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Background 

This thesis focuses on palliative care for older people in long-term care facilities in 
Europe. This chapter first introduces the topic of  palliative care and its importance in 
long-term care facilities. Next, the status of palliative care in long-term-care facilities 
in Europe is described. This chapter subsequently addresses the improvement of 
palliative care provision in long-term care facilities. Finally, the aims and research 
questions of this thesis are presented, followed by a description of the methods used to 
answer these questions. 

What is palliative care? 
Care that is provided to people who are at the end of their life, is often referred to as 
‘palliative care’. However, rather than referring to care delivered during a certain 
timespan, palliative care is an approach to provide care. In this thesis palliative care 
follows the definition by the World Health Organization (WHO): “Palliative care is an 
approach that improves the quality of life of patients and their families facing the 
problem associated with life-threatening illness, through the prevention and relief of 
suffering by means of early identification and impeccable assessment and treatment of 
pain and other problems, physical, psychosocial and spiritual”.1 Following this 
definition, palliative care focuses on quality of life and is not only applicable to people 
in the terminal phase of an illness, but can just as well be provided to those who are in 
earlier phases of a disease.1 A timely initiation of palliative care (i.e. earlier than the 
terminal phase) allows for the anticipation of care needs as a disease progresses and 
palliative care needs usually intensify as the end of life approaches.2 Regarding 
palliative care, two types of approaches can be distinguished: generalist palliative care 
and specialist palliative care.3 Generalist palliative care can be provided by physicians 
and other healthcare professionals from all disciplines and can constitute the basis of 
palliative care provision. All care providers should have general palliative care skills, 
to deal with patients’ basic needs for palliative care.3 When patients have more 
complex needs, which exceed the skills of general palliative care providers, they can be 
referred to specialist palliative care.3, 4 Specialist palliative care is provided by care 
providers who have undergone at least specialist palliative care training.4 In some 
countries palliative care is formally recognized as a medical or nursing specialty.5  
 
Why should palliative care be provided to older people in long-term care 
facilities? 
In this thesis the term ‘long-term care facility’ refers to a collective institutional setting 
in which care is provided mainly to older people on-site 24 hours a day, 7 days a week, 
with on-site or off-site care staff and physicians. Globally the population is ageing at a 
fast rate, as more and more people reach older age, especially in Europe.6 A common 
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response to the ageing of the population has been to establish health policies aimed at 
enabling people to live in their own homes for as long as is possible, often referred to 
as ‘ageing in place’.7 However, still a significant number of older people in Europe 
receives long-term care in care facilities. Older age is often accompanied by self-care 
limitations, cognitive impairments and multi-morbidity of chronic diseases (such as 
cardiovascular disease, pulmonary disease and dementia), which may result in complex 
care needs that sometimes make admission to a long-term care facility necessary.7-12 In 
addition to being a place of residence, long-term care facilities are also the place of 
death for many older people: from 1/8 in Germany13 to over ¼ in England14, 15 and 
Belgium.16 And the number of people living and eventually dying in long-term care 
facilities is likely to increase in the coming years.17 

Across Europe, the length of stay in long-term care facilities ranges from 2 months up 
to 5 years.9 This indicates that when people are admitted, the actual end of their life is 
approaching, for some faster than for others. Therefore, care providers should be aware 
of and anticipate the end of life and care that suits the resident’s needs. All older people 
in long-term care facilities may benefit from receiving palliative care. Palliative care is 
deemed appropriate for everyone ‘living with a persistent or recurring condition that 
adversely affects daily functioning or will predictably reduce life expectancy’.4 The 
Worldwide Palliative Care Alliance has also recognized that people suffering from 
chronic disease have palliative care needs and can benefit from palliative care.18 
Residents in LTCFs generally depend on care that supports daily functioning and have 
a limited life expectancy anyway due to their high age9 and the majority of them also 
have one or more chronic diseases7, thus palliative care could likely fit their care needs. 
Additionally, frail older people have been found to have various physical and 
psychosocial care needs for which they can benefit from palliative care.19 Considering 
the substantial number of older people who will be living in a long-term care facility at 
the end of their life and who can benefit from receiving palliative care, the provision of 
palliative care in long-term care facilities becomes increasingly important.  

