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Disclaimer

This Clinical Decision Support Tool (CDST) was produced after carefully considering the avail
evidence and evaluating the opinion of experts (clinicians, researchers and patient representa
Every effort has been made to ensure the accuracyofehit. Nevertheless, the recommendation
contained in this CDSID not override the individual responsibility of healthcare professionals to
make decisions appropriate to their local context and the circumstances ofdodlpatients. The
authors donot assume any legal liability or responsibility for the accuracy or completeness of &
information herein disclosed.
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1. " AAECOI Ol A Al A OAI
The Palliativéor Patient)care Outcome Scale (POS) is a multidimensional outcome measure which
Oty 06S dzaSR Ay OfAyAOFt OIFINB G2 lFaasSaa LI GASydac
over time.It assesses physicalsgtoms, emotional, psychological and spiritaahcerns andneeds
for information and support. 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) awdlidated in many different languages and cultures @@&glt
is available in different languages, includibigtch, German, Portuguese, Spanish, Chinese, Italian,

Punjabi, UrduThe average mean time for completing POS is 7 min for patients rauial fér 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, @9Potor Neurone disease,

HIV). This core POS is part of a familfP@&S measures, including the P®8ocused on physical

symptoms), the APCA African POSttierAfrican setting) and thd?DSintegrating the POS, PSS
and APCA African POBIpre information can be found dtttp://po s-pal.orgd/.

Despite POS being one of the most used outcome measures in clinical palliative prietiesis

still a need for morsupporton 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
manyparticipants 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 worthwhilgn=18/36 comments in the information provision domain

(n=7/36 commentsand regarding family anxiefp=4/36 commentsg) Moreover, a vendisturbing
symptomfor patients®’ and their familes® is breathlessness. Based on these findings, we aimed to
developmore clinical guidance for how to respond to the POS items on patient/family information
needs,family anxiety, patientlepression and patient breathlessness.

To do so, we developeaClinicalDecision Supporfool (DST) on how to respond to various scores

on thesePOStems. Although definitions varythe overriding concept o€DSTs tolink

observations with clinicaxpert and evidencéasedknowledge to help cliniciarte deliver

improved caré CDSTs are planned to be used in real time. They are based on the premise that good
information or assessment alone will not change pi@etThe 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 makeliast decisions in clinical practice. The
advantage ofCDSTs is that they can be incorporated into electronic records and data systems. They
can also béncluded in clinical guideliné

ThisPOS related [@STconsisting of evidenecbased ad expertendorsed recommendationsan be
used tohelp clinicians decide on the bedinical esponses tsome of the complex problems faced

in advance diseasd@he presented recommendations are also applicable for the other POS family of
measuresAll PG5 family of measures focus on the same domains, making recommendations
applicable beyond the core PO3we CDSdan be used by all practitioners working withtients

facing progressive and life threatenillpesses.The recommendations are based on gysatic

reviews and guidelines on these topics and have been developed usingdified Delphi process in
which clinicians, patient representatives and researchers participated.
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Although theproposedrecommendations are based on best evideace expert tnical 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 choicealpngside skilled individual clinical assessment and
1y26ftSR3IAST GF 1Ay M GBI YIOIORIY G AFRMBNVRdIQf LINBTFSN
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 furtheg iastin

practice, to receive feedback on its contents and also to develop CDSTs for other POS items. We

chose to start with those areas where clinicians expressed most difficulty in interpreting the scores

and making the right decisions.
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The(DST on how to respond to different levels of reporldS scores foinformation needs,
family anxiety, patientlepressionand breathlessness palliative caravas created in several steps
1) A systematic search for guidelines aystematic reviews on these topics was conducted
Pubmed, Googlescholéirst 4 pages)Cochrandatabase, York DARE database. The websites @
NICE, National Guideline Clearinghouse, the Canadian Medical Association and google.com (
pages) were andsearched for relevant sources. Three sources of information on more general
guidance on using Patient Reported Outcome Measures (PROMSs) in clinical practice were scr
F2NJ NBtSOFyid AYyF2NNIGA2Y T GKS B, #he BAPS\WhiteHapok]
on Outcome Masures and the ISOQQdza SNAR Q 3JdzA RS 2y BASeeKpehds
for an overview of our search strategy, inclusiand exalision criteria, flowdiagram and overview
of included studies.

2) Data from included sources was extracted and used to create recommendations on ho
clinically respond tinformation needs, family anxietgepression and breathlessness.
3) The recommadations were used in @vo-round, modifiedDelphi study, in order to come t

an expert consensus on the appropriateness of all formulated recommendations for all the diff
scores on the different POS items. Experts were clinicians, researchers @d/faahily
representatives who participated in a twround online Delphstudy hostedviaKeypoint). They
rated the appropriateness of each recommendation for all the different answer categorBS¢0
each POSiem. Appropriateness was ratedon @B OF £ S oWy 24 G F €€ L
F LILINBLINR F §SQ0 6 A GK dpactfBr2omyhéntisee| Apenadi® 2 farlafiiekaingle
For round 2 we circulated the results of round 1 (see Appendix 3) and a summary of the result
round 1 was povided in the online Delphi, which participants were asked to take into account w
rating the recommendations again (see Appendix 4 for an example, and Appendix 5 for a sum
of the results of round 2)

4) The recommendations with a median 6B87n round 2and which did not have30% of
scores in the B and 79 range were deemed as appropridf@® and incluéd in theCDST.
5) The quality césearchevidence 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 seugraded the quality of different study
designs. Based on these designs, we crafted a framework derived from the GRADE frama@Wisr
consisted othe following classificationsA6 NB F f iy M yy/3; ©dirhefa@nalysis, SR of RC
RCT)BO NB T f nfo@eiatey IA Y& dgvdoto@ studies, casmntrol studies)Co NB F  IGVQ |
in GRADEs.g. retrospective, poor quality cohort studies) @dd NB T { vBrolowRy 3 y W Rg.!
qualitative studies, expert opinion) qualigvidence for recommendations.

That being said, this taxonomy is not perfect, as the frameworks used differed in their sensitivi
categorising designs. We rated each recommendation based on theregesit and highest level of
known evidencéi.e.guidelines describing their evidenbase were favoured above systematic
reviews but not if they were oldgr See Appendix 6 for an overview of the frameworks used in th
different guidelines/systematic reviews and how we clasditfeeir designs for thedaptedABCD
framework. Howeverif asource already provided information about the quality of evidence
themselves, we followed their quality rating instead of the design rating. For example, there we
many (non)pharmacological recommendations for howreat breathlessness, which hada
evidenceas described in a Cochrane reviedg(ality design)In this example 8 quality rating
would be attributed.

6) Lastly, the draft decision support tool was commehtipon by experts via email andan
faceto-face meeting Final changes were incorporated.
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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:
Information given but hard to understand

Very little given and some questions were avoided
None at allc when we wanted information

A WNPEFLO

Information given on request but would have liked more

Full information or as much as wanteclways feel free to ask

POS answer: Full information or as much as wantealways feel free to ask0)

Recommendations Quality of | Delphi
research | score
evidence* | (median +

guartiles)

lfgled FaasSaa LI GASYGaQ LINBFSNE|B 9

contentandSEG Sy i 2F AYF2NXYIFGA2Y (KI (9-9)

Aa2NI 2F LISNB2Y ¢9K2 fA1Sa G2 (yz2

Provided information should be based on these preferences.

