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Introduction 

The main overall aims addressed in this thesis are: 

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

This final chapter will discuss the findings of the studies described in the previous 
chapters. First some methodological strengths and limitations are discussed. Next the 
main findings from the previous chapters and the interpretation of the results are 
discussed. Finally several implications of this thesis for policy, clinical practice and 
future research are formulated. 

Methodological considerations 

Different methods of cross-country research were used in this thesis. Chapter 2 
described findings from the SHELTER study, a 12 month prospective cohort study of 
residents in European long-term care facilities. Chapter 3, 4, and 5 concerned data from 
PACE study 1, a cross-sectional survey of residents and care staff in European long-
term care facilities. Chapter 6 entailed a mixed methods study, using both quantitative 
and qualitative data collected for the process evaluation of a cluster randomised 
controlled trial in long-term care facilities (PACE study 2) from seven European 
countries and chapter 7 used qualitative data collected for that process evaluation. 
Specific strengths and limitations of each individual study are discussed in the different 
chapters. Below several general methodological considerations are discussed,  which 
apply to all or most chapters. 

General strengths and limitations 

Cross-country research 
All chapters in this thesis concern research conducted in long-term care facilities across 
in European countries. By using the same research design in all participating countries, 
findings could be compared across countries in light of a variety in cultures, health care 
systems and organization of long-term care facilities and palliative care. The 
identification of aspects of culture and care organization of countries that performed 
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better or worse on certain outcomes, can help to inspire ways to  improve palliative 
care in long-term care facilities. 

The variety in languages, cultures and care organization could also be a barrier in 
cross-country research, as it could threaten uniformity of the data collection. Further, 
concepts of care can differ across countries. For instance, long-term care facilities vary 
across countries, in terms of  their organization and funding.1 The organization of 
palliative care also differs between countries, for example whether it entails mostly 
specialized palliative care, or if there is an emphasis on generalist palliative care.2 Thus 
even though all studies in this thesis were set up with the aim to compare results 
between countries, this was not always easy and the variety in concepts had to be 
incorporated in the interpretation of results, to make sense of the differences between 
countries.  

In the SHELTER study, the reliability of items in the interRAI LTCF was evaluated 
and the interRAI LTCF was considered reliable for use in long-term care facilities in 
Europe and to compare characteristics of residents across countries.3 Concerning the 
quantitative data collection in the PACE project, not all scales and items were validated 
in all participating languages and countries. However, cross-country and cross-cultural 
translations were conducted according to EORTC guidelines.4 These (translated) 
questionnaires were also pilot-tested among the various target groups, to ensure that the 
meaning of questions were interpreted as intended by the researchers. In the qualitative 
data collection in the PACE study, the variety in languages was also a challenge. While 
all interviews were prescribed verbatim, it was decided not to translate all prescribed 
interviews to English. Instead, the researchers who conducted the interviews filled out 
a pre-structured template with illustrative quotes in English, to summarize the findings 
from the interview. This allowed for the analysis of a large amount of qualitative data 
from various countries and languages, but it is also likely that a certain amount of detail 
and information got lost in the process of summarizing and translating findings from 
the source language to English.  

Retrospective data collection 
In PACE study 1 data was collected retrospectively, as questionnaires assembled 
information regarding residents who died up to 3 months prior to the moment of data 
collection. The retrospective nature of data collection could have induced recall bias 
among respondents, as it is possible that they could not clearly remember all aspects 
asked about in the questionnaire. This could especially concern questions regarding the 
earlier phase of a resident’s admission to the facility, such as whether the resident was 
capable to express his/her wishes upon at the time of admission. However, most 
questions concerned the last month and weeks of a resident’s life and by including 
residents who passed away no longer than 3 months earlier recall bias was probably 
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partly reduced. Additionally, the care staff and physicians could also check information 
with their colleagues or in the resident/medical files and relatives could also discuss 
information with other relatives who were involved in care for the resident. Also, to 
collect data on care provided at the end of life, retrospective data collection is deemed 
more appropriate and inclusive than prospective studies.5 If we would have chosen to 
collect data prospectively, many residents would have possibly not been included since  
for most long-term care facility residents it is difficult to estimate when the last weeks 
of life are imminent, due to their chronic diseases.6 

The qualitative data collection in PACE study 2 was also mostly retrospective. On one 
hand it was necessary to start the interviews after all steps were implemented, in order 
to enable the participants to reflect on the implementation of the PACE programme as a 
whole. However, participants may not have as clearly remembered the steps that were 
implemented a longer while before the interviews took place. 

Representativity 
Issues regarding the representativity of the study sample and its influence on the 
interpretation of the results, play a role in all studies included in this thesis. Firstly, in 
the SHELTER study a convenience sample was used, which was not meant to be 
nationally representative and therefore resident characteristics found in the SHELTER 
study data, cannot be generalized to all residents in long-term care facilities across 
Europe.  

In PACE study 1 long-term care facilities were included with proportional stratified 
random sampling to collect a large sample of long-term care facilities across European 
countries that were nationally representative in terms of region, facility type and bed 
capacity. Due to these representative samples of facilities, conclusions could be made 
on a nation-wide level. However, low response rates within some sampled facilities can 
still contribute to the question of how representative the included sample of 
respondents is. Especially non-responding relatives could indicate underlying issues in 
their relation with the long-term care facility and the care staff. This could have 
affected the results found in chapter 4. Therefore conclusions regarding consensus 
could be overestimated and the actual occurrence of not reaching (full) consensus 
might be higher. Non-response on question/item level is also an issue that deserves 
attention. For instance in the study on self-efficacy, respondents who did not indicate 
their level of self-efficacy regarding end-of-life communication differed significantly 
from those who did, and they may also have been more likely to actually have lower 
levels of self-efficacy. Therefore the levels of self-efficacy found in this study, might 
very well be an overestimation of self-efficacy among all care staff in long-term care 
facilities. However, as long as this overestimation was of equal size in all countries, the 
found differences between countries were probably not biased. 
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In PACE study 2 not all intended participants actually participated in an interview, 
which mostly applies to several PACE coordinators. This could be due to the high 
workload related to the PACE programme, which participants have indicated to 
experience. Consequently, the negative experiences with the PACE programme could 
be less pronounced in the data collected with the interviews. Additionally, socially 
desirable answers could play a bigger role in some countries than in others. Especially 
since the participants were interviewed by researchers related to the PACE project and 
PACE programme, they might have felt pressure to talk about the PACE programme 
mostly in a positive manner. However, the interviewers did inform the participants that 
there were no right or wrong answers and they could talk about their experiences so 
that we could learn from them. The results also show that still many participants did 
talk about their difficulties in working with the PACE programme and that they 
discussed points for improving the PACE programme. Additionally, in qualitative 
research the number of participants is not as important as long as data saturation is 
reached,7 which we argue is the case. Furthermore, in PACE study 2 variety of 
participants, also known as maximum variation sampling,8 was important to ensure a 
diversity of experiences with the PACE programme. Since we included all types of 
participants (PACE coordinator, staff, manager, country trainer) in all countries, our 
sample is reasonably varied. 

Multi-level analyses 
In all studies which used quantitative data only (chapter 2 – 5), multilevel analyses 
were conducted to take into account the clustering of residents within long-term care 
facilities. Generalized Estimating Equations (GEE) analysis was used because this 
method of analysis performs better with dichotomous outcome variables, in 
comparisons with linear mixed models. Additionally, parameters estimated with GEE 
are interpreted as population averages,9 which fitted these studies. 

