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Is It Time for Advanced Healthcare Directives? 

Preface 

The role of the Irish Council for Bioethics (lCB) 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 Ireland, the ICB decided to undertake a 

detailed examination of this subject. With this document, the ICB aims to provide a balanced and 

objective overview of the legal and ethical issues pertaining to 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 Irish society. 

I want to 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 
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Foreword 
The concept of Ihe advance healthcare directive arose in the lale 1960s due to a 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, people 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, I despite the lack of either specific legislation or sufficient case law 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 proportion 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 will become ever more relevant. As 

Ireland's population continues to age and medical technology continues to prolong the natural 

course of life, individuals and families are destined to face more complex medical decision-making 

in the future. Society can benefit from a debate on the value, scope and role of advance healthcare 

directives at the end-of-life. 

The Irish Council for Bioethics (ICB) recognises the public's interesl in the area of advance 

healthcare directives and has taken this opportunity to 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 that the ICB felt merited particular attention. such as, their 

legal status in Ireland, 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 treatment and care. However, 

the ICB acknowledges that the use of advance healthcare directives is not confined to end-of-life 

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 Irish Councillor BioeJhics and TNS MRBI, 2005. Public Allillldes Towards Bklelhics. Dublin. 49p. Accessed at 
hUp:l/wWw,bloelhics.ierwor1.Jal1lludeshlml and Irish Hospice FoundatIOn, 2004. A narionwide survey of public illtJludes and C:r.p(;riIJrrces regarding 
dearh and dying, 56p, Accessed ill t,ttpjlw\vw.hospicc-foundallon,ie/clmdocrJpdl/su(vey_ol_atllludes_1o_death _ ancU1yingjOO5,pdl for mOIl' details. 

Central Statistics OHice, 200Sa. RCl1iol'lai PopIJiatilJrI Pmjeclions 2006·2021. Dublill, Ireland, p.2. ACCC5Sed on 10, August 2006 at 
htlD:/!www,cso.ieJrcJeJ~publications.'documen~populilljonJcurrcntlpopprG pdl 

3 O'Neill, 0 ana O'KeeNe, 5 2003. Health care 101 alrJer People in Irelimd. Journal of {he AmericiJn Geriatrics Society 51; !280-! 286, 
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future; and also advance healthcare 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 directives, both parental directives and those made by pregnant women 

highlight other issues and raise additional questions that deserve detailed consideration in their own 

right. These topics have, thus, been excluded from this document but may be examined by the leB 

at some time in the future. 

In order to inform its decision on the issues relating to advance healthcare directives that 

deserved consideration in this opinion document, the leB 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 leB is very grateful to all those individuals 

who responded during the consultation process and particularly 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 contains the list of all the stakeholder groups that made a submission to the 

leB. 

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 leB 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 to Mr. Paul Ivory who were 

instrumental in the compilation of this document. 

Dr. Peter McKenna 

Mr. Asim A. Sheikh, BL 

Prof. David Smith 

Rapporteur Group on Advance Healthcare Directives 
Members, Irish Council for Bioelhics 
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Is It Time for Advanced Healthcare Directives' 

The Origin and Development of 

Advance Healthcare Directives 
An advance healtheare 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 another person (the proxy) to be involved in the healthcare decision-making process on 

the author's behalf should he/she become unable to express his/her 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 a 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',' 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 treatment' 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)'·'o and 

the "Right-to-Die" movement in the US. II 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. i3 It was already established 

4 The Presidem's Council on Bioethlc:s. 2005. TakK!g Care - Ethical eareg;..,inR in Qur Asins Society. Washinglon, D.C., p.58. 

5 Laakkonen, M-l2005. Advance Care Planning - £kJerly patients' preleiences and pracflces In /ong-rorm care. PhD Thesis, Univasity of H~slnki, p, 15. 

6 Brown, SA 2003. The HislDry 01 Advance Oireclives. A Utera1.ure Review. Jouma/ol GC!f1)nt%sical NUr<;ine 29 (9): 4-14. 

Walter, JJ 2005. Medical Futility - An ethical issue 101 clinicians ilild patients. Practical Bioc/hies. Clinical and Organizational flhics 1 (3): 1, 6-8, 

8 Brown.op. eil. 

9 it.Jkj. 

10 Laakkonen, op. cit •• p.IS. 

II ibid.p.IS. 

12 In healthClrc tBrms. futility refers to a medical treatment or procedure that is coosidefad to offer a low prooobiliry of success in the curren! medical 

circumstances. 

13 The Prcsklenfs Council on Bioethics. op. cll., p.S8 ancl 59. 
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in US law that adults could refuse medical treatment, even in situations were it could result in their 

death.''.!s,,, 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 to facilitate those patients who wished to avoid being 

kept alive in a "state of indefinite vegetated animation" at some point in the future." The early 

version of the living will that was proposed comprised a notarised and attested written document. 

drafted while the individual was mentally competent, stating that the individual did not want to 

receive further medical treatment should he/she 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 living 

wilLI8 

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 bill was finally passed in California in 1976. The California 

Natural 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 withhold or withdraw such 

treatment if the patient developed a terminal condition." 

The first judicial support for medical treatment based on an incompetent individual's perceived 

wishes also occurred in 1976 in the US.2l·22.23 The case involved a young woman, Ms Karen 

Ann Quinlan, who was diagnosed in a persistent vegetative state (PVS) and whose family wanted 

to remove her respirator." The New Jersey Supreme Court stated that if Ms Quinlan had been 

competent she could have refused the respirator. The court declared that even though a patient had 

become incapacitated he/she still had the right to refuse medical treatment, and in this case Ms 

1 ~ Kutner. L 1959. Due Process 01 Eu[hanasia: Tlle Living Will, a Proposal. indiana Law Journai 4<l., 539-554, 

15 Pellegrino. ED 2005. Decisions ilt tho End clute - The Abuse ollhf: ConcepI ot Futility. Practical Bioetflics Cirmcal and OrganiliJrionai [lh/C5 1 (3): 
3-6. 

16 Brown, op_ ell. 

17 Kumer, op. Cit, 

18 ibid. 

19 Hecht, MB and Shiel, we Jr. 2005. Advance Medical Direc.livr!S (Living Will, Power 01 Attorney. and Health Care Proxy). p.l and 2, Accessed .'\P1114, 
2006 hom htlp:J,Iv.rww.medicinenet.comlscripllmain/art.asp?articlekey = 7813&pl.,3&pagc = I 

20 Tne Presidenfs Council 011 Bioelhics, op. Cit., p.59 

21 Hecht, MB and Shiel, we Jr. op. (II" p.2. 

22 Blown, op. CII. 

23 The President's Council on Biocthics, op. CII . p.59. 

2A In re Quinlan 119761 355 A. 2d 6A7. 
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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" 

The landmark case involving Ms Nancy Cruzan, a patient in PVS, began in the US in 1983'7 

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"," 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 to the applicability and validity of the individual's previous wishes. JO 

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'l.J2 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 between the different states," the majority of the states have statutes for both 

living wills and for a durable power of attorney for healthcare'5,36.37 

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 to advance directives 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, upon their admission, of their 

right under state law to make decisions about their medical 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 Bioethics, 0". cil., p.60. 

26 Brown, op, cil. 

27 Cruzan v. 0irec10i Missouri Department of Health [19901 497 U.S. 261. 

26 BrowrI, op. cit. 

29 The President's CcM1ci1 on Bioethics, cp, crt •• p.fil. 

30 ibid. 

31 Brown,op. cit. 

32 The durable power of allorncy far hcallhcare 15 a legal document in which a com~ent individual nomina~ someone 10 act as their lepresentative and 
make medical tra.almenl and heaUhcare decisions on their behall should they become incapacitated at some lime in thl! lulu/e. 

l3 Hecht MB and Shiel, we JL ap. cil., p2. 

34 The President's Council on BlO€thics, op. cit .. p.GO. 

35 Fa!lfH'lin, A and SchneidcJr, CE 2()().4. Enough: The FlillkJre of lhe Uving WIll. Haslifris Center Repoll 34 (2): 3().42. 

36 L3akkoncn, op. cil .. p. 18. 

37 Donnelly. M 2002. Consent: Bridstng /he Gap belween DocIOi ancl Pa/ifl{ll. Cork UniversilY Press, Ireland, p.65. 

38 Brown, Of). cil. 
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needs to be recorded in that individual's medical record. 39." 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.~l 

Expansion of Advance Directives Internationally 

The development of advance directives and their associated legislation outside the US has varied 

considerably from country to country. For example, in Austria a 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 early 1990s with a number 

of landmark court cases, namely Re T (adult, refusal 01 medical treatment) [1992[ ;"Airedale NHS 

Trust v Bland (1993);'5 and Re C (adulle relusal of medical treatment) [1994]." 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.""9 

In 2005 the Mental Capacity Act of England and Wales, specifically legislated for advance 

decisions to refuse treatment and for lasting powers of atlorney covering healthcare decisions.50 

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 atlorney. The purpose of this 

act was to clarify legal uncertainties and amend the existing law on substitute and assisted decision

making on behalf of individuals with incapacity.51 The Mental Capacity Act approaches issues 

surrounding an individual's capacity from a functional and decision-specific viewpoint." 

39 

'0 

'1 

" 
43 

" ,15 

" 
" 
" <9 

50 

51 

" 

Tile Presiuenrs Council on Bioelhics, op. eil., p.6t. 

Brown,Op. cit. 

ibid. 

Federal Act on Uvin!! Wills (P.:nientcnvcrlLigungs.Gesetz • PatVG) 2006. Federal Law Gazelle of rne Republic of Amyia 55 (] 1· 1-3 

Georges, J 2005. nm benefit 01 advance directives lor persons wllh dementia. In Meeting the challerlges 01 changing 50Cieties Proceedings 01 [he eish1h 
European Conference of National ElMes Commil!e-es (COMETH). 25-26 Aplil 2005, Oubrovmk. Croatia. p.15<1. 

Re r (adult; refusal 01 mediealtrealmem) [199214 Atl E.R. 6~9. 

Akedale N.H.S. Trust v Bland [1993) A.C, 2 W.L,R. 316. 

Re C (adult: refusal of medicaltreatmenV 1199.41 1 All E.R 819. 

British Medical Associclion, 2000. Advance statements aboul medical/realment- corle 01 plaerice. Report ollhe 8ntish Medical Associa:ion, London. 

p.5, Aceessed on 12, June 2006 al hf1p:!!www.bmil.org.ukJap.n~f!COfilenT/codeolpraclice 

ibid. 

General Medical Council. 2002. WllnnoJding and Wlthdrawmg I.Jfe-PriJlonSing rrealmcnt5: Good PraClice in Decision-making. \.Dndon, p.4 7. 