/ 2y RdzOG + WwWOdzt (0 dzNI f Q toatéxS, induditgyhié 9

preferences for information disclosure and decisioaking of an (7-9)

individual. Be aware that not all ethnic groups prefer to be directly

informed of a lifethreatening diagnosis; sometimes only the family wish

to be informed (oring f 3SR Ay RSOA&AAZ2Y YI 1A

FIYAfASAQ gAaKSa y2a4 G2 G 1S Lk

Relevant information must be providedf possiblec in a quiet, D 9

comfortable place with privacy and without interruptions. (8.759)

Provideg individuallytailored - information honestly, sensitively, with D 9

margin for and balance with hope. Hope comprises more than hope fa (89)

cure or life prolongation, but also includes focus on achieving somethi

or the waythat remaining tme is spent.

t NEOARS Of SENJAYTF2N¥IGA2Y YR I||D 9

understandingf the illness and of the provided information (99)

Verbal faceto-face information can be accompanied by other methods| B 8

such as written information (based on individual preferences). (7-9)

Always show an empathic attitude. Important behaviours include: a D 9

willingness to listen, the use of eyentact,responses to (non)verbal cue (99

and acknowledgement of the patient as an individual.

£



POS answeilnformation given but hard to understangl)

Recommendations Quality of | Delphi
research | score
evidence* | (median +
guartiles)
Always assedsl G A Sy a4 Q LINBFSNByOSa FT2NI|B 9
O2yiGSyid IyR SEGSYyld 2F AYF2NXEGA (9-9)
a2NI 2F LISNA2Z2Y ¢K2 fA1Sa G2 1y2
Provided information should be based on these prefees.
/| 2y RdzOG F WOdzt GdzNI £ Q | aaSaavySyi 9
preferences for information disclosure and decisimaking of an (7-9)
individual. Be aware that not all ethnic groups prefer to be directly
informed of alife-threatening diagnosis; sometimes only the family wish
G2 0SS AYT2NN¥SR 62N Ay@2f @SR Ay
FIYAfASAQ 6AaKSa y2a4 G2 4G 1S LK
Relevant information must be providedf possble ¢ in a quiet, D 9
comfortable place with privacy and without interruptions. (8-9)
Provideg individuallytailored - information honestly, sensitively, with D 9
margin for and balance with hope. Hope comprises more than hope fa (8-9)
cure or life prolongton, but also includes focus on achieving somethin
or the waythat remaining time is spent.
t NEOARS Of SIFNIJAYTF2N¥YIFGA2Y FYR I||D 9
understandingof the iliness and of the provided information (9-9)
Verbal faceo-face information can be accompanied by other methods| B 9
such as written information (based on individual preferences). (7-9)
Always show an empathic attitude. Important behaviours include: a D 9
willingness to listen, the use of eyentact, responses to (non)verbal cug (9-9)
and acknowledgement of the patient as an individual.
POS answeilnformation given on request buivould have liked mord?2)
Recommendations Quality of | Delphi score
Research | (median +
Evidence | quartiles)
lfglea FaasSaa LI GASYGaQ LINBFSNIB 9
ALISOATAO O2yiSyid FtyR SEGSyG 27 (9-9)
youthe sort of person who likes to know everything about their
RAASIFASe 0D t NPGARSR AYTF2NXNI (A
/| 2y RdzO0G F WwWOdzt GdzNF £ Q | aaSaavySy 9
the preferences for informatiodisclosure and decisiemaking of an (8-9)
individual. Be aware that not all ethnic groups prefer to be directly
informed of a lifethreatening diagnosis; sometimes only the family
grhakKSa 2 0S AYF2NNSR 02N Ay @2
theirfamih S3Q ¢6AakKSa y24 G2 GrF1S LI
Relevant information must be providedf possibleg in a quiet, D 9
comfortable place with privacy and without interruptions. (9-9)
Providec individuallytailored - information honestly, sensitively, with | D 9
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margin for and balance with hope. Hope comprises more than hope (89)

cure or life prolongation, but also includes focus on achieving somet

or the waythat remaining time is spent.

t NEOARS Of SIENJAYTF2NNIGA2Y YR |D 9

understandingof the illness and of the provided information (9-9)

Verbal faceto-face information can be accompanied by other method| B 9

such as written information (based on indivel preferences). (89)

Always show an empathic attitude. Important behaviours include: a | D 9

willingness to listen, the use of eyentact, responses to (non)verbal (99

cues and acknowledgement of the patient as an individual.

Offer, dependirg on resources, a care meeting with the patient, family 8

(members should be agreed by patient) and health care providers to (7.759)

discuss the condition, course of illness, treatment optidhs A Y R A ¢

preferencesand plan. Care meetings can promote communication,

GNHZAGE NBIFIfAAGAO K2LISET AYONBI &

decrease stress by reviewing realistic goals.

POS answeNery little given and some questions were avoidél)

Recommendations Quality of | Delphi score
Research | (median +
Evidence | quartiles)

lfogleéea FaasSaa LI GASYydaQ LINBTSNIB 9

ALISOATAO O2yiSyid yR SEGSYyG 27 (9-9)

you the sort of person who likée know everything about their

RAaASIAaASé0 D t NPGARSR AYTF2NXNI (A

/| 2y RdzO0G | WOdzf GdzNF £ Q FaaSaavYSy 9

the preferences for information disclosure and decisinaking ofan (8-9)

individual. Be aware that not all ethnic groups prefer to be directly

informed of a lifethreatening diagnosis; sometimes only the family

gAaKSa 2 0S AYTFT2NNSR 02N Ayod2{

GKSANI Tl YAfASAQ ¢ AigidghSshould Belrespeded

Relevant information must be providedf possiblec in a quiet, D 9

comfortable place with privacy and without interruptions. (99

Providec individuallytailored - information honestly, sensitively, with | D 9

margin for and balance with hope. Hope comprises more than hope (99

cure or life prolongation, but also includes focus on achieving somett

or the waythat remaining time is spent.

ProvideOf S NJ AYF2NXYI GA2Y YR aasSalbD 9

understandingof the illness and of the provided information (9-9)

Verbal faceto-face information can be accompanied by other method| B 9

such as written information (based on individual preferences). (8-9)

Always show an empathic attitude. Important behaviours include: a | D 9

willingness to listen, the use of eyentact,responses to (non)verbal (99)

cues and acknowledgement of the patient as an individual.

Offer, depending on resources, a care meeting with the patient, fami 9

(members should be agreed by patient) and health care providers to (89)

discuss the conditio, course of ilinessy Y RA @A Rdzl £ Qa LJI
treatment options and plan. Care meetings can promote communica

8




GNHza 0> NBFfAAGAO K2LISI AYONBL &
decrease stress by reviewing realistic goals.