Variety in topics vs detailed information 
In the quantitative studies in this thesis, the collected data covered a large amount of 
variables spanning a wide variety of topics. While on one hand this provides the 
opportunity to study many topics, on the other hand in such extensive data collection 
the level of detail per topic often decreases. For instance, the data collected in 
SHELTER was mainly intended to validate the interRAI LTCF as an instrument for 
routine use in long-term care facilities and not necessarily to answer other specific 
research questions. The interRAI LTCF was developed as a comprehensive assessment 
of physical and psychosocial functioning, to provide decision support for care staff . It 
contains over 250 items. However, such comprehensiveness may go at the expense of 
details on specific topics. For instance the item ‘End-stage disease’, considers whether 
a life-expectation of less than 6 months was established and whether this was also 
discussed with the resident and his family. However, no information is provided on 
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which care professional discussed this with the resident , when this discussion had 
taken place, or whether any follow-up conversations concerning the end of life had 
taken place. Still, the large amount of variables in the SHELTER study data also made 
it possible to extensively study associations with variables across many domains, that 
were possibly associated with the outcome ‘End-stage diseases’, which in turn 
provided more information about residents who did and who did receive an accurate 
prognosis. 

Similarly, the PACE project and especially PACE Study 1 was set up with rather broad 
aims: to compare countries on resident outcomes, quality and costs of palliative and 
end-of-life care; and to compare palliative care structures and staff knowledge and 
attitudes toward palliative care. Correspondingly, a breadth of information was 
collected, while more focused research questions were formulated after data collection 
had already started. Consequently, researchers did not always have all information that 
could be relevant when studying a certain topic. For instance in the study on self-
efficacy regarding end-of-life communication, information about the actual behaviour 
of care staff i.e. having conversations with residents about the end-of-life could 
indicate how strongly care staff’s self-efficacy in this study is linked to performing the 
end-of-life conversations. Further, in the study on consensus about care and treatment, 
a question concerning the issue on which consensus was not reached, could have 
indicated which topics are often difficult to reach agreement upon. 

The process evaluation in PACE study 2 combined quantitative and qualitative 
methods. Detailed information assembled in the interviews and discussion groups could 
therefore be used to support the results found in the quantitative data. For example, the 
level of Reach was calculated using the number of staff who attended the training 
sessions. Qualitative data revealed reasons as to why people did or did not attend 
training sessions, which could therefore help to explain the findings. For instance, 
recognizing time spent in training sessions as working time helped to increase the 
attendance rate. 

Standardized data collection 
Both in the SHELTER study and in the PACE project, data collection was conducted 
by researchers who were uniformly trained, which makes it highly probable that data 
was collected in the same manner across countries and across facilities. In the 
SHELTER study data was collected by trained research nurses, who were either  
employed by or independent to the facilities in which they collected data. In the PACE 
project data was collected by researchers who were independent to the long-term care 
facilities. For PACE study 1, researchers were instructed on data collection procedures 
in a training session during an online conference call. Conference calls were scheduled 
every few weeks, to discuss the inclusion of long-term care facilities and the status of 
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the data collection. For PACE study 2, researchers were trained in qualitative data 
collection during a consortium meeting and online conference calls were also held 
every few weeks to keep track of the data collection and to discuss any difficulties that 
the researchers had encountered. The qualitative data collection was also rather 
standardized, with the use of structured topic lists and pre-structured summary 
templates. While this enabled us to analyze a vast amount of data from various source 
languages, a disadvantage of this standardization is that interviewers might not have 
inquired or reacted further to the information provided by the interviewees. 

Main findings and interpretation of the results 

Chapters 2 through 5 focused on various palliative care practices in long-term care 
facilities and found several aspects that are in need of improvement. Chapters 6 and 7 
focused on evaluating the implementation of the PACE programme, a train-the-trainer 
programme to improve palliative care in long-term care facilities. Thus the findings 
will be discussed in two parts, one targeting the needs for improvement in palliative 
care and the other concentrating on the implementation of the PACE programme. 

Areas of palliative care that need to be addressed in long-term care 
facilities 

Establishing and discussing a prognosis with older long term care residents 
In chapter 2, we found that of residents who died within 6 months after their last 
assessment, only 14% received an affirmative yes on the item ‘End stage disease, 6 or 
fewer months to live’ on their last assessment form. According to the interRAI LTCF 
instruction manual, this item entailed both establishing a prognosis of less than 6 
months to live and discussing this prognosis with residents or their families. Therefore, 
in the 86% of residents who were scored negatively, any of the following scenarios 
could have occurred: neither a prognosis of less than six months was established, nor 
the resident was informed about a prognosis; a prognosis of less than 6 months to live 
was established, but the resident was not informed about this; or a resident had been 
informed about his or her prognosis in more general terms, instead of specifying this to 
less than 6 months to live. Since clinicians are often hesitant to use definitive time 
frames in prognoses and are afraid that discussing a prognosis will have negative 
effects on the patient,10 the combination of establishment and discussion of a definitive 
prognosis in this item could also have contributed to the low proportion of residents 
who received a yes on End-stage disease. 

Furthermore, it is possible that a prognosis of less than 6 months was established and 
discussed with residents in the period between their last assessment and death, meaning 
that our data would present an underestimation of actual practice. However, of 
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residents whose last assessment was within one month before death, still only less than 
1/3 of residents received an accurate prognosis. 

We also found that residents with cancer, fatigue, dehydration or an impaired or 
artificial mode of nutritional intake were more likely to have been accurately 
prognosticated and informed about their prognosis. Studies and prediction tools have 
shown that these factors are predictive of mortality in long-term care residents.11-14 
Therefore, clinicians could be strongly convinced that residents who present with these 
factors will indeed die soon and feel more confident to share this limited life 
expectancy with their patients. On the other hand, residents who still initiated 
interactions with others were less likely to be accurately prognosticated and informed 
about their prognosis. Clinicians could feel that these residents are still much engaged 
in life and that discussing the end of life will have a negative impact on them, which is 
a known barrier for clinicians in end-of-life communication.15, 16 

Care staff’s self-efficacy regarding end-of-life communication in the long-term 
care setting 
In chapter 3 we found that care staff’s level of perceived self-efficacy towards end-of-
life communication differed substantially between countries: high levels of self-
efficacy (i.e. a self-efficacy scale score >5, on a scale of 0-7) were found most often in 
the Netherlands (76%) and least often in Italy (30%). Next to assessing country 
differences, we also found factors that were associated with a higher level of self-
efficacy. Following Bandura’s self-efficacy theory, we could link these factors 
(including country differences) to the four sources which can influence one’s self-
efficacy levels17 and therefore explain the association: 

Mastery experiences: care staff who are older, have more work experience, have a 
higher educational level, whose professional role is that of a nurse (vs. a care assistant), 
or work in the Netherlands are more likely to have encountered situations in which they 
have had end-of-life discussions with residents,18-22 which in turn strengthened their 
self-efficacy.  

Vicarious experiences: among healthcare providers in the Netherlands discussion of 
end-of-life topics with patients seems more common than in Italy,23 where healthcare 
providers often practice partial or non-disclosure due to wishes of family24 or the fear 
to cause distress in patients.25 Therefore, care staff in the Netherlands are more likely to 
see other care providers having end-of-life discussions, which might increase their own 
self-efficacy.  
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Social persuasion: in facilities where nurses are onsite while physicians are offsite, or 
where palliative care guidelines are available, environments are created in which care 
staff are expected and facilitated to have end-of-life discussions themselves26, 27 and are 
thus convinced of being capable to discuss end-of-life topics. 

Physical and emotional states interpreted as signs of one’s capabilities: care staff who 
are younger, have less years of working experience, have no palliative care education 
or who are care assistants (vs. nurses) tend to experience more anxiety or tension 
regarding death, or discussing the end of life.28-33 These negative emotions could 
contribute to lower levels of self-efficacy. 

