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Introduction
Context
This report has been prepared by The Public Health Action Support Team (PHAST) in response to a
request by Cynthia Lyons, Deputy Director of Public Health, NHS East Sussex.
PHAST is a not-for-profit group of experienced public health consultants who provide evidence based,
high quality, outcome-focused public health services and support.
The overall work package comprises a collection of seven literature reviews addressing the seven
priority areas outlined in the Health and Wellbeing Strategy for East Sussex 20121. See Table 1.1.
This report deals with Priority Area 7: High quality and choice of end of life care. The sub-topics within
this priority area are:
a.

Interventions to increase the number of people identified as approaching end of life

b.

Interventions to increase the number of people identified as approaching end of life with advanced care
plans

c.

Interventions to promote the number of people dying in their preferred place of care & reduce the
number dying in hospital

d.

Interventions to promote end of life care staff training

e.

Interventions to support people who are bereaved

The literature review focus on delivering a summary of clear and concise evidence statements based on
the 5-10 most recent and relevant systematic reviews or meta-analyses for each sub-topic. The review
provides commissioners with a robust basis for decision making and directing needs assessments based on
the evidence that is well accepted across the scientific community.
The review has been based on the framework methods previously developed for East Sussex. The
review has been systematic and clearly documented, but does not represent the standards of a full
systematic review. Due to the broad scope and finite resources available the review is necessarily a
rapid review. This means that whilst the review aims to identify the most important and relevant
messages that are well supported by the scientific literature; the findings do not extend to: all
interventions and outcomes; nuances for different populations and contexts; or areas where the
evidence is inconclusive.
The main outputs of the literature review are a series of evidence based recommendations which are
set out in Section 2. Following this: Section 3 describes the detailed methods statement for the rapid review;
Section 4 sets out the detailed results; and finally full details of search terms and sources are set out in the
appendices.

1 East Sussex Health and Wellbeing Board. Healthy Lives, Healthy People. East Sussex Health and Wellbeing
Strategy 2013-2016. October 2012. Available at: http://www.eastsussex.gov.uk

Table 1.1: The seven priority areas and their sub-topics for the overall literature review
Priority area
The best
possible start
1

for all babies
and young
children

Safe, resilient
and secure
2

parenting for
all children and
young people

Sub-topic
a.

Interventions to support smoking cessation during pregnancy Interventions to

b.

support breastfeeding initiation and continuation Interventions to support parents

c.

of babies with special educational needs/ disabilities Interventions to improve

d.

rates of infant immunisation & vaccination Interventions to achieve healthy

e.

weight during childhood (addressing obese & underweight children)

a.

Interventions to support parents who are struggling

b.

Quality training as an intervention for those who work with vulnerable families

c.

Effective parenting interventions to support children/ young people

d.

Interventions to reduce the number of young people entering the criminal justice
system
Interventions to improve outcomes for children in families supported by social care

e.

services
Enabling

a.

Interventions to reduce the number of young people/ adults drinking alcohol at a high
risk level

people of all
b.

Interventions to lower rates of smoking amongst young people/adults

healthy lives

c.

Interventions to support primary prevention of smoking in children/ young adults

and have

d.

Interventions to support people to change behaviour (all ages)

healthy

e.

ages to live
3

lifestyles

Interventions to promote physical activity (all ages)
f. Interventions to promote healthy eating (all ages)

a.

Interventions to prevent falls, accidents and injuries amongst children and young
people

Preventing and
4

reducing falls,

b.

Interventions to prevent falls, accidents and injuries (adults)

accidents and

c.

Interventions to prevent falls, accidents and injuries (elderly)

injuries

d.

Integration of services to manage falls, accidents & injuries (elderly)

e.

Interventions to prevent road traffic injuries

a.

Interventions to promote early identification, diagnosis, support and treatment of
mental health conditions (all ages)

b.

Interventions to promote community based mental health services and support (all
ages)

Enabling people
to manage and
5

c.

Interventions to promote utilisation of comprehensive care plans for people with
severe mental health needs (all ages)

maintain their
mental health

d.

Interventions to reduce the incidents of self-harm and suicide (all ages)

and wellbeing

e.

Interventions to improve the physical health of people with mental health conditions
(all ages)
f.

Interventions to promote better mental health outcomes and quality of life for carers
(all ages)

a.
Supporting
those with
special
6

educational
needs,
disabilities and
long term
conditions

Interventions to support person centred care in the community for people with special
educational needs

b.

Interventions to support person centred care in the community for people with
disabilities

c.

Interventions to support person centred care in the community for people with long
term conditions

d.

Interventions to support self-management for people with long term conditions

e.

Interventions to promote better physical health outcomes and quality of life for carers
(all ages)
f.

Integrated services as an intervention to avoid inappropriate attendance at A&E/
admissions/ bed days

a. Interventions to increase the number of people identified as approaching end of life
High quality
and choice of

7

end of life
care

b. Interventions to increase the number of people identified as approaching end of life
with advanced care plans

c. Interventions to promote the number of people dying in their preferred place of care &
reduce the number dying in hospital

d. Interventions to promote end of life care staff training
e. Interventions to support people who are bereaved

2.

Recommendations

2.1

Interpreting recommendations

2.1.1

The objective of this section is to make evidenced based recommendations that support commissioners
with a robust basis for decision making.
Scoring of recommendations is based on the SIGN methodology as set out in the methods statement,
section 3.4. Recommendations graded ‘A’ are based on the highest quality evidence and those graded
‘D’ the least.
Recommendations for interventions are made where there is ‘high’ or ‘moderate’ strength evidence
provided by ‘1++, 1+ or 2++’ quality studies. For details of scoring of ‘strength of evidence’ and ‘quality
of studies’ see sections 3.4.4 and 3.4.3.
The ‘Evidence’ column provides links to the sources set out in Appendix 2 that support each
recommendation.
It is recommended that commissioners review the entire evidence base set out in this report, but that
service planning focus on those issues highlighted by this recommendations section.
Recommendations are based on evidence from systematic reviews and meta-analyses.

2.1.2

2.1.3

2.1.4
2.1.5
2.1.6

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

•

Advanced, progressive, incurable conditions

•

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

•

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

•

Life-threatening acute conditions caused by sudden catastrophic events.

General Medical Council, UK 2010

2.2

Recommendations for interventions to increase the number of people identified
as approaching end of life

This evidence review recommends:

Intervention

Evidence Grade

Commissioner interventions to increase the number of people identified as approaching end of life
2.2.1

Commissioners should ensure they commission services that identify people
approaching the end of life in a timely way and have the capability to record
identification

A1

A

2.2.2

Ensure that people approaching the end of their life are identified at the right time
A1
A
to receive care and support to meet their needs and preferences.
Service provider interventions to increase the number of people identified as approaching end of life

2.2.3

Service providers should ensure that systems are in place to identify people
A1
A
approaching the end of life in a timely way.
Health and social care professional interventions to increase the number of people identified as
approaching end of life
2.2.4
2.2.5

Encourage health and social care professionals to identify people approaching
the end of life in a timely way
Ensure clinicians caring for patients with terminal cancer are aware of their
tendency to overestimate survival, as it may affect patients’ prospects for
achieving a good death

A1

A

A5

B

Decision support tools for assisting clinicians with timely identification of people approaching the end of life
2.2.6
2.2.7
2.2.8
2.2.9

2.2.10

Encourage clinicians to use decision support tools with timely identification of
people approaching the end of life:
Encourage health professionals to identify those patients who may be nearing
the end of life is important.
Promote evidence based strategies to include more patients on the Palliative
Care Register
Consider using the question –“Would you be surprised if this patient were to die
in the next year/months/weeks?” If it would not be a surprise, what could be
done to be prepared just in case this occurred?
Consider using prognostic indicator guidance to increase the chance of predicting
patients approaching the end of life , e.g. the revised Prognostic Indicator
guidance (RCGP website )

Encourage health professionals to use RADPAC indicators to identify patients
with CHF, COPD, or cancer in need of palliative care.
2.2.12 (The RADboud indicators for PAlliative Care Needs (RADPAC) is the first tool
developed from a combination of scientific evidence and practice experience that
can help GPs in the identification of patients in need of palliative care.)

A10

B

A10

B

A10

C

A10

C

A10

B

2.2.11

A9

B

Prognostic indicators for non-cancer syndromes for assisting clinicians to identify people
approaching the end of life
2.2.13

2.2.14

Encourage health professionals to review prognostic indicators of their patients
with non-cancer long term conditions, these include poor performance status;
advanced age; malnutrition; comorbid illness; increasing organ dysfunction;
hospitalization for acute decompensation., in order to identify those who are
approaching the last year of their life

A3

B

Encourage health professionals to review prognostic indicators of their patients
with non-cancer long term conditions especially dementia, congestive heart
failure and chronic obstructive pulmonary disorder, in order to identify those who
are approaching the last year of their life

A4

B

2.2.15

Encourage clinicians to use Clinical Prediction of Survival (CPS) in combination
with other prognostic factors or scores to improve the accuracy of their
A6
predictions.
Prognostic indicators for non-cancer syndromes for assisting clinicians to identify people
approaching the end of life
2.2.16
Encourage health professionals to review prognostic indicators of their patients
with cancer. Performance status is one of the most significant survival
A2
predictors in advanced cancer. The Karnofsky Performance Status (KPS) and
the Eastern Cooperative Oncology Group (ECOG) scales, both have good
reliability and validity
2.2.17 Encourage health professionals to include the additional prognostic value of
health-related quality of life data to that of socio-demographic and clinical
A7
factors, to improve estimation of survival probabilities for patients with cancer.

A

B

A

Congestive heart failure interventions to increase the number of people identified as approaching end of life
2.2.18

Encourage health professionals to review the prognostic indicators of their
A3
patients with heart failure. The prognostic indicators identify those patients with
A4
a median survival of 6 months or less.
A9
Chronic obstructive pulmonary disease interventions to increase the number of people
identified as approaching end of life

B
B
B

2.2.19

B
B
B

Encourage health professionals to review the prognostic indicators of their
patients with pulmonary disease. The prognostic indicators identify those
patients with a median survival of 6 months or less.

A3
A4
A9

Dementia interventions to increase the number of people identified as approaching end of life
2.2.20

Encourage health professionals to review the prognostic indicators of their
A3
B
patients with dementia. The prognostic indicators identify those patients with a
A4
B
median survival of 6 months or less.
A10
C
Geriatric failure to thrive interventions to increase the number of people identified as approaching
end of life
2.2.21 Encourage health professionals to review the prognostic indicators of their
geriatric patients who are failing to thrive. The prognostic indicators identify
A3
B
those patients with a median survival of 6 months or less.
Hepatic disease interventions to increase the number of people identified as approaching end of life
2.2.22

Encourage health professionals to review the prognostic indicators of their
patients with hepatic disease. The prognostic indicators identify those patients
with a median survival of 6 months or less.

A3

B

Renal disease interventions to increase the number of people identified as approaching end of life
2.2.23

Encourage health professionals to review the prognostic indicators of their
patients with renal disease. The prognostic indicators identify those patients with A3
a median survival of 6 months or less.

B

Care homes interventions to increase the number of people identified as approaching end of life
2.2.24

Encourage health professionals to review the prognostic indicators of their
geriatric patients in care homes who are failing to thrive. The prognostic
indicators identify those patients with a median survival of 6 months or less.

A10

C

2.3

Recommendations for interventions to increase the number of people identified
as approaching end of life with advanced care plans

This evidence review recommends:

Intervention

Evidence Grade

Commissioners and service providers to ensure holistic assessments are carried out to increase the
number of people identified as approaching end of life with advanced care plans
2.3.1

Ensure that once people have been identified as approaching the end of life, they
receive a prompt initial holistic assessment
2.3.2
Service providers should ensure they have systems are in place to ensure
comprehensive holistic assessments are carried out with people identified as
approaching the end of life, in response to their changing needs and preferences,
with the opportunity to discuss, develop and review a personalised care plan for
current and future support and treatment.
2.3.3
Commissioners should ensure that systems are in place to ensure comprehensive
holistic assessments are carried out with people identified as approaching the end of
life, in response to their changing needs and preferences, with the opportunity to
discuss, develop and review a personalised care plan for current and future support
and treatment.
2.3.4
Ensure people approaching the end of life have the opportunity to discuss their
needs and preferences. This includes the opportunity to develop and review a care
plan detailing their preferences for current and future support and treatment
2.3.5

2.3.6

2.3.7

Ensure that comprehensive holistic assessments for advance care planning are
multidisciplinary and have input from both health and social care professionals, as well
as other appropriate support services
Ensure assessments encompass all aspects of end of life care, taking into account
the preferences of the person approaching the end of life, and their families and
carers, with respect to:
-written and other forms of information
-face-to-face communication
-involvement in decision-making
-control of physical symptoms
-psychological support
-social support
-spiritual support
-organ and tissue donation
Provider organisations should ensure that health and social care professionals they
employ have received training in assessing patients’ and carers’ needs. These
professionals have a responsibility to ensure they have received such training
before undertaking assessments.

B1

A

B1

A

B1

A

B1

A

B1

A

B1

B2

Ensure patients’ individual needs are assessed. Patients should be offered support
to help them to assess their own needs so that the process becomes one of
B2
partnership between patients and professionals
2.3.9
Ensure patients do not receive unnecessary repeated assessments from different
professionals aiming to elicit similar information. To avoid such problems, providers
and teams, working through Cancer Networks, should develop common
B2
approaches to assessment, including the use of specific assessment tools linked
with other domains such as continuing, social and intermediate care.

A

A

2.3.8

A

A

Structured assessments to support people identified as approaching end of life to review and update
their advanced care plans

2.3.10 Teams should ensure that a structured assessment is undertaken at key points in the
patient pathway and is recorded, with mechanisms developed for sharing the data
among the multidisciplinary team. There should be a locally agreed format in
which findings can be recorded. Findings should be discussed at multidisciplinary

B2

A

team meetings.

2.3.11

2.3.12

Ensure the structured assessment is an on-going process that is updated
throughout the course of a patient’s illness. The structured assessments should, as
a minimum, be undertaken at each of the following key points:

-around the time of diagnosis
-commencement of treatment
B2
-completion of the primary treatment plan
-disease recurrence
- the point of recognition of incurability
-the point at which dying is diagnosed
-at any other time the patient requests it
Ensure that all patients with advanced cancer have their physical, psychological,
social and spiritual needs, and their preferences for the nature and location of care, B2

A

A

assessed on a regular basis.

2.3.13 Ensure assessments should be made by health care professionals who have
received further education and training in palliative care

B2

A

Key components of care for people identified as approaching end of life with advanced care plans

2.3.14 Promote the following key components of best practice in supporting community
palliative care advance care planning
• Patients with needs for palliative care are identified according to agreed
criteria and a management plan discussed within the multidisciplinary team.
• These patients and their carers are regularly assessed using agreed
assessment tools.
• Anticipated needs are noted, planned for and addressed.
• Patient and carer needs are communicated within the team and to specialist
colleagues, as appropriate.
• Preferred place of care and place of death are discussed and noted, and
measures taken to comply, where possible.
• Co-ordination of care is orchestrated by a named person in a practice team.

B2

A

• Relevant information is passed to those providing care out of hours, and
anticipated prescribed drugs left in the home.
• A protocol for care in the dying phase is followed, such as the Liverpool Care
Pathway for the Dying Patient or the Welsh Integrated Care Pathway for the last two
days of life.
• Carers are educated, enabled and supported, which includes the provision of
specific information, financial advice and bereavement care.

• Audit, reflective practice, development of practice protocols and targeted
learning are encouraged as part of personal, practice and provider
organisation development plans.
Support people identified as approaching end of life with advanced care plans that include discussions
about prognosis

2.3.15

Ensure communication about prognosis is included as an essential aspect of

B3

B

B3

B

B3

B

effective advance care planning and that it is documented effectively.
2.3.16 Promote discussion about prognosis and advance care planning within one month
of a patient’s new diagnosis of advanced cancer
Ensure caregivers of palliative patients have information and support needs,
2.3.17
especially prognostic and disease-related information needs.

Advanced care planning communication strategies to increase the number of people identified as
approaching end of life with advanced care plans
2.3.18 Promote advanced care planning communication strategies that include the
following 1. Facilitate the establishment of a close rapport with the patient
2. Identify the patient’s information preferences
B3
B
3. Ensure comprehension of key knowledge and information
4. Address the patient’s emotions in a supportive fashion
5. Elicit the patient’s key concerns
6. Involve the patient in the treatment plan
2.3.19

2.3.20

Ensure information is provided using lay terms; euphemisms should be avoided.
Recent UK research has shown that a substantial proportion of the general public
do not understand words and phrases, such as ‘metastasis’ and ‘spots in the liver’
used in cancer consultations. This highlights the importance of using plain
language and checking the patient’s understanding of the information that has
been conveyed.

B4

B

Promote the provision of oral information regarding advanced directives over
multiple sessions. There is evidence that the provision of advanced directives oral
information over multiple sessions is better achieved through repeated encounters with
knowledgeable informants, allowing sufficient time to make informed end-of-life
decisions.

B6

A

Sentinel events to identify when to discuss advance care plans with people identified as approaching end of life
2.3.21

Ensure there are minimal standards for when advance care planning should be
discussed in cancer patients include at diagnosis of cancer, before an expected
death from cancer, and other sentinel events

B3

B

Health professional communications to increase the number of people identified as approaching end
of life with advanced care plans
2.3.22 Promote patient-physician communication techniques improve the frequency of
advance directive completion.
2.3.23
Promote educational interventions for physicians to increase the ability of
2.3.24

physicians to elicit patient preferences..
Promote a palliative care/coordinated care intervention to improve completion of
advance directives for patients

2.3.25 Promote oncologists being encouraged to be open with patients about prognosis and be
comfortable addressing sensitive issues such as future goals of care in the context of
their patient’s disease.

B3

B

B3

B

B3

B

B3

B

2.3.26 Promote a multicomponent social work-based intervention that included counselling
by social workers specifically trained in communication skills, capacity
B13
B
assessment, and advance care planning improved documentation of patients’
wishes regarding common life-sustaining treatments.
Involvement of palliative care team to increase the number of people identified as approaching end of
life with advanced care plans
2.3.27
Promote the inclusion of a palliative care team as part of the multi-disciplinary
team early after the diagnosis of advanced cancer as opposed to waiting until severe
B4
B
symptoms emerge may aid in the adjustment process. However, ultimately the timing
should be guided by each individual’s preferences
Interventions to increase the number of people with cognitive impairment identified as approaching
end of life with advanced care plans
2.3.28 Promote advance care planning to reduce inappropriate hospital admissions and
health-care costs for people with cognitive impairment and dementia
2.3.29
Ensure advance care planning is carried out in the earlier stages of the illness
before capacity is lost, after which seek proxy views to facilitate best interest
decision-making.

B5

B

B5

C

2.3.30

Promote advance care planning being carried out before mental capacity is lost.
Advance care planning allows a patient to discuss and write down their preferences B5
C
for care, so that if in future they cannot make decisions their wishes are known.
Interventions to increase the number of people identified as approaching end of life with advanced
care plans that have been completed
2.3.31 Promote simple patient-directed educational interventions to support the
completion rate of advance directives.
2.3.32 Promote direct counselling to support the completion rate of advance directives.
2.3.33 Promote clinician-initiated discussion to support the completion rate of an advance B7
directive.

B7

B

B7

B
B

B8

B

B9

A

2.3.36 Promote a combination of informative material and repeated conversations over
clinical visits to support the completion rate of advance directives.

B10

A

2.3.37 Promote interactive informative interventions to support the completion rate of
advance directives.

B10

B

2.3.38

B10

B

B12

B

2.3.34

Promote direct patient–healthcare professional interactions over multiple visits to
support the completion rate of advance directives.
2.3.35 Promote combined written and verbal educational to support the completion rate
of advance directives.in clinic outpatients and hospitalized elderly.

Promote multiple sessions of direct interaction between patients and health care
professionals to support the completion rate of advance directives.
2.3.39 Promote interaction with a knowledgeable person to support the completion rate
of advance directives.
2.3.40 Promote the availability of a person who can answer questions and assist with
advance directive completion to support the completion rate of advance directives. B12
2.3.41 Promote communications where participants had the opportunity to ask questions
and/or receive assistance completing AD forms to support the completion rate of
advance directives..
2.3.42
Promote opportunities for group interaction to intensify the discussion and
question and answer process to support the completion rate of advance directives. B12
2.3.43
Promote interventions that include repeated contacts or stimuli toward advance
directive completion. For example, when AD information was given several days prior to
admission or through the mail and provided again at the time of admission, completion
rates were significantly higher for those persons given the information prior to
hospitalization than for patients who received the information only at the time of
admission

B
B12

B

B

B12

B

2.3.44 Promote two or more home care visits by the community health nurse improves
B12
B
the AD completion rates
2.3.45
Evidence does not support education without the ability to ask questions; this does B12
B
not significantly increase the AD completion rate.
2.3.46
Evidence does not support didactic interventions; they did not usually increase
B12
B
completion rates higher than the predicted average rate for the general population
2.3.47
Evidence does not support the addition of video instruction; video instructions did
not improve AD completion rates when compared to the effectiveness of written
B12
B
materials
Transfer interventions to increase the number of people identified as approaching end of life with
advanced care plans
2.3.48 Promote a standardized patient transfer form to assist with the communication of
advance directives and medication lists

B11

B

2.3.49

B11

B

Promote pharmacist-led review of medication lists to identify omitted or indicated
medications on transfer of medication lists and advance directives.

This evidence review does not recommend:
2.3.50 The evidence does not support passive education. Passive education of patients
using written materials (without direct counselling) was a relatively ineffective
method for increasing advance directive completion rates in the primary care
setting.

B8

B

2.3.51 There is evidence to support the use of passive informative material in isolation
does not significantly increase AD completion rates.
2.3.52
Evidence does not support education without the ability to ask questions; this does B12
not significantly increase the AD completion rate.

B10

2.3.53

B12

B

B12

B

2.3.54

Evidence does not support didactic interventions; they did not usually increase
completion rates higher than the predicted average rate for the general population
Evidence does not support the addition of video instruction; video instructions did
not improve AD completion rates when compared to the effectiveness of written
materials

B
B

2.4

Recommendations for interventions to promote the number of people dying in
their preferred place of care & reduce the number dying in hospital

This evidence review recommends:

Intervention

Evidence Grade

Integrated care pathway interventions to promote the number of people dying in their preferred place
of care & reduce the number dying in hospital
2.4.1
The NICE quality standard states that people approaching the end of life should
receive care that is aligned to their needs and preferences that include an
C1
B
increased length of time spent in preferred place of care during the last year of life.
2.4.2
The NICE quality standard states that people approaching the end of life should
have a reduction in unscheduled care hospital admissions leading to death in
C1
B
hospital (where death in hospital is against their stated preference).
2.4.3
Ensure services are commissioned from and coordinated across all relevant
agencies, including specialist palliative care, and encompass the whole end-of-life
C1
B
care pathway.
2.4.4
Promote an integrated approach to provision of services is fundamental to the
delivery of high-quality care to people approaching the end of life and their families C1
B
and carers.
2.4.5

Ensure people approaching the end of life receive consistent care that is
coordinated effectively across all relevant settings and services at any time of day or
night, and delivered by practitioners who are aware of the person's current medical
condition, care plan and preferences.

C1

B

2.4.6

Ensure people approaching the end of life who experience a crisis at any time of
day or night receive prompt, safe and effective urgent care appropriate to their
C1
B
needs and preferences.
2.4.7
Ensure people approaching the end of life who may benefit from specialist
palliative care, are offered this care in a timely way appropriate to their needs and
C1
B
preferences, at any time of day or night.
2.4.8
Ensure social care workers have the knowledge, skills and attitudes necessary to be
competent to provide high-quality care and support for people approaching the end
C1
B
of life and their families and carers.
2.4.9
Ensure generalist and specialist services providing care for people approaching the
end of life and their families and carers have a multidisciplinary workforce
C1
B
sufficient in number and skill mix to provide high-quality care and support.
Support and train health professionals to support the number of people dying in their preferred place of
care & reduce the number dying in hospital
2.4.10 Promote training for health professionals to ensure they are empowered, enabled
C2
B
and supported to achieve the delivery of effective end of life care.
Responsive interventions to promote the number of people dying in their preferred place of care &
reduce the number dying in hospital
2.4.11
Ensure responsive mechanisms are implemented within each locality to ensure that
medical and nursing services are available for patients with advanced cancer on a 24hour, seven days a week basis, and that equipment can be provided without undue
C2
B
delay. Those providing generalist medical and nursing services should have access to
specialist advice at all times.
2.4.12

Ensure primary care teams institute mechanisms to ensure that the needs of
patients with advanced cancer are assessed, and that the information is
communicated within the team and with other professionals as appropriate. The
Gold Standards Framework provides one mechanism for achieving this.

C2

B

2.4.13

Promote access to and availability of specialist palliative care services. Many
hospitals do not have full multidisciplinary teams who can provide advice on a 24hour, seven days a week basis. Community specialist palliative care services
vary considerably in their ability to provide services at weekends and outside
normal working hours. The number of specialist palliative care beds per million
of the population varies widely between Cancer Networks.

2.4.14 Ensure commissioners and providers, working through Cancer Networks, ensure
they have an appropriate range and volume of specialist palliative care services
to meet the needs of the local population, based on local calculations. These
services should, as a minimum, include specialist palliative care in-patient
facilities and hospital and community teams.
2.4.15

C2

B

C2

B

C2

B

C2

B

Ensure specialist palliative care advice is available on a 24 hour, seven days a week
basis. Community teams should be able to provide support to patients in their
own homes, community hospitals and care homes.

Ensure each multidisciplinary team or service implements processes to ensure
effective inter-professional communication within teams and between them and
other service providers with whom the patient has contact. Mechanisms should
be developed to promote continuity of care, which might include the nomination of a
person to take on the role of ‘key worker’ for individual patients.
2.4.17 Promote responsive mechanisms are in place to ensure the views of patients and
2.4.16

carers are taken into account in developing and evaluating cancer and palliative
care services. Cancer partnership groups provide one potential mechanism.

C2

2.4.18 Commissioners and provider organisations should ensure that patients and carers
have easy access to a range of high quality information materials about cancer
and cancer services. These materials should be free at the point of delivery and
patients should be offered appropriate help to understand them within the context of
their own circumstances.
2.4.19

C2

B

Ensure explicit partnership arrangements are agreed between local health and
social care services and the voluntary sector to ensure that the needs of patients
with cancer and their carers are met in a timely fashion and that different
components of social support are accessible from all locations.

2.4.20 Promote the nomination of a lead person to oversee the development and
implementation of services that specifically focus on the needs of families and
carers during the patient’s life and in bereavement, and which reflect
cultural sensitivities
2.4.21

B

C2

C2

B

B

Ensure provider organisations identify staff who may benefit from training and
should facilitate their participation in training and on-going development.
Individual practitioners should ensure they have the knowledge and skills required
for the roles they undertake

C2

B

End of life home care interventions to promote the number of people dying in their preferred place of care
& reduce the number dying in hospital
2.4.22 Promote end of life home care to enable more people to die at home compared with
those receiving usual care. There is evidence to support patients receiving end of
life home care reported greater satisfaction than those in the hospital group at onemonth follow up.
2.4.23

C3

Promote additional support by district nurses to offer additional help to care givers C3
looking after the patients especially additional help with night nursing.

A

B

Factors linked to people dying in their home & reducing the number dying in hospital
2.4.24 Promote the following actions to enable people to die at home: empowerment of
families, public education, home based models of care, assessment of risk, and
training of practitioners in palliative care.
2.4.25

Promote social support, healthcare inputs, from services and programs and
healthcare provider contact, and patient preferences. These are the most
important factors in influencing place of end-of-life care.

C5

C7

B

B

Rural interventions to promote the number of people dying in their preferred place of care &
reduce the number dying in hospital
2.4.26
Ensure rural end-of -life services are integrated into rural hospitals and all other
C8
B
health care organizations.
2.4.27
Ensure family caregivers from rural areas should be provided with more
C8
B
information and support, particularly in the form of home-based nursing care.
2.4.28
Promote continuing education and for improved support of rural care providers.
C8
B
2.4.29
Ensure people living in rural areas have access to specialized palliative care and
C8
B
home care.
Nurse led follow-up interventions to promote the number of people dying in their preferred place of
care & reduce the number dying in hospital
2.4.30

Promote nurse-led follow-up; patient-initiated or telephone follow-up could be
practical alternatives to conventional care.
2.4.31
Promote nurse-led follow-up actions to support patients with cancer that include:
an initial care plan; provision of adequate patient education and information;
provision of sufficient time and encouragement for patients to raise questions
and concerns; provision of psychological support; tests and examinations not to
be conducted purely for reassurance; provision of contact details of a key person
whom patients can contact when needed and informed choice for patients about
attendance for scheduled appointments or only attending when problems or
symptoms arise.

C9

C9

B

B

Hospice care delivered at home to promote the number of people dying in their preferred place of
care & reduce the number dying in hospital
2.4.32
Promote hospice care delivered at home, in nursing homes and in dedicated
hospice facilities. Hospice care reduces uptake of provision of secondary care in
C10
B
hospitals and increases patient and family satisfaction with care
2.4.33

Promote hospice services to ensure increased likelihood of effective pain
C10
B
management and of death not occurring in hospital.
Supporting carers to promote the number of people dying in their preferred place of care & reduce the
number dying in hospital

2.4.34 Promote support for informal carers as they are central to the achievement of end
of life care and death at home.

C12

B

2.4.35

C12

B

C12

B

Ensure older carers’ needs are addressed to ensure the achievement of end of life
care and death at home.

2.4.36 Ensure male carers’ needs are addressed to ensure the achievement of end of life
care and death at home.

2.4.37 Ensue informal carers have access to practically-focussed information from health
C12
professionals.
2.4.38 Ensure informal caregivers are offered opportunities to learn about practical
C12
nursing skills.
2.4.39 Promote access to professional advice as an effective method of increasing carers’
C12
confidence in their ability to undertake practical aspects of home-based care. 2.4.40 Promote nurses and
other health providers to assist home-based carers by
providing them with information and skills-training necessary to facilitate home
C12
based care.

B
B
B

B

2.4.41
Ensure informal careers receive information about medication and pain
management - Knowledge of pain types, assessment and management; medication
awareness; subcutaneous drug administration skills, treatment of side-effects; use of
natural therapies

C12

B

2.4.42 Ensure informal careers receive information about physical symptoms and comfort Management of weakness and fatigue, nausea and vomiting, mouth ulcers, oedema;
wound and skin care; symptom recognition

C12

B

2.4.43

C12

B

Ensure informal careers receive information about nutrition and the provision of
dietary advice; management of weight or appetite loss; feeding techniques;

prevention of dehydration
2.4.44

Ensure informal careers receive information about personal hygiene and
elimination - Bathing, cutting toe nails and dressing; bowel management; coping
with incontinence; changing a catheter

2.4.45 Ensure informal careers receive information about positioning - patient
ambulation, lifting and handling, sorting pillows
2.4.46 Ensure informal careers receive information about awareness of, availability,
access, optimal positioning and use of technical equipment
2.4.47 Ensure informal careers receive information about local support - access to night
services or 24-hour support; signposting to local resources and/or agency help
2.4.48 Ensure informal careers receive information about emergency measures recognising signs of imminent death; knowledge of emergency measures and
provision of emergency contacts

C12

B

C12

B

C12

B

C12

B

C12

B

This evidence review does not recommend:
2.4.49 There was no evidence to support a difference between those receiving the
intervention and the control group in overall net healthcare costs.
2.4.50 There is no evidence to support a difference in functional status (measured by the
Barthel Index), psychological well-being or cognitive status, between patients
receiving end of life home care and patients receiving inpatient care.

C3

A

C3

A

2.5

Recommendations for interventions to promote end of life care staff training

This evidence review recommends:

Intervention

Evidence Grade

Provider interventions to promote end of life care staff training
2.5.1

Provider organisations should ensure that health and social care professionals they
employ have received training in assessing patients’ and carers’ needs. These
professionals have a responsibility to ensure they have received such training
before undertaking assessments.

2.5.2

Promote communication skills training programs on the introduction of palliative
care.

D1

A

D1

A

D2

B

D2

B

Curricular interventions to promote end of life care staff training
2.5.3
2.5.4
2.5.5

2.5.6

Promote a palliative care curriculum with a multifaceted approach, incorporating a
variety of intentional strategies to address the multiple competencies required.
Promote communication skills in palliative care utilising simulated patients in a
short 2-hour session or a full-day workshop.
Promote a modular approach. There is evidence to support educational modules
can produce improvements in focused areas of knowledge such as appropriate use of
opiates, and criteria for hospice care, with the former showing sustainability at 6
months. Moderate- or high-intensity interventions with longer seminar series or a
clinical component appear to be necessary to more broadly improve knowledge base in
EOL care
Promote a multifaceted approach with focus on individual competencies to meet
all of educational requirements of postgraduate learners in EOL care. This would
potentially involve simulated patients and role play to address communication skills,
and some highly relevant clinical exposure supplemented with academic sessions,
resource material, or educational modules to address knowledge and other clinical
skills. This approach is supported by the literature from continuing professional
development.

D2

D2

B

B

Intensive care unit interventions to promote end of life care staff training
2.5.7

2.5.8
2.5.9

2.5.10

2.5.11

Ensure critical care physicians are competent in family-centred EOL
communication. They should be able to manage a family meeting so as to promote
consensus and discuss the transition from curative to palliative goals of care, DNR
directives, withdrawal of life-extending treatment and the dying process.
Ensure all intensive care unit professionals receive adequate support and
appropriate end-of-life education.
Promote increased collaboration and communication between health professionals
in order to achieve more appropriate care and increased physician/nurse
satisfaction
Ensure there is sufficient time and space made available for professional
conversations and reflection about care, use of joint grand rounds, patient care
seminars, and inter-professional dialogues can increase understanding and desire to
have interdisciplinary end-of-life care.
Ensure nurses role in end-of-life decision making is valued and included.

D3

B

D6

B

D6

B

D6

D6

B

B

Palliative care training interventions to promote end of life care nurse training
2.5.12 Promote the transfer of communication skills training to practice by clinical
supervision.
2.5.13 Promote a combination of communication skill’s training and managing death
education to improver skills outcomes
2.5.14 Promote palliative care courses that address general care and mental healthcare as D4
well

D4

C

D4

C
C

2.5.15

Promote a mixture of didactical methods and a combination of multiple themes
delivered over a period of several weeks. As well as ensuring the training is
integrated with practical experiences.

D4

B

D5

B

D5

B

D5
D5
D5

B
B
B

Medical undergraduate training Interventions to promote end of life care
2.5.16

Ensure a palliative care curriculum is developed that addresses the multidisciplinary
nature of palliative care with teachers drawn from medical staff, nursing, social
work, community, voluntary agencies, and chaplaincy.

2.5.17 Promote the development of more academic departments of palliative care would
facilitate palliative care teaching.
2.5.18
Ensure actual knowledge and essential core information is taught.
2.5.19 Promote the use small groups for problem based learning.
2.5.20
Promote the inclusion of multidisciplinary teaching.
2.5.21 Promote the involvement of all team members along with the patient and family in D5
the teaching.
2.5.22
Promote the integration of teaching and combination of disciplines and principles
throughout the curriculum.
2.5.23
Promote the fostering of reflective leaning.
2.5.24
Promote the inclusion of ethical and legal issues of relevance to end of life care.

B
D5

B

D5
D5

B
B

2.5.25

D5

B

D7

B

Ensure students acquire effective mechanisms to deal with the professional and
personal pressures of this aspect of their work.

Specific oncology training interventions to promote end of life care staff training
2.5.26

Promote specialist training for oncologists. Physicians can be trained to meet better
core challenges during the transition to palliative care through developed concise
communications skills training called COM-ON-p.
2.5.27 Promote COM-ON-p communication skills training. A COM-ON-p communication
skill training has been well accepted; oncologists rated COM-ON-p as highly
practical, relevant, and of high personal benefit.

D7

B

E-learning interventions to promote end of life care staff training
2.5.28

Promote palliative care education using e-learning platforms . E-learning has a
highly positive and consistent effect when compared with no educational intervention,
and seems to have the same efficacy and effectiveness as traditional palliative care
training.

