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Introduction

NHS Quality Improvement Scotland (NHS QIS) leads the use of 
knowledge to promote improvement in the quality of health for the 
people of Scotland and performs three key functions: 

• providing advice and guidance on effective clinical practice, including 
setting standards 

• driving and supporting implementation of improvements in quality, 
and

•  assessing the performance of the NHS, reporting and publishing the 
findings.

In addition, NHS QIS also has central responsibility for patient safety and 
clinical governance across NHSScotland.

This best practice statement was produced by the University of Glasgow 
using the NHS QIS methodology and with project support from NHS 
QIS. Funding for the project was granted by the National Advisory 
Committee on Stroke with support from NHS Greater Glasgow and Clyde 
Stroke Managed Clinical Network. It is a consensus statement agreed by 
a representative working group of stroke care professionals. It is not a 
systematic review or a clinical guideline but is based upon a review of the 
available literature, conducted in a systematic and logical way.

Key principles of best practice statements 
A series of best practice statements has been produced by NHS QIS, 
designed to offer guidance on best and achievable practice in a specific 
area of care. These statements reflect the current emphasis on delivering 
care that is patient-centred, cost-effective and fair. They reflect the 
commitment of NHS QIS to sharing local excellence at a national level. 

Best practice statements are produced by a systematic process, outlined 
overleaf, and underpinned by a number of key principles.

• They are intended to guide practice and promote a consistent, 
cohesive and achievable approach to care. Their aims are realistic but 
challenging.

• They are primarily intended for use by registered nurses, midwives, 
allied health professionals, and the staff who support them, but will 
also be of relevance to medical professionals. 

•  They are developed where variation in practice exists and seek to 
establish an agreed approach for practitioners.

• Responsibility for implementation of these statements rests at local 
level.

Best practice statements are periodically reviewed, and, if necessary, 
updated in order to ensure the statements continue to reflect current 
thinking with regard to best practice. 

This best practice statement is accessible electronically on the NHS QIS 
website (www.nhshealthquality.org) and the University of Glasgow 
website (www.glasgow.ac.uk/nursing).

Supporting implementation
In the interests of supporting implementation, readers are encouraged 
to use the tools in Appendix 1 and 2, either for reflection on individual 
competence, confidence and practice, or for audit at an organisational 
level.

Comments on best practice statements are very much welcomed. We are 
always keen to hear from anyone who has been involved with using the 
statements in their own area of practice. In particular, we would like to 
hear about specific successes or challenges relating to implementation 
and impact on quality of care provision. 

Any information provided will be used to inform the next review of the 
statement. 

Please forward any comments to: qis.bestpracticestatements@nhs.net

Privacy note: We will only use your email details to reply to your comment. Your address 
will not be passed on to any third parties.
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Key stages in the development of this best practice statement

Project group undertakes scoping process and decides topic selection 

Working group 
established 

Virtual reading group to advise on 
consultation drafts established  

 

 

Application for funding to NACS successful 

Steering group established 

 

 

• Refine focus and content of statement  
• Review evidence for relevance to   

practice  
• Determine how patients’ views will be 

incorporated 
• Consider challenges of using statement 

in practice 
 

Project manager appointed  

Feedback on impact of 
statement is sought/impact 

evaluation  

• Review literature on 
topic 

• Source grey literature 
• Ascertain current 

policy and legislation 
• Seek information from 

voluntary groups and 
other relevant sources 

• Draft document sent to virtual 
reading group  

• Wide consultation process 

Review and revise statement in light of 
consultation comments  

 

 

Publish and disseminate 
statement 
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Background

Stroke can be a sudden and catastrophic event, carrying a significant 
risk of death. It is, along with cancer and heart disease, one of the three 
biggest killers in Scotland1 and remains a national clinical priority2. 
However caring for stroke patients in dedicated stroke units has been 
shown to result in lower levels of mortality and disability3. In 2008, 19% 
(1,740) of adult patients admitted to Scottish hospitals with a stroke died 
within 30 days4. Therefore hundreds of patients each year require care at 
the end of their lives following a stroke.

Palliative care as defined by the World Health Organization is wide-
ranging and may be provided many months or even years before death. 
Palliative care is defined by the World Health Organization (2002) as:

“…an approach that improves the quality of life of patients 
and their families facing the problems associated with life-
threatening illness, through the prevention and relief of 
suffering by means of early identification and impeccable 
assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual…” 5,p84

By contrast, care provided at the end of life is recognised as being one 
component of palliative care6. Since this statement is concerned with a 
30 day period and as stroke can be a sudden event, the steering group 
decided to use the term ‘end of life care’ rather than palliative care. 
Therefore for the purposes of this statement, the term end of life care is 
used rather than palliative care throughout the text. 

It may be useful when using this best practice statement to consider 
that within the first 30 days following stroke, patients may fall into three 
possible categories or pathways. 

1. Those patients for whom a degree of recovery is anticipated and who 
are very likely to gain benefit from full rehabilitative measures. 

2. Those where the extent of stroke and/or the irreversible damage 
is moderate or unclear. There is associated uncertainty as to the 
patient’s likely survival. It is possible or likely that the patient might 
not survive the next 30 days.

3. Those patients where there appears to be an extensive stroke with 
profound irreversible damage (and/or co-morbidities) such that death 
in a matter of days is a probable outcome. 

The Scottish Government is committed to supporting implementation 
of end of life care pathways in all care settings7. Additionally, the 2008 
action plan, ‘Living and Dying Well’, suggests that patient preferences 
for place of care at the end of life should always be sought. Throughout 
this statement, the term ‘patient’ refers to patients affected specifically by 
stroke unless otherwise indicated.

Care of patients at the end of life is an important clinical issue for stroke 
nurses and the teams and family/carers with whom they work. Because of 
the rapid onset of acute stroke, patients and carers may require support 
in coping with the pace of events while making important decisions, and 
stroke nurses have a role to play here. Whether working in stroke units 
or care homes, nurses are important members of the multidisciplinary 
team, caring for stroke patients at the end of life and liaising with 
other disciplines in clinical decision-making and the planning of care. 
In addition, at times nurses are responsible for making decisions not to 
initiate cardiopulmonary resuscitation (CPR)8. 

Communication within the clinical team as well as with patients and 
family/carers is paramount. Decisions about treatment may have to be 
made on the patient’s behalf, and the patient and family/carer may not 
have anticipated or thought about what care they would prefer at the 
end of life and in what setting (eg hospital or home). 

Difficulties can arise in knowing when to initiate end of life care when the 
trajectory of the disease is not necessarily predictable. Anecdotally, stroke 
care professionals describe difficulties in recognising when stroke patients 
are dying and there may be a need for future research in this area.
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Search strategy
Literature was searched systematically to answer the search question, 
‘What is the best practice in end of life care following an acute stroke?’ 
where acute stroke was defined as 30 days following the stroke event. 
Databases searched were:

• All Evidence Based Medicine Reviews
• The Cochrane Library
• Medline
• CINAHL
• AMED
• PsychBite
• PsychInfo
• IBSS
• Web of Science 
• British Nursing Index

Search priorities 
1. To identify any systematic reviews 

2. To identify any literature searches done systematically

3. To identify observational literature

4. Identification of grey literature, ie 

‘Grey literature is best defined as literature which cannot 
readily be acquired through normal bookselling channels and 
which is therefore difficult to identify and obtain. Other terms, 
such as ‘non-conventional’ or ‘semi-published’ are also used 
to describe it. Examples of grey literature include technical 
or research reports, doctoral dissertations, some conference 
papers and pre-prints, some official publications, discussion 
and policy papers.’9 

Keywords
Stroke, end of life, palliative care, Liverpool Care Pathway, withdrawal 
or withholding of treatment, terminal, multidisciplinary team, nurses, 
patient, hospital, stroke units, care homes, continuing care units, 
rehabilitation units, referrals, religious, spiritual, cultural, carers, 
supporting families, symptom control, seizure, pain, restlessness, 
dehydration, feeding, nutrition and futility. 

Exclusions from searches
Literature relating to hospices or community/primary care was excluded 
by the steering group on the grounds that the target audience are nurses 
working in hospitals or care homes, and that hospices and primary care 
have guidelines and frameworks which are particular to their specialty.

Other exclusions included paediatric literature as this statement 
concerns care of adult patients and any papers relating to subarachnoid 
haemorrhage, which although meeting the classic World Health 
Organization definition of stroke, has been chosen more recently by some 
authors to be excluded from consideration10,11.   

Search parameters
• written in English
• relates to studies of humans 
• contains abstracts  
• published between 2003 and 2010
• a proviso allowed consideration of papers published between 1997 

and 2002 if necessary, but this was not required.

Search results
2,509 papers were identified.
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Methodology

Rapid evidence assessments 

A rapid evidence assessment (REA) methodology was used. While 
similar in principle to systematic reviews, REAs have a narrower focus 
with a specific search question, inclusion/exclusion criteria, condensed 
timescales (2-6 months) and review processes allowing a quick, feasible 
evaluation of good quality information12,13. They have been used 
effectively in mental health12 and social science reviews14.

Identification of literature and handling of results

The search strategy was devised with support from a University of 
Glasgow librarian. Results of searches were reduced to 194 relevant 
references by using the search question when reading the abstracts. 
Results were further reduced to 120 following a cull by a second 
independent reviewer. Papers fell into five topic areas. The 120 papers 
were distributed to the working group and evaluated using relevant data 
evaluation tools.

Data evaluation

Standard Scottish Intercollegiate Guidelines Network (SIGN) 
methodological checklists were used to evaluate systematic reviews, 
randomised controlled trials, cohort studies and case-control studies15.

In order to identify a relevant tool to evaluate qualitative research, we 
reviewed literature and consulted with experienced systematic reviewers. 
Following appraisal of each identified tool (eg Newcastle Ottawa Scale16, 
Joanna Briggs Institute tools17), it was decided to adapt a checklist devised 
by the Critical Appraisal Skills Programme (CASP)18, on the grounds 
that it was user friendly and has been widely used. The CASP employs 
statements as prompts for evaluation. These were turned into questions, 
eg ‘Consider: if the findings are explicit, if there is adequate discussion 
of the evidence’ became ‘Consider: are the findings explicit? Is there 
adequate discussion of the evidence both for and against the researcher’s 
arguments?”  Evidence summary sheets were adapted from SIGN15. 

The working group

The working group was made up of healthcare professionals with a range 
of experience and expertise in stroke or palliative care, from eight NHS 
boards in Scotland. A patient representative was a member of this group.  

Distribution of tools to working group

A questionnaire was sent to all working group members to gauge 
familiarity with systematic reviewing. Results showed that there was a 
range of experience in terms of systematic reviewing, eg participation in 
SIGN guidelines but that none had authored or co-authored a systematic 
review.

