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Planning for end-of-life care in heart 
failure: experience of two integrated 
cardiology-palliative care teams
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We previously reported retrospective 
data on the place of death for people 

with heart failure (HF) known to heart 
failure nurse specialists (HFNS) working 
in two integrated cardiology palliative care 
teams. Here, we present prospective data 
on place of death, the supportive services 
accessed, and the role of HFNS.

We collected prospective data on all 
patients known to the HFNS, who died 
during one year (n=126): length of 
HFNS involvement; planning for end-of-
life care; preferred and actual place of 
death; services accessed. Outcomes were 
compared for the two teams. 

The Surprise Question was applicable 
in 70% of patients; 89% of whom died 
within 12 months. Overall, 33% died in 
hospital. Planning for end-of-life care was 
evident for 64% and half were referred for 
specialist palliative care; mostly initiated 
by HFNS. Preferred place of death was 
achieved for 61%. Home death was more 
common where there was greater access to 
hospice-at-home and Marie Curie nurses. 
Hospital death was least likely in the 
team with an out-of-hours palliative care 
telephone service.

In conclusion, recognition and planning for 
the end of life is possible for many with HF. 
HFNS were central in discussing patients’ 
concerns, providing and coordinating end-
of-life care.

Introduction
Landmark qualitative studies published within the 
last decade highlighted inequalities in end-of-life 
care between people with advanced heart failure 
(HF) and cancer.1-8 A palliative approach and access 
to specialist palliative care (SPC) services for people 
with advanced HF is now underlined in national 
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and international policy.9-14 However, those with 
HF are still more likely to die in hospital in the UK 
than cancer patients,15 and UK 2010 national audit 
figures document less than 4% of people with HF 
referred for palliative care.16 Hospice referral seems 
higher in the USA and Canada.17,18

We have previously reported retrospective data 
showing recognition of advanced disease and 
a low rate of hospital deaths in people dying 
from advanced HF.19 Given the limitations of 
retrospective data, we were unable to assess use of 
supportive and SPC services. 

The Scarborough service has two heart failure 
nurse specialists (HFNS) managing 192 new 
referrals a year from a population of 160,000 
in a predominantly rural area. Two community 
hospitals with SPC supported beds; a 16-
bedded SPC hospice and nursing homes provide 
an alternative setting to the acute hospital. A 
cardiology–SPC multi-disciplinary team (MDT) 
meets twice monthly and a 24-hour palliative care 
out-of-hours phone advisory service is available 
to patients, carers and health professionals 
(PalCALL, based at the hospice20). Marie Curie 
nurses are available to support dying patients 
at home, but this was a relatively rare resource. 
There is no hospice-at-home service.

In Bradford/Airedale, seven HFNS manage 293 
new referrals per year from a population of 
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500,000 in a predominantly urban area. 
Palliative care beds are provided in two 
16-bedded SPC hospices. Hospice-at-
home and Marie Curie nurses (as part of 
the Better Together project supported by 
Marie Curie Cancer Care and the British 
Heart Foundation) supplement community 
nursing care. Strong links exist between the 
cardiology and SPC teams, but there is no 
formal MDT meeting. Out-of-hours phone 
advice is provided for health professionals by 
the palliative physicians.

We aimed to prospectively assess the care 
received by patients with advanced HF, known 
to both teams with regard to the following:

•	evidence of recognition of advanced HF 
in people who died within 12 months of 
referral or re-referral to the service 

•	evidence of planning of end-of-life care in 
relation to actual place of death

•	supportive and palliative care services 
accessed. 

Subsidiary aims included a descriptive 
comparison between the two teams to explore 
factors in any observed differences in place 
of death. 

Method
Data collection
A data collection sheet was used for all new 
referrals to HFNS from January to December 
2009 (Bradford/Airedale) and April 2009 to 
March 2010 (Scarborough). 

