Chapter 17 – website material 
Communication with the Cancer Patient

Excellent care is difficult to achieve without good communication.  By finding out what your patients are thinking, and tailoring information to what they want to know, communication can be markedly improved.  Current training emphasises key tasks in communication, which are outlined below:

So what skills do doctors need in performing the key tasks?

· Eliciting patients’ problems and concerns

Good body language, eye contact and active listening skills are important.  Don’t be afraid to clarify and check detail (without interrupting); this will help you to be sure of the story and also reassure the patient that you are interested and trying to understand exactly what they are worried about. Do ask about the impact of the illness on their life and their family, showing that you are interested in their psychological wellbeing. At the end of the initial part of the consultation, summarising their story and concerns is a powerful way to check together that the patient has told you what they needed to and that you have understood it.

· Giving information

Start by asking the patient what they have already been told, and what they believe the problem is.  They may also have beliefs about possible solutions.  Then ask them what information they would like and try to prioritise their information needs.  They may want written or audiotaped information and you should ask about this.

· Discussing treatment options

Remember that patients have a right to know all the options and to participate in treatment decisions, again this may have to be negotiated.  Negotiations will be much easier if you have explored concerns adequately and given explanations sensitively.

· Being supportive

Try to show that you have some understanding of what the patient is going through, this is called empathy.  Simply saying “I know what you are going through” is rarely taken well by patients, “how can you know such a thing?”, however empathy can be expressed using sentences such as “I can see that you’re very upset by this news”.  Don’t be afraid to make educated guesses about how the patient is feeling, if you get it wrong the patient will correct you and be impressed that you are trying to understand.

· Communication outside the oncology unit

Many patients complain that information is not passed between the professionals looking after them, leading to needless repetition.  Passing information to the wider team and to the patient’s GP is essential.
When is Palliative Care Appropriate for Cancer Patients?
· Many oncologists will look after patients until their death.  The increasing use of palliative chemotherapy has prolonged the palliative phase in many patients, who are used to attending for treatments.  

Anticipate problems:-

Make a contract with the patient eg. three cycles and reassess – “we wouldn’t want to give you chemotherapy which was ineffective” 

Try and make the decision a positive one - “I think we have got all the benefit we can from this treatment”

Most patients will tell you that they are deteriorating and agree that treatment should be stopped.  Some will be relieved that their deterioration is recognised whilst others may ask difficult questions such as “so you are writing me off then?”

It is important to answer your patient honestly and reassure them that stopping treatment which is no longer effective is not the same as withdrawing your help.  This may be a good point to introduce the palliative care team, if they are not already known to them.  

The Palliative Care Team will endeavour to:



It may be entirely appropriate to discharge a patient to the palliative care team rather than continuing unnecessary attendance at oncology outpatients.  This can be done by telling the patient that the teams work closely together and they can and will be referred back at any time if needed.  This can be difficult for the oncologists and patients as they may have known each other for some years, but continuing outpatient attendance can be a waste of precious time as well as fostering unrealistic hopes about further treatment.
Next Steps 

· Contact palliative care team


· Ensure rapid and effective communication with GP.  Include the information you have given to the patient

· Include information/reaction from patient and family

Palliative Care Assessment

The assessment of patients needs to be specific, detailed and encompass psychological, social and existential issues as well as physical problems.  Only by paying close attention to detail will the physician be able to identify the cause of problems and treat them effectively.  For instance, a patient’s pain may seem non-opioid responsive not because the morphine is ineffective but because the patient is fearful of addiction and has not been taking the tablets.

Care should be individualised for each patient depending on their needs; for some patients, side-effects of medication may seem worse than the original symptom and it is important to consider this and to tailor treatment accordingly.
Pain 

The majority of pain in patients with advanced cancer is caused by the cancer itself, although other causes such as sepsis, constipation and co-existing problems such as osteoarthritis should not be forgotten.
It is vital to elicit the cause of pain in order for appropriate treatment to be given.  It is also important to remember that pain has many facets and may be, in part, a manifestation of the patient’s distress.

Drug therapy will be the mainstay of treatment but there is also much to be done in modifying pain perception by explanation and psychological support.
A 46 year old was seen with persistent severe liver capsular pain 

due to metastatic carcinoma of the colon.  He revealed he had not 

told his ten year old daughter that he was dying.  He did this after

 the outpatient appointment.  His pain rapidly became manageable

 and he admitted that he had been waking at night worrying about

 her reaction.
Bowel Pain

Patients with intra-abdominal cancer may present with poorly localised pain due to peritoneal inflammation, vascular or lymphatic blockage or bowel spasm secondary to serosal or intraluminal disease.