POS answemMone at all¢ when we wanted information(4)

Recommendations Quality of | Delphi score
Research | (median +
Evidence | quartiles)

lftglea aasSaa LI GASYydaQ LINSTSNIB 9
specific content and extent of information thatliSNB ¥ S NNB R (9-9)
you the sort of person who likes to know everything about their

RAASIFASe VLD t NEOARSR AYTF2NXNI (A

/| 2y RdzOG F WOdzt GdzNF £ Q | aaSaavySy 9
the preferences for information disclosure and decisimaking of an (8.759)
individual. Be aware that not all ethnic groups prefer to be directly
informed of a lifethreatening diagnosis; sometimes only the family
wishes to be informed (or involved in decision making).(PA Sy G &
GKSANI FFHYATASAQ gAaKSa y20 G2

Relevant information must be providedf possiblec in a quiet, D 9
comfortable place with privacy and without interruptions. (9-9)
Providec individuallytailored - information honestly, sensitively, with | D 9
margin for and balance with hope. Hope comprises more than hope (9-9)

cure or life prolongation, but also includes focus on achieving somett
or the waythat remaining time is spent.

t NPOARS Of SINJAYF2N¥IGAZ2Y YR |ID 9
understandingof the iliness and of the provided information (9-9)
Verbal faceto-face information can be accompanied by other method| B 9
such as written information (based omdividual preferences). (8-9)
Always show an empathic attitude. Important behaviours include: a | D 9
willingness to listen, the use of eyentact, responses to (non)verbal (99
cues and acknowledgement of the patient as an individual.

Offer, depending on resources, a care meeting with the patient, fami 9
(members should be agreed by patient) and health care providers to (99

discuss the condition, course of illnedsy RA @A Rdzl £ Qa LJI
treatment options and plan. Care meetings can podencommunication,
GNHza G NBFfAAGAO K2LISI AYyONBLl &
decrease stress by reviewing realistic goals.

*Note that the quality of research evidence should be interpdatvith caution. The provided

research evidnce 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 iske®ace of evidence either
supporting or not supporting the approach. However, this does not indicate the strength of the
recommendation

FF2S 62dA R £A1S (2 NBFSNI (G2 GKS xAdGFfdFft]1 6Soani
information needsand related communication issuddtp://www.vitaltalk.org/



h@dSNJ GKS

LJ ad o

LYTF2NXYIGA2Y YSS
RIFeas K2g

hd

R a

YdzOK AYF2NXI A2y |

Cdzft f AYF2NXNIGA2Y 2NJ A& YdzOK a GKS& gl yiSR on0v b LYyTFz?
ltfglea aasSa / 2y RdzOG + wOdz @ Relevant Providec individually Provide clear Verbal faceto- Always show an
preferences for information, (assess the cultural context), information tailored - information information and face information empathic attitude.
including the specific content including the preferences for must be honestly, sensitively, assess (in acaring .an pe Important behaviours
and extent of information that | information disclosure and decisien| providedc if with margin for and gl eou . g : -
Ad LINBFSNNBR (¢ making of anindividual. Baxare possiblegin a balance with rope. understandingof accompanied by |nc!ude. a willingness
the sort of persa who likes to that not all ethnic groups prefer to quiet, Hope comprises more | theillness and of other methpds to listen, the use of
know everything about their be directly informed of a life comfortable than hope for a cure or the provided such as written eye-contact,
RA&ASIaSe¢oo threatening diagnosis; sometimes place with life prolongation, but information information responses to
information should be based or only the family wishes to be privacy and also includes focus on (based on (non)verbal cues and
these preferences informed (or involved in,deciAsion, without achieving something or (D) individual acknowledgement of
YFETAYy3OoOd t I GdASy U interruptions. the way that remaining preferences). the patient as an
(B) wishes not to take part in decisions (D) time is spent. ®B) individual
should be espected. (D)
©) (D)
LYF2NXYIGA2Y AAGSY 2y NBIljdzSaid odzi 62dZ R KI @S fA1SR YN KEwW0 ot 63 NH S
onuvuv

All of above recommendations +

Offer, depending on resources, a care meeting with thatient, family (members should be agreed by patient) and health care providers to discuss the condition, course of illness,

treatment optionsS A Y RA @A R dzI dndipfan CanBneelingsScgripote communication, trust, realistic hope, increage@ml ya Q 1y 26t SR3S

reviewing realistic goals.

©

2F G(KS

*Note that the quality of research evidence should be interpreted with caution. The provisearch evidence indicates the nature of the research designs (or the ratings already assigned by different sources) \
have assessed the studies in this field. Where the quality is low it implies that there have been few comparative stlithesttzare is an absence of evidence eitlseipporting or not supporting the approach.
However, this does not indicate the strength of the recommendation.

FF2S8 g2dd R fA1S G2

NBFSNI (2

GKS +AGHEG

This Fiaure has been publishedvanVliet et al.. BMC Medicine 2015. P&3
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POS Question Information needs

Possible answer categories:

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

0.  Full information or as much as wanted — always feel free to ask Information given on request but would have
1. Information given but hard to understand liked more (2) /
2. Information given on request but would have liked more Very little given and some questions were
3. Very little given and some questions were avoided avoided (3) / . 3
4. None at all - when we wanted information None at all - when we wanted information (4)
Recommendation Evidence
Full information or as much as wanted (0) /
Information given but hard to understand (1)
all aforementioned
Recommendation Evidence recommendations, plts:
Always assess patients’ preferences for information, including the specific content and extent of | B
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
Conduct a ‘cultural’ assessment (assess the cultural context), including the preferences for C
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.
Relevant information must be provided - if possible — in a quiet, comfortable place with privacy | D
and without interruptions.
Provide — individually tailored - information honestly, sensitively, with margin for and balance D
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.
Provide clear information and assess (in a caring way) the patient’s understanding of the iliness | D
and of the provided information
Verbal face-to-face information can be accompanied by other methods such as written B
information (based on individual preferences).
Always show an empathic attitude. Important behaviours include: a willingness to listen, the use | D

of eye-contact, responses to (non)verbal cues and acknowledgement of the patient as an
individual.

*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

This Figure has been published in: van Vliet et al., BMC Medicine 2015, 13: 263
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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:

Not at all

Occasionally

Sometimeg it seems to affect their concentration
Most of the time

Yes, always preoccupied with wortyoait me

A WNPEFO

POS answer: No, not at 4D)

Recommendation Quality of | Delphi
Research | score
Evidencé | (median +

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

Emotional support should be providethis is characterized thigtening, | D 9

empathy, caring, and a continued trusig relationship in which relatives (8-9)

can express their concerns agdf appreciated; feel a valued part of

the team.

Good communication to keep the family informed should be provideq D 9

(with patient consent). Information should be adjusted (i.e. tailored) t (8-9)

GKS FlrYAfeéQa ySSRa FyR 0SS LINRO

2y GKS TFlLYAfeQa dzyRSNEGlI YyRAYy 3 |

ALINBIRéE AyaluSIR 2F aiGKS O yOSNJ

(Psycho) Education should be offered (i.e. teaching, explanation). | A 9

Depending on the situation, family wishes and understanding, this cq (4-9)

include information on how to manage the care of a loved one and o

the signs of approaching death. Féies often want to be present and t(

help, and this involvement can improve the relationship between staf

and family.

