mental Health Commission

Mental Health IrelandMethodist Church in Ireland

National Council on Ageing and Older People

Nationaler Ethikrat (German National Ethics Council}

Dr. Shaun O'Keeffe (Dept. of Geriatric Medicine, Merlin Park Regional Hospital, Galway)

Ombudsman for Children

Professor Desmond O'Neill {Dept. of Medical Gerontolegy, Trinity Centre for Health Sciences)

Presbyterian Church in Ireland

Wards of Court Office

Watch Tower Bible and Tract Society of Ireland
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Appendix 3:
Submissions Received by the Irish
Council for Bioethics

The following is a list of the aral and/ar written submissions received by the Irish Council for Bioethics.

A&L Goodbedy Solicitors

An Bord Altranais

Bar Council

Church of Ireland General Synod

Mr. John Costello (E.F. Collins Sclicitors}

Humanist Association of lreland

lrish Bishops' Committee for Bioethics

Irish Hospice Foundation

Irish Hospital Consultants Association

Irish Patients’ Association

Jewish Ireland

Law Reform Commmission

Living Earth

Medical Councit

Mental Health Commission

Methodist Church in Ireland

National Council on Ageing and Qlder People
Nationaler Ethikrat (German National Ethics Council)
Dr. Shaun O'Keeffe (Dept. of Geriatric Medicine, Merlin Park Regional Hospital, Galway)
Professor Desmond O'Neill (Dept. of Medical Gerontology, Trinity Centre for Health Sciences)
Presbyterian Church in lreland

Watch Tower Bible and Tract Society of lreland
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Appendix 4:
Sample Advance Directive Forms
Sample 1

Advance Statement Made Under The Mental Health
(Care And Treatment) (Scotland) Act 2003!

Name of person making this statement:

Address of person making this statement:

I [ name] wish the following views to be taken into account, in the
event of decisions about my care and treatment being mate under the Mental Health (Care and
Treatment) (Scotland) Act 2003, and my being unable to express my views about my care and
treatment at that time.

1. | would like to receive the following treatments:

2. | would not like to receive the following treatments:

3 Signature

1 Reproduced wilh the kind permission of Lne Scoltish Executive. Avallable from the lollowing website:
http:/hwww scotland gov.uk/Resource/Doc26350/0012826. pdf
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4, Witness Certificate? (please see note at bottomn of page)

| certify that in my opinion linsert name of person making advance statement]
has the capacity of properly intending the wishes set out above.

| hereby witness his/her signature.

[signaturel [date of witnessing signaturel

Full name of witness:

Address of witness:

Designation of witness:
[Occupation/category which enables the witness to act as a 'prescribed person’]

You shouid keep a list of the names of everyone who has a copy of this document.

2 Those who can wilness an Advance Statement are: a clinical psychologist entered on the Brilish Psychological Society's register of
chartered psyehologists, a medical practitioner, an occupational therapist registered with the Health Professions Councll, a person
employed in the provision of (or in managing the provision of} a care service, & registered nurse, a social worker and a salicitor.
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Sample 2

Withdrawal Of Advance Statement Made Under The Mental Health
{Care And Treatment) (Scotland) Act 2003

Name of person withdrawing advance statement:

Address of person withdrawing advance statement:

I fname] wish o withdraw my advance statement, which
was signed and dated on [date witnessed] and which was wilnessed by

Iname of wilniess].

1. Signature

2. Wilness Certificate?

| certify that in my opinion ) fname of person withdrawing
advance statement] has the capacity of property intending the wishes set out above.

| hereby witness his/her signature.