Constipation may be an additional problem due to drugs, bowel dysfunction or a combination of both.

· Ensure that bowels are opened

· Consider antispasmodic eg buscopan

· Follow analgesic ladder

· Exclude bowel obstruction

Co-Analgesics

These are drugs which are used, often in combination with opioids, for a variety of pains, often neuropathic in origin.

Antidepressants block the resynaptic re-uptake of noradrenaline and 5HT.  Carbamazepine inhibits the glutamate excitory system and acts as a calcium channel blocker.  Gabapentin binds to the gabapentin binding protein centrally and also acts as a calcium blocker.

Ketamine is an N-methyl-D-aspartate (NMDA) receptor channel blocker. 

Corticosteroids act mainly by reduction in inflammation associated with tumour mass and therefore reduction in nerve compression.  

Muscle relaxants such as benzodiazepines may relieve the muscle spasm associated with tissue damage.

The tricyclic antidepressants and anti-epileptics should be started at low doses and gradually increased depending on response and tolerance.
Nerve Blocks

These are usually carried out in patients who have pain localised to a nerve distribution and do not respond to analgesia.  They are usually carried out with local anaesthetic in the first instance to assess response before the nerve is ablated with phenol, cryotherapy or radiofrequency.  Commonly used nerve blocks are intercostal, for rib or chest wall pain, coeliac plexus block for coeliac node involvement, eg pancreatic cancer, and dorsal root ganglion block for radicular pain.  Brachial plexus blocks may be very effective for brachial plexus pain but require an indwelling catheter which cannot stay in permanently.   More complex blocks usually done in a few specialist centres include lumbar sympathectomy for tenesmus and pelvic visceral pain and cordotomy for unilateral pain.
Epidural and Intrathecal Catheters

Epidural injections of opiates and local anaesthetic and steroids may be of benefit for patients with back pain.  These can be repeated if effective.

Intrathecal administration of opiates delivers a very much smaller dose of opioid directly to opioid receptors in the dorsal horn of the spinal cord.

The criteria for use are:-

· Intractable pain despite appropriate use of drugs including co-analgesics

· Unacceptable toxicity from systemic opioids

The patient has a catheter inserted into the intrathecal space and drugs are given via a pump into the catheter.  Drugs may include opiates, local anaesthetic and clonidine. Patients can be discharged home with intrathecal delivery systems but need syringes made up in a sterile environment.  Care needs to be taken with hygiene and infections should be treated promptly.
Multidisciplinary Pain Management (MDT)

Cancer patients with pain often require input from several members of the MDT, particularly physiotherapists and occupational therapists.  The latter may maintain independence by modification of furniture as well as offering advice on other measures to improve comfort.

Good liaison with oncologists and pain anaesthetists ensures that treatment is as efficient as possible.

Acupuncture and complementary therapies may be of benefit. 

Treatment of Breathlessness

There is evidence in lung cancer that treatments such as explanation, breathing exercises and energy conservation techniques help.  This has led many services to set up breathlessness clinics, often nurse-led with input from physiotherapy, occupational therapy and doctors.  Patients with breathlessness from any cause seem to benefit from explanation and self-management techniques.
Drug treatments

The importance of these will vary according to the cause of the breathlessness and the stage of the illness.  They are often less important early on and become more necessary when the patient becomes less well.

· Opiates

A recent systematic review has shown benefit of opiates orally or subcutaneously for the treatment of cancer-related breathlessness.  There is no place for nebulised opiates in this context.  Patients with COPD and heart failure also seem to get benefit from opiates.  The best dosing regime for opiates in these patients is not yet clear; clinicians often start with small doses of immediate-release morphine prn, titrating according to effect.  Some patients find slow-release morphine helpful.

· Benzodiazepines

These have a place in patients whose breathlessness  is associated with panic; they do not seem to be effective in the absence of anxiety.  Trials are few but patients find them useful, often just to have in the house in case of an overwhelming panic attack.  Lorazepam 0.5mg sublingually has a faster onset of action than an oral dose, and an anxiolytic effect comparable to 5mg of diazepam (Twycross et al 2002).

· Oxygen

Some patients who are hypoxaemic or who have previously been on long-term oxygen therapy clearly benefit from supplemental oxygen.  It is more difficult to know whether the benefit claimed by other patients is a true one, or a placebo effect.  This can be important as oxygen is not always easy to use, especially at home, and can be quite limiting for patients and families.  Perhaps it is best to start oxygen as a trial, with the understanding 

that it will be used only as necessary and can be stopped if it doesn’t help.  There is little published information but recent controlled trials have suggested that oxygen is not useful for dyspnoea related to exercise.