Support should be provided with respect for and facilitation of culturg No 9

religious and social practices and traditions. available | (9-9)
evidence

The family should be offereddepending on needs, feasibility and D 9

resources the opportunity to sometimes withdraw from the caregiving (6-9)

situation(i.e. get some mental rest/respite carael) get suggestions on

how to organisehis themselves (e.g. with help from family/friends)

12




POS answer: Occasiona(li)

Recommendation Quality Delphi
of score
Research | (median
Evidencé | +
quartiles)
Optimize care (pain/symptom management) of the patient B 9
(6.759)
Emotional support should be providethis is characterized by listening D 9
empathy, caring, and a continued trusig relationship in which relatives (8-9)
can express their concerns agdf appreciated; feel a valued part of the
team.
Good communiation to keep the family informed should be provided | D 9
(with patient consent). Information should be adjusted (i.e. tailored) t (99
GKS FlrYAfeQa ySSRa FyR 0SS LINRG
2y GKS TFlFYAf@&Qa dzy RSNA I afidRAhgsI i
ALINBIFRéE AyaiaSIR 2F aiKS Ol yOSNJ
(Psycho) Education should be offered (i.e. teaching, explanation). A 9
Depending on the situation, family wishes and understanding, this cg (6-9)
include information on how to manage the carka loved one and on
the signs of approaching death. Families often want to be present an
help, and this involvement can improve the relationship between staf
and family.
Support should be provided with respect for and facilitation of culturg No 9
religious and social practices and traditions. available | (9-9)
evidence
The family should be offereddepending on needs, feasibility and D 9
resources the opportunity to sonetimes withdraw from the caregiving (7-9)
situation(i.e. get some mental rest/respite carel) get suggestions on
how to organise this themselves (e.g. with help from family/friends)
Practical help to remove barriers to care should be provided, No 7
depending on resources and needs, such as transportation for available | (5-9)
appointments, home care, 2&our medical advice, and applying for | evidence
benefits
POS answer: Sometimé®)
Recommendation Quality of | Delphi
Research | score
Evidencé | (median
+
quartiles)
Optimize care (pain/symptom management) of the patient B 9
(7-9)
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Emotional support should be providethis is characterized by listening D 9

empathy, caring, and a continued trusig relationship in which relatives (8-9)

can express their concerns agdf appreciated; feel a valued part of the

team.

Good communication to keep the family informed should be provideq D 9

(with patient consent). Information should be adjusted (i.elod) to (99

GKS FTrYAfteQa ySSRa YR 0SS LINRO

2y GKS FFYAfe@Qa dzyRSNBUOIFYRAY3 i

ALINBI Ré AyauSIR 2F aGKS OF yOSNJ

(Psycho) Education should be offered (i.eadging, explanation). A 9

Depending on the situation, family wishes and understanding, this cg (89)

include information on how to manage the care of a loved one and o

the signs of approaching death. Families often want to be present an

help, and this involement can improve the relationship between staff

and family.

Support should be provided with respect for and facilitation of culturg No 9

religious and social practices and traditions. available | (8-9)
evidence

The family should be offereddepending on needs, feasibility and D 9

resources the opportunity to sometimes withdraw from the caregiving (7-9)

situation(i.e. get some mental rest/respite carael) get suggestions on

how to organise this themselves (e.g. withghélom family/friends)

Practical help to remove barriers to care should be provjdegending | No 8

on resources and needs, such as transportation for appointments, hq available | (6-9)

care, 24hour medical advice, and applying for benefits evidence

Start by exploring with the patient and family (if agreed by patient) if | D 7 (68)

they are anxious and if so what is causing this anxiety.

A socialand psychologicaheeds assessment should be offered (to| A 7 (48)

the patient and family) to determine current state and risk of poor

psychological health and griefAn assessment can include the

creation of a genogram/ecomap to cover the family structure and

dynamics, andcanassed FlF YAf ASAaQ fAySa 2

geographic location, needs and goals (e.g. counselling needs, ne

for equipment), and strength and vulnerabilities (e.g. finances,

prior experiences, sexuality/intimacy, caregiver availability).

In the sogal/psychologicalneeds assessment, it is important to assesy A 75 4.5

OF NBIAGBSNDRA 2¢6y KSFHEGK adl ddzaz 8.25)

continue the caring role. Caregivers can be older and/or may have

health problems of their own.

A family conference should be offered (with patient consent) to A 7

exchange information, assess needs, provide emotional support (5-8.25)

and create a care plan (if feasible and resources allow).

Following assessment, interventions should be (promptly) planned, | A 7.5

GKAOK INB F20dzaSR 2y OF NBNRa Yy (6-8.25)

on best evidence.

POS answemost of the time(3)

Recommendation

| Quality of | Delphi
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Research | score
Evidencé | (median +
quartiles)
Optimize care (pain/symptom management) of the patient B 9
(8.759)
Emotional support should be providethis is characterized by listenin| D 9
empathy, caring, and a continued trusig relationship in which relativeg (9-9)
can express their concerns agdf appreciated; feel a valued part of
the team.
Good communication to keep the family informed should be provide( D 9
(with patient consent). Information should be adjusted (ialored) to (9-9)
GKS FTrYAfteQa ySSRa YR 0SS LINRO
2y GKS FIFLYAfeQa dzyRSNBERGlI YRAY3
ALINBIRéE AyaaSIR 2F aiKS O yOSN]
(Psycho) Education should be offered (iemching, explanation). A 9
Depending on the situation, family wishes and understanding, this ¢ (99
include information on how to manage the care of a loved one and @
the signs of approaching death. Families often want to be present at
help, and this inelvement can improve the relationship between staff
and family.
Support should be provided with respect for and facilitation of cultury No 9
religious and social practices and traditions. available | (9-9)
evidence
The family should be offed - depending on needs, feasibility and D 9
resources the opportunity to sometimes withdraw from the caregivin (99
situation(i.e. get some mental rest/respite carel) get suggestions on
how to organise this themselves (e.g. with help from family/friends)
Practical help to remove barriers to care should be providegending | No 9
on resources and needs, such as transportation for appointments, h| available | (8-9)
care, 24hour medical advice, and applying for benefits evidence
Start byexploring with the patient and family (if agreed by patient) if | D 9 (89)
they are anxious and if so what is causing this anxiety.
A sociaheeds assessment should be offered (to the patient and | A 9 (89)
family) to determine current state and risk of poor psyabgital
health and grief. A social assessment can include the creation of
genogram/ecomap to cover the family structure and dynamics, af
Oy FaasSaa FlIYATtASaQ tAySa 27
needs and goals (e.g. counselling needs, neededaipment) and
strength and vulnerabilities (e.g. finances, prior experiences,
sexuality/intimacy, caregiver availability).
Ly GKS a20Alf ySSRa lFaaSaavYSyid|lA 9 (89)
health status, other commitments and ability continue the caring
role. Caregivers can be older and/or may have health problems of th
own.
A family conference shoulde offered (with patient consent) to A 9
exchange information, assess needs, provide emotional support (89)
create a carglan (if feasible and resources allaw)
Following assessment, interventions should be (promptly) planned, | A 9
GKAOK INBE F20dzaSR 2y OF NBNDRa Yy (8-75-9)
best evidence.
The (most vulnerable) family should after full assessment and D 8
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\ discussion be offered referral to intensive support services. \ (7-9)
POS answerYes alway44)
Recommendation Quality of | Delphi
Research | score
Evidencé | (median +
quartiles)
Optimizecare (pain/symptom management) of the patient B 9
(99)
Emotional support should be providethis is characterized by listenin| D 9
empathy, caring, and a continued trusig relationship in which relatives (99
can express their concerns agdf appreciated; feel a valued part of
the team.
Good communication to keep the family informed should be provide( D 9
(with patient consent). Information should be adjusted (i.e. tailored) { (99
GKS FlrYAfeQa ySSRa FyR 0SS LINRG
onthS Fl YAf&Qa dzyRSNREGFYRAY3I 27F
ALINBIRéE AyaaSIR 2F aiKS O yOSN]
(Psycho) Education should be offered (i.e. teaching, explanation). | A 9
Depending on the situation, family wishes and understandimg,could (99
include information on how to manage the care of a loved one and g
the signs of approaching death. Families often want to be present ai
help, and this involvement can improve the relationship between sta|
and family.
Support shald be provided with respect for and facilitation of cultural No 9
religious and social practices and traditions. available | (9-9)
evidence
The family should be offereddepending on needs, feasibility and D 9 (99)
resources the opportunity to sometimes withdraw from the caregivin
situation(i.e. get some mental rest/respite carel) get suggestions on
how to organise this themselves (e.g. withgh&lom family/friends)
Practical help to remove barriers to care should be providegending | No 9 (99)
on resources and needs, such as transportation for appointments, h| available
care, 24hour medical advice, and applying for benefits evidence
Ly GKS a20Alf ySSRa lFaaSaavYSyid|lA 9 (99)
health status, other commitments and ability to continue the caring
role. Caregivers can be older and/or may have health problems of th
own.
Start by exploringvith the patient and family (if agreed by patient) if | D 9
they are anxious and if so what is causing this anxiety. (9-9)
A sociaheeds assessment should be offered (to the patient and | A 9
family) to determine current state and risk of poor psychological (99
health and grief. A social assessment can include the creation of
genogram/ecomap to cover the family structure and dynamics, af
Oy aasSaa FTlIYAfASaQ tAySa 27
needs and goals (e.g. counselling needs, needs for equipmend
strength and vulnerabilities (e.g. finances, prior experiences,
sexuality/intimacy, caregiver availability).
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A family conference shouloe offered (with patient consent) to A 9
exchange information, assess needs, provide emotional supgouat (89)
create a care plan (if feasible and resources allow)

