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Introduction  
 
Nursing home care in the Netherlands aims at good curative, supportive and 
palliative care for patients according to the course of their illness and therefore 
terminal care is provided according to the principles of palliative care. The general 
goal of this thesis was to increase information and knowledge of Dutch NH patients 
regarding palliative care and the quality of dying in NHs. The focus of this thesis 
was to gain insight into the incidence and quality of care of terminally ill patients in 
Dutch nursing homes (NHs).  
This chapter addresses the main questions, discusses the main findings and 
describes strengths and limitations. Finally, implications for health policy and 
practice and further research are drawn. 
 
The main questions addressed in this thesis are: 
 
Part 1  Identification and prognostication of the terminal phase 
 
  Research question 1 (chapter 2) 

What symptoms, signs, problems and diseases are the direct causes of the 
terminal phase and what is the incidence of terminal care in nursing 
homes? 

 
Research question 2 (chapter 3) 
How does the estimated length of survival accord with the actual survival 
period? 

 

Part 2  Problems, symptoms and quality of palliative care  

Research question 3 (chapter 4) 
What are the psychosocial and spiritual problems found in the terminal 
phase? 

 
Research question 4 (chapter 5)  
What is the quality of palliative care in the terminal phase in a nursing 
home? 

 
   Research question 5 (chapter 6)  

What morbidity and symptoms are present in the last two days of life of 
nursing home patients?  

 
Part 3  End-of-life decisions 

 
Research question 6 (chapter 7) 
What is the frequency and character of end-of-life decisions in terminally ill 
nursing home patients? 
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Main findings  
The main findings of the study are presented and discussed chronologically 
following the first three parts of this study: the identification and prognostication of 
the terminal phase (Part 1), problems, symptoms and quality of palliative care in 
the last days of life (Part 2) and end-of-life decisions (Part 3). 
 
 
Part 1   Identification and prognostication of the terminal phase (chapter 2 
and chapter 3) 
 
In chapter 2 the first research question concerned symptoms, signs, problems and 
diseases which are the direct cause of the terminal phase, and the incidence of 
terminal care. Inclusion in the study was decided on the basis of clinical daily 
practice by the NH physician and was the first step taken in the study. A major 
challenge was the prognostication of survival time, with a maximum life-expectancy 
of six weeks or less (chapter 3). 
 
The four most frequently reported symptoms, signs, or problems in the terminal 
phase of NH patients, which physicians identified as related to the terminal illness, 
were problems of low fluid intake and nutritional intake, generalized weakness and 
respiratory problems or dyspnea (chapter 2). Together with this patients were 
frequently in a state of somnolence  and suffering from recurrent fever. At this point 
the NH physician decides that the patient has entered the terminal phase. The 
direct causes of the terminal phase, accompanied by the previous  symptoms, 
were diseases of the respiratory system (24.4%), mostly pneumonia, and disorders 
of a general nature (23.8%) such as cachexia, malaise, coma, fever and 
septicaemia.  
The two main underlying diseases of the terminal phase were mental and 
behavioral disorders  (mostly dementia) (30.2%) and diseases of the circulatory 
system (20.5%). Only 12% of patients had cancer as the underlying disease, which 
was also present in a different symptom pattern compared to the non-cancer 
population. Contrary to non-cancer patients, patients with cancer more often 
experienced generalized weakness (47% vs 28%), cachexia/anorexia (27% vs 
10%), (extreme) tiredness (27% vs 10%), vomiting 12 : 1, nausea 13 : 1 and feeling 
sick 5:1. The identified period of terminal illness was limited; median survival was 3 
days. Within seven days 82.9% of the patients had died and after 14 days 92.2%. It 
was estimated that in an NH with 100 beds, 34 patients would enter the terminal 
phase each year. In other words, for every 3 beds, an NH can expect 1 patient per 
year to reach a terminal phase requiring palliative care.  
When NH physicians identified a patient as having a limited life-expectancy, they 
had to give an estimation of the survival time (chapter3). The physicians, except 
when death was imminent, inaccurately predicted the survival of patients. 
Prediction was accurate in more than 90% of cases when death occurred within 7 
days. Predicted and actual survival became substantially less accurate over a 
period longer than seven days. Accurate prediction decreased to 16% (predicted 
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survival 1-3 weeks) and 13% (predicted survival 4-6 weeks). In the categories 1-3 
weeks survival and 4-6 weeks survival, 69% and 52% respectively died earlier. 
 
