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Foreword

Therights of disabled people and equality of treatment are
key issues for the Disability Rights Commission. We have an
interestinthe position of disabled patients and their rightsin
resuscitation cases arising from cardiopulmonary failure,
and in end of life matters such as withdrawal of treatment.
Given resuscitation policy is acomplicated and sensitive
issue, we decided to commission independentresearch into
policy and practice in Scotland. Thistopicis ofimportance,
becauseitdeals with life and death issues, and can provoke
strong emotions and opinions. The differing views amongst
people with disabilities, as well as doctors, is an indication of
the complexity of this issue.

We are keento ensure thatdisabled people’s rights are
supported and clarified. The Commission has taken an active
interest in such mattersincluding our interventioninthe
recent case of Leslie Burke concerning artificial nutrition and
hydration. The Disability Rights Commission believesin the
importance of dignity, choice and communication, and they
need to be central to any debate.

We hope this research will help elucidate the issue and dispel
afew myths. We are very grateful to the Strathclyde Centre
for Disability Research at Glasgow University, and the
Department of Nursing Studies at Edinburgh University for
their hard work in carrying out the research.

Itiswelcomethatthe research shows that Health Boards and
the previous Trusts in Scotland have policies on Do Not
Attempt Resuscitation decisions, and that they all believe in
the need to consult with patients and their families on such
matters. This shows there is a growing recognition and
understanding of the issue. However, itwould appear that
more can be done to ensure policies and practice are
disseminated across the health field and become best
practice.



We see this research as making a key contribution to
informing the discussion, providing information for all those
concerned, as well as helping Health Boards and medical
professionals access information about best practice. The
research indicates that more could be done:

e toincrease communication and advocacy supportfor
patients

e inspreadinggreaterinformation aboutthe Adults with
Incapacity (Scotland) Act 2000

e inupdating Trust policy documentsto include specific
reference to Scottish law, in line with the British Medical
Association, Resuscitation Council and Royal College of
Nursing guidelines

Thisis notanissue with simple answers or where
prescription politics can provide an answer. We hope that by
providing more information about disability, doctors, health
staff and people with disabilities and their families will be
betterinformed, and disabled patients and their families will
be furtherincluded in decisions affecting their futures.

Elaine Noad
Scottish Commissioner
Disability Rights Commission



Chapter 1: Background to the study

Introduction

Within the UK National Health Service, there is a concern to
include patientsin allimportant decisions abouttheir care
andto avoid discrimination against particular social groups
in accessto services. The Disability Discrimination Act 1995
(asamended) places a duty on providers of goods and
servicesto avoid discriminating against disabled people. In
addition, the Human Rights Act 1998 underpins a number of
fundamental human rights. Provisions particularly relevant
to Do Not Attempt Resuscitation (DNAR) decisionsinclude
therightto life (article 2) and the right to freedom from
inhuman or degrading treatment (article 3). These may affect
decisionsthat either deprive an individual of life sustaining
treatment or subjectthem to treatment without benefit.
Article 8, theright to respect for privacy and family life, may
also be related to the extent to which patients should be
involved in decisions, the amount of information provided to
them and communication with the friends and relatives of
both competent and incompetent adults. Furthermore, the
rightto be free from discriminatory practices is covered by
article 14.



British Medical Association (BMA) guidelines on the use of
DNAR notices, published in 2001 in collaboration with the
Resuscitation Council (RC) and the Royal College of Nursing
(RCN), establish new standards in terms of patient
consultation. However, there is continued disquietamong
some disabled people concerning equal access to health
services and treatments. Prior to the publication of the
BMA/RC/RCN guidelines, guidance did notindicate the
necessity of consulting competent patients before writing
DNAR notices. Inthis report, we focus onissues surrounding
cardiopulmonary resuscitation (CPR). However, within a
wider context, disabled people fear thatthey may be denied a
range of life saving operations and treatments, such as
rehydration, artificial - nutrition or specialised treatments
such as dialysis. Some of these issues were recently
considered inthe English High Court case, Leslie Burke v
GMC (case no Co/4038/2003), which was heard before Mr
Justice Mumby.

The research reported here provides a brief review of UK
policy with regard to DNAR notices within the wider context
of humanrights legislation. Thisis followed by a content
analysis of DNAR policy guidelines produced by NHS Trusts
and Health Boards throughout Scotland. In-depth interviews
were conducted with consultants in arange of specialities to
explore views onthe implications of the guidelinesin their
particular areas of expertise. The views of a small number of
voluntary organisations were also explored and contrasted
with the views of consultants.

It should be noted that this was a small-scale study, and part
ofthe aim was to identify areas where further research is
needed. In particular, the scope ofthe study did not allow us
to spend time exploring the views of disabled people
themselves with regard to accessing health services and
treatments. However, voluntary organisations provided
some insightsinto the gap between policy guidelines and
user experiences.



Policy guidance on resuscitation

In 2001, the BMA, the RCand the RCN published a document
entitled Decisions Relating to Cardiopulmonary
Resuscitation. This set outthe legal and ethical standards for
planning patient care inthe area of resuscitation. One of the
main reasons for the update was the implementation of the
Human Rights Act 1998 in October 2000, which incorporated
many of the provisions ofthe European Convention on
Human Rights into UK law. In order to meettheir obligations
underthe Act, health professionals must be able to show that
their decisions are compatible with the Human Rights Act.
The guidelines emphasised that whilst the same broad
principles should apply in all cases, different decisions might
be made in relation to superficially similar cases because of
varying personal and social considerations:

‘These basic principles are the same for all patients, in all
settings, but because arange of clinical and personal
matters has to be taken into accountin each case, the
decision arrived atin the care of one patient may be
inappropriate in a superficially similar case.
(BMA/RC/RCN, 2001, p5b)

In the following section, we note some key points contained
inthe guidelines and consider theirimplications.

Afundamental principle reflected in the guidelinesis the
need to inform patients and relatives about the likely benefits
and burdens associated with the use of CPR. Al DNAR
orders, itis stated, should be discussed with competent
patients, unless they indicate that they do not wantto do this.
This marks a significant change from earlier guidelines.
Previously, ifa doctor feltthata DNAR order was appropriate
onthe groundsthat CPR was unlikely to succeed, this did not
need to be discussed with the patient. There was no
obligation to offer, or even discuss, useless interventions.



If a competent, fully-informed patient requests a DNAR order
thenthe request should be respected. Health professionals
should ask for the patient’s permission to tell those close to
the patient. Acompetent patient may not wish informationto
be conveyedtothose closeto himorher, and this must be
respected. Relatives or friends may dispute a patient’s
request fora DNAR order on the grounds thatthey are not
competent. Itis also possible that a patient may cross a
threshold between competence and incompetence prior to
CPR being required. Ifthereis adiscrepancy between the
doctor’s and the relatives’/friends’ views of the action which
should be taken, then the doctoris advised to documentthe
decision, and if possible seek a second opinion from a senior
colleague and seek legal advice. Itis suggested thatlocal
guidelines should provide information on accessing legal
advice. Thisisclearly only possible if decisions are made
priorto an emergency occurring. If an emergency occurs and
there is uncertainty over a patient’s wishes, then aclinicianis
permitted to use his/her professional judgementin deciding
on acourse of action. Itis advised that guidance should be
availableto all staff atlocal level, and junior doctors should
be given clearinstructions on howto actin an emergency
situation.

