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25th Meeting, 2015 (Session 4)

 
Tuesday 22 September 2015

 
The Committee will meet at 9.30 am in the James Clerk Maxwell Room (CR4).
 
1. Subordinate legislation: The  Committee  will  consider  the  following  negative

instruments—
 

Public Bodies (Joint Working) (Integration Joint Board Establishment)
(Scotland) Amendment (No. 2) Order 2015 (SSI 2015/266)
Public Bodies (Joint Working) (Integration Joint Board Establishment)
(Scotland) Amendment (No. 3) Order 2015 (SSI 2015/321)
Self-directed Support (Direct Payments) (Scotland) Amendment
Regulations 2015 (SSI 2015/319)
 

2. Health (Tobacco, Nicotine etc. and Care) (Scotland) Bill: The Committee will
take evidence on parts 2 and 3 of the Bill at Stage 1 from—

 
Christine Lang, Patient Advice and Support Service National Coordinator,
Citizens Advice Scotland;
 
Dr Robert Hendry, MPS Medical Director, Medical Protection Society
(MPS);
 
Professor Alison Britton, Convenor of the Health and Medical Law
Committee, The Law Society of Scotland;
 
Peter Walsh, Chief Executive, Action against Medical Accidents (AvMA).
 

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

Amy Dalrymple, Head of Policy, Alzheimer Scotland;
 
Trisha Hatt, Senior Macmillan Development Manager (Scotland),
Macmillan Cancer Support;
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Richard Meade, Head of Policy and Public Affairs, Scotland, Marie Curie
Cancer Care;
 
Maria McGill, Chief Executive, Children’s Hospice Association Scotland.
 

4. Health (Tobacco, Nicotine etc. and Care) (Scotland) Bill (in private): The
Committee will consider the main themes arising from the oral evidence heard
earlier in the meeting.

 
5. Palliative care (in private): The Committee will consider the main themes

arising from the oral evidence heard earlier in the meeting.
 
6. 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 
 

25th Meeting, 2015 (Session 4), Tuesday, 22 September 2015 
 

Subordinate Legislation Briefing 
 

Overview of instrument 

1. There are three negative instruments for consideration at today’s 
meeting: 

 Public Bodies (Joint Working) (Integration Joint Board Establishment) 
(Scotland) Amendment (No. 2) Order 2015 (SSI 2015/266) 

 Public Bodies (Joint Working) (Integration Joint Board Establishment) 
(Scotland) Amendment (No. 3) Order 2015 (SSI 2015/321) 

 Self-directed Support (Direct Payments) (Scotland) Amendment 
Regulations 2015 (SSI 2015/319) 

2. Further details on the procedure for negative instruments are set out in 
Annexe D attached to this paper.  

Public Bodies (Joint Working) (Integration Joint Board Establishment) 
(Scotland) Amendment (No. 2) Order 2015 (SSI 2015/266) 

3. This Order amends the Public Bodies (Joint Working) (Integration Joint 
Board Establishment) (Scotland)  Order 2015  (SSI 2015/88) to provide for  
the establishment of Integration Joint Boards for South Lanarkshire, West 
Lothian and Comhairle nan Eilean Siar council areas. An electronic copy of 
the instrument is available at:  

http://www.legislation.gov.uk/ssi/2015/266/contents/made  

4. There has been no motion to annul this instrument.  

Delegated Powers and Law Reform Committee consideration  

5. The Delegated Powers and Law Reform Committee considered this 
instrument at its meeting on 1 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. 

The Public Bodies (Joint Working) (Integration Joint Board 
Establishment) (Scotland) Amendment (No. 3) Order 2015 (SSI 2015/321) 

6. This Order amends the Public Bodies (Joint Working) (Integration Joint 
Board Establishment) (Scotland) Order 2015 (“the establishment Order”) in 
order to establish integration joint boards for the purposes of the Public 
Bodies (Joint Working) (Scotland) Act 2014 (“the 2014 Act”). 

http://www.legislation.gov.uk/ssi/2015/266/contents/made
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7. The Schedule to the establishment Order contains a list of integration 
joint boards established for specified local authority areas. Article 2 of this 
Order amends this list to insert details of seven integration joint boards to be 
established on 3 October 2015: Angus Integration Joint Board; 
Clackmannanshire and Stirling Integration Joint Board; Dumfries and 
Galloway Integration Joint Board; Dundee City Integration Joint Board; Falkirk 
Integration Joint Board; Fife Integration Joint Board and Perth and Kinross 
Integration Joint Board. 

8. An electronic copy of the instrument is available at:  

http://www.legislation.gov.uk/ssi/2015/321/contents/made 

9. There has been no motion to annul this instrument. 

Delegated Powers and Law Reform Committee consideration 

10. 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. 

Self-directed Support (Direct Payments) (Scotland) Amendment 
Regulations 2015 (SSI 2015/319) 

11. These Regulations amend the Self-directed Support (Direct Payments) 
(Scotland) Regulations 2014 (“the principal Regulations”), which make further 
provision about direct payments under the Social Care (Self-directed Support) 
(Scotland) Act 2013. They insert a new Part 6 into the principal Regulations in 
order to enable East Renfrewshire Council and Moray Council to make direct 
payments to persons for residential accommodation for a period of more than 
four consecutive weeks in any period of 12 months. 

12. Regulation 10 of the 2014 Regulations currently prohibits direct 
payments for persons to whom a local authority has decided to provide or 
arrange for the provision of residential accommodation or residential 
accommodation with nursing for a period in excess of four consecutive weeks 
in any period of 12 months. These amendments are now made to allow a 
direct payment for residential accommodation to be offered by specifically 
East Renfrewshire Council or Moray Council.  The amendments are designed 
to allow a pilot project to be carried out in order to assess the workability of 
direct payments in the context of residential care.  The pilot councils will be 
permitted, but not required, to offer direct payments for residential 
accommodation.  All other people out with the aforementioned local authority 
areas will continue to be ineligible to receive direct payments in residential 
accommodation; or residential accommodation with nursing for a period in 
excess of four consecutive weeks in any period of 12 months.  

13. The initial test site work in East Renfrewshire and Moray started in 
January 2015 with learning and recommendations expected around January 
2017. This work will help to inform national guidance on all of the SDS options 

http://www.legislation.gov.uk/ssi/2015/321/contents/made
http://www.legislation.gov.uk/ssi/2015/321/contents/made
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in a residential context. It will also help inform Ministerial decisions on whether 
to allow direct payments to be used to purchase residential care, residential 
care services and as a mechanism to support residential provision across 
Scotland. The projects will be overseen by a national advisory group to 
ensure the learning has wider application and that the Scottish Government 
and its partners better understand the impacts of the SDS options on those 
involved including care users and carers, local authorities and providers.   

14. An electronic copy of the instrument is available at:  

http://www.legislation.gov.uk/ssi/2015/319/contents/made 

There has been no motion to annul this instrument. 

Delegated Powers and Law Reform Committee consideration 

15. 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. 

Bryan McConachie 
Committee Assistant 

http://www.legislation.gov.uk/ssi/2015/319/contents/made
http://www.legislation.gov.uk/ssi/2015/319/contents/made
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Health (Tobacco, Nicotine etc. and Care)(Scotland) Bill 

Citizens Advice Scotland 

The Citizens Advice Service 

Citizens Advice Scotland and its CAB offices form Scotland's largest 
independent advice and advocacy network. Citizens Advice Scotland (CAS) is 
the umbrella organisation for Scotland’s network of 82 Citizens Advice Bureau 
(CAB) offices. These bureaux deliver frontline advice services throughout over 
200 service points across the country, from the city centres of Glasgow and 
Edinburgh to the Highlands, Islands and rural Borders communities. 

The Patient Advice and Support Service, delivered by CAB in Scotland was 
established in April 2012 to  

(a) promote an awareness and understanding of the rights and responsibilities 
of patients (and in particular, promote awareness of the Charter),  

(b) advise and support persons who wish to give feedback or comments, or 
raise concerns or complaints about health care, 

(c) provide information and advice on such matters as it considers likely to be 
of interest to persons using the health service, 

(d) make persons aware of and, where appropriate, direct them to— 

(i) other sources of advice and support (including persons who provide 
advice and support in relation to matters other than the health 
service), 

(ii) persons providing representation and advocacy services, 1 

Between April 2012 to March 2015, 7,345 citizens advice bureaux clients were 
supported with 21,463 issues related to NHS feedback, comment, concerns 
and complaints. The evidence from these enquiries tells us a lot about clients’ 
experience of the NHS in Scotland. The following paragraphs use this 
evidence to show the difference it can make to clients when the NHS provide 
an explanation of what happened during their treatment, or that of the person 
they are raising an issue on behalf of.  

All of the case studies used in this response are from clients who sought 
advice from a citizens advice bureau in 2014/5. 

  

                                            
 
1
 Patient Rights (Scotland) Act 2011 

www.legislation.gov.uk/asp/2011/5/pdfs/asp_20110005_en.pdf  

http://www.legislation.gov.uk/asp/2011/5/pdfs/asp_20110005_en.pdf
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This response only relates to Part 2 of the consultation, and only to 
health. 

4. Do you support the proposed duty of candour?  

Yes. While CAS would hope the NHS would be open and honest about such 
incidents, creating a duty upon them clarifies the situation and gives the public 
greater protection as long as it is then easy to take action against the NHS for 
breach of that duty. CAS believes that a duty of candour can only be positive 
when it comes to the public receiving information about their or their family 
members’ treatment, ensuring lessons are learned and those affected are 
made aware of any unintended or unexpected incidents.  

When the specialist Patient Advisers in citizens advice bureaux first meet with 
clients they discuss the outcomes the client hopes to achieve by raising a 
concern or complaint with the NHS. Many clients hope to receive an apology, 
and in some Health Boards these are frequently given. Many clients want their 
experience to lead to a change in practice so that whatever has happened to 
them doesn’t happen to anyone else. Some Health Board areas are very open 
and provide detailed explanations which our clients find very helpful at putting 
their mind at ease. Where an explanation is not provided, or no information is 
provided about actions taken to rectify a situation, for example, discussing the 
issues at staff meetings or providing training, this can be frustrating for the 
clients who still don’t know or understand what has happened. In some cases, 
clients go to the Scottish Public Services Ombudsman (SPSO) in the hope of 
receiving a satisfactory explanation. If there was a duty on the NHS to provide 
this information at an earlier stage, it is hoped that clients would not have to 
go through the stress of taking their cases to the SPSO. 

The following cases show examples of clients who, as a result of their own 
concerns, have used the NHS complaints process. The clients have received 
apologies and explanations of what has happened to them which had been 
invaluable to them. 

Case study 1 

The client felt his condition was not being managed properly by his GP 
practice. The client also had concerns that the GP practice failed to refer him 
to Dermatology as previously recommended by a Hospital Consultant. The 
Patient Adviser and the client wrote a letter of complaint to the practice. 

The response indicated a failing in communication and that the treatment 
provided could have been better addressed. The practice apologised to the 
patient and said that a practice meeting will be held to establish a more robust 
way of managing patients with his condition and to address the way in which 
the practice communicates with their patients. The client was satisfied with the 
findings and the intended actions. 

Case study 2 

A client’s test results were given by the practice nurse to a family member with 
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the same name instead of the client. The client felt that her confidentiality had 
been breached. After being supported to raise a complaint by PASS the client 
received a response from the GP practice apologising for the error. The client 
was also assured that all staff had been reminded of the importance of 
checking full details before giving out information over the telephone. The 
client was satisfied with the response. 

Case study 3 

The client stated that she had fallen at home and injured her arm and leg. The 
client attended the Accident & Emergency Department where a fractured 
collarbone was diagnosed. No diagnosis was given for the leg injury. The 
client returned to hospital two weeks later where a fracture to the leg was 
diagnosed. The Patient Adviser supported the client to write a letter of 
complaint. 

The NHS investigation showed that the Emergency Nurse Practitioner (ENP) 
focused more on the collarbone and sincerely apologised for this failing. The 
ENP also gave assurances that a valuable lesson had been learned. The 
Consultant concerned also apologised that he too missed the fracture and has 
reflected on the client’s comments. The client accepted the finding and 
apologies offered. 

 
CAS believe that the honesty and openness of the NHS in these examples 
has helped the clients to gain a better understanding of what has happened, 
and be assured that this will not happen again. If more NHS staff felt able to 
offer an explanation and apology this would be beneficial for both the client 
and the NHS staff involved as it could lead to issues being dealt with and 
resolved earlier. This is particularly the case for those clients who use the 
service following bereavement as in the examples below. 

Case study 4 

Following the death of her daughter, a client contacted the Patient Advice and 
Support Service for assistance to make an NHS procedure. The client was 
unhappy with the response from the NHS and advised that she would like to 
meet with senior staff.  

The Patient Adviser supported the client at a meeting with senior staff. The 
client received a full explanation for the treatment her daughter received. The 
client was emotional but satisfied with the explanations offered. 

Case study 5 

A family wished to raise a formal complaint relating to their father’s treatment 
and subsequent death in hospital. The Patient Adviser and the family 
summarised the concerns and sent a letter of complaint to the NHS. The 
response from the NHS stated that there was a failure by a temporary nurse in 
relation to their father’s care. This will be addressed through the NHS Human 
Resource Policy. The response also advised that there are a number of 
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actions that can be taken to address the failing. The NHS apologised for the 
loss of the family’s father and the failings identified and gave reassurance that 
the matter would be dealt with. 

 
In the cases provided here, the clients have been aware that something has 
gone wrong, and so put in a complaint. For those who have not been aware, 
for whatever reason, that there has been an unintended or unexpected 
incident during their treatment, CAS would welcome the introduction of a duty 
of candour, and in particular the implementation of consistent responses.  

Introducing a duty of candour would be in line with the Patient Charter which 
states that patients have the right to be informed, and involved, in decisions 
about their care and treatment, the right to be treated with dignity and respect 
and the right to have a say about their care. These are all particularly pertinent 
where someone may have been affected by an unintended or unexpected 
incident. 

6. Is there anything you would add/remove/change in the Bill with 
regards to these provisions?  

CAS would welcome the inclusion, in section 22, of a reference to 
organisations that can provide support to those being informed of an 
unintended or unexpected incident, for example, the Patient Advice and 
Support Service delivered by citizens advice bureaux and local advocacy 
organisations. Similarly, CAS would also welcome reference being made to 
the Scottish Public Service Ombudsman “our guidance on apology”2 in the 
accompanying documentation. 

CAS would also request that training be provided to staff so that information 
can be provided thoughtfully in a way that is helpful rather than harmful or 
upsetting to patients when they are informed of an event which they may have 
no prior knowledge of. It would also be necessary for NHS to have clear 
definitions as to when a duty of candour would apply.  

Citizens Advice Scotland (CAS), our 61 member Citizen Advice Bureaux 
(CAB), the Citizen Advice consumer service, and the Extra Help Unit, form 
Scotland’s largest independent advice network. Advice provided by our 
service is free, independent, confidential, impartial and available to everyone.  

