Section A: Overall strategy
Question 1a. Do you agree with the aims for this strategy?
The aims of the strategy are that, by 2030:

e adults and children in Scotland have more equitable access to well-coordinated, timely
and high-quality palliative care, care around dying and bereavement support based on
what matters to them, including support for families and carers.

e Scotlandisaplacewhere people, families and communities can support each other, take
action and talk more openly about planning ahead, serious illnesses or health conditions,
dying and bereavement.

e adults and children have opportunities to plan for future changes in their life, health and
care with their families and carers.

Agree
Please add any comments you have about the strategy aims here.

The Royal College of Physicians of Edinburgh values the opportunity to respond to this
consultation. While agreeing with the aims, our Fellows have concerns over whether 2030 is a
feasible timeframe to deliver meaningful action on the scale envisioned. They consider that if the
2030 date is non-negotiable, strategic aims 2 and 3 should be written to reflect the direction of
travel towards the aspiration, rather than the achievement of it e.g. ‘where people, families and
communities are more able to support each other...” etc.

Question 2a. Do you agree with the strategy cornerstones, which form the basis for the strategy
and delivery plans?

We used four ‘cornerstones’ as the foundations for change and improvements in palliative care
policy, service delivery and public involvement. These are:

o Working together to provide the care that’s right for each adult or child, their family and
carers.

e Taking a whole-system population health approach using data and people’s
experiences

e Ensuring equity and equality of access to palliative care for anyone who needs it

e Leadership across health and social care systems and with wider delivery partners,
including third sector organisations (charities)

Agree
Question 2b: Please add any comments you have about the four strategy cornerstones here.

The College agrees with the strategy cornerstones. Some Fellows considered that for the third
cornerstone, the emphasis should be on equitable access. They were unsure that ‘equality’is the
correct term to include because an aspiration around access should be based on need i.e.
providing there is equitable access, it is ethically justifiable for people with unequal needs to
receive unequal levels of support.



Section B: Strategy outcomes

Question 3a. Do you agree with strategy outcome 1 and the proposed actions being developed
to deliver this outcome?

Outcome 1: People have the understanding, information, skills and confidence to support
themselves and others to live well with serious illnesses or health conditions; to plan for the
future; and to support each other through dying and bereavement.

Proposed actions:

Agree

Take forward work across relevant policy areas to improve the wider experiences of
people receiving palliative care and care around dying; remove barriers to access; and
maximise support, including areas related to children and young people, equalities,
justice, fair work, housing and tackling poverty.

Explore ways to promote access to financial benefits for adults or children with serious
illnesses or health conditions and increasing health and care needs under the Benefits
Assessment for Special Rules in Scotland (BASRIS) application process through improved
public information and professional education and guidance.

Work with agencies, statutory and third sector organisations responsible for housing and
services for people who are homeless or vulnerably housed to develop and promote ways
to enable adults and children living with serious illnesses or health conditions to access
the social, practical and financial assessments and support they need.

Collaborate with NHS 24 and wider partners to make sure the NHS inform website
provides relevant, up to date and accessible public information about future care
planning, palliative care and care around dying for adults and children, families and
carers, including links to support organisations and resources for people from diverse
groups and communities.

Support the Scottish Partnership for Palliative Care (SPPC) to provide a sustainable,
national infrastructure that enables statutory and third sector organisations, palliative
care providers, staff, community groups and individuals to work together to promote
understanding and awareness of living and dying with serious or life-threatening illnesses
and serious health conditions; and to contribute towards empowering people to be more
informed and equipped to plan ahead and support each other through serious illness,
dying, death and bereavement.

In partnership with the third sector, widen access to community-led public education
opportunities which provide knowledge, skills, resources and training to help more
people be comfortable and confident in supporting family, friends and people in their
local community when someone is dying, caring or bereaved.

Work with Integrated Joint Boards (1JBs) and Health and Social Care Partnerships (HSCPs)
to explore options for their strategic plans for palliative care to recognise and work
collaboratively with local community groups, networks and projects that offer support for
adults with serious illnesses; children and young people with serious health conditions;
and their families and carers.



Question 3b: Please add any comments you have about outcome 1 and its actions here.

Fellows suggested adding ‘agency’ as a final component here (i.e. ‘understanding, information,
skills, confidence and agency’). Systems must empower people to feel that they can influence
their care, advocate for their needs etc.

Question 4a. Do you agree with strategy outcome 2 and the proposed actions being developed
to deliver this outcome?

