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ABSTRACT

Objective To examine trends in end-of-life
communication with people with cancer in
general practice.

Methods Mortality follow-back survey among
general practitioners (GPs) in representative
epidemiological surveillance networks in Belgium
(BE), the Netherlands (NL) and Spain (ES) in 2009-
2010 (ES: 2010-2011) and 2013-2014. Using a
standardised form, GPs registered all deceased
adult patients in their practice and reported for
five end-of-life care topics whether they had been
discussed with the patient. Non-sudden cancer
deaths were included (n=2306; BE: 1233; NL: 729;
ES: 344).

Results A statistically significant increase was
found between 2009/2010 and 2014 in the
prevalence of communication about diagnosis
(from 84% to 94%) and options for end-of-

life care (from 73% to 90%) in BE, and in GPs’
awareness of patients’ preferences for medical
treatment and a proxy decision-maker in BE (from
41% and 20% up to 53% and 28%) and the

NL (from 62% and 32% up to 70% and 52%).
Communication about options for end-of-life care
and psychosocial problems decreased in the NL
(from 88% and 91% down to 73%) and ES (from
76% and 77% down to 26% and 39%).
Conclusion Considerable change in GP—patient
communication seems possible in a relatively short
time span, but communication cannot be assumed
to increase over time. Increasing specialisation

of care and task differentiation may lead to new
roles in communication for healthcare providers in
primary and secondary care. Improved information
sharing between GPs and other healthcare
providers may be necessary to ensure that patients
have the chance to discuss important end-of-life
topics.

INTRODUCTION
Despite the progress made over the past
decade in prevention and treatment,

cancer remains the second-leading
cause of death in the European Union,
accounting for more than one quarter of
all deaths.! With an ageing population
that continues to grow, it is anticipated
that the cancer incidence and mortality
will rise further in the coming years. As
a result, more people with cancer will
require palliative care.’

High-quality palliative care requires
that physicians engage in meaningful
patient-centred communication,’® * which
has several aims including fostering an
interpersonal relationship, exchanging
appropriate information and responding
to uncertainty and emotions.” Effec-
tive physician—patient communication
has been related to favourable patient
outcomes, such as better understanding
of the illness, care and treatment
options,® adherence to treatment’ ’ and
satisfaction with end-of-life care.’ ® Inad-
equate communication is associated with
adverse outcomes, including emotional
distress and worsening of symptoms.’

Communication between healthcare
providers and patients in oncology has
often been shown to be infrequent and
suboptimal.'® ' Possible barriers for
physicians to engage in effective end-
of-life communication include a natural
reluctance to raise this subject, lacking
knowledge or training in this area and
inadequate structural support for advance
care planning (ACP)."  In Europe,
patient-centred communication and ACP
have received increasing policy attention
over the last years, with efforts made in
many countries to implement training,
programmes and guidelines for palliative
care.

In light of these developments, this
study aims to examine trends in end-
of-life communication between general
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practitioners (GPs) and people with advanced cancer in
three European countries—Belgium (BE), the Nether-
lands (NL) and Spain (ES)—from 2009 to 2014, based
on data collected by GP networks. BE, the NL and ES
are all considered to be at the highest level of palliative
care development, that is, advanced integration into
mainstream service provision.'* Since 2000, efforts
have been made in BE and the NL to increase oppor-
tunities for palliative care training, as well as imple-
menting programmes and constructing guidelines to
improve end-of-life communication practices.'*'® In
ES, palliative care has continued to develop and has
been integrated in educational programmes,'* but
without such a specific focus on ACP or communica-
tion. However, it is likely that different cultural tradi-
tions, attitudes towards the end of life,!” healthcare
systems, policies and available resources' '® affect
end-of-life communication practices. Cross-country
comparative studies focusing on aspects of end-of-life
communication among individuals with cancer are
scarce, although previous research has indicated that

European countries vary substantially with regard to

the process and content of physicians’ discussions with

terminally ill patients."”