[signature] [date of witnessing signaturel

Full name of witness:

Address of witness:

Designation of witness:
[Occupation/category which enables the witness to act as a 'prescribed person’]

3 Repoduced with the kind permission of the Scettish Executive. Avzitable {rom the lohowing websize:
http:ffwww scotland. gov.uk/Rescurce/Docf26350/001 2826 pdf

4 Those who can wilness an Advance Stalemen! are: a clinical psychologist eniered on the Brilish Psychological Society's register of chartered
psycholegists. a medical practitioner, an occupational theragist registered with the Health Professions Courcil, a person empioyed in ke provision of
{or In managing the provision ) a care service. a registered nurse, a social worker and a solicitor.
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Sample 3

Advance Directive For Health Care®

Name:

Address:

Hospital Unit Number:

Itis my express wish that if | shouid develop:

a} senile, severe degenerative brain disease {due to Alzheimer’s disease, arterial disease, AIDS, or
other agency or

b) serious brain damage resulting from accidental or other injury or iliness or

¢) advanced or terminal malignant disease or

d) severely incapacitating and progressive degenerative disease of the nerves or muscles

and have become mentally incompeltent to express my opinion about accepting or declining life
sustaining treatment, and if two independent physicians conclude that, to the best of current medical
knowledge, my condition is irreversible then the following points should be taken into consideration:

+ In the event of a cardiac arrest, regardless of the cause, | should not be given cardiopulmonary
resuscitation.

* Any separate illness — for example, pneumonia or a heart or kidney condition — that may threaten
my life should not be given active treatment unless it appears to be causing me undue physical
suffering.

* During such an advanced illness, if | should become unable to swallow food, fluid, or medication
then these should not be given by any artificial means except to relieve obvious suffering.

* During such an illness, if my condition deteriorates without reversible cause, and as a result my
behaviour becomes violent, noisy, or in other ways degrading, or if | appear to be suffering severe
pain, then any such symptoms should be controlled with suitable drug treatment, regardless of the
consequences on my physical health and my survival, within the extent of the law.

« Qther requests.

5  Reproduced with the kind permission of tha New Zealand Medicai Assotiation, Availabla from the following welsite:
hittp/Awww.nzma.org.n2/patient-guide/atvance-gdirective.pdf
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The object of this directive is to minimise distress or indignity which [ may suffer or create during an
incurable iliness, and to spare my medical advisers or relatives, or-both, the burden of making difficult
decisions on my behalf. ’

~ \ /// /,/
Signed 2T \ " Date
\ \\ \\//
P N \\ \\

Witness 1 A N

\l \ ' \/’/
Witness 2 . /

\\ \> -
Statement by one witness: i declare that in my
. \\ R
opinion the above person\ \\ is of sound mind and
understands the meanlng and xmphc}atlons of this directive.
// ) \‘\ R

Signed |« N Date
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Sample 4

Advance Directive®

i
of

advise that in any circumstance that | am not competent to make a choice about a future healthcare
procedure, should the following situation arise:

~
~

that | accept/decline/withdraw (delete those which are not\éppli\cablé) thé following treatment/s
. re B //

-

s

I confirm that information about the risks, cphsgquen'ces and treatment options of my decision were given

(summarise below):

Name of usual doctor (or Medical Practitioner with the closest relationship with the patient)

Signed (Patient)

Signed {Doctor)
Witnessed {Conlact Person)
Date

Updated/reconsidered/endorsed an
Updatedfreconsidered/endorsed on

Updated/reconsidered/endorsed an

b6 Feproduced with the kind permission of the New Zealand Medical Assoclation, Available lrom Lhe following website:
hitp/fwww.nzma.org.nz/patient-guide/advance-directive, pdf
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Sample 5

Health Care Proxy’
(General Laws of Massachusetts, Chapter 201D)

EXPLANATION

You have the right o give instructions about your own heaith care, You alsa have the right to name
someone else to make health-care decisions for you. This form lets you do either or both of these things.
It alsa lets you express your wishes regarding anatomical gifts and the designation of your primary
physician. If you use this form, you may complete or modify all or any part of it.

Part 1 of this form is a Designation of Health Care Agent. Part 1 lets you name another individual as Agent
to make health-care decisions for you if you become incapable of making your own decisions. You may
also name an alternate Agent to act for you it your first choice is not willing, able or reasonably available
to make decisions for you. Unless related to you by blood or marriage, you may not appoint a person who
is an operator, administrator or employee of a “facility” as defined in Chapter 111: Section 70E of the
General Laws of Massachusetts's as your health care Agent if, at the time of executing the Health Care
Proxy, you are a patient or resident of such facility or have applied for admission to such facility.

