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Recommendations on palliative care and treatment of older people with 
Alzheimer’s disease and other progressive dementias 

 

The 11 domains and 57 recommendations including explanatory text 
 
   
1. Applicability of palliative care  
1.1 Dementia can realistically be regarded as a terminal condition. It can also be characterized 
as a chronic disease or, in connection with particular aspects, as a geriatric problem. However, 
recognizing its eventual terminal nature is the basis for anticipating future problems and an 
impetus to the provision of adequate palliative care.  
Most dementias, such as Alzheimer’s disease, are inevitably progressive, life shortening, and 
ultimately lead to death even if patients may live for many years.1-3 The perception of dementia as a 
terminal disease has been associated with greater comfort in patients dying with dementia.4  

Some have suggested that labelling dementia care as palliative care might in itself result in 
improved patient care.5 The principles and practice of geriatric or gerontological medicine should also 
apply, because dementia, as a chronic condition, is often related to cerebrovascular and cardiovascular 
disease,6 albeit dementia also affects younger people. Whatever other models apply, a core element 
should be anticipating inevitable decline and death, and related to this, anticipating specific needs.  
 
1.2 Improving quality of life, maintaining function and maximizing comfort, which are also goals 
of palliative care, can be considered appropriate in dementia throughout the disease trajectory, 
with the emphasis on particular goals changing over time.    
Palliative care fits with dementia as a “disease not responsive to curative treatment”7 or a “life 
threatening illness,”8 because the dementia itself cannot be cured. It aims at “improving quality of 
life.”8 Quality of life is a broad notion and what constitutes quality of life will vary from person to 
person. The individual, especially in the early stages, as a matter of principle, should be regarded as 
best placed to define quality of life for him or herself.  

As dementia becomes more severe, however, it becomes more reasonable to consider quality 
of life specifically as maintenance of function and maximization of comfort. These are potential goals 
of care even with mild dementia, and become the main goals of care with progressive dementia 
(Figure 1). Therefore, palliative care can be considered appropriate in dementia throughout the full 
disease trajectory, with emphasis on particular goals changing over time from diagnosis until after 
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death. Patients and families may have other specific and varying needs throughout the disease 
trajectory and such needs are well captured within a palliative (care) approach. There are few studies 
on the efficacy of palliative care in dementia,9,10 but there is some evidence from the U.S. that their 
system of hospice care (palliative care for terminally ill people with an expected survival of six 
months or less, and a benefit of several insurance programs) is beneficial in dementia mostly from the 
viewpoint of families.11-14  
 

 
 
Figure 1. Dementia progression and suggested prioritising of care goals 
Explanation: The figure represents a model of changing care goals and priorities throughout the course 
of the dementia. It suggests prioritising of care goals that may apply at the same time, but have 
variable relevance to different stages of dementia. More than one care goal may apply at the same 
time. For example, for a patient with moderate dementia, the three goals may apply simultaneously but 
maximisation of comfort and maintenance of function may be prioritised over prolongation of life.  

As with any model, the visualization of care goals represents an abstraction of reality, and in 
practice will need tailoring to needs and preferences of patients and families. The figure does not 
directly relate to a palliative curative dichotomy. Nevertheless, the goals of maintenance of function 
which may include delaying of disease progression and maximization of comfort best represent a 
focus on quality of life and are therefore most compatible with palliative care.  

Note also 9.6, while bereavement support is provided after death, families may need early and 
ongoing support for chronic or prolonged grief. 

Of note, there was moderate agreement among experts on this recommendation (as opposed to 
high agreement for most other recommendations). The explanation was extended based on the 
feedback of the experts which indicated that it needed further clarification. 
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1.3 Palliative care for dementia should be conceived as having two aspects. The baseline is a 
palliative care approach. For patients with complex problems, specialist palliative care should be 
available.  
A baseline palliative care approach7,15 always applies.16,17 Specialist palliative care is not included in 
the baseline approach, but this next step may be required, for example to assess and treat dyspnoea or 
pain or other symptoms. Specialist dementia care, e.g., to manage challenging behaviour, and 
guidance for families, is part of the baseline and should always be available.17 
 
1.4 A palliative care approach refers to all treatment and care in dementia, including adequate 
treatment of behavioural and psychological symptoms of dementia, comorbid diseases, and 
(inter- or concurrent) health problems  
Behavioural and psychological symptoms of dementia (BPSD) including behaviour that challenges 
caregivers such as agitation, or that may be a problem for the patient, such as apathy, are an important 
aspect of dementia. It may be related to other problems, such as cognitive impairment, depression, or 
pain.18-21 Often, such symptoms are also burdensome for families.22 The multidisciplinary palliative 
approach may be helpful in anticipating, assessing and managing problems. With challenging 
behaviour, integration of the specific expertise from the fields of geriatrics and dementia care 
specialists is recommended, with a significant role for (clinical) psychology. 
 Of note, a palliative approach does not aim to hasten death nor to prolong life, and therefore 
does not preclude treatment of health problems such as infections with antibiotics, because this may be 
the best way to resolve burdensome symptoms. 
Note also 6.2, medication, and 11.3, collaboration 
 
 
2. Person-centred care, communication and shared decision making 
2.1 Perceived problems in caring for a patient with dementia should be viewed from the 
patient’s perspective, applying the concept of person-centred care.  
Attention to the holistic nature of palliative care overlaps with person-centred care in dementia.17,23,24 
Person-centred care aims to acknowledge the personhood of people with dementia in all aspects of 
their care.25,26 This includes prioritising the relationship as much as care, and offering shared decision-
making. The concept is particularly relevant to behaviour that challenges as part of behavioural and 
psychological symptoms of dementia for it suggests alternative interpretations are available, such as 
one that highlights the patient’s coping with the consequences of disease.27 Similarly, challenging 
behaviours can sometimes usefully be regarded as manifestations of unmet needs on the part of the 
patient,28 although alternative physical and psychosocial factors should not be overlooked as causative 
or contributing factors. Person-centred care further implies that the patient is informed, insofar as this 
is possible using every means that might be helpful, about care and treatment, and that the degree to 
which a patient him- or herself can still be involved in the decision-making process is evaluated and 
acted upon.29 For example, the use of covert administration of medication should be avoided; but if it 
is needed, it should be openly discussed with the family and team, and documented.30  
Note also 11.1, access to palliative care, and dignity 
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2.2 Shared decision making includes the patient and family caregiver as partners and is an 
appealing model that should be aimed for.  
Patient and families (or significant others) should be involved in care and decision making from 
diagnosis, building up a relationship of trust. Shared decision making is frequently possible in mild 
dementia, and may also be feasible with moderate dementia with adaptation to the patient’s cognitive 
performance. In more severe dementia, substitute (proxy) decision making is increasingly required. 
Nevertheless, some patients or families may have other wishes with regard to their roles in decision 
making; for example, some may wish the health care team to take decisions. Patients’ and families’ 
preferences regarding their roles in decision making should be elicited,31,32 and, if possible, the 
patient’s preferences should act as a guide. In general families wish to be involved in end-of-life 
decision-making for incompetent patients, preferring group or consensual decision making involving 
multiple family members over individual substitute decision making.33 In the ICU setting at the end of 
life, shared decision making has been associated with greater family satisfaction with 
communication.34 Consultation with an ethicist or with a clinical ethics committee may be helpful in 
specific cases. The model of shared decision making is generally appealing, but should be put into 
practice in the context of local legal frameworks on health care decision making. 
 
2.3 The health care team should ask for and address families’ and patients’ information needs 
on the course of the dementia trajectory, palliative care and involvement in care.  
Studies have shown that many families have little understanding of the disease trajectory and health 
problems associated with dementia.35,36 In addition to preparing for their role as substitute decision 
makers and for a shared decision-making process, being prepared for death and what to expect at the 
end of life can be important for families’ own wellbeing.37 Information needs may, however, differ 
between ethnic groups, probably reflecting different views on death, dying and stigma. Dementia may 
specifically involve variable levels of stigma and shame, and family shame adds to caregiver 
burden.29,38-40  
Note also domain 9, family care and involvement 
 
2.4 Responding to the patient’s and family’s specific and varying needs throughout the disease 
trajectory is paramount.  
Along the disease trajectory, needs and priorities may change considerably. For example, practical 
support for the family caregiver may suffice to keep a patient with mild dementia at home, whereas in 
later stages, 24-hour supervision or help in managing challenging behaviour  or symptoms may be 
needed.  
 
2.5 Current or previously expressed preferences with regard to place of care should be honoured 
as a principle, but best interest, safety and family caregiver burden issues should also be given 
weight in decisions on place of care. 
Palliative care addresses the needs of the patient wherever he or she is cared for, at home or in an 
institution7. Many may wish to die at home. It should be noted that preferences may change during a 
disease trajectory. For some, home is in an institutional long-term care setting, for others, it is the 
“next-best option.”41 Care-dependent older people recognize that long-term care may be necessary or 
even better for people with dementia.42 Care cannot always be provided at home, for example, because 
challenging behaviour develops, or because caregiver burden or safety become issues. Nevertheless, 
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current or prior patient preferences with regard to place of care and death should always be considered, 
and require ongoing review. Importantly, patients and families should have access to high-quality 
support at home for a real choice.43 
 
2.6 Within the multidisciplinary team, patient and family issues should be discussed on a regular 
basis.  
Attention to regular communication within the team is particularly important when people or the team 
caring for the patient are dispersed geographically, or when different services are involved, which 
often applies to home-care and residential settings. Families may also be invited to team meetings and 
telephone case conferences may be used as an alternative. Of note, a palliative approach can be 
adopted by a single professional category or even by an individual7 whereas specialist palliative care 
requires a multiprofessional and interdisciplinary team.  
Note also 3.6, advance care planning, and domain 4, continuity of care 
 
 
3. Setting care goals and advance planning 
3.1 Prioritizing of explicit global care goals helps guide care and evaluate its appropriateness.  
Prioritizing global, cross-health problem (non-disease specific) care goals is helpful in eliciting what is 
most important when making treatment decisions.44,45 Benefits of advance (care) planning in general 
include managing affairs while still able, ensuring that wishes are met, peace of mind, decreasing 
burden on loved ones, and keeping peace within the family.46 It may also facilitate discussion on 
important sensitive issues including life prolongation, and at what cost.47 General guidelines for family 
meetings in palliative care recommend clear structures of how to prepare, conduct, document, and 
follow-up family meetings.48 Although a number of studies report that advance care planning results 
in, for example, lower hospitalization rates, evidence on effects of advance care planning on patient 
outcome is sparse,49,50 and an intervention study found no change in families of incompetent nursing 
home residents’ satisfaction with care.51 
 
3.2 Anticipating progression of the disease, advance care planning is proactive. This implies it 
should start as soon as the diagnosis is made, when the patient can still be actively involved and 
patient preferences, values, needs and beliefs can be elicited. 
Advance care planning is frequently defined in terms of persons making decisions about their future 
health care should they become incapable of decision making. However, for frail elderly, often 
residing in long-term care, including patients with dementia, advance care planning is better defined in 
terms of an ongoing communication process between patient and/or family, and the health care 
team.47,52 In addition to writing up and making use of living wills, such advance care planning includes 
eliciting of preferences and values, as well as prioritizing care goals⎯ assuming the patient agrees and 
can cope with this. The health care team may then just “plant the seed,”53 or later, help translate care 
goals into appropriate treatment, because the course of the dementia varies between patients. At 
diagnosis, the decision making dimension is important in palliative care provision.54 As a minimum, 
naming of a substitute decision maker at diagnosis is recommended. Advance care planning should 
start as soon as possible, but the optimal timing of initiating it may be highly individual as it is 
affected by a complexity of factors.55,56 Advance care planning may not be limited to end-of-life 
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situations, but care planning may refer to the full disease trajectory. Further, advance planning other 
than care planning is needed, such as advance financial planning.57  
 
3.3 Formats of advance care plans may vary in terms of preferences, the amount of detail 
required, and what is available in the specific setting for the individual.  
Pre-structured models including a focus on specific treatment decisions or hypothetical scenarios may 
improve adherence to preferences in various populations.52,58,59 However, there is hardly any evidence 
for effects of one strategy over the other on patient outcomes and for dementia specifically. Currently, 
there is also insufficient evidence as to when and for whom this may be helpful. The practical use of 
living wills depends on the specific legal environment,60,61 and palliative and dementia care specialists 
should be aware of the specific legal framework in their own countries. Further, cautious interpretation 
of planning far ahead is needed because of limited opportunity to revisit with changing preferences.62-

64 Finally, different perceptions with regard to advance care planning between ethnic or culturally 
diverse groups, such as possible stigmatization associated with a terminal disease, and different health 
literacy should be taken into account.65-67  
 
3.4 In mild dementia, people need support in planning for the future. 
Patients with mild dementia usually do not take the initiative to plan care ahead. They are primarily 
trying to cope with their condition and have a tendency to avoid thinking about the future. They may 
not realize the importance of advance planning until it is too late, or they may actively avoid pertinent 
discussions. Hence, and bearing in mind the limited “window of opportunity” with increasingly 
impaired competencies, advance care planning at this stage of the disease may not be pursued or may 
be overlooked. Possible interventions to stimulate and support people in this respect need prudent 
consideration of the ethical aspects and respect for patient’s choice if they should not wish to engage 
in advance care planning, especially given that there is variable readiness to engage in advance care 
planning in general.46,68-70 Nevertheless, patients should be explained, and may understand, the 
opportunity to plan for their future care. 
 