Papers were allocated to five topic subgroups (2-4 members in each) 
of the working group. In identifying topic groups, consideration was 
given to professional background and reviewing experience so there was 
a blend of knowledge and skill. Each paper was sent with appropriate 
reviewing tools and evidence summary sheets. Working group members 
used the checklists and evidence summaries to make statements about 
the evidence base or to reject papers. Group members read papers 
individually and collaborated on evaluating evidence, making consensus 
statements of best practice where evidence was absent. Decisions and 
justifications to accept or reject papers and their findings, or to make 
statements of best practice had to be agreed with other subgroup 
members.

Virtual reading group

Similar to the working group, the virtual reading group comprised 
healthcare professionals, educationalists and academics with an interest 
in stroke or palliative care. Members of this group read and commented 
on the statement in draft form. In addition there was widespread 
consultation on the document with distribution through the stroke 
managed clinical networks, NHS QIS networks, and the Scottish Stroke 
Nurses’ Forum and other groups. All consultation comments were 
considered and responded to by the working group with changes made 
to the statement as necessary.   

aFurther information about this checklist may be obtained by contacting 
the University of Glasgow project team at www.glasgow.ac.uk/nursing 
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Format of statement
The statement is divided into four sections covering:

Section 1: Delivery of stroke services 

Section 2: Delivery of care 

Section 3:  Ethical aspects of care 

Section 4: Family/carer support

The sections are designed to provide a logical, coherent information flow. 
Each section contains a table corresponding to the what, why and how of 
best practice, ie summarising the statement, the reason for the statement 
and how to achieve the statement or to demonstrate that it is being 
achieved and highlights the underpinning philosophy of the statement 
and/or explicit skill requirements to achieve best practice. Key challenges  
highlight areas that may require specific action or development. 

How can the statement be used? 
This best practice statement can be used in a variety of ways, although 
primarily it is intended to serve as a guide to best practice and promote 
a consistent and cohesive approach to care. The target audience for this 
statement is registered nurses working in acute stroke units and care 
homes. The statement is intended to be challenging but realistic and can 
be used:

• as a basis for developing and improving care directly and indirectly
• to stimulate learning among multidisciplinary teams 
• to promote effective multiprofessional team working and enhance 

partnerships with patients, carer(s) and relevant others, and 
• to stimulate ideas and priorities for research.
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Section 1: Delivery of stroke services 

Section 1a: Referral to specialist palliative care services 
Key points:

1. Patients receiving end of life care following acute stroke have access to specialist palliative care services.
2. Staff caring for the patient who has had an acute stroke and is at the end of life, may require support from specialist palliative care services.
3. The needs, opinions and participation of the family/carer are considered during end of life care.
4. End of life care is individualised.
   

Statement  Reason for statement How to demonstrate statement is being 
achieved

Stroke patients receiving end of life 
care and the staff who care for them 
have access to specialist palliative 
care services when necessary.   
(See Section 2a.)

This improves end of life care for patients. 

‘Specialists in palliative care may be able to support their colleagues working 
in stroke by assisting decision-making at the end of life and help minimise 
tensions and distress within teams.’19 p328 

‘Generalists and specialists should be working together to ensure that specialist 
care is available to patients with complex needs while general provision is 
available to all.’20,p8

This is documented in the patient notes.

End of life acute stroke care is 
provided by healthcare professional 
teams experienced in stroke care.

There are particular challenges in the stroke population eg cognition, 
dysphagia and problems with communication21. Stroke core competencies 
have been identified and are required for healthcare professionals working in 
stroke care22.

Training records demonstrate this eg use of Stroke 
Training and Awareness Resources (STARS)23. 

All stroke staff providing end of life 
care undergo appropriate training 
including communication skills. 

Most end of life care is provided by staff who are not specialists in palliative 
care20.

‘Communication skills are paramount in end of life care and staff should have 
access to high quality education and support in this area.’ 24,p2171

Training records demonstrate this.

The needs and participation of 
family/carers are considered during 
end of life care.

This is considered good practice. Carers of stroke patients tend to have a 
different needs profile from, for example, carers of those with cancer and may 
well have needs of their own19. 

This is documented in the patient notes. 

Family/carer satisfaction audits are conducted and 
complaints responded to in writing.
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Statement  Reason for statement How to demonstrate statement is being 
achieved

Communication with family/carers 
about the patient’s treatment, 
specifics related to the condition 
and the decision-making process is 
paramount in palliative care and end 
of life care.

Results from a retrospective qualitative study suggest that relatives want to be 
actively involved in discussions with nurses and doctors about the condition of 
the patient24.

Communication with the family/carer is documented in 
the patient notes. 

Family/carer satisfaction audits will identify involvement 
in discussions.

Care is tailored to the individual. Individualised end of life care increases satisfaction24. There is evidence that an end of life care pathway is used. 

Key challenges:

• Bridging the gap between specialist palliative care services and acute stroke care services. 

• Differentiating between the needs of patients who die in the acute phase of stroke and those who die later.

• Providing staff training on end of life care following acute stroke.

• Building the evidence base for end of life care in the acute phase of stroke.
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Statement  Reason for statement How to demonstrate statement is being 
achieved

Members of the multidisciplinary 
team are employed in end of life care 
for acute stroke patients. This is not 
in their usual role for rehabilitation, 
but for: 

• symptom control 

• patient comfort and 

• family/carer support.

A recommendation of Living and Dying Well7 (Action Point 5) states that:

‘Patients with any condition who have been assessed as having … end of life 
care needs … are supported by a multidisciplinary team.’ 7 , p15

The outcome of multidisciplinary team discussions are 
documented in the patient notes.

All healthcare and social care 
professionals caring for stroke 
patients at the end of life are 
equipped with the appropriate 
knowledge, skills, competence and 
confidence.

This is good practice7,25.  The appraisal and continuing professional development 
(CPD) system and training records demonstrate this.

Members of the multidisciplinary 
team have a role in individual case 
discussions and case management.

This is a recommendation of Living and Dying Well7. The outcome of multidisciplinary team discussions are 
documented in the patient notes.

Section 1b: Multidisciplinary team
Key points:

1. End of life stroke care is characterised by team working.

2. Staff are equipped with the appropriate knowledge and skills to care for the patient at the end of life following acute stroke.

Key challenge:

• Equipping staff with necessary skills.



11

End of life care following acute stroke – December 2010

Section 2: Delivery of care 

Section 2a: Symptom management and nursing care 
Key points:

1. A pathway such as the Liverpool Care Pathway for the Dying Patient (LCP)26 is used for care in the last days of life following acute stroke.

2. Communication with families is proactive.

Statement  Reason for statement How to demonstrate statement is being 
achieved

Patients expected to die within the 
first 30 days following an acute stroke 
are identified by the multidisciplinary 
team.  

Early identification of the palliative care needs of people with progressive life 
limiting conditions is a key component of palliative care7.

The outcome of multidisciplinary team discussions is 
documented in the patient notes.

Identification of expected death 
may be supported by the use of 
prognostic indicators.

Evidence suggests that the following are some of the indicators of a poor 
prognosis following a stroke:

• advanced age27 

• severity of stroke28

• elevated blood pressure, glucose or temperature28

• early onset seizures in ischaemic stroke or status epilepticus29,30. 

Validated scoring systems may be used to estimate prognosis following 
intracerebral haemorrhage31. However, the limitations of these tools should be 
recognised31.

The use of the indicator is documented in the patient 
notes.

A pathway document such as the LCP 
is used for patients who are identified 
as being in the last days of life. 

The LCP or an equivalent pathway should be implemented in all care settings 
for patients dying from any advanced progressive condition7.

There is evidence of use of a pathway such as the LCP.

There is regular assessment of 
patients’ symptoms and palliative 
care needs following an acute stroke.  

Accurate and regular assessment is important for early identification and 
management of symptoms in patients with palliative care needs7. 

There is evidence that the following symptoms are common post stroke:

• dyspnoea

• pain

• mouth dryness

• constipation

• anxiety32.

Regular assessment of symptoms is documented in the 
patient notes.
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Statement  Reason for statement How to demonstrate statement is being 
achieved

Consideration is given to the use of a 
validated symptom assessment tool.

A range of tools is available that have been validated for patients with palliative 
care needs. 

Use of symptom assessment tools is documented in the 
patient notes.

Symptoms are managed effectively 
with regular review and evaluation.

Local/national palliative care guidelines are used for patients with palliative 
care needs7.

Symptom management and its regular review is 
documented in the patient notes.

Patients’ preferences and priorities 
regarding their end of life care are 
elicited and taken into account when 
plans for care are determined.

This ensures that timely, holistic and effective care planning is available for 
those with palliative and end of life care needs and is carried out in a manner 
which is person-centred and appropriate to each stage of care7.

There is documentation of multidisciplinary team 
discussions with relevant parties.

Advance/anticipatory care planning is 
considered. This includes discussion 
of anticipatory prescribing in relation 
to symptoms.

Proactive care planning can improve the quality of life for patients and family/
carers7.

Approaches such as the LCP are used in the very last days of life and patients 
with stroke may have symptoms prior to this.

Advance/anticipatory care planning is documented in the 
patient notes.

Accurate documentation including 
an advance/anticipatory care plan 
is shared at any transitions in care, 
eg moving from acute stroke unit 
to own home or care home for 
continued end of life care.

Sharing of accurate documentation leads to improved transfer of information 
between care settings7.

Patient notes including care plans are up to date and 
accurate. 

Ongoing emotional support is 
provided for the patient and family/
carer during the end of life phase.

Provision of emotional support is good practice. This is documented in the patient notes.

Consultation with, and/or referral to 
the specialist palliative care team is 
considered:

• to aid the patient, family/carer 
and healthcare professionals 
in difficult end of life decision-
making

• for the management of complex 
symptoms.  
(See Section 1a.)

Patients, family/carers and healthcare professionals may welcome and benefit 
from support from the specialist palliative care team with difficult decision-
making, eg withdrawal of treatment(s), nutrition and hydration, and with 
complex symptom management issues25,29,30. 

Consideration of referral to specialist palliative care team 
is documented in the patient notes.
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Key challenges:

• Diagnosing dying.

• Taking into consideration communication and cognitive impairments as a result of acute stroke.

• Implementing an organised approach to end of life care following acute stroke.

• Expanding the evidence base for end of life care following acute stroke33. There is a lack of formal evidence on aspects of care, most notably 
airway/respiratory management, positioning, continence care, bowel management, pressure area care and personal hygiene. This is relevant for 
patients throughout the end of life phase or where there is uncertainty regarding the length of the patient’s survival.

