©®

OPEN ACCESS

'End-of-Life Care Research
Group, Vrije Universiteit Brussel
(VUB) & Ghent University,
Brussels, Belgium

“Department of Public Health
and Primary Care, Ghent
University, Ghent, Belgium
*Clinical and Descriptive
Epidemiology Unit, Cancer
Prevention and Research
Institute, Florence, Italy

“Public Health Directorate,
Regional Ministry of health
(Direccion General de Salud
Publica, Conselleria de Sanidad),
Castille and Leon, Valladolid,
Spain

*Epidemiology and Public
Health, Health Services Research,
Sciensano, Brussels, Belgium

Correspondence to

Kim de Nooijer, End-of-Life Care
Research Group, Vrije Universiteit
Brussel, Brussels 1090, Belgium;
Kim.De.Nooijer@vub.be

Received 15 July 2019
Revised 23 September 2019
Accepted 2 October 2019

‘ '.) Check for updates

© Author(s) (or their
employer(s)) 2019. Re-use
permitted under CC BY-NC. No
commercial re-use. See rights
and permissions. Published by
BMJ.

To cite: de Nooijer K,
Pivodic L, Deliens L, et al.
BMJ Supportive & Palliative
Care Epub ahead of

print: [please include Day
Month Year]. doi:10.1136/
bmjspcare-2019-001967

Original research

Primary palliative care for older
people in three European countries:
a mortality follow-back quality study

Kim de Nooijer

" Lara Pivodic,' Luc Deliens,"? Guido Miccinesi,?

Tomas Vega Alonso,* Sarah Moreels,” Lieve Van den Block'

ABSTRACT

Background Many older people with serious
chronic illnesses experience complex health
problems for which palliative care is indicated.
We aimed to examine the quality of primary
palliative care for people aged 65-84 years and
those 85 years and older who died non-suddenly
in three European countries.

Methods This is a nationwide representative
mortality follow-back study. General practitioners
(GPs) belonging to epidemiological surveillance
networks in Belgium (BE), Italy (IT) and Spain (ES)
(2013-2015) registered weekly all deaths in their
practices. We included deaths of people aged 65
and excluded sudden deaths judged by GPs. We
applied a validated set of quality indicators.
Results GPs registered 3496 deaths, of which
2329 were non-sudden (1126 aged 65-84,

1203 aged 85+). GPs in BE (reference category)
reported higher scores than IT across almost

all indicators. Differences with ES were not
consistent. The score in BE particularly differed
from IT on GP—patient communication (aged 65—
84:61% in BE vs 20% in IT (OR=0.12, 95% ClI
0.07 to 0.20) aged 85+: 47% in BE vs 9% in

IT (OR=0.09, 95% CI 0.05 to 0.16)). Between

BE and ES, we identified a large difference in
involvement of palliative care services (aged 65—
84:62% in BE vs 89% in ES (OR=4.81, 95% ClI
2.41109.61) aged 85+: 61% in BE vs 77% in ES
(OR=3.1,95%Cl 1.71 t0 5.53)).

Conclusions Considerable country differences
were identified in the quality of primary palliative
care for older people. The data suggest room

for improvement across all countries, particularly
regarding pain measurement, GP—patient
communication and multidisciplinary meetings.

INTRODUCTION

There is a rising number of deaths in
old age' accompanied by serious chronic
conditions, such as cardiovascular diseases,
cancer and dementia.> Many older people
are affected by multimorbidity, which

is the simultaneous presence of multiple
chronic conditions.” The end of life of
older people is thus often characterised
by complex health problems, symptoms
and disabilities that require palliative
care.* According to the WHO, palliative
care aims to improve the quality of life of
patients with a life-threatening disease.’
Yet, concerns have been raised about
the access to palliative care for older
people, especially in primary care, as most
approaching the end of life wish to be
cared for and to die in their usual place of
care.®® Evidence shows that older people
who are dying from serious chronic
conditions may be receiving poor end-of-
life care, such as poor communication
regarding wishes and preferences for care
and care planning.! *°~" Similarly, access
to palliative care and symptom control is
increasingly problematic in old age."”

Despite these concerns, there is insuffi-
cient population-based data to assess the
quality of palliative care for older people
dying from serious chronic conditions and
to determine whether there are specific
patient groups or care domains where
improvements in quality can be made.
In particular, there are few cross-na-
tional studies that permit comparison of
the quality of palliative care in different
healthcare  systems. This precludes
evidence-informed  policy-making  to
ensure high-quality palliative care for
older people. Existing population-based
studies assessing the quality of pallia-
tive care for older people focus on the
last week of life only'* or are limited to
a particular diagnosis such as cancer'
or dementia,” thereby excluding large
groups of older people for whom pallia-
tive care may also be relevant.