3.5 In more severe dementia and when death approaches, the patient’s best interest may be 
increasingly served with a primary goal of maximization of comfort.  
Maximization of comfort finally takes priority over maintenance of function and life prolongation 
(Figure). This may entail a focus on relieving symptoms, as well as promoting dignity and quality of 
life.  

Of note, many patients do not live into the severe stages.71,72 Balancing end-of-life decision 
making in patients with moderate dementia may be complicated. Further, choosing appropriate care 
goals and tailoring care to dementia stages as conceptualized in the Figure requires some flexibility, 
considering that a core issue is that of monitoring deterioration and responding to the changing needs 
and wishes of the patient and family. 
 
3.6 Advance care planning is a process and plans should be revisited with patient and family on 
a regular basis and following any significant change in health condition.  
Evaluation of plans should be performed regularly, for example, every six months.52 It is also 
indicated where new health problems develop, if there has been deterioration, or where new treatments 
become available, and after invasive or possibly burdensome procedures such as hospitalization.52 
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3.7 Care plans should be documented and stored in a way that permits access to all disciplines 
involved in any stage and through transfers. 
Patient and family preferences, the treatment goals that take priority and any specific plans should be 
clearly documented. They should be available to the different disciplines of the health care team.48,52,73 
The plans should be accessible immediately in case of emergency (Germany: “the Gottingen palliative 
emergency card"74). 
 
 
4. Continuity of care 
4.1 Care should be continuous; there should be no interruption even with transfer.  
Continuity of (palliative) care relates to care over time provided to individual patients. It comprises 
continuity of management, information, and relations,75 and all may be important in dementia care at 
the end of life. That is, the first is especially important in chronic and complex diseases, the last two 
may be particularly relevant in care at the end of life, and mental health care is particularly served by 
continuity of relations.75,76 This is facilitated by adequate communication between the professional 
caregivers involved and by keeping patients and families informed. Preferably, at least one of the same 
professional caregivers is involved throughout the disease trajectory, which has great advantages with 
regard to knowing patient and family and facilitating continuity of communication.77 Frequent 
transfers and high staff turnover may challenge this aspiration, but even then staff allocation must be 
considered prudently. Naming a key contact person in the family, for example, within 48 hours from 
admission73 may facilitate the provision of continuous care if there is more than one substitute decision 
maker or if no substitute has yet been appointed.  
 
4.2 Continuous care refers to care provided by all disciplines. 
Continuity of care should be provided by the health care team including medical, nursing, 
psychological, social and spiritual disciplines, as well as by volunteers. 
 
4.3 All patients should benefit from the early appointment of a central coordinator from within 
their care team. 
Having a central coordinator is important even at the time when home care is not yet needed. In 
institutional settings, families’ knowing whom to contact is associated with a higher satisfaction with 
care.78 The role of the central coordinator may be adopted by different disciplines, such as a physician, 
a nurse practitioner, a nurse, a social worker, or another non-clinical dementia advisor.  

A central role in care for a physician or nurse practitioner (clinical nurse specialist, advanced 
practice nurse) has been shown to decrease hospitalization in frail elderly and dementia patients.79,80 In 
the Netherlands, nursing home residents with pneumonia and dementia are rarely hospitalized because 
they are treated in the nursing home by elderly care physicians who are on staff.81 Moreover, multi-
disciplinary community care led by a nurse practitioner improved quality of care for patients and 
family and behavioural symptoms.82 Benefits of a nurse acting as case manager for dementia patients 
in community settings, however, is uncertain, because trials have not demonstrated effects on 
caregiver outcomes, patients’ quality of life, nor a reduction in terms of institutionalization, 
hospitalization, or costs.83,84  
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4.4 Transfers between settings require communication on care plans between former and new 
professional caregivers and patient and families. 
In particular transitions from home to institutional settings, such as a nursing home or a hospital, may 
necessarily involve changes to new professional caregivers. They should connect to patient and family 
shortly after admission, for example, within a few weeks from nursing home admission which is the 
standard in the Netherlands,85 or within a few days from admission to a hospital. Additionally, the new 
professional caregivers should revisit care plans in consultation with former professional caregivers.  
 
 
5. Prognostication and timely recognition of dying  
5.1 Timely discussion of the terminal nature of the disease may enhance families’ and patients’ 
feelings of preparedness for the future.  
Recognizing that dementia is a terminal condition, but that not all patients reach the severe stage and  
so will die with, although not necessarily from dementia, is an important mainstay for adequate care 
planning and provision of care and treatment. It is recommended that patients’ and families’ 
perceptions on prognosis and their willingness to discuss these issues should be explored, even in 
cases where patients and families are not inclined to initiate discussions themselves about this 
sensitive topic. However, if patients and families show clear signs of not wanting to have that 
discussion, for example when denial or hope is their psychological coping strategy, this wish should 
be respected. Cultural and individual sensitivities with regard to disclosure of prognosis, and also of 
diagnosis, should be considered prudently. More generally, skills in breaking bad news are 
required.65,66,86 
Note also domain 1, applicability of palliative care 
 
5.2 Prognostication in dementia is challenging and mortality cannot be predicted accurately. 
However, combining clinical judgement and tools for mortality predictions can provide an 
indication which may facilitate discussion of prognosis. 
Prognostication in non-malignant life-threatening disease including dementia is complex and a 
challenging task that in practice often relies on clinical judgment but is important for appropriate 
timing of care.87-89 The best prediction is achieved by combining clinical judgement with tools.90-92 
Tools to improve mortality predictions have been developed for and validated in patients with more 
severe, or “advanced dementia,”93-95 for mixed nursing home populations,95-97 and patients with 
dementia and pneumonia.98 However, although identifying patients at low risk of death is possible, 
when a patient is going to die cannot be predicted accurately. Clinical impact has hardly been studied99 
and tools may have only limited usefulness in identifying those at moderate risk of dying (e.g., 20%, 
40% and higher) in the next months.89,100 Dependency on others in terms of activities of daily living 
(ADL, e.g., eating, mobility dependency) is generally a strong mortality predictor.93,94,101,102 This is 
true for male gender as well,93,94,102-105 although older, small studies have neglected study of in 
particular gender as a potential predictor.106,107 The difficulty to identify those at high mortality risk 
underlines the need to consider the possibility of death with dementia even in the mild stage. Of note, 
both prognosis, to anticipate and help prepare families, and needs are important in the providing of 
palliative care.  

Of note, there was moderate consensus among experts on this recommendation (as opposed to 
high consensus on other recommendations), because there were relatively many experts who agreed 
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“moderately” compared with “strongly.” Most critiques referred to concerns about the accuracy of 
mortality predictions. This is addressed, however, in the explanatory text, and we believe that a 
general discussion of prognosis is useful even if the prediction is not very accurate. 
Note also domain 3, setting care goals and advance planning 
 
 
6. Avoiding overly aggressive, burdensome or futile treatment 
6.1 Transfer to the hospital and the associated risks and benefits should be considered prudently 
in relation to the care goals and taking into account also the stage of the dementia. 
Transferring the patient from familiar surroundings to a hospital involves risks of decompensation 
with confusion or delirium; staff may not be equipped to deal with these problems.108-110 However, 
hospitalization may be appropriate in mild or moderate dementia, balancing risks against the benefits 
of prolonging life or improving the quality of life (e.g. patients with a hip fracture). In severe 
dementia, hospitalization should be avoided. Further, in cases of pneumonia, it may not increase the 
chances of survival as has been shown in nursing home populations which included many patients 
with dementia.111,112 Survival in general,113 with specific health problems such as stroke114 and with hip 
fracture or pneumonia,115 is shorter for hospitalized patients with dementia compared with similar 
patients without dementia. Early work, although it did not consider dementia, already identified 
functional outcomes being worse for older persons with low ADL functioning and Mini-Mental State 
Examination (MMSE) scores.116 
 
6.2 Medication for chronic conditions and comorbid diseases should be reviewed regularly in 
light of care goals, estimated life expectancy, and the effects and side effects of treatment. 
Dementia is often associated with chronic conditions or comorbidities such as hypertension, heart 
disease, diabetes and osteoporosis. Providing guideline-adherent care to reach disease-specific targets 
for all these conditions would involve increasing the amount of medications. Polypharmacy or 
multiple drug regimens, however, increase the risk of adverse drug reaction and drug-to-drug 
interactions. It is also difficult to identify adverse effects in patients who are unable to communicate 
verbally. Finally, if there is dysphagia and resistance to taking medications, their continued 
administration can be burdensome.117-120  

Therefore, the goals of care should guide treatment in dementia (Figure). Prolongation of life 
may remain a priority, but if the patient is already near the end of life, the limited remaining life span 
mitigates the ability of many medications, such as lipid-lowering medication (statins), to meet this 
goal meaningfully. Similarly, some medications may be of limited benefit in those whose primary goal 
of care is to maintain their current functioning, because these patients already are severely impaired. 
For patients whose primary goal of care is maximization of comfort, it is reasonable to continue only 
medications that avoid or reduce suffering. In case of doubt, prescribing a potentially beneficial drug 
for a limited period of time only and then reassessing its future usefulness is recommended.117,121 A 
change in care goals should always be accompanied by an evaluation of the appropriateness of 
prescriptions. Future medication guidelines should discuss not only when to start but also when it is 
appropriate to stop the drug and monitoring of symptoms of withdrawal.   
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6.3 Restraints should be avoided whenever possible.  
Mechanical restraints may increase patient’s discomfort and its application offends the principle of 
respect for autonomy if applied without free and informed consent. Moreover, excessive use of 
restraints may add up to deprivation of liberty and violate the principle that the least restrictive 
environment and treatment appropriate to health needs and safety is required for people with mental 
illness.122-124 Therefore, they should, as a rule, be avoided.  

Restraints for prolonged periods of time also increase the risk of a deterioration of cognitive 
and functional performance, falls, decreased social engagement, depression, agitation, pressure ulcers 
and contractures.125-130 The U.S. have effectively limited restraint use by strict regulations. Education 
of nurses only may have variable effectiveness.131,132 Mechanical restraints such as belts should be 
avoided whenever possible, and used only in exceptional circumstances,133 and consistent with local 
regulations. If used, it should be regularly recorded, monitored and supervised.133 Surveillance 
technology may replace mechanical restraints in some cases, but ethical issues such as privacy remain 
the subject of debate.134 
  
6.4 Hydration, preferably subcutaneous, may be provided if appropriate, such as in case of 
infection; it is inappropriate in the dying phase.  
Older people with dementia are at increased risk of dehydration.135 Hydration status affects survival in 
pneumonia.136,137 Subcutaneous rehydration (hypodermoclyses) may be less burdensome for confused 
patients, and recognising difference in practice, it may be provided more easily outside the hospital 
with similar effectiveness as intravenous rehydration, although there is not much evidence from 
clinical trials.138,139 Effects of hydration on, e.g., wound healing and decubitus ulcers are unclear.140  

In dying patients hydration is no longer necessary, and this needs to be tactfully and 
sympathetically explained to families. Attitude and communication of health care staff should do 
justice to possible cultural and religious sensitivities around withdrawal of hydration. Thirst can be 
managed with appropriate mouth care. Hydration may increase the risk of respiratory secretions, death 
rattle, and fluid retention, but evidence on indications in palliative populations is scarce.141 

Of note, there was moderate agreement among experts on this recommendation (as opposed to 
high agreement for most other recommendations). This was mostly due to concerns about cultural and 
religious sensitivities and subcutaneous hydration not being routine practice in some countries, which 
are, however, addressed in the explanatory text. 
 
