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Introduction
In the recent Care and Support White Paper the Government stated that it sees ‘much
merit’ in the principle of free social care for people at the end of life. It also committed
to collecting data to fully assess the benefits of this policy through the Palliative Care
Funding Review pilots by 2014.
Macmillan and a number of other charities – Marie Curie, Help the Hospices,
National Council for Palliative Care, Sue Ryder and Motor Neurone Disease
Association – welcomed this announcement. We believe the implementation of
free social care for people in the final weeks and months of life by the end of this
Parliament would demonstrate the Government’s commitment to delivering choice
for the most vulnerable people.
However, there is a long way to go to turn the support in the White Paper into a firm
commitment and that journey is about to begin with the Draft Care and Support Bill.
This autumn Macmillan brought together in a roundtable in Parliament health and
social care experts, parliamentarians, social care professionals and patient voices.
The group explored the importance of free social care at the end of life further and
considered what role MPs and Peers can play in ensuring progress on this policy is
made. This report reflects the key themes from the discussion and sets out specific
actions parliamentarians can take.

Summary of the key actions for parliamentarians
1 Write to the Chair of the Draft Care and Support Bill Committee
in support of free social care for people in the last weeks and
months of their lives and ask colleagues sitting on the committee
to raise the importance of this call during committee meetings.
Click here to read more

2 Table parliamentary questions and write to the Government
and the NHS Commissioning Board to question them on their
plans to introduce indicators in the Commissioning Outcomes
Framework and Adult Social Care Outcomes Framework on
preferred place of death. Click here to read more

3 Write to the Chairs of your Clinical Commissioning Group and
Health and Wellbeing Board to ask them to prioritise improving
end of life care. Click here to read more
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Influencing the social care reforms
Polling consistently shows that over 60% of the public want to die at home1 surrounded
by the people they love and all that is familiar. However, the majority of people continue
to die in expensive hospital beds. This is often because they cannot access the social
care support – for example help with washing, turning the patient in bed and meal
preparation – that both they and their families need.
‘As a Macmillan social care coordinator I deal with this situation day in and day out
and I would love to say things have improved but they haven’t. Too many patients at
the end of life languish in hospital where they don’t want to be on busy wards with
a lack of privacy, dignity and respect waiting for the services they need to get home
and die in the place of their choice.’
Jan Bolton, Macmillan Social Care Coordinator

1 A complicated and adversarial funding system
Expert attendees from across the health and social care sector were clear that the current
funding system at the end of life is ‘adversarial’. Once someone is identified as being
at the end of life, health and social care providers – due to the fact they are funded
separately – often end up involved in unhelpful and time-consuming debates about who
should be responsible for paying for a person’s care.

‘For people approaching the end of life, the
idea that their care needs can be put into
one of two boxes is completely meaningless
and adds to their anxiety and confusion.’
Jonathan Ellis, Director of Policy, Help the Hospices

One attendee recalled a woman in her area who spent the last 70 days of her life in
hospital as health and social care services argued over who should fund her care. The
cost of this was in excess of £30,000 whereas the cost of her care at home would have
been £150 per week.
‘When someone is identified at the end of life, in order to access social care
they must first be screened out of being eligible for healthcare. This significantly
delays people getting the support they need to get them home to die.’
Jan Bolton, Macmillan Social Care Coordinator

Roundtable participants made clear that, as a result of the different funding streams
for health and social care, the system is also overly complicated and bureaucratic.
People have to go through multiple assessments and forms before they can get the
support they need.
1 National End of Life Care Programme & National End of Life Care Intelligence Network (2012): What do we know now
that we didn’t know a year ago?
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This bureaucracy and fragmentation leads to delays in care packages being put
into place, which results in people being unable to get out of hospital. Furthermore,
attendees highlighted that, as a result, a culture has emerged where the hospital has
become the default location for end of life care.