The utility of ‘living wills’ is noted in the guidelines. These are
documentsin which people state their wishesin relation to
medical treatmentinthe event of their becoming
incompetentinthe future as aresult, forexample, of a
progressive condition orillness. However, research by
Collinsetal (2000) found that Scottish GPs questioned the
status of these documents, and did not consider that they
should guide subsequent clinical decisions. The
BMA/RC/RCN guidelines note that wishes expressed verbally
to adoctor have as much weight as those which are written
down. Clearly, complications may arise when a patient
appearsto express conflicting views at different times.
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The guidelines state thatif acompetent patient does not want
a DNAR orderthen one cannot be written. This represents a
change from earlier guidance, which did not give a patient the
rightto refuse to have a DNAR notice attached to their notes.
However, refusinga DNAR notice does not mean that CPR
would automatically be given, since the guidelines also
recognise that doctors cannot be forced to provide treatment
which they thinkis not clinically indicated. Inthe guidelines,
itis stated that:

‘(i) Doctors cannot be required to give treatment contrary
to theirclinical judgementand (ii) ...itis unlikely to be
considered reasonable to attempt to resuscitate a patient
whoisintheterminal phase of anillness or for whom the
burdens of the treatment clearly outweigh the potential
benefits. (BMA/RC/RCN, 2001, p9and 7)

Thereistension between respecting doctors’ judgement
aboutthe likely success of a particulartreatment, and the
need to respect patients’ wishes for a particular treatmentto
be carried out, irrespective of the likely chances ofa
successful outcome. The guidance notes:

‘Doctors cannot be required to give treatment contrary to
their clinical judgement, but should, whenever possible,
respect patients’ wishes to receive treatment which

carriesonly avery small chance of success or benefit.
(BMA/RC/RCN, 2001, p9)



The guidelines make clear thatthe severity of a person’s
impairment will be arelevant factor to take into accountin
reaching aclinical judgement. They note:

‘Where patients suffer with such profound disability that
they have no or minimal awareness of their own
existence and no hope of recovering awareness, or where
they suffer severe unmanageable pain or other distress
the question arises as to whether initiating treatment to
prolong their life would provide a benefitto them. In
assessing the benefits that would arise in prolonging life,
itis notonly legitimate but ethically appropriate to
consider whether cardiopulmonary functioniis likely to
fail repeatedly and whether there are any costs to the
patientinterms of pain or distressing side effects.’
(BMA/RC/RCN, 2001, p12)

Itis evidentthat many important philosophical and ethical
issues arise here, and thatitisimpossible forone human
being to know the extentto which another has an awareness
oftheirown existence. Theseissues are discussed further
below in relation to the concept of quality of life.

In earlier guidance, doctors were advised that treatment
should not be given if considered to be “futile’. However, the
concept of ‘futility’ is questioned more overtly in the 2001
guidelines (BMA/RC/RCN, 2001, p. 11), and the section which
examineswhenitisappropriate to consider using a DNAR
order presents a more detailed focus on questions around
the benefits and burdens of treatment. Therefore, itis
implicitly acknowledged that the use of CPRis justified even if
itis likely toresultin only asmallimprovementinthe
patient’s condition. Itis clear that, in assessing the issue of
benefits versus burdens, clinicians are being called upon to
use professional discretion, recognising that others might
reach a different conclusionin a given set of circumstances.
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In relation to ‘incompetent’ patients, different arrangements
apply in Scotland as opposed to England, Wales and
Northernlreland. In Scotland, underthe terms of the Adults
with Incapacity (Scotland) Act 2000, a proxy decision-maker
may be appointed to make legal decisions relating to health
matters on behalf of the person with incapacity. In England,
Wales and Northern Ireland, the views of friends and relatives
do not have any legal status, and decisions are made by a
senior clinician with regard to the bestinterests of the
incompetent patient. However, the guidelines urge doctors
to consult with friends and relatives, and attempt to achieve a
consensus decision on a course of action should CPR be
required.

The guidelines also note thatimportantissues arisein
relation to the management of decisions concerning children
andyoung people. The guidelines note:

‘Itisrecognised widely that medical decisions relating to
children and young peopleideally should be taken within
asupportive partnership involving parents, their families
andthe health careteam. The views of children and young
people must be taken into consideration in decisions
about attempting CPR.” (BMA/RC/RCN, 2001, p10)

In Scotland, acompetentyoung personis empowered to
refuse treatment. Itislikely that, in Scotland, neither parents
northe courts are entitled to override acompetentyoung
person’s decision. Inthe rest of the UK, by way of contrast,
when a competentyoung person refuses treatment, the harm
caused by violating the young person’s choice must be
balanced againstthe harm caused by failing to treat.



Interms of the locus of decision-making, the consultant with
responsibility for patient care must take responsibility for
orchestrating discussions between relevant parties,
recording the decision in writing and communicating this to
the health team, the patient and relatives. Where care is
shared between a hospital and a general practice, then
discussion should take place between the doctorsinvolved,
but one person should be charged with responsibility for
recording and communicating the decision. The guidelines
note that patients have a legal rightto see and copy their
medical notes.

The guidelines emphasise that the health team should be
made aware that DNAR notices only apply to CPR, and that all
other forms of treatment and care should be considered and
offered. ltisinteresting thatarelevant factorto be bornein
mind in decision-making is the impact on the morale and
commitment of health teams of conducting unsuccessful
CPR attempts. Thisisused as an argument for only using CPR
in cases where there is areasonable chance of a successful
outcome.

Stewart, Spice and Rai (2003) suggest thatthe following
points emerging from the BMA/RC/RCN guidelines are of
particular relevance to geriatricians:

e Thereisaneedfortheinvolvement of senior experienced
doctors, who have had training in communication skills,
and other professionals, particularly well-trained senior
nurses.

e Therightofcompetentindividualsto beinvolvedin
decisions and to refuse DNAR decisions must be
recognised.

13



14

e Futilityisnolongerused as arationale for a decision not
to resuscitate. Rather, consideration must be givento the
prospect for restoration of pulse and respiration and then
to benefitsto the patient.

e More sensitivity must be givento the place of relatives
and friends, particularly if acting as the legal executor for
anincompetentindividual.

Despite new attempts to involve patients in clinical decisions,
itisevidentthat the balance of power still lies with the
professionals. Whereas a patient has the rightto refuse
treatment, clinicians are not obliged to comply with a request
for treatment. The clinician maintains the right to refuse
treatmentirrespective of the patient’s wishes. Thereis an
emphasisthroughoutthe guidelines on the need for legal
protection for medical personnel. Doctors are advised to
requestinwriting, training incommunication skillsin
sensitive areas from NHS Trusts/Health Boards, if thisis not
routinely available. They are encouraged to seek legal advice
immediately should any difficulty arise, and to ensure that
theiremployerinforms them of where such advice may be
obtained. Clinicians are advised to audit the use of DNAR
notices using National Institute for Clinical Excellence (NICE)
guidelines, and to seek a second opinion from a senior
colleaguein case of disagreement. Compared with the back-
up available to doctors, the guidelines do not concern
themselves with support for patients or their families. There
is no mention of advocacy, which may be the legal
entitlement of a person with incapacity.



Key concepts in the application of the guidelines

Quality of life

Throughoutthe BMA/RC/RCN guidance, thereis animplicit
concern with the concept of ‘quality of life’ and itis
emphasised thatlife should not be prolonged at any cost:

‘Prolonging a patient’s life usually provides a health
benefit to that patient. Nevertheless, itis notan
appropriate goal of medicine to prolong life at all costs
with no regardto its quality or the burdens of treatment
onthe patient’ (BMA/RC/RCN 2001, p. 7)

The BMA noted that:

‘Inthe most extreme cases of profound disability,
treatmentto prolong life artificially may not provide a net
benefitto the patient’ (BMA, 1999, para. 3.1).

As noted above, itis ultimately the doctor rather than the
disabled person or their medical proxy who decides whether
treatmentisinthe patient’s ‘best interests’. There are clearly
difficult philosophical issues to be dealt with here, since itis
difficultforone human being to make a judgement about
another’s subjective experience of the world. In the context of
limited resources withinthe NHS, health economists have
developed systemsto prioritise patients for particular
procedures based onthe number of quality of life years which
are likely to resultforagivenindividual. ADRCreportfroma
seminar held in November 2002 (Disability Rights
Commission, 2002) noted that such calculations were likely
to be biased against disabled people, since some might have
shorter life spansthan non-disabled people and doctors
mightjudge the lives of disabled people to be lowerin
quality.
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Age Concern (England), the Down’s Syndrome Association
and Enable have publicised cases (see chapter 3 for more
details) where decisions seem to have discriminated against
olderand disabled people, onthe grounds that their quality
of life was likely to be less than that of younger and non-
disabled people.

Defining the patient’s best interests

Before the publication of the BMA/RC/RCN guidelines, there
was greater acceptance thatthe role of the doctor was to
make decisions about the bestinterests of the patient
(O’Keeffe, 2001). If adoctor feltthata DNAR order was
appropriate on the grounds that CPR was unlikely to succeed,
then discussion with the patient was often not feltto be
necessary, as there was no obligation to offer oreven discuss
such interventions (Doyal and Wilsher, 1993). Areview ofthe
wider literature priortothe 2001 DNAR guidance highlighted
inconsistency and confusion surrounding decision-making
and dialogue between patients, relatives and the medical
profession. Hill et al’s (1994) survey of 80 hospital doctors, for
example, found thatonly one of the 34 doctors returning the
questionnaire thought that patients should be consulted
routinely onthe decision to resuscitate. The remaining 33
thoughtthat patients should never or only rarely take partin
the decision. Moreover, in practice Hill et al found that none of
the doctorsinterviewed discussed resuscitation with their
patients, although two spoke to relatives. In contrast, all
patients interviewed in the study thought that resuscitation
should be discussed with them.



