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B PROFESSIONAL ISSUES

Clinical approaches to the withdrawal of nutrition

and hydration
Keith Andrews

ABSTRACT - The request for withdrawal of nutri-
tion and hydration from the vegetative patient is
rare, but when it occurs it causes considerable
anxiety for the clinical team. This anxiety is exac-
erbated by the need to seek a declaration from
court that withdrawal of treatment would be
legal. This paper discusses the process from the
time of the request to the withdrawal of the tube
feeding, and the actions the clinical team needs
to take.
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Introduction

Withdrawal of nutrition and hydration is a difficult
issue for doctors. The ethical dilemmas for the treat-
ing team are such that there are often very strongly
held views so discussions should be treated with due
sensitivity. The added need for a declaration from a
court creates further anxiety.

However, there are occasions, fortunately rare,
where a clinical team is faced with a suggestion that
nutrition and hydrations should be removed from a
patient who has been in a vegetative state for a pro-
longed period of time. This is so rare that most doc-
tors will not be faced with the dilemma, but when it
does occur it causes considerable anxiety among the
clinical team.

Since the case of Tony Bland,! it has been a require-
ment that the decision to withdraw nutrition and
hydration should be referred to court for a declara-
tion that it would be legal for the doctor to withdraw
the tube feeding. This applies to England and Wales,
but not to Scotland where different rules apply.

So if the situation does arise, where does the
treating clinician start? First, there are two excellent
booklets — one from the General Medical Council?
and the other from the British Medical Association®
— which plainly discuss the ethical and legal issues
involved. These are an excellent starting point.

Process on approach

Experience shows that most requests for withdrawal
of nutrition and hydration come from the family of

the patient rather than from the clinical team. So
what should the lead clinician do when approached?
The first step is to meet the family and find out what
their views are and how they understand the situa-
tion. For example, they are usually unaware of the
legal process that needs to take place. It is essential at
this stage to find out if there are other relevant mem-
bers of the family who are not present but who may
hold different views. At this point, the clinician’s role
is more to help the family understand the facts rather
than advise for or against the withdrawal of the tube.

It is, however, necessary at this stage for the lead
clinician to make a decision on whether s/he agrees
morally with the decision to withdraw nutrition and
hydration. If the clinician has strong moral views
which would prevent him or her from being
involved, then it is essential that the care of the
patient be passed to another clinician who would be
willing to withdraw treatment, should the court
declare it legal to do so.

This is also the time to involve the health trust’s
legal department and seek advice about proceeding
with an application to the court.

What information will the court require?

It is important to know what information the court
is likely to want. The following are some of the
questions that usually need to be answered:

o What is the diagnosis? Is it clear that the patient
is in the vegetative state as assessed by experts in
this field?

o Are there any factors that might be influencing
the patient’s ability to demonstrate awareness?
For example, is the patient receiving high levels
of sedating drugs or is s/he medically unstable?

e What is the prognosis for recovery? If nutrition
and hydration continue to be provided, is there
a chance of any improvement and to what level?

o What is the life expectancy if nutrition and
hydration are not withdrawn? Is the patient likely
to live only a short time because of frequent
chest infections, status epilepticus or other
medical or surgical problems; or is his life
expectancy likely to be several decades?
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e Has everything been done to achieve improvement? Is the
patient medically stable and has s/he had the advantage of a
specialist rehabilitation/disability management programme
in a neuro-rehabilitation setting? This is not always
essential but the clinician should be able to demonstrate
that an active programme has taken place.

o  What will happen if the tube is withdrawn? How long will it
take the patient to die and will this be painful or
distressing? The clinician should be able to state what the
medical management would be during this period.

o  What will happen of the tube is not withdrawn? Some
patients will have frequent chest infections and technical
difficulties with feeding, and require total care in all aspects
of daily function.

Is the diagnosis correct?

This is one of the fundamental questions to be answered. The
criteria are well laid down in the original definition of the per-
sistent vegetative state by Jennett and Plum* and by subsequent
working parties.”~ These criteria need to be met.