• Equipping staff with the knowledge and skills to implement an organised approach to end of life care following acute stroke.
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Section 2b: Nutrition and hydration 
Key points:

1. Staff understand that provision of oral fluid and nutrition is part of core care and is not to be withdrawn unless the patient refuses or is unable to 
participate. Nurses have a key role in nutritional and swallowing screening.

2. Staff understand that clinically assisted nutrition and hydration are considered medical treatments within law and therefore can be withheld or 
withdrawn if considered to be of no benefit for the patient.

3. Staff understand that in patients with problems with oral feeding, decisions regarding supporting nutrition and hydration are often made in 
tandem with the recognition that the patient is entering end of life care. Nurses contribute to the decision-making within a multidisciplinary 
context.

4. Nutrition and hydration where appropriate are provided according to the individualised care plan. Nurses have a key role in the provision and 
monitoring of oral and clinically assisted nutrition and hydrationb.

Statement  Reason for statement How to demonstrate statement is being 
achieved

Patients who have difficulty 
swallowing (dysphagia) and at risk of 
malnutrition are identified during the 
nurse assessment.

Dysphagia is common following acute stroke, particularly in those patients 
who are identified as being at the end of life35.

Identification of end of life care needs in patients with acute stroke is likely 
to run in parallel with assessments of the patient’s functional status including 
ability to feed orally36,37. 

Assessment for, or presence, of dysphagia or malnutrition 
risk is documented in the patient notes. 

Audits of nutritional and swallow screening will 
demonstrate this.

Patients requiring fuller assessment 
are referred to speech and language 
therapy, and dietetic services.

Speech and language therapists identify the presence and severity of any 
dysphagia. They also consider the prognosis for recovery. Together with the 
dietitian, they clarify the options for delivery of nutrition and hydration to 
inform the decision-making regarding ongoing management of nutrition and 
hydration35.

Referral to speech and language therapy or to dietetic 
services is documented in the patient notes.

b Note: The term ‘clinically assisted nutrition and hydration’ is adopted here because of recent guidance from the General Medical Council34, where the term is defined thus:  
“Clinically assisted nutrition includes intravenous feeding, and feeding by nasogastric tube and by percutaneous endoscopic gastrostomy (PEG) and radiologically inserted 
gastrostomy (RIG) feeding tubes through the abdominal wall. All these means of providing nutrition also provide fluids necessary to keep patients hydrated. Clinically assisted 
hydration can also be provided by intravenous or subcutaneous infusion of fluids through a ‘drip’. The terms ‘clinically assisted nutrition’ and ‘clinically assisted hydration’ do not 
refer to help given to patients to eat or drink, for example by spoon feeding.” (Page 54, paragraph 112)
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Statement  Reason for statement How to demonstrate statement is being 
achieved

Decisions regarding provision of 
nutrition and hydration are made:

• in a multidisciplinary context

• involving the patient and family/
carer, and

• in the patient’s best interest.

Ethical principles should be applied to the decisions regarding interventions 
for nutrition and hydration in end of life care and the need to have a patient 
centred approach32,35-38.

This is documented in the patient notes.

The decision-making process gives 
consideration to the patient’s ability 
to give informed consent. 
(See Section 3.)

Where a patient is able to give informed consent, their wishes should always 
be respected. The elements required to demonstrate capacity include 
understanding and retaining information on the options and their associated 
risks and benefits, and being able to weigh up this information to make a 
consistent decision free from pressure. It is important to assume capacity 
unless incapacity is demonstrated39,40.

Consideration of capacity is documented in the patient 
notes.

The decision-making process gives 
consideration to the family/carer’s 
views on the patient’s wishes.  
(See Sections 3 and 4b.)

Where the patient is unable to consent, unless they have legally appointed a 
nominated representative, the clinician in charge of the patient’s care makes a 
decision in the patient’s best interest in consultation with the multidisciplinary 
team and the patient’s family/carer39,41,42.

The consideration of family/carer views on the patient’s 
wishes is documented in the patient notes.

The decision-making process gives 
consideration to the patient’s 
response to core care such as oral 
care.

Experience of hunger and thirst are difficult to establish after a severe stroke. Patient response to core care is documented in the 
patient notes.

Information in an appropriate format 
is given to the patient and family/
carer throughout the decision-making 
process.  
(See Section 4a.)

When the goal is to ensure relief from symptoms, additional observations 
during the provision of care can inform the decision-making process40.

Those involved in the decision-making process are likely to require information 
on the risks and benefits of any intervention41.

This should also include information on: 

• expected outcome with or without clinically assisted feeding and 
hydration43

• the risks associated with nasogastric (NG) tube feeding42, and

• the risks associated with insertion and maintenance of percutaneous 
endoscopic gastrostomy (PEG) tubes42,44,45.

Information given to patient and family/carer is 
documented in the patient notes.
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Statement  Reason for statement How to demonstrate statement is being 
achieved

Information is provided in a 
consistent and clear manner.

The team should have a shared appreciation of the patient’s condition and 
prognosis.’ 46, p719 

Clear information reduces confusion among multidisciplinary team members 
and for the family/carer. 

The outcome of multidisciplinary team discussions is 
documented in the patient notes.

The giving of information is documented in the patient 
notes. 

There is a range of consistent, clear information in a 
variety of formats for the patient and their family/carer.

Where there is doubt or lack of 
consensus surrounding the benefits of 
supporting nutrition and hydration, a 
time-limited trial of clinically assisted 
feeding is considered. 

Clinically assisted nutrition and hydration are considered medical treatments 
within law and therefore can be withheld or withdrawn if considered to be of 
no benefit for the patient34,40,47,48.

Clear goals and objectives allow evaluation and the potential to withdraw 
treatment if the goals are not met.

The outcome of multidisciplinary team discussions is 
documented in the patient notes.

The timeframe and objectives related to the trial are 
clearly documented.

There is evidence of clear communication with the 
patient and family/carer.

Nursing staff monitor the patient 
throughout the time-limited trial of 
feeding, noting any improvements or 
adverse responses to the treatment.

There is potential for adverse effects such as tube displacement, 
gastrointestinal intolerance, reflux and metabolic complications. 

Continued removal of the nasogastric tube by the patient may be interpreted 
as refusal but is likely to be an unreliable indicator of non-consent35,36,40.

The time-limited trial of feeding is documented in the 
patient notes.

The provision of nutrition and 
hydration is monitored and reviewed 
throughout the end of life phase. This 
usually takes one of three forms:

• oral provision with or without 
compensatory strategies,

• clinically assisted nutrition and 
hydration, and

• careful feeding of small amounts 
orally to improve quality of life.

Provision of oral fluid and nutrition is part of core care and should not be 
withdrawn unless the patient refuses, is unable to participate, for example 
because of a low conscious level, or there is recognised concern regarding 
safety of swallowing.

In the end of life phase the patient’s ability and desire to eat and drink are 
likely to lessen and at this stage maintaining oral hygiene is likely to be the 
most appropriate intervention40.

Close monitoring of nutritional markers is essential during the provision of 
clinically assisted nutrition and hydration during the end of life42,44. 

As the patient’s condition deteriorates, it may be appropriate to discontinue 
clinically assisted nutrition. Hydration may also be withdrawn as this can lead 
to pulmonary oedema and increased secretions which add to the burden for 
the patient40.

The speech and language therapist in consultation with the multidisciplinary 
team can recommend a risk management approach to oral feeding for a 
patient with recognised risks around swallowing. This requires a careful feeding 
approach with regular monitoring noting symptoms such as unacceptable 
coughing, choking or breathlessness which are a considerable burden for the 
patient40.

A summary of any discussion with family/carer is 
documented in the patient notes.

There is clear documentation of observations in relation 
to any provision of nutrition and hydration.
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Key challenges:

• Ensuring good communication within the multidisciplinary team and with the patient and family/carer.

• Providing an appropriate nutrition and hydration care plan.

• Ensuring that the nursing team has sufficient skill, knowledge and confidence to provide the nutrition and hydration care plan.
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Statement  Reason for statement How to demonstrate statement is being 
achieved

Staff have an understanding of 
different spiritual and religious beliefs.

Although most of the literature reviewed did not directly refer to end of life 
care for stroke patients, it is good practice for staff to be aware of different 
approaches and beliefs49.
Spiritual care is an integral part of the total care provided to patients and 
families/carers20,50 and is part of the role of many healthcare professionals51.

Training records document this information has been 
given to staff.

Staff have knowledge and skills to 
recognise and respond to spiritual 
and religious practices and needs of 
the patient and family/carer. 

It is good practice to recognise the practices and customs of the main religions 
and beliefs, eg attitudes to touching, gender, dressing and hygiene customs.

This is documented in training records.

Each patient is assessed individually 
and without assumptions being 
made.

There can be considerable differences in how individuals practise their religion. Discussion is documented in the patient notes.

Staff have an awareness that spiritual 
and religious care can act as a 
possible protective factor against 
emotional distress.

Research suggests that ‘spiritual beliefs may protect individuals with stroke 
from emotional distress.’ 52, p308; 53

Training records document this information has been 
given to staff.

Staff are open to patients and 
families/carers who wish to discuss 
their spiritual and religious beliefs and 
needs.

It is good practice to offer holistic care. 
Staff should be aware of the need to avoid ‘coercion, proselytising or religious 
activities based on unrecognised assumptions.’ 49 p1159

Spiritual and religious beliefs can be complex and staff may wish to refer the 
patient for more specialised spiritual and religious care. Hospital chaplaincy 
services can provide support and have expertise in this area of care.

Discussion is documented in the patient notes.

Section 2c:- Spiritual and religious care
Key points:

1. In the multidisciplinary team there is recognition, knowledge and understanding of spiritual and religious beliefs and practices and their impact on 
health.

2. There is openness to discussing spiritual and religious beliefs and needs with the patient and family/carer. 
3. The patient and family/carer is offered access to spiritual and religious leaders.
4. Resources and information are available. 
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Key challenges:

• Ensuring staff training needs are met.

• Ensuring availability of resources and information.

• Providing access to appropriate spiritual and religious leaders.  

Statement  Reason for statement How to demonstrate statement is being 
achieved

The patient and family/carer are 
offered access to spiritual and 
religious leaders, eg chaplains.

A type of positive religious coping mechanism is from access to congregational 
groups, clergy and religious leaders49. 

Local hospital chaplains have a list of local faith community and belief group 
representatives.

Offer of access to spiritual and religious leaders is 
documented in the patient notes.

Information resources are available 
for staff, the patient and family/carer.

Additional resources may be available from the local chaplaincy or spiritual 
care department and from NHS Education for Scotland50,51,54.

There are resources available in the ward.
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Statement  Reason for statement How to demonstrate statement is being 
achieved

The options surrounding the futility 
of treatment are discussed with the 
patient and family/carer, and with the 
multidisciplinary team. 