Mental C~pac![y Act 2005 Cilapler 9. AccCS$ed on 26. January 2006 al; tlTlPJ/Www.oosi,gov,uk/aclslacls2005/ukp!l<I_20050009_cn,pdl 

Menial CapaClly Acl, 2005 Chapter 9, (>.p!.;nilIOry nole, paragraph 4. Accessed on 26. January 2006 at: 

hllp:l/'NWw.opsi .gl)V. ukfacls/cn2005fukpgaen _ 20050009 _en. pdt 

Law Reform Comml:;sion, 2005. Consul/alion PiJPer on Vulnerable Adults and tile Lir ..... , Cap;JCJfy (lRC CP 37·2005). DUblin. p,49, 
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Elsewhere in Europe, the concept of the advance directive continues to develop in many 

jurisdictions. 53 Specific legislation relating to advance directives has been in place for some time 

in a 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 5 ' In addition, legislation has been proposed in both Luxembourg and 

Switzerland, which will cover the status and use of advance directives, while the German parliament 

is currently in the process of drafting legislation relating to advance directives.57 

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".58 As of January 2007, twenty European member states, 

not including Ireland, have ratified the Convention. 59 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.60 

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 LaakkDl1en. op_ ell., p.18. 

54 ibid, p.17. 

55 Alzheimer [U/ope. 2oo5a. Adll3f1Ce di'~tivcs: Summary of /he legal provisions re/dring CD advance dirf!'Ctives per country. p.B and 27. Accessed on 13. 
February 2006 al trttp:ltw.vw,alzheimeJ'-£lUropc.org.'upload/SPTUNFUYGGOMJdowflloaclsIDFE2d 16[E567 .p:11 

56 ibid. p.7.IO,15,21 and 30. 

57 ibid. p.2 and 17. 

58 Council ot Europe, 1997. Convemion tOf the Prorflclion Qf Human Rights and Dignity 01 me Human Being with regard to the Application 01 8iO/08'I and 
Medicinf): CDnvefllion on Human Righrs and Biomedicine. Oviedo. Accessed on 30, January 2006 at; 
h"pJlconvenl/ons.coe .!ntfTfcafYIENlTre .. J!i~HlmVI64 .hlm 

59 For the full list 01 slllnalOry COIJntries sec, http://convenUcns.coeJnVTrcaty!Commun/ChercheSig.asp?NT'''164&CM:o l&DF ""Ol/29/2007&Cl= ENG 

60 Georges, Gp. CII .. p.l54. 
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The Legal Status of Advance 
Directives in Ireland 

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 mayor 

may not be enforced.'!," 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 vulnerable 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. 65 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 courts that have touched on the issue of a patient's previous wishes 

regarding treatment. 

The most relevant case law on this matter comes from In the matter of a Ward of Court 

(withholding medical treatment) [19961. which will hereafter be referred to as the Ward of Court 

case." This case involved 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 to withdraw the 

artificial nutrition and hydration (AN H), 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 to ensure a peaceful and pain

free death"." This decision was appealed to the Supreme Court by the healthcare institution caring 

for the woman, the Attorney General and the guardian ad Ii/em. 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 to the removal of the feeding tube was based on what it considered to be in the 

woman's best interests. Since the young woman 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 Donnelly,op. CII .. p.66, 

62 Comhairlc, 2005, Relate 32 OIl; 1-8. Accessed on I. February 2006 al hUpjtwww.comhairle.ieipublicalionsJrelalC/aug2005.pdf 

63 liIw Relorm Commission, 2003, Cansu/larion Paper Or! Law amj the £id(!rly (LRC CP 23·2003), Dublin, p.S3 and p.811. 

64 Law Relorm Commission, 2006. RC!{XJff - \llJlnerabie Adults and the I...3w. (LRC 83-2006). Dublin, p.S7. 

65 Campbell. E 2006, The Ca~ lor Living Wills in Ireland, Medico-Legal Journal 01 Ire/and, 12 (!): 2-18_ 

66 /" /fie marter of d Ward 01 Courl (withholding mroicallreatmem) (No. 2) [ 1996J 2 IR 79. 

67 A ward 01 coun is an individual wllo, by reason 01 inCilpacily. lhrougll minority or mental illness. is under the protection 01 a COurt either directly 
or thrOUGh a guardliln appointed by (he court. The COUI! has (he linal.aulhority (0 make .any decisions, medical or otherwise, on behall 01 SIKh an 
individual. 

68 In the mailer 01 a Ward 01 C()jJrt, op. cit .. Mr. Jusllce L~nch p.99. 
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ctaim it had evidence of her wishes regarding treatment" Thus, the "best interests" criterion was 

applied. tn a statement, Mr. Justice O'Flaherty noted that the idea of substituted judgemen!'o was 

not relevant in the Ward of Court case and suggested that it may only be "appropriate where the 

perscn 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 

perscn is established, the court will enforce that choice"n In 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."}5 

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 personal rights of the citizen"; and Article 40.3.2° provides 

that "The State shall, in particular, by its laws 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 self-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 hospital involved applied to the court to authorise 

the required 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 blood transfusion, even though it was 

69 Ibid. Mr. Jus!k:e Hamilton p.127, and Mrs. Justice Denham p.I68. 

70 Subsllwled judQemenlln>'Olves determlning what treatment deciSions an inc:ompet&!lllndivldlJaj would make in IheJr current situation illhey wete 
capable aI decidjng lor themselves at thill time. 

71 In the matter 01 [J Ward 01 Court, op. cil .• Mr. Justice O'Flaherty p.133. 

72 law Reform Commission, 2003, 0/). cil. p,86. 

73 Law Rclorm Commission 2006, op. cil. p.74. 

74 Medical Couocll of Ireland, 2006. Discussion document on Advance Direclives. Acces!.ed on 3. Octooo. al 
www.medicakouncil.leJnewsldiscusslonarticle.asp?NIO .. l58&T .. N 

75 campbell op. e;/, 

76 In the matter 01 a Ward 01 Coun, cp. cit., Mr. Justice Hamll:on p.124·126. 

77 SheIkh, AA 2006. Medico·legallssues arid Piltient AulorJomy - Here Yesterday Gone Tomorrow? Medico·Lesa/ JOlJrna/ of Irelonrl12 (2): 2·4. 
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against her expressed wishes.'" 79.80 Prior to 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"." However, it has 

been noted that section 23( 1) of the Act is unclear with regard to the legal standing of a refusat 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 to refusals of treatment by a minor in 

the case of Re W (a minor) (medical treatment) [1992] found that no minor of any age has power, 

by refusing treatment, to 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 be considered valid and legally binding than 

one prepared by an individual over 18 years of age. 

Notwithstanding the legal issue, the question 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 on 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'5 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.",87." It has, however, 

78 Addi\ionallcgal proceedings are curremly underway between Ms. K and the Coombe Hospital. 

79 Managh. R 2006. "Judge orders hospilallo gi~e lr~n5Iusion". Tile Irislr Times, 22"" September 2006. p.S. 

80 Donnellan, E 2006. ·Woman in COUll transfusion case le{;O'.'ering in hospi\al". The Irish runes. 22"" September 2006. p. I. 

81 $heikll, op_ CI/, 

82 Section 23( 1) Slale5 lhat: "The consent 01 a minor who has attained Ihe age of 16 yea~ \0 any surgical, medic.al or denial Lre.:>lmenl which, in tile 

absence 01 OOf1Sen\. wClUld constitute a trcs!}a:.s to his or her perSOrl, shall De as effective as II would be II he or she were 01 full age; ami where a minor 

has lly virtUe! 01 this section given arl cffoctive oonsenlto i1rly treatment II shall nOI be necessary 10 oblain any con;el1t 101 it from his or her parel1\ Of 

guardian." Accessed on 25, October 2006 at: http://www.irishstalutebook.ieJZZA26Y1997.html 

83 Dol1nelly. op. CII.. p.lI8. 

84 Re W(a minOl)(medicallreafmcn/J [199214 All LR. 627. 

85 Office of the High CommiSSioner for Human Rights, 1990. Convention on ffle Rights of thfJ Cnilii. Accessed on \4, Oecember 2006 at: 

hnp://www.unhchr.ch/lllml/menu3(bfk2crc.lllm 

86 Wcir, RF and Petel5 C 1997. Alfirming Lhc decisions adole5Ccnts maJ..e aboullile and death. Hastings Cenlre RlJport 27: 29,40. 

87 American Academy 01 Pediatrics, CommrUea on Bioetllics. 1995. Guidelines on forgoing Irle-~uslalnrng medicaltrealmenl. Pediatrics 95: 31 tl·317. 

88 Kuther, TL 2003, MediCilI dccls.ion·making minors: i~es 01 consent and assent. Adafe.sCfJnce 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"··' 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 

treatment that is necessary to safeguard the patient's life or health"'3 Following the ruling from the 

Ward 01 Court case, the right to self-determination was effectively extended to entitle an individual to 

have a natural death"" following the refusal or removal 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."··7 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 another party's." 

The weight of legal opinion in the Republic of Ireland recognises the right of 
competent 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 Sanei, LA, Sawyer, SM. Weller, PJ, Bond, LM and Pa~on, GC 2004. Youth heal1h research ethics; Urnc for a mature-minor clause? Medical Journal of 
Ausltalia 180 {7J: 336·338. 

90 Ryan. fIN 2002. Cons/llulional L2w. Round Hall lId .. Dublin, p.lIO. 

91 In /he matter 01 a Ward 0( Court. op. ClI .. Mrs. Justice Denham p,IS6. 

92 Airedale N.H.S, Trust v Bland [19931 A,C. 2 W.LR. 316, loo::I Keith p. 360; Lon:I BlOwne-WillOnsoo p.384, 385; and Lord MustiU p.392. 

93 M~K;;a1 CouIlCiI oIltC1and, 2004. Guide 10 Ethical Conduce and Behaviour, &' ed. p. 32. 

94 A natural death is when the death 01 an indMdual results from the IlOfmal progress of a disease 01 illness. Any rnedicill treatmool rocciW!d allhis juncture 
would 00 palliative rattler lhan curative. 

95 In lhe miltler ala WardolCourt. Gp. cit., Mr. JusHtc HamillOfl p.124. 

96 Ryan. op. ClI., p. III. 

97 Donnelly, Gp. ell .. p. (9. 

98 German National Ethics Council, 2005. The /ldvaoce Direttive: Opinion. Berlin, p.44. 

99 This Is the case everywhere llpan'rom in a small number 0/ slates around the world, namely. the Netherlands. Belgium, Swil1erlancl aod Oregon in the 
United Slates, where I!tIth.llnasla or asslSled SUJcIOe have been legalised. 

9 



~. -11, 
• •. J. 

The Irish Council for Bioethics 

10 

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. '00 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 Constitution.'O!.'02 Despite 

acknowledging that everyone, 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'03 was developed for use in exactly these types of situations but, 

as mentioned previously, the status of advance directives in Ireland is still somewhat 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, '04 under the parens patriae 

jurisdiction, whereby the court decides in the individual's best interests. 105 

The parens patriae 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, 

l.M. v The Board of Management of Sl. Vincent's Hospital [2002]. 106 This case involved a critically ill 

woman who required an immediate blood transfusion and liver transplant. The woman had initially 

refused the blood transfusion for religious reasons!07 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.'1l8 It 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!09 

Notwithstanding the rulings in both the Ward of Court and the l.M. v The Board of Management 

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 Naliona! Emk:s CouncIl. op. CII .. p.'!2. 

