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Objective: Interest in the concept of palliative care is increasing in patients with advanced dementia; however, the effects of palliative care on the
natural course of the disease remain unknown. Therefore, this study aimed to present the 1-year experience of an institutional palliative care unit
for patients with dementia.

Materials and Methods: This is a retrospective cross-sectional before-after archive study, which included 35 patients who received palliative care
for at least 6 months in the Palliative Care Unit of the Dementia-Alzheimer Disabled Care Center, operated by the Turkish Alzheimer Association's
Mersin Branch. Patient data during the palliative care unit admission and the end of 6 months of care were compared.

Results: The mean age of 35 patients (14 females and 21 males) was 80.00+8.47 years. The average length of stay in the palliative care unit was
10.03+2.13 months. Patient weights increased with palliative care (p<0.001). Patients with pain experienced a decrease in their pain levels (p=0.014).
Pressure ulcers in 10 (28.57%) patients during admission had improved pressure sore stage and pressure ulcer healing scale (p=0.007 and p=0.005,
respectively). No new pressure ulcers occurred in any patient. There was a decrease in patients with behavioral symptoms, and no patients developed
new behavioral symptoms and/or sleep disorders.

Conclusion: Our results indicate that the quality of life of patients who received multidisciplinary care in an institutional palliative care unit
improved.
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Palliative care (PC) is an approach focused on improving the
quality of life of patients and their relatives who struggle
with progressive and incurable diseases. In palliative care units
(PCU), efforts are made to eliminate discomfort symptoms and
integrate the psychological and spiritual aspects of care (9).

Introduction

One of the most critical health problems in aging societies is
dementia, a substantial cause of disability in the elderly. The
number of people affected by dementia in the world nearly

doubles every twenty years (1-3). Dementia is irreversible
and shows a progressive process (4). Regardless of the type of
dementia, almost all clinical features are similar in the advanced
stage of the disease, and the patient cannot perform even
basic daily life activities (5,6). The rate of being placed to care
institutions increases parallel with the degree of dependence of
the patients (7,8).

Patients with advanced dementia have many symptoms that
cause serious distress for patients and their caregivers. The main
symptoms are nutritional problems, weight loss, pain, movement
limitations, pressure sores, recurrent infections, sleep problems,
and behavioral disorders (10,11).

Most of the PC studies in the world and Turkey have been
carried out in general PC centers and often with cancer patients.
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However, the PC process in advanced-stage dementia patients is
different from the PC process in cancer patients in many aspects.
Life expectancy in advanced dementia patients is longer than in
terminal stage cancer patients. The rate of functional decline in
dementia patients may not always be predictable. Furthermore,
cognitive impairments make it more challenging to assess
patient symptoms. In patients with advanced dementia, there
is even a further increase in the frequency of behavioral
and psychological symptoms related to dementia (12-14).
Additionally, managing behavioral and psychological symptoms
requires a separate perspective and training.

Established within the Dementia-Alzheimer Disabled Care Center
of the Mersin Branch of the Turkish Alzheimer's Association,
the PCU is the first and only PCU in Turkey that serves only
dementia patients. We do not yet have clear information about
the direction and extent of the effect of PC on the natural
course of the disease in patients with advanced dementia.
This study aimed to examine the clinical characteristics of
patients followed up in an institutional PCU where all patients
are diagnosed with dementia and present the unit's one-year
experiences.

Materials and Methods

A retrospective before-after cross-sectional study was
conducted in a single center. Thirty-five dementia patients who
stayed for 6 months or longer in the PCU at the Dementia-
Alzheimer Disabled Care Center of the Turkish Alzheimer
Association's Mersin Branch between 21.9.2019 and 21.9.2020
were included. Patients who stayed in the PCU for less than 6
months and who received PC outside of the determined study
dates were excluded from the study.

Before starting the research, permission was obtained from
the Turkish Alzheimer Association's Mersin Branch Dementia-
Alzheimer Disabled Care Center, and ethics committee approval
was taken from Mersin University Ethics Committee. The
guardians of the patients were informed about the research,
and their voluntary consent was obtained.

Admission criteria to the PCU have been established by the
institution itself: 1- Being constantly in need of invasive or
non-invasive mechanical ventilation support, 2- Continuous
need for parenteral nutrition/hydration, 3- Being fully bed-
bound and immobile, and 4- Having moderate or severe pain
despite medical treatment. A patient who meets one or more of
these criteria can be followed up in this PCU.