What is known about the status of palliative care in long-term care 
facilities in Europe? 
Several studies have been conducted with the aim to extensively map palliative care 
services and policy in Europe.5, 20 While those studies have focused mostly on 
specialist palliative care, the importance of generalist palliative care - which can be 
supplemented with specialist palliative care when needed - is increasingly recognized.3, 

21 Additionally, those studies have addressed various health care settings, but gave little 
attention to palliative care in the setting of long-term care facilities. A Taskforce of the 
European Association for Palliative Care (EAPC) has written a report on the 
development of palliative care in long-term care facilities in 13 European countries.22 
This report describes a variety of initiatives for palliative care development across 
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Europe, in which the focus ranges from addressing clinical issues to addressing the 
cultural context for changes in care. Many of these initiatives were developed in short-
term projects, making their sustainability perhaps questionable. Nevertheless, such 
projects are still valuable to provide evidence about what is required to develop a 
palliative care culture in long-term care facilities. In addition to this EAPC Taskforce 
report, Froggatt et al. have identified palliative care implementation activities in 29 
European countries, on 3 levels: macro (i.e. national or regional policy, legislation, 
regulation or financing); meso (i.e. implementation activities such as education, 
frameworks, service models and research); and micro (proportion of facilities engaged 
in palliative care provision).23 They found that over half of the countries did not 
address palliative care provision in long-term care facilities at a national or regional 
level. In over a quarter of countries there was no evidence of any implementation 
activities. And in more than half of the countries there was no or minimal activity 
regarding palliative care provision in long-term care facilities. Results as these show 
that across Europe, countries vary in the degree to which palliative care provision is 
integrated in long-term care facilities and many countries still require more action to 
develop this. However, these data do not clarify the extent to which residents in long-
term care facilities receive palliative care, i.e. whether the palliative care needs of all 
residents are met. To this end, representative and comparative studies of palliative care 
practices in long-term care facilities across Europe are needed. 

Improving palliative care in long-term care facilities 
Since palliative care aims to improve quality of life, by assessing and treating problems 
of a physical, psychosocial, or spiritual nature1, it encompasses a wide range of actions 
and can require a broad scope of skills from care providers. Consequently, in the 
provision of palliative care, difficulties and issues can be encountered on a substantial 
number of matters. 

Good communication between care providers and patients and their relatives is an 
essential element of providing palliative care4, which includes discussing topics 
concerning death and dying.24 Discussing such end-of-life topics with patients is 
positively associated with various patient outcomes, such as quality of life and 
satisfaction with care they receive.25, 26 In the setting of long-term care facilities, 
discussions about the end of life could be conducted by physicians as well as by care 
staff such as nurses and care assistants. The literature shows that care providers do not 
always discuss the end of life with their patients in long-term care facilities. For 
instance, in Belgium, general practitioners were less likely to discuss end-of-life topics 
with patients who died in residential homes, compared to patients who died in 
hospital.27 Similarly, nursing home physicians in France did not discuss any end-of-life 
topics with residents or their families in about one-third of residents.28 In a qualitative 
study in Norwegian nursing homes, only few residents and relatives reported to have 
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participated in conversations about the end of life with nursing home staff.29 These 
studies indicate that the discussion of end-of-life topics between care providers and 
residents is an aspect of palliative care that deserves more attention. 

