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In Switzerland, approximately 1.3% of the
population, or 107,000 people, are cur-
rently suffering from some form of de-
mentia [1]. By the year 2030 this figure
will have risen to approximately 2.5%. In
all, 39% of those affected are currently liv-
ing in a Swiss nursing home or old people’s
home! [2]. Data from the USA and Europe
indicate that most people with dementia
die in a nursing home [3, 4]. This is prob-
ably also true of Switzerland, although de-
tailed data are not available for the correla-
tion between dementia and place of death
for Switzerland.

According to the Swiss Federal Office
of Statistics (BFS, [5]), 10% of deaths in
women over 81 years of age and men over
89 years of age are caused by dementia.
With a 50% increase in fatalities over the
next 40 years predicted by the BFS [6], ev-
eryday nursing care in homes in Switzer-
land will be increasingly dominated by the
needs of people with dementia in the final
phase of life, the terminal phase.

There are reports of inadequate quality
of care in nursing homes for people in the
terminal phase of dementia [7, 8, 9]. How-
ever, in Switzerland there is a lack of data
about types and courses of symptoms in
clinical practice for people with dementia
in their terminal phase. The lack of knowl-
edge about these symptoms prevents tar-
geted interventions [10]. Therefore, the
Pallhome study (Palliative care for people
with dementia in nursing homes in the
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canton of Zurich) was designed to look at
the course of symptoms in patients with
dementia in nursing homes during the last
90 days of life.
The present paper addresses the fol-
lowing questions:
== What symptoms are noted in the
nursing homes’ records for peo-
ple with dementia in their terminal
phase, and with what frequency?
== What particular features are displayed
by people with dementia in the dying
phase—defined as the last 7 days of
life—in nursing homes?

Methodology
Design

This exploratory study follows a retro-
spective, descriptive design [11]. The nurs-
ing records of 65 deceased people with de-
mentia from nursing homes in the canton
of Zurich, Switzerland, were analysed.

Setting

Four nursing homes which specialised
in caring and nursing of people suffering
from dementia were selected for the study
by means of a convenience sample. Nurs-
inghome 1 has places for 103 people, nurs-
ing home 2 for 91 people, nursing home 3

for 249 people, and nursing home 4 for
28 people.

Data collection

The study [11] included people who died
in the years 2011 and 2012 and in which
dementia had been documented by state-
ments from nursing professionals. This
was the case in a total of 65 people. The
last 90 days of life were divided up into
four analysis periods (B Tab. 1). The de-
cision to study the last 90 days of life was
based on the works of Kiely et al. [12] and
Volicer et al. [13]. It is in this stage of life
that the degenerative process and the as-
sociated manifestation of symptoms are
most evident. The last 7 days of life were
categorised as the dying phase.
Symptoms are defined as experienc-
es that were identified both subjective-
ly and objectively [14]. The associated
signs or features, such as reduced appe-
tite, may be assessed as objective and/or
subjective indications of a nursing prob-
lem or as indicators of an illness. The ae-
tiological grounds for a symptom may be
of a pathophysiological nature and/or may
be due to behaviour or to unfulfilled psy-
chosocial needs or other environmental
factors [15]. Definitions of the variables
used are shown in @ Tab. 2. The items
described therein are based on the docu-

Tab. 1 Analysis periods

Point of data collection (=T) T1 T2 T3 T4
Days 90-61 60-31 30-8 7—day of death
Terminal phase Dying phase

T The term nursing home in this study encom-
passes both nursing homes and old people’s
homes.
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Tab.2 Study variables in the terminal phase

Variables Items

Sociodemo- Age, gender, family situation, length of stay in nursing home

graphic data

Anxiety [15] Feeling of discomfort or threat that occurs episodically and is characterised by
inner tension, voiced fears and/or nervousness

Apathy [16] Lack of motivation in the sense of an absence of self-initiated behaviour, mani-
festing on the levels of cognition, behaviour and emotions. This limits active
participation in social activities and therapeutic interventions

