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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. 
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1. 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 support 1. 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 http://pos-pal.org/.  

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 patients 6, 7 and their families 8 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.  

http://pos-pal.org/
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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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 2. 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 Measures 12  and the ISOQOL users’ guide on implementing PROMs13 . See Appendix 1 
for an overview of our search strategy, inclusion- and exclusion criteria, flow-diagram and overview 
of included studies.  
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 different POS items. Experts were clinicians, researchers and patient/family 
representatives who participated in a two-round online Delphi-study (hosted via Keypoint). They 
rated the appropriateness of each recommendation for all the different answer categories (0-4) for 
each POS-item. 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 (see Appendix 2 for an example). 
For round 2 we circulated the results of round 1 (see Appendix 3) 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 (see Appendix 4 for an example, and Appendix 5 for a summary 
of the results of round 2).  
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 appropriate 14-16 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, case-control 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). See Appendix 6 for an overview of the frameworks used in the 
different guidelines/systematic reviews and how we classified their designs for the adapted ABCD 
framework. However, if a source already provided information 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.  
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3. 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  

 

 

 
POS answer: Full information or as much as wanted – always feel free to ask (0) 
 

Recommendations Quality of 
research 
evidence* 

Delphi 
score 
(median + 
quartiles) 

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 9 
(9-9) 

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 9 
(7-9) 

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

D  9 
(8.75-9) 

Provide – individually tailored - information honestly, 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  9 
(8-9) 

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

D  9 
(9-9) 

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

B 8 
(7-9) 

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  9 
(9-9) 
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POS answer: Information given but hard to understand (1) 
 

Recommendations Quality of 
research 
evidence* 

Delphi 
score 
(median + 
quartiles) 

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 9 
(9-9) 

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 9 
(7-9) 

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

D  9 
(8-9) 

Provide – individually tailored - information honestly, 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  9 
(8-9) 

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

D  9 
(9-9) 

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

B 9 
(7-9) 

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  9 
(9-9) 

 

 
POS answer: Information given on request but would have liked more (2) 
 

Recommendations Quality of 
Research 
Evidence 

Delphi score 
(median + 
quartiles) 

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 
 
 

9 
(9-9) 

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 9 
(8-9) 

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

D  9 
(9-9) 

Provide – individually tailored - information honestly, sensitively, with D  9 
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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.  

(8-9) 

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

D  9 
(9-9) 

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

B 9 
(8-9) 

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  9 
(9-9) 

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, individual’s 
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 8 
(7.75-9) 

 

 
POS answer: Very little given and some questions were avoided (3) 
 

Recommendations Quality of 
Research 
Evidence 

Delphi score 
(median + 
quartiles) 

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 
 
 

9 
(9-9) 

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 9 
(8-9) 

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

D  9 
(9-9) 

Provide – individually tailored - information honestly, 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  9 
(9-9) 

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

D  9 
(9-9) 

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

B 9 
(8-9) 

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  9 
(9-9) 

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, individual’s preferences, 
treatment options and plan. Care meetings can promote communication, 

C 9 
(8-9) 
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trust, realistic hope, increase clinicians’ knowledge of the patient and 
decrease stress by reviewing realistic goals. 

 

 
POS answer: None at all – when we wanted information (4) 
 

Recommendations Quality of 
Research 
Evidence 

Delphi score 
(median + 
quartiles) 

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 
 
 

9 
(9-9) 

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 9 
(8.75-9) 

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

D  9 
(9-9) 

Provide – individually tailored - information honestly, 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  9 
(9-9) 

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

D  9 
(9-9) 

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

B 9 
(8-9) 

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  9 
(9-9) 

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, individual’s preferences, 
treatment options and plan. Care meetings can promote communication, 
trust, realistic hope, increase clinicians’ knowledge of the patient and 
decrease stress by reviewing realistic goals. 

C 9 
(9-9) 

 

*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/ 
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Information needs 

Over the past 3 days, how much information have you and your family and friends been given?  

Full information or as much as they wanted (0) + Information given but hard to understand (1) 

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 + 

Relevant 
information 

must be 
provided – if 

possible – in a 
quiet, 

comfortable 
place with 

privacy and 
without 

interruptions.  
(D)  

 

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) 

 

Provide – individually 
tailored - information 
honestly, 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) 

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 
 

http://www.vitaltalk.org/
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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  

 

 

 
POS answer: No, not at  all (0) 
 

Recommendation Quality of 
Research 
Evidence* 

Delphi 
score 
(median + 
quartiles) 

Optimize care (pain/symptom management) of the patient B 9 
(2-9) 

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 9 
(8-9) 

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 9 
(8-9) 

(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 9 
(4-9) 

Support should be provided with respect for and facilitation of cultural, 
religious and social practices and traditions.   

No 
available  
evidence 

9 
(9-9) 

The family should be offered - depending on needs, feasibility and 
resources - the opportunity 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   9 
(6-9) 
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POS answer: Occasionally (1) 
  

Recommendation Quality 
of 
Research 
Evidence* 

Delphi 
score 
(median 
+ 
quartiles) 

Optimize care (pain/symptom management) of the patient B 9 
(6.75-9) 

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 9 
(8-9) 

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 9 
(9-9) 

(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 9 
(6-9) 

Support should be provided with respect for and facilitation of cultural, 
religious and social practices and traditions.   

No 
available  
evidence 

9 
(9-9) 

The family should be offered - depending on needs, feasibility and 
resources - the opportunity 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   9 
(7-9) 

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 

7 
(5-9) 

 

 
POS answer: Sometimes (2) 
 

Recommendation Quality of 
Research 
Evidence* 

Delphi 
score 
(median 
+ 
quartiles) 

Optimize care (pain/symptom management) of the patient B 9 
(7-9) 
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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 9 
(8-9) 

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 9 
(9-9) 

(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 9 
(8-9) 

Support should be provided with respect for and facilitation of cultural, 
religious and social practices and traditions.   

No 
available  
evidence 

9 
(8-9) 

The family should be offered - depending on needs, feasibility and 
resources - the opportunity 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   9 
(7-9) 

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 

8 
(6-9) 

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  7 (6-8) 

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 7 (4-8) 

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 7.5 (4.5-
8.25) 

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  7 
(5-8.25) 

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

A 7.5 
(6-8.25) 

 

 
POS answer: Most of the time (3) 
 

Recommendation Quality of Delphi 
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Research 
Evidence* 

score 
(median + 
quartiles) 

Optimize care (pain/symptom management) of the patient B 9 
(8.75-9) 

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 9 
(9-9) 

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 9 
(9-9) 

(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 9 
(9-9) 

Support should be provided with respect for and facilitation of cultural, 
religious and social practices and traditions.   

No 
available  
evidence 

9 
(9-9) 

The family should be offered - depending on needs, feasibility and 
resources - the opportunity 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   9 
(9-9) 

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 

9 
(8-9) 

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  9 (8-9) 

A social needs assessment should be offered (to the patient and 
family) to determine current state and risk of poor psychological 
health and grief. A social 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 9 (8-9) 

In the social 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 9 (8-9) 

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  9 
(8-9) 

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

A 9 
(8-75-9) 

The (most vulnerable) family should after full assessment and D  8 



16 
 

discussion be offered referral to intensive support services.  (7-9) 

 
 
POS answer: Yes always (4) 
 

Recommendation Quality of 
Research 
Evidence* 

Delphi 
score 
(median + 
quartiles) 

Optimize care (pain/symptom management) of the patient B 9 
(9-9) 

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 9 
(9-9) 

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 9 
(9-9) 

(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 9 
(9-9) 

Support should be provided with respect for and facilitation of cultural, 
religious and social practices and traditions.   

No 
available  
evidence 

9 
(9-9) 

The family should be offered - depending on needs, feasibility and 
resources - the opportunity 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   9 (9-9) 

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 

9 (9-9) 

In the social 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 9 (9-9) 

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  9 
(9-9) 

A social needs assessment should be offered (to the patient and 
family) to determine current state and risk of poor psychological 
health and grief. A social 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 9 
(9-9) 
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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  9 
(8-9) 

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

A 9 
(9-9) 

The (most vulnerable) family should after full assessment and discussion 
be offered referral to intensive support services.  

D 9 
(8-9) 

 

*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. 
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Family anxiety 

Over the past 3 days, have any of your family or friends been anxious or worried about you? 
 

Not at all (0) 

Occasionally (1)  
All of above recommendations + 

Sometimes (2) 
All of above recommendations + 

Optimize care 
(pain/symptom 
management) 
of the patient 

(B) 

 

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) 
 

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) 
 

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) 
 

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) 

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 - 

depending on needs, feasibility 

and resources - the opportunity 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) 

 

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) 

 

 

The (most vulnerable) family should after full assessment and discussion be offered referral to intensive support services.  

(D) 

 (_) 

 

Most of the time (3) / Yes, always (4) 
All of above recommendations + 

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) 

*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 
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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  

 

 

 
POS answer: No not at all  (0) 
 
 

Recommendation  Quality of 
Research 
Evidence
*  

Delphi 
score 
(median + 
quartiles) 

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 9 
(9-9) 

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

B 9 
(9-9) 

 

 
POS answer: Occasionally  (1) 
 
 

Recommendation  Quality of 
Research 
Evidence
*   

Delphi 
score 
(median + 
quartiles) 

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 9 
(9-9) 

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

B 9 
(9-9) 
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POS answer: Sometimes (2) 
 
 

Recommendation  Quality of 
Research 
Evidence
*   

Delphi 
score 
(median + 
quartiles) 

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 9 
(9-9) 

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

B 9 
(9-9) 

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 7 
(5-9) 

Inform patients about sources for support (e.g. community groups). B 9 
(6-9) 

 

 
POS answer: Most of the time (3) 
 
 

Recommendation  Quality of 
Research 
Evidence 
* 

Delphi 
score 
(median + 
quartiles) 

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 9 
(9-9) 

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

B 9 
(9-9) 

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 9 
(8-9) 

Inform patients about sources for support (e.g. community groups). B 9 
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(9-9) 

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  9 
(8-9) 

Refer – depending on resources – patients 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 9 
(7-9) 

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 9 
(7-9) 

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 8 
(7-9) 

 

 
POS answer: Yes, all the time  
 
 

Recommendation  Quality of 
Research 
Evidence
*   

Delphi 
score 
(median + 
quartiles) 

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 9 
(9-9) 

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

B 9 
(9-9) 

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 9 
(9-9) 

Inform patients about sources for support (e.g. community groups). B 9 
(9-9) 

Conduct a psychosocial assessment (to differentiate between low mood D  9 
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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. 

(8-9) 

Refer – depending on resources – patients 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 9 
(9-9) 

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 9 
(8.75-9) 

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 9 
(8.75-9) 

 

 

*Note that the quality of research evidence should be interpret 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 

http://www.epcrc.org/getpublication2.php?id=6VW4bQY9JujQVGSItDs6
http://www.palliativecareguidelines.scot.nhs.uk/documents/depressionfinal.pdf
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a 

 

 

 

 

 

  

 

 

 

 

 

POS score decision diagram Depression  

Depression 

POS Question: Over the past 3 days, have you been feeling depressed 

No, not at all (0) + Occasionally (1) 

Sometimes (2)  
All of above recommendations + 

Most of the time (3) + Yes, all the time (4) 
All of above recommendations + 

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) 

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) 

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 – depending on resources – patients 
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 

 

http://www.epcrc.org/getpublication2.php?id=6VW4bQY9JujQVGSItDs6
http://www.palliativecareguidelines.scot.nhs.uk/documents/depressionfinal.pdf
http://www.palliativecareguidelines.scot.nhs.uk/documents/depressionfinal.pdf
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Most of the time (3) / Yes all the time (4) 
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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  

 

 

POS answer: Slightly – but not be bothered to be rid of  (1) 

Recommendations  Quality of 
Research 
Evidence*   

Delphi 
score 
(median 
+ 
quartiles) 

Ensure treatment for any underlying causes is optimised.   D  9 
(8.5-9) 

 

POS answer: Moderately, limits some activity or concentration (2) 

Recommendations  Quality of 
Research 
Evidence*   

Delphi 
score 
(median 
+ 
quartiles) 

Ensure treatment for any underlying causes is optimised.   D  9 
(9-9) 

A physical examination and complete holistic history should be done – 
early on – to determine factors that likely have influenced the severity of 
symptoms.   

C 9 
(8-9) 

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 9 
(8.5-9) 

Non-pharmacological evidence-based interventions should be used to 
treat breathlessness (if patient is able to participate). 

A  9 
(8.25-9) 

The offer to use walking aids (following physical assessment). B 8 
(6-9) 



27 
 

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

D  9 
(8-9) 

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

B 9 
(8-9) 

Psychosocial support appropriate to situation, e.g. coping, goal-setting, 
distraction/relaxation, and meditation/mindfulness. 

No 
available 
evidence  

8 
(5.25-9) 

 The use of a fan.   No 
available  
evidence 

8 
(5-9) 

Pharmacological evidence-based interventions should be offered to treat 
breathlessness in conjunction with non-pharmacological interventions 
and carefully monitored**. 

A 7.5  
(7-9) 

 

 

POS answer: Severely  - activities  or concentration markedly affected (3) 

Recommendations  Quality of 
Research 
Evidence* 

Delphi 
score 
(median 
+ 
quartiles) 

Ensure treatment for any underlying causes is optimised.   D  9 
(9-9) 

A physical examination and complete holistic history should be done – 
early on – to determine factors that likely have influenced the severity of 
symptoms.   

C 9 
(9-9) 

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 9 
(9-9) 

Non-pharmacological evidence-based interventions should be used to 
treat breathlessness (if patient is able to participate). 

A  9 
(9-9) 

The offer to use walking aids (following physical assessment). B 9 
(8-9) 

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

D  9 
(9-9) 

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

B 9 
(9-9) 

Psychosocial support appropriate to situation, e.g. coping, goal-setting, 
distraction/relaxation, and meditation/mindfulness. 

No 
available 
evidence  

9 
(8.25-9) 

The use of a fan.   No 
available  
evidence 

9 
(8-9) 

Pharmacological evidence-based interventions should be offered to treat 
breathlessness in conjunction with non-pharmacological interventions and 

A 9 
(9-9) 
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carefully monitored**. 

Opioids via oral (mouth) or parenteral (drip) route, using a sustained 
release (long-acting) low dose.   

A  9 
(9-9) 

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

C 9 
(9-9) 

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 

8 
(7-9) 

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 7 
(5-9) 

 

POS answer: Overwhelmingly   - unable to think of anything else  (4) 

Recommendations  Quality of 
Research 
Evidence* 

Delphi 
score 
(median 
+ 
quartiles) 

Ensure treatment for any underlying causes is optimised.   D  9 
(9-9) 

A physical examination and complete holistic history should be done – 
early on – to determine factors that likely have influenced the severity of 
symptoms.   

C 9 
(9-9) 

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 9 
(9-9) 

Non-pharmacological evidence-based interventions should be used to 
treat breathlessness (if patient is able to participate). 

A  9 
(9-9) 

The offer to use walking aids (following physical assessment). B 9 
(9-9) 

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

D  9 
(9-9) 

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

B 9 
(9-9) 

Psychosocial support appropriate to situation, e.g. coping, goal-setting, 
distraction/relaxation, and meditation/mindfulness. 

No 
available 
evidence  

9 
(8.25-9) 

The use of a fan.   No 
available  
evidence 

9 
(9-9) 

Pharmacological evidence-based interventions should be offered to treat 
breathlessness in conjunction with non-pharmacological interventions and 
carefully monitored**. 

A 9 
(9-9) 

Opioids via oral (mouth) or parenteral (drip) route, using a sustained low 
dose.   

A  9 
(9-9) 
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Provide oxygen for patients who are hypoxemic at rest or during minimal 
activity and after careful thought, assessment and individualisation.   

C 9 
(9-9) 

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 

9 
(9-9) 

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 7 
(5-9) 

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

B 7 
(5-8.75) 

 

*Note that the quality of research evidence should be interpret 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/chronic-refractory-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.asp

x  

 

 

 

 

 

 

 

http://www.racgp.org.au/afp/2013/march/chronic-refractory-dyspnoea/
http://www.palliativecareguidelines.scot.nhs.uk/documents/breathlessnessfinal.pdf
http://www.eperc.mcw.edu/EPERC/FastFactsIndex/ff_145.htm
http://www.kcl.ac.uk/lsm/research/divisions/cicelysaunders/research/symptom/breathlessness.aspx
http://www.kcl.ac.uk/lsm/research/divisions/cicelysaunders/research/symptom/breathlessness.aspx
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Breathlessness 

how do you feel the symptom ‘Shortness of breath’ has affected you and how you have been feeling over the 
past week 

Slightly (1) 

Moderately (2)  
All of above recommendations + 

Severely (3) 
All of above recommendations + 

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

Non-
pharmacologic

al evidence-
based 

interventions 
should be 

used to treat 
breathlessness 

(if patient is 
able to 

participate). 
(A) 

 

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) 

 

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) 

 

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) 

 

Opiods via oral (mouth) or 
parenteral (drip) route, using a 
sustained release (long-acting) 

low dose.   

(A) 

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) 

 

 

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) 

 

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

(B) 

(_) 

 

Overwhelmingly (4) 
All of above recommendations + 

The use of 

a fan.   

(no 

available 

evidence) 

 

Pharmacological 

evidence-based 

interventions should 

be offered to treat 

breathlessness in 

conjunction with non-

pharmacological 

interventions and 

carefully monitored** 
(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/chronic-refractory-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 

 

http://www.racgp.org.au/afp/2013/march/chronic-refractory-dyspnoea/
http://www.palliativecareguidelines.scot.nhs.uk/documents/breathlessnessfinal.pdf
http://www.eperc.mcw.edu/EPERC/FastFactsIndex/ff_145.htm
http://www.kcl.ac.uk/lsm/research/divisions/cicelysaunders/research/symptom/breathlessness.aspx
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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. 

4.1. 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 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 
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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 

second-line 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 review 18. 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.   

4.2. 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 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 resources 17. 

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. These ratings also highlight the 

pressing need for more high-quality designed studies to build the evidence-base of key components 

of palliative care. Another complicating factor was that in cases were the quality of evidence was 
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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 involved 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.   

4.3 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 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 indicates 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 person-

centered care and good clinical practice.   
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Further reading  
For more detailed information about the POS family of measures, please consult: http://pos-

pal.org/.  
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Appendix 1 - Search strategy, inclusion- and exclusion criteria, flow-

diagram and overview of included studies. 
 
Aim:  
To gather the evidence regarding the response to/treatment of information needs, family anxiety, 
depressive symptoms, and breathlessness in palliative care.  
 
Method 
Type of publications 
Inclusion:  

- Guidelines and systematic reviews focused on palliative care 
- Guidelines and systematic reviews that focus on general palliative care, information needs, 

family anxiety, depression, and breathlessness.  
- Only guidelines from a national organisation or national disease organisation will be included 
- Only guidelines that provided an evidence-base for their recommendations will be included 

(also when the methodology is not clearly explained, although we will contact the authors to 
provide more information in those cases) 

- Guidelines/reviews focussing only on a specific setting of care (e.g. the ICU) will be included 
if they focus specifically on palliative care within that setting.  

- Guidelines/reviews have to be published in English/Dutch/German/Italian  
- Systematic reviews should be published in peer reviewed journal 
- If guidelines were present and provided information, older systematic reviews (including 

Cochrane reviews) are given less weight.  
- If a newer systematic review is present, older guidelines are given less weight.  

 
Exclusion:  

- No systematic review or guidelines 
- Guidelines/systematic reviews that do not focus solely on palliative care, but focus on the 

entire trajectory of disease(s) 
- Guidelines focusing on other symptoms than general palliative care, information needs, 

family anxiety, depression, and breathlessness  
- Guidelines/systematic reviews focusing on a specific disease instead of overall palliative care  
- Guidelines from a specific region  
- Guidelines that only provided recommendations, without stating how these were gathered  
- Guidelines in other languages than English/Dutch/German/Italian 
- Guidelines/reviews focussing only on paediatric care  
- Reviews not published in a peer-reviewed journal (e.g. books) 
- Older versions of guidelines/reviews are excluded, if an updated version is present  
- No full-text available  

 
Cutoffs regarding methods: Inclusion when methodology of guidelines/systematic reviews is 
explained. They do not have to provide the whole search strategy. We will email the authors and ask 
for more information, but if this cannot be provided we will still include them. If no information at all 
about methodology is provided then exclusion.  
 