Measuring the quality of palliative care
is complicated because palliative care often
involves multiple healthcare professionals

BM)

de Nooijer K, et al. BMJ Supportive & Palliative Care 2019;0:1-7. doi:10.1136/bmjspcare-2019-001967 1

1ybuAdoo Aq pa1oa1oid "BIOSUOD TADVS
pepiues euslesuo) qig 1e 6TOZ ‘LT 4870100 U0 /w02 lwaareads//:dny wouy pspeojumod "6T0Z 1890100 9T UO 296T00-6T0Z-24eadsWa/9eTT 0T Sk paysiiand 1s1y :a1ed jeljjed uoddns NG


http://orcid.org/0000-0003-2887-6832
http://crossmark.crossref.org/dialog/?doi=10.1136/bmjspcare-2019-001967&domain=pdf&date_stamp=2019-010-16
http://spcare.bmj.com/

Original research

in various disciplines and healthcare settings, has a
multidimensional nature and is integrated within a
larger spectrum of healthcare services.'® ' In many
countries, general practitioners (GPs) have a good
view of the care their patients received from them and
other healthcare providers, hence our use of represen-
tative epidemiological surveillance networks based on
general practice provides an important opportunity
for evaluation.'®

The systematic evaluation of quality can be achieved
by using a core set of quality indicators defined as
‘measurable items referring to the outcomes, processes,
or structure of care’” judged as critical in the evalua-
tion of the quality of palliative care.'®?° The quality
indicators assessed in general practice can therefore
measure quality across different settings as delivered
by various healthcare professionals and can be used
to capture the quality of care on an aggregated, for
example, national, level."”

We conducted this study in three countries, Belgium,
Italy and Spain. All three countries have legislation
and/or national strategies for primary palliative care
provision,”'™ but there are also important differences
in the way primary palliative care is organised. For
instance, GPs in Spain fulfil a gatekeeping function
to specialist palliative care services.'® In Belgium and
Italy, GPs have a partial gatekeeping function in that
their referral is required for certain specialist palliative
care services (such as specialist palliative home care
in Belgium) but not for others (eg, involvement of a
mobile palliative care team in the hospital)."® GPs in
Belgium and Italy still have an important coordinating
role within healthcare, and most people in these coun-
tries have a GP whom they consult regularly.'® Further-
more, there are differences between these countries in
how certain aspects of dying and palliative care are
approached that may impact on the quality of primary
palliative care.”* This includes, but is not limited to,
communication about end-of-life, disclosure of diag-
nosis and prognosis and reliance on family care.**

The overall aim of this study was to answer the
following research question: what is the quality of
primary palliative care for people aged 65-84 years
and those 85 years and above who died non-suddenly
in Belgium, Italy and Spain?

METHODS

Study design and procedure

The data were collected as part of the European
Sentinel General Practitioner Networks Monitoring
End-of-Life Care (EURO-SENTIMELC) study, which
was a cross-national mortality follow-back study that
monitored end-of-life care in population-based samples
of deceased people.'® The data were collected through
nationwide sentinel networks of GPs. In Belgium and
Spain, these are existing regional and national epide-
miological surveillance networks consisting of repre-
sentative samples of GP practices or community-based

physicians. In Italy, a new network was formed for this
study by the Ttalian Society of General Practitioners
through a procedure similar to that in the other coun-
tries; GPs were only informed about the procedure
and not about the subject of the surveillance in order
to avoid over-representation of those with a particular
interest in palliative care. The networks in Belgium
and Italy were nationwide; in Spain we collected data
only from two autonomous regions: the Valencian
Community and Castile and Leon.

All deaths of patients aged 18 years or older were
registered weekly by the participating GPs using a stan-
dardised registration form and classified as sudden and
totally unexpected or non-sudden, a common method
in palliative care research for retrospectively identi-
fying people for whom palliative care was a realistic
option.” % In Belgium and Spain, this was done from
January 2013 to December 2014 and in Italy from
June 2013 until May 2015.

Setting and participants
We included deaths of patients who were 65 years or
older which were non-sudden as judged by the GP.

Measurements

The standardised registration form consisted of open-
ended and closed-ended items. As well as assessing
quality indicators, it asked about patient characteris-
tics such as age, sex, primary cause of death, dementia
diagnosis, main place of residence in the last year of
life and place of death.