Because GPs play a crucial role in the coordina-
tion and delivery of palliative care, they are well
placed to initiate end-of-life conversations with their
patients. General practice is relatively easily acces-
sible in the studied countries. In the NL and ES, GPs
serve as gatekeepers for healthcare delivery, they act
as referral and care coordinators.”’ *! Patients are
registered with a specific GP and do not have direct
access to secondary or specialist care. In BE, GPs
have a central coordinating role in patient care but
do not have a gatekeeper function, but GPs are the
ones who contact palliative home care teams when
necessary.”'

Our study explores whether conversations about
topics related to end-of-life care with people with
cancer in primary care have become more frequent
between 2009 and 2014. The specific research ques-
tions are:

1. Did the percentages of people with cancer with whom
end-of-life topics (diagnosis, options for end-of-life care,
psychological or social problems, preference for medical
treatment in the final phase of life, preference for a proxy
decision-maker) were discussed change between 2009
and 2014 in BE, the NL and ES, and in what direction?

2. Were there differences in the time trends in GP—patient
end-of-life communication with respect to age, gender,
longest place of residence and place of death?

METHODS
Study design
This study uses data from BE, the NL and ES (Castile
and Leén and Valencian Community regions)
collected as part of the European Sentinel Network
Monitoring End-of-Life Care (EURO SENTIMELC)

study, an ongoing mortality follow-back study
designed to retrospectively monitor end-of-life care
in population-based samples of deaths in different
countries.”' Data were collected through existing
representative GP Sentinel Networks, epidemiolog-
ical surveillance networks consisting of GP practices
or community-based physicians who voluntarily and
continuously monitor health problems occurring in
the population. In each country, GPs were selected
to form a representative national sample of the total
GP population and invited to participate in the
networks by national public health and/or research
institutes. By comparing the characteristics of GPs
in the Sentinel Networks to the general population
of GPs—such as age, gender and geographical distri-
bution—the responsible institutes ensure continued
representativity of the networks. Patient data were
anonymised by the GPs; GP data were anonymised by
the responsible institute during data cleaning. Partic-
ipating GPs provided weekly reports on every adult
patient in their practice who had died during the past
week as part of a larger public health questionnaire.
In the NL, elderly care physicians who are respon-
sible for the care of long-term care facility residents
are not part of the GP Sentinel Network; this exact
physician role does not exist in BE and ES. Data used
in this study were collected in 2009, 2010, 2013 and
2014 in BE and the NL, and in 2010, 2011, 2013
and 2014 in ES. More details on the data collection
and study design are described elsewhere.?’

Study population

We included all people registered by the participating
GP practices who died of cancer (according to the 10th
revision of the International Statistical Classification of
Diseases and Related Health Problems (ICD-10) code),
for a total of n=2627. People whose death was clas-
sified by the GPs as ‘sudden and totally unexpected’
and those for whom this information was missing were
excluded, leaving a sample that was eligible for pallia-
tive care (n=2306).

Questionnaire
Using a standardised registration form consisting of
structured and closed-ended items, GPs collected
demographic characteristics (age at death, gender,
longest place of residence in the last year of life, place
of death), cancer type (coded according to ICD-10)
and whether or not death was sudden and unexpected.
Additionally, the following questions were asked
regarding end-of-life communication:
1. Were the following topics addressed during your conver-
sations with the patient?
Diagnosis—the answer options were ‘yes’ or ‘no’.
Options for end-of-life care—the answer options were
‘yes” or ‘no’. In 2009-2010, this item was phrased as
‘options for palliative care’, in 2013-2014 as ‘options in
terms of end-of-life care’, to be more in line with quality
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indicator measurement tools developed for general pal-
liative care.?

Psychological or social problems—the answer options
were ‘yes’ or ‘no’. In 2009-2010, these concepts were
measured by two separate items which were combined
for this analysis.

2. Did the patient ever express wishes about a medical
treatment that he/she would or would not want in the
final phase of life? The answer options were ‘yes’, ‘no’
or ‘don’t know’.

3. Did the patient ever express a wish about who was to
make decisions regarding medical treatments or activities
in his/her place, in the event he/she would no longer be
able to speak for him/herself? The answer options (more
than one possible) were ‘yes, in writing’, ‘yes, verbally’,
‘no’ or ‘don’t know’.