‘The terminology that’s used for all the different sources and pots
of money, I find it a struggle and I work in it every day. People say
[to me] “I don’t know if I’ve spoken to that person” or “I don’t know
if I’ve had that funding”… often people are so overwhelmed, they
just think “I haven’t got the energy or the time to deal with this”.’
Sara Padhiar-Tutton, Brighton Carers’ Centre

2 Financial worries
Health and social care professionals also mentioned that families are often unaware that
social care is not free at the point of access and that they will be expected to go through
a means-test before accessing the support they need. Most people assume that at the
end of life, when a loved one is at his or her most vulnerable, both their health and
social care needs will be taken care of. When people find out that they will have to pay,
they naturally worry about the financial burden they might leave behind and the lasting
impact this will have on their family’s finances.
Professionals reported that they knew of situations where people have refused the
support they need because of money worries. As a consequence, they and their families
may struggle to cope at home resulting in people being admitted to hospital against
their wishes.
Why would removing the social care means-test help?
Roundtable attendees agreed that removing the means-test would be an important step
in the right direction toward delivering choice at the end of life.

‘The idea of free social care at the
end of life is irrefutable. I don’t think
any of us would argue about it and it
is reasonably clear it wouldn’t end up
costing us more.’
Dame Barbara Monroe, Chief Executive,
St Christopher’s Hospice
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If social care were free for people at the end of life it would allow for an integrated
package of care to be put in place. This would help more people to get out of hospital
and be cared for and die at home, where they would prefer to be.
Not only would it be better for patients and families but there is also evidence that end
of life care in the home could save the NHS money. The latest figures show that 89% of
those who die in hospital do so following an emergency admission. If we could reduce
by just 10% the number of hospital admissions ending in death in England the NHS
could save £52 million.2
Furthermore, the Nuffield Trust has recently published a report3 which demonstrates that
greater access to social care support has the potential to reduce the need for admissions
to hospital at the end of life. Their research also shows that the cost of caring for
someone in hospital increases sharply in the final few months of life, rising to as much
as £90,000 a person. Social care costs, however, are more predictable and constant,
and home care is on average cheaper than care in hospital. These findings should
temper fears that free social care for people at the end of life would be too expensive.

What can Parliamentarians do to help ensure free social
care at the end of life is delivered?
Please write to the Chair of the Draft Care and
Support Bill Committee in support of free social
care for people in the last weeks and months
of their lives and ask colleagues sitting on the
committee to raise the importance of this call
during committee meetings.
Parliamentarians at the roundtable stressed that converting
the warm words in the Care and Support White Paper into
a firm commitment will take considerable cross-party effort.
The Draft Bill Committee’s support for free social care would
add further strength to the case for its implementation
and would ensure that it stays front and centre of the
Government’s agenda throughout the social care reforms.

2 National End of Life Care Programme & National End of Life Care Intelligence Network (2012): What do we know now
that we didn’t know a year ago?
3 The Nuffield Trust: Understanding patterns of health and social care at the end of life (2012)
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Making progress in the meantime
Removing the social care means-test for people at the end of life will do much to make
it possible for many more people to die at home. However implementation of free end
of life social care is unlikely to occur until after the Palliative Care Funding Review pilots
report in two years’ time. For patients dying now this change in policy will come too late.
Macmillan, like many of the roundtable attendees, was pleased that the Government,
in the Care and Support White Paper, recognised the need to improve the situation now.
In particular they highlighted the need to improve integration of end of life care services.
The current situation
Experts at the roundtable agreed that too often communication breaks down between
professionals in hospital and the community. This results in people from a number of
different services asking the person at the end of life or their family the same question
over and over because they don’t know the patient’s history or care preferences. Families
are then often left to coordinate care themselves at what is likely to be one of the most
stressful and fraught time of their own lives.
‘One of the main messages I’ve taken away from today is that too many
people ask people at the end of life the same question. That is at the heart of
integrated care in my view and at the heart of getting personalised care and
support right for people.’
Carolyn Denne, Head of Service Quality, Social Care Institute for Excellence

Alison Evans, who cared for her father at the end of life, explained that carers aren’t
experts and without clear advice they make decisions based on what they see in front
of them and this often leads to someone dialling 999. This results in people being
admitted to hospital when, with the right coordinated support, the admission could
have been avoided.