· Bronchodilators

Many patients have co-existing cancer-related breathlessness and reversible airways obstruction, particularly smokers with lung cancer.  Formal reversibility studies are the gold standard, although in the ill patient an empirical trial may be all that is possible.

· Dexamethasone

This may be useful if reversible airways obstruction is present.  It is also sometimes used if there is airway obstruction or lymphangitis carcinomatosis.  

Assessing nausea and vomiting

As with any symptom, an adequate history is vital, allowing an educated guess as to the underlying causes.  The history should include the time course of the problem, precipitating and relieving factors (including previously tried drug and non-drug treatments), the relationship between the nausea and the vomiting and the amount of vomitus produced at each vomit.  Knowing whether vomiting relieves the nausea can be very helpful.  Examination and selected use of tests such as blood biochemistry are also helpful.

Nausea Pathway

The optimal management of nausea and vomiting would consist of:-

· Assessment of the probable underlying cause of the symptom, and treatment of the underlying cause if possible or appropriate.

· Selection of the appropriate anti-emetic, based on understanding of the pathophysiology of nausea and vomiting

· Delivery of the anti-emetic in adequate dose and the appropriate route

· Consideration of non-drug measures

· Regular reassessment of the patient and titration of drugs

Route of administration of anti-emetics

Oral anti-emetics may not be very effective in established nausea; in the vomiting patient it 

is clearly inappropriate to give oral drugs.  Therefore drugs are often given subcutaneously, in a syringe driver, to gain control of symptoms and then changed to the oral route when this is achieved.  Most common anti-emetics can be given subcutaneously.
· Intractable nausea

As with pain, not all nausea and vomiting is amenable to treatment despite best efforts.  In these cases it is important to be realistic with the patients, most of whom will accept control of their nausea with intermittent vomits if that is the best that can be achieved.  It may be necessary to grade nausea with patients so that all can agree on what has or has not been achieved as often patients’ perceptions will be different to those of their carers.
All vomiting is mediated through the vomiting centre, which contains histamine, 5HT2 and ACh receptors.  Afferent neural pathways feed into it:-

· Chemoreceptor trigger zone (CTZ) - containing D2 and 5HT3 receptors.  This is found at the base of the fourth ventricle, where there is a minimal blood-brain barrier.  Its chemoreceptors are therefore very sensitive to substances in the blood that can cause nausea – for example, opiates and abnormally high levels of calcium

· Vestibular nuclei – containsing H1 and ACh receptors and ; thought to stimulates the vomiting centre and the CTZ

· Vagal afferents – from mechanoreceptors and stretch receptors in the GI tract;  these stimulate the vomiting center directly

· Higher centres – there are pathways from the cerebral cortex to the vomiting centre; receptor activity is poorly understood.  Some pathways will stimulate vomiting, others act to suppress it.
Levomepromazine

This drug, formerly called methotrimeprazine, works on 5HT2 receptors in the vomiting centre.  Sedative in high doses, it has found a place as an anti-emetic at low doses such as 6.25mg daily.  Many centres use it second-line for intractable nausea.
Managing bowel obstruction

Symptom Management for Patients in Bowel Obstruction

· What are the main symptoms?

· What are the patient’s and family’s expectations?  In advanced MBO it is rarely possible to stop the patient vomiting and most palliative physicians will aim for control of nausea and reduction of vomiting to once every one or two days.  It is important that all involved agree on the aims of the treatment.

· Dull background pain – many patients will require opiate analgesia for this.  Diamorphine in a syringe driver is the drug of choice.  
· Colicky abdominal pain – this requires an anti-spasmodic such as hyoscine butylbromide (buscopan) in a syringe driver.  As well as reducing peristalsis these drugs reduce bowel secretions and therefore can significantly reduce the amount of vomit produced.  
· Nausea and vomiting - it is useful to distinguish between nausea and vomiting.  Many patients require subcutaneous infusions of an anti-emetic, cyclizine is often helpful.  If there is no colic then metoclopramide can be tried, stopping it if colic develops.
Even if nausea is controlled, many patients have persistent vomiting.  Dexamethasone is often used in an attempt to reduce peri-tumour oedema, a recent systematic review suggested that it may be helpful in doses of 6-16mg intravenously and that side-effects are low.  Octreotide can be helpful as an anti-secretory agent, there is some evidence that it may be helpful early on in obstruction but it tends to be reserved for patients who have not responded to other drugs and who have large volume vomits.