6.5 Permanent enteral tube nutrition may not be beneficial and should as a rule be avoided in 
dementia; skilful hand feeding is preferred. 
Observational studies suggest that tube feeding does not increase or decrease survival in dementia 
compared to hand feeding, although there is no conclusive evidence.142-145 There is also no conclusive 
evidence that enteral tube nutrition is effective in terms of improving quality of life, or leading to a 
better nutritional status or decreasing the risk of pressure sores. It may increase the risk of developing 
pneumonia. On the other hand, hand feeding increases social interactions and allows the taste of food 
to be enjoyed.146 There is some evidence that high-calorie supplements and other oral feeding options, 
such as appetite stimulants, personal assistance with feeding, and modified foods, result in weight 
gain.147 Although countries may differ in practice and family demand, an individually tailored support 
package, including prudent assessment, informing of families and shared decision making is 
paramount in all countries. Similar as with withdrawal of hydration (6.4), attitude and communication 
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of health care staff should do justice to possible cultural and religious sensitivities around providing of 
enteral tube feeding.  

Of note, there was moderate agreement among experts on this recommendation (as opposed to 
high agreement for most other recommendations), when formulated as: “Permanent enteral tube 
nutrition may not increase survival and should as a rule be avoided in dementia; skilful hand feeding 
is preferred.” We have revised the recommendation slightly addressing comments that survival is not 
the main outcome addressed in palliative care. Some experts favoured individual decision making 
above general rules. We have addressed individualising of care, and addressing of sensitivities in the 
explanatory text.   
 
6.6 Antibiotics may be appropriate in treating infections with the goal of increasing comfort by 
alleviating the symptoms of infection. Life-prolonging effects need to be considered, especially in 
case of treatment decisions around pneumonia. 
Antibiotics may provide fast symptom relief in symptomatic urinary tract infections and burdensome 
bacterial infections, although there is little evidence specific to dementia. The evidence about effects 
of antibiotics on symptom relief in pneumonia is conflicting.148-150  

Further, antibiotics may increase the chances of a prolonged life, but in patients with 
pneumonia and severe dementia, probably only in a minority of cases.137,151 Hydration status may be as 
or more important for life prolongation as antibiotics.136,137 Therefore, the effects of antibiotics in 
terms of life-prolongation, especially in pneumonia, are uncertain and need to be considered carefully 
taking into account other aspects relevant to decision making, such as ethical aspects regarding 
preferences and best interest. 
 
 
7. Optimal treatment of symptoms and providing comfort 
7.1 A holistic approach to treatment of symptoms is paramount because symptoms occur 
frequently and may be interrelated, or expressed differently (e.g., when pain is expressed as 
agitation).  
Many patients suffer from pain, shortness of breath, and agitation/restlessness. Pain and shortness of 
breath increase towards the end of life. Patients are at risk of underdiagnosis and undertreatment, and 
also mistreatment with medication when non-pharmacological therapies should be preferred.1,53,87,152-

154 Behaviour that challenges or behaviour that is a problem to the patient (behavioural and 
psychological symptoms of dementia, BPSD) should be dealt with together with physical symptoms, 
because behavioural symptoms are prominent and typical in dementia, and because they are 
interrelated. For example, providing pain relief may diminish agitation;155 and changes in depressive 
symptoms156 or in physical activity129 may also change agitation levels. Therefore, behavioural change 
should trigger assessment,154 and a trial of analgesics may be indicated for distress for which no cause 
can be found. 

Further, depressive symptoms are common throughout all stages of dementia, and depression 
and depressive symptoms are being under diagnosed and under treated.157-159 Diagnosing depression in 
patients with more severe dementia is challenging, but screening tools for depressive symptoms valid 
for dementia patients are available such as the Cornell Scale for Depression in Dementia, and adapted 
criteria for diagnosing depression in Alzheimer’s disease.160,161 The adapted criteria require different 
symptoms and different levels of symptoms, and some criteria for symptoms have been revised. For 
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example, concentration problems are not included, whereas additionally, social isolation or withdrawal 
is required, and there are revised criteria for loss of interest or pleasure.   

 
7.2 Distinguishing between sources of discomfort (e.g., pain or being cold) in severe dementia is 
facilitated by integrating views of more caregivers. 
Identifying a source of discomfort is facilitated by familiarity with the patient.162 Family and 
professional caregiver views may have to be integrated for the most accurate assessment.163 
 
7.3 Tools to assess pain, discomfort and behaviour should be used for screening and monitoring 
of patients with moderate and severe dementia, evaluating effectiveness of interventions.  
Self assessment pain rating scales can often be used in mild and moderate dementia, but in severe 
dementia, should be supplemented by observation of body language and facial expression which may 
provide valid clues to patients being in pain.164-166 A variety of tools to assess pain in dementia have 
been developed and some tools have been tested in multiple studies with positive results, and have 
also provided cut off points suggesting the need for interventions.167-170 These include the Pain 
Assessment in Advanced Dementia (PAINAD) scale171 (cutoff for pain 2 of 10 points172), the Pain 
Assessment Checklist for Seniors with Limited Ability to Communicate (PACSLAC)173 (cutoff for 
pain 4 of 24 of reduced-item PACSLAC174), and Doloplus175 (cutoff for pain 5 of 30172). Some tools 
are rather complex to apply in practice. For instance, the Discomfort Scale-dementia of Alzheimer 
type (DS-DAT) integrates frequency, intensity and duration of behaviour in its rating of discomfort. It 
is, so far, the only well-validated tool to assess discomfort specifically in dementia.176 Another tool has 
been developed for patients with communication difficulties more generally, but requires familiarity 
with the patient.177,178 Observation tools for discomfort and pain need to be applied when the 
environment does not cause distress; otherwise, pain tools may not be specific enough.176,177,179,180 
Clinical assessment and judgement are, therefore, required in the assessment of possible pain. 

For patients unable to self-report dyspnoea, including dementia patients, the Respiratory 
Distress Observation Scale (RDOS) is available.181 Among the most highly cited measures to assess 
challenging behaviour for use in research and practice, the best psychometric properties are ascribed to 
the Neuropsychiatry Inventory (NPI) and Behavioral Pathology in Alzheimer’s Disease Rating Scale 
(BEHAVE-AD).182,183 These scales correlate with the Cohen-Mansfield Agitation Inventory (CMAI) 
which is also widely used and may be a good tool to assess agitation for clinical use and research. 
Some of the instruments require training.182,183 Further, tools specific to dementia may help the health 
care team and family caregivers detect delirium.184,185 

Although evidence is sparse, monitoring with tools may be helpful in particular with 
potentially distressing conditions near the end of life when some symptoms (pain and shortness of 
breath) tend to increase.153 Familiarity with tools might help raise awareness to possible signs of 
distress. Tools may be used routinely,154 in case of conditions that are commonly associated with 
discomfort or pain, and to evaluate effects of interventions.186 Specific conditions, such as pneumonia, 
require attention to possible discomfort.187 Other condition, such as peripheral vascular disease and 
musculoskeletal disorders should raise attentiveness to possible pain.188  
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7.4 Both non-pharmacological and pharmacological treatment of physical symptoms, 
challenging behaviour, or discomfort should be pursued as needed.  
Both pharmacological treatment and non-pharmacological treatment (with psychosocial interventions) 
of symptoms may be indicated.53,189 Psychosocial interventions, such as sitting with a patient, are first-
line treatment.190 Such interventions may be behaviour- emotion- or cognition oriented, including 
activities such as Snoezelen, therapies based on pleasant activities, reminiscence and therapies which 
may reduce depression and affect behaviour191-195 although the evidence is limited.196-200 

A systematic step-wise approach to dealing with symptoms may help encourage psychosocial 
interventions as the appropriate first step, with pharmacological treatment only as needed. Nurses’ 
employing such approaches may reduce the use of unnecessary medication and may improve patient’s 
comfort.20,201 However, this should not impede the use of appropriate medical treatment of physical 
symptoms, for example the early use of opioids for treatment of pain or dyspnoea. End-of-life care 
pathways have the potential to improve symptom management in palliative populations, but high-
quality studies are lacking.202 Pharmacological treatment of pain may take into account general 
guidelines for pain in older persons203 as long as guidelines specific to pain in dementia are 
unavailable.  
 
7.5 Nursing care is very important to ensure comfort in patients near death.  
Nursing care, such as repositioning and moistening of lips, may ensure comfort. Several routine daily 
practices may be discontinued or modified, such as weighing, daily medications when the patient has 
difficulty swallowing or refuses them, and getting out of bed when death is imminent. To alleviate 
skin excoriation from incontinence, more frequent perineal care and skin hygiene is given, which 
involves regular washing and changing of incontinence supplies. Catheterization should be avoided as 
a rule. Pressure redistribution mattresses, perineal foam cleansers, and dry skin emollients have been 
shown to prevent pressure ulcers cost-effectively in long-term care settings, although this is not 
specific to dementia or the end of life.204 Ice chips and more frequent oral care can be provided to 
alleviate the discomfort of dry mouth from minimal oral intake.205 Use of Snoezelen may be integrated 
with usual care, music, warmth, etc. which may also be helpful if it suits the patient’s wishes or style, 
although there has been little study in an end-of-life context.206 
 
7.6 Specialist palliative care teams may support staff in long-term care settings in dealing with 
specific symptoms, while maintaining continuity of care. In managing behavioural symptoms, 
however, palliative care teams may need additional dementia care specialist expertise. 
The integrated approach of treating symptoms is facilitated by the cooperation of dementia care and 
palliative care. Dementia care specialists should identify local palliative care specialists, whereas 
palliative care specialists and teams should seek local dementia care resources.207  
Note also 10.2, core competencies, and 11.3, collaboration 
 
 
8. Psychosocial and spiritual support 
Note also domain 9 for support to family specifically. 
 
8.1 In mild dementia, as also in the later stages, patients may be aware of their condition and 
patients and families may need emotional support.  
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The health care team should be attentive to possible coping problems, and input from social workers, 
psychologists, or people with similar expertise, preferably specialised in palliative care, may be 
needed.208 
 
8.2 Spiritual caregiving in dementia should include at least assessment of religious affiliation and 
involvement, sources of support and spiritual wellbeing; in addition, referral to experienced 
spiritual counsellors such as those working in nursing homes may be appropriate. 
Religious beliefs may affect the way patients experience dementia: patients with dementia and, 
importantly, their caregivers may benefit from spiritual support.5,209 Spiritual caregiving in dementia 
may be a neglected area210 and there is little evidence to support specific interventions. A life review, 
if no longer possible for the patient, may help the family to come to terms and reflect on the 
relationships that have evolved.54 Referral to experienced spiritual counsellors such as those working 
in nursing homes may be appropriate, but staff providing spiritual care may be appreciated.211 Of note, 
it is important that spiritual care is consistent with patient- and family-centred principles. 
 
8.3 Religious activities, such as rituals, songs, and services may help the patient because these 
may be recognized even in severe dementia.  
Visual symbols such as candles, menorahs, crucifix, rosaries, praying hands or a holy book, and 
sounds such as words of liturgy or recordings of church bells or shofar horns can also help by focusing 
or cueing patients with cognitive impairment.53,212-214 Nurses play an important role in signalling 
spiritual needs and providing of spiritual care.215 Collaboration with professional spiritual caregivers, 
or having them as part of the team, and availability of visual symbols and other materials can facilitate 
spiritual care giving to patient and family. 
 
8.4 For dying people, a comfortable environment is desirable. 
Move to a private room may be needed early, avoiding transfer in a rush.216 Volunteers may help in 
attending to the support needs of the patient. A loving and caring environment is required and is as 
important as it would be for people without dementia. Although not evidence-based, models for 
psychosocial care with severe dementia have been developed and may inspire or improve caregiving 
in dying patients with dementia. For example, Namaste Care has been developed specifically for 
people for whom participating in traditional activities is impossible. The program includes addressing 
of physical needs, but also a change to a soothing environment with staff paying attention to them, and 
offering activities and beverages, and monitoring of comfort.192 
Note also 7.4, non-pharmacological and pharmacological treatment 
 
 
9. Family care and involvement  
9.1 Families may suffer from caregiver burden, may struggle to combine caring with their other 
duties and may need social support.  
Caregiving for a patient with dementia is especially burdensome22,40,154,217 and a variety of tools have 
been developed to assess caregiver burden.218 Sources of burden and distress need to be identified. 
Families may struggle with various ethical issues.219 Social support is important, for families are often 
struggling with depression and anxiety.110 Group and individual interventions may decrease caregiver 
depression220 or caregiver burden.221 Respite care–services that allow for breaks in family caregiving – 
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can be beneficial for family caregivers although evidence is sparse,222,223 and may be offered even in 
earlier stages of dementia.  
 