A key issue in quality of end of life care is the involvement of the patient and 
their family/carer in discussions and decisions about care.
It is also critical that the nurse has an understanding of the treatment goals 
and that these are clearly documented. 
Research has shown that patients’ concerns focused on expected quality of 
life, emotional costs, likelihood of treatment success and expected effect on 
longevity55,56.

The decision-making process including who was involved 
in the process is documented in the patient notes.

If capacity is impaired then the 
patient is provided with all the 
appropriate help and support to 
understand, retain, use or weigh up 
the information in order to make an 
informed decision regarding their 
care needs.

Speech and language therapists may 
be able to assist with information 
provided in suitable formats.

The patient’s capacity to make a decision may be impaired following an acute 
stroke. Assessment of capacity to make decisions includes understanding and 
retaining information on the treatment options available and the risks and 
benefits and being able to weigh up this information.
Individuals who are competent to make decisions about their care have 
the right to make a decision about whether they will accept or refuse life-
sustaining therapies39,56. 

Discussion and barriers to communication, eg aphasia, 
and the support offered are documented in the patient 
notes. 

The use of the Adults with Incapacity (Scotland) Act 
200039 form is monitored through internal audit.

Discussion with the patient and family/carer, including 
why decisions were made is documented in the patient 
notes. 

The capacity to make a decision may 
vary and is re-assessed as required.

Patients’ capacity and conditions can change, eg through both improvement 
and deterioration. Therefore it is important to re-assess capacity on a regular 
basis.
As a patient’s condition can be dynamic and evolving it may be necessary to 
have discussions about end of life care a number of times with the family/carer 
and/or patient in the acute period as situations change56.

In the patient notes there is evidence of reassessment 
of the patient in relation to the Adults with Incapacity 
(Scotland) Act 200039 form.

The potential anxiety the family/
carer and healthcare staff may have 
about withdrawing or withholding 
of any life-sustaining treatment is 
considered.

It is essential that healthcare staff understand the complex issues regarding 
withdrawal and withholding of treatment which may not be beneficial and 
therefore, not in the patient’s best interest57. 
People may find it more difficult to consider withdrawing treatment than not 
starting it – sometimes relatives fear they may feel responsible for the patient’s 
death if they agree to treatment withdrawal34.

Discussions within the multidisciplinary team are 
documented in the patient notes.

Section 3: Ethical aspects of care - end of life issues including withdrawal of treatment 

Key points:

1. There is full discussion with the patient (if possible) and family/carer about reasons for withdrawal/futility of treatment to allow all concerned to 
understand treatment goals.

2. Early decisions about withholding cardiopulmonary resuscitation are avoided. 
3. There is accurate documentation of plans of care and discussions between the multidisciplinary team, the patient and family/carer.
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Statement  Reason for statement How to demonstrate statement is being 
achieved

The patient’s condition is kept under 
review with frequent re-assessments, 
for example, of the need for clinically 
assisted hydration or nutrition58. 
(See Section 2b)

While some predictors have been identified, there are no fully accurate 
methods of predicting outcome after severe stroke58.

For some conditions such as motor neurone disease or advanced metastatic 
cancer the progress of the disease is easier to predict. In stroke, particularly in 
intracerebral haemorrhage, recovery prediction is much less reliable59. 

Physicians frequently use patients’ poor clinical status as a criterion for 
recommending withdrawal of support59. However, it is important to be 
aware that: ‘Even individuals in the worst initial prognostic category can have 
meaningful recovery when offered full aggressive care.’ 59 p1654

Reviews are documented in the patient notes.

Decisions about withholding 
resuscitation are not made 
immediately after acute stroke. 

Recovery is not easily predicted. After adjustment for case-mix, there is 
evidence that patients in whom an early decision has been made not to 
resuscitate are more likely to die than patients with a stroke of similar severity 
in whom such a decision was not made59-61.

Decisions about resuscitation status are documented in 
the patient notes.

Decisions about withholding 
cardiopulmonary resuscitation, ie 
Do Not Attempt Cardiopulmonary 
Resuscitation (DNACPR) are based on 
the circumstances and wishes of the 
individual patient. This may involve 
discussions with the patient’s family/
carer and with the multidisciplinary 
team. It is current policy that this 
must include:

• whether cardiopulmonary 
resuscitation could succeed

• the clinical needs of the patient

• the patient’s wishes and their 
judgement of the benefit 
provided by cardiopulmonary 
resuscitation

• a mechanism to ensure that 
staff, patients and relevant others 
have appropriate information on 
making advance decisions about 
cardiopulmonary resuscitation 
and that they understand the 
process8.

Where a patient lacks capacity, the responsibility for deciding if resuscitation is 
in the patient’s best interest lies with the most senior clinician (doctor or nurse) 
who has clinical responsibility for the patient during that episode of care8. 
The family/carer does not have decision-making rights or responsibilities in this 
circumstance. Discussion with the family/carer has the primary aim of trying to 
clarify the patient’s views prior to incapacity8. 

There is a record of discussions with the patient and 
family/carer in the patient notes. 

Local protocols for DNACPR discussions and decisions are 
used. There is evidence of local education of staff about 
the process and its implications.

The use of DNACPR documentation is monitored.
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Statement  Reason for statement How to demonstrate statement is being 
achieved

If a DNACPR decision is agreed, it is 
made clear to the patient and their 
family/carer that this does not imply 
that other treatments and quality of 
care will be compromised. 

DNACPR orders are fundamentally different from orders to withdraw medical 
support61. 
Decisions regarding DNACPR should not influence treatment including 
admission to stroke units60. 
The patient or their family/carer must be assured that other treatments are 
not being withheld as a result of the DNACPR decision and that any other 
treatments will be provided if it is clinically appropriate and agreed through 
discussions.
It is acknowledged that DNACPR should not have an influence in the overall 
quality of nursing care that is provided61.

In the patient notes there is a record of communication 
with the family/carer.

There are relevant protocols which are regularly reviewed 
and their completion is audited.

Patients and family/carers express satisfaction with 
information given from staff.

Local training and support for nursing 
staff is available.

This ensures that nursing staff have the relevant skills and knowledge to be 
able to discuss sensitive issues such as withdrawal of life-sustaining treatment.
Nursing staff must be confident in having early discussions with the patient 
and family/carer about end of life issues. Early discussions are usually readily 
accepted and agreements between the multidisciplinary team and family/
carers are rarely problematic56.  
The patient’s condition can be dynamic and evolving and it may be necessary 
to have such discussions a number of times as situations arise56. 

The appraisal and continuing professional development 
system and training records demonstrate this.

Key challenges:

• Educating nursing staff to maintain knowledge, competence and confidence surrounding end of life issues.

• Ensuring nursing staff have an active role in contributing to end of life discussions.

• Ensuring that discussions with the family/carer are accurately documented, dated and signed.
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Key challenges:
• Availability of information in different formats.
• Availability of a quiet space/room.
• Keeping the resource folder current.

Section 4: Family/carer support      

Section 4a:- Information
Key points:

1. Information is selected to meet the needs of the patient and their family/carer.
2. A range of stroke information in various formats is displayed and accessible to patients and families/carers.
3. A private quiet room is provided for staff to speak with the family/carer.

Statement  Reason for statement How to demonstrate statement is being 
achieved

The multidisciplinary team provides 
the patient and their family/carer 
with information and updates on the 
patient’s condition in a timely way.

The provision of verbal and written information is known to improve the 
patient’s and their family’s/carer’s understanding of their illness. It also provides 
them with the knowledge and confidence to make decisions about their end 
of life care7,34,62. 

There is documentation of multidisciplinary team 
discussions with relevant parties.

A record of strategies to improve communication for 
those who are aphasic is detailed by a speech and 
language therapist. 

There is evidence that, if necessary, interpreters have 
been sought.

The multidisciplinary team develops 
a resource folder on the provision of 
palliative care.

This is good practice as recognised in Living and Dying Well7. The resource folder is available in the care area.

Local audit shows that the multidisciplinary team refers 
to and uses the folder.

There is proactive involvement of the 
family/carer in discussions regarding 
prognosis and end of life care.

Family/carer discussions are a vital intervention to explain prognosis, establish 
goals of care, discuss withdrawal of treatment(s) and to ensure all family 
members/carers are aware of the current plan of care31.

Families/carers value compassionate and practical support when their relatives 
are dying in an acute hospital38.

There is documentation of multidisciplinary team 
discussions with family/carer.

Practical information is provided for 
the family/carer throughout the end 
of life phase.

This is good practice. There is evidence that verbal and written information has 
been provided to the family/carer.



24

End of life care following acute stroke – December 2010

Section 4b:- Decision-making
Key points:

1. The patients and their family/carer participate in the decision-making process of their treatment.
2. The patient’s needs, wishes and preferences are discussed and planned at every stage of care.

Key challenges:

• Training staff in end of life issues.

• Recording the information given to family/carer and the patient accurately.

• Ensuring nursing staff have access to or knowledge of the services available.

• Fulfilling the needs of the patients who wish to return home for end of life care.

Statement  Reason for statement How to demonstrate statement is being 
achieved

Nurses are aware of the importance 
of communication/participation of 
the stroke patient and their family/
carer in deciding when active 
treatments cease.

Stroke is the third most common cause of death in Scotland1 and mortality in 
the first 30 days is approximately 20%4.

Communication/participation helps to identify the needs of the patients and 
their families/carers involved in end of life care7. 

The sudden onset of stroke can mean that patients and families/carers are 
unprepared to deal with the experience63

The LCP and equivalent pathways identify the nurse’s role 
in providing support and information.

Documentation reflects that end of life care being 
delivered is acceptable to the stroke patient and their 
family/carer.

Documentation records if the family/carer want to be 
contacted at the end of life final stages.

Nursing staff are knowledgeable 
about the services available locally 
for end of life options and share this 
information with the patient and 
their family/carer.

All patients should have care planning which covers their needs, preferences 
and wishes at every stage7. 

The patient’s comments, needs or wishes and the 
outcome of multidisciplinary team discussion about these 
are clearly documented in the patient notes. 

Advance care directives are 
recognised by the multidisciplinary 
team and are used to support 
decision-making.

Advance care directives reflect the wishes and treatment that the patient has 
decided on prior to stroke illness.

The patient notes document that the advance care 
directive has been viewed, and considered.
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Section 4c:- Initial bereavement care
Key points:

1. Nursing staff support the family/carer at the start of their bereavement by being available and sensitive to their grief.

Key challenges:

• Training and education of all nurses in managing bereavement.

• Supporting the bereaved family/carer. 

Statement  Reason for statement How to demonstrate statement is being 
achieved

Nursing staff provide the bereaved 
family/carer with support, 
information and assistance.

Every individual response to death and bereavement is different7. The offer of involvement of other team members such as 
the chaplain or bereavement care team is documented.

