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Disclaimer

This Clinical Decision Support Tool (CDST) was produced after carefully considering the
available evidence and evaluating the opinion of experts (clinicians, researchers and patient
representatives). Every effort has been made to ensure the accuracy of his text. Nevertheless,
the recommendation contained in this CDST do not override the individual responsibility
of healthcare professionals to make decisions appropriate to their local context and
the circumstances of individual patients. The authors do not assume any legal liability or
responsibility for the accuracy or completeness of any information herein disclosed.

Background and scope
The Palliative (or Patient)
care Outcome Scale (POS) is
a multidimensional outcome
measure which can be used
in clinical care to assess
patients’ symptoms and
concerns and monitor
changes in these over time.

It assesses physical symptoms, emotional,
psychological and spiritual concerns, and
needs for information and support1. It is
brief (<10 minutes to complete), widely
validated, able to transfer across settings,
has good responsiveness to change and
has been translated and/or culturally
adapted (e.g. APCA African POS) and
revalidated in many different languages
and cultures (e.g.2-4). It is available in
different languages, including Dutch,
German, Portuguese, Spanish, Chinese,
Italian, Punjabi, Urdu. The average mean
time for completing POS is 7 min for
patients and 6 min for staff. POS can be
used in various settings (e.g. hospitals,
community, nursing homes, hospices)
and can be used for various diseases (e.g.
cancer, chronic kidney disease, COPD,
MS, Motor Neurone disease, HIV). This
core POS is part of a family of POS
measures, including the POS-S (focused
on physical symptoms), the APCA African
POS (for the African setting) and the IPOS
(integrating the POS, POS-S and APCA
African POS). More information can be
found at www.pos-pal.org.
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Despite POS being one of the most used
outcome measures in clinical palliative
practice5 there is still a need for more
support on how to use the measure
and respond clinically to symptoms
identified. During a POS training day
held at the Cicely Saunders Institute in
2013 we found that many participants
needed guidance on how to use POS in
clinical practice. Participants encountered
most difficulties with how to respond
clinically to different scores found in the
psychological domain (i.e. depression/
feeling worthwhile, (n=18/36 comments),
in the information provision domain
(n=7/36 comments) and regarding family
anxiety (n=4/36 comments)). Moreover,
a very disturbing symptom for patients6,7
and their families8 is breathlessness.
Based on these findings, we aimed to
develop more clinical guidance for
how to respond to the POS items on
patient/family information needs, family
anxiety, patient depression and patient
breathlessness.
To do so, we developed a Clinical
Decision Support Tool (CDST) on how

to respond to various scores on these
POS items. Although definitions vary,
the overriding concept of CDSTs is to
link observations with clinical expert
and evidence-based knowledge to help
clinicians to deliver improved care9.
CDSTs are planned to be used in real
time. They are based on the premise
that good information or assessment
alone will not change practice. The
information needs to be accompanied
by a good decision about the
information. CDSTs are never intended
to be a prescriptive guide, but aim to
help provide proposals to help clinicians
make the best decisions in clinical
practice. The advantage of CDSTs is that
they can be incorporated into electronic
records and data systems. They can also
be included in clinical guidelines. 10

This POS related CDST, consisting of
evidence-based and expert-endorsed
recommendations, can be used to help
clinicians decide on the best clinical
responses to some of the complex
problems faced in advance disease. The
presented recommendations are also
applicable for the other POS family of
measures. All POS family of measures
focus on the same domains, making
recommendations applicable beyond the
core POS. The CDST can be used by
all practitioners working with patients
facing progressive and life threatening
illnesses. The recommendations are based
on systematic reviews and guidelines on
these topics and have been developed
using a modified Delphi process in which
clinicians, patient representatives and
researchers participated.
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Although the proposed recommendations
are based on best evidence and expert
clinical opinion, this CDST is not intended
to be prescriptive but should be used to aid
a wider range of aspects to be considered
when making treatment choices, alongside
skilled individual clinical assessment and
knowledge, taking into account patients’ and
families’ individual preferences, circumstances
and available resources. In areas of
uncertainty or conflict, specialist support or
a second opinion should be obtained.We
note that this CDST is a starting point;
we are keen to undertake further testing
in practice, to receive feedback on its
contents and also to develop CDSTs for
other POS items. We chose to start with
those areas where clinicians expressed
most difficulty in interpreting the scores
and making the right decisions.
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The methodology
The CDST on how to respond to
different levels of reported POS
scores for: information needs,
family anxiety, patient depression,
and breathlessness in palliative
care was created in several steps.
1 A systematic search for guidelines and
systematic reviews on these topics was
conducted in Pubmed, Googlescholar
(first 4 pages), Cochrane Database,
York DARE database. The websites of
NICE, National Guideline Clearinghouse,
the Canadian Medical Association
and google.com (first 4 pages) were
handsearched for relevant sources.
Three sources of information on more
general guidance on using Patient

Reported Outcome Measures (PROMs)
in clinical practice were screened
for relevant information; the booklet
‘Outcome Measures: the Essentials,11
the EAPC White Paper on Outcome
Measures12 and the ISOQOL users’
guide on implementing PROMs13.
2 Data from included sources was
extracted and used to create
recommendations on how to clinically
respond to information needs, family
anxiety, depression and breathlessness.
3 The recommendations were used
in a two-round, modified Delphi
study, in order to come to an expert
consensus on the appropriateness
of all formulated recommendations
for all the different scores on the
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different POS items. Experts were
clinicians, researchers and patient/
family representatives who participated
in a two-round online Delphistudy (hosted via Keypoint). They
rated the appropriateness of each
recommendation for all the different
answer categories (0-4) for each POSitem. Appropriateness was rated on
a 1-9 scale (‘not at all appropriate’ to
‘extremely appropriate’) with a ‘do not
know’ option and space for comments.
For round 2 we circulated the results of
round 1 and a summary of the results
of round 1 was provided in the online
Delphi, which participants were asked
to take into account when rating the
recommendations again.