9.2 Families may need support throughout the trajectory, but especially upon diagnosis, when 
dealing with challenging behaviour, with health problems, with institutionalization, with a major 
decline in health, and when death is near. 
Disclosure of diagnosis and prognosis is important to anticipate needs, but strategies should take into 
account family receptiveness and sensitivities. Dealing with challenging behaviour and (inter- or 
concurrent) health problems may involve difficult decision making. Institutionalization, although 
initially a relief to families, may involve new difficulties and often induces feelings of guilt. It does 
not, therefore, necessarily relieve caregiver burden.224 During the last 24 or 48 hours specifically, 
families need someone to explain what is happening to the patient, to minimize a family’s distress.53 
Note also 5.1, discussing of the terminal nature of dementia 
 
9.3 Families need education regarding the progressive course of the dementia and (palliative 
care) treatment options; this should be a continuous process addressing specific needs in 
different stages, examining family receptiveness.  
The health care team can help a family through ongoing education and communication about the 
disease and how the patient is doing.53,110,154,225 Information is best provided in a stepwise fashion.226,227 
Education may combine discussion with written or video materials and nurses and social workers may 
have an important role in this.228-234 Use of a family guide on comfort care229 has been accepted as best 
practice by WHO.235 
 
9.4 Family involvement may be encouraged; many families may wish to be involved in care even 
when the patient is admitted to an institution providing long-term care.  
Families may wish to continue their involvement in care after admission to an institution providing 
long-term care.224,236-238  Families’ positive attitudes and high expectations of care actually increases 
the chances of them being satisfied with care,225,239 but high visiting frequencies and families 
providing significant hands-on care may also signal dissatisfaction and concerns about care.225,239,240 
Families may need education on how best to communicate with the patient and help, for instance, with 
handfeeding.206 They should be taught how to perform comfort care.53  
 
9.5 Families need support in their new role as (future) proxy decision maker. 
Families will need help to distinguish between previous patient wishes, inferred wishes based on the 
patient’s values, their own wishes, and ideas about the patient’s best interests,241-244 as well as help to 
deal with feelings of distress and guilt when participating in decision making.29,35,36,230 Some families 
may prefer the health care team to take decisions.35,36 
Note also 2.3, information needs, and 3.1, prioritizing care goals 
 
9.6 Professional caregivers should have an understanding of families’ needs related to suffering 
from chronic or prolonged grief through the various stages, and with evident decline.  
Chronic or prolonged grief, also called anticipatory or pre-grief, may occur with losses through the 
various stages of dementia. The health care team should support the family throughout their prolonged 
grieving process.53 Chronic grief may increase with the severity of the dementia245,246 and remain 
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relatively stable for families of patients in the advanced stages.247 Chronic grief is associated with 
higher caregiver burden and caregiver depression and other unfavourable conditions.217,245,248 
 
9.7 Bereavement support should be offered. 
Bereavement support can take various forms, such as convening of memorial services or individual 
contacts.53,249 As a minimum, a possible need for bereavement support should be assessed, and referral 
considered if needed. Of note, some families may also feel relieved after a long period of chronic 
grief.230  
 
9.8 Following the death of the patient, family members should be allowed adequate time to 
adjust after often a long period of caring for the patient. 
This implies, for example, that clearing the room of residence within just days after death should be 
avoided if possible. Further, an evaluation of the last phase of life may help families and also 
professional caregivers to improve care. Those family caregivers who are most heavily involved in 
care, those who have high levels of pre-loss depressive symptoms and burden, or those caring for a 
more cognitively impaired patient, are more likely to suffer from complicated grief post-loss.250 
 
 
10. Education of the health care team  
10.1 The health care team in its entirety, including allied health professionals and volunteers, 
need to have adequate skills in applying a palliative care approach to dementia.  
Responsibilities may be shared within the health care team. Training, preferably on an ongoing or 
continual basis, may be necessary. Educational courses alone may not be sufficient in institutional 
settings, and organizational culture may need to be addressed as well.251,252  
 
10.2 Core competencies comprise all of the above listed domains (1 to 9). All competencies 
should be available within a health care team, and preferably all individual members of the team 
should be able to provide at least a baseline palliative care approach.  
Some competencies are general, such as respecting the individual and empathic skills. Dementia 
specialists may need specific training in employing palliative care principles and advance care 
planning. Palliative care specialists may need to learn specifically about the course of dementia and 
timely recognition of dying, symptoms, goal-setting, palliative care measures and how to interact with 
patient and family more.53 Further, spiritual caregivers, social workers, psychologists, occupational 
and art therapists, dieticians and other people working in or with the palliative or dementia care team 
should acquire basic training in palliative and dementia care. This will also facilitate collaboration 
across the health and social care interface. Special attention should be given to specific training of care 
workers/nurse aids in nursing homes in communication skills and symptom assessment.253,254 
 It may be helpful to have a team member specialize in palliative care and take the lead to 
implement it, such as the champion or link nurse model.252 Another strategy is for dementia care 
specialists to identify local palliative care specialists, and palliative care specialists to seek local 
dementia care resources. 
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11: Societal and ethical issues 
11.1 Wherever patients reside, patients with dementia should have access to palliative care on 
the same footing as patients with other diseases which are unresponsive to curative treatment. 
The patient’s dignity should be preserved at all times. Based upon human rights and non-
discrimination against people with dementia, dementia patients should have access to palliative care, 
with no more restrictions than other patients eligible to receive palliative care. Related to this, 
palliative care services should be adequately equipped to treat patients with dementia. Access should 
be monitored and backed up by national policies if required.16,29,87,123,255,256 
 
11.2 Family caregivers should have access to adequate support to combine caring for the patient 
with dementia with other duties. 
Support should be available, in the shape of palliative care services, for families to combine care for 
the patient with other duties. This should include involvement of volunteers, availability of respite 
care, flexible working hours and “palliative care leave” for people caring for someone with dementia 
who is dying, and financial counselling. Inclusion of social workers in the health care team may 
facilitate this type of support, but other models should be able to provide the same services. This is 
becoming more important in Europe and elsewhere where long-term care needs in general are 
expected to double in the next few decades. Owing to aging societies and smaller families than 
previously, there will be a strong increase in the ratio of older people with dementia versus the 
generation potentially caring for them.257,258 
 
11.3 Collaboration between dementia and palliative care should be promoted. 
Collaboration is highly important as indicated before, as it facilitates integrated treatment of physical 
and behavioural symptoms, and as a spin-off, will educate specialists from both sides. Local networks 
should therefore include dementia and palliative care specialist expertise. For example, multi-
disciplinary palliative care teams available for consultancy or teams outreaching or visiting people 
where they reside may include both geriatricians and psychologists, and palliative care specialists.  
 
11.4 Curricula for training of physicians and nurses at both undergraduate and postgraduate 
level, as part of continuing professional education, should include palliative care for patients 
with illness other than cancer.  
Curricula for health care professionals including, but not limited to physicians and nurses should 
reflect differences in disease trajectory and concomitant differences in care needs of patient and 
family. 
Note also domain 10 for education of the health care team 
 
11.5 Professional caregivers should be motivated to work in dementia and palliative care and 
adequate funding for sufficient staffing is needed. 
It may be challenging to attract, train, and maintain an adequate and skilled work force to provide 
compassionate care for people with complex long-term care needs.259 This is concerning, because staff 
shortage and turnover have been related to decreased quality of care in institutional settings.260-262 
Salary and working conditions should be sufficiently rewarding so as to reflect the value of the work 
carried out by people working in this domain. 
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11.6 Economic and systemic incentives should encourage excellent end-of-life care for patients 
with dementia.  
Payment systems including health insurance systems should align incentives, and quality monitoring 
systems should include measures specific to dementia.154  
 
11.7 Awareness raising about palliative care in dementia is needed. 
Family and professional caregivers of patients with dementia as well as the general public, may be 
insufficiently aware of the terminal nature of the dementia and the applicability of palliative 
care.35,36,154 As many people will either eventually develop dementia or deal with dementia in their 
environment, educating the general public may be worthwhile to raise awareness and preparedness for 
advance care planning. 
 
11.8 National strategies for dementia, for palliative care, end-of-life care, and for long-term care 
should each include palliative care for dementia patients. Similarly, policy making on palliative 
care and long-term care settings should attend to dementia. 
Policies, strategies and guidelines on palliative care should include dementia, and those on dementia 
should include palliative care, as this acknowledges the importance of high quality end-of-life care in 
dementia and raises awareness among policy makers. The UK national dementia strategy and End of 
Life Care Strategy263,264 address end-of-life care in dementia explicitly, but most other nations so far 
have not done so. Australia has issued national long-term care guidelines that include a paragraph on 
advanced dementia.265  
 

Reference List 
 

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

 2.  Wolf-Klein G, Pekmezaris R, Chin L and Weiner J. Conceptualizing Alzheimer's 
disease as a terminal medical illness. Am J Hosp Palliat Care 2007; 24: 77-82. 

 3.  Zanetti O, Solerte SB and Cantoni F. Life expectancy in Alzheimer's disease (AD). 
Arch Gerontol Geriatr 2009; 49 Suppl 1: 237-243. 

 4.  van der Steen JT, Onwuteaka-Philipsen BD, Knol DL, Ribbe MW, Deliens L. 
Caregivers' understanding of dementia predicts patients' comfort at death: a 
prospective observational study. BMC Med 2013 Apr 11;11:105. 

 5.  Hughes JC, Jolley D, Jordan A and Sampson E. Palliative care in dementia: issues and 
evidence. Advances in Psychiatric Treatment 2007; 13: 251-260. 

 6.  O'Neill D. Anticoagulation in AF. Stroke and dementia are also chronic diseases. BMJ 
2011; 342: d1154. 

 7.  Radbruch L, Payne S and The board of directors of the EAPC. White Paper on 
standards and norms for hospice and palliative care in Europe: part 1 
Recommendation from the European Association for Palliative Care. European 
Journal of Palliative Care 2009; 16: 278-289. 

 8.  World Health Organization. National cancer control programmes: policies and 
managerial guidelines. Geneva: World Health Organization, 2002. 

 9.  Sampson EL, Ritchie CW, Lai R, Raven PW and Blanchard MR. A systematic review 
of the scientific evidence for the efficacy of a palliative care approach in advanced 
dementia. Int Psychogeriatr 2005; 17: 31-40. 



 19

 10.  Sampson EL. Palliative care for people with dementia. Br Med Bull 2010; 96: 159-
174. 

 11.  Candy B, Holman A, Leurent B, Davis S and Jones L. Hospice care delivered at home, 
in nursing homes and in dedicated hospice facilities: A systematic review of 
quantitative and qualitative evidence. Int J Nurs Stud 2011; 48: 121-133. 

 12.  Cohen LW, van der Steen JT, Reed D, et al. Family perceptions of end-of-life care for 
long-term care residents with dementia: differences between the United States and the 
Netherlands. J Am Geriatr Soc 2012; 60: 316-322. 

 13.  Kiely DK, Givens JL, Shaffer ML, Teno JM and Mitchell SL. Hospice use and 
outcomes in nursing home residents with advanced dementia. J Am Geriatr Soc 2010; 
58: 2284-2291. 

 14.  Teno JM, Gozalo PL, Lee IC, et al. Does hospice improve quality of care for persons 
dying from dementia? J Am Geriatr Soc 2011; 59: 1531-1536. 

 15.  Ahmedzai SH, Costa A, Blengini C, et al. A new international framework for 
palliative care. Eur J Cancer 2004; 40: 2192-2200. 

 16.  NICE-SCIE. Dementia: Supporting People with Dementia and their Carers in Health 
and Social Care (NICE Clinical Guideline 42). NICE Clinical Guideline 42 ed. 
London: NICE-SCIE, 2006. 

 17.  Hughes JC, Robinson L and Volicer L. Specialist palliative care in dementia. BMJ 
2005; 330: 57-58. 

 18.  Husebo BS, Ballard C, Sandvik R, Nilsen OB and Aarsland D. Efficacy of treating 
pain to reduce behavioural disturbances in residents of nursing homes with dementia: 
cluster randomised clinical trial. BMJ 2011; 343: d4065. 

 19.  Ishii S, Streim JE and Saliba D. Potentially reversible resident factors associated with 
rejection of care behaviors. J Am Geriatr Soc 2010; 58: 1693-1700. 

 20.  Kovach CR, Logan BR, Noonan PE, et al. Effects of the Serial Trial Intervention on 
discomfort and behavior of nursing home residents with dementia. Am J Alzheimers 
Dis Other Demen 2006; 21: 147-155. 

 21.  Volicer L, van der Steen JT and Frijters DH. Modifiable factors related to abusive 
behaviors in nursing home residents with dementia. J Am Med Dir Assoc 2009; 10: 
617-22. 