We are champions for both citizens and consumers and in 2013/14 the 
Citizens Advice Service in Scotland helped over 330,000 clients in Scotland 
deal with over one million issues overall. In addition, the Scottish zone of 
our self-help website Adviceguide which provides information on rights 
receives approximately 4.2 million unique page views annually.  

Citizens Advice Scotland

                                            
 
2
www.spso.org.uk/sites/spso/files/communications_material/leaflets_buj/2011_March_SPSO

%20Guidance%20on%20Apology.pdf   
 

http://www.spso.org.uk/sites/spso/files/communications_material/leaflets_buj/2011_March_SPSO%20Guidance
http://www.spso.org.uk/sites/spso/files/communications_material/leaflets_buj/2011_March_SPSO%20Guidance
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Health (Tobacco, Nicotine etc. and Care)(Scotland) Bill 

The Medical Protection Society Limited 

About MPS 

1. The Medical Protection Society (MPS) is the world’s leading protection 
organisation for doctors, dentists and healthcare professionals. We 
protect and support the professional interests of more than 300,000 
members around the world. Our benefits include access to indemnity, 
expert advice and peace of mind.  

2. MPS is not an insurance company, but a mutual (not-for-profit) 
organisation which exists to serve and protect its members and to 
safeguard their professional reputation, interests and integrity. All the 
benefits of membership of MPS are discretionary as set out in the 
Memorandum and Articles of Association. 

3. Our in-house experts assist with the wide range of legal and ethical 
problems that arise from professional practice. This includes clinical 
negligence claims, complaints, medical and dental council inquiries, 
legal and ethical dilemmas, disciplinary procedures, inquests and fatal 
accident inquiries. 

4. Our philosophy is to support safe practice in medicine and dentistry by 
helping to avert problems in the first place. We do this by promoting risk 
management through our workshops, E-learning, clinical risk 
assessments, publications, conferences, lectures and presentations. 

Opening remarks 

5. MPS welcomes the opportunity to provide evidence to the Health and 
Sport Committee, in relation to Part 2 (Duty of candour procedure) and 
Part 3 (Ill-treatment and wilful neglect) of the Health (Tobacco, Nicotine 
etc. and Care) (Scotland) Bill. MPS makes no comment on Part 1 of the 
Bill, and the Committee’s call for views on Nicotine Vapour Products 
(NVPs) and smoking in hospital grounds. 

6. The Committee will be aware that earlier this year MPS responded to 
the Scottish Government’s consultations on the proposals for a statutory 
duty of candour and a new criminal offence of ill-treatment and wilful 
neglect. 

7. In respect of the statutory duty of candour, MPS fundamentally supports 
a culture of openness in healthcare. Safeguarding the public and 
improving patient care must be a priority; however adding additional 
legislation to the healthcare profession is not always the best way of 
achieving this. 

8. In MPS’s experience, a reliance on legislation and regulation risks 
creating defensive behaviours, where self-preservation becomes a 
dominant influence, instead of a focus on the best interests of the 
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patient. MPS strongly believes that a change in culture would be far 
more effective at promoting openness, professionalism and 
accountability amongst those working in healthcare. Focusing on 
legislation and regulation as the key methods of driving behavioural 
change may undermine this. 

9. MPS remains of the view that this new statutory duty is not the most 
effective way of embedding openness in healthcare. Equally, it is 
recognised that the policy decision has now been made, and so MPS 
stands ready to play its part, working with the Scottish Government, to 
ensure the duty of candour regulations are properly communicated to 
the profession – and that professionals have clarity about precisely what 
that duty entails. 

10. In respect of a new criminal offence of ill-treatment and wilful neglect, 
MPS does not believe that sufficient justification has been made for the 
proposed new offence. Where someone is the victim of alleged neglect, 
the law currently, rightly, provides for both investigations and sanctions 
where necessary. There is legislation covering these matters in relation 
to incapacitated patients or children3. Patients with capacity have the 
option of criminal and/or civil proceedings if they are the victim of 
alleged neglect.  

11. MPS has experience of the confusion that can be caused when primary 
legislation does not set out the scope of criminal offences in sufficient 
detail. It is with this in mind that we raise our concerns that the term “ill-
treatment” is not defined in either the Bill or the explanatory guidance.  

12. A robust, clear definition should be provided, and MPS encourages the 
Scottish Government to look at this issue as a priority.  

Specific comments on Part 2 (Duty of candour procedure) 

S 21 – Incident which activates the duty of candour procedure 

13.  Section 21 (2) (b) provides that “a registered health professional” is 
responsible for offering a “reasonable opinion”. MPS does not think that 
an adequate definition has been given as to who that would be in 
practical terms. Further definition and clarity is needed to ensure that an 
appropriately qualified person is making the assessment of whether the 
duty of candour requirement is engaged. 

14. In such instances, any decision would need to be taken swiftly and the 
emphasis would be on an unintended or unexpected incident and a 
significant outcome, as listed in s 21 (4) (c ) (i)-(v). 

                                            
 
3
 Adults with Incapacity (Scotland) Act 200; Mental Health (Care and Treatment) (Scotland) 

Act 2003; Children (Scotland) Act 1995; Adoption and Children (Scotland) Act 2007; 
Protection of Vulnerable Groups (Scotland) Act 2007; Children and Young People (Scotland) 
Act 2014; Health and Safety at Work Act 1947. 



The Medical Protection Society Limited HS/S4/15/25/2 

7 

15. Appropriate training will be required for individuals who are tasked with 
providing an opinion under the provision of s 21. MPS would like to see 
more detail on this point, and would welcome the opportunity to play a 
role in shaping exactly what that training model would look like. 

16. MPS supports the provisions of s 21 (b) (ii), where it outlines that only 
an outcome unrelated to the person’s illness or underlying condition 
would be included in the application of the duty of candour.  

17. Concern remains that common side effects, and common complications 
of treatment, could be captured by the duty of candour. Clarification is 
needed on this point. 

S 22- Duty of candour procedure  

18. Section 22 (3) (b) should be amended. As currently drafted it would 
cause conflict between a doctor’s professional duty of confidentiality. 
Disclosure of confidential patient information to a “person acting on 
behalf of that person”, where a patient has died, is unlikely to be 
appropriate for a doctor. This issue is already dealt with in paragraph 71 
of the General Medical Council’s (GMC) Confidentiality guidance.4 

S 23 – Apologies  

19. MPS strongly supports s 23 covering the provision of an apology, and 
that an apology taken in accordance with the duty of candour is not 
itself an admission of negligence or a breach of statutory duty.  

20. MPS supports a position of open communication, encouraging 
appropriate apologies where things have gone wrong. We provide 
regular high quality training and education to members to support this 
culture in medical practice.  

S 24 – Reporting and monitoring 

21. As the Bill currently stands, s 24 could result in an individual rural GP 
practice having to produce an annual report on its engagement with the 
duty of candour. This has the potential to significantly impact that 
practises’ available resources. 

22. This potentially burdensome scenario needs addressing. This can be 
done via a clearer definition of a “responsible person.” 

Specific comments on Part 3  

(Ill-treatment and wilful neglect) 

S 26 – Care worker offence 

                                            
 
4
 General Medical Council – Confidentiality (2009), paragraph 71, page 28. 
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23. The explanatory notes for s 26 indicate that some ancillary staff will be 
excluded from the reach of this Bill. While MPS does not believe this 
new, additional criminal offence is necessary, if the Scottish 
Government is minded to proceed, there is no readily apparent reason 
why only certain individuals coming into contact with patients can be 
held to account in this way.  

S 29 – Power to order offence to be remedied or publicised 

24. MPS does not feel the need for specific legislation around “publicity 
orders’ has been justified. We feel this is a strong example of our 
underlying concern about this new, additional criminal offence - adding 
to a culture of fear in the healthcare profession.  

Concluding remarks 

25. In this submission we have outlined some of our concerns about both a 
statutory duty of candour, and the new, additional criminal offence of ill-
treatment and wilful neglect.  

26. However, there is equally a recognition that policy decisions have been 
made on both of these issues. With experience of the development of 
the statutory duty of candour in England, and accompanying guidance, 
as well as the offence of ill-treatment and wilful neglect, MPS stands 
ready to work with the Scottish Government on both of these issues. It 
is essential that un-intended consequences are avoided wherever 
possible. It is also important that healthcare professionals are 
supported, and have clarity about what new duties mean for their 
professional practise.  

27. MPS wants to play its part in this by working constructively with the 
Scottish Government and other government and healthcare agencies, 
to support healthcare professionals, so they can do what the entered 
the profession to do – care for patients.  

The Medical Protection Society Limited 
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Health (Tobacco, Nicotine etc. and Care)(Scotland) Bill 

The Law Society of Scotland 

Introduction 

The Law Society of Scotland (the Society) aims to lead and support a 
successful and respected Scottish legal profession. Not only do we act in the 
interest of solicitor members but we also have a clear responsibility to work in 
the public interest. That is why we actively engage and seek to assist in the 
legislative and public policy decision making processes. 

To help us do this, we use our various Society committees which are made up 
of solicitors and non-solicitors and ensure we benefit from knowledge and 
expertise from both within and outwith the solicitor profession. 

The Society’s Health and Medical Law Sub-committee and Criminal Law 
Committee welcomes the opportunity to consider and respond to the Health 
and Sport Committee’s call for written evidence on the Health (Tobacco, 
Nicotine etc. and Care) (Scotland) Bill.  

The Health and Medical Law Sub-committee has restricted its response to 
consideration of Part One and Part Two of the Bill only.  

The Society’s Criminal Law Committee, after careful consideration of Part 
Three: ill-treatment and wilful neglect, does not have any comments to put 
forward. 

Part One :Tobacco, Nicotine Vapour Products and Smoking 

 General Comments 

We support the aims of Part One the Bill. The harmful effects of tobacco and 
smoking are undisputed. Statistics speak for themselves in relation to deaths 
caused by smoking and smoking related disease, including the health of those 
who breathe in users’ smoke, particularly children.5 We recognize that the Bill 
has the potential to address health and wellbeing and reduce the risk of harm 
caused by smoking and smoking related disease. We agree that the 
proposals support the key tenets of European health policy6 and would 
enhance the Scottish Government’s Tobacco Control Strategy, ‘Creating a 
Tobacco-free Generation’7.  

 We believe that any legislative changes should be firmly tied in with 
education and prevention of smoking. A combined approach is generally 
regarded as more effective and provides a more targeted response in 

                                            
 
5
 McNeill, A et al., Tobacco control in Europe: A Deadly Lack of Progress((2012) , European 

Journal of Public Health, 22  Supp. 1 p1-3.  
6
 WHO- Europe . European strategy for child and adolescent health and development. (2005) 

report Number: EUR/05/5048378   
7
 http://www.scotland.gov.uk/Publications/2013/03/3766 
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changing patterns of smoking behaviour and promoting tobacco control 8 and 
the Tobacco Control Strategy provides a good framework within which to 
achieve this.  

Whilst we recognise that that nicotine vapour products may be a safer alter 
alternative to conventional cigarettes, more information is still required on the 
risks and benefits to public health in general and particularly to young people. 
Minimum age of sale may also help reduce the use of electronic cigarettes as 
a ‘starter product’ for young people9. 

We previously responded, in December 2014, to the Scottish Government’s 
consultation on Electronic Cigarettes and Strengthening Tobacco Control in 
Scotland 10  

Part Two :Duty of Candour 

 General Comments 

We consider that that the starting point for any proposals for altering existing 
approaches should involve a robust review of existing processes together with 
comparative research as to the beneficial impact of any proposed changes. 
We refer to our consultation response of January 2015. 11 We remain 
concerned some of these proposals will be resource intensive and may be 
cumbersome and impractical to apply.  

 National issues 

We understand that transparency has taken on a particular significance 
following the Mid Staffordshire NHS Foundation Trust Public Inquiry 12. It is 
also acknowledged that there can be a lack of faith that legal remedies for 
injured patients will be successful. Issues of time and expense may also play 
a part in a patient feeling aggrieved. People may often be reluctant to raise 
concerns simply because they don’t know how to or because they fear that it 
will have a negative impact on their relationship with the healthcare 
professional. 13 

 Informing patients about every slight incident, even if there was no harm, may 
have quite the opposite intended effect and cause patients to lose confidence 

                                            
 
8
 Hunt, P.,(2012) Health and wellbeing:The role of government., Public Health, 126 s 19-23. 

9
 Cobb, N, K & Abrams D, B., (2011). E-cigarette or drug deliver device? Regulating novel 

nicotine products. New England  Journal of Medicine 365 193-195. 
10

 http://www.lawscot.org.uk/media/410032/hea-consultation-on-electronic-cigarettes-and-
strengthening-tobacco-control-in-scotland-law-society-of-scotland-response-2-.pdf 
11

 file:///C:/Documents%20and%20Settings/abri/My%20Documents/Downloads/HEA-
Consultation%20on%20Proposals%20to%20Introduce%20a%20Statutory%20Duty%20of%2
0Candour%20for%20Health%20and%20Social%20Care%20Services%20(1).pdf  [Accessed 
July 25 2015] 
12

 Robert Francis Inquiry report into Mid-Staffordshire NHS Foundation Trust. 
London:Department of Health 2011. 
13

 Mulcahy, l., (2003) Disputing Doctors:The Socio- Legal dynamic of Complaints About 
Medical Care. Open University:Maidenhead at p 64-66 

http://committees/s4HS/documents/Papers%20for%20committee%20meeting/20150922/Downloads/HEA-Consultation%20on%20Proposals%20to%20Introduce%20a%20Statutory%20Duty%20of%20Candour%20for%20Health%20and%20Social%20Care%20Services%20(1).pdf
http://committees/s4HS/documents/Papers%20for%20committee%20meeting/20150922/Downloads/HEA-Consultation%20on%20Proposals%20to%20Introduce%20a%20Statutory%20Duty%20of%20Candour%20for%20Health%20and%20Social%20Care%20Services%20(1).pdf
http://committees/s4HS/documents/Papers%20for%20committee%20meeting/20150922/Downloads/HEA-Consultation%20on%20Proposals%20to%20Introduce%20a%20Statutory%20Duty%20of%20Candour%20for%20Health%20and%20Social%20Care%20Services%20(1).pdf
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in hospital and care. A balance has to be struck between providing the patient 
with an apology if something has happened to them, without requiring the 
doctors to divulge every ‘near miss’. Whilst we support the need for vigilance, 
we believe that this should also be proportionate. 

 International issues 

Additionally, given the increased emphasis on cross border healthcare and 
wider international healthcare collaborations, we would support initiatives 
across the EU that promote good working practice in relation to health care.  

