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ents get the 
they want?
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Patients should get the treatment they want if 
it is the right thing for them, and it is possible 
and reasonable to provide it. Unfortunately, this 
simple answer to the question is superfi cial. In 
fact, it requires diffi cult judgements with un-
certainty as to who should make them. Doctors 
have responsibilities to patients and their rela-
tives, to the health organizations that employ 
them, and to society at large. These are often 
discussed and, increasingly, assessed (however, 
ineffectively and bureaucratically).

Patients have, arguably, the right to be treated 
correctly by a doctor in an appropriately or-
ganized health service. But rights have parallel 
responsibilities, even if perhaps unwritten and 
unacknowledged, although in this postsocialist 
world, patient responsibilities are less discussed. 
The right to good health care implies a responsi-
bility not to deprive others of good health care. If 
people are generally unmindful of social mem-
bership, this is partly the legacy of the extreme 
cult of the individual, the rise of consumerist 
capitalism, and the denial (by some) of the very 
existence of society.

The uniform provision of accepted treat-
ments is, in the end, a political matter. This is 
clearly true if the treatment is provided by state-
funded health organizations. Nonetheless, there 
are still political, and moral, aspects when health 
is funded by the private individual, either direct-
ly or via personal insurance: appropriate health 
resources may be relatively scarce and should 
not be allocated simply according to the ability 
to pay (and, at the very least, the distribution 
of wealth within society is itself political). Leav-
ing aside the relatively rich, politicians must 
consider those who cannot afford the costs of 
a commercial medical market. One’s particular 
beliefs determine one’s answer to the fundamen-
tal question: is it a good and moral society that 
provides standard medical treatments accord-
ing to individual wealth? Of course, it could be 
argued that political behaviour (including vot-
ing behaviour) in many democracies suggests 
many do not want good standard medical care 
as much as they want some other things. Quite 
aside from pure considerations of money, there 
are other reasons for inequality: can patients 
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in remote and rural areas ever obtain truly the 
same emergency treatment as those in the centre 
of cities? and diseases themselves may have po-
litical dimensions, such as in the relative failure 
of governments to tackle smoking, and the oc-
currence of bovine spongiform encephalopathy 
(both in cattle and as variant CJD in humans).

The notion of an ‘accepted’ treatment is not 
necessarily straightforward. Many therapies 
have been accepted but without any defi nitive 
scientifi c evaluation. Pharmaceutical compa-
nies with understandable commercial con-
cerns may infl uence practice but ‘acceptance’ 
involves state organizations that may – and 
should – consider political factors, as well as 
scientifi c ones. Arguably, the UK ‘risk sharing 
scheme’ for beta-Interferon treatment in mul-
tiple sclerosis illustrates some of these issues 
(Warlow 2003).

So how should clinicians respond when pa-
tients want an unproven, nonstandard therapy? 
Recent requests for intraventricular pentosan 
polysulphate (PPS) for prion disease bring some 
of these issues into relief. Following some ani-
mal experimental work, several families and pa-
tients requested and successfully obtained this 
treatment in the UK (Doh-ura et al. 2004, Dyer 
2003). The particular and general issues thereby 
raised include patient/doctor issues:
• Disease prognosis: prion diseases are always 

progressive and fatal
• Effi cacy: there are no relevant human treat-

ment data
• Adverse effects: IVentPPS involves neuro-

surgery with known (relatively uncommon) 
risks. There are some limited data on the 
problems of prolonged interventricular ad-
ministration, but very few on the interven-
tricular use of PPS

• Understanding of family/patient: the knowns 
and the unknowns need to be clearly under-
stood by those requesting the treatment. The 
doctor has a major responsibility in assess-
ing this understanding. In prion diseases a 
signifi cant dementia is typical at diagnosis 

and the family, not the affected person, usu-
ally request the treatment, adding a further 
dimension to the decision

 Practical issues: can the doctor and their par-
ticular medical service actually provide the 
treatment?

