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Introduction

“Death is inevitable, a bad death is not” -  the Economist 

Mrs Smit is a 84-year-old widow and has a medical history of heart failure 
and diabetes type 2 and she has recently been admitted to the hospital with 
pneumonia. She is visually impaired and has difficulties in performing activities 
of daily living. She lives in an assisted living facility and community nurses 
aid her with bathing, compression stockings and medication. She has three 
involved children who see her on a weekly basis. Mrs. Smit prefers to spend 
as much of her time at home as possible and also die there. She experienced 
the last hospital admission as scary and the shortness of breath she frequently 
experiences reduces her quality of life. She has thus far not discussed this with 
her general practitioner and children. 

On a Sunday afternoon, one of Mrs. Smits’ daughters visits her and finds Mrs. 
Smit is not well at all, she is severely short of breath, tired and has abdominal 
pain. Mrs Smit’s own general practitioner is not available on Sundays and her 
daughter does not know what to do other than call the ambulance. Mrs. Smit is 
admitted to the hospital for acute decompensated heart failure and treatment 
is started. Mrs. Smit is admitted for 6 days, during which her physical condition 
deteriorates and she experiences a lot of stress and fear. During the admission 
Mrs. Smit’s needs and preferences are not identified, let alone discussed. Her 
general practitioner receives a short discharge letter describing the changes in 
medication and latest laboratory values. When he visits her a week later he sees 
she is delirious and suspects an infection. After a call with her daughter who is 
unaware of Mrs. Smits’ preferences, Mrs. Smit is once again admitted to the 
hospital with both pneumonia and heart failure. Unfortunately, the treatment 
started is unsuccessful and Mrs. Smit dies during the admission. 

In the case of Mrs. Smit, her palliative needs were not identified, no 
conversations about end of life preferences were held and care was not 
sufficiently coordinated. This led to a potential avoidable hospital admission, 
high symptom burden and Mrs. Smit not dying at her preferred place. The case 
of Mrs. Smit is unfortunately not an exception. 

Palliative care in an aging population 
With the aging population, and rising numbers of people living with and 
dying from (multiple) chronic conditions, there is an increased need for well-
organized palliative care.1 The European Association for Palliative Care (EAPC) 
found that in 2014 in Europe almost 4.5 million people died with serious health 
related suffering and who needed palliative care.2 This number will increase 
further in the next decades.1 In the Netherlands alone, the number of deaths 
each year is expected to increase from 150.000 in 2018 to 200.000 in 2040.3 

The World Health Organization (WHO) defines palliative care as ‘an approach 
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that improves the quality of life of patients and their families facing the problem 
associated with life-threatening illness, through the prevention and relief of 
suffering by means of early identification and impeccable assessment and 
treatment of pain and other problems, physical, psychosocial and spiritual.’4 
Palliative care can thus be seen as an approach that provides holistic care that 
is best fitting with wishes and needs of patients and their relatives. 

Palliative care originated as care for the dying, and was started during the 
last weeks or days of life when no life-prolonging treatments were available 
anymore. This type of care is also referred to as ‘Hospice care’, ‘End of life 
care’ or ‘Terminal care’. In the last decades it has however become clear that 
palliative care has many benefits when started much earlier in life-threatening 
disease trajectories and should thus be provided alongside disease modifying 
treatment.5 This shift to initiating palliative care earlier in disease trajectories 
has led to difficulties in terminology and understanding of what palliative care 
entails for patients, care providers and researchers.6 In all definitions, the clear 
goal is ‘to improve the quality of life for patients’, but when exactly this should 
be initiated varies.6 

The shift to an earlier start of palliative care stems from cancer research. 
In 2010 Temel et al., published their seminal work on the benefits of early 
integration of palliative care for patients with lung cancer. In their study they 
found that palliative care improved quality of life and mood, lowered aggressive 
care at the end of life and prolonged survival.7 Since then,  prolonged survival 
has not been validated in other studies, but two reviews did show the other 
benefits and additionally found that early palliative care in patients with 
cancer reduced hospital admissions and length of stay, increased the number 
of advance directives, lowered caregiver burden, decreased medical costs and 
improved satisfaction with care.8, 9 While palliative care is often associated with 
care for patients with cancer, it is now well known that patients dying from 
many other diseases can benefit from its holistic approach.10, 11 