These findings reflect a mainly non-cancer population with less definable illness 
trajectories, in contrast to most cancer patients, which makes identification and 
prognostication difficult. The death of these patients was preceded by a slow 
trajectory punctuated by acute and reversible illnesses such as pneumonia, sepsis, 
or dehydration.(1) AM The et al. (2003) in their ethnographic study of the 
withholding of artificial administration of fluids and food from patients with 
dementia, also described different illness trajectories. They identified a ‘slow 
downward curve’ (the natural course for patients with dementia) ‘the interruption’ 
(slow downward curve interrupted by an acute illness, such as pneumonia) and 
‘unexpected fluctuation in the illness process’ (sudden illness followed by death or 
unexpected recovery).(2) Although this study concerned patients with dementia, it 
reflects the course of death of many NH patients without dementia as well.  
 
As well as the difficulty of identifying a ‘terminal phase’, the study revealed an 
interrelated problem, namely the prediction of life-expectancy (in this study set at 
six weeks or less). The length of survival is an important aspect, when decisions 
have to be made concerning further burdensome treatment, beginning or forgoing 
supportive care etc. Identification might give the patient the opportunity to prepare 
for death and the ending relationships with loved ones. When patients were 
included as entering a terminal disease phase, death was only a few days off. 
These findings are in line with Oxenham et al. (1998) who reported in their study of 
survival in a hospice that members of the clinical staff were able to predict the 
imminent death of patients with diagnosis of advanced malignant disease with 
significant accuracy, either based on increased knowledge of the individual 
patients or on the stage of the illness.(3) One might expect a better prognostication 
of long-term survival from NH physicians because of their profound knowledge of 
the patient. This study indicates that intimate knowledge of the patient is no 
guarantee of accuracy; because predictions over a longer period of time (longer 
than 7 days) were prone to inaccuracy, in more than half of cases patients died 
earlier. Within 14 days after inclusion more than 90% of patients were deceased. 
Christakis et al. (2000) associated prognostic inaccuracy with a stronger doctor-
patient relationship and the majority of predictions in his study were over-estimated 
(63%).(4) Nevertheless, the reason for this difficulty in prediction of life-expectancy 
may be due to the fact that NH patients become frail and die from multifactorial 
causes (comorbidity and intercurrent diseases). Deterioration in one health area 
influences other health areas, resulting in a cumulative negative effect on the 
patient’s overall health condition and thus making prognostication inaccurate. 
Moreover, two-third of the patients in this study had dementia (stage 5-7 of the 
Global Deterioration Scale [GDS])(5), a complicated disease with an unpredictable 
course. 
It may be concluded that even the advantage that the physicians are employed by 
the NH and therefore know the patient well (probably over a longer period of time) 
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appears to be no guarantee of an accurate prediction; this therefore continues to 
be a challenging task for physicians.  
 
NH staff have the difficult task of providing palliative care while living up to the 
principles formulated by the World Health Organization.(6) Since the identified 
period of terminal illness is limited, the question remains whether palliative care is 
sufficiently addressed, to this phase of rapid changes. Perhaps it is more difficult to 
provide appropriate palliative care for elderly patients with chronic diseases than 
for patients with cancer, because the course of chronic disease is difficult to predict 
in contrast to that of cancer. This indicates that the traditional focus of palliative 
terminal care on patients with cancer needs to be extended and adapted to the 
specific needs of elderly patients without cancer, which is also a public health 
challenge of the World Health Organization.(7) The reported symptoms, signs and 
problems (chapter 2) may be an indication that the patient is approaching death 
and may serve as a cue to the physician, patient, and family that the person is 
dying. However, this must be confirmed in future research with specific prognostic 
models.  
The incidence of NH patients who will require palliative terminal care is high and 
already gives an indication of the difficult challenges NHs have to face, because 
these patients and their families require more attention from staff and more 
financial resources than ‘regular’ patients. The gathering of information about 
incidence is useful for policymaking and for assessment of the requirements of 
terminal care.  
 
