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Abstract
Background There is increasing evidence that patients with incurable cancer approaching the end-of-life,
their carers and clinicians want to know how much time is left to live. Prognostic models can help with
planning for the end of life and sorting out affairs, but we know very little about the acceptability of the
models to patients, carers and clinicians.

Method Semi-structured interviews were conducted with a purposive sample of 29 patients, 20 carers and
32 clinicians who took part in a large validation study of prognostic models, to �nd out how acceptable
they are. Interview data were entered into NVivo 10 and analysed using the �ve stages of Framework
Analysis: (i) familiarisation, (ii) developing a thematic framework, (iii) indexing, (iv) charting, and (v)
mapping and interpretation.

Findings The use of prognostic models was acceptable to patients and carers, and largely acceptable to
clinicians. There was marked discrepancy however between the wishes of patients and carers for
prognostic discussions, and the willingness of clinicians to initiate and conduct these
conversations. Clinicians’ reluctance was founded on the dual principles of working in patients’ best
interests and doing no harm, but was at odds with what patients and carers actually wanted. 

Conclusion Prognostic models such as PiPS may be a useful adjunct to clinical decision making, but also
a helpful tool for initiating di�cult conversations at the end of life. In order to conduct these
conversations skilfully, communication skills training tailored to end of life prognostic conversations is
needed.

Introduction
There is increasing evidence that patients with incurable cancer approaching the end-of-life, their unpaid
carers (including next-of-kin) and clinicians want to know how much time is left to live (Gwilliam et al.,
2012; Kirk et al., 2004). Prognostic information can help with planning for the end of life and sorting out
affairs in advance (Steinhauser et al., 2001). For carers, who may be anxious or exhausted, accurate
prognostication can help with decisions about where care will take place. In a systematic review, Parker et
al (2007) found that high levels of information are needed in palliative and end of life care, more so for
caregivers, as the end approaches. For clinicians, prognostic information can help with making provision
for continuing care, stopping treatments that are unlikely to be of bene�t, and enabling as good a death
as possible (Thomas, 2020).

It can be di�cult to predict how long someone with cancer has left to live and clinicians’ estimates tend
to be inaccurate and over-optimistic (Glare et al., 2003). There are many variables to consider such as
type of cancer, extent of metastatic spread, co-morbidities and performance status (Hui, 2015). To make
predictions easier, and in an effort to improve accuracy, validated prognostic indicators have been
developed, for example the Palliative Prognostic Index (PPI) (Morita et al., 1999) the Palliative
Performance Scale (PPS) (Anderson et al., 1996), the Feliu Prognostic Nomogram (FPN) (Feliu et al.,
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2001), the Palliative Prognostic (PaP) score (Glare and Virik, 2001), and our own Prognosis in Palliative
care Study predictor models, PiPS-A and B (Gwilliam et al., 2011). These various prognostic models have
similarities and differences, but principally use algorithms to estimate life expectancy through a
combination of information about diagnosis, change in health status, symptom severity (such as
dyspnoea, fatigue and cachexia), and blood test results to predict physiological deterioration.

The PiPS-A models and corresponding risk categories make predictions based on observable clinical
variables; the PiPS-B models and risk categories additionally incorporate the results of blood tests. Our
original, multi-centre study developed and validated the models in a prospective cohort of 1018 patients
with advanced cancer, who were no longer undergoing disease-modifying treatment (Gwilliam et al.,
2011). We used logistic regression to identify four variables with prognostic signi�cance for two week
survival, and eight variables with prognostic signi�cance for two months survival. We found that the PiPS
scores were able to predict whether a patient was likely to live for “days” (less than 14 days), “weeks”
(between 2 and 7 weeks) or “months” (2 months or longer). Both PiPS-A and PiPS-B were found to be as
accurate as, but no better than, an agreed multi-professional estimate of survival. To further validate the
PiPS (and other) prognostic models, we conducted a large quantitative validation study with 1833 cancer
patients at the end of life, the results of which have been published elsewhere (Kalpakidou et al 2018;
Stone et al, 2021 a; Stone et al, 2021b).  As part of the validation study we conducted a nested qualitative
study to answer questions about acceptability of the models to patients, carers and clinicians. Unless an
intervention is acceptable, it is unlikely to be implemented into clinical practice, as is known from low
uptake of many promising interventions over the years (Muir Gray, 2001).