10 I In me miJller of a Ward 01 Court. op. CII .. Mr. Justice Hamilton p.126 and Mrs_ Justice Denham p.159. 

102 AnlCle ~O.I 01 the Con~litulion 01 Ireland provides Ihal: -All cilizens shall. as human persons, be held equal before the law. This shall nOI be held to 
mean that Ihe State shall nOI in ils enactments haye due regard [0 differences of capacity, physical and moral, and social inlolrnalion: 

! 03 Unlike in Ireland, olher counlries may olier both advance directives and durable powers of attorney a!. a means of medical decision-making lor 
incapacitated adults. 

I O~ SectiOll 9, Courts (Supplemental Pro~isioosJ Ac/, 1961. 

105 Donnelly,op. CII .. p.59. 

106 l.M. v Tire Board 01 ManagefTl(Jn/ of SI. Vmccnl'5 Hospllal [2002! I IR 321, 

107 Tile woman was married 10 a Jehovah's Witness and as part 01 her culture she had adopted his religJOn. 

108 J.M. v rhe B03fd 01 Managc.men/ of Sf. Vincent's HosJ)!lal. oJ)_ CII.. Mr. Justice Finnegan p.325. 

109 Ibid. 
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appropriate solutions to these issues is problematic. 110 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 careH 1.1 12 

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)).'" 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. I IS.' 16 

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".117 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."9 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 

remain in use for incompetent individuals. The Wardship system of decision-making for incompetent 

individuals is considered inadequate and awkward'"·''' and is not widely used. 123 Consequently, 

most incompetent people in Ireland do not have a legally recognised representative to act on their 

behalf.'" 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 Hanafin, P 2000, Legislaling the Righi to Die: Perspectives and Prescriptions, in K Kearon and F O'Ferrall (cds,) MerJiCiJI Ethics and rhe Future 01 
Ht!alrhcf:!lc. The Columba Press, Dublin p.139, 

III ibid, 

112 Airedale N.H.S. Trusr v Bland, op. dl., Lord Browne-Wilk.inson p.382. 

113 See the following paper by the Law Reform Commission lor more details: Report. - Vulnerable Mulls and lhe Law. (LRC B3-2006J. 

114 AIl enduring power 01 attorney Is a legal document In which a cornpeIent individual nominates someone to make certain personal care decisions on !hi!ir 
behalf sh<luld !hey become incapacitaled at some lime In the future, 

115 Law Relorm Comm',ssion, 2006. op, cit., p.IOfi-iOl and p.140. 

116 A more clc{ailed dl!SCfiption 01 what constitutes minor and routine medicallreaUl~lls given in the loI\OWing papers: LDw Reform Commission. 2003. 
OP. cil., p.182-1B4 and law ReIotm Commission, 2005. op. cit., p.2OB-209, 

Il7 Law Rebrm CommIssion. 2006, op. cit .. p.144. 

liB ibid. p.13B. 

119 ibid.p.144. 

120 Ibid, p.lSO-lSI. 

121 Donnt!Hy, 0fJ. CIL p.S9. 

122 LDw ReIOITn Commission, 2006, op. CI/., p.114·11S. 

123 for a more detailed discussion 01 the Wardship system in Ireland see, O'Neill, A·M 2004. Wards 01 COINlin Ireland. FilSt Law, Dublin. 3SOp. 

124 Donnelly,op. cit., 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,125.126 though the courts have suggested it is 

standard practice in the case of incompetent individuals who are not wards of court. 127 

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 at 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. 128 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. 12' 

Although the majority of the relevant Irish 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 ibtt. p,60. 

126 Comhalrle, op. CII., p.IO, 

127 In I1Ie matte! 01 a Ward of Court, op. ci/., Mrs. Jus-lice D~nham p, 153. 

128 ibkl. Mr. Justice O'Flaherty p.133_ 

129 Campbell ~ ClI. 
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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 anyone, for which 

he/she 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 body and mind, the 

individual is sovereign".13o When applied to healthcare Situations. the principle of autonomy refers to 

an individual's right to decide for themselves 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. l3l 

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 to make an advance directive? It has been argued that the right to an advance 

directive is an entitlement that stems from, and is a continuation of, an individual's basic human 

rights of self-determination (autonomy), bodily integrity, privacy and dignity. 132.133.1" The right of 

competent adults to make an advance directive, if they wish, is recognised through a number of 

international agreements. I" In addition, specific countries have copper-fastened this right in law 

by legalising advance directives. I" As already noted, competent individuals can consent to or 

refuse medical treatment and ordinarily, apart from extenuating circumstances such as emergency 

situations, they cannot be treated without their consent. While recognising the authority of doctors 

130 MHI. JS 1659. On liberty. Longman. RobYt!; and Green, london. 

131 See !he sec110n entitled "The Origin and Development of Advance Heallhcare Dlrectives"lar more delails.. 

132 German National Ethics Council. 2005. 01'. cir., p,42.44. 

133 Campbell,op. cit. 

134 For a rflOIe detailed description of an ind~lduars rights regarding he;J1:hcare sec: Council 01 Europe. 1997. op. cit.: Active Citizenship NetwOl'k. 2002. 
EUrop!!an Cha~ of Patients' Rigllrs, Rome. Actessed on 9, February 2006 at: http://w..ww.activeciuzenship.nel)heattWeuropean_ctwtcr.pdl; World 
Medical ASSOCiation, 1981-2005. WOrld Medical Associadan Declaration on /he RiRhls of/he Palienl. Accessed on 26. January 2006 Oil: 
http1/www.wma.netfe/policyt1ll.htm 

135 For e;amplc see thl:! Council of Europe. 1997. op. cll .• and World Medical Ass«iation. 2003. The Wotk1 Medical Associarlon Statement 011 Advance 
Directives ("UviniJ Wills"). Helsinki. Accessed on 26. January 2006 al: httpJ/www.wma.neVe/policy/w14.htm 

136 See [hi! secllOfl entitled "The Origin and Developmen[ Of Advance Healthcare Directives" for details 0/ some countries thai have legislation regarding 
advance dlrcctlves. 
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to act in such emergency situations, a number of cQuntriesrespect the previous treatment wishes of 

the patient, providing these wishes can be identified without undue delays in providing necessary 
medical treatmenLl37.138,139 

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. "O.l'l.l'2 If 

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 incompetent adult to effectively oppose such decisions.'" The rights to bodily 

integrity and privacy lend support to a moral emphasis on an individual's autonomy in medical 

decision-making. Treating patients without their consent would breach these rights, '" thus, violating 

their dignity and displaying a lack 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,145.1d6 

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 life, 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 attitude 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 Naliol1al Ethics Council, op. Cll., p,<'I7. 

138 l!alian National Bioe,hies Committee. 2003, Advance rfeiJlmenl DirecCives. Rome, p,d_ 

139 World Medical Association. 1981- 2005, 01). cit. 

I~O Scottish COlmcil on Human 810ethics 20063. PoSition Slalemenc: Advance Dir!)ctivt!s. Accessed a! wWVI/,schb.org,uk 

id 1 German National Elhfcs Council. o;J ell., p,<'I4, 

jL12 The Pri'Sidcm's Council on Bioelhics. cp. CIt. p,6B. 

143 German National Ethics Council, op ci/, , f).51. 

14d Ryan, op. ell., p_1IO. 

145 German National Ethics Council, op. Cit . p.60. 61. 

1.16 Bachinger, G 2006, Palicnlen lleUell - Tile New Fedclal ACI on li~ing Wills in Austria, NO Edition Paiien~cnrcchte, p, 12. 

I ~ 7 German Nationat Ethics Council. op, CI/., p.51. 

148 Airedale N,H.S. T,ust v Bland, op. cre .. Sir Stephen Brown 0.33\. 

149 Keegan, O. McGee. H, Brady, T, Kunin, H. Hogan, M, O'Brien. Sand O'Siorain. l 1999. Care 100lhe dying - eXpe!iences and challenges: A study 01 
quaMy 01 health servke care during the lasc year 01 lile 01 patients al Saini James'S Hospital, Duolm, Irom cMil relalives' perspective. Irish Hospitl! 
Foundation, Dublin. 8-4p 
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with regards to medical treatment was also acknowledged when the idea of the advance directive 

was first proposed. IS<> 

The Irish Council for Bioethics (lCB)l5! 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 consequential 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.IS'.ISJ.I" Moral values are often culturally relative, and it 

has been suggested that the Western concept of autonomy, which emphasises self-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. ISS 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 Ireland) 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".1S7 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 irrational 

150 Kutnel, op. Ci/. 

151 Hereafter the Iris" Council lor BiOethlcs will be ref~rred to as the ICB. 

152 German National Ethics Council, op. cit.. p.43. 

153 The President's Council on Bioclhic..s op. eil., p.88. 

154 J.M, v The Board of Management of 51. Vincent's HospItal, op. cil.. p.325, Mr. Justice Finnegan suggests that the ward's decision regarding her 
treatment was inlluenced by her desire to please her husband. 

155 Goslin, LO \995. Informed consent, cultural sensitivity. and respect 'Of persons. Journal 01 ftle Amerkan Medical Association, 274 (10); 844-845. 

156 l.JJininger, M /991. The theory 01 culture care diversity and universality, In M leininger (ed.! Culrure care diversity and unlversa/icy: A /heory of nursing. 
NalionallEague'Of NUlsing Press, New York. p.5·68. 

157 Medical Council 01 Ireland, 2006, op. cir.. p.A. 
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decision in light of the potential benefit of the proposed treatment.'" However, an individual's right 

to self·determination is not absolute, and as such one individual cannot compel another individual to 

act against his or her conscience.159.160.161.162 

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 themselves, any doctor or otherhealthcare professional is entitled 

to object to undertaking treatment decisions outlined by a'patient, in an advance directive or 

otherwise,'fi3 Nonetheless, fust 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,l&l,165,]66 

The rights of another group, namely the family, also need to be considered in relation to 

prospective medical decision-making. In practice, families often playa 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 to his or her future healthcare will have emotional 

and perhaps financial consequences for that individual's family, The views of the family may be 

particularly relevant in instances of disagreement surrounding proposed treatments, especially 

in cases where the patient involved has not prepared an advance directive.''' In the Ward of 

COurl case, Mr, Justice Lynch stated that the views of an individual'S family, while not wholly 

determinative, should carry considerable weight in any decision regarding that individual's treatment 

and care,I68 

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 protect the Family in its Constitution 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 

153 German N~ljonill Ethics Council, Of]. c/C,. p.43. 

159 British McdiCilI Associatioli, 2000, op. cil., p.ll. 

160 Italian National Bioethics CAlmmlttc?c, op. cil., p.ll. 

16l National Ethics Council, op. CII., p.oM. 

