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Marie Curie response to the Health, Social Care and Sport
Committee’s longer term forward work programme.

Marie Curie welcomes the opportunity to influence the future work of the new Health,
Social Care and Sport Committee.

Introduction

At Marie Curie believes everyone should have the right to the palliative care they
need.

Yet we know from our research that, even with all the care and support the NHS and
its partners provide, 6,200 people across Wales who need palliative care miss out on
it each year because their needs are not recognised and they are not referred on to
the right services.!

Marie Curie provides a range of services across of Wales, including:

e A nursing service providing hands on care day and night for people at the end
of their lives in their own homes.

e A care home support service in west Wales enabling people to avoid being
admitted to hospital who are living in supported accommodation.

e A Freephone advice line offering practical advice and support for patients and
their loved ones.

¢ A 30 bed hospice providing in patient clinical care and day services for people
across Cardiff and the Vale and beyond.

e A discharge liaison service in Velindre Trust which supports people returning
to their own homes.

In providing all of these and the other services across Wales, Marie Curie makes a
financial contribution (usually at least a matching one) out of its own charitable funds
to augment those provided by NHS commissioning bodies. All of the clinical services
in Wales are provided as a result of being commissioned by the NHS in Wales and
all of them would be regarded as core services by the public.

Policy and Legislation

Marie Curie would like to draw to the committee’s attention the lack of focus on end
of life care by the committee’s predecessor/s. There has been a considerable
amount of focus by the government on end of life care since the publication of the
Sugar Review in 2008. For example they published an end of life care delivery plan
which is currently in the process of being refreshed. In setting priorities for primary
care the previous Minister identified end of life care as one of three key priorities.
Each LHB now has a designated EoL Care lead and is obliged to produce and
publish its own EoL delivery plan, (something Health Boards in England are not
required to do). We have welcomed this however, we have also drawn attention to
the lack of specific outcome based assessment of end of life care in Wales.

Marie Curie firmly believes that everyone who needs Palliative Care should have
access to it. There are still too many people nearing the end of their lives not getting
the palliative care they need'. Seven out of 10 carers say people with a terminal
illness do not get the care and support they need.



In terms of equity and access the picture is startling. Factors completely unrelated
to your illness can also affect how easy it is for you to get the care you need?.
Access to suitable or appropriate care can be more difficult if you have a
disability3, if you are from a Black or Minority Ethnic background* or if you are
LGBT?. The same is true if you're homeless®, in prison’, or you're from a deprived
area?d. This simply must improve.

In advance of the May 2016 elections, Marie Curie launched a manifesto which we
encouraged political parties and individual candidates to sign up to.

We stated our desire for the next Welsh Government to:
1. Commit to ensuring everyone who needs palliative care has access to it by
the end of the next Assembly (the current one).
2. Take a public health, compassionate communities approach to developing
new services for those living with a terminal iliness.
3. Commit to a bi-annual survey of bereaved people to provide a fuller picture
of end of life care in Wales.

As a starting point an inquiry into the available levels of Palliative Care across wales
would be welcome, with a particular focus on equity looking at, but not limited to, the
demographics and communities listed above (footnotes 3-8).

NHS England have successfully undertaken three surveys called ‘VOICES’ which
aims to assess the quality of care delivered in the last three months of life® by
contacting the individual who registered a death. A pilot study taking a broadly similar
approach is being undertaken currently in the Cwm Taf LHB area. We would
encourage the committee to both study this pilot and the wider survey in England.

We would also be interested in assisting the committee into an inquiry looking at the
role of the care home sector in providing end of life care in Wales. As individuals are
living longer and longer, many are dying with more complex illnesses and with
patients often dying with more than one condition, we are concerned that in the future
residential and nursing care homes will be unable to effectively cope with both the
demand in terms of numbers but also to provide adequate care.

We very much hope that the Health, Social Care and Sport Committee will consider
enquires into these topics.

We will be pleased to continue to work with Committee to help them understand the
issues and improve conditions for patients and their families. We would be happy to
give evidence either through written or oral means.
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