It is recorded that the family/carer has been given 
practical advice eg a copy of ‘What to do after a death in 
Scotland: practical advice for times of bereavement.’ (9th 
Edition, Scottish Government, 2009)64.
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Appendix 1: A sample reflective tool for individual practitioners

This tool is not for audit but is for individual practitioners to reflect on their practice in light of the best practice statement. It is to encourage 
self-assessment of knowledge and skills in providing end of life care. 

In setting up a goal for improving there should be an aim (what do I want to achieve?), and consideration of two questions:

• How will I know this change is an improvement?

• What changes can I make that will result in improvement?  

This tool has been developed from the best practice statement; it should be used in conjunction with the statement and not in isolation.

As a nurse caring for patients who are at the end of life following an acute stroke: 

I have a clear understanding of my role in the multidisciplinary team Yes No

Two examples of using my knowledge and skills to undertake my role in providing end of life care to stroke patients are:

I am confident in undertaking my role in providing end of life care   Yes No

I communicate with others in the multidisciplinary team Yes No

I do this by:  
(specify method, eg team meeting, notes, communication folder, phone)

I am confident in communicating 
about care provision, patient 
assessment, etc with others in the 
multidisciplinary team

not confident fully confident

1 2 3 4 5



27

End of life care following acute stroke – December 2010

As a nurse caring for patients who are at the end of life following an acute stroke:
I communicate with the patient   Yes No

I am confident in communicating  
with patients 

not confident fully confident

1 2 3 4 5

I communicate with families/carers Yes No

I am confident in communicating with 
families/carers 

not confident fully confident

1 2 3 4 5

I can get help to support my practice from 
the following sources:

a:

b:

c:

Having reflected on my practice, I will 
undertake the following actions to address 
the gaps this reflection has identified:
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Appendix 2: An improvement framework using case notes 

The following framework is for those practitioners who would like to identify areas for improvement in end of life care following acute stroke. This 
could also support healthcare professionals and organisations who would like to audit current practice. This should be used in conjunction with the 
best practice statement and not in isolation.

In identifying areas for improvement it is suggested that the stroke team first identifies a ‘gap’ in the service they are providing and agrees an area for 
improvement. A small number of case notes is extracted at random from the unit and surveyed for evidence that this particular aspect of care is being 
undertaken and recorded in the notes. 100% compliance with this would suggest that this area is working well and that a different area of care could 
be identified for improvement. As with all change for improvement, it is important that all the team members identify and agree what the area for 
improvement is, what will be done, who will do it, and by when. 

For example, it could be that the team agrees that an appropriate area for improvement is communication with carers. An agreed index of 
communication, for example the giving of bereavement advice, is selected. Five case notes are surveyed to indicate if this was given to all family/
carers (or if the reason for the variance from this was documented). If the notes indicate that information is not being given and recorded 
systematically, this could form the focus of an improvement activity. A typical aim would be that a small sample of case notes identifies 100% 
compliance with the giving of bereavement advice to the family/carers within, for example, one month’s time. 

1 There is evidence the following aspects of care are being delivered: Yes No

a
Symptom control evidenced by: 

(identify one aspect of this for improvement)

b
Patient comfort evidenced by: 

(identify one aspect of this for improvement)

c
Family support evidenced by: 

(identify one aspect of this for improvement eg information given, conversations 
documented)

2 This clinical area has the following characteristics: Yes No

a There are training opportunities for different professional groups in end of life care 

If Yes:

What is the frequency? 

Are they tailored to stroke staff?

Are there gaps in this provision? 
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2 This clinical area has the following characteristics: Yes No

b  Referrals to specialist palliative care can be made. 

c
There are clear criteria for any change to the care regime and staff are aware of these 
e.g. the introduction of end of life pathways, changes to the provision of hydration and 
nutrition.

d Information is available for families/carers on bereavement care and local sources of help.

e A palliative care resource folder is available in the unit. 

A negative answer to any of these questions would indicate that action is necessary. 
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Glossary

advance care directive 
or advance directive

Document drawn up by individuals, 
while well, to express their wishes as to 
their future care and medical treatment, 
when they may be unable to express 
those wishes themselves.

clinically assisted 
nutrition and/or 
hydration

Ways of giving fluids and nutrition to 
patients using a number of tube or drip 
methods. This is different from helping 
patients to eat or drink. See Section 2b.

end of life care Helps anyone with an incurable illness to 
live as well as possible until they die. End 
of life care also helps the patient to plan 
ahead in case they can't do so later, and 
provides support for the person’s family/
carer.

futility of treatment When the effect of treatment will be of 
no benefit to the patient.

intracerebral 
haemorrhage

When a blood vessel breaks and causes 
a bleed inside the brain. This is different 
from the more common type of stroke 
– ischaemic stroke – caused by blockage 
to blood vessels supplying an area or 
areas of the brain.

Liverpool Care 
Pathway (LCP)

Developed to transfer the hospice model 
of care into other care settings. It is 
a multiprofessional document which 
provides an evidence-based framework 
for end of life care. The LCP provides 
guidance on the different aspects of care 
required, including comfort measures, 
anticipatory prescribing of medicines 
and discontinuation of inappropriate 
interventions. Additionally, psychological 
and spiritual care and family support is 
included.

multidisciplinary team 
(MDT)

A group of people from different fields 
such as medicine, nursing, and social 
work who work together to provide care 
for patients with a particular condition. 
Team members may come from different 
organisations.

nasogastric (NG) tube A narrow tube that is passed into the 
nose and down the oesophagus (food 
pipe) into the stomach. This allows 
feed to be delivered directly into the 
stomach.

National Advisory 
Committee on Stroke 
(NACS)

A committee set up in October 2002, 
to oversee the recommendations in 
the stroke part of Scotland’s coronary 
heart disease and stroke strategy. The 
Membership of the Committee reflects 
the multidisciplinary nature of stroke 
care. Website address: www.sehd.scot.
nhs.uk/stroke/NAC.htm
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percutaneous 
endoscopic 
gastrostomy (PEG) 
tube

Method of feeding via a small tube 
directly into the stomach.

radiologically inserted 
gastrostomy (RIG) 
tube

Method of feeding via a small tube 
directly into the stomach. Similar to 
a PEG tube, but using X-ray scanning 
equipment to position it.

speech and language 
therapist (SALT)

Works to assess, diagnose and develop 
a programme of care to maximise the 
communication potential of the people 
under their care/referred to them. 
Speech and language therapists also 
work to support people with swallowing, 
eating and drinking difficulties. Such 
work will involve direct contact with 
people with communication difficulties 
as well as their carers and significant 
others in their lives (Royal College of 
Speech and Language Therapists).

Scottish Stroke Nurse 
Forum (SSNF)

Aims to promote the essential role of 
nurses in stroke, and to:

• share and develop knowledge, 
expertise and best practice;

• incorporate research–based evidence 
into practice, and promote research 
to improve outcomes;

• help develop core competencies, 
education and training initiatives for 
stroke nurses;

• advise and influence the provision 
of stroke nursing services, which 
impinge on patient care and carers 
at local and national level.

Website address: www.chss.org.uk/links/
ssnf/ssnf.shtml#intro

Stroke Training and 
Awareness Resources 
(STARS)

A website resource which focuses on 
core knowledge and skills required by 
multidisciplinary staff when delivering 
stroke care. Website address: www.
strokecorecompetencies.org/node.
asp?id=home



32

End of life care following acute stroke – December 2010

Reference list

1. Registrar General for Scotland. Scotland’s population 2008: the 
Registrar General’s annual review of demographic trends - 154th 
edition. General Register Office for Scotland; 2009. SG/20009/98 
[cited 2010 Sep 6]; Available from: http://www.gro-scotland.gov.uk/
files2/stats/scotlands-population-2008-the-registrar-generals-annual-
review-of-demographic-trends-154th-edition/scotlands-population-
2008-the-register-generals-annual-review-154th-edition.pdf

2. The Scottish Government. Better health, better care: action plan. 
2007 [cited 2010 Sep 6]; Available from: http://www.scotland.gov.
uk/Resource/Doc/206458/0054871.pdf

3. Stroke Unit Trialists’ Collaboration. Collaborative systematic review of 
the randomised trials of organised inpatient (stroke unit) care after 
stroke. BMJ. 1997;314(7088):1151-9.

4. Information Services Division (ISD) NHS Scotland. Scottish Clinical 
Indicators on the Web July 2009: Stroke - survival for 30 days after 
emergency admission [online]. 2009 [cited 2010 Sep 6]; Available 
from: http://www.indicators.scot.nhs.uk/TrendsJuly09/Stroke.html

5. World Health Organisation (WHO). National cancer control 
programmes: policies and managerial guidelines.  2nd ed. Geneva: 
2002.

6. Scottish Partnership for Palliative Care. Palliative and end of life 
care in Scotland: the case for a cohesive approach. Report and 
recommendations submitted to the Scottish Executive; 2007 [online]. 
Available from: http://www.palliativecarescotland.org.uk

7. The Scottish Government. Living and dying well: a national action 
plan for palliative and end of life care in Scotland. 2008 [cited 2010 
Apr 21]; Available from: http://www.scotland.gov.uk/Resource/
Doc/239823/0066155.pdf

8. The Scottish Government. Do not attempt cardiopulmonary 
resuscitation (DNACPR): integrated adult policy - decision making 
and communication. 2010 [cited 2010 Jul 8]; Available from: http://
www.scotland.gov.uk/Resource/Doc/312784/0098903.pdf

9. HM Civil Service. Civil Service Policy Hub: key databases for public 
policy research [online]. 2008 [cited 2010 Sep 6]; Available from: 
http://www.nationalschool.gov.uk/policyhub/evaluating_policy/
magenta_book/key-data.asp

10. Davenport R, Dennis M. Neurological emergencies: acute stroke. 
Journal of Neurology, Neurosurgery & Psychiatry. 2000;68(3):277-88.

11. Warlow C, van Gijn J, Dennis M, Wardlaw J, Bamford J, Hankey G, et 
al. Stroke: practical management, 3rd edition. Malden,USA; Oxford; 
Victoria, Australia: Blackwell Publishing; 2008.

