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FPCS	 Family Perceptions of Care Scale
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�Introduction

Determining when an individual with dementia has entered the end-of-life stage is 
often difficult as a gradual decline in health and frailty are generally part of the 
disease trajectory. It is not uncommon for the advanced stage of dementia to last 
several years. A recently developed model using indicators of survival probability: 
higher age, male, increased comorbidity burden, lower cognitive function at diagno-
sis and non-Alzheimer dementia (e.g. frontotemporal dementia or Lewy body 
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dementia) can provide physicians and others with an estimation of life expec-
tancy [1].

Good quality care for patients with dementia is chiefly defined as person-centred 
care designed to relieve biomedical and physical symptoms, but that also takes psy-
chological, social and spiritual issues in to consideration:

Person-centred care should not only be directed at compensating for what people with 
dementia cannot do, but also at facilitating their interests, pleasure and use of their capaci-
ties. Thus, as research progresses beyond caregiving to embrace the wider concepts out-
lined by Kitwood, person-centred care may become a facilitator for people with dementia 
to live life as fully as possible, whether they are supported in the own home or in a care 
home. [2]

The relative importance of these aspects of care will vary across time as well as 
between patients, changing in keeping with the individual’s experience of dementia. 
Although physical concerns and treatments may be given more attention at the time 
of diagnosis and in the terminal phase, it is important to focus on them in all phases 
of the disease, keeping in mind that expressing discomfort in stages that are not end 
of life can be equally challenging. The inclination is to view challenging behaviour 
as a medical problem to address with medication. Behavioural and psychosocial 
symptoms of dementia (BPSD), including challenging behaviour, however, require a 
person-centred diagnostic approach that incorporates the biomedical domain. 
Conclusions on the underlying causes should only be made based if the evidence 
supports them or if arguments can be made that the behaviour is caused by a specific 
underlying cause. This type of approach may limit the risk of medicalisation and of 
overlooking serious but treatable medical causes [3]. The social aspects of dementia 
care primarily concern the people with dementia themselves and involve their capac-
ity to meet their potential and fulfil their obligations; their ability to manage life with 
some degree of independence; and participation in social activities [4]. Social aspects 
also comprise supporting family caregivers, keeping them informed, ensuring their 
participation in advance care planning (ACP) and offering support as they gradually 
lose their loved, an aspect that remains important throughout the disease trajectory. 
Studies show that a good match between care providers and families in need of sup-
port leads to better quality of care [5]. At the time of diagnosis spiritual concerns may 
arise as an existential crisis, while at the end of life the need for reconciliation and 
being at peace with the life they lived may develop, making spiritual and religious 
support increasingly important as death becomes imminent [3].

Where people die when they have dementia differs greatly between countries. A 
study of five European countries showed that a majority of people with dementia 
died in long-term care facilities, ranging from 50.2% in Wales to 92.3% in the 
Netherlands, 89.4% of whom died in a specialised nursing home and 10.6% in a 
general care home for older adults. More people with dementia died in hospital in 
the United Kingdom (England 36.0%; Wales 46.3%; Scotland 33.9%) and Belgium 
(22.7%) than in the Netherlands (2.8%). In Belgium 11.4% died at home, while 5% 
or less did so in the other countries. Less than 1% died in a hospice [6]. A 2014 
study performed in 14 European and non-European countries reported that death in 
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long-term care facilities was highest in the Netherlands (93.1%) and lowest in Korea 
(5.5%). There were no deaths in long-term care reported in Hungary and Mexico. 
Death in hospital was highest in Korea (73.0%) and lowest in the Netherlands 
(3.8%). Dying at home with dementia was highest in Mexico (69.3%), and lowest 
in Canada (3.4%), while death with dementia in a hospice setting was highest in the 
USA (2.9%) [7]. The disease trajectory varies depending on comorbidities, type of 
dementia and other factors [8]. Often, dementia follows a pattern of decline, leading 
to frailty and severe disabilities in the last years of life, with a substantial deteriora-
tion in function (e.g. increased ADL dependency) in the last months of life. 
Concurrent illnesses may accelerate the decline but generally patients suffer a 
steady “prolonged dwindling” [9]. Some patients, however, will not live to advanced 
stages and may die with mild dementia.

