
Terminal illness: 
a definition
What is meant by the phrase “terminal illness”?

Strictly speaking, a terminal illness is one that cannot be cured 
and that may shorten life expectancy. It is unlikely that this 
terminology will be used by medical staff when discussing a 
progressive and incurable condition, although patients themselves 
frequently ask, “Is it terminal?”

More commonly, a terminal condition is referred to as a life-
limiting condition. Such conditions include cancers and chronic 
diseases affecting major organs, such as the heart, lungs, kidneys 
and brain. Prognoses in such conditions may vary from days to 
many years depending on the condition.

People often hear the word cancer and make assumptions that 
death is imminent, yet more people today are living with or beyond 
cancer than ever before due to advances in medicine. The same is 
true of other non-malignant conditions.

Receiving a diagnosis of a terminal condition
For many, receiving the diagnosis of a terminal or life-limiting 
condition can be an overwhelming, devastating and very 
frightening experience. For some, the diagnosis may be completely 
unexpected. For others, there may be a sense of relief that now 
there is some explanation for the way they have been feeling or the 
symptoms they have been experiencing.

At the time of diagnosis, you should be given opportunities to ask 
questions and access support. In many cases you will be introduced 
to a healthcare professional, often a clinical nurse specialist, who 
will act as your “key-worker”. This person will be your main 
point of contact, with whom you can build an ongoing and trusting 
relationship. Your key-worker will provide you and those close to 
you with ongoing information and support and will act as the link 
between you and all the healthcare professionals involved in your care.
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Terminal Illness – caring for yourself and others

It is important that you have confidence in the team looking after  
you. In the National Health Service (NHS) today, most serious  
diagnoses such as cancer or motor neurone disease will be discussed  
by a multidisciplinary team of experts in that disease area. 
This team will generally include specialist doctors, radiologists, 
pathologists, clinical nurse specialists and professionals allied 
to medicine such as dietitians and physiotherapists. They will 
review all the available information about your condition and 
make a holistic suggestion of treatment (that is, including 
medicines, medical interventions or physical therapies) to your lead 
consultant.

Seeking a second opinion
The team looking after you will discuss appropriate treatments for 
your condition. This may include types of treatment not routinely 
funded by the NHS.

Sometimes you may be offered the option of “topping up” the 
treatment and paying the excess treatment costs yourself.

If you are genuinely concerned that the medical advice being 
offered is incorrect or suboptimal you are at liberty to ask your GP 
to refer you to another specialist for a second opinion.

Most hospital specialists will not be offended by this and would 
prefer that you are comfortable with your treatment decision. It is 
wise, however, to ask for their advice on whom that second opinion 
should come from as they will be aware of other experts in your 
condition.

Treatment, side effects and symptoms
Specific treatments will depend on the individual condition. For 
those people with a diagnosis of cancer, treatments may include 
surgery, radiotherapy, chemotherapy or other drug treatments. For 
those with life-limiting conditions other than cancer, there may 
also be a wide variety of treatment options available. Although the 
aim is to delay the progression of the underlying disease and/or 
improve its symptoms, this is sadly not always achievable and the 
management plan may need to be adapted appropriately.
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Although most medical treatments will be associated with some 
side effects, such as fatigue, nausea and vomiting, constipation or 
pain, these are usually manageable with appropriate advice and 
support.

If, however, you feel the burden of treatment outweighs the 
benefits it is important to raise this with your family and the 
medical team caring for you. Similarly, the medical team may 
advise that continuing therapy will do more harm than good.

When enough is enough
Kaye was a ninety-three-year-old retired teacher.  
She had multiple medical problems but the most recent 
issues she faced were profound tiredness, breathlessness 
and reduced mobility related to significant leg swelling. 
She was found to have a heart murmur. An ultrasound of 
the heart demonstrated a leaky aortic valve and very poor 
heart function. She had already had several admissions to  
hospital with breathlessness. Each time she had a drip inserted  
for powerful medicines and oxygen for several days.

During her last admission to the cardiology ward 
Kaye had felt fed up of blood tests and spending time 
in hospital. She had an open and frank discussion with 
the junior doctor on the ward. Kaye understood that her 
prognosis was just a few months. She wanted to be at 
home alongside her elderly husband, to be able to see her 
garden and to be visited by her young great-grandson.

She was referred to the palliative care team. Her bed 
was brought downstairs. Home oxygen was arranged. 
Her medication regimen was simplified such that non-
essential tablets were stopped but those that helped 
alleviate her symptoms were continued.

A care plan was completed reflecting her wishes. 
Care at home was organised with support from both the 
community heart failure team and the palliative care team. 
Kaye took the opportunity to see the hospital chaplain 
prior to her discharge from hospital. A few weeks later she 
died peacefully in the living room at home, surrounded by 
her family, and with a panoramic view of her garden.
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