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HEALTH AND SPORT COMMITTEE 
 

AGENDA 
 

26th Meeting, 2015 (Session 4) 
 

Tuesday 29 September 2015 
 
The Committee will meet at 9.30 am in the James Clerk Maxwell Room (CR4). 
 
1. Subordinate legislation: The Committee will take evidence on the Mental 

Health (Detention in Conditions of Excessive Security) (Scotland) Regulations 
2015 [draft] from— 

 
Jamie Hepburn, Minister for Sport, Health Improvement and Mental 
Health, and Nicola Paterson, Unit Head, Protection of Rights Unit, Mental 
Health and Protection of Rights Division, Scottish Government. 
 

2. Subordinate legislation: Jamie Hepburn (Minister for Sport, Health 
Improvement and Mental Health) to move—S4M-14389—That the Health and 
Sport Committee recommends that the Mental Health (Detention in Conditions 
of Excessive Security) (Scotland) Regulations 2015 be approved. 

 
3. Palliative care: The Committee will take evidence from— 
 

Mark Hazelwood, Chief Executive, Scottish Partnership for Palliative Care; 
 
Dr David Carroll, Strategic Lead for Palliative and End of Life Care, NHS 
Grampian; 
 
Ranald Mair, Chief Executive, Scottish Care; 
 
David Formstone, Fieldwork Manager, East Dunbartonshire Council Social 
Work Services, and Beth Hall, Policy Manager, Health and Social Care 
Team, COSLA; 
 

and then from— 
 

Sandra Campbell, Macmillan Nurse Consultant for Cancer and Palliative 
Care, Royal College of Nursing; 
 
Dr Euan Paterson, Royal College of General Practitioners Scotland; 
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Maggie Grundy, Associate Director, Nursing and Midwifery, NHS 
Education for Scotland; 
 
Professor Rob George, President of Association for Palliative Medicine of 
Great Britain and Ireland. Medical Director St Christopher’s Hospice, 
Association of Palliative Medicine. 
 

4. Palliative care (in private): The Committee will consider the main themes 
arising from the oral evidence heard earlier in the meeting. 

 
5. NHS boards budget scrutiny (in private): The Committee will consider a draft 

report. 
 
 

Jane Williams 
Clerk to the Health and Sport Committee 

Room T3.60 
The Scottish Parliament 

Edinburgh 
Tel: 0131 348 5210 

Email: jane.williams@scottish.parliament.uk 
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Health and Sport Committee 
 

26th Meeting, 2015 (Session 4), Tuesday, 22 September 2015 
 

Subordinate Legislation Briefing 
 

Overview of instrument 

1. There is one affirmative instrument for consideration at today’s meeting: 

 The Mental Health (Detention in Conditions of Excessive Security) 
(Scotland) Regulations 2014 

2. The regulations make provision in connection with appeals under 
sections 264 and 268 of the Mental Health (Care and Treatment) (Scotland) 
Act 203. An appeal under one of those sections is an appeal to the Mental 
Health Tribunal for Scotland against detaining a patient in a particular hospital 
or hospital unit on the ground that detaining the patient there entails 
subjecting the patient to an excessive level of security. An electronic copy of 
the instrument is available at:  

http://www.legislation.gov.uk/sdsi/2015/9780111029183/introduction  

A Business and Regulatory Impact Assessment on the regulations is available 
at the following link: 
http://www.legislation.gov.uk/sdsi/2015/9780111029183/pdfs/sdsifia_9780111
029183_en.pdf 

Health and Sport Committee’s consideration of issue 

3. The Policy note (Annexe A) from the Scottish Government details the 
legal background, policy objectives, consultation, impact assessment and 
financial effects in connection to the regulations. The Policy note states that— 

“The policy intention behind these regulations is to bring into effect the 
scheme provided for in the 2003 Act by extending the right to patients in 
the medium secure units. 

4. Some of the issues relating to orders regarding levels of security were 
explored during the Health and Sport Committee’s consideration of the Mental 
Health (Scotland) Bill. The Committee’s Stage 1 Report (published on 30 
January 2015) included the following conclusions— 

“89. The Committee supports the comments made by witnesses and the 
Minister for a need to act swiftly to bring the right of appeal against being 
held in conditions of excessive security into force. The Committee 
therefore, recommends that the Scottish Government, in its response to 
this report, provide a proposed timetable for bringing regulations forward 
on these provisions.  

http://www.legislation.gov.uk/sdsi/2015/9780111029183/introduction
http://www.legislation.gov.uk/sdsi/2015/9780111029183/pdfs/sdsifia_9780111029183_en.pdf
http://www.legislation.gov.uk/sdsi/2015/9780111029183/pdfs/sdsifia_9780111029183_en.pdf
http://www.scottish.parliament.uk/parliamentarybusiness/CurrentCommittees/86251.aspx
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90. The Committee notes the comments made by the Minister regarding 
the appeal process not being extended to those in low secure settings. 
The Committee is however mindful of the comments made by some 
witnesses that there may be occasions where an individual in a low 
secure setting could appeal and move from one level of security to 
another and still remain in low-secure accommodation. The Committee 
asks the Minister to respond to whether he considers this scenario to be 
an appropriate one to merit the inclusion of the right of appeal for 
individuals in low secure settings. 

91. The Committee also asks the Minister to comment on the SHRC 
suggestions that individuals on civil orders in medium secure settings 
should also have the right to appeal.” 

5. The Scottish Government’s Response to the Committee’s Stage 1 
Report stated— 

“The Government is developing the regulations on these provisions 
and the intention is to provide the Health and Sport Committee with 
draft regulations during the passage of this Bill. It should be noted that 
even beyond consideration of at which level these should apply, this is 
a very technical and complex matter and it is important that sufficient 
and full consideration is given to precisely how the regulations are 
shaped. The regulations are subject to the affirmative procedure, which 
means there will be the opportunity for further involvement and scrutiny 
by the Committee. 

 
In regards to patients in low secure settings, the Scottish Government 
has been considering the points that have been made but its intention 
is still to extend the ability to appeal to medium secure settings only, in 
line with the recommendations of the Millan report. We must ensure 
going forward that there is a sensible and workable system for appeals 
against being held in conditions of excessive security. This is a 
complex matter that we must get right. 

 
On the point raised in paragraph 91, the right to appeal will apply to 
individuals on civil orders at medium secure level. The use of the term 
‘Relevant patient’ refers to restricted patients in relation to whom 
Ministers have a role, in agreeing the choice of hospital or unit to which 
they are moved following successful appeal. The Bill does not limit the 
right of appeal to those patients.” 

 
6. As detailed in the Scottish Government’s policy note the initial draft 
regulations were provided to the Health and Sport Committee during the 
passage of the Mental Health Bill and were published on the Scottish 
Parliament’s website on 24 April 2015.   

7. The Mental Health (Scotland) Act received Royal Assent on 4 August 
2015.  

 

http://www.scottish.parliament.uk/S4_HealthandSportCommittee/SGDocs/Scottish_Government_response_-_Mental_Health_(Scotland)_Bill_-_Stage_1.pdf
http://www.scottish.parliament.uk/S4_HealthandSportCommittee/SGDocs/Scottish_Government_response_-_Mental_Health_(Scotland)_Bill_-_Stage_1.pdf
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Delegated Powers and Law Reform Committee consideration  

8. The Delegated Powers and Law Reform Committee considered this 
instrument at its meeting on 15 September 2015 and determined that it did not 
need to draw the attention of the Parliament to the instrument on any grounds 
within its remit.  
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Annexe A    POLICY NOTE 

 

THE MENTAL HEALTH (DETENTION IN CONDITIONS OF EXCESSIVE 
SECURITY) (SCOTLAND) REGULATIONS 2015 

 

SSI 2015/xx 

The above instrument was made in exercise of the powers conferred by 
section 271A of the Mental Health (Care and Treatment) (Scotland) Act 2003.  
The instrument is subject to affirmative procedure. 

Legal Background 

The Mental Health (Care and Treatment) (Scotland) Act 2003 (‘the 2003 Act’) 
introduced a right for patients in The State Hospital to apply to the Mental 
Health Tribunal for Scotland for an order declaring that the patient is being 
detained in conditions of excessive security and specify a period where the 
relevant Health Board identifies a hospital in which the patient could be 
detained in appropriate conditions.  It also introduced a similar scheme for 
“qualifying patients” detained in hospitals other than the State Hospital, with 
such “qualifying patients” to be defined in regulations. 

Following amendments in the Mental Health (Scotland) Act 2015, section 268 
of the Mental Health (Care and Treatment) (Scotland) Act 2003 allows a 
patient to contest the conditions in which he or she is being detained in a 
qualifying hospital, by means of an application to the Mental Health Tribunal 
for Scotland (“the Tribunal”) for an order declaring that the patient is being 
held in conditions of security which are excessive in the patient’s case, and 
specifying a period during which  the Health Board shall identify an alternative 
hospital in which the patient could be detained in appropriate conditions.  

Sections 269 to 271 make associated provision. Section 269 provide for 
further Tribunal proceedings which may follow upon its finding that a patient is 
being detained in conditions of excessive security. Section 271 allows the 
Tribunal to overturn an earlier decision that a patient is being detained in 
conditions of excessive security.  Section 271A allows for regulations to set 
out the test for the purposes of the Tribunal’s consideration of whether the 
patient is being held in conditions of excessive security. It also allows for 
regulations to set out the definition of “qualifying hospital”. 

Policy Objectives  

The scheme for patients in The State Hospital became operational in 2006.  
However, the scheme for “qualifying patients” outwith The State Hospital has 
never been brought into force.  In 2012 the Supreme Court ruled that the 
Government’s failure to make regulations bringing the appeal right into force 
for such patients is unlawful. 
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By defining “qualifying hospital” and setting out the test that must be met 
before the Mental Health Tribunal may grant an order declaring that a patient 
is being detained in conditions of excessive security, these regulations will 
deliver the intention of the Mental Health (Care and Treatment) (Scotland) Act 
2003 to give a right of appeal against being detained in conditions of 
excessive security to patients in medium secure units in Scotland as well as to 
patients in The State Hospital. 

Regulation 3 amends the 2003 Act so that an application may not be made to 
the Tribunal for an order declaring that the patient is being detained in 
conditions of excessive security unless an approved medical practitioner (as 
defined in section 329(1) of the 2003 Act) has expressed that view in a report 
accompanying the application. 

These Regulations define the expression qualifying hospital (regulation 4).  
Qualifying hospital are the three medium secure units in Scotland -  Orchard 
Clinic, Rowanbank Clinic and Rohallion Clinic.  Rohallion consists of a low 
secure unit and a medium secure unit and therefore only the medium secure 
service is specified in the regulations.  The Regulations will, therefore, allow 
all patients whose detention is authorised by a compulsory treatment order; 
compulsion order; hospital direction or transfer for treatment direction in these 
medium secure units to contest the conditions in which they are being 
detained on the ground that the test set out in the regulations is met in their 
case. 

Regulation 5 specifies that the test to be applied under sections 268(2), 
269(3) and 271(2)(a) of the 2003 Act is met in relation to a patient if detention 
of the patient in the hospital in which the patient is being detained involves the 
patient being subject to a level of security that is excessive in the patient’s 
case. 

Regulation 6 elaborates on the factors that are to be considered in 
determining whether a patient’s detention in a qualifying hospital involves the 
patient being subject to a level of security that is excessive in the patient’s 
case.  The Regulations mean that a patient’s detention in a hospital is to be 
taken as excessive in the patient’s case only when the security at the hospital 
is greater than is necessary to safely manage the risk that the patient may 
pose to their own safety; and the safety of any other person. 

Consultation 

The Scottish Government asked the Mental Welfare Commission to facilitate 
a consultation forum on excessive security in early 2013.  The aim was to 
hear the views of stakeholders on the implications of this judgement before 
considering consultation on proposals.  Representatives from the following 
organisations were invited to the event: 

 Mental Health Tribunal for Scotland 

 Service provider organisations (high, medium and low secure 
facilities) 

 Professional organisations (medical, nursing, social work and 
legal) 
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 The Scottish Legal Aid Board 

 Voluntary organisations 

 Advocacy organisations 

 Service user and carer organisations 
 

There was some divergence of opinion among participants.  While some 
consultees questioned the need to introduce regulations, the group as a 
whole recognised that this was not an option. 

A public consultation took place from 2 August 2013 to 25 October 2013 
seeking views on the way forward, it included two proposals: 

 bring forward regulations which would give an effective right of 
appeal to patients in medium secure units (‘regulations 
proposal’); 

 repeal provisions in the 2003 Act which provide for a right of 
appeal for patients outwith the State Hospital. 

 
The majority of respondents who answered the relevant question felt there 
was a need for provision for an appeal against excessive levels of security.  
Several respondents commented that they welcomed the proposal to bring 
forward regulations as proposed.  Potentially positive impacts, as identified by 
respondents, included a reduction in waiting lists for beds in medium secure 
and therefore a reduction in applications relating to detention in conditions of 
excessive security in The State Hospital. 

In light of the provisions in the 2003 Act, and the ongoing unlawfulness of not 
bringing forward regulations the Scottish Government was committed to 
bringing forward such regulations.  The question then was which patients a 
right of appeal against detention in conditions of excessive security to patients 
should be extended to.  The proposal in the public consultation was to extend 
the right to patients in the medium secure units.  While some respondents to 
the consultation felt that patients beyond medium secure units should have a 
right of appeal, the policy intention behind these regulations is to bring into 
effect the scheme provided for in the 2003 Act by extending the right to 
patients in the medium secure units. 

Initial draft regulations were provided to the Health and Sport Committee 
during the passage of the Mental Health Bill and were published on the 
Scottish Parliament’s website on 24 April 2015.  Attention to the initial draft 
regulations was drawn to the Scottish Association for Mental Health; the 
Scottish Human Rights Commission; Scottish Independent Advocacy Alliance; 
the Centre for Mental Health and Incapacity Legislation, Rights and Policy, 
Napier University; the Law Society for Scotland; Mental Welfare Commission 
for Scotland; Mental Health Tribunal for Scotland; the Faculty of Advocates; 
the Equality and Human Rights Commission and the Forensic Network. 
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Following publication of the initial draft regulations, meetings took place with 
the Scottish Association for Mental Health; the Scottish Human Rights 
Commission; and the Equality and Human Rights Commission.  Some 
respondents drew attention to the provision in the draft regulations relating to 
when a hospital’s level of security is excessive which meant that a patient’s 
detention in hospital was excessive when the security at the hospital is 
greater than is necessary to safely manage any risk to the patient’s safety that 
other persons may pose.  While it was recognised that the concern was the 
patient’s own safety, the view was that the patient should not be detained in 
conditions of excessive security due to the risks posed by other persons.  It 
was felt that the risks posed to the patient needed to be managed.  These 
regulations take account of this view and reference to harm to the patient’s 
safety has been removed from the regulations. 

Impact Assessments 

The summary of the equality impact assessment for the Mental Health Bill, 
which included provisions related to excessive security including the 
regulation making power for these regulations, was published on the 24 June 
2015.  The equality impact assessment for these regulations rely on the 
assessment for the Bill.  This assessment found that as service users with a 
longer term mental disorder are included within the protected characteristic of 
disability under the 2010 Equality Act it is therefore likely that any effects that 
the Bill provisions, including changes to excessive security, have on service 
users will particularly impact the protected characteristic of disability. The 
assessment found that, with certain exceptions, none of the provisions in the 
Bill (including those related to excessive security) specifically relate to the 
other protected characteristics.  For characteristics relating to gender, age 
and race, there is some evidence that certain groups are represented in 
relation to certain aspect of mental health legislation disproportionately to their 
representation in the population as a whole. No statistics were found on this in 
relation to religion or belief, sexual orientation or gender identity. 

Financial Effects  

A Business and Regulatory Impact Assessment (BRIA) has been completed. 

The impact of this policy will largely be for Health Boards, the Mental Health 
Tribunal and the Legal Aid Board.  There are some set up costs related to 
staffing and training for the Mental Health Tribunal. 

The ongoing costs are estimated to be £11,000 a case across Health Boards, 

the Mental Health Tribunal and Legal Aid Board.  This is based on costs for 

existing appeals by patients in The State Hospital under section 264 of the 

2003 Act and breaks down as follows: 

 £2,250 Mental Health Tribunal cost of panel hearings (£1,500 per day 
with an average of 1.5 panel hearings per day); 

 £2,000 Central Legal Office costs per hearing for solicitors representing 
Health Boards preparation and appearance at hearings; 
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 £951 Scottish Legal Aid Board average costs per Mental Health 
Tribunal case; 

 £3,000 estimated average Responsible Medical Officer/Mental Health 
Officer/Security staff member and two nurse escort costs per hearing 
for preparation for and attendance at a hearing; 

 £2,500 Health Board costs per hearing associated with assessment of 
the patient’s suitability for low secure services, preparation for and 
attendance at the hearing (where the patient is not detained in a 
medium secure hospital within his home health board area). 
 

The Mental Health Inpatient Beds Census, published on 29 June 2015, 
provides data on patients as at 29 October 2014 and indicates that there were 
127 patients in medium secure units. 

Of these, not all patients will be eligible to appeal.  Firstly, the appeal right 
only applies once the order has been in place for 6 months.  At any point 
there will be a certain number of patients who would not be able to apply.  The 
census data indicates around 21% of patients had been detained for less than 
6 months.  Secondly, not all patients will wish to exercise the right of appeal.  
Thirdly, not all patients will get a supportive report from a medical practitioner 
that must accompany their application and without which they will not be able 
to apply.  It is difficult to estimate the percentage of patients who will not get a 
supportive report but between a third and two thirds of patients in The State 
Hospital who appealed under section 264 of the 2003 Act for each year were 
unsuccessful or withdrew the appeal.  It is reasonable to assume that a high 
proportion of patients eligible to appeal would not be able to obtain a 
supportive report from an approved medical practitioner and therefore would 
not be able to make an application to the Tribunal.  This would indicate a 
potential number of 67 appeals (127-21%=100, 100-33%=67).  For those 
patients who sought to obtain an independent report in order to make an 
application but the report was not supportive, estimated costs would be limited 
to approximately £600 per patient (in legal aid costs) instead of the full tribunal 
cost of £11,000. 

This analysis would indicate costs to all public bodies of around £740k per 
annum (£11,000 x 67).  If every patient in medium secure units was to apply 
the costs would be around £1.4m per annum (£11,000 x 127). In addition to 
this, it is estimated that there would be legal aid costs of around £20,000 per 
annum for those patients in medium secure units who sought to obtain an 
independent report in order to make an application but the report was not 
supportive (£600 x 33). 

These costs are subject to a significant margin of uncertainty given that we 
cannot, with any certainty, predict the number of patients who will wish to 
obtain an independent report in order to make an application or the number of 
those who will obtain a supportive report in order for the appeal to proceed.  
Costs will vary depending on the complexity of the case and, for example, 
whether the patient is a restricted patient (detention authorised by a 
Compulsion Order and Restriction Order).  If Health Boards do not identify 
more appropriate accommodation for patients who successfully win their 
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appeal and move the patient within the timeframe set by the Tribunal there will 
be additional costs for second hearings. 

Scottish Government 

Directorate for Population Health Improvement  

31 August 2015 
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We need to talk about Palliative Care 

Scottish Partnership for Palliative Care (SPPC) 

1. About the Scottish Partnership for Palliative Care (SPPC) 

SPPC is the umbrella body representing the major organisations involved in 
palliative care in Scotland. SPPC has 52 member organisations, comprising 
all territorial NHS Boards, all the voluntary hospices, 15 national charities, 
support organisations and a range of professional associations. Our 
membership is detailed at www.palliativecarescotland.org.uk. The Partnership 
contributes at national level to the development and strategic direction of 
palliative care in Scotland and to service improvement at local level. An 
important part of our role is the development, identification and dissemination 
of good practice, through our eBulletin, website and events. The Partnership’s 
aim is to promote equitable access throughout Scotland to high quality 
palliative care for all patients and families. 

2. How this Submission is Structured 

This submission begins by considering briefly what it is as a society that we 
are trying to achieve in this field. Next it attempts to establish some 
terminological and conceptual clarity about palliative and end of life care – this 
section also addresses differences between specialist and generalist palliative 
care, and explores the role of conversations. The submission then assesses 
current access to palliative and end of life care in Scotland. Barriers to access 
are then identified and finally a series of actions for improving palliative and 
end of life care are proposed. 

Palliative care in Scotland suffers from a lack of good data for many purposes; 
for local improvement, for performance management, for quality assurance, to 
assess current and future needs, to characterise patterns of service use 
(including inequalities), and patterns of resource use. At national level data 
currently relates to processes and activities and not to outcomes which are 
meaningful to patients and families. For this submission SPPC has used its 
networks to inform reasonable judgements and estimates about the current 
state of palliative and end of life care in Scotland. 

3. What Are We Trying to Achieve? 

SPPC’s vision is that Scotland should be a place where:- 

 People’s wellbeing is supported even as their health declines. 

 People die well. 

 People are supported throughout bereavement. 

More specifically: 

 People receive health and social care which supports their wellbeing, 
irrespective of their diagnosis, age, socio-economic background, care 

http://www.palliativecarescotland.org.uk/
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setting or proximity to death. Each individual’s care may look very 
different.  