Sayers and Perera (2002) compared non-treatment decision-
making by GPs and geriatricians in response to vignettes, to
see whether doctors’ decisions were informed by ethical or
legal reasoning. Using arandom sample, GPs were asked
whether patients described in various scenarios should be
admitted to hospital for further care and to give supporting
reasons. They were asked with whom they would consult,
who they believed oughtto make such decisions and whether
relatives’ preferences would influence their decision making.
Only 10 per cent of the doctors participating in the study said
thatthey would provide life-prolonging treatment to patients
with severe brain damage, whereas most stated that they
would admit a surgical patientregardless of age or disability.
Findings also showed that little attempt was made to link
decision making with ethical or legal concepts, and there may
have been non-recognition or denial of the ethical
consequences of the failure to admit.

Studies carried out prior to 2001 also highlighted researcher
biasinrelationto the value of adisabled person’s life. For
example, aquestionnaire survey carried out by Morgan et al
(1994) to determine the views of older patients and their
relativesinrelationto CPRincluded the following questions:

e Some people are physically disabled and depend on
othersto care forthem continuously. Do you think that
they should be resuscitated inthe event of a cardiac
arrest?

e Some people are mentally disabled (demented). Do you
thinkthatthey should be resuscitated inthe eventofa
cardiac arrest? ((Morgan etal, 1994, p. 2)

17
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Complexissues also arise inrelation to determining whether
to continue treatment, including emergency resuscitation, of
babies and children. McHaffie (2001) notes that three factors
are likely to be considered in relation to such decisions: the
imminence of death, the futility of treatment and the quality
of life. She argues that whilst clinical assessments may be
made in relation to the first two factors, quality of life isa
more ‘polymorphous collage’ (Dracup and Raffin, 1989). The
notion of quality of life embraces:

‘ldeas of the capacity to function in normal everyday life,
intellectual capabilities, the ability to relate to others or
communicate, the potential to appreciate with the senses,
and satisfaction with life. All of these things are difficult to
quantify, especially for aneonate (a child lessthan one
month old). Furthermore, children who would objectively
rate low on some of these factors can lead happy lives.
(McHaffie, 2001, p 2).

Despite the elusiveness of the concept of quality of life,
families of babies and children are likely to have important
views which need to be taken into account and which may
differ from those of the medical team. McHaffie comments:

‘...althoughitis generally accepted thatthe wider
interests of society and of costs are secondary
considerations which should never overrule the best
interests of the individual baby (McHaffie and Fowlie,
1996; Fulbrook, 1992), the infant's interests cannot be
altogether divorced from those of the family. These lives
areintertwined, and whatimpinges on the one may affect
the other. Children with severe impairments will place
significantdemands on their family. Parents’ feelings
towards a child may be affected if the baby is kept alive
againsttheir betterjudgement; their own lives may be
irrevocably altered if the child either lives or dies.
Objectivelyitcould be argued that only they can
determine the limits which should be setin the case of
their own child. (McHaffie, 2001, p 3)



However, thisis not a view which is widely shared by health
workers. McHaffie and Fowlie (1996) surveyed opinions of
workers within Neonatal Intensive Care Units. They found
that only 3% of doctors and 6% of nurses felt that patients
should take responsibility for decisions about life-saving and
sustaining treatment. Overall, McHaffie maintains that there
isan overall lack of clarity about the balance of power in
decision-making within the ‘moral community’, consisting of
the baby’s family and the medical team.

Defining competence

The law of Scotland presumes that adults (people over the
age of 16) are legally capable of making personal decisions
forthemselves and managing their own affairs. That
presumptions can be overturned on evidence of impaired
capacity. The Adults with Incapacity (Scotland) Act 2000
allows peopleto anticipate their own incapacity by granting a
power of attorney in relation to property, financial affairs or
personal welfare (including health). Welfare attorneys have
powers over a person’s health and social welfare, which
commence when the person becomes incapable of making
key decisions for themselves. The Actrecognisesthata
person may be capable of making some decisions and not
others. Forthe purposes ofthe Act, ‘incapable’ means being
incapable of:

(a) acting;

(b) making decisions;

(c) communicating decisions;

(d) understanding decisions;

(e) retaining the memory of decisions.

19
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The guidance accompanying the Act stipulates that a welfare
attorney’s action must benefitthe individual in that ‘such
benefit cannotreasonably be achieved without the
intervention’ (para 2). In determining this, the Act
emphasises the importance of both present and past wishes
and feelings of the incapable person, and the need to take
into account advance statements such as living wills.

In cases where a proxy has been nominated, the Act states
thatthey must be consulted about treatment decisions ‘so far
thatitis reasonable and practicable to do so’ (para 4d).
However, nominated proxies are unable to demand
treatmentwhich isjudged to be against the patient’s best
wishes. As noted earlier, in England, Wales and Northern
Ireland, whilst the views of relatives and friends must be
noted, there are no legal provisions for the appointmentofa
medical proxy.

The issue of competence in relation to children is discussed
by Hill and Tisdall (1997). Traditionally, parents have been
accorded authority to make decisions on their child’s behalfin
relation to areas such as education and health. However, the
‘Gillick’ principle enunciated that, incommon law, children
underthe age of 16 should be able to make a decisionin
relation to such matters as medical treatment or
contraception, without parents needing to know, once they
were judged to have ‘sufficient understanding’ (Children’s
Rights Office, 1996; Lansdown, 1996). This still left adults with
the discretionto decide when a child’s level of understanding
was sufficient, butthe presumption was that the child’s choice
should be respected wherever possible. However,
subsequent cases modified the principle of self-
determination. Whilstit was accepted that children could
give consentto agiven course of action, they could be
prevented from opting out of acourse of action by anyone
with parental responsibility.



The Gillick principle was notincorporated into English
statute, butthe Age of Legal Capacity (Scotland) Act 1991
specified that:

‘...apersonunderthe age of 16 shall have the legal
capacity to consent on his own behalfto any surgical,
medical or dental procedure or treatment wherein the
opinion of a qualified medical practitioner attending him,
heis capable of understanding the nature and possible
consequences of the procedure or treatment’

(Section 2(4)).

Whether a child’s refusal can override consent by someone
with parental responsibility has not been tested by any
Scottish cases to date. Inrelation to resuscitation, a
competentchild could therefore requesta DNAR notice,
although, as with adults, if a child requests resuscitation, the
ultimate decision rests with the clinician.

Advocacy

Giventhe complexity ofthe issuesin relation to the use of
CPR, thisappearsto be an area where advocacy for
vulnerable people might be used extensively. The role of
advocatesisto offerindependent support and advice to
vulnerable people aboutrights care and services they are
entitled to receive. The policy paper Our National Health, A
Plan for Action, A Plan for Change (Scottish Executive, 2000)
required all Health Boards to ensure thatindependent
advocacy was available to all patients by December 2001.
Health Boards were required to submit plans to the Scottish
Executive explaining how they intended to fulfil this
requirement.

21
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In 2000, the Health and Community Care Minister Malcolm
Chisholm announced funding to set up an Advocacy
Safeguard Agency and a Scottish Independent Advocacy
Alliance to develop independent advocacy services for
people with health problems, particularly mental health
problems and learning disabilities.

The role ofthe Advocacy Safeguard Agency wasto ensure
the availability of services and to work with Health Boards
developing these services. The Scottish Independent
Advocacy Alliance was to work with existing advocacy
agenciesto develop their servicesto meetthe growing need.
However, as noted above, the BMA/RC/RCN guidelines made
no mention of the role of advocacy. Future workis clearly
needed to assess the effectiveness of advocacy servicesin
this area.