Your Agent may make all health-care decisions for you, including, absent a limitation by you, decisions
concerning providing, withholding or withdrawing of a life-sustaining procedure. Unless you limit the
Agent ‘s authority, your Agent will have the right to:

{a} Consent or refuse consent to any care, treatment, service or procedure to maintain, diagnose or otherwise
affect a physical or mental condition unless it's a life-sustaining procedure or otherwise required by
law,

(b) Select or discharge health-care providers and health-care institutions;

{c) Consent or refuse consent to life-sustaining procedures, such as, but not [imited to, cardiopulmonary
resuscitation and orders not to resuscitate.

(d) Direct the providing, withholding or withdrawal of artificial nutrition and hydration and all other forms of
health care

7 Repmduced with the kind permission of USLegalForms.com. Availabie from the following website: hitp:/www.uslegallorms.com

76



Is it Time for Advanced Healthcare Directives?

Part 2 of this form lets you give specific instructions about any aspect of your health care. Choices are
provided for you to express your wishes regarding the provision, withholding or withdrawal of treatment
to keep you alive, including the provision of artificial nutrition and hydration as well as the provision of
pain relief. Space is also provided for you 10 add to the choices you have made or for you to write out any
additional instructions for other than end of life decisions.

Part 3 of this form lets you express an intention to donate your bodily organs and tissues following your
death.

Part 4 of this form lets you designate a physician o have primary responsibility for your health care.

After completing this form, sign and date the form at the end. It is required that 2 other individuals sign
as witnesses. You should give a copy of the signed and completed form to your physician, to any ather
health-care providers you may have, to any health-care institution at which you are receiving care and

to any person(s) you name as your Health Care Agent. You should talk to the person(s) you have named
as your Agent to make sure that your wishes are understood and that the person(s) is willing to take the
responsibility of having your Health Care Proxy.

You may revoke a health care Agent by notifying your Health Care Agent or your health-care provider
orally or in writing or by any other act evidencing a specific intent to revoke the Health Care Proxy. You
may feplace this form at any time.
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Part 1: Designation of Health Care Agent

(1 DESIGNATION OF AGENT:
| designate the following individual as my Agent to make health-care decisions for me:

{name of individual you choose as Agent)

(address)

(home phane) (work phone)

OPTIONAL: If | revoke my Agent's authority or if my Agent is not willing, able, or reasonably available to
make a health-care decision for me, | designate as my first alternate Agent:

(name of individual you choose as first alternate Agent)

(address)

{home phone) (work phone)

OPTIONAL: If | revoke the authority of my Agent and first alternate Agent or if neither is willing, able, or
reasonably available to make a health-care decision for me, | designate as my second alternate Agent:

{name of Individual you choose as second alternate Agent)

(address)

{home phone} {work phone}
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{2) AGENT'S AUTHORITY:
My Agent is authorized to make all heatth-care decisions for me, except as | state here:

(Add additional sheets if necessary.)

(3) WHEN AGENT’S AUTHORITY BECOMES EFFECTIVE:

My Agent's authority becomes effective when my primary physician determines | lack the capacity

to make my own health-care decisions. As to decisions concerning the providing, withholding and
withdrawal of life-sustaining procedures my Agent's authority becomes effective when my primary
physician determines | lack the capacity to make my own health-care decisions and my primary physician
and anocther physician determine | am in a terminal condition or permanently unconscious.

(4) AGENT’S OBLIGATION:

My Agent shall make health-care decisions for me in accordance with this power of attorney for health
care, any instructions | give in Part 2 of this form, and my other wishes to the extent known to my Agent.
To the extent my wishes are unknown, my Agent shall make health-care decisions for me in accordance
with what my Agent determines to be in my best interest. In determining my best interest, my Agent shall
consider my personal values to the extent known to my Agent.