 Ethical and emotional Issues: the doctor must 
feel it is right to provide the treatment, given 
the considerations above and below
And there are also wider context issues:

• Effects on colleagues: they may disapprove 
of ‘unorthodox’ treatments, especially if they 
are struggling to provide ‘accepted’ therapies 
in an under-funded health system

• Hospital management: doctors are employ-
ees, although they often seem to forget this. 
Some hospitals are not happy to provide in-
terventricular PPS

• Opportunity costs: with limited resources 
and time, doing one thing limits one’s ability 
to do others

• Setting a precedent: a uniform policy of ‘un-
proven treatments only in formal trials’ is 
at least easy, although has such a policy ever 
truly been rigorously applied?
Clinicians should feel at home with the pa-

tient/doctor issues, given our traditional indi-
vidual-centred approach. There will, of course, 
be variations in emotional and ethical consid-
erations. The wider issues are potentially more 
unfamiliar; despite (or perhaps because of) 
this doctors may fi nd it easier to respond, for 
example, ‘It’s not my business; it’s for manage-
ment and politicians’. Patients and families may, 
understandably, consider only their own indi-
vidual situations and not the potential impact 
on the provision of health care to others and, 
in the cases of variant and iatrogenic CJD, the 
families believed that society has obligations to 
them, regarding ‘their disease’ as being due to 
social error.

Even with a fatal prognosis, it is important to 
avoid additional burdens through unpleasant, 
irrelevant therapy, so not to prolong suffering 
for marginal benefi t and nor to falsely raise ex-

Many therapies have been accepted 

but without any defi nitive scientifi c 

evaluation.
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pectations resulting in later emotional collapse. 
The fi nal acceptance that ‘nothing can be done’ 
is sometimes the most appropriate and most 
emotionally helpful decision. Balancing poten-
tial treatment benefi ts and drawbacks is so often 
bedevilled by a real absence of evidence, but one 
should not ignore the evidence that is actually 
available. Some comparisons are intrinsically 
diffi cult: potential death tomorrow as a conse-
quence of treatment, against a possible slight 
postponement of later death.

Assessing understanding and the emotional 
context is part of all management discussions 
but particular caution is needed if the patient 
or family have unreasonable or deluded ex-
pectations, and if the request for ‘treatment’ is 
solely a denial of distressing truth. This is per-
haps the heart of the question: are patients and 
their families best placed to choose their man-
agement? To answer ‘no’ can be condescending 
and authoritarian, while to answer ‘yes’ can be a 
denial of one’s medical expertise. Families and 
patients may argue that only they truly know 
how they feel and what they need, but emotional 
states, behaviours and needs may sometimes be 
best judged by someone outside the immediate 
situation. Some decry ‘paternalism’ in medical 
practice (interestingly, such paragons of post-
modernism often fail to mention ‘maternal-
ism’).

Elements of ‘parentism’ are necessary and 
powerful elements of clinical practice. The fi rst 
experience of illness is in childhood and the fi rst 
‘doctor’ is the parent. There are many styles of 
parenting and a remote, authoritarian, head-
of-the-household archetype is not the most ap-
propriate for medicine. However, the idea of the 
‘client’ discussing internet print-outs with an 
‘independent adviser’ is scarcely an improve-
ment and would not greatly comfort me in the 
event of the serious illness that may one day 
come my way.

In dealing with requests for ‘nonstandard’ 
treatments, the clinician should consider the 
issues discussed above, evaluating disease spe-

cifi c and treatment specifi c data, assessing the 
understanding of the patient or family and the 
emotional context, then assessing their own 
feelings and attitudes. If he or she feels happy 
as an individual clinician, the wider context 
must be considered, including the opportunity 
costs and the institution in which the clinician 
works. Doctors work in a social context. If they 
are not happy, then they need to explain their 
position to the patient or family in a detailed, 
sympathetic and understandable way. In most 
situations, the patient or family can always ask 
for a further opinion from another clinician. 
Indeed, in the particularly diffi cult situation of 
interventricular PPS for prion disease, individ-
ual clinicians have often themselves asked for 
the opinion of another doctor. Those who feel 
uncomfortable, in principle, about providing 
unproven ‘nonstandard’ treatments should at 
least be consistent and refl ect on how many of 
their present ‘standard’ treatments are actually 
proven.

Finally, is it right for individuals to purchase 
‘unproven’ treatments? In my personal view, it is 
diffi cult to completely justify commercial medi-
cal practice. However, many other aspects of life 
are partly determined by fi nance and have sig-
nifi cant health effects (including housing, edu-
cation and diet). Even within a straightforward 
state health system, the articulate, educated, 
socially confi dent person is more likely to ask 
for unusual treatments and may be more likely 
to receive them. But it surely cannot be right to 
provide an unsound or unethical treatment, or 
one the doctor is unhappy with, whether or not 
the patient is paying directly for it.
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