162 Palalzani, l 2004. Advance Directives and liVing Wills. NeurOlehilbih/arion. 19 (d): 305·313. 

163 Airr!dale N.H.S. r(U~t v Br,md. op. cit., Lord Go~ p.3?? 

164 Medl\21 CQuncil of Ireland, 2004, cp. ClI., p.12. 

165 General Medical Council, Gp_ Clr" D_16. 

166 Briti~h Medical ASSOCiation, 2000, op. CII., p.ll. 

167 Ai/ooale N.H.S. rrusl v Bland, op. crt., Sir Stephen Brown p.332. 

16-6 In rhe mailer of CI Wald of Court, op. cll., MI. JuSlicc Lynch p.99. 
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family to have the family's views regarding that patient's treatment taken into 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. 169 

Interestingly, in a public survey of 500 adults conducted 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 healthcare decisions on their behalf if they were incapable of doing 

so, with only 21 % preferring to leave such decisions to their doctor. l70 However, the results of the 

public consultation for this opinion document suggest that, 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 also an important factor for many individuals when choosing to draw up an advance 

directive,I71 

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 beforehand. 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 quarantine. I72. l73 John Stuart Mill made reference to such interventions in his "liberty 

principle", where he stated that, "the only purpose for which power can be rightlully exercised over 

any member of a civilised community, against his/her will, is to prevent harm to others"I" 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' 

169 ibid. Mr. JU$l1ce Lynch p.90 and p.99. 

170 The remaining breakdown of Ihe anSWCT5 were as follOWS: 2% preferred the courts lo decide and 5% did r'lO! know, See Irish COLlncil lor Bioelhics and 
TNS MRBI. op. cit. 

171 See Appendix I, The Publk; Coosullatloo: JUSI oval 69% 01 respondents staled they would consider drafli~ an advance directive \0 avoid burdening lilell 
family wiLh eild-o/·llfe decisions. 

172 Ryan, op. CiL p, 106. 

173 Donnelly, op. cit. p.19. 

174 Mill, op. ell. 
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II has been argued Ihat if an individual is informed of and has contemplaled the potential 

consequences of a given trealment decision and is still willing to oulline this decision in an 

advance directive, then the individual's preference should be respected. 175 176 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 principles of 

beneficence and non maleficence need to be taken into account in these situations, they need to be 

balanced against the individual's right of self-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.178.179.l8o The conflict between 

the State's right to preserve life and an individual's right to self-determination can be difficult to 

resolve,181 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 

cases1B2
.
IBJ 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."" 

Conflicts between an individual and the State may also arise due to the fact that some State 

healthcare institutions may espouse a particular religious ethos. Should the content of an individual's 

advance directive conflict with the ethos of the institution in which they are being treated, 

implementation of the directive could be problematic. In the majority of such cases, it should be 

possible to transfer the patient to another institution willing to accede to the wishes expressed in 

the advance directive. However, in the small minority of cases where it is not feasible 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 difficult to resolve. 185 In such instances, 

the onus should be on the healthcare institution to justify why it is unable to accede to the wishes 

outlined in the advance directive. Ultimately, the resolution of these more intractable cases, involving 

conflicting rights will almost certainly require adjudication by the courts. 

175 Michalowski,S 2005. Advonce Refu5als of Ufe-Su$laining Medical Treatment: The Relativity 01 an Absolute RighI. The ModC!m /..i!w Review 68 (6): 
958-982. 

176 Italian National Bioethics Commlltee, op. ell. p.15. 

177 The Presiden;'s Council on Bioelhics, op. CH . p,82. 

178 Michalowski. ofJ. Cil. 

179 Tonelli, MR J996, Pulling lhr. Plug on Living Wills, A Crilical Analysi~ol Advance Directives, Cllest 110: 8\5-B20, 

180 Iflsh Bishops' Commmec fOf BiQelhics, 2002, End Oll.ife CarE: [mica! and P,)slorallssu('S, p.ll. Acce~ 01'1 2. Marcil 2006 al: 
httpJ/www.hcalthcarc-elhics.ie/endollilecare. hlml 

181 Airodale N.H.S, TlUst v Bland, op. CII., Mr, Justice Hollman p.352; "There is no morally correclsolulioll. Wlllch can be deduc('d trom a single ethical 
princiole like the sanChty oj hIe ollhe right or scll--dctermillation. There must be accommodation between principles. both 01 which seem ralional and 
good, but which have come imo contliel wllh each Other. 

182 In /lie maUe~ 01 a \¥aId of Court. op. cit. Mr. JustiCe lynch p.94 and Mrs. Justice Denham p.160. 

183 Airedale N.H,S. rrustv Bland. op. ClI .. l.Drrl Keith p.362.l.Drd Goff. p.367 and Lord Mustili. p,395. 

ISd German N~tional Ethics COllneil. op, CII.. p.51 and 52. 

185 for e~ampte. despite the Slipreme Courl ruling in the Ward 01 COIIfI case, no hospital was willing 10 ~ccede to the removal of tfl:il!mcnt from Ihe ward 
and she died at home In the care 01 her family. See Hanafin cp. cil .. 0.132. 
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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 should be followed irrespective of the fact that 

they mayor 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 also 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 willing 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 

would wish to be treated, but that such preferences should not be binding in relation to the current 

treatment situation186,187,I88 However, honouring individuals' advance directives respects their "right 

and earned prerogative" to control and shape their life as a whole.''' 

Acknowledging that an individual's views regarding medical treatment are liable to change with 

time, the question arises whether these changes reflect a change in that individual's identity, in other 

words, 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 "future self"?l90 

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. l91 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 longer be morally or legally binding.'92 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 before 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 body 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 Presidenl's Council on Blocthics, Ibid. p,SlI. 

187 Italian National Bloclhics CDmrnittee, op. Cit., p.2J. 

188 Sc.onish Council 01') HUfTI,l!l Bioctllics, 2006a, op. cll. 

189 Qli!;k, RS 2001. la~ing Advance OireClives ~riOIJSIy, Prospef:liv~ Autonomy and Decisifms nodr the End of LIle. GeorgEtown University Press, 
W<l~hington D,C., USA, p.138, 

190 Tonelli, op. CII. 

]91 Parr.I,D 1984. RcaSOfls and persons, Odord: Clarendon Pwss. 5A5p. 

192 Qlick, op. CiI .• p.138. 

193 ibid. p.ISO. 
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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 illness, incapacity and death 

are all stages in a unitary life. Rather than seeing ourselves 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 relationships all playa 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 one 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. l95 

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.196 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 to 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 former 

competent 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. 19' 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 illness 
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 illness-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, 

191\ Macintyre, A 1984. AftN Vinue-_ A Study in Moral Theory. University 01 NOire Dame Press. USA, p,2IS. 

195 The Presid!mt's Council on Bioe!hics, op. Cil. p.8S. 

196 Maclean, A 2006. Advance Directives, future selves and decision-making. Medical Law Revit!w. 14: 291·320, 

197 For an example of a case in whicll the arlvaocc directive 01 an individual was challenged by a tI1lrd p;lrty see He v A Hos(}ita/ N.H.S. Trust 120031 2 FlR. 

21 



22 

The Insh Council for Bioethics 

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. l98 One of the central tenets of self-determination is 

that in order for individuals to make a decision to consent to or refuse a specific treatment, they 

should ideally be fully informed about their treatment options. This principle of informed consent is 

underpinned by the duty of the doctor to provide information and advice in a format that prospective 

patients will understand and to discuss the relevant issues with the individual patients to aid their 

decisions. l99 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 could also involve identifying the possible consequences of choosing 

or not choosing a particular treatment.200.20J202 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 reasons for arguing against the validity of advance directives.203 Given Ihe 

difficulties 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 situalion that 

has not yet arisen?20<l 

Admittedly, with certain medical conditions, such as Motor Neurone Disease,'" spino-cerebellar 

ataxia206 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, nor 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.'o, Using that rationale, any decisions about treatment 

]98 Menial Capacity Act op. cit" ~ction 1 (2). 

199 Medical Council of Ireland, 2004, o{J eil .. p.l3. 

200 Menial Capacity Act, op. ~1r .. section 3 (4). 

201 Gr.rman Nalional Elhics Coullcil, (Jp. ell., pA7. 

202 Bachinger, op. CIl., p.l1. 

203 Campbell op. Cil. 

20<'1 Fagerlin and Schneider. op_ ell. 

205 Motor Neuron Disease is an incurable, progre;,sively degenerative nEurological illness, which results in lhe loss of the ~oluntary muscle actiVity Of motor 

ncurones. which conllol volunlilry mu::.cle activiry such as speaking. watkinl;;!. swallowing, and breJthing_ MND does not aifecl touch, ta~tc, sight, smell 
or hearing and does riot directly affect bladder, bowel or se~uat function. Also, in the majority of cases of MND, the p.otlent's in,ellett remains unaffected. 

205 S~lno-cere~llar Ata.ia is an incurable, congenital, pragrl.'SsiI[Cly dcgenr.rative brain camlitian. The gradual dEterioration 01 the spinal card, thE 
cereDellun1, results in the ~ass of mus.cle coordination and movement and eventually the ability 10 speak. Oespite lhis, the indr~idllal is likely to lem~in 
mentally competent un;il de<Jth is imminenl. 

207 Campbell op. CIt. 
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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 contemporaneous choice".208 

However, given that a competent individual can forgo receiving any information yet still consent 

to or refuse medical treatment in contemporary situations,209 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'lO.'Il.212,m In addition to 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,'14 It has been noted that individuals may have unrealistic expectations 

with regard to what certain treatments can or cannot do for them,2l5,,!, e.g. Cardiopulmonary 

Resuscitation (CPR),'17 which could infiuence the wording of their advance directives. In relation to 

requests for treatment, 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 adequate 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 not wish to take counsel on the matter and they might not be able to avail of such 

advice for personal, financial or other reasons'l8 

208 The President"s Council for Bioelhlcs. op. cit.. p.B4. 

209 German National E.thics Council, op. cU,. 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. 219 This counselling 

process should result in the drafting of more concise, focused and pertinent advance directives that 

are more likely to be read and adhered to. 220 

The recommendation of obtaining professional advice before drafting an advance directive 

highlights the importance of communicalion between Ihe authors of directives and their advisers, 

Notwithstanding the importance of professional advice, communication is nol 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 

treatmenl option, in light of the information provided to them, thus, helping Ihem to come to terms 

wilh Ihe consequences of the decisions in Iheir 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 treatment may have altered over time, following 

changes in their personality or their perspective on life in general as a result of ageing, illness, 

bereavement of loved ones or other life experiences,22l.222.223.22ot 

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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statemenls. Social Science & Medicine 59, 57·68, 
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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 individual entered an irrecoverable vegetative 

state. It was also considered that such treatment refusals could be based on an individual's specific 

religious beliefs'25 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 treatment of the author of the 

directive. 