Palliative care in older patients 
Almost four-fifths of people who die in Europe are older than 65 years and the 
causes of death differ between older and younger people. For older patients, 
the most common cause of death is circulatory disease (38.7%), followed by 
cancer (23.8%) and respiratory disease (8.9%). In people below 65 years, the 
most common cause of death is cancer (31.9%).12 During the last years of life 
many older patients have multimorbidity, defined as two or more chronic 
conditions, functional and cognitive decline, and frailty.13, 14  In a study by 
Hofstede et al., it was found that bereaved relatives of patients who died due to 
organ failure or frailty, in comparison to those with cancer, were more likely to 
negatively assess the palliative care provided to their relative and themselves.15  
Furthermore, in the study by Gardiner et al., hospital professionals described 
that palliative needs in older patients did not result in the same response from 
them in comparison to younger patients, because they thought older patients 
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felt more at peace with a terminal diagnosis.16 However, pain and emotional 
distress can be present to a similar extent among patients dying from cancer 
and frailty.17 Furthermore, whereas younger patients often have a large 
network advocating for best possible care, older patients often have a smaller 
network.16 This is especially worrisome knowing that many older patients lack 
the decision-making capacity to make decisions about the end of life.18 The 
needs of older patients can thus differ from those of younger patients, however 
they are less likely to receive palliative care or be referred to specialist palliative 
care.19 

During the last year of life, transitions between care settings are common in 
older patients.20, 21 Most often these transitions are to and from the hospital and 
frequently result from insufficient symptom control or deterioration due to a 
chronic disease or vulnerability.22 Not surprisingly, the number of older patients 
who die in the year following an acute hospitalization is high, up to 35%, most 
of whom during the first three months.23, 24 During hospital admissions, the 
focus of professionals is nonetheless often on curation, and not on determining 
the presence of palliative needs.16 Palliative care needs of the older patients 
remain unseen and unaddressed and the number of non-beneficial treatments 
is high.25 

The high prevalence of hospital admissions can lead to patients dying in 
the hospital, while this is not often the preferred place of death.26 While data 
on preferred place of death should be assessed with caution,27 when the place 
of preference is known in older patients, this is most often home followed by 
hospice or a palliative care unit.26 Compared to other countries, hospital deaths 
are low in the Netherlands.28 In 2015 20% of non-acute deaths occurred in the 
hospital, whereas 33% died at home, 35% died in a nursing home or elderly 
home care facility and 12% died elsewhere including hospices and palliative 
care units.29 Death did not occur at the preferred place of death for a third of 
patients in a study by Raijmakers et al., and was lower when the preferred place 
of death was at home.30

Organization of palliative care
To understand the barriers in palliative care provision, it is important to 
understand how palliative care is organized in the Netherlands. Palliative care 
can be provided in all care settings, including home, hospitals, nursing homes, 
hospices and palliative care units. Palliative care provision however varies 
widely between countries.2 Generally, a division is made between generalist 
and specialist palliative care,31 with a further division on how specialist care 
is provided. Based on the complexity of the needs of patients, three levels of 
care can be distinguished.32 The first level is standard or generalist palliative 
care that is provided by all care professionals and spans all care settings. In 
the second level, multidisciplinary palliative care specialists with expert 
training can be consulted by the treating physicians and nurses in case of more 
complicated needs. In the third level, for the most complex cases, the palliative 
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care specialist completely takes over care, for example in palliative care units. 
In the Netherlands, specialist palliative care is mainly provided on a consulting 
basis, both in hospitals and primary care. All Dutch hospitals that provide 
cancer care are required to have a specialist palliative care team. The number 
of these teams is increasing rapidly in the last years, however the number 
of consultations is often low.33 The core team mostly consists of (specialist) 
nurses and medical specialists, often from the oncology, anaesthesiology or 
pulmonology departments, who themselves have varying degrees of additional 
training in palliative care.34 Primary care physicians, often with a specific 
expertise in palliative care (‘kaderartsen’), can also be part of these teams. 
During weekly multidisciplinary meetings additional medical and non-medical 
specialties, such as psychology, spiritual counsellors, dietician, physiotherapy 
and pharmacology may be present and can do additional consultations. 

The majority of palliative care is provided at home and in nursing homes. In 
an average general practitioners practice, each year 5-6 out of 1000 patients 
are in the last phase of life.35 In primary care, different specialist consultation 
options are in place. There is a national telephone service with palliative care 
specialists.36 Furthermore, in recent years, PaTZ (palliative home care) teams 
have been formed that is a collaboration between general practitioners, 
community nurses and palliative care specialists and aim to identify patients 
early and asses their needs.37 In recent years, over half of the hospital-based 
palliative care teams have also become available for consultation by primary 
care professionals.34 Besides the role of the GP, nurses play an important role in 
care provision during the last weeks of life. This terminal home care can also be 
provided by advanced or technical nursing home care teams. 

