 Palliative care in non-cancer patients

The principles of palliative care.
The aims are to affirm life and regard dying as a normal process, to neither prolong nor hasten death, To aim for the best quality of life 

· by relieving distressing symptoms, 

· by providing spiritual, psychological and social care

· by helping patients live as actively as possible.

And by helping their families cope during the illness and in their bereavement.

Patients with end-stage non-malignant disease have many similar and as distressing symptoms as cancer patients.  In addition they often have a worse or equally bad prognosis.

Although there is an increasing recognition of the need for palliative care in terminal non-malignant patients at present <10% of patients receiving specialist palliative care services are from this group.

Patients dying from cancer generally have a gradual deterioration over time and it is usually obvious when they are entering the terminal phase.

In contrast, patients with non-malignant disease often deteriorate over a longer period of time sometimes years or even decades, frequently interspersed by acute episodes that are consequently managed in more acute settings.

The biggest problem is deciding when a patient is entering the terminal phase and therefore would benefit from increased palliative care input.  As a result most of these patients are managed by their primary care teams and in hospital settings.  

The most common non-malignant conditions currently seen are;

· progressive neurological illness such as MND, Parkinson’s and MS

· Advanced Cardiac failure

· Advanced Respiratory disease, mainly COPD

· HIV/ AIDS

· Renal Failure

Progressive Neurological Illness

MND is the main non malignant neurological condition seen in palliative care at present.  

The mean survival is typically 3-4 years, though many patients are well into this period by the time they are even diagnosed.

Management needs to be aimed at forward planning and prompt response to changes.

In Huddersfield all MND patients are referred to the Community Advice and Support Team  (or CAST) on diagnosis.  This is a team of physiotherapists, Speech and Language therapists and occupational therapists who assess patients in their own home in order to maximise their function.  

Symptoms patients complain of in End stage MND

Pain is common and troublesome in MND with as many as 65-70% reporting it as a major symptom.  Pain is often due to stiffness associated with prolonged immobility, spasticity and muscle cramps.  This can be aided by physio, passive exercise and analgesics.

Constipation

Cough

Insomnia

Breathlessness and excess respiratory secretions as respiratory function decreases.  Non invasive ventilation has been shown to prolong life expectancy.

As swallowing is impaired, patients are upset by salivary drooling and this may be aided by anti-muscarinic agents.

Dysphagia is common and distressing.  The swallow reflex is often so impaired that patients cannot maintain adequate nutritional intake.  PEG feeding may be indicated in patients that feel hungry or thirsty but is often an issue of debate.  There is no clear evidence as yet whether PEG feeding prolongs life expectancy.

Before patients lose the ability to communicate many produce advance directives regarding their future care.  The main issues are surrounding PEG feeding and ventilation both invasive and non-invasive.
Advanced Cardiac Disease

Severe heart failure is a progressive fatal condition and is the final common pathway in many cardiovascular diseases. (ihd, angina, ccf, mi)
By severe we mean New York Heart Assoc grade 3 or 4
Defined as the presence of symptoms at rest or on minimal exertion. Usually with objective evidence of cardiac dysfunction such as an echo.

30% of affected patients will require hospital admission in any given year.

Mortality is higher than in many forms of cancer.

60% annual mortality with grade 4 heart failure.

Grades 3 & 4 has an overall 5 year mortality of 80% in men. – much worse than many malignancies
50% of patients with heart failure will die suddenly and of that 25% will die without worsening of their cardiac symptoms.

There are no reliable prognostic models either of poor overall prognosis or sudden death.

New York Heart association classification (in case anyone can’t remember like me!)

Symptoms of advanced cardiac disease can be very similar to those seen in cancer.

Dyspnoea, small doses of opioids can be used to subjectively improve breathlessness as well as oxygen, positioning, the use of fans and reassurance.

Fatigue

Fluid retention.

Anxiety and depression

Anorexia, nausea and vomiting may be a result of bowel oedema.  It is best to recommend frequent small meals, sometimes appetite stimulants can be useful (alcohol).

Antiemetics such as metaclopramide for gastric stasis and haloperidol for biochemical causes have a place in treatment.

Constipation

Pain is usually less of an issue than in cancer but can still be problematic.

The West Yorkshire Cardiac Association has produced guidelines for terminal care in heart failure patients.  These can be found on the trust intranet under the palliative care guidelines.  They include useful information on how to treat symptoms, how and when to withdraw cardiac medication and the withdrawal of intra-cardiac devices. (not printed out as they are 28 pages long, but very helpful)
There are some adaptations to treatment with regards to heart failure.  For example, certain drugs should be avoided as they may worsen symptoms, most notably, NSAIDs (cause salt and water retention and worsen renal impairment).  As renal function deteriorates, any opioids will also require review to avoid toxicity.
12)  Indicators that a heart failure patient has a prognosis of weeks or less include; 
Increased frequency of hospital admissions despite optimum tolerated conventional medication,

Worsening renal function

Failure to respond within 2-3 days to an appropriate change in diuretic or vasodilator drugs.

Sustained hypotension.

Increasing fatigue.

Becoming largely confined to bed. 

Advanced Respiratory Disease
COPD is the main condition seen as this accounts for 13% of adult disability in England and Wales.

Again the difficulty is predicting prognosis and determining then chronic disease reaches the terminal phase.  Patients can survive decades.  Most end-stage respiratory disease progresses with periods of stability interrupted by major life threatening exacerbations.

Indicators that may suggest a poor prognosis include:
Increased frequency of hospital admissions with little or no improvement in symptoms on discharge.

Persistent symptoms despite maximal therapy.

Poor mobility

Panic attacks and expressions of fear or anxiety expressed about dying.

The main symptom is obviously dyspnoea which may be helped with long term oxygen therapy, opioids and benzodiazepines.  There is no convincing evidence that benzodiazepines increase respiratory depression in end-stage disease.

HIV and AIDS

The course of HIV/AIDS is unpredictable especially in developed countries where it is now a chronic condition.  A small proportion progress rapidly, usually these patients have multidrug resistant disease or are poorly compliant with medication.
The variability of the resistance of an individual’s immune system and the potentially fatal nature of some of the infections make it difficult to estimate prognosis.

Specialist palliative care services tend to be more involved if the patient has an additional cancer, which is not uncommon (eg Kaposi’s sarcoma.)
Renal disease

End Stage renal failure patients usually have a strong link with the hospital team as they are often seen 3 times a week for number of years.

The annual mortality rate for patients on dialysis is 25%.

A transplanted kidney usually lasts for 10 years.

Patients over the age of 75 may not benefit from starting dialysis as >50% die within 2 years.

Some patients choose to stop dialysis.  Most die around 8 days later though it can be as long as 28 days. (uraemic encephalopathy)
17)  Reasons for withdrawing from dialysis include;

Disease progression

Failure to thrive

And problems with the dialysis process (vascular access for dialysis)
Patients on dialysis have a higher risk of developing renal carcinomas.

There are guidelines on the use of palliative care drugs in renal failure patients.  Drugs that are excreted renally will have a longer lasting effect and therefore the dosing interval may need to be increased rather than reducing the dose.(eg antibiotics)

In patients in end stage renal failure there is no point avoid nephrotoxic drugs such as NSAIDs as there is nothing left to damage.
Summary

Non-malignant disease creates a bigger disease burden yet it still only accounts for <10% of palliative care services.

The biggest problem is in predicting prognosis and the terminal phase.

It is important to recognise that symptoms from non-malignant disease are often similar and just as distressing as those symptoms experienced by cancer patients.

It is important to involve palliative care principles in the care of all terminally ill patients.