Data recorded in the files of the patients were used in our study.
Evaluations of the patients during their admission to the PCU
were recorded as the "first assessment". After staying in the PCU
for at least 6 months, the health records closest to the death
date or the date of the completion of the study were accepted
as the "last assessment". Patient information was collected with
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a data collection form prepared by the researchers. Recorded
were age, sex, place of stay before the PCU, the duration of
stay in the PCU, the disability rate, presence of chronic diseases,
drugs used, the reason for leaving the PCU, the Barthel daily
living activities index, and the Norton risk assessment scale at
the admission to the PCU. In addition, the presence of pressure
ulcers, pressure ulcer stage, pressure ulcer scale for healing, oral
care, presence of pain, pain severity, analgesic medication use,
nutrition, geriatric nutritional risk index (GNRI), height, weight,
and neuropsychiatric parameters (communication, behavioral
symptoms, sleep) were recorded at the time of admission to the
PCU and the closest date to 21.09.2020, the date of stopping
data collection.

The disability rate

The public institution that implements the social security
systems that Turkish citizens benefit from is called the Social
Insurance Agency. Disability rates were determined by the Social
Insurance Agency using the Balthazard Calculation Program
(15). The Balthazard Calculation Program is used to calculate
the degree of disability of people with more than one disability.

Charlson comorbidity index (CCI)

The CCI quantifies comorbidities, thus allowing to assess the
impact of comorbidities on prognosis. In this study, the CCI was
calculated to measure the comorbidity burden (16).

Activities of daily living

The daily living activity levels of the patients were measured
with the Barthel activities of daily living index (17,18). The score
of this index varies between 0-100. As the score increases, the
degree of dependence of the patient decreases. In this index;
0-20 points are considered fully dependent, 21-61 points severely
dependent, 62-90 points moderately dependent, 91-99 points
mildly dependent, and 100 points completely independent.

Pressure ulcer

Norton risk assessment scale was used to determine the risk of
pressure ulcers (19). The classification developed by the National
Pressure Ulcer Advisory Panel in 2009 was used to determine the
stage of the ulcers (20). In patients with more than one pressure
ulcer, ulcers with the most advanced stage were recorded.
Wound healing was monitored by the pressure ulcer scale for
healing (21). The scale considers the area of the wound, the
amount of exudate, and the GNRI tissue type. The lowest and
highest possible scores are 0 and 17. A high score indicates the
severity of the wound. The scale was applied once a week to
monitor the evidence of wound healing.

Pain

Pain intensity was determined using the Pain Assessment
in Advanced Dementia Scale, PAINAD (22,23). The patient's
breathing pattern, voices produced, facial expression, body
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language, and the need to be calmed are scored on this scale.
The patient can get a score between 0 and 10. Scores between
1-3 are categorized as mild, between 4-6 as moderate, and
between 7-10 as severe.

Nutritional risk assessment

GNRI is a scale used to determine the risk of malnutrition-
related morbidity and mortality in acute, subacute, and/or
long-term follow-up in hospitalized/nursing home patients (24).
GNRI is calculated using the following formula: [1.89 x albumin
(g/U] + [41.7x (weight (kg)/ideal weight according to Lorent
(W I (W : for males: Jeight (cm) - 100 - [(height-150)/4] and
for women: height (cm) - 100- [(height-150)/2.5)]. The value
calculated according to the GNRI formula is categorized in 4
degrees determining the patient’s risk class. GNRI<82 is graded
as a major risk, 82< GNRI <92 as medium risk, 92 <GNRI <98 as
low risks, and GNRI >98 as no risk.

Oral care

Oral care was evaluated subjectively by the caring nurses as
good, moderate, or bad. If the patient had only bad breath or
mild stomatitis (painless erythema), oral hygiene was considered
moderate, and if there were more problems, oral hygiene was
deemed poor.

Neuropsychiatric parameters

The communication abilities of the patients were grouped as
"verbal communication possible,” “speech present but not
meaningful-notconsistent,” “unable tospeakbutcommunicating
with voices and gestures,” and "no communication at all.”
Agitation, aggression, and apathy were evaluated as behavioral
disorders. Parasomnia, insomnia, and hypersomnia were regarded
as sleep disorders (25).