As the disease progresses, the prioritisation of care goals may change. Three care 
goals stand out when health declines, also in dementia: prolonging life, maintaining 
function and maximising comfort [10]. At the end of life, when the first two goals 
are no longer relevant, comfort care is the best option. Figure 17.1, which depicts 
how care goals and priorities change during the various stages of dementia, illus-
trates how some care goals may apply simultaneously but are of varying relevance 
depending on the stage of dementia. For example, with moderate dementia the three 
goals may apply simultaneously, though maintenance of function and maximisation 
of comfort can be prioritised over prolongation of life. In end-of-life care, 
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Fig. 17.1  Dementia progression and suggested prioritisation of care goals (Source: van der Steen 
et al. [9]). An evaluation of palliative care contents in national dementia strategies in reference to 
the European Association for Palliative Care white paper; First published online 13 February 2015. 
Miharu Nakanishi, Taeko Nakashima, Yumi Shindo, Yuki Miyamoto, Dianne Gove, Lukas 
Radbruch, and Jenny T. van der Steen. International Psychogeriatrics (2015), 27:9, 1551–1561 C 
[1] International Psychogeriatric Association 2015. doi:10.1017/S1041610215000150
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maximisation of comfort is the most appropriate care goal. Comfort care does not 
aim to hasten death or to prolong life, which means it does not preclude treating 
health issue such as infections with antibiotics, as this may be the best way to 
resolve burdensome symptoms. This type of goal-oriented approach may simplify 
ACP discussions and the process of shared decision making for professionals, fam-
ily caregivers and patients [9].

�Domains of Good End-of-Life Care in Dementia

Concordant with major studies and publications, the following domains of end of-
life care in dementia are currently being promoted: (1) optimal treatment of physi-
cal symptoms, providing comfort, avoiding burdensome or futile treatment, (2) 
optimal treatment of challenging behaviour BPSD, (3) social support, family sup-
port and involvement in care, (4) spiritual support and (5) ACP and shared decision 
making [3, 9].

	1.	 Optimal treatment of physical symptoms, providing comfort and avoiding bur-
densome or futile treatment
Pain and shortness of breath frequently occur in patients with dementia at the end 
of life [8], with a prevalence that is about as frequent as in other diseases, such 
as cancer, acquired immunodeficiency syndrome, chronic obstructive pulmonary 
disease, heart disease and renal disease [11]. For instance, two studies show that 
pain occurs 12–76% of the time in people with dementia, and in 35–96% in can-
cer patients. Shortness of breath is reported in dementia in 8–80% of the time, in 
cancer 12–79%. A study on symptom prevalence and prescribed treatment in 
nursing home residents with dementia, and their association with quality of life 
in the last week of life, showed that pain was the most common symptom (52%), 
followed by agitation (35%) and shortness of breath (35%). Pain and shortness 
of breath were mostly treated with opioids and agitation mainly with anxiolytics. 
On the day of death, 77% received opioids and 21% received palliative sedation. 
Pain and agitation were associated with lower quality of life [1]. Since shortness 
of breath may be an alarming symptom, it may attract more attention from care-
givers and be treated early, contributing to better quality of dying [12]. Death 
from respiratory infection was associated with the largest symptom burden, and 
studies have reported undertreatment of symptoms, specifically treatment of pain 
and shortness of breath with opioids, possibly due to concerns about undesirable 
side effects, such as delirium [1, 9].

