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General discussion
The overall aim of this thesis was to provide evidence concerning timely 
identification, collaboration between hospital and home, and transmural 
palliative care in older patients with palliative care needs to develop building 
blocks for the PalliSupport transmural care pathway intervention. In part I we 
assessed how physicians and nurses identify patients in need of palliative care 
and if identification instruments can aid in this effort. In part II we assessed how 
the handover between hospital and primary care in palliative care currently 
occurs and if transmural palliative care can reduce the number of hospital 
admissions and improve the number of patients dying at home. Additionally, 
we performed a feasibility study of the transmural PalliSupport intervention 
which led to the design of a stepped wedge trial to evaluate the effectiveness 
of the PalliSupport intervention. 

In this general discussion we first reflect on the main findings of this thesis. 
This will be followed by discussions on methodological issues, the implications 
for clinical practice and research and for future perspectives. 

Reflection on the main findings 
Identifying patients that could benefit from palliative care (part I) 
The first step in initiating palliative care is identifying who may benefit. 
However, identification does not always occur in a timely manner, especially 
during hospital admissions.1 In chapter two we conducted a qualitative study to 
explore the views and experiences of hospital-based nurses and physicians on 
identifying the palliative phase in their patients. In the white paper from 2003 
by Lynn et al., the idea that palliative care should be provided alongside disease 
modifying care was first introduced and that with time, palliative needs further 
increase while disease modifying care decreases.2 Thus the clear distinction 
between a curative and palliative phase was abandoned. However, for the 
purpose of this study we did use the terminology ‘palliative phase’. We did so 
because in pilot interviews, other terminology, such as palliative needs, led to 
confusion for our participants and thus not to in-depth insights into the subject. 

We found that identification is a not very structured process that consists 
of prognostication, weighing of treatment options and evaluation of patients’ 
needs and preferences. We found several barriers to timely identification. 
A first barrier that was found was the range of definitions of palliative care 
that were used by our participants and that, for many of them, palliative care 
was still associated with terminal care or with situations in which no curative 
treatment options are left. The difficulty in defining the palliative phase is not 
new3, 4 and even though there is a WHO definition for palliative care, both 
researchers and clinicians are struggling with how to best identify patients in 
need of palliative care.5, 6 Our study confirmed that making this distinction for 
patients with oncological diseases was thought to be easier. This could be the 
result of the terminology ‘palliative’ being clearly imbedded in oncology and 
synonymous with inoperable or metastatic disease, though in recent years 
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because of scientific advances some forms of metastatic cancer have become a 
chronic disease making the distinction less clear.7 In non-oncological diseases, 
the distinction was found to be less clear based on a short  prognosis and a 
lack of curative options remaining. This can lead to ‘prognostic paralysis’,8, 9 
where patients are not told they have reached the end stage of their disease 
and consequently appropriate care is not planned because of prognostic 
uncertainty on the part of the physician. 

Besides prognosis, professionals in our study engage in a treatment trade-
off, where they weigh the potential benefits of treatment with the potential 
harm and mark the beginning of the palliative phase when negatives prevail. 
But some professionals said that they want to have tried all possible diagnostic 
and treatment options before ‘accepting’ patients are in the palliative phase. 
And even though professionals also find patients’ own preferences and needs 
important in their assessments, they find it difficult to start conversation about 
the end of life and often wait for patients to start the conversation themselves. 

Another finding in this study was that for identification to occur, collaboration 
with other professionals, such as nurses and general practitioners, is important. 
However, nurses may feel insecure about addressing palliative care issues with 
physicians out of fear of being seen as giving up on a patient or disagreeing 
with the physician, which further hinders the identification process. 

In all, the confusion in terminology, the difficulty in prognostication, the 
continued focus on treatment and the difficulty in starting conversations about 
the end of life can lead to late initiation of palliative care in the hospital setting. 
These barriers to timely identification were found in chapter five, a qualitative 
study on collaboration between hospital and primary care in palliative care, and 
chapter seven, our feasibility study. In both studies we found that the barriers 
to timely identification in turn hindered handovers. In addition it hindered 
inclusion of patients in our feasibility study. 

One of the methods to improve timely identification is the use of ‘instruments’ 
or ‘tools’. In chapter three and four we assessed the prognostic accuracy of 
multiple identification instruments in determining one-year mortality in older 
patients. It is up for debate if we should look for manners of prognostication 
instead of focusing on needs independent of life expectancy.10, 11  However, we 
chose one-year mortality as a surrogate for palliative needs because during the 
last year of life disease burden often increases and this time frame also allows 
for changes in goals of care to become more fitting with patients’ preferences. 
We conducted both studies in the same patient population of acutely admitted 
patients of 70 years or older and confirmed previous findings of the high 
percentage of 35% of one-year mortality after admission.12

In the chapter three we assessed the prognostic accuracy of the Surprise 
Question when used by nurses. The Surprise Question, ‘would I be surprised if 
the patients died in the next 12 months?’ was first discussed by Murray et al.,13 
and has since been the most studied instrument for identification of palliative 
needs. Two systematic reviews assessing its prognostic accuracy were published 
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in recent years and found it to have low to mediocre predictive value.14, 15 
However, the use of the Surprise Question by nurses has been hardly studied. 
We hypothesized that nurses might be better at answering the SQ because 
they are often seeing patients intensively during a hospital admission and 
patients might find it easier to open up to nurses about needs in comparison 
to physicians. In our study, we found low predictive values with a sensitivity 
and specificity of 77% and 57% and positive and negative predictive values of 
44% and 85%. These predictive values where not much better for physicians 
(chapter 4) with a sensitivity and specificity of 82% and 41%. One of the 
explanations could be that we included older patients in our study. Age alone 
is not a sole predictor of mortality. However, because we ask if professionals 
would be surprised if a patients died, age could influence this. This could have 
led to a high number of false positives. 