The results from the validation study showed that the prognostic models had acceptable discrimination
and calibration, but none showed superiority to clinicians’ predictions of survival. We concluded that
before adopting these algorithms into clinical practice, they either need to demonstrate superior accuracy
or other advantages over clinicians’ predictions alone. Our qualitative data answer the second question
about possible advantages of using models alongside clinical judgement.  In this paper we present a
fuller description of the methodology and �ndings of the qualitative data that are presented brie�y in
Stone et al (2021a and 2021b) and conclude that the models have potential utility in supporting
clinicians to initiate di�cult, but essential, conversations about prognoses that might otherwise be
avoided.

Methods
A purposive sample of patients, carers and clinicians who had been asked to participate in the
quantitative PiPS validation study in the Manchester and Derby areas (hospice, community and hospital)
were asked to consider participation in a qualitative interview study. We took a framework approach to
data analysis (Ritchie and Lewis 2003).

Sample
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Twenty nine patients and 20 carers were recruited; all were relatives of the patients (see Tables 1 and 2
for patient and carer demographic details). The majority of patients (25/29; 86%) were recruited from two
hospices in the Greater Manchester area. Patients had received a cancer diagnosis and were eligible for
enrolment into the PiPS validation study (incurable cancer with an estimated survival of less than 1
year).  Five patients had declined to take part in the validation study; their reasons for refusal were
explored during the interview. A smaller number of patients (n=4) were recruited from hospital day care,
and were receiving palliative care in a rural community NHS Trust. A total of 32 clinicians were recruited.
The clinician sample was recruited pragmatically and comprised health care professionals who routinely
cared for terminally ill patients and made prognostic predictions, such as palliative care specialists,
oncologists, nurses and GPs (see Table 3 for clinicians’ demographic details).

The patient and carer sample comprised patients with capacity and carers of patients with or without
capacity, who had agreed to participate in the validation study. We also approached patients and carers
who had declined to participate in the validation study.  We purposively sampled patients and carers
according to gender and age. These are known examples of factors that may in�uence the decision to
receive prognostic information (Bury 1982, McNamara 2001, Chapple  and Ziebland 2002, Sinding and
Wiernikowski 2008, Walshe et al 2008).

Table 1: Patient demographic details
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ID Gender Age Primary tumour Former Occupation Setting In validation study
P1 Male 70 Liver Salesman Hospice Yes
P2 Female 85 Stomach Carer Hospice Yes
P3 Male 76 Prostate Joiner Hospice Yes
P4 Female 61 Breast Chef Hospice Yes
P5 Male 61 Rectum Manager Hospice Yes
P6 Female 63 Ovary Teacher Hospice Yes
P7 Female 71 Skin Teacher Hospice Yes
P8 Male 63 Pancreas Accountant Hospice Yes
P9 Male 80 Lung Printer Hospice Yes
P10 Male 81 Prostate Manager Hospice Yes
P11 Male 70 Bile duct Engineer Hospice Yes
P12 Male 63 Throat Researcher Hospice Yes
P13 Female 80 Lymphoma Tailor Hospice Yes
P14 Female 67 Pancreas HSE inspector Hospice Yes
P15 Female 61 Bladder Receptionist Hospice Yes
P16 Female 84 Colon IT worker Hospice Yes
P17 Male 64 Myeloma Police officer Hospice Yes
P18 Male 65 Oesophagus Mill worker Hospice Yes
P19 Male 79 Lung Boiler worker Hospice Yes
P20 Male 88 Prostate Manager Hospice Yes
P21 Female 92 Lymphoma Housewife Hospice No
P22 Male 73 Colon Carer Hospice No
P23
 