We also found that in all countries lower levels of self-efficacy were found  regarding 
the discussion of disease course or prognosis, which can be explained by a lack of 
mastery and vicarious experiences and by experiencing negative emotions. Informing 
residents on their prognosis could be a task for physicians, rather than care staff and 
physicians also seem to discuss prognosis to a limited extent.34, 35 Additionally, because 
of the difficulty to establish an accurate prognosis6 care staff could feel unsuccessful to 
discuss prognosis in the absence of a definite prognosis. Furthermore, they might be 
afraid that discussing prognosis will have a negative impact on their residents.10 

Consensus on treatment for residents in long-term care facilities: perspectives 
from relatives and care staff 
In chapter 4 we showed that on an aggregated level, relatives indicated full consensus 
among all involved in decisions for care and treatment in over half of the residents 
(58% NL – 68% EN), except in Finland (41%). Care staff reported full consensus 
among all involved in more than half of the residents in Belgium (65%) and Finland 
(60%) and in more than three quarters of residents in the other countries (77% IT – 
86% EN). In cases in which relatives and care staff reported on the same resident, care 
staff more often indicated full consensus: in more than one in four cases (28%) full 
consensus was indicated by care staff, but not by relatives, while in 15% this was vice 
versa. Care staff indicated full consensus more often than relatives, possibly because 
they were not aware when consensus was not reached among relatives themselves, for 
instance in cases of prior family conflicts.36, 37 Additionally, relatives might set higher 
norms for when full consensus is reached, while care staff perhaps consider some 
decisions to be minor and do not take these into account when evaluating consensus 
regarding treatment and care. 

Higher levels of comfort for the resident were more often reported by both relative and 
care staff who indicated full consensus. This could mean that good comfort care makes 
it easier for families to accept changes in care goals, but we cannot rule out that 
relatives who perceived a lack of consensus looked back more critically and reported 
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lower levels of comfort. Additionally, relatives also indicated full consensus more often 
when: a care provider explained to them what palliative care is; they indicated better 
family-physician communication; the resident talked with them or someone else about 
preferred medical treatments. These findings indicate that it could be easier to reach 
consensus when a resident’s wishes are known and when relatives have a correct 
understanding of their resident’s condition and possibilities for care. This is in line with 
previous research, which shows that relatives and care professionals use their 
knowledge of patient’s preferences to make decisions accordingly, while lack of such 
knowledge complicates the decision making process.38-40 Furthermore, when family’s 
understanding of a patient’s condition does not match the actual situation –which could 
happen when communication is lacking- they could have unrealistic expectations,41 
which can make it hard to reach consensus. 

Palliative care provision in long-term care facilities differs across Europe 
Chapter 5 explored several aspects of palliative care provision in long-term care 
facilities and assessed differences between countries. Care staff reported in a majority 
of cases that the resident received palliative care, (73% FI+EN – 78% BE), except in 
Italy (32%) and Poland (14%). In most of these residents who received palliative care, 
the treating physician (i.e. general practitioner or physician employed in the facility) 
provided palliative care (71% FI – 99% NL) and in Poland and Belgium a palliative 
care specialist was often involved (58% PL - 87% BE). These findings can be largely 
explained by national policies and (palliative) care organization in the participating 
countries. Poland and Italy lack specific policy supporting palliative care provision in 
long-term care facilities2, which is reflected in the minority of residents who received 
palliative care. Furthermore, in Poland residents in facilities with onsite physicians are 
only reimbursed for care labelled as long-term care, while residents treated by offsite 
general practitioners are reimbursed for specialist palliative care in specific diagnoses.1, 

2 Therefore in Poland only few residents received palliative care and a palliative care 
specialist was often involved when they did. In the Netherlands palliative care policy 
states that generalists provide palliative care and that this can be supported by specialist 
palliative care when needed,42, 43 which corresponds with the finding that the treating 
physician provided palliative care in almost all cases in the Netherlands. In Belgium 
palliative care reference nurses (nurses with specialized palliative care training) are 
present in long-term care facilities1, 2, which explains the involvement of palliative care 
specialists in a large proportion of residents. 

Our results showed that staff more often indicated that residents received palliative 
care, when the resident had cancer, dementia, or a contact person in their record. For 
cancer this is in accordance with literature, which shows that patients with cancer are 
more likely to receive palliative care.44-48 The highly predictable disease trajectory and 
accompanying care needs6 probably contributes to this high level of  awareness about 
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palliative care needs among people with cancer. However, palliative care needs in 
people with dementia have often been under-recognized.49, 50 Our study could reflect 
the recent efforts to gain more attention for palliative care in dementia.51 The relation 
between palliative care and a contact person could mean that relatives play a role in 
initiating palliative care. Previous studies found that families of older people often 
advocate for their relative or identify their relative’s care needs.52, 53  

Care staff indicated that palliative care was initiated quite late, on average 1 to 2 weeks 
before death (median between 6and 15 days), possibly because they regarded palliative 
care only as terminal care in the last days of life.54 Late initiation of palliative care also 
occurs in other populations, where referral to specialist palliative care averaged 
between 2 to 4 weeks before death.44, 55 We found that care staff reported an earlier 
starting time of palliative care, when they had spoken with the resident about their 
preferences for care or treatment. Since advance care planning increases the 
compliance between care provision and patient’s wishes for care,56, 57 some residents 
may have explicitly stated a preference for palliative care, which was thus started 
earlier.  

The implementation of a train-the-trainer programme aimed at 
establishing palliative care practices in European long-term care facilities 

Process evaluation of implementing the PACE programme 
In chapter 6 we described the process evaluation of the PACE programme, which was 
structured according to the RE-AIM framework and in which we assessed Reach, 
Adoption, Implementation and intention to Maintenance. Regarding the performance 
on these RE-AIM components, we found high or medium scores in 27 facilities (of a 
total of 37 facilities) on Reach, in 26 facilities on Adoption, in 35 facilities on 
Implementation and in 34 facilities on intention to Maintenance. Despite the variety in 
the organization of long-term care facilities across the seven participating countries,1 
implementing the PACE programme seemed feasible in all countries. 
Using qualitative data from interviews and online discussion groups, we identified 
various factors that affected the RE-AIM components in a facilitating or challenging 
manner. These facilitators and barriers were classified in three categories, which 
correspond with the domains from the Consolidated Framework For Implementation 
Research:58 

1) The PACE programme and the manner in which it is delivered 
Barriers in this category included: the high amount of paperwork on actual paper, in 
addition to the routine administration in electronic resident files; the time in between 
training sessions, which could be experienced as too long or too short, respectively 
resulting in forgetting what the previous session was about and not having enough time 
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to process all information from the previous session; and the vocabulary used in the 
PACE training materials, which was sometimes experienced as too difficult and not 
suitable for the long-term care facility population. 
Facilitators in this category included: the trainer having clinical experience with 
palliative care; and an engaging teaching style of the trainer, which was appropriate for 
the care staff. 

2) People who are working with the PACE programme 
Barriers in this category included: staff lacking of access to the PACE coordinators, 
when the coordinators are not present on the ward to role model the steps; and PACE 
coordinators who were not committed or motivated to consolidating the programme. 
Facilitators in this category included: facility managers who arrange time for the PACE 
coordinators to focus on their tasks; managers who stimulate staff to attend training 
sessions, with an incentive such as a certificate or reimbursement of time;  managers 
who assign budget and staff to invest in the consolidation of the programme. 

3) Contextual factors 
Barriers in this category included: staff turnover and understaffing; reorganization in 
the facility; upcoming inspection visits; other projects that are being implemented 
simultaneously; staff who are hired from external companies; a mismatch between the 
level of palliative care knowledge and experience among staff and the content of the 
programme, which can either be perceived as too difficult or as redundant; the 
involvement of multiple general practitioners in one facility; a lack of interest in 
palliative care among general practitioners; and a cultural taboo regarding the 
discussion of death and dying. 
 