We note that that there is a wealth of readily accessible data across the EU 
via EU reflective of the Directive 2011/24/EU of the European Parliament and 
of the Council of 9 March 2011 on the application of patients’ rights in cross-
border healthcare and indeed cross border bodies such as bodies such as the 
European Federation of Nursing Regulators14  

We further note that considerable advances have been made in relation to 
health care regulation across the EU following the vote by members of the 
European Parliament on 9 October 201315 to agree new rules governing the 
movement of healthcare professionals across Europe. As recently as June 
201516 the EU published new regulations to improve protection for patients 
from potentially dangerous healthcare professionals, and from 18 January 
2016, regulatory bodies across Europe will be required to operate a warning 
system to alert each other when a professional is banned from practising in 
one country, to stop them posing a danger to patients in another EU country.  

Any additional legislation should have added value to what is already in 
existence and that different forms of statutory regime need to work in harmony 
and enhancing good communication and practice.  

 Referral to existing regulators 

We note concerns expressed in recent press coverage17 that under the 
existing regulatory regime, some employers may be deploying referral to 
existing regulators such as General medical Council. As the Scottish 
Government will recognise, given the existing protocols for healthcare 
regulators in Scotland operate to require the regulator to investigate and 
assess a referral whatever its source or possible motivation, it is considered 
that this area should be a the subject to further consideration.  

                                            
 
14

For example,Bourgeault I,L.,&  Grignon, M.,(2013) ‘Comparison of the Regulation of Health 
Professional Boundaries across OECD Countries.’  EU Journal of Comparative Economics 
Vol10  2 199-223  
15

 NHS European Office (2013). ‘New EU law on mobility of health professionals across 
Europe’ Briefing 15. Available from: 
http://www.nhsconfed.org/~/media/Confederation/Files/Publications/Documents/EU-law-
mobility-health-professionals.pdf [accessed July 25 2015] 
16

 http://eur-lex.europa.eu/legal-
content/EN/TXT/HTML/?uri=OJ:JOL_2015_159_R_0003&from=EN 
17

 Herald  ‘Health Board under fire over reprisal fears’  27 July 2015 page 5 

https://mail.gcal.ac.uk/owa/redir.aspx?C=3VulfzQd1EmRwJghZEvTkz10Frgqm9JIpijvyvkThYCE2WWN7uKqBkwW-FxFsYb6rRMlzrnkE9E.&URL=http%3a%2f%2feur-lex.europa.eu%2flegal-content%2fEN%2fAUTO%2f%3furi%3dcelex%3a32011L0024
http://www.nhsconfed.org/~/media/Confederation/Files/Publications/Documents/EU-law-mobility-health-professionals.pdf
http://www.nhsconfed.org/~/media/Confederation/Files/Publications/Documents/EU-law-mobility-health-professionals.pdf
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Specific Comments: 

 Section 21 

This section describes the trigger for the duty which is “an unintended or 
unexpected incident” which occurs in the provision of a health service. Health 
care involves myriad outcomes which are personal to individuals. These can 
depend on age, general state of health, genes, nutrition and social factors to 
name a few. The wide scope of the concept of an unintended or unexpected 
incident in the health care context could potentially lead to the reporting of a 
large number of “incidents” with staff adopting a cautious approach.  

The duty comes into effect when, in the reasonable opinion of a registered 
health professional, the incident results in a particular outcome. The 
professional giving the opinion must not have been “involved” in the incident. 
Does this mean that if a patient has, say, an unexpected adverse reaction to a 
drug, the whole hierarchy of the medical team treating that patient – junior 
doctors acting under the supervision of registrars, in turn acting under the 
supervision of a consultant is barred from giving the opinion and another 
doctor must be sought to do this? This could lead to practical difficulties.  

In specialised areas of medicine or surgery there may not be a suitable 
“uninvolved” person on site to decide if something amounts to an unintended 
or unexpected incident. The professional who must give an opinion will have 
to take time to consider the incident, read case notes and carry out further 
investigations. There could be a significant amount of time involved.  

To trigger the duty of candour, the incident must result in the outcomes listed 
in subsection (4) or there must be the possibility that it could result in such 
outcomes. This requires the professional who is giving the opinion to make a 
decision about causation; a notoriously difficult area in medicine. The Bill 
refers to the obvious types of harm such as the removal of the wrong limb, but 
there may be many cases when the connection between the incident and 
subsequent harm is much more difficult to ascertain. This adds to the 
resource required in terms of time and money to operate these provisions. 
Such a decision will only be one person’s opinion but it will trigger the duty of 
candour. A professional would not make such a decision lightly, since an 
opinion on causation could conceivably influence a decision to initiate a civil 
case or disciplinary proceedings against another health professional.  

The duty of candour is activated “as soon as reasonably practicable” after 
becoming aware of the incident. However this could still be some considerable 
time after the incident. The outcomes of death or shortening of life expectancy 
or various types of harm could potentially occur years after the incident in 
question. How in practical terms will such cases come to the attention of the 
responsible person, -the Health Board- when the staff treating the patient at 
the time of the incident are unaware of the outcome or have all moved on?  

Such protracted cases would impose an even heavier burden on the 
professional giving the opinion, since it would require them to consider all 
other treatment or relevant history that had occurred since the incident. 
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 On the question of timing, subsection (4)(c)(v) refers to the patient having 
suffered pain or psychological harm for a continuous period of 28 days in 
order for the duty of candour to apply. What is the justification for the 28 day 
period? Why should the duty not apply if the pain lasts only 10 days? Pain and 
psychological harm are very variable and subjective. There are bound to be 
wide differences between patients. 

 Section 23 

This section provides for regulations to set out the duty of candour procedure 
including “the apology to be provided by the responsible person” to the 
patient. It is questionable whether the public will feel that an apology 
compulsorily provided by statute is sincere or meets their needs. Care would 
need to be taken to ensure that such provision is compatible with other 
initiatives regarding apologies since most professional healthcare 
organisations now incorporate some or all of the above elements into their 
good practice. An apology can be delivered in many ways and is not easily 
conducive to formula. It relies upon interpretation, emotion and often 
spontaneity of the parties; both giving and receiving the apology. Such things 
are difficult to capture and perhaps even more so if this then becomes a 
requirement. The Compensation Act 2006 gave this a statutory footing in 
section 2 which provides that ‘an apology, an offer of treatment or other 
redress shall not, of itself amount to an admission of negligence or breach or 
statutory duty.’ As a consequence, there is the possibility that the proposals 
result in duplication of process and remedy. Many NHS boards already have 
such procedures in place whereby an apology can be made without admission 
of fault, so would such proposal merely be providing a duplication of 
processes which already exist? 

 Section 24 

This section provides for reporting and monitoring. It is worth noting that there 
are other mechanisms in the medical context for reporting adverse incidents, 
such as routine mortality and morbidity meetings in hospital departments and 
schemes for reporting adverse drug reactions. It is accepted that these do not 
necessarily lead to information being provided to patients and relatives, but 
the annual report envisaged by the Bill will likewise not identify individuals. It is 
appreciated that one purpose of the report is to identify trends and share 
information. 

It might be more efficient if Health Boards or other “responsible persons” could 
adapt and utilise the existing mechanisms to monitor and record these 
incidents.  

The Law Society of Scotland 
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Health (Tobacco, Nicotine etc. and Care)(Scotland) Bill 

Action against Medical Accidents (AvMA) 

Introduction 

Action against Medical Accidents (AvMA) is the UK charity for patient safety 
and justice. It is registered as a charity in Scotland (number SCO 39683) and 
in England and Wales (number 299123). 

AvMA is pleased to provide comments to the Health and Sport Committee in 
relation to the Bill’s provisions for a Duty of Candour and for a criminal offence 
of Ill Treatment and Wilful Neglect, which touch directly on AvMA’s charitable 
objectives. 

AvMA has campaigned for a statutory Duty of Candour across the United 
Kingdom for some 20 years and is widely credited as having done more than 
any other organisation to raise awareness of the need for a Duty of Candour 
and to influence policy makers towards setting the Duty of Candour on a 
statutory basis. AvMA was a core participant in the Mid Staffordshire Public 
Inquiry and provided evidence to Sir Robert Frances QC on (inter alia) the 
need for a statutory Duty of Candour. AvMA has worked closely with Ministers 
and the Department of Health in England and the Care Quality Commission 
over the development of the Duty of Candour as it now applies in England and 
how it is to be developed and implemented. 

 The Duty of Candour as provided for in the Bill 

AVMA very much welcomes the fact that the Bill will put a Duty of Candour on 
health and care organisations in Scotland on a statutory basis. Our comments 
will focus on where we think this section of the Bill can be improved, and what 
else is needed to make its implementation successful. We believe if it is 
introduced in the right way, the Duty of Candour will represent the biggest 
breakthrough in patient safety and patients’ rights in Scotland’s history and put 
Scotland amongst the world’s leaders in its approach to patient safety. AvMA 
does have some major concerns about how the Bill as currently drafted deals 
with the Duty of Candour. These and other comments are dealt with below.  

Potential Harm 

We were glad to set the wording under clause 21 includes the words “appears 
to” or “could result in” is the definition of incidents which activate the duty of 
candour procedure. The policy intention is clearly that known incidents which 
“appear” to have resulted in certain levels of harm (rather than those that have 
conclusively been found to have) are covered by the Duty of Candour. Also, 
that incidents where harm does not yet appear to have resulted but has the 
potential to, are covered. We believe there is wide consensus that this should 
be the case, and this has certainly been the conclusion of work on the Duty of 
Candour in England. We believe that the subsequent wording of the clause 
needs to be amended to avoid any ambiguity or confusion about this. In 
particular: 
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 22 (4) (c) should be amended to read “(c) harm which is not severe but 
which could result in …..” 

 22 (2) (G) (ii) should be amended to read “that outcome may relate 
directly to the incident rather than to the natural course of the person’s 
illness or underlying condition.” 

Definition of “Incidents which activate the Duty of Candour procedure” 

We believe that the Bill should better define “incident which activates duty 
of candour procedures” so as to make it clear that “omissions” in care or 
treatment are covered by the Duty of Candour. At present, the wording of 
the Bill could be interpreted as only covering incidents where there has 
been active treatment or care. Many untoward incidents which lead to 
significant harm are as result of “omissions” – a failure to diagnose and 
treat appropriately. It would clearly be wrong to allow such incidents not to 
be covered by the Duty of Candour. We believe this can be easily rectified 
by changing the wording in this part of the Bill, or adding a definition under 
(25) “interpretation of Part 2”, to make it clear that incidents of failure to 
diagnose/late diagnosis, of failure to treat appropriately/delayed treatment 
are covered.  

In England, after much debate and deliberation, consensus was reached 
that incidents which have or could result in “significant harm” should 
instigate the Duty of Candour procedure. We would suggest that use of the 
phrase “significant harm” within the Bill would add clarity and re-enforce 
the principle that any significant or potentially significant harm incidents are 
covered. This can be further clarified by the guidance. 

Sanctions/Consequences of Non-Compliance  

We firmly believe that the most important benefit of putting the Duty of 
Candour on a statutory basis will be that it will underpin cultural change 
and make being open about incidents second nature in health and social 
care. However, to have the necessary impact, it needs to be seen that 
failure to comply would have serious consequences for the health or care 
provider. Unless we have misinterpreted the Bill as currently drafted, it 
would appear that the only consequences for a provider who fails to 
comply is that “Scottish Ministers, Health Improvement Scotland and 
Social Care and Social Work Improvement Scotland may publish a report 
on compliance of this part by responsible persons” (24 (8) ). 

We strongly recommend that the Bill should put a statutory duty on the 
above parties to investigate suspected non-compliance and where 
appropriate to use the powers at their disposal to demand compliance and 
where appropriate take regulatory action against the provider. In England, 
the Care Quality Commission has statutory powers to issue warnings; put 
providers under special measures; fine providers; withdraw provider’s 
registration to provide health or social care; or prosecute providers. 

  



Action against Medical Accidents HS/S4/15/25/2 

16 

Other Suggestions 

Under “(24) Reporting and Monitoring” we recommend that training 
provided to staff on compliance and good practice is made a mandatory 
subject to report upon. 

Under 24 (4) we recommend that the core requirements are set out in 
regulations rather than left to the providers discretion and that this is 
reflected under 22 (2). 

We recommend that the Bill should place a statutory duty on health and 
care providers to nominate a suitable senior member of staff to take a lead 
in compliance with the Duty of Candour including making sure suitable 
training and support is available and monitoring/reporting to the Board or 
partners. This Duty of Candour applies to organisations but even in 
organisations that do their best to comply, an individual within an 
organisation may cause non-compliance. Bearing this in mind, we 
recommend that the Bill itself or the regulations require the organisation to 
take appropriate disciplinary action against individual staff who cause non-
compliance, and where that person is a registered health professional, 
refer them to the relevant professional regulator.  

We question the approach of the Bill in 21 (3) of stipulating that a health 
professional who has not been involved in the incident is always required 
to give an opinion on whether the incident should activate the Duty of 
Candour procedure. We believe this would have unintended 
consequences in that it would: 

 Mitigate against the treating health professional(s) acting according 
to their own professional obligations and acting quickly and 
appropriately to give open and honest explanations to the patient. 

 Create an unnecessary level of waste/bureaucracy in complying 
with the duty by requesting an independent health professional is 
found to give an opinion on each and every incident which should 
potentially activate the duty of candour procedure. 

The spirit of the Duty of Candour is that where there is a suspected incident 
giving rise to potential or actual significant harm, the Duty of Candour 
procedure is activated as soon as it is practical and appropriate to do so. The 
regulation in England uses the words “in the opinion of a registered health 
professional” in its definition of a notifiable safety incident, but does not 
literally mean that the decision to activate the notification procedure has to be 
taken by an individual health professional who was not involved in the 
incident. 

The reference to the opinion of a registered health is, we believe, useful as a 
benchmark as to what should activate the procedure. In other words, we are 
talking about incidents which “would” in the reasonable opinion of a 
registered health professional meet the definition. The provider should bear 
this in mind and may on occasions need to consult with a health professional, 
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who is not involved in the incident, but this should not get in the way of any 
health professional or non-health professional doing what should come 
naturally – being fully open and honest and doing so with good practice. We 
believe here issues of good practice are better dealt with through guidance.  

Ill Treatment and Wilful Neglect 

We support the principle of a criminal offence gross poor treatment and wilful 
neglect in a similar fashion as has been created in England. Our concern is 
that it is only that egregious and wilful departures from acceptable practice are 
captured and that the offence should apply to management – those with 
overall responsibility for maintaining standards – as well as individual care 
providers. 

Action against Medical Accidents 
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We need to talk about Palliative Care 

Alzheimer Scotland 

Introduction 

Alzheimer Scotland is Scotland’s leading dementia voluntary organisation. We 
work to improve the lives of everyone affected by dementia through our 
campaigning work nationally and locally and through facilitating the 
involvement of people living with dementia in getting their views and 
experiences heard. We provide specialist and personalised services to people 
living with dementia, their families and carers in over 60 locations and offer 
information and support through our 24 hour freephone Dementia Helpline, 
our website (www.alzscot.org) and our wide range of publications.  

Alzheimer Scotland welcomes the opportunity to contribute to the Health and 
Sport Committee’s Inquiry into Palliative Care. 