D9

B

Weekly e-mailed fast facts and concepts training interventions to promote end of life care staff training
2.5.29

Promote e-mailed Fast Facts and Concepts as an educational intervention that
increases intern medical knowledge and self-reported preparedness in symptom
management skills.

D9

B

Communications skills training interventions to promote end of life care staff training
2.5.30

Promote 3-day communication skills courses to train nurses in end of life care.
There is evidence to support the quality of the nurses’ communication skills
improved after attending the course. The course had a positive effect on the
nurses’ confidence in dealing with cancer patients.
2.5.31 There is evidence to support the 3-day communication skills course was shown to
have a positive effect on the nurses’ confidence in dealing with cancer patients.
2.5.32

D10

D10

Promote nurses’ communication skills training, to improve patient satisfaction with D10
nurses’ communication.

This evidence review does not recommend:
2.5.33 There is no evidence to support e-mailed Fast Facts and communication skills or
learner satisfaction with palliative care Concepts assists in preparedness in
education.

B

B
B

D9

B

2.6

Recommendations for interventions to support people who are bereaved

This evidence review recommends:
Models of bereavement support for people who are bereaved
2.6.1

•

•

•

2004 NICE guidance recommends that a three-component model of bereavement
support should be developed and implemented in each Cancer Network to ensure
that people’s individual needs are addressed through variety in service provision.
Cancer Networks should take account of the standards for bereavement care
developed by the National Bereavement Consortium. The components should be
flexible and accessible when needed around the time of bereavement.
Component 1: Grief is normal after bereavement and most people manage without
professional intervention. Many people, however, lack understanding of grief after
immediate bereavement. All bereaved people should be offered information about the
experience of bereavement and how to access other forms of support. Family and
friends will provide much of this support, with information being supplied by health and
social care professionals providing day-to-day care to families.
Component 2: Some people may require a more formal opportunity to review and
reflect on their loss experience, but this does not necessarily have to involve
professionals. Volunteer bereavement support workers/befrienders, self-help
groups, faith groups and community groups will provide much of the support at this
level. Those working in Component 2 must establish a process to ensure that when
cases involving more complex needs emerge, referral is made to appropriate health
and social care professionals with the ability to deliver
Component 3: A minority of people will require specialist interventions. This will involve
mental health services, psychological support services, specialist
counselling/psychotherapy services, specialist palliative care services and general
bereavement services, and will include provision for meeting the specialist needs of
bereaved children and young people (being developed as part of the National Service
Framework on children and not covered here).

E2

A

Commissioners should ensure they commission services for people closely affected
by a death that include sensitive communication and provision for immediate and
ongoing bereavement, emotional and spiritual support appropriate to their needs and
preferences.

E1

A

Commissioners, working through Cancer Networks, should ensure that a range of
information, support (including practical help and respite arrangements) and
bereavement services are in place to meet the spectrum of need. They will need to
work with statutory and voluntary health and social care agencies to achieve this.
While not necessarily separate from many of the services provided to patients
(indeed, most will be fully integrated), commissioners should ensure sufficient
capacity to meet the distinct needs of this group.

E2

A

E1

A

E2

A

Commissioner interventions to support people who are bereaved
2.6.2

2.6.3

Provider interventions to support people who are bereaved
2.6.4

2.6.5

2.6.6

Service providers should ensure that systems are in place for people closely
affected by a death that include sensitive communication and provision for immediate
and ongoing bereavement, emotional and spiritual support appropriate to their needs
and preferences.
Providers should ensure families and carers have access to professionals capable of
providing confidential emotional support and, if there is variance between the
needs, choices and judgements of a family member or carer and those of the
patient, the professional is independent of normal services offered to the patient.
Providers of specialist bereavement support should work closely with other care
providers (both statutory and voluntary) to ensure carers and family members can
access services when needed.

E2

A

2.6.7

Provider organisations should nominate a lead to oversee the development and
implementation of services that specifically focus on the needs of families
and carers. This role might involve:

•

leading on the development of criteria and routes of referral to sources of specialist
support and advice

•

appraising written information currently provided to families and carers and,
in conjunction with the NHS Trust information lead, developing further
resources where necessary

•

regularly appraising sources of local and national support for families and carers

•

acting as a resource for teams considering the development of programmes
of support for families and carers.

2.6.8

E2

A

Provider organisations should be equipped to offer the first component of
bereavement support and have strategies in place to access the other components. E2
Services should be accessible from all settings.

2.6.9

A

Providers should ensure that a leaflet is made available to families and carers
around the time of the bereavement. Ideally, this should be developed locally,
agreed by those involved in the provision of bereavement services, and include
information on anticipated feelings and how to access local and national services.

2.6.10 Providers should ensure all staff working with people who are dying have access to a
range of opportunities to address concerns and explore the difference between
personal and professional responses to loss. This might involve a number of
processes, such as clinical supervision and one-to-one and group support.

E2

A

E2

A

Health and social care workers should communicate sensitively with people closely
affected by a death and offer them immediate and ongoing bereavement,
emotional and spiritual support appropriate to their needs and preferences.

E1

A

Health and social care professionals should provide day-to-day care to patients
should assess and address the needs of family members and carers on an ongoing
basis. Teams should establish a system to ensure family members and carers have
regular opportunities to discuss particular concerns. This might be achieved by
offering them an appointment with the ‘key worker’ at times acknowledged to be
particularly challenging (diagnosis, end of treatment, recurrence, palliation, time of
death).

E2

A

Health and social care professionals involved in delivering care in the terminal
phase of illness should assess individual and family coping ability, stress levels,
available support and actual and potential needs with respect to the anticipated
or actual bereavement.

E2

A

Health and social care worker interventions to support people who are bereaved
2.6.11

2.6.12

2.6.13

Team interventions to support people who are bereaved
2.6.14 Teams should ensure that all family members and carers are offered information on
a variety of topics, from a simple ‘who’s who’ of professionals to more detailed
accounts of cancer, its treatment and consequences and services available locally.
They should be ‘signposted’ to local and national sources of information, advice
and practical support, including sources of emotional and psychological support.
Services for carers and families should be listed in the directories developed at
Cancer Network level.
2.6.15 Teams should provide families and carers with a clear indication of the personnel
they might contact in relation to a range of needs.

E2

E2

A

A

Specialist bereavement service interventions to support people who are bereaved
2.6.16 Specialist bereavement services should be sufficiently resourced to enable them to
contribute to the preparation and ongoing support of health and social care
professionals in relation to this aspect of care.
2.6.17 Those who offer bereavement services that include volunteer support workers
should ensure mechanisms for recruiting, training, supervising and managing
volunteers are in place. It is desirable that the workforce reflects the gender, age
distribution and ethnicity of the clients they serve.

E2

A

E2

A

E2

A

Cancer Network interventions to support people who are bereaved
2.6.18 2004 NICE guidance recommends that Cancer Network-wide protocols should be
developed to inform the level of bereavement support offered and the need for
follow up and specialist referral, particularly for those at risk of complicated grief
reactions. They should apply wherever the patient dies – at home, in hospital,
hospice or care home – and should include a system to engage proactively with
those assessed to be at risk, involving, for example, follow-up telephone calls or
letters to individuals around eight weeks after death. Issues of consent and data
protection should be considered carefully.
2.6.19 2004 NICE guidance recommends that Workforce Development Confederations in
England (and the Workforce Development Steering Group in Wales), working with
Cancer Networks, should ensure that all health care professionals involved in the
delivery of supportive and palliative care services have access to basic training in
understanding and meeting the needs of families and carers. This should include
knowledge to underpin the delivery of ethnically and culturally sensitive care. They
should also ensure ongoing education and training about bereavement and loss are
available. The aim should be to enable professionals to develop a basic knowledge
of characteristics increasing vulnerability to the loss experience or which impede
adjustment to bereavement, and to help to recognise their own needs for further
education and support.

E2

A

Family and carer interventions support people who are bereaved
2.6.20 Ensure people closely affected by a death may include care home residents, staff
and volunteers, staff from a variety of health and social care organisations, as well
as family members and carers, including children. Children may need particular
tailored support.
2.6.21
Ensure people closely affected by a death should be communicated with in a
sensitive way and are offered immediate and ongoing bereavement, emotional and E1
spiritual support appropriate to their needs and preferences.
2.6.22
Ensure families and carers of people who have died suddenly or in an unexpected
way, as well as those who were expecting the death, should have access to
information and support appropriate to their circumstances.
2.6.23
Ensure people closely affected by a death should be able to access all support
within an appropriate physical environment that facilitates sensitive
communication.
2.6.24 Ensure family members and carers are offered the opportunity for their needs for
support and information to be assessed separately from those of patients,
particularly at stages in the patient pathway acknowledged as especially
demanding and when extra help might be needed. Cultural and ethnic preferences
on family involvement should be taken into account.
2.6.25 Ensure whenever possible and appropriate, family members and carers should be invited
to accompany patients during clinical encounters and should be involved in discussions
about treatment and care, in accordance with the patient’s wishes.
2.6.26 Ensure family members and carers should be made aware of, and have easy access
to, sources of local information, advice and support designed to meet their own
needs.

E1

A

A

E1

A

E1

A

E2

A

E2

A

E2

A

2.6.27 Ensure family members and carers who are bereaved should, in the first instance, be
encouraged to use existing support systems. Where these prove insufficient, or it is
predicted that those involved are likely to experience difficult grief reactions, there
should be access to additional help and support.
2.6.28

E2

A

E2

A

Ensure where carers are providing a substantial amount of care on a regular basis,
providers should ensure they are offered a separate assessment or respond

positively when a carer asks for one, in accordance with The Carers (Recognition
and Services) Act 1995. The practice guide that accompanies the Act recommends
potential areas to be covered in an assessment to identify the types of support
needed, which can then be used to plan timely and relevant interventions.
Ongoing support interventions support people who are bereaved
2.6.29

Ensure bereavement support is not limited to immediately after death, but ensure
there is provision for it to be available on a longer-term basis and, in some cases,

E1

A

bereavement support may begin before death.
Information interventions included in the support of people who are bereaved
2.6.30 Promote a stepped approach to emotional and bereavement support, which could
include but is not limited to:
•

information about local support services

•

practical support such as advice on arranging a funeral, information on who to
inform of a death, help with contacting other family members and information on

what to do with equipment and medication
•

E1

A

E11

B

general emotional and bereavement support, such as supportive conversations with
generalist health and social care workers or support from the voluntary, community and

fait sectors
•

referral to more specialist support from trained bereavement counsellors or mental

health workers.
2.6.31

Ensure relatives of patients who are dying in the ICU with a brochure on
bereavement and using a proactive communication strategy that includes longer
conferences and more time for family members to talk may lessen the burden of

bereavement.
Physical environment settings to support people who are bereaved
2.6.32

Ensure people closely affected by a death should be able to access all support
within an appropriate physical environment that facilitates sensitive

E1

A

communication.
Appropriate cultural and spiritual interventions to support people who are bereaved
2.6.33

Ensure bereaved people are offered support at the time of death that is culturally
and spiritually appropriate, immediate, and available shortly afterwards.

E1

A

2.6.34 2004 NICE guidance recommends that awareness of the needs of family members

from different ethnic populations, including differences in language, religious
practice and culture, is necessary within a multi-cultural society. Providers should
ensure teams have access to reference guides on the cultural differences

surrounding a diagnosis of cancer, death and dying, and that information on
accessing interpreters, relevant health advocates (where available) and faith
leaders is readily accessible.

E2

A

Children and teenager interventions to support people who are bereaved
2.6.35

Ensure patients with young children or teenagers are offered information by the

health and social care professionals providing day-to-day care on how to encourage the
sharing of fears and concerns. Age-appropriate resources should be available to

E2

A

support this process.
2.6.36 Promote providers setting up arrangements for families and carers to meet other
families and carers who have experienced similar situations, if wished. Support
groups for family members and carers, either professionally or peer-led, may also be

E2

A

welcomed by some. These services are ideally provided in partnership with the
voluntary sector.
2.6.37 Promote family bereavement programs to reduce mental health problems of
bereaved youths and their parents 6 years later.

E13

B

Complex support interventions to support complicated grief
2.6.38 Ensure there is provision for those family members and carers who will require care
and support from a health or social care professional capable of dealing with
complex family situations. Providers should ensure they have access to individuals
and teams with the requisite skills and knowledge to offer social support, spiritual

E2

A

support, specialist palliative care or psychological support services. Criteria and
routes for referral should be agreed between different services.
2.6.39

Promote treatment interventions that effectively diminish complicated grief

symptoms.
2.6.40 There is evidence that preventive interventions do not appear to be effective in

E6

B
E6

B

diminishing complicated grief symptoms.
Training interventions to support carers who are close to being bereaved
2.6.41 2004 NICE guidance recommends that teams should ensure they have the ability to
offer information and training on practical issues to carers who are looking after
patients requiring extra help with activities of daily living or approaching the
terminal stage of illness. This might include manual handling, managing distressing

E2

A

symptoms and dealing with incontinence and other body fluids. As death
approaches, they should also be given information about what to expect and what
to do after the death.
Neo-natal and peri-natal interventions to support parents who are bereaved
2.6.42

2.6.43
2.6.44

Promote interventions to support families and facilitate emotional adjustment

following the death of a child. The evidence suggests that bereavement
interventions are compassion-led and generally considered to be beneficial.

E3

Promote interventions to support families and facilitate emotional adjustment
following the death of a baby.

E8

B

B

Ensure hospital nurses, and doctors support perinatal loss sensitively and increase
parental choice about timing and location of delivery and postpartum care,
encourage parental contact with the deceased infant, and facilitate provision of

E8

B

E4

B

E14

B

photos and memorabilia.
Interventions to support carers of people with dementia who are bereaved
2.6.45

Ensure there is adequate support for carers of people with dementia. There is
evidence that end-of-life care for patients with dementia is extremely demanding of
family caregivers. Intervention and support services are needed most before the

patient’s death.
2.6.46

Promote pre-loss interventions to support Alzheimer’s caregivers' post-loss

adjustment following the death of their care recipient. Some interventions seemed
to be more effective than others at preventing grief and depressive symptoms,
indicating that intervention components might need to be tailored to the
individual, depending on the initial clinical presentation.

2.6.47 Promote the Resources for Enhancing Alzheimer’s Caregiver Health (REACH)
Program for Bereaved Caregivers that active interventions showed a
statistically significant effect on normal grief symptoms, exhibited a trend
toward improvement on complicated grief symptoms and demonstrated little
impact on depressive symptoms.

E14

B

Primary care staff interventions to support people who are bereaved
2.6.48

Ensure GPs and District Nurses receive adequate end of life training. GPs and
District Nurses view bereavement care as an important and satisfying part of their
work, for which they had received little training.

E5

C

Psychotherapeutic interventions to support people who are bereaved
2.6.49 Consider promoting psychotherapeutic interventions for bereaved persons that are E7
exclusively targeted at grievers displaying marked difficulties adapting to loss .

B

Parenting interventions to support parents who are bereaved
2.6.50 Consider promoting a family bereavement program (a preventive intervention for
bereaved families) on effective parenting. There is evidence to indicate that a
relatively cost-effective brief intervention for families who experienced a major
stressor, results in sustained effects on caregiver warmth and consistent discipline
6 years following the program.

E12

B

E6

B

This evidence review does not recommend:
2.6.51 There is evidence that preventive interventions do not appear to be effective in
diminishing complicated grief symptoms.

3.

Methods statement:

3.1

General approach
Overview

3.1.1

3.1.2
•

3.1.3

PHAST adopted a focussed, pragmatic rapid review approach consistent with the time & financial
resources. The method was systematic and clearly documented, but it did not attempt to meet all
standards of a comprehensive systematic review.
The rapid reviews consisted of the following stages:
Review of systematic reviews and meta-analyses to identify the 5-10 most robust publications relevant to
each topic. Where such evidence did not exist randomised controlled trial evidence was identified where
possible.
International literature has been included where it is relevant and generalisable i.e. largely this has been
research conducted in ‘Western-style’ countries and not from developing countries.

•

Evidence searches are from literature published since 2003 (last 10 years).

•

The evidence searches have been based on an agreed inclusion criteria and search strategy.

•

Commentary has been provided on the quality and relevance of the evidence.
The key stages

3.1.4

Identification of the seven priority areas, including inclusion and exclusion criteria for: sub-topics;
populations (age, gender, ethnicity, geographical or social context); interventions; and outcomes.
3.1.5
Review of NICE guidance2 relevant to each sub-topic, including: any review work supporting relevant
NICE guidance; any key recommendations or evidence statements; and the use of key terminology that
should form part of the search strategy.
3.1.6
Search term selection for each sub-topic of the review based on a review the U.S. National Library of
Medicine3. See Appendix 1: Search terms.
3.1.7
PUBMED4, NHS Evidence5 and Cochrane library6 publication searches based on Appendix 1 search
terms, including: records of search strings, number of hits and number of inclusions; a review of titles and
abstracts for relevance; and sourcing of selected full articles.
3.1.8
Full publication review, including: scoring of publication quality based on the publications methodology
section; identification of succinct evidence statements (quotes where possible) drawn primarily from the
results and conclusion sections; and scoring of evidence statements for the strength of evidence. See
Appendix 2.
3.1.9
Completion of Section 3 (Results) using Appendices 2, based on the key evidence statements for each
topic.
3.1.10 Completion of Section 2 (Recommendations) based on summarises of the results for each sub-topic,
including: grading of the recommendations according to the recommendations classification
methodology (Grade A recommendations first); clear identification of relevant NICE guidance; and clear
links to the evidence statements that support each recommendation (using Appendix codes (e.g. [A1]).

3.2 Scope
3.2.1

2
3
4
5
6

This report deals with Priority Area 7: High quality and choice of end of life care. The sub-topics within
this priority area are:
a. Interventions to increase the number of people identified as approaching end of life

http://www.nice.org.uk/Guidance/Topic
http://www.nlm.nih.gov/mesh/2012/mesh browser/MBrowser.html
http://www.ncbi.nlm.nih.gov/pubmed/advanced
http://www.evidence.nhs.uk/
http://onlinelibrary.wiley.com/cochranelibrary/search/

3.2.2
3.2.3

b.

Interventions to increase the number of people identified as approaching end of life with advanced care
plans

c.

Interventions to promote the number of people dying in their preferred place of care & reduce the
number dying in hospital

d.

Interventions to promote end of life care staff training

e.

Interventions to support people who are bereaved

The overall work package aim is to carry out a series of rapid evidence and literature reviews that will
address the seven priority areas outlined in the Health and Wellbeing Strategy for East Sussex 2012.
The objectives are:

•

To collate, analyse and summarise national and international published evidence relevant to each
priority area.

•

To assess the quality of the available evidence for each topic area.

•

To present information on the research question that pertains to both health and social care needs.

•

To report on the evidence for effectiveness of services and interventions.

•

Within each of the priority areas the sub-topics listed in Table 1.1 review evidence to support health and social
care interventions and services.

3.3

Search Strategy

3.3.1
3.3.2
3.3.3

3.4

The review searched the following databases: PubMed; NHS Evidence; Cochrane Library; AMED;
CINAHL; HMIC; Embase; Medline; PsycINFO.
Where appropriate the reference lists of selected high quality recent studies were reviewed and
selected citations followed up.
See Appendix 1 (Section 0) for a list of the search terms used for each of the sub-topics.

Evidence classification
Type of evidence

3.4.1
3.4.2

The review focused on: systematic reviews, meta-analyses and randomised controlled trials.
In reviewing sources of information to include, the following hierarchical evidence classification system
was used based on the quality of the study design, (with systematic reviews being the strongest type of
evidence and grey literature the weakest):

•

Systematic reviews (or meta-analyses)

•

Individual randomised controlled trials

•

Quasi-experimental studies

•

Controlled observational studies

•

Observational studies without control group

•

Reviews (non-systematic)

•

Grey literature

Quality of studies

3.4.3 The level of evidence was classified based on the Scottish Intercollegiate Guidelines Network (SIGN)7
methodology. SIGN work in collaboration with the National Institute of Clinical Excellence (NICE) to
develop evidence based clinical practice guidelines for the National Health Service (NHS). SIGN has in
part based its assessments on the MERGE (Method for Evaluating Research and Guideline Evidence)
checklists developed by the New South Wales Department of Health 8. As this review does not include a
full systematic assessment of study quality, a professional judgement has been made in relation to
perceived levels of bias and probabilities of causal relationships, based on a high level assessment of
each source’s methodology. Scorings are therefore indicative rather than definitive.
Table 3.1: Study Quality Classification
1++

High quality meta-analyses, systematic reviews of RCTs, or RCTs with a very low risk of bias

1+

Well-conducted meta-analyses, systematic reviews, or RCTs with a low risk of bias

1-

Meta-analyses, systematic reviews, or RCTs with a high risk of bias

2++

High quality systematic reviews of case control or cohort or studies
High quality case control or cohort studies with a very low risk of confounding or bias and a high
probability that the relationship is causal

2+

Well-conducted case control or cohort studies with a low risk of confounding or bias and a moderate
probability that the relationship is causal

2-

Case control or cohort studies with a high risk of confounding or bias and a significant risk that the
relationship is not causal

3

Non-analytic studies, e.g. case reports, case series

4

Expert opinion

Strength of evidence
3.4.4 The strength of evidence reported for each source has been scored using a simplified version of the
Cochrane GRADE approach9. This scoring reflects how complete the scientific literature is in relation to an
issue, not the quality of the reporting review study. There are four ratings: ‘high’, ‘moderate’, ‘low’ and
‘very low’. ‘High’ signifies the strongest evidence and ‘very low’ the weakest. Where appropriate a range
of ratings have been used. Scorings for strength of evidence used professional judgement based on an
assessment of the overall quality and weight of evidence reported in the selected systematic reviews or
evidence summaries. This review has not exhaustively examined the primary sources for each population,
intervention or outcome subcategory within each topic. Scorings are therefore indicative rather than
definitive. Factors taken into consideration in scoring the strength of evidence are listed in the right hand
column of Table 3.2 below. The greater the number or severity of such factors, the lower the rating for
strength of evidence.
Table 3.2: Evidence Strength Classification
Rating

High
Moderate

Factors that may decrease the strength rating of the evidence
• High quality studies identifying that the strength of evidence is
moderate, low or very low.
• Limitations in the design and implementation of available studies
suggesting high likelihood of bias.

7 See: http://www.sign.ac.uk/guidelines/fulltext/50/annexb.html
8 Liddle J, Williamson M, Irwig L. Method for evaluating research and guideline evidence. Sydney: New South
Wales Department of Health; 1996
9 Higgins JPT, Green S (editors). Cochrane Handbook for Systematic Reviews of Interventions Version 5.1.0 [updated
March 2011]. The Cochrane Collaboration, 2011. Available from www.cochrane-handbook.org

•

Low

•
Very low

•
•

Indirectness of evidence (indirect population, intervention, control,
outcomes).
Unexplained heterogeneity or inconsistency of results (including
problems with subgroup analyses).
Imprecision of results (wide confidence intervals).
High probability of publication bias.

Grades of recommendations
3.4.5

This review’s recommendations for each topic have been classified based on the overall quality of
identified evidence using the SIGN methodology:

Table 3.3: Recommendation Strength Classification
A

At least one meta-analysis, systematic review, or RCT rated as 1++, and directly applicable to the
target population; or a body of evidence consisting principally of studies rated as 1+, directly
applicable to the target population, and demonstrating overall consistency of results

B

A body of evidence including studies rated as 2++, directly applicable to the target population, and
demonstrating overall consistency of results; or extrapolated evidence from studies rated as 1++ or 1+

C

A body of evidence including studies rated as 2+, directly applicable to the target population and
demonstrating overall consistency of results; or extrapolated evidence from studies rated as 2++

D

Evidence level 3 or 4; or extrapolated evidence from studies rated as 2+

4.

Results

4.1

Interpreting results

4.1.1

Each evidence statement is accompanied by four codes presented in columns to the right of each
statement. These codes provide the reader with a quick summary of: the type of study from which the
evidences statement is derived; the quality of that study; the strength of the evidence statement; and finally a
reference ID that links to the full citation and further details of the study in the appendices. See the methods
section for further details.

Abbreviations

Type of evidence
Systematic review
Meta-analysis
Randomised control trial
Quasi-experimental study
Controlled observational study
Observational study without control group
Review (non-systematic)
Grey literature
Cost-utility analysis

SR
MA
RCT
QES
COS
OS
R
GL
CA

Strength of evidence
High
Moderate
Low
Very low

H
M
L
VL

4.2

Evidence of the effectiveness of interventions to increase the number of people
identified as approaching end of life

4.2.1

The following evidence statements set out effective interventions that have been identified in the
scientific literature.

2011 NICE Guidelines recommends that commissioners should ensure they
commission services that identify people approaching the end of life in a timely way
and have the capability to record identification.

Study Quality

Evidence statements
2011 NICE Guidelines recommends that people approaching the end of their life are
identified at the right time to receive care and support to meet their needs and
preferences.

Study type

Theme 1: Commissioner interventions to increase the number of people identified as
approaching end of life

SR

1++ H

A1

SR

1++ H

A1

SR

1++ H

ix ID

Strength Append

Quality Evidence

Evidence statements
2011 NICE Guidelines recommends that service providers should ensure that systems
are in place to identify people approaching the end of life in a timely way.

Study type Study

Theme 2: Service provider interventions to increase the number of people identified as approaching
end of life

A1

Study type

Evidence statements
2011 NICE Guidelines recommends that health and social care professionals should

Study Quality

Theme 3: Health and social care professional interventions to increase the number of people
identified as approaching end of life

SR

1++

H

A1

SR

1++

H

A1

SR

1++

M

A5

act to identify people approaching the end of life in a timely way.
2011 NICE Guidelines recommends that the Identification of people approaching the end
of life may be initiated by either health or social care professionals in any setting.
Although professionals should discuss with the person and their families and carers the
benefits of being identified and the use of a register or equivalent system, the process of
identification should be sensitive to the possibility that not all people will want to be
identified and/or placed on a register.
Access and referral barriers to palliative care - Physician-related issues:

Although clinicians consistently overestimate survival, their predictions are highly
correlated with actual survival; the predictions have discriminatory ability even if they
are miscalibrated.
Clinicians caring for patients with terminal cancer need to be aware of their

tendency to overestimate survival, as it may affect patients’ prospects for achieving a
good death

Theme 4: Decision support tools for assisting clinicians with timely identification of people

Study Quality

Ap pen d ix ID

Study type
SR

1++

H

A1

R

2+

M

A10

R

2+

M

A10

Evidence statements
2011 NICE Guidelines recommends the following tools for assisting clinicians with

Evidence Strength

approaching the end of life

timely identification of people approaching the end of life:
1.

Gold Standards Framework prognostic indicator guidance

2.

Supportive and Palliative Care Indicator tool from NHS Scotland

3.

Quick guide to identifying patients for supportive and palliative care from

Macmillan Cancer Support
Gold Standards Framework consists of three simple steps

1. Identify patients who may be in the last year of life and identify their stage. Use the
surprise question + prognostic guidance + needs-based coding.

2. Assess current and future clinical needs and personal needs. Use assessment tools,
advance care planning (ACP), etc.

3. Plan. Develop an action plan of care.
Identifying those patients who may be nearing the end of life is important. Evidence
suggests that, if patients are identified and included on the palliative care/GSF register,
then they are more likely to receive proactive, well-coordinated care.

R

2+

M

A10

R

2+

M

A10

There is evidence to support needs based coding to identify the stage of end of life
care.
A – All: stable from diagnosis – Years
B – Unstable, Advanced disease – Months
C – Deteriorating, exacerbations – Weeks
D – Last days of life pathway – Days

R

2+

L

A10

Discuss patients considered to be in the last year of their life regularly, preferably at a
monthly team meeting, to ensure the team are planning ahead for likely issues and that
the care provided is in line with their stated wishes and preferences.

R

2+

M

A10

Include patients based on their need as well as prognosis, e.g. those with difficult
symptom control or coordination of care.

R

2+

M

A10

The RADboud indicators for PAlliative Care Needs (RADPAC) is the first tool developed
from a combination of scientific evidence and practice experience that can help GPs in
the identification of patients with CHF, COPD, or cancer, in need of palliative care.
Applying the RADPAC facilitates the start of proactive palliative care and aims to
improve the quality of palliative care in general practice.

R

2++

M

A9

RADPAC consists of three comprehensive sets of indicators to help GPs identify patients
with CHF, COPD, or cancer in need of palliative care. RADPAC is not intended to be a
strict calculator. It has been developed to consider starting palliative care in patients at
an earlier stage in highly prevalent chronic and life- threatening diseases.

R

2++

M

A9

There is evidence to support GPs who are aware of the patient’s preferred place of
death tend to have a palliative care goal and use palliative care services more often.

R

2++

L

A9

Early introduction of palliative care for patients with lung cancer appeared to improve
quality of life and survival time. Early identification creates more opportunities for
better symptom management and communication about the full content of palliative
care and end- of-life care, such as preferred place of death and advanced care
planning.

R

2++

L

A9

GPs should ask two questions to identify patients nearing the end of life in their
practice population.
What is their practice population register ratio
What is the approximate predicted annual death rate for your practice population?
How many patients do you have on your practice palliative care/GSF register in
one year?
What proportion of all people who died were on your palliative care register?
What is their practice population non-cancer/cancer ratio
About 25% die from cancers and 75% from non-cancer conditions of the patients on
your palliative care/GSF register.
How many have cancer and how many non-cancer conditions?
What is your practice percentage?
Evidence based strategies to include more patients on the Palliative Care Register
• Use the question –“Would you be surprised if this patient were to die in the next
year/months/weeks?” If it would not be a surprise, what could be done to be prepared
just in case this occurred?
• Use prognostic indicator guidance to increase chances of predicting patients
approaching the end of life , e.g. the revised Prognostic Indicator guidance (RCGP
website ) www.rcgp.org.uk/end_of_life_care/home.aspx)
• Consider all patients with long-term conditions or those patients on the QOF disease
registers for cancer, heart failure, COPD, dementia, stroke and renal disease. What might
lead you to think that they may be deteriorating or nearing the final months of life and
require additional supportive and palliative care?
• Consider the residents within care homes, especially those in nursing homes. With
increasing complexity and decreasing length of stay in care homes, many residents may
be in their final year of life, requiring good end of life care.

The decision to identify a patient as in need of palliative care could be influenced by
other factors than medical ones, such as culture, attitude, and moral ideas of a society,
financial recourses, and restrictions.

R

2++

M

A9

Evidence statements

Ap pe n d ix ID

Study Quality

Study type

Theme 5: Prognostic indicators for non-cancer syndromes for assisting clinicians to identify
people approaching the end of life

Although advanced non-cancer syndromes differ clinically, certain common
prognostic indicators signal terminal disease, including: poor performance
status; advanced age; malnutrition; comorbid illness; increasing organ
dysfunction; hospitalization for acute decompensation.
A 6-month median survival is generally associated with the presence of 2-4 of these
factors.
A number of general and disease-specific factors were found to be significantly
associated with survival. The specific findings can be split up by disease entity:
• dementia,
• congestive heart failure (CHF)
• chronic obstructive pulmonary disorder (COPD)
The prognostic index for elderly may be useful for determining 1-year survival in older
patients discharged from hospital. However, problems of recall, computation and a
failure to associate this risk index with instructions for appropriate therapeutic or
palliative care are likely to restrict its acceptance and use among clinicians. (The
Palliative Prognostic Score (PaP) uses the Karnofsky Performance Score (KPS) and five
other criteria to generate a numerical score from 0 to 17.5 to predict 30 day survival
(higher scores predict shorter survival).

SR

1+

M

A3

SR

1+

M

A4

SR

1+

M

A4

A number of general and disease-specific prognostic factors were identified but the
heterogeneity of non-cancer patient populations and the unpredictable course of
non-malignant disease compounds problems of prognoses in this group. No
prognostic model presented in this review can be recommended for routine clinical
use without further validation.

SR

1+

M

A4

It is difficult to accurately predict ≤6 month survival in non-cancer patients—even the best
models have poor discrimination.

SR

1+

M

A4

There is evidence to support the Clinical Prediction of Survival (CPS) is a generally useful
and valid tool but is subject to a series of factors that limit its accuracy. The CPS should
not be used alone but in conjunction with other prognostic factors.

SR

1+

H

A6

There is evidence to support clinicians should consider using Clinical Prediction of
Survival in combination with other prognostic factors or scores to improve the
accuracy of their predictions.

SR

1+

H

A6

There is some evidence to support training in prognostication could improve the
accuracy of Clinical Prediction of Survival.

SR

1+

L

A6

There is some evidence to support certain clinical signs and symptoms have proven to be
prognostically significant in this patient population, the most important of which are
performance status some symptoms of the cancer anorexia-cachexia syndrome, dyspnoea
and delirium or cognitive failure.

SR

1+

M

A6

There is some evidence to support the prognostic significance of abnormalities in certain
laboratory tests, particularly leucocytosis, lymphocytopenia, and elevated C-reactive
protein.

SR

1+

M

A6

There is evidence to support the use of prognostic scores. A number of prognostic
scores or indices have been developed that are easy to use and permit a rapid
estimate of life expectancy by placing patients into broad groups that differ
significantly in survival. Some authors have built and validated prognostic scores for
patients in palliative care programs.
There is evidence to support the establishment of an accurate prognosis is part of the
therapeutic alliance. Patients have a right to be informed of their prognosis or, if they
prefer, not to be informed. Using and communicating prognostic information should be
within the context of a comprehensive, individualized, patient-centred approach
There is evidence to support that patients with long-term conditions or who are on the
six key QOF registers (i.e. COPD, dementia, heart failure, cancer, stroke, and kidney
disease) may be suitable for inclusion on the Palliative Care Register.

SR

1+

H

A6

SR

1+

L

A6

R

2+

L

A10

Append ix ID

1+

M

A2

Metastatic adenocarcinomas and poorly differentiated carcinomas of unknown primary
site have a median survival of 6 months or less when associated with Karnofsky
Performance Status KPS less than 80, malnutrition, disease recurrence, or metastatic
disease in the liver, bone or adrenal glands

SR

1+

M

A2

Most of the prognostic indicators are continuous, independent risk factors for
mortality. This systematic review reports on presentations that have been
consistently shown to have a median survival of 6 months or less. The course of
most cancers eventuates in a fairly universal clinical picture, with certain indicators of
terminal disease, including decreasing performance status, advancing age, weight
loss, metastases to the brain, spine, or liver, disease, recurrence and laboratory
abnormalities indicative of inflammation or extensive disease.

SR

1+

M

A2

Cancers with relatively good prognosis and treatment options, such as breast cancer,
become terminal when the patient manifests KPS less than 60 or at least three
prognostic factors, while cancers with poor prognosis, such as biliary cancers, become
terminal with KPS less than 90 or 1 prognostic factor. Our review of studies from 1980
to 1998 showed that survival for these presentations has not changed significantly
over the past 30 years, despite many treatment advances.

SR

1+

M

A2

There is more data specific to each cancer type with independent prognostic factors that
could be used by an intervention to identify people approaching end of life with a median
survival of 6 months or less.

SR

1+

M

A2

Evidence statements
General solid cancer presentations
Survival in advanced cancers is strongly dependent on tumour related factors, while in
terminal disease patients generally enter a common final pathway, characterized by
anorexia, weight loss, failing performance status, and systemic inflammation.

Study Quality

SR

Study type

Evidence Strength

Theme 6: Prognostic indicators for non-cancer syndromes for assisting clinicians to identify
people approaching the end of life

Performance status is one of the most significant survival predictors in advanced
cancer. The Karnofsky Performance Status (KPS) and the Eastern Cooperative
Oncology Group (ECOG) scales, both have good reliability and validity. For any
advanced solid cancer, a KPS less than 60 (ECOG status greater than 2) is associated
with a median survival of 6 months or less.

There is evidence to support in the management of the patient with advanced cancer;
physicians should base their decisions about therapeutic interventions and the place and
type of care on the preferences and expectations of patients and their care givers as well
as the life expectancy of the patient.