4 The recommendations with a median of
7-9 in round 2 and which did not have
>30% of scores in the 1-3 and 7-9 range
were deemed as appropriate14-16 and
included in the CDST.
5 The quality of research evidence
for each recommendation was
determined. As many guidelines and
reviews used different approaches
to determine the quality evidence of
their recommendations, we looked
in detail at how each source graded
the quality of different study designs.
Based on these designs, we crafted a
framework derived from the GRADE
framework17. This consisted of the
following classifications; A (reflecting
‘high’ in GRADE; e.g. meta-analysis, SR

of RCT, RCT), B (reflecting ‘moderate’
in GRADE; e.g. cohort studies, casecontrol studies), C (reflecting ‘low’ in
GRADE; e.g. retrospective, poor quality
cohort studies) and D (reflecting ‘very
low’ in GRADE’; e.g. qualitative studies,
expert opinion) quality evidence for
recommendations. That being said,
this taxonomy is not perfect, as the
frameworks used differed in their
sensitivity of categorising designs. We
rated each recommendation based
on the most recent and highest level
of known evidence (i.e. guidelines
describing their evidence-base were
favoured above systematic reviews but
not if they were older). However, if a
source already provided information
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about the quality of evidence themselves,
we followed their quality rating instead
of the design rating. For example, there
were many (non)pharmacological
recommendations for how to treat
breathlessness, which had a B evidence
as described in a Cochrane review
(A quality design). In this example a B
quality rating would be attributed.
6 Lastly, the draft decision support tool
was commented upon by experts via
email and in a face-to-face meeting. Final
changes were incorporated.
* For more detailed information about
the Methodology, please consult the Full
Manual as mentioned under ‘Further
Reading

The Clinical Decision Support Tool
A) Information needs
POS Question: Over the past 3 days, how much information have you and your family or friends been given?
Possible answer categories: 0 Full information or as much as wanted; always feel free to ask; 1 Information given but hard to understand;
2 Information given on request but would have liked more; 3 Very little given and some questions were avoided; 4 None at all when we
wanted information
Full information or as much as they wanted (0) + Information given but hard to understand. (1)
Always assess
patients’
preferences for
information,
including the
specific content
and extent of
information that is
preferred (e.g. ask
“are you the sort
of person who likes
to know everything
about their
disease”). Provided
information should
be based on these
preferences. (B)

Conduct a
‘cultural’
assessment
(assess the cultural
context), including
the preferences
for information
disclosure and
decision-making
of an individual.
Be aware that not
all ethnic groups
prefer to be directly
informed of a lifethreatening diagnosis;
sometimes only
the family wishes
to be informed (or
involved in decision
making). Patients’ and
their families’ wishes
not to take part in
decisions should be
respected (C)

Relevant
information
must be
provided – if
possible –
in a quiet,
comfortable
place with
privacy and
without
interruptions.
(D)

Provide –
invididuallly
tailored –
information
honesty,
sensitively,
with margin
for and balance
with hope. Hope
comprises more
than hope for a cure
or life prolongation,
but also includes
focus on achieving
something or the
way that remaining
time is spent. (D)

Provide clear
information
and assess (in
a caring way)
the patient’s
understanding
of the illness and
of the provided
information. (D)

Verbal face-toface information
can be
accompanied by
other methods
such as written
information (based
on individual
preferences). (B)

Always show
an empathic
attitude.
Important behaviours
include: a willingness
to listen, the use
of eye-contact,
responses to (non)
verbal cues and
acknowledgement
of the patient as an
individual. (D)

+
Information given on request but would have liked more (2) + Very little given and some questions were
avoided (3) + None at all – when we wanted information (4) - All of above recommendations +
Offer, depending on resources, a care meeting with the patient, family (members should be agreed by patient) and health care
providers to discuss the condition, course of illness, treatment options, individuals’ preferences and plan. Care meetings can promote
communication, trust, realistic hope, increase clinicians’ knowledge of the patient and decrease stress by reviewing realistic goals. (C)
*
**

Note that the quality of research evidence should be interpreted with caution.The provided research evidence indicates the nature of the research designs (or the ratings already
assigned by different sources) which have assessed the studies in this field.Where the quality is low it implies that there have been few comparative studies, and that there is an
absence of evidence either supporting or not supporting the approach. However, this does not indicate the strength of the recommendation.
We would like to refer to the Vitaltalk website for more resources about responding to patients’ information needs and related communication issues http://www.vitaltalk.org/
This Figure has been published in: van Vliet et al., BMC Medicine 2015, 13:263 – see contents page
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POS Question: Over the past 3 days, how much information have you and your family or friends been given?
Possible answer categories:
0 Full information or as much as wanted; always feel free to ask
1 Information given but hard to understand
2 Information given on request but would have liked more
3 Very little given and some questions were avoided
4 None at all when we wanted information

Full information or as much as they wanted (0) + Information given but hard
to understand. (1)
Recommendation
Always assess patients’ preferences for information, including the specific content and extent of
information that is preferred (e.g. ask “are you the sort of person who likes to know everything about their
disease”). Provided information should be based on these preferences. (B)
Conduct a ‘cultural’ assessment (assess the cultural context), including the preferences for information
disclosure and decision-making of an individual. Be aware that not all ethnic groups prefer to be directly informed of a
life-threatening diagnosis; sometimes only the family wishes to be informed (or involved in decision making). Patients’
and their families’ wishes not to take part in decisions should be respected (C)
Relevant information must be provided – if possible – in a quiet, comfortable place with privacy
and without interruptions. (D)
Provide – invididuallly tailored – information honesty, sensitively, with margin for and balance
with hope. Hope comprises more than hope for a cure or life prolongation, but also includes focus on achieving
something or the way that remaining time is spent. (D)
Provide clear information and assess (in a caring way) the patient’s understanding of the illness and
of the provided information. (D)
Verbal face-to-face information can be accompanied by other methods such as written information
(based on individual preferences). (B)
Always show an empathic attitude. Important behaviours include: a willingness to listen, the use of eye-contact,
responses to (non)verbal cues and acknowledgement of the patient as an individual. (D)
*
**