Statistics

Conformity to normal distribution was tested with the
Shapiro-Wilk test. Numerical variables meeting the distribution
assumption were summarized as mean + standard deviation
or otherwise as median (minimum-maximum). Categorical
variables were summarized in numbers and percentages. The
paired samples t-test or Wilcoxon rank-sum test was used
in the comparison of two dependent groups according to
the distribution assumption. The McNemar test was used to
compare dependent variables with two categories. The statistical
significance level p was accepted as <0.05. All analyzes were
made with the Statistica 13.3.1 software (TIBCO Software Inc.

CA, USA).

Results

Forty patients were admitted to the PCU within a year. Five were
excluded from the study because they stayed in the PCU for less

than 6 months (these patients left the institution due to death).
The demographic and clinical characteristics of the 35 patients
(aged between 65-95 years) included are shown in Table 1.

Of the 35 patients (31.4%) who stayed in the PCU for more than
6 months, 11 (31.4%) left the institution by death. Patients were
not transferred home or to another institution. Considering that
40 patients were admitted to the PCU within a year, a total
death frequency of 16 patients provided a mortality rate of 40%
(16/40 patients).

At the admission to the PCU, all patients had Bartel daily
living activities indexes <20 and were wholly dependent. Their
mobility physical care indicators at the first and last evaluation
are summarized in Table 2, while behavior and sleep disorders
and communication levels are summarized in Table 3.

Table 1. Demographic and clinical characteristics of the
patients (n=35)
Sex n (%)
Male 14 (40)
Female 21 (60)
Age* 80.00+8.47
Social security institution disability rate* 82.49+1150
Place of stay before palliative care unit n (%)
8(22.9
Home ( )
Another unit of the institution 18 (51.4)
Hospital 9 (25.7)
Charlson comorbidity index* 2.0 (1.0-8.0)
Comorbid diseases n (%)
Dementia 35 (100)
Parkinson's disease 3(8.6)
Cerebrovascular accident 4(1.4)
Cancer 1(2.8)
Type 2 diabetes 11 (31.4)
Hypertension 14 (40.0)
Atherosclerotic heart disease 7 (20.0)
Heart failure 3(8.6)
Chronic obstructive pulmonary disease 5(14.3)
Chronic and/or acute renal disease 6(17.1)
Thyroid dysfunction 4 (11.4)
Average number of drugs used* 6.09+1.884
Barthel daily living activities index” 3.14+4.382
Norton pressure scale” 9.06+2.209
Feeding route n (%)
Oral + enteral nutrition 4(1.4)
Nasogastric feeding tube 1(2.8)
Percutaneous endoscopic gastrostomy 30 (85.7)
Mean Iength of stay in the palliative care unit 10.03+2.13
(months)
*These variables were summarized as mean + standard deviation, *These variables were
summarized as median (25P-75P)
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‘ Table 2. Functional parameters of the patients ‘
Variable

Pressure ulcer

First assessment | Last assessment | p

Presence of

pressure ulcer n 10 (28.6) 4(1.4) 0.031
(%)

ELZS::JC ulcer 3.00 (2.00-3.00) | 0.00 (0.00-1.25) | 0.007
isrf]?)'fo\‘j:men . 10.00 (7.50-11.50) | 0.00 (0.00-4.25) | 0.005
Nutrition

Weight# 54.93+11.770 57.39+10.770 <0.001
GNRI#(n=20) 90.62+10.997 100.47+7.169 | <0.001
Pain

Ea(toi/:)”t withpain | 19 (54.3) 15 (42.8) 0.469
Pain scale® 1.00 (0.00-3.00) | 0.00 (0.00-2.00) |0.014
/:S”ea'ng?f/('ﬁ drug 1 4 (11.4) 2 (5.7) 0.671
Oral care n (%)

Good 18 (51.4) 29 (82.9) 0.011
Average 15 (42.9) 6(17.1) 0.036
Bad 2(5.7) 0 (0.0) 0.475
Total 35 35 -

#These variables were summarized as mean + standard deviation, *These variables
were summarized as median (25P-75P), GNRI: Geriatric nutritional risk index

Discussion

An average of 20-25% of patients followed up in PCU have
dementia (26,27). However, there is no study evaluating only
the PC processes of dementia patients in Turkey. In addition,
most of the PCUs in Turkey serve within hospitals, and the
hospitalization periods of the patients are much shorter than
the PCU within the care centers. In this study, we examined
the clinical characteristics of patients followed up in an
institutional PCU where all patients were diagnosed with
dementia and presented the unit's experience for one year. We
concluded that the quality of life increased in patients receiving
multidisciplinary care in the institutional PCU.