SR

1+

M

A6

There is no study on prognostic factors aimed at evaluating whether an accurate
prediction of survival can improve actual clinical care; that is, there is no impact
study concerning the role of prognostic tools in improving decision making in the
palliative care of advanced cancer. Despite this, it is the opinion of the WG that
increased prognostic accuracy would assist health professionals to improve their care
strategy and help patients and families to make more informed choices.

SR

1+

M

A6

There is evidence to support the additional prognostic value of health-related quality of life
data to that of socio-demographic and clinical factors, to improve estimation of survival
probabilities for patients with cancer.

MA

1++

H

A7

Health-related quality of life measures have a proven complementary value to
standard assessed clinical variables, since they address different, but nevertheless
additive, aspects of a patient’s wellbeing, feelings, and functioning.
Some treatment effects are known only to the patient, and to reach an optimum the
clinician has to be aware of the limitations of clinical outcomes alone. The most
comprehensive picture possible should be obtained to tailor the treatment which a
patient is to be given.

MA

1++

M

A7

Health-related quality of life measures (HRQOL ) seem to be sensitive indicators for
survival. Assessment of HRQOL with these measures allows investigators to have a
comprehensive understanding of a patient’s burden with regard to the disease and the
(palliative) treatment envisaged.

MA

1++

M

A7

The factors associated with survival time from first presentation with incurable cancer can
be conceptualised as attributes of the host, the tumour, the treatment and the
interactions between the host, tumour and treatment.
Significant attributes of the host included co-morbidities and perhaps gender, at
least in lung cancer. Significant attributes of the tumour included the primary site,
metastatic site(s) and tumour bulk. Significant interactions between the host,
tumour and treatment included symptoms, performance status, quality of life and
specific laboratory tests.

SR

1+

M

A8

Attributes of the host, tumour, treatment and interactions between the three seem
important for estimating life expectancy in people with recently diagnosed advanced
cancer.

SR

1+

M

A8

The interaction between the host, tumour and treatment is manifested by symptoms,
quality of life, performance status and perhaps laboratory tests. This is different
from later in the terminal phase of cancer when the ‘terminal cancer syndrome’ and
performance status are most important and the characteristics of the tumour seem
less important.

SR

1+

M

A8

The relative prognostic power of the different factors is unclear, as is the importance
of markers of inflammation and coagulation. There is little information about the
accuracy or utility of physicians’ estimates of life expectancy in this group of patients.
The applicability of published prognostic indices has not been tested.

SR

1+

M

A8

The association between tumour bulk and survival time warrants further research,
particularly the definition of pragmatic measures that are readily applicable in clinical
practice.

SR

1+

M

A8

Candidates include measures of tumour bulk, numbers of metastatic sites and
biochemical or inflammatory markers.

SR

1+

M

A8

Performance status is the strongest predictor of survival, perhaps because it reflects the
interaction between host, tumour and treatment.

SR

1+

M

A8

Cancer
1.
Patient has a primary tumour with a poor prognosis
2. Patient is moderately disabled; dependent; requires considerable assistance and
frequent care (Karnofsky score ≤50%)
3.
There is a progressive decline in physical functioning
4.
The patient is progressively bedridden
5.
The patient has a diminished food intake
6.
The presence of progressive weight loss

R

2++

M

A9

7. The presence of the anorexia–cachexia syndrome (lack of appetite, general
weakness, emaciating, muscular atrophy)
8.
The patient has a diminished ‘drive to live’

Ap pe n d ix ID

Evidence statements
For Cardiovascular disease (Heart failure) the following presentations could be used by
an intervention to identify people with a Median Survival of 6 Months or less:
-Hospitalization for moderate to severe symptomatic heart failure, NYHA Class III or
IV, with 3 or more of the following presentations:

1+

M

A3

SR

1+

M

A4

Study Quality

SR

Study type

Evidence Strength

Theme 7: Congestive heart failure interventions to increase the number of people
identified as approaching end of life

-Age >70 years
-Left ventricular ejection fraction <=20%
-Serum B-type natriuretic peptide >950pg/mL
-Cardiac troponin I >0.4 ng/mL
-C-reactive protein >3.5 mg/L
-Fourth hospitalization for heart failure or repeat hospitalization in 2 months
-Dependency of 3 or more activities of daily living or need for home care after hospital
discharge
-Weight loss of 2.3 kg within 2 months or
- Serum albumin _2.5 g/d
-History of cardiogenic shock, ventricular or
-Supraventricular arrhythmia, cardiac arrest, cardiopulmonary resuscitation, or
mechanical ventilation
-Systolic blood pressure <= 110
-Serum creatinine>2 mg/dL or blood urea nitrogen >40 mg/dL
-Serum sodium <135 mEq/L
Cardiovascular disease (ischemic, peripheral vascular, or cerebrovascular disease)
Other comorbid illness (diabetes mellitus, dementia, chronic obstructive pulmonary
disease, cirrhosis, cancer)
For CHF, specific predictors of mortality included advanced age, LVEF <40%,
arrhythmia and systolic hypotension.
Additional variables identified were comorbidities of cancer, cerebrovascular disease, liver
cirrhosis, COPD and dementia, and laboratory and clinical parameters.
The prognostic model developed by Lee et al. appears to offer clinicians assistance in
identification of heart failure patients at higher risk of mortality, but it has yet to be
validated in the general, non-hospitalised population.
As with COPD, differences between hospitalised and community-based patients should be
acknowledged when determining short-term survival and appropriateness

of palliative care in patients with CHF.

Congestive heart failure
1. The patient has severe limitations, experiences symptoms even while
at rest; mostly bedbound patients (NYHAa IV)
2. There are frequent hospital admissions (>3 per year)
3. The patient has frequent exacerbations of severe heart failure (>3 per year)
4. The patient is moderately disabled; dependent; requires considerable
assistance and frequent care (Karnofsky score ≤50%)
5. The patient’s weight increases and fails to respond to increased dose of diuretics
6. A general deterioration of the clinical situation (oedema, orthopnoea,
nocturia, dyspnoea)
7. The patient mentions ‘end of life approaching’

R

2++

M

A9
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Evidence statements
For Pulmonary disease Chronic obstructive pulmonary disease (COPD) the following
presentations could be used by an intervention to identify people with a Median
Survival of 6 Months or less:

1+

M

A3

SR

1+

M

A4

Study Quality

SR

Study type

Evidence Strength

Theme 8: Chronic obstructive pulmonary disease interventions to increase the number of people
identified as approaching end of life

Hospitalization for a severe COPD exacerbation, with hypoxemia (pO2 <=55 mm Hg),
hypercapnia (pCO2 >=50 mm Hg), and supplemental oxygen dependence, with 3 or
more of the following presentations:
Age >70 years
Evidence of right-sided heart failure (cor pulmonale)
Repeat hospitalization for COPD within 2 months
History of intubation and mechanical ventilation Karnofsky performance status <60 or
dependency of 3 or more activities of daily living before the hospitalization
Need for home care after hospital discharge
Malnutrition (weight loss of >=2.3 kg, serum albumin <2.5 g/dL or body mass index
<18 kg/m2) Serum creatinine >2 mg/dL
For COPD, reduced pulmonary function (FEV1<30%), arterial blood gas measures
and cor pulmonale with pulmonary hypertension are established predictors of poor
prognosis in severely affected patients.
However, in recognition that FEV1 may not be the single most important evaluative
parameter in non-hospitalised patients, a number of other, novel prognostic factors
were identified. These included dyspnoea, muscle mass, health status and exercise
capacity.
The MRC dyspnoea scale is a measure of respiratory trauma, but Nishimura et al.
show it to be more discriminatory than FEV1 in assessment of disease severity and

survival in COPD. The level of dyspnoea may thus be a useful adjunct to FEV1 in clinical
evaluation of COPD patients. Measures of systemic change are also associated with
mortality. As with other chronic diseases, weight loss in COPD is common and
characterised by preferential muscle loss. Therefore, muscle mass and not body weight
may be a more important predictor of mortality, especially when obesity and fluid
retention are clinically manifest.
Chronic obstructive pulmonary disease
1.
The patient is moderately disabled; dependent; requires considerable assistance
and frequent care (Karnofsky score ≤50%)
2.
The patient has substantial weight loss (±10% loss of body weight in 6 months)
3.
The presence of congestive heart failure
4.
The patient has orthopnoea
5.
The patient mentions ‘end of life approaching’
6.
There are objective signs of serious dyspnoea (shortness of breath, dyspnoea with
speaking, use of respiratory assistant muscles and orthopnoea)

R

2++

M
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Study Quality

Evidence statements
For dementia the following presentations could be used by an intervention to identify
people with a Median Survival of 6 Months or less:
Advanced dementia with dependency in all activities of daily living, bedbound
status, urinary and bowel incontinence, decreased ability to communicate verbally,
and admission to a hospital or skilled nursing facility, with 1 or more of the
following presentations:
Malnutrition (manifested by body mass index <18.5 kg/m2, decreased oral intake, or
significant weight loss)
Presence of at least one pressure ulcer
Evidence of at least one comorbid illness
Male sex plus age >90 years
Placement of a nasogastric or gastrostomy feeding tube, due to inability to eat or
history of aspiration pneumonia

Study type

Theme 9: Dementia interventions to increase the number of people identified as approaching
end of life

SR

1+

M

A3

For Dementia chief among the specific predictors of short-term survival were loss of
ambulatory function and impaired speech—equal to stage 7C of the FAST scale.
However, in the three studies that assessed survival in dementia patients, the weight of
evidence presented was generally poor. Sample sizes were small and those patients whose
disease progression was not linear could not be scored using the FAST scale, leading to a
reduction in its sensitivity.

SR

1+

M

A4

Patients with dementia may die either from the condition or, more commonly, with the
condition as part of a range of other illnesses. Usually, the dying trajectory is more
prolonged and with a gradual decline. Their end of life care may present a number of
challenges for primary care.
• Assessment of pain/distress: for people with advanced dementia, the assessment of
pain and distress may require detailed observation from those caring for them, as they
are often unable to directly communicate their needs. A range of assessment tools is
available to help assess these symptoms, for example the Pain Assessment in
Advanced Dementia (PAINAD) scale, but no one tool is currently recommended. It is

R

2+

L

A10

available at prc.coh.org/PainNOA/OV.pdf.
• Decision making: this may be by proxy views from family carers unless the patient
has made an advance statement prior to loss of mental capacity, which indicates their
wishes. Where possible, best-interest decisions should be made, incorporating what
the patient would have wanted with family and carer views.
• Use of existing end of life tools and care pathways: these will help assess when a
patient requires more palliative care. End of life care pathways will help improve the
quality of care at the very end of life, but because of the nature of dying may need to
be used for longer than a few days.

SR

1+

M

Study Quality

Evidence statements
For geriatric failure to thrive the following presentations could be used by an
intervention to identify people with a Median Survival of 6 Months or less:

Study type

Theme 10: Geriatric failure to thrive interventions to increase the number of people
identified as approaching end of life

A3

Age >75 years, serum albumin <3.5 g/dL and dependency in >=2 activities of daily living,
with admission to an acute care hospital or skilled nursing facility and 1 or more of the
following presentations:
- Dependency in all activities of daily living with malnutrition (weight loss >=10% of
body weight or serum albumin <3 g/dL)
-Evidence of heart failure
-Serum creatinine >3 mg/dL
-Evidence of delirium during hospitalization Significant disability before
hospitalization, with further functional decline post hospitalization.

Decompensated hepatic cirrhosis and 1 or more of the following presentations:
Child-Pugh score >=12
MELD score >=21
Decompensated hepatic cirrhosis with hospitalization for an acute illness related to

SR

1+

M
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Quality Evidence

Evidence statements
For Hepatic disease Cirrhosis the following presentations could be used by an
intervention to identify people with a Median Survival of 6 Months or less:

Study type Study

Theme 11: Hepatic disease interventions to increase the number of people identified as
approaching end of life

A3

liver disease and 1 or more of the following presentations:
Child-Pugh score >=10
MELD score >=18
Child-Pugh score >=9 plus dependency in >=3 activities of daily living and malnutrition
(significant weight loss, and albumin <2.5 g/dL)
Hospitalization in an intensive care unit related to severe decompensation of liver disease,
with hypotension requiring the use of pressors, serum creatinine >1.5 mg/dL, or evidence
of jaundice
Evidence of hepato-pulmonary syndrome or rapidly progressive hepato-renal
syndrome

Study type

Study Quality

Theme 12: Renal disease interventions to increase the
number of people identified as approaching end of life

Evidence statements
For End-stage renal disease the following presentations could be used by an
intervention to identify people with a Median Survival of 6 Months or less:
End-stage renal disease on dialysis, with age >70 years and 2 or more of the following
presentations:
Karnofsky performance status <50, or dependency in activities of daily living
Significant comorbid condition such as coronary artery disease, peripheral vascular
disease, heart failure, cancer
Malnutrition (body mass index <19.5 lg/m2 or serum albumin <2.2 mg/dL)
Residence in a skilled nursing facility
Admission to an intensive care unit for an acute illness
Hip fracture with inability to ambulate
End-stage renal disease without the use of dialysis, with age >70 years and 1 or more of
the following presentations:
Dialysis withheld for those with decreased performance status and significant
comorbidity
Dialysis withdrawn due to advanced age, functional dependence and comorbidity
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Strength Append

Quality Evidence

Evidence statements
Almost a fifth of all patients die in care homes, and of course this includes some of the
most vulnerable – those with significant frailty, dementia and other life-limiting
conditions. With more living at home longer, the average length of stay in nursing
homes is decreasing and is now under a year, so many homes are very experienced
with caring for dying patients. Your role as GP is vital here. Some care homes use
coding systems to identify the most needy. As with all end of life care, identifying,
assessing, prioritising and planning can lead to better use of resources.

Study type Study

Theme 13: Care homes interventions to increase the number of people identified as approaching
end of life

4.3

Evidence of the effectiveness of interventions to increase the number of people
identified as approaching end of life with advanced care plans

4.3.1

The following evidence statements set out effective interventions that have been identified in the
scientific literature.

Study Quality

Evidence statements
There is evidence to support that once people have been identified as approaching the
end of life, they should receive a prompt initial holistic assessment

Study type

Theme 1: Commissioners and service providers to ensure holistic assessments are carried out to
increase the number of people identified as approaching end of life with advanced care plans

SR

1++

H

B1

There is evidence to support that service providers should ensure that systems are in
place to ensure comprehensive holistic assessments are carried out with people
identified as approaching the end of life, in response to their changing needs and
preferences, with the opportunity to discuss, develop and review a personalised care
plan for current and future support and treatment.

SR

1++

H

B1

There is evidence to support that commissioners should ensure that systems are in
place to ensure comprehensive holistic assessments are carried out with people
identified as approaching the end of life, in response to their changing needs and
preferences, with the opportunity to discuss, develop and review a personalised care
plan for current and future support and treatment.
There is evidence to support that people approaching the end of life should have
the opportunity to discuss their needs (for example, physical, psychological, social,
spiritual and cultural needs) and preferences. This includes the opportunity to
develop and review a care plan detailing their preferences for current and future
support and treatment

SR

1++

H

B1

SR

1++

H

B1

There is evidence to support the comprehensive holistic assessment for advance care
planning should be multidisciplinary and require the input from both health and social care
professionals, as well as other appropriate support services

SR

1++

H

B1

There is evidence to support assessments should encompass all aspects of end of life
care, taking into account the preferences of the person approaching the end of life, and
their families and carers, with respect to:
• written and other forms of information
• face-to-face communication
• involvement in decision-making
• control of physical symptoms
• psychological support
• social support
• spiritual support
• Organ and tissue donation.

SR

1++

H

B1

There is evidence to support provider organisations should ensure that health and social
care professionals they employ have received training in assessing patients’ and carers’
needs. These professionals have a responsibility to ensure they have received such
training before undertaking assessments.

SR

1++

H

B2

There is evidence to support assessment of patients’ individual needs is a critical first step
in ensuring they receive the services they require. Patients should be offered support to
help them to assess their own needs so that the process becomes one of partnership
between patients and professionals

SR

1++

H

B2

There is evidence to support patients should not be subjected to unnecessary repeated
assessments from different professionals aiming to elicit similar information.
To avoid such problems, providers and teams, working through Cancer Networks,
should develop common approaches to assessment, including the use of specific
assessment tools linked with other domains such as continuing, social and
intermediate care.

SR

1++

H

B2

Evidence statements
There is evidence to support teams should ensure that a structured assessment is
undertaken at key points in the patient pathway and is recorded, with mechanisms
developed for sharing the data among the multidisciplinary team. There should be a
locally agreed format in which findings can be recorded. Findings should be discussed at
multidisciplinary team meetings.
There is evidence to support assessment should be an on-going process throughout the
course of a patient’s illness, structured assessments should, as a minimum, be
undertaken at each of the following key points:
• around the time of diagnosis
• commencement of treatment
• completion of the primary treatment plan
• disease recurrence
• the point of recognition of incurability
• the point at which dying is diagnosed
• At any other time the patient requests it.

Study Quality

Study type

Theme 2: Repeated structured assessments to support people identified as approaching end of
life to review and update their advanced care
plans

SR

1++

H

B2

There is evidence to support all patients with advanced cancer should have their physical,
psychological, social and spiritual needs, and their preferences for the nature and location
of care, assessed on a regular basis.
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1++

H

B2

There is evidence to support assessments should be made by health care
professionals who have received further education and training in palliative care

SR

1++

H

B2

Theme 3: Key components of care people
identified as approaching end of life with
advanced care plans

Evidence statements
There is evidence to support the following key components of best practice in
supporting community palliative care advance care planning
• Patients with needs for palliative care are identified according to agreed criteria and
a management plan discussed within the multidisciplinary team.
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H

Quality Evidence

1++

Study type Study

SR

B2

• These patients and their carers are regularly assessed using agreed assessment
tools.

• Anticipated needs are noted, planned for and addressed.
• Patient and carer needs are communicated within the team and to specialist
colleagues, as appropriate.
• Preferred place of care and place of death are discussed and noted, and measures
taken to comply, where possible.
• Co-ordination of care is orchestrated by a named person in a practice team.
• Relevant information is passed to those providing care out of hours, and anticipated
prescribed drugs left in the home.
• A protocol for care in the dying phase is followed, such as the Liverpool Care
Pathway for the Dying Patient or the Welsh Integrated Care Pathway for the last two
days of life.
• Carers are educated, enabled and supported, which includes the provision of
specific information, financial advice and bereavement care.
• Audit, reflective practice, development of practice protocols and targeted learning
are encouraged as part of personal, practice and provider organisation development
plans.

Study Quality

Evidence statements
There is evidence to support ACP provides a method for effective and empathetic
patient-centred communication regarding a terminal diagnosis, including prognosis and
care plans.

Study type

Theme 4: Supporting people identified as approaching end of life with advanced care plans
that include discussions about prognosis
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M

B3

There is evidence to support communication about the issue of prognosis is an essential
aspect of effective ACP, and yet, communication of prognosis is infrequently documented,
and when physicians do transmit prognostic guesses, these are systematically
overestimated.

SR

1+

M

B3

There is evidence to support the discussion of prognosis and advance care planning
within one month of a patient’s new diagnosis of advanced cancer
There is evidence to support that patients receiving palliative care want information
about their illness, including prognostic information.
There is evidence to support caregivers of palliative patients have information and
support needs, especially disease-related information needs.
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1+

M

B3

SR

1+

M

B4

SR

1+

M

B4

There is limited evidence that people with advanced disease underestimate the
extent of their disease, and tend to be overly optimistic about their prognosis.
There is limited evidence that supports misperceptions about prognosis are
significant because patients who have overly optimistic perceptions of their
prognosis are more likely to ask for futile, curative treatments, making palliative
care referrals more difficult. Hence, if patients want prognostic information, it is
important that they are provided with as accurate information as possible.
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1+

M

B4

SR

1+

M

B4

There is evidence to support health professionals encouraging emotional expression
responding with empathy as part of the discussion of prognosis.
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1+

M

B4

There is evidence to support the importance of maintaining hope. Hearing the news of
incurable disease is understandably devastating for most people. Patients believe it is
crucial that doctors communicate hope as well as honest clear information in their
discussions with them of prognosis. Finding ‘the balance between truth telling and
nurturing hope’ has been identified as an important aspect of fostering hope.

SR

1+

M

B4

Study type

Evidence statements
Advanced care planning communication strategies 1. Facilitate the establishment of a close rapport with
the patient
2. Identify the patient’s information preferences
3. Ensure comprehension of key knowledge and
information
4. Address the patient’s emotions in a supportive
fashion
5. Elicit the patient’s key concerns
6. Involve the patient in the treatment plan
Advanced care planning communication strategies
S - Setup
P - Perception
I - Invitation
K - Knowledge
E - Empathize
S - Summarize and Strategize

Study Quality

Theme 5: Advanced care planning communication strategies to increase the number of
people identified as approaching end of life with advanced care plans
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1+

M

B3
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1+

M

B3

There is evidence to support that information needs to be provided using lay terms;
euphemisms should be avoided. Recent UK research has shown that a substantial
proportion of the general public do not understand words and phrases, such as
‘metastasis’ and ‘spots in the liver’ used in cancer consultations. This highlights the
importance of using plain language and checking the patient’s understanding of the
information that has been conveyed.

SR

1+

M

B4

There is evidence to support the provision of AD oral information over multiple
sessions as the most successful intervention. This was true regardless of the target
population. These findings support the effectiveness of educational interventions in
increasing the formulation of ADs and provide practical advice on how best to
achieve this goal.
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1++

H

B6

There is evidence to support the provision of AD oral information over multiple
sessions is more labour-intensive and time-consuming than, for example, mailing
out written materials. Yet, formulating ADs for times of future incapacity is a
sensitive matter that should be based on a proper understanding of their purpose
and implication

SR

1++

H

B6

There is evidence to support the provision of AD oral information over multiple
sessions is better achieved through repeated encounters with knowledgeable
informants, allowing sufficient time to make informed end-of-life decisions.

SR

1++

H

B6

Evidence statements

Study Quality

Study type

Theme 6: Sentinel events to identify when to discuss advance care plans with people
identified as approaching end of life

There is evidence to support there should be minimal standards for when ACP should be
discussed in cancer patients include at diagnosis of cancer, before an expected death from
cancer, and other sentinel events

SR

1+

M

B3

After the diagnosis of cancer, sentinel events that occur during the disease progress,
such as initiation of invasive procedures, first diagnosis of CNS disease, and initiation
of a new chemotherapy regimen, are important opportunities to readdress a patient’s
goals given changes in prognosis and increased risk for being in a state in which the
patient will not be able to make treatment decisions.
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1+

M

B3

There is evidence to support sentinel events in cancer care should identify times
that ACP should be addressed if they have not already been discussed, these
include: admission to an intensive care unit, initiation of mechanical ventilation,
diagnosis of CNS metastasis, initiation of a chemotherapy regimen, initiation of new
haemodialysis, pacemaker, decision to undergo major surgery, and a decision for
gastric tube placement.
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1+

M

B3

Sentinel events - Document patient’s goals or preferences for care in patients with
advanced cancer within 48 hours of any admission to a hospital.
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1+

M

B3

Study type Study

Quality Evidence

Strength Append

ix ID

Theme 7: Health professional communications to increase the number of people identified as
approaching end of life with advanced care
plans

There is evidence to support patient-physician communication techniques improve the
frequency of advance directive completion.
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1+

M

B3

There is evidence to support educational interventions for physicians increased the
ability of physicians to elicit patient preferences; this approach reduced the use of
life-sustaining treatments, but no intervention had an effect on pain, suffering, or the
cost of care.

SR

1+

M

B3

There is evidence to support a palliative care/coordinated care intervention
improved completion of advance directives for patients

SR

1+

M

B3

There is evidence to support oncologists being encouraged to be open with patients
about prognosis and be comfortable addressing sensitive issues such as future goals of
care in the context of their patient’s disease.

SR

1+

M

B3

There is evidence to support a multicomponent social work-based intervention that
included counselling by social workers specifically trained in communication skills,
capacity assessment, and advance care planning improved documentation of
patients’ wishes regarding common life-sustaining treatments (CPR, artificial
nutrition and hydration, hospitalization, intravenous antibiotics and also increased
the likelihood that medical decisions are concordant with the patient’s wishes.
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1+

M

B13

Evidence statements
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There is limited evidence to support in dementia ACP should be carried out before
mental capacity is lost. ACP allows a patient to discuss and write down their
preferences for care, so that if in future they cannot make decisions their wishes
are known.

B4

Quality Evidence

Evidence statements
There is evidence to support in terms of capacity to discuss ACP, nursing home
settings may be too late for people with dementia.
There is limited evidence to support ACP has the potential to reduce inappropriate
hospital admissions and health-care costs for people with cognitive impairment and
dementia
There is limited evidence to support dementia ACP should be carried out in the earlier
stages of the illness before capacity is lost, after which seeking proxy views to facilitate
best interest decision-making is recommended.

M

Study type Study

Theme 9: Interventions to increase the number of people with cognitive impairment
identified as approaching end of life with
advanced care plans

1+

Study Quality

Evidence statements
There is evidence to support the introduction of the palliative care team as part of the
multi-disciplinary team early after the diagnosis of advanced cancer as opposed to
waiting until severe symptoms emerge may aid in the adjustment process.
However, ultimately the timing should be guided by each individual’s preferences.

Study type

Theme 8: Involvement of palliative care team to increase the number of people
identified as approaching end of life with advanced care plans
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M

B5
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B5
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2+

L

B5
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2+

L

B5

Study type

Evidence statements
There is evidence to support advance directive completion rates documenting patient
preferences for end-of-life care may be increased by simple patient-directed educational
interventions.

Study Quality

Theme 10: interventions to increase the number of people identified as approaching end of life
with advanced care plans that have been completed

SR

1+

M

B7

There is evidence to support the completion rate of an advance directive is similar
among patients with chronic illness compared to those with acute illness

SR

1+

M

B7

There is evidence to support the completion rate of an advance directive is higher
among patients receiving direct counselling compared to those who did not.

SR

1+

M

B7

There is evidence to support clinician-initiated discussion resulting in more
documentation about end-of-life preferences than usual practice.

SR

1+

M

B7

There is evidence to support the most successful advance directive interventions
incorporated direct patient–healthcare professional interactions over multiple visits.

SR

1+

M

B8

The evidence does not support passive education. Passive education of patients using
written materials (without direct counselling) was a relatively ineffective method for
increasing advance directive completion rates in the primary care setting.
There is evidence to support that combined written and verbal educational
interventions were more effective than single written interventions in increasing the
percentage of newly completed ADs in adult clinic outpatients and hospitalized
elderly.
There is evidence to support the most effective method of increasing the use of ADs
is the combination of informative material and repeated conversations over clinical
visits.
There is evidence to support interactive informative interventions to increase the
advance directives completion rate.

SR

1+

M

B8

SR

1+

M

B9

SR

1+

H

B10

SR

1+

M

B10

There is evidence to support multiple sessions are the most effective method for
direct interaction between patients and health care professionals

SR

1+

H

B10

There is evidence to support the use of passive informative material in isolation does not
significantly increase AD completion rates.
There is evidence to support the design of the intervention improves the AD
completion rates for the studies reviewed.

SR

1+

M

B10

SR

1+

M

B12

There is evidence to support interaction with a knowledgeable person improves the AD
completion rates

SR

1+

M

B12

There is evidence to support having a person available who can answer questions and
assist with AD completion improves the AD completion rates

SR

1+

M

B12

Interactive interventions were those that had a required component of person-toperson interaction where participants had the opportunity to ask questions and/or
receive assistance completing AD forms.

SR

1+

M

B12

Interaction with a knowledgeable resource person and the opportunity to discuss
individual concerns seem to be critical to an intervention’s effectiveness.

SR

1+

M

B12

There is evidence to support group interaction may
intensify the discussion and question and answer process that has been found to
improve completion rates

SR

1+

M

B12

There is evidence to support interventions that were most effective included
repeated contacts or stimuli toward AD completion. For example, when AD
information was given several days prior to admission or through the mail and
provided again at the time of admission, completion rates were significantly higher

SR

1+

M

B12

for those persons given the information prior to hospitalization than for patients who
received the information only at the time of admission
There is evidence to support two or more home care visits by the community health
nurse improves the AD completion rates

SR

1+

M

B12

Evidence does not support education without the ability to ask questions; this does not
significantly increase the AD completion rate.

SR

1+

M

B12

Evidence does not support didactic interventions; they did not usually increase
completion rates higher than the predicted average rate for the general population

SR

1+

M

B12

Evidence does not support the addition of video instruction; video instructions
did not improve AD completion rates when compared to the effectiveness of
written materials

SR

1+

M

B12

There is evidence to support well-designed and structured patient transfer records may
improve the frequency and the accuracy of transfer of medication lists and advance
directives.

Study Quality

Evidence statements
There is evidence to support a standardized patient transfer form may assist with the
communication of advance directives and medication lists.

Study type

Theme 11: Transfer interventions to increase the number of people identified as approaching
end of life with advanced care plans

SR

1+

M

B11

SR

1+

M

B11

4.4

Evidence of the effectiveness of interventions to promote the number of people
dying in their preferred place of care & reduce the number dying in hospital

4.4.1

The following evidence statements set out effective interventions that have been identified in the
scientific literature.

Study type

Evidence statements
The NICE quality standard states that people approaching the end of life should receive
care that is aligned to their needs and preferences that include an increased length of
time spent in preferred place of care during the last year of life.
The NICE quality standard states that people approaching the end of life should have a
reduction in unscheduled care hospital admissions leading to death in hospital (where
death in hospital is against their stated preference).

Study Quality

Theme1: Integrated care pathway interventions to promote the number of people dying in
their preferred place of care & reduce the number dying in hospital

SR

1++

M

C1

SR

1++

M

C1

There is evidence to support services should be commissioned from and coordinated
across all relevant agencies, including specialist palliative care, and encompass the whole
end-of-life care pathway.

SR

1++

M

C1

There is evidence to support an integrated approach to provision of services is
fundamental to the delivery of high-quality care to people approaching the end of life and
their families and carers.

SR

1++

H

C1

There is evidence to support people approaching the end of life should receive
consistent care that is coordinated effectively across all relevant settings and services
at any time of day or night, and delivered by practitioners who are aware of the
person's current medical condition, care plan and preferences.

SR

1++

M

C1

There is evidence to support people approaching the end of life who experience a
crisis at any time of day or night receive prompt, safe and effective urgent care
appropriate to their needs and preferences.

SR

1++

M

C1

People approaching the end of life who may benefit from specialist palliative care, are
offered this care in a timely way appropriate to their needs and preferences, at any
time of day or night.

SR

1++

M

C1

There is evidence to support health and social care workers should have the
knowledge, skills and attitudes necessary to be competent to provide high-quality
care and support for people approaching the end of life and their families and carers.

SR

1++

M

C1

Generalist and specialist services providing care for people approaching the end of life
and their families and carers have a multidisciplinary workforce sufficient in number
and skill mix to provide high-quality care and support.

SR

1++

M

C1

Evidence statements
There is evidence to support health professionals to be empowered, enabled, trained and
supported to achieve the delivery of effective end of life care.

SR

1++

M

Study Quality

Study type

Theme 2: Support and train health professionals to support the number of people dying in
their preferred place of care & reduce the number dying in hospital

C2

Study type Study

Quality Evidence

Strength Append

ix ID

Theme 3:
Responsive interventions to promote the number of people dying in their preferred
place of care & reduce the number dying in hospital

SR

1++

M

C2

There is evidence to support primary care teams should institute mechanisms to
ensure that the needs of patients with advanced cancer are assessed, and that the
information is communicated within the team and with other professionals as
appropriate. The Gold Standards Framework provides one mechanism for achieving
this.

SR

1++

M

C2

There is evidence to support promoting access to and availability of specialist
palliative care services. Many hospitals do not have full multidisciplinary teams who
can provide advice on a 24-hour, seven days a week basis. Community specialist
palliative care services vary considerably in their ability to provide services at
weekends and outside normal working hours. The number of specialist palliative care
beds per million population varies widely between Cancer Networks.

SR

1++

M

C2

There is evidence to support commissioners and providers, working through Cancer
Networks, should ensure they have an appropriate range and volume of specialist
palliative care services to meet the needs of the local population, based on local
calculations.
These services should, as a minimum, include specialist palliative care in-patient
facilities and hospital and community teams.
There is evidence to support specialist palliative care advice should be available on a 24
hour, seven days a week basis. Community teams should be able to provide support to
patients in their own homes, community hospitals and care homes.

SR

1++

M

C2

SR

1++

M

C2

SR

1++

M

C2

Evidence statements
There is evidence to support responsive mechanisms need to be implemented within each
locality to ensure that medical and nursing services are available for patients with
advanced cancer on a 24-hour, seven days a week basis, and that equipment can be
provided without undue delay. Those providing generalist medical and nursing services
should have access to specialist advice at all times.

There is evidence to support assessment and discussion of patients’ needs for
physical, psychological, social, spiritual and financial support should be undertaken at
key points (such as at diagnosis; at commencement, during, and at the end of
treatment; at relapse; and when death is approaching). Cancer Networks should
ensure that a unified approach to assessing and recording patients’ needs is adopted,
and that professionals carry out assessments in partnership with patients and carers

SR

1++

M

C2

SR

1++

M

C2

Commissioners and provider organisations should ensure that patients and carers have
easy access to a range of high quality information materials about cancer and cancer
services. These materials should be free at the point of delivery and patients should be
offered appropriate help to understand them within the context of their own
circumstances.

SR

1++

M

C2

There is evidence to support explicit partnership arrangements should be agreed between
local health and social care services and the voluntary sector to ensure that the needs of
patients with cancer and their carers are met in a timely fashion and that different
components of social support are accessible from all locations.

SR

1++

M

C2

There is evidence to support the nomination of a lead person to oversee the
development and implementation of services that specifically focus on the needs of
families and carers during the patient’s life and in bereavement, and which reflect
cultural sensitivities

SR

1++

M

C2

There is evidence to support provider organisations identifying staff who may benefit
from training and should facilitate their participation in training and on-going
development. Individual practitioners should ensure they have the knowledge and
skills required for the roles they undertake

SR

1++

M

C2

There is evidence to support each multidisciplinary team or service should implement
processes to ensure effective inter-professional communication within teams and
between them and other service providers with whom the patient has contact.
Mechanisms should be developed to promote continuity of care, which might include
the nomination of a person to take on the role of ‘key worker’ for individual patients.
There is evidence to support responsive mechanisms should be in place to ensure
the views of patients and carers are taken into account in developing and evaluating
cancer and palliative care services. Cancer Partnership Groups provide one potential
mechanism.

Study type

Study Quality

Theme4: End of life home care interventions to promote the number of people dying in
their preferred place of care & reduce the
number dying in hospital

Evidence statements
Place of death
There is evidence to support those receiving end of life home care were more likely to die
at home compared with those receiving usual care.
Usual care included hospice care, inpatient care and routinely available primary
health care. In

SR

1++

H

C3

There is evidence to support patients receiving end of life home care reported greater
satisfaction than those in the hospital group at one-month follow up.

SR

1++

H

C3

There is evidence to support care givers of patients receiving end of life home care
reported higher satisfaction compared with care givers in the control group at onemonth follow up.
There is evidence to support a reduction in length of stay for patients receiving end of life
home care.

SR

1++

H

C3

SR

1++

H

C3

SR

1++

M

C3

There is evidence to support the requirement by district nurses for additional help
for the care givers looking after the patients especially additional help with night
nursing

SR

1++

H

C3

SR

1++

H

C3

There is evidence to support congruence between preferred and actual place of death is
an important goal in end-of-life care. Specialized programs of care and hospice
utilization were associated with higher levels of congruence compared with hospital
based programs of care.

SR

1+

M

C4

Geographic variation in hospice and hospital availability affected congruence.
Symptom control, physician support, hospice enrolment, and family support are key
factors in congruence between patient preferences and place of death.

SR

1+

M

C4

There was no evidence to support a difference between those receiving the
intervention and the control group in overall net healthcare costs.
There is no evidence to support a difference in functional status (measured by the
Barthel Index), psychological well-being or cognitive status, between patients
receiving end of life home care and those receiving inpatient care (Hughes 1992).