Information given on
request but would have
liked more (2) + Very
little given and some
questions were avoided
(3) + None at all – when
we wanted information
(4)
Recommendation
All aforementioned
recommendations plus:
Offer, depending on
resources, a care meeting
with the patient, family
(members should be agreed
by patient) and health
care providers to discuss
the condition, course of
illness, treatment options,
individuals’ preferences
and plan. Care meetings can
promote communication, trust,
realistic hope, increase clinicians’
knowledge of the patient and
decrease stress by reviewing
realistic goals. (C)

Note that the quality of research evidence should be interpreted with caution.The provided research evidence indicates the nature of the research designs (or the ratings already
assigned by different sources) which have assessed the studies in this field.Where the quality is low it implies that there have been few comparative studies, and that there is an
absence of evidence either supporting or not supporting the approach. However, this does not indicate the strength of the recommendation.
We would like to refer to the Vitaltalk website for more resources about responding to patients’ information needs and related communication issues http://www.vitaltalk.org/
This Figure has been published in: van Vliet et al., BMC Medicine 2015, 13:263 – see contents page
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B) Family anxiety
POS Question: Over the past 3 days, have any of your family or friends been anxious or worried about you?
Possible answer categories: 0 Not at all; 1 Occasionally; 2 Sometimes - it seems to affect their concentration; 3 Most of the time;
4 Yes, always preoccupied with worry about me
Not at all (0)
Optimize care
(pain/symptom
management)
of the patient.
(B)

Emotional support
should be provided.
This is characterized
by listening, empathy,
caring, and a continued
trusting relationship
in which relatives can
express their concerns
and – if appreciated –
feel a valued part of the
team. (D)

Good communication
to keep the family
informed should be
provided (with patient
consent). Information
should be adjusted (i.e.
tailored) to the family’s
needs and be provided in
comprehensible language
based on the family’s
understanding of the illness
(e.g. say “the cancer has
spread” instead of “the
cancer has metastasized”).
(D)

(Psycho) Education
should be offered
(i.e. teaching, explanation).
Depending on the
situation, family wishes and
understanding, this could
include information on
how to manage the care
of a loved one and on the
signs of approaching death.
Families often want to be
present and to help, and this
involvement can improve
the relationship between
staff and family. (A)

Support should
be provided with
respect for and
facilitation of
cultural, religious
and social practices
and traditions.
(no available evidence)

The family should
be offered the
opportunity depending on
needs, feasibility
and resources
- to sometimes
withdraw from the
caregiving situation
(i.e. get some mental
rest/respite care) or get
suggestions on how to
organise this themselves
(e.g. with help from
family/friends) (D)

+
Occasionally (1) - All of above recommendations +
Practical help to remove barriers to care should be provided, depending on resources and needs, such as transportation for appointments, home
care, 24-hour medical advice, and applying for benefits. (no available evidence)

+
Sometimes (2) - All of above recommendations +
Start by exploring
with the patient and
family (if agreed by
patient) if they are
anxious and if so
what is causing this
anxiety. (D)

A social and psychological
needs assessment should
be offered (to the patient
and family) to determine
current state and risk of
poor psychological health and
grief. An assessment can include
the creation of a genogram/ecomap
to cover the family structure and
dynamics, and can assess families’ lines
of communication, geographic location,
needs and goals (e.g. counselling needs,
needs for equipment), and strength
and vulnerabilities (e.g. finances,
prior experiences, sexuality/intimacy,
caregiver availability). (A)

In the social/
psychological needs
assessment, it is
important to assess
caregiver’s own
health status, other
commitments and
ability to continue
the caring role.
Caregivers can be older
and/or may have health
problems of their own.
(A)

A family conference
should be offered (with
patient consent) to
exchange information,
assess needs, provide
emotional support and
create a care plan (if
feasible and resources allow).
(A)

Following assessment,
interventions should
be (promptly) planned,
which are focused on carer’s
needs, goals and preferences
and based on best evidence.
(A)

+
Most of the time (3) / Yes, always (4) - All of above recommendations +
The (most vulnerable) family should after full assessment and discussion be offered referral to intensive support services. (D)

*

Note that the quality of research evidence should be interpreted with caution.The provided research evidence indicates the nature of the research designs (or the ratings already
assigned by different sources) which have assessed the studies in this field.Where the quality is low it implies that there have been few comparative studies, and that there is an
absence of evidence either supporting or not supporting the approach. However, this does not indicate the strength of the recommendation.
This Figure has been published in: van Vliet et al., BMC Medicine 2015, 13:263 – see contents page

38 4

POS Question: Over the past 3 days, have any of your family or friends been anxious or worried about you?
Possible answer categories:
0 Not at all
1 Occasionally
Most of the time
2 Sometimes - it seems to affect their concentration
(3) / Yes, always
3 Most of the time
(4)
4 Yes, always preoccupied with worry about me

Occasionally (1)
Not at all (0)
Recommendation
Optimize care (pain/symptom
management) of the patient. (B)
Emotional support should be provided. This
is characterized by listening, empathy, caring, and a
continued trusting relationship in which relatives can
express their concerns and – if appreciated – feel a
valued part of the team. (D)
Good communication to keep the family
informed should be provided (with patient
consent). Information should be adjusted (i.e.
tailored) to the family’s needs and be provided
in comprehensible language based on the family’s
understanding of the illness (e.g. say “the cancer has
spread” instead of “the cancer has metastasized”). (D)