 
Part 2   Problems, symptoms and quality of palliative care (chapter 4,  
chapter 5 and chapter 6) 
 
Palliative care concerns assessment and treatment of pain and other problems, 
physical, psychological and spiritual. Chapter 4, chapter 5 and chapter 6 indirectly 
describes the quality of palliative care in daily practice, and addresses research 
question 3 (psychosocial and spiritual problems), question 4 (quality of palliative 
care), and question 5 (what symptoms are present in the last two days of life). 
These chapters give at least an indication of the current state of affairs in Dutch 
NHs. They are not meant as normative judgments of the quality of palliative care, 
but perhaps give clues for a broader discussion. 
 
Psychosocial and spiritual needs  
Results, gathered with the Resident Assessment Instrument Minimum Data-Set 
Palliative Care (RAI MDS-PC draft 1.8),(8) revealed high psychosocial and spiritual 
needs in the last days of life of NH patients (chapter 4). Almost a quarter (22%) of 
the conscious NH patients with stage 1-5 dementia, according to the Global 
Deterioration Scale (GDS),(5) did not seem to be at peace with life in the last three 
days of their lives. Half of patients showed sad, pained, worried facial expressions, 
one-third exhibited expressions of fear and expressed feelings of sadness or 
depression. One-fifth suffered from insomnia or change in the usual sleep pattern.  
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At the same time NH physicians reported significant improvement in depression, 
anxiety and well being (psychological needs) nearer death. This may be due to the 
alleviation of pain and symptoms with opiates, frequently reported in patients (30%) 
(chapter 7). Nurses had knowledge of the more concrete wishes of the patient with 
regard to religious or spiritual guidance or support. They reported that more than 
four out of 10 patients (44.8%) wished for religious or spiritual guidance or support.  
 
Quality of palliative care  
On average the outcomes on palliative care, measured with the Palliative care 
Outcome Scale (POS),(9) (chapter 5) appeared to be favourable for both non-
demented and demented patients. Pain and other symptoms (e.g., nausea, 
coughing or constipation) seemed to be under control, information given to the 
patient and their family or friends was sufficient, little time was wasted on health 
care (e.g., waiting around for transport or repeating tests), and financial or personal 
affairs were adequately addressed. With regard to symptom control, a key point of 
attention in palliative care, these results are not in line with other findings. Mitchell 
et al. (2004) concluded that NH residents in their study did not receive optimal 
palliative care.(10) There has to be acknowledged that from the recently published 
literature review of McPherson & Addington-Hall (2003) the following conclusions 
about the validity of reports of significant others can be drawn: Levels of agreement 
tend to be good for quality of services, and on observable symptoms. With respect 
to proxy reports on health and well-being, agreement is best on more overt 
symptoms, e.g. immobility, activities of daily life and symptoms such as fatigue, 
dyspnoea and vomiting. Agreement is poorest for aspects of the patient’s 
experience which are more subjective, like pain and affective status.(11) So there 
is a possibility that staff over estimated the care they provided. 
 