Evidence statements

Study Quality

Study type

Theme 5: Review of congruence between preferred and actual place of death

Study type Study

Quality Evidence

Stre ngth Append

ix ID

Theme 6: Factors linked to people dying in their home & reducing the number dying in hospital

There is evidence to support the most important factors linked to dying at home are:
patients’ low functional status, patients’ preferences, use and
intensity of home care, living arrangements, and extended family support
There is evidence to support actions to enable people to die at home should focus on
the empowerment of families, public education, home based models of care,
assessment of risk, and training of practitioners in palliative care

SR

1+

M

C5

SR

1+

M

C5

There is evidence to support the sustainability of keeping terminally ill patients at
home depends on how close the families are and how able they are to care for their
loved ones at home

SR

1+

M

C5

There is evidence to support key factors influence place of end-of-life care for patients
with cancer. They include factors: related to the disease, the individual, and the care and
social environment.

SR

1+

M

C7

There is evidence to support social support, healthcare inputs, from services and
programs and healthcare provider contact, and patient preferences were the most
important factors in influencing place of end-of-life care

SR

1+

M

C7

Evidence statements

Study Quality

Evidence statements
Self-perceived burden (SPB) is of clinical significance since it distressing; impacting
negatively on one’s quality of life, sense of dignity, and can lead to suffering.
Moreover, it can influence the choices one makes, even to the extent of considering
to end one’s life.

Study type

Theme 7: The sense of being a burden to others related choices people make at the end of their life

SR

1+

M

C6

Self-perceived burden has been identified as a relevant factor in death hastening
acts among patients with life-threatening illness, as well as in clinical decisions,
such as the choice of place of care at the end of life, advance directives, and
acceptance of treatment.

SR

1+

M

C6

There is evidence to support that health professionals and family members may
underestimate the significance of the sense of being a burden for patients. This
finding has implications for the care of patients as the importance of SPB and the
distress associated with the concern may go unrecognized.

SR

1+

M

C6

There is evidence to support the sense of being a burden to others is a factor that
underlies many requests for death-hastening acts among patients with life-threatening
illness, although it is not the only factor underlying these requests.

SR

1+

M

C6

Study type Study

Quality Evidence

Strength Append

ix ID

Theme 8: Rural interventions to promote the number of people dying in their preferred place of
care & reduce the number dying in hospital

SR

1+

M

C8

There is evidence to support family caregivers from rural areas should be provided
with more information and support, particularly in the form of home-based nursing
care.

SR

1+

M

C8

There is evidence to support continuing education and for improved support of rural care
providers.
There is evidence to support people living in rural areas have limited access to
specialized palliative care and home care.

SR

1+

M

C8

SR

1+

M

C8

Evidence statements
There is evidence to support rural end-of -life services to be
integrated into rural hospitals and all other health care organizations,

There is evidence to support the following nurse-led follow-up actions to support
patients with cancer, they include: an initial care plan; provision of adequate patient
education and information; provision of sufficient time and encouragement for
patients to raise questions and concerns; provision of psychological support; tests
and examinations not to be conducted purely for reassurance; provision of contact
details of a key person whom patients can contact when needed and informed
choice for patients about attendance for scheduled appointments or only attending
when problems or symptoms arise.

Study Quality
Study Quality

Evidence statements
There is evidence to support patient satisfaction with nurse-led follow-up. Patientinitiated or telephone follow-up could be practical alternatives to conventional care.

Study type
Study type

Theme 9: Nurse led follow-up interventions to promote the number of people dying in their
preferred place of care & reduce the number dying in hospital

SR

1+

M

C9

SR

1+

M

C9

Study type Study

Quality Evidence

Stre ngth Append

ix ID

Theme 10: Hospice care delivered at home to promote the number of people dying in their
preferred place of care & reduce the number
dying in hospital

SR

1+

M

C10

SR

1+

M

C10

There is evidence to support that hospice services are highly valued by patients and
their families,

SR

1+

M

C10

There is evidence to support that hospice services reduced general health service use and
costs.
There is evidence to support that hospice services increased the likelihood of
effective pain management and of death not occurring in hospital.

SR

1+

M

C10

SR

1+

M

C10

Evidence statements
There is evidence to support the benefits of hospice care delivered at home, in
nursing homes and in dedicated hospice facilities.
There is evidence to support that hospice care reduces uptake of provision of
secondary care in hospitals and increases patient and family satisfaction with care.

Theme 11: Supporting carers to promote the number of people dying in their preferred place of
care & reduce the number dying in hospital

There is evidence to support informal carers are central to the achievement of end of life
care and death at home.

Evidence statements
SR
1+
M
C11

There is evidence to support the needs of older carers need to be better understood.
While younger carers (<60 years) report more distress and burden, older carers provide
higher levels and longer hours of care, have fewer social, economic and specialist
palliative care resources to cope; and suffer more serious health conditions and worse
long-term bereavement outcomes Investigation is required to disentangle the effects of
age per se versus generational or relationship effects.

SR

1+

M

C11

There is evidence to support the needs of male carers should be better understood. Men
are less likely than women to express psychosocial concerns, but may suffer undisclosed
strain and more problems in bereavement..
There is evidence to support informal carers require a greater amount of practicallyfocussed information from health professionals.
There is evidence to support home-based palliative care services have been
insufficiently focussed in assisting informal caregivers to acquire practical nursing
skills.

SR

1+

M

C11

SR

1+

M

C12

SR

1+

M

C12

There is evidence to support enhanced access to professional advice is a potentially
effective method of increasing carers’ confidence in their ability to undertake practical
aspects of home-based care.

SR

1+

M

C12

There is evidence to support nurses and other health providers may better assist
home-based carers by providing the information and skills-training necessary to
facilitate home based care. This may necessitate the involvement of carers in the
design and testing of new educational interventions

SR

1+

M

C12

There is evidence to support medication and pain management - Knowledge of pain
types, assessment and management; medication awareness; subcutaneous drug
administration skills, treatment of side-effects; use of natural therapies
There is evidence to support physical symptoms and comfort - Management of weakness
and fatigue, nausea and vomiting, mouth ulcers, oedema; wound and skin care;
symptom recognition

SR

1+

M

C12

SR

1+

M

C12

There is evidence to support nutrition Provision of dietary advice; management of
weight or appetite loss; feeding techniques; prevention of dehydration
There is evidence to support personal hygiene and elimination - Bathing, cutting
toe nails and dressing; bowel management; coping with incontinence; changing a
catheter
There is evidence to support positioning - Patient ambulation, lifting and handling,
sorting pillows

SR

1+

M

C12

SR

1+

M

C12

SR

1+

M

C12

There is evidence to support awareness of availability, access, optimal positioning and use
of technical equipment

SR

1+

M

C12

There is evidence to support professional/local support - Access to night services or 24hour support; signposting to local resources and/or agency help
There is evidence to support emergency measures - Recognising signs of imminent
death; knowledge of emergency measures and provision of emergency contacts

SR

1+

M

C12

SR

1+

M

C12

4.5

Evidence of the effectiveness of interventions to promote end of life care staff
training

4.5.1

The following evidence statements set out effective interventions that have been identified in the
scientific literature.

Evidence statements

Study Quality

Study type

Theme 1: Provider interventions to promote end of life care staff training

Provider organisations should ensure that health and social care professionals they
employ have received training in assessing patients’ and carers’ needs. These
professionals have a responsibility to ensure they have received such training before
undertaking assessments.

SR

1++

H

D1

There is evidence to support communication skills training programs on the
introduction of palliative care.

SR

1++

H

D1

Study type Study

Quality Evidence

Strength Append

ix ID

Theme 2: Curricular interventions to promote end of life care staff training

There is evidence to support an effective palliative care curriculum will need to use a
multifaceted approach, incorporating a variety of intentional strategies to address the
multiple competencies required.

SR

1+

M

D2

There is evidence to support communication skills in palliative care can be
effectively taught with the use of simulated patients in a short 2-hour to full-day
workshop. It is difficult to determine if these skills can be maintained, however, as
only confidence and not competence in EOL communication was assessed 3 months
post intervention.
There is evidence to support the use of actual faculty observed patient interviews
appears feasible and acceptable, but needs to be evaluated using a reliable tool to
assess observable behaviours.

SR

1+

M

D2

SR

1+

M

D2

There is evidence to support educational modules can produce improvements in
focused areas of knowledge such as appropriate use of opiates, and criteria for
hospice care, with the former showing sustainability at 6 months. Moderate- or highintensity interventions with longer seminar series or a clinical component appear to
be necessary to more broadly improve knowledge base in EOL care

SR

1+

M

D2

There is evidence to support a multifaceted approach with some intentional focus on
individual competencies will be necessary to meet all of educational requirements of
postgraduate learners in EOL care. This would potentially involve simulated patients
and role play to address communication skills, and some highly relevant clinical
exposure supplemented with academic sessions, resource material, or educational
modules to address knowledge and other clinical skills. This approach is supported by
the literature from continuing professional development.

SR

1+

M

D2

Evidence statements

Study Quality

Evidence statements
There is evidence to support critical care physicians need to be competent in familycentred EOL communication. They should be able to manage a family meeting so as to
promote consensus and discuss the transition from curative to palliative goals of care, DNR
directives, withdrawal of life-extending treatment and the dying process.

Study type

Theme 3: Intensive care unit interventions to promote end of life care staff training

SR

1+

M

D3

There is evidence to support all intensive care unit professionals need greater support and
better end-of-life education.
There is evidence to support understanding and respect for perspectives and burdens felt
by other caregivers leads to shared decision making.

SR

1+

M

D6

SR

1+

M

D6

There is evidence to support increased collaboration and communication can result in
more appropriate care and increased physician/nurse satisfaction

SR

1+

M

D6

There is evidence to support the need for time and space for professional
conversations and reflection about care, use of joint grand rounds, patient care
seminars, and inter-professional dialogues can increase understanding and desire to
have interdisciplinary end-of-life care.

SR

1+

M

D6

There is evidence to support families’ knowledge about role of each caregiver can lead
to increased family satisfaction.
There is evidence to support nurses value their role in end-of-life decision making and
want to be included.

SR

1+

M

D6

SR

1+

M

D6

Study type Study

Quality Evidence

Strength Append

ix ID

Theme 4: Palliative care training interventions to promote end of life care nurse training

There is evidence to support the importance of transfer of communication skills
training to practice by clinical supervision.
There is evidence to support a combination of communication skill’s training and
managing death education has better skills outcomes

SR

1+

L

D4

SR

1+

L

D4

There is evidence to support courses that address general care as well as mental
healthcare have better outcomes.

SR

1+

L

D4

There is evidence to support the greatest effects on nurses are attained with a mix of
didactical methods and a combination of multiple themes delivered over a period of
several weeks. As well as the training being integrated with practical experiences.

SR

1+

M

D4

Evidence statements

Evidence statements

Study Quality

Study type

Theme 5: Interventions to promote end of life care medical undergraduate training

SR

1+

M

D5

SR

1+

M

D5

SR

1+

M

D5

SR

1+

M

D5

SR
SR

1+
1+
1+

M
M
M

D5
D5
D5

SR

1+

M

D5

There is evidence to support the fostering of reflective leaning.

SR

There is evidence to support the inclusion of ethical and legal issues of

SR

1+
1+

M
M

D5
D5

SR

1+

M

D5

There is evidence to support a palliative care curriculum needs to be devised with due
reference to the multidisciplinary nature of palliative care with teachers drawn from
medical staff, nursing, social work, community, voluntary agencies, and chaplaincy.
There is evidence to support the development of more academic departments

of palliative care would facilitate palliative care teaching.
There is evidence to support the following training interventions. Recommendations
for teaching could include the following.
There is evidence to support ensuring that actual knowledge and essential core
information is taught.
There is evidence to support the use small groups for problem based learning.
There is evidence to support the inclusion of multidisciplinary teaching.
There is evidence to support involving all team members along with the

SR

patient and family in the teaching.
There is evidence to support integrating teaching and combining disciplines
and principles throughout the curriculum.

relevance to end of life care.
There is evidence to support students to have effective mechanisms to deal
with the professional and personal pressures of this aspect of their work.

Physicians can be trained to meet better core challenges during the transition to

1+

M

D7

SR

1+

M

D7

ix ID

SR

Strength Append

Evidence statements

Quality Evidence

Specific oncology training interventions to promote end of life care staff training
Study type Study

Theme 6:

palliative care through developed concise communications skills training called COM-

ON-p.
There is evidence to support COM-ON-p communication skills training. COM-ON-p
communication skills training has been well accepted; oncologists rated COM-ON-p as

highly practical, relevant, and of high personal benefit.

SR

1+

M

Study Quality

Evidence statements
There is evidence to support palliative care education using e-learning platforms . Elearning has a highly positive and consistent effect when compared with no educational
intervention, and seems to have the same efficacy and effectiveness as traditional
palliative care training.

Study type

Theme 7: E-learning interventions to promote end of life care staff training

D8

d ix ID

1+

M

D9

SR

1+

M

D9

There was also evidence to support if nurses undertake this mode of communication skills
training, patient satisfaction with nurses’ communication improves and patients show a
more positive general emotional state.
4.6

Study Quality

Evidence statements
There is evidence to support a 3-day communication skills course is effective in
changing nurses’ behaviours up to 3 months post-course.
There is evidence to support the quality of the nurses’ communication skills improved after
attending the course, reflected by the increase in taped assessment scores.
There is evidence to support the 3-day communication skills course was shown to
have a positive effect on the nurses’ confidence in dealing with cancer patients.

Study type

Theme 9: Communications skills training
interventions to promote end of life care staff
training

Ap pe n d ix ID

Strength Ap pen

SR

Evidence Strength

Quality Evidence

Evidence statements
There is evidence to support e-mailed Fast Facts and Concepts
are an educational
intervention that increases intern medical knowledge and self-reported
preparedness in symptom management skills .
There is no evidence to support e-mailed Fast Facts and Concepts assists in
preparedness in communication skills or learner satisfaction with palliative care
education.

Study type Study

Theme 8: weekly e-mailed fast facts and concepts training interventions to promote end of life
care staff training

SR

1+

M

D10

SR

1+

M

D10

SR

1+

M

D10

SR

1+

M

D10

There was no evidence to support the 3-day communication skills course had an
impact on levels of patient anxiety.

SR

1+

M

D10

4.7

Evidence of the effectiveness of interventions to support people who are
bereaved

4.7.1

The following evidence statements set out effective interventions that have been identified in the
scientific literature.

Study Quality

There is evidence to support that commissioners, working through Cancer Networks,
should ensure that a range of information, support (including practical help and
respite arrangements) and bereavement services are in place to meet the spectrum
of need. They will need to work with statutory and voluntary health and social care
agencies to achieve this. While not necessarily separate from many of the services
provided to patients (indeed, most will be fully integrated), commissioners should
ensure sufficient capacity to meet the distinct needs of this group.

Study type

Evidence statements
There is evidence to support that commissioners should ensure they commission
services for people closely affected by a death that include sensitive communication
and provision for immediate and ongoing bereavement, emotional and spiritual
support appropriate to their needs and preferences.

ApEvidencependixStIDrength

Theme 1: Commissioner interventions to support people who are bereaved

SR

1++

H

E1

SR

1++

H

E2

Study Quality

SR

1++

H

E1

There is evidence to support that that providers should ensure families and carers have
access to professionals capable of providing confidential emotional support and, if there is
variance between the needs, choices and judgements of a family member or carer and
those of the patient, the professional is independent of normal services offered to the
patient.

SR

1++

H

E2

There is evidence to support that providers of specialist bereavement support should work
closely with other care providers (both statutory and voluntary) to ensure carers and family
members can access services when needed.

SR

1++

H

E2

There is evidence to support that provider organisations should nominate a lead to
oversee the development and implementation of services that specifically focus on the
needs of families and carers. This role might involve:

SR

1++

H

E2

Evidence statements
There is evidence to support service providers ensuring that systems are in place for people
closely affected by a death that include sensitive communication and provision for
immediate and ongoing bereavement, emotional and spiritual support appropriate to their
needs and preferences.

• leading on the development of criteria and routes of referral to sources of specialist
support and advice
• appraising written information currently provided to families and carers and, in

Evidence

Study type

Strength Ap pe n

Theme 2: Provider interventions to support people who are bereaved

conjunction with the NHS Trust information lead, developing further resources where
necessary
• regularly appraising sources of local and national support for families and carers
• acting as a resource for teams considering the development of programmes of
support for families and carers.
There is evidence to support that provider organisations should be equipped to offer the
first component of bereavement support and have strategies in place to access the other
components. Services should be accessible from all settings.

SR

1++

H

E2

There is evidence to support that providers should ensure that a leaflet is made
available to families and carers around the time of the bereavement. Ideally, this
should be developed locally, agreed by those involved in the provision of
bereavement services, and include information on anticipated feelings and how to
access local and national services.

SR

1++

H

E2

There is evidence to support that providers should ensure all staff working with
people who are dying have access to a range of opportunities to address concerns
and explore the difference between personal and professional responses to loss.
This might involve a number of processes, such as clinical supervision and one-toone and group support.

SR

1++

H

E2

SR

1++

H

E1

SR

1++

H

E2

Evidence statements
There is evidence to support health and social care workers communicating
sensitively with people closely affected by a death and offering them immediate and
ongoing bereavement, emotional and spiritual support appropriate to their needs and
preferences.
There is evidence to support that health and social care professionals providing dayto-day care to patients should assess and address the needs of family members and
carers on an ongoing basis. Teams should establish a system to ensure family
members and carers have regular opportunities to discuss particular concerns. This
might be achieved by offering them an appointment with the ‘key worker’ at times
acknowledged to be particularly challenging (diagnosis, end of treatment,
recurrence, palliation, time of death).

Study Quality

Study type

Theme 3: Health and social care worker
interventions to support people who are
bereaved

There is evidence to support that within the context of family and social support
assessments, health and social care professionals involved in delivering care in the
terminal phase of illness should assess individual and family coping ability, stress
levels, available support and actual and potential needs with respect to the anticipated
or actual bereavement.

SR

1++

H

E2

There is evidence to support that teams should provide families and carers with a clear
indication of the personnel they might contact in relation to a range of needs.

Study Quality

Evidence statements
There is evidence to support that teams should ensure that all family members and
carers are offered information on a variety of topics, from a simple ‘who’s who’ of
professionals to more detailed accounts of cancer, its treatment and consequences and
services available locally. They should be ‘signposted’ to local and national sources of
information, advice and practical support, including sources of emotional and
psychological support. Services for carers and families should be listed in the directories
developed at Cancer Network level.

Study type

Theme 4: Team interventions to support people who are bereaved

SR

1++

H

E2

SR

1++

H

E2

SR

1++

H

E2

There is evidence to support that those who offer bereavement services that include
volunteer support workers should ensure mechanisms for recruiting, training, supervising
and managing volunteers are in place. It is desirable that the workforce reflects the
gender, age distribution and ethnicity of the clients they serve.

SR

1++

H

E2

Evidence statements

ix ID

Quality Evidence

There is evidence to support that specialist bereavement services should be sufficiently
resourced to enable them to contribute to the preparation and ongoing support of
health and social care professionals in relation to this aspect of care.

Strength Append

Study type Study

Theme 5: Specialist bereavement service interventions to support people who are bereaved

2004 NICE guidance recommends that Cancer Network-wide protocols should be
developed to inform the level of bereavement support offered and the need for
follow up and specialist referral, particularly for those at risk of complicated grief
reactions. They should apply wherever the patient dies – at home, in hospital,
hospice or care home – and should include a system to engage proactively with
those assessed to be at risk, involving, for example, follow-up telephone calls or
letters to individuals around eight weeks after death. Issues of consent and data
protection should be considered carefully.

SR

1++

H

E2

2004 NICE guidance recommends that Workforce Development Confederations in
England (and the Workforce Development Steering Group in Wales), working with
Cancer Networks, should ensure that all health care professionals involved in the
delivery of supportive and palliative care services have access to basic training in
understanding and meeting the needs of families and carers. This should include
knowledge to underpin the delivery of ethnically and culturally sensitive care. They
should also ensure ongoing education and training about bereavement and loss are
available. The aim should be to enable professionals to develop a basic knowledge
of characteristics increasing vulnerability to the loss experience or which impede
adjustment to bereavement, and to help to recognise their own needs for further
education and support.

SR

1++

H

E2

Study type Study

Quality Evidence

Study type

Evidence statements

Study Quality

Theme 6: Cancer Network interventions to support people who are bereaved

Append ix ID

Evidence statements

Stre ngth

Theme7: Family and carer interventions support people who are bereaved

There is evidence to support that people closely affected by a death may include care
home residents, staff and volunteers, staff from a variety of health and social care
organisations, as well as family members and carers, including children. Children may
need particular tailored support.

SR

1++

H

E1

There is evidence to support that people closely affected by a death should be
communicated with in a sensitive way and offered bereavement, emotional and
spiritual support appropriate to their needs and preferences. This may include
information about practical arrangements and local support services, supportive
conversations with staff, and in some cases referral for counselling or more
specialist support.
There is evidence to support that families and carers of people who have died
suddenly or in an unexpected way, as well as those who were expecting the death,
should have access to information and support appropriate to their circumstances.

SR

1++

H

E1

SR

1++

H

E1

There is evidence to support that people closely affected by a death should be able to
access all support within an appropriate physical environment that facilitates sensitive
communication.

SR

1++

H

E1

There is evidence to support family members and carers should be offered the
opportunity for their needs for support and information to be assessed separately
from those of patients, particularly at stages in the patient pathway acknowledged
as especially demanding and when extra help might be needed. Cultural and ethnic
preferences on family involvement should be taken into account.
There is evidence to support that whenever possible and appropriate, family
members and carers should be invited to accompany patients during clinical
encounters and should be involved in discussions about treatment and care, in
accordance with the patient’s wishes.

SR

1++

H

E2

SR

1++

H

E2

There is evidence to support that family members and carers should be made aware of,
and have easy access to, sources of local information, advice and support designed to
meet their own needs.

SR

1++

H

E2

There is evidence to support those family members and carers who are bereaved
should, in the first instance, be encouraged to use existing support systems. Where
these prove insufficient, or it is predicted that those involved are likely to experience
difficult grief reactions, there should be access to additional help and support.

SR

1++

H

E2

There is evidence to support that where carers are providing a substantial amount of
care on a regular basis, providers should ensure they are offered a separate
assessment or respond positively when a carer asks for one, in accordance with The
Carers (Recognition and Services) Act 1995. The practice guide that accompanies the
Act recommends potential areas to be covered in an assessment to identify the types
of support needed, which can then be used to plan timely and relevant interventions.

SR

1++

H

E2

SR

1++

Evidence statements
There is evidence that bereavement support may be not be limited to immediately after
death, but may be required on longer-term basis and, in some cases, may begin before
death.

H

Study Quality

Study type

Theme 8: Ongoing support interventions
support people who are bereaved

E1

1++

H

E1

RCT

1+

M

E11

ix ID

Study Quality

SR

Strength Append

Evidence statements
There is evidence to support a stepped approach to emotional and bereavement
support may be appropriate, which could include but is not limited to:

Study type

Theme 9: Information interventions to support people who are bereaved

-information about local support services
-practical support such as advice on arranging a funeral, information on who to inform of a
death, help with contacting other family members and information on what to do with
equipment and medication
-general emotional and bereavement support, such as supportive conversations with
generalist health and social care workers or support from the voluntary, community and
fait sectors
-referral to more specialist support from trained bereavement counsellors or mental
health workers.
There is evidence that providing relatives of patients who are dying in the ICU with a
brochure on bereavement and using a proactive communication strategy that includes
longer conferences and more time for family members to talk may lessen the burden of
bereavement.

There is evidence to support that people closely affected by a death should be able to
access all support within an appropriate physical environment that facilitates sensitive
communication.

Quality Evidence

Evidence statements

Study type Study

Theme 10: Physical environment settings to support people who are bereaved

SR

1++

H

E1

2004 NICE guidance recommends that awareness of the needs of family members
from different ethnic populations, including differences in language, religious practice
and culture, is necessary within a multi-cultural society. Providers should ensure
teams have access to reference guides on the cultural differences surrounding a
diagnosis of cancer, death and dying, and that information on accessing interpreters,
relevant health advocates (where available) and faith leaders is readily accessible.

AppeEvidencendixStIDrength

Study Quality

Evidence statements
There is evidence to support that bereaved people are offered support at the time of
death that is culturally and spiritually appropriate, immediate, and available shortly
afterwards.

Study type

Theme 11: Cultural and spiritual interventions that are appropriate to support people who
are bereaved

SR

1++

H

E1

SR

1++

H

E2

Study type Study

Quality Evidence

Strength Append

ix ID

Theme 12: Children and teenager interventions to support people who are bereaved

There is evidence to support that if they wish, patients with young children or
teenagers should be offered information by the health and social care professionals
providing day-to-day care on how to encourage the sharing of fears and concerns.
Age-appropriate resources should be available to support this process.

SR

1++

H

E2

There is evidence to support that providers should set up arrangements for families
and carers to meet other families and carers who have experienced similar situations,
if wished. Support groups for family members and carers, either professionally or
peer-led, may also be welcomed by some. These services are ideally provided in
partnership with the voluntary sector.
There is evidence to support that child grief interventions do not appear to generate
the positive outcomes of other professional psychotherapeutic interventions.
However, studies that intervened in a time sensitive manner and those that
implemented specific selection criteria produced better outcomes than investigations
that did not attend to these factors.

SR

1++

H

E2

M

1+

M

E9

There is evidence to support family bereavement programs to reduce mental health
problems of bereaved youths and their parents 6 years later.

RCT

1+

M

E13

Evidence statements

SR

1++

H

Study Quality

Evidence statements
2004 NICE guidance recommends that a three-component model of bereavement
support should be developed and implemented in each Cancer Network to ensure that
people’s individual needs are addressed through variety in service provision.
Cancer Networks should take account of the standards for bereavement care
developed by the National Bereavement Consortium. The components should be
flexible and accessible when needed around the time of bereavement.

Study type

Theme 13: Model of bereavement support for people who are bereaved

E2

Component 1: Grief is normal after bereavement and most people manage without
professional intervention. Many people, however, lack understanding of grief after
immediate bereavement. All bereaved people should be offered information about the
experience of bereavement and how to access other forms of support. Family and
friends will provide much of this support, with information being supplied by health
and social care professionals providing day-to-day care to families.
Component 2: Some people may require a more formal opportunity to review and
reflect on their loss experience, but this does not necessarily have to involve
professionals. Volunteer bereavement support workers/befrienders, self-help groups,
faith groups and community groups will provide much of the support at this level.
Those working in Component 2 must establish a process to ensure that when cases
involving more complex needs emerge, referral is made to appropriate health and social
care professionals with the ability to deliver Component 3 interventions.
Component 3: A minority of people will require specialist interventions. This will involve
mental health services, psychological support services, specialist
counselling/psychotherapy services, specialist palliative care services and general
bereavement services, and will include provision for meeting the specialist needs of
bereaved children and young people (being developed as part of the National Service
Framework on children and not covered here).

Study type Study

Quality Evidence

Strength Append

ix ID

Theme 14: Complex support interventions to support complicated grief

There is evidence to support that some family members and carers will require care
and support from a health or social care professional capable of dealing with complex
family situations. Providers should ensure they have access to individuals and teams
with the requisite skills and knowledge to offer social support, spiritual support,
specialist palliative care or psychological support services. Criteria and routes for
referral should be agreed between different services.
There is evidence that treatment interventions can effectively diminish complicated grief
symptoms.

SR

1++

H

E2

M

1+

M

E6

There is evidence that preventive interventions do not appear to be effective in
diminishing complicated grief symptoms.

M

1+

M

E6

Evidence statements

SR

1++

H

Study Quality

Evidence statements
2004 NICE guidance recommends that teams should ensure they have the ability to
offer information and training on practical issues to carers who are looking after
patients requiring extra help with activities of daily living or approaching the terminal
stage of illness. This might include manual handling, managing distressing symptoms
and dealing with incontinence and other body fluids. As death approaches, they
should also be given information about what to expect and what to do after the
death.

Study type

Theme 15: Training interventions to support people who are bereaved

E2

ix ID

Strength Append

Quality Evidence

Evidence statements
There is evidence to support interventions that families and facilitate emotional
adjustment following the death of a baby, the evidence suggests that bereavement
interventions are compassion-led and generally considered to be beneficial.

Study type Study

Theme 16: Neo-natal and peri-natal interventions to support parents who are bereaved

SR

1+

M

E3

There is evidence to support the effectiveness of interventions to support families and
facilitate emotional adjustment following the death of a baby suggests that, while these are
largely appreciated by parents who have participated in research, there has been little
rigorous evaluation of their effectiveness.

SR

1+

L

E3

There is evidence to support that although hospital care for parents after perinatal
death often adheres to published guidelines, substantial room for improvement is
apparent.

SR

1+

M

E8

There is evidence to support parents with perinatal losses report few choices during
labour and delivery and inadequate communication about burial options and autopsy
results.

SR

1+

M

E8

There is evidence to support hospital nurses, and doctors should support perinatal loss
sensitively and increase parental choice about timing and location of delivery and
postpartum care, encourage parental contact with the deceased infant, and facilitate
provision of photos and memorabilia.

SR

1+

M

E8

SR

1+

M

E8

There is evidence to support parents witnessing resuscitation of their child helps
parents come to terms with the death of their child. Effective parental support is
needed whatever their choice and policies need to be in place to support witnessed
resuscitation.

R

2+

M

E10

R

1+

M

E4

There is evidence that caregivers exhibited high levels of depressive symptoms while
providing care to the relative with dementia, but they showed remarkable resilience after
the death.

R

1+

M

E4

There is evidence that within three months of the death of the person with dementia,
their caregivers had clinically significant declines in the level of depressive symptoms,
and within one year the levels of symptoms were substantially lower than levels
reported while they were acting as caregivers.

R

1+

M

E4

There is evidence to support that pre-loss interventions can have a positive impact
on Alzheimer’s caregivers' post-loss adjustment following the death of their care
recipient. Some interventions seemed to be more effective than others at preventing
grief and depressive symptoms, indicating that intervention components might need
to be tailored to the individual, depending on the initial clinical presentation.

RCT

1+

M

E14

There is evidence to support the Resources for Enhancing Alzheimer’s Caregiver
Health (REACH) Program for Bereaved Caregivers that active interventions showed
a statistically significant effect on normal grief symptoms, exhibited a trend toward
improvement on complicated grief symptoms and demonstrated little impact on
depressive symptoms.

RCT

1+

M

E14

Evidence statements
There is evidence that end-of-life care for patients with dementia is extremely
demanding of family caregivers. Intervention and support services are needed most
before the patient’s death. When death is preceded by a protracted and stressful period
of caregiving, caregivers reported considerable relief at the death itself.

Study type

Theme 17:
Interventions to
support carers
of people with
dementia who
are bereaved

Study Quality

There is evidence to support parents appreciating time and contact with their
deceased infant, being given options about labour, delivery, and burial, receiving
photographs and memorabilia, and having appropriate hospital follow-up after
autopsy.

There is evidence to support the Resources for Enhancing Alzheimer’s Caregiver
Health (REACH) Program for Bereaved Caregivers, that examination of intervention
components revealed differential effects, whereby cognitive and behavioural
strategies were most effective at reducing levels of complicated grief, information
and emotional support were most effective for addressing normal grief, and
environmental modifications were most effective for ameliorating depressive
symptoms.

RCT

1+

M

E14

There is evidence that although GPs and district nurses stated a preference to care for
those who were bereaved in a proactive fashion, little is known of the extent to which this
takes place in current practice, or the content of such care.

Study Quality

Evidence statements
There is evidence to support that both GPs and District Nurses view bereavement
care as an important and satisfying part of their work, for which they had received
little training.

Study type

Theme 18: Primary care staff interventions to support people who are bereaved

SR

1+

L

E5

SR

1+

L

E5

Strength Append

ix ID

There is evidence to support that psychotherapeutic interventions for bereaved
persons had a small effect at post treatment but no statistically significant benefit
at follow-up.
There is evidence to support psychotherapeutic interventions for bereaved persons that
exclusively targeted grievers displaying marked difficulties adapting to loss had
outcomes that compare favourably with psychotherapies for other difficulties.

Quality Evidence

Evidence statements

Study type Study

Theme19: Psychotherapeutic interventions to support people who are bereaved

M

1+

M

E7

M

1+

M

E7

Quality Evidence

Strength Append

ix ID

Evidence statements
There is evidence to support a family bereavement program (a preventive
intervention for bereaved families) on effective parenting, there is evidence to
indicate that a relatively cost-effective brief intervention for families who experienced
a major stressor results in sustained effects on caregiver warmth and consistent
discipline 6 years following the program.

Study type Study

Theme 20: Parenting interventions to support parents who are bereaved

RCT

1+

M

E12

5.

Appendix 1: Search Terms

5.1

General approach

5.1.1

As this review does not follow a full systematic approach an exhaustive list of search terms has not been
used. The review has taken a more iterative approach. Stage one used search terms based on the topic titles.
Stage two expanded this list base on key terms used in the literature identified during Stage one. The sections
below list the search terms used in the literature review.
Medical Subject Headings (MeSH) are a system used by the U.S. National Library of Medicine to give
uniformity and consistency to the indexing and cataloguing of biomedical literature 10. Terms are
arranged in a hierarchical manner called a MeSH Tree Structure. MeSH is an effective means of
identifying the most appropriate search terms to use, particularly when accessing MEDLINE/PubMed.
In addition to the MeSHs, other subsidiary search terms based on the project scope were used to refine
results. These search terms were limited to titles and abstracts.

5.1.2

5.1.3

Table 5.1: Search Term Key
MeSH
ti
ab
pt
*
5.1.4

=
=
=
=
=

Medical Subject Heading
title
abstract
publication type
truncation

The following publication filters were used:
years)

•

English language

•

Human species studies

•

Where abstracts available

•

Where full text available

• Publication data range of 2003 - 2013 (i.e. the last 10

5.1.5 The review used a pragmatic approach to identify the most relevant sources using combinations of
MeSH terms, subsidiary search terms and publication filters. The review did not exhaustively applying ever
combination of search terms and filters.
5.1.6 N.B. The terms ‘health’ and ‘social care’ are too broad to be used in the search strategy; however search
results will include all relevant publications that fall within both these fields. The short listing of
publications for inclusion within the review aims to include relevant evidence on ‘social care’ where it
exists.