Alzheimer Scotland is currently in the latter stages of developing an important 
policy report that will include a model of care for people with advanced 
dementia and people at end of life who have dementia. The report will be 
published in autumn 2015. The model will be based on the approach of the 
Eight Pillars Model of Integrated Community Support1 which is currently being 
tested in five areas of Scotland, as part of the Scottish Government’s second 
National Dementia Strategy. The model and the report have been informed by 
a wide ranging consultation, from October 2014 to June 2015, with people 
with dementia, carers and former carers of people with dementia, and clinical 
and social care professionals at all levels in the voluntary, public and private 
sectors. 

Alzheimer Scotland’s comments to the Committee’s Inquiry are therefore 
informed by our research and consultation about advanced dementia and end 
of life with dementia. We will be happy to share the report with committee 
members once it is complete; we hope you will agree, along with the many 
stakeholders we spoke to over the course of our consultation, that this is an 
important piece of work in identifying how our health and social care system 
can best support people with dementia and the people close to them – 
something that the system all too often currently fails to do. 

Key Issues 

We aim, here, to set out the key issues for regarding palliative care as they 
affect people with dementia and carers. These have been informed by 
Alzheimer Scotland’s research in the development of our forthcoming report. 
We hope that this is useful for committee members and would be happy to 
explore this further in discussion. 

                                                           
1
 http://www.alzscot.org/campaigning/eight_pillars_model_of_community_support  

http://www.alzscot.org/
http://www.alzscot.org/campaigning/eight_pillars_model_of_community_support
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Advanced dementia 

One of the key impacts as dementia progresses is the increasingly physical 

nature of the experience. Advanced dementia presents a range of potential 

symptoms that impact on mobility, bodily function, resilience and physical 

wellbeing. Many of the manifestations of advanced illness can be seen as 

resulting from a complex interplay of the increasing cognitive impairment and 

diminishing physical robustness.  

The range of physical, psychological and social issues in advanced dementia 

requires a bio-psychosocial approach in understanding and responding to the 

individual experience. An individual’s personality, life experience, physical and 

psychological health and social context will have an influence on how they 

respond to the symptoms of dementia and in turn the approach to support 

required.  

Defining the point at which a person can be said to have reached advanced 

dementia is complex – there is no particular set of symptoms that signify this 

and the pattern of declining cognitive and physical function is neither fixed nor 

predictable.  

Given the unique nature of the individual experience and the influence of a 

wide range of factors it is more appropriate to consider the level and 

complexity of care needs in understanding when advanced illness is being 

experienced.  

Age at the onset of dementia is the main predictor for life expectancy. There is 

a great deal of uncertainty in understanding when a person with dementia is 

actively dying2. 

Responses  

Health care practitioners have a key role in responding to the increasing 

physical nature of advanced dementia and the influence of co-morbid 

conditions.  

Issues relating to nutrition and hydration are highly prevalent in advanced 

dementia and at end-of-life.  

Psychological symptoms are common during the advanced illness and at end-

of-life; increasing cognitive decline makes it more difficult to respond to these 

symptoms. 

                                                           
2
 Murray S, Kendall M, Boyd K & Sheikh A (2005) Illness trajectories and palliative care BMJ 

330:1007-1011 
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Communication changes in advanced dementia makes the responses of 

others of key importance in ensuring the person remains socially connected.  

Not everyone with advanced dementia will be in older age groups – in addition 

to early onset dementia, people with learning disabilities are at increased risk 

of developing dementia at a younger age. 

Day-to-day care 

Evidence points to the highest proportion of people with advanced dementia 

living in a care home with a smaller number continuing to live at home. It also 

shows that hospitals are an important context for end-of-life care in dementia. 

When a person continues to live at home during advanced illness much of 

their care is likely to be provided by those closest to the person3 - if the person 

is living in a care home their day-to-day caring will be provided by care 

workers.  

Those providing care require support in understanding and responding to the 

changing and challenging needs of the person and their condition. They also 

need to be appropriately supported in providing care and for their own 

wellbeing to be recognised and addressed. We therefore need to consider the 

needs of both those who provide care informally due to a close relationship 

with the person, and paid care staff to ensure that they are adequately 

supported, trained and resourced to provide quality care.  

Palliative Care  

There is currently no planned and coordinated approach to providing the care 

required to support people living with advanced dementia in the community. 

This can result in crisis interventions in response to medical emergency and 

the breakdown of the caring relationship. 

Palliative care was developed as a response to cancer when active treatment 

was no longer applicable - care models and access routes reflect these 

origins. A palliative care approach would seem highly relevant in dementia 

with its focus including (1) the management of pain and other distressing 

symptoms (2) support for the emotional, practical and spiritual issues in 

serious illness and (3) involving and supporting the family through illness and 

bereavement.  

The presence of communication and psychological issues are a significant 

consideration in responding appropriately to advanced dementia. It is 

suggested that communication issues alongside ethical and legal concerns 

can make practitioners reluctant to take a palliative care approach when faced 

                                                           
3
 This is often the spouse, partner, adult children or other close relationship 
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with difficult decisions4. Extending a palliative care approach to dementia also 

raises concerns about the level of need this will create and whether 

practitioners have the appropriate skills5. Review of evidence in palliative care 

has shown the symptoms of dementia are not effectively addressed and the 

dying phase can often go unrecognised6,7.  

Despite the difficulties outlined above there is potential for a palliative care 

approach to be an important aspect of supporting people living with advanced 

dementia. However, the extension of palliative care in itself cannot be 

considered a ready-made response to advanced dementia. Rather it has an 

important supporting role for those already providing care in dementia, 

alongside the other specialists required in responding to the most complex 

phase of the illness.  

Palliative care specialists are skilled in assessing and managing pain and 

other distressing symptoms. Dementia care practitioners have key skills in 

responding to communication difficulties and psychological symptoms of 

dementia. A planned and coordinated approach is required to harness the 

contribution of both specialities in responding to the complexity of advanced 

dementia. There is a need to bring together the expertise of dementia care 

practitioners and palliative care specialists in responding to advanced 

dementia.    

Next Steps 

These are the relevant issues that will be identified in Alzheimer Scotland’s 
forthcoming report. Alzheimer Scotland will ensure that committee members 
receive a copy of the report, which we hope will be of interest. We look 
forward to further discussion of the issues raised 

Alzheimer Scotland 
16 September 2014 
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 Dixon J, King D, Matosevic T, Clark M & Knapp M (2015) Equity in the provision of palliative 

care in the UK: review of evidence 
https://www.mariecurie.org.uk/globalassets/media/documents/policy/campaigns/equity-
palliative-care-uk-report-full-lse.pdf (accessed May 2015) 
5
 Hospice UK (2015) Hospice enabled dementia care: the first steps 

http://www.hospiceuk.org/what-we-offer/clinical-and-care-support/hospice-enabled-dementia-
care (accessed August 2015)   
6
 Birch D & Draper J (2008) A critical literature review exploring the challenges of delivering 

effective palliative care to older people with dementia Journal of Clinical Nursing 17(9)1144-
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7
 Rowlands C & Rowlands J (2012) Challenges in delivering effective palliative care to people 
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We need to talk about Palliative Care 

Macmillan Cancer Support 

1. Macmillan Cancer Support is pleased to responds to the Committee’s enquiry. 
Twice as many people die of cancer in Scotland as the next most common 
cause of death. In 2013, 15,764 people died of cancer in Scotland – 29% of all 
deaths, compared to 13% from ischaemic (coronary) heart disease. The 
number diagnosed in Scotland is growing – up 18% between 2004 and 2013, to 
42,169. It’s estimated that more than 2 in 5 people in Scotland will develop 
cancer during their lifetime. 66% of men and 70% of women were alive one 
year after diagnosis and five year survival rates are up - 48% for men and 54% 
for women8. As more people live longer with cancer, their need for palliative 
care will increase to enable them to live well with their disease. 

A: Access to palliative care 

What are the barriers to consistent access to palliative care and how can those 
barriers be overcome? 

Barriers to consistent access to palliative care  

Misperception that all cancer patients receive good palliative and end of life care 
already  

2. Palliative and end of life care has traditionally been associated with cancer, and 
there is a growing misperception that people with cancer are now sufficiently 
well served in this area. However two studies in Scotland9 found that between 
one quarter and one third of cancer patients had not been identified as having 
palliative care needs. All cancer patients should receive the right palliative and 
end of life care, so they can enjoy the best possible quality of life, and die well.  

Palliative and end of life care needs identified too late (or not at all) 

3. For cancer patients, the final phase of illness (from the point where curative 
treatment is no longer deemed appropriate, or is not chosen) can range from 
several years in some cases to days in others. People can live up to five years 
with cancer that is not curable10, and cancer patients may need palliative care 
at any time following diagnosis.  

4. Late diagnosis is an issue. There are four stages of cancer growth, depending 
on how far it has spread. In 2012/13, 76% of cancer cases in Scotland were 
diagnosed at stage 2 or later – 26% (6,423) at stage 4 i.e. cancer has already 
spread extensively.  Cancer patients who are not diagnosed until the later 
stages of their disease are more likely to have had unmet palliative care needs 
for some time.  

                                                           
8 Figures relate to 2007-2011 
9 Harrison et al (2012) study of six Scottish GP practices and Zheng et al. 
(2013) study of nine practices.  
10 Data taken from the National Cancer Survivorship Initiative 
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No consistently understood definition of ‘palliative and end of life care’ 

5. There are two types of ‘palliative care’ - specialist and generalist care. 

a. Specialist palliative care refers to care provided in hospices and specialist 
units, and specialist palliative care teams in hospital and in the community.  

b. Generalist palliative care refers to times where a person’s palliative care 
needs can be provided by those working in generalist roles, carers and 
families.   

6. ‘Palliative care’ usually refers to the holistic physical, psychological, social and 
spiritual care of an individual, and ‘end of life’ care usually refers to the last 
year of life.  

Need for balance between ‘specialist’ and ‘generalist’ support  

7. There will always be cancer patients who need specialist palliative care which 
recognises their specific cancer needs. The nature of cancer and its treatment 
poses specialist palliative care challenges e.g.: 

a. Advances in drugs and therapies mean more cancer patients are being 
treated. They often deal, not just with their cancer, but with life-altering side 
effects of their treatment.  

b. Cancer patients dealing with several rounds of toxic treatment may be 
making regular trips for treatment when they are feeling ill and fatigued.    

c. The term ‘cancer’ continues to cause a heavy burden of fear and anxiety 
for patients and those that matter to them. These issues need skilfully 
handled help patients cope. 

d. ‘Cancer’ refers to over 200 diseases, each with its own pathway and 
therapies, and advances in treatment happen all the time. This requires a 
wide range of skills and knowledge to deal with every eventuality.      

8. Specialist palliative care teams work with multidisciplinary teams and liaise with 
others e.g. site specific clinical nurse specialists (CNSs), oncologists to provide 
the right care for each cancer patient.  

9.  Macmillan Specialist Palliative Care Nurses have been providing specialist 
palliative care for cancer patients for 40 years in community and acute sectors. 
They also play an advisory role in supporting their generalist colleagues to 
provide palliative and end of life care to cancer patients.   

10. Not every cancer patient needs specialist support at every stage of their 
journey. Palliative care for cancer patients is also provided by generalist staff, 
friends and family. However, general staff can lack confidence to deal with the 
palliative care needs of cancer patients, or believe mistakenly that every cancer 
patient should be referred to a specialist. This can make it harder for specialists 
to focus on the patients who really need their help. Generalist staff should 
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receive the training they need to empower them to support the palliative care 
needs of cancer patients.  

Need for better out of hours care 

11. Between 2007 and 2011, half of all cancer deaths in Scotland occurred outside 
hospital11. Cancer patients in the community need palliative and end of life care 
round the clock, to prevent unnecessary distress and hospital admissions.  

a. A recent English study12 found half of all patients dying at home received 
no/partial pain control. This must improve. 

b. Macmillan Community Palliative Teams provide ‘just in case’ boxes with 
anticipatory pain medication for cancer patients at home.  

c. Identification of those with palliative care needs would ensure patients are 
added to their GP’s palliative care register. This would prompt discussion 
with the wider team and could also the opportunity to initiate 
advance/anticipatory care planning discussions. 

d. Many out of hours’ services are provided by primary care teams (including 
community nurses and community pharmacists) and care staff from local 
authorities, and staff in care homes. Up-skilling these professionals to 
provide palliative and end of life care will improve out of hours experience 
for cancer patients.  

Continuity of care through transition 

12. Collaboration between health and social care staff in managing the transition 
between care settings can be patchy e.g. ensuring the right equipment and 
medications are in place. The opportunity for advance/anticipatory care 
planning discussions will ensure information regarding future wishes and 
priorities for care is documented and shared via consistent use of key 
information summaries across care settings. Macmillan has called for every 
cancer patient in Scotland to receive a holistic needs assessment (HNA), to 
identify concerns and plan their care accordingly. Our ‘Improving the Cancer 
Journey’ (ICJ) programme offers a HNA to all cancer patients in Glasgow when 
they are diagnosed. 30% of ICJ clients who received a HNA were at the 
palliative stage of their disease13.  

Lack of good quality data in Scotland  

13. There is no reliable data collected in Scotland on prevalence of patients with 
palliative care needs (either overall or by diagnosis) or specialist palliative care 
services.  The National Survey of Bereaved People (VOICES) only covers 
England, and the last similar Scottish study was undertaken by Audit Scotland 

                                                           
11 ISD Scotland, Place of death from cancer 2007 to 2011  
12 National Survey of Bereaved People (VOICES) 2014 – this data is not 
collected in Scotland. 
13 ICJ Board report for period 5 Feb 2014 to 25 July 2015 
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in 2008. Much of the data which exists is based on estimates rather than actual 
Scottish data e.g. the London School of Economics’ recent estimate that 
10,800 people in Scotland may have unmet palliative care needs is an 
extrapolation based on a study which estimated numbers for England14. 
Reliable data collected in Scotland is needed to measure the size of need in 
Scotland, and provide a baseline for evaluating whether measures introduced 
in Scotland are achieving the desired outcome.   

Overcoming barriers  

Training and education for generalist staff  

14. Palliative and end of life care is delivered by a wide range of health and social 
care professionals, but many receive minimal training in palliative and end of 
life care, leaving them feeling ill equipped and lacking the confidence to cope. 
Improved training could:  

a. identify palliative care needs early  

b. make better use of information to improve transition between care settings  

c. enable sensitive discussion regarding ACP  

d. provide better out of hours care, avoid undue distress and emergency 
admissions 

e. recognise when patients need specialist palliative care, and know what to 
do. 

15. Palliative and end of life care training should be made available at scale and in 
accessible formats to a much wider range of health and social care 
professionals.  Macmillan provides education and learning opportunities for 
Macmillan professionals and increasingly for non-Macmillan clinicians with an 
interest in palliative and end of life care.  

a. A series of palliative and end of life care study days for professionals in 
Scotland.  

b. The Foundations in Palliative Care resource for Care Homes is a training 
package developed by Macmillan to facilitate learning for care home staff. 

c. Macmillan’s Practice Nurse course enables participants to improve their 
knowledge, skills and confidence when caring for patients wih a cancer 
diagnosis and their families, including their palliative care needs. 