How can we improve the coordination and integration
of end of life care?
1 Electronic end of life care registers
Electronic end of life care registers (EPaCCS) record and share the care preferences
of people who are approaching the end of life with all their care providers – including
their GP, out-of-hours services, and the hospital team.
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‘Everywhere they [EPaCCS] have been put in place
there have been massive benefits … it is fairly obvious
why – it is that instant access to the right information
to enable you to make the right decisions.’
Catherine Davies, Palliative Care Funding Lead,
Department of Health

In South Essex Primary Care Trust (PCT), of those people who were on the register and
stated where they wanted to be cared for at the end of life, 70% died in the place of
their choice. Overall, of those people on the register who died, 18% died in hospital,
whereas 46% died at home.4
EPaCCS were referenced in the Care and Support White Paper as an important tool to
improve the coordination of care – and the Government reiterated its support for their
implementation. However, currently, registers are by no means available in all parts of
the country. Action is needed to ensure all Clinical Commissioning Groups (CCGs) and
Health and Wellbeing Boards (HWBs) are incentivised to implement these systems as
soon as possible. Furthermore, social care services must be able to input into and access
these registers otherwise their usefulness in integrating care will be diminished.

2 Clear responsibility and support for the coordination
of end of life care
At key points along the care pathway patients and families need clarity about who they
can turn to for support and who is responsible for coordinating care. This is particularly
important for people at the point of hospital discharge. It is at this juncture that
professionals in hospital and the community, as well as patients and families, are often
left unsure of who is responsible for implementing a hospital discharge plan.
By having one person take responsibility for coordinating between health and social
care, as well as across primary and secondary care, it would relieve a lot of the stress
for people at the end of life. It would also put a stop to the common situation where
families have to take a lead in arranging for providers to work together.

4 Department of Health (October 2012): End of Life Care Strategy: Fourth Annual Report
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Then, when in the community, carers can often face situations where they are unsure
what to do. Attendees agreed that if carers were able to call one number at any time
of the day or night and speak to a healthcare professional who could access the
patient’s electronic register, it would allow for the right advice to be given at the right
time, ensuring the best course of action was followed.
Alex Burton, who cared for his wife until she died, said that without a central point
of contact, the different end of life care agencies don’t communicate with each other.
In Alex’s opinion if all services across both health and social care were brought together
the carer’s confidence would grow. The system would also be much more integrated and
responsive to a person’s needs and wishes.

3 Updating intermediate care guidance to speed up and
improve hospital discharge
The Government has also suggested that by updating intermediate care guidance
hospital discharge could be improved further. Intermediate care encompasses a range
of services, including social care, which aim to support timely discharge from hospital
and prevent people returning via an emergency admission.
This service is typically used by older people with chronic but not necessarily terminal
conditions. However, we know that ‘intermediate care’ can be appropriate for supporting
people at the end of life. For example, in Torbay the care trust’s intermediate care team
has had its remit widened to include people at the end of life. In these cases they focus
on improving patients’ quality of life in the community for as long as possible.
‘The picture is very mixed, locally, nationally and even within each local authority
area … there may well be some good pockets of examples but the models [of
intermediate care] don’t always work. It is very much a postcode lottery.’
Philippa Graham, Chair of the Association of Palliative Care Social Workers