In chapter 4 we studied three additional instruments which we presented 
to physicians: the Supportive Palliative Care Indicators Tool (SPICT™),16 the 
Gold Standard Framework proactive identification guidance (GSF-PIG),17 
and Palliative Performance Scale (PPS).18, 19 Unfortunately, none of these 
instruments had both good sensitivity and specificity and diagnostic odds 
were low. Usability of these instruments was judged similarly by participating 
physicians and the instruments were judged as moderately helpful in aiding the 
professional in identifying palliative needs. In addition, we found that when 
scoring the instruments physicians did not always correctly fill-out parts of the 
instrument, for example if patients experienced previous hospital admissions 
or weight loss, so the assessment might not be accurate enough. Based on 
the findings in this study we had to conclude that none of the instruments 
studied had good prognostic value in determining one-year mortality. However, 
the negative predictive value of around 80%, in other words the fact that the 
percentage of patients that died and were not identified was low, could be 
seen as acceptable depending on the consequence attached to it. If we use 
the instruments as a starting point to further explore palliative needs and 
start conversations about future care the high number of ‘false positives’ 
might not be seen as a drawback. This is not acceptable however if it would 
lead to telling a patient about an uncertain prognosis or forgoing potentially 
curative treatment. A recent study showed that formally identifying patients 
as potentially benefitting from palliative care led to an increased use of 
palliative care services.20 The high rate of false positives would currently lead to 
overburdening of these systems. 

Based on our three studies, the use of identification instruments is 
debatable, in addition to the prognostic inaccuracy, in our qualitative study 
professionals were also hesitant about use of instruments. Professionals felt 
determining palliative needs is not as black and white as scoring on a certain 
set of criteria. Use of the instruments is further hindered by professionals’ 
uncertainty and inexperience with starting conversations about the end of life 
if an instrument score is positive. The barriers to starting conversations about 
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the end of life or addressing palliative care are well known and encompass 
fear of scaring the patients and starting conversations to soon, but also the 
fact that professionals feel incompetent about having these conversations 
or feel it is not their job.21, 22 For timely identification to occur, these barriers 
should also be addressed, and should feel comfortable with discussions about 
the end of life and have enough skills and knowledge regarding palliative care. 
However, because these barriers exist, instruments could potentially be helpful 
to determine a starting point. Interestingly in our studies, the rate of do not 
resuscitate orders at admission were high (65.5%), especially in comparison 
with other countries.23 In addition, a further 33.2% had a notification in their 
record to not go to intensive care. In the Netherlands discussing resuscitation 
and ICU admission before hospital admission is a requirement. Nonetheless, 
these number suggests that in this older population both professionals and 
patients are not afraid to put limitations on what life prolongation treatment is 
medically useful or desirable. However, the referral to specialist palliative care 
in our study population was still very low, only 2.2%, which is consistent with 
previous findings in Dutch hospitals.24 

Transmural palliative care (part II) 
If patients are identified as needing palliative care, barriers in transitions 
between care settings and collaboration between professionals can hinder 
palliative care. In the Netherlands, palliative care is organised in a generalist 
plus specialist manner, meaning palliative care is mainly provided by generalists 
in both hospital and primary care. In complex cases, specialist palliative care 
teams can be consulted.25, 26 Palliative care teams in hospitals in the Netherlands 
are a fairly recent development, as professionals standards stated that all 
hospitals were to have a palliative care team by 2017.27 The current low number 
of consultations with specialist palliative care is thus not surprising,24 even 
though benefits on patient outcomes such as quality of life and satisfaction 
with care have been well established.28, 29 With the formation of specialist 
palliative care teams, the number of care professionals involved in patients 
care at the end of life is further increasing. This high number of professionals 
involved lead to difficulties in provision of continuity of care because of 
difficulties in communication and handovers. In addition, patients at the end 
of life frequently move between care settings while having complex symptoms 
and needs, making continuity of care especially important. In Dutch, transmural 
care is used as the term to describe care that bridges between care settings and 
thus ‘goes through the walls’. Transmural care has shown promising results in 
older frail patients and could potentially benefit patients at the end of life as 
well.30, 31 To first understand how transitions between hospital and community 
care in palliative patients occur and which barriers exist, we performed a focus 
group study (chapter 5). We included both nurses and physicians from primary 
care and hospitals and performed five focus groups. We found that while most 
professionals emphasize the importance of the transition between hospital and 
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community going well and they are willing to put in extra effort, multiple barriers 
exist. Good transitions are hindered by lack of timely identification of palliative 
needs, the handover focuses on solely physical aspects, there is insufficient 
interprofessional communication and professionals do experience uncertainty 
about medical responsibilities. It was found that within the handover between 
hospital and primary care, the focus of care was often non-specified or still on 
curation while this was found to be inappropriate. In our study the primary care 
professionals do seem to wait for the hospital professionals declare a palliative 
approach. An important barrier, also found in previous studies, was the lack 
of identification of palliative needs and uncertainty in prognosis.32 This was 
further emphasised by the understanding of the professionals that palliative 
care referred to the last months of life. This in part was caused by the need for 
professionals to make a declaration of a prognosis of less than three months 
before patients could be referred to a hospice or become eligible for terminal 
home care. Fortunately, this ‘terminal declaration’ is no longer required for 
referrals to hospice and home care in the last months of life. In our study, a 
clear declaration about palliative care needs, independent of prognosis, was 
found to be a minimum requirement in the written handover, as well as the 
extent to which conversations about this approach were communicated with 
patients in addition to description of the presence of psychosocial issues. 