Since this original proposal, the potential scope and coverage of advance directives has expanded and 

can now cover a multitude of issues surrounding treatment and care in general, but particularly 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 body 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 include decisions on care at home, in a hospice or 

a nursing home.229 Furthermore, the General Medical Council (GMC) in the UK, advocates that 

decisions on the care of dying patients should consider individuals' wishes on all aspects of their 

medical care, including their place of care, as well as their need for religious and spiritual support. 230 

A study carried out by the Irish Hospice Foundation (lHF) 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 (IO%), hospice (IO%) or nursing home (5%)'31.232 

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%), 
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226 Alzheimer Europe. 2005b, op, cit .. p,6. 7. 
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to be free from pain (55%), to be conscious and able to communicate (35%),'" Individuals 

often make reference to such wishes in their advance directives in the form of personalised value 
statements. 23<1,235.236.237 

Treatment Refusals 

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

in an individual's advance directive 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 over whether or not ANH should be classified as a treatment. 238,239 For example, the 

Medical Council (of Ireland) guidelines highlight the basic need for everyone to have access to nutrition 

and hydration, and that this access should be maintained wherever reasonable and practical. 2JO In 

addition, a guidance statement to the nursing profession, An Bard Allranais (the Irish Nursing Board), 

advises nurses not to participate in the withdrawal or termination of ANH from an individual but to 

continue to provide nursing care to that person. 2J1 

In an address on life-sustaining treatments and the vegetative state in 2004, Pope John Paul 

II 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,"" The Pope's statement 

has been interpreted as saying that ANH should be provided in all cases unless it is considered 

inappropriate or burdensome on the individual involved.'" Interestingly, the Italian National 

Bioethics Commitlee, while recognising ANH as a medical procedure, also regards ANH as morally 

mandatory unless it is overly burdensome for the patient.'" From a legal perspective in Ireland, 

however, ANH is currently considered a medical treatment.'" As a resull, individuals should be able 

to refuse ANH, in the same way that they might choose to forego any other medical treatment, either 

contemporaneously or in an advance directive if they so wish. It should be noted, however, that due 

to the emotive symbolism associated with the provision of food and water, whether artificially or not. 

233 The remaining b(ea~down of the anSW€l!iwere as follows: 34% 10 be al home; 32% 10 ilavc medical and nu/sins support readily availJble; 19% 10 havo 
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238 casaren, D, Kapo, MD and Caplan, A 2005. Appropriate Use of Artificial Nutrition and Hydration - Fundamental Principles and Recommendations. 

New England Journal 01 Medicine 353 (24); 2607·2612. 
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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 to occur in situations where 

the administration of ANH has become overly burdensome for the patient concerned or is no longer 
medically appropriate. 247,248,249 

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 another 

healthcare professional willing to comply with these wishes. Even in jurisdictions where refusals of 

treatment are legally binding, it may be necessary for additional criteria to be met before advance 

refusals of ANH will be followed'50·251 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.'52 These additional 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 to 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. 253.'" 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. In the Netherlands, for example, requests 

for euthanasia can be made in advance directives, under the Termination of Ufe 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'''·'56 It has also been argued that the very nature 
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01 an advance directive precludes it Irom fulfilling these criteria and it is, thus, not feasible lor 

advance directives to contain such requests. 257, 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 to be "within the scope of their professional responsibilities"."o 

This attitude towards positive treatment requests in an advance directive is replicated in many 

areas."!, 262 For example, the BMA guidelines on advance statements provide that such a statement 

cannot insist on a specific procedure or treatment. The guidelines recommend that any requests 

should be respected and complied with if they are considered appropriate. 263 As a case in point, it 

has been noted 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. ''''.265.266 Therefore, requests for CPR in advance directives may nol 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 Bland [1993J that the duty of care of a medical institution should be limited to what it 

can reasonably provide for one individual, without neglecting another,") Resources (e.g. finances, 

personnel, ecuipment 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,'"'''' 

In contemporary medical situations, this rationing of healthcare resources can result in certain 

treatment requests not being acceded to,270 Such limitations of resource allocation 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 allocation, a patient does not have an autonomy-based 

right to demand particular treatments, which may be scarce or inappropriate.271 Medical resources 
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should be used in a way that is fair and just for all patients who may need them'72,273 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",'" This case 

involved a man, Mr. Oliver Leslie Burke, who suffered from spino·cerebellar ataxia and wished to 

ensure that he would receive ANH in the future when he was no longer 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 or unless 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 treatment'75 

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 endorsement 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, ',n 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.'" 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 what constitutes heroic treatment for 
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that individual. m 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 tife, or even 

to enable them to experience a dignified death, but these wishes could mean different things to 

different people. 278,279,26O 

The difficulties in interpreting an individual's general preferences regarding treatment can mean 

that such wishes, while used in the overall assessment of potential treatment options, may not be 

afforded the same weight as more specific decisions regarding treatmen!.181 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.""83 However, some individuals perceive 

an advance directive as a tool to enable them to maintain involvement in their medical treatment 

by providing personalised guidance for future treatment decisions, without expecting such wishes to 

be legally binding'''''' 285 In addition, an advance directive containing general treatment preferences, 

which stem from an individual's values and beliefs, could potentially apply to 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 antibiotic treatment of infections if 

the individual was in PVS is quite clear-cut and could be followed directly. Refusals of treatment are, 

generally, more readily accepted and routinely included 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.286. 287 Therefore, to minimise the 

risk of misinterpretation or non-compliance with instructions contained in an advance directive it is 
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often recommended that the directive should outline, 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, 2a9, 290 

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 treatment 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'9I Similar conditions are also applied to advance refusals of treatment 

under the Uving 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 feel 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 doctors and healthcare professionals 

before drafting an advance directive, 

The content 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 Ice 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 Ice 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. 
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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 personal 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 valuable. 

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 proxy 

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 someone nominated in a lasting power of attorney 

under the Mental Capacity Act (2005) can consent to or refuse treatment on behalf of the author of 

the directive, but can only make decisions on life-sustaining treatment if this is specifically stated 

in the advance directive.'93 In Scotland under the Adults with Incapacity (Scol/and) Act (2000), 

individuals can appoint a welfare attorney to make treatment decisions on their behalf in the event 

of their future incapacity, based on the individuals' best interests at the time but also incorporating 

their known wishes and the views of those close to the individual. ',",295 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. 29B. 299, 300 In 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 based on what the proxy 

might want and not what the incapacitated individual would want. To minimise such problems it is 
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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 treatment preferences in detail 

with the proxy. This would 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 more proxies to facilitate 
the acceptability and implementation of the health care 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 decisions given orally are very important there may be 

more risk of these oral wishes being misunderstood or misinterpreted.,o!'30] Furthermore, it could 

prove difficult 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 importance 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).'03· 3". 305. 306 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.,o7. 308. 309. 310 Moreover, if an 

individual nominates a proxy, this proxy can also 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 wanted 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 directives were both documented and 

outlined orally to their proxy.'11 

It should be noted, that both medicine and medical science are continually advancing, such 

that existing treatments and therapies may be improved and previously incurable illnesses 

may eventually be treatable. Such potential medical advances are often considered as reasons 

against preparing an advance directive based on the treatment options that exist when the 

directive is made.'" 313. '" '" It is, therefore, often recommended that individuals review and 

301 Germ3n National Ethics Council op. crt .. D.S3. 

302 British Medical Council, 2000, op. elL, D.6 

303 German National Ethics Council op. cit.. p53. 

30.:1 Merllal capacity Act, op. ell" secllon 25 (6). 

305 Italian Na~onal Bioelhics Commr\ee, op cll,_ p.22. 

306 Bachingcr, op. cr'. 

307 Scotllsh Execulive, op. Cit., P 8. 

308 British Medical Association, 2000. op. erl . p.g. 

309 Alzheimer Europe, 20050. op. Cit .• p.l I. 

310 Bachingc!, op. Cit 

311 See Append!> I. The Public ConSLlltation: Tile lerTraining respondl!l1!S (5%) slaled they would preler if their directives wer", Outlined to a proxy. 

312 Sconish Council on Human Bioelhics. 2006a, op. CII. 

313 Fagerlin and Schneid~r.op. CIt. 

314 Tonelli, op. fl/ 

315 Michalowskl,op. cII. 
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update their advance directive on a relatively regular basis to take account of these medical 

improvements316,3I7,JI' 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 regularly 
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 

Following 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.319.32<>.321 Although, the level of competence required to revoke an 

advance directive varies between different jurisdictions, it is clear that an individual can revoke an 

advance directive when considered competent. However, if individuals are incompetent they may 

or may not be allowed to 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,'" with some organisations even providing specific forms to be completed 

to revoke an advance directive324 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 325 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 R(lCornmemlations on the freQuency of review 01 an aclvance directive vary from fNery 6 months, to every year, 10 every 3 years, or every 5 years. 

317 British Medical Associatioo, 2000, op. cit. p.7. 

318 Campbell,op. ell. 

319 Bachlnger. op. 01. 

320 Scottish Council on Human 8iOOlhks. 2006a. tip. cil. 

321 Georges, op. cit., p.ll. 

322 Campbell, Of). Cit. 

323 Alzheimer EuroPil. 2005a, op. eil. p.7, 26 and 31-

324 Scottish Executive, op. cit., p.IS. fA copy 01 this 101m is shown as Sample 2 in Appendix 4). 

:125 Men/al CapaCIty Act, op_ crl., section 24 (4 and 5). 
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of competence on the part of the author of the directive. It could be argued that given the legal 

ramifications of a binding directive, an individual would also require some level of competence to 

revoke such a directive. 

While the oral withdrawal of an advance directive is often accepted 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 subsequently 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. 32,.327 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.'" In 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'29 

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 author. However, given the potential 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 accessible 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 could 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 Michall)Vr,;ki, op. ell. 

327 Campbell, op. Cit. 

328 Tonelli,op, cil. 

329 German N~tjonal Emics (;{Junc.il, op. Cit" p.55: "any signs 01 a will 10 live in a peMn who is no longel menially competent inv<llidale The binding 
character of an advance directive in which treatment is refused, unless: iI. the medical decision situation is described in tile advance directive in 

sufficiently concrete terms; b. the advilrocc directive refers 10 the signs 01 a will 10 live mcmion£!d above anc! slipulal!:S lhallhcy shall be Immillerial to the 

decision; c, the advance directive has been drawn up in Willing or C!lmparably reliably documented; and d. the dralling 01 the advance dlrecllvtl has been 

preceded try appropriate cWvice: 
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There are some registries for the storage of advance directives, for example the US Living Will 

RegistrY,33' which electronically stores the advance directives of any individual who has registered 

through a member healthcare provider.331 Registered individuals increase the likelihood of their 

advance directive being utilised in a 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 utilised when required, for 

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 

to 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 above, in certain emergency situations it may not always be possible to delay treatment until 

an advance directive is consulted. 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 some form of card indicating that 

they have made an advance directive and where a copy could be obtained"'. "5. 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'37 

330 The us living Will Registry can be accessed at the lollowinl! website: http://wIoVW.uslivlngwillreglslry.com/deiauU.asp 

331 Member heaUhcare providers can include: hospitals, dOCtors, skilled nursing facilities, nursing racillliC!S, home health agencies, provi<ters 01 home heallt1 
care, ambulatory surgery centres cmd hospices, all of whom pay 11 fee \0 ha.ve unlimited access to the registry. However, il is free !of any individual 10 
register an advance directive in the system. For further inrotmatioo see: http:ltwww.uslivlf1p.illregisuy.comIhowitworksprovider.shtm 

332 Brili!.h Medical AssocIation, 2000, op. CJr., P,g. 

333 Kutner, op. cit. 

334 See lhe US Living Will Regisuy, h!tp1/www.uslivingwillregiSlry.cooVwalle\card.shlm 

335 AWieimer Europe 2005b, op, cll., p.ll. 

336 British Medical Association, 2000, op. cst .• p.g. 

337 II an ad'lilrJCe directive has been revoked, then all existing copies 01 thaI dlreclive should be destroyed lor 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 10 "stimulate reflection, communication, 

and exploration of fears and possibilities with physician and family"'38 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 generalleve!. 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%,340.341.34'_343 while 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 Ireland was approximately 14%,'" whereas 

11 % of respondents to the public consultation for this opinion stated that they had made advance 

directives.346 

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 lack of public awareness in relation to advance directives 

and the complexity of the documentation involved. 