Experts argued that updated intermediate care guidance must highlight the
important role that intermediate care services can play in supporting people at the
end of life. It must also include specific outcomes on supporting people to die at
home if they so choose.
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How can parliamentarians help improve the coordination
of end of life care?
1 Table parliamentary questions and write to the Government
and NHS Commissioning Board to question them on
their plans to introduce indicators in the Commissioning
Outcomes Framework (COF) and Adult Social Care
Outcomes Framework (ASCOF) on preferred place of death.
The COF will be used to hold CCGs to account and the ASCOF will
perform a similar function for local authorities. These frameworks will
do much to set priorities for local authorities, and the NHS at the local
level, and will be the key way in which progress is measured.
Despite their importance, neither framework is set to include an
indicator based on a person having a choice over where they die.
This is a significant oversight given the number of people who would
prefer to die at home, but currently can’t. This means that CCGs and
local authorities may not prioritise improving choice for people at the
end of life.
The inclusion of indicators on choice at the end of life in these
frameworks would promote the implementation of services – such
as electronic end of life care registers – which support the delivery of
choice at the end of life.
Parliamentarians should urge the Government and the NHS
Commissioning Board to include in the COF and ASCOF, as a matter
of urgency, an indicator on whether a person’s care preferences are
being met at the end of life.

2 Write to your Clinical Commissioning Group and Health and
Wellbeing Board to ensure they prioritise end of life care
Please write to the Chairs of your CCG and HWB to ask whether an
electronic end of life care register and an intermediate care service
are available for your constituents in the last weeks and months of
their lives and, if not, why this is the case.
By championing the roll out of these services in your constituency and
in Westminster, parliamentarians can help to ensure every local area
prioritises improvements in end of life care.
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Appendix: Roundtable attendees
Jeremy Adams-Strump, Public Affairs Officer, Macmillan Cancer Support
Stuart Andrew MP
Sir Tony Baldry MP
Anna Baranski, Policy Analyst, Macmillan Cancer Support
Martin Bardsley, Head of Research, Nuffield Trust
Adrienne Betteley, Programme Manager, Palliative and End of Life Care, Macmillan
Cancer Support
Jemima Bland, Office of John Pugh MP
Sir Peter Bottomley MP
Jan Bolton, Macmillan Social Care Co-ordinator, Northamptonshire Centre for
Oncology
Alex Burton, Patient Voice
Simon Chapman, Director of Policy & Parliamentary Affairs, National Council for
Palliative Care
Rebecca Chard, Office of David Burrowes MP
Catherine Davies, Lead for the Palliative Care Funding Programme, Department of
Health
Emma Darkins, Office of Heather Wheeler MP
Carolyn Denne, Head of Service Quality, Social Care Institute for Excellence
Jonathan Ellis, Director of Public Policy and Parliamentary Affairs, Help the Hospices
Alison Evans, Patient Voice
Philippa Graham, Chair, Association of Palliative Care Social Workers
Lucy Grove, Public Affairs Manager, Macmillan Cancer Support
Emily Holzhausen, Director of Policy and Public Affairs, Carers UK
Tessa Ing, Head of End of Life Care, Department of Health
Lisa James, Senior Campaigns Officer, Macmillan Cancer Support
Blanche Jones, Head of Public Affairs and Policy, Sue Ryder
Phil McCarvill, Head of Policy and Public Affairs, Marie Curie Cancer Care
Francis McGlone, United Kingdom Homecare Association
Alison McGovern MP
Philippa Mellish, Policy Manager, SOLACE
Dame Barbara Monroe, Chief Executive, St Christopher’s Hospice
Sarah Newton MP
Rick O’Brien, Social Care Lead NEoLCP and ADASS End of Life Care Lead
Sara Padhiar-Tutton, Support & Outreach Worker, The Carers’ Centre
Alison Picton, Office of Barbara Keeley MP
Tes Smith, Social Care Programme Manager, Macmillan Cancer Support
Amy White, Care and Support Bill Team, Department of Health
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Cancer is the toughest fight most of us will ever face.
But you and those close to you don’t have to go through
it alone. The Macmillan team is with you every step of the
way, from the nurses and therapists helping you through
treatment to the campaigners improving cancer care.
Macmillan campaigns for a better deal for people affected
by cancer. We want everyone with cancer to receive the
right level of treatment and support, regardless of who
they are and where they live.

Questions about cancer?
Call the Macmillan team free on 0808 808 00 00
Monday to Friday, 9am – 8pm
Alternatively, visit macmillan.org.uk
Hard of hearing? Use textphone 0808 808 0121,
or Text Relay.
Non-English speaker? Interpreters available.
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