Another aspect of palliative care is the process of advance care planning and shared-
decision making, which has increasingly received attention in care for older people.30-32 
Many residents in long-term care facilities have cognitive impairments8, 9 and 
consequently relatives are often involved in decision making around end-of-life care, in 
addition to formal care providers.33-37 And since decisions regarding end-of-life care 
are not only based on facts but also on personal values and perspectives38, 39 it can be 
difficult for relatives and care professionals to reach consensus, which can hamper 
adequate care provision.40 While research has shown that perspectives on end-of-life 
care can differ between physicians, nurses and families of older people in need of 
care41-44, it is not yet known whether a lack of consensus is an actual problem that 
needs to be addressed in long-term care facilities in Europe. 

Palliative care practices could thus be improved by targeting specific aspects that are 
underdeveloped. The majority of palliative care interventions that have been evaluated 
in the long-term care setting focus on only one aspect of palliative care provision, such 
as advance care planning, or assessing and treating specific symptoms such as pain.45-49 
However, in many European countries the provision of palliative care in long-term care 
facilities still seems to be minimal or even lacking.23 Multi-component interventions 
that have a holistic approach, as opposed to single-focus interventions, might be a 
better way to establish and improve palliative care practices that cover all aspects of 
palliative care. Still, such multi-component interventions have only been implemented 
and evaluated to a very limited extent. A Cochrane review on multi-component 
palliative care interventions in long-term care facilities included three studies.50 The 
interventions in those studies consisted of the following: conducting interviews to 
identify residents suitable for palliative care and asking their physicians for a specialist 
palliative care referral51; developing palliative care leadership teams, palliative care 
education for all staff and feedback on their palliative care performance52; transferring 
residents with end-stage dementia to special units for therapeutic activities, 
interdisciplinary teams develop individualised care plans, care is holistic and staff 
receives palliative care education.53 While these studies showed several positive results, 
such as higher satisfaction with care or less discomfort, they were all conducted in the 
USA. Countries across Europe vary in the models of health-care systems, the 
organisation of long-term care facilities and national policies and regulations on 
palliative care.5, 9, 22 This can have consequences for palliative care practices in long-
term care facilities and specific issues encountered in practice. Additionally, the effect 
of palliative care interventions in long-term care facilities might differ across countries, 
which can provide information on efficacy within a variety of contexts. Thus there 
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exists a need for evidence on how to improve palliative care in long-term care facilities 
across European countries. 

To this end, the ‘PACE Steps to Success’ programme (or PACE programme) was 
developed.54 This is an intervention aimed to ensure that residents in long-term care 
facilities in Europe receive high-quality care, by facilitating organisational change and 
supporting care staff to develop skills and knowledge regarding palliative care. Within 
the “Palliative Care for Older People” (PACE) project, the PACE programme has been 
implemented in long-term care facilities in six European countries in a randomised 
controlled trial. Next to evaluating the effectiveness and cost-effectiveness, it is very 
important to also evaluate the implementation by means of a process evaluation. 
Because there is a lot of variation in long-term care facilities across Europe, in terms of 
their type, size, ownership, or care staff working in the facility9, 22, a process evaluation 
could provide valuable information on how interventions can be implemented across 
varying health care systems.  

Main aims, research questions and outline of this thesis 

The goal of this thesis is to evaluate palliative care practices for older people in long-
term care facilities across Europe. To this end, the thesis consists of three parts, each 
with different objectives and research questions. The main aims of this thesis are: 

1. To explore end-of-life communication between care providers and residents in 
long-term care facilities and to assess differences across European countries. 

2. To gain insights into palliative care provision for older people in long-term 
care facilities at the end of life and to assess differences across European 
countries 

3. To study the implementation of a train-the-trainer programme aimed at 
establishing palliative care practices in European long-term care facilities. 