Symptoms  
Burdensome symptoms were present to a high extent in dying NH patients  
(chapter 6). In 72% of NH patients studied, either unconsciousness or burdensome 
symptoms accompanied the last two days of life. Two days before death, 51% of all 
conscious patients suffered from at least one burdensome symptom, which 
decreased 24 hours before death to 28%. A minority of patients (12%) developed 
burdensome symptoms 24 hours before their death, whereas they had none 
previously. Pain, measured with the Edmonton Symptom Assessment Scale 
(ESAS),(12) decreased significantly in the last 48 hours before death (median VAS 
score on severity from 20 to 12), but still one out of 5 patients (22%) was suffering 
burdensome pain in the last day before death. This supports the assumption that 
staff probably over estimated the outcome of palliative care with regard to pain 
(chapter 5). Also Zerzan et al. (2000) stated that dying residents experience high 
rates of untreated pain and other symptoms.(13) These findings underpin the 
concern of the World Health Organization that older terminally ill patients have 
many unmet needs, and suffer unnecessarily.(14) In a study on barriers to effective 
pain management for NH residents Jones et al. (2005) concluded that staff nurses 
need to make more effort to systematically assess pain and offer pain medication 
to residents rather than to rely on resident requests.(15) Nevertheless, one should 
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be cautious of interpreting pain as the main parameter of quality of care, because 
this could be a misinterpretation according to Weiss et al. (2001). They stated that 
the conclusion regarding the extent of pain as a sign of poor end-of-life care is 
questionable and might be not the best outcome measure. About one third of the 
patients they studied seemed to balance the experience of pain with the desire to 
avoid troublesome side-effects of treatment, and therefore were willing to tolerate 
pain.(16)  
Although the prevalence of burdensome symptoms in this study was high, the 
quality of dying for the majority of NH patients was considered by the NH 
physicians and family members to be good. This may be plausible because of the 
high prevalence of unconscious patients, 44% one day before death, and the 
frequently-reported alleviation of pain and symptoms with opiates. The number of 
patients with burdensome symptom(s) stayed roughly the same towards death, but 
the frequency of difficulty coughing (14%�6%), dry mouth (12%�6%), fever 
(7%�2%), infections (17%�10%), fatigue (28%�17%) and pressure ulcer 
(14%�8%) decreased significantly.  
 
An interesting finding of this study was the high frequency of ‘non-scores’ (‘not 
applicable’ and ‘unknown’ together) in the less observable psychosocial and 
spiritual aspects of palliative care. As an evaluation of palliative care these results 
give an indication of the quality of care.  
Results with the Minimum Data-Set Palliative Care (chapter 4) showed that in 33% 
of the non-score cases the NH physician had no knowledge of whether patients 
were at peace with life or not and in 25% of non-scores, of whether they expressed 
feelings of sadness or depression (psychosocial needs). Non-scores were even 
higher for spiritual needs when compared to psychological needs. Nurses did not 
know whether patients were struggling with the meaning of life (54%) or felt anger 
towards God, religion or fate (52%) (spiritual needs).  
For the Palliative care Outcome Scale, used to assess the palliative care  
(chapter 5), high non-scores were given for the items patient anxiety 
(psychosocial), support of patient, life worthwhile and self-worth (spiritual domain). 
Within the group of patients with dementia (stage 5, 6 and 7 of the Global 
Deterioration Scale)(5) non-scores were, in relation to the sequence of the stages 
of dementia, highest in patients with stage 7 dementia. These results show that the 
Palliative care Outcome Scale can be used to assess a considerable subgroup of 
demented patients. As communication with the patient and proxy (e.g. family, 
nurses, doctors) is hampered by the presence of cognitive disorders, it could be 
expected that differences will exist in the Palliative care Outcome Scale-scores 
between patients with and without dementia. However, further research is needed 
to determine to what stage of dementia palliative care can be assessed validly with 
the Palliative care Outcome Scale; in dementia stage 7 the use of the Palliative 
care Outcome Scale is apparently questionable.  
On the basis of the available results it may be concluded that palliative care in 
Dutch NHs was weakest in psychosocial and spiritual support for the dying, 
because staff find it difficult to assess subjective aspects in patients. It is known 
that during the dying process the spiritual domain is an unmet need among 
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patients, which is confirmed by this study. These aspects receive insufficient 
attention and staff, whether or not in cooperation with family or other relatives, 
should learn more about these needs. This is supported by Georges et al. (2005) 
who stress in their prospective study on symptoms, treatment and ‘dying 
peacefully’ in cancer patients, that attention should be paid to psychosocial well-
being in the dying process of the terminally ill.(17) 
Burdensome symptoms are present in high frequencies and need improvement. 
Also, non-scores (no assigned score) might be seen as an indicator of quality of 
care. In this study healthcare providers had insufficient knowledge of these needs, 
which suggests potential improvement of assessment in end-of-life care. The 
question of whether these results were due to lack of knowledge of the patients 
and/or the absence of feasible assessment instruments is unanswered. In any case 
it can be concluded that psychosocial and spiritual aspects of care should be better 
integrated into the continuing professional education and training of health 
professionals.  
 