Timeframe:  
Articles/reviews as of 2000 (until end June 2013) 
 
Sources  
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- Pubmed 
- Google scholar  
- Cochrane Database 
- York/DARE association 
- NICE website 
- National Guideline Clearinghouse website 
- Canadian Medical Association website 
- Google website 

 
Search strategy online databases (Pubmed, google scholar, Cochrane Database, York/Dare 
Association) 
 

Database Search strategy Filters Date 

Imported into 
endnote:  

   

Pubmed    

Information 
 

guideline AND palliative care AND 
information 
 
("guideline"[Publication Type] OR 
"guidelines as topic"[MeSH Terms] OR 
"guideline"[All Fields]) AND ("palliative 
care"[MeSH Terms] OR ("palliative"[All 
Fields] AND "care"[All Fields]) OR 
"palliative care"[All Fields]) AND 
information[All Fields] AND 
("2000/01/01"[PDAT] : 
"3000/12/31"[PDAT]) 

from 
2000/01/01 

25-6-2013 

Information 
 

information needs AND palliative care 
 
(information[All Fields] AND ("health 
services needs and demand"[MeSH 
Terms] OR ("health"[All Fields] AND 
"services"[All Fields] AND "needs"[All 
Fields] AND "demand"[All Fields]) OR 
"health services needs and demand"[All 
Fields] OR "needs"[All Fields])) AND 
("palliative care"[MeSH Terms] OR 
("palliative"[All Fields] AND "care"[All 
Fields]) OR "palliative care"[All Fields]) 
AND (systematic[sb] AND 
("2000/01/01"[PDAT] : 
"3000/12/31"[PDAT])) 

from 
2000/01/01 
systematic 
reviews 
 

25-6-2013 

Family anxiety guideline AND (family distress OR family 
anxiety) AND palliative care 
 
("guideline"[Publication Type] OR 
"guidelines as topic"[MeSH Terms] OR 
"guideline"[All Fields]) AND 
((("family"[MeSH Terms] OR "family"[All 
Fields]) AND distress[All Fields]) OR 

from 
2000/01/01 

25-6-2013 
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(("family"[MeSH Terms] OR "family"[All 
Fields]) AND ("anxiety"[MeSH Terms] OR 
"anxiety"[All Fields]))) AND ("palliative 
care"[MeSH Terms] OR ("palliative"[All 
Fields] AND "care"[All Fields]) OR 
"palliative care"[All Fields]) AND 
("2000/01/01"[PDAT] : 
"3000/12/31"[PDAT]) 

Family anxiety palliative care AND (family distress OR 
family anxiety) 
 
("palliative care"[MeSH Terms] OR 
("palliative"[All Fields] AND "care"[All 
Fields]) OR "palliative care"[All Fields]) 
AND ((("family"[MeSH Terms] OR 
"family"[All Fields]) AND distress[All 
Fields]) OR (("family"[MeSH Terms] OR 
"family"[All Fields]) AND ("anxiety"[MeSH 
Terms] OR "anxiety"[All Fields]))) AND 
(systematic[sb] AND 
("2000/01/01"[PDAT] : 
"3000/12/31"[PDAT])) 

from 
2000/01/01 
systematic 
reviews 

25-6-2013 

Depression guideline AND depression AND palliative 
care 
 
("guideline"[Publication Type] OR 
"guidelines as topic"[MeSH Terms] OR 
"guideline"[All Fields]) AND ("depressive 
disorder"[MeSH Terms] OR 
("depressive"[All Fields] AND 
"disorder"[All Fields]) OR "depressive 
disorder"[All Fields] OR "depression"[All 
Fields] OR "depression"[MeSH Terms]) 
AND ("palliative care"[MeSH Terms] OR 
("palliative"[All Fields] AND "care"[All 
Fields]) OR "palliative care"[All Fields]) 
AND ("2000/01/01"[PDAT] : 
"3000/12/31"[PDAT]) 

from 
2000/01/01 

25-6-2013 

Depression depression AND palliative care 
 
("depressive disorder"[MeSH Terms] OR 
("depressive"[All Fields] AND 
"disorder"[All Fields]) OR "depressive 
disorder"[All Fields] OR "depression"[All 
Fields] OR "depression"[MeSH Terms]) 
AND ("palliative care"[MeSH Terms] OR 
("palliative"[All Fields] AND "care"[All 
Fields]) OR "palliative care"[All Fields]) 
AND (systematic[sb] AND 
("2000/01/01"[PDAT] : 
"3000/12/31"[PDAT])) 

from 
2000/01/01 
systematic 
reviews 

25-6-2013 
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Breathlessness guideline AND (breathlessness OR 
dyspnea) AND palliative care 
 
("guideline"[Publication Type] OR 
"guidelines as topic"[MeSH Terms] OR 
"guideline"[All Fields]) AND 
(("dyspnea"[MeSH Terms] OR 
"dyspnea"[All Fields] OR 
"breathlessness"[All Fields]) OR 
("dyspnoea"[All Fields] OR 
"dyspnea"[MeSH Terms] OR 
"dyspnea"[All Fields])) AND ("palliative 
care"[MeSH Terms] OR ("palliative"[All 
Fields] AND "care"[All Fields]) OR 
"palliative care"[All Fields]) AND 
("2000/01/01"[PDAT] : 
"3000/12/31"[PDAT]) 

from 
2000/01/01 

25-6-2013 

Breathlessness  Palliative care AND (breathlessness OR 
dyspnea) 
 
("palliative care"[MeSH Terms] OR 
("palliative"[All Fields] AND "care"[All 
Fields]) OR "palliative care"[All Fields]) 
AND (("dyspnea"[MeSH Terms] OR 
"dyspnea"[All Fields] OR 
"breathlessness"[All Fields]) OR 
("dyspnoea"[All Fields] OR 
"dyspnea"[MeSH Terms] OR 
"dyspnea"[All Fields])) AND 
(systematic[sb] AND 
("2000/01/01"[PDAT] : 
"3000/12/31"[PDAT])) 

from 
2000/01/01 
systematic 
reviews 

25-6-2013 

Google scholar    

Information guidelines palliative care information  
 
http://scholar.google.co.uk/scholar?as_q
=guidelines+palliative+care+information
&as_epq=&as_oq=&as_eq=&as_occt=any
&as_sauthors=&as_publication=&as_ylo=
2000&as_yhi=&btnG=&hl=en&as_sdt=0%
2C5 

From 2000 
First 4 pages 
were 
searched 

25-6-2013 

Family anxiety  guidelines palliative care family distress 
family anxiety 
 
http://scholar.google.co.uk/scholar?q=gu
idelines+palliative+care+family+distress+f
amily+anxiety&btnG=&hl=en&as_sdt=0%
2C5&as_ylo=2000 

From 2000 
First 4 pages 
were 
searched 

25-6-2013 

Depression guidelines palliative care depression 
 
http://scholar.google.co.uk/scholar?q=gu

From 2000 
First 4 pages 
were 

25-6-2013 
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idelines+palliative+care+depression&btn
G=&hl=en&as_sdt=0%2C5&as_ylo=2000 

searched 

Breathlessness  guidelines palliative care breathlessness 
dyspnea  
 
http://scholar.google.co.uk/scholar?q=gu
idelines+palliative+care+breathlessness+
dyspnea+&btnG=&hl=en&as_sdt=0%2C5
&as_ylo=2000 

From 2000 
First 4 pages 
were 
searched 

25-6-2013 

Cochrane 
Database 

http://www.thecochranelibrary.com/vie
w/0/index.html 
 
search term ‘palliative’  

No data 
restriction, is 
not possible 
(so 2 hits 
from prior 
2000) 

25-6-2013 

York/DARE 
association 

   

Information 
 

guideline AND palliative care AND 
information 

2000 to 2013 26-6-2013 

Information 
 

information needs AND palliative care 2000 to 2013 26-6-2013 

Family anxiety guideline AND (family distress OR family 
anxiety) AND palliative care 
 
(in all fields) 

2000 to 2013 26-6-2013 

Family anxiety palliative care AND (family distress OR 
family anxiety) 

2000 to 2013 26-6-2013 

Depression guideline AND depression AND palliative 
care 

2000 to 2013 26-6-2013 

Depression depression AND palliative care 
 
((depression) AND (palliative care)) and 
((Systematic review:ZDT and 
Bibliographic:ZPS) OR (Systematic 
review:ZDT and Abstract:ZPS) OR 
(Cochrane review:ZDT) OR (Cochrane 
related review record:ZDT)) FROM 2000 
TO 2013 

2000 to 2013 
CDR 
assessed 
review 
(bibliographi
c) 
CRD 
assessed 
review (full 
abstract) 
Cochrane 
review 
Cochrane 
related 
review 
record 

26-6-2013 

Breathlessness guideline AND (breathlessness OR 
dyspnea) AND palliative care 

2000 to 2013 26-6-2013 

Breathlessness  Palliative care AND (breathlessness OR 
dyspnea) 
 
((palliative care) AND (breathlessness OR 

2000 to 2013 
CDR 
assessed 
review 

26-6-2013 

http://www.thecochranelibrary.com/view/0/index.html
http://www.thecochranelibrary.com/view/0/index.html
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dyspnea)) and ((Systematic review:ZDT 
and Bibliographic:ZPS) OR (Systematic 
review:ZDT and Abstract:ZPS) OR 
(Cochrane review:ZDT) OR (Cochrane 
related review record:ZDT)) FROM 2000 
TO 2013 

(bibliographi
c) 
CRD 
assessed 
review (full 
abstract) 
Cochrane 
review 
Cochrane 
related 
review 
record 

 
PRISMA flow diagram of online databases  
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Included sources of online databases  

 

Information 
needs 

Parker SM, Clayton JM, Hancock K, et al: A systematic review of 
prognostic/end-of-life communication with adults in the advanced stages 
of a life-limiting illness: patient/caregiver preferences for the content, 
style, and timing of information. J Pain Symptom Manage 34:81-93, 200724  

Family anxiety Andershed B: Relatives in end-of-life care--part 1: a systematic review of 
the literature the five last years, January 1999-February 2004. J Clin Nurs 
15:1158-69 25 

 Candy B, Jones L, Drake R, et al: Interventions for supporting informal 
caregivers of patients in the terminal phase of a disease. Cochrane 
Database Syst Rev:CD007617, 201126 

 Davidson JE, Powers K, Hedayat KM, et al: Clinical practice guidelines for 
support of the family in the patient-centered intensive care unit: American 
College of Critical Care Medicine Task Force 2004-2005. Critical care 
medicine 35:605-622, 200727 

 Hudson P, Remedios C, Zordan R, et al: Guidelines for the psychosocial and 
bereavement support of family caregivers of palliative care patients. J 
Palliat Med 15:696-702, 2012) 28(note: the more detailed guideline this 
article is a summary of was also included – see below) 

 Hudson PL, Remedios C, Thomas K: A systematic review of psychosocial 
interventions for family carers of palliative care patients. BMC Palliat Care 
9:17, 201029 

 Scheunemann LP, McDevitt M, Carson SS, et al: Randomized, controlled 
trials of interventions to improve communication in intensive care: a 
systematic review. Chest 139:543-54, 201130 

Patient 
depression 

Candy B, Jones L, Varagunam M, et al: Spiritual and religious interventions 
for well-being of adults in the terminal phase of disease, Cochrane 
Database of Systematic Reviews, John Wiley & Sons, Ltd, 201231 

 Hardy SE: Methylphenidate for the treatment of depressive symptoms, 
including fatigue and apathy, in medically ill older adults and terminally ill 
adults. Am J Geriatr Pharmacother 7:34-59, 200932 

 Ly KL, Chidgey J, Addington-Hall J, et al: Depression in palliative care: a 
systematic review. Part 2. Treatment. Palliat Med 16:279-84, 200233 

 Ostlund U, Brown H, Johnston B: Dignity conserving care at end-of-life: a 
narrative review. Eur J Oncol Nurs 16:353-67, 201234 

 Rayner L, Price A, Evans A, et al: Antidepressants for the treatment of 
depression in palliative care: systematic review and meta-analysis. Palliat 
Med 25:36-51, 201135 

 Rayner L, Price A, Hotopf M, et al: The development of evidence-based 
European guidelines on the management of depression in palliative cancer 
care. Eur J Cancer 47:702-12, 201136   

 Rayner L,  Higginson IJ, Price A et al. The management of depression in 
palliative care: European Clinical Guidelines. London: Department of 
Palliative Care, Policy & Rehabilitation/European Palliative Care Research 
Collaborative37 

 Ujeyl M, Muller-Oerlinghausen B: [Antidepressants for treatment of 
depression in palliative patients : a systematic literature review]. Schmerz 
26:523-36, 201238 (not given more weight than the EPRCR guideline 
published earlier as limited study, e.g. only focused on some diseases)   
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Breathlessness Bausewein C, Booth S, Gysels M, et al: Non-pharmacological interventions 
for breathlessness in advanced stages of malignant and non-malignant 
diseases. Cochrane Database Syst Rev:CD005623 18 

 Gallagher R, Roberts D: A systematic review of oxygen and airflow effect 
on relief of dyspnea at rest in patients with advanced disease of any cause. 
J Pain Palliat Care Pharmacother 18:3-15 39 

 Jennings AL, Davies AN, Higgins JP, et al: Opioids for the palliation of 
breathlessness in terminal illness. Cochrane Database Syst Rev:CD002066, 
200140 

 Pan CX, Morrison RS, Ness J, et al: Complementary and alternative 
medicine in the management of pain, dyspnea, and nausea and vomiting 
near the end of life. A systematic review. J Pain Symptom Manage 20:374-
87, 2000 41 

 Booth S, Wade R, Johnson M, et al: The use of oxygen in the palliation of 
breathlessness. A report of the expert working group of the Scientific 
Committee of the Association of Palliative Medicine. Respir Med 98:66-77, 
200442 

 Simon ST, Higginson IJ, Booth S, et al: Benzodiazepines for the relief of 
breathlessness in advanced malignant and non-malignant diseases in 
adults. Cochrane Database Syst Rev:CD00735443 

 Wiseman R, Rowett D, Allcroft P, et al: Chronic refractory dyspnoea: 
Evidence based management. Australian Family Physician 42:137, 201344 

 Mahler DA, Selecky PA, Harrod CG, et al: American College of Chest 
Physicians consensus statement on the management of dyspnea in 
patients with advanced lung or heart disease. Chest 137:674-91, 201045 

Several 
outcomes 

Bradt J, Dileo C: Music therapy for end-of-life care. Cochrane Database Syst 
Rev:CD007169, 2010)46(not used to craft recommendations, as only 1 
publication in this area and no results found 

 Dy SM AR, Wilson RF, Fawole OA, Lau BD, Martinez KA, Vollenweider D, 
Apostol C, Bass EB: Improving health care and palliative care for advanced 
and serious illness: closing the quality gap - revisiting the state of the 
science, Rockville, MD, USA: Agency for Healthcare Research and Quality. 
Evidence Report/Technology Assessment, 2012 47(not used to craft 
recommendations, as no information about content/type of interventions) 

 El-Jawahri A, Greer JA, Temel JS: Does palliative care improve outcomes for 
patients with incurable illness? A review of the evidence. The journal of 
supportive oncology 9:87-94, 2011 48(not used to craft recommendation, as 
they focussed only on general palliative care interventions. Found one 
study with an effect, but did not specify the intervention) 

 Lorenz KA, Lynn J, Dy SM, et al: Evidence for improving palliative care at the 
end of life: a systematic review. Annals of internal medicine 148:147-159, 
2008 49 (not used to craft recommendations, as article heavily draws upon 
the National Consensus Project 2004 and American Hospice 2007 (which is 
also part of the National Consensus Project), and a new National Consensus 
Project Cinical Practice Guidelines for Quality Palliative Care was published 
in 2013). 

 Qaseem A, Snow V, Shekelle P, et al: Evidence-based interventions to 
improve the palliative care of pain, dyspnea, and depression at the end of 
life: a clinical practice guideline from the American College of Physicians. 
Ann Intern Med 148:141-6, 200850 

 Gomes B, Calanzani N, Curiale V, et al: Effectiveness and cost-effectiveness 
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of home palliative care services for adults with advanced illness and their 
caregivers. Cochrane Database Syst Rev 6:CD007760, 2013 51 (not used to 
craft recommendations, as inconsistent results on breathlessness, unsure 
effect on family anxiety and the only article focused on home care) 

 Currow DC, Hegarty M: Residential aged-care facility palliative care 
guidelines: improving care. Int J Palliat Nurs 12:231-3, 2006 52 (note: the 
guideline this article refers to was included and used to craft 
recommendation - see below) 

 Plonk WM, Jr., Arnold RM: Terminal care: the last weeks of life. J Palliat 
Med 8:1042-54, 200553 

 
For some articles which were included we used the guideline they referred to (although the 
original sources were included in Endnote and the Flowdiagram)  
 

Family anxiety Hudson P, Remedios C, Zordan R, et al: Clinical Practice Guidelines for the 
Psychosocial and Bereavement Support of Family Caregivers of Palliative 
Care Patients. Melbourne, Australia, Centre for Palliative Care, St. Vincent's 
Hospital Melourne, 201054 
(based on: Hudson P, Remedios C, Zordan R, et al: Guidelines for the 
psychosocial and bereavement support of family caregivers of palliative 
care patients. J Palliat Med 15:696-702, 2012)28 

Several 
outcomes 

Guidelines for a Palliative Approach in Residential Aged Care, Australian 
Government, national health and medical Research Council 200655 
(based on Currow DC, Hegarty M: Residential aged-care facility palliative 
care guidelines: improving care. Int J Palliat Nurs 12:231-3, 2006)52 

 
 
Search strategy websites  
 

Source Website + how browsed.  Date 

Not imported 
into endnote 

  

NICE  nice.org.uk 
http://www.nice.org.uk/guidance/index.jsp?action=byType 
 
All the guidelines under all types of guidance were browsed 
 
No restriction for date possible  

25-6-
2013 
 
 

National 
Guideline 
Clearinghouse 

www.guideline.gov 
 
Guidelines – search term ‘palliative’  
http://guideline.gov/search/search.aspx?term=palliative 
 
No restriction for date possible  

25-6-
2013 

Canadian 
Medical 
Association  

http://www.cma.ca/index.php 
 
Search: 
Keyword ‘palliative’  
Restriction date: as of 1-1-2000 

25-6-
2013 

http://www.nice.org.uk/guidance/index.jsp?action=byType
http://www.guideline.gov/
http://guideline.gov/search/search.aspx?term=palliative
http://www.cma.ca/index.php
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Google  Google.go.uk guideline palliative care 
(https://www.google.co.uk/#q=guideline+palliative+care&ei=
7nbVUZHxIoyT0AW0xICoAw&start=20&sa=N&bav=on.2,or.r_
qf.&fp=b76b2d48273e04ee&biw=1280&bih=930)  
 
First 4 pages were searched.  

26-6-
2013 

 
 
Considered and included sources websites  
 

National guideline Clearinghouse 

Title Inclusion?  

National Consensus Project for Quality Palliative Care. Clinical practice 
guidelines for quality palliative care. 2nd ed. Pittsburgh (PA): National 
Consensus Project for Quality Palliative Care; 2009 

No. A new 3rd 
edition of this 
guideline is 
already out (2013) 
which is included.  

McCusker et al. Institute for Clinical Systems Improvement (ICSI). Health 
care guideline: Palliative Care. Bloomington (MN). Fourth Edition 
November 2011.56  
 
(please note: accessed on 25-6-2013, it is now (June 2014) updated with 
a November 2013 version (which I have not included)) 

Yes 

Working Group of the Clinical Practice Guideline for Palliative Care. 
Clinical practice guideline for palliative care. Madrid (Spain): Basque 
Office for Health Technology Assessment, Osteba; 2008 May 1.  
 
(please note: accessed on 25-6-2013, it is now (June 2014) withdrawn 
from the website) 

Yes 
 

Working group for the Clinical Practice Guidelines of Palliative Care. 
Clinical Practice Guideline for Palliative Care. Full version. Madrid: 
National Plan for the NHS of the MSC. Health Technologies Assessment 
Agency of the Basque Country, 2008. Clinical practice guidelines in the 
Spanish NHS. Osteba. No 2006/0857 
 
(please note: accessed on 25-6-2013, it is now (June 2014) withdrawn 
from the website) 

Yes, full version of 
the one above 

Qaseem A, Snow V, Shekelle P, et al: Evidence-based interventions to 
improve the palliative care of pain, dyspnea, and depression at the end 
of life: a clinical practice guideline from the American College of 
Physicians. Ann Intern Med 148:141-6, 200850 

Yes  

Lorenz KA, Lynn J, Dy SM, et al: Evidence for improving palliative care at 
the end of life: a systematic review. Annals of internal medicine 
148:147-159, 200849 
(not used to craft recommendations, as article heavily draws upon the 
National Consensus Project 2004 and American Hospice 2007 (which is 
also part of the National Consensus Project), and a new National 
Consensus Project Clinical Practice Guidelines for Quality Palliative Care 
was published in 2013). 

Yes  

 
 

https://www.google.co.uk/#q=guideline+palliative+care&ei=7nbVUZHxIoyT0AW0xICoAw&start=20&sa=N&bav=on.2,or.r_qf.&fp=b76b2d48273e04ee&biw=1280&bih=930
https://www.google.co.uk/#q=guideline+palliative+care&ei=7nbVUZHxIoyT0AW0xICoAw&start=20&sa=N&bav=on.2,or.r_qf.&fp=b76b2d48273e04ee&biw=1280&bih=930
https://www.google.co.uk/#q=guideline+palliative+care&ei=7nbVUZHxIoyT0AW0xICoAw&start=20&sa=N&bav=on.2,or.r_qf.&fp=b76b2d48273e04ee&biw=1280&bih=930
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Google.com  

Subject title Inclusion?  

Overall (http://guidance.nice.org.uk/CSGSP/Guidance/pdf/English) 
NICE. Improving Supportive and Palliative Care for Adults 
with Cancer. The Manual. 2004  

No. Focus only 
on cancer 

 NHS Scotland. Clinical Standards Specialist Palliative Care. 
clinical Standards Board for Scotland. 2002 
 
http://www.healthcareimprovementscotland.org/previous
_resources/standards/specialist_palliative_care.aspx  
 
(via the website 
http://www.healthcareimprovementscotland.org/our_wor
k/patient_experience/palliative_care.aspx and then under 
‘resources’  a search for ‘palliative’) 

No. Focus is on 
quality 
standards. So 
more on a 
process level 
(e.g. make sure 
that there is a 
palliative care 
team).  

 McCusker et al. Institute for Clinical Systems Improvement 
(ICSI). Health care guideline: Palliative Care. Bloomington 
(MN). Fourth Edition November 201156 
 
https://www.icsi.org/_asset/k056ab/PalliativeCare.pdf 
(please note: accessed on 26-6-2013, in Nov 2013 a new 
version was released which will open following this link but 
which was not included in this study) ) 

Yes  

 National Consensus Project for Quality Palliative Care. 
Clinical practice guidelines for quality palliative care. Third 
Edition. Pittsburgh (PA),201358 
 
http://www.nationalconsensusproject.org/NCP_Clinical_Pr
actice_Guidelines_3rd_Edition.pdf 

Yes 

Info needs Palliative care guidelines. Breaking bad news. 
59http://book.pallcare.info/index.php?tid=109  
 
(via site http://book.pallcare.info/ and then under ‘index’ 
search under ‘psychosocial and spiritual’  and then under 
‘psychological’  and then ‘breaking bad news’) 

Yes  

Depression 
 

Palliative care guidelines. Depression 60 
http://book.pallcare.info/index.php?tid=49 
 
(via site http://book.pallcare.info/ and then under ‘index’ 
search under ‘psychosocial and spiritual’  and then under 
‘psychological’  and then ‘depression’) 

Yes 

 Palliative care guidelines: Depression. Depression in 
Palliative Care. NHS Lothian. Re-issue date: August 2010. 
Review date: August 2013 61 
 
http://www.palliativecareguidelines.scot.nhs.uk/document
s/Depressionfinal.pdf 
 
(via the website 

Yes 

http://guidance.nice.org.uk/CSGSP/Guidance/pdf/English
http://www.healthcareimprovementscotland.org/previous_resources/standards/specialist_palliative_care.aspx
http://www.healthcareimprovementscotland.org/previous_resources/standards/specialist_palliative_care.aspx
http://www.healthcareimprovementscotland.org/our_work/patient_experience/palliative_care.aspx
http://www.healthcareimprovementscotland.org/our_work/patient_experience/palliative_care.aspx
https://www.icsi.org/_asset/k056ab/PalliativeCare.pdf
http://www.nationalconsensusproject.org/NCP_Clinical_Practice_Guidelines_3rd_Edition.pdf
http://www.nationalconsensusproject.org/NCP_Clinical_Practice_Guidelines_3rd_Edition.pdf
http://book.pallcare.info/
http://book.pallcare.info/index.php?tid=49
http://www.palliativecareguidelines.scot.nhs.uk/documents/Depressionfinal.pdf
http://www.palliativecareguidelines.scot.nhs.uk/documents/Depressionfinal.pdf
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http://www.palliativecareguidelines.scot.nhs.uk/ and then 
under ‘symptom control’ ‘depression’) 

Breathlessn
ess 

Palliative care guidelines. Dyspnoea62 
 
http://book.pallcare.info/index.php?tid=41 
 
(via site http://book.pallcare.info/ and then under ‘index’ 
search under ‘physical symptoms’  and then under 
‘respiratory’  and then ‘dyspnoea’) 

Yes  

 Adult palliative care general guidelines. North Wales 
Cardiac network. July 2009 
 
http://www.wales.nhs.uk/sites3/Documents/489/NWCN%
20Palliative%20Care%20guidelines%20Final%20draft%20(J
uly09)2.pdf 

No, no 
information on 
how these 
recommendatio
ns are gathered.  
 
Focus on North 
Wales 

 Palliative care guidelines: Breathlessness. Breathlessness in 
Palliative Care. NHS Lothian. Re-issue date: August 2010. 
Review date: August 2013 63 
 
http://www.palliativecareguidelines.scot.nhs.uk/document
s/breathlessnessfinal.pdf 
 
(via the website 
http://www.palliativecareguidelines.scot.nhs.uk/ and then 
under ‘symptom control’ ‘breathlessness’) 

Yes  

Overall  Palliative Care Guidelines. Pocket Edition 2010. Third 
edition/Version 2. NHS Lothian.64  
 
http://www.palliativecareguidelines.scot.nhs.uk/document
s/MASTER%20Lothian%20pocket%20guide.pdf 
 
 
(via the website 
http://www.palliativecareguidelines.scot.nhs.uk/ and then 
under ‘symptom control’ ‘depression’) 

Yes 

 

Extra guidelines regarding anxiety/panic 
 
As breathlessness is often associated with anxiety, we decided to include a link to anxiety/panic 
guidelines in the part of the DST focussing on breathlessness. The websites of NICE and 
Clearinghouse were searched using the following approach:  
 

Source Website + how browsed.  Date Relevant outcomes Inclusion? 