Male 58 Oesophagus Accountant Hospice No

P24 Female 60 Uterus Housewife Hospice No
P25 Female 69 Breast Housewife Hospice No
P26 Female 85 Neck Researcher Day care Yes
P27 Female 72 Lung Secretary  Day care Yes
P28 Male 62 Bowel Engineer Day care Yes
P29 Male 69 Prostate Finance Advisor Day care Yes

 
 

Table 2: Carers’ demographic details
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ID  Gender Age Relationship to
patient

Occupation/ Former
Occupation

Setting Patient in
validation study

C1 Female 42 Daughter Unemployed Hospice Yes
C2 Female 67 Daughter Company Director  Hospice Yes
C3 Female 32 Daughter Admin Clerk Hospice Yes
C4 Female 48 Daughter-in-law Carer Hospice Yes
C5 Female 63 Daughter Personal     assistant  Hospice Yes
C6 Female 78 Wife Teacher Hospice Yes
C7 Female 35 Wife Housewife Hospice Yes
C8 Female 86 Wife Shop Owner Hospice Yes
C9 Male 59 Son Entrepreneur Hospice Yes
C10 Female 46 Daughter Carer Hospice Yes
C11 Female 60 Daughter Nurse Hospice Yes
C12 Female 65 Daughter NHS Admin Clerk Hospice Yes
C13 Female 53 Daughter Secretary Hospice Yes
C14 Female 75 Wife Seamstress Hospice No
C15 Male 50 Son Builder Hospice No
C16 Male 65 Brother Engineer Hospice No
C17 Male 64 Son Engineer  Hospice No
C18 Female 56 Wife Secretary Day

care
Yes

C19 Male 63 Husband Roofer Day
care

Yes

C20 Female 62 Wife Book keeper Day
care

Yes

Table 3: Health care professionals’ demographic details
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ID number Gender Age Professional group/grade
H1 F 28 Staff     nurse (band 5)
H2 F 23 Staff nurse (band 5)
H3 F 25 Staff nurse (band 5)
H4 M 38 GP
H5 M 29 Trainee doctor (F2:  Foundation Year 2)
H6 F 34 Trainee doctor (F1: Foundation Year 1)
H7 M 42 Consultant (palliative care)
H8 F 50 Associate Specialist (palliative care)
H9 M 39 GP
H10 M 32 GP
H11 F 47 GP
H12 F 50 GP
H13 M 45 Consultant (palliative care)
H14 M 57 Consultant (palliative care)
H15 M 28 Trainee doctor (F2)
H16 F 30 Specialist Trainee doctor (palliative care)
H17 F 30 Specialist trainee doctor (palliative care)
H18 F 30 GP
H19 F 34 GP
H20 M 48 Consultant oncologist 
H21 F 36 Specialist palliative care nurse (band 7)
H22 F 45 Specialist palliative care nurse (band 7)
H23 F 42 Consultant (palliative care)
H24 F 44 Consultant (palliative care)
H25 F 31 Trainee doctor (F2)
H26 F 54 Associate specialist (palliative care)
H27 F 45 Consultant (palliative care)
H28 F 46 Consultant oncologist
H29 F 39 Consultant (palliative care)
H30 F 45 Consultant (palliative care)
H31 M 44 Consultant (palliative care)
H32 F 50  Specialist community practitioner (district nurse,)

 
Interviews

Interviews were face-to-face, semi-structured and interactive, and explored the acceptability of PiPS and
other prognostic models. We used topic guides that were iterative to allow new themes that emerged
during interviews to be explored with future participants. Patient/carer interview topic guides included:
experiences of being approached to take part in the PiPS2 prognostic study; perspectives on the
development and use of prognostic indicators; views and opinions about the best and most sensitive
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ways to present prognostic information to patients and or relatives/carers; opinions about the usefulness
of prognostic models. 

Clinicians were shown the prognostic models, and commented on their perceived clinical utility (e.g. ease
of completion and interpretability of outputs). Clinician topic guides included: experiences of making
predictions of survival and telling patients/carers; information currently shared with patients/carers about
prognosis and how it is conveyed; opinions on the development and use in clinical practice of prognostic
indicators/tools; barriers and facilitators to clinical use.