 22.  Mohamed S, Rosenheck R, Lyketsos CG and Schneider LS. Caregiver burden in 
Alzheimer disease: cross-sectional and longitudinal patient correlates. Am J Geriatr 
Psychiatry 2010; 18: 917-927. 

 23.  Small N. Living well until you die: quality of care and quality of life in palliative and 
dementia care. Ann N Y Acad Sci 2007; 1114: 194-203. 

 24.  Small N, Froggatt K and Downs M. Living and Dying with Dementia: Dialogues 
about Palliative Care. Oxford: Oxford University Press, 2007. 

 25.  Edvardsson D, Winblad B and Sandman PO. Person-centred care of people with 
severe Alzheimer's disease: current status and ways forward. Lancet Neurol 2008; 7: 
362-367. 

 26.  Kitwood T and Bredin K. Towards a theory of dementia care: personhood and well-
being. Ageing Soc 1992; 12: 269-287. 

 27.  de Boer ME, Hertogh CM, Droes RM, Riphagen II, Jonker C and Eefsting JA. 
Suffering from dementia - the patient's perspective: a review of the literature. Int 
Psychogeriatr 2007; 19: 1021-1039. 

 28.  Kovach CR, Noonan PE, Schlidt AM and Wells T. A model of consequences of need-
driven, dementia-compromised behavior. J Nurs Scholarsh 2005; 37: 134-140. 

 29.  Nuffield Council on Bioethics. Dementia: Ethical Issues. London: the Nuffield 
Council on Bioethics. Nuffield Council on Bioethics, 2009. 



 20

 30.  Haw C and Stubbs J. Covert administration of medication to older adults: a review of 
the literature and published studies. J Psychiatr Ment Health Nurs 2010; 17: 761-768. 

 31.  Robison J, Curry L, Gruman C, Porter C, Henderson CR Jr and Pillemer K. Partners in 
caregiving in a special care environment: cooperative communication between staff 
and families on dementia units. Gerontologist 2007; 47: 504-515. 

 32.  Torke AM, Alexander GC, Lantos J and Siegler M. The physician-surrogate 
relationship. Arch Intern Med 2007; 167: 1117-1121. 

 33.  Meeker MA and Jezewski MA. Family decision making at end of life. Palliat Support 
Care 2005; 3: 131-142. 

 34.  White DB, Braddock CH, III, Bereknyei S and Curtis JR. Toward shared decision 
making at the end of life in intensive care units: opportunities for improvement. Arch 
Intern Med 2007; 167: 461-467. 

 35.  Caron CD, Griffith J and Arcand M. Decision making at the end of life in dementia: 
how family caregivers perceive their interactions with health care providers in long-
term care settings. Journal of Applied Gerontology 2005; 24: 231-247. 

 36.  Gessert CE, Forbes S and Bern-Klug M. Planning end-of-life care for patients with 
dementia: roles of families and health professionals. Omega (Westport ) 2000; 42: 
273-291. 

 37.  Hebert RS, Dang Q and Schulz R. Preparedness for the death of a loved one and 
mental health in bereaved caregivers of patients with dementia: findings from the 
REACH study. J Palliat Med 2006; 9: 683-693. 

 38.  Cohen L. Aging in India. Alzheimer's, the Bad Family, and Other Modern Things. 
Berkley: University of California Press, 1998. 

 39.  Connolly A, Sampson EL and Purandare N. End-of-life care for people with dementia 
from ethnic minority groups: a systematic review. J Am Geriatr Soc 2012; 60: 351-
360. 

 40.  Werner P, Mittelman MS, Goldstein D and Heinik J. Family stigma and caregiver 
burden in Alzheimer's disease. Gerontologist 2012; 52: 89-97. 

 41.  Katz MH. There's no place like home. Arch Intern Med 2011; 171: 804-805. 
 42.  Wolff JL, Kasper JD and Shore AD. Long-term care preferences among older adults: a 

moving target? J Aging Soc Policy 2008; 20: 182-200. 
 43.  Treloar A and Crugel M. Living and dying at home with dementia. In: Hughes C, 

Lloyd-Williams M, Sachs GA (eds). Supportive Care for the Person with 
Dementia.New York: Oxford University Press Inc., 2010. pp. 281-290. 

 44.  Fried TR, McGraw S, Agostini JV and Tinetti ME. Views of older persons with 
multiple morbidities on competing outcomes and clinical decision-making. J Am 
Geriatr Soc 2008; 56: 1839-1844. 

 45.  Gillick M, Berkman S and Cullen L. A patient-centered approach to advance medical 
planning in the nursing home. J Am Geriatr Soc 1999; 47: 227-30. 

 46.  Fried TR, Bullock K, Iannone L and O'Leary JR. Understanding advance care 
planning as a process of health behavior change. J Am Geriatr Soc 2009; 57: 1547-
1555. 

 47.  Gillick MR. Adapting advance medical planning for the nursing home. J Palliat Med 
2004; 7: 357-361. 

 48.  Hudson P, Quinn K, O'Hanlon B and Aranda S. Family meetings in palliative care: 
Multidisciplinary clinical practice guidelines. BMC Palliat Care 2008; 7: 12. 

 49.  Dening KH, Jones L and Sampson EL. Advance care planning for people with 
dementia: a review. Int Psychogeriatr 2011; 23: 1535-1551. 



 21

 50.  Robinson L, Dickinson C, Rousseau N, et al. A systematic review of the effectiveness 
of advance care planning interventions for people with cognitive impairment and 
dementia. Age Ageing 2012; 41: 263-269. 

 51.  Molloy DW, Guyatt GH, Russo R, et al. Systematic implementation of an advance 
directive program in nursing homes: a randomized controlled trial. JAMA 2000; 283: 
1437-1444. 

 52.  Volicer L, Cantor MD, Derse AR, et al. Advance care planning by proxy for residents 
of long-term care facilities who lack decision-making capacity. J Am Geriatr Soc 
2002; 50: 761-767. 

 53.  Tilly J. Quality end of life care for individuals with dementia in assisted living and 
nursing homes and public policy barriers to delivering this care. US Alzheimer's 
Association 2006. 

 54.  Mahon MM and Sorrell JM. Palliative care for people with Alzheimer's disease. Nurs 
Philos 2008; 9: 110-120. 

 55.  Robinson L, Dickinson C, Bamford C, Clark A, Hughes J and Exley C. A qualitative 
study: Professionals' experiences of advance care planning in dementia and palliative 
care, 'a good idea in theory but ...'. Palliat Med 2012, November 21, eplublished ahead 
of print.  

 56.  van der Steen JT, van Uden N, van Soest-Poortvliet MC, et al. A systematic review of 
factors associated with initiating of advance care planning in dementia. In: ABSTRACT 
FOR IAGG Seoul 2013, accepted for an oral presentation June 2013  

 57.  Widera E, Steenpass V, Marson D and Sudore R. Finances in the older patient with 
cognitive impairment: "He didn't want me to take over". JAMA 2011; 305: 698-706. 

 58.  Hickman SE, Nelson CA, Perrin NA, Moss AH, Hammes BJ and Tolle SW. A 
comparison of methods to communicate treatment preferences in nursing facilities: 
traditional practices versus the physician orders for life-sustaining treatment program. 
J Am Geriatr Soc 2010; 58: 1241-1248. 

 59.  Walker KA, Nachreiner D, Patel J, Mayo RL and Kearney CD. Impact of standardized 
palliative care order set on end-of-life care in a community teaching hospital. J Palliat 
Med 2011; 14: 281-286. 

 60.  Alzheimer Europe. Available at: Dementia in Europe Yearbook 2009 with a focus on 
healthcare and decision-making in dementia. Alzheimer Europe. Available at: 
http://www.alzheimer-europe.org/EN/Policy-in-Practice2/Country-
comparisons/Healthcare-and-decision-making-in-dementia  

 61.  Mendelson D and Jost TS. A comparative study of the law of palliative care and end-
of-life treatment. J Law Med Ethics 2003; 31: 130-143. 

 62.  Fried TR, Redding CA, Robbins ML, O'Leary JR and Iannone L. Agreement between 
older persons and their surrogate decision-makers regarding participation in advance 
care planning. J Am Geriatr Soc 2011; 59: 1105-1109. 

 63.  Hertogh CM. The misleading simplicity of advance directives. Int Psychogeriatr 
2011; 23: 511-515. 

 64.  Perkins HS. Controlling death: the false promise of advance directives. Ann Intern 
Med 2007; 147: 51-57. 

 65.  Crawley LM, Marshall PA, Lo B and Koenig BA. Strategies for culturally effective 
end-of-life care. Ann Intern Med 2002; 136: 673-679. 

 66.  Johnstone MJ and Kanitsaki O. Ethics and advance care planning in a culturally 
diverse society. J Transcult Nurs 2009; 20: 405-416. 

 67.  Melhado L and Bushy A. Exploring uncertainty in advance care planning in African 
Americans: does low health literacy influence decision making preference at end of 
life. Am J Hosp Palliat Care 2011; 28: 495-500. 



 22

 68.  de Boer ME, Droes RM, Jonker C, Eefsting JA and Hertogh CM. Thoughts on the 
future: The perspectives of elderly people with early-stage Alzheimer's disease and the 
implications for advance care planning. AJOB 2012; 3: 14-22. 

 69.  Hirschman KB, Kapo JM and Karlawish JH. Identifying the factors that facilitate or 
hinder advance planning by persons with dementia. Alzheimer Dis Assoc Disord 2008; 
22: 293-298. 

 70.  Lingler JH, Hirschman KB, Garand L, et al. Frequency and correlates of advance 
planning among cognitively impaired older adults. Am J Geriatr Psychiatry 2008; 16: 
643-649. 

 71.  Koopmans RT, Ekkerink JL and van WC. Survival to late dementia in Dutch nursing 
home patients. J Am Geriatr Soc 2003; 51: 184-187. 

 72.  van der Steen JT, Deliens L, Ribbe MW and Onwuteaka-Philipsen BD. Selection bias 
in family reports on end of life with dementia in nursing homes. J Palliat Med 2012; 
15: 1292-1296. 

 73.  Lorenz KA, Rosenfeld K and Wenger N. Quality indicators for palliative and end-of-
life care in vulnerable elders. J Am Geriatr Soc 2007; 55 Suppl 2: S318-S326. 

 74.  Wiese CH, Bartels U, Geyer A, Duttge G, Graf BM and Hanekop GG. [The Gottingen 
palliative emergency card: improvement of emergency medical care for ambulatory 
palliative care patients. The "yellow card for rescue services"]. Dtsch Med 
Wochenschr 2008; 133: 972-976. 

 75.  Haggerty JL, Reid RJ, Freeman GK, Starfield BH, Adair CE and McKendry R. 
Continuity of care: a multidisciplinary review. BMJ 2003; 327: 1219-1221. 

 76.  Michiels E, Deschepper R, Van Der Kelen G, et al. The role of general practitioners in 
continuity of care at the end of life: a qualitative study of terminally ill patients and 
their next of kin. Palliat Med 2007; 21: 409-415. 

 77.  Shah F, Burack O and Boockvar KS. Perceived barriers to communication between 
hospital and nursing home at time of patient transfer. J Am Med Dir Assoc 2010; 11: 
239-245. 

 78.  van der Steen JT, Gijsberts MJ, Muller MT, Deliens L and Volicer L. Evaluations of 
end of life with dementia by families in Dutch and U.S. nursing homes. Int 
Psychogeriatr 2009; 21: 321-329. 

 79.  Menec VH, Sirski M, Attawar D and Katz A. Does continuity of care with a family 
physician reduce hospitalizations among older adults? J Health Serv Res Policy 2006; 
11: 196-201. 

 80.  Mitchell SL, Teno JM, Intrator O, Feng Z and Mor V. Decisions to forgo 
hospitalization in advanced dementia: a nationwide study. J Am Geriatr Soc 2007; 55: 
432-438. 

 81.  Helton MR, van der Steen JT, Daaleman TP, Gamble GR and Ribbe MW. A cross-
cultural study of physician treatment decisions for demented nursing home patients 
who develop pneumonia. Ann Fam Med 2006; 4: 221-227. 

 82.  Callahan CM, Boustani MA, Unverzagt FW, et al. Effectiveness of collaborative care 
for older adults with Alzheimer disease in primary care: a randomized controlled trial. 
JAMA 2006; 295: 2148-2157. 

 83.  Jansen AP, van Hout HP, Nijpels G, et al. Effectiveness of case management among 
older adults with early symptoms of dementia and their primary informal caregivers: a 
randomized clinical trial. Int J Nurs Stud 2011; 48: 933-943. 

 84.  Pimouguet C, Lavaud T, Dartigues JF and Helmer C. Dementia case management 
effectiveness on health care costs and resource utilization: a systematic review of 
randomized controlled trials. J Nutr Health Aging 2010; 14: 669-676. 