     

NICE  nice.org.uk 
 
search for “anxiety panic” 
Information type: 

 
15-10-
2013 

CG113 – Generalised 
anxiety disorder and 
panic disorder (with 
or without 

No: no 
focus on 
palliative 
care. 

http://www.palliativecareguidelines.scot.nhs.uk/
http://book.pallcare.info/index.php?tid=41
http://www.wales.nhs.uk/sites3/Documents/489/NWCN%20Palliative%20Care%20guidelines%20Final%20draft%20(July09)2.pdf
http://www.wales.nhs.uk/sites3/Documents/489/NWCN%20Palliative%20Care%20guidelines%20Final%20draft%20(July09)2.pdf
http://www.wales.nhs.uk/sites3/Documents/489/NWCN%20Palliative%20Care%20guidelines%20Final%20draft%20(July09)2.pdf
http://www.palliativecareguidelines.scot.nhs.uk/documents/breathlessnessfinal.pdf
http://www.palliativecareguidelines.scot.nhs.uk/documents/breathlessnessfinal.pdf
http://www.palliativecareguidelines.scot.nhs.uk/documents/MASTER%20Lothian%20pocket%20guide.pdf
http://www.palliativecareguidelines.scot.nhs.uk/documents/MASTER%20Lothian%20pocket%20guide.pdf
http://www.palliativecareguidelines.scot.nhs.uk/
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“guidance” 
 
Results: 31 hits  

agoraphobia) in 
adults: Management 
in primary, 
secondary, and 
community care. 
NICE clinical 
guidelines. Issues: 
January 2011  

National 
Guideline 
Clearinghouse 

http://www.guideline.gov
/search/search.aspx?ter
m=panic+anxiety 
 
guideline.gov 
than search for: “panic 
anxiety” 
 
Results: 31 hits  

15-10-
2013 

CG113 – Generalised 
anxiety disorder and 
panic disorder (with 
or without 
agoraphobia) in 
adults. Management 
in primary, 
secondary, and 
community care. 
 NICE clinical 
guidelines. Issues: 
January 2011 

No: no 
focus on 
palliative 
care. 
 
 

   Guideline Working 
Group for the 
Treatment of 
Patients with Anxiety 
Disorders in Primary 
Care. Clinical 
practice guideline for 
treatment of 
patients with anxiety 
disorders in primary 
care. Madrid (Spain): 
Health Technology 
Assessment Unit, 
Laín Entralgo 
Agency, Ministry of 
Health, Social 
Services and Equality 
(Spain); 2008.  

No: no 
focus on 
palliative 
care. 
 

   American Psychiatric 
Association (APA). 
Practice guideline for 
the treatment of 
patients with panic 
disorder. 2nd ed. 
Washington (DC): 
American Psychiatric 
Association (APA); 
2009. 

No: no 
focus on 
palliative 
care. 
 

 
Moreover, we searched all the guidelines we included to see whether they provided any references 
to guidelines on panic/anxiety.  

http://www.guideline.gov/search/search.aspx?term=panic+anxiety
http://www.guideline.gov/search/search.aspx?term=panic+anxiety
http://www.guideline.gov/search/search.aspx?term=panic+anxiety
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Source Outcomes  Inclusion?  

Institute for Clinical Systems 
Improvement (ICSI). Palliative 
care. Bloomington (MN): 
Institute for Clinical Systems 
Improvement (ICSI); 2011 Nov.56 
 
(under ‘psychological and 
psychiatrics aspects of care’) 
 

 
http://www.eperc.mcw.edu/EPERC/FastFac
tsIndex/ff_145.htm 
 
Periyakoil VJ. Panic Disorders at the End of 
Life. Fast Facts and Concepts. November 
2005; 145. 65 
 

Yes  

 Stoklosa J, Patterson K, Rosielle D, Arnold R. 
Anxiety in Palliative Care – Causes and 
Diagnosis. Fast Facts and Concepts. August 
2007; 186. 
 
http://www.eperc.mcw.edu/EPERC/FastFac
tsIndex/ff_186.htm  

No: does 
not focus 
on 
treatment 

Palliative care guidelines. 
Dyspnoea62 
 
http://book.pallcare.info/index.
php?tid=41 

Patients experiencing panic attacks benefit 
from an explanation including reassurance 
regarding suffocation and a management 
strategy which may include breathing 
techniques, cognitive behavioural therapy 
and/or benzodiazepines. 
- Lorazepam 0.5mg SL PRN 8h 
- Diazepam 2-5mg b.d. (caution in the 
elderly)  
- Midazolam via syringe driver in terminal 
care 
 

No, not a 
specific 
guideline 

 
 
   
 
 
 

 

 

  

http://www.eperc.mcw.edu/EPERC/FastFactsIndex/ff_145.htm
http://www.eperc.mcw.edu/EPERC/FastFactsIndex/ff_145.htm
http://www.eperc.mcw.edu/EPERC/FastFactsIndex/ff_186.htm
http://www.eperc.mcw.edu/EPERC/FastFactsIndex/ff_186.htm
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Appendix 2 – Example Delphi question round 1  
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Appendix 3 - Summary results round 1 Delphi study POS items 

 
Summary results round 1 Delphi study POS items 
EURO IMPACT project - 29 January 2014 
Liesbeth van Vliet PhD & Prof Irene Higginson  

Topic: 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
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R1  
Recommendation round 1: Assess patients’ understanding of the illness.  
Changed into recommendation round 2: Always assess patients’ understanding of the illness. 

Answer Full info (n=24) Hard to understand (n=24) Liked more (n=24) Little given (n=24) None at all (n=24)  

Median 9.00 9.00 9.00 9.00 9.00 

Range 1-9 1-9 5-9 1-9 1-9 

Histogram  

     
Quartiles 
 (25&75%) 

6-9 8.25-9 8-9 8-9 9-9 

 

Always - ASK-TELL_ASK. 

Always assess understanding of the illness. 

Assessing a patient for the first time would include an attempt to explore their level of understanding regardless of their POS result. 

Even if patient feels fully informed, it is useful to gain understanding of what they have understood from the "full" information to determine any 
misconceptions 

it should be provided anyway, it is not specific 

One should assess patients' understanding of their illness, even when they indicate that they've received clear information. 

The last two become 10. 

This should be a recommendation for good palliative care regardless of the answer on this POS question; made a variation because of whether it should be 
an extra point of attention after getting a specific POS answer 

To my experience very important Always to discuss patient's  and family's opinions about diagnosis and prognosis 

Summary comments: always important, even if patient feels fully informed. 
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R2  
Recommendation round 1: 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.  
Changed into recommendation round 2: 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. 

Answer Full info (n=24) Hard to understand (n=24) Liked more (n=24) Little given (n=24) None at all (n=23) 

Median 9.00 9 9 9 9 

Range 1-9 1-9 7-9 1-9 1-9 

Histogram  

    
 

Quartiles 
 (25&75%) 

7-9 8.25-9 9-9 9-9 9-9 

 

Applies to all patients. Wouldn't it be troublesome if a "blunter" received "full information" Iwhatever that might be). Isn't that just as problematic as a 
"monitor" not receiving sufficient information? 

as per previous comment (i.e. Assessing a patient for the first time would include an attempt to explore their level of understanding regardless of their POS 
result.) 

it should be provided anyway, it is not specific 

Patient centred information giving 

This should be a recommendation for good palliative care regardless of the answer on this POS question; made a variation because of whether it should be 
an extra point of attention after getting a specific POS answer 

Summary comments: is always important  
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R3  
Recommendation round 1: Conduct a ‘cultural’ assessment, including the preferences for information disclosure and decision-making. 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.  
Changed into recommendation round 2: Conduct a ‘cultural’ assessment (assess the cultural context), including the preferences for information 
disclosure and decision-making. 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.  

Answer Full info (n=23) Hard to understand (n=23) Liked more (n=23) Little given (n=23) None at all (n=22)  

Median 7 9 9 9 9 

Range 1-9 1-9 4-9 1-9 1-9 

Histogram  

     
Quartiles 
 (25&75%) 

5-9 6-9 7-9 8-9 8-9 

Always explore patient;s and family's information needs  There are differences  between cultures  But most important are the wishes of this individual 
patient and his/her family 

I would make this recommendation dependent on the cultural context of the family. 

information needs should be assessed and then information given as requested by the patient. if the patient does not wish to be informed that should be 
respected.  If the patient consents to the family receiving information re diagnosis on their behalf that should be recorded and respected. 

it should be provided anyway, it is not specific 

See previous response. (i.e. Applies to all patients. Wouldn't it be troublesome if a "blunter" received "full information" Iwhatever that might be). Isn't that 
just as problematic as a "monitor" not receiving sufficient information?) 

The last 2 should be a 10. 

This should be a recommendation for good palliative care regardless of the answer on this POS question; made a variation because of whether it should be 
an extra point of attention after getting a specific POS answer 

Summary comments: i) dependent on cultural context of family, ii) patient should consent to family receiving info, iii) is always important 
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R4a 
Recommendation round 1: When providing information, possible useful things to do include: Relevant information must be provided in a quiet, 
comfortable place with privacy and without interruptions.   
Changed into recommendation round 2: No changes made.  

Answer Full info (n=24) Hard to understand 
(n=24) 

Liked more (n=24) Little given (n=24) None at all (n=24) 

Median 9 9 9 9 9 

Range 1-9 1-9 4-9 1-9 1-9 

Histogram  

    
 

Quartiles  
(25&75%) 

7-9 8-9 8-9 8-9 8-9 

always! 

Appropriate aim but not always achievable in a busy hospital or not always necessary. Levels of privacy can be created in busy places with seating, body 
language etc 

It is dignified. 

it should be provided anyway, it is not specific 

Not dependent on the score. 

This should be a recommendation for good palliative care regardless of the answer on this POS question; made a variation because of whether it should be 
an extra point of attention after getting a specific POS answer 

Summary comments: always important 
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R4b  
Recommendation round 1: Provide information honestly, sensitively, with margin for and balance with hope.  
Changed into recommendation round 2: Provide information honestly, sensitively, with margin for and balance with hope. Hope comprises more than 
hope for a cure or life prolongation, but also includes focusses on achieving something or the way remaining time is spent.   

Answer Full info (n=23) Hard to understand 
(n=24) 

Liked more (n=24) Little given (n=24) None at all  (n=24) 

Median 9 9 9 9 9 

Range 1-9 1-9 7-9 1-9 1-9 

Histogram  

     
Quartiles 
 (25&75%) 

9-9 8.25-9 8.25-9 9-9 9-9 

 

Being clear of what hope means 

it should be provided anyway, it is not specific 

Not dependent on response. 

This should be a recommendation for good palliative care regardless of the answer on this POS question; made a variation because of whether it should be 
an extra point of attention after getting a specific POS answer    I am not sure whether 'margin for and balance with hope' will always be understood well. 
There is a tendency to focus on cure or life-prolongation, while it could also focus on for instance still achieving something or on the way the time left is 
spent. That might not be picked up from this recommendation. 

Summary comments: always important, ii) what means ‘hope’ (margin for/balance with) – does not have to focus on cure/life-prolongation, but could 
focus on achieving something.  
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R4c  
Recommendation round 1: Provide clear information and check whether the patient understood the information.  
Changed into recommendation round 2:  No changes made   

Answer Full info (n=24) Hard to understand 
(n=24) 

Liked more (n=24) Little given (n=24) None at all  (n=24) 

Median 9 9 9 9 9 

Range 1-9 1-9 7-9 1-9 1-9 

Histogram  

     
Quartiles  
(25&75%) 

8.25-9 8.25-9 8-9 8.25-9 8.25-9 

 

Information booklets not being substituted for verbal but seen as back up 

it should be provided anyway, it is not specific 

Not dependent on response. 

The effectiveness of communication is in the response it gets. it all goes to a 10. If you get this right it will take out a lot of issue that may come later down 
the line 

This should be a recommendation for good palliative care regardless of the answer on this POS question; made a variation because of whether it should be 
an extra point of attention after getting a specific POS answer 

Summary comments: i) always important, ii) info booklet no substitution for verbal info  
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R4d 
Recommendation round 1: Verbal information can be accompanied by other methods such as written information (based on individual preferences).   
Changed into recommendation round 2:  Verbal information can be accompanied by other methods such as written information, DVD or video (based on 
individual preferences).  

Answer Full info (n=23) Hard to understand (n=24) Liked more (n=24) Little given (n=24) None at all (n=23) 

Median 8 9 9 9 9 

Range 1-9 1-9 5-9 1-9 1-9 

Histogram  

 
 

    

Quartiles  
(25&75%) 

5-9 7.25-9 8-9 8.25-9 9-9 

 

Handy for family  to have as reference material 

score 9 always it should be provided anyway, it is not specific 

The options should always be available whatever level the patient feels they are at. 

The pattern is clear, right? I endorse all of these 'good practice' guidelines, regardless of score levels. 

This should be a recommendation for good palliative care regardless of the answer on this POS question; made a variation because of whether it should be 
an extra point of attention after getting a specific POS answer 

What other methods were you thinking about apart from written information? 

Written information is always useful to have and to go back to- in such a stressful information, it is easy to miss bits of important information. 

Summary comments: i) always important, useful as reference material in stressful situations, ii) what other examples apart from written info?  
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R5 
Recommendation round 1: 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.   
Changed into recommendation round 2: 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.   

Answer Full info (n=24) Hard to understand 
(n=24) 

Liked more (n=24) Little given (n=24) None at al  (n=22) 

Median 9 9 9 9 9 

Range 1-9 1-9 4-9 1-9 1-9 

Histogra
m  

   
 

 
 

 

Quartiles  
(25&75%
) 

7.25-9 8-9 8.25-9 9-9 9-9 

 

it should be provided anyway, it is not specific 

Once again this should be standard good practice. 

These are all part of professional conduct and standards... 

they are all borderline 10. These ones are always difficult because they are intangible. They can make a tremendous difference. 

This should be a recommendation for good palliative care regardless of the answer on this POS question; made a variation because of whether it should be 
an extra point of attention after getting a specific POS answer 

Summary comments: is always important 
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R6  
Recommendation round 1: Conduct a care conference with the patient, family and health care providers to discuss the condition, course of illness, 
treatment options and plan. Care conference can promote communication, trust, increase clinicians’ knowledge of the patient and decrease stress by 
reviewing realistic goals.  
Changed into recommendation round 2: Conduct 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 and plan. Care meetings can promote communication, trust, increase clinicians’ 
knowledge of the patient and decrease stress by reviewing realistic goals. 

Answer Full info (n=24) Hard to understand 
(n=24) 

Liked more (n=24) Little given (n=24) None at all (n=23) 

Median 5 7 7.5 8 9 

Range 1-9 3-9 3-9 3-9 3-9 

Histogram  

     

Quartiles  
(25&75%) 

3-9 5-9 5-9 5-9 6-9 

Appropriate if complex issues not for all. 

Conference with patient and familiy and other care givers is very important 

Offer a care conference and again only invite the individuals that the patient agrees to have information shared with 

Only when individual information has been given and different family members understand different things resulting in confusion and bad emotions 

Should alwyas be offered for all patients and families irrespective of our interpretation of their understanding and needs. 

The term conference gives a little amibiogus term - gives the impression of a couple of hundred peoples. More people would relate to the word 'care 
meeting' or 'care review'. 

This should be a recommendation for good palliative care regardless of the answer on this POS question; made a variation because of whether it should be 
an extra point of attention after getting a specific POS answer 
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Because people's views change continuously depending on where they are on their journey. 

First - the patient should have enough information. Than ACP can be initiated. 

Initiate discussion if patient wants this 

Is not that much dependent on the answers to the question but rather on the need for clarity and the stage of the disease 

Suggest changing  the recommendation to read "offer to initiate advance care planning" 

This covers a different issue rather than information giving and I am not sure that it sits with this POS question 

This recommendation would depend on what information needs were idientifed and how much the patient/family wished to discuss. Advance care 

When resources allow for this to happen routinely 

Summary comments: i) most think it is always important, some only if there are complex issues or misunderstanding/confusion ii) only invite the 
individuals patient agrees with, iii) use word ‘care meeting’ or ‘care review’ instead of ‘are conference’, iv) when resources allow 

R7  
Recommendation round 1: Initiate advance care planning. This should be based on patients’ and their families’ preferences, goals, values and needs and 
should be conducted by using the completion of directives.  
Changed into recommendation round 2: Offer to initiate advance care planning. This should be based on patients’ and their families’ preferences, goals, 
values and needs and should be conducted by using the completion of directives. 

Answer Full info (n=21) Hard to understand(n=21) Liked more(n=21) Little given(n=21) None at all (n=19) 

Median 9 9 9 9 9 

Range 1-9 4-9 3-9 3-9 1-9 

Histogram  

 
    

Quartiles  
(25&75%) 

6-9 6-9 6-9 6-9 6-9 
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planning discussions are needed but may not be required directly from a high score for this POS question 

This should be a recommendation for good palliative care regardless of the answer on this POS question; made a variation because of whether it should be 
an extra point of attention after getting a specific POS answer 

Summary comments: i) ACP might not be related to POS item information-giving, important but different issue, ii) if patients wants this and after 
receiving enough information, iii)  important irrespectively of POS score 
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Topic: 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   No, 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
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R1  
Recommendation round 1: Start by asking the patient and family (if agreed by patient) why they are anxious. 
Changed into recommendation round 2: Start by exploring with the patient and family (if agreed by patient) if they are anxious and if so what is causing 
this anxiety.  

Answer Not at all (n=24) Occasionally (n=24) Sometimes (n=24) Most of the time (n=24) Yes always (n=24) 

Median 1.00 5.00 6.50 9.00 9.00 

Min-max 1-9 1-9 1-9 1-9 1-9 

Histogram 

     
Quartiles 
(25&75%) 

1-2 1.5-6.75 5-9 7.25-9 9-9 

Difficult to answer the first one. Depending on the patient, it might be appropriate to speak to the family (if the patient has agreed) even if the patient has 
answered no, not at all. Especially if you think the answer might not be accurate. 

For the first two options (no, not at all and occasionally), I did not score zero because in general it seems appropriate to check with family whether and why 
they are anxious (also if a patient did not recognize it). But it should not be a recommendation on the basis of these answers on the POS  (if the 
recommendation holds for all possible answers, then you might as well not ask the POS question) 

If someone said that they weren't at all anxious in a situation where someone is dying, I would expect them to have serious issues with acceptance of the 
situation. 

It is really important to understand the anxieties by starting at the basic of 'why'. not in a kind of 'why the hell' , but to try to dig deeper. If you fully 
understand you give an appropriate helpful advice. Your advice will be better informed and more helpful. 

It might be more appropriate to start by asking the family IF they are anxious?  (So, not 'WHY' as a first question; the answers of patient and family can be 
different) 

My response applies to asking the patient, in any case. 

There is an apparent presumption they are anxious- would it not be better to ask if they are anxious? 

This question is not clear to me.  Are patient and family present at this consultation? This would affect whether i asked them.  A patient may state that 
family is not anxious but they may appear so to you.  I would offer an opportunity for the patient to come in and discuss their worries but I would not 
necessarily phone them separately. 
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R2 
Recommendation round 1: A social needs assessment should be done (with the patient and family) to determine current state and risk of poor 
psychological health and grief. A social 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).  
Changed into recommendation round 2: A social needs assessment should be offered (to the patient and family) to determine current state and risk of 
poor psychological health and grief. A social 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).  

Answer Not at all (n=22) Occasionally (n=22) Sometimes (n=22) Most of the time (n=22) Yes always (n=22) 

Median 2.00 4.00 6.50 9.00 9.00 

Min-max 1-9 1-9 1-9 3-9 4-9 

Histogram 

     
Quartiles  
(25&75%) 

1-7.5 1.75-7.5 4-9 6.75-9 7-9 

 

comment given for recommendation 1 also applies here (i.e. For the first two options (no, not at all and occasionally), I did not score zero because in general 
it seems appropriate to check with family whether and why they are anxious (also if a patient did not recognize it). But it should not be a recommendation 
on the basis of these answers on the POS  (if the recommendation holds for all possible answers, then you might as well not ask the POS question) 

I am not sure if all patients and families will experience such an assessment as helpful  So, could maybe be changed into: 'a social needs assessment could 

Using "ask" in the recommendation could suggest that you use a direct "closed" question whereas using "explore with patient and family" might imply a 
more open questionning approach. 

Summary comments: i) Start by asking the family IF they are anxious, ii) Use ‘explore’ instead of ‘ask’, this is a more open approach, iii) if someone says 
there is no anxiety problems with denial  could be present?  
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be (explained and) proposed to the patient and family 

Often it can be a defensive mechanism to say 'not at all' but the validity of the question is appropriate on whatever level. 

Information from social needs assessment can be used to pre-empt problems and indentify risks 

This may partially depend on the results of recommendation 1. If only 1 person is worried eg due to lack of information then a social needs assessment is 
not necessary. 

Need to be pragmatic - could say a social needs assessment should be offered rather than done as not all patients / family members will want to engage in 
this  May also wish to signpost the family member to alternative health or social care professional e.g. GP where they have pre-existing links 

Summary comments: i) Social needs assessment should be offered instead of done (not everyone wants this) ii) depends on results r1, is not needed if 
only 1 person lacks info,  

 

 

R3 
Recommendation round 1: In this (the social needs assessment), it is important to assess caregiver’s own health status and their availability/capacity. 
Caregivers can be older and/or may have health problems of their own. 
Changed into recommendation round 2: No changes made  

Answer Not at all (n=22) Occasionally (n=22) Sometimes (n=22) Most of the time (n=22) Yes always (n=22) 

Median 2.50 7.00 8.00 9.00 9.00 

Min-max 1-9 1-9 1-9 3-9 4-9 

Histogram 

   
 

 

Quartiles 
(25&75%) 

1-9 3-9 5-9 7-9 8-9 

 

There can be a lot of times denial, anger and frustration that they really need an environment to explore their own feelings. Most of the time they are fire 
fighting to help the patient but no in all cases. 
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Again need to consider confidentiality issues and ensure the carers agreement to this information being shared with the team by the patient 

As above also has prophylactic value (i.e. Information from social needs assessment can be used to pre-empt problems and indentify risks) 

Assessment of the caregiver's own health status and his/her availability/capacity should be part of the social needs assessment 

I have marked "don't know" for the first two as the recommendation should be part of an assessment anyway whether or not triggered by the POS so I find 
this difficult to rate. 

I interpreted this recommendation as if social needs assessment was necessary. in that case, caregiver's own health status must be part of that assessment. 

I think this assessment should be done routinely- most caregivers won't even know which type of help was actually available. I at least didn't know.... 

Sometimes caregivers may not be aware of needs due to own state of health and energy, thus my response to screen. 

Summary comment: i) Caregiver assessment should be done (in social needs assessment), ii) consider things like confidentiality   

 

R4 
Recommendation round 1: A family conference should be held to exchange information, assess needs, provide emotional support and create a care 
plan.    
Changed into recommendation round 2: A family conference should offered (with patient consent) to exchange information, assess needs, provide 
emotional support and create a care plan.   

Answer Not at all (n=22) Occasionally (n=22) Sometimes Most of the time Yes always 

Median 2.50 5.00 7.00 (n=21) 8.00 (n=22) 8.50 (n=22) 

Min-max 1-9 1-9 1-9 5-9 1-9 

Histogram 

  
   

 
 

Quartiles 
(25&75%) 

1-9 2-9 3.5-9 7-9 7.75-9 

 

Absolute consent of the patient is necessary to have a family conference. 

Always good to have everyone on the same page 
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At least offer it - a lot of question having a 9 response because it is important to at least offer it - whether people take it is their choice, but the offer should 
be there. 

Depends on outcome of assessment as to whether a conference is needed 

This is important irrespectively, we do not know everything about the family. 

To my experience this is very important. Also, when there are no specific fears or worries reported 

Unclear if this would include the patients as well as the family.  Family may want a more private discussion of their concerns 

Summary comments: i) patient consent is needed (if patient has capacity to consent), ii) always important, should be offered, iii) family might want to 
have own private discussion  

 

R5 
Recommendation round 1: Following assessment, interventions should be (promptly) planned, which are focused on carer’s needs, goals and 
preferences and based on best evidence.  
Changed into recommendation round 2: No changes made 

Answer Not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time (n=23) Yes always (n=23) 

Median 3.00 7.00 8.00 9.00 9.00 

Min-max 1-9 1-9 1-9 5-9 2-9 

Histogram 

     
 

Quartiles (25&75%) 1-9 3-9 5-9 7-9 8-9 

 

Again, to my opinion this recommendation is too much professional-based. Could it be formulated in a more patient-centred way? 