Communication between professionals was thought to be insufficient 
during the transition between hospital and primary care, and was previously 
found to negatively affect patient care.33 Additionally, uncertainty in roles and 
responsibilities for especially physicians, was thought to lead to no one taking 
the lead in decision making and starting conversations about the end of life. A 
warm handover, where professionals talk in person or by phone was suggested 
to overcome these barriers and was previously found to be appropriate for 
patients with complex care needs.34, 35

The introduction of specialist palliative care teams led to some fear that 
the involvement of specialists would hinder general practitioners in their role 
in the community setting. Improving collaborations and working arrangements 
between specialist palliative care and generalists are thus necessary aspects to 
ensure continuity of care.36

Transmural palliative care interventions could potentially aid overcoming 
the barriers in care transitions and improve continuity of care. While previous 
studies have shown that team-based palliative care interventions had the best 
results on patient outcomes in oncological care,37  it is unknown to what extent 
team-based transmural interventions can further improve care at the end of life. 
To assess whether transmural team-based palliative care interventions could 
be effective in prevention of hospital admissions and could improve patients 
dying at their preferred place of death, we performed a systematic review and 
meta-analysis of the literature (Chapter 6). The outcomes hospital admissions 
and place of death were chosen as surrogates for appropriate care. If hospital 
admission can be prevented, this suggests that symptoms are sufficiently 
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controlled. While it also shows that care is proven to be in line with patients 
wishes to enable death at home. Defining team-based transmural palliative 
care for this systematic review proved difficult. Health care systems differ 
greatly per country and even within countries. Based on previous research, we 
chose to incorporate three different types of intervention: collaborative teams 
that worked together across care settings, hospital-based teams that follow 
patients in the primary care setting and case-management interventions. In 
total we included 19 studies in the systematic review. There was significant 
heterogeneity between interventions, study population, comparison group, 
follow-up and outcomes. Nonetheless, we did choose to perform a meta-analysis 
to summarize our findings. While these results should thus be interpreted with 
caution, we did find positive overall effects on reduction in hospital admissions 
and a higher percentage of patients with home deaths. This effect was largest 
in the subgroups of hospital-based teams that follow patients in the primary 
care setting. 

Another important finding from the review was the lack of process evaluations 
in the studies included. All studies included were complex interventions, and 
to understand the effect you find in these type of studies, either positive or 
negative, it is important to understand which parts of interventions were 
implemented and what components resulted in the found effect. 

Based on the results of our review, a specialist hospital-based team that 
follows patients in the primary care settings and takes over care from generalists 
is the preferred model of transmural palliative care. However, as our focus 
group study also found, this would undermine the important role of general 
practitioners and community nurses as well as nursing homes and hospices. 
In the Netherlands we have an especially strong primary care system that 
provides most of the non-specialist palliative care. When we were developing 
our model for transmural palliative care, we therefore opted for a model where 
a hospital-based specialist palliative care team follows patients in primary care 
but does this is in collaboration with the generalist professionals from hospital 
and community. 

The PalliSupport care pathway was developed with the aim to improve 
palliative care for older patients through timely identification of palliative 
needs, timely conversations about wishes and preferences, improved handover, 
transmural care and informal caregiver support. To achieve this, we developed 
training modules on early identification and advance care planning. We also 
developed protocols on interprofessional and transitional collaboration and 
establishment a transmural  palliative care team consisting of hospital-based 
palliative care specialist as well as generalists from hospital and primary care.  
The starting point of our study was an acute hospital admission basis, because 
this is often the result of unidentified palliative care needs,1, 12, 38 in addition to 
the high number of patients dying following an acute hospital admission.12 

In chapter 7 we performed a mixed-method feasibility study before 
embarking on a stepped-wedge randomised controlled trial to assess the 
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effects of our transmural palliative care intervention (PalliSupport). As part of 
the MRC-framework after the development stage of a complex intervention 
a feasibility study should be performed to assess whether the different steps 
that were developed are workable in a clinical setting.39 We thus set out to 
assess if our study protocol for the PalliSupport intervention was feasible on 
recruitment, data collection, implementation and patient burden. In addition, 
we assessed the experiences of care professionals with aspects of the 
intervention. The importance performing a feasibility study becomes evidently 
clear when looking at the results of our study. We formulated a set of criteria 
before the start of the feasibility study to assess success or failure. We were 
especially unsuccessful in including the anticipated number of patients in our 
study which in turn led to difficulty in assessing the other formulated criteria on 
protocol implementation and data collection. Low recruitment in palliative care 
studies is not uncommon,40 and obstacles can be found on clinician, patient 
and system levels.41 Based on the findings of our qualitative data, we found 
that clinicians formed an important barrier to inclusions. Even though part of 
our intervention was education on timely identification of patients in need of 
palliative care and starting conversation about the end of life, clinicians still 
understood palliative care to be synonymous with terminal care and nurses 
felt uncomfortable suggesting patients for participation to the physicians. One 
of the other arguments given by interview participants was that end of life 
conversations do not belong in the hospital and should be held by primary 
care physicians, which was also brought up in previous studies.42, 43 Reasons 
given were that the hospital admissions are short and that patients don’t know 
the professionals very well. Nonetheless, goals of care conversations during 
hospitals admissions have also shown positive effects on reduction of hospital 
admissions.44 

Even though we aimed to improve the collaboration between the specialist 
palliative care team and primary care professionals, we confirmed with the 
findings from chapter 5 that the palliative care team and GPs feared that home 
visits by the palliative team would take away responsibility from the GP and 
could potentially lead to patients gravitating towards the hospital and thus 
more hospital admissions. Though this fear is understandable, our systematic 
review results do suggest a reduction in hospital admissions and more home 
death when transmural palliative teams are involved. 