Following assessment, interventions should be (promptly) planned, | A 9
GKAOK INB F20dzaSR 2y OF NBNDRa Yy (9-9)
best evidence.

The (most vulnerable) family should after full assessment and discuy D 9

be offered referral to intensive support services. (89)

*Note that the quality of research evidence should be interpdatvith caution. The provided

research evidence indicateghe 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 absencedehes either
supporting or not supporting the approach. However, this does not indicate the strength of the
recommendation
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CIYAfe& FFyEASGE®
hodSNJ 6KS LI 4G o RI@aINKBPRaAlI gESYTI FEHARUAI TNI & 2
b2G 4G Ittt o6nv

Optimize care
(pain/symptom
management)
of the patient

(B)

Emotional support should be
provided. This is characterizeby
listening, empathy, caring, and a
continued trusting relationship in
which relatives can express their
concerns and; if appreciatedg feel
a valued part of the team

©)

Good communication to keep the
family informed should be
provided (with patient consent).
Information should be adjusted (i.e.
tailored) tod KS FI YA T &Q
be provided in comprehensible
fl y3dz3S oFaSR 2
understanding of the iliness (e.g.
ale aikKS OF yOSNJ
2F aiKS OF yOSNI K
(D)

(Psycho) Education should be offered

(i.e. teaching, explanation). Depending c

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 relationghi

between staff and family.

(A)

~d

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 hel
from family/friends)

©)

hOOFaAaz2yltte o

M

All of above recommendans +

V)

Practical help to remove barriers to care should be providel@pending on resources and needs, such as transportation for appointments, home chi@r2dedical advice, and
applying for benefits
(no available evidence)

- -

Start by exploring

with the patient and
family (if agreed by

patient) if they are
anxious and if so

what is causing this

{2YSGAYSa

OHV

All of above recommendations +

A social and psychological needs assessment should be offered (to t
patient and family) to determine current state and risk of poor
psychological health and griefAn assessment can include the creation ¢
a genogram/ecomap to cover thamily structure and dynamics, and ca
FaaSaa FELYAfASEAQ fAySa 2F 02YYe

goals (e.g. counselling needs, needs for equipment), and strength a

In the social/psychological needs
assessment, it is important to asses
O NBIAGSNRa 26y

commitments and ability to
continue the caring role Caregivers
can be older and/or may have healt

A family conference should be| Following assessment,

offered (with patient consent)
to exchange information,
assess needs, provide

emotional support and create

interventions should be
(promptly) planned,which
I NS F¥2O0dza SR
needs, goals and

anxiety. vulnerabilities (e.g. finances, prior experiences, sexuality/intimacy, problems oftheir own. a care plar(if feasible and | preferences and based on
(D) caregiver availability). (A) resources allow). best evidence.
A (A (A)
e 155
azal 2F UKS GAYS 600 K Sazx fglrea onv

All of above recommendations +

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

(D)

*Note that the quality of research evidence should be interpreted with caution. The provided research evidence indicatdsrihef the researchekigns (or the ratings already assigned by different sources) which have assessed the studies in this field. Wherey tisdawatit
implies that there have been few comparative studies, and that there is an absence of evidence either supportirgupparding the approach. However, this does not indicate the strength of the recommendation.

This Figure has been publishedvan

Vliet et al., BM®ledicine2015, 13: 263



POS question:

Possible answer categories:

Not at all

Occasionally

Sometimes — it seems to affect their concentration
Most of the time

Yes, always preoccupied with worry about me

AwNR O

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

Occasionally (1) |

Recommendation

Evidence

Optimize care (pain/symptom management) of the
patient

B

Evidence

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.

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”).

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)

(Psycho) Education should be offered (i.e. teaching, A
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.

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

The family should be offered - depending on needs, D

‘Note that the quality of research evidence should be interpreted with caution. The provided research eviden

indicates the nature of the research designs (or the ratings already assigned by different sources] which fave &

all
aforementioned
recommendatio
ns, plus:

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 Viiet et al,, BMC Medicine 2015, 13: 263

Most of the time
|_(3)/ Yes, always (4) |
Recommendation | Evidence
Recommendation Evidence ||
all aforementioned recommendations, plus all
aforementioned

plus

Start by exploring with the patient and family D

(if agreed by patient) if they are anxious and if

so what is causing this anxiety.

A social and psychological needs assessment A

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 All

experiences, sexuality/intimacy, caregiver aforementioned

availability). recommendations,
plus

In the social/psychological needs assessment, A

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 family conference should be offered (with A The (most D

patient consent) to exchange information, vulnerable) family

assess needs, provide emotional support and should after full

create a care plan (if feasible and resources assessment and

allow). discussion be

Following assessment, interventions should be | A offered referral to

(promptly) planned, which are focused on intensive support

carer’s needs, goals and preferences and based services.

on best evidence.

e the studies i this feTd. Where the qualty 15
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c. Depression

POS question:
Over the past 3 days, have you been feeling depressed?
Possible answer categories:

No, not at all
Occasionally
Sometimes
Most of the time
Yes, all the time

A WNPEFLO

POS answer: No not at a(i0)

Recommendation Quality of | Delphi
Research | score
Evidence | (median +
* quartiles)

Communicate openly with patients and provide information (on all topi| B 9

in accordance with their preferences; e.g. determine their needs for (99

information (they can change over time) and discuss information in

appropriate language.