Assessment in its own can give clarity so that carers sometimes can change their behavior and coping without interventions from professionals 

comment made for recommendation 1 on family anxiety applies to all recommendations on this topic ((i.e. For the first two options (no, not at all and 
occasionally), I did not score zero because in general it seems appropriate to check with family whether and why they are anxious (also if a patient did not 
recognize it). But it should not be a recommendation on the basis of these answers on the POS  (if the recommendation holds for all possible answers, then 
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you might as well not ask the POS question) 

I think the word in the promptly is very important - that the response is speedy and is not just left in some bureaucratic process. 

If there is assessment, there must be interventions planned, depending on assessment results naturally. 

The steps taken up to this point may be sufficient, without additional, formal interventions. 

Summary comments: i) assessment in its own might be sufficient, ii) interventions should be planned, iii) more patient-centered formulation  

 

R5a  
Recommendation round 1: Possible reactions/interventions include: Good care (pain/symptom management) of the patient should be provided.   
Changed into recommendation round 2: Optimize care (pain/symptom management) of the patient.   

Answer Not at all (n=23) Occasionally (n=23) Sometimes (n=22) Most of the time (n=22) Yes always (n=22) 

Median 9.00 9.00 9.00 9.00 9.00 

Min-max 1-9 1-9 1-9 1-9 1-9 

Histogram 

 
 

    

Quartiles 
 (25&75%) 

5-9 7-9 7.75-9 8-9 8-9 

 

A patient's pain should ALWAYS be well-managed, independent of what a carer thinks about it! 

B ecause of all the emotions involved the family or friends don't want to see their loved on in pain. sometimes the patient can handle it but the people who 
are watching it cant handle it or are more unconfortable. 

Good care is very important (extremely appropriate). It can no doubt reduce family anxiety, but it is especially central to the patient's well being. It should 
not be dependent on a score on the POS on family anxiety 

Good care should be provided at all times 

If insufficient pain management is a problem, then good care is imperative irrespective of how anxious caregivers are. 
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It should be always done. 

it should be provided anyway, it is not specific 

This is entirely dependent on whether the family anxiety is triggered by the patient's pain or other symptoms. It could also be triggered by existential 
concerns about life and death that have nothing specifically to do with symptom management. Additionally, symptoms should be monitored and managed 
regardless of levels of family anxiety. 

this is important regardless of level of family anxiety 

This is independent to family anxiety and should be a priority in all cases 

Summary comments: i) This is always important, ii) family anxiety might be triggered by something else than pain or other symptoms 

 

R5b  
Recommendation round 1: Emotional support should be provided. This is characterized by empathy, listening, caring, and a continued trusted 
relationship in which relatives feel a valued part of the team.   
Changed into recommendation round 2: Emotional support should be provided. This is characterized by empathy, listening, caring, and a continued 
trusted relationship in which relatives – if appreciated - feel a valued part of the team.   

Answer Not at all (n=21) Occasionally (n=21) Sometimes (n=21) Most of the time (n=21) Yes always (n=21) 

Median 9.00 9.00 9.00 9.00 9.00 

Min-max 1-9 1-9 3-9 5-9 7-9 

Histogram 

     
 

Quartiles  
(25&75%) 

6.5-9 7.5-9 9-9 9-9 9-9 

 

Again, this should be provided regardless of family anxiety levels. 

Always - even if they do not worry now - empathy, caring good relation is a kind of prevention. 

As for previous question (i.e. this is important regardless of level of family anxiety) 
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Depending of course on carer's capability and readiness to be 'part of the team' 

I found this a difficult recommendation as even though they may not flag up anxiety you would still provide the elements outlined within the 
recommendation within any communication with the family. 

Again this is important for patient and family irrespective of expressed need 

it should be provided anyway, it is not specific 

see of course comment on recommendation 1. This should be a recommendation for good palliative care regardless of the answer on this POS question 

Tha's got to be 10. because we are british - we don't really talk about emotions too much. it is really important. 

This is always appropriate. 

This should be offered to all patients and family members irrespective of any expressed anxiety 

Summary comments: i) this is always important, ii) depending on carer’s capacity/readiness to be part of team 

 

R5c 
Recommendation round 1: Good communication to keep the family informed should be provided. 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”).  
Changed into recommendation round 2: 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”).   

Answer Not at all (n=22) Occasionally (n=22) Sometimes (n=22) Most of the time (n=22) Yes always (n=22) 

Median 9.00 9.00 9.00 9.00 9.00 

Min-max 3-9 3-9 2-9 8-9 2-9 

Histogram 

     
Quartiles 
 (25&75%) 

8.75-9 8.75-9 9-9 9-9 9-9 
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As a preventive measure for anxiety 

As above (this is important regardless of level of family anxiety) 

as per previous comment (i.e. I found this a difficult recommendation as even though they may not flag up anxiety you would still provide the elements 
outlined within the recommendation within any communication with the family.) 

Communication is a kind or cure for ill. You have communicated if people understand. Communication is all aoub the response it gets and not a tick box. 

Good communication is essential irrespective of anxiety but information should only be offered with patient consent 

Irrespective of family anxiety this should be the norm 

it should be provided anyway, it is not specific 

See my previous response(s). These are all good practice guidelines, that do not seem to me to be dependent on family anxiety levels. 

see of course comment on recommendation 1. This should be a recommendation for good palliative care regardless of the answer on this POS question 

Summary comments: i) this is always important, ii) should be offered with patient consent 
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R5d  
Recommendation round 1: (Psycho) Education should be provided. This includes 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 help and this involvement can improve the relationship between staff and family. 
  
Changed into recommendation round 2: (Psycho) Education should be offered. Depending on 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 help and 
this involvement can improve the relationship between staff and family.   

Answer Not at all (n=21) Occasionally (n=21) Sometimes (n=22) Most of the time (n=22) Yes always (n=22) 

Median 9.00 9.00 9.00 9.00 9.00 

Min-max 3-9 3-9 2-9 5-9 2-9 

Histogram 

     
Quartiles (25&75%) 6.5-9 7-9 7.75-9 8-9 8.75-9 

 

Again "offer" to provide 

As above 

I found that very helpful when my husband was dying. 

If tailored to individual families depending on assessment... 

it should be provided anyway, it is not specific. Of course if they want to be informed 

Perhaps psychoeducation should be offered not provided (which might mean imposed).  Not all families will want this but it should be offered to all. 

see of course comment on recommendation 1. This should be a recommendation for good palliative care regardless of the answer on this POS question 

Should be provided to all patients and their families. 

Should not assume what family will want. If anxious may be anxious about 'having' to be there or to help. If already anxious expectations may increase 
anxiety. Need to explore needs and wishes first. 

This recommendation would need to be taken in the context of the patient's clinical situation and proximity to death. It could be entirley appropriate but a 
great deal of exploration of current understanding of disease progression etc required before launching into this. 

this would depend on the "education" offered. All families should be given appropriate information relating to the care of their loved ones.  If the patient is 
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approaching death they should receive info relating to this. 

Summary comments: i) should be offered instead of provided, ii) should be tailored, explore situation/understanding/wishes first 

 

5Re 
Recommendation round 1: Practical help to remove barriers to care should be provided, such as transportation for appointments, home care and 24-
hour medical advice.  
Changed into recommendation round 2: Practical help to remove barriers to care should be provided depending on resources and needs, such as 
transportation for appointments, home care and 24-hour medical advice. 

Answer Not at all (n=21) Occasionally (n=21) Sometimes (n=21) Most of the time (n=22) Yes always (n=22) 

Median 7.00 8.00 8.00 9.00 9.00 

Min-max 1-9 1-9 1-9 2-9 2-9 

Histogram 

     

Quartiles 
(25&75%) 

4-9 5-9 5-9 6.75-9 6.75-9 

 

A lot of practical barriers compound the stress and anxiety that people are going through. it is one more thing to deal is when the important thing is the 
person. 

Again, why should practical help be dependent on levels of family distress? If a family has problems with transportation but doesn't score as being anxious, 
does this mean that the staff does not need to try to resolve the practical issue? I think not 

Depends on what is causing the anxiety 

Each situation should be assessed so that optimal support is provided but need to guard against becoming an unnecessary crutch. Many people look back at 
what they managed to accomplish during this stressful time with pride and amazement 

If appropriate after discussion with patient and family. This may reduce anxiety but, if anx relates to unreal expectation then this may incr anx further in 
that it may be perceived as removing any excuse not to offer hands on care. 
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Need to signpost to existing services, but acknowledge that these may not be present 

Practical help as needed as resources allow should be offered.  psychological anxiety may not relate to physical issues such as transport or home care it 
would depend on individuals. 

Presumably the practical help would be offered regardless even if the patient answers no, not at all, because even if they were not worried presumably 
they would want to know about practical help. 

We should ask forst what is the reason of the worries 

Summary comments: i) practical help does not depend on level of family anxiety, ii) depends on what causes anxiety, iii) should be tailored but also 
depends on available resources 

 

R5f  
Recommendation round 1: Support should be provided with respect for and facilitation of cultural, religious and social practices and traditions.    
Changed into recommendation round 2: No changes made     

Answer Not at all (n=22) Occasionally (n=22) Sometimes (n=23) Most of the time (n=23) Yes always (n=23) 

Median 9.00 9.00 9.00 9.00 9.00 

Min-max 1-9 3-9 2-9 3-9 2-9 

Histogra
m 

     
Quartiles  
(25&75%) 

7.75-9 7.75-9 7-9 8-9 8-9 

 

At all times, this should be the norm 

it should be provided anyway, it is not specific 

may be appropriate depending on what is main source of anxiety 

regardless of anxiety respect for cultural and religious and social practices and traditions should be respected 

see of course comment on recommendation 1. This should be a recommendation for good palliative care regardless of the answer on this POS question 
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see previous comments (e.g. Again, why should practical help be dependent on levels of family distress? If a family has problems with transportation but 
doesn't score as being anxious, does this mean that the staff does not need to try to resolve the practical issue? I think not) 

This is a basic human right in my mind. 

Summary comments: i) this should always be done, ii) may be appropriate, depending on source of anxiety 

 

R5g  
Recommendation round 1: The family should be given the opportunity to sometimes withdraw from the caregiving situation (get some mental rest).   
Changed into recommendation round 2:  If feasible, the family should be offered the opportunity to sometimes withdraw from the caregiving situation 
(get some mental rest).   

Answer Not at all (n=22) Occasionally (n=22) Sometimes (n=22) Most of the time (n=23) Yes always (n=23) 

Median 9.00 9.00 9.00 9.00 9.00 

Min-max 1-9 1-9 3-9 5-9 6-9 

Histogram 

     
Quartiles 
 (25&75%) 

4.5-9 5.25-9 6.75-9 7-9 8-9 

 

Again will be dependent on main cause of anxiety 

Better phrasing as says "given the opportunity) 

I've filled this out because I'm starting to feel a bit awkward with repeating my earlier responses. Again, though, here, if the family is not distressed, it may 
still make sense to provide opportunity to withdraw from the caregiving situation to PREVENT distress. 

In an ideal world this might be appropriate  for those that are in a state of distress.  How this could be managed/resourced would be difficult 

It is important that option is there for carers so that they don't feel guilty and exhausted emotionally and physically. 

it should be provided anyway, it is not specific 

Perhaps utopian considering budgets restraint... 
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see of course comment on recommendation 1. This should be a recommendation for good palliative care regardless of the answer on this POS question 

Summary comments: i) This is always important, ii) depends on cause of anxiety, iii) is ideal, but how to resource it?  

 

 

R5h 
Recommendation round 1: The (most vulnerable) family should be referred to intensive support services.    
Changed into recommendation round 2: The most vulnerable family should after discussion be offered referral to intensive support services.    

Answer Not at all (n=20) Occasionally (n=20) Sometimes (n=20) Most of the time (n=19) Yes always (n=19) 

Median 1.00 3.00 5.00 8.00 9.00 

Min-max 1-9 1-9 1-9 4-9 4-9 

Histogram 

     
Quartiles 
 (25&75%) 

1-3.5 1-5.75 3-7 6-9 7-9 

 

Again, could be formulated more patient/family centred   Referral could be proposed to most vulnerable family 

brackets around most vulnerable could be removed.  see of course comment on recommendation 1. This should be a recommendation for good palliative 
care regardless of the answer on this POS question 

Depends on how the family as a system can handle this. 

I am not sure how these answers should reflect which family the most vulnerable one is 

it is kind of obvious that these are the peole that need it the most. 

Only after discussion with patient and/or  family 

Scare resource that should be used optimally and not unecesssrily 
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the most vulerable should be referred to intensive support services. who are the most vulerable? What are these? 

There are not intensive support & palliative care services in Greece 

What is meant by intensive support services? 

Summary comments: i) referral could be proposed/after discussion, ii) abstract – who are most vulnerable, what is intensive support service, iii) brackets 
around vulnerable removed 
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Topic: 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
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R1 
Recommendation round 1: Conduct a psychosocial assessment; screen for depression with measures as the Brief Edinburgh Depression Scale or PHQ-9. 
Subsequently, diagnose depression with measures as the DSM-IV or ICD-10.  
Changed into recommendation round 2: Conduct a psychosocial assessment; screen for depression with measures as the Brief Edinburgh Depression 
Scale, PHQ-9 or HADS. Subsequently, diagnose depression with measures as the DSM-IV or ICD-10. 

Answer No, not at all (n=21) Occasionally (n=22) Sometimes(n=22) Most of the time(n=22) Yes, all the time (n=22) 

Median 1 4.5 6 9 9 

Range 1-9 1-9 3-9 3-9 3-9 

Histogram  

     
Quartiles  
(25&75%) 

1-6 1-7.25 5-7.25 7-9 8-9 

 

answering 'yes all the time' is to me a good enough screening instrument , so diagnosis can follow without adding another screening instrument 

Depending on resources - a psychosocial assessment is routinely conducted and further screening for depression dependant on the outcome 

depression is a disease and should be treated, if the patient is motivated  it is often difficult to differentiate depression from sadness about becoming more 
and more ill 

I think a brief assessment is warranted on any caretaker but I would have felt offended had someone handed me a Depression Scale as routine care! 

People can say 'not at all', but it could be done in a subtle way. Still people can say no, but it can be introduced into their thinking. A natural human reaction 
is to say 'of course I'm not' or 'yes, or course I can get a bit low'. But it is something that is very improant to keep on top of. 

Screening for depression only makes sense if you have services available to treat it. Screening without such services being available would actually be bad 
practice (unless undertaken to generate evidence needed to obtain additional psychosocial care services). I am also not convinced that it is always 
necessary to generate a DSM diagnosis. Demoralization may play an important role, which is not part of the DSM system. 

There are lots of options here. Even if a patient said they were not depressed I would do "psychosocial assessment" so that I had an understand of their 
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social/family situation, but I would not screen for depression. 

This is a screening question - no further screening necessary. Other screening tools are not feasible in pc.  Second part would be appropriate. 

Some units use HAD scale 

This question can probably be seen as a depression screener already (single item depression screeners work well also; I do not know if this also has been 
tested for this POS question), is it needed to do an extra screener with the higher scores, or better to immediately do a diagnostic test? 

This question is asks three things. A brief psychosocial assessment is performed on all patients on admission.  a further screen may be appropriate but as a 
nurse i would not diagose depression 

Summary comments: Many different comments provided, most notably: i) not necessary to do further screening, immediately to diagnosis (with high 
score), ii) depends on resources available, iii) psychosocial assessment is always important, screening for depression not (depending on scores), iv) not 
always needed to come to DSM diagnosis, v) HAD scale might be used 

 

R2  
Recommendation round 1: Focus on cognitive/affective symptoms in detecting depression instead of physical symptoms as the latter might be caused 
by the physical disease or the medical treatments. 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.  
Changed into recommendation round 2: Focus on cognitive/affective symptoms in detecting depression next to physical symptoms as the latter might 
be caused by the physical disease or the medical treatments. 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.  

Answer No, not at all (n=20) Occasionally (n=21) Sometimes (n=21) Most of the time (n=21) Yes, all the time (n=21) 

Median 1.5 4 7 9 9 

Range 1-9 1-9 1-9 1-9 1-9 

Histogram  

     
Quartiles  
(25&75%) 

1-6.5 1.5-9 5-9 6.5-9 6.5-9 
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Both physical and cognitive affective symptoms should be taken into account. 

Difficult to make this a black-or-white question. I believe in qualitative assessment, ie holistic where physical and cognitive symptoms are taken into 
consideration. 

Do not agree focus should not include physical symptoms as interventions may be available for these and may assist with the depression. 

I would not be in favor of ignoring physical symptoms entirely. Thus the "moderate rating." 

it makes the point that the physical are eventually going to affect their psychological/cognitive state. 

This recommendation sounds reasonable. But I don't know if it is supported by evidence.  To my experience it is also important to use the course of the 
symptoms to differentiate depression from other explanations 

Summary comments: i) Physical and cognitive/affective symptoms should be taken into account, ii) sounds reasonably, but use course of symptoms to 
differentiate depression from other explanations 

 

 

R3  
Recommendation round 1: Communicate openly with patients and provide information in accordance with their preferences; e.g. determine their needs 
for information (they can change over time) and discuss information in appropriate language.  
Change into recommendation round 2: 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. 

Answer No, not at all (n=24) Occasionally (n=24) Sometimes (n=24) Most of the time (n=24) Yes, all the time (n=24) 

Median 9 9 9 9 9 

Range 1-9 1-9 1-9 1-9 1-9 

Histogram  

 
    

Quartiles 
(25&75%) 

9-9 9-9 9-9 9-9 9-9 
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Good recommendation for palliative care in general; relation with depression indirect and not necessarily there 

Not dependent on depression score. 

Recommendation is very wordy. What is actually meant? Do you mean information about their depression?? 

This should happen anyway - as good practice 

Summary comments: i) this is always important, ii) wordy recommendation – information about what? 

 

R4  
Recommendation round 1: Enquire about patients’ concerns/feelings and provide emotional support (e.g. provide a listening ear).  
Changed into recommendation round 2: Enquire actively about patients’ concerns/feelings and provide emotional support (e.g. provide a listening ear).  

Answer No, not at all (n=25) Occasionally (n=25) Sometimes (n=25) Most of the time (n=25) Yes, all the time  (n=24) 

Median 9 9 9 9 9 

Range 1-9 2-9 5-9 6-9 7-9 

Histogram  

     
Quartiles 
(25&75%) 

6-9 7.5-9 8-9 9-9 9-9 

 

 

Good recommendation for palliative care in general; 

Patient's concerns/ feeling should be explored  a listening ear regardless of depression like symptoms.  A listening ear. 

Perhaps a gradient here makes sense. 

this enquiry can prevent depressed feelings sometimes so is important in any situation 

You would enquire about a patient's concerns etc even if they were not feeling depressed. 

Summary comments: i) this is always important (perhaps a gradient makes sense) 
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R5 
Recommendation round 1: Inform patients about sources for support (e.g. community groups).  
Changed into recommendation round 2:  No changes made 

Answer No, not at all (n=25) Occasionally (n=25) Sometimes (n=25) Most of the time (n=25) Yes, all the time (n=25) 

Median 3 5 7 9 9 

Range 1-9 1-9 3-9 2-9 1-9 

Histogram 

    
 

Quartiles  
(25&75%) 

1-8 3-9 6-9 8-9 8-9 

 

All patients should be made aware that there are services available to support psychological symptoms related to their condition even if they currently are 
not experiencing them. 

Summary comments: i) all patients should be made aware of available services  
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R6 
Recommendation round 1:  Refer patients to specialist palliative care for improved symptom control and psychosocial support. Addressing problems 
which are physical (e.g. pain), psychological (e.g. lack of information) and social (e.g. family conflict) may alleviate depressive symptoms.  
Changed into recommendation round 2: Refer patients to specialist palliative care for improved symptom control and psychosocial support. Addressing 
problems which are physical (e.g. pain - scot), psychological (e.g. lack of information), social (e.g. family conflict) or spiritual (e.g. existential questions) 
may alleviate depressive symptoms.  

Answer No, not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time (n=23) Yes, all the time (n=23) 

Median 1 4 6 9 9 

Range 1-9 1-9 1-9 4-9 4-9 

Histogram  

     
Quartiles 
(25&75%) 

1-4 2-6 4-8 7-9 8-9 

As a GP I consider it to be my task to provide also care and treatment for depression / depressive complaints  Only rarely, in serevre cases, I would refer a 
patient to a psychologist. Or to a pastor, priest 

Does not necessarily need to be SPC services  If this is low mood alone referral to primary care IAPT services may be more appropriate 

Don't neglect spiritual assessment: Some depression / distress may also have an existential/ spiritual component. 

informing patients and gaining consent for referral to specialist palliative care services may alleviate depressive symptoms. All patients who are palliative 
should be made aware of this service not just those that express concerns. 

People don't know options unless they are told about what is available and what may help. Often someone says 'haven't you been', no one referred you 
while it could have been helpful. You don't know what you don't know. 

Referral only after having assessed 
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R7  
Recommendation round 1: Provide psychological therapy. Consider factors 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.  
Change into recommendation round 2: Offer psychological therapy. Consider factors 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).  

Answer No, not at all (n=23) Occasionally (n=22) Sometimes (n=22) Most of the time (n=22) Yes, all the time (n=21) 

Median 1 3.5 5.5 9 9 

Range 1-9 1-9 1-9 6-9 6-9 

Histogram  

     
Quartiles  
(25&75%) 

1-2 1-7 3-7.5 7-9 8-9 

 

Any advanced Melanoma patients I've seen who was coping reasonably well had some type of psychological support system in place- meditation, prayer, 
Reiki.... so I do believe that all patients profit from it. 

Better to change 'provide' in 'consider providing' 

I do not have evidence here. 

I would replace the word "provide" with "offer psychological therapy." 

This question is not a screening q for speciatlist pc. 

Summary comments: i) also task of GP, ii) don’t neglect spiritual component, iii) all patients who are palliative should be made aware of palliative care 
services, iv) referral only after asssessment 
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if this therapy is available patients should be made aware. They may wish to access them to prevent depression.  Patients that can access information 
relating to these therapeutic treatments and the evidence for them may take them up in preference to pharmacological treatments. 

Should it be offer rather than provide. 

The option should always be made clear to the patient. Wheter they take it of not is their choice. It is disempowering to not make it available to all 
whatever stage they are at. 

This is a screening q for depression - but a diagnosis of depression is needed if you want to offer psycho therapy. 

Summary comments: i) offer instead of provide, ii) every patient should be made aware of this availability, iii) This (POS) question is a screening 
question – diagnosis of depression is needed for psychotherapy.  

 

R8  
Recommendation round 1: Provide antidepressants. Consider factors 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.  See the Table for an overview of the benefits, side-effects and contra-indications for different antidepressants.   
Changed to recommendation round 1: Offer antidepressants after careful assessment/diagnosis and consideration of non-drug interventions.  An open 
discussion of option should be held in which antidepressants are not provided as ‘fixed solutions’. Consider factors 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.  See the Table for an overview of the benefits, side-effects and contra-indications for different 
antidepressants.   

Answer No, not at all (n=23) Occasionally (n=20) Sometimes (n=21) Most of the time (n=20) Yes, all the time  (n=20) 

Median 1 1.5 4 8 9 

Range 1-7 1-7 1-8 1-9 1-9 

Histogram  

     
Quartiles 
 (25&75%) 

1-1 1-3 1.5-6 6-9 7-9 
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Assumption made that decsion to prvoide antidepressant therapy follows full assessment and diagnosis of clinical depression and is undertaken in the 
context of other pyschosocial supportive interventions 

Better to change 'provide' in 'consider providing' 

discussion re the prescribing of anti depressants should take place if patients are depressed.  Sometimes or occasional depression unlikely to need 
antidepressants but this would need to be explored. 