Constipation and anti-peristaltic drugs can worsen the situation.  Take care when treating pain due to opioid-induced constipation with opioids, as this can result in faecal impaction and a functional obstruction.

Most patients with MBO will be able to eat small amounts, although these may be vomited up again later.  Most palliative care units manage MBO without long-term parenteral hydration, although some patients find symptoms of thirst and nausea ease with small amounts of fluid.  Attention to mouth care, frequent sips of water and the use of ice chips can all be helpful.  Patients can live for some weeks on this regime and can often manage at home, with support.  For some patients, subcutaneous fluids may be required.

Frequent re-assessment of management is vital.
Constipation

Constipation can cause:-

· nausea and vomiting

· impaction with overflow causing spurious diarrhoea

· abdominal pain

· urinary incontinence or urinary retention

If examination including rectal examination is unhelpful, consider plain abdominal X-ray to distinguish constipation from overflow or bowel obstruction.  Even if patients are anorexic, they should open their bowels.  Constipation may be a cause of agitation in the terminally ill.
Treatment

Anticipate constipation before it becomes established.   Try to ensure adequate fluid intake.  All patients should start laxatives with weak and strong opioids.  Titrate to ease of defaecation, not a set frequency.  Laxative dose may need to be increased as opioids increase.  

Patients will usually require a stimulant laxative possibly with the addition of a softener.  A softener alone will not counteract the slow motility induced by opioids.
Cachexia and Anorexia

Cachexia occurs in over 50% of patients with solid tumours.  It is characterised by loss of both fat and muscle. The anorexia-cachexia syndrome is driven by production of cytokines, particularly tumour necrosis factor (TNF).  There are also numerous changes in the humoral regulation of appetite, energy use, carbohydrate and protein metabolism which cause loss of muscle as well as fat.

There are remedial problems which may contribute to, or cause anorexia and these should be excluded before considering drug treatment.
Anorexia may cause considerable family distress.  Eating is a sociable occasion and watching an anorexic relative at meal-times is a constant reminder of the seriousness of their illness.  Relatives may express their anger at the patient “not helping themselves” or “giving up”.  

Explanation of anorexia as a symptom, for instance like pain, may help.  Encourage small and frequent meals.  Many patients are on unappetising food supplements which may reduce their appetite further.  There is no evidence that these improve quality of life, but some patients are keen to have them.

Psychological Problems

The three main psychological problems causing morbidity in patients with cancer are depression, anxiety and adjustment disorders.

Approximately 35-50% of patients with cancer will have a psychiatric disorder, the prevalence of which is ~22% in the general population.  The skill for the oncologist and other health professionals involved in the cancer patient’s care is to distinguish between sadness associated with a life-threatening illness and a psychiatric disorder.

Depression

The reported prevalence of depression in studies varies from 3.2 – 42% with which illustrates the difficulty in diagnosing depression in this population.  A more realistic figure is 5-15% fulfilling the criteria for major depression. 

Risk factors are previous psychiatric problems, young age, lack of social support, decreasing physical function and the presence of pain.

Despite depression being relatively common in this population, it is often undetected.  This may in part be due to fatalism from patient and doctor but also reflects the difficulty in applying screening tools in the terminally ill.
In the physically healthy population, depression is diagnosed if patients have a persistent low mood and at least four of the symptoms listed below are present most of the day for the preceding two weeks:-

Diminished interest or pleasure of almost all activities

Psychomotor retardation or agitation

Feelings of worthlessness or excessive and inappropriate guilt

Diminished ability to concentrate and think

Recurrent thoughts of death and suicide

Fatigue and loss of energy

Significant weight loss or gain

Insomnia or hypersomnia

In patients with advanced cancer, symptoms 6-8 are almost universal.  Endicott proposes that somatic symptoms should be substituted as following:-


These are useful categories and much of the information needed to make a judgement as to whether the patient is depressed can be obtained by asking simple questions such as:-

“how do you spend your day?”

“does any activity give you any pleasure?”

The doctor should not be afraid to ask about suicidal thoughts, perhaps using the question:

“do you have any thoughts of harming yourself?”

The patient will not be distressed; they will either refute it or show relief that someone has acknowledged the depth of their distress.
Anxiety

Anxiety is common in patients with cancer.  However, some patients will present with debilitating symptoms.  The criteria for anxiety disorders are:-

Excessive worry and anxiety that occurs most days

Difficulty in controlling anxious feelings

Restlessness, diminished concentration, fatigue, poor sleep, muscle tension or irritability 

It is important to exclude reversible effects such as medication or drug or alcohol withdrawal.
Treatment of Anxiety

Much can be done with good communication and clear information.  Some patients will require benzodiazepines which are generally well tolerated.  Patients should be reassured that these drugs are being used appropriately as even dying patients may require reassurance over addiction.