Outcome 2: Leaders, stakeholders and delivery partners will work together in partnership, with
clear roles and responsibilities, to make sure there is reliable and effective planning, delivery,
accountability and improvement of palliative care services and wider support.

Proposed actions:

o Develop guidance with 1JBs and Health Boards to support the identification of a clinical
and a managerial / executive lead, and to establish a Managed Care Network (MCN),
updating previous guidance for Health Boards on MCNs.

e Work with Health Boards to establish new requirements for inclusion of integrated
specialist palliative care services within annual delivery plans and performance
monitoring.

¢ Work with HSCPs and adult independent hospice organisations to develop a national
guidance framework to support and improve consistency of local planning and
commissioning of independent hospice services.

o Work with the Scottish Partnership for Palliative Care to establish a national Palliative
Care Innovation Network, where people and teams involved in palliative care delivery;
community-led initiatives; improvement and research; or education can come together
to share learning and ideas for improvement and innovation.

e Continue to engage with palliative care delivery partners on how the proposed National
Care Service Board and the reformed Integration Authorities will improve national and
local governance, roles, responsibility, commissioning, monitoring and reporting of
specialist palliative care services and general palliative care

Agree
Question 4b: Please add any comments you have about outcome 2 and its actions here.

The College welcomes accountability being named explicitly as a core component of this
outcome but Fellows were unsure that the proposed actions in their current form provided
enough detail and thus assurance around how accountability would be achieved in practice.

Question 5a. Do you agree with strategy outcome 3 and the proposed actions being developed
to deliver this outcome?

Outcome 3: National and local leaders will have access to relevant data to inform planning and
delivery of services; and will put in place improved ways to monitor and evaluate the outcomes
and experiences of children and adults receiving palliative care, as well as their families and
carers.



Proposed actions:

e Work with Public Health Scotland, Health Boards, HSCPs, and other key partners,
including paediatric palliative care planners and service providers, across all sectors to
improve the quality and range of palliative care data collected, analysed and
reported. Such data can be used to inform improvement, experiences, and delivery of
palliative care for adults and children, families and carers, and includes:

0 updating and improving the existing adult palliative care population data reporting
systems; and providing access for service planners and health and care staff.

o developing a national approach to data collection on paediatric palliative care
services for babies, children and young people (0 -18 years) and developing a new
dashboard that can be accessed by paediatric palliative care service planners,
and health and care staff.

o working with HSCPs and Health Boards to develop a data template that supports
them to collect, analyse and report high quality data on general palliative care and
specialist palliative care services delivered to adults, children and young people
for service planning and improvement, which includes user experiences in all
places of care.

o development of a Scottish minimum data set for all adult specialist palliative care
services.

o development of a Scottish minimum data set for all paediatric and neonatal
specialist palliative care services and transitions.

e Explore evidence based and emerging co-design approaches to hearing and measuring
people’s experiences of palliative care, care around dying and bereavement support in
palliative care for all places of care, and establish a consistent national approach to help
improve these experiences.

Agree
Question 5b: Please add any comments you have about outcome 3 and its actions here.

We consider that improving access to and quality/consistency of palliative care-related data at
local and national level is extremely important — but a further proposed action should be to use
this data to inform the development of meaningful outcome measures/standards for local and
national reporting. This is key to the broader aspiration of measuring progress, building
accountability and understanding warranted vs. unwarranted variation in palliative care across
Scotland.

Question 6a. Do you agree with strategy outcome 4 and the proposed actions being developed
to deliver this outcome?

Outcome 4: Adults with serious or life-threatening illnesses will be identified earlier and be able
to access general palliative care and specialist palliative care services, whenever and wherever

needed.

Proposed actions:



¢ Work with Healthcare Improvement Scotland (HIS) to improve guidance and promote
improvements in use of evidence-based tools to support proactive identification and
review of adults with unmet palliative care needs, their families and carers, by staff and
teams working across health and social care in all HSCPs and Health Boards.

o Work with NHS National Services Scotland (NSS) and HIS and digital science experts to
explore further development and implementation of national health records screening
tools to improve identification of adults with serious or life-threatening illnesses for
earlier palliative care and future care planning.

e Exploreviable options with NHS 24 and other delivery partners to provide a 24/7 national
palliative care advice line (via the 111 system) for patients, families and carers that
reduces delays in access to urgent primary care and social care and connects with locally
delivered palliative care telephone helplines and services.