Some of these factors were country- or facility-specific, such as the taboo on discussing 
death in Poland and Italy or the  Dutch facilities where multiple general practitioners 
were involved in care for the residents. In the context of a randomised controlled trial,59 
possibilities to adapt the PACE programme to a specific context were limited. 
However, in recent years attention has increased for a balance between fidelity and 
‘evidence-based practice’ on one side and taking into account and adapting an 
intervention to the context in which they are implemented.60-62 63 Following the 
Dynamic Sustainability Framework, which proposes an ongoing adaptation of 
interventions by focusing on the fit between the intervention and the multi-level 
context in which it is implemented,64 might have increased the chances of sustainable 
implementation of the PACE programme.   
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Lessons learned from PACE: implementing new practices involving local 
champions in long-term care facilities 
In chapter 7 we studied what local champions need in order to be able to fulfil their role 
and bring about change in daily practice. We used data from the process evaluation of 
PACE study 2, to use the PACE coordinators as an example of local champions in a 
train-the-trainer programme. We found the following three categories of factors that 
influenced a PACE coordinator’s execution of their role in the implementation process: 

1) Individual factors 
PACE coordinators who are intrinsically motivated, are more likely to motivate others 
and to make the programme a success.65, 66 Additionally, the  implementation can be 
more successful, when the PACE coordinators have experience with the various 
aspects of their role,66-68 such as palliative care, project management and teaching, or 
when they have the opportunity to develop the required skills during preparative 
training.67, 69  

2)  Factors relating to the cooperation with other care professionals 
The relationship between PACE coordinators and their colleagues plays a big role. For 
instance, if the PACE coordinator is well accepted by colleagues, it is easier to engage 
them,66 while unsupportive colleagues can hinder optimal implementation of changes 
in the facility.32, 61, 66, 70 Also, some PACE coordinators might feel more in place when 
doing something for their colleagues, as opposed to enabling them to execute their 
task.61 However, to achieve changes in their facility, it is important that the PACE 
coordinators share not only their knowledge but also their tasks with their colleagues.68  
Additionally, the cooperation between PACE coordinators influences their work. 
Especially aiming for an equal division of the work and compatibility in their 
approaches helps PACE coordinators to implement the programme more smoothly. 
Since general practitioners also have a role in the PACE programme, involving them 
and convincing them of the goals of the programme facilitates their participation and 
cooperation with the PACE coordinators. 

3) Contextual and organizational factors 
When PACE coordinators work on the ward during shifts when the majority of the staff 
is working, their role modelling is visible during routine encounters.65 This provides 
more opportunities for the PACE coordinators to teach their colleagues about working 
with the programme. Also, choosing PACE coordinators who are likely to stay in the 
facility during the entire implementation period can increase stability in the 
implementation, since turnover of PACE coordinators disrupts continuity of the 
implementation process.66, 71 Furthermore, facility management plays a key role in 
providing time for the PACE coordinators to work on their tasks, which is essential to 
achieve implementation.61, 66, 67, 71 And when management and PACE coordinators also 
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make agreements about their respective involvement, organizational support for 
implementation activities and uptake of the programme increases.65, 68, 69 The country 
trainer was also considered helpful in solving problems throughout the implementation, 
as an external facilitator can provide added valuable support. 66, 68, 69, 72  

These results show that carefully selecting local champions who possess certain 
qualities is important to optimize their work. However, since turnover rates of staff are 
quite high in care settings,73-75 the pool of staff to choose from might be limited. Thus it 
could be difficult to find someone who ideally ticks all boxes on the required qualities. 
This makes it crucial to thoroughly prepare the local champions for their role, 
especially regarding skills or characteristics that are not yet fully developed. 
Additionally, the context in which the local champions will be working has to be taken 
into consideration, which includes the engagement of facility management and 
relationships with other care professionals. Finally, an external facilitator who supports 
the local champions has also shown to help them in reaching their goals. Selecting, 
preparing and supporting local champions have all been found to be of importance 
when implementing a programme and making changes in practice.66-68  

Recommendations for policy and practice 

Palliative care in long-term care facilities: needs for improvement that can 
be addressed with the PACE programme 
Palliative care practices that need to be more developed, as found in chapter 2 through 
5, can be linked to the six steps of the PACE programme, which include: 
Step 1. Discussions as the end-of-life approaches: conducting advance care planning 
discussions with residents and/or their families to elicit wishes and preferences around 
end-of-life care. 
Step 2. Assessment, care planning and review: using a chart to plot a resident’s 
condition over time, to help recognize deterioration and the last phase of life. 
Step 3. Coordination of care: during monthly multidisciplinary palliative care review 
meetings care professionals (including the general practitioner) focus on palliative care 
needs of all residents. 
Step 4. Delivery of high-quality care: assessment and management of pain and 
depression. 
Step 5. Care in last days of life: using a checklist to prompt staff to provide high 
quality care to the dying resident and their family. 
Step 6. Care after death: following a death, staff support each other and reflect upon 
the care they provided during monthly reflective debriefing groups. 
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Aspects that especially need improvement include the discussion of end-of-life topics, 
the role of family in palliative care and palliative care provision in long-term care 
facilities. These will be discussed below and recommendations for practice will be 
linked to steps in the PACE programme (which will be referred to as PACE step 1-6). 

Discussing end-of-life issues, specifically prognosis 
In chapter 2 we showed that in only a few cases an accurate prognosis was established 
and discussed with residents and in chapter 3 we found that care staff least often 
indicated high levels of self-efficacy on items regarding the discussion of prognosis 
with residents or their families. This shows that care professionals experience a 
difficulty in estimating life expectancy and also in discussing this with their patients or 
residents. While various tools and prediction models have been developed to estimate 
the life expectancy of residents in long-term care facilities,11, 13, 76-78 clinicians have 
indicated to rather use their clinical experience instead of a prediction model.79 
Recommendations for palliative care in dementia state that combining clinical 
judgement with tools for mortality prediction can help in providing an indication of life 
expectancy, even though mortality cannot be predicted accurately.51  Therefore, putting 
effort into the development of other prediction models, in order to optimize the 
accuracy of prognoses, seems debatable. Additionally, we can question the necessity of 
establishing an exact prognosis for planning care, since care should be based on care 
needs rather than an estimation of life expectancy. However, many older people would 
like to be informed about their life expectancy, for instance to make medical decisions 
or to prepare for the end of their life.80 Simultaneously, they also find it important that 
clinicians acknowledge the uncertainty in establishing prognoses.80 Thus, care 
professionals could shift from attempting to provide residents with an accurate 
prognosis towards starting open discussions with residents about their deteriorating 
condition and the end of life. To this end, two aspects have to be addressed: care staff 
themselves have to become aware of a resident’s deteriorating condition and they 
should feel capable to discuss this and other end-of-life topics with residents. The chart 
used in PACE step 2 is a tool that could help care staff to become more aware of a 
resident’s trajectory and when their condition starts deteriorating. Regarding the end-
of-life discussions,  palliative care training and availability of palliative care guidelines 
in facilities could help care staff in feeling capable. Additionally, communication 
training has shown to improve communication skills of care professionals.81 
Communication training specifically aimed at discussing end-of-life topics ideally 
incorporates elements such as determining the  patient’s understanding of their 
situation and assessing which and how much information a patient prefers.82 

Furthermore, palliative care and communication training can incorporate PACE step 1 
and step 6. Step 1 focuses on discussing wishes for end-of-life care, which is something 
that residents might be prompted to discuss, especially once they know that their health 
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is declining. Practicing and experiencing advance care planning discussions with 
residents could help care staff to feel capable and actually have such discussions with 
all residents who want to. In step 6 the death of a resident is discussed among 
colleagues, which could help to create an open communication culture concerning 
death and dying, which in turn could also contribute to normalizing end-of-life 
discussions with residents.  

The role of families in (palliative) care 
Chapter 4 showed that awareness of a resident’s wishes, a high comfort level of the 
resident, awareness of palliative care and physician-family communication that is 
satisfactory to families were all related to indicating full consensus in decisions about 
care and treatment. Therefore, to reach agreement among everyone who is involved in 
making decisions about care and treatment, advance care planning with residents and 
subsequently recording a patient’s wishes seem of importance to keep everyone on the 
same track. Furthermore, good communication between families and care 
professionals, especially concerning the resident’s condition and treatment options 
could make it easier to reach agreement, as an incorrect understanding of the resident’s 
situation might be prevented. Implementing PACE step 1 incorporates both advance 
care planning and communication with relatives, since they ideally will be involved in 
the advance care planning discussion, during which the resident’s condition and 
options for care can be discussed. Results in chapter 5  pointed towards the importance 
of families in the process of providing palliative care. To this end it is also vital that 
care professionals inform families that the possibilities for care include palliative care 
and explain what this care entails. Finally, focusing care on good comfort could 
enhance the families’ view that care professionals ultimately have the same goal in 
mind, making it easier to agree on care plans. As a part of good comfort care, PACE 
step 4 can be incorporated to ensure that pain is monitored and treated. Additionally, 
PACE step 5 can be integrated as a way to achieve comfort for both the resident and 
relatives during the last days of life. 
 
