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There have been several recent news stories about the Liverpool Care Pathway - a programme for
delivering palliative care to people with a terminal illness.

For example, the Daily Mail described the Liverpool Care Pathway as a "death pathway" and called it
a "scandal", claiming that patients are being put on it without the consent of relatives. In another story
this week, The Daily Telegraph said that NHS hospitals are being given financial rewards for placing
terminally ill patients on a "controversial pathway to death". BBC News, meanwhile, has reported a
claim by one family that withdrawing food and water amounted to “torture”.

The Liverpool Care Pathway (LCP) is a scheme that is intended to improve the quality of care in the
final hours or days of a patient’s life, and to ensure a peaceful and comfortable death. It aims to guide
doctors, nurses and other health workers looking after someone who is dying on issues such as the
appropriate time to remove tubes providing food and fluid, or when to stop medication.

However, its use for some has become controversial, with relatives reportedly claiming it has been
used without consent, and some saying it is used inappropriately.

This criticism and the media emphasis on the supposed controversy is puzzling, as the LCP has been
standard practice in most hospitals for a number of years. The LCP has also received recognition on
both a national and international level as an example of good practice.

While there have been allegations of individual failings on the part of healthcare professionals - mainly
relating to a lack of communication with relatives and carers - the model of care itself appears to be
both appropriate and humane.

Many of the media stories about the LCP seem to be criticising its stated aim - to allow terminally ill
patients with no hope of a cure to die with dignity.

As a GP put it in the British Medical Journal, the LCP “has transformed end of life care from an
undignified, painful experience into a peaceful, dignified death at home”.



What is the Liverpool Care Pathway?

The LCP was developed during the late 1990s at the Royal Liverpool University Hospital, in
conjunction with the Marie Curie Palliative Care Institute. It was intended to provide the best quality of
care possible for dying patients in the last hours and days of life, whether they were in hospital, at
home, in a care home or in a hospice. It was widely seen as a way of transferring the model of
“excellence” in the care provided in hospices to other healthcare settings such as hospitals and care
homes.

What is palliative care?

Palliative care is medical treatment designed to make people with
terminal illness feel as comfortable as possible - both physically and
emotionally. It can be used to relieve symptoms but not cure a condition

The goal of the LCP is to ensure a death is as dignified and as peaceful as possible. It may involve,
for example, reviews of:

o whether any further medications and tests (such as taking the patient’'s temperature or blood
pressure) would be helpful

o how to keep the patient as comfortable as possible, for example, by adjusting their position in
bed or providing regular mouth care (some illnesses or treatments can cause over- or
underproduction of saliva)

o whether artificial fluids should be given, when a patient has stopped being able to eat or drink

o the patient’s spiritual or religious needs

According to the Marie Curie Palliative Care Institute, the LCP can “guide the delivery of care for the
dying to complement the skill and expertise of the practitioner using it ... the goals of care prompt staff
to consider the continued need for invasive procedures and whether current medications really are
conferring benefit”.

The LCP is recommended as a model of best practice by the Department of Health and has been
adopted in many UK hospitals and other healthcare settings. Deborah Murphy, a national nurse lead
for the LCP, calls it “a process that inspires, motivates and truly empowers the generic workforce in
caring for the patient and their family in the last hours or days of life”.

Why was the Liverpool Care Pathway introduced?

The LCP was introduced because, during the 1990s, there was an increasing consensus in the UK
medical community that standards of end-of-life care were patchy. Some hospices provided excellent
treatment, but some hospitals did not meet the same standards. In particular, concerns were
expressed about issues such as:

e patients being subjected to invasive testing and treatment that offered no chance of
preventing death

e causing unnecessary pain and suffering by needlessly prolonging life

Why has it been controversial?

According to newspaper reports, several families have complained about use of the care pathway.
Some relatives have claimed that their loved ones were put on the pathway without their consent and
some have said it has hastened death in relatives who were not dying imminently. Critics say that it is
impossible for doctors to predict when death is imminent, so the decision to put a patient on the
pathway is at worst self-fulfilling.



It would be inappropriate to comment on individual cases. If there were failings, as has been alleged,
it could be that these were the result of professionals not following the recommendations of the LCP,
rather than faults with the LCP itself. For example, the LCP recommendations make it very clear that:

e while legal consent is not required to place a patient on the LCP, the fact that the plan is
being considered should always be discussed with a relative or carer and, if possible, the
patient themselves

o there should never be an occasion when a relative or carer who is named as the main contact
is not informed when a diagnosis that the person is dying has been made

e withdrawal of nutrition and fluids should never be a routine option, but done only if it is felt to
be in the best interests of the patient, judged on a case-by-case basis

The media has also reported that use of the pathway is being encouraged for financial reasons, linked
to targets. The Daily Telegraph reports that almost two-thirds of NHS trusts using the LCP have
received “payouts” totalling millions of pounds for hitting targets related to its use. While these
financial incentives do exist, they are designed to support the implementation of better care. It is
disappointing to see the level of cynicism in this story, with the unspoken - and hardly credible -
implication that doctors and nurses would routinely hasten patients’ deaths so that their hospital would
make money.

What about people who have survived the Liverpool Care Pathway?

There have been reports, including in the Daily Mail, that people have “survived” the Liverpool Care
Pathway. It is cause for celebration that someone who was believed by health professionals to be
dying has survived. Indeed, guidance for health workers on the LCP states: “Uncertainty is an integral
part of dying. There are occasions when a patient who is thought to be dying lives longer than
expected and vice versa. A second opinion or the support of a palliative care team may be required”.

What do health professionals think?

The LCP has been praised by many doctors for its aim to make life for those who are imminently
dying as comfortable as possible, rather than using artificial efforts to prolong life. A recent article by a
GP in the British Medical Journal argued that the pathway had "transformed" end-of-life care and
offered a “good death” when used properly.

What does the Department of Health say?

The Independent reports that the Department of Health says that it doesn’t provide direct financial
incentives for trusts to use the LCP. However, local areas may choose to have these in place.

A Department of Health spokesman told the Independent: “The LCP is supported by more than 20
leading organisations, including Marie Curie Cancer Care and Age UK, as a way to help meet the
care and dignity needs for those who are at the end of their life.

“We are clear the LCP can only work if each patient is fully consulted, where this is feasible, and their
family involved in all aspects of decision-making. Staff must properly communicate with the patient
and their family - any failure to do so is unacceptable."

What happens now?

In the media, it has been reported that there is to be an “investigation”. In fact, the NHS National End
of Life Care Programme has announced it will co-ordinate new projects - in conjunction with several
other medical organisations - for staff training and communications around the LCP. Staff
communication with patients and their families is key at the sensitive time around death and, indeed,
this appears to be where some of the alleged problems caused by the pathway have emerged.



How can | have a say about my end of life care?

Those with a terminal iliness or approaching the end of life may wish to think in advance about plans
for the future of their care. This is sometimes called advance care planning and involves thinking and
talking about your wishes about how you are cared for in your final months. Read more about
planning for end of life care.

You can write down your wishes in what is called an ‘advance decision’, sometimes known as an
advance decision to refuse treatment (ADRT) or a living will. This is a decision you can make now to
refuse a specific type of treatment at some time in the future. It lets your family, carers and health
professionals know whether you want to refuse specific treatments in the future. This is so that they
will know your wishes if you are unable to make or communicate those decisions yourself.

If you have a relative who is terminally ill you should - where feasible - be consulted and kept
informed about the plan of care, including use of the Liverpool Care Pathway. Health staff should also
check with families that they understand the LCP.
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