Data analysis

Interview data were entered into NVivo 10 and analysed using the �ve stages of Framework Analysis
(Ritchie and Lewis, 2003): (i) familiarisation, (ii) developing a thematic framework, (iii) indexing, (iv)
charting, and (v) mapping and interpretation. During the �rst stage (familiarisation), the research team
became immersed in the data (Srivastava and Thomson, 2009) by reading and re-reading the transcripts
and discussing emerging themes. Then, a thematic framework was developed based on the topic guide
(Bernard and Ryan, 2010). After this, transcripts were indexed (coded) line by line using the thematic
framework, but remaining open to new themes that emerged (Ritchie and Spencer, 1994). Next, the data
were entered into a chart so that coded extracts could be attributed to individual participants. Finally,
participants’ views were compared and contrasted, and the data were presented schematically
(mapping). Rival explanations were explored.

An iterative and inductive approach to analysis was followed so that data analysis started alongside data
collection. Themes and issues identi�ed from interviews then informed further questions in ongoing and
future interviews. Memoranda and notes were written about emerging themes, to summarise or analyse a
point, and relate emerging ideas and concepts to existing literature. The qualitative research team met on
a regular basis to discuss the development of emerging codes, themes, categories and interpretations.

Findings
Patients’ and carers’ views on prognostication

The majority of patients with advanced cancer and their carers expressed a desire for detailed
information from clinicians about patients’ life expectancy, for example:

Very few patients and carers reported that they received this information, or that if they did receive it, it
was not expressed clearly. A number who had asked about their life expectancy commented that doctors
tended to be vague, over optimistic and unwilling to deliver news that was considered bad or uncertain:

“Doctors are reluctant to give estimates of survival, their approach is very uncommunicative. When the
prognosis is negative, you have to really probe and ask lots of questions, doctors would rather get out of
giving you negative information altogether. I think it's because they don’t want to give people bad news”.
(male patient, aged 61; hospice; ID P5)
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The main reason both patients and carers gave for wanting more detailed prognostic information was to
make plans and sort out family affairs.  This related to both individual and family �nances, and making
funeral arrangements:  

 “I think if I had a rough idea I think that would make things a little bit easier for me, with regards to
organising his affairs and planning his funeral.”  (female carer; aged 35; hospice; ID C7).

Clearly, accurate prognostic information would give patients and carers a clearer time frame within which
to plan for the immediate and longer term future.

Patients’ and carers’ views on PiPS

All of the patients and carers considered that the PiPS prognostic models were acceptable for use in
clinical practice and could potentially be a useful aid to predicting life expectancy with greater accuracy.
As one patient commented:

“I think the tool is useful as it gives an indication of time left for people, however accurate it might be, that
doctors can then pass on. At least it’s not this big open space that I have at the moment, the tool would
help narrow the time frame, at least to give patients like me some idea”.  (female patient; aged 71;
hospice; ID P7)

Additionally, as clinicians were reported to be either vague about life expectancy or reluctant to discuss it,
patients and carers speculated that PiPS could help clinicians initiate sensitive conversations about
prognoses. Currently, it appeared that patients were often the �rst to broach the subject: 

At the end of the day doctors leave patients to ask about prognostic information because they [Drs] don’t
want to volunteer the uncertainty.  Any tool that helps must be useful for all concerned, especially in
helping doctors explain this sort of information to patients”. (male patient; aged 73; hospice; ID P22)

A minority of patients stated, however, that they did not wish to receive detailed prognostic information
but were happy for relatives or carers to receive it. For example:

“My wife doesn’t want to know what time she has left, she doesn’t but we decided that I should be given
detailed prognostic information”.  (male carer; aged 63; community; ID C19)

Overall therefore patients and carers were consistently positive about prognostic models, albeit in a few
cases, divided on who should receive the information. 