Palliative care provision in long-term care facilities differs across Europe 
In chapter 5 we showed that national policies regarding palliative care in long-term 
care facilities are reflected in the palliative care practices. Establishing palliative care 
policies without restrictions concerning a resident’s diagnosis or life expectancy could 
be a way towards ensuring that palliative care can be provided (and reimbursed) to all 
residents in long-term care facilities who have palliative care needs. 

Additionally, a timely initiation of palliative care deserves attention in clinical practice, 
since palliative care for residents in long-term care facilities was started rather late. A 
timely initiation of palliative care is related to better patient outcomes, such as lower 
rates of hospitalization and burdensome transitions and a better quality of life.83-87 It 
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could be the case that care professionals are triggered to provide palliative care only 
when it is clear that a resident has reached the last phase of life, with only a few weeks 
or days to live. Care professionals have indicated that palliative care is often interpreted 
as meaning terminal care88 and that they are more aware of palliative care needs in 
patients who are in a terminal phase.89  Education and training could put more 
emphasis on the conception that palliative care is not only restricted to a defined period 
of time before death. Additionally, regularly assessing and monitoring palliative care 
needs from the moment of admission to a long-term care facility could be helpful to 
timely start palliative care. This could be achieved by implementing PACE step 2, step 
3 and step 4, as a way to review a resident’s overall condition, assess symptoms and 
review palliative care needs of residents every month.  

Implementing a train-the-trainer programme to improve palliative care in 
long-term care facilities 

Based on the findings in chapter 6 and 7, recommendations are formulated to improve 
the PACE programme and to choose and support local champions in train-the-trainer 
programmes. 

Improving the PACE programme 
Based on the process evaluation described in chapter 6, we have formulated the 
following recommendations to improve the PACE programme and facilitate its 
implementation: 

Concerning the programme and its delivery: reduce the amount of administration 
parallel to the routine administration system, for instance by making tools and 
documents available in an electronic format integrated in the routine administration 
system; allow for a flexible amount of time in between training sessions, so the time 
frame can depend on  preferences in a facility; make the materials clear and 
understandable to all target groups who will be working with it; make sure that the 
trainers have ample practical experience in palliative care and in teaching care staff. 

Concerning the people involved in the PACE programme: we recommend to involve 
the facility manager during the entire implementation period, as opposed to only at the 
start of the implementation. 

Concerning the context in which the PACE programme is implemented: the starting 
period of the implementation should be carefully determined, to avoid simultaneous 
implementation of other interventions and to prevent a start with an unstable team. 
Also the PACE programme should be tailored more to a specific facility. To this end, 
the current level of palliative care knowledge and practice should be mapped 
beforehand and the content and timing of the programme steps should be implemented 
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to suit the facility and to integrate the steps into existing procedures and 
documentations. 

These recommendations focus on the execution of the programme as well as on 
adapting the programme to the context in which it is implemented and on aspects of 
support that are needed during the implementation. The information and materials of 
the PACE programme are publicly available and have been adapted according to the 
recommendations formulated above90. Facilities can either choose to implement the 
entire PACE programme or to implement one or more steps that address gaps in their 
practice and knowledge.  

However, in the context of the RCT in which the PACE programme was implemented, 
the country trainers played a significant role and their support was considered vital for 
the implementation process. We do not know how well the PACE programme can be 
implemented in long-term care facilities, without the support of country trainers. 

Choosing and supporting local champions in train-the-trainer programmes 
In chapter 7 we found that it is vital to consciously recruit local champions and prepare 
them for their role, to take into account the context in which local champions will be 
functioning and to allocate external facilitators who can support the local champions. 
We have formulated recommendations for choosing local champions and for 
optimizing their work circumstances, which are also applicable in train-the-trainer 
programmes other than the PACE programme. Table 1 displays an overview of the 
recommendations. 

Recommendations for future research 

Use variables that are easy to interpret 
The interRAI item ‘End stage disease, 6 or fewer months to live’ that was used in 
chapter 2, could not be interpreted in a single straightforward manner, because it 
combines the establishment of a life expectancy of less than six months as well as the 
discussion of this prognosis with residents. Therefore a negative score on this item 
could be explained in various ways: neither a prognosis of less than six months was 
established, nor was this discussed with the resident; a prognosis of less than six 
months was established, without informing the resident; or a care giver had discussed a 
limited life expectancy with the resident, without specifying this to a certain timespan. 
The interpretation of affirmative scores is more straightforward. However, one could 
question the usability of an affirmative score, since it only applies to a very specific 
group of residents. For instance, it does not select all residents of whom the physician 
thinks that they are approaching the end of life, nor does it select all residents with 
whom the physician has discussed their prognosis. Thus we advise against using this 
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interRAI variable in future research, especially for the comparison of residents with 
positive and negative scores. The interpretability could be improved by splitting the 
item in two separate items, for instance: one item indicating whether a physician has 
established a prognosis of less than six months to live and the other item indicating 
whether a physician has discussed a prognosis (of less than six months) with the 
resident. Additionally, we want to caution researchers in the use of variables that have 
an ambiguous meaning since this complicates the interpretation of results.  

 
Table 1. Recommendations for choosing local champions and optimizing their work 
circumstances 
 

Choosing local champions 
When choosing the staff who will be the local 
champions in the facility, take the following 
into account: 

Supporting local champions at work 
The following can be done to support the champions in 
the execution of their role: 

• Champions voluntarily take this 
role upon them 

• Champions have experience with 
the skills required for their role, or 
should be equipped with these skills 
in a preparatory training 

• Try to represent the relevant 
professional roles among the local 
champions (for instance nurses and 
care assistants) 

• Champions are well liked by 
colleagues 

• Champions are involved in the 
practice of interest 

• Working hours of champions align 
with those of most of their 
colleagues 

• Champions are unlikely to leave the 
facility on short term 

• A preparatory course can emphasize 
manners in which champions can engage 
their colleagues 

• A preparatory course can emphasize 
manners in which champions can engage 
their colleagues 

• Try to resolve issues within a team / 
between colleagues, that can interfere with 
the work of the champions 

• An external facilitator should be available 
to support the local champions + the 
external facilitator and champions discuss 
their expectations of each other 

• Facility management takes an active role in 
the implementation process 

• Facility management helps the champions 
to overcome obstacles 

• Facility management ensures that 
champions have dedicated time for the 
implementation 

• Champions and management make 
agreements on their involvement and roles 
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Discussing end-of-life topics 
While we found in chapter 3 that most care staff had low levels of self-efficacy 
regarding the discussion of end-of-life topics, information regarding their actual 
practices is lacking. Therefore, future research should focus on the practice of end-of-
life discussions and the performance quality of these discussions and on its relation 
with self-efficacy. For instance by conducting a mixed-methods study, including 
observational methods. 

Consensus on treatment for residents in long-term care facilities 
Although we have studied the degree of consensus between everyone involved in the 
decision making process in chapter 4, we did not know on which specific issues no 
(full) consensus was reached. Using qualitative methods such as interviews could give 
more clarity as to which decisions are experienced as difficult to reach consensus on. 
Additionally, reasons why consensus was not reached could be analysed. 

Palliative care provision in long-term care facilities across Europe 
In chapter 5 we found a few factors to be related to palliative care provision and it is 
likely that there are other factors, which were not included currently, that also are 
associated with palliative care provision. Aspects of the organizational culture in 
facilities, such as leadership, communication and teamwork, are reflected in care that is 
delivered to residents.91, 92 Therefore, future studies should investigate the influence of 
such aspects on palliative care provision in long-term care facilities. 