 People have the opportunity to discuss and plan for future possible 
decline in health, preferably before a crisis occurs, and be supported to 
retain autonomy for as long as is possible. 

 People know how to help and support each other at times of increased 
health need and in bereavement, and the importance of families and 
communities working alongside formal services is recognised. 

 Cultures, resources, systems and processes within health and social 
care empower staff to exercise their skills in providing good care for 
people and families, and to care about the people and families they 
work with.  

4. Towards Terminological and Conceptual Clarity 

What Is Palliative and End of Life Care? 

Three formal and widely referenced definitions of Palliative Care, Children’s 
Palliative Care and End of Life Care are shown in Appendix 1. Despite the 
existence of these definitions public and professionals remain unclear about 
the meaning of the terms. 

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 holistic 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 and dying – 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 includes, but is not exclusively about, end of life care. End of 
life care is that part of palliative care which should follow from the diagnosis of 
a patient entering the process of dying, whether or not he or she is already in 
receipt of palliative care. There can be uncertainty involved in identifying when 
someone is dying – illness can be unpredictable, and change can occur 
suddenly and unexpectedly. The term ‘end of life care’ is used by different 
people to mean different things, since this phase could vary between months, 
weeks, days or hours in the context of different disease trajectories. The 
English End of Life Care Strategy used the term to mean care in the last year 
of life (though what turns out to be someone’s last year of life is something 
which can only be identified in retrospect).  

Who Provides Palliative Care? 

Much of the care that people receive when their health is deteriorating could 
be termed general palliative care, being provided by health and social care 
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professionals to people living in the community, in care homes and in 
hospitals. This may be part of the work of a range of health and social care 
practitioners including GPs, district nurses, home care workers, care home 
staff and hospital staff. It is palliative care regardless of whether someone has 
cancer, organ failure or “old age”, or whether they are living at home, in a 
hospice, in a care home, a neonatal ward or in an ITU. Palliative care can and 
should be delivered alongside curative care where that is appropriate.  

Specialist palliative care can help people with more complex palliative care 
needs (e.g. complex pain management or psychological support), and is 
provided by specially trained multi-professional specialist palliative care teams 
who are generally based in a hospice or NHS specialist palliative care unit, 
but whose expertise should be accessible from any care setting.  

Though the care and expertise provided by formal services is essential, it is 
important to remember that most care is provided by carers, family, friends 
and community. 

Who Needs Palliative Care? 

Over 40,000 people in Scotland each year could benefit from palliative care. 
Most people with palliative and end of life care needs are aged 65+ and a 
rapidly increasing proportion of deaths occur in people aged 85+. However 
some babies, children and young people also have palliative and end of life 
care needs. These different life stages bring distinct contexts, challenges and 
needs.  

Compassion, practical support, human connections and thoughtful 
intervention can go a long way to giving people quality and meaning in their 
lives. Three inter-dependent factors are key: 

Autonomy 

People generally value a sense of being in control, yet ill health often throws 
people into situations no-one would choose. The options available to an 
individual may be limited for various reasons, but it is important that people 
are supported to retain for as long as possible the autonomy to choose from 
the options that are available.  

Opportunities to explore personal preferences 

Planning ahead for declining health increases the likelihood that a person will 
receive the kind of care they would want. Therefore, recent efforts to 
encourage this kind of planning and to promote more cultural openness about 
death are welcome. Not everyone will want to plan ahead or talk about death, 
but everyone should have the opportunity to do so. It is important that every 
individual has the opportunity to tell their own story, and that others listen to 
find out what matters to them and what support they might need.  
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Honesty and openness 

Without honest information, individuals and families are ill-equipped to make 
decisions. Health care and social care professionals need to be honest about 
their expectations for a person’s health, what uncertainties are involved, what 
support will be reliably available, and any limits there might be to the support 
provided. 

Conversations About Palliative and End of Life Care 

The timing and content of discussions which include recognition of mortality 
need to be responsive to the needs, circumstances and preferences of each 
and every individual. It is important to understand and respect the different 
ways people cope with serious illness. Some people want detailed information 
and to plan ahead. Others find this too distressing and want to focus on 
managing from day-to-day. Skilled communication allows such people to hope 
whilst planning ‘just in case’. Such conversations should not be one off events 
and incremental exploration and update of changing circumstances and 
priorities is important. 

A range of different events (e.g. frequent hospital admission, admission to a 
care home, a deterioration in health) should prompt health and care 
professionals to consider the need for such a conversation. The SPICT 
www.spict.org.uk is a tool designed to help patients, professionals and carers 
to recognise signs of poorer health and help prompt discussions. 

Ideally such conversations should occur where there is time and privacy, and 
take place with a professional familiar with the individual and their family. Thus 
primary care and general practice have an important role. However, since 
admission to hospital following deterioration is very common staff in the acute 
sector also have a key role, and hospital specialists may be well placed to 
inform discussion about prognosis. All staff involved in the person’s care have 
a responsibility to know what conversations have taken place and not to 
assume that it is the role of others. 

Anticipatory care plans exist to record the outputs of discussions and (where 
shared) to inform further discussion with other professionals and to inform the 
care provided. 

5. Current Access to Palliative and End of Life Care 

Current access is very variable and there is huge scope for improvement. The 
type of condition someone has significantly influences where they are cared 
for, their referral pathways, who funds their support and accommodation, and 
therefore overall, the support they can access. People with cancer are much 
more likely to get the palliative care support they need than people with non-
malignant conditions (including frail older people with multi-morbidities and 
dementia), and this applies both to specialist palliative care and generalist 
palliative care support. Marginalised groups in society also tend to have worse 
access (e.g. people experiencing homelessness, prisoners, people with 
learning disabilities). 

http://www.spict.org.uk/
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It is estimated that 40,000 people with palliative care needs die in Scotland 
each year. At March 2013 around 11,800 people were on palliative care 
registers in General Practice. Most people on these registers were added a 
relatively short time before they died and most of them had cancer. Late 
identification (and referral) is a major issue. In November 2013 there were 
8,979 Key Information Summary (KIS) records that were marked as palliative. 
47 per cent of residents of care homes for older people had an anticipatory 
care plan at the point at which they died (2013).  

Data is not readily available to evidence the development of services or the 
improvement of actual outcomes. Living and Dying Well: Reflecting on 
Progress (SG 2012) noted some of the achievements associated with the 
implementation of Living and Dying Well. Awareness of palliative care as an 
approach relevant regardless of diagnosis has probably increased. The 
numbers of patients on palliative care registers has increased. Anticipatory 
prescribing has been rolled out in many NHS Boards. The quality of end of life 
care in hospitals was supported and generally improved through work on the 
LCP or equivalent pathways. The development of the ePalliative Care 
Summary and subsequent KIS has provided a nascent ICT infrastructure to 
support sharing of information across settings. 

6. Barriers to Palliative Care and End of Life Care 

The key barriers to consistent access to palliative and end of life care are:- 

 A cultural reluctance to think and talk about death, dying and 
bereavement. This leads to low levels of knowledge and awareness 
about end of life issues and underpins failure to discuss and plan for 
supporting wellbeing during declining health and for end of life care. 
People often don’t understand why it could be beneficial to think and 
talk about these issues and opportunities for discussion are limited. 

 Professional and public beliefs that palliative care is terminal care only 
of relevance and benefit shortly before death, and primarily of 
relevance to people with cancer (or other diseases with relatively 
predictable trajectories). 

 Inadequate provision of general palliative care in general settings due 
to i) a failure to identify that a person has palliative care needs ii) a lack 
of staff understanding of palliative care and their role in providing it iii) a 
lack of confidence/skills and a very human fear of causing distress iv) 
insufficient linkage with specialist support and advice. 

 Inadequate co-ordination between different parts of the health and 
social care system, and patient and family difficulties in navigating the 
system. This includes current challenges in accessing and updating the 
KIS record in different settings across different IT platforms. It is also 
important to highlight the challenges of communicating nuanced 
conversations and complex circumstances through a (brief) written 
record. 
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7. Improving Palliative Care and End of Life Care Including Equitable 
Access 

The following actions are recommended to improve palliative and end of life 
care in Scotland:- 

 Invest in professional and public awareness/education programmes 
which increase knowledge of the ways to cope with the practical, legal, 
financial, social, emotional and medical issues associated with death, 
dying and bereavement. This should include but not be limited to 
increasing public and professional understanding of palliative care. The 
programmes should promote and model greater openness about all 
these issues. Politicians and other leaders should model openness. 
Good Life, Good Death, Good Grief www.goodlifedeathgrief.org.uk is 
leading work in this area which should be scaled up.  

 Build the skills and confidence of generalist staff to provide palliative 
care by taking a structured and comprehensive approach to training 
and education which ensures that all health and social care staff 
involved in the care of people who may have palliative care needs are 
equipped with competencies appropriate to their role. In terms of scale 
and scope the dementia Promoting Excellence Framework is one 
model of how this might be approached. Death, dying and 
bereavement should also be embedded in the undergraduate 
education of health and social care staff. There are lots of good 
educational resources (and examples of excellent educational 
partnerships between hospices and other providers), but staff find it 
difficult to get time to access them. 

 Further develop anticipatory care planning, with a rigorous emphasis 
on the quality of discussion. Improve the ICT infrastructure supporting 
KIS so that the outcomes of discussions can be shared across settings 
and rapidly updated. 

 Develop more rapidly responsive models of support in the community 
to avoid unnecessary/undesired hospital admission and to facilitate 
discharge. 

 Identify or develop sources of the data required to underpin 
improvement of palliative care in Scotland; for local improvement, for 
performance management, for quality assurance, to assess current and 
future needs, to characterise patterns of service use (including 
inequalities), and patterns of resource use. Most importantly develop 
measures of outcomes which are meaningful to patients, families and 
the wider public. 

 Increase the availability of age-appropriate services for children and 
young adults together with effective processes for transition. 

 Increase the capacity of specialist palliative care to better support 
generalist services through:- 

http://www.goodlifedeathgrief.org.uk/
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o 24/7 advice 

o Better access to specialist assessment 

o Education and training in all settings 

o Development of models of joint working with other specialties (in 
non-malignant disease) 

 Most palliative care is provided within generalist settings of the health 
and social care system and so wider systemic issues impact on the 
quality of palliative care which people experience. Key requirements 
include:- 

o Terms and conditions of employment which support better 
recruitment, retention and skills/knowledge development in the 
social care sector. Care homes for older people, for example, 
support residents with typically high levels of need and 22% of 
people die in a care home. 

o Adequate capacity in general practice/primary care to support 
sensitive conversations, continuity and co-ordination of care. 

o Adequate capacity (and environment) to provide palliative and 
end of life care in very busy acute hospital wards. Often dying at 
home will not be possible (or ultimately desired) by the 
patient/family, so there is a need to consistently enable ways of 
dying in hospital which reflect elements of a “homelike” 
experience (privacy, peace, contact with loved ones, 
connections to meaningful memories). 

Scottish Partnership for Palliative Care 
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Appendix 1 - Three Formal and Widely Referenced Definitions for 
Palliative Care, Children’s Palliative Care and End of Life Care 

The World Health Organisation (WHO) defines palliative care thus: 

“Palliative care is an approach that improves the quality of life of patients and 
their families facing the problems associated with life-threatening illness, 
through the prevention and relief of suffering by means of early identification 
and impeccable assessment and treatment of pain and other problems, 
physical, psychosocial and spiritual. Palliative care: 

 provides relief from pain and other distressing symptoms;  

 affirms life and regards dying as a normal process;  

 intends neither to hasten or postpone death;  

 integrates the psychological and spiritual aspects of patient care;  

 offers a support system to help patients live as actively as possible until 
death;  

 offers a support system to help the family cope during the patient’s 
illness and in their own bereavement;  

 uses a team approach to address the needs of patients and their 
families, including bereavement counselling, if indicated;  

 will enhance quality of life, and may also positively influence the course 
of illness;  

 is applicable early in the course of illness, in conjunction with other 
therapies that are intended to prolong life, such as chemotherapy or 
radiation therapy, and includes those investigations needed to better 
understand and manage distressing clinical complications.”1 

WHO has a separate definition of palliative care for children 

“Palliative care for children represents a special, albeit closely related field to 
adult palliative care. WHO’s definition of palliative care appropriate for children 
and their families is as follows; the principles apply to other paediatric chronic 
disorders (WHO; 1998a): 

 Palliative care for children is the active total care of the child's body, 
mind and spirit, and also involves giving support to the family. 

 It begins when illness is diagnosed, and continues regardless of 
whether or not a child receives treatment directed at the disease. 

 Health providers must evaluate and alleviate a child's physical, 
psychological, and social distress. 

 Effective palliative care requires a broad multidisciplinary approach that 
includes the family and makes use of available community resources; it 
can be successfully implemented even if resources are limited. 
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 It can be provided in tertiary care facilities, in community health centres 
and even in children's homes.”2 

The General Medical Council defines end of life care as the care provided 
to patients who are approaching the end of life stating that:- 

“patients are ‘approaching the end of life’ when they are likely to die within 
the next 12 months. This includes patients whose death is imminent 
(expected within a few hours or days) and those with: 

a. advanced, progressive, incurable conditions 

b. general frailty and co-existing conditions that mean they are expected 
to die within 12 months 

c. existing conditions if they are at risk of dying from a sudden acute crisis 
in their condition 

d. life-threatening acute conditions caused by sudden catastrophic 
events.”3 

Scottish Partnership for Palliative Care (SPPC) 
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We need to talk about Palliative Care 

Grampian Palliative and End of Life Care Network Core Group 

Organisations and individuals are invited to submit written views to the 
Committee in relation to the inquiry remit. Those submitting views should feel 
free to address the issues in whatever manner they prefer, but it would be 
appreciated if they could attempt to address the questions set out below— 

It is not clear whether this refers to general or specialist palliative care, 
or both. The same issue is present with the term ‘end of life care’ due to 
differing definitions and interpretations that have been applied. Such 
differences in interpretation are likely to cloud responses. 

1. What has been your experience in terms of access to palliative and end 
of life care?  

Access is variable, dependent on the definition of access. All patients in 
the community have access to general (non-specific) palliative care from 
their primary care teams, though this is not a proxy indicator of the 
quality that they may receive. Palliative and end of life care should be 
delivered by clinicians in any clinical environment, with the additional 
support of the specialist service. The education programme organised 
via the Grampian Palliative and End of Life Care Network has helped 
build relationships between generalists, both in hospital and primary 
care, and the specialist service. NHS Grampian has a Hospital Specialist 
Palliative Care Team (HSPCT) Monday to Friday 8am – 5pm, alongside 
24 hour telephone advice for professionals from the specialist unit. A 
Clinical Guidance Intranet (CGI) is in place for written advice. An 
outpatient service is offered for primary and secondary care referral. 
There are 21 inpatient beds and a day unit provided by the specialist 
service at Roxburghe House, accounting for approximately 4% of deaths 
annually. 

2. How could it be ensured that access to palliative and end of life care is 
equitable and available in all areas and for all types of terminal 
illnesses?  

Accessibility should be based on clinical need, not diagnosis. There 
needs to be a properly staffed 24/7 service with access to planned 
respite. There is a need to ensure general clinicians are up-skilled in the 
use of recognised tools for identification and assessment, which 
indicate disease progress and decline, to therefore be confident with 
continued access to advice and support from the specialist service.  

3. Can you identify any areas in terms of access to palliative and end of 
life care that should be focused on as priorities?  

 Comprehensive Out of Hours (OOH) service;  

 Engagement around understanding of what specialist palliative 
care provides;  
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 Focus around how people access palliative and end of life care 
and how their needs are identified;  

 Planned respite care;  

 Non-malignant, dementia and frailty trajectories;  

 Care at home. 

4. When is the right time to begin discussing options for Palliative Care, 
who should be party to that discussion, who should initiate it and where 
should it take place?  

The problem with this question is that it appears to make palliative care 
look ‘binary’ – there is no one person or ‘right time’. Palliative and end of 
life care is complex but must always be focused on the individual. There 
is a need to consider deterioration in the context of general health to 
begin to discuss uncertainty and understand expectations. In addition, 
great care has to be taken about ‘options’ as real choice may be limited. 
In succinct terms, there is no single answer. 

5. What works well in discussing palliative and end of life care and how is 
good practise communicated? Where do the challenges remain?  

Forming good relationships for good communication is absolutely 
essential, as is the need to attend to sensitivity, compassion and 
attitude of individuals. It is often the ‘little comments’ that are made 
which can be so damaging. The use of targets, Quality and Outcomes 
Framework (QOF), Directed Enhanced Services (DES), etc, however, can 
at times lead to inappropriate “hand offs” and unnecessary 
interventions for patients. The challenge is to encourage professionals 
not simply to follow processes/structures in a ‘tick box’ fashion. 

6. What is the role of anticipatory care plans in supporting Palliative Care 
discussions and how can their uptake be improved?  

The theory of Anticipatory Care Plans (ACPs) is valid and may be helpful 
in determining patient choice. However, individuals can and do change 
their minds when a crisis is looming so there is a need for flexibility and 
review. A ‘plan B’ is crucial. In addition, if the information is shared (with 
consent) with other relevant individuals, particularly OOH services, but 
not accessed or ignored, then they are futile.  

7. How should information about Palliative Care be made available to 
patients and their family during any initial discussions and how easily 
available is this information?  

This is a semantic issue and highlights one of the issues about how 
palliative care is defined. The focus of care should be on maximising 
wellbeing and quality of life and minimising symptoms. Perhaps the 
conversation should be more open about care not cure. NHS Inform 
does have some information and in Grampian, the Grampian Palliative 
and End of Life Care Network Partnership Group is looking at 
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developing a ‘patient charter’ type document as a starting point to help 
empower patients and carers to raise the issues/ask these questions.  

8. What training and support is provided Health and Care staff on 
discussing Palliative Care with patients and families and are there any 
areas for improvement?  

Engagement by secondary care is the main area for improvement, as 
well as the need for more generalist care, especially as people often 
have more than one illness/condition. Making palliative care a 
specialism has de-skilled many general clinicians. Time to allow staff to 
be released to attend training is a growing concern. In Grampian, there 
are a number of training sessions offered on identification, creating 
rapport and reflecting on practice (Principles of Palliative Care; 
Fundamentals of Palliative Dementia Care) though the education 
resource is currently under review. Education and training should be 
mandatory in this field of clinical practice.  

9. How do Health and Care organisations ensure that the discussions 
about palliative and end of life care are taking place at the right time?  

Organisations do not – it is the individual professional’s responsibility. 
There is no generic right time – it will be dependent on the patient. 
Increasing a clinician’s ability to recognise deterioration and 
encouraging self awareness to have compassion are essential but not 
amenable to measurement.  

10. What are the challenges in recording and documenting Palliative Care 
priorities and how well are those priorities communicated between 
different health and care providers? 

Priorities are recorded in anticipatory care plans and key information 
summaries, capturing patients’ wishes, but key is ensuring all staff have 
access to the system, are able to use it and see the value in its use. 
There is a danger that care is becoming increasingly fragmented and 
uncoordinated.  

Grampian Palliative and End of Life Care Network Core Group 
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We need to talk about Palliative Care 

Royal College of Nursing Scotland 

The RCN, as a UK organisation, has been working with the Leadership 
Alliance for the Care of Dying People in England which reports directly to 
Baroness Neuberger following her recommendations in ‘More Care Less 
Pathway1’. The Leadership Alliance response to the recommendations has 
produced an approach, One Chance to Get It Right2, which we hope Scotland 
will learn from and build on, given the significant amount of clinical input – 
including from the RCN – that has informed this work.  

Section A: Access to palliative care 

Joined up care services 

Those in need of palliative care should experience a service which is 
delivered in a timely and seamless manner, accessing care in a coordinated 
and compassionate way at the end of life.  

Complex systems run differently by different care providers can lead to 
confusion in an already stressful situation for patients and their families. There 
is only one chance to get end of life care right. The implementation of health 
and social care integration should bring about a more seamless transition 
between services for those moving between medical care to palliative care 
and ensure individuals and their families experience a good death. The RCN’s 
own Principles for Delivering the Integration of Care – whilst not specific to 
those with palliative care needs – set out the key elements of how we would 
hope this integrated world would work to improve care3. 

Our principles support the idea that there must be a single point where 
patients and their families can access the variety of services they will require 
in a joined up and holistic manner. Those services could include community 
nursing, AHPs, GPs, social work and third sector services, among others. 
Having a named professional can be hugely beneficial in coordinating care 
and being the link for families. However no individual professional can be 
available 24/7, 365 days a year. Local services need to ensure their systems 
take this into account so that patients and families are never left wondering 
who to call if they need help.  

Particularly in health, an enabler to this type of joined up care is a managed 
clinical network. These networks of linked groups of health professionals and 

                                            
1
 More Care Less pathway - 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/212450/Liverpo
ol_Care_Pathway.pdf 
2
 One Chance to get it right 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/323188/One_chanc
e_to_get_it_right.pdf  
3
 RCN, Principles for Delivering the Integration of Care (2012) 

http://www.rcn.org.uk/__data/assets/pdf_file/0016/442132/RCN_in_Scotland_integration_principles
.pdf 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/323188/One_chance_to_get_it_right.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/323188/One_chance_to_get_it_right.pdf
http://www.rcn.org.uk/__data/assets/pdf_file/0016/442132/RCN_in_Scotland_integration_principles.pdf
http://www.rcn.org.uk/__data/assets/pdf_file/0016/442132/RCN_in_Scotland_integration_principles.pdf
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organisations from primary, secondary and tertiary care, work in a co-
ordinated manner, unconstrained by existing professional and Health Board 
boundaries, ensuring equitable provision of high quality clinically effective 
services throughout Scotland.  