Conclusion

Overall, itisevidentthat decisions around the issue of
resuscitation have become increasingly complexand
contested. Whereas inthe past doctors were relatively free to
make clinical judgements on life and death issues, thereis a
growing emphasis on the right of patients to play a key rolein
such decision-making, perhaps havingthefinalsayin
relation to whether a life-sustaining treatment is carried out
or withdrawn. There are also growing concerns about issues
of alleged doctors’ abuse of power, which have been
highlighted by a number of high profile cases. Inthe US,
greater weightis givento patients’ wishes and in the UK the
pendulumis swinginginthisdirection. Atthe moment, in
Scotland, whilst the patient or his/her legal executor can
requesta DNAR notice, aclinician hasthe discretion to over-
ride an expressed wish for resuscitation on the basis of
his/her professional judgement of the best interests of the
patient. Many grey areas persist, in particularthe role to be
played by parents and the extentto which the wishes of a
child or young person are to be acted upon.



The recent guidelines (BMA/RC/RCN, 2001) emphasise the
need for amore consultative approach, butitis clearthattheir
provenance is from a medical perspective. Whilstthisis a
perfectly legitimate concern, there is a need to balance this
with ensuring that the wishes of patients are fully addressed.
Thus doctors are urged to ensure that they receive proper
training incommunication skills and have access to legal
advice and supportfrom senior colleagues, butthe need for
vulnerable patients to receive support from advocates is not
mentioned. The guidelines are produced to cover the whole of
the UK, but perhaps do not reflectthe increasing emphasis on
advocacy in Scotland. Itis evidentthat this area of medicine
could become increasingly litigious. Whilst legal challenge
may play a partin challenging established practice and
promoting the rights of patients, italso uses up resources
which might be better spent on patienttreatment.

Overall, thereis a need for further research inthisareaona
range of topics including the following:

e Theuseofadvocacyindecisionsabout CPR

e Theroleoflegal attorneys

e Thedecision-makingrolesaccordedto children and
parents

e The attitudes of doctors and other health professionals to
disabled people and quality of life issues

e Thebasison which clinical decisions are madeinrelation
to medical and quality of life factors

e Thenature ofthelegal advice givento doctorsinthelight
ofthe Human Rights Act 1998
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Chapter 2: Local NHS Trust policy documents on
DNAR

Introduction

This section provides an analysis of the mainissues covered
inthe local policy documents on DNAR received from the
Hospital Trusts for this study. The level of detail within each of
the Trust documents varied considerably, although all had
been updatedinthelastyearinresponsetothe revised
BMA/RC/RCN guidelines and subsequent requirements from
the Scottish Executive (Scottish Executive, 2000a).

A letter was sentto all NHS Health Trusts and Health Boards in
Scotland requesting a copy oftheir DNAR policy for the study.
Documents were received from 23 of the 27 hospital trusts
and from seven of the 14 Health Boards (see appendix 1). It
was clear from the responses received that DNAR policies
were mainly devised at Hospital Trust level. Most documents
were therefore received through this route.

Thelength and coverage of documents received from the
Trusts varied considerably. The shortest accounts were two
sides of A4 and onlyincluded acopy ofthe DNAR formand a
brief overview of guidelines. In such cases, information was
replicated fromm the BMA/RC/RCN (2001) joint statement.
Other Trusts provided more comprehensive accounts,
providing a detailed overview of policy, together with
practical advice ontraining and the more practical aspects of
carrying out resuscitation.

Analysis of the policy documents focused on a number of
themes related to DNAR, picked up from the wider policy and
literature review and interviews with the hospital
consultants. These are explored in the following sections. For
the purposes of thisreview, all Hospital Trusts have been
anonymised.



Criteria set outinlocal policies for use of DNAR notices

As discussedin Chapter 1, the main policy guidance in
relationto DNAR is drawn from the joint statement produced
by the BMA/RC/RCN, 2001. This has also drawn on human
rights setoutinthe Articles of the Human Rights Act 1998.
Since the publication of the BMA/RC/RCN guidelines, local
NHS Trusts and Boards in Scotland have been obliged to
reformulate theirown DNAR policies. In 16 of the Trust
documents examined, (including one covering both acute
primary care sectors) the BMA/RC/RCN guidance is referred
todirectly, and in all but 3 areasthe DNAR criteria are laid out
(thisisreturnedto shortly). The local policies therefore
provide a broad overview as to how these issues have been
addressed. Whilst their focus tends to offer amore general
discussion of resuscitation, some of the language used and
the coverage of issuesinthe documents highlight areas of
potential concern for disabled people. One of the most
blatant examples of this arose in a covering letter from a
Hospital Trust, in which it was explained why a DNAR policy
specifically for disabled people had not been putin place:

‘The patient population at Hospital X is of relatively
young fit adults with very little in the way of classic
disabilities. As aconsequence, all patients [author’s
emphasis] unless there are exceptional circumstances,
are regarded entitled to resuscitation.

In contrast, another policy made clearthat any decision
relating to resuscitation should be unrelated to any
preconceived judgements:

‘Decisions notto resuscitate should not be made only
because apersonisold, has asevere mentalillnessor has
a profound learning disability.
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Two other Hospital Trusts focused more directly on the use of
CPRinrelationtothe patient’s age. Whilst more general
comments were made which dismissed a link between
quality of life and age, one Hospital Trust in particular drew
attention to long-term outcomes:

‘Ageitself has less effect on outcome than the underlying
disease process or the presenting rhythm. Nevertheless
patientsin their 70s and 80s do not have good survival
rates compared to ayounger age group, generally
because of underlying disease, and earlier curtailment of
CPRisindicated.

Other documents were more ambiguous, stating that:

"...basic principles are the same for all patientsin all
settings...” butadding that 'because arange of clinical and
personal matters have to be taken into accountin each
case, the decision arrived atinthe case of one patient may
beinappropriate in a superficially similar case!

However, attempts were made in many of the documents to
lay out criteriawhere a DNAR order might be considered. For
example, several policies focused on the following scenarios
—all of which were derived from the BMA/RC/RCN guidance:

(i) Where the patient’s condition indicates that
effective CPRis unlikely to be successful.

(ii) Where CPRisin accord with the recorded
sustained wishes of a mentally competent patient.

(iii)  Where CPRisnotinaccord with avalid, applicable,
advance directive (such as an anticipatory refusal
or living will).

(iv) Where successful CPRis likely to be followed by a
length and quality of life which would not be in the
best interests of the patient to sustain.



Quality of life

As the example above indicates, many of the criteria for local
DNAR policies remain vague. Around half of the policy
documents examined clearly referred to the notion of ‘quality
of life’ as a key indicator of whether CPR should be
administered or not and made some attempt at a definition.
However, there remains a lack of clarity asto the areas
covered by the term. One document, for example, stated that
a DNAR notice should be considered:

‘...where successful CPRis likely to be followed by a
length and quality of life, which would not be in the best
interests of the patient to sustain.’

In around half of the other documents, only a limited focus
was giventotheterm.Inthese cases, policies tended to refer
more broadly to the articles of the Human Rights Act 1998.
However, examples were also found where specific medical
terms were identified as indicating that CPR should not be
used. Thusitwas noted in some cases that:

‘Those least likely to survive are patients with severe
chronicandirreversible illnesses such as organ failure,
wide spread malignancy and other severely debilitating
conditions.

Otherlocal guidance focused on a broader interpretation of
quality of life, although emphasising the need to examine
each individual case separately:

‘The decision notto attempt resuscitation should be made
in light of knowledge of the patient’s quality of life,
psychosocial and physical co-morbidity and prognosis
and where resuscitation attempts are considered to be
most likely to be unsuccessful, or resultin unacceptable
distressto the patient.
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Overall, quality of life was referred to as of great importance
in DNAR decision-making within Trusts’ policy documents,
butthe complexity ofthe concept was not fully
acknowledged.

DNAR notices inrelation to children and young people

Coverage of DNAR issues for children and young people was
varied, and only directly covered in seven of the Trust policy
documents. Only one of the hospitals (a children’s hospital)
referred directly to the guidance on emergency resuscitation
produced by the Royal College of Paediatrics and Child
Health (1997). Inthis case, the guidance laid out the five
conditions where a DNAR decision might be considered. This
included the contentious ‘No purpose’ situation, where the
decisionto administer a DNAR notice is directly linked with
the level of ‘physical or mental impairment’. Others made
more specific statements regarding consultation with
children and young people. However, the emphasis on
consultation seemedto vary from one Trustto another. For
example, one document stated that:

‘The views of children and young people must be taken
into accountin decisions relating to CPR. If acompetent
young person refuses treatment or requests a DNAR
order, itis likely that neither parents northe courts are
entitled to override this decision.

