SPPC Response to SG Consultation on a
New Strategy for Cancer Services
(the consultation is an online survey. For ease of reading and to provide
context to our answers this document extracts some of the background from
the consultation document and shows SPPC’s responses in larger bold text)

1a
57% of men and 49% of women diagnosed with cancer will not survive 5
years. One in three people with cancer lives for less than a year following
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diagnosis. The absolute number of people with cancer who need palliative
care is set to increase very substantially in the next two decades. There is
evidence that timely involvement of palliative care (specialist and/or
generalist can improve outcomes for people with cancer and their families.
In a study of people with metastatic lung cancer early involvement of
palliative care led to significant improvements in quality of life and mood. As
compared with patients receiving standard care, patients receiving early
palliative care had less aggressive care at the end of life but longer survival.
The forthcoming cancer strategy should therefore include a prominent, clear
and explicit commitment to improving the outcomes and experiences of
people who would benefit from palliative care.
To achieve this aim will require a breadth of work, and in our response SPPC
has suggested how the strategy could reflect this within many of the themes
identified in the draft (person-centred care, timely access to care, high
quality care, improving quality of life and wellbeing, data and measurement,
and outcomes).
The term “palliative care” is not always well understood. Though more
specific definitions can be helpful, one way of thinking about ‘palliative care’
is to talk in terms of providing ‘good care’ to people whose health is in
irreversible decline or whose lives are coming to an inevitable close.
Perhaps what differentiates ‘palliative care’ from ‘just good care’ is the
awareness that a person’s mortality has started to influence clinical and/or
personal decision-making.
However, palliative care is not synonymous with death – it is about life,
about the care of someone who is alive, someone who still has hours, days,
months, or years remaining in their life, and about optimising wellbeing in
those circumstances.
Palliative care interventions are holistic and aim to modify the impact of
illness/disease by addressing symptoms and should be delivered alongside
treatments aimed at controlling or modifying the underlying condition(s).
Palliative care can and should be provided alongside treatment aiming to
cure or remove the underlying illness/disease where such treatments exist.
Palliative care includes, but is not exclusively about, end of life care. End of
life care is a core part of palliative care which should follow from the
diagnosis of someone entering the process of dying, whether or not they are
already in receipt of palliative care. This phase could vary between months,
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weeks, days or hours in the context of different disease trajectories . There
can be uncertainty involved in identifying when someone might be expected
to die – illness can be unpredictable, and changes can occur suddenly and
unexpectedly.
Most of the palliative care provided to people with cancer will be provided
by generalists in primary acre, care homes and on hospital wards.
Specialist palliative care can help people with more complex palliative care
needs and is provided by specially trained multi-professional specialist
palliative care teams who are generally based in a hospice, an NHS specialist
palliative care unit or an acute hospital, but whose expertise should be
accessible from any care setting and at any time. Services labelled ‘palliative’
are usually specialist palliative care. Key contributions of specialist palliative
care include:
*
assessment and management of complex physical, psychological and
spiritual symptoms
*
supporting complex clinical decision-making, seeking to apply relevant
ethical and legal frameworks alongside clinical assessment and respect for
personal autonomy and values
*
direct provision and management of symptom management
interventions
*
providing care and support to those important to the person receiving
care, including facilitating bereavement care
*
providing specialist advice and support to the wider care team which is
providing direct care to the person
*

liaison with and between different settings

*
providing formal and informal education and training for the wider
health and social care system
*
attending and providing input to multidisciplinary team meetings,
including key decision-making contributions
*
providing strategic expertise and leadership to support the health and
care system to recognise and meet the needs of people approaching the end
of their lives.
There are different models through which palliative care can be provided. It
is important that the roles of and relationships between oncology, specialist
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palliative care and generalist palliative care are clear and pathways are
identified.
Scottish Partnership for Palliative Care’s recent report Every Story’s Ending, is
a comprehensive review of what actions should be taken to improve people’s
experiences of living with serious illness, dying and bereavement. The report
explores many of the issues presented in this submission and provides
references. It can be downloaded at
https://www.palliativecarescotland.org.uk/content/everystorysending/

1b

1c
There is a need for early action on the integration of supportive/palliative
care into treatment of recurrent disease.

2a
Yes.

2b

4

The suggested approach can combine long term goals with the ability to
develop plans over a shorter period allow adaptation to reflect changing
circumstance and degree of progress.

3a
No.

3b
SPPC suggests that the vision should be reworded so as to be clear that
survival is one outcome, but that there are also other outcomes which are
valued and which can be improved. The vision could be worded like this:
“Compassionate and consistent services, that provide improved support,
survival and other valued outcomes for people at risk of, and affected by,
cancer in Scotland.”
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4a
No
4b
We would like to suggest an additional goal/aim.
Timely receipt of palliative care (including access to specialist palliative care
where appropriate).
Alternatively, timely receipt of palliative care (including access to specialist
palliative care where appropriate) could be explicitly included in f)
Within g) the scope of research should go beyond diagnosis and treatment to
include care/support, health services research and public health research.
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5a
No
5b
In the first bullet we suggest “patients” should be replaced with “people
affected by cancer”, and reference made to shared decision making. We
would also suggest explicit reference to “timely, honest and sensitive
conversations” which are at the heart of a person-centred approach.
In the fourth bullet we would like to see reference to “high value” care
included. High quality care or safe/effective care, if given to the wrong
person or at the wrong time or in the wrong place, is still low value care. For
example those patients (typically with advanced cancer) who undergo
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systemic anti-cancer treatment but subsequently experience treatment
regret, often because what they have gained by the end of treatment is
outweighed by what they have given up (and this is probably because the
“shared decision” taken at the outset had not fully considered the extent to
which a treatment aligned to the person’s priorities and preferences). The
strategy document should highlight value as a separate but important pillar
alongside quality, safety and effectiveness. This would resonate very closely
with palliative care approaches and Realistic Medicine’s philosophy.
We would like to see wording which more strongly reflects the importance of
integrated services, acknowledging that most care for people affected by
cancer is provided outwith “cancer services”