10 See http://www.nlm.nih.gov/mesh/2012/meshbrowser/MBrowser.html

5.2

Search terms: common to all
Study
a
Systematic review
b
Review
c
Meta analysis
Filter
d
English language
e
Human
f
"2003/01/01 - 2013/01/01"

ti,ab
pt
pt
language
filter
date - publication

((("systematic review"[Title/Abstract]) OR "review"[Publication Type]) OR "meta analysis"[Publication
Type])
(("english"[Language]) AND "humans"[Filter]) AND ("2003/01/01"[Date - Publication] :
"3000"[Date - Publication])

5.3

Search terms: Interventions to increase the number of people identified as
approaching end of life
Intervention / Outcome
1
End of life
2
Palliative
3
Terminal care
4
End of life care
5
Hospice Care
6
Palliative Care
7
Terminally ill
8
Dying
9
Hospice
10
End-stage
11
Nearing
12
Palliative care register
13
GSF register
14
Surprise question
15
Prognostic Indicator
16
Deteriorating
17
Final months
18
Final year
19
GSF Care Homes Training Programme
20
GSF
21
Gold Standards Framework
22
Dying Matters
23
Find Your 1% Campaign
24
Progressive
25
Incurable
26
Expected to die
27
Acute crisis
28
Life-threatening
29
Transition
30
Referral
32
Referral and Consultation

ti,ab
ti,ab
MeSH
ti,ab
MeSH
MeSH
MeSH
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
MeSH

33
Health Services Accessibility
34
Chronic Disease/mortality
35
Time Factors
36
Survival time
37
Survival predication
38
Prognosis
39
Prognostic indicator
40
Screening tools
31
Liverpool Care Pathway
32
Final phase
33
RADPAC
34
Level one patients
35
Survival Analysis
Population
All
PubMed Search string
Study:
Filter:
Intervention / Outcome:

MeSH
MeSH
MeSH
ti,ab
ti,ab
MeSH
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab

(a OR b OR c ) AND
(d AND e AND f) AND
(1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7 OR 8 OR 9 OR 10 OR 11 OR 12 OR 13 OR
14 OR 15 OR 16 OR 17 OR 18 OR 19 OR 20 OR 21 OR 22 OR 23 OR 24 OR 25
OR 26 OR 27 OR 28) AND (29 OR 30)
(1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7) AND (38)
Other combinations

Population:
Hits
Filters activated: Meta-Analysis, Systematic Reviews, Randomized Controlled Trials, Abstract
available, Full text available, published in the last 10 years, Humans, English = 1,543

5.4

Search terms: Interventions to increase the number of people identified as
approaching end of life with advanced care plans
Intervention / Outcome
1
Advance Care Planning
2
Advance Directives
3
End of life
4
Palliative
5
Terminal care
6
End of life care
7
Hospice Care
8
Palliative Care
9
Terminally ill
Population
All
PubMed Search string
Study:
Filter:
Intervention / Outcome:

(a OR b OR c ) AND
(d AND e AND f) AND
(1 OR 2) AND (3 OR 4 OR 5 OR 6 OR 7 OR 8 or 9)
(1 OR 2) (including RCTs)

MeSH
MeSH
ti,ab
ti,ab
MeSH
ti,ab
MeSH
MeSH
MeSH

Population:
Hits
Filters activated: Abstract available, Full text available, published in the last 10 years, Humans,
English = 311

5.5

Search terms: Interventions to promote the number of people dying in their
preferred place of care & reduce the number dying in hospital
Intervention / Outcome
1
End of life
2
Palliative
3
Terminal care
4
End of life care
5
Hospice Care
6
Palliative Care
7
Terminally ill

ti,ab
ti,ab
MeSH
ti,ab
MeSH
MeSH
MeSH

8
9
10

Hospital*
Home
Place

ti,ab
ti,ab
ti,ab

11
12
13

Death
Dying
Die

Mesh, ti,ab
ti,ab
ti,ab

14
15
16
17
18
19
20
21
22
23
24

Home-based
Hospital-based
Home hospital*
Place of death
Dying at home
Death at home
Die at home
Home death
Home care services

ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
ti,ab
MeSH
ti,ab
ti,ab

Community
Hospice

Population
All
PubMed Search string
Study:
Filter:

(a OR b OR c ) AND
(d AND e AND f) AND

Intervention / Outcome: ((1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7) AND ((8 OR 9 OR 10) AND (11 OR 12
OR 13))) AND ((14 OR 15) AND (1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7)) OR (16
OR 17 OR 18 OR 19 OR 20 OR 21)
22 AND 11
(1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7) AND (9 OR 23 OR 24)
Population:
Hits
Filters activated: Meta-Analysis, Systematic Reviews, Randomized Controlled Trial, Abstract
available, Full text available, published in the last 10 years, Humans, English = 311

5.6

Search terms: Interventions to promote end of life care staff training
Intervention / Outcome
1
End of life
2
Palliative
3
Terminal care
4
End of life care
5
Hospice Care
6
Palliative Care
7
Terminally ill
8
Training
9
Education
10
Teaching
11
Curriculum

ti,ab
ti,ab
MeSH
ti,ab
MeSH
MeSH
MeSH
ti,ab
MeSH
ti,ab
ti,ab

Population
All
PubMed Search string
Study:
Filter:

(a OR b OR c ) AND
(d AND e AND f) AND
Intervention / Outcome: (1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7) AND (8 OR 9 OR 10 OR 11)
Population:
Hits
Filters activated: Meta-Analysis, Systematic Reviews, Randomized Control Trials, Abstract available, Full
text available, published in the last 10 years, Humans, English = 150

5.7

Search terms: Interventions to support people who are bereaved
Intervention / Outcome
1
Bereavement
2
Bereaved
3
Grief
Population
All

MeSH, ti,ab
ti,ab
MeSH

PubMed Search string
Study:
Filter:

(a OR b OR c ) AND
(d AND e AND f) AND
Intervention / Outcome: (1 OR 2 OR 3)
Population:
Hits
Filters activated: Meta-Analysis, Systematic Reviews, Randomized Control Trials, Abstract available, Full
text available, published in the last 10 years, Humans, English = 158

6.

Appendix 2: Tabulated Results: Systematic reviews and Metaanalyses

6.1

Sub-topic: Interventions to increase the number of people identified as
approaching end of life
Search record

6.1.1

10 publications met the search criteria. Full Tabulated results
The following data forms present the detailed systematic review and meta-analysis findings of the
literature review. For further information on: ‘type of evidence’, ‘quality of study’ and ‘strength of
evidence’ see the methods statement on evidence classification (Section 3.4). Summary results are
provided in the results section (Section 4). Results are presented chronologically starting with the
most recent.
ID
Citation

A1
NHS - NICE - Aug 2011 http://publications.nice.org.uk/quality-standard-for-end-of-life-care-foradults-qs13

Web link
Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and
outcomes)

http://publications.nice.org.uk/quality-standard-for-end-of-life-care-for-adults-qs13
Systematic review
August 2011
Publicatio
n Date
UK
1++ (high quality MA; or SR of RCTs; or RCT with very
Region
low bias risk)
Strength
High
2011 NICE Guidelines recommends that people
of
approaching the end of their life are identified at the
right time to receive care and support to meet their
evidence
needs and preferences.
2011 NICE Guidelines recommends that service
providers should ensure that systems are in place to
identify people approaching the end of life in a timely
way.

High

2011 NICE Guidelines recommends that health and
social care professionals should act to identify people
approaching the end of life in a timely way.

High

2011 NICE Guidelines recommends that commissioners
should ensure they commission services that identify
people approaching the end of life in a timely way and
have the capability to record identification.

High

2011 NICE Guidelines recommends that the
Identification of people approaching the end of life may
be initiated by either health or social care professionals
in any setting. Although professionals should discuss
with the person and their families and carers the
benefits of being identified and the use of a register or
equivalent system, the process of identification should
be sensitive to the possibility that not all people will
want to be identified and/or placed on a register.

High

2011 NICE Guidelines recommends the following tools for
assisting clinicians with timely identification of people
approaching the end of life:

High

1. Gold Standards Framework prognostic indicator
guidance
2. Supportive and Palliative Care Indicator tool from
NHS Scotland
3. Quick guide to identifying patients for supportive and
palliative care from Macmillan Cancer Support
See also supporting information on QOF Palliative
Care (PC) indicator 3, which includes examples of
identification criteria.
NICE - End of Life Care Quality Standards - These NICE quality standard define clinical best
practice within this topic area. It provides specific, concise quality statements, measures and
audience descriptors to provide the public, health and social care professionals,
commissioners and service providers with definitions of high-quality care.
1. People approaching the end of life are identified in a timely way.
2. People approaching the end of life and their families and carers are communicated with, and
offered information, in an accessible and sensitive way in response to their needs and
preferences.
3. People approaching the end of life are offered comprehensive holistic assessments in
response to their changing needs and preferences, with the opportunity to discuss, develop and
review a personalised care plan for current and future support and treatment.
4. People approaching the end of life have their physical and specific psychological needs
safely, effectively and appropriately met at any time of day or night, including access to
medicines and equipment.
5. People approaching the end of life are offered timely personalised support for their social,
practical and emotional needs, which is appropriate to their references, and maximises
independence and social participation for as long as possible.
6. People approaching the end of life are offered spiritual and religious support appropriate to
their needs and preferences.
7. Families and carers of people approaching the end of life are offered comprehensive
holistic assessments in response to their changing needs and preferences, and holistic
support appropriate to their current needs and preferences.
8. People approaching the end of life receive consistent care that is coordinated effectively
across all relevant settings and services at any time of day or night, and delivered by
practitioners who are aware of the person’ s current medical condition, care plan and
preferences.
9. People approaching the end of life who experience a crisis at any time of day or night receive
prompt, safe and effective urgent care appropriate to their needs and preferences.
10.
People approaching the end of life who may benefit from specialist palliative care are
offered this care in a timely way appropriate to their needs and preferences, at any time of
day or night.
11.
People in the last days of life are identified in a timely way and have their care
coordinated and delivered in accordance with their personalised care plan, including rapid
access to holistic support, equipment and administration of medication.
12.
The body of a person who has died is cared for in a culturally sensitive and dignified
manner
13.
Families and carers of people who have died receive timely verification and certification of
the death

14. People closely affected by a death are communicated with in a sensitive way and are offered
immediate and on-going bereavement, emotional and spiritual support appropriate to their needs
and preferences.
15. Health and social care workers have the knowledge, skills and attitudes necessary to be
competent to provide high-quality care and support for people approaching the end of life and
their families and carers.
16. Generalist and specialist services providing care for people approaching the end of life and their
families and carers have a multidisciplinary workforce sufficient in number and skill mix to provide
high-quality care and support.

ID
Citation
Web link
Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and
outcomes)

A2
Salpeter - J Palliat Med - Feb 2012 Systematic review of cancer presentations with a median
survival of six months or less.
http://www.ncbi.nlm.nih.gov/pubmed/22023378
Systematic review
Publication
Click here to enter a
Date
date.
North America
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
Moderate
General solid cancer presentations
Strength of
evidence
Survival in advanced cancers is strongly dependent on
tumour related factors, while in terminal disease
patients generally enter a common final pathway,
characterized by anorexia, weight loss, failing
performance status, and systemic inflammation.
Performance status is one of the most significant
survival predictors in advanced cancer. The Karnofsky
Performance Status (KPS) and the Eastern
Cooperative Oncology Group (ECOG) scales, both have
good reliability and validity. For any advanced solid
cancer, a KPS less than 60 (ECOG status greater than
2) is associated with a median survival of 6 months or
less.
Carcinoma of unknown primary

Moderate

Metastatic adenocarcinomas and poorly differentiated
carcinomas of unknown primary site have a median
survival of 6 months or less when associated with
Karnofsky Performance Status KPS less than 80,
malnutrition, disease recurrence, or metastatic
disease in the liver, bone or adrenal glands
This systematic review reports on presentations that
have been consistently shown to have a median
survival of 6 months or less. The course of most
cancers eventuates in a fairly universal clinical picture,
with certain indicators of terminal disease, including
decreasing performance status, advancing age, weight
loss, metastases to the brain, spine, or liver, disease,
recurrence and laboratory abnormalities indicative of
inflammation or extensive disease. Most of these
prognostic indicators are continuous, independent

Moderate

risk factors for mortality.

Other
comments

Cancers with relatively good prognosis and treatment
options, such as breast cancer, become terminal
when the patient manifests KPS less than 60 or at
least three prognostic factors, while cancers with
poor prognosis, such as biliary cancers, become
terminal with KPS less than 90 or 1 prognostic factor.
Our review of studies from 1980 to 1998 showed that
survival for these presentations has not changed
significantly over the past 30 years, despite many
treatment advances.

Moderate

There is more data specific to each cancer type with
independent prognostic factors that could be used by an
intervention to identify people approaching end of life
with a median survival of 6 months or less.

Moderate

383 articles included in study from MEDLINE database
ECOG Level of functional capacity
0 = Fully active, able to carry on all pre-disease performance

without restriction

1 = Restricted in physically strenuous activity but
ambulatory light or sedentary nature.

and able to carry out work of a

2 = Ambulatory and capable of all self-care but able to
carry about more than 50% of waking hours

out any work activity. Up and

3 = Capable of only limited self-care, confined to bed or
hours
4 = Completely disabled. Cannot carry on any self-care.

chair more than 50% of waking
Totally confined to bed or chair

5 = Dead
Karnofsky Level of functional capacity
100 = Normal, no complaints, no evidence of Disease 90
= Able to carry on normal activity, minor signs or
symptoms 80= Normal activity with effort, some signs or

of disease
of disease

symptoms 70 = Cares for self, unable to carry on normal to do active work
activity or 60 = Requires occasional assistance, but is able

most needs

to care for 50 = Requires considerable assistance and

care

frequent medical 40 = Disabled, requires special care and
assistance 30 = Severely disables, hospitalization is

death is not imminent

indicated although 20 = Hospitalization is necessary, very

treatment necessary

sick, active supportive 10 = Moribund, fatal processes
progressing rapidly 0 = Dead
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Salpeter SR, Luo EJ, Malter DS, Stuart B. - Am J Med - May 2012 Systematic review of noncancer presentations with a median survival of 6 months or less
Salpeter - Am J Med - May 2012 Systematic review of non-cancer presentations with a
median survival of 6 months or less. http://www.ncbi.nlm.nih.gov/pubmed/22030293
Systematic review
May 2012
Publication
Date
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
International bias)
western style
countries
Interventions designed to identify people approaching
the end of life should look for the following
presentations associated with a median survival rate
of 6 months or less.

Evidence
statements
(note
population,
interventio
n and
outcomes)

Although advanced non-cancer syndromes differ
clinically, certain common prognostic indicators signal
terminal disease, including: poor performance status;
advanced age; malnutrition; comorbid illness;
increasing organ dysfunction; hospitalization for
acute decompensation.

Strength of
evidence

Moderate

A 6-month median survival is generally associated
with the presence of 2-4 of these factors.
For Cardiovascular disease (Heart failure) the
following presentations could be used by an
intervention to identify people with a Median Survival
of 6 Months or less:
-Hospitalization for moderate to severe symptomatic
heart failure, NYHA Class III or IV, with 3 or more of
the following presentations:
-Age >70 years
-Left ventricular ejection fraction <=20%
-Serum B-type natriuretic peptide
>950pg/mL -Cardiac troponin I >0.4 ng/mL
-C-reactive protein >3.5 mg/L
-Fourth hospitalization for heart failure or repeat
hospitalization in 2 months
-Dependency of 3 or more activities of daily living or
need for home care after hospital discharge
-Weight loss of 2.3 kg within 2 months or
- Serum albumin _2.5 g/d
-History of cardiogenic shock, ventricular or
-Supraventricular arrhythmia, cardiac arrest,
cardiopulmonary resuscitation, or mechanical
ventilation
-Systolic blood pressure <= 110
-Serum creatinine>2 mg/dL or blood urea nitrogen

Moderate

>40 mg/dL
-Serum sodium <135 mEq/L
Cardiovascular disease (ischemic, peripheral vascular,
or cerebrovascular disease)
Other comorbid illness (diabetes mellitus, dementia,
chronic obstructive pulmonary disease, cirrhosis,
cancer)
For dementia the following presentations could be
used by an intervention to identify people with a
Median Survival of 6 Months or less:

Moderate

Advanced dementia with dependency in all activities of
daily living, bedbound status, urinary and bowel
incontinence, decreased ability to communicate verbally,
and admission to a hospital or skilled nursing facility,
with 1 or more of the following presentations:
Malnutrition (manifested by body mass index <18.5
kg/m2, decreased oral intake, or significant weight
loss)
Presence of at least one pressure ulcer
Evidence of at least one comorbid illness
Male sex plus age >90 years
Placement of a nasogastric or gastrostomy feeding
tube, due to inability to eat or history of aspiration
pneumonia
For geriatric failure to thrive the following
presentations could be used by an intervention to
identify people with a Median Survival of 6 Months or
less:

Moderate

Age >75 years, serum albumin <3.5 g/dL and
dependency in >=2 activities of daily living, with
admission to an acute care hospital or skilled nursing
facility and 1 or more of the following presentations:
- Dependency in all activities of daily living with
malnutrition (weight loss >=10% of body weight or
serum albumin <3 g/dL)
-Evidence of heart failure Serum creatinine >3 mg/dL
-Evidence of delirium during hospitalization Significant
disability before hospitalization, with further functional
decline post hospitalization.
For Hepatic disease Cirrhosis the following
presentations could be used by an intervention to
identify people with a Median Survival of 6 Months or
less:
Decompensated hepatic cirrhosis and 1 or more of
the following presentations:

Moderate

Child-Pugh score >=12
MELD score >=21
Decompensated hepatic cirrhosis with hospitalization for
an acute illness related to liver disease and 1 or more of
the following presentations:
Child-Pugh score >=10
MELD score >=18
Child-Pugh score >=9 plus dependency in >=3
activities of daily living and malnutrition (significant
weight loss, and albumin <2.5 g/dL)
Hospitalization in an intensive care unit related to
severe decompensation of liver disease, with
hypotension requiring the use of pressors, serum
creatinine >1.5 mg/dL, or evidence of jaundice
Evidence of hepatopulmonary syndrome or rapidly
progressive hepatorenal syndrome
For Pulmonary disease Chronic obstructive pulmonary
disease (COPD) the following presentations could be
used by an intervention to identify people with a
Median Survival of 6 Months or less:

N/A

Hospitalization for a severe COPD exacerbation, with
hypoxemia (pO2 <=55 mm Hg), hypercapnia (pCO2
>=50 mm Hg), and supplemental oxygen dependence,
with 3 or more of the following presentations:
Age >70 years
Evidence of right-sided heart failure (cor pulmonale)
Repeat hospitalization for COPD within 2 months
History of intubation and mechanical ventilation
Karnofsky performance status <60 or dependency of
3 or more activities of daily living before the
hospitalization
Need for home care after hospital discharge
Malnutrition (weight loss of >=2.3 kg, serum albumin
<2.5 g/dL or body mass index <18 kg/m2) Serum
creatinine >2 mg/dL
For End-stage renal disease the following
presentations could be used by an intervention to
identify people with a Median Survival of 6 Months or
less:
End-stage renal disease on dialysis, with age >70 years
and 2 or more of the following presentations:
Karnofsky performance status <50, or dependency in
activities of daily living
Significant comorbid condition such as coronary
artery disease, peripheral vascular disease, heart
failure, cancer

N/A

Malnutrition (body mass index <19.5 lg/m2 or serum
albumin <2.2 mg/dL)
Residence in a skilled nursing facility
Admission to an intensive care unit for an acute illness
Hip fracture with inability to ambulate

End-stage renal disease without the use of dialysis,
with age >70 years and 1 or more of the following
presentations:
Dialysis withheld for those with decreased
performance status and significant comorbidity
Dialysis withdrawn due to advanced age, functional
dependence and comorbidity
Other
comments

Survival Benefit of Treatment are also documented but not included here
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Coventry - Age Ageing - May 2005 Prediction of appropriate timing of palliative care for
older adults with non-malignant life-threatening disease: a systematic review.
http://www.ncbi.nlm.nih.gov/pubmed/15863407
Systematic review
May 2005
Publication
Date
Region
International 1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
western style
countries
Moderate
A number of general and disease-specific factors were
Strength of
found to be significantly associated with survival.
evidence
The specific findings from the 11 papers can be
generally split up by disease entity:
•

dementia,

•

congestive heart failure (CHF)

•

chronic obstructive pulmonary disorder (COPD)

For Dementia chief among the specific predictors of
short-term survival were loss of ambulatory function
and impaired speech—equal to stage 7C of the FAST
scale.

Moderate

However, in the three studies that assessed survival
in dementia patients, the weight of evidence
presented was generally poor. Sample sizes were
small and those patients whose disease progression
was not linear could not be scored using the FAST
scale, leading to a reduction in its sensitivity.
For COPD, reduced pulmonary function (FEV1<30%),
arterial blood gas measures and cor pulmonale with
pulmonary hypertension are established predictors of
poor prognosis in severely affected patients.

Moderate

However, in recognition that FEV1 may not be the
single most important evaluative parameter in nonhospitalised patients, a number of other, novel
prognostic factors were identified. These included
dyspnoea, muscle mass, health status and exercise
capacity.
The MRC dyspnoea scale is a measure of
respiratory trauma, but Nishimura et al. show it to
be more discriminatory than FEV1 in assessment of
disease severity and survival in COPD. The level of
dyspnoea may thus be a useful adjunct to FEV1 in
clinical evaluation of COPD patients. Measures of
systemic change are also associated with mortality.
As with other chronic diseases, weight loss in COPD
is common and characterised by preferential
muscle loss. Therefore, muscle mass and not body
weight may be a more important predictor of
mortality, especially when obesity and fluid
retention are clinically manifest.
For CHF, specific predictors of mortality included
advanced age, LVEF <40%, arrhythmia and systolic
hypotension.

Moderate

Additional variables identified were comorbidities of
cancer, cerebrovascular disease, liver cirrhosis,
COPD and dementia, and laboratory and clinical
parameters.
The prognostic model developed by Lee et al. appears
to offer clinicians assistance in identification of heart
failure patients at higher risk of mortality, but it has
yet to be validated in the general, non-hospitalised
population.
As with COPD, differences between hospitalised and
community-based patients should be acknowledged
when determining short-term survival and
appropriateness of palliative care in patients with
CHF.
Of the generic measures reviewed:
The prognostic index for elderly adults developed by
Walter et al. may be useful for determining 1-year
survival in older patients discharged from hospital.
However, problems of recall, computation and a failure
to associate this risk index with instructions for
appropriate therapeutic or palliative care are likely to
restrict its acceptance and use among clinicians.
(The Palliative Prognostic Score (PaP) uses the
Karnofsky Performance Score (KPS) and five other
criteria to generate a numerical score from 0 to 17.5 to
predict 30 day survival (higher scores predict shorter
survival).
The Palliative Prognostic Score (PaP) score offers a
degree of quantitative guidance about the
appropriateness of immediate referral to palliative

Moderate

care. However, although the PaP score is a wellvalidated and simple measure of short-term survival in
cancer patients, evidence of its accuracy in older noncancer patients is only of moderate quality.
Clinical estimates of survival are known to be
frequently inaccurate in cancer patients and
particularly problematic in patients dying from causes
other than cancer.
The overall accuracy of the PaP score may be reduced
when calculated by inexperienced clinicians and in cases
of non-malignant disease with unpredictable death
trajectories.

A number of general and disease-specific prognostic
factors were identified but the heterogeneity of noncancer patient populations and the unpredictable
course of non-malignant disease compounds
problems of prognoses in this group. No prognostic
model presented in this review can be recommended
for routine clinical use without further validation.

Moderate

Social and psychological factors have also not been
well investigated and may play a part in the
determination of survival and/or palliative status in
non-cancer patients. Additionally, it is not known
whether specialist palliative care is the preferred and
most appropriate model of care for older, non-cancer
patients. Intervention studies that assess the effect
of all forms of palliative care on physical and
psychosocial outcomes in non-cancer patients and
their carers is needed.
• It is difficult to accurately predict ≤6 month survival
in non-cancer patients—even the best models have
poor discrimination.
Other
comments

Moderate

This systematic review identified 11 studies that aimed to evaluate prognosis in older adults with
life-threatening, non-malignant disease.
Three studies reported disease-specific prognostic models, two reported generic prognostic
models, three evaluated predictor variables for short-term (≤6 months) survival in dementia
patients and three evaluated predictor variables for longer-term survival (≤5 years) in chronic
obstructive pulmonary disorder (COPD).
There is a need for simple and well-validated prognostic models that enhance clinicians’ own
estimates of survival and offer guidance about future care strategies.
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A5
A systematic review of physicians' survival predictions in terminally ill cancer patients. BMJ.
2003 Jul 26;327(7408):195-8. Glare P, Virik K, Jones M, Hudson M, Eychmuller S, Simes J,
Christakis N.
Glare - BMJ - Jul 2003 A systematic review of physicians' survival predictions in terminally ill
cancer patients. http://www.ncbi.nlm.nih.gov/pubmed/12881260
Systematic review
July 2003
Publication
Date
Region
1++ (high quality MA; or SR of RCTs; or RCT with very
International low bias risk)
western style
countries
Moderate
Access and referral barriers to palliative care Strength of
Physician-related issues
evidence

Although clinicians consistently overestimate survival,
their predictions are highly correlated with actual
survival; the predictions have discriminatory ability even
if they are miscalibrated.

Moderate

Moderate
Clinicians caring for patients with terminal cancer
need to be aware of their tendency to overestimate
survival, as it may affect patients’ prospects for
achieving a good death
This systematic review of eight published studies that cover more than 1500 predictions of
survival by doctors in three different countries over 30 years has gone some of the way
towards answering the three questions of interest concerning clinical prediction of survival
(CPS).
Doctors’ predictions for terminally ill cancer patients were inaccurate—they were correct to within
a week in only 25% of cases and out by more than four weeks in a similar number. Doctors
consistently overestimated the duration of survival in seven of the eight studies. Accurate
prognostication models incorporating clinical prediction of survival are needed.

A6
Prognostic factors in advanced cancer patients: evidence-based clinical recommendations--a
study by the Steering Committee of the European Association for Palliative Care. J Clin Oncol.
2005 Sep 1;23(25):6240-8. Maltoni M, Caraceni A, Brunelli C, Broeckaert B, Christakis N,
Eychmueller S, Glare P, Nabal M, Viganò A, Larkin P, De Conno F, Hanks G, Kaasa S;
Maltoni - J Clin Oncol - Sep 2005 Prognostic factors in advanced cancer patients: evidencebased clinical recommendations--a study by the Steering Committee of the European
Association for Palliative Care. http://www.ncbi.nlm.nih.gov/pubmed/16135490
Systematic review
September 2005
Publication
Date
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
International bias)
western style
countries
Moderate
Strength of
There is evidence to support in the management of the
evidence
patient with advanced cancer; physicians should base
their decisions about therapeutic interventions and the
place and type of care on the preferences and
expectations of patients and their care givers as well
as the life expectancy of the patient.
There is no study on prognostic factors aimed at
evaluating whether an accurate prediction of survival

can improve actual clinical care; that is, there is no
impact study concerning the role of prognostic tools in
improving decision making in the palliative care of
advanced cancer.
Despite this, it is the opinion of the WG that
increased prognostic accuracy would assist health
professionals to improve their care strategy and help
patients and families to make more informed choices.

Other
comments

ID

There is evidence to support the Clinical Prediction of
Survival (CPS) is a generally useful and valid tool but is
subject to a series of factors that limit its accuracy. The
CPS should not be used alone but in conjunction with
other prognostic factors.

High

There is evidence to support clinicians should
consider using Clinical Prediction of Survival in
combination with other prognostic factors or scores
to improve the accuracy of their predictions.

High

There is some evidence to support training in
prognostication could improve the accuracy of Clinical
Prediction of Survival.

Low

There is some evidence to support certain clinical
signs and symptoms have proven to be prognostically
significant in this patient population, the most
important of which are performance status some
symptoms of the cancer anorexia-cachexia syndrome,
dyspnoea and delirium or cognitive failure.

Moderate

There is some evidence to support that abnormalities in
certain laboratory tests, particularly leucocytosis,
lymphocytopenia, and elevated C-reactive protein have
prognostic significance. The need for a blood

Moderate

There is evidence to support the use of prognostic
scores. A number of prognostic scores or indices have
been developed that are easy to use and permit a
rapid estimate of life expectancy by placing patients
into broad groups that differ significantly in survival.
Some authors have built and validated prognostic
scores for patients in palliative care programs.
There is evidence to support the establishment of an
accurate prognosis is part of the therapeutic alliance.
Patients have a right to be informed of their
prognosis or, if they prefer, not to be informed.
Using and communicating prognostic information
should be within the context of a comprehensive,
individualized, patient-centred approach

High

Low

A total of 38 studies were evaluated. Level A evidence-based recommendations of prognostic
correlation could be formulated for Clinical Prediction of Survival (albeit with a series of
limitations of which clinicians must be aware) and prognostic scores.
Prognostic information should not be limited to palliative care populations, but it can also
be used to gain a better understanding of patient survival before referral for palliative care.
More studies on well-defined inception cohorts are needed to improve knowledge in this
field.
A7

Citation

Baseline quality of life as a prognostic indicator of survival: a meta-analysis of individual
patient data from EORTC clinical trials. Lancet Oncol. 2009 Sep;10(9):865-71. doi:
10.1016/S1470-2045(09)70200-1. Epub 2009 Aug 18. Quinten C, Coens C, Mauer M, Comte
S, Sprangers MA, Cleeland C, Osoba D, Bjordal K, Bottomley A; EORTC Clinical Groups.

Web link

Quinten - Lancet Oncol - Sep 2009 Baseline quality of life as a prognostic indicator of
survival: a meta-analysis of individual patient data from EORTC clinical trials.
http://www.ncbi.nlm.nih.gov/pubmed/19695956
Meta analysis
September 2009
Publication
Date
Region
1++ (high quality MA; or SR of RCTs; or RCT with very
International low bias risk)
western style
countries
High
Strength of
This study lends supports the additional prognostic
evidence
value of health-related quality of life data to that of
socio-demographic and clinical factors, to improve
estimation of survival probabilities for patients with
cancer.
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Health-related quality of life measures have a
proven complementary value to standard assessed
clinical variables, since they address different, but
nevertheless additive, aspects of a patient’s
wellbeing, feelings, and functioning.
Some treatment effects are known only to the
patient, and to reach an optimum the clinician has to
be aware of the limitations of clinical outcomes
alone. The most comprehensive picture possible
should be obtained to tailor the treatment which a
patient is to be given.

Moderate

Health-related quality of life measures (HRQOL )
seem to be sensitive indicators for survival.
Assessment of HRQOL with these measures allows
investigators to have a comprehensive understanding
of a patient’s burden with regard to the disease and
the (palliative) treatment envisaged.

Moderate
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Prognostic factors in patients with recently diagnosed incurable cancer: a systematic review.
Sydney Cancer Centre, Royal Prince Alfred Hospital, Missenden Road, Camperdown, NSW, 2050,
Australia. Support Care Cancer. 2006 Oct; 14(10):999-1011. Epub 2006 May 18. Hauser CA,
Stockler MR, Tattersall MH.
http://www.ncbi.nlm.nih.gov/pubmed/16708213
Systematic review
October 2006
Publication
Date
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
International bias)
western style
countries
Moderate
The factors associated with survival time from first
presentation with incurable cancer can be
conceptualised as attributes of:
- the host,
- the tumour,
- the treatment
-the interactions between the host, tumour and
treatment.
Significant attributes of the tumour included: the primary site,
- metastatic site(s) –
- tumour bulk
Significant interactions between the host, tumour and
treatment included
- symptoms,
- performance status,
- quality of life
- specific laboratory tests
Performance status was the strongest predictor of
survival, perhaps because it reflects the interaction
between host, tumour and treatment. Few studies
have assessed these factors together.
Tumour-related factors associated with shorter
survival included primary tumour (lung), metastatic
site (liver, brain and visceral) and disease extent.

Moderate
Strength of
evidence
Moderate

Moderate

Moderate

Other
comments

Symptoms associated with shorter survival included
those of the anorexia-cachexia syndrome, dyspnoea,
pain and impaired physical well-being.

Moderate

Co-morbidity was consistently associated with shorter
survival. Age and gender were not consistently
associated with survival duration, except in lung cancer
where females survived longer.

Moderate

The association between tumour bulk and survival time warrants further research,
particularly the definition of pragmatic measures that are readily applicable in clinical
practice.
Large prospective studies are needed to assess and validate the utility of these factors alone and
in combination.
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A9
Early identification of palliative care patients in general practice: development of
RADboud indicators for Palliative Care Needs (RADPAC).
Department of Anaesthesiology, Pain and Palliative Medicine, Radboud University
Nijmegen Medical Centre, Nijmegen, The Netherlands. b.thoonsen@anes.umcn.nl
Br J Gen Pract. 2012 Sep; 62(602):e625-31. doi: 10.3399/bjgp12X654597.
Thoonsen B, Engels Y, van Rijswijk E, Verhagen S, van Weel C, Groot M, Vissers K.
Click here to enter text.
Review (non-systematic)
September 2012
Publication
Date
2++ (High quality SR of non-RCT studies; or high
quality non-RCT studies with a very low bias risk and
high probability of a causal relationship)

Region

This study developed the RADPAC: three
comprehensive sets of indicators to help GPs identify
patients with CHF, COPD, or cancer in need of
palliative care. A three- step procedure was used,
including a literature review, focus group interviews
with input from the multidisciplinary field of palliative
healthcare professionals, and a modified Rand Delphi
process with GPs.
Congestive heart failure
1. The patient has severe limitations, experiences
symptoms even while at rest; mostly bedbound
patients (NYHAa IV)
2. There are frequent hospital admissions (>3 per yr)
3. The patient has frequent exacerbations of severe
heart failure (>3 per year)
4. The patient is moderately disabled; dependent;
requires considerable assistance and frequent care
(Karnofsky score ≤50%)
5. The patient’s weight increases and fails to respond
to increased dose of diuretics
6. A general deterioration of the clinical situation
(oedema, orthopnoea, nocturia, dyspnoea)
7. The patient mentions ‘end of life approaching’

Strength of
evidence

Chronic obstructive pulmonary disease
1. The patient is moderately disabled; dependent;
requires considerable assistance and frequent care
(Karnofsky score ≤50%)
2. The patient has substantial weight loss
(±10% loss of body weight in 6 months)
3. The presence of congestive heart failure
4. The patient has orthopnoea
5. The patient mentions ‘end of life approaching’
6. There are objective signs of serious dyspnoea
(shortness of breath, dyspnoea with speaking, use of
respiratory assistant muscles and orthopnoea)
Cancer
1. Patient has a primary tumour with a poor prognosis
2. Patient is moderately disabled; dependent;
requires considerable assistance and frequent
care (Karnofsky score ≤50%)
3. There is a progressive decline in physical

International western style
countries
Moderate

Moderate

Moderate

Moderate

functioning
4. The patient is progressively bedridden
5. The patient has a diminished food intake
6. The presence of progressive weight loss
7. The presence of the anorexia–cachexia syndrome
(lack of appetite, general weakness, emaciating,
muscular atrophy)
8. The patient has a diminished ‘drive to live’

Other
comments

RADPAC has much in common with the prognostic
indicator guide of the Gold Standards Framework (GSFPIG). In the UK, the GSF has been adopted by many GPs
and seems to have value in daily practice to improve
end-of- life care. The GSF-PIG was developed by
consulting different professional representatives, while
RADPAC used a three-step procedure. Yet both
approaches have resulted in very similar indicators,
which strengthen their validity. As RADPAC and GSF-PIG
were developed in different healthcare settings, it may
also indicate that both instruments address generic
palliative care guidance for general practice.

Moderate

The three sets of indicators in the RADPAC might
improve different aspects of palliative care.
A recent study showed that GPs who are aware of the
patient’s preferred place of death tend to have a
palliative care goal and use palliative care services
more often. The need for timely exploration of care
preferences and a focus on palliative care in order to
improve its quality was important. Early introduction
of palliative care for patients with lung cancer
appeared to improve quality of life and survival time.
Early identification creates more opportunities for
better symptom management and communication
about the full content of palliative care and end- oflife care, such as preferred place of death and
advanced care planning..

Moderate

Moderate
The decision to identify a patient as in need of
palliative care could be influenced by other factors
than medical ones, such as culture, attitude, and
moral ideas of a society, financial recourses, and
restrictions.
The RADboud indicators for PAlliative Care Needs (RADPAC) is the first tool developed from a
combination of scientific evidence and practice experience that can help GPs in the identification
of patients with CHF, COPD, or cancer, in need of palliative care. Applying the RADPAC
facilitates the start of proactive palliative care and aims to improve the quality of palliative care
in general practice.
RADPAC is not intended to be a strict calculator. It has been developed to consider starting
palliative care in patients at an earlier stage in highly prevalent chronic and life-threatening
diseases.
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A10
General practice guidance for implementing the RCGP/RCN End of Life Care Patient Charter
(Section 7)
Antony Chuter & Barbara Pendleton, RCGP Patient Partnership Group
Prof. Keri Thomas RCGP, Clinical Champion for End of Life Care, National Clinical
Lead for Gold Standards Framework Centre in End of Life Care,
Hon. Professor of End of Life Care, University of Birmingham
Lynn Young Primary Care Adviser, RCN October 2012
http://goldstandardsframework.org.uk/Resources/Gold%20Standards%20Framework/Gene
ral/RCGPMattersofLifeDeathOct12.pdf
Review (non-systematic)
Click here to enter a
Publication
Date
date.

Quality of
study

2+ (well conducted non-RCT studies with a low bias risk
and moderate probability of a causal relationship)

Region
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statements
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n and
outcomes)

Gold Standards Framework consists of three simple
steps
1. Identify patients who may be in the last year of
life and identify their stage. Use the surprise
question + prognostic guidance + needs-based
coding.
2. Assess current and future clinical needs and
personal needs. Use assessment tools, advance
care planning (ACP), etc.
3. Plan. -develop an action plan of care.

