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1. Background/Current Controversies
It is frequently cited that anorexia nervosa has the

highest mortality of any psychiatric illness other than ad-
dictions, with an estimated standardised mortality ratio of
approximately 5.5 [1]. It is likely that indirect deaths [i.e.,
due to other physical health conditions that become more
difficult to treat in the context of severe malnutrition] are
a key driver behind the high standardised mortality ratio of
anorexia nervosa. Deaths directly from anorexia nervosa
are rare, with approximately 20 deaths per year in Eng-
land and Wales [2]. Despite the small number of deaths in-
volved, the framework for the provision of end-of-life care
for people with anorexia nervosa remains a topic that has
caused considerable controversy within the field of eating
disorder professionals.

Attempts have been made to propose criteria to make
a sub-diagnosis of ‘terminal anorexia nervosa’, in cases
where death from the illness is accepted as an inevitabil-
ity, however, such criteria has been criticised for lacking an
evidence base, being arbitrary, and the reality that it is not
possible for eating disorder psychiatrists to accurately pre-
dict future treatment futility [3]. It is also not necessary to
have a confirmed terminal illness in order to provide pal-
liative care; if certainty is demanded of the terminal nature
of the illness for an individual, before addressing their pal-
liative care needs, there is a risk of missing the window to
provide a holistic assessment and support of those needs.
The price of certainty is the risk of denying the opportunity
for a good death when all treatment options fail.

There are also significant concerns with respect to the
unintended harms that may arise from the introduction of
new diagnostic categories, such as ‘terminal anorexia ner-
vosa’, particularly with the concern that the classification
of a new illness category can serve to create new illness
behaviours, and not function only as a specific descriptor
of an existing clinical condition. The nature of the psy-
chopathology of anorexia nervosa can include a powerful
drive to be the thinnest or the most malnourished patient,
and there is concern that creating new categories for more
severe malnutrition could function to further complicate the
psychopathology of existing patients [4].

2. Limitations of Active Eating Disorder
Treatment

Eating disorder treatment is change-orientated and
collaborative. Psychological treatment models are largely
based on supporting the individual with the eating disor-
der to find the motivation for change, agreeing on treat-
ment goals, and supporting the individual to achieve them.
Coercive treatment has been demonstrated to be a nega-
tive prognostic indicator for treatment success [5]. Treat-
ment for severe anorexia nervosa, with severe malnutrition,
which has not responded to first-line inpatient and outpa-
tient treatments, is likely to involve interventions with sig-
nificant harms. Such treatment can include highly restric-
tive practice, such as continuous one-to-one nursing super-
vision, including in bathrooms, and repeated forced naso-
gastric feeding under restraint [6]. Such treatment is fre-
quently experienced as traumatic and recognised to cause
psychological and physical injury [7]. While there is provi-
sion for such restrictive practices within mental health law
in the UK (in both England/Wales and Scottish legal sys-
tems), there are also significant legal safeguards, and such
treatment options cannot be continued indefinitely.

3. Mental Capacity
Assessing mental capacity in anorexia nervosa is of-

ten complex and at times contentious [8]. Cognitive dis-
tortions characteristic of the illness can significantly influ-
ence how individuals process information, weigh risks, and
make decisions about food, weight, and treatment in gen-
eral. While theMental Capacity Act (2005) provides a clear
legal framework, applying its criteria to individuals with se-
vere anorexia requires specialist understanding.

Patients may present as articulate and consistent in
their treatment refusals, yet anorexic thinking may impair
their ability to use and weigh relevant information. There
is now a legal precedent recognising that patients with
anorexia may lack capacity even when their decisions ap-
pear superficially coherent [9]. However, a presumption of
incapacity is both ethically and legally problematic. Capac-
ity is decision-specific, can fluctuate, and must be assessed
on an individual basis. Careful, multidisciplinary assess-
ments are essential, involving those with expertise in eating
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disorders and supported, where appropriate, by independent
advocacy.