Gving it as an option is ok, but not jump to that as a fixed solution straight away. I do believe that for many clinciians it is part of their 'this is what yous houl 
dreally take' without really undertandingt there might be something else to help the patient without possible side effects. 

I think that in a palliative setting, therapeutical intervention should used be rather deliberately. However, it should only be seen as a helpful addition and 
not a substitute for addressing underlying issues like pain and major psychological adaptations- like the realisation that someone is dying. 

Need to include open discussion with patient re side effects etc. Table with overview is important. 

Offer, not give. Depends on patient preferences. 

See comment before (nb. This is a screening q for depression - but a diagnosis of depression is needed if you want to offer) 

Should consider non-drug interventions first 

Summary comments: i) offer instead of provide, ii) open discussion is needed of different options, iii) only after full assessment, not as fixed solution, iv) 
non-drugs interventions first. 
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Topic: 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 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
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R1  
Recommendation round 1: A physical examination and complete holistic history should be done to determine factors that likely have influenced the 
severity of symptoms.   
Changed into recommendation round 2: No changes made  

Answer Not at all (n=25) Slightly (n=25) Moderately (n=25) Severely (n=25) Overwhelmingly (n=25)  

Median 1 5 9 9 9 

Range 1-9 1-9 5-9 6-9 6-9 

Histogram  

     

Quartiles 
 (25&75%) 

1-5.5 3-9 6-9 9-9 9-9 

 

It is important to explore partly as a preventive measure 

Physical examination by an appropriately trained professional is useful in assessing all symptoms, but priority can be influenced by presence of more than 
one symptom 

Summary comments: Only 2 comments: i) priority by more than one symptom, ii) important, partly as preventive 
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R2  
Recommendation round 1: Reversible causes of breathlessness should be treated if indicated/appropriate. 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.  
 
Changed into recommendation round 2: No changes made  

Answer Not at all (n=25) Slightly (n=24) Moderately (n=23) Severely (n=23) Overwhelmingly (n=25) 

Median 1 6.5 9 9 9 

Range 1-9 1-9 5-9 6-9 6-9 

Histogram  

     
Quartiles 
 (25&75%) 

1-2 3-9 8-9 9-9 9-9 

 

No comments provided  
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R3  
Recommendation round 1: Non-pharmacological evidence-based interventions should be used to treat breathlessness 
Changed into recommendation round 2: No changes made  

Answer Not at all (n=23) Slightly (n=22) Moderately (n=22) Severely (n=21) Overwhelmingly (n=21) 

Median 1 6.5 9 9 9 

Range 1-9 1-9 4-9 6-9 6-9 

Histogram  

     

Quartiles 
 (25&75%) 

1-1 4-9 6.75-9 8.5-9 9-9 

 

Aim should be to alleviate the symptoms by whatever means it takes, exploiting all non-pharmacological AND pharmacological interventions! 

Summary comments: 1 comment provided: i) aimed should be to alleviate symptoms using non-pharmocological and pharmacological interventions 
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R3a  
Recommendation round 1: Possible useful non-pharmacological interventions include: The use of walking aids 
Changed into recommendation round 2: The offering of using walking aids.  

Answer Not at all (n=23) Slightly (n=23) Moderately (n=21) Severely  (n=21) Overwhelmingly  (n=21) 

Median 1 3 8 9 9 

Range 1-4 1-9 1-9 1-9 1-9 

Histogram  

     
Quartiles  
(25&75%) 

1-1 1-7 4.5-9 7-9 7-9 

 

As I am not sure whether these interventions are without debate evidence based I ticked do not know for the last three answering categories; if they are 
evidence based without debate they seem very appropriate to suggest to / discuss with the patient (as they seem not extremely burdensome) although 
they might not be sufficient treatment 

Completely depends on how the breathlessness manifests - this should be determined by physio assessment 

I don't know if walking aids are helping in case of overwhelmingly breathlessness?  So maybe I should score the appropriateness of this recommendation 
lower? 

Recommendation is appropriate, of course patient decides 

should at least be tried. 

Summary comments: i) not sure how evidence-based this is?, ii) depends on how breathlessness manifests – should be determined by physio 
assessment, iii) patient decides 
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R3b  
Recommendation round 1: Education and support around pacing of daily tasks and encouraging physical activity 
Change into recommendation round 2: No changes made   

Answer Not at all (n=24) Slightly (n=24) Moderately (n=23) Severely (n=22) Overwhelmingly (n=21) 

Median 1 5 8 9 9 

Range 1-9 1-9 3-9 3-9 3-9 

Histogram  

     
Quartiles  
(25&75%) 

1-3 3-9 7-9 8-9 7.5-9 

 

Again useful whether breathless or not 

Appropriate levels of activity depending on other symptoms 

As I am not sure whether these interventions are without debate evidence based I ticked do not know for the last three answering categories; if they are 
evidence based without debate they seem very appropriate to suggest to / discuss with the patient (as they seem not extremely burdensome) although 
they might not be sufficient treatment 

breathlessness info useful if sympton experienced at any level as this often increases rapidly. 

Depends on the cause of breathlessness! 

Summary comments: Many different comments; i.e.: i) not sure how evidence-based, ii) appropriate levels of activity depends on other symptoms, iii) 
depends on cause of breathlessness, iv) breathlessness info useful at any level of symptom as it often increases rapidly/always appropriate  
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R3c  
Recommendation round 1: Education and support around breathing control/management techniques e.g. active cycle of breathing/pursed lip breathing.  
Changed into recommendation round 2:  No changes made.   

Answer Not at all (n=24) Slightly (n=24) Moderately (n=21) Severely  (n=21) Overwhelmingly  (n=21) 

Median 1 4.5 9 9 9 

Range 1-8 1-9 3-9 5-9 6-9 

Histogram  

     

Quartiles  
(25&75%) 

1-1.75 3-7.5 7-9 8-9 8-9 

 

As I am not sure whether these interventions are without debate evidence based I ticked do not know for the last three answering categories; if they are 
evidence based without debate they seem very appropriate to suggest to / discuss with the patient (as they seem not extremely burdensome) although 
they might not be sufficient treatment 

Breathlessness is one of the worst things to experience, so I think the focus should be on reducing the symptoms first by whatever means and then work on 
the maintenance if applicable. 

I would rely on physiotherapists here. 

Summary comments: i) don’t know about evidence-base, ii) focus should be on reducing symptoms, then on maintenance, iii) rely on physiotherapists 
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R3d  
Recommendation round 1: Psychosocial support including coping, goal-setting, and distraction/relaxation.  
Changed into recommendation round 2:  Psychosocial support appropriate to situation, e.g. coping, goal-setting, distraction/relaxation, and 
meditation/mindfulness.  

Answer Not at all (n=24) Slightly (n=24) Moderately (n=22) Severely  (n=22) Overwhelmingly  (n=22) 

Median 1 4 8.5 9 9 

Range 1-9 1-9 3-9 5-9 6-9 

Histogra
m  

     
Quartiles 
(25&75%) 

1-1.75 3-8.75 6-9 8-9 8-9 

 

As I am not sure whether these interventions are without debate evidence based I ticked do not know for the last three answering categories; if they are 
evidence based without debate they seem very appropriate to suggest to / discuss with the patient (as they seem not extremely burdensome) although 
they might not be sufficient treatment 

I think this depends on the time point within the palliative care cycle- my husband was breathless in the last days of his life and everyone he himself 
included knew he was dying. 'Goal-setting' as a tool to reduce his symptoms somehow wouldn't have seemed appropriate. 

Mindfulness, meditation techniques following spiritual assessment may also be appropriate 

Summary comments: i) depends on point in palliative care cycle – goal-setting in terminal phase inappropriate, ii) Mindfulness/meditation following 
spiritual assessment, iii) unsure about evidence-based  
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R3e 
Recommendation round 1: The use of a fan.  
Changed into recommendation round 2: No changes made  

Answer Not at all (n=22) Slightly (n=22) Moderately (n=20) Severely (n=20) Overwhelmingly  (n=19) 

Median 1 3.5 7 9 9 

Range 1-8 1-9 1-9 7-9 8-9 

Histogram  

     
Quartiles  
(25&75%) 

1-1 3-8.25 6-9 8-9 8-9 

 

As I am not sure whether these interventions are without debate evidence based I ticked do not know for the last three answering categories; if they are 
evidence based without debate they seem very appropriate to suggest to / discuss with the patient (as they seem not extremely burdensome) although 
they might not be sufficient treatment 

I don't have sufficient experience with breathlessness and its treatment to judge appropriateness of these various interventions. 

Summary comments: i) not enough experience/knowledge about evidence-based  
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R3f  
Recommendation round 1: Neuromuscular electrical stimulation (NMES – non-invasive therapy to improve peripheral muscle strength and exercise 
capacity which may impact favourably on breathlessness)  
Changed into recommendation round 2:  Neuromuscular electrical stimulation (NMES – non-invasive therapy to improve peripheral muscle strength and 
exercise capacity which may impact favourably on breathlessness), if patient cannot exercise himself (mainly in non-cancer settings) 

Answer Not at all (n=18) Slightly (n=16) Moderately (n=13) Severely  (n=13) Overwhelmingly  (n=13) 

Median 1 1.5 5 6 5 

Range 1-7 1-7 1-9 2-9 2-9 

Histogram  

    
 

Quartiles   
(25&75%) 

1-1 1-4 3-8 3.5-7 3.5-8 

 

As I am not sure whether these interventions are without debate evidence based I ticked do not know for the last three answering categories; if they are 
evidence based without debate they seem very appropriate to suggest to / discuss with the patient (as they seem not extremely burdensome) although 
they might not be sufficient treatment 

I am not familiar with this intervention so cannot comment on the appropriate use of it in the palliative care population 

I do not have evidence here... 

limited evidence to date but emerging evidecne in non-cancer settings 

Only if patient can not actively exercise himself 

Summary comments: i) limited evidence, emerging in non-cancer settings, ii) only if patient cannot actively exercise, iii) not enough knowledge about 
evidence-base  
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R3g  
Recommendation round 1: Chest wall vibration (a non-invasive therapy which aims to stimulate respiratory muscles which may reduce breathlessness). 
Changed into recommendation round 2: No changes made  

Answer Not at all (n=21) Slightly (n=17) Moderately (n=14) Severely (n=14) Overwhelmingly (n=14) 

Median 1 2 5 7 7 

Range 1-7 1-7 1-9 2-9 2-9 

Histogram  

     
Quartiles 
(25&75%) 

1-1 1-5 3.75-7.5 4-8.25 3.75-9 

 

As I am not sure whether these interventions are without debate evidence based I ticked do not know for the last three answering categories; if they are 
evidence based without debate they seem very appropriate to suggest to / discuss with the patient (as they seem not extremely burdensome) although 
they might not be sufficient treatment 

I am not familiar with this intervention so cannot comment on its use in a palliative care population 

This could be a good additional strategy in any case. 

Summary comments: i) unsure about evidence-base/unfamiliar with intervention, ii) always good 
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R4 
Recommendation round 1: R4 Pharmacological evidence-based interventions should be used to treat breathlessness. 
Changed into recommendation round 2: Pharmacological evidence-based interventions should be offered to treat breathlessness in conjunction with 
non-pharmacological interventions and carefully monitored.  

Answer Not at all (n=24) Slightly (n=22) Moderately (n=21) Severely (n=21) Overwhelmingly (n=21) 

Median 1 2 7 9 9 

Range 1-9 1-9 2-9 3-9 3-9 

Histogra
m  

    
 

Quartiles  
(25&75%) 

1-1 1-3 5-9 8-9 9-9 

 

If non-pharma approaches give little benefit. May be appropriate to use pharma and non-pharma approaches 

Provided that they occur in the context of other approaches already described, and are carefully monitored for impact and regularly reviewed. 
should be offered would be better instead of "should be used" 

This is dependent on the origin of the breathlessness; there might also be a reason to start treating beginning breathlessness in order to avoid later larger 
problems. 

Summary comments: i) Combination with non-pharmacological, if non-pharma offer little benefit and should be carefully monitored, ii) should be 
offered instead of should be used, iii) depends on origin of breathlessness (might want to treat light breathlessness to prevent more severe  
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R4a  
Recommendation round 1: Possible useful pharmacological interventions include: Ensure treatment for any underlying causes is optimised.  
Changed into recommendation round 2: No changes made 

Answer Not at all (n=24) Slightly (n=24) Moderately (n=23) Severely  (n=23) Overwhelmingly  (n=23) 

Median 1 9 9 9 9 

Range 1-9 1-9 3-9 3-9 3-9 

Histogram  

    
 

Quartiles  
(25&75%) 

1-2.75 5-9 8-9 9-9 9-9 

 

replication - not appropriate at this point 

This would be my first recommendation! 

Summary comments: i) would be first recommendation, ii) replication – not appropriate  
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R4b  
Recommendation round 1: Morphine via oral (mouth) or parenteral (drip) route, using a sustained low dose.  
Changed into recommendation round 2: No changes made 

Answer Not at all (n=23) Slightly (n=21) Moderately (n=19) Severely  (n=18) Overwhelmingly (n=18)  

Median 1 1 5 9 9 

Range 1-8 1-8 2-9 6-9 7-9 

Histogram  

     

Quartiles  
(25&75%) 

1-1 1-2 5-7 7-9 9-9 

 

Morphine was in our experience not very good against breathlessness (Diazepam as anxiolytic was) apart from maybe taking consciousness of the patient- 
and there I am not sure whether he really didn't feel it because he was still agitated and only got better under Morphine plus Diazepam; oral preparations 
were also difficult to dose, despite slow-release preparation. Best worked a sub-cutaneous pump with continuous release + top-up possibility. 

Oral morphine is appropriate - I would only consider parenteral opioids via the subcut route if the patient is unable to take oral medication 

Summary comments: i) morphine did not work (only morphine + diazepam) ii) one preferred morphine sub-cutaneous, other oral 
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R4c  
Recommendation round 1: Provide oxygen for patients who are hypoxemic at rest or during minimal activity and after careful thought, assessment and 
individualisation.  
Changed into recommendation round 2: No changes made  

Answer Not at all (n=23) Slightly (n=21) Moderately (n=18) Severely  (n=19) Overwhelmingly  (n=19) 

Median 1 1 5.5 9 9 

Range 1-2 1-9 1-9 6-9 6-9 

Histogram  

     
Quartiles  
(25&75%) 

1-1 1-3 4-9 8-9 9-9 

 

would depend on level of hypoxia...if a patient was hypoxic but not bothered to be rid of it one would presume he would be advised of benefits of oxygen 

Summary comments: 1 comment: i) if hypoxic patient is not bothered, he would be advised of benefits oxygen  
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R4d  
Recommendation round 1: Benzodiazepines as second- or third-line therapy, when opioids and non-pharmacological interventions have failed, 
especially if associated with anxiety/panic.   
Changed into recommendation round 2: A short therapeutic trial (within the patient) of benzodiazepines as second- or third-line therapy, when opioids 
and non-pharmacological interventions have failed, especially if associated with anxiety/panic.   

Answer Not at all (n=24) Slightly (n=22) Moderately (n=18) Severely (n=19) Overwhelmingly (n=19) 

Median 1 1 5 8 9 

Range 1-7 1-7 1-9 5-9 5-9 

Histogra
m  

     
Quartiles  
(25&75%) 

1-1 1-1 3.75-7 7-9 8-9 

 

Scored as 7 as need to ensure that they are used specifically for anxiety/panic rather than breathlessness per se 

Summary comments: should be used specifically for anxiety/panic, rather than breathlessness  
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R4e  
Recommendation round 1: Other medications might be useful as well as second-line drugs; including promethazine, corticosteroids, steroids, 
bronchodilators and SSRI’s.  
Changed into recommendation round 2:  Other medications might be useful as well as second-line drugs and could be tested in a therapeutic trial 
(within a patient); including promethazine, corticosteroids, steroids, bronchodilators and SSRI’s.   

Answer Not at all (n=24) Slightly (n=20) Moderately (n=16) Severely (n=17) Overwhelmingly (n=16) 

Median 1 1 4.5 8 9 

Range 1-5 1-6 1-8 1-9 1-9 

Histogram  

    
 

 

Quartiles 
(25&75%) 

1-1 1-2.75 3-6 6.5-9 7.25-9 

 

Confusing recommendation - some of above covered under 'optimising meds for reversible causes' approach earlier; others have no evidence base 

corticosteroids = steroids - but they are without evidence at all  no evidence for SSRIs  bronchodilators are disease specific drugs (if it works breathlessness 
is not refractory)  no evidence for promethazine 

depends on proven effectiveness in each patients situation 

Depends on underlying cause and assessment of risks / benefits 

Summary comments: many comments, i) depends on patient situation (e.g. underlying cause etc), ii) confusing recommendation, some covered under 
‘optimising meds’, others have no evidence base.  
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Final Comments 

I miss a box for final remarks at the end of the list):  The first part of the list is about information needs etc  The recommendations are about the way how to 
communicate with patient and family.  To my opinion this should be done in a optimal way with all patients, independent of their scores of information 
needs.  So all my approprateness-scores are 9 (extremely appropriate)  For the last item, breathlessness, the appropriateness of the recommendations 
depends strongly to the severity of the symptom.  For the anxious family and depressed patient my scores are 'in between those scores'.  Additionally, I 
would propose to formulate the recommendations more patient- and family centred.  Caregivers should always explore first and only do something if the 
patient / family wants him/her to do something 

Summary comments: i) The communication (information) recommendations are always appropriate, breathlessness depends on severity symptoms, 
anxiety and depression in between, ii) Recommendations should be more patient- and family-centered, iii) Patient perspective/preference should 
always be explored. 
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Appendix 4 – Example Delphi question round 2  
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Appendix 5 - Summary results round 2 Delphi study POS items 

 
Summary results round 2 Delphi study POS items 
EURO IMPACT project – July 2014 
Liesbeth van Vliet PhD & Prof Irene Higginson  

Topic: 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
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R1  
Recommendation round 1: Assess patients’ understanding of the illness.  
Changed into recommendation round 2: Always assess patients’ understanding of the illness. 
Final recommendation: DELETED – AS INTEGRATED WITH R4C  

Answer Full info (n=23) Hard to understand (n=23) Liked more (n=23) Little given (n=23) None at all (n=23)  

Median 9.00 9.00 9.00 9.00 9.00 

Range 1-9 1-9 4-9 1-9 1-9 

Quartiles 
 (25&75%) 

9-9 9-9 9-9 9-9 9-9 

% in 1-3 range 8.7 8.7 0 4.3 4.3 

% 7-9 range 91.3 87 95.7 95.7 95.7 

 

As before (Summary comments: always important, even if patient feels fully informed.) 

Important to check what patient etc understands re information given - don't assume understanding 

The answer categories are not 100% discriminating (for instance, there may be overlap between de second and third answer category) 

you can't overdo this because it relates to so many related issues. ilnesses can change very fast, so youn eed to be on top of this area. 

Summary comments: i) always important (don’t assume understanding), ii) answer categories not 100% discriminating  
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R2  
Recommendation round 1: 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.  
Changed into recommendation round 2: 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. 
Final recommendation: No changes made  

Answer Full info (n=23) Hard to understand (n=23) Liked more (n=23) Little given (n=23) None at all (n=23) 

Median 9 9 9 9 9 

Range 1-9 1-9 3-9 1-9 1-9 

Quartiles 
 (25&75%) 

9-9 9-9 9-9 9-9 9-9 

% in 1-3 range 8.6 8.7 4.3 4.3 4.4 

% 7-9 range 91.4 91.3 95.7 95.7 95.7 

 

As before (Summary comments: is always important) 

is routine approach as is recommendation #1 

it is such af fluent area as well - a very difficult process not an event. a ve 

With answer two you measure another dimension of information 

Summary comments: i) always important, ii) answer two is another dimension 
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R3  
Recommendation round 1: Conduct a ‘cultural’ assessment, including the preferences for information disclosure and decision-making. 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.  
Changed into recommendation round 2: Conduct a ‘cultural’ assessment (assess the cultural context), including the preferences for information 
disclosure and decision-making. 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.  
Final recommendation: 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 

Answer Full info (n=22) Hard to understand (n=22) Liked more (n=22) Little given (n=22) None at all (n=22)  

Median 9 9 9 9 9 

Range 1-9 1-9 3-9 1-9 1-9 

Quartiles 
 (25&75%) 

7-9 7-9 8-9 8-9 8.75-9 

% in 1-3 range 9 13.6 4.5 4.5 9 

% 7-9 range 86.5 81.8 86.3 91 91 

Agree with previous comments (Summary comments: i) dependent on cultural context of family, ii) patient should consent to family receiving info, iii) is 
always important) 

but be aware of projections 

essential to understand cultural context and not impose our beliefs. 

Even with cultural differences important to discover wishes of this particular patient 

Recommendation is still wordy. 

The need to provide a more cultural sensitive - aware communication may be inverse than the POS score.  Patients and Families who express they have all 
information, may be those who are most sensitive to a specific cultural approach. Those who already "want information" - go for it, if the patient completes 
the POS. I would not accept a gatekeeping of family members not to involve a patient in information, if he scores "not at all". 

This recommendation seems relevant before the POS is administered, not after the responses have been collected. 

you really have to understand the family dynamics and needs 

Summary comments: i) essential to discover/understand, ii) still wordy, iii) may be inverse than POS scores (all information might be the ones most 
sensitive to cultural approach), iv) relevant before POS is adiminstered 
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R4a 
Recommendation round 1: When providing information, possible useful things to do include: Relevant information must be provided in a quiet, 
comfortable place with privacy and without interruptions.   
Changed into recommendation round 2: No changes made.  
Final comment: When providing information, possible useful things to do include: Relevant information must be provided – if possible – in a quiet, 
comfortable place with privacy and without interruptions.   

Answer Full info (n=22) Hard to understand (n=23) Liked more (n=23) Little given (n=23) None at all (n=23) 

Median 9 9 9 9 9 

Range 1-9 1-9 7-9 8-9 8-9 

Quartiles  
(25&75%) 

8.75-9 8-9 9-9 9-9 9-9 

% in 1-3 range 9 4.3 0 0 0 

% 7-9 range 91 95.7 100 100 100 

 

and ideally also in a 'take-home' format- these sessions are extremely stressful, so people forget a lot. We encourage patients to always write down their 
questions before and to note down answers while sitting there 

dignity 

Key aspect of pall care, but difficult on busy wards. curtains round bed do not provide privacy in 4/6 bedded bays 

Suggest adding " as possible" to end of  this recommendation - it may have to be done in a busy hospital setting 

Summary comments: i) write down questions + answers, ii) key (dignity), but difficult on busy wards – so add ‘as possible’  
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R4b  
Recommendation round 1: Provide information honestly, sensitively, with margin for and balance with hope.  
Changed into recommendation round 2: Provide information honestly, sensitively, with margin for and balance with hope. Hope comprises more than 
hope for a cure or life prolongation, but also includes focusses on achieving something or the way remaining time is spent.  
Final recommendation: Provide – individually tailored - information honestly, 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. 

Answer Full info (n=23) Hard to understand (n=23) Liked more (n=23) Little given (n=23) None at all  (n=23) 

Median 9 9 9 9 9 

Range 1-9 1-9 3-9 1-9 1-9 

Quartiles 
 (25&75%) 

8-9 8-9 8-9 9-9 9-9 

% in 1-3 range 4.3 8.7 4.3 4.3 4.3 

% 7-9 range 95.7 91.3 95.7 95.7 95.7 

Agree with previous comments (Summary comments: always important, ii) what means ‘hope’ (margin for/balance with) – does not have to focus on 
cure/life-prolongation, but could focus on achieving something) 

be aware of differences in perception- uncertainty can be worse than even a bad outcome, so keeping everything up in the air can also have the opposite of 
the intended effect! 