Strength of
evidence

Web link

Evidence suggests that, if patients are identified and
included on the palliative care/GSF register, then they
are more likely to receive proactive, well-coordinated
care.
GPs should ask two questions to identify patients
nearing the end of life in their practice population.
What is their practice population register ratio
• What is the approximate predicted annual
death rate for your practice population?
• How many patients do you have on your
practice palliative care/GSF register in one
year?
• What proportion of all people who died were on
your palliative care register?
What is their practice population non-cancer/cancer
ratio
About 25% die from cancers and 75% from noncancer conditions of the patients on your palliative
care/GSF register.
How many have cancer and how many non-cancer
conditions?
What is your practice percentage?
How can you include more patients on the
Palliative Care Register?
• Use ‘the surprise question’ – would you be surprised
if this patient were to die in the next
year/months/weeks? If it would not be a surprise,
what could be done to be prepared just in case this

International western style
countries
Moderate

Moderate

Moderate

Moderate

occurred?
• See guidance to increase chances of predicting these
patients, e.g. the revised Prognostic Indicator
guidance (GSF and RCGP websites )
www.rcgp.org.uk/end_of_life_care/home.aspx)
• Consider all patients with long-term conditions or
those patients on the QOF disease registers for
cancer, heart failure, COPD, dementia, stroke and
renal disease. What might lead you to think that
they may be deteriorating or nearing the final
months of life and require additional supportive and
palliative care?
• Consider the residents within care homes in your area,
especially those in nursing homes. With increasing
complexity and decreasing length of stay in care homes,
many residents may be in their final year of life,
requiring good end of life care. They might be
considered for your palliative care/GSF register.
• Those care homes having undertaken the GSF Care
Homes Training Programme might be informing you
of their estimated needs-based coding. Care home
staff might well be aware of those in the final
months/weeks of life.
• Invite members of your local hospice/specialist
palliative care teams to join GSF meetings. They may be
aware of patients who are approaching the end of life,
referred from other sources.
• See the Dying Matters ‘Find Your 1% Campaign’
(www.dyingmatters.org/gp).
Long-term/chronic conditions
Patients with long-term conditions or who are on the
six key QOF registers (i.e. COPD, dementia, heart
failure, cancer, stroke, and kidney disease) may be
suitable for inclusion on the Palliative Care Register.
In the same way, consider whether they are receiving
optimal best-practice care.
Care homes
Almost a fifth of all patients die in care homes, and of
course this includes some of the most vulnerable –
those with significant frailty, dementia and other lifelimiting conditions. With more living at home longer,
the average length of stay in nursing homes is
decreasing and is now under a year, so many homes
are very experienced with caring for dying patients.
Your role as GP is vital here. Some care homes, e.g.
those using the GSF Care Homes Programme, use the
needs-based coding system and will work with you to
focus on the most needy. As with all end of life care,
identifying, assessing, prioritising and planning can
lead to better use of resources.
Patients with dementia
Patients with dementia may die either from the
condition or, more commonly, with the condition as
part of a range of other illnesses. Usually, the dying

Moderate

Moderate

Moderate

trajectory is more prolonged and with a gradual
decline. Their end of life care may present a number
of challenges for primary care.
• Assessment of pain/distress: for people with
advanced dementia, the assessment of pain and
distress may require detailed observation from
those caring for them, as they are often unable to
directly communicate their needs. A range of
assessment tools is available to help assess these
symptoms, for example the Pain Assessment in
Advanced Dementia (PAINAD) scale, but no one
tool is currently recommended. It is available at
prc.coh.org/PainNOA/OV.pdf.
• Decision making: this may be by proxy views from
family carers unless the patient has made an advance
statement prior to loss of mental capacity, which
indicates their wishes. Where possible, best-interest
decisions should be made, incorporating what the
patient would have wanted with family and carer
views.
• Use of existing end of life tools and care pathways:
these will help assess when a patient requires more
palliative care. End of life care pathways will help
improve the quality of care at the very end of life, but
because of the nature of dying may need to be used for
longer than a few days.
Prioritise those with most urgent needs to be able to
handle them proactively but bear the others in mind for
later.
Use needs based coding and the ‘Needs Support
Matrices’ in the GSF Primary Care Programme; use a
whiteboard or coding register to consider which
patients require most help.
A – All: stable from diagnosis – Years
B– Unstable, Advanced disease – Months
C – Deteriorating, exacerbations – Weeks
D – Last days of life pathway – Days

Moderate

Discuss these patients regularly, preferably at a
monthly team meeting, to ensure you are planning
ahead for likely issues and that the care provided is
in line with their stated wishes and preferences.

Moderate

Include patients based on their need as well as
prognosis, e.g. those with difficult symptom control or
coordination of care.

Moderate

Moderate

Other
comments

Other
comments

Other
comments

6.2

Sub-topic: Interventions to increase the number of people identified as
approaching end of life with advanced care plans
Search record

6.2.1

13 publications met the search criteria. Full Tabulated results
The following data forms present the detailed systematic review and meta-analysis findings of the
literature review. For further information on: ‘type of evidence’, ‘quality of study’ and ‘strength of
evidence’ see the methods statement on evidence classification (Section 3.4). Summary results are
provided in the results section (Section 4). Results are presented chronologically starting with the
most recent.
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http://publications.nice.org.uk/quality-standard-for-end-of-life-care-for-adultsqs13/quality-statement-3-assessment-care-planning-and-review
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Systematic review
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Service providers ensure that systems are in place to
ensure comprehensive holistic assessments are
carried out with people identified as approaching the
end of life, in response to their changing needs and
preferences, with the opportunity to discuss, develop
and review a personalised care plan for current and
future support and treatment.

Strength of
evidence

High

NICE QS13: Quality standard for end of life care for adults
Quality-Statement-3-assessment-care-planning-and-review
August 2011

Health and social care professionals offer or
contribute to comprehensive holistic assessments
with people identified as approaching the end of life,
in response to their changing needs and
preferences, including giving them the opportunity
to discuss, develop and review a personalised care
plan for current and future support and treatment

High

Commissioners ensure they commission services that
carry out comprehensive holistic assessments with
people identified as approaching the end of life, in
response to their changing needs and preferences,
which include the opportunity to discuss, develop and
review a personalised care plan for current and future
support and treatment.

High

People approaching the end of life are offered full
assessments to ensure they are getting the best care
and support for their circumstances. During these
assessments, they have the opportunity to discuss their
needs (for example, physical, psychological, social,
spiritual and cultural needs) and preferences. This
includes the opportunity to develop and review a care
plan detailing their preferences for current and future
support and treatment.

High

A 'holistic' assessment includes, as a minimum,
physical, psychological, social, spiritual, cultural, and
where appropriate, environmental considerations.
This may relate to needs and preferences as well as
associated treatment, care and support.

High

A comprehensive assessment is likely to be
multidisciplinary and may require the input of both
health and social care professionals, as well as other
appropriate support services. A comprehensive
assessment is one that is coordinated effectively in
order to avoid duplication.

High

All assessments and related care planning should be
carried out in a sensitive way and in the best
interests of the person approaching the end of life,
with appropriate consent. Discussion about the
value of the assessment process and what the
person and their families and carers can expect
should be offered.

High

Assessments should encompass all aspects of end of
life care, taking into account the
preferences of the person approaching the end
of life, and their families and carers, with
respect to:

High

• written and other forms of information
• face-to-face communication
• involvement in decision-making
• control of physical symptoms
• psychological support
• social support
• spiritual support
• Organ and tissue donation.

Other
comments

Once people have been identified as approaching the
end of life, they should receive a prompt initial
holistic assessment. Assessment should be an
ongoing and proactive process that is both planned
and responsive. Timing of assessments should take
into account changes in the person's condition or
circumstances as well as specific requests from the
person approaching the end of life and their families
and carers.

High

Information about personalised care plans, which
may or may not include advance statements or
advance decisions to refuse treatment depending on
the person's preferences, is available from the
National End of Life Care Programme in Capacity, care
planning and advance care planning in life limiting
illness: A guide for health and social care staff.

High
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B2
National Institute for Clinical Excellence (NICE) Guidance on Cancer Services
Improving Supportive and Palliative Care for Adults with Cancer
http://publications.nice.org.uk/quality-standard-for-end-of-life-care-for-adults-qs13/quality
Systematic review
March 2004
Publication
Date
Region
Choose an item
1++ (high quality MA; or SR of RCTs; or RCT with very
low bias risk)
High
Strength of
Assessment of patients’ individual needs is a critical
evidence
first step in ensuring they receive the services they
require. Patients should be offered support to help
them to assess their own needs so that the process
becomes one of partnership between patients and
professionals. At national level, it is recommended
that work be undertaken to inform the process of
developing assessment approaches/tools for use in
routine practice by a range of health and social care
professionals.
Patients should not be subjected to unnecessary
repeated assessments from different professionals
aiming to elicit similar information. To avoid such
problems, providers and teams, working through
Cancer Networks, should develop common
approaches to assessment, including the use of
specific assessment tools linked with other domains
such as continuing, social and intermediate care.

High

Assessments should encompass all aspects of
supportive and palliative care including the
preferences of patients and carers with respect to:
• written and other forms of information
• face-to-face communication
• involvement in decision making
• control of physical symptoms
• psychological support
• social support
• spiritual support
• rehabilitation
• complementary therapies
• self-management and peer support
• family and carer support
• bereavement support
• Involvement in the design and delivery of services.

High

Central to the process should be asking patients how
they are feeling and helping them to assess their own
needs. Patients are often the most effective assessors of
their needs.
Teams should ensure that a structured assessment is
undertaken at key points in the patient pathway and is
recorded, with mechanisms developed for sharing the
data among the multidisciplinary team. There should
be a locally agreed format in which findings can be
recorded. Findings should be discussed at
multidisciplinary team meetings.

High

While assessment should be an ongoing process
throughout the course of a patient’s illness,
structured assessments should, as a minimum, be
undertaken at each of the following key points:
• around the time of diagnosis
• commencement of treatment

High

• completion of the primary treatment plan
• disease recurrence
• the point of recognition of incurability
• the point at which dying is diagnosed
• At any other time the patient requests it.
Following each assessment, potential interventions
should be discussed with patients and carers and a
mutually agreed action plan formulated.

High

Provider organisations should ensure that health and
social care professionals they employ have received
training in assessing patients’ and carers’ needs.
These professionals have a responsibility to ensure
they have received such training before undertaking
assessments.

High

All patients with advanced cancer should have their
physical, psychological, social and spiritual needs,
and their preferences for the nature and location of
care, assessed on a regular basis.

High

When death is imminent, particular attention
should be given to assessing and accommodating
the wishes of patients, families and other carers

High

All patients with advanced cancer should have their
needs systematically assessed on a regular basis
across the domains of physical, psychological, social
and spiritual needs, using agreed assessment tools.
As needs can change rapidly, re-assessment will be
necessary at frequent intervals.

High

Assessments should be made by health care
professionals who have received further education
and training in palliative care. Where this is not
possible, assessments should be undertaken either
solely by the local specialist palliative care team or
in conjunction with them.

High

The findings of an assessment, including the principal
needs of patients and carers, should be recorded in
the patient’s records and formally discussed within
the team providing care.

High

Key components of best practice in community
palliative care
• Patients with needs for palliative care are identified
according to agreed criteria and a management plan
discussed within the multidisciplinary team.

High

• These patients and their carers are regularly
assessed using agreed assessment tools.
• Anticipated needs are noted, planned for
and addressed.
• Patient and carer needs are communicated within
the team and to specialist colleagues, as appropriate.

• Preferred place of care and place of death are
discussed and noted, and measures taken to comply,
where possible.
• Co-ordination of care is orchestrated by a named
person in a practice team.
• Relevant information is passed to those providing
care out of hours, and anticipated prescribed drugs
left in the home.
• A protocol for care in the dying phase is followed,
such as the Liverpool Care Pathway for the Dying
Patient or the Welsh Integrated Care Pathway for the
last two days of life.
• Carers are educated, enabled and supported, which
includes the provision of specific information, financial
advice and bereavement care.
• Audit, reflective practice, development of practice
protocols and targeted learning are encouraged as
part of personal, practice and provider organisation
development plans.
Other
comments
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B3
Evidence-Based Recommendations for Information and Care Planning in Cancer Care Anne
Walling, Karl A. Lorenz, Sydney M. Dy, Arash Naeim, Homayoon Sanati, Steven M. Asch,
and Neil S. Wenger
http://www.ncbi.nlm.nih.gov/pubmed/18688058
Systematic review
August 2008
Publication
Date

Quality of
study

1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)

Region

Evidence
statements
(note
population,
interventio
n and
outcomes)

There is evidence to support ACP provides a method
for effective and empathetic patient-centred
communication regarding a terminal diagnosis,
including prognosis and care plans.

Strength of
evidence

International western style
countries
Moderate

There is evidence to support communication about the
issue of prognosis is an essential aspect of effective
ACP, and yet, communication of prognosis is
infrequently documented, and when physicians do
transmit prognostic guesses, these are systematically
overestimated.

Moderate

There is evidence to support the discussion of
prognosis and advance care planning within one
month of a patient’s new diagnosis of advanced
cancer

Moderate

There is evidence to include palliative care and
hospice teams are particularly who are skilful,
especially as cancer advances.

Moderate

There is evidence to support anticipatory planning to
ensure the physician or care provider elicits what is
important for an individual patient at end of life.
There is evidence to support that on the basis of law,
guidelines, and ethical consensus, a cancer patient’s

Moderate

Moderate

goals and values should guide treatment and lifesustaining care decisions. The ACP provides a
structure to facilitate this process. These
communication strategies emphasise the need to be
sensitive to the patient’s perspective regarding cancer
and to continually address the patient’s need for
information, support, and involvement in the care
plan.
Document advance directive or surrogate decision
maker in patients with advanced cancer when death is
expected
Advanced care planning communication strategies -

Moderate

Moderate

Baile et al
1. Facilitate the establishment of a close rapport with
the patient
2. Identify the patient’s information preferences
3. Ensure comprehension of key knowledge and
information
4. Address the patient’s emotions in a supportive
fashion
5. Elicit the patient’s key concerns
6. Involve the patient in the treatment plan
Advanced care planning communication strategies -

Moderate

Back et al
S - Setup
P - Perception
I - Invitation
K - Knowledge
E - Empathize
S - Summarize and Strategize
There is evidence to support there should be minimal
standards for when ACP should be discussed in
cancer patients include at diagnosis of cancer, before
an expected death from cancer, and other sentinel
events

Moderate

After the diagnosis of cancer, sentinel events that occur
during the disease progress, such as initiation of invasive
procedures, first diagnosis of CNS disease, and initiation
of a new chemotherapy regimen, are important
opportunities to readdress a patient’s goals given
changes in prognosis and increased risk for being in a
state in which the patient will not be able to make
treatment decisions.

Moderate

A special challenge in ACP for cancer is the issue of
how to address situations where a person lacks
capacity. If a cancer patient has the capacity to make
decisions about end-of-life care, he or she should do.
However, because delirium is so common in
advanced cancer, patients are often unable to make
decisions or themselves at the end of life.
Theoretically, by assessing and documenting
prognosis, ACP, and goals of care throughout the
disease trajectory, informed decisions can be made,
desired care can be received, and unwanted
aggressive care can be avoided.

Moderate

There is evidence to support sentinel events in
cancer care should identify times that ACP should be
addressed if they have not already been discussed,
these include: admission to an intensive care unit,
initiation of mechanical ventilation, diagnosis of CNS
metastasis, initiation of a chemotherapy regimen,
initiation of new haemodialysis, pacemaker or
implantable cardioverter-defibrillator placement,
decision to undergo major surgery, and a decision
for gastric tube placement

Moderate

There is evidence to support patient-physician
communication techniques improve the frequency of
advance directive completion.

Moderate

There is evidence to support educational
interventions for physicians increased the ability of
physicians to elicit patient preferences; this approach
reduced the use of life-sustaining treatments, but no
intervention had an effect on pain, suffering, or the
cost of care.

Moderate

There is evidence to support a palliative
care/coordinated care intervention improved
completion of advance directives for patients

Moderate

There is evidence to support oncologists being
encouraged to be open with patients about prognosis
and be comfortable addressing sensitive issues such as
future goals of care in the context of their patient’s
disease.
Advance directives are not as effective as they could
be if they are not documented effectively or not
communicated between patients, providers, and
venues.

Moderate

There is evidence to support the continuity of advance
directives and information collected during ACP is a
minimal standard of quality. Oncologists should
ensure that advance directives are relevant and
available for use across the many venues in which a
patient may receive care.

Moderate

Assess comprehensively from a palliative
perspective and document pain and other
symptoms, spiritual or existential concerns,
caregiver burdens/need for practical assistance, and
financial concerns for patients with advanced cancer
when death is expected

Moderate

Refer outpatients with advanced cancer for
palliative care and/or hospice within 6 months of
their death End-of-life discussion and advance care
planning Discuss prognosis and advance care
planning within 1 month of a patient’s new
diagnosis of advanced cancer

Moderate

Document advance directive or surrogate decision
maker in patients with advanced cancer when death is
expected

Moderate

Moderate

Other
comments

Sentinel events
Document patient’s goals or preferences for care in
patients with advanced cancer within 48 hours of any
admission to a hospital

Moderate

Document patient’s goals or preferences for care in
patients with advanced cancer within 48 hours of
admission to an intensive care unit and before
mechanical ventilation

Moderate

Discuss prognosis and advance care planning with
patients who have advanced cancer who have a new
diagnosis of CNS metastases or who are to begin a
new chemotherapy regimen

Moderate

Discuss advance care planning with patients with
advanced cancer who are to begin high-dose opiates

Moderate

Discuss goals of care and preferences for
interventions when a patient with advanced cancer
undergoes new haemodialysis, pacemaker, or
implantable cardioverter-defibrillator placement;
major surgery; or gastric tube placement.

Moderate

Moderate
Continuity Transfer advance directives with patients
when they change venues
Despite the fact that some studies of ACP have suggested little effect on end-of-life decision
making, other ACP interventions showed positive effects on patient satisfaction, patient
knowledge, and psychological adjustment.
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B4
'Would you like to talk about your future treatment options'? Discussing the transition from
curative cancer treatment to palliative care. Palliat Med. 2006 Jun;20(4):397-406. Schofield P,
Carey M, Love A, Nehill C, Wein S.
Schofield - Palliat Med - Jun 2006 'Would you like to talk about your future treatment
options'? Discussing the transition from curative cancer treatment to palliative
care.http://www.ncbi.nlm.nih.gov/pubmed/16875109
Systematic review
June 2006

Quality of
study

1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)

Evidence
statements
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There is evidence to support the introduction of the
palliative care team as part of the multi-disciplinary
team early after the diagnosis of advanced cancer
as opposed to waiting until severe symptoms
emerge may aid in the adjustment process.
However, ultimately the timing should be guided by
each individual’s preferences.

International western style
countries
Moderate

There is evidence to support that patients receiving
palliative care want information about their illness,
including prognostic information.16

Moderate

There is evidence to support caregivers of palliative
patients have information and support needs,
especially disease-related information needs.

Moderate

There is limited evidence that supports people with
advanced disease tend to underestimate the extent of
their disease, and be overly optimistic about their
prognosis.

Moderate

These misperceptions about prognosis are significant
because patients who have overly optimistic
perceptions of their prognosis are more likely to ask
for futile, curative treatments, making palliative care
referrals more difficult. Hence, if patients want
prognostic information, it is important that they are
provided with as accurate information as possible.

Moderate

There is evidence to support that information needs
to be provided using lay terms; euphemisms should
be avoided. Recent UK research has shown that a
substantial proportion of the general public do not
understand words and phrases, such as ‘metastasis’
and ‘spots in the liver’ used in cancer consultations.
This highlights the importance of using plain language
and checking the patient’s understanding of the
information that has been conveyed.

Moderate

There is evidence to support health professionals
encouraging emotional expression responding with
empathy as part of the discussion of prognosis.
Doctors’ unwillingness to explore family members’
feelings when discussing the transition to palliative
care has been associated with higher levels of
emotional distress among bereaved family members
of cancer patients,11 (Level IV). In a qualitative study
of the experiences of patients being referred to

Moderate

palliative care services, the inexperience and
insensitivity of the doctor to patients’ emotions
presented the greatest problems.

Other
comments

There is evidence to support the importance of
maintaining hope. Hearing the news of incurable
disease is understandably devastating for most
people. Patients believe it is crucial that doctors
communicate hope as well as honest clear
information in their discussions with them of
prognosis. Finding ‘the balance between truth
telling and nurturing hope’ has been identified as an
important aspect of fostering hope.

Moderate

There is evidence to support that around a quarter of
oncologists from western countries report they
‘occasionally’ administered a treatment that was not
likely to work, in order to bolster the patient’s hope and
avoid ACP discussion

Moderate

There is evidence to support the reported stress
experienced by health professionals involved in the
care of the seriously ill and dying
There is evidence to support communication skills
training programs on the introduction of palliative
care.
much of the evidence underpinning these recommendations
was drawn from descriptive or qualitative
studies, expert opinion or tangentially related topics,
such as breaking bad news of a cancer diagnosis

Moderate

Moderate
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Robinson - Age Ageing - Mar 2012 A systematic review of the effectiveness
planning interventions for people with cognitive impairment and dementia.
http://www.ncbi.nlm.nih.gov/pubmed/22156555
Systematic review
Publication
Date
1+ (well-conducted MA, SR, or RCTs with a low risk of
Region
bias)

Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and
outcomes)

Other
comments

A systematic review of the effectiveness of advance care planning interventions for people with
cognitive impairment and dementia. Age Ageing. 2012 Mar;41(2):263-9. doi:
10.1093/ageing/afr148. Epub 2011 Dec 8 Robinson L, Dickinson C, Rousseau N, Beyer F, Clark
A, Hughes J, Howel D, Exley C.

There is limited evidence for the effectiveness of ACP
in people with cognitive impairment/dementia in
terms of ACP documentation and health-care use. In
terms of capacity to discuss ACP, nursing home
settings may be too late for people with dementia.

Strength of
evidence

of advance care

December 2011
International western style
countries
Low

There is evidence to support in terms of capacity to
discuss ACP, nursing home settings may be too late
for people with dementia.

Moderate

There is limited evidence to support ACP has the
potential to reduce inappropriate hospital
admissions and health-care costs for people with
cognitive impairment and dementia

Low

There is limited evidence to support dementia ACP
should be carried out in the earlier stages of the
illness before capacity is lost, after which seeking
proxy views to facilitate best interest decision-making
is recommended.

Low

There is limited evidence to support in dementia ACP
should be carried out before mental capacity is lost.
ACP allows a patient to discuss and write down their
preferences for care, so that if in future they cannot
make decisions their wishes are known.

Low

Low
There is limited evidence of variable quality that ACP
has the potential to positively influence patient
preferences for future care and reduce hospitalisation
rates.
This systematic review identified four studies involving people with cognitive
impairment/dementia; all were set in nursing homes
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1. Bravo - Soc Sci Med - Oct 2008 Assessing the effectiveness of interventions to promote
advance directives among older adults: a systematic review and multi-level analysis.
http://www.ncbi.nlm.nih.gov/pubmed/18644667
Systematic review
July 2008
Publication
Date
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1++ (high quality MA; or SR of RCTs; or RCT with very
International low bias risk)
western style
countries
High
Strength of
There is evidence to support the provision of AD oral
evidence
information over multiple sessions as the most
successful intervention. This was true regardless of
the target population. These findings support the
effectiveness of educational interventions in
increasing the formulation of ADs and provide
practical advice on how best to achieve this goal.
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Assessing the effectiveness of interventions to promote advance directives among older
adults: a systematic review and multi-level analysis. Soc Sci Med. 2008 Oct;67(7):1122-32.
doi: 10.1016/j.socscimed.2008.06.006. Epub 2008 Jul. Bravo G, Dubois MF, Wagneur B.

There is evidence to support the provision of AD oral
information over multiple sessions is more labourintensive and time-consuming than, for example,
mailing out written materials. Yet, formulating ADs for
times of future incapacity is a sensitive matter that
should be based on a proper understanding of their
purpose and implication

High

There is evidence to support the provision of AD oral
information over multiple sessions is better achieved
through repeated encounters with knowledgeable
informants, allowing sufficient time to make informed
end-of-life decisions.

High
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B7
Influencing advance directive completion rates in non-terminally ill patients: a systematic
review. J Crit Care. 2004 Mar;19(1):1-9. Patel RV, Sinuff T, Cook DJ.
7. Patel - J Crit Care - Mar 2004 Influencing advance directive completion rates in nonterminally ill patients: a systematic review.
http://www.ncbi.nlm.nih.gov/pubmed/15100999
Systematic review
Publication
March 2004
Date
Region
North America
1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
Moderate
Strength of
There is evidence to support advance directive
evidence
completion rates documenting patient preferences
for end-of-life care may be increased by simple
patient-directed educational interventions.
There is evidence to support the completion rate of
an advance directive is similar among patients with
chronic illness compared to those with acute illness

Moderate

There is evidence to support the completion rate of
an advance directive is higher among patients
receiving direct counselling compared to those who

Moderate

did not.
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Moderate
There is evidence to support clinician-initiated
discussion resulting in more documentation about
end-of-life preferences than usual practice.
Our objective was to systematically evaluate whether advance health care planning
interventions directed at adult patients without terminal illness influence the completion
rate of advance directives. We hypothesized that a discussion about EOL care initiated by
the patient’s physician would be the most effective method for increasing the completion of
advance directives.

B8
Completing an advance directive in the primary care setting: what do we need for success? J Am
Geriatr Soc. 2007 Feb;55(2):277-83. Ramsaroop SD, Reid MC, Adelman RD
1. Ramsaroop - J Am Geriatr Soc - Jan 2007 Completing an advance directive in the primary
care setting: what do we need for success?
http://www.ncbi.nlm.nih.gov/pubmed/17302667
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There is evidence to support the most successful
advance directive interventions incorporated direct
patient–healthcare professional interactions over
multiple visits.
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1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)

Publication
Date
Region

Strength of
evidence

February 2007
International western style
countries
Moderate

Moderate
The evidence does not support passive education.
Passive education of patients using written materials
(without direct counselling) was a relatively
ineffective method for increasing advance directive
completion rates in the primary care setting.
This review extends the literature because it focuses on completion of advance directives in the
primary care setting
B9
Systematic review of educational interventions for improving advance directive completion. J
Nurs Scholarsh. 2010 Sep 1;42(3):234-41. Durbin CR, Fish AF, Bachman JA, Smith KV.
9. Durbin - J Nurs Scholarsh - Aug 2010 Systematic review of educational interventions for
improving advance directive completion. http://www.ncbi.nlm.nih.gov/pubmed/20738733
Systematic review
August 2010
Publication
Date
Region
International 1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
western style
countries
Moderate
Sufficient evidence exists to conclude that combined
Strength of
evidence
written and verbal educational interventions were
more effective than single written interventions in
increasing the percentage of newly completed ADs in
adult clinic outpatients and hospitalized elderly

Other
comments

The low numbers of studies per type of educational intervention preclude making
prescriptive clinical recommendations. To enhance nursing science, continued research
using diverse samples should be conducted against controls before more studies comparing
interventions are undertaken.
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Citation

Interventions to promote the use of advance directives: an overview of systematic reviews.
Patient Educ Couns. 2010 Jul;80(1):10-20. doi: 10.1016/j.pec.2009.09.027. Epub 2009 Oct
29. Tamayo-Velázquez MI, Simón-Lorda P, Villegas-Portero R, Higueras-Callejón C, GarcíaGutiérrez JF, Martínez-Pecino F, Barrio-Cantalejo IM.

Web link

Tamayo-Velázquez - Patient Educ Couns - Jul 2010 Interventions to promote the

Type of
evidence
Quality of
study
Evidence
statement
s (note
population,
interventio
n and
outcomes)

use of advance directives: an overview of systematic reviews.
http://www.ncbi.nlm.nih.gov/pubmed/19879090
Systematic review
Publication
Date
Region
1++ (high quality MA; or SR of RCTs; or RCT with very
low bias risk)
Strength of
The most effective method of increasing the use of
evidence
ADs is the combination of informative material and
repeated conversations over clinical visits.
When interactive informative interventions are
employed, the AD completion rate increases.
The majority of the studies identify multiple sessions
as the most effective method for direct interaction
between patients and health care professionals
The use of passive informative material in isolation
does not significantly increase AD completion rates.

July 2008
International - all
High

Moderate
High

Moderate

Other
comments
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Citation

Web link
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interventio
n and
outcomes)
Other
comments

B11
Interventions to improve transitional care between nursing homes and hospitals: a
systematic review. J Am Geriatr Soc. 2010 Apr;58(4):777-82. doi:
10.1111/j.1532-5415.2010.02776.x. LaMantia MA, Scheunemann LP, Viera AJ,
Busby-Whitehead J, Hanson LC.
11.La Mantia - J Am Geriatr Soc - Apr 2010. Interventions to improve
transitional care between nursing homes and hospitals: a systematic review.
http://www.ncbi.nlm.nih.gov/pubmed/20398162
Systematic review
April 2010
Publication
Date
Region
International 1+ (well-conducted MA, SR, or RCTs with a low
risk of bias)
western style
countries
Moderate
A standardized patient transfer form may assist
Strength of
evidence
with the communication of advance directives
and medication lists and that
Moderate
Pharmacist-led review of medication lists may help
identify omitted or indicated medications on transfer
Moderate
Well-designed and structured patient transfer records
may improve the frequency and the accuracy of
transfer of medication lists and advance directives.
The review found that two unique transfer documents facilitated the transfer of
advance directive information, although these studies did not report the accuracy
of information transfer.
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B12
The effectiveness of interventions to increase advance directive completion rates. J Aging
Health. 2007 Jun;19(3):519-36. Jezewski MA, Meeker MA, Sessanna L, Finnell DS.
12. Jezewski - J Aging Health - Jun 2007 The effectiveness of interventions to increase
advance directive completion rates.
Systematic review
June 2007
Publication
Date
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
International bias)
western style
countries
Moderate
Strength of
There is evidence to support the design of the
evidence
intervention improves the AD completion rates for
the studies reviewed.
Moderate
There is evidence to support interaction with a
knowledgeable person improves the AD completion
rates
There is evidence to support having a person
available who can answer questions and assist with
AD completion improves the AD completion rates

Moderate

Interactive interventions were those that had a
required component of person-to-person interaction
where participants had the opportunity to ask
questions and/or receive assistance completing AD
forms.

Moderate

Moderate
Moderate
Interaction with a knowledgeable resource person
and the opportunity to discuss individual concerns
seem to be critical to an intervention’s effectiveness.

Moderate

There is evidence to support group interaction may
intensify the discussion and question and answer
process that has been found to improve completion
rates
There is evidence to support interventions that were
most effective included repeated contacts or stimuli
toward AD completion.
For example, when AD information was given several
days prior to admission or through the mail and
provided again at the time of admission, completion
rates were significantly higher for those persons
given the information prior to hospitalization than for
patients who received the information only at the
time of admission

Moderate

There is evidence to support two or more home care
visits by the community health nurse improves the AD
completion rates

Moderate

Evidence does not support education without the
ability to ask questions; this does not significantly
increase the AD completion rate.

Moderate

Evidence does not support didactic interventions;
they did not usually increase completion rates
higher than the predicted average rate for the
general population

Moderate

Moderate

Evidence does not support the addition of video
instruction; video instructions did not improve AD
completion rates when compared to the effectiveness of
written materials

Moderate

Evidence does not support personal stories
(presented via video) have not added to the
effectiveness of AD interventions.

Moderate

Other
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B13
The effect of a social work intervention to enhance advance care planning documentation in the
nursing home. J Am Geriatr Soc. 2005 Feb;53(2):290-4. Morrison RS, Chichin E, Carter J, Burack
O, Lantz M, Meier DE.

Web link

1. Morrison - J Am Geriatr Soc - Jan 2005 The effect of a social work intervention to enhance
advance care planning documentation in the nursing home. (RCT) (Social work – suggest
including)
Randomised controlled trial
February 2005
Publication
Date
1+ (well-conducted MA, SR, or RCTs with a low risk of
Region
North America
bias)
Moderate
Strength of
The intervention group residents were significantly
evidence
more likely than residents in the control group to
have their preferences regarding cardiopulmonary
resuscitation, artificial nutrition and hydration,
intravenous antibiotics, and hospitalization
documented in the nursing home chart.

Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and
outcomes)

Other
comments

There is evidence to support a multicomponent social
work-based intervention that included counselling by
social workers specifically trained in communication
skills, capacity assessment, and advance care
planning improved documentation of patients’ wishes
regarding common life-sustaining treatments (CPR,
artificial nutrition and hydration, hospitalization,
intravenous antibiotics and also increased the
likelihood that medical decisions are concordant with
the patient’s wishes.

Moderate

This generalizable intervention directed at nursing home social workers significantly improved
the documentation and identification of patients’ wishes regarding common life-sustaining
treatments and resulted in a higher concordance between patients’ prior stated wishes and
treatments received.

6.3

Sub-topic: Interventions to promote the number of people dying in their
preferred place of care & reduce the number dying in hospital
Search record

6.3.1

12 publications met the search criteria. Full Tabulated results
The following data forms present the detailed systematic review and meta-analysis findings of the
literature review. For further information on: ‘type of evidence’, ‘quality of study’ and ‘strength of
evidence’ see the methods statement on evidence classification (Section 3.4). Summary results are
provided in the results section (Section 4). Results are presented chronologically starting with the
most recent.
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C1
Click here to enter text.
NHS - NICE - Aug 2011 http://publications.nice.org.uk/quality-standard-for-end-of-life-care-foradults-qs13
Systematic review
August 2011
Publication
Date
Region
1++ (high quality MA; or SR of RCTs; or RCT with very
International low bias risk)
western style
countries
Moderate
The quality standard for end of life care for adults
requires that services are commissioned from and
coordinated across all relevant agencies, including
specialist palliative care, and encompass the whole
end-of-life care pathway.
High

An integrated approach to provision of services is
fundamental to the delivery of high-quality care to
people approaching the end of life and their families
and carers.
Evidence
statements
(note
population,
interventio
n and
outcomes)

This quality standard describes high-quality care that,
when delivered collectively, should contribute to
improving the effectiveness, safety and experience of
care for adults approaching the end of life and the
experience of their families and carers.

Strength of
evidence

High

The NICE quality standard states that people
approaching the end of life should receive care that is
aligned to their needs and preferences that include an
increased length of time spent in preferred place of care
during the last year of life.

Moderate

The NICE quality standard states that people
approaching the end of life should have a reduction
in unscheduled care hospital admissions leading to
death in hospital (where death in hospital is against
their stated preference).

Moderate

People approaching the end of life and their families
and carers are communicated with, and offered
information, in an accessible and sensitive way in
response to their needs and preferences.