There is, however, some evidence that misdiagnosis is
common.®1° The court will need to be reassured that any factors
influencing possible misdiagnosis have been considered. These
include a long enough assessment period, and discussion with
relatives and carers to ensure that the windows of opportunity
are not being missed. With a fluctuating level of consciousness,
a one hour or so assessment by a clinical expert could miss those
periods when the patient is able to demonstrate awareness.
Other factors include failure to examine under optimal con-
ditions — including postural control, distracting extraneous
stimulation, periods of assessment that are too short, and the
inexperience of the observer.

So far the courts have not considered a patient in the mini-
mally conscious state, largely because the condition has only
recently been described.!! The possibility that the patient might
be in the minimally conscious state has, however, been raised in
a number of court cases, and therefore it is important that the
treating clinicians and expert witnesses have considered this
diagnosis and know what the criteria are.

Is it in the best interest of the patient to withdraw
‘treatment'?

‘Best interest’ is not an easy concept to understand. The best
interest of the patient is not just ‘what the doctor thinks. One
aspect of ‘best interest’ is that where the treatment is not bene-
fiting the patient, then the treatment is not in the patient’s best
interest. This, however, is a complicated issue in nutrition and
hydration, where it is clear that the ‘treatment’ is having the
desired effect in providing maintenance of healthy tissues. The
difficulty is in deciding whether it is benefiting the patient in the
broader sense, in that it cannot recreate consciousness or any
return of the ‘person’.
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Key Points

Withdrawal of nutrition and hydration is a difficult issue for
doctors

The decision to seek a directive from the Courts for
withdrawal of treatment requires a knowledge of the
process

Best interests of the patient require careful investigation

The decision involves family and the clinical team

Full support for those involved is required

The other aspect of best interest lies in finding out what the
patients would have wanted. There are three main levels to this.
First, has the patient clearly expressed wishes, when mentally
competent, as to what s/he would want in this situation, ie is
there an advance directive? If there is not, then the lead clinician
has a responsibility to find out if there were any factors in the
patient’s life which, if s/he were able to do so, would influence
the patient’s decision-making process — did s/he have strong
religious or cultural views, or had s/he expressed views about
similar end-of-life situations in other people? The family are
usually involved in finding this information but it could be
sought from the patient’s GP or other relevant people outside
the family. It is important to emphasise in discussions with the
family that they are being asked about what the patient would
have wanted, and not what they want for the patient.

I have taken the view in court cases that any views I have on
the appropriateness of withdrawal of nutrition and hydration
are no more than those of the ‘man in the street’. All the clinician
can do is advise the court on whether there is any clinical reason
why the feeding tube should not be withdrawn. In effect, this
means advising on whether the condition is permanent and, if
there is any potential for improvement, to what level. It is the
court’s responsibility to make the decision on the best interest of
the patient.

What are the criteria for proceeding to law?

The process for seeking a declaratory judgement from the court
authorising the withdrawal of nutrition and hydration is laid
down in a Practice Note from the Official Solicitor’s Office.!
The document states that the ‘diagnosis should be made in
accordance with the most up-to-date generally accepted guide-
lines for the medical profession, by which they usually mean
those of the Royal College of Physicians (RCP).”

The RCP7 list four preconditions which must apply before a
diagnosis can be considered:
1 The cause of the condition should be established as far as

possible.

2 The possibility that the persisting effects of sedative,
anaesthetic or neuromuscular blocking drugs are
responsible in whole or in part should be considered.
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3 The possibility that continuing metabolic disturbance is
responsible for the clinical features must be considered and
excluded.

4 The possibility that there is a treatable structural cause
should be excluded by brain imaging.

These are primarily medical requirements to ensure that there
has not been a misdiagnosis due to the medical instability of the
patient.

The usual process is for someone to make an application to
the court. According to the Official Solicitor’s guidelines, this
can be the next of kin, another individual closely connected with
the patient or the health authority (nowadays usually the
primary care trust). In any case, the health authority should be
a party in the application — primarily because the declaration is
that it would be legal for the clinician to discontinue treatment
(ie the nutrition and hydration).

The independent expert

There is a requirement for two independent experts to be
appointed — normally one for the person or authority making
the application and one for the Official Solicitor. There have,
however, been several instances where the court has accepted
that one expert would to be used by all parties.