 
Part 3   End-of-life decisions (chapter 7) 
 
When the health condition of patients declines and death becomes imminent, 
caregivers are confronted with end-of-life decisions (ELDs), i.e. decisions that may 
have a potential life-shortening effect.(18)  
As a response to the last research question of this thesis, chapter 7 discussed two 
main end-of-life decisions common in the daily practice of NHs, namely withholding 
or withdrawal of potentially life-prolonging treatments (non-treatment decisions or 
NTD) and the alleviation of pain and symptoms with opiates in doses with a 
possible life-shortening effect (symptom alleviation or APS). 
 
End-of-life decisions, such as NTD and APS, are frequently made in Dutch 
NHs.(19) This indicates a general attitude in Dutch NH physicians of predominately 
striving for quality of life at the expense of survival. According to the definition of 
palliative care by the World Health Organization (WHO)(6) euthanasia and 
physician-assisted suicide are not part of palliative care. In this study, the 
frequency of physician-assisted death (the administration, prescription or supply of 
drugs with the explicit intention of shortening the patients’ life or enabling the 
patient to shorten his or her life) was rare (0.6%, n=3). In this study no case of 
euthanasia was reported and all were cases of active life ending without the 
patient’s explicit request.  
ELDs occurred in 70% of all non-sudden deaths. Most frequent ELDs in this study 
were non-treatment decisions (NTD) (39% of all non-sudden deaths), and 
alleviation of pain and symptoms with possible life-shortening effect (APS) (30% of 
all non-sudden deaths). Within the NTDs, withholding medical treatment occurred 
more often than withdrawing medical treatment (26% versus 13%). This tendency 
was also found in a study of Bosshard et al. (2005) in six European countries, 
which found a ratio of treatments withheld to treatments withdrawn of 60% to 
40%.(20)  
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In this study, there was a significant difference in the frequency of end-of-life 
decisions between unconscious patients (76%), incompetent demented patients 
(71%) and conscious competent non-demented patients (58%). Therefore, medical 
end-of-life decisions seem to be partly determined by the consciousness or 
competency of the patient. This opens the question whether these decisions were 
supported by communication with the patient, family or a living will. At the end of 
life a physician, has to evaluate medical and non-medical burdens and benefits. To 
do this properly, the patient should be involved whenever possible. A study 
performed in the Netherlands by Pijnenborg et al. revealed that in 19% of the 
cases NTDs were made at the explicit request of the patient, in 22% after 
discussion with the patient or after a previous wish and 59% without involvement of 
the patient.(20) Decisions made by NH physicians without involvement of the 
patient mainly occurred among incompetent patients.(21;22) As discussed earlier 
in the section on ‘Identification and prognostication of the terminal phase’ these 
results are significant for implementation of advance care planning (ACP) in NHs.  
 
During their stay in a NH patients can become unable to express their wishes in 
several ways, either becoming unconscious or demented. Georges et al. (2005) 
reported in their study that in general over 20% of people who die of cancer 
become unconscious before death.(17) In this study 44% were unconscious in the 
last 24 hours of life (chapter 6). Patient involvement  and discussion should not be 
postponed until the patient has become incompetent. Decreased consciousness 
frequently develops in the terminal phase, due to the metabolic consequences of 
disease or the unintended side effect of intensifying symptom treatment. Ideally, 
the patient should be aware of the consequences of decreased consciousness 
before it occurs in order to make an informed decision on treatment; this is an issue 
of patient autonomy. Doctor-patient and doctor-family relationships are often 
longstanding and therefore allow for early and personal discussions on end-of-life 
care. It may be difficult for relatives and NH physicians to make end-of-life 
decisions when they are not sure what the patient would have wanted. However, 
uncertainty can be prevented and medical decisions can reflect the patient’s 
wishes. A way for the NH physician to anticipate possible future end-of-life 
situations is to discuss these with the patient and/or family, preferably soon after 
admission to the NH. In this study patients in 15 cases (3.2%) had a written living 
will.  
Alleviation of pain and symptoms with possible life-shortening effect (APS), was 
applied equally in competent and non-competent patients. This may be due to the 
fact that this practice is in accordance with the inherent goal of alleviating patients’ 
symptoms, and therefore enhancing quality of  life. In daily practice pain 
management and symptom relief are standards of palliative care and acceptable to 
NH physicians, even when they sometimes result in a hastening of death.  
In this study life was shortened due to the alleviation of pain and symptoms with 
opiates in doses with a possible life-shortening effect, by approximately 24 hours in 
26%, 1-7 days in 19%, and 1-4 week(s) in 10% of the cases.  
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Strengths and limitations  
 