Age, sex and New York Heart Association 
(NYHA) class (at initial referral) were recorded. 
The following dates were noted: referral to the 
HFNS; the Surprise Question (“I would not be 
surprised if the patient died within the next 12 
months”) agreed; referral to SPC; do-not-attempt 
cardiopulmonary resuscitation (DNA-CPR) 
order; implantable cardioverter device (ICD) re-
programmed; preferred place of care discussed. 
We recorded which services were accessed 
and whether anticipatory end-of-life medication 
was dispensed. Those involved in planning 
discussions were noted and whether the patient 
lived alone. The date, place and mode (sudden 
or expected) of death were recorded. 

We counted the Surprise Question, 
documentation of preferences, re-programming 
ICD/DNR-CPR decisions, placement of 

anticipatory medication, and use of the Liverpool 
Care Pathway (LCP) as evidence of planning for 
end-of-life care.

Research ethics approval was not required for 
this service evaluation survey.  

Data analysis
Data from individual anonymised data 
collection sheets were entered into a bespoke 
designed Microsoft Excel spreadsheet 
(2007). All patients dying during the period 
of data collection were included in the data 
analysis. The data were analysed using 
descriptive statistics, including median, 
mean, standard deviation, quartiles, range 
and percentages. 

Results
Demographics and stage of disease
The demographic description of the patients 
can be seen in table 1. 

Time points until death
Table 2 describes the length of time (days) 
from death to the preceding time points. The 
HFNS in Bradford/Airedale had the patients 
on their caseload for longer. Durations from 
time points to death were correspondingly 
longer in the Bradford/Airedale team except 
for the timing of DNA-CPR decisions, which 
were similar in both areas; three to four weeks 
before death. 

The Surprise Question was agreed in 88/126 
(70%) of the sample; 78 of these people 
(89%) died within 12 months.

Use of supportive care services
Overall, 56% patients used supportive care 
services. Services accessed were similar, 
except that some Bradford/Airedale patients 
accessed psychologist, dietitian and respite 
services and a heart failure support group, 
where Scarborough patients did not.

Table 1. Demographics and disease 
stage

Scar Brad Overall

n      % n      % n      %

Mean age 
± SD, 
years

80±7.8 - 77±11.9 -  78±10.7 - 

Gender

  Male 30   65 48     61 78     62

  Female 16   35 31     39 47     38

Lives alone 13   28 27     34 40     32

Lives with 32   70 52     65 84     67

NYHA class

II 0     0 16     20 16     13

II/III 0     0 3       4 3       2

III 19   41 34     43 53     42

III/IV 4     9 2       3 6       5

IV 23   50 24     30 47     37

Key:  Brad = Bradford/Airedale; NYHA = New York 
Heart  Association; Scar = Scarborough; SD = standard 
deviation

Table 2. Days from time points to death

Time point to death Number of days

Scarborough Bradford/Airedale Overall

(m: median,  q: quartile) m (25% q, 75% q) m (25% q, 75% q) m (25% q, 75% q)

First referral to HFNS to death 50.5 (28.25, 81) 206 (94.5, 489.5) 121 (46, 310)

Surprise Question to death 36 (16, 70.5) 171 (59, 265) 77 (30, 209)

MDT to death 38 (16.5, 70) 88.5 (30.5, 266.25) 33 (16, 81)

SPC to death 29 (10.75, 44.5) 77 (28, 165) 39 (16, 90)

DNAR to death 23 (6, 38) 29 (15, 47) 25 (6, 46)

Key:  HFNS = heart failure nurse specialist; MDT = multi-disciplinary team meeting; SPC = specialist palliative care;  
DNAR = do not attempt resuscitation 
This table has been amended after publication by the author 
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Planning for end-of-life care and 
preferences for place of care/death

The HFNS documented planning for end-

of-life care for 36/46 (78%) in Scarborough 

and 44/80 (55%) in Bradford/Airedale, most 

commonly initiated by the HFNS (57/80; 

71%). A DNA-CPR decision was made in 
33/46 (72%) Scarborough patients and 
25/80 (31%) Bradford/Airedale patients. 
No Scarborough patient required ICD re-
programming, compared with four in Bradford/
Airedale (5%). This was done 7–37 days 
before death (mean 20 days) – in keeping with 
the timeframe for DNA-CPR decisions. 