The guidelines for experts are:

e to assess the patient

e to perform a neurological examination and examine the
results of investigations

e to write a report clearly describing the details of the
assessment and the conclusion reached

e to question the other clinical staff involved, the family and
carers about any responses they have seen.

The guidelines emphasise that there is no urgency in making
the diagnosis and, if there is any uncertainty, the diagnosis
should not be made and the patient should be reassessed.

There have been occasions when it has been necessary to make
an urgent decision — for example, when the gastrostomy tube
had fallen out or where there were technical difficulties in main-
taining nutrition. It is important for treating clinicians to note
that the court expects an application to be made in these cases.
The tube ‘falling out’ should not an excuse to bypass the judicial
process.

Team involvement

Withdrawing nutrition and hydration is a major decision, not
just for the lead clinician who must make the final decision, but
also for other members of the clinical team caring for the
patient. It is important to involve those who are actively treating
the patient — usually nurses and therapists — in the discussion
about withdrawal of nutrition and hydration. They may well
raise questions about diagnosis, appropriateness and effect on
team morale which are worth taking into consideration. In any
case, the Official Solicitor’s officer is likely to want to talk to staff
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working with the patient and therefore it is useful to ensure that
staff have an informed view.

Supporting the family and team

Whilst the lead clinician has an important role in supporting the
family and certainly in providing them with information on
clinical and legal procedures, it is recommended that formal
counselling support be available for the family. This is best
organised through the GP of each family member since support
is likely to be required long after the patient has died.

It is also important for the staff on the unit, whether the
patient is in hospital, nursing home or at home, to have access
to counselling services. Whilst many hospitals will have staff
trained in counselling, it is probably better for the counsellor
not to be a member of staff. Health authorities usually have
access to occupational health counselling services, but for
nursing homes and hospitals in the independent sector or where
the patient is at home, it is likely that an external counsellor will
need to be appointed.

One person usually forgotten in provision of support is the
lead clinician. There seems to be an assumption that the doctor
making the decision may be stirred but not shaken by the whole
process. It is important that there is someone to support the
clinician throughout this difficult period. The process is likely to
be a new situation for the lead clinician, and it is advisable that
s/he has access to someone very experienced in the clinical diag-
nosis and court procedure to ensure that the correct procedure
is followed through and to help answer questions from family
and staff.

Practical process for the unit

There are several practical issues for the unit to consider. First, it
is very useful if the patient can be placed in a single room. This
helps to maintain the confidentiality of this very sensitive issue;
it enables the family to visit without feeling that everyone is
looking at them; and it allows staff to feel more secure.

Secondly, all staff involved must be aware that the discussions
about and the procedure of withdrawal of treatment are confi-
dential information to the patient. It should be made clear that
they should not discuss the case with colleagues who are not
involved in the treatment or with anyone else.

It will also be necessary to identify members of staff who are
comfortable about being involved in the process of withdrawal
of treatment. Some will have strong moral and cultural views
and these should be respected; they should be given the oppor-
tunity of moving to another unit during this period. In my expe-
rience, staff who do not wish to be involved usually want to stay
on the ward and are willing to provide cover for other patients
normally looked after by staff who are willing to be involved in
the procedure.

There is nothing different about the care required after with-
drawal of tube feeding — normal standards of care for a dying
patient should be observed. It may be advisable to gain advice
and support from the local palliative care service.
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The court

The court procedure is probably the most anxiety-provoking
part of the process of withdrawing treatment. However, the
team and family should be aware that the legal proceedings take
place in the Family Division of the High Court, which is much
less adversarial than other courts.

The Official Solicitor will usually have been appointed to act
on behalf of the patient. One of the Official Solicitor’s officers (a
lawyer with experience in this field) will investigate the case.
They will need expert medical advice from someone not
involved in the management of the patient. The Officer will visit
the patient, examine the records and talk with family and staff
involved in the treatment of the patient — this includes nurses
and therapists as well as the doctors. This is carried out
sensitively and most staff find the process supportive.

The health authority, or in rare cases another individual, will
appoint solicitors who will manage the legal aspects of seeking a
Declaratory Judgment and also seek expert medical opinion.