Recommendation
All aforementioned
recommendations plus:
Practical help to
remove barriers
to care should be
provided, depending
on resources and needs,
such as transportation
for appointments, home
care, 24-hour medical
advice, and applying for
benefits. (no available
evidence)

Recommendation

Recommendation

All aforementioned
recommendations plus:

All aforementioned recommendations plus:
All aforementioned recommendations plus:
Start by exploring with the
patient and family (if agreed by
patient) if they are anxious and if
so what is causing this anxiety. (D)
A social and psychological needs
assessment should be offered
(to the patient and family) to
determine current state and risk of
poor psychological health and grief.
An assessment can include the creation of
a genogram/ecomap to cover the family
structure and dynamics, and can assess
families’ lines of communication, geographic
location, needs and goals (e.g. counselling
needs, needs for equipment), and strength
and vulnerabilities (e.g. finances, prior
experiences, sexuality/intimacy, caregiver
availability). (A)

All aforementioned
recommendations plus:
All aforementioned
recommendations plus:
The (most
vulnerable) family
should after full
assessment and
discussion be offered
referral to intensive
support services.
(D)

In the social/psychological needs
assessment, it is important to
assess caregiver’s own health status,
other commitments and ability to
continue the caring role. Caregivers
can be older and/or may have health
problems of their own. (A)

(Psycho) Education should be offered (i.e.
teaching, explanation). Depending on the situation,
family wishes and understanding, this could include
information on how to manage the care of a loved
one and on the signs of approaching death. Families
often want to be present and to help, and this
involvement can improve the relationship between
staff and family. (A)

A family conference should be
offered (with patient consent)
to exchange information, assess
needs, provide emotional support
and create a care plan (if feasible and
resources allow). (A)

Support should be provided with respect
for and facilitation of cultural, religious
and social practices and traditions. (no
available evidence)
The family should be offered the
opportunity - depending on needs,
feasibility and resources - to sometimes
withdraw from the caregiving situation (i.e.
get some mental rest/respite care) or get suggestions
on how to organise this themselves (e.g. with help
from family/friends) (D)
*

Sometimes (2)

Following assessment,
interventions should be (promptly)
planned, which are focused on carer’s
needs, goals and preferences and based on
best evidence. (A)

Note that the quality of research evidence should be interpreted with caution.The provided research evidence indicates the nature of the research designs (or the ratings already
assigned by different sources) which have assessed the studies in this field.Where the quality is low it implies that there have been few comparative studies, and that there is an
absence of evidence either supporting or not supporting the approach. However, this does not indicate the strength of the recommendation.
This Figure has been published in: van Vliet et al., BMC Medicine 2015, 13:263 – see contents page
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C) Depression
POS Question: Over the past 3 days, have you been feeling depressed?
Possible answer categories: 0 No, not at all; 1 Occasionally; 2 Sometimes; 3 Most of the time; 4 Yes, all the time
No, not at all (0) + Occasionally (1)
Communicate openly with patients and provide information
(on all topics) in accordance with their preferences; e.g.
determine their needs for information (they can change over time) and
discuss information in appropriate language. (B)

Enquire actively about patients’ concerns/feelings and
provide emotional support (e.g. provide a listening ear), if appreciated.
(B)

+
Sometimes (2) - All of above recommendations +
Focus on cognitive/affective symptoms in detecting depression alongside
physical symptoms, as the latter might be caused by the physical disease or the
medical treatment. Examples of cognitive/affective symptoms are: dysphoric mood, excessive
hopelessness, social withdrawal, suicidal thoughts. Examples of physical symptoms are: weight
loss, insomnia, loss of energy, fatigue. Focus on the course of these physical symptoms in
detecting depression and consider what triggered similar symptoms before. (B)

Inform patients about sources for support
(e.g. community groups). (B)

+
Most of the time (3) + Yes, all the time (4) - All of above recommendations +
Conduct a psychological
and social assessment (to
differentiate between low mood
and depression); screen – if feasible
– for depression with measures
such as the Brief Edinburgh
Depression Scale, PHQ-9 or HADS.
Subsequently, diagnose depression
with criteria such as these of the
DSM-IV or ICD-10. (D)

*
**

Refer patients –
depending on resources
– to specialist palliative
care services for
improved symptom control
and psychosocial support.
Addressing problems which are
physical (e.g. pain), psychological
(e.g. lack of information), social
(e.g. family conflict) or spiritual
(e.g. existential questions) may
alleviate depressive symptoms.
(A)

Offer psychological
therapy (depending on
assessment and resources).
Consider factors such as time
(treatment might need to be
short because of life-expectancy)
and patient preferences in
choosing the therapy. Therapies
with proven effectiveness include:
CBT and psychotherapy (n.b. a
diagnosis of depression is needed
for these interventions). (A)

Offer antidepressants after
careful assessment/diagnosis
and consideration of nondrug interventions. An open
discussion of options should be
held in which antidepressants are
not provided as ‘fixed solutions’.
Consider factors such as life
expectancy, side effects, risk of
suicide, possible interactions and
contraindications, and patient and
clinician preferences in choosing
the antidepressant. Therapies with
proven effectiveness include: SSRI’s,
mirtazapine, TCA’s**. (A)