5 NOMINATION OF GUARDIAN:
If a guardian of my person needs to be appointed for me by a court, (please check one):

1 | nominate the Agent(s) whom | named in this form in the order designated to act as guardian,
d | norminate the foltowing to be guardian in the order designated:
O | do not nominate anyone to be guardian.
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Part 2: Instructions for Health Care

If you are satisfied to allow your Agent to determine whal is besl for you in making end-of-life decisions,

you need not fifl out this part of the form. If you do fill out this part of the form. you may sirike any
wording you dg not want,

(6) END-OF-LIFE DECISIONS:
| direct that my health-care providers and others involved in my care provide, withhold, or withdraw
treatment in accordance with the choice | have marked below:

Choice Not To Prolong Life
| do not want my life to be prolonged if: {please check all that apply)

(i} | have a terminal condition (an incurable condition caused by injury, disease, or illness which,
to a reasonable degree of medical certainty, makes death imminent and from which,  despite
the application of life-sustaining procedures, there can be no recovery)

and

regarding artificial nutrition and hydration, | make the following specific directions:

| want used | do not want used
Artificial nutrition through a conduit | O
Hydration through a conduit O O

(ii) 1 become permanently unconscious (a medical condition that has been diagnosed in
accordance with currently accepted medical standards that has |asted at least 4 weeks and with
reasonable medical certainty as total and irreversible loss of consciousness and capacity for
interaction with the environment. The term includes, without limitation, a persistent vegetative
state or irreversible coma)

and

regarding artificial nutrition and hydration, 1 make the following specific directions:

| want used | do not want used
Artificial nutrition through a conduit O O
Hydration through a conduit O 0
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Choice To Prolong Life

O | want my life to be prolonged as long as possible within the limits of generally accepted health-
care standards.

RELIEF FROM PAIN: Except as | state in the following space, | direct treatment for alteviation of pain or
discomfort be provided at all times, even if it hastens my death:

77
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Part 3: Anatomical Gifts at Death

{OPTIONAL)

(8) | am mentally competent and 18 years or more of age,

| hereby make this anatomical gift to take effect upon my death. The marks in the appropriate squares
and words filled into the blanks below indicate my desires.

| give:

| my body;

O any needed organs or paris;

| the following organs or parts; ,

e
\~
To the following person or institutioné . ’ .
O the physician in attendance at my death;
1 the hospital in which | die; '
O the following named physician, hbspital. storage bank or other medicai institution;

Ll the following individual for treatment;

for the following purposes:

any purpose authorized by law;
transplantation;

therapy;

research;

medical education.

00Oo0oad
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Part 4: Primary Physician
(OPTIONAL)

9 I designate the following physician as my primary physician:

(name of physician)

(address)

{phone)

OPTIONAL: If the physician | have designated above is not willing, able or reasonably available to act as
my primary physician, | designate the following physician as my primary physician:

{name of physician)

(address)

{phone)

Primary Physician shall mean a physician designated by an individual or the individual's Agent or
guardian, to have primary responsibility for the individual's health care or, in the absence of a designation
or if the designated physician is not reasonably available, a physician who undertakes the responsibility,

(10) EFFECT OF COPY: A copy of this form has the same effect as the original.
(11) SIGNATURE: Sign and date the form here:

I understand the purpose and effect of this document.
Date:

Sign Your Name
Print Your Name:
(address):
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(12) SIGNATURES OF WITNESSES:

Statement Of Witnesses

SIGNED AND DECLARED by the above-named declarant as and for his/her written Health Care Proxy
pursuant to the Generai Laws of Massachusetts, Chapter 210D, who in his/her presence, at his/her
request, and in the presence of each other, have hereunto subscribed our names as witnesses, and state
and affirm:

That the Principal appeared to be at least eighteen years of age, of sound mind and under no constraint or
undue influence, Further, neither witness is named as a Health Care Agent in this Health Care Proxy.

First witness: N
S
// i ~
\\\ }
{print name) ‘ ’ ,’/
\\ ’
S y
{address) P \ e
(signature of witness) X ‘ (date)
Second witness: 7 NN
SN

{print name)

(address)

{signature of witness) (date)
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Rapporteur Group on Advance
Directives

Dr. Peter McKenna Rotunda Hospital
Mr. Asim A. Sheikh, BL Division of Legal Medicine, University College Dublin

Professor David Smith Royal College of Surgeons in Ireland

Terms of Reference

1. To determine if there is a demand or a necessity for advance directives, legally binding or otherwise, in
Ireland.

2. To consider the legal and ethical issues surrounding the feasibility, format, content and implementation
of advance directives.