This study generates information on an important and under-researched area. The 
NH population is large and growing and has significant impact on the national 
health care system. The study provides useful information on terminally ill patients 
who suffer mostly from diseases other than cancer. The design was prospective 
observational, which minimised recall bias. Representative sampling in this study 
was checked against two parameters: the distribution of physically ill and 
psychogeriatric patients, and gender. No significant differences were found 
between the national NH population and the study population for either parameter. 
Furthermore, most studies are restricted to one specific NH or elderly people in 
general, whereas this study is performed at national level in a population-based  
NH sample. Therefore, the prospective character, representativeness and large-
scale design of this study enhances the validity and reliability of its findings. 
 
However, the study design had limitations, which may have affected the quality of 
the data. A main limitation of the study was that it relied on the reports of proxies, 
namely caregivers. Hence, the patient’s experiences can be biased, because these 
proxies may have under-reported or over-reported the patient’s symptoms and 
other preferences concerning palliative care. However, several studies have 
evaluated the use of proxy reports on the quality of life, and the quality of care in 
elderly patients with and without dementia.(11;23-26) In general, these studies 
focusing on the reliability of proxy ratings show different outcomes. Assessments 
made by significant others and health care providers are reasonably accurate, and 
nurses may be the most suitable source of proxy information. Fairly good 
agreements between patient and proxy are reported with regard to physical 
functioning and cognitive status, but agreement is poorest for subjective aspects of 
the patient’s experience such as pain, anxiety and depression. In patients with 
dementia, agreement decreased with the increasing severity of the dementia and 
therefore proxy assessments should be interpreted with caution.(24) 
A second limitation is missing information on a large number of terminal patients 
who should have been included in the study but who were not. The main reasons 
for non-inclusion in order of sequence, given by the NH physicians, were: pressure 
of work, organizational reasons (e.g. should have been included during the 
weekend), forgotten (to be included), other reasons, and family had objections to 
inclusion in the study. Although we did not find substantial differences between the 
study sample and the non-included group with regard to gender and type of ward, 
we cannot exclude selection bias, in case physicians selectively missed patients 
(e.g., in complicated cases).  
A third limitation is the physicians’ judgment of sudden and unexpected death. 
Although sudden and unexpected death was an exclusion criterion, different 
physicians may have possibly missed the signs of nearing death and mistakenly 
described patients as having died suddenly. However, we believe that NH 
physicians have not deliberately misclassified patients.  
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Furthermore, the data collected by the NH physician perceived as having a limited 
life-expectancy of six weeks or less may have led to individual interpretations, but 
was decided on the basis of clinical daily practice. 
A fourth limitation is the retrospective approach to assessment of burdensome 
symptoms in the last two days of life by the NH physician. However, because NH 
physicians were instructed to fill in the questionnaire soon after death, we assume 
that recall or retrospective bias has been limited.  
Finally, the underlying disease of the terminal phase was assessed with a question 
analogous to the cause of death question on the Dutch death certificate.(27) The 
NH physicians who participated in the study might have had difficulties in reporting 
the underlying disease of the terminal phase and therefore may have incorrectly 
registered the cause of death on the death certificates. It is known that problems 
occur mainly with regard to the sequence of the primary and secondary causes of 
death, and the primary cause (underlying disease) cannot always be 
determined.(28;29) 
 