e Support collaborative working to promote inclusion of palliative care and care around
dying in service planning and delivery for people with one or more long term health
conditions.

e Support innovative models of care and consider options for service developments and
partnership working to increase equity of access to adult specialist palliative care both
in-hours and out-of-hours in all Health Boards and HSCPs, including a specific focus on
people who have more barriers to accessing the specialist palliative care they need.

e Explore options with Health Boards and HSCPs to make sure there is consistent access
at all times (24/7) to specialist clinical care from a consultant in palliative medicine and
from senior nurse specialists whenever a person is receiving inpatient hospital or
community hospital specialist palliative care, including contractual arrangements to
support rural and island Health Boards.

e Work with Health Boards, HSCPs and third sector organisations to improve access to
urgent palliative care servicesin the community that can reduce avoidable hospital
admissions and shorten inpatient stays, and provide more effective, timely admission
processes for those needing hospital care. This includes improving access to specialist
palliative care advice in hospital and at home within wider national and local work on
unscheduled care and early hospital discharge.

e Work with Health Boards, HSCPs and third sector organisations to support improved
provision of professional-to-professional specialist palliative care clinical advice lines,
ensuring these are available 24/7 in all parts of Scotland, so that other health and care
staff providing palliative care, including the Scottish Ambulance Service, can access
specialist palliative care advice at all times.

¢ Work with Health Boards, HSCPs, third sector organisations, other delivery partners, and
community groups to improve palliative care, care around dying and bereavement
support for people from minority communities and other groups who face barriers to
accessing palliative care or who need flexible approaches tailored to their health
conditions, situation, personal circumstances, values and preferences.

Agree

Question 6b: Please add any comments you have about outcome 4 and its actions here.

Some Fellows were concerned that with this current wording, the outcome seems to be placing
its emphasis on identifying adults with serious illness, rather than identifying the needs

associated with serious illness. These Fellows would recommend rewording to: ‘The palliative
care needs of adults with serious or life-threatening illnesses will be identified earlier/proactively’.



Question 7a. Do you agree with strategy outcome 5 and the proposed actions being developed
to deliver this outcome?

Outcome 5: Adults living with serious or life-threatening illnesses and children with serious health
conditions will be offered person-centred future care planning involving their families and carers,
and care plans will be recorded and shared using national digital systems

Proposed actions:

e Support a national partnership programme for future care planning, overseen by the
National Future Care Planning Working Group, thatis person-centred, inclusive and takes
a ‘Once for Scotland’ and ‘digital’ approach to development and delivery for children,
young people and adults whose life, health or care may change, and which is suitable for
all places of care.

e Continue to work with NHS Education for Scotland (NES) Digital, other national
organisations and partners to develop and implement a national electronic urgent and
emergency care plan for health and social care accessible to staff working in the
community, NHS unscheduled care services and hospitals in all Health Boards, starting
with health care staff and extending to social care staff, care homes and independent
hospices.

¢ Continue to work with NES Digital, other national organisations and partners to develop
and implement a national electronic hospital urgent care plan to improve treatment and
care during a single hospital admission that connects digitally with community urgent and
emergency care plans.

e Continue to work with NHS Education for Scotland, other national organisations and
partners to develop and deliver national education and implementation resources on
future care planning for use across Scotland.

e Promote future care planning across all sectors and involve a wide range of stakeholders
in development and delivery including members of the public, adults, young people,
families, parents and carers, minority groups, patient support groups and third sector
organisations, and to develop accessible and inclusive resources and information about
future care planning with them.

Agree
Question 7b: Please add any comments you have about outcome 5 and its actions here.
No comments to add.

Question 8a. Do you agree with strategy outcome 6 and the proposed actions being developed
to deliver this outcome?

Outcome 6: Quality and experiences of care around dying and bereavement support are
improved for adults, their families and carers, in all places of care.

Proposed actions:
e Oversee an update to the national guidance on Care around Death and work with Health

Boards and HSCPs to make sure it is implemented as best practice in all places of care in
Scotland.



¢ Workwith Health Boards , HSCPs, primary care teams and pharmacy services to promote
timely provision and use of ‘just in case medicines’ for adults dying at home and residents
in care homes and improve staff education and public information.