3. To seek the views of stakeholders and the general public on issues relating to advance directives.

4, To produce a report/an opinion detailing all aspects of the Council's deliberations and conclusions on
advance directives.

85



86

The tnsh Council for Bioethics

The Irish Council for Bioethics
Comhairle Bitheitice na hEireann

Mr. Dermot Gleeson, SC, Chairman
Dr. Alan Donnelly, Department of Physical Education and Sport Sciences, University of Limerick
Dr. Dolores Dooley, Philosopher and Lecturer in Biogthics

Professor Andrew Green, School of Medicine and Medical Science, University College Dublin; National
Centre for Medical Genetics, Our Lady's Hospital for Sick Children

Professor Linda Hogan, Irish School of Ecumenics, Trinity College Dublin

Dr. Richard Hull, Department of Philgsophy, National University of Ireland Galway
Dr. Peter McKenna, Rotunda Hospital

Professor J.V. McLoughlin, Department of Physiology, Trinity College Dublin

Mr. Stephen McMahon, lrish Patients' Association

Professor Cliona O'Farrelly, School of Medicine and Medical Science, University College Dublin;
Education and Research Centre, 5t Vincent's University Hospilal

Dr. Darina O'Flanagan, National Disease Surveillance Centre
Professor Richard Q'Kennedy, School of Biotechnology, Dublin City University
Mr. Asim A. Sheikh, BL, Division of Legal Medicine, University College Dublin

Professor David Smith, Royal College of Surgeons in Ireland

Secretariat

Dr. Siobhan O'Sultivan
Ms. Emily de Grae

Dr. Stephanie Dyke
Mr. Paul ivory

Terms of Reference

1. Toidentify and interpret the ethical guestions raised by biomedicing in order to respong to, and
anticipate, guestions of substantive concern.

2. To investigate and report on such questions in the interests of promoting public understanding,
informed discussion and education.

3. In light of the outcome of its work, to stimulate discussion through conferences, workshops, lectures,
published reports and where appropriate to suggest guidelines.
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List of Abbreviations

Abbreviations are explained at their first occurrence in the text.
They are also shown below for convenient reference.

ANH
BMA
CPR
GMC
GP
IHF
ICB
LRC
PSDA
PVS
TNS MRBI
UK
us

Artificial Nutrition and Hydration
British Medical Association
Cardiopulmonary Resuscitation
General Medical Council
General Practitioner

Irish Hospice Foundation

Irish Council for Bioethics

Law Reform Commission

Patient Self-Determination Act
Persistent Vegetative State
Taylor Nelson Sofres Market Research Board of Ireland
United Kingdom

United States
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International

Act on the Status and Rights of Patients, 1992
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Glossary

Note that the terms listed are explained as they apply in the context of the present document. [n
broader, more general use some of the terms will have wider meaning 8

Advance Care Planning
A process of planning future medical care by discussions and team building between healthcare
professionals, patients and families, aimed at preserving quality of care at the end of life.

Advance Healthcare Directive

An advance healthcare directive is a statement made by a competent adult relating to the type and extent
of medical treatiments he or she would or would not want to undergo in the future if unable to express
consent or dissent at that time. Also known as an advance directive.

Advance Statement
See Advance Healthcare Direclive above.

Artificial Nutrition and Hydration (ANH)

Technigues such as the use of nasogastric {nasal), gastrostomy (stomach} or intravenous tubes, or
subcutaneous hydration to provide a patient with nutrition and hydration where that patient cannot take
food or fluids orally.

Assisted Suicide

Where an individual suffering from an incurable liness or chronic intense pain intentionally takes his or
her own life with the help of another individual. In the case of physician-assisted suicide, the doctor does
not directly cause the patient’s death but enables the patient to choose the time and circumstances of his
or her own death.

Autonomy
An individual's ability to make independent choices regarding consent to or refusal of medical treatment
without any external influences.