A best interest decision may support the use of com-
pulsory treatment, but there are also circumstances where
ongoing interventions are likely to cause more harm than
benefit. In such cases, a decision may appropriately include
the limitation or withdrawal of further coercive treatment,
while continuing to offer care and support.

4. Palliative Care Needs
Current models of palliative care provision do not

equate palliative care to terminal care only; active change-
orientated treatment can continue to be provided and en-
couraged alongside palliative care [10]. There are prece-
dents for this in other areas of medicine; for example, pa-
tients with end-stage renal disease may be provided with
palliative care even while hope remains that a kidney trans-
plant may be made available [11].

The nature of severe malnutrition is such that patients
may have specific palliative care needs in relation to frailty,
weakness, nausea, pain, and non-healing ulcers [12]. These
needs may require the input of a specialist palliative care
team. Where there is a significant risk of death, there is a re-
sponsibility for healthcare providers to offer the opportunity
to explore with the patient (and their families) wishes, pref-
erences and decisions in relation to advance care planning,
including individualised end of life plans, funeral wishes,
and to address existential/spiritual needs where possible.

Concerns from palliative care professions relate to
there being no reliable criteria/staging for anorexia nervosa,
limited evidence base for treatment of symptoms, and for
models of care, and minimal professional experience; for
many palliative care clinicians providing input in this area
will feel uncomfortable and unfamiliar. There is little evi-
dence base for the provision of palliative care in the context
of anorexia nervosa; however, it is established that a small
number of people with anorexia nervosa do die each year,
their deaths can often be “expected”, and they may have un-
met needs in the days and weeks prior to their death. Like
other clinical specialities, eating disorder teams lack the
specialist knowledge, skills and experience to navigate end-
of-life care, therefore palliative care support is required.

The question of which patients, and when, to provide
palliative care input is challenging and controversial; deci-
sions must be individualised and based on clinical needs.
Together, we can navigate the challenges and risks of prog-
nostic uncertainty with collaborative working. Communi-
cation with all involved is key; defining goals and intent of
care, frequent reviews and an openness to changing deci-
sions.

5. Conclusion
Deaths directly caused by malnutrition secondary to

anorexia nervosa are rare, and therefore, in absolute terms,
the role for palliative care in relation to treatment for

anorexia nervosa is limited. This makes it challenging to
build up experience, evidence and to develop robust guide-
lines in this ethically and legally complex area. There
are significant concerns about the provision of palliative
care pathways for patients with anorexia nervosa, particu-
larly with regard to associated unintended harms. Coercive
treatment under the Mental Health Act (or equivalent le-
gal frameworks) cannot be provided indefinitely, and is not
always successful. Therefore, there are rare cases where
patients may experience persistent and severe malnutrition
with associated health consequences. The provision of pal-
liative care may be needed in such cases; without this, pa-
tients will be left in a state of unmet care need. It could
be considered as discriminatory to withhold palliative care
support when an individual may be experiencing end-of-life
symptoms and a death could be considered to be ‘expected’,
albeit not inevitable. There are existing models of care in
other settings for the provision of palliative care in clinical
circumstances where recovery can be hoped for.

A common feature of eating disorder psychopathol-
ogy is a sense of shame and being undeserving of care. As
such, patients may perceive any shift in focus from active
recovery-based treatment to palliative input as ‘giving in to
the eating disorder’ or ‘letting anorexia win’. This risk can
be mitigated when palliative care is framed not as a with-
drawal of active treatment, but as an additional layer of sup-
port aimed at relieving symptoms and improving quality of
life.

The view of the authors is that, in rare circumstances,
there is a clear role for palliative care in the management
of anorexia nervosa and, without this in place, patients risk
being left in a state with unmet care needs.

Key Points
• Deaths directly due to malnutrition secondary to

anorexia nervosa are rare.
• There can be significant care needs in the last months

of life for an individual that dies from anorexia nervosa.
• Eating disorder services are not equipped to address

end-of-life care needs without specialist support.
• Palliative care can be provided while still holding

hope for recovery.
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