Pain [15] Acute: an unpleasant sensory and emotional experience which originates from

actual/potential tissue damage or can be described with such terms; sudden or
gradual onset in an intensity ranging from mild to severe, with a foreseeable/
unforeseeable end and a duration of less than 6 months

Chronic: pain that persists for more than 6 months and is accompanied by
other psychological and/or physical disorders such as anxiety states

Breathing abnor-

Abnormalities such as shortness of breath associated with suffocation and/or

malities [15] the use of respiratory muscles and/or cyanosis and which may be accompa-
nied by rales

Feeding prob- Loss of appetite or lack of interest in food; nausea; weakness of swallowing and

lems [15] chewing muscles; swallowing difficulties; low level of daily food or fluid intake

which is below the recommended amount and is accompanied by uninten-
tional weight loss (=5% in 1 month; >10% in 6 months)

and/or

rejection of drinks offered, excessive extrarenal water loss (sweating, vomiting,
diarrhoea)

Unusual behav-

General descriptions and signs of challenging behaviour which cannot be

iour [17] clearly allocated to agitation, aggression, apathy, negativity, disruption in the
night, constant attention-seeking, irritability, loss of inhibition, abnormal mo-
tor behaviour, throwing objects, unexplained shouting and socially unaccept-
able behaviour

Mobility difficul- ~ Restriction in the ability to independently change position or location, or in the

ties [15] purposeful movement of the body or a body part, or in the independent use of
a wheelchair

Agitation [18] Agitation with increased tension and increased psychomotor activity such as

frequently asking questions or complaining

Depressive epi-
sodes [19, 20, 21]

Depressed mood and significant reduction in level of interest, persisting for at
least 2 weeks. Mood occurs in combination with at least four of the following
signs: loss of weight and appetite, inability to sleep/increased sleep, psycho-
motor restlessness/slowing down, fatigue/lack of energy, feelings of worthless-
ness/qguilt, problems concentrating and making decisions, preoccupation with
deatbh, suicidal thoughts or actions

Sleep distur- Interruption of duration and quality of sleep having an impact on daily life, e.g.
bances [15] mood changes, difficulties in concentrating
Infections Infection is identified and signs of infection such as fever are present

Decubitus ulcers
[15]

Grade 1-4 skin irritations

Hospitalisation

Hospital stays of more than 24 h

mented findings and perceptions of care-
givers and are operationalised as follows:
existing yes/no; frequency during the ob-
servation period; course documented yes/
no; number of days per period of obser-
vation; intensity, such as pain intensi-
ty; minimum and maximum level in the
respective subperiod; assessment made
by healthcare professional/care assistant/
next of kin/doctor; medication interven-
tions yes/no—if so, which; non-medica-

tion interventions yes/no—if so, which;
analysis of the entire spectrum of medica-
tion in each study period.

The data were collected by four mem-
bers of the Zurich University of Ap-
plied Sciences, Institute of Nursing, ano-
nymised and entered into IBM SPSS ver-
sion 20.0 statistical software programme.
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Ethical guidelines

The study was authorised by the Eth-
ics Committee of the Canton of Zurich
(KEK No. 2012-0196) and the Federal Ex-
pert Commission for Professional Secrecy
in Medical Research.

Data analysis

The anonymised nursing records were
statistically analysed using IBM SPSS ver-
sion 20.0 to include descriptive analyses,
in particular frequencies and main trends.
Secondary bivariant correlation analyses
were run to explore possible correlations.

All documents were scanned by two
separate coders. The two data sets were
then automatically compared and the di-
vergences between the data sets listed. A
final manual check was made and the da-
ta were compared with the anonymised
nursing records. Correction of the da-
tasets was only necessary where there
were missing values (Missing Complete-
ly at Random, MCAR). In this study, the
method of case-by-case exclusion was ap-
plied [22].

Results

The first section gives details of the study
population and the second section pres-
ents the results for the ten most frequent-
ly identified symptoms. Since drug inter-
ventions influence the extent of symp-
toms, they are always mentioned where
they are clearly assignable to a particular
symptom. Finally, we focus on some dis-
tinctive features in the last 7 days of life.