“Best Interests” Standard

Where no clear treatment preferences can be determined for an incompetent individual, the court weighs
the benefits and burdens of a particular treatment before making a decision on behalf of that individual
based on what a “reasonable person” would decide in the same situation.

Capacity
An individual's ability to make a decision regarding medical treatment and care based on that individual's
use, understanding and retention of the information provided to him or her.

3 Several definitions were derived from: htipzfencyclopedia.thefreedictionary.com/, and hitp-fwww.thefreedictionary.com/
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Cardiopulmonary Resuscitation (CPR)
Restoration of cardiac output and pulmonary ventilation by artificial respiration and closed-chest massage
after cardiac arrest and apnoea.

Competence
See Capacity above,

Conscientious Objection
The decision of a doctor or other healthcare professional, based on his or her moral and/or religious
principles, not to accede to a patient’s treatment wishes.

Consent
An individual's agreement lo accept or undergo a particular medical treatment or medical procedure.

Durable Power of Attomey for Healthcare

A legal document in which competent individuals nominate sormeone to act as their representative and
make medical treatment and healthcare decisions on their behalf should they become incapacitated at
some time in the future.

Enduring Power of Attorney

A legal document in which competent individuals nominate someone to make certain personal care
decisions on their behalf should they become incapacitated at some time in the future. However, currently
in Ireland, an enduring power of atiorney does not cover decisions on medical treatment or surgery.

Euthanasia
The act or practice of a doctor ending the life of an individual, suffering from a terminal or incurable
illness, as painlessly as possible, with that individual's consent e.g. as by lethal injection.

Futile
In healthcare terms, futility refers to a medical treatment or procedure that is considered to offer a low
probability of success in the current medical circumstances.

Healthcare Proxy

A form of advance directive, whereby the author of the directive nominates someone (the proxy) to be
involved in the healthcare decision-making process on his or her behalf should the author become unable
to express his or her wishes.

Heroic Measures
Extreme emergency measures to prolong a patient's life where the patient would otherwise not survive.

Imprescriptible Right
A right that cannot in any circumstances be legally taken away or abandoned.

Life-Sustaining Treatment
A medical treatment that is considered essential to keep an individual alive, e.g. cardiopuimonary
resuscitation, or artificial ventilation.
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Living Will
A written advance healihcare directive.

Natural Death
When the death of an individual results from the normal progress of a disease or illness. Any medical
treatment received at this juncture would be palliative rather than curative.

Palliative Care

Care that improves the quality of life of patients and their families facing a life-threatening illness, through
the prevention and relief of pain and other symptoms of the illness, including physical, psychosocial and
spiritiral problems, without affecting a cure.

Parens Patriae lurisdiction
The legal authority of the courts to make medical or other decisions on behalf of a child or incompelent
adult based on the best interests of the individual involved.

Persistent Vegetative State (PVS}

This is a medical condition in which the brain stem remains alive and functioning while the cortex of
the brain loses its function and activity. The PVS patient is usually considered to be unconscious and
unaware. He or she is capable of reflex movement, particularly in response to painful stimuli, but is
incapable of voluntary movement and can feel no pain. The patient can breathe unaided and digestion
continues to function, bul he or she has no cognitive brain function and cannot communicale in anyway,
Also known as permanent vegetative state.

Proxy

Someone nominated by the author of a healthcare proxy to be involved in the healthcare decision-making
process on the author's behalf should he or she become unable to express his/her wishes. The proxy
can make a healthcare decisicn based solely on his or her judgment of what the author would want in
that situation, Atternatively, the proxy could interpret for the members of the healthcare team the author's
wishes regarding healthcare in a given siiuation, as set out in an advance direclive.

Self-Determination
See Autornomy abave.

Substituted Judgment Standard

A legal standard of decision-making on behalf of an incompetent individual that seeks to make healthcare
decisions by trying to determine what the individual would decide in the current situation if capable of
deing so.

Ward of Court

An individual who by reason of incapacity, through minority or mental iliness, is under ihe protection of
a court either directly or through a guardian appointed by the court. The court has the final authority to
make any decisions, medical or otherwise, on behalf of such an individual.
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