9YIljdzZANBE | OGA@Ste | o2dzi LI GASYGa|B 9

support (e.g. provide a listening ear), if appreciated. (99

POS answerOccasionally(1)

Recommendation Quality of | Delphi
Research | score
Evidence | (median +
* quartiles)

Communicate openly with patients and provide information (on all topi| B 9

in accordance with their preferences; e.g. determine their needs for (9-9)

information (they can change over time) and discuss information in

appropriatelanguage.

9YIljdzZANBE | OGA@Ste | o2dzi LI GASYGa|B 9

support (e.g. provide a listening ear), if appreciated. (9-9)
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POS answeiSometimeg2)

Recommendation Quality of | Delphi
Research | score
Evidence | (median +
* quartiles)

Communicate openly with patients and provide information (on all topi| B 9

in accordance with their preferences; e.g. determine their needs for (9-9)

information (they can change over time) and discuss information in

appropriate language.

9YIljdzZANB | OGA@Ste |o2dzi LI GASYyGaB 9

support (e.g. provide a listening ear), if appreciated. (99

Focus on cognitive/affective symptoms in detecting depression alongs B 7

physical symptoms, as the lattanight be caused by the physical diseas (59

or the medical treatment. Examples of cognitive/affective symptoms ai

dysphoric mood, excessive hopelessness, social withdrawal, suicidal

thoughts. Examples of physical symptoms are: weight loss, insomnia,

loss ofenergy, fatigue. Focus on the course of these physical sympton

in detecting depression and consider what triggered similar symptoms

before.

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

(6-9)

POS answemost of the time(3)

Recommendation Quality of | Delphi
Research | score
Evidence | (median +
* quartiles)

Communicate openly with patients and provide information (on all topi| B 9

in accordance with their preferences; e.g. determine their needs for (99

information (they can change over time) and discuss information in

appropriate language.

9YIljdzZANB | OGA@Ste | o2dzi LI GASYGaB 9

support (e.g. provide a listening ear), if appreciated. (9-9)

Focus ortognitive/affective symptoms in detecting depression alongsiq B 9

physical symptoms, as the latter might be caused by the physical dise (89)

or the medical treatment. Examples of cognitive/affective symptoms a

dysphoric mood, excessive hopelessness, sodilatlvawal, suicidal

thoughts. Examples of physical symptoms are: weight loss, insomnia,

of energy, fatigue. Focus on the course of these physical symptoms in

detecting depression and consider what triggered similar symptoms

before.

Inform patients about sources for support (e.g. community groups). B 9
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(99)

Conduct gpsychdogical and sociahssessment (to differentiate between| D 9

low mood and depression); screenif feasible¢ for depression with (89)

measures such as the Brief Edinburgh Depressscale, PH®Q or HADS.

Subsequently, diagnose depression with criteria such as these of the

DSMIV or ICBL0.

Refer¢ depending on resourceg patients to specialist palliative care A 9

services for improved symptom control and psychoso@apport. (7-9)

Addressing problems which are physical (e.g. pain), psychological (e.¢

lack of information), social (e.g. family conflict) or spiritual (e.g.

existential questions) may alleviate depressive symptoms.

Offer psychological therapydepending on assessment and resources).| A 9

Consider factors such as time (treatment might need to be short becal (7-9)

of life-expectancy) and patient preferences in choosing the therapy.

Therapies with proven effectiveness include: CBT and psychotherapy

(n.b. adiagnosis of depression is needed for these interventions).

Offer antidepressants after careful assessment/diagnosis and A 8

consideration of nordrug interventions. An open discussion of options (7-9)

should be held in which antidepressants are not @A RS R | &

a2fdziaz2yaqQe / 2yaiARSNI FI Ol2NAR adz

suicide, possible interactions and contraindications, and patient and

clinician preferences in choosing the antidepressant. Therapies with

proven effectiveness indzZRSY {{wLQaX YANILFT L

POS answerYes, all the time

Recommendation Quality of | Delphi
Research | score
Evidence | (median +
* quartiles)

Communicate openly with patients and provide information (on all topi| B 9

in accordancavith their preferences; e.g. determine their needs for (99

information (they can change over time) and discuss information in

appropriate language.

9YIljdzZANB | OGA@Ste |o2dzi LI GASYGaB 9

support (e.g. provide listening ear), if appreciated. (9-9)

Focus on cognitive/affective symptoms in detecting depression alongsg B 9

physical symptoms, as the latter might be caused by the physical dise (99)

or the medical treatment. Examples of cognitive/affective symptames

dysphoric mood, excessive hopelessness, social withdrawal, suicidal

thoughts. Examples of physical symptoms are: weight loss, insomnia,

of energy, fatigue. Focus on the course of these physical symptoms in

detecting depression and consider whaggered similar symptoms

before.

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

(9-9)
Conduct a psychosocial assessment (to differentiate between low mo¢ D 9

22




and depression); screeqif feasibleg for depression with measessuch (89)
as the Brief Edinburgh Depression Scale, BHQHADS. Subsequently,
diagnose depression wittriteria such as these dfie DSMIV or ICELO.

Refer¢ depending on resourcespatients to specialist palliative care A 9
services for improgd symptom control and psychosocial support. (99
Addressing problems whicre physical (e.g. pginpsychological (e.g. lag
of information), social (e.g. family conflict) or spiritual (e.g. existential
guestions) may alleviate depressive symptoms.

Offer psychological therapy (depending on assessment and resourceg A 9

Consider factorsuchas time (treatment might need to be short becauss (8.759)
of life-expectancy) and patient preferences in choosing the therapy.
Therapies with proven effectiveness inclu@BT and psychotherapy (n.k
a diagnosis of depression is needed for these interventions).

Offer antidepressants after careful assessment/diagnosis and A 9
consideration of nordrug interventions. An open discussion of options (8.759)
should be heldinW A OK | yGARSLINBaalyida | N
a2fdziAz2yaqQe /2yaiARSNI T Ol2NB adz
suicide, possible interactions and contraindications, and patient and
clinician preferences in choosing the antidepressant. Thesapith
LINE Sy SFFSOGAOBSySaa Ayaf dzRSY |

*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 fidlebre 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 Pative Care, Policy & Rehabilitation/European Palliative Care Research
Collaborative)http://www.epcrc.org/getpublication2.php?id=6VW4bQY9JujQVGSItDs6

2) Palliative Care Gidelines NHS Scotland:
http://www.palliativecareguidelines.scot.nhs.uk/documents/depressionfinal. pdf
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http://www.epcrc.org/getpublication2.php?id=6VW4bQY9JujQVGSItDs6
http://www.palliativecareguidelines.scot.nhs.uk/documents/depressionfinal.pdf

t h{ vdzSadA2yyY h@OSNI 6GKS LI &4 o RlIe&ax

b2z y2i Fi Ffdmdno b hOOFaA2Y @ |

Communicate openly with patients and provide information (on all topics)docordance with their | Enquire actively about patient&oncerns/feelings and provide emotional suppor
preferences e.g. determine their needs for information (they can change over time) and discuss (e.g. provide a listening ear), if appreciated.
information in appropriate language. (B)

(B)
— gt

{2YSUGAYSa oHD
All of above recommendations +

Focus on cognitive/affective symptoms tetecting depression alongside physical symptonas the latter might be caused by Inform patients about sources for suppofe.g.
the physical disease or the medical treatment. Examples of cognitive/affective symptoms are: dysphoric mood, excessivé community groups).

hopelessness, social withdrawal, suicidal thoughtantptes of physical symptoms are: weight loss, insomnia, loss of energy (B)

fatigue. Focus on the course of these physical symptoms in detecting depression and consider what triggered similar syn

before.