Main outcome measure: quality indicators
The quality indicators used in this study are based
on the work of Leemans et al.”” They measured the
quality of palliative care services by assessing nine
important domains of palliative care (ie, physical,
psychosocial, communication with patients, commu-
nication with relatives, multidisciplinary consultation,
type of end-of-life care, continuity of care, support
for relatives and structure of care). From that set, the
EURO-SENTIMELC consortium selected those appli-
cable to primary care and reformulated them into ques-
tions suitable to be answered by GPs. The questions
underwent review by primary palliative care experts
from Belgium, Italy, Spain, France and the Netherlands
and were then ranked; those with a score of at least
7.5 (scale 1-10) remained, ensuring that there was at
least one question per domain of quality indicators of
palliative care. The quality indicators were selected
through a multistep process which can be found else-
where.” #® The final core set consisted of nine quality
indicators, of which two (3.1 and 4) cover the third
palliative care domain:

1: Percentage of patients whose pain was known
by the GP to be monitored regularly during the last
3 months of life.
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2: Percentage of patients known by the GP to have
accepted that they were nearing the end of life.

3.1 and 4: Extent to which patients and relatives
receive information from the GP about diagnosis,
prognosis, disease progression, advantages and disad-
vantages of treatments and palliative care options.

3.2: Percentage of patients who expressed a specific
wish about a medical treatment.

5: Repeated (on several occasions) formal multidisci-
plinary consultation with and between care providers
(between settings, including GP) about care goals and
palliative care option.

6: Percentage who received palliative care services”
involved in last 3 months of life.

7: Percentage who did not die in a regular hospital
unit.

8: Percentage for whom the GP contacted or
planned to contact the relatives regarding bereavement
counselling.

Statistical analyses
Differences between countries in characteristics and
quality indicator scores of those aged 65-84 years

Original research

and those aged 85 years or older were analysed by
using generalised linear mixed models (GLMMs) with
country and potential confounders (patient character-
istics that differed significantly between countries) as
fixed effects and GP practice as random effect. Using
GLMMs allows us to account for clustering of patient
data within GP practices (possibility that one GP
provided data on several patients). All analyses were
completed with SPSS V.25.0.

Patient characteristics

GPs registered 3496 deaths, of which 2329 were
non-sudden. The people aged 65-84 years (n=1126)
were predominantly male and those aged 85 years
and older (n=1203) were predominantly female
(table 1). In both age groups, the majority did not
have a diagnosis of dementia and significant differ-
ences between the countries were only found among
those aged 65-84 years (p=0.003). In the last year of
life, between 77% in Belgium and 93% in Spain of
those aged 65-84 years resided at home (p=0.000),
and 45% in Belgium to 88% in Italy of those aged 85
years and older resided at home (p=0.000). The most

Table 1 Patient characteristics (n=2329)
People aged 65-84 years (n=1126) People aged 85 years and older (n=1203)
Belgium Italy Spain Belgium Italy Spain

Patient (n=718) (n=254) (n=154) (n=690) (n=342) (n=171)
characteristics n (%) n (%) n (%) P value* n (%) n (%) n (%) P value*
z\/le?n age at death 76.7 (5.7) 77.7 (5.3) 773 (5.5  0.080 90.1(4.2) 90.5 (4.0) 90.7 (4.3) 0.140
SD
Gender, female 337 (47.1) 123 (49.2) 55 (35.7) 0.020 462 (67.2) 230 (68.0) 103 (60.2) 0.320
Dementia diagnosis

None 467 (69.5) 182 (72.2) 130 (86.1) 0.003 328(50.2) 164 (48.8) 87 (52.1) 0.799

Mild 83(12.4) 35(13.9) 13 (8.6) 136 (20.8) 79 (23.5) 39(23.4)

Severe 122 (18.2) 35(13.9) 8(5.3) 190 (29.1) 93 (27.7) 41(24.6)
Longest place of
residence in the last
year of life

At home 515(77.3) 231(92.0) 136 (92.5) 0.000 290 (45.0) 300 (88.2) 129 (75.9) 0.000

Care homet 151 (22.7) 20 (8.0) 11(7.5) 354 (55.0) 40(11.8) 41(24.1)
Main cause of death

Cancer 348 (51.4) 121 (50.2) 104 (68.0) 0.015 160 (24.4) 53 (15.6) 39(22.8) 0.014