Non-drug treatment includes:-

· Supportive psychotherapy and behavioural interventions

· Complementary therapies such as relaxation, massage and visualisation may be of benefit
Adjustment Disorder

Adjustment disorders are difficult to define but occur when patients are unable to adapt to a severe life event and cope inflexibly in response to their illness.  

The definition of an adjustment disorder is a rather nebulous disorder characterised by a variety of clinically significant behavioural or emotional symptoms that occur as a result of some triggering event or stressor.


The onset of the adjustment disorder must be within three months of the triggering event and must not continue for more than six months after the termination of the stressful event.  It can only be diagnosed if the disturbance is identifiable and does not meet the criteria for other psychiatric disorders.  It occurs in ~25-30% of patients with cancer but it is often overlooked.  There may be overlap with depression but it can only be diagnosed if depression and anxiety disorders are excluded.

Treatment

Brief psychotherapy has been proven to be effective in this disorder.  The focus of the treatment is to teach enhanced coping skills.  Cognitive behavioural therapy is often delivered by nurse specialists working in oncology units and should be used as early as possible.  Self-help groups may also be of benefit in this population.
Palliative Care Services (PCS) – under heading DYING PATIENT 
PCS’s have expanded exponentially over the last fifteen years.  Services prior to this were sporadic with much of the drive for development being from local groups.  This has resulted in diverse services across the country due to a lack of regional planning.  There have been recent efforts to remedy this and most regions will have services both in the acute sector and the community.

Services available in most regions are as follows:

· Palliative Medicine Inpatient Units

These may be NHS beds whether as stand-alone units or within hospitals or hospices run by voluntary organisations who will receive a variable percentage of their costs from the PCTs.  They will admit patients for symptom control, rehabilitation, respite and terminal care.  Services include inpatient beds, outpatient clinics and day care.  Outreach community services may be run by hospices.

· Hospital Palliative Care Teams

These range from clinical nurse specialists working alone, to multidisciplinary teams including doctors, nurses, occupational therapists and social workers.  They will see 

patients with palliative care needs across their hospital and liaise with community services.

· Community Services

· Clinical Nurse Specialist Teams

These nurses have particular experience in palliative care and will see patients in their own homes giving advice on symptom control and offering psychological support to the patient and family.  They may offer bereavement support to relatives.

· Hospice at Home

Some areas have a team offering nursing care in patients’ homes.  These teams vary greatly in the experience of nurses and the amount of nursing care they can offer.  Generally they will look after dying patients who wish to die at home.

· Day care

Most regions in the UK will have day care services for patients with advanced cancer or other terminal illnesses.  They vary in their services ranging from social care to specialist 

palliative care.  They are useful services both for the patients and as respite for the carers.

· Lymphoedema Services

Lymphoedema treatment both for patients with malignancy and non-malignant disease has been developed alongside other palliative care services.

These vary from large consultant-led services to stand-alone peripatetic clinical nurse specialists.

· Care of the Dying Patient at Home

If asked sometime before death as many as 90% of patients say they would prefer to die at home, however only approximately 25% of cancer patients achieve this both in the UK and USA.  When the same question was asked of patients as they approached death many more opted for death in an institution, as their main concern was of being a burden to relatives and carers, many of whom were elderly.

Community services are developing in order to improve choice for patients.  The main carers for all patients are the GP and district nurses.  It is up to the primary health care 

team to elicit problems and access other services for their patients.  These vary depending on areas but may comprise the following:

· Clinical nurse specialists in palliative care 

· Marie Curie Nurses - qualified and unqualified nurses who will stay in patients’ homes for normally up to three nights or days per week

· Hospice at Home Services - nursing services in some areas specifically to give extra nursing help for dying patients

· Palliative care physicians who may do domiciliary visits if required

· Hospice/palliative care units may also be able to provide sitting services as well as support to carers (see Hospice Services)

Many GP practices (in the UK) are joining the Gold Standards Framework Project.  This helps identify dying patients and anticipates problems which arise leading to improved, co-ordinated care and increased numbers of patients dying at home.
sort out physical problems


give psychological support


ascertain patients’ wishes about care and place of death (when appropriate)


support the family/careers











Diminished concentration – 	cannot be cheered up, does not smile, no response to good news or funny situation


Fatigue and loss of energy – 		brooding self-pity, pessimism


Significant weight loss or gain – 	fearfulness or depressed appearance in body or face


Insomnia or hypersomnia – 		social withdrawal or decreased talkativeness