Study population

A total of 320 people (68%) living in the
nursing homes studied died in the years
2011 and 2012. The existence of a dementia
disorder was recorded in the nursing re-
cords by a nursing professional in 65 cas-
es (20%).

In the majority of cases analysed,
the type of dementia was not speci-
fied in the records (64.7%, n=33). There
were 49 women (75.4%). The aver-
age age was 83.71 years (SD +8.50) and
the average length of stay in the nurs-
ing home was 3.5 years (41.5 months, SD
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ple (3.1%) died in hospital. The majority of
the study group lived in their own room
(71.4%, n=45; B Tab.3).
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Type and course of symptoms demonstrated in the terminal
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Prevalence of symptoms Abstract
Background. In all, 39% of people living kin in their last 7 days, compared with on-
Ten frequent symptoms could be identi- in Swiss nursing homes suffer from demen- ly one third of residents previously. Further-

. i tia. Detailed data about type and course of more, daily communication between health-
fied for the last 90 days of life (B Fig.1). symptoms displayed by these patients in care professionals and next of kin tripled dur-
What stands out is that mobility and feed- their terminal phase are lacking. ing this period.
ing problems, unusual behaviours, sleep Methods. This descriptive, retrospective Conclusion. The documented prevalence of
disturbances and pain occur in at least ev- study analysed 65 nursing documents from a high and increasing level of pain towards
ery second dementia sufferer. Apart from deceased people with dementia in four nurs- the end of life, combined with the lack of
agitation. apathy and depressive episodes ing homes in the canton of Zurich, Switzer- documented courses of pain, shows poten-

. & 3P Y p p. > land. tial forimprovement in pain relief and pain
it was not possible to further specify un- Results. Difficulties with mobility (81%), identification for patients with dementia in
usual behaviours, as the descriptions in pain (71%) and sleep disturbance (63%) were their terminal phase. The increasing number
the nursing records did not permit this. the most frequent of the 10 identified symp- of visits by next of kin and the increasingly in-
However, agitation was the most frequent toms. Towards the end of life, difficulties with tensive contact between healthcare profes-
symptom of unusual behaviour (38.7%) mobility, sleep disturbance, agitation and sionals and next of kin in the last 7 days are

. . other neuropsychiatric symptoms, such as a strong indicator that the end of life can be
documented in these records. Breathing episodes of depression, decreased (decres- predicted relatively well by the involved par-
abnormalities, apathy and agitation can cent pattern), while pain, feeding problems, ticipants and appropriate reactions follow.
be observed in every fourth person, and breathing abnormalities, apathy and anxi-
every fifth person also lives with anxiety. ety increased (crescent pattern). Courses of Keyworfis _
Symptoms of depression were the least pain were documented in 17% of the nurs- Dementia - Nursing home - Symptoms -
documented. ing records. In addition, 76% of the residents Palliative care - Terminal phase

had been visited on a daily basis by next of

Course of symptoms

Symptome und Symptomverlaufe bei Menschen mit Demenz

Two distinct patterns of symptoms were in der Terminal- und Sterbephase in Pflegeheimen
identified over the last 90 days of life:

== Symptoms occurring with increasing Zflsammenfassung
f . Hintergrund. In Schweizer Pflegeheimen untersuchten Verstorbenen von ihren Ange-
requency (crescent pattern): anxiety, o
hy breathi b lities. feed leben etwa 39% demenzerkrankte Personen. horigen téglich besucht worden, was vorher
flpat y, breathing a 1.10rma ities, feed- Es fehlen konkrete Daten {iber Symptome in weniger als einem Drittel der Fall war. Der
ing problems and pain. und Symptomverlaufe dieser Personen in der tagliche Austausch zwischen Pflegepersonen
== Symptoms occurring with decreasing Terminalphase. und Angehdrigen verdreifachte sich.
frequency (decrescent pattern): un- Methode. Mit einem deskriptiv-retrospe- Schlussfolgerungen. Die dokumentierte
usual behaviours, mobility difficul- ktiven Design wurden im Rahmen der Pall- hohe und gegen das Lebensende hin noch
. . ’ o home-Studie 65 Pflegedokumente von ver- ansteigende Schmerzpravalenz im Zusam-
ties, sleep disturbances, agitation and )
- ] storbenen demenzerkrankten Personen aus menhang mit dem Fehlen von dokumen-
depressive episodes. 4 Heimen im Kanton Ziirich, Schweiz analy- tierten Schmerzverlaufen zeigt ein mogli-
siert. ches Verbesserungspotenzial im Bereich der
Pain, unusual behaviour, mobility con- Ergebnisse. Mobilitdtsschwierigkeiten systematischen Schmerzerkennung und
straints and insomnia were continuous- (81%), Schmerzen (71%) und Schlafstérun- -bekdmpfung bei demenzerkrankten Per-
ly present across all four study periods gen (6.3%) waren die hdufigsten der insgesa- sonen am Lebensende. Die stageqde Zahl
. than half of th biects stud mt 10 identifizierten Symptome. Zum Leb- an Besuchen und der zunehmend intensive
?n mor'e an halt o 3 € subjects S u ) ensende hin nahmen Mobilitétsschwierig- Kontakt zwischen Pflege und Angehdrigen
ied. Pain played a particular role, rising keiten, Schlafstérungen, Agitation und an- in den letzten 7 Lebenstagen sind ein starker
continuously over all four points of data dere Verhaltensauffalligkeiten sowie de- Hinweis, dass das Lebensende von allen Be-
collection. A cluster analysis did not re- pressive Episoden ab (Decrescendomuster), teiligten gut prognostiziert werden kann und
veal any differences between the nursing wahrend Schmerzen, Erndhrungsschwierig- entsprechende Reaktionen erfolgen.
homes keiten, Atemauffalligkeiten, Apathie sow-
' ie Angst haufiger wurden (Crescendomus- Schliisselwérter
. . ter). Schmerzverlaufe waren bei 17% der Per- Demenz - Pflegeheim - Symptome - Palliative
Pattern 1—increasing symptoms sonen in den Pflegeakten dokumentiert. In Care - Terminalphase
Fear increased by 10% until the point of den letzten 7 Lebenstagen waren 76% der

data collection T3, but decreased in T4
by approximately 5%. Those with anxiety
(10.9%, n=7) received medication to re-
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Tab.3 Study population

Characteristics of the study population (n=65) Mean + SD n %
Age at time of death, female 87.12+6.87 49 754
Age at time of death, male 80.31£10.14 16 246
Length of stay (months) 41.51£37.30 65 100.0

SD standard deviation.

lieve it, with the administration of drugs
doubling in T4.

In contrast, apathy was particularly
prominent in survey period T4 (46.2%,
n=30). The frequency of apathetic behav-
iour quadrupled between T1 and T4.

Breathing abnormalities were partic-
ularly prominent in the 4th survey peri-
od (T4: 50.8%, n=33) and can be associ-
ated with imminent death. Since breath-
ing abnormalities can occur if pneumonia
is present, the prevalence of pneumonia
was also studied. Three people (4.6 and
4.7% respectively) were treated for pneu-
monia in the data collection periods from
T2 to T4.

Loss of appetite or swallowing diffi-
culties were particularly prominent in the
third survey period (T3: 75.4%, n=49).
Urinary tract infections as a possible con-
sequence of a fluid deficit occurred in up
to 17.2% of the people (n=11, T2).