Honestly also means to give information on the expected side effects of palliative chemotherapy  And on the expected time that a patient will live longer by 
choosing chemotherapy (sometimes only a few weeks or months!) 

Nice new wording! 

The concept of how to provide intormation and maintain hope may not mirror the POS scores, it may also not be always "extremely important" depends on 
patients and families. 

Summary comments: i) people have different perceptions (uncertainty can be worse than bad outcome), ii) depens on patients and families 
(irrespectively of POS, not always important), iii) always important  
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R4c  
Recommendation round 1: Provide clear information and check whether the patient understood the information.  
Changed into recommendation round 2:  No changes made   
Final recommendation: Provide clear information and assess (in a caring way) the patient’s understanding of the illness and of the provided 
information 

Answer Full info (n=23) Hard to understand (n=23) Liked more (n=23) Little given (n=23) None at all  (n=22) 

Median 9 9 9 9 9 

Range 1-9 1-9 8-9 8-9 8-9 

Quartiles  
(25&75%) 

9-9 9-9 9-9 9-9 9-9 

% in 1-3 range 8.7 4.3 0 0 0 

% 7-9 range 87 95.7 100 100 100 

 

As before (Summary comments: i) always important, ii) info booklet no substitution for verbal info 

but info booklet as memory help good 

Perhaps "check whether patient understood the information" could be stated with patient as more active, intelligent participant? ...assess the patient's 
understanding of the information? Otherwise it may be difficult to determine what and how to check... 

should be part of best practice 

you are testing the patient/family understanding, but it must be done in a non-patronising, a comdascending way. you don't want to get a stage where 
people get fed up and say 'I have already said this'. So that goes to the skill of the people asking theq uestion to even suggest. So,checking in a very caring 
manner ('m asking this because i want to get this right for you). 

Summary comments: i) always, ii) info booklet might help, ii) ‘assess patients understanding’  instead of ‘check patient understood’ / needed in very 
caring manner  
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R4d 
Recommendation round 1: Verbal information can be accompanied by other methods such as written information (based on individual preferences).   
Changed into recommendation round 2:  Verbal information can be accompanied by other methods such as written information, DVD or video (based on 
individual preferences).  
Final recommendation: Verbal face-to-face information can be accompanied by other methods such as written information (based on individual 
preferences).   

Answer Full info (n=23) Hard to understand (n=23) Liked more (n=23) Little given (n=23) None at all (n=23) 

Median 8 9 9 9 9 

Range 1-9 1-9 4-9 4-9 4-9 

Quartiles  
(25&75%) 

7-9 7-9 8-9 8-9 8-9 

% in 1-3 range 8.7 4.3 0 0 0 

% 7-9 range 78.2 82.6 86.9 82.6 82.6 

 

Agree previous comments (Summary comments: i) always important, useful as reference material in stressful situations, ii) what other examples apart from 
written info?) 

as long as written info etc is supplement to face to face discussion/ exploration 

The dissatisfaction with information, "we wanted information", "questions avoided" may signify more a call for human interaction than for booklets or 
DVDs,   the wording "can be accompagnied", however, is always ok. Again, am not sure if the scoring of the POS question would trigger more or less 
bokklet/DVD. 

Summary comments: i) always important, ii) supplemented to face to face, iii) unsure POS would trigger more booklet 
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R5 
Recommendation round 1: 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.   
Changed into recommendation round 2: 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.   
Final recommendation: No changes made  

Answer Full info (n=23) Hard to understand (n=23) Liked more (n=23) Little given (n=23) None at al  (n=23) 

Median 9 9 9 9 9 

Range 1-9 1-9 8-9 8-9 8-9 

Quartiles  
(25&75%) 

9-9 9-9 9-9 9-9 9-9 

% in 1-3 range 8.6 4.3 0 0 0 

% 7-9 range 91.4 95.6 100 100 100 

 

always good, not dependend on POS scores 

As before (Summary comments: is always important) 

This is good practice 

this is so importnat as human beings. example is eye-contact, that kind of connection phyysicial, verbal is so crucial. it can't be undervalued - that is what 
makes us human. 

Summary comments: i) always (independent of POS scores)  

 

 

 

 

 

 



119 
 

R6  
Recommendation round 1: Conduct a care conference with the patient, family and health care providers to discuss the condition, course of illness, 
treatment options and plan. Care conference can promote communication, trust, increase clinicians’ knowledge of the patient and decrease stress by 
reviewing realistic goals.  
Changed into recommendation round 2: Conduct 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 and plan. Care meetings can promote communication, trust, increase clinicians’ 
knowledge of the patient and decrease stress by reviewing realistic goals. 
Final recommendation: 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, individual’s preferences and plan. Care meetings can promote communication, 
trust, realistic hope, fincrease clinicians’ knowledge of the patient and decrease stress by reviewing realistic goals. 

Answer Full info (n=22) Hard to understand 
(n=21) 

Liked more (n=22) Little given (n=22) None at all (n=22) 

Median 5.5 7 8 9 9 

Range 1-9 1-9 5-9 7-9 7-9 

Quartiles  
(25&75%) 

4.5-9 5.5-9 7.75-9 8-9 9-9 

% in 1-3 range 22.7 9.6 0 0 0 

% 7-9 range 40.9 71.5 86.5 100 100 

 

Allocation of resources, time barrier 

always benficial may depend on resources 

Could be seen as goal setting meeting which possibly links in with providing realistic things to hope for? 

good action relevant for POS score interpretation. 

Important to OFFER a care meeting to patient/ family, esp where there are complex issues. Has ability to assure or alarm some pts/ families 

once again- it is important that the patient knows that the opportunity exists 

This cannot be rushed. this can't be just a exercise that needs to be donebut actually is a real moment/s to discover the intangable requirements as 
opposed to the obvious tangable clinical needs. 

This sounds a bit one-way 

Summary comments: i) appropriate, depends on resources, ii) offer instead of conducted, iii) cannot be rushed; iv) sounds a bit one-way 
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R7  
Recommendation round 1: Initiate advance care planning. This should be based on patients’ and their families’ preferences, goals, values and needs and should be 
conducted by using the completion of directives.  
Changed into recommendation round 2: Offer to initiate advance care planning. This should be based on patients’ and their families’ preferences, goals, values and 
needs and should be conducted by using the completion of directives. 
Final recommendation: DELETED WHOLE RECOMMENDATION – AS MANY PEOPLE COMMENTED THIS IS A DIFFERENT ISSUE THAN POS (AND UNRELATED)  

Answer Full info (n=22) Hard to understand(n=22) Liked more(n=22) Little given(n=22) None at all (n=21) 

Median 9 9 9 9 9 

Range 1-9 1-9 5-9 5-9 5-9 

Quartiles  
(25&75%) 

7.75-9 7.75-9 8-9 9-9 9-9 

% in 1-3 range 4.5 4.5 0 0 0 

% 7-9 range 85.5 85.5 95.5 95.5 95.2 

 

Agree with previous comments (Summary comments: i) most think it is always important, some only if there are complex issues or misunderstanding/confusion ii) only 
invite the individuals patient agrees with, iii) use word ‘care meeting’ or ‘care review’ instead of ‘are conference’, iv) when resources allow 

Explore if = what patient wants. In some ways ACP may arise out of POS questions but as a separate issue. May also be a result of a care meeting 

Not sure if this recommendation sits here. This would be something that should be explored during assessment but not necessarily triggered by POS score. 

the response needs to be heard and respected. 

This is a different issue. The timing of ACP, and its specific elements (legacy work, dreams and other unfinished business, legal aspects, place of death, care  
at death, premortal grief work, prepare proxies for postmortem  new roles, ....) in the course of illness remains to be researched on, also whether a written directives 
document is the holy grail is controversial, trust in the current helath care team may make it unnecessary to complete those. Am also quite unsure, whether these scores 
trigger the need for ACP drectives. 

unrelated to information needs. 

Summary comments: i) is different issue then POS, unrelated to info needs (and POS scores)  
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Topic: 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   No, 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
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'Any of your family or friends' is rather vague.    Why give after 'sometimes' and 'yes always' additional explanation, while you don't give explanations after 
the other categories 

Despite these patient's assessment of family anxiety there would still need to be a general exploration of family issues regardless of scores just to gain 
background 

Even if it is an occasional problem, it still is a problem and therefore should be addressed. If family members feel that they want to explore naturally. 

Having a disussion with various family members could make it easier for them to approach the health care professional and enable probles to be nipped in 
the bud 

I don't like the 3 days in there- there will be patients who had a melt-down 5 days ago and won't tell you! 

if the patient says 'no, not at all', this does not mean that there is no anxiety. family members can hide it or patients might just not see it. So therefore the 
median of 1.00 is rather low 

Whatever the response, it will need exploration in a very subtle manner (not direct). there can be defence, denial, protection for the self and family that 
needs to be handled with care to get to the truth. truth is transient. 

Why is 'it seems to affect their concentration' added to the answer 'Sometimes'?  There are probably manu methods to measure familiy anxiety (f.i. 
emotions, sleeplessness, etc etc)  Suggestion: remove  'it seems to affect their concentration' after the answer 'Sometimes'. 

Summary comments: i) some think exploration of family issues is needed regardless of scores – there can be denial, defence, protection for self and 
family ii) even occasional problems should be addressed, iii) discussion with various family members makes it easier for them to approach hcp, iv) some 
comments on question and answer categories formats.  

R1  
Recommendation round 1: Start by asking the patient and family (if agreed by patient) why they are anxious. 
Changed into recommendation round 2: Start by exploring with the patient and family (if agreed by patient) if they are anxious and if so what is causing 
this anxiety.  
Final recommendation: No changes made  

Answer Not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time (n=23) Yes always (n=23) 

Median 1.00 6.00 7.00 9.00 9.00 

Min-max 1-9 3-9 5-9 7-9 5-9 

Quartiles 
(25&75%) 

1-7 4-7 6-8 8-9 9-9 

% in 1-3 range 65.2 17.4 0 0 0 

% 7-9 range 26 34.7 73.9 100 95.7 
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R2 
Recommendation round 1: A social needs assessment should be done (with the patient and family) to determine current state and risk of poor 
psychological health and grief. A social 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).  
Changed into recommendation round 2: A social needs assessment should be offered (to the patient and family) to determine current state and risk of 
poor psychological health and grief. A social 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). 
Final recommendation: 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). 

Answer Not at all (n=22) Occasionally (n=22) Sometimes (n=22) Most of the time (n=22) Yes always (n=22) 

Median 2 4.5 7 9 9 

Min-max 1-9 1-9 1-9 4-9 5-9 

Quartiles  
(25&75%) 

1-6 2-7 4-8 8-9 9-9 

% in 1-3 range 63.6 43.4 27.2 0 0 

% 7-9 range 18.1 31.7 54.5 90.9 90.9 

 

A social needs assessments seems a substantial action to me.  The appropriateness of such an action depends not only on the severity of the family anxiety, 
but also on the setting and the relationship between health care professional and the patient / their family. A social needs assessment is only appropriate 
within certain settings and relationsships in my opinion. 

I think a rough assessment should be done for everyone to spot potential pitfalls AHEAD of time. Starting with such a complex assessment when you are 
already in trouble and are desperate for quick help doesn't seem very attractive to me! 

It totally depends of the needs and wishes of a specific family 

Once again this should be offered and explored regardless of scores but increasing scores highlight patient's perception of issues 

This is a critical area that does not always get the focus that is needed. I am talking by hcp,social care professionals and commissioners. 

This is a very complicated recommendation! In do not see the point eighter you measure social needs or you measure psychological needs, but do not 
assume by measuring social needs that you measure psychological welbeing. There might be a relationship between ofcourse, but in measures, you should 
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be clear what to measure 

This is always appropriate 

Why not a full psychological assessment? Emphasis seems to be  more on social needs, but psychological needs are not so well emphasized  

Summary comments: i) Rough assessment for everyone, ii) critical area that does not always get attention, iii) Is a substantial action, only appropriate 
within certain settings/relationships, iv) depends on wishes patient/family, v) Social and psychological needs are not always the same, psychological 
should also be emphasized.  

 

R3 
Recommendation round 1: In this (the social needs assessment), it is important to assess caregiver’s own health status and their availability/capacity. 
Caregivers can be older and/or may have health problems of their own. 
Changed into recommendation round 2: No changes made  
Final recommendation: 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. 

Answer Not at all (n=22) Occasionally (n=22) Sometimes (n=22) Most of the time (n=22) Yes always (n=22) 

Median 2 6.5 7.5 9 9 

Min-max 1-9 1-9 1-9 1-9 1-9 

Quartiles 
(25&75%) 

1-7 4-8.25 4.5-8.25 8-9 9-9 

% in 1-3 range 59 18.1 22.7 9 9 

% 7-9 range 31.8 49.9 68.2 81.8 86.5 

 

Aside from availability and capability, perhaps desire och want to should be addressed? 

I do not know of it is logical to take the caregiver's condition into consideration.  It is unclear to me why and how this could play a role in the family anxiety.  
And how a health care professional should handle this in different circumstances. 

Not sure about the last sentence - can this be taken out - "Caregivers can be older" sounds patronising to me.  Also what do you mean by capacity? Capacity 
to continue in the caring role??    Can this be changed to something like:    In this (the social needs assessment), it is important to assess the needs of the 
carer including their health needs, other committments, ability to continue in the caring role and support needed. 

see my previous comment (I think a rough assessment…)- it is good to spot this in advance in order to be able to offer appropriate help. Often carers they 
THINK they can- or rather SHOULD- cope and do that until close to collapsing. Once they then get help, they are grateful for it and say 'should have asked 
for that before'. The correlation with anxiety is unclear to me ( 

there is an issue about  caregivers needs not being fully accounted for by hcp. it is improvimg but there is still a long way to support such people who 
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actually save the country a lot of money. 

This is the patient's perception of carers current status but there may be issues that are not being discussed between them. carers views can be assessed 
without breaking confidentiality but conflicts between patient and carer expectation and ability to provide care may be uncovered. 

Summary comments: i) I don’t know if it is logical to take caregiver’s condition into consideration; ii) delete ‘caregivers can be older’ and change 
‘capacity’, iii) it is good to spot this in advance, iv) caregivers are not fully accounted by for hcp, v) This is patient perception, may be issues that are not 
discussed between them.  

 

R4 
Recommendation round 1: A family conference should be held to exchange information, assess needs, provide emotional support and create a care 
plan.    
Changed into recommendation round 2: A family conference should offered (with patient consent) to exchange information, assess needs, provide 
emotional support and create a care plan.   
Final recommendation: 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). 

Answer Not at all (n=22) Occasionally (n=22) Sometimes (n=21) Most of the time 
(n=22) 

Yes always (n=22) 

Median 2 5 7 9  9 

Min-max 1-9 1-9 1-9 5-9 5-9 

Quartiles 
(25&75%) 

1-7.5 3-8.25 5-8.25 8-9 8-9 

% in 1-3 range 59.1 27.4 9 0 0 

% 7-9 range 27.2 36.5 59 95.5 95.5 

 

A family conference seems very important to explore anxiety etc.  Preferable with the patient also present in such a conference. 

Always important to offer this 

general good practice in specialist unit but may not be so easy in primary care etc 

I would like this offer to be known to the patient- as in: this is what we can do to help you, let us know if you think this is helpful for you. 

If resources allow it is good to ensure that all role players have the same information - can prevent misunderstanding 

Sometimes this will be appropriate and needed, but not in all cases 

Summary comments: i) important to offer (preferably with patient); ii) not so easy in primary care, ii) if resources allow, good to ensure all role players 
have same information, iv) not for everyone  
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R5 
Recommendation round 1: Following assessment, interventions should be (promptly) planned, which are focused on carer’s needs, goals and 
preferences and based on best evidence.  
Changed into recommendation round 2: No changes made 
Final recommendation: No changes made  

Answer Not at all (n=22) Occasionally (n=21) Sometimes (n=22) Most of the time (n=22) Yes always (n=22) 

Median 3 6 7.5 9 9 

Min-max 1-9 2-9 1-9 6-9 6-9 

Quartiles (25&75%) 1-5.25 5-8 6-8.25 8.75-9 9-9 

% in 1-3 range 59.1 47.7 4.5 0 0 

% 7-9 range 13.6 42.8 63.6 95.5 95.5 

 

Carer needs always important, whether worry or anxiety are a part of it or not. 

depends on issus idnetified and carers goals and preferences may be difernet from patient so negotiation etc required 

Do not know what you mean by based on best evidence. 

if needed.   people may have complaints or deficiencies but manage to live with them without wanting an intervention.    the 'promptly' in the 
recommendation causes lower scores for me 

Promptly is important. Being asked whether you need help, the need for help being recognised and then not receiving any is frustrating. Better not having 
asked at all…. 

speedy resonse is crucial and still often people loose hope and faith when they have epxressed a view which is difficult in itself and it appears nothing is 
being done. 

Summary comments: i) carers needs always important, ii) dependents on identified issues, goals/preferences may be different from patient, iii) only if 
needed (not always), iv) promptly is important 
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R5a  
Recommendation round 1: Possible reactions/interventions include: Good care (pain/symptom management) of the patient should be provided.   
Changed into recommendation round 2: Optimize care (pain/symptom management) of the patient.   
Final recommendation: No changes made  

Answer Not at all (n=22) Occasionally (n=22) Sometimes (n=22) Most of the time (n=22) Yes always (n=20) 

Median 9 9 9 9 9 

Min-max 1-9 2-9 1-9 5-9 6-9 

Quartiles 
 (25&75%) 

2-9 6.75-9 7-9 8.75-9 9-9 

% in 1-3 
range 

27.2 13.6 4.5 0 0 

% 7-9 
range 

72.8 77.2 86.3 90 95 

 

Agree that this is important regardless of POS response. 

Agree with summary comments (summary round 1: Summary comments: i) This is always important, ii) family anxiety might be triggered by something else 
than pain or other symptoms) 

Crucial. Pain affects quality of life above all and should always be treated. Even patients who are not in pain should be aware that pain management is 
available so that they don't wait until it's too late. Introducing a pain scale at this point is useful as it is an effective way to assess the pain burde 

I hope that the patient received optimal care and treatment already.  So, may be it is more that the symptom management should be explained, 
communicated better? 

If family anxiety is triggered by patients symptoms, then education of family about a) cause of symptoms, b) their management options and measures, and 
c) family role may be most important.  It is obvious that in Palliative Care we always optimize sy mgmt. 

obviously important and should include all modalities not just physical pain 

optimizing care is not depending on answers to this question 

Summary comments: i) always important (independent on POS score), ii) (perhaps need for better explanation, as this is already received), iii) if anxiety 
triggered by sympoms, then education needed about symptoms, management, family role.  
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R5b  
Recommendation round 1: Emotional support should be provided. This is characterized by empathy, listening, caring, and a continued trusted 
relationship in which relatives feel a valued part of the team.   
Changed into recommendation round 2: Emotional support should be provided. This is characterized by empathy, listening, caring, and a continued 
trusted relationship in which relatives – if appreciated - feel a valued part of the team.   
Final recommendation: 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.  f 

Answer Not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time 
(n=23) 

Yes always (n=23) 

Median 9 9 9 9 9 

Min-max 1-9 2-9 1-9 8-9 8-9 

Quartiles  
(25&75%) 

8-9 8-9 8-9 9-9 9-9 

% in 1-3 range 17.4 4.3 4.3 0 0 

% 7-9 range 82.6 86.9 91.2 100 100 

Agree that emotional support should always be provided, regardless of POS response. 

Agree with summary comments (Summary comments: i) this is always important, ii) depending on carer’s capacity/readiness to be part of team) 

always 

Always appropriate that should be offered. Some may not wish to become a team member, but still kept informed. 

Always important 

as above 

move this recommendation further up as it is the basis of care for patients and relatives 

Not sure about the statement ...in which relatives    - if appreciated - feel a valued part of the team. They are not part of the team. But do need to feel that 
everyone is working together and that the team understand their needs. 

These actions may mix a) reactions to POS scores and required actions, and b) anyway good care.  If family has a No, not all all answer to family anxiety, it 
may not be needed to offer a prioritized "Emotional supportt (empathy, listening, caring, and a continued trusted relationship in which relatives - if 
appreciated - feel a valued part of the team)", however this is for sure part of routine PC.  So it need to be clear that these actions are indeed - in ressource 
challenged situations - prioritized actions. 

Summary comments: i) always important (move further up as is the basis), ii) relatives are not part of the team, iii) part of routine PC – prioritized.  
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R5c 
Recommendation round 1: Good communication to keep the family informed should be provided. 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”).  
Changed into recommendation round 2: 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”).   
Final recommendation: No changes made  

Answer Not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time (n=23) Yes always (n=22) 

Median 9 9 9 9 9 

Min-max 1-9 5-9 1-9 8-9 8-9 

Quartiles 
 (25&75%) 

8-9 9-9 9-9 9-9 9-9 

% in 1-3 range 8.7 0 4.3 0 0 

% 7-9 range 78.2 95.7 91.4 100 100 

 

always important = one of the factors leading to demise of LCP as families felt excluded and not informed re patient's care plan 

As before (Summary comments: i) this is always important, ii) should be offered with patient consent) 

as before, this should be moved further up 

Effective communication in the way that people affected understand for eample the obvious one - translated material (hearing problems). Making sure 
communication is tailored to the family's communication understanding instead of a tick-box procedure. 

see comment 5b, these actions are need for all signals above No, not at all. Even they night be proactive-preventive for No, not at all. 

Summary comments: i) always important (should be moved further up), ii) effective communication is what people understand 
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R5d  
Recommendation round 1: (Psycho) Education should be provided. This includes 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 help and this involvement can improve the relationship between staff and family. 
Changed into recommendation round 2: (Psycho) Education should be offered. Depending on 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 help and 
this involvement can improve the relationship between staff and family. 
Final recommendation: (Psycho) (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. 

Answer Not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time 
(n=23) 

Yes always (n=23) 

Median 8 9 9 9 9 

Min-max 1-9 3-9 1-9 8-9 8-9 

Quartiles (25&75%) 4-9 6-9 8-9 9-9 9-9 

% in 1-3 range 17.3 4.3 4.3 0 0 

% 7-9 range 60.8 73.9 86.9 100 100 

 

Agree with summary comments (Summary comments: i) should be offered instead of provided, ii) should be tailored, explore 
situation/understanding/wishes first) 

same comment as before, also I agree with both summary comments. should be offered, not provided (always needed for signals above ‘no, not at all’) 

should be explored and offered if thought appropriate 

Wording: (Psycho) Education...suggest changing this I am not sure what you mean by using those words. 

Summary comments: i) important, ii) explored and offered if appropriate, iii) other word than ‘psychoeducation’ 
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5Re 
Recommendation round 1: Practical help to remove barriers to care should be provided, such as transportation for appointments, home care and 24-
hour medical advice.  
Changed into recommendation round 2: Practical help to remove barriers to care should be provided depending on resources and needs, such as 
transportation for appointments, home care and 24-hour medical advice. 
Final recommendation: 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  

Answer Not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time 
(n=23) 

Yes always (n=23) 

Median 6 7 8 9 9 

Min-max 1-9 2-9 1-9 3-9 3-9 

Quartiles (25&75%) 3-9 5-9 6-9 8-9 9-9 

% in 1-3 range 34.7 21.7 13 4.3 4.3 

% 7-9 range 47.8 56.5 73.9 91.2 91.2 

 

All summary comments agreed, the more distress, the more important to offer. (Summary comments: i) practical help does not depend on level of family 
anxiety, ii) depends on what causes anxiety, iii) should be tailored but also depends on available resources) 

Depend on available resources and pririotity service provision 

depends on what isues are identified during assessment process 

don't assume anything - explore even the obvious. people may not have a car in the family. sometimes people get in a situation in which they are too 
embarred/stressed to ask for help. There may be a cultural element/stigma as well to ask (e.g. being too proud) 

If this is the concern, then yes. 