12. Underwood L, Thomas J, Williams T. Thieba A. The effectiveness of 
interventions for people with common mental health problems on 
employment outcomes: a systematic rapid evidence assessment. 2007 
[cited 2010 Sep 6]; Available from: http://eprints.ioe.ac.uk/5264/1/
Underwood2007TheeffectivenessofinterventionsSummary_(2).pdf

13. Hemingway P, Brereton N. What is a systematic review? [online]. 
2009 Apr [cited 2010 Apr 26]; Available from: http://www.medicine.
ox.ac.uk/bandolier/painres/download/whatis/Syst-review.pdf

14. Joliffe D, Farrington D. A rapid evidence assessment of the impact 
of mentoring on re-offending: a summary.Home Office Online 
Report 11/07. 2007 [cited 2010 Sep 6]; Available from: http://rds.
homeoffice.gov.uk/rds/pdfs07/rdsolr1107.pdf

15. Scottish Intercollegiate Guidelines Network. Critical appraisal: notes 
and checklists [online]. 2010 [cited 2010 Jul 7]; Available from: http://
www.sign.ac.uk/methodology/checklists.html 

16. Wells G, Shea B, O’Connell D, Peterson J, Welch V, Losos M, et 
al. The Newcastle-Ottawa Scale (NOS) for assessing the quality 
of nonrandomised studies in meta-analyses. 1999 [cited 2010 
Sep 6]; Available from: http://www.medicine.mcgill.ca/rtamblyn/
Readings%5CThe%20Newcastle%20-%20Scale%20for%20
assessing%20the%20quality%20of%20nonrandomised%20
studies%20in%20meta-analyses.pdf



33

End of life care following acute stroke – December 2010

17. The Joanna Briggs Institute. Joanna Briggs Institute reviewers’ Manual: 
2008 edition. 2008 [cited 2010 Sep 6]; Available from: http://www.
joannabriggs.edu.au/pdf/JBIReviewManual_CiP11449.pdf

18. Public Health Resource Unit. Critical Appraisal Skills Programme 
(CASP): making sense of evidence. 10 questions to help you make 
sense of qualitative research [online]. 2006 [cited 2010 Sep 6]; 
Available from: http://www.sph.nhs.uk/sph-files/Qualitative%20
Appraisal%20Tool.pdf/?searchterm=Critical Appraisal Skills 
Programme (CASP) Making sense of evidence: 10 questions to help 
you make sense of qualitative research

19. Stevens T, Payne SA, Burton C, Addington-Hall J, Jones A. Palliative 
care in stroke: a critical review of the literature. Palliative Medicine 
2007;21(4):323-31.

20. Audit Scotland. Review of palliative care services in Scotland. 2008 
[cited 2010 Sep 6]; Available from: http://www.audit-scotland.gov.uk/
docs/health/2008/nr_080821_palliative_care.pdf

21. Chahine LM, Malik B, Davis M. Palliative care needs of patients 
with neurologic or neurosurgical conditions. European Journal of 
Neurology. 2008;15(12):1265-72.

22. NHS Education for Scotland. Stroke: core competencies for healthcare 
staff. 2005 [cited 2010 Sep 23]; Available from: http://www.chss.org.
uk/education_and_training/documents/NHS_Stroke_CC_A6_booklet.
pdf

23. NHS Education for Scotland, Chest Heart & Stroke Scotland, The 
University of Edinburgh. Stroke core competencies for health 
and social care staff : stroke training and awareness resources 
(STARS) [online]. 2010 [cited 2010 Sep 17]; Available from: http://
strokecorecompetencies.org/node.asp?id=home

24. Young A, Rogers A, Dent L. Experiences of hospital care reported by 
bereaved relatives of patients after a stroke: a retrospective survey 
using the VOICES questionnaire. J Adv Nurs. 2009;65(10):2161-74.

25. National Collaborating Centre for Chronic Conditions. Stroke: 
national clinical guideline for diagnosis and initial management of 
acute stroke and transient ischaemic attack (TIA). London: Royal 
College of Physicians; 2008.

26. Marie Curie Palliative Care Institute Liverpool (MCPIL). The Liverpool 
Care Pathway for the Dying Patient (LCP): core documentation. LCP 
generic documentation version 12 [online]. 2009 [cited 2010 Oct 4]; 
Available from: http://www.mcpcil.org.uk/liverpool-care-pathway/
documentation-lcp.htm

27. Rogers A, Addington-Hall J. Care of the dying stroke patient in the 
acute setting. Journal of Research in Nursing. 2005;10(2):153-67.

28. Jones S, Leathley M, McAdam J, Watkins C. Physiological monitoring 
in acute stroke: a literature review. J Adv Nurs. 2007;60(6):577-94.

29. Feleppa M, Di IW, Saracino DM. Early poststroke seizures. Clinical & 
Experimental Hypertension. 2006;28(3-4):265-70.

30. De Reuck J. Management of stroke-related seizures. Acta Neurologica 
Belgica. 2009;109(4):271-6.

31. Simmons BB, Parks SM. Intracerebral hemorrhage for the palliative 
care provider: what you need to know. Journal of Palliative Medicine. 
2008;11(10):1336-9.

32. Mazzocato C, Michel-Nemitz J, Anwar D, Michel P. The last days of 
dying stroke patients referred to a palliative care consult team in an 
acute hospital. European Journal of Neurology. 2010;17(1):73-7.

33. Chan R, Webster J. End-of-life care pathways for improving outcomes 
in caring for the dying. Cochrane Database of Systematic Reviews. 
2010; Issue 1 [cited 2010 Oct 4]; Available from: http://onlinelibrary.
wiley.com/o/cochrane/clsysrev/articles/CD008006/frame.html

34. General Medical Council. Treatment and care towards the end of life: 
good practice in decision making. 2010 [cited 2010 Sep 6]; Available 
from: http://www.gmc-uk.org/static/documents/content/End_of_life.
pdf



34

End of life care following acute stroke – December 2010

35. Scottish Intercollegiate Guidelines Network. Management of patients 
with stroke: identification and management of dysphagia. A national 
clinical guideline. 2010 [cited 2010 Sep 7]; Available from: http://
www.sign.ac.uk/pdf/sign119.pdf

36. NHS Quality Improvement Scotland. Clinical standards: stroke 
services - updated 2009. 2009 [cited 2010 Sep 7]; Available 
from: http://www.nhshealthquality.org/nhsqis/files/Stroke_
UpdatedStrokeServicesStandards_Jun09.pdf

37. NHS Quality Improvement Scotland. Clinical Standards: food, fluid 
and nutritional care in hospitals: September 2003. 2003 [cited 2010 
Jun 10]; Available from: http://www.nhshealthquality.org/nhsqis/files/
Food,%20Fluid%20Nutrition.pdf

38. McIntyre R. Nursing support for families of dying patients. London; 
Philadelphia: Whurr; 2002.

39. Scotland. Adults with Incapacity (Scotland) Act 2000 (asp 4) [online]. 
2000 [cited 2010 Jul 8]; Available from: http://www.statutelaw.gov.
uk/legResults.aspx?LegType=All+Legislation&title=adults+with+incapa
city&searchEnacted=0&extentMatchOnly=0&confersPower=0&blank
etAmendment=0&TYPE=QS&NavFrom=0&activeTextDocId=1684945
&PageNumber=1&SortAlpha=0

40. Royal College of Physicians. Oral feeding difficulties and dilemmas: a 
guide to practical care, particularly towards the end of life. Report of 
a working party [online]. 2010 [cited 2010 May 4]; Available from: 
http://bookshop.rcplondon.ac.uk/details.aspx?e=295

41. Carey TS, Hanson L, Garrett JM, Lewis C, Phifer N, Cox CE, et al. 
Expectations and outcomes of gastric feeding tubes. American Journal 
of Medicine. 2006;119(6):527-6.

42. Stroud M, Duncan H, Nightingale J. Guidelines for enteral feeding in 
adult hospital patients. Gut. 2003;52(Suppl 7):vii1-vii12).

43. Dennis M, Lewis S, Cranswick G, Forbes J, FOOD Trial Collaboration. 

FOOD: a multicentre randomised trial evaluating feeding policies in 
patients admitted to hospital with a recent stroke [online]. Health 
technology assessment. 2006;10(2):iii-iiv,ix-x,1-120; Available from: 
http://www.hta.ac.uk/execsumm/summ1002.shtml

44. NHS Quality Improvement Scotland. Gastrostomy tube insertion and 
aftercare: (for adults being cared for in hospital or in the community). 
2008 [cited 2010 Jun 7]; Available from: http://www.nhshealthquality.
org/nhsqis/files/GASTROS_BPS_MAY08.pdf

45. Schrag SP, Sharma R, Jaik NP, Seamon MJ, Lukaszczyk JJ, Martin 
ND, et al. Complications related to percutaneous endoscopic 
gastrostomy (PEG) tubes: a comprehensive clinical review. Journal of 
Gastrointestinal and Liver Diseases. 2007;16(4):407-18.

46. Lang F, Quill T. Making decisions with families at the end of life. Am 
Fam Physician. 2004;70(4):719-23.

47. Jones BJM. Nutritional support at the end of life: the relevant 
ethical issues. European Journal of Gastroenterology & Hepatology. 
2007;19(5):383-8.

48. Lennard Jones JE. Ethical and legal aspects of clinical hydration and 
nutritional support. BJU international. 2000;85(4):398-403.

49. Johnstone B, Glass BA, Oliver RE. Religion and disability: clinical, 
research and training considerations for rehabilitation professionals. 
Disability & Rehabilitation. 2007;29(15):1153-63.

50. NHS Education for Scotland. Spiritual care matters: an introductory 
resource for all NHSScotland staff. 2009 [cited 2010 Jun 14]; Available 
from: http://www.nes.scot.nhs.uk/media/3746/030309spiritualcarem
atters.pdf

51. Scottish Government. Spiritual care and chaplaincy. 2009 [cited 
2010 Sep 1]; Available from: http://www.scotland.gov.uk/Resource/
Doc/259076/0076811.pdf



35

End of life care following acute stroke – December 2010

52. Johnstone B, Franklin KL, Yoon DP, Burris J, Shigaki C. Relationships 
among religiousness, spirituality, and health for individuals 
with stroke. Journal of Clinical Psychology in Medical Settings. 
2008;15(4):308-13.

53. Giaquinto S, Spiridigliozzi C, Caracciolo B. Can faith protect from 
emotional distress after stroke? Stroke. 2007;38(3):993-7.

54. NHS Education for Scotland. Spiritual care: a multi-faith resource for 
healthcare staff. 2006 [cited 2010 Jun 10]; Available from: http://
www.nes.scot.nhs.uk/media/7219/march07finalversions.pdf

55. Rodriguez KL, Young AJ. Perceptions of patients on the utility or 
futility of end-of-life treatment. Journal of Medical Ethics: Journal of 
the Institute of Medical Ethics. 2006;32(8):444-9.

56. Anderson JFI, Augoustakis LV, Holmes RJ, Chambers BR. End-of-
life decision-making in individuals with Locked-in syndrome in 
the acute period after brainstem stroke. Internal Medicine Journal. 
2010;40(1):61-5.

57. Wainwright P, Gallagher A. Ethical aspects of withdrawing and 
withholding treatment. Nursing Standard. 2007;21(33):45-50.

58. Wijdicks EFM, Rabinstein AA. Absolutely no hope? Some ambiguity 
of futility of care in devastating acute stroke. Crit Care Med. 
2004;32(11):2332-42.