Note that the quality of research evidence should be interpreted with caution.The provided research evidence indicates the nature of the research designs (or the ratings already
assigned by different sources) which have assessed the studies in this field.Where the quality is low it implies that there have been few comparative studies, and that there is an
absence of evidence either supporting or not supporting the approach. However, this does not indicate the strength of the recommendation.
Please consult the following guidelines for more detailed information about recommended antidepressants:
1) Rayner et al 2010.The management of depression in palliative care: European Clinical Guidelines. London: Department of Palliative Care, Policy & Rehabilitation/European
Palliative Care Research Collaborative): http://www.epcrc.org/getpublication2.php?id=6VW4bQY9JujQVGSItDs6
2) Palliative Care Guidelines NHS Scotland: http://www.palliativecareguidelines.scot.nhs.uk/documents/depressionfinal.pdf
This Figure has been published in: van Vliet et al., BMC Medicine 2015, 13:263 – see contents page
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POS Question: Over the past 3 days, have you been feeling depressed?
Possible answer categories:
0 Not at all
1 Occasionally
Most of the time (3) +
2 Sometimes
Yes, all the time (4)
3 Most of the time
4 Yes, all the time
Recommendation
All aforementioned recommendations plus:
All aforementioned recommendations plus:
Conduct a psychological and social assessment (to
differentiate between low mood and depression); screen – if
feasible – for depression with measures such as the Brief
Edinburgh Depression Scale, PHQ-9 or HADS. Subsequently,
diagnose depression with criteria such as these of the DSM-IV
or ICD-10. (D)

Sometimes (2)
Recommendation

Not at all (0) +
Occasionally (1)
Recommendation
Communicate openly
with patients and provide
information (on all topics)
in accordance with their
preferences; e.g. determine their
needs for information (they can change
over time) and discuss information in
appropriate language. (B)
Enquire actively about patients’
concerns/feelings and provide
emotional support (e.g. provide a
listening ear), if appreciated. (B)

*
**

All aforementioned recommendations plus:
Focus on cognitive/affective
symptoms in detecting depression
alongside physical symptoms, as
the latter might be caused by the physical
disease or the medical treatment. Examples
of cognitive/affective symptoms are:
dysphoric mood, excessive hopelessness,
social withdrawal, suicidal thoughts.
Examples of physical symptoms are: weight
loss, insomnia, loss of energy, fatigue. Focus
on the course of these physical symptoms
in detecting depression and consider what
triggered similar symptoms before. (B)
Inform patients about sources for
support (e.g. community groups). (B)

Refer patients – depending on resources – to
specialist palliative care services for improved
symptom control and psychosocial support. Addressing
problems which are physical (e.g. pain), psychological (e.g. lack
of information), social (e.g. family conflict) or spiritual (e.g.
existential questions) may alleviate depressive symptoms. (A)
Offer psychological therapy (depending on
assessment and resources). Consider factors such as time
(treatment might need to be short because of life-expectancy)
and patient preferences in choosing the therapy. Therapies with
proven effectiveness include: CBT and psychotherapy (n.b. a
diagnosis of depression is needed for these interventions). (A)
Offer antidepressants after careful assessment/
diagnosis and consideration of non-drug
interventions. An open discussion of options should
be held in which antidepressants are not provided as ‘fixed
solutions’. Consider factors such as life expectancy, side effects,
risk of suicide, possible interactions and contraindications,
and patient and clinician preferences in choosing the
antidepressant. Therapies with proven effectiveness include:
SSRI’s, mirtazapine, TCA’s**. (A)

Note that the quality of research evidence should be interpreted with caution.The provided research evidence indicates the nature of the research designs (or the ratings already
assigned by different sources) which have assessed the studies in this field.Where the quality is low it implies that there have been few comparative studies, and that there is an
absence of evidence either supporting or not supporting the approach. However, this does not indicate the strength of the recommendation.
Please consult the following guidelines for more detailed information about recommended antidepressants:
1) Rayner et al 2010.The management of depression in palliative care: European Clinical Guidelines. London: Department of Palliative Care, Policy & Rehabilitation/European
Palliative Care Research Collaborative): http://www.epcrc.org/getpublication2.php?id=6VW4bQY9JujQVGSItDs6
2) Palliative Care Guidelines NHS Scotland: http://www.palliativecareguidelines.scot.nhs.uk/documents/depressionfinal.pdf
This Figure has been published in: van Vliet et al., BMC Medicine 2015, 13:263 – see contents page
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D) Breathlessness
POS Question: Please put a tick in the box to show how you feel the symptom ‘Shortness of breath’ has
affected you and how you have been feeling over the past week.
Possible answer categories: 0 Not at all – no effect; 1 Slightly – but not be bothered to be rid of it; 2 Moderately – limits some activity or
concentration; 3 Severely – activities or concentration markedly affected; 4 Overwhelmingly – unable to think of anything else
Slightly (1)
Ensure treatment for any underlying causes is optimised. (D)

+
Moderately (2) - All of above recommendations +
A physical
examination
and complete
holistic
history should
be done – early
on – to determine
factors that likely
have influenced
the severity of
symptoms. (C)

Reversible causes of
breathlessness should
be treated if indicated/
appropriate and the
patient wants this.
Examples include: heart
failure, exacerbations of
COPD, cardiac arrhythmias,
anaemia, pleural or pericardial
haemorrhage, bronchial
infection, pulmonary embolism,
superior vena cava syndrome,
pleural effusion, pain, and
depression. (C)

Nonpharmacological
evidencebased interventions
should be
used to treat
breathlessness
(if patient
is able to
participate). (A)

The offer
to use
walking
aids
(following
physical
assessment).
(B)

Education
and support
around
the pacing
of daily
tasks and
encouraging
physical
activity,
tailored to
individual. (D)

Education
and support
around
breathing
control/
management
techniques e.g.
active cycle of
breathing/ pursed
lip breathing,
(taking patient
preference into
account). (B)