Community capacity  

Wherever possible, locally designed services must be able to meet the 
palliative care needs of those in their locality who choose to die at home. It is 
particularly important that the resources required to deliver more palliative 
care in the community are taken into account by integration authorities when 
considering the practical implementation of any proposed changes to end of 
life care provision. Progress to shifting services into the community has been 
slow. A 2014 Audit Scotland review of Reshaping Care for Older People4 
found little evidence of progress in moving money to community-based 
services. Pressures on budgets are putting the sustainability of services at 
risk, as Audit Scotland highlighted in its overview of NHS finances published 
in October 20145. Moving services to the community will increase the activity 
in these areas and, without sufficient funding, community capacity pressures 
will increase.  

Early proposals around the future of the Scottish GP contract from 2017 
suggest, if taken forward, these changes could have a significant impact on 
clinical responsibility and capacity with regard to palliative care in the 
community. This must also be taken into account as new approaches are 
developed. Planning a multi-disciplinary workforce of clinical decision makers 
to deliver truly responsive care 24/7 is required now. We welcome the Chief 
Nursing Officer’s reviews of district nursing and advanced nursing practice as 
a support to this. 

Training 

All staff in health and social care need to have the basic skills and knowledge 
to deliver good palliative care. A fully trained generalist workforce would 
ensure that we could deploy specialist palliative care professionals when they 
are most needed, improving the sustainability of our health and care services. 
We need, however, to be clear about how this specialist support will be 
deployed across local and regional services in an increasing ageing 
population. Once we understand how we intend to develop this specialist 
support then we need to ensure that we are training enough specialists with 
senior clinical decision making authority, e.g. advanced nurse practitioners, to 
ensure the future sustainability of services6. 

In June 2015, Healthcare Improvement Scotland issued their standards for the 
care of older people in hospital. The standards are clear that “areas such as 
palliative and end of life care…in hospitals can only be delivered when the 

                                            
4
 Audit Scotland – Reshaping Care For Older People - http://www.audit-

scotland.gov.uk/docs/central/2014/nr_140206_reshaping_care.pdf  
5
 Audit Scotland – NHS Financial Performance 2013/14 - http://www.audit-

scotland.gov.uk/docs/health/2014/nr_141030_nhs_finances.pdf 
6
 For further information on the potential of senior clinical decision makers in nursing, see: 

http://www.rcn.org.uk/__data/assets/pdf_file/0005/633470/SC0511-Nurse-Innovators-Report.pdf  

http://www.audit-scotland.gov.uk/docs/central/2014/nr_140206_reshaping_care.pdf
http://www.audit-scotland.gov.uk/docs/central/2014/nr_140206_reshaping_care.pdf
http://www.audit-scotland.gov.uk/docs/health/2014/nr_141030_nhs_finances.pdf
http://www.audit-scotland.gov.uk/docs/health/2014/nr_141030_nhs_finances.pdf
http://www.rcn.org.uk/__data/assets/pdf_file/0005/633470/SC0511-Nurse-Innovators-Report.pdf
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team has safe staffing levels, supported by the appropriate skills mix for the 
patient population and the right attitude and approach to care.”7 

The RCN welcomes this focus on both the skills and numbers of staff required 
to provide quality palliative care. These standards, however, are limited to 
hospital settings. The same patient expectations must be set in the community 
if we are to ensure good palliative care is a central part of the 2020 vision 
implementation and reflected in the review of the National Care Standards8. 

In practical terms, the RCN has been developing two resources9 to support 
nursing staff in providing good end of life care, one with a particular focus on 
the sensitive issues relating to nutrition and hydration10, and the other on the 
wider issues of end of life care. Both resources are applicable in end of life 
care across the UK and have been informed by a review commissioned by the 
RCN and by the results of an RCN survey on end of life care. 

Round the clock care 

Our members have told us that, at the moment, when a patient enters the last 
days and hours of life, there is not equitable 24 hour, 7 day a week, access to 
the specialist palliative care assessments that they may require across all 
health boards in Scotland. Patients can require these assessments at 
weekends and out-of-hours and changes to specialist palliative care will 
require a whole system approach. 

We need to focus on community services, as well as hospital services, looking 
at multi-professional models of care that maximise the potential of different 
professions to meet the needs of patients and improve patient outcomes out 
with core Monday to Friday day services.  

The RCN is leading the Scottish Government’s Primary Care Out-of-Hours 
review group work on models of care for ‘Groups with Specific Needs’ which 
includes those with palliative care needs. The outputs of the out-of-hours 
primary care review and the seven day care task force must clearly reflect a 
commitment to improved palliative care. The primary care review will report 
before the recommendations of this inquiry are complete. We would hope that 
the outputs from this will influence the recommendations of this inquiry 

Care home sector 

In the future, the care home sector will also need to adapt to provide more 
palliative care for an ageing population. The RCN, along with other key 
stakeholders, joined with the Scottish Government and COSLA to form the 

                                            
7
 Care of older people in hospitals, Healthcare Improvement Scotland - 

http://www.healthcareimprovementscotland.org/his/idoc.ashx?docid=a196fdcc-4f87-49e2-
9120-1476e10438f8&version=-1 
8
 National Care Standards Review - http://www.gov.scot/Publications/2014/06/7325  

9
 Getting it right every time. Fundamentals of nursing care at the end of life 

http://www.rcn.org.uk/__data/assets/pdf_file/0011/629858/End-of-Life_RCN.pdf  
10

 RCN Nutrition and Hydration Guidance - www.rcneolnutritionhydration.org.uk & 

www.rcnendoflife.org.uk 

http://www.gov.scot/Publications/2014/06/7325
http://www.rcn.org.uk/__data/assets/pdf_file/0011/629858/End-of-Life_RCN.pdf
http://www.rcneolnutritionhydration.org.uk/
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Taskforce for the Future of Residential Care in Scotland11. Its report makes a 
series of recommendations including delivering 24 hour care for people with 
substantial care needs, the development of new accommodation that is more 
tailored to the care needs of residents/tenants and promoting better 
partnership working with volunteering and carers’ roles to support people that 
live in care homes. 

The taskforce was clear that care homes are an increasingly important setting 
for palliative and end of life care and support. In order to be able to provide 
high quality palliative and end of life care, care homes need to develop good 
internal resources and have well trained and well supported staff. This will 
need to include a review of registered nurse staffing for residents.  

The staff in care homes, including health care assistants and support staff, are 
a critical element to this agenda and we need to be clear how any proposed 
changes would practically be implemented in this new landscape for the care 
home sector. The RCN will be carrying out further work on nursing services 
for the future of care homes over the coming 12 months. We will make our 
report available the next health and sport committee in the summer of 2016. 

Public perception and understanding 

The definition of the terms “end of life” is a key starting point for developing 
improvements to care. It will be important for practitioners, the dying person 
and their families/carers to understand clearly what is meant by “end of life 
care” within the context of any provision in Scotland. For example, in the 
recent guidance12 on end of life care, issued by the Scottish Government, end 
of life is defined as caring for someone in the last days and hours of life, 
however, in the guidance produced for England13 a patient is classed as being 
in end of life care if they are likely to die within the next 12 months. We need 
to clearly set out the expectations set around definitions, the timeframes 
involved and what good end of life care should look like. It will also be 
essential that the public understand the clear standards that will be applied to 
palliative care across all settings throughout Scotland.  

We must acknowledge the impact that the headlines around the delivery of 
the Liverpool Care Pathway will have had on the public’s perception of end of 
life care as we go forward. New approaches must clearly set out what patients 
and their families / carers should expect from health and care services at the 
end of life and ensure that all staff are trained appropriately to support a good 
death. 

  

                                            
11

 Residential Care Taskforce  Report - http://www.gov.scot/Resource/0044/00444581.pdf 
12

 Caring for people in the last days and hours of life – Guidance – 
http://www.scotland.gov.uk/Publications/2014/12/6639 
13

 One Chance To Get It Right - 
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/323188/One_chance_to_get_it_right.pdf 

http://www.gov.scot/Resource/0044/00444581.pdf
http://www.scotland.gov.uk/Publications/2014/12/6639
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/323188/One_chance_to_get_it_right.pdf
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Section B: The initial conversations about palliative care 

When to have the conversation? 

The right time for individuals to initiate the conversation and the right time for 
professionals are not always the same time. Professionals require the skills 
and sensitivity to create the conditions for individuals and their families to feel 
comfortable to discuss their choices as soon as possible after diagnosis. The 
sooner people are able to discuss their wishes, fears and issues in an open 
and supportive way the better their outcomes. 

Who should be involved in the conversation? 

All health care staff should have basic palliative care skills at a generalist level 
to be able to have conversations about the care being provided. We must also 
support social care and third sector staff to discuss aspects of palliative care 
sensitively and with confidence. 

Where complex decisions or particularly sensitive issues, such as nutrition 
and hydration of people at the very end of life, need to be discussed or 
explained to patients and the families then these difficult conversations should 
be carried out by a clinician who is competent to do so, such as a specialist 
nurse, GP, consultant or district nurse. The support and training available is 
variable across the professions and improvements are required in this area.  

Families and carers should be involved, as often they are providing care and 
support for significant amounts of time, especially in the community. They are 
part of the dying process and unless there are very good reasons for them not 
be involved, such as safeguarding issues or the direct and specific wishes of 
the patient, they should be central to all palliative care conversations. 

Supporting the conversations 

We would urge the committee to consider including explicit references to 
advance care planning and starting early end of life care conversations within 
the inquiry report. Advanced care planning is crucial to ensuring that patients 
are making active choices about their end of life care while they are still able. 
Analysis of work carried out in NHS Shetland14 has shown that patients with 
advanced care plans who were seen out of hours were cared for according to 
their plan without introducing alternatives which may have resulted in an 
inappropriate admission to hospital. Such early intervention can reduce the 
over or under treatment of the patient.  

Recording and documenting the conversation 

There are challenges in accurately recording and sharing information between 
everyone involved in delivering palliative care as there are many different 
systems in place for each professional group with IT systems that do not 
speak to each other. There should be a focus on developing shared access to 

                                            
14

 NHS Shetland case study - http://www.jitscotland.org.uk/example-of-practice/247-community-
nursing-service-model 

http://www.jitscotland.org.uk/example-of-practice/247-community-nursing-service-model
http://www.jitscotland.org.uk/example-of-practice/247-community-nursing-service-model
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the Key Information Summary of a patient’s care plan, which must be 
accessible to anyone involved in the care of the patient. During the last days 
and hours of life, this shared record should remain with the patient to ensure 
the patient’s wishes are met. Thorough audits of these records should be 
made to ensure reviews of significant events lead to ongoing improvements to 
practice. 

Section C: Research into international comparisons of measurement of 
data 

The RCN welcomes the commitment of the committee to undertake some 
focussed research into international comparisons of measurement of data in 
palliative and end of life care. Whilst we think that looking at international data 
is useful, there is a lot of evidence of good palliative care within the UK too. 
We would like to highlight the work of the James Lind Alliance and Marie 
Curie15 which aimed to ‘address the dearth of evidence in palliative and end of 
life care and help research funders to direct scarce resources to the 
unanswered questions around treatment, care and support most important to 
the ‘end users’ of research: patients, current and bereaved carers and 
families, clinicians, and health and social care practitioners, plus members of 
the community, such as volunteers with experience of end of life care.’ 

Royal College of Nursing Scotland 

                                            
15

 James Lind Alliance - http://www.lindalliance.org/PalliativeCare.asp  

http://www.lindalliance.org/PalliativeCare.asp
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We need to talk about Palliative Care 

Royal College of General Practitioners (RCGP) 

The Royal College of General Practitioners (RCGP) is the academic 

organisation in the UK for general practitioners. Its aim is to encourage and 

maintain the highest standards of general medical practice and act as the 

‘voice’ of general practitioners on education, training and issues around 

standards of care for patients. 

The College in Scotland came into existence in 1953 (one year after the UK 

College), when a Scottish Council was created to take forward the College’s 

interests within the Scottish Health Service. We currently represent over 5100 

GP members and Associates in Training throughout Scotland. In addition to a 

base in Edinburgh, the College in Scotland is represented through five 

regional faculty offices in Edinburgh, Aberdeen, Inverness, Dundee and 

Glasgow. 

1. What has been your experience in terms of access to palliative and end 
of life care?  

To establish the issues for access requires clarity in the definition of palliative 

and end of life care. The General Medical Council, in its publication Treatment 

and Care towards the End of Life, states that 'patients are approaching the 

end of life when they are likely to die within the next 12 months'. The definition 

of end of life care is therefore not restricted to care in the final hours or days of 

life but is increasingly used to include the months and even years before 

death. 

As stated in the current RCGP Scotland Policy Document on End of Life Care, 

the provision of end of life care is a core component of the work of a general 

practitioner. Although the majority of deaths still occur in NHS hospitals, 90% 

of a patient's last six months of life are spent at home or in a community 

setting. Primary care teams, in which District nurses play a key part, have a 

central role in coordinating and delivering the care that these patients require 

and contribute very considerably to end of life care.  

Our Policy document outlines the issues facing primary care teams. GPs 

provide care, on a daily basis, for patients with a range of incurable conditions 

but the transition to the 'end of life' phase may be difficult to appreciate. 

Identification tools such as the Supportive and Palliative Care Indicator Tool 

(SPICT) or the GSF Clinical Prognostic Indicator support the identification of 

patients irrespective of the underlying disease or illness 

The current workload pressures facing general practice have been well 

publicised in the RCGP ‘Put Patients First: Back General Practice’ Campaign 

http://www.rcgp.org.uk/campaign-home.aspx
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and in the recently published A Blueprint for Scottish General Practice 

document. These highlights the potential challenges in providing the level of 

access required to meet all the needs of our palliative patients and their 

carers. Never the less, our policy document reports the results of the 2012 

membership survey which identified Palliative and end of life care as one of 

the top three clinical priorities for GPs and provides evidence of the ongoing 

commitment of practices to prioritise stretched resources into ensuring access 

and appropriate care for these patients.  

Delivering end of life care is a core component of general practice care which 

also relies on the additional support of social services and third sector to 

support care at home. Experiences of practitioners across Scotland would 

suggest the level of access to this support can be variable with significant 

resource issues within local authorities. Specialist Palliative Care services are 

generally an excellent source of decision support, expertise and inpatient 

palliation when required but immediacy of access can also be variable.  

2. How could it be ensured that access to palliative and end of life care is 
equitable and available in all areas and for all types of terminal 
illnesses? 

Inequities in available resources are referred to above and include the 

different capacity issues and pressures on GP practices across the country, 

the difficulties in socially deprived areas and the geographical challenges for 

remote and rural and apply to all areas of health care. There is a recognised 

issue in identifying the time of onset of palliation and when care becomes end 

of life in terms of patient recognition, acceptance and agreement of the 

defined goals for care and support. Much of what is required at this stage is 

time spent with patients building relationships rather than specific 

interventions and it is a real challenge offering sufficient time when there is 

very limited capacity to do so. To encourage equitable access for all types of 

terminal illness there is still a need to continue to raise general awareness 

amongst patients and their carers that palliative care and end of life care is not 

only about cancer and that this care applies to all types of terminal illness and 

should be accessed. 

3. Can you identify any areas in terms of access to palliative and end of 
life care that should be focused on as priorities?  

As above, the need for investment to sustain general practice and to provide 

the social services infrastructure required to support care at home have to be 

the key priorities.  

4. When is the right time to begin discussing options for Palliative Care, 
who should be party to that discussion, who should initiate it and where 
should it take place?  

http://www.rcgp.org.uk/rcgp-near-you/~/media/Files/RCGP-Faculties/Scotland/RCGP-Scotland/Blueprint-2015/RCGP-Scotland-Scottish-Blueprint-for-genral-practice.ashx
http://www.rcgp.org.uk/rcgp-near-you/~/media/Files/RCGP-Faculties/Scotland/RCGP-Scotland/Blueprint-2015/RCGP-Scotland-Scottish-Blueprint-for-genral-practice.ashx
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Timely discussion is a judgement which presupposes the definition of 

palliation and assessment of patient readiness. Any discussion around care – 

what can and should be offered, outcome limitations and expectations, 

genuine and realistic choices – can be had with anyone involved with the 

patient’s care as long as they are trusted by the recipient. GPs and District 

Nurses are key figures in the community team. Guidelines on communication 

dictate a safe and appropriately supportive environment free from 

interruptions or distractions. 

5. What works well in discussing palliative and end of life care and how is 
good practise communicated? Where do the challenges remain?  

As reported in the RCGP Scotland policy document, historically, there has 

been reluctance within society to discuss the subject of death and dying and 

to acknowledge that these are inevitable consequences of life. A Scottish 

Partnership for Palliative Care [SPPC] report Public Awareness of Palliative 

Care from 2003 indicated that 70% of people in Scotland thought that as a 

society we do not discuss death and dying enough.  

The strategy for communication with patients in the RCGP Scotland policy 

document states that it must be compassionate and allow involvement of the 

patient and family in decision making. It should include a willingness to have 

open discussions of end of life issues 

Sharing good practice between different primary care teams is the aspiration 

but is faced with the challenge of time and capacity to do this. A future vision 

for GP clusters within the locality structures of the IJBs offers an opportunity to 

facilitate this provided there is sufficient investment to support this activity. 

6. What is the role of anticipatory care plans in supporting Palliative Care 
discussions and how can their uptake be improved? 

Anticipatory care plans encourage patient and family involvement and provide 

a useful form of communication between the caring agencies and in particular, 

between day time and OOH care. Wider agency involvement and better 

integrated IT would enhance the benefits of ACPs and perhaps generate 

greater uptake but their limitations must also be considered in the context of 

each patient.  

7. How should information about Palliative Care be made available to 
patients and their family during any initial discussions and how easily 
available is this information?  

GPs would aim to apply skilled communication with appropriate sensitivity and 

sharing of relevant patient information resources at a time judged to be most 

appropriate for the patient and their family 

http://www.palliativecarescotland.org.uk/content/publications/PublicAwarenesso-PalliativeCare.pdf
http://www.palliativecarescotland.org.uk/content/publications/PublicAwarenesso-PalliativeCare.pdf
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8. What training and support is provided Health and Care staff on 
discussing Palliative Care with patients and families and are there any 
areas for improvement? 

Training resources are readily available to GPs but time for meaningful and 

shared multi-professional learning events remains a challenge within the 

constraints of the current climate described above  

9. How do Health and Care organisations ensure that the discussions 
about palliative and end of life care are taking place at the right time? 

As above  

10. What are the challenges in recording and documenting Palliative Care 
priorities and how well are those priorities communicated between 
different health and care providers? 

These should form part of good anticipatory care planning and ePCS. The key 

challenges are the current IT systems and a lack of a unified system across 

the different agencies. 

Royal College of General Practitioners (RCGP) 
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We need to talk about Palliative Care 

Association for Palliative Medicine 

The Association for Palliative Medicine of Great Britain and Ireland (APM) is 

an organisation of over 1,000 palliative medicine doctors and medical 

students working or interested in adult palliative care in hospices, hospitals 

and the community. We welcome the Scottish Parliament’s Health and Sport 

Committee inquiry into palliative care and have answered the 10 questions 

below: 

1. What has been your experience in terms of access to palliative and 
end of life care? 

Palliative Medicine has been recognised as a medical specialty in the UK 

since 1987. Our members have a wealth of experience of working with 

patients with supportive and palliative care needs across all settings – 

community, hospital and hospice– to provide specialist support to patients 

with any advanced illness.  

Specialist palliative care advice is available by telephone to community and 

hospital teams providing out of hours care across Scotland. This service is 

usually provided by consultants and is therefore more challenging to 

sustain in areas where the consultant is single-handed. 

Face-to face specialist palliative care assessment is not available seven 

days a week in most areas of Scotland as there are too few specialist staff 

available to resource such a service. 

2. How could it be ensured that access to palliative and end of life care 
is equitable and available in all areas and for all types of terminal 
illnesses? 

All clinical teams in both hospitals and community should be supported to 

acquire and maintain skills and competence in providing good quality 

palliative care for patients and their families, including familiarity with and 

access to the Scottish Palliative Care guidelines.1  

There needs to be equity of access to specialist palliative care in all 

settings (community, hospital and hospice), so there can be a timely 

response to patient needs 24 hours a day and 7 days a week, including 

early referral, help in managing distressing symptoms and psychosocial 

distress, enabling generalist staff to access support to assess whether or 

not patients are nearing the end of life. Such access to specialist advice 

and support would depend on easy and immediate access to electronic 

records which are fit for purpose and should be supported by models of 
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care that provide access to palliative care nurse specialist assessment 7 

days a week. Service referral criteria should not be restricted on the basis 

of diagnosis but should be on the basis of need in the context of a life 

limiting condition.  

It is important to resource adequate specialist palliative care services in 

hospitals as well as in the community because many patients with non-

cancer illnesses are first identified as having supportive and palliative care 

needs during a hospital admission and most people have at least one acute 

hospital admission in their last year of life. 

3. Can you identify any areas in terms of access to palliative and end of 
life care that should be focused on as priorities? 