The court procedure, whilst formal, is generally sensitively
handled. It is normal for the judge to prevent the names of the
patient, the family, the treating clinicians and the hospital from
being stated in court or published, though this protection does
not apply to the expert witnesses.

It is usual for at least one of the expert witnesses to give evi-
dence from the witness box. Sometimes the treating clinician
will also give evidence. If the family wish to give evidence they
may do so, though this does not seem to occur often; indeed, it
is not necessary for the family to be present.

As in other courts, the witnesses will be questioned by counsel
for each party represented. These questions are usually points of
clarification, unless there is doubt about the diagnosis, though
such cases rarely get to court.

What will happen when the tube is removed?

The removal of the tube is a simple procedure, though obviously
a major step for all concerned. Once the tube has been removed,
the care is straightforward — good nursing care of the dying
patient. Some believe that giving sedation or analgesia would
meet any concerns that the patient may feel pain or distress, and
the advice of a palliative care service would be helpful in making
such decisions.

It is important that both nutrition and hydration are
removed: death will be due to the effects of dehydration rather
than those of undernutrition. If fluids are provided but not
nutrition, the dying phase will be prolonged by weeks or
months.

Death normally occurs in 10-14 days and it is usually
peaceful.

Conclusion

Withdrawal of nutrition and hydration in the vegetative patient
is not an easy decision to make. It requires the process of law and
creates many anxieties within the family and the treating clinical
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team. It is, however, an important part of the clinical manage-
ment of a person and requires as much caring and sensitivity as
the clinical management of any patient.

References

1 Airedale NHS Trust v Bland, 1993 1 All ER 821.

2 General Medical Council. Withholding and withdrawing life-prolonging
treatments: good practice in decision making. London: GMC, 2002.

3 British Medical Association. Withholding and withdrawing life-
prolonging medical treatment: guidance for decision making, 2nd edn.
London: BMJ Books, 2001.

4 Jennett B, Plum E Persistent vegetative state after brain damage: a
syndrome looking for a name. Lancet 1972; i:734-7.

5 The Multi-Society Task Force on PVS. Medical aspects of the persistent
vegetative state (first of two parts). N Engl ] Med 1994; 330:1499-508.

6 The Multi-Society Task Force on PVS. Medical aspects of the persistent
vegetative state (second of two parts) N Engl ] Med 1994;330:1572-9.

7 Royal College of Physicians. The vegetative state: guidance on the
diagnosis and management. Report of a working party. London: RCP,
2003.

8 Tresch DD, Sims FH, Duthie EH, Goldstein MD, Lane PS. Clinical char-
acteristics of patients in the persistent vegetative state. Arch Intern Med
1991;151:930-2.

9 Childs NL, Mercer WN, Childs HW. Accuracy of diagnosis of persistent
vegetative state. Neurology 1993;43:1465-7.

10 Andrews K, Murphy L, Munday R, Littlewood C. Misdiagnosis of the
vegetative state: retrospective study in a rehabilitation unit. BMJ 1996;
313:13-6.

11 Giacino J T, Ashwal S, Childs N, Cranford R et al. The minimally con-
scious state: Definitions and diagnostic criteria. Neurology 2002:508:
349-53

12 Official Solicitor. Practice note on medical welfare decision for adults —
vegetative state. www.offsol.demon.co.uk/pract1fm.htm

345


http://www.offsol.demon.co.uk/pract1fm.htm
http://www.ingentaconnect.com/content/external-references?article=/0028-4793^281994^29330L.1499[aid=696623]
http://www.ingentaconnect.com/content/external-references?article=/0028-4793^281994^29330L.1572[aid=699556]
http://www.ingentaconnect.com/content/external-references?article=/0003-9926^281991^29151L.930[aid=5147667]
http://www.ingentaconnect.com/content/external-references?article=/0959-8138^281996^29313L.13[aid=551734]
http://www.ingentaconnect.com/content/external-references?article=/0003-9926^281991^29151L.930[aid=5147667]
http://www.ingentaconnect.com/content/external-references?article=/0959-8138^281996^29313L.13[aid=551734]