Plus help with bureaucracy - applying for benefits etc  This should be offered whether family distressed or not 

structural support should not be depending on the patient needing to complain first- patients should be aware of the options 

The focus needs to be on empowering the familhy to cope 

Summary comments: i) unclear: some only  if identified issues, others say always important and explore everything, ii) focus should be on empowering 
family to cope  
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R5f  
Recommendation round 1: Support should be provided with respect for and facilitation of cultural, religious and social practices and traditions.    
Changed into recommendation round 2: No changes made    
Final recommendation: No changes made   

Answer Not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time 
(n=23) 

Yes always (n=23) 

Median 9.00 9.00 9.00 9.00 9.00 

Min-max 1-9 5-9 1-9 7-9 7-9 

Quartiles  
(25&75%) 

9-9 9-9 8-9 9-9 9-9 

% in 1-3 range 8.7 0 4.3 0 0 

% 7-9 range 86.9 95.7 95.7 100 100 

 

Agree that this should always be done but with cultural sensitivity 

Always! 

This should be the norm irrespective of distress 

Summary comments: always 
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R5g  
Recommendation round 1: The family should be given the opportunity to sometimes withdraw from the caregiving situation (get some mental rest).   
Changed into recommendation round 2:  If feasible, the family should be offered the opportunity to sometimes withdraw from the caregiving situation 
(get some mental rest).   
Final recommendation: The family should be offered - depending on needs, feasibility and resources - the opportunity 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) 

Answer Not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time (n=23) Yes always (n=22) 

Median 9.00 9.00 9.00 9.00 9.00 

Min-max 1-9 2-9 1-9 5-9 6-9 

Quartiles 
 (25&75%) 

6-9 7-9 7-9 9-9 9-9 

% in 1-3 range 17.4 8.6 8.6 0 0 

% 7-9 range 73.8 78.3 86.9 95.7 95.7 

 

Agree with previous comments (Summary comments: i) this should always be done, ii) may be appropriate, depending on source of anxiety) 

depends on what the assessment has identified. carer may need support to discuss this with patient depending on expectations of patient as potential 
source of conflict 

Every borough has their own resource to support carers, we should be ensuring that carers have this information or are able to access it.  I struggle with the 
wording of this recommendation. We can't always offer the opportunity for people to "sometimes" withdraw. Need to know what is available locally. 

i think there could be risk of physical/emotional exhaustion because they may feel a responsiblity at cost of themselves. this is going to be damaging for 
eveybody in the end. 

it can be offering suggestions- e.g. ask friends- family- neighbours to take over for a day or similar, so it does not have to be complicated. Starting in time 
with outsourcing helps to cope longer 

Not only if feasible.  But more important if patient and carers wish such a withdrawal. 

offered yes, if the question is - for the whole set of recommendations - if and how we shall prioritize. This is the question. If I need to make decisions in busy 
clinical care, who and how to invest ressources, we may need to make triage descisions. The scores on POS may indeed guide if we really offer such - in 
principle always appropriate interventions 

This is important and crucial, but how to provide if resources are limited 

Summary comments: i) always, ii) depends on what assessment identified, iii)  can start with offering suggestions – does not need to be complicated, iv) 
important, but question is whether prioritize? / depends on availability  
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R5h 
Recommendation round 1: The (most vulnerable) family should be referred to intensive support services.    
Changed into recommendation round 2: The most vulnerable family should after discussion be offered referral to intensive support services.    
Final recommendation: The (most vulnerable) family should after full assessment and discussion be offered referral to intensive support services.  

Answer Not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time (n=23) Yes always (n=23) 

Median 1.00 3.00 5.00 8.00 9.00 

Min-max 1-9 1-9 1-9 1-9 1-9 

Histogram      
Quartiles 
 (25&75%) 

1-3 2-4 4-6 7-9 8-9 

% in 1-3 range 78.2 73.8 21.6 4.3 4.3 

% 7-9 range 17.4 17.4 34.7 91.3 95.7   

 

As per prevous comments this needs more clarity  

how we support the most vulnerable people is a reflection of all of us. 

if full assessment idnetifes that these scores are reflective of situation 

Still not sure what is meant by intensive support services. Also need to define vulnerable. 

The key question is if the POS scores are identical with the identification of "the most vulnerable family", if so indeed, then the step-wise appropriateness 
scores may apply. However, how is the data about Very vulnerable families and their ability to express family anxiety? 

Why should he / she be referred?  The professionals could also observe how things progress over time?  I think there might be certain criteria for referral.   
It is still unclear to me what 'the most vulnerable family' means. What are the diagnostic criteria? 

Summary comments: i) needs more clarify ‘intensive support’ ‘ vulnerable’, ii) if full assessment identifies scores are reflective of situation, iii) does POS 
identify the most vulnerable? iv) why referred – could also observe progress over time? 
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Topic: 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
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R1 
Recommendation round 1: Conduct a psychosocial assessment; screen for depression with measures as the Brief Edinburgh Depression Scale or PHQ-9. 
Subsequently, diagnose depression with measures as the DSM-IV or ICD-10.  
Changed into recommendation round 2: Conduct a psychosocial assessment; screen for depression with measures as the Brief Edinburgh Depression 
Scale, PHQ-9 or HADS. Subsequently, diagnose depression with measures as the DSM-IV or ICD-10. 
Final recommendation: 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 measures criteria such 
as these of as the DSM-IV or ICD-10. 

Answer No, not at all (n=22) Occasionally (n=22) Sometimes(n=22) Most of the time(n=22) Yes, all the time (n=22) 

Median 1 3.5 6 9 9 

Range 1-9 1-9 1-9 2-9 2-9 

Quartiles  
(25&75%) 

1-1 1-5 4.75-7.25 8-9 8-9 

% in 1-3 range 86.3 50 13.6 4.5 4.5 

% 7-9 range 9.1 9 40.9 86.3 86.4 

 

? need to differentiate low mood/ sadness following diagnosis etc from clinical depression. Differentiation would indicate appropriate response ranging 
from talking therapy to anti-depressants 

agree with iii (iii) psychosocial assessment is always important, screening for depression not (depending on scores)) 

it is naive not to think that people are depressed because there are so many things which are depressing in these circumstances. it would be naive to think 
people do not have elements of being depressed. 

long measures as losted are not feasible in daily care 

No additional comment 

The rang order of the scale is not fully clear to me. Occational and sometimes are interchangable to me. But this could be a language issue 

using HAD may just provide further confirmaiton and facilitiate further discusion with patient however it is the assessment that is important 

Psychological and social assessment are different to my mind; here both are conflated 

Summary comments: i) important to differentiate low mood/sadness from depression, ii) psychosocial assessment always important, screening for 
depression not, iii) are depressing circumstances, iv) not always feasible; v) social and psychological assessment are different 
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R2  
Recommendation round 1: Focus on cognitive/affective symptoms in detecting depression instead of physical symptoms as the latter might be caused 
by the physical disease or the medical treatments. 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.  
Changed into recommendation round 2: Focus on cognitive/affective symptoms in detecting depression next to physical symptoms as the latter might 
be caused by the physical disease or the medical treatments. 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.  
Final recommendation: Focus on cognitive/affective symptoms in detecting depression next toalongside physical symptoms as the latter might be 
caused by the physical disease or the medical treatments. 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 

Answer No, not at all 
(n=23) 

Occasionally (n=23) Sometimes (n=23) Most of the time (n=23) Yes, all the time (n=22) 

Median 1 4 7 9 9 

Range 1-9 1-9 3-9 6-9 7-9 

Quartiles  
(25&75%) 

1-2 2-5 5-9 8-9 9-9 

% in 1-3 range 78.2 43.3 4.3 0 0 

% 7-9 range 21.7 21.7 60.9 95.6 100 

 

also consider past medical history and whether similar symptoms expereinced before and what triggers 

As previous question need careful differentiation 

Summary comments: i) also consider medical history, ii) careful differentiation  
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R3  
Recommendation round 1: Communicate openly with patients and provide information in accordance with their preferences; e.g. determine their needs 
for information (they can change over time) and discuss information in appropriate language.  
Change into recommendation round 2: 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. 
Final recommendation: No changes made  

Answer No, not at all (n=22) Occasionally (n=22) Sometimes (n=22) Most of the time 
(n=22) 

Yes, all the time (n=21) 

Median 9 9 9 9 9 

Range 1-9 1-9 8-9 8-9 7-9 

Quartiles (25&75%) 9-9 9-9 9-9 9-9 9-9 

% in 1-3 range 4.5 4.5 0 0 0 

% 7-9 range 91 95.5 100 100 100 

 

not sure whether appropaite here as seems to be replication of information/communication issues 

Suggest limiting this recommendation  to health relatede rather than all topics. 

this is a recommendation NOT linked to POS scores.  It might be even debatable how to approach a highlx depressed patient (therefore score 7 for yes all 
the time 

this suggestion is not specifically related to depressed patients.  Counts for all (palliative care) patients  

Summary comments: i) Replication of information/communication, limit to health. Ii) not linked to POS scores (not openly with high POS score/for all) 

 

R4  
Recommendation round 1: Enquire about patients’ concerns/feelings and provide emotional support (e.g. provide a listening ear).  
Changed into recommendation round 2: Enquire actively about patients’ concerns/feelings and provide emotional support (e.g. provide a listening ear).  
Final recommendation: Enquire actively about patients’ concerns/feelings and provide emotional support (e.g. provide a listening ear), if appreciated.  

Answer No, not at all (n=23) Occasionally (n=23) Sometimes (n=23) Most of the time (n=23) Yes, all the time  
(n=23) 

Median 9 9 9 9 9 

Range 1-9 1-9 4-9 6-9 7-9 

Quartiles (25&75%) 9-9 9-9 9-9 9-9 9-9 

% in 1-3 range 13 8.6 0 0 0 
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% 7-9 range 82.6 91.4 95.7 95.7 100 

 

Always appropriate 

it is vital 

Its in principle always important, but the not at all patient may not want active emotional enquiries, this is a dosing question 

should be part of normal assessment bu high POS would heighten your awareness of possible issues 

Summary comments: i) always important – high POS heighten awareness,  ii)d dosing (not at all might not want emotional enquires),  

 

 

R5 
Recommendation round 1: Inform patients about sources for support (e.g. community groups).  
Changed into recommendation round 2:  No changes made 
Final recommendation: No changes made 

Answer No, not at all (n=23) Occasionally (n=22) Sometimes (n=23) Most of the time (n=23) Yes, all the time (n=22) 

Median 5 5 9 9 9 

Range 1-9 1-9 3-9 5-9 5-9 

Quartiles  
(25&75%) 

1-9 3-9 6-9 9-9 9-9 

% in 1-3 range 43.5 31.8 4.3 0 0 

% 7-9 range 39 40.9 73.9 87 86.4 

 

Agree previous comment (Summary comments: i) all patients should be made aware of available services) 

The most depressed patients may NOT recommended for a community group 

Summary comments: i) most depressed patients not community group, ii) all patients should be aware  
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R6 
Recommendation round 1:  Refer patients to specialist palliative care for improved symptom control and psychosocial support. Addressing problems 
which are physical (e.g. pain), psychological (e.g. lack of information) and social (e.g. family conflict) may alleviate depressive symptoms.  
Changed into recommendation round 2: Refer patients to specialist palliative care for improved symptom control and psychosocial support. Addressing 
problems which are physical (e.g. pain - scot), psychological (e.g. lack of information), social (e.g. family conflict) or spiritual (e.g. existential questions) 
may alleviate depressive symptoms.  
Final recommendation: Refer – depending on resources – patients to specialist palliative care services for improved symptom control and psychosocial 
support. Addressing problems which are physical (e.g. pain - scot), psychological (e.g. lack of information), social (e.g. family conflict) or spiritual (e.g. 
existential questions) may alleviate depressive symptoms. 

Answer No, not at all 
(n=23) 

Occasionally (n=23) Sometimes (n=23) Most of the time (n=23) Yes, all the time (n=23) 

Median 1 3 6 9 9 

Range 1-9 1-9 1-9 3-9 3-9 

Quartiles 
(25&75%) 

1-2 2-4 4-7 7-9 9-9 

% in 1-3 range 78.3 65.1 17.3 4.3 4.3 

% 7-9 range 17.3 17.3 34.7 82 91.6 

 

As before (Summary comments: i) also task of GP, ii) don’t neglect spiritual component, iii) all patients who are palliative should be made aware of palliative 
care services, iv) referral only after assessment) 

Ensure patients/ family know what services available for them to access 

strongly disagree with iv- we have patients who go into hospices for a while for pain management and overall care and then go back home- these 
institutions are much better suited for that than a hospital. Palliative care/ hospice should never be only the last resort 'to die'- it can actually make an 
important difference for a long while of the remaining life 

very much depends on local resources and level of interest/knowledge /skills of practitioner undertaking assessment 

Summary comments: i) ensure patients know about services, ii) palliative care/hospice not only after assessment (?), iii) depends on 
resources,interest,knowledge, skills of practioner  
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R7  
Recommendation round 1: Provide psychological therapy. Consider factors 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.  
Change into recommendation round 2: Offer psychological therapy. Consider factors 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).  
Final recommendation:  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). 

Answer No, not at all 
(n=22) 

Occasionally (n=22) Sometimes (n=22) Most of the time (n=22) Yes, all the time (n=22) 

Median 1 2 5 9 9 

Range 1-9 1-9 1-9 3-9 3-9 

Quartiles  
(25&75%) 

1-1 1-3 2.75-6 7-9 8.75-9 

% in 1-3 range 91.9 81.8 31.8 4.5 4.5 

% 7-9 range 9.1 4.5 13.6 86.3 91 

 

Aagrre with comment iii: ( i) offer instead of provide, ii) every patient should be made aware of this availability, iii) This (POS) question is a screening 
question – diagnosis of depression is needed for psychotherapy.) 

depends on what the assessment has identified , what local resources are available and the timeframe. 

Patients should know (as in previous question) what is available 

the stigma and general british attitude towards psychological help can be damaging. if you have a long term condition, you get clinical interventions. 
psycholgocial is equally important but we don't see that as an obvious part of the care package because the need for that will only increase. 

Summary comments: I) depends on assessment (POS is screening), ii) patients should know availability  
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R8  
Recommendation round 1: Provide antidepressants. Consider factors 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.  See the Table for an overview of the benefits, side-effects and contra-indications for different antidepressants.   
Changed to recommendation round 1: 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.  See the Table for an overview of the benefits, side-effects and contra-indications for different 
antidepressants.   
Final recommendation: 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*.   

Answer No, not at all 
(n=22) 

Occasionally (n=22) Sometimes (n=21) Most of the time (n=22) Yes, all the time  (n=22) 

Median 1 1 4 8 9 

Range 1-9 1-9 1-9 1-9 1-9 

Quartiles 
 (25&75%) 

1-1 1-2 1-5 7-9 8.75-9 

% in 1-3 range 90.9 95.5 33.4 4.5 4.5 

% 7-9 range 9.1 4.5 9.5 86.4 95.5 

 

Aagree previosj comments (Summary comments: i) offer instead of provide, ii) open discussion is needed of different options, iii) only after full assessment, 
not as fixed solution, iv) non-drugs interventions first.) 

antidepressants needs a full diagnosis of depression (not mild - only moderate or severe) - no evidence for effectiveness for mild depression. 

has to follow the assessment and depends on many other factors 

In an oncology setting, especially one with limited life expectancy, one should not be restrictive with anti-depressants. And telling a dying patients to 
change their life styles to adapt for non-drug interventions…don't know 

it should always be on the table because psychologically it lessens the stigma associated with things like antidepressants (its here if you want it  ) 

This should be dependant upon suitable assessment having been undertaken.  

Summary comments: i) only after full diagnosis of depression (only moderate/severe), depends on many factors, ii) don’t be restrictive (limited time), iii) 
should be on the table 
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Topic: 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 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
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R1  
Recommendation round 1: A physical examination and complete holistic history should be done to determine factors that likely have influenced the 
severity of symptoms.   
Changed into recommendation round 2: No changes made  
Final change: A physical examination and complete holistic history should be done – early on – to determine factors that likely have influenced the 
severity of symptoms.   

Answer Not at all (n=22) Slightly (n=21) Moderately (n=22) Severely (n=22) Overwhelmingly (n=21)  

Median 1 5 9 9 9 

Range 1-9 1-9 4-9 8-9 8-9 

Quartiles 
 (25&75%) 

1-3.5 3-6.5 8-9 9-9 9-9 

% in 1-3 range 77.3 28.6 0 0 0 

% 7-9 range 13.6 23.8 81.8 100 100 

 

Agree witj previous two comments (Summary comments: Only 2 comments: i) priority by more than one symptom, ii) important, partly as preventive) 

Breathlessness is horrendous for the patient who suffers from it, so discovering it early is important 

full examination should be normal for new referral or new symptoms 

it si something people might not be aware of that it is happening to them. it might have a very slow incremental impact people may or may not be aware of. 

Summary comments: i) important (partly preventive/early) – people might not be aware of it, ii) always full examination   
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R2  
Recommendation round 1: Reversible causes of breathlessness should be treated if indicated/appropriate. 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.  
Changed into recommendation round 2: No changes made  
Final recommendation: 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. 

Answer Not at all (n=21) Slightly (n=21) Moderately (n=21) Severely (n=21) Overwhelmingly (n=21) 

Median 1 6 9 9 9 

Range 1-9 1-9 3-9 6-9 7-9 

Quartiles 
 (25&75%) 

1-1 4-9 8.5-9 9-9 9-9 

% in 1-3 range 81 23.9 4.8 0 0 

% 7-9 range 9.5 42.9 85.7 95.2 100 

 

Not only if indicated or appropriate!!  To my opinion only if the patient wishes such a treatment. (shared decision making, advance care planning, etc) 

This forms part of routine good practice 

Summary comments: i) only if patient wishes (not only if indicated/appropriate, ii) good routine practice  
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R3  
Recommendation round 1: Non-pharmacological evidence-based interventions should be used to treat breathlessness 
Changed into recommendation round 2: No changes made  
Final recommendation: Non-pharmacological evidence-based interventions should be used to treat breathlessness (if patient is able to participate) 

Answer Not at all (n=20) Slightly (n=20) Moderately (n=20) Severely (n=20) Overwhelmingly (n=20) 

Median 1 6 9 9 9 

Range 1-9 1-9 1-9 1-9 1-9 

Quartiles 
 (25&75%) 

1-1 4-7.75 8.25-9 9-9 9-9 

% in 1-3 range 85 20 10 5 5 

% 7-9 range 5 40 85 90 90 

 

Agrree prevous comment (Summary comments: 1 comment provided: i) aimed should be to alleviate symptoms using non-pharmocological and 
pharmacological interventions) 

aim should be to alleviate symptoms by whatever means necessary 

Depends on patients ability to participate 

Summary comments: i) pharmacological and non-pharmacological, whatever is needed, ii) depends on ability of patient,  
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R3a  
Recommendation round 1: Possible useful non-pharmacological interventions include: The use of walking aids 
Changed into recommendation round 2: The offering of using walking aids.  
Final recommendation: The offer to use walking aids (following physical assessment). 

Answer Not at all (n=20) Slightly (n=20) Moderately (n=19) Severely  (n=19) Overwhelmingly  (n=19) 

Median 1 3 8 9 9 

Range 1-9 1-9 2-9 3-9 3-9 

Quartiles  
(25&75%) 

1-1 2-3 6-9 8-9 9-9 

% in 1-3 range 90 40 10.5 10.5 5.3 

% 7-9 range 5 10 73.3 89.5 89.6 

 

Following physic assessment 

Is there evidence about the relationship between breathlessness and using walking aids? 

No further comment 

not sure what evidence base advises 

Seems like a physiotherapist should make an assessment and a recommendation. 

strongly agree with iii    are you going to assess a terminal patient with a physio assessment and say 'hm, it's not evidence-based that a walking aid will 
help?!' or will you say 'we give it a try and you return it if it's no use?' (Summary comments: i) not sure how evidence-based this is?, ii) depends on how 
breathlessness manifests – should be determined by physio assessment, iii) patient decides) 

Summary comments: i) unsure about evidence, ii) following physical assessment (by physiotherapist), iii) patient decides  
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R3b  
Recommendation round 1: Education and support around pacing of daily tasks and encouraging physical activity 
Change into recommendation round 2: No changes made   
Final recommendation: Education and support around the pacing of daily tasks and encouraging physical activity, tailored to individual  

Answer Not at all (n=20) Slightly (n=20) Moderately (n=20) Severely (n=20) Overwhelmingly (n=20) 

Median 1 5 9 9 9 

Range 1-9 1-9 3-9 7-9 1-9 

Quartiles  
(25&75%) 

1-1.75 4.25-6.75 8-9 9-9 9-9 

% in 1-3 range 80 20 10 0 5 

% 7-9 range 15 25 85 100 95 

 

Always beneficial to advise pacing daily tasks effectively  as tis allow spatient to focus energy on their own priorities 

needs to be tailored to patient 

prevention is smarter. 

Summary comments: i) always beneficial to pace activities, ii) tailored to patient, iii) prevention is smarter  
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R3c  
Recommendation round 1: Education and support around breathing control/management techniques e.g. active cycle of breathing/pursed lip breathing.  
Changed into recommendation round 2:  No changes made.   
Final recommendation: Education and support around breathing control/management techniques e.g. active cycle of breathing/pursed lip breathing 
(taking patient preference into account) 

Answer Not at all (n=19) Slightly (n=19) Moderately (n=19) Severely  (n=19) Overwhelmingly  (n=19) 

Median 1 5 9 9 9 

Range 1-9 1-9 4-9 7-9 8-9 

Quartiles  
(25&75%) 

1-1 2-5 8-9 9-9 9-9 

% in 1-3 range 84.2 31.6 0 0 0 

% 7-9 range 15.8 10.5 78.9 100 100 

 

agree with ii (Summary comments: i) don’t know about evidence-base, ii) focus should be on reducing symptoms, then on maintenance, iii) rely on 
physiotherapists) 

preventative 

Take patient preference into account 

Summary comments: i) take patient preference into account, ii) one person preventive, other reducing symptoms/maintenance  
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R3d  
Recommendation round 1: Psychosocial support including coping, goal-setting, and distraction/relaxation.  
Changed into recommendation round 2:  Psychosocial support appropriate to situation, e.g. coping, goal-setting, distraction/relaxation, and 
meditation/mindfulness.  
Final recommendation: No changes made  

Answer Not at all (n=20) Slightly (n=19) Moderately (n=20) Severely  (n=20) Overwhelmingly  
(n=20) 

Median 1 4 8 9 9 

Range 1-9 1-9 4-9 6-9 1-9 

Quartiles 
(25&75%) 

1-1 2-5 5.25-9 8.25-9 8.25-9 

% in 1-3 range 90 31.1 0 0 0 

% 7-9 range 10 15.8 70 95 95 

 

An option to explore with the patient. Appropriateness may depend on condition of patient and how close to EoL 

tailored to patient and ability to concnentrate and retain information. Ideally patients should be informaed before they are severely breathless 

this recommendation should not be limited to dealing with breathlessness! 

very much doubt that that is working if you are breathless because a growing tumor compresses your lungs…    for e.g. radiation induced damage as long-
term condition it would make sense 

Summary comments: i) appropriatness depends on condition patient (e.g. ability to concentrate, cause of breathlessness) ii) not limited to 
breathlessness 
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R3e 
Recommendation round 1: The use of a fan.  
Changed into recommendation round 2: No changes made  
Final recommendation: No changes made  

Answer Not at all (n=20) Slightly (n=19) Moderately (n=19) Severely (n=19) Overwhelmingly  (n=18) 

Median 1 4 8 9 9 

Range 1-9 1-9 1-9 4-9 6-9 

Quartiles  
(25&75%) 

1-1 2-5 5-9 8-9 9-9 

% in 1-3 range 90 36.9 10.6 0 0 

% 7-9 range 20 15.8 86.5 89.5 88.9 

 

a fan may appear simple but it is truly effective. 

Evidence ???? 