The measures outlined above regarding the drafting 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-life treatment and care. Increased 

communication and discussion between all parties, i.e. individuals, their families and others close 

to thern, doctors, and other healthcare professionals, will not only help to provide an inSight into 

an individual's preferences regarding future treatment and care. It will also 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. op. cil. 

339 Donnelly. OIJ. cit .. p,65. 

340 Fagerlin and Schneider, op, CIt. 

341 Hech! and Shiel. DP. ClI. 

342 Crane. MK, Wittink, M and Doukas. OJ 2005. Rcspec.Hng £nd-oI·Ufe Trmlmofll Pleferences. American Family P'rysicliJll 72 (7), 1263·]258. 

343 The Presidenrs Council on Bioo!hlcs, op. Cit., p.71. 

344 P!Jrsonal communication with thc German National Ethics ColfnciL 

345 Irisn HMpIc:c! foundation Survey, op. cit., p,21. 

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

Introduction 
In accordance with the policy established at its inception, the Irish Council for Bioethics has carried out 

a public consultation 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 itself. 

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 public 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 felt 

have not been covered adequately or at all in the questions posed. The ICB decided on a modified 

version of a questionnaire, 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 Cl-C4. 
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Figure A - Advance Directives: Public Consultation 

Advertising: 

Irish Times ..... 

Irish Independent 

. . May 15th 

.. May 15th 

Irish Examiner .............................. 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 (Pat Kenny) .. . . . . . . . . . . . . . . . . . . ... May 24th 

Highland Radio (Shaun Doherty) ................. June 8th 

Publicity - Print: 

Sunday Tribune ................... . .... May 21st 

. ... June 13th Irish Times Health Supplement ....... . 

Figure B. 
BIOETHICS 
(0 ...... " I"~"'ocl" ~(" •.•• 
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Figures Cl - C4. 

THE IRISH COUNCIL FOR 

BIOETHICS 

For office use only 

ADVANCE DIRECTIVE/LIVING WILL SURVEY 

An advance directive/living will is a statement made in writing or orally by a competent adult 

relating to the type and extent of medica! treatments they would or would not want to undergo 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 someone (proxy) to make medical treatment deciSions on their behalf should they be 

unable 10 express their wishes, An advance directive is not enforceable if the actions 

outlined in it are themselves illegal, e.g. request for euthanasia. 

The Irish Council for Bioethics/Comhairie Bitheitice na ht:ireann 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 

otherwise, in Ireland. In preparing its report the Council wishes to survey public opinion in Ireland 

on this matter. Please use this form to let us know your views. Responses will be treated as 
confidential. Extracts of unattributed comments made in section 12 may be quoted in the final 

report. Thank you for taking the time to respond. 

Questionnaires must be returned by 16th June 2006. 

Gender Male Ferrmle 

0 0 
Age Group 16-25 26-35 36-45 46-55 56-65 66+ 

0 0 0 o o o 
Education Primary Lwr Secondary· Upr Secondary! Third Level 

0 0 o o 
Religious Beliefs Ves No 

0 0 
Health Status Good Fairly Good Fairly Poor POe< 

[] 0 o o 
• lower $eoomt .. ry equivalent to Junior CArtlfic:rte 

I Upp&! Second:IIY equivalent 10 Leaving Cen.ll1e:rte 

r , 
:~ -~ .-- , 

.. .. 



1. Please indicate if you have encountered any of the following three experiences 
in the last five years. 

Hospitalisation (yourself) 

Hospitalisation (family member) 

Death of a family member, relative or friend 

Yes 0 
Yes 0 
Yes 0 

No 0 
No 0 
No 0 

2. Please indicate if you had ever heard of the words "advance directive" or llliving 
will" before this surveY'. (Respond by choosing one of the three ansV'lers below). 

~s 0 
Yes, but I was unsure of it's meaning 0 
No 0 

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

Yes 0 NoD 

4. Due to an illness (i,e. stroke, dementia) or accident (i.e. traffic accident), you may 
become Incapable of communicating your dedsions. In such a case, do you feel it is 
better to have expressed your wishes in advance regarding medical treatment? 

Strongly agree 0 
Moderately agree 0 
Moderately disagree 0 
Strongly disagree 0 

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, Please indicate the reasons why you feel it is batter to have expressed your wishes 
in advance regarding medical treatment. (You may tick more than one box). 

I want to undergo the treatment of my choice 0 
There may be differences in opinions between family members 0 
I do not wish to burden my family with end-of·life decisions 0 
, want to make known my wishes regarding being an organ donor 0 
I want to seriously consider my end-of-life decisions 0 
I do not trust the current medical profession 0 
I want to decide for myself 0 
Other (please elaborate using section 12 of the form) 0 

----- ----
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6. Please indicate what you might like to express in an advance directive. 
(You may tick more than one box). 

Treatment related decisions in the case of becoming terminally ill 0 
(e.g, whether or not you wish to receive life-prolonging treatment) 

Treatment related decisions regarding "pain" during terminal slages 0 
(e,g. whether or not you wish to be treated with painkillers) 

Whether or not you would like to be informed of your diagnosis/ 0 
prognosis (e.g. health information to be directly disclosed to you) 

Treatment related decisions in the case of long-term coma 0 
Whether or nol you would like to be artificially ventilated in the terminal 0 
stages of illness 

Whether or nol you would like to be an organ donor for transplantation D 
Whether or not you would like to donate your body for educational purposes D 
End-of-life treatment related decisions (e.g. whether you would D 
like to die in Ihe hospital) 

Other (please elaborate using section 12 of the form) 0 

7. Please indicate how detailed you would like to describe vour treatment options 
when creating an advance directive. 

As detailed as possible (i.e. grant or withhold specific treatments) 

General preferences (i.e. statement about personal values and 

treatment preferences) 

Other (please elaborate using section 12 of the form) 

o 
o 
o 

8. 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 

As much as possible; yet as long as my reasons are observed. 

the advance directive does not need to be strictly observed 

Just as a reference 

9. Please indicate how you would like to record your advance directive. 

Documented (written document or voice recording) 

Orally to someone who will act in accordance with your wishes (proxy) 

A combination of a document and a proxy 

o 
o 
o 

o 
o 
o 
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THE IRISH COUNCIL FOR 

BIOETHICS 
CO~HAIUE BnH[ITICE NA HtIlUAN ... 

Please return forms to: 
Public Consultaiion/Advance Directive 

Irish Council for Bloethlcs 
Academy House 

'9 Dawson Sireet. Dublin 2 

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

Necessary 

Unnecessary 

Do not know 

o 
o 
o 

11. Please indicate the reasons whV you 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 lime is needed 0 
My doctor will make such decisions when the time is needed 0 
, am currently healthy, lhere is no need 10 consider such decisions 0 
At my present age, there is no need to consider such decisions 0 
I have no information about advance directives 0 
I feel that I will never be in situation where I would need an advance directive 0 
It is impossible to think of such decisions for it is impossible to D 
imagine myself in such a situation 

I do not want to think thai I will eventually die or lose my memory 0 

12. Please use this space to express any additional views you may have on advance 
directive. (additional pages can be used). 

This questionnaire is a modified version of that published by Akabayashi A at 01 in BMC Medical Ethics 2003,4:5 
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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 1GB. 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 crops and foods). Such probable unfamiliarity would not, however, imply that the topic would 

not be of interest or possibly even concern to members of the public once they became aware of its 

implications. Indeed, part of the rationale behind the undertaking of this study by the leB was the 

perceived need to 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 made was that 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 leB 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 leB 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 

I 

Gender 

Male 

Female 

S(aUSLtCS basoo on 429 respondents. 

Female respondenls oulnumber male by slightly over 2, I. 

Age Group 

16-25 -26-35 

36-45 

46-55 

56-65 

66. 

5laUsUcs based on 429 respondents. 

32.9% 

67.1% 

8.2% 

31.2% 

14.7% 

15.6% 

16.8% 

13.5% 

141 

288 

35 

13' 

63 

67 

72 

58 

The number of submissions from persons in the younger age groups is an interesting finding, as it is often 

assumed that heallh-related cares are the concerns of the older generations. Submissions from those in 

the under 35 age groups were almost exclusively submitted online. 

Education 

Primary I 1.4% 6 

Lwr Secondary (equivalent • 3.7% 16 to Junior Certificate) 

Upr Secondary (equivalent 
to leaving Certificate) 13.6% 58 

Third Level 81.3 347 

Sl3tisuc:s btlsed on 427 resp<Jndcnis. 
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Religious Beliefs 

Yes 65.5% 281 

Stalls!ics based on 429 respondenls 

Health Status 
, 

--- ---- .. - -- - --- --, 
Good 79,2% 

1,6% 

Poor Ii 1,6% Ii II 
Stalls,ICS based on 428 respondents. 

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 those currently aware of it or its implications. 

Residence 

339 

7 

7 

Ireland I 96.2% 409 

" 
Other I_ ii 3.8% j[ 16 

Statistics based on 425 respondents 

I 

1 
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Responses to the Questions posed 

Q1. 

Please indicate if you have encountered any of the following 
three experiences in the last five years 

Hospitalisation (yourselfl 

Hospitalisation 
(famiLy member) 

Death of a family member. 
relative or friend 

StatistiCS based on 371. respondents 

35.B% 13<1 

62.3% 233 

70.1% 262 

While it would not be valid to extrapolate 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 
"advance directive" or "living will" before this survey 

Yes 11111111111111111111111111111111 
Yes but I was unsure of 

its meaning 

No_ 
StatistiCS based on 429 respondents. 

75.3% 

14.2% 

10.5% 

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. 

323 
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Q 3. 

Have you actually written up an advance directive/living will 
or any document concerning your future medical care? 
- ~ - --- ------ ----

Yes _ 

N< 
SlalisllCS based on 427 respondents 

11.2% 

II 88.8% II 
48] 

379 I 

In 2004. 14'10 of a representative sample of the Irish public stated they had written an advance directive 

in a questionnaire commissioned by the Irish Hospice Foundation. In countries such as the US, where 

there is a legal framework for advance directives, it is estimated that 20-25'10 of the general public have 

made an advance directive. 

Q4. 

Due to illness li.e. stroke, demential or accident li.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? 

Moderately Disagree 

Statistics based'on 429 respondents: 0 hllered. 0 skipped 
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Q 5. 