Symptomatic treatment trends, such as symptom relief in patients with 
dementia with pneumonia, for example, with antipyretics are becoming more 
common, providing more comfort for the patient [9]. Other reported conditions 
are aspiration and pressure ulcers, especially in nursing home residents. Although 
undertreatment of symptoms is reported to be a concern, overtreatment with bur-
densome interventions is also a concern, and a supportive or palliative approach 
may be more applicable than hospital admission in older people with dementia 
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[13]. Tube feeding and antibiotics are an example of areas where under- or over-
treatment occur. Using antibiotics in severe dementia at end of life is a complex 
choice, as they may prolong life but often only for days, which is why complex 
treatment decisions should take into account that death may be delayed death but 
the dying process prolonged [14]. A prognostic model that includes gender, 
respiratory rate, respiratory difficulty, pulse rate, decreased alertness, fluid 
intake, eating dependency and pressure sores as variables has been developed 
and tested to support physicians in predicting the mortality risk in nursing home 
residents. The model allows physicians to substantiate the initiation of palliative 
care when applicable [15]. In several countries, patients with dementia are sent 
to the emergency department or hospitalised shortly before death, and some-
times even admitted to an intensive care unit [16]. In this prospective study, 
within 1.5 years, more than half of the residents had infectious episodes, and 
86% had eating problems. Survival was poor after the onset of these complica-
tions. Families and caregivers must be told that the underlying cause of death 
will be a major illness, in this case dementia, and that using potentially burden-
some interventions of unclear benefit, such as tube feeding and hospitalisation, 
in nursing home residents with advanced dementia nearing the end of life is not 
recommended. In Israel, a quarter of all resources in medical wards are used on 
patients with dementia in the last stage of disease, and shared decision making 
and ACP may prevent burdensome interventions and hospitalisations [17]. 
Shared decision making and ACP may also prevent the use of medication that is 
no longer useful, which is unfortunately still a widespread practice in many 
countries [18].

	2.	 Optimal treatment of challenging behaviour and BPSD
Agitation, which also frequently occurs in patients with dementia at the end of 
life, is less often assessed in studies on the last phase of life but may be as com-
mon as pain and shortness of breath [8]. Agitation may be related to other prob-
lems, such as cognitive impairment, depression or pain. A study showed that 
comprehensive training in behavioural management, where pain medication is 
the first consideration, resulted in less observed pain [19], improved behaviour 
and reduced use of psychotropic medication [20]. Other BPSD, including behav-
iour that may be problematic for the patient, such as apathy, are another impor-
tant aspect of dementia [9]. A multidisciplinary palliative approach may be 
helpful in anticipating, assessing and managing problems. With challenging 
behaviour, integrating specific expertise from geriatrics and dementia care spe-
cialists is recommended, just as (clinical) psychology can play a significant role. 
Evidence shows that a stepwise approach with a combination of medical and 
psychosocial interventions is most useful [19, 21].

	3.	 Social support, family support and involvement in care
An example of family support is providing social support when relatives suffer 
from caregiver burden and perhaps struggle to combine caring with their other 
obligations. They may also need support with the institutionalisation of the 
patient, when a major decline in health occurs and death is near. Families may 
need education regarding the progressive course of the dementia and (palliative 
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care) treatment options. This should be a continuous process addressing specific 
needs in different stages that is based on an assessment of how receptive the fam-
ily is to learn more. Families need support in their new role as (future) proxy 
decision maker. They may also need education and support in dealing with 
patient’s challenging behaviours [9].

Family involvement should be encouraged as many families wish to be 
involved in care, even when the patient is admitted to a long-term care home. 
Professional caregivers should have an understanding of family needs related to 
suffering from chronic or prolonged grief through the various stages, and with 
evident decline. In addition, bereavement support should be offered. Following 
the death of the patient, family members should be allowed adequate time to 
adjust after often a prolonged period of caring for the patient. Taking care of the 
body of their deceased loved one may be a first step in this process [9]. Some 
interesting and promising interventions have been developed, such as Reclaiming 
Yourself, a structured writing tool for bereaved spouses of people with dementia 
that captures the overall bereavement experience, describing the need for both 
continuity and growth as the spouses renegotiate life and their identity after the 
end of caregiving and the death of their loved one. The tool guides and encour-
ages reflection on these themes: experiences as a caregiver, navigating regrets, 
changes in oneself, personal strength and support networks [22].