Pain increased steadily over the four
survey periods (T1: 64.2%, n=34; T2:
67.3%, n=33; T3: 72.5%, n=37; T4: 80.4%,
n=41), with four fifths of those affected
experiencing pain in the last week of life.
However it was hardly possible to differ-
entiate between acute and chronic pain in
the nursing documents. The progression
of pain was only documented for 11 peo-
ple. In all study periods, 36% of men were
documented without pain, compared with
only 13.5% of women. People with a doc-
umented pain event (T1: 64.2%, n=34;
T2: 67.3%, n=33; T3: 72.5%, n=37; T4:
80.4%, n=41) received pain medication
significantly more frequently than those
without a documented pain event (T1:
35.8%, n=19; T2: 32.7%, n=16; T3: 27.5%,
n=14; T4: 19.6%, n=10; Fisher’s exact test
p=0.000, phi =0.702). Paracetamol and
morphine were the most frequently ad-
ministered drugs for pain. Morphine was
the most commonly administered on de-
mand drug, followed by trazodone and
domperidone. Morphine and trazodone
were administered significantly more of-

ten as an on demand drug to people who
were older than 85 years than to people
under 85 years of age. More pain events
were documented for those cared for by
their family doctor than for those cared
for by the nursing home’s own doctor
(80.5% family doctor vs. 19.5% nursing
home doctor).

In this study, 27% (n=13) of people
with dementia lived with three symp-
toms. No other gender differences apart
from those reported above were found.
Details of this symptom pattern are avail-
able in @ Fig. 2.

Pattern 2—decreasing symptoms
The category “unusual behaviours” con-
tains general descriptions and signs of
challenging behaviour, since the nursing
records did not permit clear assignment
or categorisation as described by [17]. Un-
usual behaviour was documented in more
than half the people studied (T1: 67.2%,
n=43; T2: 59.4%, n=38; T3: 61.5%, n=40;
T4: 60%, n=39). There was no document-
ed record of the extent to which these be-
havioural abnormalities might have been
associated with delirium.

Mobility difficulties were document-
ed for approximately three quarters of pa-
tients (T1: 85.9%, n=55; T2: 79.7%, n=51;
T3: 84.6%, n=55; T4: 73.8%, n=48). A de-
tailed description of the mobility restric-
tions—such as the number of steps the
patient could take or how much help was
needed for transfer—was largely lacking
in the nursing documents. The incidence
of decubitus ulcers as a possible complica-
tion of a mobility limitation doubled over
the four study periods (T1: 26.6%, n=17;
T4: 52.3%, n=34). The number of infected
wounds dropped during the last 90 days
of life (T1: 7.8%, n=5; T4: 3.1%, n=2). The
results show a decreasing pattern of sleep
disturbance between survey periods T1
(60.3%, n=38) and T4 (56.5%, n=35). At
least one fifth of dementia sufferers re-
ceived drug interventions for sleep dis-

Zeitschrift fiir Gerontologie und Geriatrie 2 - 2015 ‘ 179

turbance (T1: 40.6%, n=26; T4: 21.5%,
n=14).

Agitated behaviour decreased from T1
to T4 by almost half (T1: 41.9%, n=26; T4:
23.0%, n=14). Depressive episodes were
recorded in approximately one fifth of
people suffering from dementia in their
third-to-last month of life (T1: 20.4%,
n=11), ultimately dropping to 2% (T2 and
T3:15.7%, n=8; T4: 2.0%, n=1). A change
or reduction in medication to combat de-
pressive episodes was not documented
(T1: 34.4%, n=22; T4: 32.3%, n=14).

The number of drug interventions, in-
cluding antibiotic therapy, halved over the
four survey periods (T1: 20.3%, n=13; T4:
10.8%, n=7). Hospital referrals were only
documented at the point of data collection
T2 (3.1%, n=2).

There were two persons living with
none of the five symptoms in symptom
pattern 2 (n=41). In addition, no person
was affected by all five symptoms simulta-
neously. No other gender differences were
found. Details of this symptom pattern are
shown in @ Fig. 3.

Distinctive features in
the last 7 days of life

Healthcare professionals and next of kin
provided closeness, company and sup-
port. The total number of visits increased
by approximately 15% up to the day of
death (T1: 65.6%, n=42; T4: 80.0%, n=52).
Particularly striking is the increase in the
number of daily visits (T1: 21.4%, n=9; T4:
75.9%, n=41; @ Fig.4). Only one person
died alone; the majority were attended by
their next of kin (58.8%, n=10) or by care-
givers (35.3%, n=6).

