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OUR AIM: To improve the quality of care at the end of life for all patients and enable more patients to live and die 
in the place of their choice 

It has been estimated that one in four 
people over the age of 85 will move into a 
care home at some point before they die 
and it is there that one in five of all deaths 
take place. Thus for many older people, the 
likelihood of dying in residential care is a 
strong possibility. Significantly, many care 
home residents have neither kith nor kin to 
support them so responsibility for ensuring 
that the wishes and expectations of their 
residents in relation to end-of-life care lies 
heavily with care homes themselves.

The Relatives & Residents Association (R&RA) 
- which was established 15 years ago to help 
individuals and their loved ones find their 
way through the maze of issues involved 
in deciding to move into care - actively 
encourages care homes to ensure that all 
their residents receive optimal end-of-life 
care whatever their circumstances. Through 
our 5 day-a-week telephone advice line, 
R&RA provides crucial support to several 
thousand such people and their families 
every year. We offer advice, support and 
information dealing with inquiries on almost 
every topic, including end of life care. 

We believe that it is crucial that 
homes themselves fully recognise their 
responsibilities and make every effort to 
train staff and managers in end-of -life care 
accordingly. We see this as covering much 

more than policies and procedures although 
these are important. Essentially it must be 
about ensuring that the individuality and 
personhood of every resident is actively 
recognised and placed at the centre of care. 
Care of people when they are dying must be 
an extension of care when they are living. 
It has to start when a person first comes 
into care, with thorough care planning, and 
talking sensitively with residents about their 
needs, fears and expectations (and re-visiting 
this from time to time). It means responding 
to them with reassurance and compassion, 
involving relatives - if the residents wants 
them to be involved - and providing special 
support where there are no relatives. 

We also believe that care homes need to 
think carefully about the place of death 
within the general life of the home – what 
is the philosophy underpinning their 
handling of death especially in relation to 
the wellbeing of other residents? Death is 
a common and not unusual occurrence in 
residential care. It should not be hidden 
away, but neither should it dominate the 
overall atmosphere of a home negatively. 
How this is handled will depend on the skill 
and empathy of staff and managers.

As well as assisting individual residents and 
relatives, R&RA is there to help care homes 
think through some of these issues by 

building on the direct experience of families 
and their loved ones.

We think that older people – usually very old 
people – who need caring for in the final 
stages of their lives deserve the best society 
can provide. They have served their country 
well and have contributed to the common 
good over many years. The time comes 
when they should have that contribution 
recognised. Caring well for people at the 
end of life is the least we can do.

Dr Gillian Dalley, Chief Executive 
The Relatives & Residents Association 
e: gillian.dalley@relres.org 
Main office t: 020 7359 8148 
Advice line t: 020 7359 8136 
w: www.relres.org

Caring for care home residents 
at the end of life

Previously available only on limited issue CD ROM, “Supportive and 
Palliative Care in Heart Failure: A resource kit” is now accessible 
online at www.heart.nhs.uk/endoflifecare. 

The hallmark of supportive and palliative care is that it addresses all 
the needs and symptoms of the patient, looking beyond the disease 
to the person and includes the needs of those closest to them. So 
far, this support has been largely available only to those with cancer.

The NICE guidelines on Heart Failure (2003) state that:‘There is 
substantial evidence for considerable unmet palliative needs of 
patients with heart failure and their informal carers.

The main areas of need include symptom control, psychological and 
social support, planning for future, and end of life care.’ 

The mortality in severe forms of cardiac failure is similar to that of 
common cancers such as ovarian or bowel cancer. The quality of life 
of with significant heart failure is worse than for any other general 
medical condition.

Building on existing work in this area, the Heart Improvement 
Programme compiled a resource kit to help the NHS and partners 
address these inequalities in care for heart failure patients. 

Previously only available to cardiac network heart failure leads and 
SHA end of life care leads, this resource kit has proved so popular 
that it is now available online for wider access.

It contains a wealth of practical tips, case studies and support 
materials, drawn from the range of agencies working in this field, 
inlcuding a tool to baseline current service provision and measure .

Dr Jim Beattie, Consultant Cardiologist who worked on the project 
said: “The mortality in severe forms of cardiac failure is similar to 
that of common cancers such as ovarian or bowel cancer. The quality 
of life of with significant heart failure is worse than for any other 
general medical condition.

“We urge teams to use the materials in this kit to help drive the 
development of a comprehensive local supportive and palliative care 
framework for your heart failure patients.”

New online resource for end of life care 
in Heart Failure
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