Statistical analyses
If the GP indicated ‘don’t know’ as an answer to ques-
tion 2 or 3, this was coded as ‘no’.

Pearson’s X? tests, Fisher’s exact tests or analysis
of variance were performed to test for differences in
patient characteristics (age at death, gender, cancer
type, longest place of residence in the last year of
life, place of death) between years. Bivariate Mantel-
Haenszel tests were calculated to detect linear trends
in the proportion of people with cancer with whom
any of the five studied end-of-life care topics were
discussed between 2009 and 2014. Multivariable
trend analyses controlling for age, gender, cancer
type, longest place of residence in the last year of life
and place of death were used to test for linear trends
in proportions through the SPSS UNIANOVA proce-
dure, specifying a polynomial contrast for the vari-
able year. A significant result on this test provides
strong evidence for a linear relationship between year
and topic discussed, as the number of patients with
whom a topic was discussed in later years was signifi-
cantly above what might be expected if there was
no relationship between the variables. A power anal-
ysis was conducted for each variable in each country,
assuming a medium effect size, showing that power
was above 95% for all variables in BE, preferences
for medical treatment and a proxy decision-maker
in the NL and diagnosis in ES. Power was between
68% and 78% for the remaining variables in the NL,
and below 55% for the remaining variables in ES,
suggesting that the trend analysis for these variables
may be underpowered. Statistical significance was set
at p<0.05. All analyses were performed using IBM
SPSS Statistics V.24.0.

RESULTS

Characteristics of the study population

A total of 2306 cancer decedents were included
(BE=1233; NL=729; ES=344; table 1). The
median age at death was between 73 and 78 years.
In general, the most common cause of death was
lung cancer (BE: 21%-25%; NL: 22%-29%; ES:
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17%-20%). The majority of people lived at home in
the last year of life (BE: 81%-88%; NL: 88%-91%;
ES: 92%-97%) and in general, home was the
most common place of death (BE: 31%-38%; NL:
549%-62%; ES: 41%-50%). In ES, the percentage of
women was considerably lower than the percentage
of men (30%-34% across years). Additional data
analysis showed that this relatively large gender
imbalance was present only for those who died of
cancer, regardless of whether death was ‘sudden and
totally unexpected’, possibly because in ES, 60% of
new cancers are diagnosed in men.*’

Trends in the proportion of people with whom end-of-life
care topics were discussed

BE was the only country to see a significant increase in
the percentage of people with whom their diagnosis
was discussed between 2009 and 2014 (from 84%
to 94%, p<0.01) (table 2; figure 1). In multivariable
regression models controlling for age, gender, cancer
type, longest place of residence in the last year of
life and place of death, this increase was significant
for all age groups, both genders, those who lived at
home and in a long-term facility in the last year of
life, and those who died at home, in a hospital and in
a long-term care facility (table 3).

The percentage of people with whom options for
end-of-life care were discussed showed an increasing
trend in BE between 2009 and 2014 (from 73%
to 90%, p<0.001), but decreased significantly
in the NL between 2009 and 2014 (from 88% to
73%, p<0.001) and in ES between 2010 and 2014
(from 76% to 26%, p<0.001) (table 2; figure 1).
In multivariable regression, the increase in BE was
significant for all age groups and both genders, for
those who lived at home in the last year of life, and
for those who died at home, in a hospital and in a
palliative care unit or hospice (table 3). In the NL,
the decreasing trend was significant for those aged
65-84 and 85+, both genders, those who lived at
home in the last year of life, and those who died at
home and in a palliative care unit or hospice. In ES,
the decrease was significant for those aged 65-84,
both genders, those who lived at home in the last
year of life and those who died at home.