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) 

l' --- ---

I want to undergo the 'ill-•••••••••••• 

treatment of my choice ,~ 

There may be differences in lUi! •••••••••• 
the opinions between I~ 

family members 

I do "not wish to burden 
my family wit end-oJ-life ', ••••••••••••••• 

deciSions (~ 

I do not wish 10 burden 
my family wit end-ot-life I •••••••••••••• 

decisions 

I want to make known my i' •••••••••••• wishes regarding being an!~ 
organ dori'o'r 

I want to seriously consider ••• 
my-end-of life decisions PI 

Other (please elaborate in ~ 
the final section of the forml ~ 

StatistiCS based on 369 respondeflls 

54.2% 200 

43.1% 159 

69.1% 255 

63.4% 23' 

.! 

58.5% II 216 

13.3% II '9 

63.7% 235 

I' 

6.2% 23 

The views indicated are self-explanatory. and reflecfthe princiPill·concerns relevant to actual or potential-. 

future health concerns. 
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Q 6. 

I 

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 boxl 

. .. ... T 
Treatment related decisions I 

in the case of becoming I! 
terminally ill (e.g. whether or ' ••••••••••••••••••• 

not you wish to receive life
prolonging treatment 

Treatment related decisions 
regarding pain during 
terminal stages (e.g. 

whether or not you wish to 
be treated with painkillers 

Whether or nol you would I 

like to informed of your I' 

diagnosis/prognosis [e.g . ••••••••••••••••• 
health information to be I 
directly disclosed to you I 

Treatment related decisions I, ••••••••••••••••• 
in the case of long-term \~ 

coma 

Whether or not you would 

like to be artificially II ••••••••••••••• 

ventilated in the terminal ~ 
stages of illness I 

Whether or not you would 

i 
like to be an orgar:a dono,r 

lor transplantation 

Whether or not you would I 
like to donale your body for 

educational purposes 

End-of-Life treatment related 

: 
decisions le.g. whether you 

would like to die in the 
hospital 

Other Iplease elaborate In • 

the final~e~tion of the ~ ~ 

I 

90% 332 

67.8% 250 

18.9% 291 

83.2% 307 

83.5% 308 

75.9% 280 
I 
I 

49.3% 182 

, 

I 
[ 

71.8% 265 

7% 26 

StaiistlCs basetl on 369 respondents _ __ 

The range of subsidiary questions presented under this heading covers the principal factors relevant to an 

advance directive. 

I 

, 
! 

I 

, 



Is It Time lor Advanced Healthcare Directives' 

Q } .. 

Please indicate in how much detail you would like to describe 
your treatment options when creating an advance directive. 

As detailed as possible 
le.g. grant or withhold 

specific treatments) t, 

General preferences le.g_ 
statement about personal 

values and treatment 
preferences 

Other IpLease elaborate in il 
the finaL section of the forml I, 

Statistics based on 366 respondents 

".5% 

52.2% 

3.3% 

Theresponden!s were'more or'l~s equallydivided,in:relalion to.the lor,man adY,ance diredive sl10Uld 

take. The specificity ofa directive would have implicaiions with respecUothe legal validity. of the 

direCtive: 

q,8. 
Suppesing you have created an advance directive please 
Indicate to. what extent yeu weuld like to. be treated 
accerding to your advance directive? 

----" '--- - ---, -- ----:-----li -----

My advance directive ••••••••••• 
should be strictty 

observed 

As much as possible: yet as long 

as my reasons are observed. the " ••••••••••• 
advance directive does not need to be I~ 

strictly observed 

Just as a refere~ce 

Sialistics oased on 364 respondents 

-. 

42.3% 

3.6% 

163 

191 

12 

197 

13 
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Q 9. 

Please indicate how you would like to record 
your advance directive. 

Documented (written ii 
-document or voice :.......... ,. '6.3% _. 171 j 

recording~ h _ _ _ 
r-or-a-l~-l-o-s-om--eo-n-e-.W-ho--W~iU~rl------------~------------------------~i[J[J 

acO in accord,nce with your • I 6% 22 
wishes la proxy! I . 

A combinati~~ of'a ~.: •••••••••• ________________ ' 47.7% -. - 176 1 
documen.t and a pr"oxy I~ 

Statistics based on 369 respondents 

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 like to appoint a proxy to interpret their directive. This 

may reflect a desire to ensure that the advance directive is complied with. 

Q 10. 

Do you feel such documents need to be legally binding? 
- ---1 

Necessary 65.9% 243 I 

Do not know 20.9% 77 

Stallslics based on 369 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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'0,11. 
-

Please indicate the reasons you feel it is NOT better to 
express your wishes in advance regarding medical treatment. 
(You may tick more than one box I 

My family witt make such ••••••••••••••••••• 

needed L:eCiSions when Ihe lime is 

Jl -

11- 50% II 
My doctor will make such I 

decisions when the time is 

needed I 
J am currently healthy. there II 

is no need to consider such • 
decisions II 

Jl -
At my present age. Ihere is I 

no need to consider such • decisions I 
I" I have no information F. 
~bout advance dlreClive-s~l 

--

-, 

, 3,8% 

, 
" ---' 

II I 
Ii 7,7% I' 

I -JL --

, 
I 'cellha! I will never be'ln a I i:.:l[J situation where I will need r-advance directives :1 (' 

!I 

II is impossible 10 think_~1 
-- ~ 

!I --~J such decisions for it is • , 

impossible to imagine myself 7.7% 

in such a_ situation L 
" -- JL 

I do ", woo, to 'h',k .hat I ~ 
will eve",",lIy die " loose 

my memory 

SLallstlCs based on 26 respOnaen!5 

Q12. 

Please use this space to express any additional views 
you may have on advance directives 

)' II 

I 
3,8% II 1 

I! 

L_ - -,---------- ..J 
148 

-- ----
StallSIICS based on 11,8 resJondenls 

This,heading is:presented above merely as the finalelen,ent of the questionnaire, ,'although it, is, ,of courSe, 

a key element of the consultation"Due'to the necessarily un'ique nature of the individualrepliei;;they, 

require separate consideration, which is':presented below. 

:57 



58 

The Irish Council ror Bioethics 

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 elements 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 

period 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 categorisation is arbitrary and has been made for purposes 

of clarity only. There is no ranking or weighting or the four groups, which manirestly 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 largely 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 or 

"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 topic: 4 
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Life and Death Issues 

This heading appears in advance of the detailed presentation on directives, as it 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 the view that patients should die a natural death 

without medical intervention apart from palliative care, notably 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 certainty 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 patienfs next of kin or by a proxy; in the latter case guidance only 

was considered permissible. 

Some of the respondents expressed doubts about the desirability of advance directives being 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 

courts. 

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 respondents 

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 

patients, 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 family, The autonomy or independence of patients 

should be preserved even when they were incapaCitated. 

The view was expressed in several 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 illness should be the sale 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; (c) 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 implemented 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 that 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 one 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 one. 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 ctear 

statement of a person's views regarding future medical treatment. would offer considerable relief to family 

members when grievous ill-heatth 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 schoots. 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 personal circumstances such as a family illness or bereavement. 

Total number of submissions 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 to be enshrined in an advance 

directive. It was suggested that detaited information 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 

health care 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, there is overlap with some views expressed 

elsewhere in this Appendix; once more, however, the total given below for submissions in this category is a 

distinct. additional one. 

The perceived benefits to patients' families have been discussed separately, but an additional view may 

be noted, the submission stating that if the patient's family was lor, 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 al a future time when Ihey may be incapable of laking such 

decisions; Ib) legally binding advance directives give healthcare professionals a framework in which to work; 

Ic) advance direclives can help reduce shortages of body/organ donors; and Id) an advance direclive 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 Ib) 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 respondents made the point that it was practically impossible for the authors of 

advance directives (unless currently ill) to anticipate their views on future medical treatment. Firstly, the 

authors could simply change their minds, for whatever reason, and, secondly, nobody 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 statements of prinCiple, and 

that they should be time-specific. To definitively specify medical care COUld, if an advance directive is fully 

observed, prevent the current best treatment being given. 

Although one respondent took a different approach. suggesting that advance directives 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 that, where uncertainty arose in regard to treatment at a future 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 would 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 or 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 rationat 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 emotional 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 submissions covered a wide spectrum of opinion, ranging from total opposition to advocacy of 

votuntary euthanasia as a human right. Most respondents refer specifically to the need for the otd 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 tead 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 presenl survey, discussed earlier, have expressed fears that euthanasia 

could 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 taken 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 impertance of religious beliefs to individual 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 system, 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 topic: 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 resolved 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 topiC: 3 

Donation of Body or Organs for Research or Transplantation 
Several 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 beliefs were cited as the reason. It may be added that one 

respondent, on consulting a doctor 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 it 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 recuired. 

Total 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 quantitative 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 opinions in their own words and at their chosen length. This helps to eliminate 

"second-guessing" of the views of the public, as the submissions are wholly authentic. 
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Conclusion 

Some 429 people responded 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 be extrapolated to cover a greater range of public opinion. 

Further, it would appear that the number of respondents indicating experiences of hospitalisation 

or mortality let 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 concerning 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 technology. 
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Submissions Sought by the Irish 
Council for Bioethics 

Age Action Ireland 

An Bard 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 Ireland 

Law Reform Commission 

Law Society of Ireland 

Medical Council 

Mental Health Commission 

Mental Health Ireland Methodist Church in Ireland 

National Council on Ageing and Older People 

Nationaler Ethikrat (German National Ethics Council) 

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

Ombudsman for Children 

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

Presbyterian Church in Ireland 

Wards of Court Office 

Watch Tower Bible and Tract Society of Ireland 



Is It Time for Advanced Healthcare Directives' 

Appendix 3: 
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Council for Bioethics 
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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 1 

Name of person making this statement: ____________________ _ 

Address of person making this statement: ___________________ _ 

__________ [ name] wish the following views to be taken into account, in the 

event of decisions about my care and treatment being made 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. I would like to receive the following treatments: 

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

3 Signalure _____________________ _ 

Reproduced with the k.ind permission of the Scottish &ecutive. Available from the following weDsi!e; 
http://WwW,scotland.gov.uk{ResourcetOoc:l26350/0012826.pdf 
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4. Witness Certificate' (please see note at bottom of page) 

I certify that in my opinion [insert name 01 person making advance statement] 

has the capacity of properly intending the wishes set out above. 

I hereby witness his/her signature. 

[signature] [date 01 witnessing signature] 

Full name of witness: ____________________________ _ 

Address of witness: _____________________________ _ 

Designation of witness: ___________________________ _ 

IOccupation/category which enables the witness to act as a 'prescribed person'] 

You should keep a list 01 the names of everyone who has a copy 01 this document. 

2 Those who can witness an Advance Statement are; a clinical psychologist entered on the British Psychological Society's register of 
chartered psychologists, a medical practitioner, an occupational therapist registered with the Health Professions Council. a person 
employed in the provision of (or in managing the provision of) a tare service, a registered nurse, a social worker and a solicitor. 
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Sample 2 

Withdrawal Of Advance Statement Made Under The Mental Health 
(Care And Treatment) (Scotland) Act 20033 

Name of person withdrawing advance statement: __________________ _ 

Address of person withdrawing advance statement:: ___________________ _ 

_______________ [name} wish to withdraw my advance statement, which 

was signed and dated on _________ [date witnessed) and which was witnessed by 

[name of witness). 