Verreault et al's (28) study in Canada showed that a
multidimensional (staff training, pain, oral care, family
communication, facilitating nurse) and interdisciplinary
intervention program increased end-of-life care and quality
of death in the long-term care facility and increased family
satisfaction in patients with advanced dementia. The most
critical parameters in evaluating institutional care in dementia
patients are nutrition, sleep, struggle with behavioral disorders,
preservation of patient communication and mobility, prevention
of pressure ulcers, pain palliation, follow-up and treatment of
chronic diseases, and approach to acute medical problems (29).
In this study, evaluations were made on these parameters.
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‘ Table 3. Neuropsychiatric parameters of the patients

Variable First Last

assessment assessment
Behavioral symptom
Agitation 9 (25.7) 7 (20.0) 0.777
Aggression 3(8.6) 1(2.8) 0.595
Apathy 0 (0.0 0 (0.0) -
No behavioral disorders 23 (65.7) 27 (77.2) 0.423
Total 35 35 -
Contact
;Jtn;aﬁle to communicate 4(11.4) 7 (200) 0.509
gg?&g{'ﬁg:"’” withvoice |15 (343) 15 (42.8) | 0.627
Elé’r:‘\/'e"r‘;at?gﬂgfu' 7 (20.0) 6(17.2) 0.995
Verbal' communication is 12 (34.3) 7 (200) 0.282
established
Total 35 35 -
Sleeping disorders
Parasomnia 4 (11.5) 4 (11.4) 0.717
Insomnia 2 (5.7) 1(2.8) 0.993
Hypersomnia 1(2.8) 1(2.8) 0.469
No sleep disturbance 28 (80.0) 29 (83.0) 0.987
Total 35 35 -

In a study by Koppitz et al. (30), the most common symptoms
in the 3-months before death in dementia patients who stayed
and died in a nursing home were limitations of movements
(81%), pain (71%), and sleep disturbance (63%). As expected,
the restriction of movements is higher in PCU. In our study, all
patients had movement limitations and were entirely dependent
on daily living activities. During the follow-up, only one patient
(1/35, 2.8%) slipped from the bed but was not injured.

Patients staying in PCU have a very high risk in terms of pressure
ulcers due to movement limitations, applied treatments, and
patients’ existing chronic diseases. The rate of pressure ulcers
in PCU in European and North American Countries is between
58.8% and 29.9% (31). The Norton pressure scale enables the
evaluation of the risk of developing pressure ulcers in patients
admitted to the PCU. It is repeated at regular intervals and in
case of changes in the patient’s clinical condition. In our study,
the Norton pressure scale was 11 in 91.4% of the patients
during admission to the PCU, and these patients were at high
risk for pressure ulcer development. During the stay in the PCU,
no new pressure ulcers occurred in any patient. Therefore, it
was concluded that pressure ulcers can be completely prevented
by taking appropriate precautions, even in immobile patients.
During admission to the PCU, 10 patients had pressure ulcers.
Most of these patients (7/10, 70%) were coming from outside
the institution. Pressure ulcer stages and pressure ulcer healing
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scales of the patients were significantly reduced during the
follow-up. Nutritional support is also very important in the
prevention and treatment of pressure ulcers.