¢ Work with HSCPs and Health Boards to promote and develop effective models of urgent
palliative care able to provide rapid access to coordinated health and social care support
for adults dying at home, their families and carers.

e Work with Scottish Ambulance Service and NHS Education for Scotland to ensure
palliative care continues to be part of core training and professional development for
ambulance clinicians.

e Oversee an update the public information leaflet “When someone has died — information
for you” with NHS Education for Scotland and other partners, and promote its use along
with additional local information through Health Board Bereavement Leads, HSCPs, and
other organisations, including NHS Inform.

e Continue to champion, co-ordinate and work in partnership with key stakeholders to
ensure compassionate advice, resources and support are available for people
experiencing bereavement, following the death of an adult with a serious or life-
threatening illnesses, or with a child who has a serious health condition, and explore
improvements to bereavement care.

e  Work with NHS Education for Scotland and other partners to develop a new education
and training resource on bereavement care for staff across health and social care that
includes staff support and spiritual care as part of the Support Around Death resources.

Agree
Question 8b: Please add any comments you have about outcome 6 and its actions here.
No comments to add.

Question 9a. Do you agree with strategy outcome 7 and the proposed actions being developed
to deliver this outcome?

Outcome 7: Babies, children and young people living with serious health conditions, and their
families and carers, will experience improved support as their distinctive needs are recognised
and addressed by paediatric palliative care, including care around dying or as they transition into
adult services.

Proposed actions:

o Work with key partners to develop a national approach to service planning for all
paediatric palliative care, through a multi-agency steering group, to ensure children and
families across Scotland have access to the services they need, wherever and whenever
these are required, and to ensure that these services are equitable.

e Work with CHAS and Health Boards to review current models and develop a national
specialist paediatric palliative care service available at all times (24/7) to meet the needs
of children, families and staff across Scotland in all places of care.

e Support and develop improved transitions for young people with serious health
conditions based on Getting It Right For Everyone (GIRFE) practice model, and the co-
designed GIRFE ‘team around the person’ toolkit for young people in transition from
GIRFEC (Getting it Right for Every Child) to GIRFE.

e Draw on best practice models to develop and agree paediatric palliative care standards
to children and families across Scotland have equitable access to high quality general


https://www.sad.scot.nhs.uk/about-us/

Agree

and specialist paediatric palliative care services wherever and whenever these are
required.

Explore options for a national approach to providing ethical clinical review of decision
making in paediatric palliative care.

Question 9b: Please add any comments you have about outcome 7 and its actions here.

No comments to add.

Question 10a. Do you agree with strategy outcome 8 and the proposed actions being developed
to deliver this outcome?

Outcome 8: Employers, professional bodies and education providers will make sure that staff
who deliver palliative care are trained, skilled and supported.

Proposed actions:

Agree

Work with Healthcare Improvement Scotland (HIS) to ensure there is sustainable
management, updating and extension of the Scottish Palliative Care Guidelines as
recommended best practice for symptom management across Scotland on the Right
Decision Service; and explore options to develop and include Scottish paediatric
palliative care guidelines.

Work with NHS Education Scotland (NES) to develop a designated online learning space
readily available to all health and social care staff who deliver palliative care to adults,
children and young people that provides a single point of access to relevant training and
education resources on palliative care, care around dying and bereavement support.
Work with NHS Education for Scotland (NES), statutory and third sector organisations,
and education providers to support and enable local and national education and training
for health and care staff to equip them to have sensitive and effective person-centred
conversations with adults or children, families and carers, that are central to future care
planning, palliative care, and care around dying, including NES Having Realistic
Conversations resources.

Work with NHS Education for Scotland (NES) and third sector palliative care education
providers to promote and develop online learning opportunities and networks for health
and social care staff across Scotland such as Project ECHO.

Work with universities and further education colleges that provide pre-registration
courses and undergraduate education programmes to enable all health and social care
staff (including doctors, nurses, pharmacists, allied health care professionals and social
workers) and to receive a level of adult or paediatric palliative care education appropriate
to theirroles.

Encourage HSCPs and Health Boards to employ palliative care practice educators to
support the sustainable delivery of palliative care education and training in line with the
NES/SSSC Palliative Care Education Framework and work collaboratively with adult and
paediatric palliative care specialists offering education and training.

Question 10b: Please add any comments you have about outcome 8 and its actions here.



Fellows noted that in the main document of the Strategy (Page 40), the text which accompanies
this outcome opens with the statement ‘It is essential that our workforce is built, trained and
sustained...” However, most of the proposed actions (and the wording of the outcome itself) only
provide direction for how a workforce would be ‘trained’. The strategy does not address other
important workforce issues e.g. for building the workforce, a recruitment, retention and skills-mix
agenda across health and social care for sustaining the workforce, or reference to staff wellbeing
for example.

