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Introduction 

Chapter 1 introduces the topic of palliative care for older people in long-term care 
facilities in Europe. Palliative care aims to improve the quality of life of patients with 
life threatening illness and their families, by assessing and treating physical, 
psychosocial and spiritual problems. Older people in long-term care facilities generally 
have care needs which can be addressed by providing palliative care. Across Europe, 
countries vary in the level of palliative care integration in long-term care facilities and 
many countries require action to develop this further. The overall goal of this thesis is 
to evaluate palliative care practices for older people in long-term care facilities across 
Europe. This can help us to understand which aspects need to be addressed in the 
development of palliative care in long-term care facilities across Europe. 

The research in this thesis is divided in three parts: part one researches end-of-life 
communication between residents and care professionals in long-term care facilities; 
part two focuses on palliative care provision in long-term care facilities; and part three 
studies the implementation of a train-the-trainer programme aimed at establishing 
palliative care practices in European long-term care facilities. 

Part one: End-of-life communication in long-term care facilities in 
Europe 

Chapter 2 draws on SHELTER data. SHELTER involves a 12 month prospective 
cohort study of residents in European long-term care facilities. Chapter 2 reveals that 
among residents who died within six months after their last assessment, in only 14% of 
those residents a physician established a prognosis of less than six months to live and 
discussed this prognosis with the resident or family. While residents who were closer to 
death more often received an accurate prognosis, still less than 1/3 of residents who 
were assessed within 1 month before death received an accurate prognosis. Residents 
with cancer, fatigue, dehydration or an impaired or artificial mode of nutritional intake 
were more likely to have received an accurate prognosis. However, residents who still 
initiated interactions with others were less likely to have received an accurate 
prognosis. Thus when residents have symptoms or diagnoses that can be considered as 
typically associated with an approaching death, it seems easier for physicians to 
establish and discuss a limited life expectancy with the resident. Difficulties can lie in 
both the establishment of a prognosis and in the discussion of a prognosis. Therefore 
this chapter concludes by recommending future studies to distinguish between these 
matters. Additionally a recommendations is made for communication training to help 
physicians discuss a prognosis with their residents and the use of prognostication tools 
to help increase their prognostic accuracy. 
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Chapter 3 uses data from PACE study 1, a cross-sectional study of residents 
(retrospective) and care staff in European long-term care facilities. This chapter 
describes care staff’s level of self-efficacy towards end-of-life communication with 
residents and their relatives. High levels of self-efficacy were found often in the 
Netherlands (76%) and less often in the other countries (30% in Italy – 60% in 
Finland). In all countries low levels of self-efficacy were found most often regarding 
the discussion of disease course or prognosis. High self-efficacy was associated with 
older age, more years of working in care, profession as a nurse, completion of a higher 
level of education, working in facilities with onsite nurses and offsite physicians, 
availability of palliative care guidelines and employment in the Netherlands. To help 
improve care staff’s self-efficacy, communication training, palliative care education 
and guidelines for palliative care could be instated and adjusted to focus on country-
specific needs. 

Part two: Palliative care provision for older people in long-term care 
facilities in Europe 

Chapter 4 also draws on data from PACE study 1. This chapter describes and compares 
the level of consensus among all involved in decisions for care and treatment, as 
indicated by care staff and by relatives or residents in long-term care facilities. On an 
aggregated level, care staff indicated full consensus more often than relatives: 41% 
(Finland) to 68% (England) of relatives and 60% (Finland) to 86% (England) of staff 
indicated full consensus. When relatives and care staff reported on the same resident, 
care staff also more often reported full consensus than relatives: in 28% of residents 
full consensus was indicated by care staff and not by relatives, while this was vice 
versa in 15%. Relatives more often indicated full consensus when: they rated a higher 
level of comfort of the resident; the resident talked with them or someone else about 
preferred medical treatments; a care professional explained what palliative care is; they 
indicated better family-physician communication; their relation to the resident was 
other than child (compared to spouse/partner); or if they lived in Poland or Belgium 
(compared to Finland). Care staff more often indicated full consensus when: they rated 
a higher level of comfort of the resident; or if they lived in Italy, the Netherlands, 
Poland or England. These results indicate that advance care planning, comfort care and 
good communication between relatives and care professionals could play a crucial role 
in achieving consensus and efforts should be made to ensure that these elements of care 
communication are of an adequate level. 

Chapter 5 also uses PACE study 1 data, to assess how many residents received 
palliative care, when palliative care was initiated and who was involved in providing 
palliative care, as indicated by care staff. We found that a majority of residents 
received palliative care (73% in Finland s+ England – 78% in Belgium), except in Italy 
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(32%) and Poland (14%). A general practitioner or physician employed in the facility 
provided palliative care for a majority of residents (71% in Finland – 99% in the 
Netherlands) and in Poland and Belgium a palliative care specialist was often involved 
(58% and 87% respectively). Palliative care was initiated quite late, median between 6 
(in Italy) and 15 (in Poland) days. Care staff more often reported that residents received 
palliative care if they had cancer, dementia or a contact person in their record. Care 
staff also stated a significantly earlier initiation of palliative care when they had spoken 
with the resident about preferred care or treatment. These findings suggest that a late 
initiation of palliative care (specifically in the absence of advance care planning) and 
palliative care for residents without cancer, dementia or closely involved relatives 
deserves attention in all countries. Additionally, a diversity in palliative care 
organization is reflected in these results, which indicate different levels of palliative 
care development, with the lowest levels in Poland and Italy. 