Cardiovascular 89 (13.1) 40 (16.6) 14(9.2) 172 (26.2) 126 (37.1) 45 (26.3)

disease

Nervous system 75 (11.1) 21(8.7) 7(4.6) 75(11.4) 32(9.4) 21(12.3)

disease

Respiratory disease 54 (8.0) 26 (10.8) 6(3.9) 72 (11.0) 43 (12.6) 9(5.3)

Stroke (CVA) 39(5.8) 12 (5.0 3(2.0) 61(9.3) 34(10.0) 18(10.5)

Other 72 (10.6) 21(8.7) 19(12.4) 116 (17.7) 52 (15.3) 39(22.8)

):

People aged 65-84 years: Missing data, n (%): gender, 6 (0.5), dementia diagnosis, 51 (4.5), longest place of residence in the last year of life, 62 (5.5),

main cause of death, 55 (4.9).

People aged 85 years and older: Missing data, n (%): gender, 7 (0.6), dementia diagnosis, 46 (3.8), longest place of residence in the last year of life, 49

(4.1), main cause of death, 36 (3.0).

*Tested for differences between countries using generalised linear mixed models to account for clustering at general practitioner level.

tIncludes care/nursing homes, ‘elswhere’ not included in the analysis.
CVA, cerebrovascular accident; SD, standard deviation .
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common cause of death in those aged 65-84 years was
cancer (p=0.015) and of those aged 85 years and older
was cardiovascular diseases (p=0.014).

Quality of primary palliative care in Belgium, Italy and
Spain

Higher quality indicator scores were reported in
Belgium than in Italy in both age groups (table 2).
Exceptions are discussions between GPs and family of
illness-related topics (aged 65-84: 76% in Belgium vs
829 in Italy (OR=1.50, 95%CI 0.90 to 2.49); aged
85+: 81% in Belgium vs 83% in Italy (OR=1.17,
95%CI 0.72 to 1.90)) and bereavement counsel-
ling (aged 65-84: 68% in Belgium vs 68% in Italy
(OR=1.29, 95%CI 0.73 to 2.29); aged 85+: 64% in
Belgium vs 69% in Italy (OR=0.93, 95%CI: 0.54 to
1.63)). We found a difference in discussions between
GPs and patients regarding illness-related topics for
more patients in Belgium than in Italy (aged 65-84:
61% in Belgium vs 20% in Italy (OR=0.12, 95%CI
0.07 to 0.20); aged 85+: 47% in Belgium vs 9% in
Italy (OR=0.09, 95% CI 0.05 to 0.16)). Among those
aged 65-84 years, we also found a difference for the
quality indicator regarding GP awareness of patient
preferences about medical treatments (44% in Belgium
vs 15% in Italy (OR=0.16, 95%CI 0.10 to 0.27)).
Among those aged 85 years and older, there were
differences in the quality indicators on involvement of
palliative care services in the last month of life (61%
in Belgium vs 18% in Italy (OR=0.18, 95%CI 0.11
to 0.30)) and pain measurement in the last 3 months
of life (45% in Belgium vs 15% in Italy (OR=0.20,
95%CI 0.11 to 0.39)).

We also identified important differences between
Belgium and Spain in involvement of palliative care
services in the last 3 months of life (aged 65-84: 62%
in Belgium vs 89% in Spain (OR=4.81, 95%CI 2.41
to 9.61); aged 85+: 61% in Belgium vs 77% in Spain
(OR=3.1, 95%CI 1.71 to 5.53)) (table 2). In those
aged 65-84 years, we found differences for the quality
indicator on GP awareness of patient preferences
about medical treatments (44% in Belgium vs 18% in
Spain (OR=0.18, 95% CI 0.11 to 0.31)) and in those
aged 85 years and older on multidisciplinary consulta-
tions during the last month of life (38% in Belgium vs
10% in Spain (OR=0.15, 95% CI 0.08 to 0.30)).

DISCUSSION

In both age groups, for almost all quality indicators,
higher scores were found for Belgium than Italy, and
fewer consistent differences were found between
Belgium and Spain. GPs in all countries reported
relatively low scores on pain measurement in the last
3 months of life, discussions between GPs and patient,
and multidisciplinary consultations during the last
month of life. At the same time, relatively high scores
were reported in all countries regarding discussions

between GP and family of illness-related topics and
bereavement counselling.