In addition to home care, palliative care can also be provided in hospices. 
There are two types of hospices in the Netherlands. High care hospices provide 
24/7 medical care, whereas ‘bijna-thuis-huizen’ (almost-home-houses) are 
almost fully run by volunteers and community nurses and the patients’ own 
GP provide the medical care. Besides hospices, many nursing homes also have 
palliative care beds or palliative care units with 24/7 medical care. Although the 
laws recently changed, to admit patients to a hospice, palliative care beds or 
to finance terminal home care (which allows for more hours or the advanced 
nursing teams), a declaration of a life expectancy of three months or less was 
needed from the treating physician. 

Barriers to palliative care provision 
Multiple barriers to palliative care provision exist and can lead to negative 
patient outcomes in older patients. 

Late identification of palliative needs 
One of the pillars of palliative care is early identification of needs and 
consequently treatment on the different palliative care domains.4 However, 
timely identification is one of the main barriers to palliative care provision and 
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identification often occurs late, or not at all.23 Late identification of palliative 
needs can have different reasons. One of the reasons is the fact that diseases 
follow different trajectories with varying levels of predictability.38 Whereas 
the trajectory of patients with cancer is somewhat predictable with a stable 
period followed by a rapid decline in functional status when the cancer spreads 
(metastases), the trajectory of patients who suffer from organ failure or frailty/
dementia is much less predictable. In patients with organ failure repeated acute 
exacerbations lead to rapid decline followed by some recovery but lowering 
of overall functional status. It is difficult to predict which exacerbation will be 
the one leading to death, and hospitalizations and death during admission 
are especially frequent within this patient group. Frailty, a multicomponent 
condition that comes with old age, and dementia that is characterised by 
cognitive decline, follow a longer trajectory, wherein the overall condition is 
already highly reduced and declines slowly. Events such as a fall or infection 
often result in further decline or death. Besides the described trajectories, many 
older patients have multiple co-morbidities that influence their trajectories 
and functional status. 

Thus, determining when a patient is nearing the end of life can be difficult. 
Moreover, physicians are often not very proficient at assessing prognosis and 
often overestimate the life expectancy.39 Additionally, for many professionals 
defining the ‘palliative care patient’, in other words, when  they declare that 
a patient is in the palliative phase, is difficult and unclear.40, 41 While in cancer 
this terminology is more embedded because the word palliative is used for 
treatments that have no curative intent, in other trajectories the distinction 
between curation and palliation is not so clear. For example, heart failure 
itself cannot be cured, but the exacerbations and further deterioration can be 
delayed or stopped. If the professionals’ understanding of ‘palliative’ is care for 
the dying, palliative care will not be started. 

Wishes and preferences are unknown  
One of the main aspects of palliative care is talking with patients and their 
relatives about their wishes and needs for the end of life and how care can be 
organised to honour these preferences. This is especially important for older 
patients. Most older patients prefer care focused on quality of life instead 
of prolongation of life, while these preferences are not necessarily known to 
their health care professionals.42 A study found that during the last days of life, 
treatment decisions had to be made in over 40% of older patients while 70% of 
the patients lacked decision-making capacity at that moment.43 If preferences 
are not known in advance or no surrogate is assigned to make decisions, this 
could lead to undesired, and sometimes aggressive care. 

In recent years, advance care planning (ACP) has been a much-studied 
subject within palliative care. In a recent consensus study, ACP was defined 
as “the ability to enable individuals to define goals and preferences for future 
medical treatment and care, to discuss these goals and preferences with 
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family and health-care providers, and to record and review these preferences 
if appropriate”.44 These discussions thus allow health care providers to inform 
patients about their prognosis and the treatment options while at the same 
learning about patients’ values and choices concerning future care. Most often 
this results in formulation of a written advance directive and when appropriate 
the nomination of a proxy who can make decisions when a patient is no longer 
able. Advance directives alone do not seem to influence patient outcomes.45 
However, when ACP conversations are held this can increase the quality of end 
of life care, and care is more fitting with patients’ preferences.46, 47 Furthermore, 
it can reduce stress, anxiety and depression in relatives.48 

In clinical practice, advance care planning discussions occur infrequently.49,50  
Barriers to advance care planning occur on patient, professional and 
organisational level.51 On the patient level, insufficient knowledge about health 
situation, hesitation to discuss treatment preference, and the insecurity about 
who should start these discussions can hinder the start of ACP. Professionals 
can also be hesitant to start the conversation because they are afraid to take 
away hope, even though studies have shown that speaking about the end of 
life lowers anxiety and patients do not lose hope.52 But ACP is also hindered 
because professionals feel they do not have the skills or do not know what the 
right time is to initiate these conversations. On organisational level the focus 
on treatment, lack of coordination and uncertainty about responsibilities can 
hinder ACP.51 