Our key recommendations to improve supportive and palliative care are: 

a. Ensure specialist palliative care clinicians are resourced to provide 

appropriate leadership input to the Integrated Joint Boards for Health and 

Social Care to end the separation of health and social care funding for 

patients nearing the end of life. Appropriate focus and prioritisation of 

scarce resource must make it simpler to access and coordinate rapid, and 

responsive care which addresses and supports the goals of care of patients 

and families. Prompt and individualised social care must be available for 

patients who wish to be discharged home from hospital, stay at home and 

die at home. 

b. Ensure that generalists who care for patients in their last days of life 
receive mandatory and on-going training and education in core palliative 
skills and knowledge to ensure good end of life care in all settings. 

c. Ensure equity of access to specialist palliative care in all settings as 
discussed above in point 2. 

d. Integrate specialist palliative care teams across boundaries to provide 
seamless care for patients. 

e. Specialist palliative care teams to establish good patient pathways to make 
sure those patients requiring interventions e.g. radiotherapy or nerve blocks 
can get rapid access to treatments. 

f. Stakeholders and research funding bodies to prioritise supportive and 
palliative care research to ensure we learn for the future, as stressed in the 
Neuberger review. 

g. Ensure that robust data is collected nationally and made available at a local 
level for service development and redesign, quality assurance and 
performance management. Data should be less focused on activity and 
process and more focused on outcome measures which are truly patient-
centred and reflect patient and family experience. Development of national 
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quality indicators and standards (such as the National Care Standards) 
provide an opportunity to improve the relevance and applicability of national 
palliative care scrutiny. Specialist palliative care clinicians must be 
adequately resourced to provide appropriate and truly representative input 
to the development of such standards.  

4. When is the right time to begin discussing options for palliative care, 
who should be party to that discussion, who should initiate it and 
where should it take place? 

Palliative care should be discussed whenever and wherever a need is 

identified – be it physical, psychological, social or spiritual. This can be 

early on in a patient’s illness as good palliative care can, and often should, 

run concurrently with disease-modifying treatment. Identification of patients 

who are deteriorating, or whose health is at risk of deteriorating, is essential 

if timely discussions are to be offered. The patient and anyone significant to 

them should be involved in the discussion, as well as a healthcare 

professional. Any healthcare professional should be able to initiate such a 

discussion when a need is identified – initiating the discussion does not 

necessarily mean that person has to be able to meet those needs; rather 

that they open the option of palliative care to the patient and then direct 

them as to where their need may be best met. Organisations have a 

responsibility to ensure that appropriate environments for sensitive 

discussions are readily available in all healthcare settings.  

5. What works well in discussing palliative and end of life care and how 
is good practise communicated? Where do the challenges remain? 

Sensitivity to and respect for different coping strategies is important as 

some people will want very detailed information to allow them to plan 

ahead while others will find this approach too distressing. It should be 

possible for staff to engage in a sufficiently individualised way that patients 

are enabled to plan “just in case” while retaining hope for improvement. 

The person leading the discussion should be able to communicate that 

palliative care is not synonymous with end of life care and neither does it 

preclude ongoing disease-modifying treatment; rather that it is about 

addressing symptoms and optimizing quality of life in the context of a 

potentially life-limiting condition. They should be aware of what local 

services are available to patients, which may include specialist palliative 

care services. It is important to ensure patients and families are aware that 

much good quality palliative care is delivered e.g. by the patient’s own GP 

and district nursing team. Challenges remain in ensuring that discussions 

are had in an informed and sensitive way due to a variety of inhibiting 

factors such as lack of time; lack of access to appropriate privacy; lack of 

staff confidence and competence in engaging with patients and families in 

this way; and lack of staff and public awareness about the positive role of 
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such discussions and their potential for improving the quality and person-

centeredness of care. 

6. What is the role of anticipatory care plans in supporting palliative care 
discussions and how can their uptake be improved? 

Anticipatory care plans are of great value. They should contain information 

to allow appropriate care to be provided in emergency situations as well as 

information to support management of specific anticipated symptoms and 

clinical situations to reflect the patient’s agreed goals of care e.g. a patient 

who is prone to significant breathlessness but not keen to be admitted to 

hospital can develop an anticipatory care plan about managing 

breathlessness at home. Their uptake can be improved by ensuring that 

healthcare professionals know that it can be anyone who completes these 

with the patient and does not have to be deferred to a specialist team. 

Scotland is fortunate in having a national electronic ACP record (the Key 

Information Summary – KIS) which is widely accessible. Efforts must be 

made to improved awareness of this tool and its potential to inform goals of 

care discussion and support high quality palliative care. Resource to 

improve the format, content and accessibility of the KIS should be a priority 

for all Boards and hospital admission and discharge processes need to 

connect effectively with the KIS so that relevant ACP information can be 

transferred immediately and acted on.  

Staff training in the use of existing ACP tools such as the KIS and in the 

communication skills necessary to support ACP discussions must be 

prioritised. Boards should be encouraged to promote the existing online 

training modules for example the advance and anticipatory care planning 

toolkit on the palliative care in practice portal of the knowledge network.2  

7. How should information about palliative care be made available to 
patients and their family during any initial discussions and how easily 
available is this information? 

Most palliative care services have written and online information available 

to professionals, patients and families, but work needs to be done locally to 

ensure that other professionals know of its whereabouts. 

Palliative care organisations should continue to work with charities and 

patient groups to develop patient and carer information that promotes an 

awareness that palliative care is not just about death and dying but is about 

living as well as possible with any life-limiting illness; many charities 

already have such materials. 
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Boards should ensure that information about generalist palliative care is 

integrated in any patient material which relates to the local services 

supporting the management of long-term conditions. 

8. What training and support is provided health and care staff on 
discussing palliative care with patients and families and are there any 
areas for improvement? 

As discussed above in point (3) it should be ensured that generalists who 

care for patients with life limiting illnesses receive mandatory and on-going 

training and education in core palliative skills and knowledge. This is 

essential to ensure good supportive and palliative care in all settings. 

Supporting staff to feel confident in initiating discussions around goals of 

care and future planning is essential in all acute and community settings 

including (and very importantly) in care homes. There is a great need for 

additional resource and service redesign focus to allow this to happen. 

Time must be provided for staff to engage fully with existing online 

resources and to attend study days and reflective sessions. Champions for 

palliative care skills and values should be trained and supported in every 

setting to promote and sustain a quality improvement approach to ensuring 

high quality palliative care. 

9. How do health and care organisations ensure that the discussions 
about palliative and end of life care are taking place at the right time? 

Organisations need to be responsible for developing their own systems to 

make sure that these discussions are occurring and at the right time. It 

comes back again to education for all those involved in delivering palliative 

and end of life care and support for a quality improvement model which 

promotes sustainable local improvement projects.  

Organisations also need to develop systems for assessing local patient and 

family need and experience in a way that can be used to immediately 

inform service redesign and development. Organisations have a 

responsibility to improve access to, and awareness of, the relevant patient 

and family participatory research that has highlighted national service gaps 

and to inform and support future work in this area. 

10. What are the challenges in recording and documenting palliative care 
priorities and how well are those priorities communicated between 
different health and care providers? 

Improved use of the existing KIS electronic system is essential and this 

resource should be improved and expanded to support the consistent 

communication of relevant goals of care and palliative care priorities 

across all healthcare settings. The responsibility for supporting GPs to 
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improve the information available via the KIS lies with all healthcare 

professionals and not just with specialist palliative care teams and it is 

essentials that Boards find ways to ensure this is prioritized and as easy to 

do as possible. 

Many specialist palliative care services are not integrated across 

boundaries and are discrete teams for hospitals, hospices and in the 

community. Such teams need to find ways to support the sharing of 

information about patients to provide seamless care for them. 

Association for Palliative Medicine 

References 

1. http://www.palliativecareguidelines.scot.nhs.uk/ 
2. http://www.palliativecareinpractice.nes.scot.nhs.uk/advance-anticipatory-

care-planning-toolkit/introduction.aspx 
                                            
1
 http://www.who.int/cancer/palliative/definition/en/   

2
 http://www.who.int/cancer/palliative/definition/en/  

3
 http://www.gmc-uk.org/guidance/ethical_guidance/end_of_life_guidance.asp  

http://www.palliativecareguidelines.scot.nhs.uk/
http://www.palliativecareinpractice.nes.scot.nhs.uk/advance-anticipatory-care-planning-toolkit/introduction.aspx
http://www.palliativecareinpractice.nes.scot.nhs.uk/advance-anticipatory-care-planning-toolkit/introduction.aspx
http://www.who.int/cancer/palliative/definition/en/
http://www.who.int/cancer/palliative/definition/en/
http://www.gmc-uk.org/guidance/ethical_guidance/end_of_life_guidance.asp


 
 
 

 
 
 
 

Grasping the nettle 
What action can we take to improve palliative 

and end of life care in Scotland? 
 

Final draft for SPPC Membership Consultation 

9/22/2015 

 
 
 

  

 This draft position paper articulates the views and expertise of SPPC 
member organisations with the aim of supporting, enriching and 
informing the development of the forthcoming Scottish Government 
Strategic Framework for Action on Palliative and End of Life Care 
(SFA).  We are currently seeking SPPC member views on this final 
draft. Responses to this consultation should be emailed to Pauline 
Britton by 6 October 2015: pauline@palliativecarescotland.org.uk 



DRAFT 

2 
 

Contents 

 
Executive Summary      p.3 
 

1. Purpose of the Strategic Framework for Action p.6 
1.1 Who is the Strategic Framework for Action for?  p.6 

1.2 What is the Strategic Framework for Action for?  p.6 
 

2. Palliative Care       p.8 
2.1 Palliative care: What matters to me?    p.9 
2.2 What are palliative care and end of life care?   p.9 

 
3 A vision        p.10 

 
4 A story        p.10 
4.1 Where have we been?      p.10 

4.2 Where are we now?      p.11 
4.3 Where are we going?      p.14 

 
5 Key challenges       p.16 
5.1 Co-ordinating services across organisational boundaries and out of hours 

          p.16 
5.2 Health and Social Care Partnership local needs assessments and planning 

          p.16 
5.3 Increasing the capacity of specialist palliative care to better support 

generalist services       p.16 

5.4 Anticipatory care planning     p.17 
5.5 Shared decision-making      p.17 

5.6 Involving and supporting carers     p.18 
5.7 Best practice in making decisions with people with reduced capacity 
          p.18 

5.8 Talking about patient goals, deteriorating health and dying 
          p.18 

5.9 Identifying people with palliative care needs   p.18 
5.10 Public engagement       p.18 
5.11 Improving and fully exploiting the IT infrastructure  p.19 

5.12 Care Homes        p.19 
5.13 Research        p.20 

5.14 Education/Training       p.20 
5.15 Bereavement       p.20 
6 A set of actions       p.22 

6.1 Leadership        p.23 
6.2 Public health approaches to palliative care   p.27 

6.3 Education/Training       p.29 
6.4 Measurement       p.30 

6.5 Change & Improvement      p.32 
 
Glossary         p.35 

Appendix 1: Process       p.36 
Appendix 2: Environmental Scan     p.38 

Appendix 3: Summary of Actions     p.41 



DRAFT 

3 
 

  

Executive summary 
 
Purpose 

 
This position paper is being developed by the Scottish Partnership for Palliative 

Care (SPPC) to: 
 Articulate the views and expertise of SPPC member organisations and 

other SPPC stakeholders. 
 Support, enrich and inform the development of the forthcoming Scottish 

Government Strategic Framework for Action on Palliative and End of Life 

Care (SFA). 
 

This work has been led by a multi-disciplinary subgroup of the SPPC Council and 
developed in consultation with SPPC members and other relevant stakeholders 
(see Appendix 1).  This document represents a final draft for consultation with 

SPPC members, and is also being shared with the Scottish Government and the 
Scottish Parliament Health and Sport Committee to inform their work. 

 
Structure 
 

This paper: 
 Explores what people need when faced with the reality of deteriorating 

health and death, bearing in mind that these experiences are influenced 
by many factors outside formal service provision. 

 Explores and clarifies terminology. 

 Sets out a vision for a Scotland where people’s wellbeing is supported 
even as their health declines. 

 Outlines the current landscape relating to palliative and end of life care, 
including policy, barriers, and key issues. 

 Describes how a SFA can add value, sets out four outcomes it should work 

towards, and 15 key challenges that need to be addressed in order to 
achieve these outcomes. 

 Proposes a number of practical actions that should be undertaken in the 
next five years to improve people’s experiences of death, dying and 
bereavement in Scotland. 

 
Summary 

 
Our vision is that Scotland will be a place where: 

 People’s wellbeing is supported even as their health declines. 

 People die well. 
 People are supported throughout bereavement. 

 
Though in recent years there have been many improvements in palliative and 

end of life care in Scotland, there is not a reliable response to everyone’s 
individual needs.  There are a number of barriers (see section 4.2) and 
challenges (see section 5) to improving palliative and end of life care in 

Scotland. 
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A key issue is inequalities - the type of condition someone has significantly 
influences where they are cared for, their referral pathways, who funds their 

support and accommodation, and therefore overall, the support they can access.   
 

There is also a need for more awareness that most palliative care is provided 
outwith specialist palliative care services, and that wider health and social care 
services can continue to make a significant difference to a person’s wellbeing 

even when a ‘cure’ is impossible or unlikely, and during the last months, weeks, 
days and hours of a person’s life.  

  
Improving palliative and end of life care isn’t just about improving formal 
services – we all need to take responsibility.   There is the need for a culture 

shift across society, so that Scotland becomes a place where people can support 
each other, and be open and honest about death and dying and the uncertainties 

involved.  Though there are clear advantages to focussing on the concept of 
‘healthy ageing’ and promoting independence, this current policy narrative needs 
to be balanced with one which acknowledges the many individuals and families 

struggling each day with deteriorating physical and mental capacities.   
 

The Strategic Framework for Action should therefore work towards achieving the 
following four outcomes: 

 
 People receive health and social care which supports their wellbeing, 

irrespective of their diagnosis, age, socio-economic background, care 

setting or proximity to death. Each individual’s care may look very 
different.    

 People have opportunities to discuss and plan for future possible decline in 
health, preferably before a crisis occurs, and be supported to retain 
autonomy for as long as is possible. 

 People know how to help and support each other at times of increased 
health need and in bereavement, and recognise the importance of families 

and communities working alongside formal services.   
 Cultures, resources, systems and processes within health and social care 

empower staff to exercise their skills in providing good care for people and 

families, and to care about the people and families they work with.   
 

Section 6 of this paper sets out specific actions relating to these key outcomes, 
under the themes of Leadership; Public Health; Education/Training; 
Measurement; Change and Improvement.  Taken together we believe the 

actions create the necessary conditions for change, describe specific changes 
required and specify a broad framework of accountability. 
 

Small scale, locally led improvement work has an important role to play in 
improving systems and services.  However, this paper also highlights that many 
challenges require a combination of local actions and system-wide change, with 

practical leadership and co-ordination across Scotland.  
 

Though not addressed in detail within this report, it is also important to note 
that wider systemic issues impact on the quality of palliative care which people 
experience - most palliative care is provided within generalist settings of the 

health and social care system, which are currently under significant pressure.  
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We would support the growing recognition that substantial changes are required 
to create a health service that is sustainable.  

 
The Scottish Government recently announced that £3.5 million is being invested 

over the next 3.5 years to support improvements to palliative and end of life 
care.  In this time, it is estimated that approximately 135,000 people will have 
died with palliative care needs of some kind1.  As the actions identified in this 

paper make clear the scale of change required is large, and the necessary 
careful decision making about new investment should fully involve those who will 

be implementing that change. 
 
 

Diagram 1:  Illustrating how this paper links actions to the vision via 

outcomes 

 
                                                           
1 This estimate is based on 55,000 people dying each year for the next 3.5 years, 70% of whom will 
have palliative care needs.  The 70% estimate is drawn from the Palliative Care Funding Review 
which contains a detailed exploration of the factors for consideration when estimating how many 
people needed palliative care, and estimates that 70-80% of deaths are likely to need palliative care 
input: (see chapter 6) 
Hughes-Hallet T, Craft A, Davies C, Mackay I, Nielsson T. Palliative Care Funding Review: 
Funding the Right Care and Support for Everyone. 2011 
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/215107/dh_13310
5.pdf 
 

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/215107/dh_133105.pdf
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/215107/dh_133105.pdf
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1 Purpose of the Strategic Framework for 
Action 

 
1.1 Who is the Strategic Framework for Action for? 
Undertaking the tasks required to improve palliative and end of life care in 
Scotland will require the participation of a great diversity of organisations and 
individuals.  Responsibility for improving how people in Scotland live with 

advanced illness and how they experience death, dying and bereavement 
extends far beyond a particular medical specialty.  People receive support from a 

wide range of health and social care services, and much care is provided 
informally, by family, friends and communities.  Social and cultural factors also 

have a huge influence on people's experiences.   
 
The Strategic Framework for Action (SFA) should therefore be aimed towards, 

and be read by, NHS Boards, Local Authorities, Health & Social Care Partnerships 
(including localities), hospices, other third sector organisations, Healthcare 

Improvement Scotland, Care Inspectorate, General Medical Council, Nursing and 
Midwifery Council, NHS Health Scotland, independent sector organisations, 
Scottish Care, Scottish Social Services Council (SSSC), other professional bodies 

and colleges, NHS Education Scotland and other education providers, and all 
relevant Scottish Government directorates including Health & Social Care, 

Communities and Learning & Justice. 
 

1.2 What is the Strategic Framework for Action for? 
The Strategic Framework for Action should: 

 Facilitate improved palliative care and end of life care for all who need it, 

including all diagnoses and all ages (including babies, children, young 

people). 

 Highlight key issues which need to be addressed and set out how this will 

be done. 

 Provide a framework to prioritise activity and the use of scarce resources  

 Be clear in its use of the terms palliative care and end of life care. 

 Engage the public, professionals and organisations listed in section 1.1 in 

the important tasks of improving palliative and end of life care.  

 Guide the alignment and articulate the relevance of the work of these 

multiple and disparate of organisations. 

 Prompt, guide and focus organisational change and development relating 

to palliative and end of life care. 

 Prompt and guide local improvement activity relating to palliative and end 

of life care, to retain focus on care, services and actions that are related 

to need. 

 Provide a broad framework of accountability to the Scottish public through 

appropriate reporting. 
 Demonstrate how improving palliative and end of life care is important 

and relevant to wider change programmes within health & social care and 
associated Scottish Government national outcomes. 
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The Strategic Framework for Action is an opportunity to address the 3-Step 
Improvement Framework for Scotland’s Public Services’ seven points ‘to change 

the world’ in one document, providing both a clear framework for improvement 
and a strategy to engage and empower the workforce. 
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2. Palliative Care  
 
2.1 Palliative care: What matters to me? 

When faced with the reality of deteriorating health and death, people need many 

things from the NHS and social care services, other formal services, and from 
their friends, families and communities.   

 
What a person needs depends on their personal circumstances and what is 
important to them.  For many of us, our needs will include: 

 Relief from distressing symptoms. 
 Reliable and consistent access to support and advice from healthcare and 

social care professionals who are compassionate, knowledgeable and 
competent. 

 Information about what is happening, what is likely to happen next, the 

uncertainties that might be involved, and ideas of some ways of 
responding. 

 Empathy and support in adjusting to coping with uncertainty and 
deteriorating health. 

 Support to get the most out of limited time left with the people we care 

about.  
 Support with financial, legal and other practical issues, including the ‘little 

things’ like mowing the lawn, or taking the dog for a walk.  
 Understanding and support from family, friends, colleagues and 

communities when dealing with loss and bereavement, and access to 
more specialised support if bereavement becomes harder to cope with. 

 

Compassion, practical support, human connections and thoughtful medical 
intervention can go a long way to giving people quality and meaning in their 

lives.  Three inter-dependent factors are key: 
 
Autonomy 

People generally value a sense of being in control, yet ill health often throws 
people into situations no-one would choose.  The options available to an 

individual may be limited for various reasons, but it is important that people are 
supported to retain for as long as possible the autonomy to choose from the 
options that are available.   

 
Opportunities to explore personal preferences 

Planning ahead for deteriorating health increases the likelihood that a person will 
receive the kind of care they would want.  Therefore, recent efforts to encourage 
this kind of planning and to promote more cultural openness about death are 

welcome.  Not everyone will want to plan ahead or talk about death, but 
everyone should have opportunities to do so, accompanied by the recognition 

that people’s needs and wishes can change over time.  It is important that every 
individual has the opportunity to tell their own story, and that others listen to 
find out what matters to them and what support they might need.    
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Honesty and openness 
Without honest information, individuals and families are ill-equipped to make 

decisions.  Healthcare and social care professionals need to be honest about 
their expectations for a person’s health, what uncertainties are involved, what 

support will be reliably available, and any limits there might be to the support 
provided. 
 

2.2 What are palliative care and end of life care? 

 
Though more specific definitions can be helpful (see Glossary), 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. 

 
Therefore, in Scotland, much of the care that people receive when their health is 

deteriorating could be termed generalist palliative care, being provided by 
health and social care professionals to people living in the community, in care 
homes and in hospitals. It is palliative care regardless of whether someone has 

cancer, organ failure or “old age”, or whether they are living at home, in a 
hospice, in a care home or in a hospital. Palliative care can and should be 

delivered alongside active treatment where that is appropriate.  
 