Part I: End-of-life communication in long-term care facilities in Europe 
and cross-country comparisons 
The first part of this thesis concentrates on communication about end-of-life related 
topics in European long-term care facilities. Chapter 2 focuses on the assessment of 
older long-term care residents’ life-expectancy and whether residents are informed 
about their estimated life-expectancy and evaluates differences between countries. This 
chapter also analyses associations between residents being accurately prognosticated 
and informed about their prognosis and their sociodemographic and clinical 
characteristics.  
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The research questions answered in this chapter are: 

a) Which proportion of long term care residents from 5 European countries, who 
are close to death, are accurately prognosticated and consequently informed 
about their prognosis? 

b) Which factors are related to being accurately prognosticated and consequently 
informed about prognosis? 

Chapter 3 investigates the level of self-efficacy of long-term care staff regarding 
communication about end-of-life topics with long-term care residents and their 
relatives. This chapter shows how countries differ in terms of self-efficacy levels of 
long-term care staff and which facility and staff characteristics are associated with a 
higher level of self-efficacy. Chapter 3 includes the following research questions: 

a) How high is long-term care staff’s perceived self-efficacy regarding end-of-
life communication and does this differ across six European countries? 

b) Which facility and staff characteristics are associated with long-term care 
staff’s perceived level of self-efficacy regarding end-of-life communication in 
long-term care facilities? 

Part II: Palliative care provision for older people at the end of life in long-
term care facilities in Europe and cross country comparisons 
The second part of this thesis concentrates on care provided to long-term care residents 
at the end of their life. Chapter 4 investigates the views of relatives and care staff on 
the degree of consensus that was reached on decisions about care for long-term care 
facility residents. Additionally, differences between European countries are evaluated 
and factors associated with reporting full consensus are assessed. This chapter 
addresses the following research questions: 

a) What degree of consensus amongst all involved in the decision making 
process do relatives and care staff indicate, and how does this differ across six 
European countries? 

b) Which factors are associated with reporting a full consensus, both from the 
perspective of care staff and of relatives? 

Chapter 5 describes several aspects of palliative care provision, such as whether 
palliative care was provided, when it was initiated and who was involved in providing 
palliative care. These aspects are also compared between European countries. 
Furthermore, associations between resident, facility and advance care planning factors 
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and the receiving and timing of palliative care are assessed. Chapter 5 addresses these 
research questions: 

a) What proportion of long-term care residents received palliative care; how long 
before death was palliative care initiated; who was involved in providing 
palliative care for these residents; and are there differences between European 
countries? 

b) Which resident, facility and advance care planning factors are related to 
whether or not older people in European long-term care facilities received 
palliative care? 

c) Which resident, facility and advance care planning factors are related to the 
timing of initiating palliative care for older people in long-term care facilities 
in Europe? 

Part III: Implementation of a train-the-trainer programme to develop 
palliative care in European long-term care facilities 
The third part of this thesis focusses on evaluating the implementation of the PACE 
Steps to Success Programme, or PACE programme: a train-the-trainer programme with 
local champions which aims to establish palliative care practices in long-term care 
facilities in Europe. Chapter 6 consists of a process evaluation of the PACE 
programme, which follows the RE-AIM framework. Long-term care facilities’ 
performance on elements of the R(E)-AIM framework (Reach, Adoption, 
Implementation and Maintenance) is assessed overall and across participating 
European countries. Additionally. factors are identified which support or hinder these 
elements. Chapter 6 answers the following research questions: 

a) What is the level of Reach, Adoption, Implementation and intention to 
Maintain regarding the PACE Steps to Success Programme, overall and across 
European countries? 

b) Which factors affect the Reach, Adoption, Implementation and intention to 
Maintain of the PACE Steps to Success Programme? 

Chapter 7 investigates what local champions need in order to be able to fulfil their role 
and bring about change in daily practice. PACE coordinators and the PACE 
programme are used as an example of local champions in a train-the-trainer 
programme. Recommendations for other train-the-trainer programmes are formulated, 
regarding the selection of local champions and creation of optimal circumstances for 
them to fulfil their role.  



	
General introduction | 17 

Chapter 7 addresses the following research question: 

a) What do local champions need in order to be able to fulfil their role and bring 
about change in daily practice? 