The findings of the feasibility studies led to adjustments in the study 
protocol for PalliSupport stepped wedge trial (chapter 8). Adjustments were 
made on recruitment where the researchers actively screen for participants and 
additional training was added on timely identification of the palliative phase 
and starting conversations about the end-of-life. To improve collaboration 
but also to enhance familiarity with the project, meetings were held between 
researchers, the participating hospitals and primary care organisations. We 
also look at regional structures already in place and build upon these structures 
when unrolling the different study components. Unfortunately, the PalliSupport 
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trial had to be terminated early. The trial had just started with the intervention 
phase when the Covid-19 pandemic started. The pandemic resulted both 
in priorities of professionals being elsewhere as well as in difficulties in 
recruitment. A rigorous process evaluation will look into other reasons for the 
trial not being successful. 

Methodological considerations 
We worked according to the MRC-framework for complex intervention 
development where we started with development of theory, followed by 
identification of evidence and modelling of process and outcomes before our 
feasibility study. In this thesis only a proportion of these steps are represented. 
Here we discuss some of our main methodological considerations. 

Studying identification instruments  
One of the important questions when we set up the PalliSupport trial was to 
determine how best to identify older patients during hospital admission that 
could benefit from palliative care and if identification instruments could be 
of aid. We thus performed two studies to evaluate the prognostic accuracy 
of identification instruments when used in clinical practise (chapter 3 and 
4). Methodologically both studies had some shortcomings. In retrospect our 
studies could have been improved if we had presented the SQ or instruments 
more often to each professional. This would have allowed for changes over 
time during the hospital admission to be incorporated into their assessment. 
However, especially for physicians, filling out the instruments already cost 
quite some time and we would probably not have achieved more measurement 
points. Furthermore, inter-user reliability could not be assessed because we 
only asked one professional for each instruments. The fact that physicians 
did not always accurately filled out the identification instruments could also 
have influenced our results. On the other hand, this does show how these 
instruments would have been used in daily practise instead of when a researcher 
would have filled them out based on electronic patient files which is often done 
(retrospectively). Based on the findings of chapter 4 in particular, we were not 
convinced we could use one of the four instruments in our trial. In addition, our 
feasibility study revealed that a more pro-active approach from the researchers 
is needed to increase inclusion rates. Therefore, we performed additional 
analysis and found that combining three criteria that could easily be found in 
medical patient record and were also part of the instruments (previous hospital 
admission, weight loss and ADL function) with age resulted in acceptable 
sensitivity and specificity (chapter 8). More importantly, the presence of these 
criteria also suggests the presence of more complex needs and would thus 
select patients that could benefit from a palliative care approach. These three 
criteria were used for the control phase in the effectiveness trial. Because our 
qualitative research revealed the discomfort of professionals to solely look at 
criteria, as well as physicians having to start conversations about the end of 
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life as a consequence of these criteria, we decided to incorporate the Surprise 
Question, posed to the treating physician, for the selection of patients in the 
intervention phase.
 
Use of mixed-methods in building complex interventions 
When formulating a complex intervention it is important to incorporate points 
of view from different stake holders. In this thesis the qualitative studies aided in 
gaining an in-depth understanding of care professionals’ views and experiences 
with the subject of timely identification, care transitions and the PalliSupport 
care pathway (chapters 2, 5 and 7). While in this thesis views and experiences 
of professionals are represented, two important voices are missing, that of 
the patient and informal caregivers. Patient and caregiver perspectives were 
studied by different researchers within the PalliSupport research group and will 
be published later on. Nonetheless, an important shortcoming of our feasibility 
study was that we did not included the patients and caregivers’ perspectives.
Our qualitative research led to surprising outcomes that influenced our study 
components development. In chapter 2 we assessed how hospital-based 
professionals identified the palliative phase in their patients. An important 
finding was that many professionals associated palliative care with terminal 
care, which was also found in chapters 5 and 7. This finding led to the 
development of an e-learning module on timely identification and starting 
end of life conversations. In addition, nurses explained they are uncomfortable 
discussing that they believe a patient is in the palliative phase with physicians 
out of fear of they are seen as giving up or not wanting to question the 
physicians’ treatment plan. This led to us combining the training about end of 
life conversations for nurses and physicians so they had the same knowledge 
and would feel more comfortable discussing end of life issues with each other. 

The qualitative data from our feasibility study (chapter 7) led to understanding 
why the inclusion rate was low, due to the aforementioned misunderstanding 
about palliative care as terminal care, but also because some professionals felt 
end of life conversations belonged in primary care. In addition both our focus 
group study (chapter 5) as well as our feasibility study revealed the hesitation 
some generalist felt about involvement of specialist palliative care teams and 
uncertainty about responsibilities. These insights led to the adjustment in how 
we set up the PalliSupport trial in each region, and to involve GPs, medical 
specialists, nurses and the palliative care team from the start as well as organise 
meetings between the involved parties to enhance familiarity with the project. 

Our incorporation of qualitative research thus very much aided us in the 
development of our intervention, but also helped us understand why certain 
aspects did not work. We highly recommend incorporating mixed-methods 
when developing complex interventions, as well as incorporating qualitative 
studies in process evaluations. 