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 or NHS specialist palliative care 

unit, but whose expertise should be accessible from any care setting and at any 
time. 
 

Palliative care includes, but is not exclusively about, end of life care.   End of 
life care is that part of palliative care which should follow from the diagnosis of 

a patient entering the process of dying, whether or not he or she is already in 
receipt of palliative care. This phase could vary between months, 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 change can occur suddenly and unexpectedly.  
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3. A Vision 
“capable of stirring the heart of the community and able to serve as a 
constant reference and anchor point as the change moves forward” 

The 3-Step Improvement Framework for Scotland’s Public Services 

Our vision is that Scotland will be a place where: 
 People’s wellbeing is supported even as their health declines. 

 People die well. 
 People are supported throughout bereavement. 

 

 

4. A story  
“to enable people to recognise where they have been and where they 

are going” 

The 3-Step Improvement Framework for Scotland’s Public Services 

4.1 Where have we been? 
 

The policy journey in brief 
Historically, “palliative care” has been associated with hospices and with cancer 
care.  Our National Health: A Plan for Action, a Plan for Change (SEHD 2000) 

stated that palliative care was important in cancer but should also be available 
to all those who need it regardless of diagnosis.  Better Health Better Care (SG 

2007) made a commitment to developing a national action plan for palliative 
care. 

 
In 2008 the Scottish Government published Living and Dying Well: a national 
action plan for palliative and end of life care in Scotland, which set out a 

framework to support a person-centred approach to delivering consistently good 
palliative and end of life care on the basis of need not diagnosis.  Shaping 

Bereavement Care – a framework for action was published by the Scottish 
Government in 2011, and set out guidance on the development and delivery of 
quality bereavement care services within NHSScotland. 

 
In 2011 the Scottish Government published a 2020 Vision and Route Map 

outlining a plan for achieving quality healthcare delivered in a person-centred 
fashion. There is no mention of death and dying in these two policy documents, 
and many significant pieces of policy and guidance (by Scottish Government and 

others) have been produced with little or no acknowledgment of irreversible 
decline and death as a significant issue that health and social care systems must 

be equipped to deal with2.  This creates a risk that these issues are overlooked, 
particularly in a society where we find death and dying difficult to talk about.   
 

                                                           
2 Egs include Scottish Public Health Network Health and Social Care Needs Assessment of Older 
People in Scotland (2012); Scotland’s National Inpatient Experience Survey; Route Map to the 2020 
Vision; HIS Draft Standards of Care for Older People. 
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In March 2013 the Living and Dying Well National Advisory Group (NAG) 
established a short life working group to consider the care of dying patients and 

their families, in the context of adverse media coverage of the Liverpool Care 
Pathway (LCP) and the anticipated publication of an Independent Review of the 

LCP in England.  In September 2013, the NAG issued a report and 26 
recommendations to the Scottish Government.  In December 2013 the Scottish 
Government announced that the LCP would be phased out, and issued guidance 

on caring for people in the last days and hours of life, which was later updated in 
December 2014. 

 
Evolution of services 
Data is not readily available to evidence the development of services or the 

improvement of outcomes.  Living and Dying Well: Building on Progress (SG 
2011) noted some of the achievements associated with the implementation of 

Living and Dying Well.  Awareness of palliative care as an approach relevant 
regardless of diagnosis has probably increased.  There is growing recognition 
that babies, children and young people have different needs from the needs of 

adults, and SCYPPN and SCYPPEx have formed to promote this further.  The 
numbers of people on palliative care registers has increased. Anticipatory 

prescribing has been rolled out in many NHS Boards.  The profile of end of life 
care in hospitals was raised through work on the LCP or equivalent pathways.  

The development of the electronic Palliative Care Summary (ePCS) and Key 
Information Summary (KIS) has provided a nascent ICT infrastructure to 
support sharing of information across settings.   

 
Set against the above achievements are the capacity issues emerging with the 

financial pressures of more recent years.  There is variable use of palliative care 
registers between different GP practices, and many people’s palliative care needs 
are still not being identified soon enough.   

 
4.2 Where are we now? 

 
Policy 
Living and Dying Well has achieved a great deal but there are still challenges 

remaining.  Ministers have announced that the 2020 vision will be reviewed in 
order to accommodate some wider issues and a longer term view. The 2020 

Vision and Route Map are of necessity high level and need to be complemented 
by a more detailed strategy for palliative and end of life care. We therefore 
welcome the Scottish Government’s commitment to publish a Strategic 

Framework for Action on Palliative and End of Life Care. 
 

Human rights-based approaches have recently been increasingly influential, for 
example there is a Charter of Rights for People with Dementia and their Carers 
in Scotland, the Children and Young People (Scotland) Act 2014 is influencing 

the design and delivery of relevant policies and services, and the revised 
National Care Standards are likely to take a rights-based approach. 

 
Rights-based approaches can be helpful in raising public awareness and 
understanding of what people can expect to receive.  In an environment of finite 

resources there are always practicalities to be considered with regard to 
ensuring that rights can be achieved.  Framing policy in terms of people’s needs 

and the outcomes we want to see is an alternative way of providing clarity about 
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what people should be able to expect, while remaining mindful of the challenges 
involved in achieving the desired outcomes.     

 
Inequalities  

The type of condition someone has significantly influences where they are cared 
for, their referral pathways, who funds their support and accommodation, and 
therefore overall, the support they can access.  There are also other inequalities 

rooted in socioeconomic and educational disadvantage, and associated with 
particular individual characteristics such as ethnic group and sexual orientation. 

Particular groups in society may also be disadvantaged, such as prisoners or 
gypsy/travellers. 
 

People with cancer are more likely to get the palliative care support they need 
than people with organ failure, frailty and/or dementia, and this applies both to 

specialist and generalist palliative care support.    
 
There are practical reasons why people with cancer diagnoses are more likely to 

access specialist palliative care services, for example, uncertainty of prognosis in 
COPD and dementia makes it harder for people with these conditions to fulfil 

referral criteria for admission to specialist palliative care services.  However, 
people’s access to specialist and generalist palliative care support is influenced 

by many other factors: 
 There is a reluctance among professionals and the public to have open 

discussions about deteriorating health, death and the uncertainties 

involved. 
 Public and professional perceptions are largely of palliative care as a 

specialist service for people dying with cancer. 
 There can be a focus on health prevention measures instead of quality of 

life, even when a person’s health is clearly deteriorating such that their 

life expectancy is limited.   
 There is a lack of awareness that palliative care can and should be 

delivered alongside active treatment where that is appropriate.   
 There is a lack of awareness that health and social care services can 

continue to make a significant difference to a person’s wellbeing even 

when a ‘cure’ is impossible or unlikely 
 

All of this influences how generalists see their role, and how people are referred 
to specialist services.  Research shows that people’s experiences and 
expectations are different depending on whether they have cancer, organ failure, 

frailty and/or dementia.3  It is important that these inequalities are recognised 
and addressed, while maintaining and improving palliative care for people with 

cancer, and with an awareness that the numbers of people living with cancer are 
growing. 

                                                           
3
 Kendall M, Carduff E, Lloyd A, Kimbell B, Cavers D, Buckingham S, Boyd K, Grant L, Worth A, Pinnock H, Sheikh 

A, Murray SA, Different Experiences and Goals in Different Advanced Diseases: Comparing Serial Interviews 
with Patients with Cancer, Organ Failure or Frailty and Their Family and Professional Carers, Journal of Pain 
and Symptom Management (2015), doi: 10.1016/j.painsymman.2015,02.017. 
 
Marie Curie, Changing the conversation Care and support for people with a terminal illness now and in the 
future April 2015  

https://www.mariecurie.org.uk/globalassets/media/documents/policy/campaigns/changing-the-conversation-report.pdf
https://www.mariecurie.org.uk/globalassets/media/documents/policy/campaigns/changing-the-conversation-report.pdf
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Barriers 

We are fortunate in Scotland to have well-trained and dedicated staff, access to 
advanced medical technologies, an excellent network of hospitals, care homes 

and community services, charities that provide good specialist support, 
dedicated informal carers, and a strong hospice movement.  However, it is 
important to recognise that many areas of our health and social care system are 

under significant pressure, and there is growing recognition that substantial 
changes are required to create a health service that is sustainable.4  

 
Reliably responding to everyone’s individual needs is difficult: 

 The numbers of people with palliative care and end of life care needs are 

increasing, and their needs are becoming more complex.  

 Many different individuals and organisations are involved in a person’s 

care, bringing challenges in providing care across organisational 

boundaries and out of hours. 

 People with organ failure, frailty and/or dementia follow different 

trajectories and are cared for in different settings from people with 

cancer, who most commonly access specialist palliative care. 

 The palliative care needs and the circumstances of babies, children and 

young people can be very different from those of adults. 

 Informal carers provide the bulk of support, yet are often unsupported 

and undervalued themselves, and many people don’t have an informal 

carer to help them. 

 The current workforce is often overstretched, and reportedly in many 

places there are insufficient staff to comfortably meet the needs of the 

people in their care.  Where staff are already overstretched it is hard for 

them to have time to conceptualise and implement improvements. 

 Young adults with a life limiting condition face difficulties in transitioning 

from children’s hospice services to adult palliative care services. 

 Recent years have seen a significant amount of negative media coverage 

relating to the Liverpool Care Pathway, completion of DNACPR forms and 

the formation of GP Palliative Care Registers. The impact of this should 

not be underestimated - the mistrust of the public and professional’s fear 

of media misunderstandings can make it harder to improve care. 

 There is a cultural reluctance to discuss death, dying and bereavement. 

 Too often, our culture sees death as a ‘medical failure’, and this leads to 

various barriers providing care to support people’s individual wellbeing.  

 There is little robust data currently available to inform improvements, and 

where useful evidence or learning has been gained it is hard to ensure 

that this is transferred into practice across Scotland. 

                                                           
4
 Building a more sustainable NHS in Scotland: Health professions lead the call for action Royal College of 

Surgeons of Edinburgh; Academy of Medical Royal Colleges and Faculties in Scotland; Royal College of Nursing 
Scotland. 2015. 
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 Care homes are under-valued and under-resourced, yet 22% of people die 

in care homes and care homes generally support residents with high levels 

of dependency.   

 Over 50% of people die in hospital, and it is currently very difficult to 

deliver person-centred palliative and end of life care within busy hospital 

environments.  

 An over-stretched GP and community nursing workforce is leading to 

longer waits for patients to get an appointment with the GP of their 

choice, and less frequent support and monitoring at home, sometimes 

with shorter visits at the practice or within the home.  

 Significant numbers of GPs and community nurses are likely to retire 

within 5 years, no children’s community nurses are currently in training in 

Scotland, and there is also likely to be a reduction in acute care training 

posts.  This will mean reduced staffing including a loss of experienced 

workforce at a time when need is increasing.   

 

4.3 Where are we going? 

 
Sometimes ill health and death are inevitable, but responding to these with 
honesty and empathy is a good basis for supporting people through these 

difficult times.   There is a need for more awareness that palliative care is not 
simply a specialist service, and that health and social care services can continue 

to make a significant difference to a person’s wellbeing even when a ‘cure’ is 
impossible or unlikely, and during the last months, weeks, days and hours of a 
person’s life.   

 
The majority of palliative care is, and should continue to be, provided by 

generalists.  However, specialist palliative care services have a wealth of 
expertise that can benefit people with a range of conditions. While it is not 
appropriate to assume that a specialist palliative care model developed for 

cancer will fit neatly for people with other conditions, it is important to find ways 
of ensuring people who can benefit from this expertise can access these 

services, for example through partnership with other specialties. 
 

As a health and social care system, and as a society, we need to be aware that 
death is usually not a medical failure, and to focus efforts on supporting 
individual wellbeing, whether or not a cure is likely or possible.  We also need to 

recognise that there are benefits to exploring and planning what we would want 
if and when our health declines.  

 
There is also a need for a culture shift across society, so that Scotland becomes 
a place where people that want to plan ahead can be open and honest about 

death and dying and the uncertainties involved, and this is perceived as normal 
within families, communities and health and social care institutions.    
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Outcomes 
 

The Strategic Framework for Action should therefore work towards achieving the 
following four outcomes: 

 
 People receive health and social care which supports their wellbeing, 

irrespective of their diagnosis, age, socio-economic background, care 

setting or proximity to death. Each individual’s care may look very 
different.    

 People have opportunities to discuss and plan for future possible decline in 
health, preferably before a crisis occurs, and be supported to retain 
autonomy for as long as is possible. 

 People know how to help and support each other at times of increased 
health need and in bereavement, and recognise the importance of families 

and communities working alongside formal services.   
 Cultures resources, systems and processes within health and social care 

empower staff to exercise their skills in providing good care for people and 

families, and to care about the people and families they work with.   
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5. Key challenges 
To achieve the above outcomes, the Strategic Framework for Action needs to set 

out a plan of action which addresses the following key challenges:  
 

5.1 Co-ordinating services across organisational boundaries and out 
of hours  
Ensuring that people have timely access to high quality, person-centred, safe 

and effective palliative care when they need it, regardless of the time of day or 
day of the week, requires a whole system approach. This means focusing on 

community services, as well as hospital services, and looking at multi-
professional models of care that maximise the potential of different professions 
to meet the needs of patients and improve patient outcomes outwith core 

Monday to Friday services. There is also scope to further explore the 
recruitment, education and role of volunteers.   

 
Telephone advice from a palliative care specialist nurse supported by a 
consultant should be available 24/7 throughout Scotland. This could involve new 

models of working across NHS Boards supported by access to patient electronic 
records to make it sustainable for the professionals involved, cost-effective and 

safe.  People also need 24/7 access to their normal care team as not all will 
require specialist support.  
 

For a professional (eg GP) trying to assemble a package of care, additional help 
to support people at home must be as easy to access as an unscheduled 

admission to hospital.  There is therefore a need for a single point of access to a 
range of community services, for example community nurses, AHPs, community 
psychiatric nurses, Scottish Ambulance Service, social work and care providers.  

The single point of access should be someone who has the experience, ability 
and authority to access the services required.   

 
People identified as having palliative care needs should have access to a priority 
response out of hours phone number, linking to local services.  This could be via 

NHS 24, but if so there is a need for streamlined algorithms/protocols to speed 
up the process. 

 
5.2 Health and Social Care Partnership local needs assessments and 
planning 

Health and Social Care Partnerships should undertake local needs assessments 
involving relevant stakeholders, to establish current and future needs for 

palliative and end of life care. Planning for delivery should include: review of 
current workforce across agencies and skill base; leadership arrangements.  

Planning needs to be supported by good quality, accurate local data collection 
and analysis which can be shared.  
 

5.3 Increasing the capacity of specialist palliative care to better 
support generalist services  

There is a need to increase the capacity of specialist palliative care to better 
support generalist services.  This might include: 24/7 advice; better access to 
specialist assessment; education and training in all settings; and development of 

models of joint working with other specialties. 
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5.4 Anticipatory care planning5 
Anticipatory care planning is an essential part of most aspects of healthcare and 

is not restricted to those whose mortality is now impacting on decision making. 
Thus anticipatory care planning may well start before a person has palliative 

care needs and will evolve over time as a person’s prognosis, understanding and 
priorities evolve. Anticipatory care plans should reflect what matters to the 
person, which is likely to be wider than just clinical issues. 

 
Anticipatory care planning which encompasses palliative and end of life issues 

can improve the outcomes experienced by an individual and their 
family.6  Sensitive, open and honest conversations about what matters to the 
person are the heart of anticipatory care planning.  Documenting, reviewing, 

updating and sharing decisions and preferences identified during these 
discussions makes it more likely that care provided will reflect what the person 

wants. My Thinking Ahead and Making Plans7 is a useful tool that can facilitate 
forward planning.  
 

Initiating discussion and reviewing and updating plans may take place in any 
setting.  For example it is important that care home staff are engaged in the 

process and empowered to respect the preferences recorded in a plan, for 
example by not initiating an unwanted hospital admission.  Transitions between 

settings can provide a useful trigger for initiating or updating planning, for 
example on discharge from hospital. 
  

Anticipatory care planning may include the development of personal emergency 

care plans which record what treatments will be of benefit and in line with the 
person’s preferences in the event of a sudden deterioration.  Such plans should 
also include actions for informal carers. To maximise the possibility of improving 

the quality of patient care such emergency care plans should be widely 
accessible and recognisable and a consistent approach across Scotland would be 

essential to ensure appropriate engagement with eHealth systems, and out of 
hours and emergency healthcare services. 
 

5.5 Shared decision-making 
Currently people are able to bring a family member or friend to most 

appointments, consultations and interactions with healthcare professionals.  
However many people are not aware of this and so attend alone.  The benefit of 
attending appointments with someone else should be actively promoted within 

clinic appointment letters and information in healthcare settings.   This could 

                                                           
5
 This document avoids exploring the terms and concepts around “advance care planning” and “anticipatory 

care planning”.  Useful background on these issues can be found here: 
http://www.palliativecareinpractice.nes.scot.nhs.uk/advance-anticipatory-care-planning-toolkit/what-is-
advance-anticipatory-care-planning.aspx  
 
6
 The impact of advance care planning on end of life care in elderly patients: randomised controlled trial 

Karen M Detering, Andrew D Hancock, Michael C Reade, William Silvester. BMJ 2010;340:c1345 
Anticipatory care planning and integration: a primary care pilot study aimed at reducing unplanned 
hospitalisation Adrian Baker, Paul Leak, Lewis D Ritchie, Amanda J Lee and Shona Fielding Br JGenPract 2012; 
 
7
 Accessible at: http://www.nhsggc.org.uk/your-health/health-services/palliative-care/thinking-ahead/my-

thinking-ahead-and-making-plans/  

http://www.palliativecareinpractice.nes.scot.nhs.uk/advance-anticipatory-care-planning-toolkit/what-is-advance-anticipatory-care-planning.aspx
http://www.palliativecareinpractice.nes.scot.nhs.uk/advance-anticipatory-care-planning-toolkit/what-is-advance-anticipatory-care-planning.aspx
http://www.nhsggc.org.uk/your-health/health-services/palliative-care/thinking-ahead/my-thinking-ahead-and-making-plans/
http://www.nhsggc.org.uk/your-health/health-services/palliative-care/thinking-ahead/my-thinking-ahead-and-making-plans/
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support health professionals to conduct a fuller assessment of the needs of the 
individual as they can take into account the additional objective information 

provided by the patient’s confident and of those involved in caring for the 
person.   It can also support and empower families and carers to be actively 

involved in supporting individuals with their own care at home. 
 
5.6 Involving and supporting carers 

People generally spend only a small proportion of their time with professionals 
and formal services, and informal carers such as family and friends generally 

provide the bulk of support when someone’s health is deteriorating.  Carers can 
have a wealth of understanding, knowledge and experience relating to the 
preferences and needs of someone they’ve been caring for, and are usually keen 

to share this knowledge with anyone who can use it to improve the person’s 
care.  There is therefore a need for formal services to recognise the value and 

knowledge of informal carers, and work together in the best interests of the 
individual involved.   Informal carers also require support and information to 
deal with the practical and emotional difficulties they face.   

 
5.7 Best practice in making decisions with people with reduced 

capacity 
There is good legislation to support best practice in making decisions with people 

whose capacity is affected by advancing illness but more needs to be done to 
ensure this framework is used as well as possible in clinical practice. Capacity 
fluctuates and an approach that involves those who are close to the patient as 

much as possible is important.  
 

5.8 Talking about patient goals, deteriorating health and dying 
Effective communication is central to good care for people with deteriorating 
health who are at risk of further deterioration and death. This includes 

conversations with individuals and families about what matters to them, 
planning for deteriorating health and making decisions together about possible 

treatment and care options as a person becomes less well and is dying. Such 
conversations need to take place at a time and in a manner which enables the 
person and those closest to them to best understand the situation.  Work has 

been done looking at sensitive and effective ways of opening and continuing 
such conversations8.  This work needs to be accessed more widely, and staff also 

require time to engage in these difficult but important conversations. 
 
5.9 Identifying people with palliative care needs 

There is a need to identify systematically at an earlier stage those people likely 
to benefit from beginning open and honest conversations about what their 

priorities and preferences might be in the context of deteriorating health.   In 
this context it may be helpful to consider the SPICT, which is a guide to 
identifying people with one or more advanced conditions, deteriorating health 

and a risk of dying, for assessment and care planning.9  
 

 
 

                                                           
8
 For example, see Effective Communication for Healthcare: http://www.ec4h.org.uk/  

9
 SPICT is a tool developed by staff at the University of Edinburgh and NHS Lothian: http://www.spict.org.uk/ 

http://www.ec4h.org.uk/
http://www.spict.org.uk/
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5.10 Public engagement 

The culture we live in and the support we receive from our family, friends, 
workplaces, education system, government bodies and wider society have a 

huge impact on how we live, decline and die.   
 
Discussion is a prerequisite for shared decision making, planning and preparation 

but is often absent in a culture reluctant to acknowledge death and dying.  Low 
levels of public knowledge and awareness of practical, legal, medical, and 

emotional aspects of death, dying and bereavement limit capacity for self 
management and provision of informal support.   
 