Psychosocial
support
appropriate
to situation,
e.g. coping,
goal-setting,
distraction /
relaxation, and
meditation /
mindfulness.
(No available
evidence)

The
use of
a fan.
(No
available
evidence)

Pharmacological
evidence-based
interventions
should be
offered to treat
breathlessness
in conjunction
with nonpharmacological
interventions
and carefully
monitored**. (A)

+
Severely (3) - All of above recommendations +
Opiods via oral (mouth)
or parenteral (drip) route,
using a sustained release
(long-acting) low dose. (A)

Provide oxygen for
patients who are
hypoxemic at rest
or during minimal
activity and after
careful thought,
assessment and
individualisation. (C)

Other medications might be useful
as well as second-line drugs and
could be tested in a therapeutic
trial (within a patient); including
benzodiazepine (especially if associated with
anxiety/panic), promethazine, corticosteroids,
steroids, bronchodilators and SSRI’s. (No
available evidence)

Neuromuscular electrical stimulation
(NMES – non-invasive therapy to improve
peripheral muscle strength and exercise capacity
which may impact favourably on breathlessness),
if patients cannot exercise themselves
(mainly in non-cancer settings, depending on
cause). (A)

+
Overwhelmingly (4) - All of above recommendations +
Chest wall vibration (a non-invasive therapy which aims to stimulate respiratory muscles which may reduce breathlessness). (B)
*

Note that the quality of research evidence should be interpreted with caution.The provided research evidence indicates the nature of the research designs (or the ratings already
assigned by different sources) which have assessed the studies in this field.Where the quality is low it implies that there have been few comparative studies, and that there is an
absence of evidence either supporting or not supporting the approach. However, this does not indicate the strength of the recommendation.
** Please consult the following guidelines for more detailed information about recommended pharmacological interventions.
1) Wiseman et al 2013. Chronic refractory dyspnoea. Evidence based management. Australian Family Physician, 42;.3, 137-140: http://www.racgp.org.au/afp/2013/march/chronicrefractory-dyspnoea/
2) Palliative Care Guidelines NHS Scotland: http://www.palliativecareguidelines.scot.nhs.uk/documents/breathlessnessfinal.pdf
When breathlessness is strongly associated with anxiety, we would like to refer to the following guideline which provides in-depth guidance on how to respond to anxiety in
palliative care: http://www.eperc.mcw.edu/EPERC/FastFactsIndex/ff_145.htm
*** We would like to refer to the Cicely Saunders Institute’s’ Breathlessness Intervention Service for resources on managing breathlessness: http://www.kcl.ac.uk/lsm/research/divisions/
cicelysaunders/research/symptom/breathlessness.aspx
This Figure has been published in: van Vliet et al., BMC Medicine 2015, 13:263 – see contents page
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POS Question: Please put a tick in the box to show how you feel the symptom ‘Shortness of
affected you and how you have been feeling over the past week.
Possible answer categories:
0 Not at all – no effect
1 Slightly – but not be bothered to be rid of it
2 Moderately – limits some activity or concentration
Severely (3)
3 Severely – activities or concentration markedly affected
4 Overwhelmingly – unable to think of anything else

Moderately (2)
Recommendation

breath’ has

Overwhelmingly
(4)
Recommendation

Recommendation

All aforementioned
recommendations plus:

All aforementioned recommendations
plus:

All aforementioned
recommendations plus:

All aforementioned recommendations
plus:

All aforementioned
recommendations plus:

Opiods via oral (mouth) or
parenteral (drip) route, using
a sustained release (longacting) low dose. (A)

Chest wall vibration
(a non-invasive therapy
which aims to stimulate
respiratory muscles
which may reduce
breathlessness). (B)

All aforementioned recommendations plus:
A physical examination and complete holistic history
should be done – early on – to determine factors that likely
have influenced the severity of symptoms. (C)
Reversible causes of breathlessness should be treated
if indicated/appropriate and the patient wants this.
Examples include: heart failure, exacerbations of COPD, cardiac
arrhythmias, anaemia, pleural or pericardial haemorrhage, bronchial
infection, pulmonary embolism, superior vena cava syndrome,
pleural effusion, pain, and depression. (C)
Non-pharmacological evidence-based inter-ventions
should be used to treat breathlessness (if patient is able to
participate). (A)
The offer to use walking aids (following physical assessment).
(B)
Education and support around the pacing of daily
tasks and encouraging physical activity, tailored to
individual. (D)
Education and support around breathing control/
management techniques e.g. active cycle of breathing/ pursed
lip breathing, (taking patient preference into account). (B)

Slightly (1)

Psychosocial support appropriate to situation, e.g.
coping, goal-setting, distraction /relaxation, and meditation /
mindfulness. (No available evidence)

Recommendation

The use of a fan.
(No available evidence)

Ensure treatment
for any underlying
causes is optimised.
(D)

Pharmacological evidence-based interventions should
be offered to treat breathlessness in conjunction
with non-pharmaco-logical interventions and carefully
monitored**. (A)

*

Provide oxygen for patients
who are hypoxemic at
rest or during minimal
activity and after careful
thought, assessment and
individualisation. (C)
Other medications might be
useful as well as second-line
drugs and could be tested
in a therapeutic trial (within a
patient); including benzodiazepine
(especially if associated with
anxiety/panic), promethazine,
corticosteroids, steroids,
bronchodilators and SSRI’s. (No
available evidence)
Neuromuscular electrical
stimulation (NMES – noninvasive therapy to improve
peripheral muscle strength and
exercise capacity which may impact
favourably on breathlessness), if
patients cannot exercise
themselves (mainly in non-cancer
settings, depending on cause). (A)