An important aspect of qualitative research is data saturation, meaning 
that new interviews or focus groups do not result in new concepts or 
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themes independent on how many people participate (45). Our focus group 
study (chapter 5) is limited especially by the low number of physicians that 
participated and we cannot be certain that we did not miss any points of 
view. In our feasibility study we did not seek data saturation because we knew 
beforehand that the variety of professionals was wide and we only interviewed 
one or two from each profession/setting. The ability of these studies to be 
generalised might thus be limited. However, within the context of developing 
and evaluating our intervention these studies contribute greatly to our 
understanding of barriers to transition between hospital and primary care and 
why our feasibility study was unsuccessful. 

Feasibility studies 
The step before an effectiveness trial is to assess feasibility of different steps 
that were developed to see if they are workable in a clinical setting.39 Following 
the MRC guidelines, when the protocol proves to not be feasible, the protocol 
should be revised and an additional feasibility study should be performed. Our 
feasibility study showed our protocol to not be feasible on multiple aspects. 
While our results did lead to a revision of our study protocol, we did not in 
return perform an additional feasibility study. In research we are dependent on 
funding and are often given strict time-frames in which to perform studies. This 
does not always allow for additional steps in study development. Grant providers 
could look at manners to improve this, for example by asking researchers to 
first assess feasibility before investing in a larger trial. Nonetheless, in the 
development of our final study protocol, the lack of a successful feasibility 
study is an important shortcoming. Interestingly, in the hospital in which we 
performed the feasibility study in and surrounding primary care organisations, 
the transmural palliative care team has seen a large increase in consultations 
and are still seeing patients at home. This is another important argument for 
why time is an important factor in development and especially implementation 
of a complex intervention.46 It takes time for professionals to incorporate new 
work methods and to change how they perform certain aspect of their jobs. 
This is especially true in palliative care as it asks of physicians and nurses to 
start conversations they are uncomfortable with. 

Implications for clinical practice and research and future perspectives
Further improvement of timely identification of palliative needs of older 
patients and starting of end of life conversations 
Lack of timely identification of older patients during hospital admission created 
multiple barriers for starting conversations about the end of life, for initiating 
palliative care, for a proper handover but also for including patients in our 
studies.  

Traditionally, the focus in hospitals is on managing acute diseases, curation 
and life-prolongation. Changing that focus to assessing quality of life requires a 
culture change. A change that is necessary, especially considering the increasing 
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number of older patients living and dying with multiple chronic disease that are 
frequently admitted to the hospital. In recent months, the Covid-19 pandemic 
further highlighted the importance of timely discussion of goals of care. Health 
care professionals as well as patients were confronted with the question of 
whether hospital admission or ICU admissions would benefit patients’ quality 
of life.  

An important barrier that needs to be overcome is the misunderstanding 
about palliative care as terminal care. Our studies have shown that this 
misunderstanding is still extremely common amongst hospital-based 
professionals and clearly hinders timely identification. Increasing knowledge of 
the importance of timely palliative care and what benefits this has for patients 
could improve this. Besides identification, providing hospital-based professionals 
with the skills to act on their findings, in other words starting conversations 
about the end of life and initiating palliative care is highly encouraged. Our 
studies, as well as a recent review, show that hospital based professionals feel 
they do not have sufficient skills.47 Specialist palliative care teams can play an 
important role in this educational effort48, 49 with the additional benefit that 
they might be consulted more often when other professionals become more 
familiar with them. Combining training modules for both nurses and physicians 
has the additional benefit of making palliative care something that can be 
discussed during morning rounds and might take away some of the anxiety 
nurses experience when bringing up the subject. 

Chapters 3 and 4 showed that unfortunately the studied identification 
instruments had limited prognostic accuracy and we do not advise using them 
to determine a one-year prognosis of acutely hospitalized older patients. 
However, these instruments could potentially be used as a starting point for 
end of life conversations or a holistic assessment of needs by generalists, in 
both hospital and primary care. The use of instruments in this manner needs 
further exploration. To this end instead of using mortality as an outcome 
using palliative care interviews and assessments as referencing standards was 
suggested in a recent review Elmokhallalati et al.50 Additionally, it should be 
assessed whether the use of these instruments would lead to overburdening of 
the specialist palliative care services. 

This thesis focused on timely palliative care for older patients during 
hospital admission. However, many advocate for timely identification, and 
especially end of life conversations, to occur in primary care. This was also an 
important hesitation we found with some of our study participants. We agree 
that primary care might be the preferred place to have conversations about the 
end of life, because of an often longer relationship with patients, less focus on a 
single disease and insight in how a patient functions at home. Previous studies 
have also shown that timely identification in primary care enhances patients 
outcomes.51 However, this does not mean that the identification and initiation 
of end of life conversations should solely lie in primary care. Especially since 
our focus group study (chapter 5) showed that primary care professionals 
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sometimes also wait for hospital-based professionals to determine if a patient is 
palliative. Complete advance care planning conversations might not be realistic 
during hospital admission and collaboration between hospital and primary care 
professionals in this effort is important.  

Working towards transmural palliative care 
To enhance continuity of care for older patients with palliative needs, transmural 
palliative care could be part of the solution. 