Think evidence is now disputed but patients still find it helpful and gives relatives something to do and side effects and burden not onerous 

Summary comments: i) simple but patients find it helpful, ii) evidence?  
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R3f  
Recommendation round 1: Neuromuscular electrical stimulation (NMES – non-invasive therapy to improve peripheral muscle strength and exercise 
capacity which may impact favourably on breathlessness)  
Changed into recommendation round 2:  Neuromuscular electrical stimulation (NMES – non-invasive therapy to improve peripheral muscle strength and 
exercise capacity which may impact favourably on breathlessness), if patient cannot exercise himself (mainly in non-cancer settings) 
Final recommendation: 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 himself themselves (mainly in non-cancer settings, depending on cause) 

Answer Not at all (n=15) Slightly (n=14) Moderately (n=13) Severely  (n=13) Overwhelmingly  (n=13) 

Median 1 2 5 7 7 

Range 1-9 1-9 1-9 1-9 1-9 

Histogram       
Quartiles   
(25&75%) 

1-1 1-2.25 4.5-7 5-9 5-9 

% in 1-3 range 86.7 85.7 7.7 7.7 7.7 

% 7-9 range 13.3 14.3 23.1 53.9 53.9 

 

Depends on cause of breathlessness 

Don't know evidence base for this recommendation 

I'm bothered about the evidence-based thing- if you are in a terminal setting, the point is symptom control- and if a fan does it for this particular patient, so 
be it.  This is replacing common sense with calls for evidence! The recommendation could be that the patient gets a fan to test whether this helps, that's a 
no cost thing to the NHS: 

Summary comments: i) depends on cause, ii) evidence unsure (but is about effectiveness)  

  

 

 

 

 



153 
 

R3g  
Recommendation round 1: Chest wall vibration (a non-invasive therapy which aims to stimulate respiratory muscles which may reduce breathlessness). 
Changed into recommendation round 2: No changes made  
Final recommendation: No changes made  

Answer Not at all (n=15) Slightly (n=13) Moderately (n=12) Severely (n=11) Overwhelmingly (n=12) 

Median 1 2 5 6 7 

Range 1-9 1-9 1-9 1-9 1-9 

Quartiles 
(25&75%) 

1-1 1-3 3.25-7 5-8 5-8.75 

% in 1-3 range 93.4 49.7 25 18.2 16.6 

% 7-9 range 6.7 7.7 33.4 45.5 50 

 

? evidence base for this approach 

One comment: i) unsure evidence-base  

 

R4 
Recommendation round 1: R4 Pharmacological evidence-based interventions should be used to treat breathlessness. 
Changed into recommendation round 2: Pharmacological evidence-based interventions should be offered to treat breathlessness in conjunction with 
non-pharmacological interventions and carefully monitored.  
Final recommendation: No changes made  

Answer Not at all (n=20) Slightly (n=19) Moderately (n=20) Severely (n=20) Overwhelmingly (n=19) 

Median 1 2 7.5 9 9 

Range 1-9 1-9 5-9 7-9 8-9 

Quartiles  
(25&75%) 

1-1 2-8 7-9 9-9 9-9 

% in 1-3 range 85 86.4 0 0 0 

% 7-9 range 15 26.3 85 100 100 

 

all options need to be shared (people can take or leav it, that's up to them). 

One comment: i) all options need to be shared  
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R4a  
Recommendation round 1: Possible useful pharmacological interventions include: Ensure treatment for any underlying causes is optimised.  
Changed into recommendation round 2: No changes made 
Final recommendation: No changes made  

Answer Not at all (n=21) Slightly (n=21) Moderately (n=21) Severely  (n=21) Overwhelmingly  (n=21) 

Median 1 9 9 9 9 

Range 1-9 1-9 3-9 6-9 7-9 

Quartiles  
(25&75%) 

1-1 8.5-9 9-9 9-9 9-9 

% in 1-3 range 85.8 14.3 4.8 0 0 

% 7-9 range 14.3 85.7 90.4 95.2 100 

No comments provided  

R4b  
Recommendation round 1: Morphine via oral (mouth) or parenteral (drip) route, using a sustained low dose.  
Changed into recommendation round 2: No changes made 
Final recommendation: Opioids via oral (mouth) or parenteral (drip) route, using a sustained release (long-acting) low dose. 

Answer Not at all (n=18) Slightly (n=17) Moderately (n=15) Severely  (n=16) Overwhelmingly (n=16)  

Median 1 1 5 9 9 

Range 1-9 1-9 1-9 7-9 8-9 

Quartiles  
(25&75%) 

1-1 1-3 5-9 9-9 9-9 

% in 1-3 range 94.4 82.4 6.7 0 0 

% 7-9 range 5.6 11.8 33.4 100 100 

 

not sure about morphine and breathlessness….as it suppresses the respiratory center, rather counter-productive. Diazepam much better to treat anxiety 

What does ‘sustained’ mean? Does it have to be morphine or can it be other opioids? A lot of the peole we see with breathlessness also have major renal 
impairments so we use alternative opioids  

Summary comments: i) other opioids; ii) what is ‘sustained’  
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R4c  
Recommendation round 1: Provide oxygen for patients who are hypoxemic at rest or during minimal activity and after careful thought, assessment and 
individualisation.  
Changed into recommendation round 2: No changes made  
Final recommendation: No changes made  

Answer Not at all (n=19) Slightly (n=18) Moderately (n=17) Severely  (n=18) Overwhelmingly  (n=18) 

Median 1 1 5 9 9 

Range 1-9 1-9 1-9 7-9 8-9 

Quartiles  
(25&75%) 

1-1 1-2.25 5-9 9-9 9-9 

% in 1-3 range 84.2 83.4 17.7 0 0 

% 7-9 range 10.5 11.1 29.4 100 100 

 

All pts who are hypoxemic need oxygen - with or wothout breathlessness  More important and relevant are pts who are non-hypoxemic and breathless > 
there is no evidence for the use of oxygen 

One comment: i) all hypoxic need breathlessness, difficult when non-hypoxic and breathlessness (no evidence) 
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R4d  
Recommendation round 1: Benzodiazepines as second- or third-line therapy, when opioids and non-pharmacological interventions have failed, 
especially if associated with anxiety/panic.   
Changed into recommendation round 2: A short therapeutic trial (within the patient) of benzodiazepines as second- or third-line therapy, when opioids 
and non-pharmacological interventions have failed, especially if associated with anxiety/panic.  
Final recommendation:  DELETED – AS INTEGRATED WITH R4E  

Answer Not at all (n=18) Slightly (n=16) Moderately (n=16) Severely (n=16) Overwhelmingly (n=16) 

Median 1 1 5 8 9 

Range 1-9 1-9 1-9 1-9 1-9 

Quartiles  
(25&75%) 

1-1 1-2 4-6.5 8-9 9-9 

% in 1-3 range 94.4 81.3 18.8 6.3 12.6 

% 7-9 range 5.6 6.3 25.1 87.6 87.4 

 

Depends on illness trajectory and how much time is left? 

depends on level of anxiety and panic and age of patient has to be taken into consideration re dosage. 

Summary comments: i) depends on prognosis?, anxiety, age (for dosage)  
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R4e  
Recommendation round 1: Other medications might be useful as well as second-line drugs; including promethazine, corticosteroids, steroids, 
bronchodilators and SSRI’s.  
Changed into recommendation round 2:  Other medications might be useful as well as second-line drugs and could be tested in a therapeutic trial 
(within a patient); including promethazine, corticosteroids, steroids, bronchodilators and SSRI’s.   
Final recommendation: No changes made  

Answer Not at all (n=17) Slightly (n=16) Moderately (n=15) Severely (n=15) Overwhelmingly (n=15) 

Median 1 1 4 8 9 

Range 1-9 1-9 1-9 1-9 1-9 

Quartiles 
(25&75%) 

1-1 1-2 4-7 7-9 9-9 

% in 1-3 range 88.2 81.3 20 6.7 6.7 

% 7-9 range 11.8 12.6 26.7 93.3 93.3 

 

no evidence for none of these drugs 

Sounds reasonable. 

This duplicates disease modifying therapy and is so broad as to be of no real use 

Summary comments: i) not one comment: some found it no evidence, too broad, others reasonable.  
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Overall comments  

Agree with summary of previous comments (Summary comments: i) The communication (information) recommendations are always appropriate, 
breathlessness depends on severity symptoms, anxiety and depression in between, ii) Recommendations should be more patient- and family-centered, iii) 
Patient perspective/preference should always be explored.) 

as above 

Good to see recommendations now talk of 'offering' and 'exploring' which allows opportunity for patient to reflect on info given and explore options. Also 
good that spiritual/ existential appears as a possible factor. I am left wondering (in the light of the 'abuse' of the LCP by staff who did not implement it 
properly or inform relatives etc) what level of communication are required in order to use this tool effectively. 

I am worried about the extent to which the several recommenations are evidence-based. 

I think that some comments miss the point of a palliative oncology setting where optimal symptom-control as quickly as possible is the goal. In that setting, 
demanding an evidence base for e.g. a fan against breathless ness defies any common sense- Just try it and if it doesn't work, try something else. These are 
no interventions coming with potentially detrimental side effects! 

It is still hard for me to follow the ratio for these recommendations - lots of them are redudant (relevant for all pts). 

itis a critique piece of research on an area that may be easily missed. a lot of these area is this intangabible flow many people in the health care system 
cannot put pounds on, accurate monetary value while these things are so important to individuals and their families. it is reassuring that such research is 
being done. 

Some recommendations are clearly linked to POS scores, other not at all. This might be considered  THe priorisation of recommendations has not been 
asked yet. 

There was a running theme in the comments for many of the recommendations that they represent good care, regardless of the POS responses.  Therefore, 
it might work better if you frame these recommendations not as things to be done IF a patient has a particular response, but rather as things to do in all 
cases.  Less than optimal patient responses should alert providers that these things may need remediation. 

Summary overall comments: i) What level of communication is needed to effectively use this tool (in light of LCP); ii) some comments on evidence-base: 
one person afraid recom are not evidence-based, another mentioned that common sense most important in palliative care; iii) many recommendations 
relevant for all scores/patients – perhaps frame these as ‘always’ and that less than optimal patient reponses should alert providers that these things 
may need remediation? Iv) prioritising of recommendations has not been asked yet  
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Appendix 6 - GRADE & proposition adjustment for Delphi study recommendations  
 

Original GRADE quality of evidence and definitions 

A High quality  
 

further research is very unlikely to change our 
confidence in the estimate of effect 

B Moderate quality  
 

further research is likely to have an important 
impact on our confidence in the estimate of 
effect and may change the estimate 

C Low quality  
 

further research is very likely to have an 
important impact on our confidence in the 
estimate of effect and is likely to change the 
estimate 

D Very low quality  any estimate of effect is very uncertain 

(adapted from: p 926, Guyatt et al. GRADE: an emerging consensus on rating quality of evidence and strength of recommendations. BMJ 336:924-926 

2008)17 

Adaptation GRADE for included sources  

Included source  Used quality 
of evidence  

Adaptation quality of evidence to GRADE approach   

Guidelines for a Palliative Approach in 
Residential Aged Care, Australian Government, 
national health and medical Research Council 
200655 
(based on Currow DC, Hegarty M: Residential 
aged-care facility palliative care guidelines: 
improving care. Int J Palliat Nurs 12:231-3, 
2006)52 

Levels: I, II, III-
1, III-2, III-3, IV 
based on 
NHMRC for 
quantitative 
studies.  
 
For qualitative 
evidence Level 

I – a systematic review of all relevant RCTs 
II – at least one properly designed RCT 
III-1 – well-designed pseudo-RCTs 
III-2 – comparative studies with concurrent controls and allocation not 
randomised, case-control studies, or interrupted time series with a control 
group 
III-3 – Comparative studies with historical control, two or more single-arm 
studies, or interrupted time series without a parallel control group 
IV – case series, either post-test or pre-test and post-test 
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QE and for 
expert opinion 

QE – qualitative evidence 
EO – expert opinion (not used as basis) 

Working group for the Clinical Practice 
Guidelines of Palliative Care. Clinical Practice 
Guideline for Palliative Care. Full version. Madrid: 
National Plan for the NHS of the MSC. Health 
Technologies Assessment Agency of the Basque 
Country, 2008. Clinical practice guidelines in the 
Spanish NHS. Osteba. No 2006/0857 
 

ABCD A – at least one meta-analysis, systematic review or clinical trial rated as 1 ++ 
(i.e. high quality meta-analysis, systematic review of clinical trials, or clinical 
trials with a very low risk of bias)and directly applicable to the target 
population or the guideline; or a body of evidence consisting of studies rated 
as 1 + (i.e. well-conducted meta-analysis, systematic review of clinical trials or 
well-conducted clinical trials with a low risk of bias) and demonstrating overall 
consistency of results 
B – A body of scientific evidence including studies rated as 2++ (i.e. high 
quality systematic reviews of case control or cohort or studies. High quality 
case control or cohort studies with a very low risk of bias and a high 
probability that the relationship is causal), directly applicable to the target 
population of the guideline, and demonstrating overall consistently of results. 
Or extrapolated evidence from studies rated as 1++ (i.e. high quality meta-
analysis, sr of clinical trials or clinical trials) or 1+ (well-conducted meta-
analysis, sr of clinical trials or clinical trials) 
C –Body of scientific evidence including studies rated as 2+ (well-conducted 
case-control or cohort studies with a low risk of bias and moderate probability 
that relationship is causal), directly applicable to target population of the 
guideline and demonstrating overall consistency of results; or extrapolated 
scientific evidence from studies rated as 2++ (high quality sr of case 
control/cohort tudies. High quality case control/cohort studies) 
D – scientific evidence level 3 / 4 (non-analytic studies such as case reports 
and case series), or extrapolated  
evidence from studies rated as 2+ (well-conducted case control/cohort) 
BCP = Best clinical practice (recommended practice based on the clinical 
experience of the guideline development group)  

Rayner L, Higginson I, Price A, et al: The 
management of depression in palliative care: 
European clinical guidelines. Department of 
Palliative Care, Policy & Rehabilitation, London 
2010 37 

GRADE 
approach  

Grade of evidence (high, moderate, low, very low) and strength of 
recommendation (weak, strong) 
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Palliative care guidelines: Depression. Depression 
in Palliative Care. NHS Lothian. Re-issue date: 
August 2010. Review date: August 2013 61 
 
Palliative care guidelines: Breathlessness. 
Breathlessness in Palliative Care. NHS Lothian. 
Re-issue date: August 2010. Review date: August 
2013 63 
 
Palliative Care Guidelines. Pocket Edition 2010. 
Third edition/Version 2. NHS Lothian. 64 

no strength of 
recommendati
on 

 

Palliative care guidelines. Breaking bad news. 59 
http://book.pallcare.info/index.php?tid=109 
 
Palliative care guidelines. Depression 60 
http://book.pallcare.info/index.php?tid=49 
 
Palliative care guidelines. Dyspnoea62 
http://book.pallcare.info/index.php?tid=41 

no strength of 
recommendati
on 

 

National Consensus Project for Quality Palliative 
Care. Clinical practice guidelines for quality 
palliative care. Third Edition. Pittsburgh 
(PA),201358 

no strength of 
recommendati
on 

 

Institute for Clinical Systems Improvement (ICSI). 
Palliative care. Bloomington (MN): Institute for 
Clinical Systems Improvement (ICSI); 2011 Nov56 

GRADE 
approach 

Quality of evidence (high, medium, low) + strength of recommendation (weak, 
strong)  
 
(very low is not included) 

Qaseem A, Snow V, Shekelle P, et al: Evidence-
based interventions to improve the palliative 
care of pain, dyspnea, and depression at the end 
of life: a clinical practice guideline from the 

GRADE 
approach 

High, moderate low (no very low) and Insufficient . (weak strong) 

http://book.pallcare.info/index.php?tid=109
http://book.pallcare.info/index.php?tid=49
http://book.pallcare.info/index.php?tid=41
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American College of Physicians. Ann Intern Med 
148:141-6, 200850 

Wiseman R, Rowett D, Allcroft P, et al: Chronic 
refractory dyspnoea: Evidence based 
management. Australian Family Physician 
42:137, 201344 

NHMRC 
(National 
Health and 
Medical 
Research 
Council) 
approach 

Level 1 – meta-analysis 
Level 4 – case series  
 
(level 2 and 3 are not included)  

Bausewein C, Booth S, Gysels M, et al: Non-
pharmacological interventions for breathlessness 
in advanced stages of malignant and non-
malignant diseases. Cochrane Database Syst 
2008 18 

Adaptation of 
scale (Ebel 
2004, Gomes 
2006) 

High strength = min 3 high quality studies which had performed multivariate 
analysis and >70% of studies had reported similar findings 
Moderate = min 3 high quality studies reported <70% similar findings or a 
minimum of 3 medium quality studies and >50% reported similar findings 
Low evidence = all other studies 

Parker SM, Clayton JM, Hancock K, et al: A 
systematic review of prognostic/end-of-life 
communication with adults in the advanced 
stages of a life-limiting illness: patient/caregiver 
preferences for the content, style, and timing of 
information. J Pain Symptom Manage 34:81-93, 
200724 

NHMRC 
(National 
Health and 
Medical 
Research 
Council) 

IV a – evidence obtained from descriptive studies of provider practices, patient 
behaviours, knowledge, attitudes or a systematic review of the descriptive 
studies.  

Hudson P, Remedios C, Zordan R, et al: Clinical 
Practice Guidelines for the Psychosocial and 
Bereavement Support of Family Caregivers of 
Palliative Care Patients. Melbourne, Australia, 
Centre for Palliative Care, St. Vincent's Hospital 
Melourne, 2010 54 (based on: Hudson P, 
Remedios C, Zordan R, et al: Guidelines for the 
psychosocial and bereavement support of family 
caregivers of palliative care patients. J Palliat 
Med 15:696-702, 2012)28 
 

NHMRC 
grades + 2 
extra grades 
for qualitative 
studies/expert 
opinion  

A – body of evidence can be trusted to guide practice 
B – body of evidence can be trusted to guide practice in most situations 
C – body of evidence provides some support for recommendation(s) but care 
should be taken with its application 
D – body of evidence is weak and recommendation(s) must be applied with 
caution 
E – Qualitative research (not NHMRC grade) 
F – expert opinion (not an NHMRC grade) incl books, theoretical papers, non-
systematic reviews and guidelines  
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Scheunemann LP, McDevitt M, Carson SS, et al: 
Randomized, controlled trials of interventions to 
improve communication in intensive care: a 
systematic review. Chest 139:543-54, 201130 

No strength of 
evidence 

 

Davidson JE, Powers K, Hedayat KM, et al: Clinical 
practice guidelines for support of the family in 
the patient-centered intensive care unit: 
American College of Critical Care Medicine Task 
Force 2004-2005. Critical care medicine 35:605-
622, 200727 

Cochrane 
approach  
ABCD = grade 
of 
recommendati
on 
1abc,2abc,3ab
,4,5=level of 
evidence 

A (1a) = systematic review of RCT 
A(1b)=individual RCT 
A (1c)=when all patients died before treatment, now some survive or when 
some survived, now all 
B (2a)=SR of cohort studies 
B (2b)=invidual cohort study 
B (2c)=outcomes research 
B (3a)=SR of case-control studies 
B (3b)=individual case-control study 
C (4)=case-series (and poor quality cohort and case-control) 
D (5) = expert opinion without explicit critical appraisal, or base on physiology, 
bench research or fist principles.  
 
Please note: more elaborate information can be find in the article of Davidson 
et al., (Table 1), this is a summary of the most important points  

Candy B, Jones L, Drake R, et al: Interventions for 
supporting informal caregivers of patients in the 
terminal phase of a disease. Cochrane Database 
Syst Rev:CD007617, 20126 

No strength of 
evidence 

 

Plonk WM, Jr., Arnold RM: Terminal care: the last 
weeks of life. J Palliat Med 8:1042-54, 200553 

Use of SORT 
grades (Ebell 
et al 2004) 
 
 
 
 
 
Not all results 
are scored, 

A-level = recommendation based on consistent and good quality 
patient-oriented evidence (SR/meta-analysis of high quality studys + high 
quality cohort study, SR/meta-analysis of RCT, RCT, SR/meta-analysis of good 
quality cohort study, prospective cohort with good follow up);  
B-level = Recommendation based on inconsistent or limited quality patient-
oriented evidence (patient-oriented included outcomes that matter to 
patients, morbidity,  mortaility, symptom improvement, cost reduction, quality 
of life).  (SR/meta-analysis of lower quality studies or study with inconsistent 
findings, lower quality cohort or case-control, SR/meta analy sis of lower 
quality clinical trials or of studies with inconsistent findings, lower quality 
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only the most 
important 
recommendati
ons.  

clinical trial, cohort study, case-control study), SR/meta-analysis of lower 
quality cohort study or with inconsistent results, retrospective cohort study or 
prospective with poor follow up, case-control, case-series) 
C-level = Recommendation based on consensus, usual practice, opinion, 
disease-oriented evidence, case series for studies of diagnosis, treatment, 
prevention or screening 

Andershed B: Relatives in end-of-life care--part 1: 
a systematic review of the literature the five last 
years, January 1999-February 2004. J Clin Nurs 
15:1158-6925 

No strength of 
evidence 

 

Ostlund U, Brown H, Johnston B: Dignity 
conserving care at end-of-life: a narrative review. 
Eur J Oncol Nurs 16:353-67, 201234 

 Evidence mainly consist of studies using qualitative methodology (so that 
would be low) 

Hudson PL, Remedios C, Thomas K: A systematic 
review of psychosocial interventions for family 
carers of palliative care patients. BMC Palliat 
Care 9:17, 201029 

 RCTs or review of RCTs (strong evidence) 
1A. calculation of sample size and accurate SD of appropriate outcome 
variables 
1B accurate and standard definition of appropriate outcome variables.  
1C. Neither of above  
Prospective study with comparison group (Non randomised trial, good 
observational, retrospectiy stuy controlling for confounding (fairly strong 
evidence) 

a. Calculation of sample size and accurate standard definition of 
appropriate outcome variables and adjustment for the effect of 
important confounding variables 

b. One or more of the above  
Retrospective or observational studies (weaker evidence) 

a. Comparison group, calculation of sample size, accurate and sd of 
appropriate outcome variables.  

b. Two or more of the above 
c. None of these 

Cross-sectional study, Delphi exercise, consensus of experts (weak evidence) 

Jennings AL, Davies AN, Higgins JP, et al: Opioids 
for the palliation of breathlessness in terminal 

Cochrane Randomised, double-blind, controlled trials were included  
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illness. Cochrane Database Syst Rec 200140 

Mahler DA, Selecky PA, Harrod CG, et al: 
American College of Chest Physicians consensus 
statement on the management of dyspnea in 
patients with advanced lung or heart disease. 
Chest 137:674-91, 201045 

Delphi Delphi (based on systematic review) 

Gallagher R, Roberts D: A systematic review of 
oxygen and airflow effect on relief of dyspnea at 
rest in patients with advanced disease of any 
cause. J Pain Palliat Care Pharmacother 18:3-1539 

 Review of grade 4 studies (case series (and poor quality cohort and case-
control studies)) 

Booth S, Wade R, Johnson M, et al: The use of 
oxygen in the palliation of breathlessness. A 
report of the expert working group of the 
Scientific Committee of the Association of 
Palliative Medicine. Respir Med 98:66-77, 200442 

 Delphi + Review 

Simon ST, Higginson IJ, Booth S, et al: 
Benzodiazepines for the relief of breathlessness 
in advanced malignant and non-malignant 
diseases in adults. Cochrane Database Syst 
Rev:CD00735443 

Cochrane RTC and controlled clinical trials  

Ujeyl M, Muller-Oerlinghausen B: 
[Antidepressants for treatment of depression in 
palliative patients : a systematic literature 
review]. Schmerz 26:523-36, 201238 

 SR of RCTs 

 

Please note that when source already provided information 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 moderate evidence but were 
derived from a high design. In this example a moderate quality rating would be attributed. 
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