The preferred place of death was known in 
78% of Scarborough patients and 55% in 
Bradford/Airedale patients. Where known, 
it was achieved in 61% (figure 1). Most 
wished to die at home, achieved more often 
in Bradford/Airedale than in Scarborough 
(25/39 vs. 10/30 [actual/stated preference]). 
Scarborough had more hospice deaths than 
Bradford/Airedale (15/7 vs. 6/5). Bradford/
Airedale had more hospital deaths than 
Scarborough (32/3 vs. 9/1). 

About one-fifth were classed as ‘sudden 
cardiac deaths’. The LCP was used to care for 
23/46 (50%) of patients in Scarborough and 
19/80 (24%) in Bradford/Airedale. The ‘four 
key drugs’ of anticipatory home prescribing 
were only available for 20/126 (16%) overall.

Use of specialist palliative care 
services
About half the patients had used SPC services 
(tables 3 and 4), though this was more 
common in Scarborough (72% vs. 34%) 
where some were registered for the PalCALL 
service, but did not need any other. 

Most patients had been referred to SPC 
services by the HFNS (41/57; 72%).

Overall, 87 (74%) accessed rehabilitation and 
social services with 59 (72%) in Bradford and 
28 (78%) in Scarborough. District nursing 
services were required by 12 (10%) with no 
difference in either area. Other services such 
as psychology, support groups, dietitian, sitting 
service, respite and complementary therapies 
were used by 19 (16%).

Discussion
Recognising advanced disease
The vast majority of patients died within 
12 months of the Surprise Question being 
judged to be relevant. However, the design 
of this prospective survey means we do not 

80

70

60

50

40

30

20

10

0

Preferred home

Actual home

Preferred hospice

Actual hospice

Preferred hospital

Actual hospital

Scarborough Bradford Overall 

N
um

be
r o

f p
at

ie
nt

s

Figure 1. Preferred place of care and actual place of death

Table 3. Type of specialist palliative care 
service accessed

Number of 
patients

Scar 
(n=63)

Brad 
(n=47)

Overall 
(n=110)

Number of 
times service 
accessed

n      % n      % n      %

Inpatient unit 18  29 11  23 29  26

Day hospice 8    13 3    6 11  10

Out-patient 
clinic 
(consultant)

6    10 3    6 9    8

Domiciliary 
visit 
(consultant)

1    2 1    2 2    2

Hospital 
PCNS

3    5 4    9 7    6

Community 
PCNS

1    2 16   34 17  15

Other (see 
table 4)

26   41 3     19 35  32

Key: PCNS = palliative care nurse specialist

Table 4. Type of other specialist 
palliative care service accessed

Number of 
patients

Scar 
(n=26)

Brad 
(n=3)

Overall 
(n=29)

Number of 
times service 
accessed

n      % n      % n      %

PalCALL 21   81 0    0 21   60

Consultant, 
inpatient 
hospital visit

5    19 0    0 5    14

Marie Curie 
Better 
Together 
project

0    0 6    67 6    17

Hospice at 
home

0    0 3    33 3    9
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have data on patients for whom the Surprise 
Question was judged relevant, but who did not 
die (thus we cannot estimate specificity). The 
Surprise Question is an expression of clinical 
judgement, and will have different sensitivity 
and specificity dependent upon many factors, 
not least, the experience of the clinician making 
the judgement. Here, the situation is assessed 
by experienced nurse specialists. Interestingly, 
general practitioners have reported uncertainty 
in their ability to judge when a patient has 
reached end-stage disease.21 

Planning for end-of-life care and 
preferences for place of care/death
End-stage disease had been recognised and 
planned for in nearly two-thirds of patients. 
The HFNS discussed and coordinated such 
plans with patients more frequently than any 
other professional. 

Data concerning documentation of patients’ 
preferences and actual place of death are 
consistent with our retrospective data,19 
and are higher than the 31% of achieved 
preferences in the Glasgow and Clyde area.22 

Planning for end-of-life care as a 
process
End-stage disease was recognised, on 
average, 171 days (Bradford/Airedale) before 
death, but a DNA-CPR decision was not in 
place until within a month of death. This 
illustrates that planning for end-of-life care is a 
process rather than a single event. The DNA-
CPR decision may be the outcome of several 
weeks’ gentle rapport building and sensitive 
discussion with patients and families who 
have not realised they have advanced disease 
and have unrealistic expectations of CPR. 