An important factor for the caregivers
was the interaction with the family, which
intensified over the last 7 days of life (T4)
(T1: 60.9%, n=39; T4: 89.2%, n=58). In
T4, daily family involvement was three
times more frequent than in T1 (T1:7.7%,
n=3; T4: 25.9%, n=15). The interaction
between caregivers and the medical ser-
vice was also very marked in the end
phase (T1:75.0%, n=48; T2: 84.4%, n=54;
T4:81.5,n=53). All this data strongly indi-
cates that the nursing team and the fami-
ly members very often realise when a res-
ident is entering the dying phase and re-
act accordingly.
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The reduction in psychosocial stress-
es in the last week of life (T1: 17.2%; T3:
21.5%; T4: 12.3%) suggests that the dying
phase is experienced as intense, but less
stressful for the patients than the preced-
ing phase. Only rarely was a member of

breathing feeding problems

abnormalities

the clergy called in during the dying phase
(9.2%, n=6).

In view of the apparent ability to esti-
mate when death is imminent, some, but
not all, therapies were adapted to the dy-
ing phase. Physiotherapy treatment was
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pain

Fig. 2 <« Pattern 1—
increasing symptoms

suspended and the administration of an-
tibiotics reduced by half. Similarly, no nu-
trition or fluids were administered via per-
cutaneous endoscopic gastroscopy (PEG),
no new PEG was inserted, and no patient
was referred to a hospital. Recoding of the
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amount of liquid drunk and a more than
20% increase in oral hygiene suggest sen-
sitivity on the part of the caregivers to the
need to moisten the oral mucosa. How-
ever, except in three cases, all prescribed
medications continued to be administered
until the day of death.

Discussion

The ten symptoms identified for people
suffering from dementia are similar to
those described in the literature for can-
cers and chronic diseases such as chron-
ic obstructive pulmonary disease (COPD)
or for cardiovascular diseases [23, 24, 25,
26,27, 28, 29, 30]. Pain, breathing abnor-

T3

malities, feeding and drinking difficulties
and mobility restrictions, including being
bedridden, occur in the terminal phase
of all illnesses. Remarkably, despite the
quite different end-of-life trajectories for
dementia (frailty), chronic diseases such
as COPD (organ system failure) and ma-
lignant diseases (terminal disease) [31],
the symptoms that occur in the terminal
phase are actually quite similar.

The only exception is unusual behav-
iour. This can be designated a typical
symptom of dementia, even in the termi-
nal phase [9, 26], and occurs in more than
90% of patients [7, 32, 33, 34]. In contrast,
this study was unable to identify symp-
toms of delirium, which can often occur
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depressive episodes

Fig. 3 < Pattern 2—
decreasing symptoms

in the terminal phase [35]. This is presum-
ably due to the fact that it is more difficult
for nurses to identify symptoms of deliri-
um in people with dementia [36].
Familiarity with and recognition of
these symptoms is a prerequisite for initi-
ating palliative measures [10]. In progres-
sive incurable diseases such as dementia,
the assessment of symptoms plays a key
role in palliative care and general care,
but this is often complicated by the lack
of verbal communication in those affect-
ed [37, 38, 39]. The increasing prevalence
of pain in the last 90 days of life found in
this study indicates that pain is obvious-
ly recognised but the progression of pain
is only documented in 11 of the 65 peo-
ple and the prescribed pain medication is
not sufficient to provide adequate pain re-
lief. Lunney [40] talks about the need for
differentiation and precision in critical
thinking. Clear, careful, considered, prob-
lem-focused, multi-method action that
takes into account the depth of the prob-
lem is based on questioning, acknowledg-
ing, observing and examining the affect-
ed patient and his/her next of kin, and
is not an ability ascribed to one particu-
lar professional group [41, 40]. Healthcare
professionals perceive symptoms with all
human senses (seeing, hearing, smelling,
tasting, touching). This is necessary in or-
der to identify when something does not
reflect the habits of the person with de-
mentia. Observing (attentive, able to col-
lect and differentiate information), nam-
ing (describe, use of terms, language) and
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the verbal and non-verbal exchange with
the person concerned, his family, and pro-
fessional colleagues helps to explain and
understand symptoms [41]. The study re-
sults point to a need for action in improv-
ing the recognition of symptoms.