The percentage of people with whom psychological
or social problems were discussed decreased signifi-
cantly over time in both the NL (from 91% to 73%,
p<0.001) and ES (from 77% to 39%, p<0.001). In
multivariable regression, this decrease was significant
in the NL for all age groups, both genders, those who
lived at home and in a long-term care facility during
the last year of life and for all place of death groups
(table 3). In ES, the decrease was significant for those
aged 18-64, females, those who lived at home in the
last year of life and those who died at home. While
overall no decreasing trend in communication about
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Figure 1 Trends in communication between general practitioners (GPs) and people with advanced cancer about end-of-life care
topics in Belgium, the Netherlands and Spain, 2009-2014. Showing percentages of patients with whom certain end-of-life care
topics were discussed, according to the GP, per year. Blue line shows Belgium, red line shows the Netherlands, green line shows

Spain.

indicative of a change in the general population. This
may also mean that similar findings could be expected
for other disease groups.

To our knowledge, this study is the first trend anal-
ysis on end-of-life communication practices in primary
care in Europe for people with advanced cancer. In
line with previous research'®** and our expectations,
the international comparison of BE, the NL and ES
allowed us to see that while overall trends were similar
in many ways, there are considerable cross-country
differences in the prevalence and magnitude of change
in communication related to end-of-life care, including
the overall higher frequency of end-of-life conversa-
tions in the NL and BE compared with ES. Cultural
variation may play a role in these overall differences,
with Southern European cultures having a stronger
tendency to avoid discussions that cause distress or
discomfort, trying not to take away hope.” >

Diagnosis was the most commonly discussed end-
of-life care topic in all three countries, a finding that
is consistent with results from other cross-country
attitudinal research.'” The high frequency of discus-
sions of the diagnosis in all countries (between 84%
and 96% in 2014) seems to reflect a commitment of
GPs to providing people with advanced cancer with
the information needed to understand their medical
condition.”” Awareness of their diagnosis creates an
opening for patients to engage in a conversation about

other implications of their illness, allowing them to
exercise their autonomy. Only in BE, the increasing
trend in the proportion of patients with whom the
diagnosis was discussed was statistically significant;
however, in the NL, a ceiling effect may have been
at play, with communication already being at 96% in
2009. The increase in BE may have been due to several
initiatives taking place during the 2009-2014 period,
including the implementation of enhanced reimburse-
ment to enable GPs to spend more time with patients
on consultations in which the announcement of the
diagnosis takes place, additional training for doctors
on communication with patients, and the publishing
of a protocol for disclosing the bad news about the
diagnosis drafted by a group of experts.' ¢

We found that GPs’ awareness of preferences for
medical treatment at the end of life and awareness of
preferences for a proxy decision-maker clearly increased
in BE (from 41% to 53%) and in the NL (from 62%
to 70%) between 2009 and 2014. Even though similar
upward patterns were visible in ES, they did not reach
statistical significance, possibly due to low statistical
power. These aspects of ACP have numerous benefits for
patients, families and professional caregivers.” ¥’

Besides increasing trends, this study also found
unexpected declines over time for some variables. The
percentage of people with whom options for end-of-life
care were discussed dropped between 2009 and 2014

6 Verkissen MN, et al. BMJ Supportive & Palliative Care 2020;0:1-12. doi:10.1136/bmjspcare-2019-001999

"ybuAdoo Aq parosrolid 1sanb Aq 020zZ ‘S Ae|N uo Jwodfwg areads)/:dny wouy papeojumoq "0z20z [Mdy 2z Uo 666 T00-6T0Z-21eadslwg/9eTT 0T Sk paysiignd 1s1y :a1e) 1eljjed 1oddns rIAg


http://spcare.bmj.com/

BMJ Support Palliat Care: first published as 10.1136/bmjspcare-2019-001999 on 27 April 2020. Downloaded from http://spcare.bmj.com/ on May 5, 2020 by guest. Protected by copyright.