Differences between the two services
Scarborough patients were referred at a 
later stage (50% had class IV heart failure 
at referral vs. 30% in Bradford/Airedale), 
reflected in the shorter time on the HFNS 
caseload before death. This has implications 
for the time patients and carers can be 
supported; some may have benefited from and 
been referred to supportive services earlier. In 
addition, they may have had optimisation of 
HF medication not tolerated in late disease. 

Highly complex patients with difficult symptoms 
and communication issues are time consuming. 
The Glasgow and Clyde Report showed that 

when the HFNS addressed supportive and 
palliative care needs, the average time taken for 
a home visit increased from 20 minutes to 1.5 
hours.23 There appears to be little consistency 
in workforce planning for HFNS, which, given 
their key role in optimising treatment and 
preventing hospital admission, is notable.

The Bradford/Airedale service had more home 
deaths despite more patients living alone. 
They had access to hospice-at-home nurses 
and Marie Curie nurses as part of the Better 
Together project. ‘Hands on’ nurses for whole 
shifts provide robust home care, especially out of 
hours when deteriorations may otherwise lead to 
admission. Hospice deaths were more common, 
and hospital deaths less so in Scarborough than 
in Bradford/Airedale, which, although hospital 
deaths were less than national figures, mirrored 
Glasgow and Clyde’s hospital deaths of 25/126 
(44%).23 Approximately half the Scarborough 
patients were registered with the PalCALL 
service, which records the preferred place of 
care/death and liaises directly with the out-of-
hours GP service. This may help reduce hospital 
admissions: patients are redirected to the 
hospice if staying at home is no longer desired or 
possible (e.g. if sufficient additional care at home 
is unavailable). In both areas, hospital deaths 
were markedly less than the 83% of people 
with HF that died in an acute hospital or elderly 
care bed in 2002 in the UK.15 Even a ‘sudden 
cardiac death’ may occur on the background 
of progressive deterioration which has made a 
DNA-CPR decision appropriate, obviating the 
need to call an ambulance.

A recent systematic review found little 
evidence of discussions of end-of-life care with 
HF patients.24 Although these observational 
data are low level evidence, it nevertheless 
reports discussions that are taking place, 
facilitated by the presence of a functional 
integrated team. 

Strengths and limitations
The data were collected by busy HFNS, and, 
therefore, some may have been omitted. Data 
collected on patients thought to be within the 
last year of life, but who did not die within this 
timeframe, would have allowed a sensitivity 
and specificity to be calculated. Also, larger 
numbers from more teams would give a 
broader picture. However, this shows what is 
possible in daily practice with no additional 
resources, a description of the supportive and 

palliative care services accessed to implement 
end-of-life care, and an indication of the 
timing of end-of-life discussions.

Implications for future research or 
clinical practice 
Achievement of the patient’s end-of-life 
preferences requires a coordinator with advanced 
communication and clinical skills. Services 
should address the implications of the time 
needed to address palliative care needs, the 
decision-making guides (e.g. LCP), and the 
services required to support patient preferences 
at the end of life. This approach is described well 
by the Innovative Care for Chronic Conditions 
(ICCC) framework.25 

Conclusion
It is possible to recognise advanced disease 
in HF and to talk with most patients about 
end-of-life care. Awareness of, and support 
for, their preferences can reduce the number 
of hospital deaths. The HFNS is a crucial 
healthcare professional and can coordinate 
assessment of need, sensitive discussion and 
access to appropriate care. They require the 
committed support of SPC teams •
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Key messages
•	The heart failure nurse specialist is  

a key team member in the co-
ordination of end of life care for 
people with heart failure

•	It is possible to discuss preferences for 
end of life and management decisions 
with many patients

•	‘Do not attempt resuscitation’ 
decisions may require gentle 
discussion over time 

•	An integrated team with 
cardiology, palliative care and 
general practitioner clinicians can 
help prevent unwanted hospital 
admissions at the end of life
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