We also found that palliative care was initiated earlier for residents with whom advance 
care planning had taken place. However, the specific preferences stated by residents in 
the process of advance care planning were not studied. Future research could examine  
whether palliative care is initiated earlier only for residents who have specifically 
stated a preference for palliative care, or if an earlier initiation of palliative  also occurs 
in other cases. 

Implementation studies 
One of the recommendations we made for the implementation of the PACE 
programme, is to allow for more flexibility to adapt the programme to the needs of a 
facility. One prominent characteristic of randomised controlled trials is to keep the 
conditions within the experimental group identical for all participants. However, in the 
real world such conditions do not exist and recently attention has grown for the 
adaptation of interventions to the context in which they are implemented.93 94-97 When 
an intervention lacks an effect in a different context, it can be difficult to pinpoint 
whether this is due to the lack of fit between intervention and context or for instance a 
failure in the implementation. The Medical Research Council (MCR) – National 
Institute for Health Research (NIHR) in the UK is developing guidance on the 
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adaptation of interventions for new contexts.98 This guidance will support researchers 
and others to evaluate whether effects are dependent on context, whether it is necessary 
to adapt interventions and how adaptations can be undertaken.98 Additionally, future 
research efforts could focus on conducting trials in varying degrees of standardization 
and adaptation, to study the effects on implementation and outcomes. For example, the 
effect of an intervention could first be studied in an RCT which is set in one specific 
context. Next, the intervention could be implemented in and adapted to various 
contexts, so its effect can also be studied in varying ‘real world’ circumstances. The 
addition of an extensive process evaluation can be helpful to identify factors which 
have affected the implementation in a positive or negative manner in the different 
contexts and to assess the impact of adaptations on the intervention.  

Prevent an overload of data collection 
In the process of conducting a randomised controlled trial, the collection of vast 
amounts of data alongside the process of implementing an extensive intervention can 
pose a strain on those people who are involved in both the implementation and the data 
collection. Our qualitative data showed that this can lead to an overburdening of 
participants. In turn this could have affected the quality of the data or the 
implementation. We recommend that before setting up a study, researchers carefully 
consider the amount of data that will be collected, to prevent collecting more data than 
necessary and exhausting participants.  The use of routine data resources could also be 
considered as a way to reduce the strain of data collection among participants. 
However, several challenges such as a variety in the data quality, or inadequate 
measurement of the topic of interest have to be taken into account when routine data is 
used.99, 100 
 
Final remarks 

This thesis focused on end-of-life communication, palliative care and the 
implementation of a train-the-trainer programme in European long-term care facilities. 
Several priorities for practice are highlighted, which include: a shift from aiming for an 
exact prognosis towards open discussions about the end of life between residents and 
care professionals; keeping relatives informed about the resident’s condition and 
options for care, including palliative care; achieving a timely start of palliative care, by 
creating awareness about palliative care needs of residents. Additionally, the 
importance of national policies for palliative care provision has been discussed as a 
way to ensure palliative care provision for all residents in need. Furthermore, 
recommendations for the adaptation of the PACE programme have been made, as well 
as recommendations to enable local champions to fulfill their role. Suggestions for 
future research include several gaps such as: the quality of end-of-life discussions; 
types of decisions on which consensus cannot be reached; the effect of organizational 
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culture on palliative care provision; and the effect of adapting interventions to a 
specific context. While it may not be easy to operationalize these recommendations, we 
do hope that this thesis can inspire new opportunities to achieve improvements in 
palliative care in long-term care facilities across Europe. 
 

  



	
General discussion | 221 

References 
 
1. Froggatt K, Arrue, B., Edwards, M., Finne-Soveri, H., Morbey, H., Payne, S., 

Szczerbińska, K., Van Den Noortgate, N., Van den Block, L. Palliative care systems 
and current practices in long term care facilities in Europe.  2017. European 
Association of Palliative Care Taskforce. 

2. Centeno C, Lynch, T., Donea, O., Rocafort, J., Clark, D. EAPC Atlas of Palliative Care 
in Europe 2013. Full Edition. Milan: EAPC Press, 2013. 

3. Onder G, Carpenter I, Finne-Soveri H, et al. Assessment of nursing home residents in 
Europe: the Services and Health for Elderly in Long TERm care (SHELTER) study. 
BMC Health Serv Res 2012; 12: 5. 

4. Dewolf L, Koller M, Velikova G, et al. EORTC Quality of Life Group translation 
procedure. 2009. 

5. Barnato AE and Lynn J. Resurrecting treatment histories of dead patients. JAMA 2005; 
293: 1591-1592. 

6. Murray SA, Kendall M, Boyd K, et al. Illness trajectories and palliative care. BMJ 
2005; 330: 1007-1011. 

7. Fusch PI and Ness LR. Are we there yet? Data saturation in qualitative research. Qual 
Rep 2015; 20: 1408-1416. 

8. Palys T. Purposive Sampling. In: Given LM (ed) The SAGE Encyclopedia of 
Qualitative Research Methods. Thousand Oaks, California: SAGE Publications, Inc., 
2012, pp.698. 

9. Hubbard AE, Ahern J, Fleischer NL, et al. To GEE or not to GEE: comparing 
population average and mixed models for estimating the associations between 
neighborhood risk factors and health. Epidemiology 2010; 21: 467-474. 

10. Hancock K, Clayton JM, Parker SM, et al. Truth-telling in discussing prognosis in 
advanced life-limiting illnesses: a systematic review. Palliat Med 2007; 21: 507-517. 

11. Porock D, Parker-Oliver D, Petroski GF, et al. The MDS Mortality Risk Index: The 
evolution of a method for predicting 6-month mortality in nursing home residents. 
BMC Res Notes 2010; 3: 200. 

12. Thomas, K . Prognostic Indicator Guidance (PIG). 4th ed. The Gold Standards 
Framework Centre in End of Life Care, 2011. 

13. Flacker JM and Kiely DK. Mortality-related factors and 1-year survival in nursing 
home residents. J Am Geriatr Soc 2003; 51: 213-221. 

14. Thomas JM, Cooney LM, Jr. and Fried TR. Systematic review: Health-related 
characteristics of elderly hospitalized adults and nursing home residents associated 
with short-term mortality. J Am Geriatr Soc 2013; 61: 902-911. 

15. Slort W, Schweitzer BP, Blankenstein AH, et al. Perceived barriers and facilitators for 
general practitioner-patient communication in palliative care: a systematic review. 
Palliat Med 2011; 25: 613-629. 

16. Brighton LJ and Bristowe K. Communication in palliative care: talking about the end 
of life, before the end of life. Postgrad Med J 2016; 92: 466-470. 

17. Bandura A. Self-Efficacy: The Exercise of Control. Worth Publishers, 1997. 
18. Johnson S and Bott MJ. Communication with Residents and Families in Nursing 

Homes at the End of Life. J Hosp Palliat Nurs 2016; 18: 124-130. 
19. Ahsberg E and Carlsson M. Practical care work and existential issues in palliative care: 

experiences of nursing assistants. Int J Older People Nurs 2014; 9: 298-305. 
20. Mistiaen P, Kroezen M, Triemstra M, et al. Verpleegkundigen en verzorgenden in 

internationaal perspectief: een literatuurstudie naar rollen en posities van 
beroepsbeoefenaren in de verpleging en verzorging. Utrecht: NIVEL, 2011. 

21. Wöpking M. The education, training and qualifications of nursing and care assistants 
across Europe.  2016. Eurodiaconia. 



	

		
222 | Chapter 8 

22. de Veer A, den Ouden DJ and Francke A. Experiences of foreign European nurses in 
The Netherlands. Health Policy 2004; 68: 55-61. 

23. Evans N, Costantini M, Pasman HR, et al. End-of-life communication: a retrospective 
survey of representative general practitioner networks in four countries. J Pain 
Symptom Manage 2014; 47: 604-619.e603. 