 23

 85.  Staatsblad. Besluit zorgplanbespreking AWBZ-zorg [Exceptional Medical Expenses 
Act, AWBZ]. BWBR0025521. 2009.  

 86.  Karnieli-Miller O, Werner P, haron-Peretz J and Eidelman S. Dilemmas in the 
(un)veiling of the diagnosis of Alzheimer's disease: walking an ethical and 
professional tight rope. Patient Educ Couns 2007; 67: 307-314. 

 87.  Birch D and Draper J. A critical literature review exploring the challenges of 
delivering effective palliative care to older people with dementia. J Clin Nurs 2008; 
17: 1144-1163. 

 88.  Coventry PA, Grande GE, Richards DA and Todd CJ. Prediction of appropriate timing 
of palliative care for older adults with non-malignant life-threatening disease: a 
systematic review. Age Ageing 2005; 34: 218-227. 

 89.  van der Steen JT, Heymans MW, Steyerberg EW, Kruse RL and Mehr DR. The 
difficulty of predicting mortality in nursing home residents. European Geriatric 
Medicine 2011; 2: 15-17. 

 90.  Casarett DJ, Farrington S, Craig T, et al. The art versus science of predicting 
prognosis: can a prognostic index predict short-term mortality better than experienced 
nurses do? J Palliat Med 2012; 15: 703-708. 

 91.  Glare PA and Sinclair CT. Palliative medicine review: prognostication. J Palliat Med 
2008; 11: 84-103. 

 92.  van der Steen JT, Ooms ME, Van der WG and Ribbe MW. Withholding or starting 
antibiotic treatment in patients with dementia and pneumonia: prediction of mortality 
with physicians' judgment of illness severity and with specific prognostic models. Med 
Decis Making 2005; 25: 210-221. 

 93.  Mitchell SL, Miller SC, Teno JM, Kiely DK, Davis RB and Shaffer ML. Prediction of 
6-month survival of nursing home residents with advanced dementia using ADEPT vs 
hospice eligibility guidelines. JAMA 2010; 304: 1929-1935. 

 94.  Mitchell SL, Miller SC, Teno JM, Davis RB and Shaffer ML. The advanced dementia 
prognostic tool: a risk score to estimate survival in nursing home residents with 
advanced dementia. J Pain Symptom Manage 2010; 40: 639-651. 

 95.  van der Steen JT, Mitchell SL, Frijters DH, Kruse RL and Ribbe MW. Prediction of 6-
month mortality in nursing home residents with advanced dementia: validity of a risk 
score. J Am Med Dir Assoc 2007; 8: 464-468. 

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

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

 98.  van der Steen JT, Mehr DR, Kruse RL, et al. Predictors of mortality for lower 
respiratory infections in nursing home residents with dementia were validated 
transnationally. J Clin Epidemiol 2006; 59: 970-979. 

 99.  van der Steen JT, Albers G, Licht-Strunk E, Muller MT and Ribbe MW. A validated 
risk score to estimate mortality risk in patients with dementia and pneumonia: barriers 
to clinical impact. Int Psychogeriatr 2011; 23: 31-43. 

 100.  Kruse RL, Parker OD, Mehr DR, Petroski GF, Swenson DL and Zweig SC. Using 
mortality risk scores for long-term prognosis of nursing home residents: caution is 
recommended. J Gerontol A Biol Sci Med Sci 2010; 65: 1235-1241. 

 101.  Brown MA, Sampson EL, Jones L and Barron AM. Prognostic indicators of 6-month 
mortality in elderly people with advanced dementia: A systematic review. Palliat Med 
2013; 27: 389-400. 



 24

 102.  Mitchell SL, Kiely DK, Hamel MB, Park PS, Morris JN and Fries BE. Estimating 
prognosis for nursing home residents with advanced dementia. JAMA 2004; 291: 
2734-2740. 

 103.  Aminoff BZ and Adunsky A. Their last 6 months: suffering and survival of end-stage 
dementia patients. Age Ageing 2006; 35: 597-601. 

 104.  Pijpers E, Ferreira I, van de Laar RJ, Stehouwer CD and Nieuwenhuijzen Kruseman 
AC. Predicting mortality of psychogeriatric patients: a simple prognostic frailty risk 
score. Postgrad Med J 2009; 85: 464-469.  

 105.  Van Dijk PT, Dippel DW and Habbema JD. Survival of patients with dementia. J Am 
Geriatr Soc 1991; 39: 603-610. 

 106.  Hanrahan P and Luchins DJ. Feasible criteria for enrolling end-stage dementia patients 
in home hospice care. Hosp J 1995; 10: 47-54. 

 107.  Marsh GW, Prochoda KP, Pritchett E and Vojir CP. Predicting hospice 
appropriateness for patients with dementia of the Alzheimer's type. Appl Nurs Res 
2000; 13: 187-196. 

 108.  Fong TG, Jones RN, Marcantonio ER, et al. Adverse outcomes after hospitalization 
and delirium in persons with Alzheimer disease. Ann Intern Med 2012; 156: 848-56, 
W296. 

 109.  Thomas C, Kreisel SH, Oster P, Driessen M, Arolt V and Inouye SK. Diagnosing 
delirium in older hospitalized adults with dementia: adapting the confusion assessment 
method to international classification of diseases, tenth revision, diagnostic criteria. J 
Am Geriatr Soc 2012; 60: 1471-1477. 

 110.  Volicer L. End-of-life care for people with dementia in residential care settings. US 
Alzheimer’s Association, 2005. 

 111.  Boockvar KS, Gruber-Baldini AL, Burton L, Zimmerman S, May C and Magaziner J. 
Outcomes of infection in nursing home residents with and without early hospital 
transfer. J Am Geriatr Soc 2005; 53: 590-596. 

 112.  Kruse RL, Mehr DR, Boles KE, et al. Does hospitalization impact survival after lower 
respiratory infection in nursing home residents? Med Care 2004; 42: 860-870. 

 113.  Sampson EL, Blanchard MR, Jones L, Tookman A and King M. Dementia in the acute 
hospital: prospective cohort study of prevalence and mortality. Br J Psychiatry 2009; 
195: 61-66. 

 114.  Saposnik G, Kapral MK, Liu Y, et al. IScore: a risk score to predict death early after 
hospitalization for an acute ischemic stroke. Circulation 2011; 123: 739-749. 

 115.  Morrison RS and Siu AL. Survival in end-stage dementia following acute illness. 
JAMA 2000; 284: 47-52. 

 116.  Sager MA, Franke T, Inouye SK, et al. Functional outcomes of acute medical illness 
and hospitalization in older persons. Arch Intern Med 1996; 156: 645-652. 

 117.  Arcand M, Roy-Petit J, Voyer G, Allard J and Ethier S. Should drugs be prescribed for 
prevention in the case of moderate or severe dementia. La Revue de Gériatrie 2007; 
32: 189-200. 

 118.  Holmes HM, Sachs GA, Shega JW, Hougham GW, Cox HD and Dale W. Integrating 
palliative medicine into the care of persons with advanced dementia: identifying 
appropriate medication use. J Am Geriatr Soc 2008; 56: 1306-1311. 

 119.  Holmes HM. Rational prescribing for patients with a reduced life expectancy. Clin 
Pharmacol Ther 2009; 85: 103-107. 

 120.  Parsons C, Hughes CM, Passmore AP and Lapane KL. Withholding, discontinuing 
and withdrawing medications in dementia patients at the end of life: a neglected 
problem in the disadvantaged dying? Drugs Aging 2010; 27: 435-449. 



 25

 121.  Quill TE and Holloway R. Time-limited trials near the end of life. JAMA 2011; 306: 
1483-1484. 

 122.  Behrman S and Dunn M. Physical restraint of medical inpatients: unravelling the red 
tape. Clinical Ethics 2010; 5: 16-21. 

 123.  Council of Europe. 'Convention for the Protection of Human Rights and Dignity of the 
Human Being with regard to the Application of Biology and Medicine: Convention on 
Human Rights and Biomedicine'. 
http://conventions.coe.int/Treaty/en/Treaties/html/164.htm, 
http://conventions.coe.int/Treaty/en/Treaties/html/164.htm (1997) 

 124.  United Nations. General Assembly Resolution 46/119. 1991. 
 125.  Castle NG. Mental health outcomes and physical restraint use in nursing homes. Adm 

Policy Ment Health 2006; 33: 696-704. 
 126.  Castle NG and Engberg J. The health consequences of using physical restraints in 

nursing homes. Med Care 2009; 47: 1164-1173. 
 127.  Cotter VT. Restraint free care in older adults with dementia. Keio J Med 2005; 54: 80-

84. 
 128.  Engberg J, Castle NG and McCaffrey D. Physical restraint initiation in nursing homes 

and subsequent resident health. Gerontologist 2008; 48: 442-452. 
 129.  Scherder EJ, Bogen T, Eggermont LH, Hamers JP and Swaab DF. The more physical 

inactivity, the more agitation in dementia. Int Psychogeriatr 2010; 22: 1203-1208. 
 130.  van der Steen JT, Mehr DR, Kruse RL, Ribbe MW and Van der Wal G. Treatment 

strategy and risk of functional decline and mortality after nursing-home acquired 
lower respiratory tract infection: two prospective studies in residents with dementia. 
Int J Geriatr Psychiatry 2007; 22: 1013-1019. 

 131.  Huizing AR, Hamers JP, Gulpers MJ and Berger MP. A cluster-randomized trial of an 
educational intervention to reduce the use of physical restraints with psychogeriatric 
nursing home residents. J Am Geriatr Soc 2009; 57: 1139-1148. 

 132.  Pellfolk TJ, Gustafson Y, Bucht G and Karlsson S. Effects of a restraint minimization 
program on staff knowledge, attitudes, and practice: a cluster randomized trial. J Am 
Geriatr Soc 2010; 58: 62-69. 

 133.  Alzheimer Europe. Ethical issues linked to restrictions of freedom of people with 
dementia. Luxembourg: Alzheimer Europe, 2012. 

 134.  Zwijsen SA, Depla MF, Niemeijer AR, Francke AL and Hertogh CM. Surveillance 
technology: An alternative to physical restraints? A qualitative study among 
professionals working in nursing homes for people with dementia. Int J Nurs Stud 
2012; 49: 212-219. 

 135.  Thomas DR, Cote TR, Lawhorne L, et al. Dehydration Council. Understanding 
clinical dehydration and its treatment. J Am Med Dir Assoc 2008; 9: 292-301. 

 136.  Szafara KL, Kruse RL, Mehr DR, Ribbe MW and van der Steen JT. Mortality 
Following Nursing Home-Acquired Lower Respiratory Infection: LRI Severity, 
Antibiotic Treatment, and Water Intake. J Am Med Dir Assoc 2012; 13: 376-383. 

 137.  van der Steen JT, Lane P, Kowall NW, Knol DL and Volicer L. Antibiotics and 
mortality in patients with lower respiratory infection and advanced dementia. J Am 
Med Dir Assoc 2012; 13: 156-161. 

 138.  Martin CM. Hypodermoclysis: renewed interest in an old technique. Consult Pharm 
2010; 25: 204-212. 

 139.  Slesak G, Schnurle JW, Kinzel E, Jakob J and Dietz PK. Comparison of subcutaneous 
and intravenous rehydration in geriatric patients: a randomized trial. J Am Geriatr Soc 
2003; 51: 155-160. 



 26

 140.  Stotts NA, Hopf HW, Kayser-Jones J, Chertow GM, Cooper BA and Wu HS. 
Increased fluid intake does not augment capacity to lay down new collagen in nursing 
home residents at risk for pressure ulcers: a randomized, controlled clinical trial. 
Wound Repair Regen 2009; 17: 780-788. 

 141.  Raijmakers NJ, van ZL, Costantini M, et al. Issues and needs in end-of-life decision 
making: an international modified Delphi study. Palliat Med 2012; 26: 947-953. 

 142.  Finucane TE, Christmas C and Travis K. Tube feeding in patients with advanced 
dementia: a review of the evidence. JAMA 1999; 282: 1365-1370. 

 143.  Regnard C, Leslie P, Crawford H, Matthews D and Gibson L. Gastrostomies in 
dementia: bad practice or bad evidence? Age Ageing 2010; 39: 282-284. 

 144.  Sampson EL, Candy B and Jones L. Enteral tube feeding for older people with 
advanced dementia. Cochrane Database Syst Rev 2009;  CD007209. 

 145.  Teno JM, Gozalo PL, Mitchell SL, et al. Does feeding tube insertion and its timing 
improve survival? J Am Geriatr Soc 2012; 60: 1918-1921. 