~  Ppanunuo) N
(9}
= 100> ddol- - 88 100> dd o+ v6 88 1000> dd o+ 56 68 B
% 3UIOH
1)
- $ypeap Jo ade|d
© = = = 08 = = = 00T = dd o1 - 05 09 5|
£ 100 dd 95— 9 6 - dd gL— 8 00l 540 dd 6— 16 00l N2yl
W 970 dd 7z = 19 800 dd ge+ 08 JA% 100°0> dd g7+ 88 €9 EL|
(@) Kujoey a1ed wisy-buo
00 dd 9¢— Iy Ll 100°0> dd pg— Ik4 18 090 dad p+ S8 18 S|
100°0> ddg|- 9/ 16 100°0> ddgl—- u (8 60 dd |+ 9 9% IN 8YL
ST0 dd - = 18 100°0> dd 71+ 6 SL 100°0> dd g+ 56 93 EL|
SWOH
$9duapisas jo deyd 3sabuo
100°0> dd - s¢ 6L 100> dd 76— 9 8L 690 dd ¢+ 8L vl s3
100°0> dd yz7- L 56 100°0> ddo|- SL 16 SL0 dd ¢+ 66 9% INBYL
810 dd 9— - 8 100°0> dd 17+ €6 Vi 100°0> dd 1+ 6 8 39
3lewa
L0 dd ge- w L 100 dd 61— 9 9L 70 dd g+ I8 4 3 =
1000> ddzi- St l8 100> ddgi- €6 9 L00 dd e~ 3 9% IN3YL Z
o
010 dd 6- - 8L 100°0> dd gL+ 68 €L 100°0> dd g+ €6 8 EL| P
3N 2
19puaD =
o
- dd ep— 67 L = = = 0s = dd zy- £ 8 53 a
1S
100> dd /1- €L 06 500 dd z- €8 S8 S50 ddzi+ 16 53 INBYL S
L0°0 dd g- = 89 100°0> dd e+ S8 9 100°0> dd g7+ 68 9 EL! @
+58 =
1450} dd gg— 6€ 8L 100> dd /1y~ 13 LL 19°0 dd /+ 93 08 53 ]
100°0> dd 07— I 16 100°0> dd 1z~ 69 06 910 dd |- 6 16 INBYL u_
630 ddz— = 8/ 100°0> dd p1+ 6 8/ 100°0> dd /+ 6 68 EL p
8-59 g
o
100> dd /- 4 18 L0°0 dd 99— 8z 6 60 dd g+ 6 SL 3 S
o
100°0> ddz1— 18 €6 910 dd - vl S8 890 dd e~ (6 001 INdYL S
100°0> dd | z- = 18 100°0> ddy|+ 143 8L 100°0> dd 9+ S6 68 EL| £
8
¥9-81 5
(s1eak) aby o
L
janjen 4 abueyd juod-o, % % 1onjen 4 abueyd jujod-9, % % janjea 4 abueyd jurod-o, % % dnoub juaneqd m
(s}
ppE=u:s3 0ze=u:s3 €7€=U1$3 W
62L=U "IN Z0L=U:IN 0LL=u "IN iy
LE6=u 39 v6L1=u:3g L0zL=u:3g s
102 +600Z 102 #6002 10z #6007 m
L
swa|qoud |epos o [ed1bojoydhsd a1ed 3yi|-Jo-pud Joy suondQ sisoubeiq =
=
(90£7=U) 1076007 'S3 pue N ay1 '3g ui dnoib g
1uaned Aqg swajgoid [eos Jo [edibojoydAsd pue aied a)i|-jo-pus Joj suopdo ‘sisoubelp syl Inoge Jsdued padueApe yim ajdosd pue sisuoiiideld [elausb UsmIag UOIBIIUNWWOD Ul SPUIL € 3|ge) <
(<7
=>



http://spcare.bmj.com/

BMJ Support Palliat Care: first published as 10.1136/bmjspcare-2019-001999 on 27 April 2020. Downloaded from http://spcare.bmj.com/ on May 5, 2020 by guest. Protected by copyright.