Moderate

People approaching the end of life are offered
comprehensive holistic assessments in response
to their changing needs and preferences, with
the opportunity to discuss, develop

Moderate

and review a personalised care plan for current and
future support and treatment.
People approaching the end of life have their physical

Moderate

and specific psychological needs safely, effectively
and appropriately met at any time of day or night,
including access to medicines and equipment.
People approaching the end of life are offered timely

Moderate

personalised support for their social, practical and
emotional needs, which is appropriate to their
preferences, and maximises independence and social
participation for as long as possible.
People approaching the end of life are offered

Moderate

spiritual and religious support appropriate to their
needs and preferences.
Families and carers of people approaching the end of

Moderate

life are offered comprehensive holistic assessments
in response to their changing needs and preferences,
and holistic support appropriate to their current
needs and preferences.
People approaching the end of life receive consistent

Moderate

care that is coordinated effectively across all relevant
settings and services at any time of day or night, and
delivered by practitioners who are aware of the
person's current medical condition, care plan and
preferences.
People approaching the end of life who experience a

Moderate

crisis at any time of day or
night receive prompt, safe and effective urgent care
appropriate to their needs and preferences.
People approaching the end of life who may benefit

Moderate

from specialist palliative care,
are offered this care in a timely way appropriate to
their needs and preferences, at any time of day or
night.
People in the last days of life are identified in a timely

Moderate

way and have their care coordinated and delivered in
accordance with their personalised care plan, including
rapid access to holistic support, equipment and
administration of medication.
Health and social care workers have the knowledge,

Moderate

skills and attitudes necessary to be competent to
provide high-quality care and support for people
approaching the end of life and their families and
carers.
Generalist and specialist services providing care for
people approaching the end
of life and their families and carers have a
multidisciplinary workforce sufficient in number and
skill mix to provide high-quality care and support.
Other

Moderate
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C2
Improving Supportive and Palliative Care for Adults with Cancer
2. NHS - NICE - Mar 2004 http://guidance.nice.org.uk/CSGSP
Systematic review
Publication
Date
1++ (high quality MA; or SR of RCTs; or RCT with very
Region
low bias risk)
Strength of
Patients with advanced cancer require a range of
evidence
services to ensure their physical, psychological, social
and spiritual needs are met effectively and to enable
them to live and die in the place of their choice, if at
all possible. As clinical circumstances can change
rapidly, these services need to be particularly well coordinated, and some need to be available on a 24hour, seven days a week basis to prevent unnecessary
suffering and unnecessary emergency admissions to
hospital

March 2004
International - all
Moderate

Much of the professional support given to patients
with advanced cancer is delivered by health and
social care professionals who are not specialists in
palliative care and who may have received little
training in this area. It is important to empower,
enable, train and support such professionals to
achieve the delivery of effective care.

Moderate

Mechanisms need to be implemented within each
locality to ensure that medical and nursing services
are available for patients with advanced cancer on a
24-hour, seven days a week basis, and that
equipment can be provided without undue delay.
Those providing generalist medical and nursing
services should have access to specialist advice at all
times.

Moderate

Primary care teams should institute mechanisms to
ensure that the needs of patients with advanced
cancer are assessed, and that the information is
communicated within the team and with other
professionals as appropriate. The Gold Standards
Framework provides one mechanism for achieving
this.

Moderate

In all locations, the particular needs of patients who are
dying from cancer should be identified and addressed.
The Liverpool Care Pathway for the Dying Patient
provides one mechanism for achieving this.
Specialist palliative care services
A significant proportion of people with advanced cancer
experience a range of complex problems that

Moderate

Moderate

cannot always be dealt with effectively by generalist
services. In response, hospices and specialist
palliative care services have been established across
the country over the past three decades.
Access to and availability of specialist palliative care
services is variable throughout the country. Many
hospitals do not have full multidisciplinary teams who
can provide advice on a 24-hour, seven days a week
basis. Community specialist palliative care services vary
considerably in their ability to provide services at
weekends and outside normal working hours. The
number of specialist palliative care beds per million
population varies widely between Cancer Networks.

Moderate

Commissioners and providers, working through
Cancer Networks, should ensure they have an
appropriate range and volume of specialist
palliative care services to meet the needs of the
local population, based on local calculations.
These services should, as a minimum, include
specialist palliative care in-patient facilities and
hospital and community teams.

Moderate

Specialist palliative care advice should be available
on a 24 hour, seven days a week basis. Community
teams should be able to provide support to patients
in their own homes, community hospitals and care
homes
Assessment and discussion of patients’ needs for
physical, psychological, social, spiritual and financial
support should be undertaken at key points (such as
at diagnosis; at commencement, during, and at the
end of treatment; at relapse; and when death is
approaching). Cancer Networks should ensure that a
unified approach to assessing and recording patients’
needs is adopted, and that professionals carry out
assessments in partnership with patients and carers

Moderate

Each multidisciplinary team or service should
implement processes to ensure effective interprofessional communication within teams and
between them and other service providers with
whom the patient has contact. Mechanisms
should be developed to promote continuity of
care, which might include the nomination of a
person to take on the role of ‘key worker’ for
individual patients.

Moderate

Mechanisms should be in place to ensure the views
of patients and carers are taken into account in
developing and evaluating cancer and palliative care
services. Cancer Partnership Groups provide one
potential mechanism.

Moderate

Systems should be devised to support patients and
carers to participate in their own care, featuring a
range of informal support opportunities such as selfhelp activities and peer support schemes within

Moderate

Moderate

community settings.
Commissioners and provider
organisations should ensure that patients and
carers have easy access to a range of high quality
information materials about cancer and cancer
services. These materials should be free at the
point of delivery and patients should be offered
appropriate help to understand them within the
context of their own circumstances.

Moderate

Explicit partnership arrangements should be agreed
between local health and social care services and
the voluntary sector to ensure that the needs of
patients with cancer and their carers are met in a
timely fashion and that different components of
social support are accessible from all locations.

Moderate

Provider organisations should nominate a lead person
to oversee the development and implementation of
services that specifically focus on the needs of
families and carers during the patient’s life and in
bereavement, and which reflect cultural sensitivities
Provider organisations should identify staff who may
benefit from training and should facilitate their
participation in training and ongoing development.
Individual practitioners should ensure they have the
knowledge and skills required for the roles they
undertake

Moderate

Moderate

Other
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C3
Hospital at home: home-based end of life care Cochrane Review. Shepperd S, Wee B, Straus Jul.
2011.

Web link
Type of
evidence
Quality of
study

Shepperd - Cochrane - Jul 2011 Hospital at home: home-based end of life care
Systematic review
Publication
July 2011
Date
International - all
1++ (high quality MA; or SR of RCTs; or RCT with very
Region
low bias risk)
Place of death
Strength of
High
evidence
There is evidence to support those receiving end of
life home care were more likely to die at home
compared with those receiving usual care.
Usual care included hospice care, inpatient care and
routinely available primary health care. In
High
There is evidence to support patients receiving end
of life home care reported greater satisfaction than
those in the hospital group at one-month follow up.
This difference disappeared at six months follow up,
which may reflect a reduced sample size due to the
death of a number of these patients.

Evidence
statements
(note
population,
interventio
n and
outcomes)

There is evidence to support care givers of patients
receiving end of life home care reported
higher satisfaction compared with care givers in
the control group at one-month follow up . This
difference disappeared at six months, which may

High

reflect a reduced sample size.
There is evidence to support a reduction in length of
stay for patients receiving end of life home care.
There is evidence to support the requirement by
district nurses for additional help for the care
givers looking after the patients especially additional
help with night nursing

High
Moderate

There was no evidence to support a difference
between those receiving the intervention and the
control group in overall net healthcare costs.

High

There is no evidence to support a difference in
functional status (measured by the Barthel Index),
psychological well-being or cognitive status, between
patients receiving end of life home care and those
receiving inpatient care (Hughes 1992).

High

Other
comments

A number of countries have invested in health services to provide care at home to patients
with a terminal illness who wish to die at home. This investment is backed by surveys of the
preferences of the general public and patients with a terminal illness, which indicate that
most people would prefer to receive end of life care at home. We systematically reviewed
the literature to see if the provision of end of life home care reduces the likelihood of dying
in hospital and what effect this has on patients’ symptoms, quality of life, health service
costs and care givers compared with inpatient hospital or hospice care. We included four
trials in our review and report that the provision of end of life home care does increase the
probability of dying at home.
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Other
comments
ID

Factors Associated with Congruence Between Preferred and Actual Place of Death Vol. 39 No.
3 March 2010 Journal of Pain and Symptom Management. Christina L. Bell, MD, Emese
Somogyi-Zalud, MD, and Kamal H. Masaki, MD
Bell - J Pain Symptom Manage - Mar 2010 Factors associated with congruence between
preferred and actual place of death.
March 2010
Systematic review
Publication
Date
Region
International - all
1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
Moderate
Strength of
Overall congruence included patients with place of
evidence
death matching with preference for hospital,
inpatient hospice, and nursing home deaths as well
as home deaths
Congruence between preferred and actual place of
death is an important goal in end-of-life care.
Specialized programs of care and hospice utilization
were associated with higher levels of congruence
compared with hospital based programs of care.

Moderate

Moderate
Geographic variation in hospice and hospital
availability affected congruence. Symptom control,
physician support, hospice enrolment, and family
support are key factors in congruence between
patient preferences and place of death.
This study systematically reviewed congruence between preferred and actual place of death and
examined some of the factors associated with congruence.
C5

Citation
Web link
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Factors influencing death at home in terminally ill patients with cancer: systematic review BMJ,
doi:10.1136/bmj.38740.614954.55 8 Feb 2006 - Gomes, B. Higginson, I J.
Gomes - BMJ - Mar 2006 Factors influencing death at home in terminally ill patients with
cancer: systematic review.
Systematic review
March 2006
Publication
Date
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
International bias)
western style
countries
There is evidence to support the most important
factors linked to dying at home are: patients’ low
functional status, patients’ preferences, use and
intensity of home care, living arrangements, and
extended family support

Strength of
evidence

Moderate

There is evidence to support actions to enable people to
die at home should focus on the empowerment of
families, public education, home based models of care,
assessment of risk, and training of practitioners in
palliative care

Moderate

There is evidence to support the sustainability of
keeping terminally ill patients at home depends on
how close the families are and how able they are to
care for their loved ones at home

Moderate

Other
comments

The network of factors that influence where patients with cancer die is complicated. Future
policies and clinical practice should focus on ways of empowering families and public
education, as well as intensifying home care, risk assessment, and training practitioners in
end of life care.
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Feeling like a burden to others: a systematic review focusing on the end of life. Palliat Med.
2007 Mar;21(2):115-28.McPherson CJ, Wilson KG, Murray MA.
McPherson - Palliat Med - Mar 2007 Feeling like a burden to others: a systematic review
focusing on the end of life. http://www.ncbi.nlm.nih.gov/pubmed/17344260
Systematic review
Publication
2007December
Date
2011
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
International bias)
western style
countries
Moderate
Strength of
Self-perceived burden has been identified as a
evidence
relevant factor in death hastening acts among
patients with life-threatening illness, as well as in
clinical decisions, such as the choice of place of care
at the end of life, advance directives, and acceptance
of treatment.
Moderate
There is evidence to support that health professionals
and family members may underestimate the
significance of the sense of being a burden for
patients. This finding has implications for the care of
patients as the importance of SPB and the distress
associated with the concern may go unrecognized.
Moderate
self-perceived burden (SPB) is of clinical significance
since it distressing; impacting negatively on one’s
quality of life, sense of dignity, and can lead to
suffering. Moreover, it can influence the choices one

makes, even to the extent of considering to end one’s
life.
There is evidence to support the sense of being a burden
to others is a factor that underlies many requests for
death-hastening acts among patients with lifethreatening illness, although it is not the only factor
underlying these requests.

Moderate

Other
comments

For some care recipients there is a general sense that they have become ‘a burden to
others’. This sense of self-perceived burden (SPB), has been defined as ‘empathic concern
engendered from the impact on others of one’s illness and care needs, resulting in guilt, distress,
feelings of responsibility, and diminished sense of self’. To date, the evidence points to SPB as a
troubling concern for many people who are nearing the ends of their lives
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Where the dying live: a systematic review of determinants of place of end-of-life cancer care.
Oncol Nurs Forum. 2009 Jan;36(1):69-77. doi: 10.1188/09.ONF.69-77.Murray MA, Fiset V, Young
S, Kryworuchko J.
Click here to enter text.
Systematic review
January 2009
Publication
Date
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
International bias)
western style
countries
Moderate
Strength of
There is evidence to support key factors influence
evidence
place of end-of-life care for patients with cancer.
They include factors: related to the disease, the
individual, and the care and social environment.
There is evidence to support social support,
healthcare inputs, from services and programs and
healthcare provider contact, and patient preferences
were the most important factors in influencing place
of end-of-life care

Moderate

Other
comments

ID
Citation
Web link
Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and
outcomes)

C8
Planning and providing end-of-life care in rural areas. J Rural Health. 2006 Spring; 22(2):17481.
Wilson DM, Justice C, Sheps S, Thomas R, Reid P, Leibovici K.
8. Wilson - J Rural Health - Aug 2007 Planning and providing end-of-life care in rural areas.
http://www.ncbi.nlm.nih.gov/pubmed/16606431
March 2006
Systematic review
Publication
Date
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
International bias)
western style
countries
N/A
(home-based nursing care a key factor)
Strength of
evidence
N/A
There is evidence to support rural end-of -life services to
be
integrated into rural hospitals and all other health
care organizations,
N/A
There is evidence to support family caregivers from rural
areas should be provided with more information and
support, particularly in the form of home-based

nursing care.
There is evidence to support continuing education
and for improved support of rural care providers.
There is evidence to support people living in rural areas
have limited access to specialized palliative care and
home care.

Other
comments

N/A
N/A

N/A
N/A
Although rural end-of -life care research is not extensive, the existing literature is helpful for
realizing the importance of end-of -life care in rural communities, as well as for
conceptualizing and planning end-of -life care in rural communities. One of the chief
considerations for rural end-of -life care is that dying at home is a common wish, with homebased nursing care a key factor for this to become a reality. Another chief consideration is
ensuring all rural health care professionals are both prepared for and supported while
delivering end-of -life care.
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Web link

Lewis - J Adv Nurs - Mar 2009 Nurse-led vs. conventional physician-led follow-up for patients with
cancer: systematic review. http://www.ncbi.nlm.nih.gov/pubmed?term=19278415
Systematic review
April 2009
Publication
Date
Region
International 1+ (well-conducted MA, SR, or RCTs with a low risk of
western style
bias)
countries
Moderate
Strength of
There is evidence to support patient satisfaction with
evidence
nurse-led follow-up. Patient-initiated or telephone
follow-up could be practical alternatives to
conventional care.
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Quality of
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statements
(note
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interventio
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outcomes)
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comments

Nurse-led vs. conventional physician-led follow-up for patients with cancer: systematic review.
Adv Nurs. 2009 Apr;65(4):706-23. doi: 10.1111/j.1365-2648.2008.04927.x Lewis R, Neal RD,
Williams NH, France B, Wilkinson C, Hendry M, Russell D, Russell I, Hughes DA, Stuart NS,
Weller D.

There is evidence to support the following actions to
support patients with cancer, they include: an initial
care plan; provision of adequate patient education and
information; provision of sufficient time and
encouragement for patients to raise questions and
concerns; provision of psychological support; tests and
examinations not to be conducted purely for
reassurance; provision of contact details of a key
person whom patients can contact when needed and
informed choice for patients about attendance for
scheduled appointments or only attending when
problems or symptoms arise.

Moderate

Cancer care follow-up is a complex intervention made up of many components. In our
systematic review of qualitative studies, we identified a number of recommendations (or
potentially important components) for the provision of cancer care follow-up derived from the
views of patients and healthcare professionals.
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C10
Hospice care delivered at home, in nursing homes and in dedicated hospice facilities:
A systematic review of quantitative and qualitative evidence. nt J Nurs Stud. 2011
Jan;48(1):121-33. doi: 10.1016/j.ijnurstu.2010.08.003. Epub 2010 Sep 16 Candy B,
Holman A, Leurent B, Davis S, Jones L.
Candy - Int J Nurs Stud - Jan 2011 Hospice care delivered at home, in nursing homes and
in dedicated hospice facilities: A systematic review of quantitative and qualitative evidence.
http://www.ncbi.nlm.nih.gov/pubmed/20846650
Systematic review
January 2011
Publication
Date
Region
International - all
1+ (well-conducted MA, SR, or RCTs with a low
risk of bias)
Moderate
Strength of
There is evidence to support the benefits of hospice
care delivered at home, in nursing homes and in
evidence
dedicated hospice facilities.
There is evidence to support that hospice care
reduces uptake of provision of secondary care in
hospitals and increases patient and family
satisfaction with care.

Moderate

There is evidence to support that hospice services
are highly valued by patients and their families,
There is evidence to support that hospice services
reduced general health service use and costs, and

Moderate

There is evidence to support that hospice services
increased the likelihood of effective pain
management and of death not occurring in hospital.

Moderate

There was limited evidence to support the impact of
hospice care on psychological well-being, such as
symptoms of depression, and on inpatient hospice
care and non-hospital related costs.

Low

There is limited evidence to support that hospice
day care services generate a renewed meaning
and purpose for the patient,

Low

Moderate

Low
There is limited evidence to support that home
hospice services support families to sustain
patient care at home.
Although mostly from studies with methodological limitations there is consistent evidence
that hospice care reduces uptake of provision of secondary care in hospitals and increases
patient and family satisfaction with care. Few evaluations have been undertaken on
inpatient hospice care or on non-hospital related costs.

C11
Supporting lay carers in end of life care: current gaps and future priorities. Palliat Med. 2009
Jun;23(4):339-44. doi: 10.1177/0269216309104875. Epub 2009 Mar. Grande G, Stajduhar
K, Aoun S, Toye C, Funk L, Addington-Hall J, Payne S, Todd C
Grande - Palliat Med - Jun 2009 Supporting lay carers in end of life care: current
gaps and future priorities. http://www.ncbi.nlm.nih.gov/pubmed/19304804
Review (non-systematic)
Marv2009
Publication
Date
Region
2+ (well conducted non-RCT studies with a low bias
International risk and moderate probability of a causal relationship)
western style

Evidence
statements
(note
population,
interventio
n and
outcomes)

Other
comments

Informal carers are central to the achievement of end of
life care and death at home

Strength of
evidence

countries
Moderate

The needs of an increasing population of older carers
need to be better understood. While younger carers
(<60 years) report more distress and burden, older
carers provide higher levels and longer hours of care,
have fewer social, economic and specialist palliative
care resources to cope; and suffer more serious
health conditions and worse long-term bereavement
outcomes Investigation is required to disentangle the
effects of age per se versus generational or
relationship effects.

Moderate

We need to understand the needs of male carers
better. Men are less likely than women to express
psychosocial concerns, but may suffer undisclosed
strain and more problems in bereavement

Moderate

To design better interventions, we need to
understand the needs of our specific target group
and the processes of EOLC, including how needs and
adverse effects evolve over time and how and when
support will help,.

Low

Low
Carers’ needs must be assessed separately from the
patient, and help with intra-family negotiation and
working with the whole system may be required.
Support may be more acceptable to carers if it is
designed to improve their ability to care and does not
appear to divert attention away from patients. We
need greater emphasis on proactive and preventive
approaches that facilitate positive aspects of
caregiving and focus on strengths, resources and skill
building.
Informal carers are central to the achievement of end of life care and death at home and to
policy aims of enabling patient choice towards end of life. They provide a substantial, yet
hidden contribution to our economy. This entails considerable personal cost to carers, and it
is recognised that their needs should be assessed and addressed. However, we lack good
research evidence on how best to do this.

ID
Citation

C12
A systematic review of informal caregivers’ needs in providing home-based end-of-life care to
people with cancer. Journal of Clinical Nursing. 18, 1379–1393 Jul. 2008 Bee,P, E. Barnes, P.and
Luker, K,A.

Web link

13.Bee - J Clin Nurs - Jul 2008 A systematic review of informal caregivers' needs in providing
home-based end-of-life care to people with cancer.
Systematic review
July 2008
Publication
Date
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
International western style
bias)
countries
Moderate
Lack of practical support, is often related to
Strength of
evidence
inadequate information exchange. Informal carers
require a greater amount of practically-focussed

Type of
evidence
Quality of
study
Evidence
statements
(note

population,
interventio
n and
outcomes)

Other
comments

information from health professionals .
Home-based palliative care services have been
insufficiently focussed in assisting informal caregivers to
acquire practical nursing skills.

Moderate

Enhanced access to professional advice is a
potentially effective method of increasing carers’
confidence in their ability to undertake practical
aspects of home-based care.

Moderate

There is evidence to support nurses and other health
providers may better assist home-based carers by
providing the information and skills-training
necessary to facilitate home based care.
This may necessitate the involvement of carers in the
design and testing of new educational interventions

Moderate

Medication and pain management - Knowledge of pain
types, assessment and management; medication
awareness; subcutaneous drug administration skills,
treatment of side-effects; use of natural therapies

Moderate

Physical symptoms and comfort - Management of
weakness and fatigue, nausea and vomiting, mouth
ulcers, oedema; wound and skin care; symptom
recognition

Moderate

Nutrition Provision of dietary advice; management
of weight or appetite loss; feeding techniques;
prevention of dehydration

Moderate

Personal hygiene and elimination - Bathing, cutting
toe nails and dressing; bowel management; coping
with incontinence; changing a catheter

Moderate

Positioning - Patient ambulation, lifting and handling,
sorting pillows

Moderate

Awareness of availability, access, optimal positioning
and use of technical equipment
Professional/local support - Access to night services or
24-hour support; signposting to local resources and/or
agency help

Moderate
Moderate

Moderate
Emergency measures - Recognising signs of imminent
death; knowledge of emergency measures and
provision of emergency contacts
To date, research into the practical information needs of informal carers of terminally ill
cancer patients has largely been confined to small, local investigations with a potential for
selection bias. Despite these methodological shortcomings, the messages emanating from
these studies are clear. International evidence frequently highlights a lack of practical
guidance for carers, including poor information provision, inconsistent access to technical
equipment and inadequate support from palliative care professionals. Nurses working at
the interface between home-based and palliative care services may better assist informal
carers by meeting their practical needs. Notwithstanding resource constraints, future
initiatives aimed at raising nurse awareness, improving communication and increasing the
incentives to work with carers to provide fit for purpose information and skills-training may
have beneficial effects.

6.4

Sub-topic: Interventions to promote end of life care staff training
Search record

6.4.1

10 publications met the search criteria. Full Tabulated results
The following data forms present the detailed systematic review and meta-analysis findings of the
literature review. For further information on: ‘type of evidence’, ‘quality of study’ and ‘strength of
evidence’ see the methods statement on evidence classification (Section 3.4). Summary results are
provided in the results section (Section 4). Results are presented chronologically starting with the
most recent.
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D1
National Institute for Clinical Excellence (NICE) Guidance on Cancer Services Improving
Supportive and Palliative Care for Adults with Cancer.
1. http://publications.nice.org.uk/quality-standard-for-end-of-life-care-for-adultsqs13/quality-statement-15-workforce-training
Systematic review
March 2004
Publication
Date
1++ (high quality MA; or SR of RCTs; or RCT with very
Region
International - all
low bias risk)
Strength of
High
Provider organisations should ensure that health and
evidence
social care professionals they employ have received
training in assessing patients’ and carers’ needs.
These professionals have a responsibility to ensure
they have received such training before undertaking
assessments.
There is evidence to support communication skills
training programs on the introduction of palliative
care.

High

Other
comments

ID
Citation
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Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and

D2
A Systematic Review of Postgraduate Palliative Care Curricula Journal Of Palliative Medicine
Volume 13, Number 9, 2010 Shaw, E, M. Marshall, D. Howard, M. Taniguchi, A. Winemaker, S.
Burns, S.
Shaw - J Palliat Med - Sep 2010 A systematic review of postgraduate palliative care curricula.
Systematic review
September 2010
Publication
Date
International - all
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
Moderate
An effective palliative care curriculum will need to use a
Strength of
evidence
multifaceted approach, incorporating a variety of
intentional strategies to address the multiple
competencies required.
There is a need for more rigorous curricular
evaluation.

Moderate

outcomes)

There is evidence to support communication skills in
palliative care can be effectively taught with the use of
simulated patients in a short 2-hour to full-day
workshop. It is difficult to determine if these skills can
be maintained, however, as only confidence and not
competence in EOL communication was assessed 3
months post intervention.

Moderate

There is evidence to support the use of actual faculty
observed patient interviews appears feasible and
acceptable, but needs to be evaluated using a reliable
tool to assess observable behaviours.

Moderate

There is evidence to support educational modules
can produce improvements in focused areas of
knowledge such as appropriate use of opiates, and
criteria for hospice care, with the former showing
sustainability at 6 months. Moderate- or highintensity interventions with longer seminar series or
a clinical component appear to be necessary to
more broadly improve knowledge base in EOL care

Moderate

There is limited evidence to support length of clinical
rotation. No conclusion can be drawn regarding the
exact length of the clinical rotation necessary, as
rotation lengths between 2 weeks to a longitudinal 1
year rotation all have a positive impact on objective
measures of knowledge.

Low

There is limited evidence to support the intensity of
the intervention may have a significant impact on
sustainability of knowledge, confidence or attitude;
however, this was measured infrequently.

Low

A multifaceted approach with some intentional focus
on individual competencies will be necessary to
meet all of educational requirements of
postgraduate learners in EOL care. This would
potentially involve simulated patients and role play
to address communication skills, and some highly
relevant clinical exposure supplemented with
academic sessions, resource material, or educational
modules to address knowledge and other clinical
skills. This approach is supported by the literature
from continuing professional development.

Moderate

Other
comments

This systematic review appears to be the first attempt to examine the literature regarding
postgraduate medical education in palliative care where evaluations of the educational
intervention are described. Overall study quality was poor, with only 7 of 28 studies including a
control group and a significant number of studies using self-report to assess acquisition of
knowledge and competency. Recent literature, including 2 systematic reviews, has called the
value of professional self-assessment into significant question.
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Citation

D3
End-of-life communication in the intensive care unit. General Hospital Psychiatry 32 (2010)
433–442. Levin, T,T. Moreno,B. Silvester, W. Kissane, D, W.

Web link
Type of

Levin - Gen Hosp Psychiatry - Jul 2010 End-of-life communication in the intensive care unit.
Review (non-systematic)
Publication
Jul 20010

evidence
Quality of
study

2+ (well conducted non-RCT studies with a low bias risk
and moderate probability of a causal relationship)

Evidence
statements
(note
population,
interventio
n and
outcomes)

Because the ICU is now a well-established site for
death, ICU physicians should be trained with EOL
communication skills so as to facilitate palliative care
more hospitably in this challenging setting.
Patient/family outcomes are important ways of
measuring the quality of ICU palliative care and EOL
communication.

Other
comments
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evidence
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Other

Date
Region
Strength of
evidence

International - all
Moderate

Moderate
The ICU has become an increasingly frequent site for
the implementation of EOL care and therefore critical
care physicians need to be competent in familycentred EOL communication. They should be able to
manage a family meeting so as to promote consensus
and discuss the transition from curative to palliative
goals of care, DNR directives, withdrawal of lifeextending treatment and the dying process.
This concise review aims to consider barriers to better ICU EOL communication,
approaches to counteracting these barriers and evidence that better communication and
communication skills training might improve patient outcomes.

D4
The content and effects of palliative care courses for nurses. International Journal of Nursing
Studies 45 (2008) 471–485. Adriaansena, M. van Achterbergb, T
Adriaansen - Int J Nurs Stud - Mar 2008 The content and effects of palliative care courses for
nurses: a literature review.
March 2008
Review (non-systematic)
Publication
Date
Region
2+ (well conducted non-RCT studies with a low bias risk
International and moderate probability of a causal relationship)
western style
countries
Moderate
There is evidence to support integrated courses
Strength of
focused on several themes with a variety of didactical
evidence
Moderate
There is evidence to support palliative care courses
are successful but the majority of the studies has a
moderate design.
Low
There is no evidence to support improvements with
patients experience.
Low
There is evidence to support the importance of
transfer of communication skills training to practice by
clinical supervision.
Low
There is evidence to support a combination of
communication skill’s training and managing death
education has better skills outcomes
Low
There is evidence to support courses that address
general care as well as mental healthcare have better
outcomes.
Moderate
There is evidence to support the greatest effects on
nurses are attained with a mix of didactical methods
and a combination of multiple themes delivered over a
period of several weeks. As well as the training being
integrated with practical experiences.
The effects on patients were described in only a few cases. There was still frequent use of

comments
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Citation

Web link

Self-constructed rating scales, where data about validity and reliability were lacking or
where these aspects were not studied.
D5
A systematic review of teaching and learning in palliative care within the medical
undergraduate curriculum. Medical Teacher, Vol. 26, No. 8, 2004, pp. 683–690. LloydWilliams, M, Macleod, R, D.
Lloyd-Williams - Med Teach - Dec 2004 A systematic review of teaching and learning in
palliative care within the medical undergraduate curriculum.

Type of
evidence
Quality of
study

Systematic review

Evidence
statements
(note
population,
interventio
n and
outcomes)

This review suggests that there is little consistency in
what medical undergraduates are taught about
palliative care and what teaching there is tends to be
ad hoc and is rarely assessed.

1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)

Strength of
evidence

December 2004
International western style
countries
Moderate

Although in the UK and USA, there is much emphasis
on the integration of the clinical and pre-clinical
curriculum, there is still wide variation as to where in
their undergraduate training it occurs

Moderate

There is evidence to support a palliative care curriculum
needs to be devised with due reference to the
multidisciplinary nature of palliative care with teachers
drawn from medical staff, nursing, social work,
community, voluntary agencies, and
chaplaincy.

Moderate

The development of more academic departments of
palliative care would facilitate palliative care
teaching.
There is evidence to support the following training
interventions. Recommendations for teaching could
include the following.

Moderate

Ensure that actual knowledge and essential core
information is taught.
Use small groups for problem based learning.
Include multidisciplinary teaching.
Involve all team members along with the patient and
family in the teaching.
Integrate teaching and combine disciplines and
principles throughout the curriculum.
Foster reflective leaning.
Include ethical and legal issues of relevance to end of
life care.

Other
comments

Publication
Date
Region

Moderate

Moderate
Moderate
Moderate
Moderate
Moderate
Moderate
Moderate

Moderate
Ensure that students have effective mechanisms to
deal with the professional and personal pressures of
this aspect of their work.
End of life care or palliative care has been acknowledged as important over the last 30 years
and it is essential that doctors have core training in palliative care during their
undergraduate training. There is little knowledge of the nature of teaching of palliative care
within the undergraduate curriculum. This review was undertaken to determine the evidence
to create an effective and appropriate undergraduate curriculum in palliative care.

ID
Citation

Web link

Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and
outcomes)

Other
comments

ID
Citation

Web link
Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and

D6
Communication between physicians and nurses as a target for improving end-of-life care in the
intensive care unit: Challenges and opportunities for moving forward. Crit Care Med 2006 Vol.
34, No. 11 (Suppl.) Puntillo, J, A. McAdam J, L.
Puntillo - Crit Care Med - Nov 2006 Communication between physicians and nurses as a target
for improving end-of-life care in the intensive care unit: challenges and opportunities for moving
forward.
Review (non-systematic)
November 2006
Publication
Date
Region
International - all
2+ (well conducted non-RCT studies with a low bias risk
and moderate probability of a causal relationship)
Moderate
There is evidence to support all intensive care unit
Strength of
professionals need greater support and better end-ofevidence
life education
There is evidence to support understanding and
respect for perspectives and burdens felt by other
caregivers leads to shared decision making

Moderate

There is evidence to support increased collaboration
and communication can result in more appropriate care
and increased physician/nurse satisfaction

Moderate

There is evidence to support the need for time and
space for professional conversations and reflection
about care, use of joint grand rounds, patient care
seminars, and inter-professional dialogues can
increase understanding and desire to have
interdisciplinary end-of-life care
There is evidence to support families’ knowledge
about role of each caregiver can lead to increased
family satisfaction

Moderate

Moderate

Moderate
There is evidence to support nurses value their role in
end-of-life decision making and want to be included
Although some of the roles and responsibilities of nurse and physician colleagues in end-of-life
care in ICUs are unique to the respective disciplines, there can be considerable integration of
caring interventions. Existing evidence suggests that, when communication is clear and
constructive and practice is truly collaborative, the end-of-life care provided to ICU patients and
families by satisfied and engaged professionals will improve markedly.

D7
Specific Training Program Improves Oncologists’ Palliative Care Communication Skills in a
Randomized Controlled Trial. Journal Of Clinical Oncology Volume 29 Number 25 September
2011 Goelz, T Alexander Wuensch, A. Stubenrauch, S. Ihorst, G. de Figueiredo, M. Bertz, H.
Wirsching, M. Fritzsche, K
9. Goelz - J Clin Oncol - Sep 2011 Specific training program improves oncologists' palliative
care communication skills in a randomized controlled trial.
Randomised controlled trial
Publication
September 2011
Date
1+ (well-conducted MA, SR, or RCTs with a low risk of
Region
Europe
bias)
Strength of
Moderate
Physicians can be trained to meet better core
evidence
challenges during the transition to palliative care
through developed concise communications skills
training.
COM-ON-p communication skills training has been well
accepted; oncologists rated COM-ON-p as highly

Moderate

outcomes)
Other
comments

practical, relevant, and of high personal benefit.
The aim of the study was to demonstrate that concise and individualized communication
skills training, improves oncologists’ communication skills in consultations focusing on the
transition to palliative care. The investigators developed a concise, individualized
communication skills training addressing the communication challenges in oncology of the
transition to palliative care: COM-ON-p. The training is generally in line with the
recently published consensus recommendations of European experts; however, it is shorter than
the recommended 3 days.
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Citation

D8
Open Access Effects of online palliative care training on knowledge, attitude and satisfaction of
primary-care physicians.. BMC Family Practice 2011, 12:37. Pelayo, M. Diego Cebrián, D.
Areosa, A. Agra, Y. Izquierdo, J. V. Buendía, F.

Web link

Pelayo - BMC Fam Pract - May 2011 Effects of online palliative care training on knowledge,
attitude and satisfaction of primary care physicians. Pelayo et al
http://www.biomedcentral.com/1471-2296/12/37
Randomised controlled trial
May 2011
Publication
Date
Region
Europe
1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
Moderate
Strength of
There was a significant increase of knowledge of and a
evidence
significant increase in the perception of confidence in
symptom management and communication in the
intervention group that received online training in
comparison with the control group
N/A
Palliative care education using e-learning platforms
has a highly positive and consistent effect when
compared with no educational intervention, and
seems to have the same efficacy and effectiveness as
traditional palliative care training.
The educational trial compared, the knowledge and attitude of primary care physicians regarding
palliative care for advanced cancer patients, as well as satisfaction in those who followed an online palliative care training program with tutorship, using a Moodle Platform vs. traditional
education.

Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and
outcomes)

Other
comments
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D9
The Educational Impact of Weekly E-Mailed Fast Facts and Concepts Journal of Palliative
Medicine Volume 14, Number 4, 2011Claxton, R. Marks, S. Buranosky, R. Rosielle, D. Arnold,
R, M.
Claxton - J Palliat Med - Apr 2011 The educational impact of weekly e-mailed fast facts and
concepts.
Randomised controlled trial
April 2011
Publication
Date
Region
North America
1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
Moderate
There is evidence to support e-mailed Fast Facts and
Strength of
evidence
Concepts are an educational intervention that
increases intern medical knowledge and self-reported
preparedness in symptom management skills
There is no evidence to support e-mailed Fast Facts
and Concepts assists in preparedness in
communication skills or learner satisfaction with

Moderate

palliative care education.
Other
comments

This randomized controlled study showed that internal medicine interns who received
weekly FFAC e-mails had significant increases in medical knowledge and self-reported
preparedness on symptom management skills compared to those who did not receive
weekly FFAC. Additionally, there appears to be a dose-response between the number of emails interns read and the rate of improvement in their knowledge, i.e., interns who read
more of the e-mails had higher knowledge scores at post-test.
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Citation

D10

Web link

Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and
outcomes)

Other
comments

Effectiveness of a three-day communication skills course in changing nurses' communication skills
with cancer/palliative care patients: a randomised controlled trial Palliat Med 2008 22: 365
Wilkinson, S. Perry, R. Blanchard K. Linsell L
Wilkinson - Palliat Med - Jun 2008 Effectiveness of a three-day communication skills course in
changing nurses' communication skills with cancer/palliative care patients: a randomised
controlled trial. http://pmj.sagepub.com/content/22/4/365
Randomised controlled trial
June 2008
Publication
Date
UK
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
Moderate
Strength of
There is evidence to support a 3-day communication
evidence
skills course is effective in changing nurses’
behaviours up to 3 months post-course.
Moderate
There is evidence to support the quality of the nurses’
communication skills improved after attending the
course, reflected by the increase in taped assessment
scores.
Moderate
There is evidence to support the 3-day
communication skills course was shown to have a
positive effect on the nurses’ confidence in dealing
with cancer patients.
Moderate
There was also evidence to support if nurses
undertake this mode of communication skills
training, patient satisfaction with nurses’
communication improves and patients show a more
positive general emotional state.
Moderate
There was no evidence to support the 3-day
communication skills course had an impact on levels of
patient anxiety.
This trial had several strengths: it was multi-centred; used multiple facilitators to deliver
a standardised intervention; involved a large sample of nurses with different roles and
evaluated patient outcomes. All these factors address previous criticisms levelled at
communication skills training research. The main limitation of the trial was the
generalizability of the results to other healthcare professionals. Although this course has
been used to train multidisciplinary healthcare professionals for several years, this trial
evaluated the effects of the course on only one discipline.