Sharing experience of models of care  

16. Macmillan has long established experience in palliative and end of life care for 
cancer patients. Much of the knowledge and expertise in pain control has 
emerged from the management of those with advanced cancer.  Cancer can 
cause a wide range of pain symptoms (e.g. bone, muscular, nerve) which 
require different analgesic regimes.  

                                                           
14 Equity in the Provision of Palliative Care in the UK: Review of Evidence, 
London School of Economics commissioned by Marie Curie, April 2015. 
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17. Macmillan professionals are often consulted on pain and symptom 
management for patients with non-malignant palliative care needs, because of 
the high levels of skill and knowledge they must maintain in this area in order to 
support cancer patients. Macmillan is well placed to share its experience and 
expertise in providing this care to cancer patients. 

When palliative care provision is based on needs, how can access to palliative care 
provision be assured across different conditions, locations and prognoses? 

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? 

Understanding the condition-specific nature of palliative and end of life care  

18. There is a growing misperception that palliative and end of life care is a generic 
speciality which can be universally applied across all conditions. While the 
principles apply universally - everybody deserves the best quality of life and a 
good death as defined by them – how this is achieved may vary depending on 
their condition and how it affects them. We know cancer creates a unique set of 
challenges (see para 8), and helping someone achieve their priorities will 
usually involve overcoming these.  It is important that equitable access to 
palliative care does not become shorthand for a generic approach to palliative 
care regardless of condition.  

Advance care planning (ACP) 

19. Good palliative and end of life care transcends care settings and is consistent 
both in and out of hours. At the heart is a clear understanding of the needs and 
preferences of each individual.  Advance/ anticipatory care planning facilitates 
the gathering and recording of this information, which must be accessible to 
everyone who is involved in that individual’s care. Awareness of ACP and its 
importance, and the confidence to put it into practice can ensure that an 
individual’s wishes are known to the professional, who should take them into 
account. 

20. Key to success is education in palliative and end of life care across all health 
and social care and the third sector, to raise awareness and uptake of ACP. 
Better integrated IT systems would facilitate flow of information between 
settings, and robust data sharing protocols would protect patient rights and 
empower staff.  

Clarity of funding for palliative and end of life care  

21. In 2014, the Cabinet Secretary said that nobody should be charged for 
palliative and end of life care in Scotland. Recent changes in funding complex 
clinical care have replaced Continuing Healthcare (CHC) in Scotland - only 
those patients resident in a NHS owned facility will have all costs met, 
regardless of whether they are at end of life or not. Palliative and end of life 
care will now be funded by Health and Social Care Partnerships, but it is not 
yet clear how this will work.  No cancer patient in Scotland should be financially 
disadvantaged as a result of these changes. It should be made clear to patients 
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at the outset how their care package is funded, and if there will be any charges 
to them. 

What are the benefits and potential drawbacks of having a named healthcare 
professional for each patient/family in receipt of palliative care?  

Single point of contact 

22. A single point of contact can help with advocacy, signposting and co-ordination 
of care, as well as providing consistency and building trust - vital to emotional 
wellbeing.  

23. Where cancer patients have been referred to a specialist palliative care nurse 
because of their complex palliative and end of life care needs, this will be their 
main point of contact. However a patient’s cancer journey may stretch over a 
number of years, and the right person to act in this role may change as needs 
change. It can (but may not need to) be a specialist palliative care nurse or a 
cancer CNS. The GP and primary care team play a role, and the district nurse 
may be the best choice towards end of life.  

24. In Glasgow, Macmillan’s ‘Improving the Cancer Journey’ (ICJ) programme 
assigns a link officer to each person diagnosed with cancer. The officer meets 
the patient, completes a holistic needs assessment (HNA) with them, and co-
ordinates the care plan signposting on to other services as appropriate to meet 
individual need. On average, 50% of IJC participants felt less distressed when 
they are followed up after their first HNA visit. 

25. The main drawbacks of a single point of contact are around resilience and 
accessibility e.g. in the face of sickness and absence, and out-of-hours cover.   

B: Initial conversations about palliative and end of life care 

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

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

26. Discussions about palliative care may start any time after the point of 
diagnosis, depending on each individual’s circumstances. It’s important that 
conversations take place before a crisis, so patients have time to think through 
their wishes in advance. Evidence shows that early referral to palliative care 
leads to better quality of life, reduced symptom burden, less exhaustive care 
and lower costs.15  

                                                           
15 Pivodic, L. Et al., “Home care by GPs for cancer patients in the last 3 
months of life: An epidemiological study of quality and associated factors” 
Palliative Medicine 2015. 



Macmillan Cancer Support  HS/S4/15/25/4 

11 

27. Often, a cancer CNS will hold initial conversations with patients and those that 
matter to them after their diagnosis and this could include discussions about 
their palliative care needs if appropriate. A cancer CNS has the skills to 
manage difficult conversations and a better understanding of the likely disease 
trajectory and care needs their patient is likely to face. A CNS is also well 
placed to refer a cancer patient to a specialist palliative care nurse if this is 
appropriate.  

Who should conversation be with and what should be asked? 

What is the role of carers and families? 

28. Any conversation with cancer patients about their palliative and end of life care 
needs should ideally be led by them, with support from professionals. Not all 
patients will want to talk about their future, so the professional may need to 
initiate the conversation sensitively, and help the individual open up – in their 
own time.  

29. The discussion should look at what matter to them - and cover clinical, 
practical, spiritual and emotional wellbeing. Common priorities are symptom 
control and freedom from pain, but others things can matter e.g. saying 
goodbye to a pet, financial issues.  

30. A holistic needs assessment and the ACP are key tools to prompt and guide 
these discussions, and particularly useful for generalist staff who are less 
accustomed to having these conversations. Macmillan would like to see wider 
uptake of ACPs.  

31. Professionals should be guided by the patient on who should be party to these 
sensitive discussions. Often, patients will want to involve family members and 
carers, but there may be others who matter to them.  

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

Are health and care professionals adequately supported to hold these 
conversations? 

What works well in discussing palliative and end of life care and how is good 
practice communicated? 

32. Generalist health and care staff often lack the capacity and confidence to 
engage in these challenging conversations with patients and families. They 
may mistakenly believe that only a CNS can speak to cancer patients about 
their care needs, and this can lead to delays or failure for conversations to 
happen at all. Over-reliance on the CNS may have contributed to the lack of 
palliative and end of life care training for generalist health and social care staff. 
Reluctance of patients and their loved ones to open these conversations can 
also contribute to the challenge.  

“I have found that family don't want to talk to the person they are caring for about 
palliative care. Some but not all consultants are happy to do this with the patient 
and family.”  
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Person Affected By Cancer, Macmillan’s Scottish Involvement Group 

33. Macmillan professionals have access to training in engaging in difficult 
conversations, and provide advice to their generalist colleagues, but Macmillan 
would like to see all health and social care staff receive training on difficult 
conversations with cancer patients. Providing this support at scale will take time 
and requires a cross-sectoral commitment, Macmillan is already engaged in 
some innovative projects:  

a. Funding for an education programme in NHS Ayrshire and Arran to upskill 
general nurses from acute and community care settings in palliative and 
end of life care. This was extended to include social care staff. A total of 88 
participants completed the programme.  

b. The Macmillan Primary Care Palliative Care Team based at Clutha House 
(NHS Greater Glasgow and Clyde) plan and deliver training to community 
teams.  

34. It is also important that the emotional wellbeing of staff engaging in these 
conversations is protected. Health and social care staff can find themselves 
dealing with very challenging circumstances.  

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

35. Promoting advance/anticipatory care planning discussions will ensure that 
palliative care priorities and the person’s wishes can be recorded in an 
Anticipatory Care Plan and shared appropriately. Key Information Summaries 
(KIS) helps sharing key information with those involved in providing 
unscheduled care.  

36. There’s a need for more people to have input into the KIS and for the quality of 
content to be improved. Staff across care settings must be trained to safely 
initiate sensitive conversations around future care and make use of the ACP 
and its contents to ensure the patient’s priorities are respected. It is also 
important to review and refresh the ACP regularly with the patient as needs and 
wishes can change, sometimes rapidly, especially towards the end of life.  

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

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

37. As discussed above, advance/anticipatory care planning discussions are critical 
in identifying what is important to patients (and their families where appropriate) 
regarding their future care. The outcome of these discussions should then be 
recorded and shared with the person’s consent but should be supported by 
training for staff in their use.  
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38. It is vital that patients can access information which is specific to their condition 
which will help them cope with their palliative and end of life care needs.  

a. Macmillan has information centres in Scottish hospitals e.g. at the Western 
General Hospital in Edinburgh, and the Beatson West of Scotland Cancer 
Centre in Glasgow. There are also information resources in libraries across 
Scotland e.g. in Glasgow, Dumfries and Galloway, the Scottish Borders 
and Renfrewshire. Cancer patients and their families can go to obtain 
information and advice about all aspects of cancer including palliative and 
end of life care.  

b. Macmillan has published a range of information including ‘Your Life and 
Your Choices: Plan Ahead (Scotland)’ providing a range of emotional and 
practical guidance for people facing a life limiting-illness and those that 
matter to them.  

c. The Macmillan Support Line (MSL), manned by Macmillan nursing and 
welfare benefits staff, provides confidential expert help to any person 
affected by cancer. In 2014, the MSL received 291 calls in Scotland where 
the main topic was death and dying, or pain and symptom management. A 
further 608 calls were made to discuss psychological issues. 

d. Macmillan provides a wealth of online information on different cancer types 
and treatments emotional and practical support, to help inform and 
empower people to manage their cancer, live independently and die well.  

e. Macmillan Welfare Benefits Advisors help people affected by cancer, 
including enabling them to access the financial support they are entitled to 
when they are approaching the end of their life. 

Macmillan Cancer Support
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We need to talk about Palliative Care 

Marie Curie 

Marie Curie Introduction 
We welcome the opportunity to respond to the Health and Sport Committee’s 
Inquiry into Palliative Care in Scotland. Marie Curie’s vision is for a better life 
for people and their families living with a terminal illness. Our mission is to 
help people and their families living with a terminal illness make the most of 
the time they have together by delivering expert care, emotional support, 
research and guidance.  

According to a report from the Economist Intelligence Unit16, the UK is 
considered a world leader in supporting people living with a terminal illness. In 
terms of its hospice care network and statutory involvement in end-of-life care, 
the UK ranks top of 40 countries measured. Yet despite this level of quality, 
our research estimates that there are nearly 11,000 people in Scotland who 
would benefit from, but are not currently receiving, specialist or generalist 
palliative care17. Marie Curie believes that this needs to change and that 
everyone who needs palliative care has the option to receive it. 

Unmet need 
Earlier this year, Marie Curie commissioned the Personal Social Services 
Research Unit at the London School of Economics and Political Science 
(LSE) to undertake a review of inequities in palliative care. This review found 
that who you are, where you live and the condition you have has a significant 
impact on where and how you are supported throughout the course of a 
terminal illness18. Our report, Changing the Conversation19 identifies a picture 
of unmet need highlighting a number of factors which make it harder for some 
people to access care.  

Conditions 
While cancer is often seen as synonymous with palliative care, a wide range 
of research suggests that those with terminal conditions other than cancer are 
significantly less likely to receive generalist palliative care from their existing 
health professionals. People with degenerative conditions such as dementia, 
chronic obstructive pulmonary disease (COPD) or heart failure, or conditions 
such as motor neurone disease (MND) or multiple sclerosis (MS) are much 
less likely to get the palliative care they need, compared to those with a 
terminal cancer. Research also shows that those with some cancers are also 
less likely to access palliative care.  

                                                           
16

 Economist Intelligence Unit (2010). The quality of death: Ranking end-of-life care across the world. 
The Economist, 14 July 2010. 
17

 http://www.pssru.ac.uk/archive/pdf/4962.pdf 
18

 http://www.pssru.ac.uk/archive/pdf/4962.pdf 
19

 https://www.mariecurie.org.uk/globalassets/media/documents/policy/campaigns/changing-the-
conversation-report.pdf 
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“Completely and absolutely different. Everything was offered to you 
(with cancer)…But nothing for this (Parkinson’s). Not as I’ve been 

offered.” [Person with Parkinson’s and cancer]20 

We know that palliative care can significantly benefit people with a whole 
range of terminal conditions, and not just at the end of life. Our experiences 
show that once people are referred to Marie Curie services people receive 
equitable care regardless of their condition. The focus is on the individual 
person, their experiences of a particular terminal illness and their present 
needs.  

However, not everyone who needs specialist services is consistently and 
equitably referred across different conditions. It is important to highlight that 
not everyone who requires palliative care will need specialist palliative care 
services. Specialist palliative care services manage more complex care 
problems that cannot be dealt with by generalist services. We need to make 
sure that people with all terminal illnesses have access to generalist palliative 
care when they need it and those that require specialist palliative care are 
referred to the right services at the right time. Research shows that people 
who do receive palliative care generally only get it in the last few weeks and 
months rather than from the point of need. 

Our recently published Triggers for Palliative Care21 report identifies a number 
of reasons for this inequity of access including prognostic uncertainty, 
reluctance to identify some conditions as terminal, a lack of understanding 
around what palliative care is and can do, and under-developed links and 
confidence among health and social care professionals.  

“I think it would have been better if my mother had been dying of cancer, 
it would have been a lot easier… She would have had more services and 

more sympathy… The problem with someone in end stage heart failure 
is that there is no end in sight and they’re dying over months and 

months.” [Daughter whose mother died of heart failure]22 

Individual circumstances 
Changing the Conversation also shows that factors completely unrelated to 
your illness can also affect how easy it is for you to get the care you need. 
Research23 shows that if you have a terminal illness, you may find it more 
difficult to access the right care if you are 85 years of age or over, are from a 
black, Asian or minority ethnic background and live in the most deprived or 
rural areas of the country.  

 “I didn't belong in terms of what I felt like age-wise, disability-wise, 
because I was still walking - and so what I saw was lots of people in 

                                                           
20

 Marie Curie Policy and Public Affairs (2014). Difficult conversations with dying people and their 
families. Marie Curie, March 2014 http://blog.mariecurie.org.uk/wp-content/uploads/2014/03/S691-
Difficult-Conversations-report.pdf 
21

 https://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/june-
2015/triggers-for-palliative-care-full-report.pdf 
22

 ibid 
23

 http://www.pssru.ac.uk/archive/pdf/4962.pdf 

http://blog.mariecurie.org.uk/wp-content/uploads/2014/03/S691-Difficult-Conversations-report.pdf
http://blog.mariecurie.org.uk/wp-content/uploads/2014/03/S691-Difficult-Conversations-report.pdf
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wheelchairs, lots of people over the age of 50 or 60 and I was 20-
something. And also I didn't see anybody from a different ethnicity, so it 
was predominantly white...male, 50s and 60s...in some ways I left feeling 

more isolated” [Terminally ill person with MS on a support group]24 

We believe that palliative care should be consistently delivered across 
Scotland throughout public, independent and voluntary sector partners so a 
universal level of care and support can be provided, no matter who you are or 
where you live. 