Our focus group study (chapter 5) revealed barriers in the transition 
between hospital and primary care for patients at the end of life. It also 
revealed three aspects that are essential in the handover: a clear declaration 
of a palliative approach, if and how this approach has been communicated 
with patients, and a description of psychosocial problems (if any). In addition, 
direct contact between primary care and hospital care is also recommended to 
discuss social aspects and discuss coordination of care. Another method that 
could aid in patients receiving their preferred care in all settings is the use of 
an individualised care plan. This care plan can contain goals and preferences of 
care, treatment limitations but also information for the patient about whom to 
contact in case of an emergency. If all care professionals and informal caregivers 
would with the use of the care plan be aware of the patient’s wishes, this could 
potentially prevent unwanted care. This care plan should move with the patient 
and adjusted when necessary.  Ideally the care plan is thus part of a joined 
electronic patient file that is accessible in all care settings. An example is a 
digital information system palliative care (DIS PZ) that was developed alongside 
the PalliSupport intervention and is tested in one of the participating regions. 

Our review (chapter 6) revealed different types of transmural palliative care 
interventions that benefitted patients. Although hospital-based teams that take 
over care and follow patients in primary care showed the largest effects, we do 
not recommend this model in the Netherlands. In the Netherlands, palliative 
care is provided as a generalist plus specialist model, where specialist palliative 
care teams are consulted but not the primary providers for patients. Because 
primary care is very strong in the Netherlands, we advocate for a collaborative 
team that involves both general practitioners and community nurses, which is 
based on the specialist palliative care teams that currently already exist within 
hospitals. Such a collaborative team will then follow-up patients in their home 
setting. Future studies, including lessons learned from our PalliSupport trial, 
could contribute to our understanding if this model are effective in improving 
transmural palliative care. 

Another point of attention that has been underexposed in this thesis is the 
role geriatricians could play in palliative care. Palliative care and geriatrics are 
distinct medical specialities that share similarities.52, 53 Both specialities provide 
patient and family-centred care and aim at improving quality of life through 
goal-oriented care, team-based working and proactive multidimensional 
assessments of needs. Currently, most hospitals have geriatric and palliative 
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care experts in separate teams. Combining their expertise could further 
improve care for older patient at the end of life, especially for frail patients and 
those with cognitive impairments. Efforts should be made to assess how these 
two specialities can work together.

An important lesson we learned during the development of our transmural 
palliative care trial is to take the time to identify regional structures and involve 
the professionals from all setting involved in the intervention from the start. In 
our feasibility study in one of our participating hospitals, we mainly collaborated 
with the palliative care team and to a lesser extent with the departments 
and primary care organisations. While for non-complex studies this might be 
sufficient, complex interventions require actions from different professionals 
in different settings and if one does not understand the regional structure or 
organisational culture beforehand, the chance of an intervention becoming 
successful are slim. In addition when performing a complex interventions, 
it is essential to perform a rigorous process evaluation,54 preferably mixed-
method. This will allow for a determination of which components made your 
intervention successful or unsuccessful, but will also aid in the next step, wider 
implementation. Because we perform a process evaluation in the PalliSupport 
trial we are still able to contribute to the evidence on this subject even though 
inclusion of patients in had to be stopped due to the Covid-19 pandemic and 
the resulting difficulties in organizing the trial and recruitment. 

Final conclusions/recommendations 
This thesis started with the case of Mrs Smit, a vulnerable older patient with 
the wish to spend as much time as possible at home. During the last months 
of life she was admitted three times, and only during the last admission 
were her palliative needs identified and she eventually died in the hospital. 
Had physicians and nurses identified her needs earlier based on the frequent 
admissions, physical deteriorations and the fear she experienced, her needs 
and preferences could have been discussed. In addition, the handover and 
collaboration between hospital and home could have been improved and might 
have resulted in Mrs Smit’s preferences to remain at home and also die at home 
being honoured. 

This thesis sheds light on identifying older patients that could benefit from 
palliative care, such as Mrs Smit, during hospital admission and how better 
collaboration and transmural care has the potential to improve outcomes at 
the end of life. 

To improve timely identification of palliative needs of older patients during 
hospital admission, hospital-based professionals should be educated on its 
meaning and benefits. In addition, professionals should be trained on how to 
start conversations about the end of life. We do not recommend the use of the 
identification instruments we studied to determine prognosis, but do advise 
further study of the use of these instruments as starting point of end of life 
conversations or holistic need assessments. 
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To improve continuity of care, we recommend studying the effectiveness of 
transmural palliative care interventions where generalists from hospitals and 
primary care collaborate with specialist palliative care teams. Before embarking 
on these complex interventions, we highly recommend performing feasibility 
studies. Additionally, we advise incorporating qualitative research when 
developing complex interventions as well as in evaluation its effects. 



197

General discussion  -  Chapter 9

References 
1. Huijberts S, Buurman BM, de Rooij SE. 

End-of-life care during and after an acute 
hospitalization in older patients with 
cancer, end-stage organ failure, or frailty: A 
sub-analysis of a prospective cohort study. 
Palliat Med. 2016;30(1):75-82.

2. JA L. Living well at the End of Life. Adapting 
Health Care to serious Chronic Illness in old 
age. Rand Health. 2003.

3. Shipman C, Gysels M, White P, et al. 
Improving generalist end of life care: 
national consultation with practitioners, 
commissioners, academics, and service 
user groups. BMJ. 2008;337:a1720.

4. Mitchell H, Noble S, Finlay I, Nelson A. 
Defining the palliative care patient: its 
challenges and implications for service 
delivery. BMJ Support Palliat Care. 
2015;5(4):328-34.

5. Van Mechelen W, Aertgeerts B, De Ceulaer 
K, et al. Defining the palliative care 
patient: a systematic review. Palliat Med. 
2013;27(3):197-208.

6. Ryan S, Wong J, Chow R, Zimmermann 
C. Evolving Definitions of Palliative Care: 
Upstream Migration or Confusion? 
Current Treatment Options in Oncology. 
2020;21(3):20.