 
Implications for health policy and practice 
 
Part 1 Identification and prognostication of the terminal phase 
 
Within the gradual decline in physical and psychosocial functioning, common in NH 
patients, it remains difficult to determine whether a patient has entered an 
irreversible terminal stage. A more accurate prognostication of survival contributes 
to appropriate end-of-life care, although the principles of palliative care should not 
be influenced by the estimate of survival. Reported symptoms, signs, or problems 
prior to death may be an indication of approaching death (chapter 2) and therefore 
need special attention in daily care. The Resident Assessment Instrument 
Minimum Data-Set Palliative Care (RAI MDS-PC),(8) developed for quality of NH 
care is one of the few instruments which measure e.g. nutritional state, nutritional 
and fluid intake, and appears to be helpful in assessing the moment of entering the 
terminal phase.  
Once it is acknowledged that the patient is approaching death, the NH physician 
has the difficult task of estimating life-expectancy and providing patients and their 
families with accurate information about future expectations. In the terminal phase 
the frequent evaluation and adaptation of the patients’ policy (care plan), owing to 
the apparent speed of deterioration, is important. In Dutch NHs the most important 
instrument of prognosis is the clinical experience of NH physicians. Multivariable 
prognostic models, another use of prognostication in defining the end-of-life, do not 
seem to be a feasible option, because they require a substantial array of laboratory 
tests and Dutch NH practice is known for its low-technology interventions.(30) An 
instrument like the RAI MDS-PC, which allows among other things scrutiny 
monitoring of patients’ functional status, is needed in Dutch NHs.  
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Part 2 Problems, symptoms and quality of palliative care 
 
According to this study, palliative care for NH patients seems to be a challenge and 
there is still potential for improvement. There is evidence suggesting that there are 
considerable differences in quality of care between Dutch NHs.(31) Systematic 
monitoring the quality of palliative care in NHs in the Netherlands could be the first 
step towards improvement. However, it is not a standard activity, and procedures 
for evaluation of the quality of end-of-life care are absent in many NHs.  
Current instruments for evaluation of different dimensions of care are the Resident 
Assessment Instrument Minimum Data-Set Palliative Care (RAI MDS-PC),(8) the 
Support Team Assessment Schedule (STAS),(32) Palliative care Outcome Scale 
(POS),(9) and the Edmonton Symptom Assessment Scale (ESAS).(12) Rather 
than developing new ones, it is advisable to use some of these instruments on a 
regular basis. Some of these instruments have proved their value within the field of 
palliative care, as stated by the Council of Europe expert committee in their report 
on organization of palliative care.(33) The POS,(9) the RAI MDS-PC,(8) and the 
ESAS(12) have been used in this study as assessment instruments and have been 
workable in daily clinical practice in NHs. For further development of the concept of 
palliative care for non-cancer patients, it is advisable to start a discussion with 
groups of experts and national professional associations in order to develop 
evidence-based guidelines.  
This study revealed that the psychological and spiritual dimensions of care 
especially lacked the appropriate attention of health care providers, whereas the 
more physical and observable dimensions like pain, giving information to family 
and patient etc. were well addressed. In international research spirituality has been 
even less frequently investigated than psychosocial needs. We assume that lack of 
knowledge about psychological and spiritual aspects has led to these results. 
Current practice in Dutch NHs will not easily change, but skills in the observation of 
subjective, less observable needs of patients could be developed. Possibilities for 
improvement rely primarily on education and training at medical school and nursing 
school and in post-academic courses on palliative care.  
 
Part 3 End-of-life decisions 
 
In the traditional model of health care, physicians made decisions for their patients. 
In the current model, physicians increasingly make decisions together with their 
patients. As shown, end-of life decisions were frequently made in NHs and will 
probably increase with growing numbers of elderly dying in NHs. Undoubtedly, 
end-of-life issues should be discussed openly with the patient and family, 
preferably at an early stage after admission. The best option to comply with the 
wishes of the patient is advance care planning (ACP). ACP depends upon 
forecasting the challenges that the patient and family will face due to illness, 
medical treatment or other concerns. When an important decision can be 
anticipated, the decision-making process includes a prediction of the situation, 
awareness of alternative care plans (different scenarios), and the formulation of 
preferences. As reported by Murray et al. (2005) thinking in terms of illness 
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trajectories (how patients may die) and then planning appropriately may be helpful 
in developing the highest possible standards for palliative care.(34) Earlier studies 
revealed that advance care planning is common in Dutch NHs and it would be 
advisable that the plan is made shortly after admission, with a recurrent evaluation 
due to changes in patients condition.(35) Nevertheless aspects of discussion are 
the quality of advance care planning. Several issues need attention, like how fare 
patient/family is involved in this planning, how advanced written directives are 
addressed, keeping agreements, and what effect advance care planning has on 
the experience of the terminal phase from the viewpoint of the family.  
 