Lack of consistency in use of terminology can cause misunderstandings, and 
there is a need to work towards consistent communications, terminology and 

messages across the system. There are a number of complexities involved in 
coming to agreement on appropriate use of terminology, but progress is 
possible, and efforts to reach a consensus should be made with appropriate 

input from various stakeholders.  
 

5.11 Improving and fully exploiting the IT infrastructure 
Using the Key Information Summary (KIS) to share anticipatory care planning 

notes created by in-hours GPs across care settings and out of hours has great 
potential to improve care, but much remains to be done to complete and 
consolidate implementation.   

 
There is a need to address technical issues so that the KIS can be readily 

accessed in all settings.  This should include information sharing with social care.   
 
There is also a need to address human factors: people need to be aware that 

KIS exists; general practice needs to feel that the data they enter will be 
accessed and used; people in other settings need to find that on accessing the 

KIS it provides data which is of use in informing care; admission and discharge 
processes need to feed in to updating the KIS; the public should be aware of the 
existence of the KIS and the potential benefits of discussing preferences with 

their GP.  In the longer term a single shared record which is updatable from 
within different settings should be developed. 

 
There is also a need to make better use of data which is already gathered by ISD 
(but not analysed) and which can inform policy and service planning. 

 
5.12 Care Homes 

Many of the preceding key challenges intersect in the care home settings. People 

in care homes have high levels of palliative care need, frequently have reduced 

capacity, but have patchy access to appropriate care.  Levels of staff knowledge, 

skills and confidence are very variable.  Strong links to general practice make a 

big difference but are also very variable.  Access to specialist palliative care 

input is also inadequate. Nearly all people in care homes need an anticipatory 

care plan and KIS, but around 40% don’t.  NHS IT does not extend into this 

domain and so timely hospital/hospice discharge information is not available to 

care homes.  Health and Social Care Partnerships should support partnerships 
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between care homes, general practice/primary care and hospices to address 

these challenges. There is some very good palliative and end of life care in 

Scotland’s care homes, but there is a need to achieve this success more widely. 

5.13 Research 
The recent Palliative and end of life care Priority Setting Partnership (PeolcPSP) 

facilitated by the James Lind Alliance highlighted that palliative and end of life 

care is an under-researched area, and identified a number of unanswered 

research questions, and evidence uncertainties, in palliative and end of life 

care.10 There is a need to generate robust research evidence to inform policy, 

practice and service design, and to speed up the translation of research findings 

into practice.  The creation of a palliative care research network for Scotland 

might be helpful. 

5.14 Education/Training 

Staff need to be supported, including with adequate time and backfill, to access 
relevant training and then to show how this has impacted positively on those 

they care for.  Training should:  
 Highlight the importance of shared decision-making.   

 Support staff to engage sensitively, openly and honestly with individuals 

and families about deteriorating health and death (see 5.8).  

 Enable staff to support people to make plans that recognise and make 

provisions for the significant uncertainties that are likely to be involved in 

each individual’s situation. 

 Enable staff to be aware of potential indications that mortality should 

begin to influence personal priorities and clinical decision-making.   

 Provide opportunity for staff to reflect on their own feelings and 

experiences related to death, dying and bereavement, and to consider 

their needs for self care. 

 

5.15 Bereavement 

Shaping Bereavement Care11 sets out principles of good bereavement care, and 
highlights that: 

 
“There is a range of evidence (Stephen et al 2006) that the way those who have 
been bereaved experience the events around the time of death will influence the 

trajectory of their grief journey. Where health services get it right, showing 
empathy and providing good quality care, bereaved people are supported to 

accept the death, and to move into the grieving process as a natural 
progression. Conversely if the health services get it wrong, then bereaved 

people may experience additional distress, and that distress will interfere with 

                                                           
10

 Palliative and end of life care Priority Setting Partnership (PeolcPSP) Putting patients, carers and clinicians at 
the heart of palliative and end of life care research http://www.palliativecarepsp.org.uk/wp-
content/uploads/2015/01/PeolcPSP_Final_Report.pdf 
 
11

 http://www.sehd.scot.nhs.uk/mels/CEL2011_09.pdf 

http://www.palliativecarepsp.org.uk/wp-content/uploads/2015/01/PeolcPSP_Final_Report.pdf
http://www.palliativecarepsp.org.uk/wp-content/uploads/2015/01/PeolcPSP_Final_Report.pdf
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their successful transition through the grieving process, with implications for 
them, those around them and for the social economy of the nation. Each 

individual’s response to the death will be different and other factors aside from 
the quality of end of life care will also be important.”  
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6 A set of actions 
“to take us to the next steps towards realising the vision” 

The 3-Step Improvement Framework for Scotland’s Public Services 

 

Section 4 sets out key outcomes the SFA should work towards. Section 6 sets 

out specific actions relating to each of these key outcomes, under the following 

themes: 

 Leadership 

 Public Health approaches to palliative care 

 Education/Training 

 Measurement 

 Change and Improvement 

 

Taken together the actions create the necessary conditions for change, describe 

specific changes required and specify a broad framework of accountability. 

 

For each action we suggest in parentheses the organisation(s) involved in taking 

action, with the first named best placed to act as the lead. 

Critical systemic challenges 
It is important to highlight that there are several key challenges that fall 

outwith the scope of this report to address, as they are not issues that 
relate solely or mainly to the provision of palliative and end of life care.   
Most palliative care is provided within generalist settings of the health and 

social care system and so wider systemic issues impact on the quality of 
palliative care which people experience. Key requirements include: 

1. Terms and conditions of employment which support better 
recruitment, retention and skills/knowledge development in the 
social care sector. Care homes for older people, for example, support 

residents with typically high levels of need and 22% of people die in 
a care home.  

2. Adequate capacity in general practice/primary care to support 
sensitive conversations, continuity and co-ordination of care.  

3. Adequate capacity (and environment) to provide palliative and end of 
life care in very busy acute hospital wards. Often dying at home will 
not be possible (or ultimately desired) by the person/family, so there 

is a need to consistently enable ways of dying in hospital which 
reflect elements of a “homelike” experience (for example privacy, 

peace, contact with loved ones, connections to meaningful 
memories). 
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6. 1 Leadership 
 

Leadership is about creating the conditions necessary to empower and engage 
people and organisations in exercising their influence to achieve a vision they 
can relate to.  This means that leadership encompasses much more than 

deciding what needs to be done, setting out targets, and delegating tasks.  To 
be effective, leaders need to listen to find out what support they can provide to 

empower others to make meaningful contributions towards achieving a shared 
vision.  The Strategic Framework for Action is an opportunity to set out clear 
leadership roles. 

 
Scottish Government 

The Scottish Government has a key role to play in co-ordinating work in this 
area, ensuring accountability, and exemplifying openness and honesty about 
deteriorating health, end of life and death.  The Scottish Government are also in 

a good position to inform and influence various national work undertaken, for 
example by special health boards, such as NHS Education Scotland and 

Healthcare Improvement Scotland. 
 
ACTION 

1. The Scottish Government should exemplify a culture of openness and 
honesty relating to declining health and death. Publications, policy 

documents and speeches produced by the Scottish Government should 
openly acknowledge deteriorating health, death, dying, uncertainty and 
bereavement as part of the human experience, and the eventual end point 

of all lives, whether short or long.   
2. The Scottish Government should describe a clear framework of 

accountability for the aims, objectives and outcomes of the Strategic 
Framework for Action.   The strategic and operational plans of Health and 
Social Care Partnerships and Special Health Boards should be required to 

link to the aims, objectives and outcomes in the Strategic Framework for 
Action.  Key milestones should be identified.  

3. The Scottish Government should ensure the alignment of relevant Scottish 
Government work streams to promote embedding of palliative and end of 
life care, and that they explicitly acknowledge that palliative care, death, 

dying and bereavement are key issues for the health and social care 
system to address. Relevant work streams include Dementia, Carers, 

GIRFEC, Clinical Strategy, Out of Hours and Primary Care, Residential 
Care Taskforce, Person Centred Care, Patient Safety and Unscheduled 

Care. By “alignment” we mean that these work streams should set out 
explicitly activities, outputs and objectives which contribute to the 
Outcomes of the Strategic Framework for Action. 

 
Scottish Partnership for Palliative Care 

The SPPC is a collaboration of all the major organisations involved in delivering 
palliative care and end of life care in Scotland.  The SPPC brings together the 
views and expertise of provider organisations, and of practitioners from across 

sectors and professions.  The SPPC exemplifies many of the features of the 
‘network’ element of John P Kotter’s dual system structure, and when 
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appropriately resourced, is ideally placed to lead information sharing and 
collaboration across Scotland.12 

 
ACTION 

4. Maintain intelligence about what is going on in the many different settings 
and work streams which are relevant to improving palliative care so that 
policy and practice is well informed and opportunities for collaboration are 

identified.  
5. Advocate the importance, value and specific contributions of palliative and 

end of life care in delivering national outcomes for health and social care 
so that they are more likely to be achieved. 

6. Provide a network for the champions who are at the forefront of change 

and innovation so that innovation is encouraged and learning is shared. 
7. Broker strategic collaboration to deliver specific projects where this avoids 

wasteful local duplication of effort and/or where a national approach is 
necessary. 

 

Health and Social Care Partnerships 
The establishment of Health and Social Care Partnerships and the inclusion of 

palliative care in their responsibilities provides opportunities for improved co-
ordination of services across organisational and institutional boundaries.  This 

will require strong clinical and managerial leadership.  The new structures also 
present challenges of organisational change and alignment of diverse cultures 
which are faced in the context of significant resource constraint. 

 
ACTION 

8. In the short term there is a need to achieve clarity about how health and 
social care integration will affect the organisation and delivery of palliative 
and end of life care, especially services which operate across several 

Health and Social Care Partnerships.  An identified individual at senior 
level within each NHS Board should ensure clear arrangements are 

published for: 
a. transitional support to acute and hospices 
b. commissioning of hospice services 

c. palliative care within acute hospitals  
9. Health and Social Care Partnerships should have an identified lead for 

palliative and end of life care, who should be invited to join the local 
palliative care MCN. 

10.Health and Social Care Partnerships should include palliative care within 

their strategic and operational plans, and these should be linked to 
delivery of national outcomes.   

                                                           
12

 In his book, XLR8 (Accelerate), John P Kotter outlines a dual system structure with a hierarchy on 
one side and a network on the other: “The hierarchy part of the dual operating system differs from 
almost every other hierarchy today in one very important way.  Much of the work ordinarily 
assigned to it that demands innovation, agility, difficult change, and big strategic initiatives executed 
quickly... has been shifted over to the network part.  That leaves the hierarchy less encumbered and 
better able to perform what it is designed for: doing today’s job well, making incremental changes to 
further improve efficiency, and handling those strategic initiatives that help a company deal with 
predictable adjustments such as routine IT upgrades.” 
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11.The Health and Social Care Partnership(s) within each NHS Board 
geographical area should establish a truly integrated and fully functioning 

strategic body, such as an MCN, focused on improving palliative and end 
of life care. 

12.Health and Social Care Partnerships should ensure that their strategic 
planning and decision making is informed by adequate representation 
from local users and providers of palliative and end of life care. 

13.In commissioning care at home, care homes and other relevant social care 

services, Health and Social Care Partnerships should include explicitly the 

provision of care for people with palliative and end of life care needs, 

stipulating clear quality standards.  Contracts need to adequately resource 

the development and retention of leadership and a workforce equipped to 

provide the care required by people with high levels of need. The Key 

Challenges relating to care homes identified in Section 5 need to be 

addressed. 

 

Healthcare Improvement Scotland and the Care Inspectorate 

ACTION 

14.The focus of HIS and CI scrutiny and improvement activities should clearly 

and explicitly emphasise and reinforce the priority attached to palliative 

and end of life care, including bereavement. 

 

Hospices and other providers of specialist palliative care  

ACTION 

15.Hospices and other providers of specialist palliative should continue to 

lead in: 

o Advocating the importance and contribution of palliative and end of 

life care.  

o Innovation of practice and models of care.  

o Brokering collaboration and partnerships with other specialities and 

other providers. 

o The development and delivery of education. 

A guiding coalition 
The 3-Step Improvement Framework for Scotland’s Public Services suggests that 

“a guiding coalition” is necessary to ensure the success of any change 
programme: “a team of key people to drive the change when the going gets 
tough, and to sustain support”.  Establishment of this type of coalition would be 

a helpful step towards maintaining ongoing focus on this area. 
 

ACTION 
16.The Strategic Framework for Action should set out plans for fulfilling the 

function of a “guiding coalition”, linked to a clear framework for 

accountability. The coalition should include a mix of subject experts and 
high level strategic influencers including those leading the major service 

delivery organisations. (SG) 
 
Leadership by individuals  
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ACTION 

17. Influential individuals within all the organisations listed in section 1.1 
should play a key role in raising the profile of palliative and end of life care 

and exemplifying a culture of openness and honesty relating to declining 
health, death and bereavement through their words and actions.   

18.Individuals working in all organisations and at all levels should contribute 

to the creation of a caring and honest culture in their own workplace - 
treating staff, patients and those who matter to them with empathy and 

creating a supportive environment of staff reflection and support while 
acknowledging resource constraints.  

19.Individuals should all use appropriate language which is honest about 

deteriorating health, death and the uncertainties involved. 
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6.2 Public Health approaches to palliative care 

People’s experiences of declining health, death and bereavement are only 

partially determined in their interaction with traditional formal services.  The 
social and cultural environment is a key influence on people's experiences as 

well as being a limiting factor in service improvement.  This was acknowledged 
in Living and Dying Well, and growing recognition of this is illustrated by Scottish 
Public Health Network’s recent commission of a report looking at palliative and 

end of life care from a public health perspective.  
 

In Scotland we have a cultural reluctance to think and talk about declining 
health, death, dying and bereavement.  This reluctance operates at individual, 
organisational and policy levels:  

 Health and social care policies and strategies often fail to mention death, 
dying and bereavement.  

 Organisations providing services for older people or for those with a life 
limiting long term condition often fail to acknowledge explicitly that they 
support people for whom uncertainty and the possibility of death are 

strong influences in their lives. 
 Individuals and/or their families are often reluctant to discuss preferences 

and to plan for end of life care. 
 
Public health approaches to palliative care can address this in ways that 

recognise that people have different coping mechanisms.  For example Good 
Life, Good Death, Good Grief (GLGDGG) exemplifies an approach which involves 

finding ways of supporting and engaging with communities to empower and 
educate in ways that are respectful to cultural and individual needs and 

preferences.  GLGDGG was established by the Scottish Partnership for Palliative 
Care in 2011, with reference to the theory of Prof Allan Kellehear and drawing on 
UK and international approaches.  Operating on minimal resources and twice 

awards-nominated13, GLGDGG has achieved significant recognition within the 
international community and in the national media for its innovative work.  Its 

membership includes all NHS Boards, many local and national voluntary 
organisations, universities, schools, faith-based organisations, local authorities, 
arts organisations, and interested individuals. 

 
Promoting more openness about death, dying and bereavement can lead to: 

 Policies which more adequately address this phase of life. 
 Services which are better aligned to meet people’s preferences for care 

towards the end of life. 

 Individuals and communities becoming more able to identify, build and 
harness skills, knowledge, networks, passions and resources to plan for 

and support each other with decline, uncertainty, death, dying and 
bereavement.  

 Organisational cultures that are more supportive of staff and volunteers, 

recognising the emotional impact that working in this field can have on an 
individual. 

                                                           
13

 Finalist in Scottish Charity Awards – Cracking Campaign 2014 for To Absent Friends 
Good Funeral Awards – finalist in Best Internet Bereavement Resource 
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ACTION 

20.Scale up a programme of activity to promote a culture of openness about 
death, dying and bereavement in Scotland (SPPC supported by SG and 
Health Scotland), including the following key actions: 

o Undertake proactive public and media engagement in the 
development of a Charter for a Good End of Life, empowering the 

general public and health and social care professionals by listening 
to views, establishing clear terminology, and developing honest and 
accessible information about the support people can expect to 

receive as they approach the end of life. 
o Drawing on work already carried out by Public Health England and 

the National Council for Palliative Care, develop a practical toolkit to 
assist Scottish communities in identifying and addressing local 
problems relating to death, dying and bereavement.  

o Develop and promote an engaging resource which supports people 
from socioeconomically disadvantaged communities to discuss and 

plan for the financial, medical, legal, practical and emotional issues 
which arise towards the end of life. 

o Promote, within the framework of Curriculum for Excellence, the 

wider use of existing resources which explore issues of loss with 
teachers and children in primary and secondary education. 

o Identify and proactively address the barriers people face to making 
wills, powers of attorney and advanced directives. 

o Develop better mechanisms to enable direct patient and carer 

involvement in policy, service and practice development. 
 

21.In the context of welfare reform and the forthcoming Bill relating to burial 
and cremation and other related matters in Scotland develop measures to 
reduce funeral poverty (SG)  

22. Develop a leaflet on ‘What to expect when someone you care about is 
dying’ for distribution to GP practices and health centres around Scotland 

(Health Scotland) 

 

(See also section 6.4- Measurement for actions relating to the need for public 

health data and intelligence to inform planning and service design at population 
level.) 
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6.3 Education/Training 

Continuing professional development is required to equip staff with the skills and 

confidence to integrate palliative care with the other care they provide.  
Education is required from undergraduate level onwards, for all healthcare and 

social care professionals and for unpaid carers.  There are many excellent 
training and education resources available, but no framework, structure or 
priority to translate this into an adequately equipped workforce.  

 
ACTION 

 
23.Drawing on the EAPC White Paper on palliative care education, develop, 

publish and promote a high-level framework which describes the core 

competencies in palliative and end of life care expected of all roles (based 
on broad classifications) within the health and social care system.  This 

should include mapping to relevant professional and vocational 
requirements and qualifications. (NHS Education Scotland/Scottish Social 
Services Council)  

 
24.Map existing educational resources supporting these core competencies, 

including modes of delivery/access. (NHS Education Scotland / Scottish 
Social Services Council)  

 

25.Using the framework, include relevant palliative and end of life content in 
undergraduate, postgraduate and pre-qualification curricula (Professional 

bodies/regulators, Colleges/Universities/other education providers)  
 

26.Using the framework and mapping outlined above, develop and deliver a 
systematic and structured approach to workforce development in palliative 
and end of life care in which development of core competencies is 

mandatory (and the resources necessary are identified).  Key areas for 
focus are likely to include the expected contribution of different staff 

groups to: palliative care; earlier identification; supporting wellbeing; 
initiating and facilitating individualised and sensitive conversations relating 
to planning for the future; managing uncertainty; death and 

bereavement; compassionate care and empathetic connection; knowledge 
of local resources/services and pathways. Modes of training/education are 

likely to include workplace-based, shadowing, reflective practice.  (Health 
and Social Care Partnerships, SG, NES) 

 

27.Link competencies in palliative and end of life care to professional 
revalidation processes. (General Medical Council, Nursing & Midwifery 

Council) 
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6.4 Measurement 

Palliative care in Scotland suffers from a lack of good data for many purposes: 
for local improvement; for performance management; for quality assurance; to 

assess current and future needs; to characterise patterns of service use 
(including inequalities); and patterns of resource use.  At national level, data 
currently relates to processes and activities and not to outcomes which are 

meaningful to patients and families. 
 

It is important that we can evaluate whether the actions undertaken as a result 
of the Strategic Framework for Action are having a positive influence on people’s 
experiences of deteriorating health, death and bereavement.  
 

The SFA should review and address data needs for all of these purposes. 

ACTION  

28.A national approach to securing family feedback on end of life care should 
be put in place.  Initially this should be done by using the VOICES 

methodology which has been validated and used extensively in other 
jurisdictions. (SG) 

29.Establish a short life working group to develop within 4 months a robust 

measurement framework for the Strategic Framework for Action and to 
identify the other key data (and non-quantitative information) required to 

support future improvement of palliative care in Scotland. (SG)  Input 
should be sought from information/data specialists currently working in 
this area, those with relevant academic expertise, and others with 

relevant knowledge and experience.  The Group’s work should include 
consideration of:  

o Patient-reported outcome measures;  

o Outcome measures that are meaningful to individuals and families; 

o Audit of key information summary (eKIS) data;  

o Case note reviews (including KIS data) / after death analysis; 

o Use of Patient Opinion and Care Opinion websites, collection of 

carer stories, and rapid feedback mechanisms (eg postcards);  

o Coding of complaints to allow end of life and grief issues to be 

recorded and analysed  

o Thematic case review by the Office of the Scottish Public 
Ombudsman Service  

o Professor David Clark’s report to the Scottish Parliament: 
International comparisons in palliative care provision: what can the 

indicators tell us? 

o The OACC Palliative Care Outcome Measures Resource Pack 
produced by the Cicely Saunders Institute and Hospice UK.  

o Alignment of scrutiny by HIS and the Care Inspectorate. 

o Data extractable through linkage and analysis of existing sources to 

inform: 

 assessment current and future needs population needs 



DRAFT 

31 
 

 characterisation of patterns of service use (including 
inequalities), 

 Characterisation of patterns of resource use. 

  



DRAFT 

32 
 

6.5 Change & Improvement 
The purpose of the Strategic Framework for Action is to produce changes which 

achieve improvements in the experiences of individuals and families.  All 

improvements must have some element of local implementation if they are to 

make a difference to people in local communities. However, many of the key 

challenges outlined in Section 5 cannot be addressed purely through local work, 

but require a combination of local actions and system-wide change. 