“(1eak a|qeyiene 1se| pue 1s11j ay) buisn pajejndjed) juiod abeusdiad ‘dd ‘un aied aaneljjed ‘N4 ‘spuepayian ayl ‘N ‘uteds ‘s3 ‘wnibjag ‘g
‘fendsoy ur yun awoy buisinu pue N4 sapnpxa ,[endso, “spuepiayian ay ur swoy buisinu (Apuanbaiur) 's3 pue spuepayiaN ay) ul ajdoad Jap|o 1o} swoy [eluapisal ‘Wnibjag ul swoy aled [enuapisal sapnpul Aljide) a1ed wisl-buo, “Ajiuey yum Jo auoy umo u bu

S31EdIPUI BUWOH, ¢
“U [[ews 0} anp pawloyiad aq Jou pnod 1581 aduedyIubls sased awos uj “y1eap Jo ade|d ‘aji| Jo Jeak 1se| sy ul aduapisal Jo ade|d 159buo| ‘1S Jedued Arewrd spuab ‘abe 1oy pajjonu0d Sishieue pua a|qeLeAlN|A L

"600 10} 3]qe|IeAR 10U JaM B1Ep DUIS §3 IO} UMOYS S| 0107 1eak ay] ,

* swigjqodd [e10s 1o [ed160joudAsd, 10} %57 ST ‘%6 TN ‘%S | 38 318D )i|-Jo-pua 4o} suondo, 10} %17 S3 ‘%9 IN ‘%, 38 *,SISOubeIp, 10§ %07 $3 ‘%9 TN ‘%G 39 :S3|qeLiea Juspuadap Joj e1ep Buissiy “9,¢> sa|qelien Juapuadapul 1o} elep buissipy

Verkissen MN, et al. BMJ Supportive & Palliative Care 2020;0:1—12. doi:10.1136/bmjspcare-2019-001999

- - - u - - - 67 - dd/1- 05 19 3
100°0> dd 66— 6€ 6 LLO dd |- LL 88 200 dd 6- S8 76 N BYL
€0 dd pg— - L 6.0 dd 9g+ €8 Ly 100°0> dd zz+ 68 89 19
Kujoey a1ed wiey-buoy
4 dd €6 Ly 00l 160 dd |- 4 €9 170 dd zz+ 88 19 S3
500 dd 17— 79 68 20'0 dd 9- 878 88 68€°0 dd /|- 9% 9% N BYL
1340 dd 9+ - €L 100> dd 9+ 93 6L 05 610 dd o+ 16 8 EL|
aidsoy/ndd
4% dd ge— 87 19 €10 dd y6— 87 18 vL0 dd yz+ 68 59 S3
100> dd zz- 8L 00l 580 dd ge—- 6€ LL S10 dd g+ 001 6 INBYL
00 dd g— - 6/ 100> dd oe+ 6 29 100°0> dd o1+ % (8 39
|edsoH
200 dd ze- 05 8 100> dd /4~ 4 83 €0 ddz)- 8 6 3
100°0> dd 11— 08 06 100°0> ddy1— 8L 16 800 dd |- 9% 86 INBYL
janjen 4 abueyd yuiod-o, % % 1onjen 4 abueyd jujod-9, % % 1onjen 4 abueyd juiod-o, % % dnoub juaned
ppe=u:s3 0ze=u:s3 €7€=U1$3
62L=U "IN Z0L=U:IN 0LL=u "IN
L€6=u:39 v6LL=u:3g 10Z1=u:39
102 +600Z 102 #6002 10z #6007
swa|qoud |epos o [ed1bojoydhsd a1ed 3yi|-Jo-pud Joy suondQ sisoubeiq

panunuo) € ajgel

Original research



http://spcare.bmj.com/

Original research

Table 4 Trends in awareness by general practitioners of preferences of people with advanced cancer for medical treatment and for a
proxy decision-maker by patient group in BE, the NL and ES, 2009-2014 (n=2306)