Insufficient collaboration between hospitals and primary care 
The frequent hospital admissions of older patients in the last year of life 
increase the necessity for collaboration between hospitals and primary care. 
Continuity and coordination of care are also considered important quality 
indicators of palliative-care provision.53 However, continuity of care is currently 
suboptimal. During transitions between hospital and primary care, insufficient 
collaboration between care professionals,54, 55 incomplete handovers,56 and 
unavailability or uncertainty about the expertise of follow-up care57, 58 result in 
untimely follow-up by general practitioners59 and increase the risk of adverse 
events such as medication errors and rehospitalization.60, 61 Furthermore, 
insufficient communication with patients and their caregivers can result in 
patients not knowing how to manage symptoms, an increase in symptom 
burden, and uncertainty about whom to contact post-discharge.62, 63 

To improve collaboration, transmural care interventions that follow patients 
throughout different care settings have shown promising results in older 
patients,64, 65 and in oncological palliative patients.66 However, transmural care 
is thus far not imbedded in palliative care. 

Limited use of specialist palliative care
In recent years, the number of specialist palliative care teams in the Netherlands 
has increased rapidly.33 Nonetheless, consultations are infrequent and if 
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consultations occur, this is often during the last days of life. This can be the 
result of a lack of timely identification. But also the division between generalist 
and specialist palliative care and regional differences on how palliative care is 
organised contributes to a fragmented health care system where generalist do 
not always know who are available for consultations. Involvement of specialist 
palliative care is dependent on the underlying conditions; consultations are 
more frequent for patients with cancer. But also factors such as social economic 
status67 and age19 influence if patients are referred to specialist palliative care. 

Development of a care pathway to overcome barriers
The aforementioned barriers have led to the development of the PalliSupport 
transitional care pathway. In 2014 the Netherlands Organisation for Health 
Research and Development (ZonMW) started the National Program Palliative 
Care (Nationaal Programma Palliatieve Zorg) to improve palliative care provision 
in the Netherlands. The consortium Noord-Holland en Flevoland received 
funding for a large project to develop a care pathway for older patients. The 
PalliSupport transitional care pathway aims to lower the number of unwanted 
hospital admissions at the end of life and facilitate death at place of preference 
for older patients. The PalliSupport transitional care pathway will consist of a 
number of interventions that span multiple settings, involving a large number 
of care professionals and also requires new behaviours from professionals. The 
extent of the goals, components of the intervention makes the PalliSupport 
transitional care pathway a complex intervention.68 Multiple frameworks exist 
to guide researchers in designing and evaluating complex interventions. For the 
PalliSupport transitional care pathway, the MRC-framework was followed that 
consists of four phases.68 In the first phase, interventions are developed based 
on existing evidence and theories. In phase 2, the feasibility of the intervention 
is assessed and adjusted if necessary. In phase 3, the intervention will be 
evaluated on effectiveness with a stepped wedge cluster randomised trial. If the 
intervention is found to be effective, the last phase is wider implementation of 
the intervention. These phases are not linear, and researchers can and should 
revisit phases when necessary. 

Aim and content of the thesis 
The overall aim of this thesis was to provide the evidence concerning timely 
identification, collaboration between hospitals and home and transmural 
palliative care that was needed for the development of building blocks for the 
PalliSupport intervention. 

In part I of this thesis we assess how physicians and nurses identify the 
palliative phase in their patients and if identification instruments can aid in 
timely identification. In chapter 2, we assess how physicians and nurses 
determine if a patient is in the palliative phase and what they consider 
barriers to this process. In chapter 3 and chapter 4 we present the results of a 
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multicentre observational cohort study wherein we assessed if nurses (chapter 
3) and physicians (chapter 4) could predict which older hospitalised older 
patients were in the last year of life with the use of identification instruments 
and which instrument had the best predictive value. 

In part II we focus on collaboration between hospitals and primary care for 
palliative patients. In chapter 5, we present the results of five focus groups 
that were held with nurses and physicians from primary and hospital care to 
assess how the handover between hospital and home currently occurs for 
palliative patients and what barriers exist. In chapter 6, we present the results 
of a systematic review and meta-analysis where we assessed if transmural 
palliative care team interventions reduces the number of hospitalizations for 
palliative patients. In chapter 7, we present the results of the feasibility study 
of a palliative transmural care intervention, the Pallisupport intervention, prior 
to a larger stepped wedge cluster randomized controlled trial. Based on the 
feasibility study, the study protocol for the Pallisupport trial was adjusted and 
this forms chapter 8 of this thesis. 

Chapter 9 is the general discussion and conclusion of this thesis and chapter 
10 the summary. 
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