59. Zahuranec DB, Brown DL, Lisabeth LD, Gonzales NR, Longwell PJ, 
Smith MA, et al. Early care limitations independently predict mortality 
after intracerebral hemorrhage. Neurology. 2007;68(20):1651-7.

60. Mohammed MA, Mant J, Bentham L, Stevens A, Hussain S. Process 
of care and mortality of stroke patients with and without a do not 
resuscitate order in the West Midlands, UK. International Journal for 
Quality in Health Care. 2006;18(2):102-6.

61. Hemphill JC, III, Newman J, Zhao S, Johnston SC. Hospital usage 
of early do-not-resuscitate orders and outcome after intracerebral 
hemorrhage. Stroke. 2004;35(5):1130-4.

62. Payne S, Burton C, Addington-Hall J, Jones A. End-of-life issues 
in acute stroke care: a qualitative study of the experiences and 
preferences of patients and families. Palliat Med. 2010;24(2):146-53.

63. Wallengren C, Friberg F, Segesten K. Like a shadow - on becoming 
a stroke victim’s relative. Scandinavian Journal of Caring Sciences. 
2008;22(1):48-55.

64. The Scottish Government. What to do after a death in Scotland: 
practical advice for times of bereavement. 2009 [cited 2010 
Sep 2]; Available from: http://www.scotland.gov.uk/Resource/
Doc/277028/0083194.pdf



36

End of life care following acute stroke – December 2010

Bibliography 

These papers informed the group’s thinking but were not cited.

Boissy AR, Ford PJ, Edgell RC, Furlan AJ. Ethics consultations in stroke 
and neurological disease: a 7-year retrospective review. Neurocritical 
Care. 2008;9(3):394-9.

Brady M, Furlanetto D, Hunter RV, Lewis S, Milne V. Staff-led 
interventions for improving oral hygiene in patients following stroke. 
Cochrane Database of Systematic Reviews. 2006 Issue 4 [cited 2010 
Oct 5]; Available from: http://onlinelibrary.wiley.com/o/cochrane/
clsysrev/articles/CD003864/frame.html.

Brett AS, Jersild P. “Inappropriate” treatment near the end of life: 
conflict between religious convictions and clinical judgment. Archives 
of Internal Medicine. 2003;163(14):1645-9.

Broderick J, Connolly S, Feldmann E, Hanley D, Kase C, Krieger D, 
et al. Guidelines for the management of spontaneous intracerebral 
hemorrhage in adults: 2007 update: a guideline from the American 
Heart Association/American Stroke Association Stroke Council, 
High Blood Pressure Research Council, and the Quality of Care and 
Outcomes in Research Interdisciplinary Working Group. Circulation. 
2007;116(16):e391-e413.

Clark MS, Rubenach S, Winsor A. A randomized controlled trial of 
an education and counselling intervention for families after stroke. 
Clinical Rehabilitation. 2003;17(7):703-12.

Cochrane TI. Unnecessary time pressure in refusal of life-sustaining 
therapies: fear of missing the opportunity to die. Am J Bioethics. 
2009;9(4):47-54.

Crary MA, Groher ME. Reinstituting oral feeding in tube-fed 
adult patients with dysphagia. Nutrition in Clinical Practice. 
2006;21(6):576-86.

Department of Health. National Stroke Strategy. 2007 [cited 2010 
Sep 23]; Available from: http://www.dh.gov.uk/prod_consum_dh/
groups/dh_digitalassets/documents/digitalasset/dh_081059.pdf

Foley NC, Martin RE, Salter KL, Teasell RW. A review of the 
relationship between dysphagia and malnutrition following stroke. 

Journal of Rehabilitation Medicine. 2009;41(9):707-13.

Franzen-Dahlin A, Larson J, Murray V, Wredling R, Billing E. Predictors of 
psychological health in spouses of persons affected by stroke. Journal of 
Clinical Nursing. 2007;16(5):885-91.

Hoffmann T, McKenna K, Herd C, Wearing S. Written education materials 
for stroke patients and their carers: perspectives and practices of health 
professionals. Topics in  Stroke Rehabilitation. 2007;14(1):88-97.

Hoffmann T, McKenna K. Analysis of stroke patients’ and carers’ 
reading ability and the content and design of written materials: 
Recommendations for improving written stroke information. Patient 
Education and Counseling. 2006;60(3):286-93.

Holloway RG, Ladwig S, Robb J, Kelly A, Nielsen E, Quill TE. Palliative 
care consultations in hospitalized stroke patients. J Palliat Med. 
2010;13(4):407-12.

Kass-Bartelmes BL, Hughes R. Advance care planning: preferences for 
care at the end of life. Journal of Pain & Palliative Care Pharmacotherapy. 
2004;18(1):87-109.

Kim JS. Post-stroke pain. Expert Review of Neurotherapeutics. 
2009;9(5):711-21.

Koretz RL, Avenell A, Lipman TO, Braunschweig CL, Milne AC. 
Does enteral nutrition affect clinical outcome? A systematic review 
of the randomized trials. American Journal of Gastroenterology. 
2007;102(2):412-29.

Kwan J, Hand P, Dennis M, Sandercock P. Effects of introducing an 
integrated care pathway in an acute stroke unit. Age and Ageing. 
2004;33(4):362-7.

Larson J, Franzen-Dahlin A, Billing E, Arbin M, Murray V, Wredling R. The 
impact of a nurse-led support and education programme for spouses of 
stroke patients: a randomized controlled trial. Journal of Clinical Nursing. 
2005;14(8):995-1003.



37

End of life care following acute stroke – December 2010

Living And Dying Well Short Life Working Group 2. Development of 
national palliative and end of life guidelines and referral criteria to 
specialist palliative care [online]. 2009 [cited 2010 Jul 8]; Available 
from: http://www.scotland.gov.uk/Topics/Health/NHS-Scotland/
LivingandDyingWell/ShortLifeGroups/Outputs/

Living And Dying Well Short Life Working Group 3. Development of 
recommendations for assessment tools for patients with palliative and end 
of life care needs [online]. 2009 [cited 2010 Jul 8]; Available from: http://
www.scotland.gov.uk/Topics/Health/NHS-Scotland/LivingandDyingWell/
ShortLifeGroups/Outputs/

Living And Dying Well Short Life Working Group 3. Position paper 
on progress of (SLWG 3) sub group to develop recommendations on 
Advance Care Planning [online]. 2009 [cited 2010 Jul 8]; Available 
from: http://www.scotland.gov.uk/Topics/Health/NHS-Scotland/
LivingandDyingWell/ShortLifeGroups/Outputs/

Living And Dying Well Short Life Working Group 5. Recommendations 
on Palliative Care in Acute Hospitals [online]. 2009 [cited 2010 Jul 8]; 
Available from: http://www.scotland.gov.uk/Topics/Health/NHS-Scotland/
LivingandDyingWell/ShortLifeGroups/Outputs/

Luptak M. End-of-life care preferences of older adults and family members 
who care for them. J Soc Work End Life Palliat Care. 2006;2(3):23-44.

McMahon MM, Hurley DL, Kamath PS, Mueller PS. Medical and ethical 
aspects of long-term enteral tube feeding. Mayo Clinic Proceedings. 
2005;80(11):1461-76.

Metheny NA, Meert KL, Clouse RE. Complications related to feeding tube 
placement. Current Opinion in Gastroenterology. 2007;23(2):178-82.

Miles C, Fellowes D, Goodman ML, Wilkinson SS. Laxatives for the 
management of constipation in palliative care patients. Cochrane 
Database of Systematic Reviews. 2006, Issue 4 [cited 2010 Oct 5]; 
Available from: http://onlinelibrary.wiley.com/o/cochrane/clsysrev/
articles/CD003448/frame.html

Moynihan T, Kelly DG, Fisch MJ. To feed or not to feed: is that the right 
question? J Clin Oncol. 2005;23(25):6256-9.

National Collaborating Centre for Acute Care. Nutrition support in adults: 
oral nutrition support, enteral tube feeding and parenteral nutrition. 
Methods, evidence and guidance. London: National Collaborating Centre 
for Acute Care at The Royal College of Surgeons of England; 2006 [cited 
2010 Oct 5]; Available from: http://www.nice.org.uk/nicemedia/pdf/
cg032fullguideline.pdf

NHS Scotland. Gold Standards Framework Scotland (GSFS): a programme 
to support cancer and palliative care in the community [online]. 2007 
[cited 2010 Apr 22]; Available from: http://www.gsfs.scot.nhs.uk/

Nursing & Midwifery Council. The code [online]. 2008 [cited 2010 Sep 
23]; Available from: http://www.nmc-uk.org/Nurses-and-midwives/The-
code/The-code-in-full/

Robinson EM, Phipps M, Purtilo RB, Tsoumas A, Hamel-Nardozzi M. 
Complexities in decision making for persons with disabilities nearing end 
of life. Topics in Stroke Rehabilitation. 2006;13(4):54-67.

Royal College of Physicians. Palliative care services: meeting the needs of 
patients. Report of a Working Party. London: RCP; 2007 [cited 2010 Oct 
5]; Available from: http://bookshop.rcplondon.ac.uk/contents/ec579e02-
64fd-4f36-bb5d-5159a276077f.pdf

Royal College of Physicians, National Council for Palliative Care, British 
Society of Rehabilitation Medicine, British Geriatrics Society, Alzheimer’s 
Society, Royal College of Nursing, et al. Advance care planning. Concise 
Guidance to Good Practice series, No 12. London: RCP; 2009 [cited 
2010 Oct 5]; Available from: http://bookshop.rcplondon.ac.uk/contents/
pub267-e5ba7065-2385-49c9-a68e-f64527c15f2a.pdf

Smith J, Forster A, House A, Knapp P, Wright J, Young J. Information 
provision for stroke patients and their caregivers. Cochrane Database of 
Systematic Reviews. 2008, Issue 2 [cited 2010 Oct 5]; Available from: 
http://onlinelibrary.wiley.com/o/cochrane/clsysrev/articles/CD001919/
frame.html

Spencer BR, Lendzion NF, Demaerschalk BM, Dodick DW, Hamrick AA, 
Ingall TJ, et al. Predictors of palliative care needs following acute stroke. 
Stroke. 2009;40(4):E252.

Stoltz P, Andersson EP, Willman A. Support in nursing - An 



38

End of life care following acute stroke – December 2010

evolutionary concept analysis. International Journal of Nursing Studies. 
2007;44(8):1478-89.