Patient expressed preference for medical treatment Patient expressed preference for proxy decision-maker
2009* 2014 2009* 2014
BE: n=1233 NL: n=729 ES: n=344 %-point BE: n=1233 NL: n=729 ES: n=344 %-point
Patient group % % change pt % % change pt
Age (years) 18-64
Belgium 42 48 +7 pp <0.001 19 37 +18 pp 0.01
The Netherlands 58 68 +10 pp 0.05 36 39 +3 pp 0.38
Spain 29 36 +7 pp 0.2 12 18 +6 pp -
65-84
Belgium 41 58 +18 pp <0.001 19 25 +7 pp 0.62
The Netherlands 63 67 +4 pp <0.01 29 51 +23 pp 0.02
Spain 17 20 +3pp 0.15 11 16 +5 pp 0.51
85+
Belgium 40 46 +5pp 0.1 23 26 +3 pp 0.27
The Netherlands 63 83 +20 pp 0.06 32 63 +31pp 0.05
Spain - 12 - - - 18 - -
Gender Male
Belgium 39 54 +15pp <0.001 21 35 +14 pp 0.18
The Netherlands 51 73 +22 pp <0.001 14 48 +35 pp <0.001
Spain 20 17 -3 pp 0.14 9 10 +1pp 0.4
Female
Belgium 43 52 +9 pp <0.01 18 20 +2 pp 0.6
The Netherlands 72 67 —4 pp 0.11 48 55 _+7pp 0.86
Spain 9 32 +26 pp 0.83 8 29 +21 pp 0.89
Longest place of Home
residencet
Belgium 41 57 +16 pp <0.001 19 29 +10 pp 0.08
The Netherlands 64 7 +7 pp <0.001 33 52 +19 pp <0.01
Spain 18 23 +6.pp 0.17 10 17 +8pp 0.51
Long-term care
facility
Belgium 32 35 +3 pp 0.7 27 22 -5pp 0.04
The Netherlands 43 69 +26 pp 0.95 14 39 +24 pp 0.8
Spain - - - - - - - -
Place of death# Home
Belgium 55 73 +18 pp <0.001 20 41 +21 pp <0.01
The Netherlands 76 82 +6 pp <0.001 41 66 +25 pp <0.01
Spain 21 27 +7 pp 0.02 8 16 +9 pp 0.08
Hospital
Belgium 33 33 0 pp 0.71 15 14 0 pp 0.2
The Netherlands 50 39 -11pp 0.05 21 15 —6 pp 0.26
Spain 13 25 +12 pp 0.6 4 21 +17 pp 0.48
PCU/hospice
Belgium 39 60 +21pp <0.01 26 22 -4 pp 0.13
The Netherlands 35 68 +34 pp <0.01 23 46 +22 pp 0.37
Spain 20 17 -3 pp 0.18 30 17 -13 pp 0.74
Long-term care
facility
Belgium 29 44 +15 pp 0.53 24 27 +3 pp 0.18
The Netherlands 53 60 +7 pp 0.97 18 33 +16 pp 0.14
Spain - - - - - - - -

Missing data for independent variables <3%. Missing data for dependent variables: BE 1%, NL 1%, ES 1% for ‘preference for medical treatment’; BE 0%, NL 1%, ES 1% for ‘preference for proxy decision-
maker'.

*The year 2010 is shown for Spain since data were not available for 2009.

tMultivariable trend analysis controlled for age, gender, primary cancer site, longest place of residence in the last year of life, place of death. In some cases significance tests could not be performed due to
small n.

+'Home'" indicates living in own home or with family. ‘Long-term care facility" includes residential care home in Belgium, residential home for older people in the Netherlands and Spain, (infrequently)
nursing home in the Netherlands. "Hospital” excludes PCU and nursing home unit in hospital.

BE, Belgium; ES, Spain; NL, the Netherlands; PCU, palliative care unit; %-point and pp, percentage point (calculated using the first and last available year).
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in the NL (from 88% to 73%) and to an even more
extreme extent in ES (from 74% to 26%). Further-
more, again in the NL and in ES, a decline was seen in
the percentages of people with whom psychological or
social problems were discussed (from 91% to 73% and
from 77% to 39%, respectively). These two items were
the only items which have undergone minor modifica-
tions to their formulation. This could have influenced
interpretation. However, the downward trends were
already visible within the first wave (from 2009 to 2010
in the NL and from 2010 to 2011 in ES) and there-
fore the impact of changes in phrasing may have been
limited. Additionally, the new formulation of the ques-
tion (from ‘palliative care’ to ‘end-of-life care’), which
was explicitly intended to allow respondents to imagine
a wider range of care provided beyond specialised palli-
ative care, could equally have been expected to result in
an increase in the response. A Belgian study found that
medical oncologists perceive the term ‘palliative care’ as
a barrier to communication about end-of-life care due
to the stigma associated with the term, and in BE we
indeed saw an increase in reported communication once
this term had been removed from the questionnaire.*
However, there are also indications that the term ‘end-
of-life care’ carries a stigma of its own in certain cultures,
and is not well defined in all contexts.>' As such, these
conflicting pressures may be responsible for some of the
changes over time.