Another Trust stated:

‘Where the child, parents or legal guardians do not
consent, or are in dispute with each other, thenthe DNAR
decision cannot be taken and further advice must be
sought with the Trust’'s Medical Director.



These views are in line with the currentlegal positionin
Scotland which, as discussed in Chapter 1, differs from the
situationin England. ltisinteresting thatall Trust documents
did notreflect these views.

Consultation

In all of the policy documents, there was a clear focus onthe
need to discuss DNAR related issues with patients and/or
family, close friends and medical staff. One document stated
unambiguously:

‘The policy which follows attempts to strike areasonable
balance between patientempowerment (patients
deciding whatthey want done) and medical beneficence
(doctors deciding what is good for patients).

Others were keen to emphasise that DNAR applied only to
one area of treatment:

‘When a‘Not for CPR’ decisionis made, it should be made
absolutely clearto the patientthat this applies solely to
CPR;thatthe decision will be regularly reviewed and that
all other appropriate treatment for the patient’s benefit
will continue!

The level of detail providedin relation to consultation on
DNAR notices varied considerably across the Trust areas. In
around a third of Trustdocuments, comprehensive
information relating to patient consultation, input from
family and/or friends and the role of the consultant was
given. Thistype of information laid out the boundaries of
responsibility inthis area. Forexample, one Trust clearly set
out scenarios where the views of family and/or close friends
might be considered:
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‘If the patientcannot express a view, the views of the
family or others close to the patient may be sought
regarding whatwould be in the patient’s best interests.
Theirroleisto reflect whatthey believe to be the patient’s
views and not to take decisions on behalf of the patient.

Hence although these views of family were generally
highlighted as being importantin the overall consultation, all
documents were careful to state thatthey carried no legal
statusinthe actual decision making process. Inthelight of
the Adults with Incapacity (Scotland) Act 2000, itis possible
for alegal attorney to be appointed who may act as a legal
proxy forthe patient (see below). This new legal
development was not fully acknowledged.

Adults with Incapacity (Scotland) Act 2000

The level of detail also differed considerably across Hospital
Trustsinrelation toimpact of the Adults with Incapacity
legislation. Indeed, in only 11 of the documents examined
(under half) was any reference made to the legislation. Some
ofthe more detailed documents laid out scenarios where the
intervention of a third party would and would not be
considered, stating that:

‘Any intervention underthe Act must benefitthe adultand
must be the least restrictive optioninrelationto the
adult'sfreedom.

The duty to take into account the past and present wishes of
the patientand, where possible, to seek their views was
emphasised in some Trust documents. For example, one
document stated clearly that:



‘It must never be assumed that the adult lacks capacity to
make decisions and that he [sic] should be assisted at all
times in participating fully in the decision-making
process.

Few documents discussed how views might be obtained
from people who might, forexample, have little or no speech.
In addition, the possibility of afamily member or friend acting
as legal proxy was not routinely considered.

Recording and reviewing DNAR decisions

In all the Trust documents examined, the process of
recording and reviewing DNAR decisions was considered.
However, the main difference in this area was the frequency
of review specified. Just under half of the documents did not
specify the time intervals at which this should take place.
Some stated thatthe decision should be reviewed every 24
hours, whilst others considered that it should be reviewed ‘as
and when required’. All Trusts had also produced specific
formstorecord DNAR decisions. These forms all took a
similar format and required a clear reason for stating why
CPR would be unlikely to be successful. Details of
consultation with the patient and next of kin were also
required, together with two doctors’ signatures (including
the consultant). In addition, review procedures were also
included, stating whetherthe DNAR notice was cancelled or
should remainin place. It was also stated clearly thatthe form
should be displayed on the inside cover of the patient’s
medical notes. It appeared that the patient’s or his/her legal
proxy’s signature was not required.
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Conclusion

It was evidentthatthe BMA/RC/RCN guidelines formed the
basis of the policy guidelines produced by the majority of
NHS Trusts in Scotland. However, the changes reflectedin
UK guidelines were not clearly underlined. Forexample, the
need for consultation was emphasised, but the possibility of
using advocates to help patients express their views was not
considered. The different legal position in Scotland vis a vis
children and young people and incapable adults was not fully
reflected. As noted in Chapter 1, in Scotland there is a duty to
actuponthe expressed wishes of competent young people
andthelegal proxies of incapable adults. However, this is not
fully reflected in the local Trust guidance. Whilst quality of life
was a key conceptin most policy documents, the difficult
issue of defining the concept and making judgements about
the quality of life of others was not fully addressed. Finally,
the fact that futility of further treatmentis nolonger an
acceptable reason foremploying a DNAR notice was skirted
round. The power of the physician to make final life and death
decisions was underlined ratherthan questioned.



Chapter 3: Interviews with hospital consultants and
voluntary organisations

Introduction

This chapterfocuses ontheissuesraised inthe series of
interviews carried out with hospital consultants and
representatives of voluntary organisations. Five hospital
consultants from Glasgow and Edinburgh hospitals were
interviewed and their perspectives were contrasted with the
views of representatives of two major voluntary
organisations. In selecting the consultants, an attempt was
made to include arange of specialities. These included:

e Anaesthesia

e Cardiology

e Neo-natology

¢ Neurology

e Paediatric medicine

Theinterviews covered arange of questionsinrelationto
DNAR practice and many of the wider issues surrounding

patient consultation and consent. Where appropriate, these
were specifically linked in with a focus on disability.

Criteria for use of a DNAR notice

All of the consultants were keen to emphasise the importance

of dialogue, consultation and consensus with patients and/or
their families when discussing the use of DNAR notices.
When asked aboutthe circumstances in which a DNAR notice
might be considered, all consultants stated that this would be
when the chances of survival were minimal or when
resuscitation would not be compassionate, because it would
involve unacceptable suffering for little or no gain.
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The cardiologistcommented that CPR decisions were likely
to reflectthe extentto which the patient was likely to
experience long-term majorincapacity. Attheend ofalong-
term degenerative illness, there might be agreementthat
CPRwas notinthe patient’s interests. This would always be
discussed with the patient and/or his or her family. Ifa
patient entered hospital in acoma, then every effort would be
made to save their life, with longerterm decisions about their
treatment being made ata later point. Inthe longerterm, the
implications of long-term ‘dependence’ would have to be
explored with the patient:

“You have to look at degrees ofindependence
beforehand. This assumes a physicality and there are
certain people who have been physically incapable for a
long time, but are intellectually active and find that
rewarding, so that would have to be explored too.

The paediatrician drew attention to the five criteria outlined
inthe guidance on resuscitation issued by the Royal College
of Paediatrics and Child Health document, Withholding or
Withdrawing Life Saving Treatment for Children (1997). This
documentis currently being revised, butinits original
formulation it supportsthe ideathat resuscitation should not
be usedifthereis nolong-term hope of survival and good
quality of life. The clinician may decide to employ a DNAR
notice if:

‘...the patient (child) may be able to survive with
treatment, [but] the degree of physical or mental
impairmentwill be so greatthatitisunreasonableto
expectthemto bearit...’



The paediatric consultantemphasised the combination of
factors which had to be taken into account:

‘If you have no ability yourselfto decide whetheryou live
ordie...thenyourappreciation of life is fairly basic. And if
thisis outtogether with severe medical problemsand a
complete dependency on othersthenthatis howlview it
—asortof spectrum-none of these singularly but out
together....

The paediatrician and the neo-natologist feltthatif a child
was likely to have a high level ofimpairment, including
incontinence, lack of ability to move independently and little
awareness of self, then there was no pointin prolonging life
through heroicinterventions. The paediatrician believed that
supporting a child with a high level of impairment was likely
to lead to ‘disorganisation in family relationships’, with the
disabled child having no awareness of theirimpacton the
rest of the family. Both the paediatrician and the neo-
natologist believed thatthe 1997 guidance was correctto
maintain that futility of intervention was an adequate reason
forthe use of a DNAR notice. The BMA/RC/RCN guidelines
referto both adults and children, butthese clinicians did not
appearto be aware that recommendations with regard to the
futility criterion had already changed.