General discussion 
In the general discussion (chapter 8) the main findings from the preceding chapters are 
discussed. Additionally, methodological considerations and implications for policy, 
practice and future research are formulated. 

Methods 

To address the research questions raised in this thesis, data from three studies was used. 
A brief description of the methods used in each of these studies and in each chapter are 
described below. A more detailed description of the methods can be found in 
subsequent chapters. 

Services and Health for Elderly in Long TERmcare (SHELTER) study: a 
12 month prospective cohort study of residents in European long-term 
care facilities 
Data from the SHELTER study was used in chapter 2. The SHELTER study was 
conducted from 2009 to 2011 and was designed in order to validate the interRAI 
instrument for Long Term Care Facilities (interRAI LTCF) for the assessment of care 
provision and care needs of residents in long-term care facilities.8 The interRAI LTCF 
contains over 300 items concerning sociodemographics, functioning in physical, 
cognitive and psychosocial domains, clinical diagnoses and treatments. The study 
consisted of a 12-month prospective cohort study in long-term care facilities in Czech 
Republic, England, Finland, France, Germany, Israel, Italy, and the Netherlands. A 
total of 57 facilities and 4156 residents were included. This sample encompassed 
facilities willing to participate and was neither randomly selected nor intended to be 
representative of all long-term facilities in the participating countries. Data of residents 
was assembled with the interRAI LTCF at baseline and at a 6-months and 12-months 
follow-up. Researchers who collected the data were trained according to the same 
procedure. 

Since chapter 2 aims to answer whether residents close to death were accurately 
prognosticated and informed about their prognosis, a subsample of the SHELTER 
study sample was selected, which included residents who died within 6 months after 
their last assessment and who had a valid answer on the interRAI LTCF item ‘End 
stage disease, 6 or fewer months to live’. This sample comprised 500 residents from 
Czech Republic, England, Germany, Italy and the Netherlands. The item ‘End stage 
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disease, 6 or fewer months to live’ entailed the following: the person or family has 
been told that in the best clinical judgement of the physician, the person has end-stage 
disease with approximately 6 or fewer months to live. Therefore we regarded a ‘yes’ on 
this item as an accurate prognosis being established and provided to the resident, since 
the sample consisted of residents who indeed died within 6 months after the 
assessment. Frequencies were used to indicate for how many residents an accurate 
prognosis was established and provided. Generalized Estimating Equations (GEE) were 
applied to develop a multivariable logistic regression model to analyse associations 
between establishment and discussion of an accurate prognosis and resident 
characteristics. 

PACE study 1: a cross-sectional study of residents and care staff in 
European long-term care facilities 
Data obtained in the “Palliative Care for Older People” (PACE) project was used in 
chapter 3, 4 and 5. The PACE project included a cross-sectional study of deceased 
residents in long-term care facilities in Belgium, England, Finland, Italy, the 
Netherlands and Poland (PACE study 1).55 Data was obtained between January and 
December 2015. In each country a representative sample of facilities was included by 
using proportional stratified random sampling, which took into account the region, 
facility type and bed capacity. In Italy a public list of facilities was unavailable and a 
convenience sample was obtained based on a cluster of facilities previously constructed 
for the SHELTER study8, which covered the three macro regional areas of Italy and 
accounted for facility  types and sizes in Italy. Each facility reported all deaths of 
residents in the preceding 3 months. Structured questionnaires concerning each resident 
were sent to the facility administrator, a staff member most involved in care for the 
resident (nurse or care assistant), a relative who was closely involved and the treating 
physician (general practitioner of elderly-care physician). A questionnaire on facility 
characteristics was also sent to the facility administrator. In total 322 facilities 
participated, in which 1707 deceased residents were identified. Of the questionnaires 
that were sent out, care staff returned 1384, relatives filled out 840 and physicians sent 
back 1094. In addition to questionnaires regarding deceased residents, care staff also 
received a questionnaire on palliative care knowledge and attitudes. This questionnaire 
was sent to all care staff who were on duty at the time a researcher visited the facility. 
In total 3392 staff members received a questionnaire, of whom 2275 returned a 
questionnaire. 