7. Pizzoli SFM, Renzi C, Arnaboldi P, Russell-
Edu W, Pravettoni G. From life-threatening 
to chronic disease: Is this the case of 
cancers? A systematic review. Cogent 
Psychology. 2019;6(1):1577593.

8. Gadoud A, Kane E, Macleod U, et al. 
Palliative care among heart failure patients 
in primary care: a comparison to cancer 
patients using English family practice data. 
PLoS One. 2014;9(11):e113188.

9. Stewart S, McMurray JJV. Palliative care 
for heart failure : Time to move beyond 
treating and curing to improving the end 
of life. BMJ : British Medical Journal. 
2002;325(7370):915-6.

10. Kendall M, Buckingham S, Ferguson S, 
Hewitt N, Pinnock H. We need to stop 
looking for something that is not there. 
NPJ primary care respiratory medicine. 
2014;24:14031.

11. Dalgaard KM, Bergenholtz H, Nielsen ME, 
Timm H. Early integration of palliative 
care in hospitals: A systematic review on 
methods, barriers, and outcome. Palliat 
Support Care. 2014;12(6):495-513.

12. Clark D, Armstrong M, Allan A, et al. 
Imminence of death among hospital 
inpatients: Prevalent cohort study. Palliat 
Med. 2014;28(6):474-9.

13. Murray S, Boyd K. Using the ‘surprise 
question’ can identify people with 
advanced heart failure and COPD who 
would benefit from a palliative care 
approach. Palliat Med. 2011;25(4):382.

14. White N, Kupeli N, Vickerstaff V, Stone P. 
How accurate is the ‘Surprise Question’ at 
identifying patients at the end of life? A 
systematic review and meta-analysis. BMC 
Med. 2017;15(1):139.

15. Downar J, Goldman R, Pinto R, Englesakis 
M, Adhikari NK. The “surprise question” for 
predicting death in seriously ill patients: 
a systematic review and meta-analysis. 
CMAJ : Canadian Medical Association 
journal = journal de l’Association medicale 
canadienne. 2017;189(13):E484-e93.

16. Highet G, Crawford D, Murray SA, Boyd 
K. Development and evaluation of the 
Supportive and Palliative Care Indicators 
Tool (SPICT): a mixed-methods study. BMJ 
Support Palliat Care. 2014;4(3):285-90.

17. Thomas K. Prognostic Indicator Guidance 
(PIG). 4th edition oct 2011. The Gold 
Standards Framework Centre in End of Life 
Care CIC  [cited 2020 April 29th]. Available 
from: https://goldstandardsframework.
o r g . u k / c d - c o n t e n t / u p l o a d s / f i l e s /
G e n e r a l % 2 0 F i l e s / P r o g n o s t i c % 2 0
Indicator%20Guidance%20October%20
2011.pdf.

18. Anderson F, Downing GM, Hill J, Casorso 
L, Lerch N. Palliative performance scale 
(PPS): a new tool. Journal of palliative care. 
1996;12(1):5-11.

19. Downing M, Lau F, Lesperance M, et al. 
Meta-analysis of survival prediction with 
Palliative Performance Scale. Journal 
of palliative care. 2007;23(4):245-52; 



198

Chapter 9  -  General discussion

discussion 52-4.

20. Mittmann N, Liu N, MacKinnon M, et al. 
Does early palliative identification improve 
the use of palliative care services? PLoS 
One. 2020;15(1):e0226597.

21. De Vleminck A, Pardon K, Beernaert K, 
et al. Barriers to advance care planning 
in cancer, heart failure and dementia 
patients: a focus group study on general 
practitioners’ views and experiences. PLoS 
One. 2014;9(1):e84905.

22. Blackwood DH, Walker D, Mythen MG, 
Taylor RM, Vindrola-Padros C. Barriers to 
advance care planning with patients as 
perceived by nurses and other healthcare 
professionals: A systematic review. Journal 
of clinical nursing. 2019;28(23-24):4276-
97.

23. Gardiner C, Gott M, Ingleton C, et al. Extent 
of palliative care need in the acute hospital 
setting: a survey of two acute hospitals in 
the UK. Palliat Med. 2013;27(1):76-83.

24. Brinkman-Stoppelenburg A, Boddaert M, 
Douma J, van der Heide A. Palliative care 
in Dutch hospitals: a rapid increase in the 
number of expert teams, a limited number 
of referrals. BMC health services research. 
2016;16(1):518.

25. Boddaert MS, Pereira C, Adema J, et al. 
Inappropriate end-of-life cancer care 
in a generalist and specialist palliative 
care model: a nationwide retrospective 
population-based observational study. BMJ 
Support Palliat Care. 2020.

26. Quill TE, Abernethy AP. Generalist plus 
specialist palliative care--creating a more 
sustainable model. The New England 
journal of medicine. 2013;368(13):1173-5.

27. IKNL/Palliactief. Kwaliteitskader palliatieve 
zorg Nederland. 2017.

28. Davis MP, Temel JS, Balboni T, Glare P. 
A review of the trials which examine 
early integration of outpatient and home 
palliative care for patients with serious 
illnesses. Ann Palliat Med. 2015;4(3):99-
121.

29. Haun MW, Estel S, Rucker G, et al. Early 
palliative care for adults with advanced 

cancer. The Cochrane database of 
systematic reviews. 2017;6:Cd011129.

30. Buurman BM, Parlevliet JL, Allore HG, et al. 
Comprehensive Geriatric Assessment and 
Transitional Care in Acutely Hospitalized 
Patients: The Transitional Care Bridge 
Randomized Clinical Trial. JAMA Intern 
Med. 2016;176(3):302-9.