According to the paediatrician, it was a problem that
ambulance staff were obliged to carry out CPRin cases where
clinical staff had already decided notto resuscitate. As a
result, in such cases parents were advised to either call a GP
ordelay callinganambulance. The neo-natologist was aware
thatthis was a contentious area, and that some disabled
people were concerned that doctors might make unjustified
judgements about disabled children’s quality of life. He
commented thatthe key issue to bearin mind was the degree
of intellectual impairment. Aslong as the child was able to
have a sense of themselves as a sentient being, then effort
should be madeto preserve life.
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Quality of life

Giventhe concern with ‘quality of life’ issues and the
circumstances in which efforts should be made to prolong life
inthe BMA/RC/RCN (2001) guidance, and in the local Trusts’
policy documents, the consultants were asked to define what
they understood by thisterm. All of the consultants
interviewed recognised the difficulties in using thisterm, and
acknowledged thatresponses could be highly subjective and
opento differentinterpretation by different doctors. The
anaesthetist suggested that doctors’ views varied from
‘someone who believesin euthanasiato those who
absolutely believe in the sanctity of life". Giventhese diverse
ethical positions, it was not surprising that views of quality of
life varied.

Consultation with the patient, family and other medical
practitioners was emphasised to enable the medical team to
gauge an understanding of the person’s life before the
hospital admission.

The neurologist, in particular, suggested that patients rather
than health professionals should be responsible for making
decisions about quality of life. He was aware that judgements
might be highly subjective, forexample, a clinician might
believe thatincontinence orloss of movement inevitably
produced an unacceptably poor quality of life. However, a
disabled person might have a perfectly acceptable quality of
life, and might resent a health professional making such a
judgement on their behalf:

‘l getvery frightened by people who make
pronouncementsto me and say ‘for me, beingina
wheelchairwould be intolerable, when none of us know
how we would feel and | have other patients with
profound disabilities who will say, ‘I have quality of life,
will you all piss off and stop telling me that my life is not
worth living.



The neo-natologist and the paediatrician were aware of the
complexity of the concept of quality of life, but were aware
thatitwas very difficultto project forward and predict what a
child’s future quality of life might be like:

‘One of the main problemsin thisfieldisthatyou're
basing decisions on probabilities. If you see ababy with a
bleed inits brain, aguess can be made as to whatitwould
be like aged 5. But nobody really knows, so you're basing
iton probabilities.

Children and young people: consulting parents

The paediatrician considered that the likelihood of long-term
‘dependency on others’ was sufficient grounds for a decision
notto use CPR. However, it was acknowledged that parents
and clinicians might have different views on the desirability
of prolonging treatment. Where such a discrepancy of views
emerged, the parents’ wishes would be respected:

‘Consultants can put forward arecommendation to
parents buttheir wishes are paramount. Forexample, if
the consultantthought the baby’s future was hopeless
and thoughtthatthey would deteriorate, butthe parents
wanted themto carry on, there is no question butthe
treatment would continue.

It was also noted that a decision ontreatment would not be
made after a single meeting, but would be part of an ongoing
consultation process. The neo-natologist commented:

‘If the Unitis presented with a very sick child, thenthereis
immediate consultantinvolvement with the family, soitis
hopedthatif adecisionis going towards compassionate
care, then thiswould not be at the first meeting.’
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The paediatrician commented that whilst parents’ agreement
is always sought, thisis usually done verbally ratherthanin
writing. However, if parents are asked to agree that
resuscitation should not be attempted, itisimportantthat
other members of the medical team witness this agreement
in case of a later legal challenge. The paediatrician noted that
there were moves to get parents to formally sign consent
forms, forexample, before a Guthrie test was performed
involving a pin prick to the baby’s heel for a blood test. Ittook
time to educate parents aboutthese procedures, and eroded
the physician’s freedom.

Consulting adult patients and families

Whilst those working with babies and children relied heavily
on discussion, those working with adults preferred to have
things written down:

‘The easiest thing for staffis when patients and families
have made their views clear and written them down —this
is relatively straightforward and everythingis done to
respectthese wishes. The next level downis where they
have made their views clearto more than one person but
not writtenthem down. Then you start getting into a grey
areaanditisverydifficult’

The three consultants interviewed who were working in adult
medicine were familiar with the Adults with Incapacity
(Scotland) Act2000. Each of them found the definition of
competency highly problematic. It did not appear that
advocates were being used to access the views of people
who might have difficulty expressing their wishes, such as
those with learning difficulties and mental health problems.
Two consultants complained of the increased paperwork
which they believed had arisen as a result of the new
legislation.



Two of the consultants working in adult medicine welcomed
the use of living wills. The neurologist expressed concern
thatin future scenarios mightarise where living wills were
written at significantly earlier stages of the life course, and
views may have changed but without these being recorded.
The legal status of these documents was therefore opento
challenge.

With regard to communication with parents, patients and
relatives/friends, the BMA/RC/RCN guidelines advise that
training in sensitive communication may be required, which
itisthe legal responsibility of the employerto provide. Ifa
clinician feltthat they needed to develop their
communication skills further, then they should request
appropriate training from their employerin writing.
However, none of the consultants mentioned that such
training was available, and norwas it referred to in the local
Trust documents (see previous chapter).

Recording a DNAR decision

As noted earlier, there were differences in approach between
the neo-natologist and the consultants working with adults.
The neo-natologist explained that the words ‘Do not
resuscitate’ were not written down in the case notes. In cases
where a child was likely to die, the consultant usually wrote a
page of A4 describingthe situation and why the medical
teamthought the future was bleak. Discussions with
relatives would be noted and a last sentence might conclude,
‘We have decided to reorient care to compassionate
measures only’.
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Dealing with disputes

The BMA/RC/RCN guidelines emphasise that differences of
opinion between clinicians, patients and their
friends/relatives, should not be dealt with simply by asserting
the right of the physicianto use his/her professional
judgement asthe grounds for a decision. Rather, after
discussion disputed cases should be referredonto a
colleague forasecond opinion, and if doubt still remained
thenitis suggested that some form of legal review may be
necessary (BMA/RC/RCN, 2001, p. 14).

Voluntary organisations’ views

Inthe following paragraphs, we compare the perspectives of
two major Scottish voluntary organisations with those of the
consultants. Both organisations expressed particular
concern about accessto information in relation to the use of
DNAR notices. They were also concerned thatthe
implications of the Adults with Incapacity Act (Scotland)
2000 had not been fully appreciated by the consultants. In
addition, ENABLE had been directly involved in a Fatal
AccidentInquiryinrelationto a 24 year old woman with
profound learning difficulties and physical impairments who
had died in a Glasgow hospital. This case offered more direct
insightinto some of the widerissues relatingto DNAR and
disabled people.



Down’s Syndrome Scotland

Theissuesraised by Down’s Syndrome Scotland centred on
more general concerns over access to information, by people
with Down’s Syndrome and their parents/guardiansinthe
context of decision-making processes over the life course.
The organisationis keento involve the person with Down's
Syndrome and/or their parent/guardiansin decision-making
across arange of issues, including resuscitation, atan early
pointintheirlives. However, despite the considerable
publicity associated with implementation of the Adults with
Incapacity (Scotland) Act 2000, it was felt that many people
remain unaware of theiroptions. Decisions were still being
made at a much later stage, when chances of a significant
input from the person with Down’s syndrome might be
reduced. The responsibility of clinicians to work with
disabled people in making such decisions s clearly of major
importance.

We were informed that cases of medical discrimination
against persons with Down’s Syndrome in Scotland had not
been as numerous asinEngland, and onthe whole
parents/guardians in contact with the organisation had
largely been very happy with the treatment received.

ENABLE

Discussionsinrelationto DNAR also took place with the
principal solicitorat ENABLE. ENABLE have been involvedin
a Fatal AccidentInquiry brought by the parents of a 24 year
oldwoman with Rett syndrome who died in a Glasgow
hospital in 1998. One of the main issues in this case was the
existence, unbeknown to her parents, of a DNAR notice which
was attached to her medical notes. The tag remained on her
notes after being placed there during a hospital admissionin
1993.
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It was strongly felt by the parents that the presence of the
notice, signified by ared tag, impacted onthe level of care
received by their daughter during her last hospital
admission. The parents were unhappy at the Sheriff's
determinationinrelationto the case;in particular his
judgementthatthe DNAR tag bore only ‘historical relevance’
tothe case, and did notimpact onclinical decisions made at
the time of their daughter’s death. Atthe time of writing (April
2003), the General Medical Council had agreed to take on the
case and pursue a publicenquiry against a named consultant
involved inthe care of the woman. In addition, civil action is
being pursued by the parents against the hospital involved.