 146.  Amella EJ. Feeding and hydration issues for older adults with dementia. Nurs Clin 
North Am 2004; 39: 607-623. 

 147.  Hanson LC, Ersek M, Gilliam R and Carey TS. Oral feeding options for people with 
dementia: a systematic review. J Am Geriatr Soc 2011; 59: 463-472. 

 148.  Givens JL, Jones RN, Shaffer ML, Kiely DK and Mitchell SL. Survival and comfort 
after treatment of pneumonia in advanced dementia. Arch Intern Med 2010; 170: 
1102-1107. 

 149.  van der Steen JT, Pasman HR, Ribbe MW, Van der WG and Onwuteaka-Philipsen 
BD. Discomfort in dementia patients dying from pneumonia and its relief by 
antibiotics. Scand J Infect Dis 2009; 41: 143-151. 

 150.  van der Steen JT. Prolonged life and increased symptoms vs prolonged dying and 
increased comfort after antibiotic treatment in patients with dementia and pneumonia. 
Arch Intern Med 2011; 171: 93-94. 

 151.  Fabiszewski KJ, Volicer B and Volicer L. Effect of antibiotic treatment on outcome of 
fevers in institutionalized Alzheimer patients. JAMA 1990; 263: 3168-3172. 

 152.  Chibnall JT, Tait RC, Harman B and Luebbert RA. Effect of acetaminophen on 
behavior, well-being, and psychotropic medication use in nursing home residents with 
moderate-to-severe dementia. J Am Geriatr Soc 2005; 53: 1921-1929. 

 153.  Mitchell SL, Teno JM, Kiely DK, et al. The clinical course of advanced dementia. N 
Engl J Med 2009; 361: 1529-1538. 

 154.  Sachs GA, Shega JW and Cox-Hayley D. Barriers to excellent end-of-life care for 
patients with dementia. J Gen Intern Med 2004; 19: 1057-1063. 

 155.  Rosenberg PB and Lyketsos CG. Treating agitation in dementia. BMJ 2011; 343: 
d3913. 

 156.  Volicer L, Frijters DH and van der Steen JT. Relationship between symptoms of 
depression and agitation in nursing home residents with dementia. Int J Geriatr 
Psychiatry 2012; 27: 749-754. 

 157.  Baller M, Boorsma M, Frijters DH, van Marwijk HW, Nijpels G and van Hout HP. 
Depression in Dutch homes for the elderly: under-diagnosis in demented residents? Int 
J Geriatr Psychiatry 2010; 25: 712-718. 

 158.  Verkaik R, Nuyen J, Schellevis F and Francke A. The relationship between severity of 
Alzheimer's disease and prevalence of comorbid depressive symptoms and depression: 
a systematic review. Int J Geriatr Psychiatry 2007; 22: 1063-1086. 

 159.  Volicer L, van der Steen JT and Frijters DH. Underdiagnosis and undertreatment of 
depression in nursing home residents. European Geriatric Medicine 2011; 2: 332-337. 



 27

 160.  Burrows AB, Morris JN, Simon SE, Hirdes JP and Phillips C. Development of a 
minimum data set-based depression rating scale for use in nursing homes. Age Ageing 
2000; 29: 165-172. 

 161.  Olin JT, Katz IR, Meyers BS, Schneider LS and Lebowitz BD. Provisional diagnostic 
criteria for depression of Alzheimer disease: rationale and background. Am J Geriatr 
Psychiatry 2002; 10: 129-141. 

 162.  McAuliffe L, Nay R, O'Donnell M and Fetherstonhaugh D. Pain assessment in older 
people with dementia: literature review. J Adv Nurs 2009; 65: 2-10. 

 163.  van der Steen JT, Gijsberts MJ, Knol DL, Deliens L and Muller MT. Ratings of 
symptoms and comfort in dementia patients at the end of life: comparison of nurses 
and families. Palliat Med 2009; 23: 317-324. 

 164.  Hadjistavropoulos T, Herr K, Turk DC, et al. An interdisciplinary expert consensus 
statement on assessment of pain in older persons. Clin J Pain 2007; 23: S1-S43. 

 165.  Horgas AL, Elliott AF and Marsiske M. Pain assessment in persons with dementia: 
relationship between self-report and behavioral observation. J Am Geriatr Soc 2009; 
57: 126-132. 

 166.  Pautex S, Herrmann F, Le LP, Fabjan M, Michel JP and Gold G. Feasibility and 
reliability of four pain self-assessment scales and correlation with an observational 
rating scale in hospitalized elderly demented patients. J Gerontol A Biol Sci Med Sci 
2005; 60: 524-529. 

 167.  Herr K, Bjoro K and Decker S. Tools for assessment of pain in nonverbal older adults 
with dementia: a state-of-the-science review. J Pain Symptom Manage 2006; 31: 170-
192. 

 168.  Herr K, Bursch H, Ersek M, Miller LL and Swafford K. Use of pain-behavioral 
assessment tools in the nursing home: expert consensus recommendations for practice. 
J Gerontol Nurs 2010; 36: 18-29. 

 169.  Zwakhalen SM, Hamers JP and Berger MP. The psychometric quality and clinical 
usefulness of three pain assessment tools for elderly people with dementia. Pain 2006; 
126: 210-220. 

 170.  Zwakhalen SM, Hamers JP, bu-Saad HH and Berger MP. Pain in elderly people with 
severe dementia: a systematic review of behavioural pain assessment tools. BMC 
Geriatr 2006; 6: 3. 

 171.  Warden V, Hurley AC and Volicer L. Development and psychometric evaluation of 
the Pain Assessment in Advanced Dementia (PAINAD) scale. J Am Med Dir Assoc 
2003; 4: 9-15. 

 172.  Zwakhalen SM, van der Steen JT and Najim MD. Which Score Most Likely 
Represents Pain on the Observational PAINAD Pain Scale for Patients with 
Dementia? J Am Med Dir Assoc 2012; 13: 384-389. 

 173.  Fuchs-Lacelle S and Hadjistavropoulos T. Development and preliminary validation of 
the pain assessment checklist for seniors with limited ability to communicate 
(PACSLAC). Pain Manag Nurs 2004; 5: 37-49. 

 174.  Zwakhalen SM, Koopmans RT, Geels PJ, Berger MP and Hamers JP. The prevalence 
of pain in nursing home residents with dementia measured using an observational pain 
scale. Eur J Pain 2009; 13: 89-93. 

 175.  Wary B and Doloplus C. [Doloplus-2, a scale for pain measurement]. Soins Gerontol 
1999;  25-27. 

 176.  Hurley AC, Volicer BJ, Hanrahan PA, Houde S and Volicer L. Assessment of 
discomfort in advanced Alzheimer patients. Res Nurs Health 1992; 15: 369-377. 

 177.  Jordan A, Regnard C, O'Brien JT and Hughes JC. Pain and distress in advanced 
dementia: Choosing the right tools for the job. Palliat Med 2012; 26: 873-878. 



 28

 178.  Regnard C, Reynolds J, Watson B, Matthews D, Gibson L and Clarke C. 
Understanding distress in people with severe communication difficulties: developing 
and assessing the Disability Distress Assessment Tool (DisDAT). J Intellect Disabil 
Res 2007; 51: 277-292. 

 179.  Jordan AI, Regnard C and Hughes JC. Hidden pain or hidden evidence? J Pain 
Symptom Manage 2007; 33: 658-660. 

 180.  van der Steen JT. Ensuring continuous high-quality care for people with impaired 
cognition including dementia at the end of life. Palliat Med 2012; 26: 871-872. 

 181.  Campbell ML, Templin T and Walch J. A Respiratory Distress Observation Scale for 
patients unable to self-report dyspnea. J Palliat Med 2010; 13: 285-290. 

 182.  Conn D and Thorpe L. Assessment of behavioural and psychological symptoms 
associated with dementia. Can J Neurol Sci 2007; 34 Suppl 1: S67-S71. 

 183.  Jeon YH, Sansoni J, Low LF, et al. Recommended measures for the assessment of 
behavioral disturbances associated with dementia. Am J Geriatr Psychiatry 2011; 19: 
403-415. 

 184.  Morandi A, McCurley J, Vasilevskis EE, et al. Tools to detect delirium superimposed 
on dementia: a systematic review. J Am Geriatr Soc 2012; 60: 2005-2013. 

 185.  Steis MR, Evans L, Hirschman KB, et al. Screening for delirium using family 
caregivers: convergent validity of the Family Confusion Assessment Method and 
interviewer-rated Confusion Assessment Method. J Am Geriatr Soc 2012; 60: 2121-
2126. 

 186.  Jordan A, Hughes J, Pakresi M, Hepburn S and O'Brien JT. The utility of PAINAD in 
assessing pain in a UK population with severe dementia. Int J Geriatr Psychiatry 
2011; 26: 118-126. 

 187.  van der Steen JT, Ooms ME, Van der WG and Ribbe MW. Pneumonia: the demented 
patient's best friend? Discomfort after starting or withholding antibiotic treatment. J 
Am Geriatr Soc 2002; 50: 1681-1688. 

 188.  Black BS, Finucane T, Baker A, et al. Health problems and correlates of pain in 
nursing home residents with advanced dementia. Alzheimer Dis Assoc Disord 2006; 
20: 283-290. 

 189.  AGS Panel on Chronic Pain in Older Persons. The management of chronic pain in 
older persons: AGS Panel on Chronic Pain in Older Persons. American Geriatrics 
Society. J Am Geriatr Soc 2002; 50(6 Suppl): S205-S224. 

 190.  Alzheimer's Society (UK). Optimising treatment and care for people with behavioural 
and psychological symptoms of dementia A best practice guide for health and social 
care professionals. London: Alzheimer's Society (UK), 2011. 

 191.  Cohen-Mansfield J, Libin A and Marx MS. Nonpharmacological treatment of 
agitation: a controlled trial of systematic individualized intervention. J Gerontol A 
Biol Sci Med Sci 2007; 62: 908-916. 

 192.  Simard J and Volicer L. Effects of Namaste Care on residents who do not benefit from 
usual activities. Am J Alzheimers Dis Other Demen 2010; 25: 46-50. 

 193.  van Weert JC, van Dulmen AM, Spreeuwenberg PM, Ribbe MW and Bensing JM. 
Behavioral and mood effects of snoezelen integrated into 24-hour dementia care. J Am 
Geriatr Soc 2005; 53: 24-33. 

 194.  Verkaik R, van Weert JC and Francke AL. The effects of psychosocial methods on 
depressed, aggressive and apathetic behaviors of people with dementia: a systematic 
review. Int J Geriatr Psychiatry 2005; 20: 301-314. 

 195.  Vernooij-Dassen M, Vasse E, Zuidema S, Cohen-Mansfield J and Moyle W. 
Psychosocial interventions for dementia patients in long-term care. Int Psychogeriatr 
2010; 22: 1121-1128. 



 29

 196.  Chung JC, Lai CK, Chung PM and French HP. Snoezelen for dementia. Cochrane 
Database Syst Rev 2002; CD003152. New search for studies and content updated (no 
change to conclusions), published in Issue 1, 2009. 

 197.  Seitz DP, Brisbin S, Herrmann N, et al. Efficacy and feasibility of 
nonpharmacological interventions for neuropsychiatric symptoms of dementia in long 
term care: a systematic review. J Am Med Dir Assoc 2012; 13: 503-506. 

 198.  Viggo HN, Jorgensen T and Ortenblad L. Massage and touch for dementia. Cochrane 
Database Syst Rev 2006; CD004989. Edited (no change to conclusions), published in 
Issue 4, 2008. 

 199.  Vink AC, Birks JS, Bruinsma MS and Scholten RJ. Music therapy for people with 
dementia. Cochrane Database Syst Rev 2004; CD003477. New search for studies and 
content updated (no change to conclusions), published in Issue 3, 2011. 

 200.  Woods B, Spector A, Jones C, Orrell M and Davies S. Reminiscence therapy for 
dementia. Cochrane Database Syst Rev 2005; CD001120. Edited (no change to 
conclusions), published in Issue 1, 2009. 

 201.  Kovach CR, Weissman DE, Griffie J, Matson S and Muchka S. Assessment and 
treatment of discomfort for people with late-stage dementia. J Pain Symptom Manage 
1999; 18: 412-419. 

 202.  Chan R and Webster J. End-of-life care pathways for improving outcomes in caring 
for the dying. Cochrane Database Syst Rev 2010; CD008006. 

 203.  American Geriatrics Society Panel on Pharmacological Management of Persistent Pain 
in Older Persons. Pharmacological management of persistent pain in older persons. J 
Am Geriatr Soc 2009; 57: 1331-46. 