31. Verhaegh KJ, MacNeil-Vroomen JL, Eslami 
S, et al. Transitional care interventions 
prevent hospital readmissions for 
adults with chronic illnesses. Health Aff 
(Millwood). 2014;33(9):1531-9.

32. Gott M, Ingleton C, Bennett MI, Gardiner 
C. Transitions to palliative care in acute 
hospitals in England: qualitative study. BMJ 
Supportive & Palliative Care. 2011;1(1):42-
8.

33. Otte IC, Jung C, Bally K, Elger BS, Schildmann 
J. Interprofessional Silence at the End of 
Life: Do Swiss General Practitioners and 
Hospital Physicians Sufficiently Share 
Information About Their Patients? J Palliat 
Med. 2016;19(9):983-6.

34. Sheu L, Fung K, Mourad M, Ranji S, Wu 
E. We need to talk: Primary care provider 
communication at discharge in the era of 
a shared electronic medical record. J Hosp 
Med. 2015;10(5):307-10.

35. Kripalani S, LeFevre F, Phillips CO, et al. 
Deficits in communication and information 
transfer between hospital-based and 
primary care physicians: implications for 
patient safety and continuity of care. 
JAMA. 2007;297(8):831-41.

36. Gardiner C, Gott M, Ingleton C. Factors 
supporting good partnership working 
between generalist and specialist palliative 
care services: a systematic review. Br J Gen 
Pract. 2012;62(598):e353-62.

37. Hui D, Hannon BL, Zimmermann C, 
Bruera E. Improving patient and caregiver 
outcomes in oncology: Team-based, timely, 
and targeted palliative care. CA: a cancer 
journal for clinicians. 2018;68(5):356-76.

38. Cotogni P, Saini A, De Luca A. In-Hospital 
Palliative Care: Should We Need to 
Reconsider What Role Hospitals Should 
Have in Patients with End-Stage Disease 



199

General discussion  -  Chapter 9

or Advanced Cancer? Journal of clinical 
medicine. 2018;7(2).

39. Craig P, Dieppe P, Macintyre S, et al. 
Developing and evaluating complex 
interventions: the new Medical Research 
Council guidance. BMJ. 2008;337:a1655.

40. Lien K, Zeng L, Bradley N, et al. Poor Accrual 
in Palliative Research Studies: An Update 
From the Rapid Response Radiotherapy 
Program. World journal of oncology. 
2011;2(5):217-24.

41. Grand MM, O’Brien PC. Obstacles to 
participation in randomised cancer clinical 
trials: a systematic review of the literature. 
Journal of medical imaging and radiation 
oncology. 2012;56(1):31-9.

42. Lovell A, Yates P. Advance Care Planning 
in palliative care: a systematic literature 
review of the contextual factors influencing 
its uptake 2008-2012. Palliat Med. 
2014;28(8):1026-35.

43. Seamark D, Blake S, Seamark C, et al. Is 
hospitalisation for COPD an opportunity 
for advance care planning? A qualitative 
study. Primary Care Respiratory Journal. 
2012;21(3):261-6.

44. Emiloju OE, Djibo DAM, Ford JG. Association 
Between the Timing of Goals-of-Care 
Discussion and Hospitalization Outcomes 
in Patients With Metastatic Cancer. Am J 
Hosp Palliat Care. 2020;37(6):433-8.

45. Guest G, Bunce A, Johnson L. How Many 
Interviews Are Enough? Field Methods. 
2006;18(1):59-82.

46. Morris ZS, Wooding S, Grant J. The 
answer is 17 years, what is the question: 
understanding time lags in translational 
research. J R Soc Med. 2011;104(12):510-
20.

47. Nevin M, Hynes G, Smith V. Healthcare 
providers’ views and experiences of non-
specialist palliative care in hospitals: A 
qualitative systematic review and thematic 
synthesis. Palliat Med. 2020;34(5):605-18.

48. Rodenbach R, Kavalieratos D, Tamber 
A, et al. Coaching Palliative Care 
Conversations: Evaluating the Impact 
on Resident Preparedness and Goals-
of-Care Conversations. J Palliat Med. 
2020;23(2):220-5.

49. Jacobsen J, Alexander Cole C, Daubman 
BR, et al. A Novel Use of Peer Coaching 
to Teach Primary Palliative Care Skills: 
Coaching Consultation. J Pain Symptom 
Manage. 2017;54(4):578-82.

50. ElMokhallalati Y, Bradley SH, Chapman E, et 
al. Identification of patients with potential 
palliative care needs: A systematic review 
of screening tools in primary care. Palliat 
Med. 2020;34(8):989-1005.

51. Engeser P, Leutgeb R, Glassman J, Szecseniy 
J, Laux G. Identifying Palliative Patients in 
General Practice: Focusing on the Place 
of Death and the Vital Role of Specialized 
Home Palliative Care: An Observational 
Study. J Palliat Med. 2020;23(12):1626-30.

52. Pacala JT. Is palliative care the “new” 
geriatrics? Wrong question--we’re 
better together. J Am Geriatr Soc. 
2014;62(10):1968-70.

53. Voumard R, Rubli Truchard E, Benaroyo L, 
et al. Geriatric palliative care: a view of its 
concept, challenges and strategies. BMC 
geriatrics. 2018;18(1):220.

54. Craig P, Dieppe P, Macintyre S, et al. 
Developing and evaluating complex 
interventions: the new Medical Research 
Council guidance. BMJ. 2008;337:a1655.