	4.	 Spiritual support
A consensus definition of spirituality is: “the dynamic dimension of human life 
that relates to the way persons (individual and community) experience, express 
and/or seek meaning, purpose and transcendence, and the way they connect to 
the moment, to self, to others, to nature, to the significant and/or the sacred” [23]. 
Although this appears to be a rather abstract concept in the context of patients 
with severe dementia at the end of their lives, it may still be particularly impor-
tant for their well-being.

A variety of interventions can support patients with dementia in terms of their 
spiritual well-being. For example, spiritual caregiving in dementia should as a 
minimum include an assessment of religious affiliation and involvement, sources 
of support and spiritual well-being. Patients and their families can provide this 
information upon admittance to a nursing home, e.g. in the form of a biography 
(life story) that includes meaningful events and encounters, positive and nega-
tive, and sources of support (e.g. people, but also religious or spiritual support). 
A concrete example is life story work, which is intended to underpin person-
centred care in dementia [24]. If the patient is in spiritual distress, referral to 
experienced spiritual counsellors, psychologists or social workers working in 
nursing homes may be appropriate when available [9, 25]. Conversations and 
possibly rituals with such professionals may be beneficial not only to the patient 
and their loved ones but provide essential information that may also be support-
ive to families and professionals.

Paying attention to familiar religious rituals, artefacts and symbols may give 
people a deep sense of connection with the significance of their religion. Singing 
hymns or religious songs, praying, reading the Bible, Koran, Tora or other reli-
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gious books, holding a rosary or other holy artefact, looking at a statue of Buddha 
or the Virgin Mary, may provide a meaningful connection not based on overt 
cognition [9].

Our connectedness to and knowing of ourselves is expressed and constituted 
through the narrative of our lives. Our selves are held within a web of narratives, 
which is why it is important to facilitate people with dementia in sharing their 
life narratives, to co-construct their life stories with their loved ones [26]. By 
inviting nursing home residents with dementia to tell their life stories, or even 
early memories, they are invited to make sense of themselves and of their place 
in the world. This may support their self-worth, reduce anxiety, improve their 
mood and boost the way they feel. Through spiritual reminiscence, the personal 
narrative and the importance of spirituality may be explored, even in severe 
dementia. Mackinlay and Trevitt developed a practical guide that teaches care-
givers how to facilitate engaging and stimulating spiritual reminiscence sessions 
with older people, particularly people with dementia. The guide provides a set of 
questions and discussion topics for a 6-week group programme that contains 
step-by-step strategies to prompt discussions on grief, guilt, fears, regrets, joys 
and issues concerning death and dying, giving meaning, hope and perspective to 
the experiences and feelings of people living with dementia [27].

	5.	 ACP and shared decision making
ACP and shared decision making may help in providing person-centred care that 
maximises comfort for patient and families at the end of life [28]. ACP may be 
defined as: “a continuous, dynamic process of reflection and dialogue between 
an individual, those close to them and their healthcare professionals, concerning 
the individual’s preferences and values concerning future treatment and care, 
including end-of-life care” [29]. Despite recognition of the importance of ACP, 
it still happens infrequently. Within the ACP process, a three-step systematic 
approach to shared decision making may be helpful in supporting decisions on 
treatment choices. In step one, all relevant information can be shared with 
patients and their families; second, treatment options can be described to aid 
them in the process of deliberating treatment choices; and in the last step, patients 
and their families can be given help to explore their preferences and make deci-
sions [30]. The literature identifies these key triggers for ACP conversations: 
admission to a nursing home, initiation of palliative care, deterioration of the 
condition or upon request. Specifically, for dementia, key moments might be the 
period around diagnosis, while discussing the overall general care plan and/or 
when changes occur in health status, place of residence or financial situation 
[29]. As dementia progresses, cognitive activity and abstract thinking may 
become more and more difficult. This does not preclude ACP but does make 
discussing it more difficult, especially at the end of life. Consequently, it is 
important to adjust the communication style and content to suit the individual’s 
current level, just as it is best to hold ACP conversations on several occasions 
over a period of time. In addition, healthcare professionals should include sig-
nificant people in the patient’s life in ACP and people with the ability to be 
involved in ACP conversations and to become surrogate decision makers [29]. In 
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nursing homes, ACP was found to positively influence the quality of care and 
provide greater harmony between residents at the end of lives, their loved ones 
and continuity of care. Similar interventions in the outside community improved 
the quality of life for patients but did not influence the level of compliance 
between patient wishes and the care provided [31].