6a
No
6b
We would like to see a statement prefacing these themes which makes it
clear that they apply across every stage of illness. There is a need to ensure
an evidenced and realistic approach to ongoing management when
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oncological treatments are not longer effective. The themes all have clear
applicability to the aim of improving palliative care. [This may seem
counterintuitive for the "prevention" theme. However, within palliative care
"prevention" refers to preventing avoidable suffering through the
management of symptoms (including side effects of treatment) and also the
prevention of avoidable psychological, social and spiritual harms and
suffering associated with inadequate support for people living with advanced
disease, dying and bereavement].
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7a
No

7b
We would like to see “Wider support for people living with and beyond
cancer…” broadened to include support for people who are dying with
cancer.
7c

(Q 8 omitted – it is about cancer prevention)
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9a
No

9b
We would like to see timely receipt/involvement of palliative care as an area
of focus.
9c

11

There is evidence that earlier involvement of palliative care can improve
outcomes for individuals, and improve allocation of resource to care and
treatment which is valued by them.
As we argued in Q1 a large percentage, and growing absolute number, of
people receiving a cancer diagnosis will need timely palliative care.

10 a
No

10b
12

Within each of the proposed areas we would like to see the explicit inclusion
of palliative care.
10c
As set out in our response to 1) a large percentage of people diagnosed with
cancer will need palliative care. Therefore, the scope of work to deliver high
quality care must include palliative care.
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11a
14

Yes

11b
We would like to see action around open, honest and sensitive conversations
about treatment options as part of the Realistic Medicine focus. Such
conversations are at the heart of person-centred care, and support shared
decision-making. Ensuring safe effective treatments should include avoiding
oncological treatments that are no longer safe or effective and promoting
alternative holistic approaches e.g. palliative care.
11c
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12 a
16

Yes
12 b
We support the intended focus on palliative care and the focus on patient
pathways. We would like to see work to support greater use of anticipatory
care planning, 24/7 access to generalist and specialist palliative care support,
and as mentioned elsewhere better integration of palliative care.

12 c
The terminology used in the 4th bullet “Palliative medicine, Best Supportive
Care and End of Life care” should be clarified. We have provided
explanations of palliative care in section 1a. Palliative medicine is one
component of specialist palliative care which is provided by multidisciplinary
teams. End of life care is one part of palliative care. There are similarities
and overlaps in the scope, aims and philosophy of palliative care and Best
Supportive Care (and “supportive oncology”. The strategy should prompt
and support clarification of terminology and desired models of care on the
ground.
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13 a
No

13b
Under Data we would like to see measurement of the experiences and
outcomes of people approaching the end of life. The current Cancer
Experience Survey, and the Health and Care Experience Survey do not
capture information about this part of the pathway. We would like to see
some process measures and also feedback from people with advanced
disease and from bereaved carers. Within this we would like to see better
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data to describe and understand health inequalities relating to palliative
care.
In Chapter 10 of SPPC's report Every Story's Ending we make detailed
recommendations about the development of data to support improvement
in palliative care.

13 c

14
We would like to feedback from people with advanced disease and also from
bereaved carers about their experience of care as a key outcome.
At a more detailed level we would also like to see a range of process
measures which provide insight into intended positive change. Examples
could include: presence, timing and completeness of ACP; presence of CSNAT
carer assessment; anticipatory prescribing in last days/weeks of life; rollout
of Improving the Cancer Journey.

16 a
Yes. There is evidence of worse access to, and/or experiences of, palliative
and end of life care relating to the protected characteristics.

16b
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There is evidence of worse access to, and/or experiences of, palliative and
end of life care relating socio economic deprivation, including people in
prison and people who are homeless.

Inequalities towards the end of life generally reflect patterns of inequality
and discrimination within wider society. Societal approaches which tackle
inequality, poverty and discrimination are fundamental to improving
experiences and outcomes at the end of life. There is now good evidence for
how governments can address poverty-related health inequalities by
addressing the wider social determinants of health . Social movements,
properly enforced equalities legislation and society-wide campaigns are the
basis for challenging discrimination and stigma at societal level.
Measures which aim to make general services more accessible and personcentred will help to address inequalities in palliative and end of life care – for
example work currently being done under the banner of health literacy .
In Chapter 14 of SPPC's report Every Story's Ending we make detailed
recommendations about reducing inequalities specific to palliative care.
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You will be aware that SG colleagues are just embarking on developing a
strategy for palliative and end of life care.
SPPC is very keen that the cancer strategy itself should fully engage with,
address and embed necessary action to improve palliative care for people
with cancer.
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Occasionally, "condition-specific" strategies merely reference the existence
(or forthcoming existence) of a national strategy/framework for palliative
care, instead of setting out how the condition specific strategy itself will
improve palliative care. {obviously we're talking about specific conditions
which can shorten life}.
Palliative care is everyone's responsibility, and each condition specific
strategy should be designed to improve the experiences of people living with
advanced disease, dying and bereavement.
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