24. Gysels M, Evans N, Menaca A, et al. Culture and end of life care: a scoping exercise in 
seven European countries. PLoS One 2012; 7: e34188. 

25. Toscani F and Farsides C. Deception, catholicism, and hope: Understanding problems 
in the communication of unfavorable prognoses in traditionally-catholic countries. Am 
J Bioeth 2006; 6: W6-W18. 

26. Banerjee SC, Manna R, Coyle N, et al. Oncology nurses' communication challenges 
with patients and families: A qualitative study. Nurse Educ Pract 2016; 16: 193-201. 

27. van Riet Paap J, Vernooij-Dassen M, Brouwer F, et al. Improving the organization of 
palliative care: identification of barriers and facilitators in five European countries. 
Implement Sci 2014; 9: 130. 

28. Peters L, Cant R, Payne S, et al. How death anxiety impacts nurses' caring for patients 
at the end of life: a review of literature. Open Nurs J 2013; 7: 14-21. 

29. Lange M, Thom B and Kline NE. Assessing nurses' attitudes toward death and caring 
for dying patients in a comprehensive cancer center. Oncol Nurs Forum 2008; 35: 955-
959. 

30. Deffner JM and Bell SK. Nurses' death anxiety, comfort level during communication 
with patients and families regarding death, and exposure to communication education: 
a quantitative study. J Nurses Staff Dev 2005; 21: 19-23; quiz 24-15. 

31. Beck I, Tornquist A, Brostrom L, et al. Having to focus on doing rather than being-
nurse assistants' experience of palliative care in municipal residential care settings. Int J 
Nurs Stud 2012; 49: 455-464. 

32. Sommerbakk R, Haugen DF, Tjora A, et al. Barriers to and facilitators for 
implementing quality improvements in palliative care - results from a qualitative 
interview study in Norway. BMC Palliat Care 2016; 15: 61. 

33. Zyga S, Malliarou M, Lavdaniti M, et al. Greek renal nurses' attitudes towards death. J 
Ren Care 2011; 37: 101-107. 

34. Morin L, Johnell K, Van den Block L, et al. Discussing end-of-life issues in nursing 
homes: a nationwide study in France. Age Ageing 2016; 45: 395-402. 

35. Ten Koppel M, Onwuteaka-Philipsen BD, Pasman HR, et al. Are older long term care 
residents accurately prognosticated and consequently informed about their prognosis? 
Results from SHELTER study data in 5 European countries. PLoS One 2018; 13: 
e0200590. 

36. Kramer BJ, Kavanaugh M, Trentham-Dietz A, et al. Predictors of family conflict at the 
end of life: the experience of spouses and adult children of persons with lung cancer. 
Gerontologist 2010; 50: 215-225. 

37. Kramer BJ and Boelk AZ. Correlates and Predictors of Conflict at the End of Life 
Among Families Enrolled in Hospice. J Pain Symptom Manage 2015; 50: 155-162. 

38. Dreyer A, Forde R and Nortvedt P. Autonomy at the end of life: life-prolonging 
treatment in nursing homes--relatives' role in the decision-making process. J Med 
Ethics 2009; 35: 672-677. 

39. Hermsen M and ten Have H. Decision-making in palliative care practice and the need 
for moral deliberation: a qualitative study. Patient Educ Couns 2005; 56: 268-275. 

40. Fritsch J, Petronio S, Helft PR, et al. Making decisions for hospitalized older adults: 
ethical factors considered by family surrogates. J Clin Ethics 2013; 24: 125-134. 

41. Neuenschwander H, Bruera E and Cavalli F. Matching the clinical function and 
symptom status with the expectations of patients with advanced cancer, their families, 
and health care workers. Support Care Cancer 1997; 5: 252-256. 

42. Boddaert M, Douma J, Dijxhoorn F, et al. Kwaliteitskader palliatieve zorg Nederland. 
IKNL/Palliactief, 2017. 



	
General discussion | 223 

43. van Rijn MJ. Kamerbrief over palliatieve zorg. The Hague, the Netherlands: Ministerie 
van Volksgezondheid Welzijn en Sport, 2017. 

44. Pivodic L, Pardon K, Van den Block L, et al. Palliative care service use in four 
European countries: a cross-national retrospective study via representative networks of 
general practitioners. PLoS One 2013; 8: e84440. 

45. Beernaert K, Cohen J, Deliens L, et al. Referral to palliative care in COPD and other 
chronic diseases: a population-based study. Respir Med 2013; 107: 1731-1739. 

46. Beernaert K, Deliens L, Pardon K, et al. What Are Physicians' Reasons for Not 
Referring People with Life-Limiting Illnesses to Specialist Palliative Care Services? A 
Nationwide Survey. PLoS One 2015; 10: e0137251. 

47. Evans N, Pasman HRW, Donker GA, et al. End-of-life care in general practice: A 
cross-sectional, retrospective survey of ‘cancer’, ‘organ failure’ and ‘old-age/dementia’ 
patients. Palliat Med 2014; 28: 965-975. 

48. Ahmed N, Bestall JC, Ahmedzai SH, et al. Systematic review of the problems and 
issues of accessing specialist palliative care by patients, carers and health and social 
care professionals. Palliat Med 2004; 18: 525-542. 

49. Mitchell SL, Black BS, Ersek M, et al. Advanced dementia: state of the art and 
priorities for the next decade. Ann Intern Med 2012; 156: 45-51. 

50. van der Steen JT. Dying with dementia: what we know after more than a decade of 
research. J Alzheimers Dis 2010; 22: 37-55. 

51. van der Steen JT, Radbruch L, Hertogh CM, et al. White paper defining optimal 
palliative care in older people with dementia: a Delphi study and recommendations 
from the European Association for Palliative Care. Palliat Med 2014; 28: 197-209. 

52. Shield RR, Wetle T, Teno J, et al. Vigilant at the end of life: family advocacy in the 
nursing home. J Palliat Med 2010; 13: 573-579. 

53. Lowson E, Hanratty B, Holmes L, et al. From 'conductor' to 'second fiddle': older adult 
care recipients' perspectives on transitions in family caring at hospital admission. Int J 
Nurs Stud 2013; 50: 1197-1205. 

54. Radbruch L, Payne, S. White Paper on standards and norms for hospice and palliative 
care in Europe. Eur J Palliat Care 2009; 16: 278-289. 

55. Dougherty M, Harris PS, Teno J, et al. Hospice Care in Assisted Living Facilities 
Versus at Home: Results of a Multisite Cohort Study. J Am Geriatr Soc 2015; 63: 
1153-1157. 

56. Brinkman-Stoppelenburg A, Rietjens JA and van der Heide A. The effects of advance 
care planning on end-of-life care: a systematic review. Palliat Med 2014; 28: 1000-
1025. 

57. Martin RS, Hayes B, Gregorevic K, et al. The effects of advance care planning 
interventions on nursing home residents: a systematic review. J Am Med Dir Assoc 
2016; 17: 284-293. 

58. Damschroder LJ, Aron DC, Keith RE, et al. Fostering implementation of health 
services research findings into practice: a consolidated framework for advancing 
implementation science. Implement Sci 2009; 4: 50. 

59. Smets T, Onwuteaka-Philipsen BBD, Miranda R, et al. Integrating palliative care in 
long-term care facilities across Europe (PACE): protocol of a cluster randomized 
controlled trial of the 'PACE Steps to Success' intervention in seven countries. BMC 
Palliat Care 2018; 17: 47. 

60. Rycroft-Malone J, Seers K, Chandler J, et al. The role of evidence, context, and 
facilitation in an implementation trial: implications for the development of the PARIHS 
framework. Implement Sci 2013; 8: 28. 

61. Harvey G, McCormack B, Kitson A, et al. Designing and implementing two facilitation 
interventions within the 'Facilitating Implementation of Research Evidence (FIRE)' 
study: a qualitative analysis from an external facilitators' perspective. Implement Sci 
2018; 13: 141. 