�The Use of Measurement Instruments in End-of-Life 
Dementia Care

People with end-stage dementia often have difficulty expressing their level of com-
fort verbally, and since comfort care is the primary care goal, validated measure-
ment instruments can aid in monitoring and providing optimal care. The End-of-Life 
in Dementia-Satisfaction with Care and the Family Perceptions of Care Scale, 
which are the most valid and reliable for measuring quality of care, are administered 
by family members in the last month of life and validated in nursing home/long-
term care populations. The End-of-Life in Dementia-Comfort Assessment in Dying 
and Mini-Suffering State Examination are valuable for measuring quality of dying 
[32, 33].

Developed internationally, validated in a population of people with dementia and 
administered by nurses, the Pain Assessment in Cognitive Impairment scale [34, 35] 
specifically assesses pain in dementia, and its use in practice is promising [36]. A 
short training in using the instrument’s facial descriptor items is required.

As physician communication with family caregivers is essential at the end of life, 
the Family Perception of Physician-Family caregiver Communication instrument 
can be of importance in assessing family perceptions of communication between 
physicians and family caregivers [37]. To evaluate the knowledge of the staff on 
palliative care, the Palliative Care Survey is also a useful tool [38]. Finally, the func-
tional assessment of chronic illness therapy—spiritual well-being scale, which is 
self-administered by patients and validated in nursing home residents with and 
without dementia, is valuable for assessing spiritual aspects in patients with demen-
tia [39].

In summary, an increasing amount of scientific evidence supports the use of mea-
suring instruments in end-of-life care in dementia (Table 17.1).

�Conclusion

In end-of-life care for patients with advanced dementia, person-centred care is pre-
ferred that focuses on biomedical, psychological, social and spiritual concerns. 
Comfort care is the most appropriate care goal. Important domains in good end-of-
life care in dementia are: physical symptoms (most frequently pain and shortness of 
breath). Psychological concerns may be overlooked or medicalised. Agitation, a 
neuro-psychiatric symptom that often occurs at the end of life in dementia, may be 
related to other issues. A stepwise approach that contains a combination of medical 
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and psychological interventions appears to be the most useful for these symptoms. 
In the social domain, family support, family education, family involvement in care-
giving and bereavement support are cornerstones of good patient-centred care. 
Spiritual support should at least involve an assessment of religious affiliation and 
involvement, but also focus on familiar religious rituals, artefacts and symbols, in 
addition to the life narrative of the patient, using spiritual reminiscence to explore 
this, also in severe dementia. ACP and the three-step systematic approach of shared 
decision making may be supportive in providing person-centred care that makes the 
patient at the end of life and their families as comfortable as possible. The use of 
measurement instruments is helpful in end-of-life care for patients with dementia 
who often have difficulty verbally expressing their level of comfort for in the end 
stage of the disease. Validated and reliable instruments are available to assess qual-
ity of care and dying, pain and spirituality, physician communication with family 
caregivers and staff knowledge on palliative care to help achieve the aim of good 
comfort care that is person-centred.
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