6.5.1 System-level solutions and improvements  
 

Some system-wide change is about creating the conditions for improvement.  

For example the actions relating to strategic leadership and accountability in 

earlier sections are about creating conditions for change.   

 

System-wide action is also necessary where issues transcend the geographic 

boundaries of NHS Boards, Local Councils or Health & Social Care Partnerships.  

For example, improvements to ICT infrastructure, and a consistent approach to 

terminology are issues that cannot be addressed at a purely local level.  

 

Sometimes action at a national level can avoid local duplication of effort.  For 

example, many NHS Boards have developed their own end of life care 

documentation in response to the national end of life care guidance published in 

December 2014.  There is also a range of work underway to support: 

 Timely identification that someone is at risk of deteriorating and dying, 

including dealing with uncertainties involved. 

 The assessment of supportive and palliative needs, including finding out 

an individual’s personal priorities and wishes. 

 Development of shared goals of care, both for the current episode and in 

planning ahead. 

It is important to share learning across Scotland of how to address common 

issues.  This is helpfully articulated in the 3-step Improvement Framework as 
“an understanding of how the change will work locally (everywhere) – 
recognising communities are different and creativity should be nurtured and 

released at a local level”.  The Scottish Palliative Care Guidelines are a good 
example of national collaboration which shared expertise and avoided local-level 

duplication of effort and wasted resource.  
 
ACTION 

Where national/system-wide actions have been identified under other themes 

(Leadership, Education, Public Health, Measurement) we have not restated them 

here. 

30.The Scottish Government should ensure the right resources are available 
to support local improvement activities by: 

o Ensuring the alignment of existing improvement infrastructure 

(Healthcare Improvement Scotland/Joint Improvement 



DRAFT 

33 
 

Team/Quality Improvement Support Team) to support activity 
focussed on palliative and end of life care. 

o Establishing a “Change Fund” for palliative and end of life care to 
resource innovation and free up champions to combine 

improvement work with existing clinical commitments. 
31.Scottish Government should take advantage of opportunities for cost-

effective national collaboration, for sharing and spreading learning, and 

harnessing of expertise by supporting scale-up of SPPC activities. 
32.Establish properly functioning and accessible ICT infrastructure to support 

embedding of KIS (SG, NHS National Service Scotland, NHS Boards) 
33.Mandate the development of a consistent national approach to 

DNACPR/emergency treatment plans. (SG, Healthcare Improvement 

Scotland) 
34.The revised National Care Standards, and the new general standards for 

palliative care expected from HIS, should be developed in a way which 
reflects outcomes important to individuals and families, and provides a 
helpful focus for local service delivery and improvement. (Care 

Inspectorate, HIS) 
35.Guidance to underpin and clarify the commitment that people should not 

be charged for palliative and end of life care should be provided. (SG) 
36.HIS and the Care Inspectorate should include palliative and end of life 

care in their scrutiny processes and provide periodic thematic reviews of 

key issues. 

6.4.2 Local-level improvement   
 

Small scale, locally led improvement work has an important role to play in 
improving systems and services, and it is essential to support local models and 
improvements underway now and in the future across Scotland.  The IHI model 

is one tried and tested process for achieving improvement.  
 

ACTION 
37.Where the right conditions have been created by national level actions, 

then the following key challenges (as detailed in Section 5) will require 

local improvement activity to develop, test and implement local 
arrangements which are effective: 

o Co-ordinating services across organisational boundaries and out of 
hours  

o Increasing the capacity of specialist palliative care to better support 

generalist services  
o Best practice in making decisions for people with reduced capacity 

o Anticipatory care planning 
o Shared decision-making 
o Involving and supporting carers 

o Health and Social Care Partnership local needs assessments and 
planning 

o Talking about patient goals, deteriorating health and dying 
o Identification 

o Public Engagement 
o Improving and fully utilising IT infrastructure 
o Care Homes 

o Research 
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o Education/Training 
o Bereavement 

 
Much of this work will require collaboration between different organisations, 

settings, professionals and sectors, and would benefit from engagement with the 
public. 
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Glossary  
 

World Health Organisation Definition of Palliative Care 

Palliative care is an approach that improves the quality of life of patients and 
their families facing the problem associated with life-threatening illness, through 

the prevention and relief of suffering by means of early identification and 
impeccable assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual. Palliative care: 

 provides relief from pain and other distressing symptoms; 
 affirms life and regards dying as a normal process; 

 intends neither to hasten or postpone death; 
 integrates the psychological and spiritual aspects of patient care; 
 offers a support system to help patients live as actively as possible until 

death; 
 offers a support system to help the family cope during the patients illness 

and in their own bereavement; 
 uses a team approach to address the needs of patients and their families, 

including bereavement counselling, if indicated; 

 will enhance quality of life, and may also positively influence the course of 
illness; 

 is applicable early in the course of illness, in conjunction with other 
therapies that are intended to prolong life, such as chemotherapy or 
radiation therapy, and includes those investigations needed to better 

understand and manage distressing clinical complications. 
 

World Health Organisation Definition of Palliative Care for Children 
Palliative care for children represents a special, albeit closely related field to 
adult palliative care. WHO’s definition of palliative care appropriate for children 

and their families is as follows; the principles apply to other paediatric chronic 
disorders (WHO; 1998a): 

 Palliative care for children is the active total care of the child's body, mind 
and spirit, and also involves giving support to the family. 

 It begins when illness is diagnosed, and continues regardless of whether 
or not a child receives treatment directed at the disease. 

 Health providers must evaluate and alleviate a child's physical, 

psychological, and social distress. 
 Effective palliative care requires a broad multidisciplinary approach that 

includes the family and makes use of available community resources; it 
can be successfully implemented even if resources are limited. 

 It can be provided in tertiary care facilities, in community health centres 

and even in children's homes. 
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Appendix 1 – Process 
 

SPPC Council subgroup membership 
A multidisciplinary sub-group of the SPPC Council with a range of expertise and 

perspectives has led the production of this paper: 

Deans Buchanan, Consultant in Palliative Medicine, NHS Tayside 
Scott Davidson, Consultant in Respiratory Medicine, NHS Greater Glasgow & 
Clyde 

Shirley Fife, Nurse Consultant Cancer & Palliative Care, NHS Lothian 
Tanith Muller, Parliamentary & Campaigns Officer, Scotland, Parkinson's UK 

Euan Paterson, GP, NHS Greater Glasgow and Clyde 
Kenny Steele, Chief Executive, Highland Hospice 
Elaine Stevens, International Association of Nurses in Palliative Care 

Mandy Yule, Chief Executive, Ayrshire Hospice 
 

Development 
This work has been developed in three stages: 

 Stage 1: environmental scan (Appendix 2), situation analysis and vision.  

 Stage 2: articulation of key issues which the strategic framework should 
address.   

 Stage 3: consideration of specific practical action that can be undertaken 
to improve palliative and end of life care in Scotland.  

 
Each stage has culminated in a draft paper which has been circulated to SPPC 
members for consultation, and shared with Scottish Government colleagues and 

Professor David Clark for information.  Drafting has been by SPPC staff, and 
each stage has been informed and shaped by comments received in the previous 

consultation.  
 
This paper represents the culmination of these three stages, and is a final draft 

for consultation with SPPC members. 
 

SPPC membership 
This paper has been developed in full consultation with SPPC membership 
organisations.  The SPPC is the umbrella body representing the major 

organisations involved in palliative care in Scotland. Our membership includes all 
14 territorial health boards, all 14 of Scotland’s voluntary hospices, 17 major 

national health charities, 7 professional associations and 1 local support 
organisation. The membership of the Partnership is detailed at 
www.palliativecarescotland.org.uk .  

 
Drawing on other resources 

As well as three membership consultations, we have drawn on a range of 
additional relevant information to inform this final draft, including:  

 The 3-Step Improvement Framework for Scotland’s Public Services. 

 The final report of the Commission into the Future of Hospice Care - 
(Published October 2013) Future ambitions for hospice care: our mission 

and our opportunity. 

http://www.palliativecarescotland.org.uk/
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 Discussions relating to the Strategic Framework for Action at the Cross 
Party Group in the Scottish Parliament on Palliative Care, on 10 December 

2014 and 9 September 2015. 
 Discussions at SPPC constituency group meetings. 

 Discussions held at the Palliative and End of Life Care Stakeholder Group 
on 23 March, 28 April and 11 August 2015. 

 Discussions at a round table event co-hosted with the Health and Social 

Care Alliance on 10th August. 
 Marie Curie’s report Triggers for palliative care: Improving access to care 

for people with diseases other than cancer. Implications for Scotland 
(June 2015) 

 Summary reports from the Scottish Government’s summer public 

engagement events in Edinburgh (5th June), Glasgow (12th June) and 
Aberdeen (16 July). 

 Written evidence provided by a range of stakeholders in response to the 
Scottish Parliament Health & Sport Committee inquiry into palliative care 
over the summer. 

 Professor David Clark’s report for the Scottish Parliament Health & Sport 
Committee: International comparisons in palliative care provision: what 

can the indicators tell us?  
 Discussions relating to the Out of Hours Review at the meeting of the 

Cross Party Group in the Scottish Parliament on Palliative Care on 11 
March 2015, and input from the palliative care representative on the OOH 
Review reference group. 

 Ambitions for Palliative and End of Life Care: A national framework for 
local action 2015-2020 published by the National Palliative and End of Life 

Care Partnership in September 2015. 
 Discussions with Alzheimer Scotland about their development of an 

Advanced Dementia Model. 

 
Accessing additional expertise 

In addition to the above process, we have also sought views from: 
 John Birrell, Bereavement Consultant and previous Chair of the Scottish 

Grief & Bereavement Hub.  

 Theresa Fyffe, Director, RCN Scotland. 
 Ranald Mair, Chief Executive, Scottish Care.  

 Professor Scott Murray, Primary Palliative Care Research Group, University 
of Edinburgh. 

 Beth Hall, Policy Manager, Health & Social Care Team, Convention Of 

Scottish Local Authorities  
 Tommy Whitelaw, Lay Carer and Project Engagement Lead, Dementia 

Carer Voices, The ALLIANCE. 
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Appendix 2: Environmental scan 
 
Living, dying and bereavement are all constants, but political, economic and 
cultural landscapes change over time.  The position paper is informed by an 

awareness of the various current and anticipated factors likely to impact on the 
future of palliative and end of life care in Scotland.  The SPPC’s environmental 
analysis is presented below: 

 
Political environment 

 Political and policy divergence within UK. 
 Referendum on Scottish independence. 
 Possible EU exit. 

 Politicians face difficulties in acknowledging resource pressures and the 
hard choices these necessitate.  

 The tacit endorsement by many politicians of NHS “death is failure”. 
Culture. 

 Centralisation of NHS Boards? 

 Integration of health and social care. 
 The possibility of ministerial changes. 

 Scottish Parliament election in 2016. 
 Wider policy environment (e.g. Dementia Strategy, 2020 Vision refresh, 

Out of Hours review, Person Centred Care, Primary Care etc). 
 Cross party consensus on no significant tax increases to fund health and 

social care. 

 Scottish Parliament Health and Sport Committee inquiry into palliative and 
end of life care. 

 Possible future changes to the Scottish GP contract (2017?). 
 
Economic 

 Very tight public finances. 
 Health and social care system struggling to cope with population needs. 

 Manpower shortages (eg GPs, palliative care specialists, home care. 
workers, district/community nurses), compounded by increasing. 
elderly/retired population and shrinking workforce.  

 Sustainability of health and care system. 
 Tough fundraising environment for third sector. 

 Poverty, economic & health inequalities. 
 The balance between personal responsibility and state responsibility for 

care costs, particularly in old age. 

 The perceptions and reality of the health economics of palliative care.  
 The cost of care homes, care at home and respite care – how can care be 

provided in a way that is sustainable for providers yet affordable for those 
in need? 

 

Social/cultural 
 Baby-boomer expectations of choice and control. 

 Paternalism (still present, though weakening). 
 The stigma of aging. 
 The pre-eminence of celebrity. 

 Continuing growth of secularism and declining role of faith. 
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 Demographics (aging population, baby & child survival, patterns of 
disease, immigration). 

 Patterns of social connection & community. 
 Composition and locations of families and households. 

 Denial of aging and death. 
 Fear of dying and lack of openness about death, dying and bereavement 
 Dominance of cancer discourse on death and dying. 

 Scepticism about palliative care as an “unequivocally good” since LCP 
media furore. 

 Healthcare system equates death with failure. 
 Growth and changing models of volunteering. 
 Media influence on public opinion and political decision-making. 

 Perceptions that hospital is always the best place to be when you are 
unwell. 

 Informal carers providing large amounts of care, but often unsupported, 
unrecognised and undervalued. 

 

Technological 
 Telehealth. 

 Telecare. 
 Further advances in postponing death/extending dying (from neonates to 

centenarians). 
 Better drugs for symptom management. 
 Technologies to support independent older living. 

 Social media. 
 Technologically mediated community (support groups, care circles, 

Skyping relatives). 
 Sharing of clinical information across settings. 
 Electronic measurement of activity and outcomes. 

 Marginalisation of the technologically disenfranchised (eg frail old people, 
sensory impaired people, very sick people, poor people) and risk of 

reduced face to face contact for those who value it. 
 
Legal 

 Duty of Candour Bill. 
 Deliberate Neglect / Ill treatment legislation. 

 Litigiousness and consequent risk aversion vs. promotion of autonomy, 
control, candour. 

 Increasing “rights-based” approaches to health. 

 Children & Young People Act (Scotland) 2014. 
 Data protection vs. information sharing across all settings. 

 Continuing care framework. 
 Review of Adults with Incapacity. 
 Barriers to power of attorney, advance directives, wills. 

 Changes in HIS and Care Inspectorate regulatory approaches and national 
care standards. 

 Interplay of legal & regulatory issues with professional and personal ethics 
 Further possible assisted suicide bills. 
 Social Care (Self-directed Support) (Scotland) Act 2013 

 Community Empowerment and Carers Bill 
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Appendix 3: Summary of actions 
 

Taken together these actions create the necessary conditions for change, 

describe specific changes required and specify a broad framework of 

accountability. For each action we suggest in parentheses the organisation(s) 

involved in taking action, with the first named best placed to act as the lead. 

 

Actions are grouped under the following Key Themes identified by Scottish 

Government. 

 Leadership 

 Public Health approaches to palliative care 

 Education/Training 

 Measurement 

 Change and Improvement 

 

Critical systemic challenges 
It is important to highlight that there are several key challenges that fall 

outwith the scope of this report to address, as they are not issues that 
relate solely or mainly to the provision of palliative and end of life care.   

Most palliative care is provided within generalist settings of the health and 
social care system and so wider systemic issues impact on the quality of 

palliative care which people experience. Key requirements include: 
1.Terms and conditions of employment which support better 
recruitment, retention and skills/knowledge development in the social 

care sector. Care homes for older people, for example, support 
residents with typically high levels of need and 22% of people die in a 

care home.  
2. Adequate capacity in general practice/primary care to support 
sensitive conversations, continuity and co-ordination of care.  

3. Adequate capacity (and environment) to provide palliative and end of 
life care in very busy acute hospital wards. Often dying at home will not 

be possible (or  ultimately desired) by the person/family, so there is a 
need to consistently enable ways of dying in hospital which reflect 
elements of a “homelike” experience (for example privacy, peace, 

contact with loved ones, connections to meaningful memories). 
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Leadership 
 

Scottish Government 
 

1. The Scottish Government should exemplify a culture of openness and 
honesty relating to declining health and death. Publications, policy 
documents and speeches produced by the Scottish Government should 

openly acknowledge deteriorating health, death, dying, uncertainty and 
bereavement as part of the human experience, and the eventual end point 

of all lives, whether short or long.   
2. The Scottish Government should describe a clear framework of 

accountability for the aims, objectives and outcomes of the Strategic 

Framework for Action.   The strategic and operational plans of Health and 
Social Care Partnerships and Special Health Boards should be required to 

link to the aims, objectives and outcomes in the Strategic Framework for 
Action.  Key milestones should be identified.  

3. The Scottish Government should ensure the alignment of relevant Scottish 

Government work streams to promote embedding of palliative and end of 
life care, and that they explicitly acknowledge that palliative care, death, 

dying and bereavement are key issues for the health and social care 
system to address. Relevant work streams include Dementia, Carers, 

GIRFEC, Clinical Strategy, Out of Hours and Primary Care, Residential 
Care Taskforce, Person Centred Care, Patient Safety and Unscheduled 
Care. By “alignment” we mean that these work streams should set out 

explicitly activities, outputs and objectives which contribute to the 
Outcomes of the Strategic Framework for Action. 

 
Scottish Partnership for Palliative Care 
 

4. Maintain intelligence about what is going on in the many different settings 
and work streams which are relevant to improving palliative care so that 

policy and practice is well informed and opportunities for collaboration are 
identified.  

5. Advocate the importance, value and specific contributions of palliative and 

end of life care in delivering national outcomes for health and social care 
so that they are more likely to be achieved. 

6. Provide a network for the champions who are at the forefront of change 
and innovation so that innovation is encouraged and learning is shared. 

7. Broker strategic collaboration to deliver specific projects where this avoids 

wasteful local duplication of effort and/or where a national approach is 
necessary. 

 
Health and Social Care Partnerships 
 

8. In the short term there is a need to achieve clarity about how health and 
social care integration will affect the organisation and delivery of palliative 

and end of life care, especially services which operate across several 
Health and Social Care Partnerships.  An identified individual at senior 
level within each NHS Board should ensure clear arrangements are 

published for: 
o transitional support to acute and hospices 

o commissioning of hospice services 
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o palliative care within acute hospitals  
9. Health and Social Care Partnerships should have an identified lead for 

palliative and end of life care, who should be invited to join the local 
palliative care MCN. 

10.Health and Social Care Partnerships should include palliative care within 
their strategic and operational plans, and these should be linked to 
delivery of national outcomes.   

11.The Health and Social Care Partnership(s) within each NHS Board 
geographical area should establish a truly integrated and fully functioning 

strategic body, such as an MCN, focused on improving palliative and end 
of life care.  

12.Health and Social Care Partnerhips should ensure that their strategic 

planning and decision making is informed by adequate representation 
from local users and providers of palliative and end of life care. 

13.In commissioning care at home, care homes and other relevant social care 

services, Health and Social Care Partnerships should include explicitly the 

provision of care for people with palliative and end of life care needs, 

stipulating clear quality standards.  Contracts need to adequately resource 

the development and retention of leadership and a workforce equipped to 

provide the care required by people with high levels of need. The Key 

Challenges relating to care homes identified in Section 5 need to be 

addressed. 

 
Healthcare Improvement Scotland and the Care Inspectorate 

14.The focus of HIS and CI scrutiny and improvement activities should clearly 

and explicitly emphasise and reinforce the priority attached to palliative 

and end of life care, including bereavement. 

 

Hospices and other providers of specialist palliative care  

15.Hospices and other providers of specialist palliative should continue to 

lead in: 

o advocating the importance and contribution of palliative and end of 

life care  

o innovation of practice and models of care  

o brokering collaboration and partnerships with other specialities and 

other providers 

o the development and delivery of education 

A Guiding Coalition 

16.The Strategic Framework for Action should set out plans for fulfilling the 
function of a “guiding coalition” (as described in the 3 Step Programme for 

Public Service Improvement), linked to a clear framework for 
accountability. The coalition should include a mix of subject experts and 
high level strategic influencers including those leading the major service 

delivery organisations. (SG) 
 

Leadership by individuals  
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17.Influential individuals within all the organisations listed in section 1.1 

should play a key role in raising the profile of palliative and end of life care 
and exemplifying a culture of openness and honesty relating to declining 

health, death and bereavement through their words and actions.   
18.Individuals working in all organisations and at all levels should contribute 

to the creation of a caring and honest culture in their own workplace - 

treating staff, patients and those who matter to them with empathy and 
creating a supportive environment of staff reflection and support while 

acknowledging resource constraints.  
19.Individuals should all use appropriate language which is honest about 

deteriorating health, death and the uncertainties involved. 

 

 Public Health approaches to palliative care 

20.Scale up a programme of activity to promote a culture of openness about 
death, dying and bereavement in Scotland (SPPC supported by SG and 

Health Scotland), including the following key actions: 
o Undertake proactive public and media engagement in the 

development of a Charter for a Good End of Life, empowering the 
general public and health and social care professionals by listening 
to views, establishing clear terminology, and developing honest and 

accessible information about the support people can expect to 
receive as they approach the end of life. 

o Drawing on work already carried out by Public Health England and 
National Council for Palliative Care, develop a practical toolkit to 
assist Scottish communities in identifying and addressing local 

problems relating to death, dying and bereavement.  

o Develop and promote an engaging resource which supports people 

from socioeconomically disadvantaged communities to discuss and 
plan for the financial, medical, legal, practical and emotional issues 
which arise towards the end of life. 

o Promote, within the framework of Curriculum for Excellence, the 
wider use of existing resources which explore issues of loss with 

teachers and children in primary and secondary education. 

o Identify and proactively address the barriers people face to making 
wills, powers of attorney and advanced directives. 

o Develop better mechanisms to enable direct patient and carer 
involvement in policy, service and practice development. 