	

		
224 | Chapter 8 

62. Harvey G and Kitson A. PARIHS revisited: from heuristic to integrated framework for 
the successful implementation of knowledge into practice. Implement Sci 2016; 11: 33. 

63. Raad voor Volksgezondheid en Samenleving. Zonder context geen bewijs. Over de 
illusie van evidence-based practice in de zorg. .  2017. Den Haag. 

64. Chambers DA, Glasgow RE and Stange KC. The dynamic sustainability framework: 
addressing the paradox of sustainment amid ongoing change. Implement Sci 2013; 8: 
117. 

65. Mayrhofer A, Goodman C, Smeeton N, et al. The feasibility of a train-the-trainer 
approach to end of life care training in care homes: an evaluation. BMC Palliat Care 
2016; 15: 11. 

66. Griffiths AW, Kelley R, Garrod L, et al. Barriers and facilitators to implementing 
dementia care mapping in care homes: results from the DCM EPIC trial process 
evaluation. BMC Geriatr 2019; 19: 37. 

67. Surr CA, Griffiths AW and Kelley R. Implementing Dementia Care Mapping as a 
practice development tool in dementia care services: a systematic review. Clin Interv 
Aging 2018; 13: 165-177. 

68. Rycroft-Malone J, Seers K, Eldh AC, et al. A realist process evaluation within the 
Facilitating Implementation of Research Evidence (FIRE) cluster randomised 
controlled international trial: an exemplar. Implement Sci 2018; 13: 138. 

69. Tobias CR, Downes A, Eddens S, et al. Building blocks for peer success: lessons 
learned from a train-the-trainer program. AIDS Patient Care STDS 2012; 26: 53-59. 

70. Quasdorf T, Riesner C, Dichter MN, et al. Implementing Dementia Care Mapping to 
develop person-centred care: results of a process evaluation within the Leben-QD II 
trial. J Clin Nurs 2017; 26: 751-765. 

71. O'Brien M, Kirton J, Knighting K, et al. Improving end of life care in care homes; an 
evaluation of the six steps to success programme. BMC Palliat Care 2016; 15: 53. 

72. Burr CK, Storm DS and Gross E. A faculty trainer model: increasing knowledge and 
changing practice to improve perinatal HIV prevention and care. AIDS Patient Care 
STDS 2006; 20: 183-192. 

73. Duffield CM, Roche MA, Homer C, et al. A comparative review of nurse turnover 
rates and costs across countries. J Adv Nurs 2014; 70: 2703-2712. 

74. Kovner CT, Brewer CS, Fatehi F, et al. What does nurse turnover rate mean and what 
is the rate? Policy Polit Nurs Pract 2014; 15: 64-71. 

75. Flinkman M, Leino-Kilpi H and Salantera S. Nurses' intention to leave the profession: 
integrative review. J Adv Nurs 2010; 66: 1422-1434. 

76. Hjaltadottir I, Hallberg IR, Ekwall AK, et al. Predicting mortality of residents at 
admission to nursing home: a longitudinal cohort study. BMC Health Serv Res 2011; 
11: 86. 

77. van Dijk PT, Mehr DR, Ooms ME, et al. Comorbidity and 1-year mortality risks in 
nursing home residents. J Am Geriatr Soc 2005; 53: 660-665. 

78. Levy C, Kheirbek R, Alemi F, et al. Predictors of six-month mortality among nursing 
home residents: diagnoses may be more predictive than functional disability. J Palliat 
Med 2015; 18: 100-106. 

79. Thoonsen B, Groot M, Verhagen S, et al. Timely identification of palliative patients 
and anticipatory care planning by GPs: practical application of tools and a training 
programme. BMC Palliat Care 2016; 15: 39. 

80. Ahalt C, Walter LC, Yourman L, et al. "Knowing is better": preferences of diverse 
older adults for discussing prognosis. J Gen Intern Med 2012; 27: 568-575. 

81. Rao JK, Anderson LA, Inui TS, et al. Communication interventions make a difference 
in conversations between physicians and patients: a systematic review of the evidence. 
Med Care 2007; 45: 340-349. 

82. Bernacki RE and Block SD. Communication about serious illness care goals: a review 
and synthesis of best practices. JAMA Intern Med 2014; 174: 1994-2003. 



	
General discussion | 225 

83. Miller SC, Lima JC, Intrator O, et al. Palliative Care Consultations in Nursing Homes 
and Reductions in Acute Care Use and Potentially Burdensome End-of-Life 
Transitions. J Am Geriatr Soc 2016; 64: 2280-2287. 

84. Scibetta C, Kerr K, McGuire J, et al. The Costs of Waiting: Implications of the Timing 
of Palliative Care Consultation among a Cohort of Decedents at a Comprehensive 
Cancer Center. J Palliat Med 2016; 19: 69-75. 

85. Triplett DP, LeBrett WG, Bryant AK, et al. Effect of Palliative Care on Aggressiveness 
of End-of-Life Care Among Patients With Advanced Cancer. J Oncol Pract 2017; 13: 
e760-e769. 

86. Zimmermann C, Swami N, Krzyzanowska M, et al. Early palliative care for patients 
with advanced cancer: a cluster-randomised controlled trial. Lancet 2014; 383: 1721-
1730. 

87. Robbins SG, Hackstadt AJ, Martin S, et al. Implications of Palliative Care Consultation 
Timing among a Cohort of Hospice Decedents. J Palliat Med 2019. 

88. McIlfatrick S. Assessing palliative care needs: views of patients, informal carers and 
healthcare professionals. J Adv Nurs 2007; 57: 77-86. 

89. Beernaert K, Deliens L, De Vleminck A, et al. Early identification of palliative care 
needs by family physicians: A qualitative study of barriers and facilitators from the 
perspective of family physicians, community nurses, and patients. Palliat Med 2014; 
28: 480-490. 

90. PACE. PACE Steps to Success Programme - Information Packs and Tools - original 
and translated versions, 2019. Available from: http://www.eupace.eu/publication/pace-
steps-success-programme-information-packs-and-tools-original-and-translated 

91. Anderson RA, Issel LM and McDaniel RR, Jr. Nursing homes as complex adaptive 
systems: relationship between management practice and resident outcomes. Nurs Res 
2003; 52: 12-21. 

92. Etherton-Beer C, Venturato L and Horner B. Organisational culture in residential aged 
care facilities: a cross-sectional observational study. PLoS One 2013; 8: e58002. 

93. The Council for Public Health and Society (Raad voor Volksgezondheid en 
Samenleving R. No evidence without context.  June 2017. Den Haag: The Council for 
Public Health and Society (Raad voor Volksgezondheid en Samenleving, RVS). 

94. Chambers DA and Norton WE. The Adaptome: Advancing the Science of Intervention 
Adaptation. Am J Prev Med 2016; 51: S124-131. 

95. Wiltsey Stirman S, Baumann AA and Miller CJ. The FRAME: an expanded framework 
for reporting adaptations and modifications to evidence-based interventions. Implement 
Sci 2019; 14: 58. 

96. Escoffery C, Lebow-Skelley E, Haardoerfer R, et al. A systematic review of 
adaptations of evidence-based public health interventions globally. Implement Sci 
2018; 13: 125. 

97. Ovretveit J, Dolan-Branton L, Marx M, et al. Adapting improvements to context: when, 
why and how? Int J Qual Health Care 2018. 

98. Evans RE, Craig P, Hoddinott P, et al. When and how do 'effective' interventions need 
to be adapted and/or re-evaluated in new contexts? The need for guidance. J Epidemiol 
Community Health 2019; 73: 481-482. 

99. Davies JM, Gao W, Sleeman KE, et al. Using routine data to improve palliative and 
end of life care. BMJ Support Palliat Care 2016; 6: 257-262. 

100. Nwosu AC, Collins B and Mason S. Big Data analysis to improve care for people 
living with serious illness: The potential to use new emerging technology in palliative 
care. Palliat Med 2018; 32: 164-166. 