1. Signature ________________ -----

2. Witness Certificate' 

I certify that in my opinion _______________ [name of person withdrawing 

advance statement} has the capacity of properly intending the wishes set out above. 

I hereby witness hiS/her signature. 

[signature] [date of witneSSing signature] 

Full name of witness: ___________________ _ 

Address of witness:. __________________________ _ 

Designation of witness: __________________ _ 

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

3 ReprtIdUc:ed wilh the kind permission 01 the Scottish Executive. Ava"<Jhlc from the following websi!e: 
httpitwww.scotJand.gov.uk/Resoorre'Doel2635Or'OO12826.1Xl1 

~ ThoSt! who can wiLness an Advance Stalemenl are: it Clinical psychologist en:ered on the British PsythoIogIc.aI SocIety's lcgts!eI' 01 Chartesm 
psyc~. a medICal praclilioflel. an oc:cupatlooallherapist registered with the Health Professions Council, a pIlrson emplaytld in the provision of 
(or In managing the pl'tlVision 00 a care service. a registered nurse, a social WQfker and a solicitor. 
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Sample 3 

Advance Directive For Health Care5 

Name: ________________________________ _ 

Addre§: __________________________________________________________ _ 

Hospital Unit Number: __________________ _ 

It is my express wish that if I should 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 illness or 

c) advanced or terminal malignant disease or 

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

and have become mentally incompetent 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, I 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 I 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 I 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. 

Other requests. 

5 Reproduced wllh me kind Pf!rmlssion 01 tho New Zealand Medical Assoclallon, Available Irom tile following we~to: 
htlp:!lwww.nzma.org.nz/patient-guidw.actvance-directive.pdf 
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The object of this directive is to minimise distress or indignity which I may suffer or create during an 

incurable illness, and to spare my medical advisers or relatives, or both, the burden of making difficult 

decisions on my behalf. 
'~ "'- ,// 

~ '," DJte ________ _ Signed /~, 

.... '. , . 
~. . 

, "'-, "'-, 
Witness 1, __________ ----,_,-'-__ '-"---_··-'. • .,---' _'.,-" ____________ _ 

.... / 
,,_ ~ / t' J 

~, ' ..... / 
Witness 2 '. .... , 

Statement by one witness: 1/ ~ •• > "~ ..... " .. ~,) declare that in my 
'.. ~" " \ 

/" "'.~,) 
opinion the above person,~c.._::~,_ ,,-"-,_''--.'-. ___________ _ 

understands the mean"ing'ana implicati~ns of this directive, 
/~. 'o/ ./ 

is of sound mind and 

Signed'." \ Date ________ _ 
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Sample 4 

Advance Directive6 

01 ____________________________________________________________ ___ 

advise that in any circumstance that I am not competent to make a choice about a future healthcare 

procedure, should the following situation arise, 

that I accepVdecline/withdraw (delete those which are not applicable) the following treatmenVs 
, '/// 

I confirm that information about the risks, cons~quen'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 (Contact Person) 

Date ______________________________ __ 

Updated/reconsidered/endorsed on _________________ _ 

Updated/reconsidered/endorsed on _________________ _ 

Updated/reconsidered/endorsed on _________________ _ 

6 Reproduced with the kind permission of l/1e New Zealand Medical Association, Available from the following website: 
ht1p:JJwww.nzma.org.nzJpatjen(-guide/adv~nce-directive, pdt 
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Sample 5 
Health Care Proxy7 

(General Laws of Massachusetts, Chapter 201D) 

EXPLANATION 

You have the right to give instructions about your own health care, You also have the right to name 

someone else to make health-<:are decisions for you, This form lets you do either or both of these things, 

It also 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 I of this form is a Designation of Health Care Agent. Part I lets you name another individual as Agent 

to make health-<:are decisions for you if you become incapable of making your own decisions, You may 

also name an alternate Agent to act for you if 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 III: Section 70E of the 

General Laws of Massachusetts's as your health care Agent if, al 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 

conceming 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-<:are providers and health-care institutions; 

(c) Consent or refuse consent to life-sustaining procedures, such as, but not limited 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 ReprodUCed with the kind permission of USl£:ogaIForms.com. Available from the folloWing website: http://www.u~legallorrm;.com 
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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 to 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 to have primary responsibility for your health care. 

After completing this form, sign and date the form at the end. tt 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 other 

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 witling 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 

oralty or in writing or by any other act evidencing a specific intent to revoke the Health Care Proxy. You 

may reptace this form at any time. 
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Part 1: Designation of Health Care Agent 

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

(name 01 individual you choose as Agent) 

(address) 

(home phone) (work phone) 

OPTIONAL: If I revoke my Agent's authority or if my Agent is not willing, able, or reasonably available to 

make a health-care decision for me, I deSignate as my first alternate Agent: 

(name of individual you choose as first alternate Agent) 

(address) 

(home phone) (work phone) 

OPTIONAL: II I 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, I deSignate as my second alternate Agent: 

(name 01 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 health-care decisions for me, except as I state here: 

(Add addilional sheets if necessary.) 

(3) WHEN AGENT'S AUTHORITY BECOMES EFFECTIVE: 

My Agent's authority becomes effective when my primary physician determines I 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 I lack the capacity to make my own health-care decisions and my primary physiCian 

and another physician determine I 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 attomey for health 

care, any instructions I 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 tor 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), 

D I nominate the Agent(s) whom I named in this form in the order designated to act as guardian. 

D I nominate the tollowing to be guardian in the order designated, 

D I 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 what is besl for you in making end-of-life decisions, 

you need not fill out this part of the form. If YOU do fill out this part of the form you may strike any 

wording you do not want 

(6) END-OF-LiFE DECISIONS: 

I direct that my health-care providers and others involved in my care provide, wilhhold, or withdraw 

trealment in accordance with the choice I have marked below: 

Choice Not To Prolong Life 
I do not want my life to be prolonged if: (please check all thal apply) 

(i) I have a terminal condilion (an incurable condilion caused by iniury, disease, or illness which, 

to a reasonable degree of medical certainty, makes death imminent and from which, despite 

the applicalion of life-sustaining procedures, there can be no recovery) 

and 

regarding artificial nutrition and hydration, I make lhe following specific direclions: 

Artificial nutrition through a conduit 

Hydration through a conduit 

I want used 

o 
o 

I do not want used 

o 
o 

(ii) I become permanently unconscious (a medical condition that has been diagnosed in 

accordance with currently accepted medical standards that has lasted 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, I make the following specific directions: 

Artificial nutrition through a conduit 

Hydration through a conduit 

I want used 

o 
o 

I do not want used 

o 
o 
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Choice To Prolong Life 

o I want my life to be prolonged as long as possible within the limits of generally accepted health

care standards. 

RELIEF FROM PAIN: Except as I state in the following space, I direct treatment for alleviation of pain or 

discomfort be provided at all times, even if it hastens my death: 

/ /' .. " 
/ / ~

'-/'/ 

(7) OTHER MEDICAL INSTRUCTIONS: /.,/ 

(If you do not agree with any of the optional choices above and ;"ish to write your own, or if you wish to add 

to the instructions you have given above, you may do s6 here:lld'irect that: > 
/'/ '" './ / 
\"//' ". / 

(Add additional sheets if necessary.) ". 

./ 

/ 

/ 
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Part 3: Anatomical Gifts at Death 

(OPTIONAL) 

(8) I am mentally competent and 18 years or more of age. 

I 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. 

o my body; 

o any needed organs or parts; 

o the following organs or parts; 

To the following person or institutions 

o the physician in attendance at my death; 

D the hospital in which I die; 

D the following named phYSiCian, hospital, storage bank or other medical institution; 

D the following individual for treatment; 

tor the tollowing purposes, 

D any purpose authorized by law; 

o transplantation; 

D therapy; 

D research; 

o medical education. 
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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 I have designated above is not willing, able or reasonably available to act as 

my primary physician, I 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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I 

(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 General Laws of Massachusetts, Chapter 21OD, 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: 

(print name) 

(address) 

(signature of witness) (date) 

Second witness: / 

(print name) 

(address) 

(signature of witness) (date) 
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Rapporteur Group on Advance 
Directives 
Dr. Peter McKenna 

Mr. Asim A. Sheikh, BL 

Professor David Smith 

Rotunda Hospital 

Division of Legal Medicine, University College Dublin 

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. 
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, 

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 Bioethics 

Professor Andrew Green, School of Medicine and Medical Science. University College Dublin; National 

Centre for Medical Genetics, Our Lady's Hospitat for Sick Children 

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

Dr. Richard Hull. Department of Philosophy. National University of Ireland Galway 

Dr. Peter McKenna, Rotunda Hospital 

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

Mr. Stephen McMahon, Irish Patients' Association 

Professor Cliona O'Farrelly, School of Medicine and Medical Science, University College Dublin; 

Education and Research Centre, St Vincent's University Hospital 

Dr. Darina O'Flanagan, National Disease Surveillance Centre 

Professor Richard O'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'Sullivan 

Ms. Emily de Grae 

Dr. Stephanie Dyke 

Mr. Paul Ivory 

Terms of Reference 
1. To identify and interpret the ethical questions raised by biomedicine in order to respond to, and 

antiCipate, questions of substantive concern. 

2. To investigate and report on such queslions in Ihe 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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Glossary 
Note that the terms listed are explained as they apply in the context 01 the present document. In 

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 treatments 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 Directive above. 

Artificial Nutrition and Hydration (ANH) 

Techniques 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 fiuids orally. 

Assisted Suicide 

Where an individual suffering from an incurable illness 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 10 him or her. 

8 Several definitions were derivoo from: http://encyclopedia.tt1efreedictionary.com/. and http://www.thefreedictionary.com/ 
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CardioputmonalY 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 10 accept or undergo a particular medicallreatment or medical procedure. 

Ourable Power of Attomey for Healthcare 

A legal document in which competent individuals nominate someone 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 Attomey 

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 attorney 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 relers 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 palient 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. cardiopulmonary 

resuscitation, or artificial ventilation. 
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Living Will 

A written advance healthcare directive. 

Natural Death 

When the death of an individual resurts from the normal progress of a disease or illness. Any medical 

treatment received at this juncture would be palliative rather than curative. 

Palliative Care 

eare that improves Ihe quality 01 lile 01 patients and their lamilies facing a life-threatening illness, through 

the prevention and reliel of pain and other symptoms of the illness, including physical, psychosocial and 

spiritual problems, without affecting a cure. 

Parens Patriae Jurisdiction 

The legal authority of the courts to make medical or other decisions on behalf of a child or incompetent 

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 leel no pain. The patient can breathe unaided and digestion 

continues to function, but he or she has no cognitive brain function and cannot communicate in anyway, 

Also known as permanent vegetative state. 

Proxy 

Someone nominated by the author 01 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 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 an advance directive. 

Self-Determination 

See Autonomy above. 

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 

doing so. 

Ward of Court 

An individual who by reason of incapacity, through minority or mental illness, is under the protection of 

a court either directly or through a guardian appointed by the courl. The court has the final authority to 

make any deCisions, medical or otherwise, on behalf of such an individual. 
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