Nutritional problems become inevitable as dementia progresses
into the terminal stage. The nutritional status, weight, and
swallowing difficulties of the patient should be closely and
reqgularly monitored. It is important for the patient with
dementia to have a permanent feeding route at the most
appropriate time, without the development of sarcopenia and
complications such as aspiration pneumonia due to swallowing
difficulty. Although it has not been shown in the literature that
percutaneous endoscopic gastrostomy (PEG) tube placement in
advanced stage dementia patients improves long-term survival
rates, clinical observations suggest that adequate nutrition
of patients with swallowing problems and aspiration risk is a
comfortable method for the appropriate administration of
drugs. For this reason, it has an important place in preventing
malnutrition and malnutrition-related morbidity in long-
term care institutions (32). In our study, the rate of patients
fed through PEG is high. This is because patients who need
parenteral nutrition are constantly followed up in the PCU.
During admission to the PCU, it was observed that 30 patients
were fed via PEG, 4 patients were fed orally, and 1 patient was
fed through a nasogastric feeding tube. Since the patients who
were fed orally could not meet all their protein and energy
needs, these patients were given nutritional supplements with
an oral-enteral nutritional product. Two patients who were fed
orally over time had a regression in swallowing functions. A
PEG tube was placed in one of these patients, and feeding was
started through the nasogastric feeding tube in the other. None
of the patients had minor or major PEG complications. In a year,
only two patients pulled their PEG tubes, which were reinserted.
During the follow-ups in the PCU, there was a significant increase
in the weight of the patients. GNRI could be calculated in 20
patients whose albumin values were recorded (at admission and
follow-up). GNRI values also decreased significantly. Oral health
and oral hygiene tend to deteriorate in dementia patients due
to various reasons (33). A regular oral care routine is applied in
the institution. At the end of a minimum of 6 months of PC,
it was observed that oral care was good in 29 (82.9%) of 35
patients and moderate in the remaining 6 (17.1%). There were
no patients with bad oral care.

Pain is one of the most important factors affecting the quality
of life in PC patients. Its frequency can reach up to 60% in
dementia patients (34). However, patients with advanced
dementia rarely express their pain spontaneously. Unexpressed
pain may also be reflected in the clinic as depression and
agitation. For this reason, it is most appropriate to evaluate
pain in patients with advanced-stage dementia using tools
such as PAINAD that use parameters such as the patient's voice,
breathing style, facial expression, body language, and the need

to calm down (22). In our study, according to the evaluation
made with the PAINAD scale, 54.3% of the patients had pain
complaints during admission to the PCU and 42.8% during
follow-up. In most of the patients with pain complaints, the pain
is mild. Regular physiotherapy exercises under the supervision
of a physiotherapist are thought to have a role in the low pain
proportions.

With the progression of dementia, an expected course is the
decrease or disappearance of verbal communication (35).
Not considering patients who could not communicate at the
initial evaluation, the level of communication was maintained
in about half of the patients during their stay in the PCU. In
addition, it was observed that the communication of the two
patients progressed from the level of communication with voice
and gestures to the level of meaningful speech. The incidence of
sleep disturbance has been found to be around 20%. A decrease
in patients with behavioral symptoms was found during follow-
up in the PCU. While 12 patients had behavioral symptoms in
the first evaluation, 9 had behavioral symptoms in the final
assessment. Although the difference was not statistically
significant, it was close to the level of significance. Additionally,
none of the patients developed new behavioral symptoms
during the follow-up, which can be regarded as an indirect
indicator that patients receive adequate care (concerning pain,
infection, and nutritional management) and feel safe.

In our study, the mortality rate of patients who stayed in the
PCU for at least 6 months was 31.4% (11/35). There was only
one patient with chronic shortness of breath and in need of
continuous oxygen support.

Study Limitations

Our study has some limitations. First, our study was conducted
in a single center with a small number of patients. Therefore,
it does not reflect all dementia patients undergoing PC in
Turkey. Second, this is a retrospective study. Family perception
could not be evaluated concerning the quality of care. Third,
due to the characteristics of the patient group we studied
(such as mobilization and communication limitations), patients
were evaluated mostly with observational scales. Lastly, some
problems frequently encountered in PCU, such as infectious
diseases and delirium and factors associated with mortality
were not assessed.

Conclusion

The number of patients with dementia is increasing worldwide
and in Turkey. With the increase in the quality of care, the life
expectancy of the chronically ill increases too. The importance
of PC in patients with advanced dementia is increasingly
appreciated. Our study showed that the quality of life increased
in patients receiving multidisciplinary care in an institutional
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PCU. Since the natural course of dementia is different from
other chronic diseases, it is more appropriate to have a separate
PCU for these individuals. For these reasons, there is a need
to increase the number of PCUs where dementia patients are
cared for. Furthermore, it is necessary to establish PC standards
and guidelines for symptom management in individuals with
advanced dementia.
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