(B)

—dqa—
azald 2F¥ GKS GAYS o600 b ,Sax Fft GKS GAYS
All of above recommendations +

Conduct a psychological and social| Refer¢ depending on resourcesg patients | Offer psychological therapy (depending Offer antidepressants after careful
assessmen(to differentiate to specialist palliative care servisgfor on assessmenand resources). assessment/diagnosis and consideration of
between low mood and depression)| improved symptom control and Consider factors such as time non-drug interventions. An open discussion of
screer if feasibleg for depression | psychosocial support. Addressing (treatment might need to be short options should be held in which
with measures such as the Brief problems which are physical (e.g. pain), | because of lifeexpectancy) and patient| antidepressants are not provided Hied
Edinburgh Depression Scale, R#IQ | psychological (e.g. lack of informatio preferences in choosing the therapy. | solution€Consider factors such as life
or HADS. Subsequently, diagnose | social (e.g. family conflict) or spiritual (e.g Therapies with proven effectiveness expectancy, side effects, risk of suicide, possi
depression with criteria such as existential questions) may alleviate include: CBT and psychotherapy (n.b. | interactions and contraindications, and patient
these of the DSMV or ICELO. depressive symptoms. diagnosis of depressida needed for and clinician prierences in choosing the

(D) (A) these interventions). antidepressant. Therapies with proven

(A) effectiveness include: S&RImirtazapine,
TCA*,
(A)

*Note that the quality of research evidence should be interpreted with caution. The provided research evidence indicagsrthef the research designs (or the ratings already assigned by different sources) which have assessed th
studies inthis field. Where the quality is low it implies that there have been few comparative studies, and that there is an abssidence either supporting or not supporting the approach. However, this does not indicate the streng
the recommendation.

** Please consult the following guidelines for more detailed information about recommended antidepressants?4

1) Rayner et al 2010. The management of depression in palliative care: European Clinical Guidelines. London: Depatiratwne @drea, Policy &Rabilitation/European Palliative Care Research Collaborative):
http://www.epcrc.org/getpublication2.php?id=6VW4bQY9JujQVGSItDs6

2) Palliative Care Guidelines NHS Scotlatig://www.palliativecarequidelines.scot.nhs.uk/documenti@pressionhal. pdf

This Figure has been publishedvian Vliet et al., BM®ledicine2015, 13: 263
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POS question Depression

Most of the time (3) / Yes all the time (4)

Over the past 3 days, have you been feeling depressed Recommendation Evidence
all aforementioned recommendations, plus
Possible answer categories:
1.  No, notatall
2. Occasionally Conduct a psychological and social assessment (to D
3. Sometimes differentiate between low mood and depression); screen — if
4.  Most of the time feasible — for depression with measures such as the Brief
5, Yes, all the time Edinburgh Depression Scale, PHQ-9 or HADS. Subsequently,
diagnose depression with criteria such as these of the DSM-IV
Sometimes (2) or ICD-10.
Recommendation Evidence | Refer — depending on resources — patients to specialist A
palliative care services for improved symptom control and
No not at all (0)/ all aforementioned psychosocial support. Addressing problems which are physical
occasionally (1) recommendations, plus: (e.g. pain), psychological (e.g. lack of information), social (e.g.
family conflict) or spiritual (e.g. existential questions) may
Recommendation Evidence alleviate depressive symptoms.
Communicate openly with B Offer psychological therapy (depending on assessment and A
patients and provide resources). Consider factors such as time (treatment might
information (on all topics) in need to be short because of life-expectancy) and patient
accordance with their preferences in choosing the therapy. Therapies with proven
preferences; e.g. determine effectiveness include: CBT and psychotherapy (n.b. a diagnosis
their needs for information of depression is needed for these interventions).
(they can change over time) Offer antidepressants after careful assessment/diagnosis and | A
and discuss information in consideration of non-drug interventions. An open discussion
appropriate language. of options should be held in which antidepressants are not
Enquire actively about B provided as ‘fixed solutions’. Consider factors such as life

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

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**.

*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=6VW4bQY9JuiQVGSItDs6

2) Palliative Care

NHS Scotland: hitp://www

lideline:

ot.nhs.uk/doct 1 il pdf

This Figure has been published in: van Vliet et al., BMC Medicine 2015, 13: 263
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d. Breathlessness

POS Question:
tfSF&aS Lidzi I GAOl Ay G(GKS 02E (2 &4K2¢ K2g
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 tde rid of it
2 Moderatelyg limits some activity or concentration
3 Severely, activities or concentration markedly affected
4 Overwhelmingly, unable to think of anything else
POS answer: Slightlybut not be bothered to be rid of1)
Recommendations Quality of | Delphi
Research | score
Evidencé | (median
+
quartiles)
Ensure treatment for any underlying causes is optimised. D 9
(8.59)
POS answer: Moderately, limits some activity or concentrati@j
Recommendations Quality of | Delphi
Research | score
Evidencé | (median
+
quartiles)
Ensure treatment for any underlying causes is optimised. D 9
(99)
A physical examination and complete holistic history should be dane 9
early ong to determine factors that likely have influenced the severity g (89)
symptoms.
Reversible causes of breathlessness should be treated if 9
indicated/appropriate and thepatient wants this. Examples include: (8.59)
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.
Non-pharmacological evidencéased interventions should be usedto | A 9
treat breathlessness (if patient is able to participate). (8.259)
The offer to use walking aids (following physical assessment). B 8
(6-9)
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Education and support around thpacing of daily tasks and encouraging

9

physical activity, tailored to individual. (8-9)
Education and support around breathing control/management B 9
techniques e.g. active cycle of breathing/pursed lip breathing, (taking (89)
patient preference into account).
Psychosocial support appropriate to situation, e.g. coping, gsetting, No 8
distraction/relaxation, and meditation/mindfulness. available | (5.259)
evidence
The use of a fan. No 8
available | (5-9)
evidence
Pharmacological evidenebasedinterventions should be offered to treat| A 7.5
breathlessness in conjunction with nepharmacological interventions (7-9)
and carefully monitored*.
POS answer: Severehactivities or concentration markedly affecte(B)
Recommendations Quality of | Delphi
Research | score
Evidence*| (median
+
quartiles)
Ensure treatment for any underlying causes is optimised. D 9
(9-9)
A physical examination and complete holistic history should be done 9
early ong to determine factors that likely have influenced the severity o (99
symptoms.
Reversible causes of breathlessness should be treated if 9
indicated/appropriate and theatient wants this. Examples include: hea (99
failure, exacerbations of COPD, cardiac arrhythmias, anaemia, pleural
pericardial haemorrhage, bronchial infection, pulmonary embolism,
superior vena cava syndrome, pleural effusion, pain, and depression.
Non-pharmacological evidendgased interventions should be used to A 9
treat breathlessness (if patient is able to participate). (9-9)
The offer to use walking aids (following physical assessment). B 9
(8-9)
Education and support around thpacing of daily tasks and encouraging| D 9
physical activity, tailored to individual. (9-9)
Education and support around breathing control/management techniqy B 9
e.g. active cycle of breathing/pursed lip breathing, (taking patient (99
preference into account).
Psychosocial support appropriate to situation, e.g. coping,-seting, No 9
distraction/relaxation, and meditation/mindfulness. available | (8.259)
evidence
The use of a fan. No 9
available | (8-9)
evidence
Pharmacological evidendmsed interventions should be offered to treat| A 9
breathlessness in conjunction with ngimarmacological interventions an (9-9)
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carefully monitored*.