The three countries in the study have palliative
care frameworks and strategies that specify standards
and aims regarding the organisation and provision of
palliative care”™>*; however, having frameworks and
strategies alone is not enough to achieve high-quality
palliative care. We identified that the overall quality
of primary palliative care for the older population in
Italy was considerably lower than in Belgium. The
relatively high scores in Belgium may be explained by
the well-established palliative home care teams and
region-wide palliative care networks that promote
collaboration and sharing of knowledge and exper-
tise with GPs.*” *! In Italy, on the other hand, pallia-
tive home care is still mainly provided to people with
cancer,”* which may contribute to lower quality indi-
cator scores for the population included in this study.
The differences between Belgium and Spain were not
consistently in the same direction. In Spain, we iden-
tified relatively high-quality indicator scores on the
involvement of specialised palliative care services in
the last 3 months of life. In the last decade, consider-
able efforts have been made in Spain to expand pallia-
tive care services from patients with cancer to patients
without cancer,’? ** with a close collaboration between
GPs and palliative care services.”® The differences in
the scores on the involvement of specialised pallia-
tive care services are not necessarily concerning; GPs
often provide palliative care themselves. However, this
needs further research as we can expect exacerbations
and complex situations among an older population
where specialised advice and collaboration with the
GP can be highly beneficial.

In all three countries, there is room for improvement
in the quality of primary palliative care for the older
population. This is an urgent matter given the rising
number of people who are in need of palliative care,
the current ageing of populations and trends in chronic
morbidity." We identified that pain was not regularly
measured in the older population. This is concerning
given that poor pain assessment has been cited as an
important barrier to adequate pain control.”” Research
shows that pain is an important symptom in around
a third of the older population,*®® *%; it is therefore
crucial that frequent comprehensive pain assessment
is provided.®”

We found that in all countries more than half of GPs
did not communicate with the patient (except for those
aged 65-84 years in Belgium) regarding illness-related
topics and were not aware of their preferences about
medical treatments. These low scores may be influ-
enced by the difficulty of prognosis in older people,’®
something seen as an important barrier to the initiation
of discussion with the patient, that is, difficulties in
deciding the ‘right’ time to broach the topic.*® Decline
in, for example, speech and cognition could also
hinder communication® and cultural factors are also
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likely to influence it; in several countries, including
Italy, partial or non-disclosure in advanced diseases is
still common.**

GPs in all countries reported relatively high scores on
communication with the family carer. As most people
resided at home in the last year of life, especially in
Italy and Spain, it seems that the family carer was
highly involved in care and that GPs tend to commu-
nicate with them as an alternative to communicating
with the patient.

The complex needs and problems of older people
require joint working and interdisciplinary collabo-
ration between different healthcare professionals.* In
our study, we identified that for most people there
were no regular multidisciplinary meetings conducted
in the last month of life (ie, fewer than one a week).
As multidisciplinary meetings are crucial in facili-
tating interdisciplinary collaboration,*” they should be
conducted regularly. In Spain and Belgium, efforts have
been made to encourage and provide guidance in facil-
itating interdisciplinary collaboration.* ** The Spanish
Association of Palliative Care (SECPAL) developed a
model recommending multidisciplinary meetings, but
does not yet provide a clear guidance on how to orga-
nise such meetings.*' The Belgian Healthcare Knowl-
edge Centre (KCE) has developed a position paper that
makes recommendations for organising these meetings
in an efficient manner, such as by using a shared care
plan or a shared patient medical record.** In addition,
appointing a key person responsible for organising
such multidisciplinary meetings could improve their
quality.*

Strengths and limitations

To our knowledge, this is the first cross-national popu-
lation-based study using a validated minimum quality
indicator set to measure the quality of primary palli-
ative care for older people. We used existing sentinel
networks of GPs in the three European countries and
therefore obtained samples of deaths representative for
the GP population in the three countries.'® Another
strength is that GPs conducted registrations weekly,
limiting recall bias.'® The identification of non-sudden
deaths as denominator is an advantage compared with
including patients who died suddenly and unexpect-
edly because the patients who died non-suddenly were
likely to have received palliative care. Our study also
has limitations. We used only GP estimations of the care
provided by themselves and not by others, so misclas-
sifications might have occurred. Future studies should
consider to also include the views of other healthcare
professionals who are important providers of gener-
alist palliative care, such as district and community
nurses.

CONCLUSION
This study found that there are considerable cross-
country differences in the quality of primary palliative

care for older people, probably reflecting different
healthcare systems and cultures. Our findings show
that the overall quality of primary palliative care for
older people could be improved. Initiatives are needed
to support regular pain measurement, communica-
tion between GP and patient and frequent multidisci-
plinary meetings in the last month of life. These focal
points should become a priority for policy-makers and
healthcare professionals, given the rising number of
older people in need of palliative care.
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