In chapter 3, which addresses care staff’s self-efficacy regarding end-of-life 
communication, data was included of 1680 care staff who indicated their self-efficacy 
level on all 8 items of the Self-Efficacy in Palliative Care scale (SEPC) in the 
questionnaire on palliative care knowledge and attitudes. The self-efficacy level of care 
staff in each country was described and GEE was used to construct a multivariable 
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logistic regression model to assess which care staff and facility characteristics were 
associated with a higher level of self-efficacy and to estimate differences in the level of 
self-efficacy between countries. 

Chapter 4 focuses on the degree of consensus in decision making according to relatives 
and care staff and included residents about whom a question on consensus among all 
involved was answered by relatives (n=790) and care staff (n=1284). Logistic GEE was 
used to analyse cross-country differences in the degree of consensus indicated by care 
staff and relatives and to assess associations between reporting full consensus and 
resident, relative and care characteristics. 

In chapter 5 the provision of palliative care in long-term care facilities is investigated 
and to this end 1298 residents were included, about whom care staff indicated whether 
they received palliative care. Between-country differences in the following aspects of 
palliative care were analysed: receiving and timing of initiating palliative care and 
involvement of the treating physician and of a palliative care specialist. A multivariable 
regression model was used to analyse associations between the receiving and the 
timing of palliative care and resident and facility characteristics and indicators of 
advance care planning. GEE was used to conduct all analyses. 

PACE study 2: process evaluation of a cluster randomised controlled trial 
in European long-term care facilities 
In addition to the cross-sectional study described above, the PACE project also 
includes a cluster-randomised controlled trial of the ‘PACE Steps to Success’ 
intervention in seven countries (PACE study 2).54 Data assembled in PACE study 2 is 
used in chapter 6 and 7. The PACE steps to success programme (the PACE 
programme) is a multi-component six-step intervention which aims to improve 
palliative care in long-term care facilities. The PACE programme follows a train-the-
trainer format in which the nomination of local palliative care champions, called PACE 
coordinators, has a central place. The PACE coordinators are trained by country 
trainers, who also support the PACE coordinators during the implementation and 
deliver training sessions for other staff in the facility. In the cluster-RCT the PACE 
programme was implemented in 37 long-term care facilities in Belgium, England, 
Finland, Italy, the Netherlands, Poland and Switzerland. Care after the implementation 
of the PACE programme was compared to usual care in an effectiveness study. 
Additionally, a process evaluation was conducted for which interviews (individually 
and in groups, face-to-face and online) were conducted with participants who were 
involved in the implementation of the PACE programme: the PACE coordinators, 
country trainers, facility managers and care staff. Data was also assembled through 
structured weekly diaries filled out by the country trainers, in which they reported their 
activities regarding the PACE programme. Additionally, care staff filled out evaluation 
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questionnaires after the last training session. Furthermore, training attendance and 
document adoption were registered in the participating facilities. 

Chapter 6 focuses on the process evaluation of the PACE programme, which followed 
the RE-AIM framework.56 Based on key elements of the PACE programme, criteria for 
a high, medium and low level of Reach, Adoption, Implementation and Intention to 
Maintenance were defined a priori. These levels were rated using data from the 
structured diaries, attendance lists, registry on document adoption and evaluation 
questionnaires. Qualitative data from the interviews were analysed according to the 
principles of thematic analysis following a deductive approach, to assess factors which 
affected the RE-AIM elements in a positive or negative manner. 

In chapter 7, which focuses on the local champions and the execution of their role, the 
qualitative data from the interviews were analysed according to the principles of 
thematic analysis. This revealed which factors played a role in the PACE coordinators’ 
functioning as a local champion in the long-term care facility. 
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