Clinicians’ views on prognostication

Corroborating the accounts of patients and carers, the clinicians commented on both the complex nature
of estimating length of survival for patients, and the ‘vague’ language they would use to discuss
estimations to couch the uncertainty of an accurate prediction.
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“If there’s nothing in the patient’s disease trajectory which would suggest a change in their condition, then
I think it’s very di�cult to prognosticate, so I think you’d struggle to give an accurate prognosis if
somebody’s condition doesn’t change. If somebody’s condition deteriorates, then it’s the rapidity of that
decline that gives you the best guide.  And then it is just a guide”. (male oncologist; aged 48; ID  H20)

“Generally I try and keep the answer vague, I mean, you’re obviously able to give an indication as to when
someone’s obviously breathing their last or when someone is very unwell, but when someone is in that
stage where they’re kind of on a knife edge, I always say, well, it could be the next few weeks, but at the
same time we’ve all been surprised and seen people last for months and months. So it’s about discussing
the uncertainness involved in predicting survival”.  (female palliative care consultant; aged 45; ID H30)

The other reason that clinicians reported for being vague, was to be kind and sensitive to the needs of
patients, as a junior doctor explained:

“Patients do ask but I keep it quite vague, especially just trying to sort of judge how much a patient wants
to sort of talk to you about it. Yes, I wouldn't just, answer and say weeks, or whatever, I think you just have
to be quite kind and gentle. Also some patients just don't want to know about prognosis”.  (female;
second year trainee doctor; aged 31; ID H25)

If the patient and carer are giving cues that they do not want prognostic detail, this is evidently the most
appropriate response, but as reported earlier, most patients and carers did want to know.

Clinicians’ views on PiPS

Re�ecting on the challenges reported with accurate prognostication, the majority of clinicians considered
PiPS to be a user-friendly algorithm that could offer a more accurate adjunct to estimating patients’
prognoses, than clinical judgement alone. For example a specialist palliative care nurse stated:

“When communicating prognostic information it would be nice to wrap it around something …you know,
we’ve �lled in a tool, what we do is we look at you, we look at lots of things, such as your symptoms, we
take them into consideration, and what the tool shows us that you’re very poorly and then I would maybe
wait for the, how long question”. (female; specialist palliative care nurse; aged 45; ID H22).

A possible outcome of the validation study, however, was that the predictive power of PiPS might be
similar to clinicians’ estimates. Clinicians were asked whether they would still �nd PiPS useful if this was
the case. They a�rmed that they would, because it could improve con�dence in making predictions,
particularly for less experienced staff:

“Even if PiPS is no more accurate than a clinician’s estimate it would be useful … especially with less
experienced staff, as when you’re a junior doctor you don’t necessarily have the experience to be
con�dent in identifying a dying patient, so often you’re very hopeful … you could err on the side of false
reassurance.  So I think because of the lack of experience, I think it’s more di�cult for junior staff to
prognosticate accurately” (male palliative care consultant; aged 45; ID H30)
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In addition, clinicians agreed with patients and carers that PiPS could help to both initiate and conduct
di�cult conversations about prognoses, that they might otherwise side-step. Some also said that it could
help support decisions about the most appropriate - and compassionate - management of patients’
symptoms, given the time left. This was particularly the case for junior doctors who reported that they
sometimes had di�culty being ‘heard’ in MDTs:

“I think PiPS is a useful tool especially for us junior palliative care staff working in a hospital settings
trying to convince more senior clinicians about a patient’s prognosis. It also aids the decision about
stopping curative treatment or not and thinking what is best for the patient and the time they have left”.
(male F2 trainee doctor; aged 29; ID H5)

Finally, clinicians considered that PiPS could provide useful leverage for discharge home with a
continuing healthcare package (fully funded care from the NHS):

 “This sort of tool gives weight to a commissioner, say if somebody wants to die at home, we think they
meet the Continuing Healthcare criteria, it would be helpful for commissioners to know what length of
time they’re going to be funding that care.  So having PiPS in use in clinical practice could help strengthen
discharge planning”.  (male palliative care consultant; aged 42; ID H7)

Clinicians were mostly very positive about PiPS therefore and the potential utility of the model in routine
practice.