 “My overwhelming impression is that there’s lack of consistency. It all 
depends where you live.” [Bereaved carer – daughter with cancer]25 

We want a better life for people and their families living with a terminal illness. 
In order to do this we need to make sure that people get the care that they 
need when they need it, regardless of personal circumstances or condition. 

Improvement 
We would like to see a clear commitment and process to ensure that 
everyone with a palliative care need has access to it by 2020. We believe the 
answer to improving access to palliative and end of life care and making sure 
it is equitable and available in all areas and for all types of terminal illness, is 
threefold. We need to: 

1. understand what palliative care looks like in Scotland 

2. undertake targeted service provision improvement including education 
and training of health and social care professionals, and  

3. challenging perceptions, including what people understand by the 
terms palliative care and terminal illness. 

1. What does palliative care look like in Scotland? – the need for robust 
data 

Scotland does not currently collect and analyse enough data to show the 
provision of palliative care across the country or the progress we are making 
in improving care for people living with a terminal illness. However, Scottish 
Government, NHS Boards, and other colleagues across a range of 
organisations recognise the need for a clear shared vision on the future of 
palliative and end of life care in Scotland26.  

We need to set out a clear plan to build a robust evidence base by collecting 
and analysing data against the indicators for palliative and end of life care and 
on patient and family experiences. This will help inform a robust population 
level assessment of need and unmet need for generalist and specialist care 
services. We hope that the new strategic framework for action on palliative 

                                                           
24

 Marie Curie Policy and Public Affairs (2014). Difficult conversations with dying people and their 
families. Marie Curie, March 2014 
25

 Marie Curie Policy and Public Affairs (2014). Difficult conversations with dying people and their 
families. Marie Curie, March 2014 
26

 http://www.gov.scot/Topics/Health/Quality-Improvement-Performance/peolc 
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and of life care, currently under development by Scottish Government, will 
build on this and embody that shared vision on future services. This should 
include an approach to respond to the views of people who use palliative care 
services, and link to a refreshed Scottish Government 2020 vision, the 
strategic vision for achieving sustainable quality in the delivery of healthcare 
services in Scotland. 

In May 201527, the Minister for Sport, Health Improvement and Mental Health 
addressed the importance of being able to have data and information to be 
able to describe progress and improvement work. He noted that future plans 
include: 

 a national approach to measurement and monitoring, including a key 
indicator on end-of-life care as part of the requirements to measure 
improvements in health and wellbeing outcomes under health and social 
care integration 

 encouraging the local use of the National Survey of the Bereaved 
(VOICES) survey to support improvement and provide data at a national 
level to inform future strategy and policy development, and 

 working in partnership with the NHS, the Convention of Scottish Local 
Authorities and the third sector to develop a new framework to effectively 
listen and respond to the voices of those who use health and social care 
services. 

We need to have an accurate picture to improve both access and 
improvement methodologies within existing services. We support the above 
commitments and are happy to support the Scottish Government in achieving 
these aims.  

2. Targeted improvement - workforce, training and education 

In our report, Triggers for Palliative Care, published in June 2015 we highlight 
evidence which shows a number of barriers people face in receiving palliative 
care. These include a lack of understanding about what palliative care is – by 
both the public and professionals, lack of recognition of a condition as terminal 
or when to introduce palliative care where a condition has an uncertain 
trajectory, a lack of confidence communicating with people as they approach 
the end of life and underdeveloped links between professionals who care for 
people with specific conditions and palliative care specialists. 

“If you’re having a really busy night and you’re perhaps under pressure 
to be getting round and you, perhaps, anticipate that it (the call) might 

be lengthy, then maybe a ‘heart-sink moment’ … I might briefly think ‘oh 
God, not a palliative’.” (GP)28  
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We often speak about postcode lotteries across Scotland in the equitable 
provision of access to health and social care services. While this can often be 
the case, we have found that a healthcare professional lottery also exists. The 
care that people receive often depends on who their healthcare professional 
is, how they work and their priorities. Some professionals do not have the time 
or training to engage with palliative care methods or see it as a priority area. 
This means that they do not engage in palliative care conversations with their 
patients or the existing professional infrastructure that supports, informs and 
communicates palliative care planning, preferences and care. 

One of the main priorities in improving access to palliative care for people with 
all conditions across Scotland is to ensure that health professionals have 
access to mandatory generalist palliative care training and, importantly, see it 
as an integral part of their job. In particular, there also needs to be a focus on 
out-of-hours provision of palliative care. Often there is a lack of confidence 
and capacity to address palliative care needs out-of-hours which can lead to 
unnecessary admissions at a time that can be frightening for patients and 
families. This could be addressed by both mandatory training for medical staff 
and the streamlining of out-of-hours advice and signposting to palliative care. 
We believe palliative care should be part of core competencies in medical 
training, regularly updated, and encouraged and demonstrated by senior staff. 
It is crucial that this applies to all types of health and social care professionals, 
from GPs to cardiologists. As such it would be appropriate to include it in the 
national healthcare curriculum. 

We know that having early conversations with people about their condition is 
key to helping them live as well as possible during their terminal illness. We 
believe that it is the responsibility of the professional who has identified that a 
person’s illness has become terminal to have that initial conversation. We 
believe it is reasonable to expect that people will have the opportunity to sit 
and talk about their condition, their future and what they can expect. This will 
be different things for different people. Often this generalist stage is missed 
and it is only later in the course of a person’s illness that specialist palliative 
care services are called to speak with patients, but this can often be too late. 

“I don’t think they [the family] had a lot of preparation. It would have 
been nice for the doctor to have spoken to them because he was still 
having all of his treatment…so in a way that’s hope for them that he 
might pull round. We knew that wasn’t going to happen… but in that 
situation you can’t say: ‘All we want to do is keep him comfortable, 

because this is his last few days.’ You can’t say that because it’s not 
really been broached.” (Nurse)29 

It is imperative that health and social care professionals have the right skills 
and support in place to have conversations around choices in palliative care 
and that these conversations can evolve over time. That way, even if 
someone may not require immediate palliative or end of life care, they know 
what to expect or who to contact for support in the future. This is especially 

                                                           
29

 Marie Curie Policy and Public Affairs (2014). Difficult conversations with dying people and their 
families. Marie Curie, March 2014 



Marie Curie HS/S4/15/25/4 

19 

important for people with conditions other than cancer, where there may be 
uncertainty on a person’s prognosis or the trajectory of their condition. People 
need to be more aware of what their condition means and that conversation 
needs to be undertaken by people who are trained to do so. 

This is also important in managing patient expectations. When we talk about 
patient choice in health and social care there is a tendency to assume that 
people can choose all aspects of their care. However, this is often not the 
case. Patient choice is only applicable within the context of a person’s own 
circumstances and often, despite perceptions, when people access palliative 
care they do receive the best care that will work within their situation. We 
recommend that people’s palliative care preferences are discussed in a more 
person-centred way, such as discussing what is important to them and what 
their goals are. This information will help to inform the care that they receive 
once recorded in their key information summary (KIS); an electronic 
information system managed by GPs that forms the centralised collection of 
information about a patient. 

We believe that this can be addressed through education and training 
targeted at health and social care professionals, including: 

 Improving palliative care across all settings – making sure staff, patients 
and their carers have enough information about palliative care and that this 
can be delivered by a wide range of professionals across a range of 
settings. 

 Ensuring all medical and nursing staff, including those working in the 
community, know about their local specialist palliative care teams and how 
to contact them. This will involve targeted training, education and 
identification of appropriate referrals practices and referral criteria. 

 Ensuring better coordination and team working - strong links and effective 
coordination with specialist palliative care teams can help clinical 
specialists ensure appropriate care for their patients. 

 Recognition of and using the right triggers for palliative care can help 
health professionals identify when these needs might require a palliative 
care approach. 

 Effective communication between care teams and at points of care 
transition including use of existing systems, such as the KIS, to 
communicate care and treatment wishes. 

Effective communication 
Communication is one of the most important aspects of ensuring people 
receive good palliative care. We have already highlighted the importance of 
good communication between professionals and patients, but how 
professionals communicate with each other is also vitally important. One of 
the biggest frustrations our staff experience is not being able to access or 
share information. This is partly due to differing IT systems used within 
primary and secondary care and within different providers, partly due to 
confidentiality and information governance considerations and partly again 
due to the healthcare professional lottery. For example, the key information 



Marie Curie HS/S4/15/25/4 

20 

summary (KIS) has been operational in Scotland for over a year, yet many 
professionals do not know what it is or how to use it effectively.  

At Marie Curie, consultants will often spend over an hour getting to know new 
patients and as a result will have a wealth of information. However, they are 
unable to add this to the patient’s KIS, which currently only GPs can add to or 
amend. In Scotland a number of different electronic systems are used to 
record patient information across public, independent and third sectors and 
between primary and secondary care. These do not automatically connect to 
the KIS and so when GPs receive information from consultants, they often 
have to re-enter it which can be time consuming and therefore not completed. 
We would like specialist palliative care professionals to be able to add 
information directly to the KIS. This will provide a significant opportunity to 
upload and keep advanced care planning up to date. 

There are also system compatibility issues surrounding the use of Do Not 
Attempt Resuscitation (DNACPR) orders in end of life care. Conflicting 
electronic systems, and how data is reorganised within these systems, can 
lead to healthcare professionals being unclear on patient wishes. This is 
inadequate to support and communicate the complexity of people’s care 
across different health and social care organisations. There needs to be 
mechanisms to consistently share information in a timely and accessible way, 
with an effective IT infrastructure to support it. 

There also needs to be systems in place to recognise when people need 
palliative care early in their pathway. We support the Scottish Government’s 
plan to review the Healthcare Improvement Scotland (HIS) Palliative Care 
Indicators and set out a programme of measurement and improvement 
against these. This should be alongside the promotion and use of screening 
tools, such as the: 

 Scottish Patients at Risk of Readmission and Admission (SPARRA) 
tool to identify patients who may benefit from a more anticipatory 
approach to their care 

 Supportive and Palliative Action Register (SPAR) to identify changing 
palliative care needs in the last months of life in frail elderly people and 
people with dementia, and 

 Supportive and Palliative Care indicators Tool (SPICT) for identifying 
patients in primary and acute sectors where palliative care would be 
appropriate. 

We would also recommend the adoption a standard definition for both 
palliative care and terminal illness across public, independent and voluntary 
sectors to enhance understanding and recognition. We have attached the 
Marie Curie definitions for these to contribute to the discussion.  

3. Challenging perceptions 

Our Changing the Conversation report accentuates the need to have a 
conversation about terminal illness and palliative care, to include people who 
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have a terminal illness themselves or are supporting a loved one, health and 
social care professionals, service planners and policy makers.  

We will all die; we need to think about what happens when we reach that 
point; we need to think about the lives that we want for ourselves and our 
families. And yet it’s a conversation that many don’t want to think about. 

We need to reduce the awkwardness about talking about death and dying, to 
challenge public perceptions and understanding and to enable a more public 
debate of the issues. A number of approaches should be considered, for 
example, school-level education or public health approaches to promote 
public openness around death, dying and loss to tackle the stigma that can 
surround these issues. For example, research exploring work between 
hospices and schools is currently being funded by Strathcarron Hospice in 
Stirlingshire30. There is also a considerable role for care in the community to 
address the stigma associated with death and dying, increase support and 
reinforce coping mechanisms for families and carers during a person’s 
condition and after death. We recommend the establishment and real 
investment of a government-led public health campaign run through Good 
Life, Good Death, Good Grief initiative31. 

However, even in health and social care there is a stigma attached to talking 
of death and dying. This is why we’d like the national conversation on the 
future of health and social care in Scotland, launched by the Cabinet 
Secretary for Health, Wellbeing and Sport in June 2015, and associated 
strategy that builds on the 2020 vision, to include references to terminal 
illness, palliative care, dying and death.  

Many people with a terminal illness don’t get the information and support that 
they need. They, and their families, often face uncertainty about their 
prognosis and what that means for their lives. Early conversations about 
palliative care which includes what that means for them, learning what their 
needs are and developing plans according to their preferences is crucial. 
Often the delivery of a terminal diagnosis is thought of as a rapidly 
approaching death sentence and palliative care as something that only 
benefits people at the very end of life. While this can be the case, especially 
with traditional cancer-orientated notions of palliative care, it is not always true 
when it comes to other terminal illnesses. Some disease trajectories are hard 
to predict and people can live for many years accessing generalist and 
specialist palliative care when needed. Palliative care can be about improving 
quality of life and continuing to support people to live well through the course 
of their condition. 

 “I had a phone call, ‘Oh by the way just to let you know you’ve got end 
stage COPD. We’ve written a letter to your social services so we sent 

you a copy so you’ll find out, so we thought we’d better let you know by 
phone call’...I went into meltdown…I just sat in the sun lounge with the 

cats and cried my eyes out because end stage, I thought that was it, I 
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was going to die tomorrow. Nobody had explained what actual end stage 
means.” (Person with COPD)32 

In May 2015, our Edinburgh Hospice held a consultation event on current and 
future Marie Curie services. The most important thing for patients and families 
was that services responded to the genuine choice of the families, that they 
had a named person for contact, that there is back up from specialists when 
needed, that clear information about their situation and support is given and 
assurance that respite care, even for a few hours, is of high quality.  

We want to ensure that people receive consistent, timely and appropriate care 
and support across Scotland. This includes joined up working between health 
and social care services, primary and secondary care, and between public, 
private and voluntary sector partners. We believe that policy makers, health 
and social care professionals, service planners and communities must talk 
honestly about what sort of care and support we want to give people affected 
by terminal illness. 

Palliative care has been designated as a function that must be integrated 
under the new Integrated Joint Boards. In March 201533, Shona Robison, The 
Cabinet Secretary for Health, Wellbeing and Sport addressed the importance 
of palliative care in the integration of health and social care to provide more 
coherent services and stressed this should be an early priority for the new 
integrated boards. We welcome this commitment and are happy to support 
the Integrated Joint Boards to develop and achieve the vision of ensuring 
people have access to and receive palliative care at the right time. 

Summary 
Palliative care systems in Scotland are recognised as world class. However, 
we still fall short of ensuring that everyone who needs palliative care can 
access it in a form, time and place that they need. Often generalist palliative 
care skills are lacking in health and social care professionals, meaning that 
many of those people living with a terminal illness don’t receive palliative care, 
or when they do, it is through last minute referrals to specialist services and it 
is too late to have a meaningful impact on their quality of life.  

We believe that people living with a terminal illness deserve a good quality of 
life and we believe this can be achievable through palliative care. That’s why 
we would like to see a clear commitment and process in place to ensure that 
everyone with a palliative care need has access to it by 2020.  