Additional issuesinrelationto DNAR raised by ENABLE also
centred on pooraccess to information and understanding of
medical issues in relation to persons with learning difficulties
and mental health problems by medical practitioners.
Concern was expressed thatissues were not routinely
incorporated into undergraduate medical training.
Furthermore, it was felt that changes brought in under the
Adults with Incapacity (Scotland) Act 2000 have not been
fully understood by clinicians, despite widespread training
events and publicity organised by ENABLE and Alzheimer
Scotland priorto policy implementation. Atthese events,
only afew doctors came along, and participation from
medical personnel was limited to more junior personnel.

The DRCin England have also reported findings from arange
of cases highlighted by voluntary organisations linked to
broaderissues of disabled people’s experience of
discriminationin health services, alongside more specific
incidences relating to the use of DNAR notices. Two days after
Age Concern (England) publicised their campaign work on
DNAR, they received calls detailing over 100 new cases of
DNAR decisions being made withoutthe involvement of
older patients or theirrelatives.



Conclusion

There was a contrast between the views of the consultants
and representatives of voluntary organisationsin their views
ofthe use of DNAR notices and communication with patients
ortheirlegal proxies. Consultants felt thatthe clinician had a
duty to decide aboutthe use of a DNAR notice, having
considered a number of criteria. The criteriaincludes the
extentto which the intervention was likely to be successful,
would resultin a person surviving with an acceptable quality
of life and would not expose the person to unacceptable
levels of pain. Whilst the BMA/RC/RCN guidelines emphasise
that ‘futility’ isno longer an acceptable reason for failing to
use CPR, itseemed that consultants were still relying heavily
ontheirindividual views of whether a disabled person would
be likely to enjoy a sufficiently high quality of life. They were
aware of the problematic nature of making judgements on
someone else’s quality of life, but nonetheless believed it was
their duty to do this. Consultants working with babies and
childrentookinto account the quality of life of the entire
family when making decisions on the use of resuscitation.

Consultants were aware of the need for sensitive
communication with patients, relatives and friends.
However, none of them spoke about using advocates to help
disabled people oryoung people express theirviews. There
have been some importantchangesinthe legal definition of
competence overthe pasttenyears, bothinrelationto
children and young people and adults with incapacity.
Consultants did not appear to have a good awareness of
these changes, and one of the voluntary organisations
confirmed that attendance at training events had been poor.
Thisraises important questions about how clinicians learn
about andreflect on key ethical and legal issues which affect
their professional practice.

43



44

In addition, there is a much stronger recognition that
consultation can only be meaningful if those experiencing
communication barriers are assisted to overcome these
difficulties, perhaps with the use of advocates. Advocacy
should be available to all those requiring it in the context of
healthcare, butitdid not appearto feature atallinthe
consultants’ accounts of their communication strategies.

The discussions with ENABLE indicate the need for great care
to be takeninthe use of DNAR notices. All members of the
medical team need to be aware of the status and currency of
decisions which have been made inrelationto CPR. Itisvery
important, for the protection of both patient and clinician,
that second opinions and legal advice are obtained where
these may be necessary. In addition, decisions should always
be made with the close involvement of the patientand, where
appropriate, his or her family and friends. The consultants
did not always convey the impression that they were working
as amember of a ‘moral community’ such as this.

Accessto CPR, aswell as other forms of life-saving and
sustaining treatment, is likely to become an increasingly
important topic within the health service as clinical
techniques and pressure on resources increases. ltiswidely
acknowledged that quality of life cannot be reduced to a
simple elementin a cost-benefit analysis, and that
philosophically there are major problems with any human
being making judgements about another’s experience.
However, the complexity of the area does not mean that
difficult problems will evaporate. Forthe sake of disabled
people as well as medical practitioners, there is a need for
ongoing discussion and greater clarity, particularly in relation
to the nature of judgements about quality of life.



Chapter 4: Conclusion

Overall, itisevident that decisions around the issue of
resuscitation have become increasingly complexand
contested. Whereas inthe past doctors were relatively free to
make clinical judgements on life and death issues, there is a
growing emphasis on the right of patientsto play akey rolein
such decision-making, perhaps having the final say in
relation to whether a life-sustaining treatmentis carried out
or withdrawn. There are also growing concerns about
doctors’ abuse of power, which have been highlighted by a
number of high profile cases. Inthe US, greater weightis
givento patients’ wishes and in the UKthe pendulumis
swinginginthis direction. Atthe moment, in Scotland whilst
the patient or his/her legal executor can requesta DNAR
notice, aclinician hasthe discretionto over-ride an expressed
wish for resuscitation on the basis of his/her professional
judgement of the best interests of the patient. Many grey
areas persist, in particularthe role to be played by parents
and the extent to which the wishes of a child oryoung person
areto be acted upon.

Therecentguidelines (BMA/RC/RCN, 2001) emphasise the
need for a more consultative approach, butitis clear that their
prime purpose is to safeguard the position of the medical
practitioner. Thus doctors are urged to ensure that they
receive proper training in communication skills and have
accesstolegal advice and supportform senior colleagues,
but the need for vulnerable patients to receive support from
advocatesis not mentioned. Itisevidentthatthis area of
medicine could become increasingly litigious. Whilst legal
challenge may play a partin challenging established practice
and promoting the rights of patients, italso uses up
resources which might be better spent on patient treatment.
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Overall,thereis a need for furtherresearch inthisareaona
range of topics including the following:

e Theuseofadvocacy indecisionsabout CPR
e Theroleoflegal attorneys

e Thedecision-making roles accorded to children and
parents

e Theattitudes of doctors and other health professionalsto
disabled people and quality of life issues

e Thebasisonwhichclinical decisions are made in relation
to medical and quality of life factors

e Thenature ofthelegal advice givento doctorsinthelight
ofthe Human Rights Act 1998

Local NHS Trusts have developed new policy documents to
reflectthe key changes inthe BMA/RC/RCN guidelines. In
Chapter 2, we presented an analysis of a sample of local Trust
guidance. The changes at national policy level were not
always fully reflected inthe local documents. Forexample,
the need for consultation was emphasised, butitis noted that
advocacy was not mentioned in the guidelines, and using
advocatesto help vulnerable patients, including disabled
people, to expresstheir views was notincluded in the Trusts’
policy documents either.

The different legal position in Scotland compared with
Englandinrelationto the legal status of children and young
people and incapable adults was not fully reflected. As noted
in Chapter 1, in Scotland there is a duty to actuponthe
expressed wishes of competent young people and the legal
proxies of incapable adults. However, this is not fully
reflected inthe local Trust guidance.



Whilst quality of life was a key conceptin most policy
documents, the difficult issue of defining the conceptand
making judgements about the quality of life of others was not
fully addressed. Finally, the fact that futility of further
treatmentis nolongeran acceptable reason foremploying a
DNAR notice was skirted round.

In Chapter 3, the views of consultants and voluntary
organisations were considered in relation to the decision-
making processes surrounding the use of DNAR notices.
There was a contrast between the views of the consultants
and representatives of voluntary organisations, in their views
ofthe use of DNAR notices and communication with patients
or legal proxies. Consultants feltthatthe clinician had a duty
to decide aboutthe use of a DNAR notice, having considered
anumber of criteria. The criteriaincludes the extent to which
the intervention was likely to be successful, would resultin a
person surviving with an acceptable quality of life and would
not expose the personto unacceptable levels of pain. Whilst
the BMA/RC/RCN guidelines emphasise that “futility’ is no
longer an acceptable reason for failing to use CPR, it seemed
that consultants were still relying heavily on their individual
views of whether a disabled person would be likely to enjoy a
sufficiently high quality of life. They were aware of the
problematic nature of making judgements on someone else’s
quality of life, but nonetheless believed it was their duty to do
this. Consultants working with babies and children tookinto
accountthe quality of life of the entire family when making
decisions onthe use of resuscitation. The danger here is that
the interests of the baby/child, independent of those of the
family, may be obscured. Compared with consultants
working with adults, those working with babies, children and
young people appearedto regard it as acceptable forthemto
make judgements on the person’s future quality of life.
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Consultants were aware of the need for sensitive
communication with patients, relatives and friends.
However, none of them spoke about using advocatesto help
disabled people or young people express their views. There
have been some important changesin the legal definition of
competence overthe pasttenyears, both inrelationto
children and young people and adults with incapacity.
Consultants did not appearto have a good awareness of
these changes, and one of the voluntary organisations
confirmed that attendance attraining events had been poor.
This raises important questions about how clinicians learn
about andreflect on key ethical and legal issues which affect
their professional practice.