It is undisputed that standardized as-
sessment tools can be useful [42]. They
can facilitate an interpretation of what
has changed, but assessment tools cannot
make decisions or take action. However,
the decisive factor in symptom recogni-
tion and interpretation is the healthcare
professional, since only he/she can vali-
date and prioritise the symptoms to alle-
viate suffering. Well-educated healthcare
professionals working in long-term care
can significantly help avoid or alleviate
suffering [43]. In this context it remains
questionable whether there are currently
enough well-qualified health profession-
als in Swiss nursing homes.

Another noteworthy result of this study
is that the data do not confirm the uncer-
tainty about prognosis of an advanced
chronic illness, as discussed by Sorenson
[44], in the case of dementia. Rather, the
study results indicate that the healthcare
professionals and the family clearly notice
specific changes in people with dementia
in the dying phase. This is documented by
the high frequency of visits by next of kin
in the last 7 days of life and the intensi-
fied interaction of healthcare profession-
als with the next of kin, but also with the
medical service. We must question the rel-
evance of prognostic instruments for pre-
dicting time left to live, including a pre-
diction of the symptom burden [12, 45, 46,
47] for the dying phase in dementia suf-
ferers, in terms of timing and indication.

Furthermore, the small number of hos-
pitalisations and wound infections (ap-
proximately 10%) indicated that obser-
vation of symptoms and interprofession-
al communication with the medical ser-
vice takes place. This is in contrast to the
complications and invasive measures de-
scribed in the literature [48, 49, 50]. No
significant correlation between the form
of medical care (nursing home doctor or
family doctor) and the identification of
symptoms was observed. However, fewer
pain events were documented for patients
in the care of a nursing home doctor. This
could be an indication that health pro-

fessionals who are continuously present,
suitably qualified and possess in-depth
knowledge specific to the target group can
provide improved quality of care. Singh et
al. [51] describe limits and errors in medi-
cal assessment and treatment planning in
primary care. According to them, symp-
toms go unnoticed or are misinterpreted
in one out of ten cases. The assessment of
symptoms and reduction of the burden
caused by symptoms should not be re-
stricted to representatives of a single pro-
fession, but rather should be carried out
by well-trained health professionals with
qualified skills in clinical assessment.

Limitations

The significance of this study is limit-
ed due to its retrospective design using a
convenience sample. Significance is also
limited by the quality and heterogeneity
of the information from the nursing re-
cords. It is difficult to distinguish primary
disease symptoms from treatment-related
side effects. For instance, the administra-
tion of morphine can result in apathy, ap-
athy in turn can reduce the drive for mo-
bility, which leads to the confinement to
bed, which could then be perceived as de-
creased difficulty with mobility at the end
of life. The fact that no other cluster ef-
fects were observed may be related to the
small sample.

Conclusion for practice

People suffering from dementia and
their next of kin depend on well-qual-
ified health professionals in nursing
homes, which implies a need for an in-
crease in basic care provided by nursing
and medical professionals.

Despite financial constraints, opportuni-
ties for exchange—such as hand-over re-
ports, discussions of cases, family meet-
ings and expert discussions—should be
intensified in order to exploit the broad
base of knowledge within the treatment
team, in combination with the family
members, in a resource-oriented way.
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Conclusion for research

Using prominent symptoms such as mo-
bility difficulties, pain, unusual behav-
iours and feeding problems, we need

to examine whether the deployment of
well-trained specialists could contribute
towards a significant reduction in these
symptoms in dementia sufferers in Swit-
zerland. A larger sample would make it
possible to determine which symptoms
often occur together.
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