6.5

Sub-topic: Interventions to support people who are bereaved
Search record

6.5.1

14 publications met the search criteria. Full Tabulated results
The following data forms present the detailed systematic review and meta-analysis findings of the
literature review. For further information on: ‘type of evidence’, ‘quality of study’ and ‘strength of
evidence’ see the methods statement on evidence classification (Section 3.4). Summary results are
provided in the results section (Section 4). Results are presented chronologically starting with the
most recent.
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E1
NICE Quality standard for end of life care for adults. Issued: August 2011. NICE quality
standard 13
http://publications.nice.org.uk/quality-standard-for-end-of-life-care-for-adults-qs13/qualitystatement-14-care-after-death-bereavement-support
Systematic review
Publication
August 2011
Date
1++ (high quality MA; or SR of RCTs; or RCT with very
Region
UK
low bias risk)
High
Strength of
2011 NICE quality standards state that people closely
evidence
affected by a death are communicated with in a
sensitive way and are offered immediate and ongoing
bereavement, emotional and spiritual support
appropriate to their needs and preferences.
2011 NICE quality standards state that service
providers ensure that systems are in place for people
closely affected by a death that include sensitive
communication and provision for immediate and
ongoing bereavement, emotional and spiritual
support appropriate to their needs and preferences.

High

2011 NICE quality standards state that health and
social care workers communicate sensitively with
people closely affected by a death and offer them
immediate and ongoing bereavement, emotional and
spiritual support appropriate to their needs and
preferences.

High

2011 NICE quality standards state that
commissioners ensure they commission services for
people closely affected by a death that include
sensitive communication and provision for immediate
and ongoing bereavement, emotional and spiritual
support appropriate to their needs and preferences.

High

2011 NICE quality standards state that people closely
affected by a death are communicated with in a
sensitive way and offered bereavement, emotional and
spiritual support appropriate to their needs and
preferences. This may include information about
practical arrangements and local support services,
supportive conversations with staff, and in some cases
referral for counselling or more specialist

High

support.
2011 NICE quality standards state that people closely
affected by a death may include care home residents,
staff and volunteers, staff from a variety of health and
social care organisations, as well as family members
and carers, including children. Children may need
particular tailored support.

High

2011 NICE quality standards state that families and
carers of people who have died suddenly or in an
unexpected way, as well as those who were expecting
the death, should have access to information and
support appropriate to their circumstances.

High

2011 NICE quality standards recommend that
bereaved people are offered support at the time of
death that is culturally and spiritually appropriate,
immediate, and available shortly afterwards.

High

2011 NICE quality standards state that bereavement
support may be not be limited to immediately after
death, but may be required on longer-term basis and, in
some cases, may begin before death.

High

2011 NICE quality standards state that a stepped
approach to emotional and bereavement support may
be appropriate, which could include but is not limited
to:

High

-information about local support services
-practical support such as advice on arranging a
funeral, information on who to inform of a death,
help with contacting other family members and
information on what to do with equipment and
medication
-general emotional and bereavement support, such as
supportive conversations with generalist health and
social care workers or support from the voluntary,
community and fait sectors
-referral to more specialist support from trained
bereavement counsellors or mental health workers.
2011 NICE quality standards state that people closely
affected by a death should be able to access all support
within an appropriate physical environment that
facilitates sensitive communication.
Other
comments

High
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E2
NICE Guidance on Cancer Services Improving Supportive and Palliative Care
Cancer. March 2004
http://guidance.nice.org.uk/CSGSP
Systematic review
Publication
Date
Region
1++ (high quality MA; or SR of RCTs; or RCT with very
low bias risk)
Strength of
2004 NICE guidance recommends that family
evidence
members and carers should be offered the
opportunity for their needs for support and
information to be assessed separately from those of
patients, particularly at stages in the patient
pathway acknowledged as especially demanding and
when extra help might be needed. Cultural and
ethnic preferences on family involvement should be
taken into account.

for Adults with

March 2004
UK
High

2004 NICE guidance recommends that whenever
possible and appropriate, family members and carers
should be invited to accompany patients during
clinical encounters and should be involved in
discussions about treatment and care, in accordance
with the patient’s wishes.

High

2004 NICE guidance recommends that family
members and carers should be made aware of, and
have easy access to, sources of local information,
advice and support designed to meet their own
needs.

High

2004 NICE guidance recommends that family members
and carers who are bereaved should, in the first
instance, be encouraged to use existing support
systems. Where these prove insufficient, or it is
predicted that those involved are likely to experience
difficult grief reactions, there should be access to
additional help and support.

High

2004 NICE guidance recommends that providers of
specialist bereavement support should work closely
with other care providers (both statutory and
voluntary) to ensure carers and family members can
access services when needed.

High

2004 NICE guidance recommends that commissioners,
working through Cancer Networks, should ensure that
a range of information, support (including practical
help and respite arrangements) and bereavement
services are in place to meet the spectrum of need.
They will need to work with statutory and voluntary
health and social care agencies to achieve this. While
not necessarily separate from many of the services
provided to patients (indeed, most will be fully
integrated), commissioners should ensure sufficient
capacity to meet the distinct needs of this group.

High

2004 NICE guidance recommends that provider

High

organisations should nominate a lead to oversee the
development and implementation of services that
specifically focus on the needs of families and carers.
This role might involve:
• leading on the development of criteria and routes of
referral to sources of specialist support and advice
• appraising written information currently provided to
families and carers and, in conjunction with the NHS
Trust information lead, developing further resources
where necessary
• regularly appraising sources of local and national
support for families and carers
• acting as a resource for teams considering the
development of programmes of support for families
and carers.
2004 NICE guidance recommends that health and
social care professionals providing day-to-day care to
patients should assess and address the needs of
family members and carers on an ongoing basis.
Teams should establish a system to ensure family
members and carers have regular opportunities to
discuss particular concerns. This might be achieved by
offering them an appointment with the ‘key worker’ at
times acknowledged to be particularly challenging
(diagnosis, end of treatment, recurrence, palliation,
time of death).

High

2004 NICE guidance recommends that where carers
are providing a substantial amount of care on a
regular basis, providers should ensure they are
offered a separate assessment or respond positively
when a carer asks for one, in accordance with The
Carers (Recognition and Services) Act 1995. The
practice guide that accompanies the Act recommends
potential areas to be covered in an assessment to
identify the types of support needed, which can then
be used to plan timely and relevant interventions.

High

2004 NICE guidance recommends that teams should
ensure that all family members and carers are offered
information on a variety of topics, from a simple
‘who’s who’ of professionals to more detailed
accounts of cancer, its treatment and consequences
and services available locally. They should be
‘signposted’ to local and national sources of
information, advice and practical support, including
sources of emotional and psychological support.
Services for carers and families should be listed in
the directories developed at Cancer Network level.

High

2004 NICE guidance recommends that teams should
provide families and carers with a clear indication of
the personnel they might contact in relation to a range
of needs.

High

2004 NICE guidance recommends that if they wish,
patients with young children or teenagers should be
offered information by the health and social care
professionals providing day-to-day care on how to
encourage the sharing of fears and concerns. Ageappropriate resources should be available to support
this process.

High

2004 NICE guidance recommends that providers
should set up arrangements for families and carers to
meet other families and carers who have experienced
similar situations, if wished. Support groups for family
members and carers, either professionally or peer-led,
may also be welcomed by some. These services are
ideally provided in partnership with the voluntary
sector.

High

2004 NICE guidance recommends that awareness of
the needs of family members from different ethnic
populations, including differences in language,
religious practice and culture, is necessary within a
multi-cultural society. Providers should ensure teams
have access to reference guides on the cultural
differences surrounding a diagnosis of cancer, death
and dying, and that information on accessing
interpreters, relevant health advocates (where
available) and faith leaders is readily accessible.

High

2004 NICE guidance recommends that providers
should ensure families and carers have access to
professionals capable of providing confidential
emotional support and, if there is variance between
the needs, choices and judgements of a family
member or carer and those of the patient, the
professional is independent of normal services
offered to the patient.

High

2004 NICE guidance recommends that some family
53/members and carers will require care and
support rom a health or social care professional
capable of dealing with complex family situations.
Providers should ensure they have access to
individuals and teams with the requisite skills and
knowledge to offer social support, spiritual support,
specialist palliative care or psychological support
services. Criteria and routes for referral should be
agreed between different services.

High

2004 NICE guidance recommends that teams should
ensure they have the ability to offer information and
training on practical issues to carers who are looking
after patients requiring extra help with activities of
daily living or approaching the terminal stage of
illness. This might include manual handling, managing
distressing symptoms and dealing with incontinence
and other body fluids. As death approaches, they
should also be given information about what to expect
and what to do after the death.
2004 NICE guidance recommends that a three-

High

High

component model of bereavement support should be
developed and implemented in each Cancer Network
to ensure that people’s individual needs are
addressed through variety in service provision.
Cancer Networks should take account of the
standards for bereavement care developed by the
National Bereavement Consortium. The components
should be flexible and accessible when needed around
the time of bereavement.
Component 1: Grief is normal after bereavement and
most people manage without professional
intervention. Many people, however, lack
understanding of grief after immediate bereavement.
All bereaved people should be offered information
about the experience of bereavement and how to
access other forms of support. Family and friends will
provide much of this support, with information being
supplied by health and social care professionals
providing day-to-day care to families.
Component 2: Some people may require a more
formal opportunity to review and reflect on their loss
experience, but this does not necessarily have to
involve professionals. Volunteer bereavement
support workers/befrienders, self-help groups, faith
groups and community groups will provide much of
the support at this level. Those working in
Component 2 must establish a process to ensure that
when cases involving more complex needs emerge,
referral is made to appropriate health and social care
professionals with the ability to deliver Component 3
interventions.
Component 3: A minority of people will require
specialist interventions. This will involve mental health
services, psychological support services, specialist
counselling/psychotherapy services, specialist
palliative care services and general bereavement
services, and will include provision for meeting the
specialist needs of bereaved children and young
people (being developed as part of the National
Service Framework on children and not covered here).
2004 NICE guidance recommends that provider
organisations should be equipped to offer the first
component of bereavement support and have
strategies in place to access the other components.
Services should be accessible from all settings.

High

2004 NICE guidance recommends that within the
context of family and social support assessments,
health and social care professionals involved in
delivering care in the terminal phase of illness should
assess individual and family coping ability, stress
levels, available support and actual and potential
needs with respect to the anticipated or actual

High

bereavement.
2004 NICE guidance recommends that Cancer
Network-wide protocols should be developed to
inform the level of bereavement support offered and
the need for follow up and specialist referral,
particularly for those at risk of complicated grief
reactions. They should apply wherever the patient
dies – at home, in hospital, hospice or care home –
and should include a system to engage proactively
with those assessed to be at risk, involving, for
example, follow-up telephone calls or letters to
individuals around eight weeks after death. Issues of
consent and data protection should be considered
carefully.

High

2004 NICE guidance recommends that providers
should ensure that a leaflet is made available to
families and carers around the time of the
bereavement. Ideally, this should be developed
locally, agreed by those involved in the provision of
bereavement services, and include information on
anticipated feelings and how to access local and
national services.

High

2004 NICE guidance recommends that Workforce
Development Confederations in England (and the
Workforce Development Steering Group in Wales),
working with Cancer Networks, should ensure that all
health care professionals involved in the delivery of
supportive and palliative care services have access to
basic training in understanding and meeting the
needs of families and carers. This should include
knowledge to underpin the delivery of ethnically and
culturally sensitive care. They should also ensure
ongoing education and training about bereavement
and loss are available. The aim should be to enable
professionals to develop a basic knowledge of
characteristics increasing vulnerability to the loss
experience or which impede adjustment to
bereavement, and to help to recognise their own
needs for further education and support.

High

2004 NICE guidance recommends that providers
should ensure all staff working with people who are
dying have access to a range of opportunities to
address concerns and explore the difference between
personal and professional responses to loss. This
might involve a number of processes, such as clinical
supervision and one-to-one and group support.

High

2004 NICE guidance recommends that specialist
bereavement services should be sufficiently resourced
to enable them to contribute to the preparation and
ongoing support of health and social care
professionals in relation to this aspect of care.

High

2004 NICE guidance recommends that those who

High

offer bereavement services that include volunteer
support workers should ensure mechanisms for
recruiting, training, supervising and managing
volunteers are in place. It is desirable that the
workforce reflects the gender, age distribution and
ethnicity of the clients they serve.
Other
comments

ID
Citation

E3

Type of
evidence

1. Effectiveness of bereavement interventions in neonatal intensive care: a review of the
evidence. Semin Fetal Neonatal Med. 2008 Oct;13(5):341-56. Epub 2008 Jun 2. Harvey S,
Snowdon C, Elbourne D
http://www.ncbi.nlm.nih.gov/pubmed/18514602
Systematic review
October 2008
Publication
Date

Quality of
study

1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)

Region

Evidence
statements
(note
population,
interventio
n and
outcomes)

There is evidence from this systematic review of the
effectiveness of interventions to support families and
facilitate emotional adjustment following the death
of a baby suggests that, while these are largely
appreciated by parents who have participated in
research, there has been little rigorous evaluation of
their effectiveness.

Strength of
evidence

Web link

International western style
countries
Low

Possible reasons for this include: NICU-led
bereavement care is changing, the effectiveness of
bereavement care is difficult to measure, concepts of
effectiveness are not static, and ethical concerns
complicate experimental research.
There is evidence from this systematic review of the
effectiveness of interventions to support families and
facilitate emotional adjustment following the death of
a baby, suggests that bereavement interventions are
compassion-led and generally considered to be
beneficial.
Other
comments

Moderate

21 studies met the inclusion criteria. 14 conducted in the US, 7 in Europe (UK, Norway,
Sweden).
Future research using innovative and sensitive RCTs and consensus amongst relevant
stakeholders is suggested. New research questions and new methodological challenges are
discussed with reference to two examples of evolving practice: bereavement photography and
the use of ritual.
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evidence
Quality of
study

http://www.ncbi.nlm.nih.gov/pubmed/14614169
Review (non-systematic)

Evidence
statements
(note
population,
interventio
n and
outcomes)

There is evidence that end-of-life care for patients
with dementia was extremely demanding of family
caregivers. Intervention and support services were
needed most before the patient’s death. When death
was preceded by a protracted and stressful period of
caregiving, caregivers reported considerable relief at
the death itself.

2. End-of-life care and the effects of bereavement on family caregivers of persons with dementia.
N Engl J Med. 2003 Nov 13;349(20):1936-42. Schulz R, Mendelsohn AB, Haley WE, Mahoney D,
Allen RS, Zhang S, Thompson L, Belle SH; Resources for Enhancing Alzheimer's Caregiver Health
Investigators.

2+ (well conducted non-RCT studies with a low bias risk
and moderate probability of a causal relationship)

Publication
Date
Region

November 2003

Strength of
evidence

Moderate

North America

There is evidence that caregivers exhibited high levels
of depressive symptoms while providing care to the
relative with dementia, but they showed remarkable
resilience after the death.

Moderate

There is evidence that within three months of the
death of the person with dementia, their caregivers
had clinically significant declines in the level of
depressive symptoms, and within one year the levels
of symptoms were substantially lower than levels
reported while they were acting as caregivers.

Moderate

Other
comments

Method: Using standardized assessment instruments and structured questions assessed the type
and intensity of care provided by 217 family caregivers to persons with dementia during the year
before the patient’s death and assessed the caregivers’ responses to the death.

ID
Citation

E5

Web link
Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and
outcomes)

3. Bereavement care in primary care: a systematic literature review and narrative synthesis. Br J
Gen Pract. 2011 Jan;61(582):e42-8.Nagraj S, Barclay S
http://www.ncbi.nlm.nih.gov/pubmed/21401990
Systematic review
January 2011
Publication
Date
Region
International 2++ (High quality SR of non-RCT studies; or high
western style
quality non-RCT studies with a very low bias risk and
countries
high probability of a causal relationship)
Low
Strength of
There is evidence that both GPs and District Nurses
evidence
viewed bereavement care as an important and
satisfying part of their work, for which they had
received little training. They were anxious not to
‘medicalise’ normal grief. Home visits, telephone
consultations, and condolence letters were all used in
their support of bereaved people.
There is evidence that although GPs and district
nurses stated a preference to care for those who were
bereaved in a proactive fashion, little is known of the
extent to which this takes place in current practice, or

Low

the content of such care.
Other
comments

Eleven papers relating to GPs and two relating to district nurses were included. A small
number of studies were identified, most of which were >10 years old, from single GP
practices, or small in size and of limited quality.
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Other
comments

ID
Citation

Web link
Type of
evidence
Quality of
study
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interventio
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Other

The prevention and treatment of complicated grief: a meta-analysis. Clin Psychol Rev. 2011
Feb;31(1):69-78. Epub 2010 Sep 24. Wittouck C, Van Autreve S, De Jaegere E, Portzky G, van
Heeringen K.
http://www.ncbi.nlm.nih.gov/pubmed/21130937
Meta analysis
Publication
February 2011
Date
Region
Choose an item
1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
There is evidence that treatment interventions can
Strength of
Moderate
effectively diminish complicated grief symptoms.
evidence
Treatment interventions yielded significant pooled
standardized mean differences in favour of the
(specific) grief intervention at post-test and followup. During the follow-up period, the positive effect
of treatment interventions for complicated grief even
increased.
Moderate
There is evidence that preventive interventions do not
appear to be effective in diminishing complicated grief
symptoms.
Fourteen randomized controlled trials met the inclusion criteria. Study quality differed
among the trials.

E7
6. The effectiveness of psychotherapeutic interventions for bereaved persons: a
comprehensive quantitative review. Psychol Bull. 2008 Sep;134(5):648-61. Currier JM,
Neimeyer RA, Berman JS.
http://www.ncbi.nlm.nih.gov/pubmed/18729566
Meta analysis
September 2008
Publication
Date
International - all
Region
1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
Moderate
There is evidence that psychotherapeutic
Strength of
evidence
interventions for bereaved persons had a small effect
at post treatment but no statistically significant
benefit at follow-up.
There is evidence that psychotherapeutic
interventions for bereaved persons that exclusively
targeted grievers displaying marked difficulties
adapting to loss had outcomes that compare
favourably with psychotherapies for other difficulties.

Moderate

There is evidence for the importance of attending to
the targeted population in the practice and study of
psychotherapeutic interventions for bereaved
persons.
61 controlled studies.

Moderate

comments

This review examined (a) the absolute effectiveness of bereavement interventions
immediately following intervention and at follow-up assessments, (b) several of the clinically
and theoretically relevant moderators of outcome, and (c) change over time among
recipients of the interventions and individuals in no-intervention control groups.
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Hospital care for parents after perinatal death. Obstet Gynecol. 2007 May;109(5):1156-66. Gold
KJ, Dalton VK, Schwenk TL.
http://www.ncbi.nlm.nih.gov/pubmed/17470598
Systematic review
May 2007
Publication
Date
North America
Region
2++ (High quality SR of non-RCT studies; or high
quality non-RCT studies with a very low bias risk and
high probability of a causal relationship)
Moderate
Strength of
There is evidence that although hospital care for
evidence
parents after perinatal death often adheres to
published guidelines, substantial room for
improvement is apparent.
Parents with perinatal losses report few choices
during labour and delivery and inadequate
communication about burial options and autopsy
results. Hospitals, nurses, and doctors should increase
parental choice about timing and location of delivery
and postpartum care, encourage parental contact with
the deceased infant, and facilitate provision of photos
and memorabilia.
Moderate

There is evidence that in general, parents reported
appreciating time and contact with their deceased infant,
being given options about labour, delivery, and burial,
receiving photographs and memorabilia, and having
appropriate hospital follow-up after autopsy.
Other
comments

Systematically review parent experiences with hospital care after perinatal death. Sixty
eligible studies with over 6,200 patients were reviewed.

ID

E9

Citation

The effectiveness of bereavement interventions with children: a meta-analytic review of
controlled outcome research. J Clin Child Adolesc Psychol. 2007 Apr-Jun;36 (2):253-9.Currier JM,
Holland JM, Neimeyer RA.

Web link

http://www.ncbi.nlm.nih.gov/pubmed/17484697
Meta analysis

Type of
evidence
Quality of
study
Evidence
statements
(note
population,
interventio
n and
outcomes)

1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
There is evidence that child grief interventions do not
appear to generate the positive outcomes of other
professional psychotherapeutic interventions.
However, studies that intervened in a time sensitive
manner and those that implemented specific
selection criteria produced better outcomes than

Publication
Date
Region

April 2007

Strength of
evidence

Moderate

International - all

Other
comments

investigations that did not attend to these factors.
This study used meta-analytic techniques to evaluate the general effectiveness of
bereavement interventions with children.
A thorough quantitative review of the existing controlled outcome literature (n = 13).
12 out of the 13 studies that met the five criteria used group therapy as the primary
treatment modality. The interventions were delivered in schools and other communitybased organizations, participants’ homes, and in the context of a weekend camp. Despite
differences in setting, all of the treatments had a strong psycho-educational component
and addressed the following therapeutic objectives: (a) improving coping skills, (b)
increasing understanding of death and grief, (c) talking about the deceased loved one, and
(d) expressing grief-related feelings via verbal and “symbolic” modes (e.g., drawing) of
communication.
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E10
Does witnessing resuscitation help parents come to terms with the death of their child? A
review of the literature. Intensive Crit Care Nurs. 2011 Oct;27(5):253-62. Epub 2011 Jul 27.
Shaw K, Ritchie D, Adams G.
http://www.ncbi.nlm.nih.gov/pubmed/21798742
October 2011
Review (non-systematic)
Publication
Date
Region
International 2+ (well conducted non-RCT studies with a low bias
risk and moderate probability of a causal relationship)
western style
countries
Moderate
There is review evidence regarding whether
Strength of
evidence
witnessing resuscitation helps parents come to
terms with the death of their child, of 1253 parents
87.1% wanted to be present.
All but one parent believed witnessing resuscitation
should be the choice of the parent and all but one
parent who was present would do so again indicating
that witnessed resuscitation is beneficial to parents.
Effective parental support is needed whatever their
choice and policies need to be in place to support
witnessed resuscitation.

Other
comments

Eight met the inclusion criteria. These included qualitative and quantitative studies,
which explored whether parents wanted to be present.
Carried out in US & Australia.
More research is required to establish the long term outcomes of witnessed resuscitation as
no randomised controlled trials have yet been completed.
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http://www.ncbi.nlm.nih.gov/pubmed/17267907
Randomised controlled trial

Type of
evidence
Quality of
study

A communication strategy and brochure for relatives of patients dying in the ICU. N Engl J
Med. 2007 Feb 1;356(5):469-78. Lautrette A, Darmon M, Megarbane B, Joly LM, Chevret S,
Adrie C, Barnoud D, Bleichner G, Bruel C, Choukroun G, Curtis JR, Fieux F, Galliot R,
Garrouste-Orgeas M, Georges H, Goldgran-Toledano D, Jourdain M, Loubert G, Reignier J,
Saidi F, Souweine B, Vincent F, Barnes NK, Pochard F, Schlemmer B, Azoulay E.

1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)

Publication
Date
Region

February 2007

Strength of
evidence

Moderate

Europe

Evidence
statements
(note
population,
interventio
n and
outcomes)

There is evidence that providing relatives of patients
who are dying in the ICU with a brochure on
bereavement and using a proactive communication
strategy that includes longer conferences and more
time for family members to talk may lessen the burden
of bereavement.

Other
comments

Family members of 126 patients dying in 22 ICUs in France were randomly assigned to the
intervention format or to the customary end-of-life conference. Participants were
interviewed by telephone 90 days after the death with the use of the Impact of Event
Scale (IES; scores range from 0, indicating no symptoms, to 75, indicating severe
symptoms related to post-traumatic stress disorder [PTSD]) and the Hospital Anxiety and
Depression Scale (HADS; subscale scores range from 0, indicating no distress, to 21,
indicating maximum distress).
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http://www.ncbi.nlm.nih.gov/pubmed/22417191
Randomised controlled trial

Evidence
statements
(note
population,
interventio
n and
outcomes)

Regarding the effect of the Family Bereavement
Program (a preventive intervention for bereaved
families) on effective parenting, there is evidence to
indicate that a relatively cost-effective brief
intervention for families who experienced a major
stressor results in sustained effects on caregiver
warmth and consistent discipline 6 years following
the program.

Strengthening effective parenting practices over the long term: effects of a preventive
intervention for parentally bereaved families. J Clin Child Adolesc Psychol. 2012;41(2):17788.Hagan MJ, Tein JY, Sandler IN, Wolchik SA, Ayers TS, Luecken LJ.

1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)

Publication
Date
Region

March 2012

Strength of
evidence

Moderate

North America

Regarding the effect of the Family Bereavement
Program (a preventive intervention for bereaved
families) on effective parenting there is evidence to
indicate that the program had a significant positive
impact on a multi-rater, multi-measure assessment of
parenting at 6-year follow-up, controlling for pre-test
levels of parenting and child mental health problems.

Moderate

Regarding the effect of the Family Bereavement
Program (a preventive intervention for bereaved

Moderate

families) on effective parenting there is evidence that
short-term program effects on parenting, including
caregiver warmth and effective discipline, significantly
mediated the impact of the Family Bereavement
Program on effective parenting 6 years later.
Other
comments

This study tested the effect of the Family Bereavement Program (FBP), a preventive
intervention for bereaved families, on effective parenting (e.g., caregiver warmth, consistent
discipline) 6 years after program completion. Families (n1/4101; 69% female caregivers; 77%
Caucasian, 11% Hispanic) with children between ages 8 and 16 who had experienced the
death of one parent were randomized to the FBP (n=54) or a literature control condition
(n=47).
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Citation

Six-year follow-up of a preventive intervention for parentally bereaved youths: a
randomized controlled trial. Arch Pediatr Adolesc Med. 2010 Oct;164(10):907-14.
Sandler I, Ayers TS, Tein JY, Wolchik S, Millsap R, Khoo ST, Kaplan D, Ma Y, Luecken L,
Schoenfelder E, Coxe S.

Web link

http://www.ncbi.nlm.nih.gov/pubmed/20921347
Randomised controlled trial

Type of
evidence

Publication
Date

October 2010

Quality of
study

1+ (well-conducted MA, SR, or RCTs with a low risk
of bias)

Region

North America

Evidence
statements
(note
population,
interventio
n and
outcomes)

This study demonstrates efficacy of the Family
Bereavement Program (FBP) to reduce mental health
problems of bereaved youths and their parents 6
years later.

Strength of
evidence

Moderate

Other
comments

Objective: To evaluate the efficacy of the Family Bereavement Program (FBP) to prevent
mental health problems in parentally bereaved youths and their parents 6 years later.
Design: Randomized controlled trial.
Setting: Arizona State University Prevention Research Centre from November 2002 to
July 2005.
Participants: Two hundred eighteen bereaved youths (89.34% of 244 enrolled in the
trial 6 years earlier) and 113 spousally bereaved parents.
Interventions: The FBP includes 12 group sessions for caregivers and youths; the literature
control (LC) condition includes bereavement books for youths and caregivers.
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.Outcomes from the Resources for Enhancing Alzheimer's Caregiver Health (REACH) program for
bereaved caregivers. Psychol Aging. 2009 Mar;24(1):190-202. Holland JM, Currier JM, GallagherThompson D.
http://www.ncbi.nlm.nih.gov/pubmed/19290751
Randomised controlled trial
March 2009
Publication
Date
Region
North America
1+ (well-conducted MA, SR, or RCTs with a low risk of
bias)
Moderate
Strength of
There is evidence regarding the Resources for
evidence
Enhancing Alzheimer’s Caregiver Health (REACH)
Program for Bereaved Caregivers that active
interventions showed a statistically significant effect on
normal grief symptoms, exhibited a trend toward
improvement on complicated grief symptoms and
demonstrated little impact on depressive symptoms.
There is evidence regarding the Resources for
Enhancing Alzheimer’s Caregiver Health (REACH)
Program for Bereaved Caregivers, that examination
of intervention components revealed differential
effects, whereby cognitive and behavioural strategies
were most effective at reducing levels of complicated
grief, information and emotional support were most
effective for addressing normal grief, and
environmental modifications were most effective for
ameliorating depressive symptoms.
These findings suggest that different pre-loss
interventions might be warranted depending on a
caregiver’s unique clinical presentation and
combination of risk factors.

Moderate

From a clinical perspective, there is evidence that
suggest that pre-loss interventions can have a
positive impact on Alzheimer’s caregivers' post-loss
adjustment following the death of their care recipient.

Moderate

Some interventions seemed to be more effective than
others at preventing grief and depressive symptoms,
indicating that intervention components might need to
be tailored to the individual, depending on the initial
clinical presentation. In particular, cognitive and
behavioural interventions appear to be most effective
for those at risk for CG; whereas, environmental
modifications and information/emotional support seem
to be most beneficial for depressive and normal grief
symptoms, respectively.
Other
comments

The present study aimed to assess the efficacy (as whole intervention packages and as
component parts) of the Resources for Enhancing Alzheimer’s Caregiver Health (REACH)
interventions in preventing complicated grief, normal grief, and depressive symptoms at a
longer term follow-up assessment among bereaved caregivers (N =224).
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Ramsaroop - J Am Geriatr Soc - Jan 2007 Completing an advance directive in the
primary care setting: what do we need for success?

10. Durbin - J Nurs Scholarsh - Aug 2010 Systematic review of educational interventions for improving

advance directive completion. (Sufficient evidence exists to conclude that combined written and
verbal educational interventions were more effective than single written interventions)
11. LaMantia - J Am Geriatr Soc - Apr 2010 Interventions to improve transitional care between

nursing homes and hospitals: a systematic review. (a standardized patient transfer form
may assist with the communication of advance directives)
12. Jezewski - J Aging Health - Jun 2007 The effectiveness of interventions to increase advance

directive completion rates.

•

RCTs

13. Morrison - J Am Geriatr Soc - Jan 2005 The effect of a social work intervention to enhance advance
care planning documentation in the nursing home. (RCT) (Social work – suggest including)

7.3

Selected studies: Interventions to promote the number of people dying in their
preferred place of care & reduce the number dying in hospital

NICE:

1. NHS - NICE - Aug 2011 http://publications.nice.org.uk/quality-standard-for-end-oflife-care-for-adults-qs13
2. NHS - NICE - Mar 2004 http://guidance.nice.org.uk/CSGSP

PubMed Results:
3. Shepperd - Cochrane - Jul 2011 Hospital at home: home-based end of life care
4. Bell - J Pain Symptom Manage - Mar 2010 Factors associated with congruence between

preferred and actual place of death.
5. Where the dying live: a systematic review of determinants of place of end-of-life cancer care.
6. Gomes - BMJ - Mar 2006 Factors influencing death at home in terminally ill patients with

cancer: systematic review.
7. McPherson - Palliat Med - Mar 2007 Feeling like a burden to others: a systematic review

focusing on the end of life. (choice of place of care at the end of life)
8. Wilson - J Rural Health - Aug 2007 Planning and providing end-of-life care in rural areas. (home-

based nursing care a key factor)
9. Lewis - J Adv Nurs - Mar 2009 Nurse-led vs. conventional physician-led follow-up for patients with

cancer: systematic review. Patients with lung cancer were more satisfied with nurse-led
telephone follow-up and more were able to die at home – from 1x RCT)
10. Unique and universal barriers: hospice care for aging adults with intellectual disability.
11. Candy - Int J Nurs Stud - Jan 2011 Hospice care delivered at home, in nursing homes and in

dedicated hospice facilities: A systematic review of quantitative and qualitative evidence. (home
hospice services support families to sustain patient care at home)
12. Grande - Palliat Med - Jun 2009 Supporting lay carers in end of life care: current gaps and future

priorities. (Systematic review?) (Informal carers are central to the achievement of end of life
care and death at home)
13. Bee - J Clin Nurs - Jul 2008 A systematic review of informal caregivers' needs in providing

home-based end-of-life care to people with cancer.
14. End-of-life care: improving quality of life at the end of life. (Systematic review?) (Early discussion

of prognosis and end-of-life care options helps facilitate earlier entry into hospice and palliative
care programs).

7.4

Selected studies: Interventions to promote end of life care staff training

NICE:
1. http://publications.nice.org.uk/quality-standard-for-end-of-life-care-for-adults-qs13/qualitystatement-15-workforce-training

PubMed Results:
2. Shaw - J Palliat Med - Sep 2010 A systematic review of postgraduate palliative care curricula.
3. Levin - Gen Hosp Psychiatry - Jul 2010 End-of-life communication in the intensive care unit.
4. Adriaansen - Int J Nurs Stud - Mar 2008 The content and effects of palliative care courses

for nurses: a literature review.
5. Lloyd-Williams - Med Teach - Dec 2004 A systematic review of teaching and learning in

palliative care within the medical undergraduate curriculum.
6. Puntillo - Crit Care Med - Nov 2006 Communication between physicians and nurses as a target

for improving end-of-life care in the intensive care unit: challenges and opportunities for
moving forward.
7. Goelz - J Clin Oncol - Sep 2011 Specific training program improves oncologists' palliative

care communication skills in a randomized controlled trial. (RCT)
8. Pelayo - BMC Fam Pract - May 2011 Effects of online palliative care training on knowledge,

attitude and satisfaction of primary care physicians. (RCT) (Spain)
9. Claxton - J Palliat Med - Apr 2011 The educational impact of weekly e-mailed fast

facts and concepts. (RCT)
10. Wilkinson - Palliat Med - Jun 2008 Effectiveness of a three-day communication skills course in

changing nurses' communication skills with cancer/palliative care patients: a randomised
controlled trial. (RCT)

7.5

Selected studies: Interventions to support people who are bereaved

NICE:

1. NHS - NICE - Aug 2011 http://publications.nice.org.uk/quality-standard-for-end-of-life-care-foradults-qs13/quality-statement-14-care-after-death-bereavement-support
2. NHS - NICE - Mar 2004 http://guidance.nice.org.uk/CSGSP (see
12.30) PubMed Results:
3. Harvey - Semin Fetal Neonatal Med - Oct 2008 Effectiveness of bereavement interventions in
neonatal intensive care: a review of the evidence.
4. Schulz - N Engl J Med - Nov 2003 End-of-life care and the effects of bereavement on family
caregivers of persons with dementia.
5. Barclay - Br J Gen Pract - Jan 2011 Bereavement care in primary care: a systematic literature
review and narrative synthesis.
6. Shaw - Intensive Crit Care Nurs - Oct 2011 Does witnessing resuscitation help parents come to
terms with the death of their child? A review of the literature.
7. Wittouck - Clin Psychol Rev - Feb 2011 The prevention and treatment of complicated grief: a
meta-analysis.
8. Currier - Psychol Bull - Sep 2008 The effectiveness of psychotherapeutic interventions for bereaved
persons: a comprehensive quantitative review.
9. Gold - Obstet Gynecol - May 2007 Hospital care for parents after perinatal death.
10. Currier - J Clin Child Adolesc Psychol - Apr 2007 The effectiveness of bereavement interventions
with children: a meta-analytic review of controlled outcome research.
•

RCTs

11. Lautrette - N Engl J Med - Feb 2007 A communication strategy and brochure for relatives of
patients dying in the ICU. (RCT)
12. Hagan - J Clin Child Adolesc Psychol - Mar 2012 Strengthening effective parenting practices over the
long term: effects of a preventive intervention for parentally bereaved families. (RCT)
13. Sandler - Arch Pediatr Adolesc Med - Oct 2010 Six-year follow-up of a preventive intervention for
parentally bereaved youths: a randomized controlled trial. (RCT)
14. Holland - Psychol Aging - Mar 2009 Outcomes from the Resources for Enhancing Alzheimer's
Caregiver Health (REACH) program for bereaved caregivers. (RCT)
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