 204.  Pham B, Stern A, Chen W, et al. Preventing pressure ulcers in long-term care: a cost-
effectiveness analysis. Arch Intern Med 2011; 171: 1839-1847. 

 205.  Waldrop DP and Kirkendall AM. Comfort measures: a qualitative study of nursing 
home-based end-of-life care. J Palliat Med 2009; 12: 719-724. 

 206.  Head B. Palliative care for persons with dementia. Home Healthc Nurse 2003; 21: 53-
60. 

 207.  Gibson L, Hughes J, Jordan A, et al. The Power of Partnership: Palliative Care in 
Dementia. London: National Council for Palliative Care, 2009. 

 208.  Nelis SM, Clare L, Martyr A, et al. Awareness of social and emotional functioning in 
people with early-stage dementia and implications for carers. Aging Ment Health 
2011; 15: 961-969. 

 209.  Trevitt C and MacKinlay E. "I am just an ordinary person…"Spiritual reminiscence in 
older people with memory loss. Journal of Religion, Spirituality and Aging 2006; 16: 
79-91. 

 210.  Sampson EL, Gould V, Lee D and Blanchard MR. Differences in care received by 
patients with and without dementia who died during acute hospital admission: a 
retrospective case note study. Age Ageing 2006; 35: 187-189. 

 211.  Daaleman TP, Williams CS, Hamilton VL and Zimmerman S. Spiritual care at the end 
of life in long-term care. Med Care 2008; 46: 85-91. 

 212.  Buckwalter GL. Addressing the spiritual & religious needs of persons with profound 
memory loss. Home Healthc Nurse 2003; 21: 20-24. 

 213.  Gijsberts MJ, van der Steen JT, Muller MT, Echteld MA, Hertogh CMPM and Deliens 
L. Spiritual End-of-life care in nursing homes: An exploratory study among 
physicians. In: Congress program of the15th Congress of the International 
Psychogeriatric Association (IPA), the Hague, 2011, p.93. Abstract. A full paper is 
under review. 

 214.  Jewell A. Spirituality and Personhood in Dementia. London: Jessica Kingsley, 2011. 



 30

 215.  Ross L. Spiritual care in nursing: an overview of the research to date. J Clin Nurs 
2006; 15: 852-862. 

 216.  Kayser-Jones J, Schell E, Lyons W, Kris AE, Chan J and Beard RL. Factors that 
influence end-of-life care in nursing homes: the physical environment, inadequate 
staffing, and lack of supervision. Gerontologist 2003; 43 Spec No 2: 76-84. 

 217.  Holley CK and Mast BT. The impact of anticipatory grief on caregiver burden in 
dementia caregivers. Gerontologist 2009; 49: 388-396. 

 218.  Van Durme T, Macq J, Jeanmart C and Gobert M. Tools for measuring the impact of 
informal caregiving of the elderly: A literature review. Int J Nurs Stud 2012; 49: 490-
504. 

 219.  Hughes JC, Hope T, Savulescu J and Ziebland S. Carers, ethics and dementia: a 
survey and review of the literature. Int J Geriatr Psychiatry 2002; 17: 35-40. 

 220.  Parker D, Mills S and Abbey J. Effectiveness of interventions that assist caregivers to 
support people with dementia living in the community: a systematic review. Int J Evid 
Based Healthc 2008; 6: 137-172. 

 221.  Yin T, Zhou Q and Bashford C. Burden on family members: caring for frail elderly: a 
meta-analysis of interventions. Nurs Res 2002; 51: 199-208. 

 222.  Jeon YH, Brodaty H and Chesterson J. Respite care for caregivers and people with 
severe mental illness: literature review. J Adv Nurs 2005; 49: 297-306. 

 223.  Lee H and Cameron M. Respite care for people with dementia and their carers. 
Cochrane Database Syst Rev 2004;  CD004396. 

 224.  Moyle W, Edwards H and Clinton M. Living with loss: dementia and the family 
caregiver. Aust J Adv Nurs 2002; 19: 25-31. 

 225.  Shield RR, Wetle T, Teno J, Miller SC and Welch LC. Vigilant at the end of life: 
family advocacy in the nursing home. J Palliat Med 2010; 13: 573-579. 

 226.  Fried TR, Redding CA, Robbins ML, Paiva A, O'Leary JR and Iannone L. Stages of 
change for the component behaviors of advance care planning. J Am Geriatr Soc 
2010; 58: 2329-2336. 

 227.  Wald C, Fahy M, Walker Z and Livingston G. What to tell dementia caregivers--the 
rule of threes. Int J Geriatr Psychiatry 2003; 18: 313-317. 

 228.  Alzheimer's Association - Greater Illinois Chapter. Encouraging comfort care - A 
guide for families of people with dementia living in care facilities. Chicago: 
Alzheimer's Association, 2010. 

 229.  Arcand M and Caron C. Comfort care at the end of life for persons with Alzheimer's 
disease or other degenerative diseases of the brain. Sherbrooke, Canada: Centre de 
Sante et de Services Sociaux - Institut Uiversitair de Geriatrie de Sherbrooke, 2005. 

 230.  Hennings J, Froggatt K and Keady J. Approaching the end of life and dying with 
dementia in care homes: the accounts of family caregivers. Reviews in Clinical 
Gerontology 2010; 20: 114-27. 

 231.  Livingston G, Leavey G, Manela M, et al. Making decisions for people with dementia 
who lack capacity: qualitative study of family carers in UK. BMJ 2010; 341: c4184. 

 232.  Palliative Care Dementia Interface: EnhancingCommunity Capacity Project. Dementia 
- Information for Families, Carers, and Friends of People with Severe and End Stage 
Dementia. Sydney, Australia: University of Western Sydney, 2007. 

 233.  van der Steen JT, Arcand M, Toscani F, et al. A Family Booklet about Comfort Care 
in Advanced Dementia: Three-Country Evaluation. J Am Med Dir Assoc 2012; 13: 
368-375. 

 234.  Volandes AE, Ferguson LA, Davis AD, et al. Assessing end-of-life preferences for 
advanced dementia in rural patients using an educational video: a randomized 
controlled trial. J Palliat Med 2011; 14: 169-177. 



 31

 235.  World Health Organization. WHO. Palliative Care for Older People: Better Practices. 
Copenhagen: World Health Organization, 2011. 

 236.  Maas ML, Reed D, Park M, et al. Outcomes of family involvement in care 
intervention for caregivers of individuals with dementia. Nurs Res 2004; 53: 76-86. 

 237.  Port CL, Zimmerman S, Williams CS, Dobbs D, Preisser JS and Williams SW. 
Families filling the gap: comparing family involvement for assisted living and nursing 
home residents with dementia. Gerontologist 2005; 45 Spec No 1: 87-95. 

 238.  Shield RR, Wetle T, Teno J, Miller SC and Welch L. Physicians "missing in action": 
family perspectives on physician and staffing problems in end-of-life care in the 
nursing home. J Am Geriatr Soc 2005; 53: 1651-1657. 

 239.  Tornatore JB and Grant LA. Family caregiver satisfaction with the nursing home after 
placement of a relative with dementia. J Gerontol B Psychol Sci Soc Sci 2004; 59: 
S80-S88. 

 240.  Grabowski DC and Mitchell SL. Family oversight and the quality of nursing home 
care for residents with advanced dementia. Med Care 2009; 47: 568-574. 

 241.  Ducharme FC, Levesque LL, Lachance LM, et al. "Learning to become a family 
caregiver" efficacy of an intervention program for caregivers following diagnosis of 
dementia in a relative. Gerontologist 2011; 51: 484-494. 

 242.  Hirschman KB, Kapo JM and Karlawish JH. Why doesn't a family member of a 
person with advanced dementia use a substituted judgment when making a decision 
for that person? Am J Geriatr Psychiatry 2006; 14: 659-667. 

 243.  Reamy AM, Kim K, Zarit SH and Whitlatch CJ. Understanding discrepancy in 
perceptions of values: individuals with mild to moderate dementia and their family 
caregivers. Gerontologist 2011; 51: 473-483. 

 244.  Vig EK, Taylor JS, Starks H, Hopley EK and Fryer-Edwards K. Beyond substituted 
judgment: How surrogates navigate end-of-life decision-making. J Am Geriatr Soc 
2006; 54: 1688-1693. 

 245.  Chan D, Livingston G, Jones L and Sampson EL. Grief reactions in dementia carers: a 
systematic review. Int J Geriatr Psychiatry 2013; 28: 1-17. 

 246.  Ott CH, Sanders S and Kelber ST. Grief and personal growth experience of spouses 
and adult-child caregivers of individuals with Alzheimer's disease and related 
dementias. Gerontologist 2007; 47: 798-809. 

 247.  Givens JL, Prigerson HG, Kiely DK, Shaffer ML and Mitchell SL. Grief among 
family members of nursing home residents with advanced dementia. Am J Geriatr 
Psychiatry 2011; 19: 543-550. 

 248.  Kiely DK, Prigerson H and Mitchell SL. Health care proxy grief symptoms before the 
death of nursing home residents with advanced dementia. Am J Geriatr Psychiatry 
2008; 16: 664-673. 

 249.  Hudson P, Remedios C, Zordan R, et al. Guidelines for the psychosocial and 
bereavement support of family caregivers of palliative care patients. J Palliat Med 
2012; 15: 696-702. 

 250.  Schulz R, Boerner K, Shear K, Zhang S and Gitlin LN. Predictors of complicated grief 
among dementia caregivers: a prospective study of bereavement. Am J Geriatr 
Psychiatry 2006; 14: 650-658. 

 251.  Froggatt KA. Palliative care and nursing homes: where next? Palliat Med 2001; 15: 
42-48. 

 252.  Hockley J, Watson J, Oxenham D and Murray SA. The integrated implementation of 
two end-of-life care tools in nursing care homes in the UK: an in-depth evaluation. 
Palliat Med 2010; 24: 828-838. 



 32
 Supplement to the white paper published on Palliative Medicine 2013; 0(0) 1-13, http://pmj.sagepub.com/content/28/3/197.full.pdf+html 

 253.  Kovach CR, Logan BR, Joosse LL and Noonan PE. Failure to identify behavioral 
symptoms of people with dementia and the need for follow-up physical assessment. 
Res Gerontol Nurs 2012; 5: 89-93. 

 254.  Zheng NT and Temkin-Greener H. End-of-life care in nursing homes: the importance 
of CNA staff communication. J Am Med Dir Assoc 2010; 11: 494-499. 

 255.  European Union. Charter Of Fundamental Rights of The European Union 
(2000/C364/01). Official Journal of the European Communities 2000;  C 364-1-C 
364/22. 

 256.  United Nations. The Universal Declaration of Human Rights. 1948. 
 257.  Houttekier D, Cohen J, Bilsen J, ddington-Hall J, Onwuteaka-Philipsen BD and 

Deliens L. Place of death of older persons with dementia. A study in five European 
countries. J Am Geriatr Soc 2010; 58: 751-756. 

 258.  van der Steen JT, Helton MR, Sloane PD and Ribbe M. Palliative care in institutional 
long-term care settings. In: Cohen J, Deliens L (eds). A Public Health Perspective on 
End of Life Care.New York: Oxford University Press, 2012. pp. 122-134. 

 259.  Lehning AJ and Austin MJ. Long-term care in the United States: policy themes and 
promising practices. J Gerontol Soc Work 2010; 53: 43-63. 

 260.  Bostick JE, Rantz MJ, Flesner MK and Riggs CJ. Systematic review of studies of 
staffing and quality in nursing homes. J Am Med Dir Assoc 2006; 7: 366-376. 

 261.  Castle NG, Engberg J and Men A. Nursing home staff turnover: impact on nursing 
home compare quality measures. Gerontologist 2007; 47: 650-661. 

 262.  Hyer K, Thomas KS, Branch LG, Harman JS, Johnson CE and Weech-Maldonado R. 
The influence of nurse staffing levels on quality of care in nursing homes. 
Gerontologist 2011; 51: 610-616. 

 263.  UK Central Office of Information (COI). End of Life Care Strategy - promoting high 
quality care for all adults at the end of life. London: UK Department of Health, 2008. 

 264.  UK Central Office of Information (COI). Living well with dementia: a national 
dementia strategy. London: UK Department of Health, 2009. 

 265.  Australian Government National Health and Medical Research Council. 'Guidelines 
for a Palliative Approach in Residential Aged Care'. 
http://www.health.gov.au/internet/main/publishing.nsf/Content/palliativecare-pubs-
workf-guide.htm, 
http://www.health.gov.au/internet/main/publishing.nsf/Content/palliativecare-pubs-
workf-guide.htm (2006) 

 
 
 