Note that the quality of research evidence should be interpreted with caution.The provided research evidence indicates the nature of the research designs (or the ratings already
assigned by different sources) which have assessed the studies in this field.Where the quality is low it implies that there have been few comparative studies, and that there is an
absence of evidence either supporting or not supporting the approach. However, this does not indicate the strength of the recommendation.
** Please consult the following guidelines for more detailed information about recommended pharmacological interventions.
1) Wiseman et al 2013. Chronic refractory dyspnoea. Evidence based management. Australian Family Physician, 42;.3, 137-140: http://www.racgp.org.au/afp/2013/march/chronicrefractory-dyspnoea/
2) Palliative Care Guidelines NHS Scotland: http://www.palliativecareguidelines.scot.nhs.uk/documents/breathlessnessfinal.pdf
When breathlessness is strongly associated with anxiety, we would like to refer to the following guideline which provides in-depth guidance on how to respond to anxiety in
palliative care: http://www.eperc.mcw.edu/EPERC/FastFactsIndex/ff_145.htm
*** We would like to refer to the Cicely Saunders Institute’s’ Breathlessness Intervention Service for resources on managing breathlessness: http://www.kcl.ac.uk/lsm/research/divisions/
cicelysaunders/research/symptom/breathlessness.aspx
This Figure has been published in: van Vliet et al., BMC Medicine 2015, 13:263 – see contents page
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Discussion
This manual describes the
development and results of a
Clinical Decision Support Tool
(CDST) to help doctors, nurses
and other health and social care
professionals make decisions on
how to respond to scores on the
POS items: information needs,
family anxiety, patient depression
and breathlessness. Based on
systematic reviews and guidelines,
and using an online modified
Delphi process, evidence-based
recommendations are presented
on how to respond to different
scores on these POS items.

Recommendations for POS items
When responding to information needs,
most recommendations are important all
the time. These include the assessment
of preferences for information and the
cultural context of a person; the provision
of clear and tailored information in a quiet
place, while being honest with a margin
for hope, and assessment of patients’
understanding of information. Face to face
information can be accompanied by other
methods such as written information.
Always show an empathetic attitude. It
is only for patients who indicate some
problems (POS answers: would have
liked more information, very little and no
information given) that initiating a care
meeting seems important (e.g. to discuss
the condition, course of illness, treatment
options, individuals’ preferences, and plan).
When looking at family anxiety, results
showed that independently of anxiety
scores, family/patients always need to be
provided with emotional support, good
communication, psycho-education, good
patient care and the opportunity for
respite care while being approached with
respect for cultural/religious traditions.
When anxiety is occasionally present, help
with practical matters is recommended.
For scores of sometimes and higher,
offering of more detailed exploration/
assessment of anxiety issues might be
warranted – explore anxiety, offer a
social needs assessment, assessment
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of caregivers’ own health status, and
family conference and (promptly) plan
interventions. Only for families who are
anxious most of the times, or always, is
referral to intensive support services
suggested (after full assessment).
For all reported levels of depressive
symptoms it is important to communicate
openly and using a tailored approach,
and to provide emotional support.
When patients say they sometimes feel
depressed, it is recommended to focus
on cognitive and affective symptoms
next to physical symptoms for detecting
depression and to inform patients about
sources of support. Only for patients who
say they feel depressed most or all of
the time is it recommended to conduct
a psychosocial assessment (screen and
diagnose depression) and to refer patients
to specialist palliative care services.
Following assessment they should be
offered psychological therapy and/or
antidepressants.
With slightly breathless patients, it is
recommended to ensure that treatment
for any underlying cause is optimised.
When patients have moderate symptoms,
it is recommended to conduct a physical
examination, complete a holistic history
and to treat reversible causes. The use
of non-pharmacological interventions
are also recommended, e.g. offer the use
of walking aids and a fan, education and
support around pacing of daily activities/

physical activities, and around breathing
control/management techniques and
psychosocial support. It may be necessary
to start thinking about pharmacological
interventions. For patients with severe
breathlessness a recommended
non-pharmacological intervention is
neuromuscular electrical stimulation
(NMES]. Recommended pharmacological
interventions include opioids, oxygen for
hypoxemic patients at rest, and as secondline an individual trial with benzodiazepines
(especially for anxious patients) or other
drugs such as promethazine. Only for
overwhelmingly breathless patients is chest
wall vibration recommended. It should
be noted though, that the evidence for
this recommendation is not based on
clinical studies, but only on laboratory
studies (therefore the evidence-level was
lowered). Beyond this recommendation,
in general, the evidence underpinning the
recommendations to treat breathlessness
varies. For example, second-line drugs
should only be used in an individual trial as
their effectiveness is questioned. Another
example concerns the use of a fan, which
was labelled as ‘no evidence’ based on a
Cochrane review18. However, this is still in
the early stages of evaluation, with recent
studies showing conflicting effects (e.g.19,20).
As fans are inexpensive, unlike to cause any
harm and they have low side effects, they
can be worth trying.