Other explanations for these unexpected decreases
exist. One possible interpretation is related to an increase
in the specialisation of cancer care and palliative care.
Due to suboptimal information transmission between
GPs and specialists, it is not uncommon for GPs and their
patients to lose touch during ongoing treatment and in
the post-treatment phases.’” In ES, for example, palli-
ative care in hospitals has improved considerably over
the course of this study, possibly leading to an increase
in end-of-life conversations taking place in the hospital
instead of the primary care setting.'* In the NL, a recent
study showed that GPs were more hesitant to engage in
ACP with patients who were still being treated by special-
ists in hospital, as these patients are often less open to
discussion.* Numerous initiatives have been developed
to make earlier integration of specialised palliative care
services a reality.’*>” Consequently, certain topics may
be more frequently discussed with palliative caregivers
or nurses of the palliative homecare team rather than
with GPs. An interesting example is the evolving role of
the oncology nurse in clinical oncology departments.*®
These nurses pay particular attention to the emotional
impact of living with and beyond the diagnosis and its
treatment through the cancer care pathway.*” This still
does not explain why these decreases were only found
for the NL and ES, and not for BE, where the role of
the oncology nurse is well defined and highly appreci-
ated.* The way palliative care provision is organised
may contribute to part of the differences. BE and the
NL are small countries where palliative care is often

highly accessible, whereas in ES, despite improvements
in recent years, palliative care provision in rural areas is
still lacking."*

The mortality follow-back study design is a robust
study design to measure end-of-life care on a popu-
lation level.* In this study, recall bias was limited
since GPs were instructed to complete the question-
naire within a week of the patient’s death. A limita-
tion is that although representative within this area,
the Spanish Sentinel Network only covered a specific
region resulting in a smaller sample and lower statis-
tical power. Furthermore, this study only reports if
topics were discussed according to the GP, and does
not represent the totality of end-of-life communica-
tion with patients with cancer. Perceptions of what
constitutes the ‘discussion’ of a certain topic may
differ between patients and physicians.* The present
study examines the prevalence of discussions and
can neither provide in-depth insights into patients’
expectations or desires for such conversations—for
example, whether patients took the initiative for
such communication themselves or whether they
rely on their GP to initiate,nor into the quality of
the communication process—for example, whether
communication about care preferences was started
early enough that this could make a material differ-
ence to the quality of end-of-life care. Finally, due to
the low statistical power for some analyses, particu-
larly in ES, it is possible that the significance of some
results is underestimated.

This study shows that initiatives to increase end-
of-life communication can be ambitious and aim
at significant change in clinical practice in a short
time. The prerequisites for successful interventions
are however still unknown, while challenges to
continued high levels of communication between
GPs and patients are also apparent. For instance,
the ongoing increase in the specialisation of cancer
care and palliative care and subsequent task differ-
entiation between healthcare professionals pave the
way for new roles and responsibilities in primary
and secondary care. This will require better commu-
nication between healthcare providers in order to
maintain good communication with patients. Future
research should provide a broader picture including
ACP as a whole as well as including the various
healthcare providers.

Conclusion

Broad changes, both increasing and decreasing, were
found between 2009 and 2014 in the number of people
with cancer with whom certain end-of-life care topics
were discussed according to GPs in BE, the NL and ES.
Despite international differences that appear to persist
over time, end-of-life communication in primary care
in Europe can change substantially in a relatively short
period of time across patient groups.
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