 
21.In the context of welfare reform and the forthcoming Bill relating to burial 

and cremation and other related matters in Scotland develop measures to 
reduce funeral poverty (SG)  

22.Develop a leaflet on ‘What to expect when someone you care about is 

dying’ for distribution to GP practices and health centres around Scotland 
(Health Scotland) 

 

(See also section 6.4- Measurement for actions relating to the need for public 
health data and intelligence to inform planning and service design at population 

level.) 
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Education/Training 

 
23.Drawing on the EAPC White Paper on palliative care education, develop, 

publish and promote a high-level framework which describes the core 

competencies in palliative and end of life care expected of all roles (based 
on broad classifications) within the health and social care system.  This 

should include mapping to relevant professional and vocational 
requirements and qualifications). (NHS Education Scotland/Scottish Social 

Services Council)  
 

24.Map existing educational resources supporting these core competencies, 

including modes of delivery/access. (NHS Education Scotland / Scottish 
Social Services Council)  

 
25.Using the framework, include relevant palliative and end of life content in 

undergraduate, postgraduate and pre-qualification curricula (Professional 

bodies/regulators, Colleges/Universities/other education providers)  
 

26.Using the framework and mapping outlined above, develop and deliver a 
systematic and structured approach to workforce development in palliative 
and end of life care in which development of core competencies is 

mandatory (and the resources necessary are identified).  Key areas for 
focus are likely to include the expected contribution of different staff 

groups to: palliative care; earlier identification; supporting wellbeing; 
initiating and facilitating individualised and sensitive conversations relating 
to planning for the future; managing uncertainty; death and 

bereavement; compassionate care and empathetic connection; knowledge 
of local resources/services and pathways. Modes of training/education are 

likely to include workplace-based, shadowing, reflective practice.  (Health 
and Social Care Partnerships, SG, NES) 

 

27.Link competencies in palliative and end of life care to professional 
revalidation processes. (General Medical Council, Nursing & Midwifery 

Council.) 
 

Measurement 

28.A national approach to securing family feedback on end of life care should 

be put in place.  Initially this should be done by using the VOICES 
methodology which has been validated and used extensively in other 
jurisdictions. (SG) 

29.Establish a short life working group to develop within 4 months a robust 
measurement framework for the Strategic Framework for Action and to 

identify the other key data (and non-quantitative information) required to 
support future improvement of palliative care in Scotland. (SG)  Input 
should be sought from information/data specialists currently working in 

this area, those with relevant academic expertise, and others with 
relevant knowledge and experience.  The Group’s work should include to 

consideration of:  

o Patient-reported outcome measures;  
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o Outcome measures that are meaningful to individuals and families; 

o Audit of key information summary (eKIS) data;  

o Case note reviews (including KIS data) / after death analysis 

o Use of Patient Opinion and Care Opinion websites, collection of 

carer stories and rapid feedback mechanisms (eg postcards)  

o Coding of complaints to allow end of life and grief issues to be 
recorded and analysed;  

o Thematic case review by the Office of the Scottish Public 
Ombudsman Service; 

o Professor David Clark’s report to the Scottish Parliament: 
International comparisons in palliative care provision: what can the 
indicators tell us? 

o The OACC Palliative Care Outcome Measures Resource Pack 
produced by the Cicely Saunders Institute and Hospice UK;  

o Alignment of scrutiny by HIS and the Care Inspectorate; 

o Data extractable through linkage and analysis of existing sources to 
inform: 

 assessment current and future needs population needs 

 characterisation of patterns of service use (including 

inequalities), 

 characterisation of patterns of resource use. 

 

Change & Improvement 

System-level solutions and improvements  
 

Where national/system-wide actions have been identified under other themes 

(Leadership, Education, Public Health, Measurement) we have not restated them 

here. 

30.The Scottish Government should ensure the right resources are available 
to support local improvement activities by: 

o Ensuring the alignment of existing improvement infrastructure 
(Healthcare Improvement Scotland/Joint Improvement 
Team/Quality Improvement Support Team) to support activity 

focussed on palliative and end of life care. 
o Establishing a “Change Fund” for palliative and end of life care to 

resource innovation and free up champions to combine 
improvement work with existing clinical commitments. 

31.Scottish Government should take advantage of opportunities for cost-

effective national collaboration, for sharing and spreading learning, and 
harnessing of expertise by supporting scale-up of SPPC activities. 

32.Establish properly functioning and accessible ICT infrastructure to support 
embedding of KIS (SG, National Service Scotland, NHS Boards) 

33.Mandate the development of a consistent national approach to 

DNACPR/emergency treatment plans. (SG, HIS) 
34.The revised National Care Standards, and the new general standards for 

palliative care expected from HIS, should be developed in a way which 
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reflects outcomes important to individuals and families, and provides a 
helpful focus for local service delivery and improvement. (Care 

Inspectorate, HIS) 
35.Guidance to underpin and clarify the commitment that people should not 

be charged for palliative and end of life care should be provided. (SG) 
36.HIS and the Care Inspectorate should include palliative and end of life 

care in their scrutiny processes and provide periodic thematic reviews of 

key issues. 

Local-level improvement   
 

37.Where the right conditions have been created by national level actions, 
then the following key challenges (as detailed in Section 5) will require 
local improvement activity to develop, test and implement local 

arrangements which are effective: 
o Co-ordinating services across organisational boundaries and out of 

hours  
o Increasing the capacity of specialist palliative care to better support 

generalist services  

o Best practice in making decisions for people with reduced capacity 
o Anticipatory care planning 

o Shared decision-making 
o Involving and supporting carers 
o Health and Social Care Partnership local needs assessments and 

planning 
o Talking about patient goals, deteriorating health and dying 

o Identification 
o Public Engagement 
o Improving and fully utilising IT infrastructure 

o Care Homes 
o Research 

o Education/Training 
o Bereavement 

 

Much of this work will require collaboration between different organisations, 
settings, professionals and sectors, and would benefit from engagement with the 

public. 
 

 



HS/S4/15/26/5 

Palliative Care Inquiry 

Fact Finding Visit to CHAS Rachel House, Kinross 

18 September 2015 10.00am to 12.00pm 

Attendees 

Rhoda Grant MSP 

 

The visit to CHAS Rachel House had the following agenda: 

10.00-10.30 Meet with Maria Gill, Chief Executive, CHAS and Sue Hogg, Director for 
Children and Families, CHAS. Overview of services provided and then tour of the 
facilities. 

10.30-11.00 Meet with CHAS staff including:  

Diana Nurse (neo-natal services) 
Charge Nurse 
Physiotherapist 
Activities Coordinator 
Senior Support Worker 
Chaplain 
Nurse 
,CHAS “at home” Care Manager 

11.00-12.00  Meet with parents using CHAS Rachel House  

Tour of the building 

 Prior to 1996 there was no children’s hospice provision in Scotland – nearest 
was Leeds. 

 Rachel House can provide residential support for eight children and their 
families at one time. Length of stay varies, there is no set pattern. Average 
around 170 families receiving support from CHAS at one time.  

 CHAS provide both hospice support and a home service for children up to 
young adulthood (21 years old). 

 Referrals to the hospice are made via a range of practitioners; social workers, 
consultants etc. and self-referral by the child’s family. 

 Predominately provide care to non-cancer patients. 

 Currently there are three Diana Nurses covering Scotland.  

 CHAS offers family rooms. This allows for siblings to also be involved in the 
respite process. It helps with family bonding. The siblings who would also be 
involved in care can come and relax along with the service user. This makes 
the whole situation less stressful. 

 . 

 Children who receive CHAS services can be described as falling into the 
following four groups: 

o Life threatening –end stage cancer the largest unmet need. Early 
involvement is key for this group but harder to achieve as focus is on 
cure/treatment of condition.  



o Chronic conditions – which is likely to result in the individual dying 
young – cystic fibrosis (less cases now referred) Muscular Dystrophy 
(an increase in cases referred) 

o Progressive/palliative conditions – Edward Syndrome, Batten’s 
Disease. 

o Static conditions – unlikely to survive childhood – spinal cord injuries,.   

Meeting with staff issues discussed: 

 Lothian’s described as good practice example. They have excellent use of 
Anticipatory Care Plans (ACPs) and excellent Children’s Community Nurses 
(CCN). This allows for families to record their wishes for end of life choices, 
including place of death.  

 Aberdeen and other areas outside the central belt do not have ACPs and 
CCNs in place and as such the provision of palliative and end of life care is 
not as good. This needs to be addressed. Provision needs to be the same all 
over the country. At present it is a “postcode lottery”. 

 Lothians provide “CARE24”, a 24 hour end of life service. This is used by 
people who have highlighted in their ACPs that they wish to die at home. This 
service is run in conjunction with CHAS. NHS provides cover during the day 
and CHAS provide it at night. Some frustrations expressed that this service is 
not provided everywhere. 

 It is about giving people choices, but to do this the resources need to be 
identified and provided for. 

 Suggestion made that hospitals are getting better at palliative and end of life 
care. There is however still a fear within hospitals that they have a patient that 
seems at end of life but then they make a slight recovery and stay for weeks. 
Having been working on the basis that the patient was at “end of life” stage 
the hospitals then seem to struggle how to re-start palliative care.  

 Definite improvement since Diana Nurses were introduced. There are now 
regular discharge meetings during which the Diana nurse and specialists 
discuss palliative care needs 

 Diana nurses give parents the opportunity to complete ACPs. They are now 
present from 20 weeks if a scan shows problems. This allows the family to 
have ACPs in place at ante-natal stage. Parents can find it easier to discuss 
emotional issues before the baby is actually born. It allows planning for 
“memory making” and brings it back into a positive environment. It also 
enables support to be delivered before crisis point is reached. 

 More frequent meetings now take place between specialist nurses and CHAS. 
They discuss the children who are receiving support from CHAS and they can 
inform the hospital specialists of their ACPs. 

 Doctors need better training and education on palliative care. At present 
bereavement and end of life training is only one lecture. There is a desire from 
medical staff to attend specialist palliative and end of life care training but this 
is not a priority or mandatory course. As such medical staff generally have to 
attend on their own time. 

 Needs to be a better understanding of what palliative care is. General 
understanding is that it is only end of life care. Coming to a hospice should not 
be perceived as giving up hope. 

 Need to parallel plan both ongoing treatment and palliative care. Palliative 
care nurses need to be involved sooner. They would rather they were 



involved in the anticipation of palliative care being required and then if it isn’t 
they can stand down. 

 Trajectory of progression of children’s conditions not as recognisable as adult 
conditions as they may be in and out of hospital, need to recognise when a 
child’s condition is deteriorating.   

 Often parents focus on physical wellbeing but CHAS helps them also focus on 
emotional wellbeing. 

 

Meeting with parents issues discussed: 

 Two very different experiences of palliative care and accessing CHAS 
services. 

 The two parents the Committee met with had very different experiences of 
accessing support. One received no support through their local authority while 
the other had received support from their local authority since the birth of their 
child. This included complex care provision.  

 Both described how “everything was a fight” to ensure their child received 
appropriate care and support, even basic provision of nappies for the child 
when they were in hospital 

 Both agreed that CHAS was a lifeline. “CHAS are always there to listen and 
can usually help as well.” “They look after my child as I would”  

 “CHAS offers a service with no judgment. This is imperative”.  

 “CHAS ensure that a child’s dignity is maintained and fosters an enabling 
culture. CHAS is a fun place for my child to come”  

 Some concerns raised regarding the support the parents received in hospital 
regarding learning how medical equipment used by their child operated CHAS 
has been a vital resource for the parents in providing them with practical 
support on how to use feeding pumps etc.  

 Both parents explained how their child’s conditions could fluctuate quite 
significantly. They could go from being relatively well (in their context) to 
severely unwell quite quickly. And on the converse they could get back to 
equilibrium quite quickly as well. They felt this was understood at CHAS but 
not within a hospital environment. Emphasis was placed on the importance of 
hospitals recognising these fluctuations so that they could identify when 
providing palliative and end of life care was appropriate..  

 Both believed that CCNs were very helpful but vastly understaffed. They felt 
that staff needed more training to be able to deal with children with complex 
needs. 

 Need CCNs specifically for children with complex needs. 

 Need more Nurse Prescribers. This allows for prescriptions to be written 
without having to go to the doctor.  

 Discrepancy between what care is provided at home and then when they are 
in hospital. One parent explained that they got 6 out of 7 nights covered by a 
nurse. However when her child goes into hospital there is no night cover. The 
parent explained that this resulted in them being isolated in the hospital. The 
parent called for more consistency in the level of care provided.  

 They have a sense that different help comes from different pots of money. 
This needs to be more consistent across Scotland. 

 “CHAS and other associated services MUST be funded” 



 Additional needs which are not funded need to be. This included the instance 
where the parent was able to access funding for a wheelchair but not a 
specialist car seat. The parent would have to find the £3000 funding for the 
car seat.  

 CHAS has supported the parents in taking the fear away from the situation 
that they and their child are facing, “CHAS enable you to recognise that 
everyone is on the same unknown path”. CHAS has supported and 
encouraged discussion of their child’s Anticipatory Care Plans – what the 
planed support should be if/when child becomes more unwell. CHAS have 
also encouraged the parents to keep these plans up to date to reflect 
changing family circumstances and the child’s health needs.  



HS/S4/15/26/4 

Palliative Care Inquiry 

Fact Finding Visit to Ardgowan Hospice, Greenock 

21 September 2015 1.00pm to 3.30pm 

Attendees 

Duncan McNeil MSP 

Dennis Robertson MSP 

Malcolm Chisholm MSP 

 

The visit to Ardgowan Hospice had the following agenda: 

13.00-14.15 Meet with Ladies and Men’s Support Groups; other Service users; 
Volunteers; and Carers 

14.15-14.45 Meet with Representatives from HSCP, Ardgowan Hospice and IRH:  

14.45-15.10 Visit In Patients Unit (IPU) – Meet Families 

15.10-15.30 Meet with Clinical Colleagues to discuss Duty of Candour 

 

Summary of Discussions with Support Groups, Service Users, Volunteers and 
Carers 

 Some people have no familial support. Ardgowan offers them someone they 
can talk to. 

 Ardgowan has an approach called “mindfulness”. This is a holistic approach 
that is all about relaxation. 

 Believe that there is a misconception of what hospices actually do. Many 
believe that it is somewhere to go at the end of life when it is actually about 
things such as pain management. Many people at Ardgowan did not realise 
this until explained by Specialist Palliative Care nurses. 

 For some the hospice was seen as a place of safety which can help alleviate 
the fears of the diagnosis and treatment that service users were living with. 

 A large portion of the service users get access to anf first hear about the 
hospice services through using its patient transport service. The transport 
service takes people to and from medical appointments and treatments. Many 
people either do not drive or find it difficult to drive following treatment. The 
transport service helps them make appointments. Accessing support to tell 
families about diagnosis and treatment as well as counsellors to assist with 
telling family about bereavement were also valued services at the Hospice. 
Assistance with practicalities such as organising wills was also helpful. 

 One service user had valued the support so much they had also helped as 
volunteer when feeling well. 

 Agreement from all that people need to get access to palliative care services 
much earlier. Participants commented that a lot of people are not receiving 
any until “end of life”. 

 There was a general feeling that there is a lack of assistance once you have 
completed treatment. You may then only have contact with a specialist once a 
year but you can still have on going issues such as feeling low or lack of 



mobility. Ardgowan provides somewhere that you can come and discuss 
these issues and also receive holistic treatments such as yoga and massage 
therapy. Some of the participants talked about accessing Ardgowan services 
and activities (such as jewellery making, and music) over many years, and in 
some cases this was as a family member as well as, later on, as a service 
user. It was also highlighted that Ardgowan services could be access after the 
death of the service user.  

 Members heard that for men the Hospice could provide a place to talk  about 
their treatment and symptoms in a way that they could not with friends and 
family– especially as they could talk to others who may have had similar 
health experiences. 

 There was agreement that there needs to be a more “joined-up approach” to 
services. Currently you can go from your GP to a consultant to 
operation/treatment and then back to your GP. At each stage you need to 
explain the previous stages. There seems to be limited communication 
between GPs – Consultants – Hospices. 

 There needs to be more use of holistic/ alternative therapy as part of palliative 
care. Ardgowan Hospice promotes these practices and they help relax people 
which can have a follow-on benefit of keeping people out of hospital. 

 Many felt that it was easier to speak about issues in a support group than 
speaking to your family. This included getting advice about day to day 
practicalities learned from others experiences. This was seen as important in 
improving well-being day to day.  

 Also highlighted was how skills learned or addressed at the hospice such as 
mindfulness, talking about issues can improve well-being and keep people out 
of hospital. 

 Need to promote use of both curative and palliative care systems. 

 Confirmation that they had heard about Ardgowan Hospice through word of 
mouth and not at hospital. 

 Each GP surgery should have an Ardgowan Hospice poster up. 
 

Summary of Discussions with representatives of Inverclyde Health and Social 
Care Partnership (HSCP), Ardgowan Hospice and Inverclyde Royal Hospital 

 In an acute setting the palliative care journey can differ from specialty to 
specialty. Clinical specialists in site specific roles seem to be moving out of 
community into more centralised locations. This results in the loss of a 
community link. 

 Agreement that there is still a huge lack of understanding of what palliative 
care is. This is not helped by the very little training provided to junior doctors. 

 Whilst a hospital may have a specialist palliative care nurse they feel their 
ability to make a significant difference is limited as they tend to spend a lot of 
their time “fire-fighting” clinical work. 

 There is a push for palliative care to be more widely provided for people with 
non-cancer related illnesses, such as for people with renal conditions who 
have decided  they no longer want to undergo dialysis. However there is still a 
struggle enabling people with conditions such as heart disease to be identified 
as benefitting from palliative care as they may not realise the trajectory of their 
condition. Patients with no malignant conditions also may have their own 



services and knowledge which means that they may not know about or 
consider palliative care as being of benefit to managing their condition. 

 Outreach services in Greenock are provided by Ardgowan.. Ardgowan run 4 
specialist nurses that work Monday to Friday, 9 till 5. They are currently 
looking at ways to make this a 7 day service. These specialist nurses work 
alongside district nurses. Macmillan provides a welfare service within 
Ardgowan Hospice that helps people traverse the welfare system. 

 Belief that the timeliness of a referral into hospice care can have a direct 
impact on the life expectancy of a person. 

 Feeling that there seems to be some “gatekeeping” happening in hospitals 
around gaining access into palliative care system. Agreement that late referral 
can result in a worse prognosis for some. 

 Belief that cancer diagnosis has good signposting to palliative care but other 
conditions still need to catch up. 

 Agreement that while a SVQ in palliative care may have some advantage, it is 
local networks that really help. Social workers are involved in palliative and 
end of life care every day. There doesn’t always need to be a medical 
process. Best outcome is a mixture of both medical and social care. 

 There was discussion about the importance of service users being able to tap 
in and out of hospice services. The concept of ‘inside out’ delivery of palliative 
care services was discussed- at Ardgowan this involved hospice services 
being delivering in the home or at other venues which services users can 
access more easily than the hospice in Greenock. 

 Worry among palliative care providers that people will get bogged down in the 
definition of palliative care. While it is important for people to understand what 
it is, it is more important to ensure that the service is being provided. Don’t 
want to end up doing service users a disservice. It was highlighted that 
sometimes end of life care and palliative care were mixed up meaning that 
services were not made available to potential service users until very late on. 

 Argowan is training those in the community, such as Hairdressers, who may 
be able to assist in signposting potential service users to the hospice and its 
facilities. Similarly there were opportunities for care assistants to receive 
training given their contact with people in the community. 

 Also important was building in sustainable community support for the hospice 
e.g. local care service firms provide a discount and free MOTs to volunteer 
drivers who support the hospice’s free patient transport service. 
 

Summary of Discussions with patient families. 

 Had found it easy to gain access to support. 

 Patient was initially getting visits from a district nurses. Nurse originally 
assessed patient and arranged for mobility aids to be put in place via the 
Centre for Independent Living. Advised hospice care was not yet required but 
they would carry out a further review when the family felt it may be needed. 
When family contacted for further review this was carried out and the GP was 
advised of the outcome. 

 GP then contacted Ardgowan Nurse who visited, recognised that hospice care 
would be suitable and recommended it to the family. The patient was admitted 
to Ardgowan Hospice the next day. 



 Felt the care and compassion received was “phenomenal”. 

 Members heard about the range of agencies that were involved in the patients 
care. The family highlighted concerns about whether all the health care 
providers involved in a patient’s care actually talk to each other –was it as 
joined up as it could be.  

 The family highlighted the important role of family support and care in 
enabling the patient to remain at home. 

 

Meeting with clinical colleagues. 

As part of the Committee’s scrutiny of the Health (Tobacco, Nicotine etc. and Care) 
(Scotland) Bill, members discussed Duty of Candour with clinical colleagues. The 
note for this session will be provided to members ahead of the Committee’s meeting 
on 6 October 2015, when the Committee will next take evidence on the Health 
(Tobacco, Nicotine etc. and Care)(Scotland) Bill. 

 

http://www.scottish.parliament.uk/parliamentarybusiness/CurrentCommittees/91070.aspx
http://www.scottish.parliament.uk/parliamentarybusiness/CurrentCommittees/91070.aspx
http://www.scottish.parliament.uk/parliamentarybusiness/CurrentCommittees/91070.aspx
http://www.scottish.parliament.uk/parliamentarybusiness/CurrentCommittees/91070.aspx
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