Across all POS items, for higher scores
more intensive clinical responses are
warranted; e.g. only in the case of high
levels of family anxiety are a social
needs assessment and family conference
recommended. It remains vital however, to
not overlook more core recommendations
for higher symptom scores. One could
even argue that in cases of higher distress
it is more essential than for lower scores
that core recommendations are being
met as they could help decrease patients’
symptom scores. Core recommendations
focus on good patient care, psychosocial
support and empathy, and open
communication. For breathlessness and
depression non-pharmacological followed
by pharmacological interventions are
recommended only for higher scores.
Reflections on the quality of
evidence and other limitations
Rating the quality of the evidence of
recommendations was complicated.
Many sources used different rating
systems and only some used the
GRADE approach, which we adapted
for this CDST. The quality of evidence
should therefore be interpreted with
caution. Moreover, we only rated the
quality of evidence, and did not provide
the strength of each recommendation
(weak versus strong). The strength of
recommendations represents whether
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desirable effects of recommendations
clearly outweigh (or not) undesirable
effects and it is affected by the quality
of evidence, uncertainty about the
balance of desirable versus undesirable
effects and variability or uncertainty in
values and preferences, and uncertainty
about whether the recommendation
is a wise use of resources17. Given the
heterogeneity of used quality ratings
and the envisaged applicability of our
recommendations in different settings
and countries, we believed that discussing
the strengths would be too complicated
and provide too little insight for this
CDST. However, it does mean that some
recommendations with a low quality
rating might at first sight be seen as less
important than when a strength-rating
would have been included. For example,
many recommendations regarding
information provision are based on low
evidence, which seems logical as it is
difficult to conduct highly controlled
studies on communication for ethical and
practical reasons (although studies are
emerging in this field, e.g.21,22). We would
like to stress that these lower ratings do
not imply that these recommendations
are not important, as they were
sometimes among the highest rated
recommendations by our expert panel.
We therefore chose to also provide the
median and interquartile expert ratings

for each recommendation in this tool (as
depicted in the full manual, see Further
Reading). These ratings also highlight
the pressing need for more high-quality
designed studies to build the evidencebase of key components of palliative care.
Another complicating factor was that in
cases were the quality of evidence was
already provided by sources, we followed
this rating instead of a rating based
on the design of studies, as this would
otherwise have given a distorted picture
of the evidence of a recommendation.
Lastly, as aforementioned, the
recommendation for chest wall vibration
to treat breathlessness was only based
on laboratory studies, so we lowered the
evidence-base manually.
Next to the evidence rating, this
CDST has other limitations. We had a
limited sample size (although response
rate was in line with a previous similar
study23). Next, participants reviewed a
wide area of topics, possibly outside their
area of expertise, especially regarding
breathlessness. However, as palliative
care focusses on physical, psychological,
emotional and spiritual issues we
anticipated most participants to have
(some) knowledge in all domains and
added a ‘do not know’ option in the
Delphi. Furthermore, we only included
sources that focussed on palliative care in
general and not on specific diseases as we

wanted recommendations to be applicable
across diseases. However, it might be that
for some diseases the evidence might
propose alternative strategies, however,
we would expect experts in those fields
to be aware of this evidence to take it into
consideration. Next, we might have missed
relevant evidence due to sources being
indexed outside of our search strategy,
although we did try to search using broad
terms and in broad databases. Additionally,
we refer to the Cicely Saunders’
Institute Breathlessness Intervention
Service and the Vitaltalk organisation for
more resources on breathlessness and
information needs. These were not found
via our search strategies, but we believed
them to be of importance to clinical care.
Lastly, due to time/resource constraints
only one author went through the process
of including/excluding sources detected
via our systematic searches and extracting
data. That being said, one main strength
of this work was the involvement of
patient and family representatives in the
development of the CDST to ensure their
perspectives were included as well. The
CDST combines patient views with clinical
expertise and evidence-based knowledge.
Clinical practice implications
As aforementioned, for the use of this
CDST in clinical practice it is important
to take into account that we believe the
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recommendations are applicable for all
POS family of measures. The online Delphi
study was done with the core POS,
but results are equally applicable when
using the IPOS or APCA African POS.
All POS family of measures focus on the
same domains, making recommendations
applicable beyond the core POS.
In clinical care, although the presented
recommendations are based on both
scientific evidence and expert opinion, this
CDST is not intended to be prescriptive;
it aims to help practitioners think through
the best decisions for these difficult and
complex problems. Recommendations
should be used flexibly, alongside
skilled individual clinical assessment
and knowledge, and taking into account
patients’ and families’ individual
preferences and circumstances and
available resources. For example, even
when patients/families indicate that there
are no problems, but clinicians suspect
patients suffer from pain or depression,
appropriate actions should be taken. In
areas of uncertainty or conflict, specialist
support or a second opinion should be
obtained. Recommendations should
not be used as an endpoint (‘tick-box’
exercise) in itself but as a starting point.
Only by integrating them into clinical
practice and care they can help to achieve
the overall aim of high quality personcentered care and good clinical practice.

Further
Reading
For more detailed information about the
POS family of measures, please consult:
www.pos-pal.org. A more detailed full
manual will be published here as well:
van Vliet LM, Harding R, Bausewein C,
Payne S, Higginson IJ, EURO IMPACT.
Clinical Decision Support Tool for the
interpretation of and response to Palliative
care Outcome Scale (POS) scores
for information needs, family anxiety,
depression and breathlessness: Full manual
including references and evidence. London:
Department of Palliative Care, Policy &
Rehabilitation; 2015.
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Registering with OACC
The OACC project team collaborates
closely with clinical teams enrolled in
OACC to achieve and monitor the
implementation of outcome measures
into routine clinical care. It is important
that they are chosen, implemented and
used in an evidence-based way. OACC

therefore draws on existing psychometric
study of outcome measures in palliative
care, and believes that strong academic
and clinical partnerships help provide
solutions to many challenges faced
in implementing outcome measures.
Launched in 2013 and led by the Cicely

Saunders Institute and Hospice UK, we
welcome you to contact us if you would
like to become an OACC-registered
service or if you would like further
information about what we offer and how
we can work with you to achieve better
outcomes for patients and families.

Contact details
The OACC Project team
Cicely Saunders Institute
King’s College London
6 Bessemer Road
Denmark Hill
London SE5 9PJ

Antonia Bunnin
Director of Hospice Support and Development
Hospice UK
Hospice House
34-44 Britannia Street
London WC1X 9JG

Phone: 020 7848 0753 or 020 7848 0096
Email: oacc@kcl.ac.uk

Phone: 020 7520 8200
Email: a.bunnin@hospiceuk.org
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