Part three: Implementation of a train-the-trainer programme to 
develop palliative care in European long-term care facilities 

Chapter 6 draws on data from PACE study 2, a cluster randomised trial of the ‘PACE 
Steps to Success’ programme in long-term care facilities in 7 European countries. The 
‘PACE Steps to Success’ programme (or: PACE programme) is a multi-component six-
step intervention aimed at improving palliative care practices in long-term care 
facilities. The PACE programme follows a train-the-trainer format in which local 
palliative care champions, called PACE coordinators, have a central role. Chapter 6 
focuses on the process evaluation of PACE study 2, which was structured according to 
the RE-AIM framework. Various measures were used, such as questionnaires, diaries, 
attendance lists and interviews. We found high or medium scores in 27 facilities (out of 
a total of 37 facilities) on Reach, in 28 facilities on Adoption, in 35 facilities on 
Implementation and in 34 facilities on intention to Maintenance. Qualitative data from 
interviews showed various factors that affected the RE-AIM components in a positive 
or negative way, which could be classified in three categories: 1) the PACE programme 
and its way of delivery (e,g, the high amount of paperwork, difficult vocabulary in 
training materials); 2) people working with the PACE programme (e.g. PACE 
coordinators are not present on the ward to role model the intervention steps, an 
incentive such as certificate or reimbursement of time for attending training sessions); 
and 3) contextual factors (staff turnover, cultural taboo on discussing death and dying). 
Some of the challenges in implementing the PACE programme were country-specific. 
Based on these results, the implementation of the PACE programme can be considered 
feasible, but also varied highly within and across countries. There is also still room for 
improvement and the results of the process evaluation have been used to adapt and 
improve the PACE programme before it was further disseminated. 
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Chapter 7 also used data from the process evaluation of PACE study 2, specifically 
qualitative data from interviews. Using the PACE programme and the role of PACE 
coordinators as an example of local champions in a train-the-trainer programme, this 
chapter describes what local champions need in order to be able to fulfill their role and 
bring about change in daily practice. Three categories of factors that influenced a 
PACE coordinator’s execution of their role were identified: 1) individual factors (e.g. 
their motivation, previous experience with aspects of their role); 2) factors relating to 
the cooperation with other care professionals (e.g. sharing of their knowledge and 
tasks, their relation with colleagues); and 3) contextual and organizational factors (e.g. 
support of the manager and of an external facilitator). These factors have implications 
for choosing staff members who will be the local champions in a train-the-trainer 
programme and for arranging optimal circumstances for them to fulfill their role. This 
chapter concludes with formulating recommendations for choosing and supporting 
local champions in other train-the-trainer programmes. 

General Discussion 

Chapter 8 is the final chapter. The general discussion in this chapter begins with a 
description of methodological strengths and limitations which are applicable to all or 
most chapters in this thesis. These methodological considerations include the cross-
country nature of the studies,  retrospectively collecting data, the representativity of 
included facilities and participants, multi-level analyses, standardized data collection 
and the variety in topics at the expense of detailed information. Next the most 
important findings from the preceding chapters are described and interpreted. These 
findings concern areas of palliative care that deserve attention in long-term care 
facilities and the implementation of the PACE programme. Finally, recommendations 
for policy, practice and further research are formulated. Recommendations for policy 
and practice include the following: 1) Instead of trying to provide residents with an 
accurate prognosis, care professionals could shift towards starting open discussions 
with residents about their deteriorating condition and the end of life, without framing 
this in terms of an exact life expectancy. 2) Keep relatives of residents informed about 
the resident’s condition and options for care and treatment, inform them that palliative 
care is also a possibility and explain what palliative care entails. 3) Establish national 
palliative care policies without restrictions concerning a resident’s diagnosis or life 
expectancy, to ensure that palliative care can be provided and reimbursed to all 
residents in long-term care facilities who have palliative care needs. 4) To help a timely 
start of palliative care, education for care professionals should put emphasis on the 
notion that palliative care is not only applicable during the terminal phase and regular 
assessments of palliative care needs could be conducted from the time of admission to 
a long-term care facility. 5) Recommendations to adapt the PACE programme, which 
focus on the execution of the programme, adapting the programme to the context in 



	

		
232 | Summary 

which it is implemented and support that is needed during the implementation. 6) 
Recommendations to consciously recruit local champions, prepare them for their role, 
take into account the context in which they will operate and to allocate external 
facilitators who can support the local champions. 
Suggestions for further research topics focus on the practice and quality of end-of-life 
discussions, types of decisions on which consensus cannot be reached, the influence of 
organizational culture on palliative care provision and the relation between specific 
statements in advance care planning documents and a timely start of palliative care. 
Further, future research could focus on flexibility in adapting an intervention to a 
context, to study the influence of adaptations on the implementation and effects of the 
intervention. 
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