Question 11. Please add any further comments you have about the draft strategy outcomes and
actions here

In general, the strategy’s outcomes are laudable and cover most, if not all, important aspects of
palliative care. However, further detail is needed on responsibility and accountability for delivery
of the outcomes, particularly as many of the proposed actions — in their current form — are not
specific or measurable.

Section C: Strategy content

Question 12a. Community action and support - Do you think this strategy explains why it is
important to encourage people, families and communities to come together, support each other,
take action and talk more openly?

Living well with serious illnesses and health conditions, dying and loss are universal experiences
affecting everyone.

Yes

Question 12b: Please add any comments you have about how to do this better in Scotland.

Question 13a. Earlier access to palliative care - Do you think this strategy explains why getting
palliative care long before someone is dying can help adults, children, their families and carers?

Many people don’t understand that palliative care helps adults with serious illnesses or children
with serious health conditions to live as well as possible. Some people think they can only get
palliative care in the last weeks or days of life. In fact, some adults and children can benefit from
palliative care over many years.

Yes
Question 13b: Please add any comments you have about earlier access to palliative care here.

There are opportunities for the strategy to make more explicit reference to the published evidence
that demonstrates the benefits (physical; psychological; relational; financial) of earlier access to
palliative care.



Question 14a. Improving access to palliative care and support - Do you think that the actions in
this strategy can improve the experiences of people with different personal characteristics and
circumstances?

How adults and children, their families and carers experience living and dying with different
illnesses; access health and care services; and use their own community support networks is
affected by their health conditions, situation, location, culture and personal circumstances.

These include:

* age

¢ disability

* race or ethnic group

¢ religion or belief

e gender

* sex

e sexual orientation

e ruralorisland areas

e socio-economic deprivation (poverty)
¢ illnesses or health conditions

Unsure / Don't know

Question 14b: Please add any comments you have about impacts of the strategy on these or
other groups of people here.

Question 15a. Language and terms used in the strategy - Do you think the strategy explains what
is meant by the terms palliative care for adults; palliative care for children; care around dying; and
future care planning?

Itis important to use consistent terms and language that everyone can understand.

e Care around dying - care around dying means whole person care for an adult or child who
isdying and in the last hours, days or weeks of their life, care after their death, and support
with loss and grief for families and carers throughout this time and when they are
bereaved.

e Future care planning - future care planning means supporting adults and children, their
families and carers, to think and plan ahead for changes in their life, care or health.

e Palliative care for adults - palliative care is holistic care that prevents and relieves
suffering through the early identification, assessment and management of pain and other
problems —whether physical, mental health, social or spiritual

o Palliative care for children and young people - palliative care for children and young
people is an active and total approach to care, from the point of diagnosis or recognition
throughout the child’s life. It includes physical, emotional, social, and spiritual elements,
and focuses on enhanced quality of life for the child or young person and support for their
family.

Yes



Question 15b: Please add any further comments you have about any of the terms that are used
in the draft strategy.

The definition of future care planning should emphasise that it is a process of ongoing
conversation, rather than an isolated discussion. Also, evidence increasingly suggests that the
greatest utility of future care planning is in highlighting the values that give people their identity,
more so than planning care consistent with preferences - so, to reflect this, the strategy should
make reference to the process ‘facilitating shared understanding of what matters most’.

Question 16. Please add any other comments or suggestions you have about the draft Palliative
Care Strategy here

Fellows noted that the strategy is long and would benefit from a clear and concise executive
summary which would be more accessible to patients and families.

The strategy should consider the future role of Specialist Palliative Care Services in supporting
people with treatable but incurable cancers (so-called supportive or enhanced supportive care).
This patient group will soon account for almost a third of all cancer diagnoses in the UK and many
of these people may benefit from ‘early palliative care’ - but it is doubtful whether palliative care
services in their current form are equipped (in terms of resource capacity or clinical expertise) to
support these people.

Some Fellows highlighted that research into aspects of palliative care currently receives minimal
funding (0.23% of all Health related research in 2022) and is not prioritised other than by charities
such as Marie Curie whose focus is improving palliative and end of life care. They considered that
a desire to initiate and fund research to improve palliative care experience and service delivery
must be an explicit part of any strategy.