The journey to achieve this commitment starts with the recommendations 
outlined within this submission. As a nation we need to understand what 
palliative care looks like in Scotland, to undertake targeted service provision 
improvement including education and training of health and social care 
professionals and upgrading the infrastructure to support this, and we need to 
challenge societal and cultural perceptions of death and dying. 
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Marie Curie 

Summary of recommendations 

We want to make sure that everyone with a palliative care need has access to 
it by 2020. This includes making sure that: 

1. all people living with a terminal illnesses receive generalist care when they 
need it, regardless of circumstances or condition, and 

2. those who require specialist palliative care are referred to the right 
services at the right time. 

To do this, we need to: 

 understand what palliative care looks like in Scotland, including: 

o Setting out a clear plan to build a robust evidence base by collecting 
and analysing data against the indicators for palliative and end of 
life care and on patient and family experiences. 

o Developing a robust population level assessment of need and 
unmet need for generalist and specialist care services. 

o Developing of a clear shared vision on the future of palliative and 
end of life care and an approach to respond to the views and 
priorities of people who use palliative care services. 

 undertake targeted service provision improvement including education and 
training of health and social care professionals, including: 

o Tackling the healthcare professional lottery by creating mandatory 
generalist practice-based palliative care training with updated 
continuing professional development and systems to ensure peer 
and senior staff support to enable professionals to identify when a 
palliative care approach is required. 

o Ensuring all health and social care professionals have the skills and 
support in place to have conversations about generalist palliative 
care. 

o Ensuring better knowledge, coordination and team working between 
health and social care professionals and their local specialist 
palliative care teams, including how to contact them and information 
on referrals practices and criteria. 

o Mechanisms to consistently recognise palliative care needs and 
share information including systems to increase use of, and 
engagement with, existing systems such as the key information 
summary (KIS). This should include investment in effective IT 
infrastructure to support this. 

 challenge perceptions of palliative care and terminal illness, including: 

o Reducing the awkwardness about talking about death and dying 
using public health approaches, including establishment and real 
investment of a government-led public health campaign run through 
Good Life, Good Death, Good Grief. 
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o Recognition of terminal illness, death and dying in the national 
conversation on health and social care and associated strategy that 
builds on the 2020 vision. 

o Palliative care as an early priority for joint integration boards. 



Children’s Hospice Association Scotland   HS/S4/15/25/4 

25 

We need to talk about Palliative Care 

Children’s Hospice Association Scotland 

About us 

Children's Hospice Association Scotland (CHAS) is the only provider of 
children’s hospice services in Scotland, caring for babies, children and young 
people with a wide range of life-shortening conditions, many of which are rare. 
We offer care through our two children’s hospices, Rachel House and Robin 
House, and the CHAS at Home service, which aims to augment care at home 
and in hospitals for babies, children and young people with palliative care 
needs.  

To date, CHAS have only ever been able to estimate the numbers of babies, 
children and young people with palliative care needs in Scotland. For many 
years we have worked on estimates of between 800 and 1,200 babies, 
children and young people at any one time and CHAS currently cares for 
approximately 370 of these families. We provide holistic care and support to 
the whole family regardless of care setting or geographical location through a 
comprehensive range of services for children and young people aged up to 
18. The CHAS Model of Care is available here.  

Statutory funding of children’s hospice services in Scotland is currently guided 
by the Scottish Government CEL 12 (2012) which states that NHS Boards and 
local authorities will jointly meet 25% of the mutually agreed running costs’. 
Within the same CEL, funding for independent adult hospices is at 50% of 
mutually agreed costs. Current statutory funding levels for CHAS are around 
13.5% of total costs. Our services are funded predominantly through the 
generosity of supporters across Scotland and beyond. 

How many children need palliative care in Scotland? 

Every year approximately 450 babies and children under the age of 18 die in 
Scotland. This includes all causes of death but of those, we believe around 
half could have meet the criteria and could benefit from palliative care.  

We believe that there are many children and young people who would benefit 
from ongoing palliative care, but are not currently receiving it. 

A study34 in 2011concluded that there could be as many as 4,000 children 
and young people in Scotland who could benefit from palliative care.  

To gain a better understanding of the paediatric palliative care needs in 
Scotland, we commissioned a research project, in partnership with the 
Scottish Government, led by Dr Lorna Fraser and Professor Bryony Beresford 
from University of York, which will determine the number of babies and 
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children in Scotland with life-shortening conditions and assess the needs of 
children and young people and their families and their location by NHS Board 
in Scotland. This study will report in November 2015 and a dissemination plan 
is being developed. We are in discussion with colleagues in the Child and 
Maternal Health Department and Healthcare Quality and Strategy Directorate 
of Scottish Government about the implications of the research results.  

Definitions and categories  

Children’s palliative care is different to adult palliative care as children and 

young people may require palliative care over a longer period rather than just 

towards the end of their lives. There is also a significant range of conditions in 

babies, children and young people who have palliative care needs. 

Definitions 

Palliative care for children represents a special, albeit closely related field, to 

adult palliative care. The World Health Organisation’s 35 definition of palliative 

care appropriate for children and their families is as follows:  

 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 hospitals, in community health settings and even in a 
child’s home. 

Together for Short Lives, the UK charity representing children’s palliative care, 

provides the following definition and categories: 

Palliative care for children is an active and total approach to care, from the 

point of diagnosis or recognition, throughout the child’s life and bereavement. 

It should meet their physical, emotional, social and spiritual needs. It should 

focus on enhancing their quality of life and providing support for their family. It 

should include managing distressing symptoms, providing short breaks and 

care through death and bereavement. Palliative care for children and young 

people should be provided in age and developmentally appropriate settings by 

professionals who are skilled in working with their age-group. 
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Categories 

Life-shortening conditions and life threatening conditions affecting babies, 

children and young people can be defined broadly into four groups. There is a 

wide range of diagnoses associated with babies, children and young people 

who have palliative care needs, with the number in excess of 400. Over 30% 

of those who die in the age range 0-18 years, are within the first year of their 

life, and there is a growing awareness for the development of standards to 

ensure that palliative care is optimal for those babies in this age group.  

Categorising the variety of children’s conditions is not easy and the following 

examples used are not exclusive. Diagnosis is only part of the process; the 

spectrum and severity of the disease; subsequent complications, the needs of 

the child and their family; and the impact on the child and the family also need 

to be taken into account. The four categories36 are: 

Category 1: Life threatening conditions for which curative treatment may 

be feasible but can fail.  

Access to palliative care services may be necessary when treatment fails or 

during an acute crisis, irrespective of the duration of threat to life. On reaching 

long-term remission or following successful curative treatment there is no 

longer a need for palliative care services. Examples: cancer, irreversible 

organ failures of heart, liver, kidney. 

Category 2: Conditions where premature death is inevitable. 

There may be long periods of intensive treatment aimed at prolonging life and 

allowing participation in normal activities. Examples: cystic fibrosis, Duchenne 

muscular dystrophy. 

Category 3: Progressive conditions without curative treatment options.  

Treatment is exclusively palliative and may commonly extend over many 

years. Examples: batten disease, mucopolysaccharidoses. 

Category 4: Irreversible but non-progressive conditions causing severe 

disability, leading to susceptibility to health complications and 

likelihood of premature death. 

Examples: severe cerebral palsy, multiple disabilities, such as following brain 

or spinal cord injury, complex health care needs, high risk of an unpredictable 

life-threatening event of episode. 
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These categories were developed by Together for Short Lives (formerly ACT) 

and Royal College of Paediatrics and Child Health in 1997 and updated in 

2009. In our experience, they remain relevant and useful but the 

understanding and awareness of many groups previously not considered to 

have palliative care needs has increased enormously and may not be fully 

reflected in these categories. These groups should include neonates, 

intensive care patients, certain disease specific groups, those with a shorter 

period of palliative trajectory and those in transition between children and 

adult services. 

What has been your experience in terms of access to palliative and end 

of life care?  

We currently support between 350 and 400 families every year. Of those, 
approximately 60 children die each year. The research study being conducted 
by York University, which reports in November 2015, will provide a more 
accurate assessment of the numbers but we currently believe that many 
children do not receive the full benefit of palliative care when and where they 
need it. 

In our experience, home is increasingly stated by families as where they 
would like their children be cared for at the end of life. Whether this is 
achievable is dependent on whether they can access a sustainable local 
children’s community nursing service. A shortfall in these nurses is affecting 
the choice families have. Additionally, children’s community nursing teams, 
where they exist, often do not provide a service out of hours. 

The Electronic Key Information System (EKIS) has improved support but the 
temporary suspension of Children and Young People’s Acute Deterioration 
Management Plan (CYPADM) from the system is making effective out of 
hours support more challenging.  

Families face physical, emotional and financial pressures in caring for a 
seriously ill child. Our experience is that not all have access to an equitable 
level of support. 

It is common for children and young people’s conditions to fluctuate and, as 
such, it is often much more difficult to identify when they are moving into their 
end of life phase. Due to the variety and complexity of conditions, each child’s 
prognosis, treatment and support needs will be unique. 

We also provide support to over 250 bereavement. 

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? 

A comprehensive coordinated local children’s palliative care service that 

spans health, social care and education. It is a whole-family approach and: 
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 is flexible and focussed on children, their parents and their siblings 

 is accessible 24 hours a day, seven days a week, 365 days a year - from 
diagnosis or recognition to bereavement 

 supports and enables children and families to choose the type, location 
and the provider of the care they receive and allows them to change their 
mind 

 supports and enables children to exercise their right to education 

 supports children to achieve the outcomes they want from their lives 

 is not age, time or diagnosis specific - 15% of children who need children’s 
palliative care have no definitive underlying diagnosis 

 is multi-disciplinary and multi-agency 

 advocates an approach which recognises the diversity of life 
circumstances of people who will need palliative and end of life care  

 is responsive to these circumstances, whether they relate to age, disability, 
gender, race, religion/belief or sexual orientation 

 includes pre and post-bereavement support for families 

 is able to manage pain and other symptoms 

 supports parents in caring for their children according to their needs and 
wishes 

 supports and enables smooth transitions for young people with life-
shortening conditions - who move from children’s to adult’s services. 

 supports children, young people and their families at the end of their lives, 
helping them to plan and receive care which is consistent with their needs 
and wishes. 

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

There is a shortage of skilled professionals in Scotland able to support these 
families, particularly outside core hours. This can be addressed by: 

 Equipping staff with the skills to have difficult conversations and then share 
that information appropriately. 

 Having a national shared understanding of Anticipatory Care Planning and 
a workforce skilled in helping families to develop theirs. 

 Ensuring that staff members have the relevant skills to complete and 
deliver the care in the plan. 

 Embedding of CYPADM forms (Children and Young People’s Acute 
Deterioration form) into practice – this is the form similar to (adult) Do Not 
Attempt Cardio-pulmonary resuscitation (DNACPR). 

 Electronic access to all relevant health and social care clinical information 
by all services. 
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The lack of community children’s nurses (CCNs) is also restricting the access 
which children and young people should have about where they would like to 
be cared for and die.  

Parents of children with palliative care needs struggle to access psychological 
services to address their own mental health and wellbeing - and help them 
become more resilient.  

We have worked with a number of young people well over the age of eighteen 
who remain under the care of a paediatrician.  

Bereavement support – the death of a child has enormous and distressing 
impact on the whole family and there is a need to support parents, siblings 
and extended family in bereavement.  

There are many examples of good practice in the voluntary sector such as the 
Butterfly Project which is a five year Big Lottery funded partnership with an 
aim to deliver child bereavement care to children and young people who are 
facing challenging times due to loss and bereavement of the significant 
person.   

An excellent resource37 pack for teachers working with children and young 
people affected by loss and bereavement has been produced by a group of 
organisations.  

However, instead of services to bereaved parents extending, services appear 
to be contracting as evidenced by the suspension of any service from The 
Royal Hospital for Children in Glasgow. 

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? 

Children’s palliative care begins at the point the condition is diagnosed or 
recognised. This makes it different from adult palliative care, which is largely 
focused on the last year of life. We encourage the Committee to ensure this 
distinction is made during its considerations. 

There is sometimes reluctance on the part of professionals to talk to parents 
at an early/earliest stage about the possibility their child may die and to 
introduce the concept and need for palliative care. This is particularly the case 
in life threatening illnesses where cure is a potential outcome, however 
unlikely that is. 

In our experience, anticipatory care plans (ACP) are an important method of 
ensuring parents’ and professionals’ views are understood, and then 
recorded. We have been working closely with NHS Lothian to develop ACPs 

                                                           
37

 Glasgow Council (2013) “A whole school approach to Supporting Loss and Bereavement” 
http://www.goodlifedeathgrief.org.uk/content/resources/Whole_School_Approach_to_LossAn
dBereavement).pdf 

http://www.goodlifedeathgrief.org.uk/content/resources/Whole_School_Approach_to_LossAndBereavement).pdf
http://www.goodlifedeathgrief.org.uk/content/resources/Whole_School_Approach_to_LossAndBereavement).pdf
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for use in the Lothian and other Health Board areas. We believe this has the 
potential to be a shared national document. 

What works well in discussing palliative and end of life care and how is 

good practice communicated? Where do the challenges remain? 

It is often challenging to introduce the concept of palliative care in paediatrics. 
This relies on clinicians having high levels of communication skills, but also a 
knowledge of the need for and benefits of palliative care. The use of CYPADM 
and a paediatric ACP provides the option of having such discussions and an 
effective way of recording this conversation. 

The challenges include: 

 ensuring the family has a professional they know and trust and who is 
skilled at such conversations, and who has a knowledge of how to offer 
optimal palliative care. 

 ensuring it is captured in a universally recognised format 

 enabling it to be shared by all services caring for the family  

 ensuring professionals caring for children at end of life have a 
comprehensive knowledge of all support available to families 

What is the role of anticipatory care plans in supporting Palliative Care 

discussions and how can their uptake be improved? 

Anticipatory Care Plans (ACP) underpin effective children’s and young 
people’s palliative care as they allow the recording of discussions between 
parents and health care professionals. They record the options at different 
phases of a child’s or young person’s condition, and there is increasing 
evidence38 that when they are completed, it is more likely that a 
parent’s/child’s choice in terms of end of life care will be met. 

It is now vital to spread the use of the ACP within paediatrics, as this allows 
parents and professionals to record the mutually agreed plans of what to do in 
different clinical circumstances, including end of life and into bereavement. 

In our experience, there are a number of templates in use throughout 
Scotland, there is a lack of clarity about who can do them with families and 
they are not consistently available on EKIS. 

The key benefits of an ACP being part of care planning from the earliest stage 
are: 

 They are completed at a pace comfortable to the family 

 They capture what matters to each family  

                                                           
38

 Jones, Y (2013) “Anticipatory Care Plans and preferred place of end of life care/death” 
Edinburgh http://www.palliativecarescotland.org.uk/content/publications/01.-Anticipatory-
Care-Plans-and-preferred-place-of-end-of-life-care-death.pdf 

http://www.palliativecarescotland.org.uk/content/publications/01.-Anticipatory-Care-Plans-and-preferred-place-of-end-of-life-care-death.pdf
http://www.palliativecarescotland.org.uk/content/publications/01.-Anticipatory-Care-Plans-and-preferred-place-of-end-of-life-care-death.pdf
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 They prevent the need for families repeatedly having to have difficult 
conversations 

 The allow families and those caring for them are able to have a shared 
understanding about care options 

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? 