 
Implications for further research 
 
The World Health Organization has acknowledged that research into older people 
health information, the quality of care received and policy concerned with their 
needs in the last years of life is scarce.(7) Recommendations for further research 
should be concentrated on more targeted research in NHs. 
Improved knowledge on end-of-life care in NHs will facilitate the quality and 
effectiveness of palliative care in NHs. Reliable information about NH patients’ 
symptoms, emotions, treatment, and health as they approach death is largely 
unknown. Yet such information is essential in planning health services, educating 
practitioners, guideline development, medical audits, and in framing problems. 
Medical literature includes little information about dying; only the growing literature 
on palliative care for patients with cancer provides tested and reliable information. 
In the Netherlands, these patients are mostly admitted to hospices or hospitals and 
to a lesser degree to NHs.  
Even the advantage that the physicians are employed by the NH, and therefore 
know their patients very well, is no guarantee for an accurate prediction of life-
expectancy. The difficulty of defining non-cancer patients as terminally ill or 
predicting their life-expectancy has been recognized in several studies.(36-38) As 
is shown in chapter 2, NH patients suffer mostly from chronic diseases and their 
deaths are mostly preceded by trajectories of slow decline with periodic crises and 
a less well-defined terminal phase. Additional studies of the direct causes of death 
in relation to observed symptoms, signs and specific problems prior to death in 
prognostic models may help for a better identification of the terminal disease phase 
and the prediction of life-expectancy. 
Another issue that requires further research concerns psychosocial and spiritual 
needs. These needs were mostly unknown by healthcare providers and the 
assumption is that this was due to, either lack of knowledge and/or lack of feasible 
instruments to measure this specific aspects. Therefore, these aspects of palliative 
care merit special emphasis. Firstly, the assumption of lack of knowledge should 
be subject of further research. The level of knowledge about palliative care and 
their aspects, especially those of psychosocial and spiritual needs, could be 
starting point for targeted improvement. Whether education is helpful is described 
by Hutt et al. (2006) who conducted an intervention study to improve pain practices 
in NHs. Results of the effect of the intervention were measured with the Pain 
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Medication Appropriateness Scale (PMAS). PMAS sores were better for residents 
in homes where nurses’ knowledge of pain assessment and management 
improved or stayed the same during the intervention.(39)  
Secondly, research should pay attention to the development, improvement and 
testing of measurement instruments which take into account the different 
dimensions of care. Rather than developing new ones, we recommend using and 
improving existing ones, e.g. the instruments used in this study. Nevertheless, 
developing instruments is an ongoing process and we think that subjective 
concepts such as psychosocial and spiritual needs deserve more attention in 
palliative care assessment scales, especially for patients with dementia. 
Finally, further research is needed concerning the relief of burdensome symptoms. 
As shown in chapter 6, two days before death 51% of all conscious patients 
suffered from at least one burdensome symptom. In many cases dying will 
inevitably be accompanied by suffering; nevertheless there is potential for the 
decrease in the symptom burden. Nonetheless, the findings of this study provide 
supportive evidence for the concern of the World Health Organization that older 
terminally ill patients have many unmet needs, and suffer unnecessarily.(14) 
Symptoms concerning respiration are considered to be the most excruciating and 
most difficult to treat. Around 20% of the study population suffered from shortness 
of breath in the last two days of life. Pain, depression, anxiety, shortness of breath 
was present in high frequencies. A high quality of symptom control and 
organization of palliative care in NHs is needed due to the apparent speed of 
deterioration and therefore a steep increase in symptoms. We believe that more 
research into interventions addressing these problems is justified. Research on 
barriers(15) or facilitators to effective symptom management is justified, and will 
contribute to a better quality of end-of-life care. 
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