In addition, thereis a much stronger recognition that
consultation can only be meaningful if those experiencing
communication barriers are assisted to overcome these
difficulties, perhaps with the use of advocates. Advocacy
should be available to all those requiring itin the context of
healthcare, butitdid not appearto feature atallinthe
consultants’ accounts of their communication strategies.

The discussions with ENABLE indicate the need for great care
to be takeninthe use of DNAR notices. All members of the
medical team need to be aware of the status and currency of
decisions which have been made in relation to CPR. Itisvery
important, for the protection of both patient and clinician,
that second opinions and legal advice are obtained where
necessary. In addition, decisions should always be made
with the close involvement of the patient and, where
appropriate, his or her family and friends. The consultants
did not always convey the impression thatthey were working
as amember of a ‘moral community’ such as this.



Access to CPR, as well as other forms of life-saving and
sustaining treatment, is likely to become an increasingly
importanttopic within the health service as clinical
techniques and pressure on resources increases. The cases
referred tothe DRC indicate that there is widespread concern
amongstdisabled people and their relatives thatthe lives of
those with impairments are regarded by clinicians as
intrinsically less valuable and, in some cases, as a social
burden. There isaneedfor areappraisal of the concept of
quality of life, as it may be assessed differently from different
standpoints. Itis widely acknowledged that quality of life
cannot bereduced to asimple elementin a cost-benefit
analysis, and that philosophically there are major problems
with any human being making judgements about another’s
experience. However, the complexity of the area does not
mean that difficult problems will evaporate. For the sake of
disabled people as well as medical practitioners, thereis a
need for ongoing discussion and greater clarity, particularly
inrelation to the nature of judgements about quality of life.

Implications for NHS Trusts

e Thereisaneedtoreviewthe recently publishedlocal
guidelines and consider the extentto which they
accurately reflect the principlesinthe BMA/RC/RCN
guidance.

e Theuseandimpactofthe guidance should be monitored.

e Training should be made available to ensure that key staff
are aware of key pieces of legislation (e.g. the Adults with
Incapacity (Scotland) Act2000).

e Thereisaneedtoensurethatstandard operating
proceduresinrelationto decisions on CPR are drawn up
and all staff are aware of these. These should emphasise
communication issues, ascertaining patients’ wishes,
recording and reviewing decisions, seeking second
opinions and accessing legal advice.
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Thereisaneed for greater use of advocatesto enable
vulnerable people to expresstheir views. Trusts should
review their policiesto ensure that all staff are aware of a
patient’s right to advocacy. In addition, thereisaneedto
ensure that advocates are available when required.

There should be ongoing discussion of ethical issues
relating to medical practice, such as the concept of quality
of life, the extent of professional discretion and the rights
of people torequesttreatment. There is need to ensure
that Trust policy and advice isup to date inthese areas
where thinking is developing rapidly.

There should be regular clinical audits of the use of DNAR
notices, and the results of these audits should be
circulated as widely as possible.

Implications for consultants

Thereis a need for consultants to ensure that their
knowledge and awareness of key legislation (e.qg.
Children (Scotland) Act 1995, Adults with Incapacity
(Scotland) Act 2000, Disability Discrimination Act 1995 (as
amended) and the Human Rights Act 1998) is up to date.

Consultants should always question the criteria they
employ when making judgements on the likely success of
treatment and the patient’s future quality of life.

Consultants should ensure thatthey have been trained in
sensitive communication with vulnerable patients and
their families.

Thereisaneed for consultants to make decisions as part
of ateam which includes the patient and his/her family.

Consultants should ensure thatthe NHS Trust has
appropriate legal advice to hand.



Implications for disabled people and parents of disabled
babies, children and young people

There is a need for disabled people to acquaint
themselves as fully as possible with their legal rights.
Sources ofinformation and advice, such asthe DRC, Law
Centres and voluntary organisations, should be utilised.

Those acting as legal proxies for disabled people (parents
of adisabled child orlegal attorney of an incapable adult)
should also seek as much information, advice and
support as possible in making decisions about CPR.

NHS Trusts have duties to provide accessible advocacy
services. Disabled people and their legal proxies should
seek out and use these services, and complain ifthey are
unavailable orinadequate.

Disabled people and their legal proxies should seek to be
included as full members of the decision-making team in
the usage of DNAR notices.

If dissatisfied with the quality of services or consultation,
disabled people or theirlegal proxies should complainto
the appropriate body, seeking support from the DRC if
necessary.

Implications for the Disability Rights Commission

The DRC should continue to monitor and review the use
of DNAR notices, since thisis of such concern to disabled
people.

Part of DRC’s remitisto review the operation of the DDA
and otherrelevant Acts (e.g. the Human Rights Act 1998).
Therefore the DRC should ascertain the extentto which
the principles of existing and new legislationis being
reflected in healthcare policy and practice.
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The DRC should monitor the availability and use of
advocacy servicesin hospitals.

The DRC should work as closely as possible with
professional bodies, such asthe BMA, as they review their
guidance.

The DRC should work with voluntary organisations and
groups of disabled people in monitoring and reviewing
the extentto which the health service is delivering equal
opportunities, treatment and outcomes to disabled
people.
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Appendix 1: Letter to NHS Trusts and Health Boards
requesting a copy of their DNAR policy

DATE
NAME
ADDRESS

Dear ADD DOCTOR’'S NAME,

University of Glasgow research study: ‘Do not resuscitate’
policies for disabled people

laminvolvedin a piece of research with colleagues here at
the Strathclyde Centre for Disability Research at the
University of Glasgow and the Department of Nursing
Studies atthe University of Edinburgh. The study is funded
by the Disability Rights Commission and examines policy
used in Scottish hospitals for ‘Do not Resuscitate’ (DNR)
noticesinrelationto disabled people and guidelines onthe
withdrawal or withholding of treatment.

As a part ofthe study | am looking to interview a number of
representatives from across the medical specialities. As a
specialistin ADD SPECIALITY, | am particularly interested in
hearing your views surrounding DNR notices inrelationto
disabled people. The interview will only deal with general
policy issues and will notinvolve discussion of individual
patients. If you are willing to take part, perhaps we can
arrange a brief meeting for the end of January/beginning of
February or atanothertime at your convenience.

If you require any further information, please do not hesitate
tocontact me on *** and | look forward to hearing from you
soon.

Yours sincerely,

Dr Charlotte Pearson
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The DRC welcomes feedback. If you have any
comments about this publication please complete
thisform andreturnitto us free-of-charge.

Alternatively you can contact our Helpline about
this publication or any other aspect of our work
by phone, fax, textphone or email.

Disability Rights Commission




Your feedback

Please complete and return thisformto let
us know what you think about this publication.

How helpful and/or interesting was this publication?
[ ]Very [ ]Quite [ |Notvery [ ]Notatall

Was it easy to understand?
[ ]Very easy [ ]Quite easy
[ INotveryeasy [ |Notatalleasy

What do you think of the design and layout?
[ ]Good [ ] Quite good

Response flap [JoK [1Poor

width 140mm _
Please use this space for your comments

and suggestions

Name
Address

Post Code

Telephone

Organisation

(providing your contact details is optional)

Do you wantto subscribe to our monthly
free-of-charge email bulletin?

[ JYes [ INo

Email




You can contactthe DRC Helpline by voice, text, fax,
post or email. You can speakto an operator at any
time between 08:00 and 20:00, Monday to Friday.

If you require this publicationin an alternative format
and/or language please contactthe Helpline to discuss
your needs. ltis also available onthe DRC website:
www.drc-gb.org

FOCUS17

August 2004

Telephone 08457622633
Textphone 08457622644
Fax 08457778878

Website www.drc-gb.org

Post DRC Helpline
FREEPOST
MID 02164
Stratford upon Avon
CV379BR

The DRC Language Line service offers an interpretation facility providing
information incommunity languages and is available on the DRC

Helpline telephone number.
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