CHAS is already raising awareness for the need for improved palliative care in 
children’s units across Scotland, and this includes in paediatric intensive care 
and neonatal intensive care units, which is particularly important as this is 
where the largest number of babies, children and young people die.  

A number of new positions in CHAS over the past few years have supported 
this. CHAS appointed a team of three Diana Children’s Nurses, based in 
Glasgow, Edinburgh and Inverness along with a consultant paediatrician with 
a special interest in paediatric palliative medicine, as a joint appointment 
between NHS Lothian and CHAS, commenced in July 2015. It is likely that a 
further joint appointment consultant paediatrician will be appointed later in 
2015 between CHAS and NHS Greater Glasgow and Clyde. These posts 
contribute to working towards more parents “finding out” about the possibility 
of high quality palliative care for their child, should their child’s condition begin 
or to continue to deteriorate.  

However, more generalist and condition specific teams need to have a greater 
understanding of or the need for referral for palliative care. 

A further train the trainers set of events, in conjunction with NHS Education 
Scotland (NES), to highlight good practice after the issue of the “light touch 
review” of CYPADM and DNACPR is completed in late 2015, would allow a 
further dissemination of this knowledge to care professionals, and then on to 
parents and families of babies, children and young people with palliative care 
needs.  

NHS Inform website has a specific section for palliative care and there is a 
specific area on babies, children and young people. This helpfully signposts 
both CHAS and Together for Short Lives websites as areas of vital 
information. 

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?  

In paediatrics this has been limited, and until June 2015 the only doctors and 
nurses working with babies, children and young people with palliative care 
who had any recognised and specific post graduate training in children’s 
palliative medicine had worked with CHAS.  

Currently in Scotland, there is one NHS doctor, three CHAS doctors and one 
CHAS nurse with a post graduate diploma in children’s palliative care.  
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The only Paediatric Palliative Care education is run in Cardiff University which 
is internationally recognised.  

CHAS was asked by the East of Scotland Deanery to run a series of palliative 
care events for trainee paediatricians. Our own evaluation feedback of the 
pilot event in July 2015 demonstrates this was well received and indicates a 
great enthusiasm for this subject.  

We know that there is interest in learning opportunities in paediatric palliative 
care. In 2013 Yorkhill Foundation funded a one day conference in Glasgow 
attended by 180 delegates. CHAS hosted an event in Aberdeen in June 2015 
attended by 130 delegates. 

Three NHS Doctors are considering a Special Interest in palliative medicine 
as recognised by the RCPCH and will be supervised by CHAS.  

How do Health and Care organisations ensure that the discussions 

about palliative and end of life care are taking place at the right time? 

What are the challenges in recording and documenting Palliative Care 

priorities and how well are those priorities communicated between 

different health and care providers? 

In paediatrics, where such discussions can be quite infrequent, it is 
challenging to ensure that this is happening. One way to do this is to reinstall 
a monthly request to all paediatrics working at consultant level to complete an 
electronic form which surveys whether they had had any such discussions, 
and to list the outcomes of these forms. Nurses working within this field in 
such health board areas as Lothian, and Arran and Ayrshire are also 
developing methodologies which record and also encourage such 
discussions. 

The Child Death Review steering group is due to report its recommendations 
on how every baby, child and young person who died in Scotland will have 
their death and the events leading to it reviewed by an expert panel.  CHAS 
believes there is potential to include consideration of whether palliative care 
was, or could have been included in the care provided. 

Children’s Hospice Association Scotland 
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Health and Sport Committee 

25th Meeting, 2015 (Session 4), Tuesday 22 September 2015 

Petition PE1499 Creating Suitable Respite Services for Younger Disabled Adults with 
Life-limiting Conditions 

Introduction 
1. This paper is to provide an update on petition PE1499 Creating Suitable Respite 
Services for Younger Disabled Adults with Life-limiting Conditions. 
http://external.scottish.parliament.uk/gettinginvolved/petitions/adultrespite 
This petition calls on the Scottish Parliament to help create suitable respite facilities to 
support younger (aged between 21 and 45) disabled adults with life shortening conditions. 
 
Background 
 
2 Petition PE1499 was lodged by Mr Robert Watson on behalf of CHAS Young Adult 
Council (YAS) on 24 October 2013. On the 26 November 2013 the Public Petitions 
Committee took evidence from the petitioner and agreed to write to: 
 

 Scottish Government,  

 Scottish Partnership for Palliative Care,  

 Health and Social Care Alliance Scotland,  

 A selection of local authorities,  

 NHS Scotland,  

 The Muscular Dystrophy Campaign,  

 COSLA; and  

 Relevant Cross-Party Groups.  
 

The responses to these letters can be viewed here: 
http://external.scottish.parliament.uk/gettinginvolved/petitions/adultrespite 
 
3. The petition was referred to the Health and Sport Committee on 18 February 2014. At 
its meeting on 4 March 2014 the Health and Sport Committee agreed to keep the petition 
open and consider its approach at a future meeting. Before the 2015 summer recess the 
Committee agreed during its work programme discussion to include the Petition as part of its 
inquiry on palliative care.  
 
4. On the 18 June 2014 Alex Neil, in his role as Cabinet Secretary for Health and 
Wellbeing responded to the petition outlining the steps that the Scottish Government was 
taking in relation to the gathering of evidence in three specific areas: 
  

 Establishing Scottish Data to determine the scale of the issue; 

 Mapping the breadth, capacity and quality of existing services; and 

 Analysing economic evidence relating to running a bespoke service. 
 
5. On 23 July 2015 the Clerk to the Committee contacted the petitioner to make him 
aware of the Committee’s Inquiry into Palliative Care and that his petition would be 
considered as part of this inquiry. Mr Watson was invited to submit any written views.  
 

6. Mr Watson responded on 11 August 2015 (see Annexe 1). Mr Watson also attached a 

report on Muscular Dystrophy Campaign – “Give us a Break; Hospice and respite care for 
young disabled adults in Scotland”  

http://external.scottish.parliament.uk/gettinginvolved/petitions/adultrespite
http://external.scottish.parliament.uk/gettinginvolved/petitions/adultrespite
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http://www.muscular-dystrophy.org/assets/0004/9845/Give_us_a_Break.pdf. 
 
8. On the 3 August 2015 the Cabinet Secretary for Health, Wellbeing and Sport wrote to 
the Convener providing a further update on the Scottish Government’s progress with the 
petition (See Annex 2). The update details that the Scottish Government has: 
 

 granted funding to the Children’s Hospice Association Scotland (CHAS) 
through the Managed Service Network for Children and Young People with 
Cancer to undertake research. This research is being carried out by the 
University of York and the final report is expected in October 2015. 

 met with the Muscular Dystrophy Campaign and various other stakeholders to 
look at what more they could do to move this issue to the next stage. The 
meeting agreed the short term focus of actions should be the needs of the 41 
young adults over the age of 21 currently using CHAS services. The medium to 
long term focus is to generate a range of options that could meet a wider range 
of needs. 
 

9. The letter also advises that the Social Care (Self-directed Support) (Scotland) Act 
2013 also contributes to the provision of respite care and allows for people to have greater 
flexibity, choice and control over the support services they receive. The letter goes on to 
detail that the Public Bodies (Joint Working) (Scotland) Act 2014 puts in place arrangements 
for integrated health and social care. The aim of this is to improve outcomes for patients, 
service users, carers and their families. 
 
10. The Scottish Government response was forwarded to the petitioner on 4 August 2015 
for comment. To date no comments have been received.  
 
Committee’s approach  
 

9.  The Committee will begin taking evidence at its meeting today on its inquiry on 
Palliative Care a further oral evidence session is scheduled for 29 September. During these 
oral evidence sessions Members may wish to explore with witnesses the issues raised by 
the Petition regarding suitable respite care for young adults.  
 
 
     Heather Galway  
     Assistant Clerk  
  

http://www.muscular-dystrophy.org/assets/0004/9845/Give_us_a_Break.pdf
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Annexe 1  
 
Response from Petitioner to the Clerk to the Committee 
 
 
Hello Jane, 
  
There are a few things that I would like to mention. Firstly I would like to make them aware 
that the group that I’m part of has not been called the CHAS Young Adult Council for quite a 
while now since CHAS said they didn’t want to be associated with the campaign and so they 
should now call it the “What About Us?” campaign group. Secondly I would like to send a 
copy (see attached) of the report into adult respite that was created by the charity Muscular 
Dystrophy UK, it contains lots of important information and statistics which add substantially 
to the weight of evidence for the need for suitable age-appropriate adult respite services for 
those with severe physical disabilities (especially on page 11). 
  
The other point all of us in the campaign group want to mention is our concern about the 
focus being solely on palliative care. The danger may be that 'respite care' is lost in this 
focus - and that is the primary objective of my petition. That is the problem at the moment 
that we wish to see changed – the majority of adult hospices provide palliative care, but no 
respite. There can be no understating the importance of respite care for both the user and 
those who care for them as a means of enhancing quality of life and preserving longer-term 
physical and mental wellbeing. The provision of adequate and appropriate respite care 
should not be seen as a nice add-on sitting alongside 'palliative' care, but an integral part of 
the overall provision. 
  
Best regards, 
  
Robert Watson  
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Annexe 2 
 

Cabinet Secretary for Health, Wellbeing and Sport 

Shona Robison MSP 

 

 

T: 0300 244 4000 

E: scottish.ministers@scotland.gsi.gov.uk 

 

 

 

Mr Duncan McNeil MSP 
Convener Health and Sport Committee 
Scottish Parliament 
 

 


     

August  2015 
 
Dear Duncan, 
 
PETITION PE1499 CREATING SUITABLE RESPITE SERVICES FOR YOUNGER 
DISABLED ADULTS WITH LIFE-LIMITING CONDITIONS 
 
You have requested an update on progress with this Petition.  Alex Neil,  in his role as 
Cabinet Secretary for Health and Wellbeing responded to the above Petition on the 18th June 
2014 outlining the steps the Scottish Government was taking in relation to the gathering of 
evidence in three specific areas: 
 

 Establishing Scottish data to determine the scale of the issue 

 Mapping the breadth, capacity and quality of existing services 

 Analysing economic evidence relating to running a bespoke service 
 
I would like to now offer a further update on the position so far. 
 
The Children’s Hospice Association Scotland  (CHAS) has received Scottish Government 
funding through the Managed Service Network for Children and Young People with Cancer 
to undertake research to ascertain the numbers of children and young people with life-
limiting or life-threatening conditions in Scotland; the number of children and young people 
with palliative care needs as well as their ages, any underlying conditions, care needs, 
geographic locations and ethnicity, and, the stage of the condition of these children and 
young people. This research is being carried out by the University of York and the final report 
is due October 2015. This will go some way to establishing Scottish data across a wide 
range of needs and will help local authorities and health boards to plan for this population’s 
needs. 
 
Information gathered from the Carer Information Strategy (CIS) leads in local authorities and 
health boards and services registered with the Care Inspectorate has identified a wide range 
of approaches to accessing respite care. For example Self-directed support, hospice or 
locally purchased services. 
  
You may be aware that Members Business motion S4M-10901 on the same topic was 
discussed in the Scottish Parliament on 8th October 2014. In the response to this motion the 
then Minister for Public Health committed to “convene a meeting with interested parties to 
look at what more we can do to move the issue to the next stage. Where that will take us will 
depend on the evidence and information we have gathered”  
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This meeting took place on the 26 November.  Meeting attendees included the original 
petitioner, the Muscular Dystrophy campaign who have supported the petition, Children’s 
Hospice Association Scotland (CHAS), Health and Social Care Alliance, Action for Real 
Change – Scottish Transition Forum, Social Work Scotland, Leuchie House, Shared Care 
Scotland, COSLA and representatives from Clinical Priorities, Palliative and End of Life Care 
and Carers Branch policy teams within the Scottish Government. 
  
The meeting agreed that the short term focus of actions should be on the needs of the 41 
young adults over the age of 21 currently using CHAS services. Learning from the 
experience of the young people in transition from CHAS to adult services will be shared with 
local authorities, health boards and integration partnerships to assist with their planning.  
 
Over the last few months the CHAS Transition Team have been meeting with the young 
people affected and their families and making links with key stakeholders in both service 
delivery and statutory bodies. This work involved engaging all across the country and taking 
the time to build effective therapeutic relationships with the young people to discuss their 
transition. 
 
The medium to longer term focus is to generate a range of options that could meet a wider 
range of needs. CHAS are continuing to work with providers to establish a model of care for 
young adults that can be replicated across a wide range of respite settings.  
 
This group will meet again on the 31 July. 
 
More generally, The Social Care (Self-directed Support) (Scotland) Act 2013 also contributes 
to the provision of respite care.  This Act has been introduced to provide all people with 
greater flexibility, choice and control over the support services they receive. It places a duty 
on Local Authorities to offer individuals more options over their support giving people the 
opportunity to have as much, or as little, control over the services they receive as they like 
and empowering them to live an independent fulfilling life.  These options provide people 
with the choice to develop a wider range of respite opportunities which are more appropriate 
to their needs, age, peer group, interests and personal outcomes. We are seeing examples 
of innovative approaches being used to purchase respite care.  
 
For instance, individuals can accumulate respite funding and use it as a direct payment or 
individual fund for the purchase of more expensive respite arrangements; they can use the 
direct payment to purchase support from a personal assistant of their choice; a group of 
people can pool their direct payments to purchase joint respite activities which are 
relevant/of interest to them.  
 
The Public Bodies (Joint Working) (Scotland) Act 2014 (the Act) puts in place arrangements 
for integrating health and social care, in order to improve outcomes for patients, service 
users, carers and their families. The Act requires Health Boards and local authorities to work 
together effectively to deliver quality, sustainable care services for people in Scotland who 
need joined up, integrated support and care - people with multiple, complex, long-term 
conditions or life-limiting conditions. The Act establishes person-centred planning and 
delivery of services using the totality of health and social care budgets in order to improve 
outcomes for service users. Integrated health and social care budgets can support staff and 
local communities to develop and implement better pathways of care provides an opportunity 
for reinvestment.   
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To assist integrated health and social care partnerships in the implementation of Innovative 
focussed pathways of care that match local priorities, the Scottish Government has provided 
£300m worth of additional funding to integrated health and social care partnerships in the 
form of the Integrated Care Fund (ICF).  It is for individual partnerships to decide how to use 
their ICF resource and this will vary depending on local circumstances. 
 
Local authorities and NHS Boards have a statutory responsibility to determine the 
requirements for local services and to provide or commission these.  
 
We will continue to engage with COSLA and other stakeholders to progress this important 
issue further. 
 
 
SHONA ROBISON 
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