Barriers to use of PiPS

Some clinicians expressed reservations about PiPS. A minority stated that they preferred to rely on their
own clinical judgement, and would not use a model to support their predictions. These clinicians were
either con�dent in their ability to make reasonably accurate predictions, or perhaps avoided prognostic
conversations. A further minority felt that using PiPS-B might be inappropriate since this model required
the use of blood tests.  This related both to the practicalities of organising blood tests for patients with
advanced cancer, and the ethical implications of drawing blood from very unwell patients.

An important barrier was the recurring theme of avoiding prognostic discussions with patients and carers.
The use of ‘vague’ language, referred to earlier, was described by some clinicians as the challenge of
balancing a kinder more optimistic stance, with being realistic with patients considered not ready for
receiving devastating news, as this palliative care consultant commented:    

“ If they’re [patients] coping quite well with their perception of actual time left and we as clinicians change
that quite drastically, that’s when you can do harm, and it can seem that people deteriorate very quickly
then.  So there’s that di�cult line to tread between giving patients more optimistic information which may
give patients time to still function, so they can plan things that are important, or taking away hope and
doing harm”.  (female palliative care consultant; aged 44; ID  H24)
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There is a balance therefore between giving patients realistic hope, and ensuring they know that time is
limited. Other patients and carers were reported to use a high level of denial as a coping mechanism, and
clinicians were reluctant to erode this. A palliative care consultant commented:

“It’s not that always that clinicians are over estimating prognosis it may be that sometimes, we can see
that a patient is operating at a high level of denial, we wouldn’t necessarily challenge if we thought that
was a useful coping mechanism for them, any challenge may cause stress and harm to the patient, but it
might be that we then have to subtly bring along the patient and family’s understanding over time to try
and prepare them for what’s going to happen”. (male palliative care consultant; aged 57; ID H14)

These justi�cations for evasive conversations appear at face value to be entirely reasonable, but in many
cases might be at odds with what patients and carers actually want.

Discussion
This qualitative interview study, nested in a large scale validation of PiPS and other prognostic models,
found that both clinical prognostication and the use of prognostic model/risk categories were acceptable
to patients and carers, and largely acceptable to clinicians. There was however a mismatch between
patients’ and carers’ desire to discuss prognoses, and clinicians’ willingness to talk.  Prognostic models
may offer a ‘way in’ to di�cult conversations that might otherwise be avoided.

Patients and carers wanted accurate prognostic information. They were not always able to access it due
to reported reticence of clinicians who couched predictions of life expectancy in vague terms, or avoided
conversations altogether. They considered that use of prognostic models by clinicians could be a ‘way in’
to di�cult prognostic discussions.

Clinicians were also largely supportive of modelling as a useful adjunct to clinical decision making,
particularly for less experienced staff. They reported that predictions were often di�cult, because there
are so many variables to consider, and admitted using vague language in prognostic discussions with
patients and carers. Most could see the value of additional data to support their decisions about
treatment, however, and recommendations for discharge home to continuing health care when patients
were at the end of life. A few could also envisage using a model to initiate di�cult, prognostic
discussions with patients and carers. Senior clinicians considered that their junior colleagues would
bene�t most.

Some clinicians were less positive about prognostic models however. There were practical and ethical
reasons for this such as drawing blood from very unwell patients. The other major consideration was
reluctance to erode hope or denial as coping mechanisms.

Patients appear to be poor at predicting their own survival (Gwilliam et al., 2012), but most want to know
how long they have left (Back and Arnold, 2006). It is perhaps no surprise therefore that patients and
carers welcomed a model that could potentially predict life expectancy with a degree of accuracy. The
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paradox however is that although patients and carers wanted to know, clinicians appeared reluctant to
give this information.  Clinicians reported that they preferred to be vague in their estimations of survival
to avoid the negative impact of knowing the truth which could erode hope, or denial, as coping strategies.

While the reasons for being vague about prognosis come from a position of caring about patients and
doing the best for them, desire to ‘protect’ them in this way might not be in accordance with their wishes.
Although there is plenty of evidence for the importance of realistic hope in palliative care (Hancock at al.,
2007), and some evidence of denial as a potent coping mechanism for some (Zimmermann, 2004), for
the majority of patients and carers honesty is preferred. It gives patients and families su�cient time to
prepare for the death, and to make plans for their loved ones (Steinhauser et al., 2001); it also chimes
with contemporary values of autonomy and shared decision making in healthcare.