Thomas LH, Cross S, Barrett J, French B, Leathley M, Sutton CJ, et al. 
Treatment of urinary incontinence after stroke in adults. Cochrane 
Database of Systematic Reviews. 2008, Issue 1 [cited 2010 Oct 5]; 
Available from: http://onlinelibrary.wiley.com/o/cochrane/clsysrev/
articles/CD004462/frame.html

Wee B, Hillier R. Interventions for noisy breathing in patients near to 
death. Cochrane Database of Systematic Reviews. 2008, Issue 1 [cited 
2010 Oct 5]; Available from: http://onlinelibrary.wiley.com/o/cochrane/
clsysrev/articles/CD005177/frame.html

Zahuranec DB, Brown DL, Lisabeth LD, Gonzales NR, Longwell PJ, 
Smith MA, et al. Ethnic differences in do-not-resuscitate orders after 
intracerebral hemorrhage. Crit Care Med. 2009;37(10):2807-11.

Rejected papers:

Arvanitakis M, Ballarin A, Van GA. Ethical aspects of percutaneous 
endoscopic gastrostomy placement for artificial nutrition and hydratation. 
Acta Gastroenterologica Belgica. 2006;69(3):317-20.

Back AL, Arnold RM. Dealing with conflict in caring for the seriously ill: “It 
was just out of the question.”. JAMA. 2005;293(11):1374-81.

Bailey S. The concept of futility in health care decision making. Nursing 
Ethics. 2004;11(1):77-83.

Brousseau VJ, Kost KM. A rare but serious entity: nasogastric tube 
syndrome. Otolaryngology-Head and Neck Surgery. 2006;135(5):677-9.

Chan DKY. Hospitalisation, care plans and not for resuscitation orders in 
older people in the last year of life. Age and Ageing. 2003;32(4):445-9.

Horsburgh D, Rowat A, Mahoney C. A necessary evil? Interventions 
to prevent nasogastric tube-tugging after stroke. British Journal of 
Neuroscience Nursing. 2008;4(5):230-4.

Iizuka M, Reding M. Use of percutaneous endoscopic gastrostomy 
feeding tubes and functional recovery in stroke rehabilitation: a 
case-matched controlled study. Archives of Physical Medicine and 
Rehabilitation. 2005;86(5):1049-52.

Jaren O, Selwa L. Causes of mortality on a university hospital neurology 
service. Neurologist. 2006;12(5):245-8.

Magnuson BL, Clifford TM, Hoskins LA, Bernard AC. Enteral nutrition and 
drug administration, interactions, and complications. Nutrition in Clinical 
Practice. 2005;20(6):618-24.

Mohammed S, Peter E. Rituals, death and the moral practice of medical 
futility. Nursing Ethics. 2009;16(3):292-302.

Mok E, Woo CP. The effects of slow-stroke back massage on anxiety and 
shoulder pain in elderly stroke patients. Complementary Therapies in 
Nursing & Midwifery. 2004;10(4):209-16.

Mould J. Nurses ‘must’ take control of the nutritional needs of stroke 
patients. British Journal of Nursing. 2009;18(22):1410-4.

Naidech AM, Bernstein RA, Bassin SL, Garg RK, Liebling S, Bendok BR, et 
al. How patients die after intracerebral hemorrhage. Neurocritical Care. 
2009;11(1):45-9.

NHS Quality Improvement Scotland. Clinical standards - neurological 
health services. 2009 Oct [cited 2010 May 4]; Available from: http://
www.nhshealthquality.org/nhsqis/files/LongTermConditions_
NeurologicalHealthServices_OCT09.pdf

Sandman L, Bolmsjo I, Westergren A. Ethical considerations of refusing 
nutrition after stroke. Nursing Ethics. 2008;15(2):147-59.

Shah SH. A patient with dementia and cancer: to feed via percutaneous 
endoscopic gastrostomy tube or not? Palliat Med. 2006;20(7):711-4.

Varelas PN, Hacein-Bey L, Schultz L, Conti M, Spanaki MV, Gennarelli TA. 
Withdrawal of life support in critically ill neurosurgical patients and in-
hospital death after discharge from the neurosurgical intensive care unit. 
Clinical article. Journal of Neurosurgery. 2009;111(2):396-404.



39

End of life care following acute stroke – December 2010



40

End of life care following acute stroke – December 2010

Who was involved in developing the statement 

This best practice statement was produced by the University of Glasgow using NHS QIS methodology and project support from NHS QIS. Funding 
for the project was granted by the National Advisory Committee on Stroke (NACS) with support from NHS Greater Glasgow and Clyde (NHS GG&C) 
Stroke Managed Clinical Network (MCN).

Project managers

Lorraine N Smith Professor of Nursing, University of Glasgow

Eileen Cowey Research Assistant, University of Glasgow

Steering group

Linda Campbell Stroke Co-ordinator, NHS Highland;  
Vice Chair, Scottish Stroke Nurse Forum (SSNF)

Campbell Chalmers Stroke Nurse Consultant, NHS Lanarkshire; 
Secretary, SSNF

Martin Dennis Professor of Neurosciences, University of Edinburgh 
Chair of NACS

Hazel Fraser Stroke Co-ordinator, NHS Fife;  
Chair, SSNF  

Rosemary Hector Programme Co-ordinator 
NHS QIS

Christine McAlpine Clinical Director, Stroke and Disability Services, 
NHS Greater Glasgow and Clyde;  
Lead Clinician NHS GG&C Stroke MCN 

Lorraine N Smith Professor of Nursing  
University of Glasgow

Working group

Gillian Alexander AHP Stroke Consultant 
NHS Greater Glasgow and Clyde

Susan Ashworth Library Assistant Director  
University of Glasgow

Sheena Borthwick Speech and Language Therapist:  
Clinical Specialist in Stroke  
NHS Lothian

Debbie Briggs Registered Nurse, Acute Stroke  
NHS Dumfries & Galloway

Linda Campbell Stroke Co-ordinator 
NHS Highland

Christine Cartner Stroke Specialist Nurse/Lead Nurse Stroke MCN,   
NHS Dumfries & Galloway; 
Committee member, SSNF

Campbell Chalmers Stroke Nurse Consultant 
NHS Lanarkshire

Jacquelyn Chaplin Project Manager, Palliative Care for People with 
Non-Malignant Conditions 
NHS Greater Glasgow and Clyde

Jennifer Davies Lay Representative/Public Partner 
NHS Quality Improvement Scotland

Hazel Fraser Stroke Co-ordinator, NHS Fife;  
representing Chest, Heart & Stroke Scotland

Vanessa Hamilton Dietitian, Acute Stroke/Stroke Rehabilitation  
NHS Lothian

Shirley Kelly Macmillan Lead Principal Clinical Pharmacist 
(Palliative Care) NHS Tayside



41

End of life care following acute stroke – December 2010

Working group (continued)

Christine McAlpine Clinical Director, Stroke and Disability Services; 
Lead Clinician NHS GG&C Stroke MCN; also 
representing the Stroke Association

Anne Robb Registered Nurse, Acute Stroke  
NHS Ayrshire & Arran

Joanne Robertson Chartered Principal Clinical Psychologist 
NHS Greater Glasgow and Clyde

Lorraine N Smith Professor of Nursing  
University of Glasgow

Reference group (virtual reading)
Carolyn Allen Lecturer in Speech and Language Therapy 

University of Strathclyde

Donna Balfour Registered Nurse, Stroke Liaison  
NHS Forth Valley

Charlie Chung Clinical Specialist Occupational Therapist  
NHS Fife

Fiona Ewart Stroke Practice Development Facilitator  
Chest, Heart & Stroke Scotland

Vicky Garner Registered Nurse, Acute Stroke, NHS Greater 
Glasgow and Clyde;  
Committee member, SSNF 

Madelaine Halkett Superintendent Physiotherapist  
NHS Ayrshire & Arran

Maggie Lawrence Research Fellow, Glasgow Caledonian University; 
Committee member, SSNF

Liz McKeegan Regional Manager, Scotland  
BUPA

Carolyn Mackay Palliative Care Pharmacist  
NHS Greater Glasgow and Clyde

Reference group (virtual reading) (continued)

Catherine Mackenzie Professor of Speech and Language Therapy 
University of Strathclyde

Lindsay Martin Consultant in Palliative Medicine  
NHS Dumfries & Galloway

David Mitchell Programme Leader - Healthcare Chaplaincy 
University of Glasgow

Euan Paterson Macmillan GP Facilitator (Glasgow) Chair, GG&C 
Palliative Care MCN 
NHS Greater Glasgow and Clyde

Anne Rowat Lecturer  
Edinburgh Napier University

Mark Smith Consultant Physiotherapist  
NHS Lothian

Margaret Somerville Director of Advice and Support;  
Chest, Heart & Stroke Scotland; 
Committee member, SSNF

Rachel Thorp Consultant in Palliative Medicine  
Ardgowan Hospice, Greenock

Janice Whittick Consultant Clinical Psychologist  
(Older People with Stroke)  
NHS Fife

NHS Quality Improvement Scotland support team 

Penny Bond Clinical Team Lead, (Nursing), Directorate of 
Implementation & Improvement Support

Richard Daly Health Information Scientist

Rosemary Hector Programme Co-ordinator, Directorate of 
Implementation & Improvement Support

Michelle Miller Programme Co-ordinator, Directorate of 
Implementation & Improvement Support

Alison Winning Senior Health Information Scientist



42

End of life care following acute stroke – December 2010



© NHS Quality Improvement Scotland 2010
www.nhshealthquality.org

The Scottish Health Council, the Scottish Intercollegiate Guidelines Network (SIGN) and  
the Healthcare Environment Inspectorate are also key components of our organisation.

Scottish Intercollegiate Guidelines Network

SIGN

Edinburgh Office 
Elliott House
8-10 Hillside Crescent
Edinburgh EH7 5EA

Phone: 0131 623 4300
Textphone: 0131 623 4383

Glasgow Office
Delta House
50 West Nile Street
Glasgow G1 2NP
 
Phone: 0141 225 6999
Textphone: 0141 241 6316

Healthcare
Environment
Inspectorate

You can read and download this document from our website.  
We can also provide this information:

by email | in large print | on audio tape or CD | in Braille (English only) | in community languages.


	Introduction
	Best practice statement: End of life care following acute stroke
	Section 1: Delivery of stroke services 
	Section 1a: Referral to specialist palliative care services 

	Section 2: Delivery of care 
	Section 2a: Symptom management and nursing care 
	Section 2b: Nutrition and hydration 
	Section 2c:- Spiritual and religious care

	Section 3: Ethical aspects of care - end of life issues including withdrawal of treatment 
	Section 4: Family/carer support information						
	Section 4a:- Information
	Section 4b:- Decision making
	Section 4c:- Initial bereavement care

	Appendix 1: A sample reflective tool for individual practitioners
	Appendix 2: An improvement framework using case notes 
	Glossary
	Reference List
	Bibliography 
	Who was involved in developing the statement 



