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Background

An independent Review of Choice in End of Life Care (Choice Review)
was published last year. It set out in detail whot needs to be done

to improve end of life care in England. One year on, a coalition

of seven charities has urged the Government fo respond to the
recommendations which would ensure good quality care for everyone
approaching the end of their life'. To deliver this, the coclition is
calling for: well-funded high-quality care; investment in specialist and
generalist professionals; access to good quality advice and support;
fully coordinated care across all teams and services; training for
professionals and greater medical research.

As port of this work, Macmillan Cancer Support sought to better
undersiand the issues for patients who died with cancer through
further analysis of the data from the 2014 Mational Survey of
Bereaved People (VOICES).

Methodology

VOICES is a nafional survey in England that is sent annually to
bereaved relatives and carers about the end of life care of people.
The survey is carried out by the Office for National Statistics (ONS)
for MHS England. In 2014 it included a large cohort (6,703) of
people who died from concer.?

Macmillan Cancer Support analysed the publicly available data set
to identify key published statistics and areas for further investigation.
The relevant additional cancer-specific data from the ONS was then
sourced, from which our conclusions were drawn.

‘Don't know' answers were excluded from the analysis and the data
requested from ONS are bosed on people who died from cancer only
(ICD-10 codes CO0 to D48.9; this includes non-malignant neoplasms).

Results

Care and choice is not as consistent as it could be
The original analysis by OMS of VOICES data found that almost
1in 10 (9%) of those dying from cancer experience poor care
at the end of their life.”

Further bespoke analysis highlighted that many people dying from
cancer are not dying in their preferred place, and that those who want
to die at home or in a hospice are least likely to get their wish;*
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(35%) people with cancer who had said where they would
prefer to die, did not die in their preferred place.

Of those dying with cancer, 64% who wanted fo die at home and 66%
who wanted to die in a hospice were able fo do so, compared with
82% who wanted to die in hospital and 87% who wanted to die in their
care home.

More than one in five (22%) with cancer who wanted fo die ot home
died in hospital.®

Fragmented care results in poorer experiences
Furthermore, care can be fragmented and variable. Services do
not always work well together at the end of life. There are poorer
experiences reported from relatives of those who die in a hospital
compared fo those dying at home on a number of aspects of care
including pain relief and evening and weekend care:

At hospital
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Among those who experienced inodequate pain relief when treated
at home, twice as many died at hospital (46%) than at home (23%).*

At home
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Among those who experienced poor quality of out of hours care in
the last 3 months of their lives, 60% more died at hospital (44%) than
at home (28%).

Good care shows positive associations with choice...
Those with well-coordinated care at the end of life are more likely to
die in the place of their choosing. People whose care at home is
well coordinated are 57% more likely to die in their preferred
location compared with people whose care is poorly coordinated:

X

52% of people whose home care
services did not work well together
died in their preferred place...

...compared with four in five (8190)
of those whose services did work
well together.

...and specialist support can facilitate dying in one’s
preferred place.

People who receive specialist nursing support at home during their
last three months of life are more than twice as likely to die in their
preferred place compared with those who receive no care at home:

...Three in four (75%) people
who received support at
home from a Macmillan
nurse, hospice home care
nurse, or specialist died in
their preferred place.

one in three (30%) of those
who did not receive any
support at home died in their
preferred place...
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What about support to die at home?

For the majority, the preferred place to die is at home-not just for
cancer patients, but across all conditions: 82% of those who stated
a preference on where to die wished to die at home.®
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However there needs fo be a better support structure for those who
want to die at home. Current levels of care could be improved across
a number of areas including, but not limited to:

Better involvement in decisions about their
care: Among those with cancer who wanted to
die ot home, more than 1 in 10 (11%) wanted
fo be more invelved in decisions about their
care in the last three months.

Better records of patient choices: Even
among those who had stated they wanted to
die at home, one in eight (13%) had no record
of their preferred place of death by healthcare
staff, yet evidence supports that having o
record of where they want to die makes o
difference. 74% of those cancer pafients where
staff held o record of where they would like to
die, died in their preferred ploce, compared fo
just 39% of those who did not have a record?
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Conclusion

There are a range of factors that influence quality of care of the end of
life and the results here highlight that there are still @ number of
people for who care needs to be improved during these important last
three months of their lives.

The Choice Review highlights the lack of cheice and variable quality of
care available to dying people and their families and carers. The
evidence in this analysis builds upon existing knowledge to support the
coll to ensure everyone has greater choice and contral ot this point of
maximum vulnerability in their lives. Specifically, this means pecple
receiving the right services, at the right time, in the right place, and
people’s preferences being heard, recorded, shared and acted upon.®

In highlighting these statistics for people dying with cancer, we build a
greater understanding of the need fo give all cancer pafients better
support in their final weeks. This refers not only to making choices
about their care and place of death where possible - a key element of
the ‘chaice offer’ - but also in receiving well-coordinated, high-quality
care whether at home, hospice or hospital.

@ For more information please contact Hanna Hine at

org.uk or org.uk

Digital version of this poster available from
macmilllan.org.uk/veicesendoflife