Opioidsvia oral (mouth) or parenteral (drip) route, using a sustained | A 9
release (longacting)low dose. (99
Provide oxygen for patients who are hypoxemic at rest or during minir 9
activity and after careful thought, assessment and individualisation. (9-9)
Other medications might be useful as well as secdme drugs and could| No 8
be tested in a therapeutic trial (within a patient); including available | (7-9)
benzodiazepine (especially if associated with anxiety/panic), evidence
promethazine, corticosteroids, steroids, bronchodilatokrsy R~ { { w L
Neuromuscular electrical stimulation (NMEShon-invasive therapy to A 7
improve peripheral muscle strength and exercise capacity which may (5-9)
impact favourably on breathlessness), if patients cannot exercise
themselves (mainly in noncancer settings, depending on cause)
POS answer: Overwhelmingly unable to think of anything elsg4)
Recommendations Quality of | Delphi
Research | score
Evidence*| (median
+
quartiles)
Ensure treatment for any underlying causes is optimised. D 9
(99)
A physical examination and complete holistic history should be done 9
early ong to determine factors that likely have influenced the severity o (99
symptoms.
Reversibleauses of breathlessness should be treated if 9
indicated/appropriate and the patient wants this. Examples include: he (99
failure, exacerbations of COPD, cardiac arrhythmias, anaemia, pleural
pericardial haemorrhage, bronchial infection, pulmonary eminalis
superior vena cava syndrome, pleural effusion, pain, and depression.
Non-pharmacological evidendgased interventions should be used to A 9
treat breathlessness (if patient is able to participate). (9-9)
The offer to use walking aigillowing physical assessment). B 9
(99)
Education and support around the pacing of daily tasks and encouragi| D 9
physical activity, tailored to individual. (99
Education and support around breathing control/management techniqy B 9
e.g. active cyclef breathing/pursed lip breathing, (taking patient (99
preference into account).
Psychosocial support appropriate to situation, e.g. coping,-seting, No 9
distraction/relaxation, and meditation/mindfulness. available | (8.259)
evidence
The use of a fan. No 9
available | (9-9)
evidence
Pharmacological evidendmsed interventions should be offered to treat| A 9
breathlessness in conjunction with nqmarmacological interventions ang (99)
carefully monitored*.
Opioidsvia oral (mouthpr parenteral (drip) route, using a sustained low| A 9
dose. (9-9)
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Provide oxygen for patients who are hypoxemic at rest or during minir 9

activity and after careful thought, assessment and individualisation. (9-9)
Other medications might be useful as well as seelimel drugs and could | No 9

be tested in a therapeutic trial (within a patient); including benzodiazep available | (9-9)
(especially if associated with anxiety/panic), promethazine, evidence
corticosteroids, steroids, bronchodilatorsy R { { wL Qa @

Neuromuscular electrical stimulation (NME8on-invasive therapy to A 7
improve peripheral muscle strength and exercise capacity which may (5-9)

impact favourably on breathlessness), if patients cannot exercise
themselves (mainly in norcancer settings, depending on cause)

Chest wall vibration (a nofinvasive therapy which aims to stimulate B 7
respiratory muscles which may reduce breathlessness). (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 fidlekre 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 condt the following guidelines for more detailed information about recommended
pharmacological interventions.

1) Wiseman et al 2013. Chroniefractory dyspnoea. Evidence based management. Austradianily-
Physician, 42;.3, 13¥40: http://www.racgp.org.au/afp/2013/march/chronigefractory-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 idepth guidance on how to respond to anxiety in palliative care:
http://www.eperc.mcw.edu/EPERC/FastFactsindex/ff 145.htm

*+ \We would like to refertothé A OSt & { I dzy BRé&tilssnesg mtérieitioniSsrace for
resouices on managing breathlessness:
http://www.kcl.ac.uk/Ism/research/divisions/cicelysaunders/research/symptom/breathlessness.asp
X
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Ensure treatment for any underlying causes is optimised.

(D)
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All of above recommendations +

A physical Reversible causes of breathlessnes Non- The offer to Education and | Education and support Psychosocial support| The use of | Pharmacological
examination and should be treated if pharmacologic | use walking support around | around breathing appropriate to a fan. evidencebased
complete holistic indicated/appropriate and the al evidence aids the pacing of control/management | situation, e.g. coping, interventions should
history should be . patient wantg this Examples. . baseq (foIIovylng daily tasks.and techniquese.g. active | goatsetting, (no P e e
donegearly ong | include: heart failure, exacerbations interventions physical encouraging . di . available .

to determine of COPD, cardiac arrhythmias, should be assessment) | physical activity, el o SEaing |stract|.on - el s el
factors that likely anaemia, pleural or pericardial usedto treat (B) tailored to pursed lip breathing, | /relaxation, and evidencg | conjunction with norr
have influenced | haemorrhage, bronchial infection, | breathlessness individual. (taking patient meditation pharmacological
the severity of | pulmonary embolism, superior veng  (if patient is (D) preferenceinto /mindfulness. interventions and
symptoms. cava syndrome, pleural effusion, able to account). (No available carefully moriored* *
© pain, and depression. participate). (B) evidence) )
© (A)
=l =

Provide oxygen fopatients who
are hypoxemic at rest or during
minimal activity and after

careful thought, assessment and
individualisation.

©

Opiods via oral (mouth) or
parenteral (drip) route, using a
sustained release (longcting)

low dose.

(A)

{ SOSNBfé& 000

All of above recommendations +
Other medications might be useful as well as secotide
drugs and could be tested in a therapeutic trighithin a
patient); including benzodiazepine (especially if
associated with anxiety/panic), promethazine,
O2NILIAO2a0GSNRPARAT aGSNRBAR

(no available evidence)

g .

Neuromuscular electrical stimulatiofNMES; non-
invasive therapy to improve peripheral muscle
strength and exercise capacity which may impact
favourably on breathlessnessf) patients cannot
exercise themselveémainly in norcancer settings,
depending on cause)
(A)

3

hdSNBKSE YAy3TEte o6no

All of above recommendations +

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

(B)

*Note that the quality of researcévidence should be interpreted with caution. The provided research evidence indicates the nature of the research desigmat(jogs already assigned by different sources) which have assessed the studies in this field. Where the qualityniglilesititat
there have been few comparative studies, and that there is an absence of evidence either supporting or not supportingothehapjpwever, this does n@@iicate 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;14®:Bttp3&vww.racgp.org.au/afp/2013/march/chronigefractory-dyspnoea/

2) Palliative Care Guidelines NHS Scotlatig://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 predégils guidance on howotrespond to anxiety in palliative caréttp://www.eperc.mcw.edu/EPERC/FastFactsindex/ff 145.htm

**We would like to referto the/ A OSt &
This Figure has been publishedvan Vliet et al., BM®ledicine 2015, 13: 263

{ I dzy Bréathesshegsantewentind SQidedor resources on managing breathlegsigegsvww.kcl.ac.uk/lsm/research/divisions/cicelysaunders/resehfsymptom/breathlessness.aspx



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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