Perhaps reluctance to have prognostic discussions is due to discomfort with broaching the subject and
lack of con�dence in having conversations, rather than doing what is best for the patient (Wolfe and
Cleary, 2007; Mack and Smith, 2012). In a systematic review of 46 studies on truth telling in palliative
care, Hancock et al., (2007) found that although most clinicians agreed that they should tell patients and
carers the truth about prognoses, there was a tendency to avoid such sensitive conversations. There is
other evidence that clinicians �nd it di�cult to break bad news about transition to the dying phase
(Barclay et al 2011). As suggested by patients, carers and some clinicians in our study, using a prognostic
model could be a ‘way in’ to these di�cult discussions.

We know from the communications skills literature, that doctors and nurses shy away from
conversations they perceive to be di�cult because they imagine ‘opening a can of worms’ of emotion and
existential crises that will be unmanageable (Maguire et al., 1996; Heaven and Maguire, 1997; Gri�ths et
al., 2010).  In the UK and elsewhere curative models of care pervade. The reality, when bad news is
broken, is often far more mundane however, with patients often wishing to discuss practical rather than
existential concerns (Connolly et al 2010, Gri�ths et al 2010). Clinicians’ fears may therefore be largely
unfounded.

It would appear that there is a need for training clinicians in the speci�c communication skills that are
required when discussing poor prognoses with patients and carers at the end of life (Friedrichsen et al.,
2000; Clayton et al., 2005; Cartwright et al., 2014). Despite the comments of some clinicians in this study
it would seem likely that such training should be offered to all clinicians working in palliative and end of
life care, and not just their junior colleagues. A number of authors have written about the skills required.
For example Wenrich et al (2001) describe the tenets as honesty, sensitivity and readiness to talk when
patients are themselves ready.  Campbell et al. (2010) discuss treading a �ne line between hope and
realism. Clayton et al. (2007) developed guidelines for communicating prognoses based on a systematic
review of the literature. They proposed an acronym, PREPARED, to help clinicians to remember the key
components of prognostic communications: Prepare for the discussion; Relate to the person; Elicit patient
and carer preferences; Provide information; Acknowledge emotions and concerns; (foster) Realistic hope;
Encourage questions; and Document. There is a need for further research on the implementation of
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frameworks such as this for prognostic discussions.  As Hagerty et al., (2005) concluded in a systematic
review of research on communicating prognoses, most research is at the early rather than later stages of
the disease.

This nested qualitative study is not without limitations. Relatively few views (n=5) were represented from
patients who did not want to participate in the quantitative validation study.  The reason they gave for
refusing recruitment to the validation study was that they did not want to give blood. These patients were
however equally positive about PiPS as those patients who participated in the main study. Another small
number (n=4) of patients declined to take part in both the validation study and nested qualitative study. 
Reasons given were that they were in too much pain or discomfort to take part in either study.

The number of community patients interviewed was small (n=4), so �ndings from these patients should
be interpreted with caution. It appears that their views were slightly different from the other participants
because they were generally at an earlier stage in the disease trajectory, and not as ready to think about
how long they had left to live.

Conclusion
There is marked discrepancy between the wishes of patients and carers for prognostic discussions, and
the willingness of clinicians to initiate and conduct these conversations towards the end of life.
Clinicians’ reluctance is founded on the dual principles of working in patients’ best interests and doing no
harm, but is at odds with what patients and carers actually want and need at the end of life, and the
prevailing ethos in palliative care of openness and honesty. This challenge is nothing new (Todd and Still
1993). Prognostic models such as PiPS may be a useful adjunct to clinical decision making, but as
importantly, a helpful tool for initiating di�cult conversations about transition to the dying phase. In order
to conduct these conversations skilfully, communication skills training tailored to end of life prognostic
conversations is needed.
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