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ABSTRACT
Persons in the terminal stage of dementia of the Alzheimer type gradually 
lose their ability to communicate and it becomes difficult to interpret 
their cues. This may lead to ethical conflicts and loss of experienced 
meaning in caring for the patients.

Factor analysis of 158 caregivers1 reactions to a picture of a severely 
demented and cachectic person revealed three dimensions of meaning; an 
ethical, an esthetical and one concerning the demented person's own 
feelings. Most of the scales were rated towards the negative poles of 
adjective pairs. Comparable results were obtained when another 93 
caregivers were studied four years later.

Direct observations of patients during different types of stimulations 
showed that they reacted most markedly on music and that their cues were 
weak and unclear. Analysis of facial expressions during different care 
activities by means of the Facial Action Coding System in eight patients 
only revealed fragments of complex facial expressions related to 
emotions, while many facial expressions were judged as indicating 
emotions when an unstructured naturalistic method was used in four 
patients.

Interviews with sixty experienced caregivers indicated that their 
problems to interpret the patients' communicative cues lead to that they 
experienced ethical conflicts concerning whether to withdraw nutrients 
and fluids or withhold artificial feeding. Observations of the sucking 
behaviour of two patients indicated that the use of the sucking feeding 
method does not solve the ethical problem but can give some relief for 
a period.

Analysis of the interviews of sixty caregivers also indicated that 
those who were able to see some meaning in the patients' life and their 
own caring for them reasoned according to ontological ethics, which 
implies an outlook of life as a gift and an ethical demand. The patient 
is seen as a subject whose human value is independent of what he produces 
and the end of care is regarded to be care itself. It is suggested that 
caregivers who cannot find any meaning in their patients' cues and see 
the end of care outside of care itself may feel estranged from their 
patient and from themselves as caregivers when they cannot feed the 
patient, i.e. they find their care for the severely demented patient 
meaningless.

Key words: dementia, ethics, facial expression, feeding, meaning, non
verbal communication, nursing.



There is a destiny that makes us 
brothers; None goes his way alone
All that we send into the lives
of others comes back into our own
Edwin Markham



ABBREVIATIONS

DAT Dementia of the Alzheimer type
FACS Facial Action Coding System
SeD Semantic differentials
UNM Unstructured naturalistic method
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INTRODUCTION

The severely demented person at the end of life needs help and 
protection, sometimes for a considerably long time. The loss of cognitive 
functions and the person's very decrepit physical condition make him 
incapable of performing life-sustaining actions by himself.

Gaylin (1976) stated that caring for others has to be an in-built 
mechanism involving the whole human species. Lögstrup (1971) emphasized 
that the fact that there is a person in need should act as a trigger for 
others to help. Lanara (1981) described the foundation of caring as a
desire to help a suffering man. Man risks losing his ability to care due
to the development of society, Gaylin (1976) pointed out. Fromm (1956) 
spoke of members of the modern societies in the Western world as the 
alienated social characters of our time. He stressed a negative future
prospect; modern society will lead to a certain decline in the sense of
loving by objectification and technification of the human life. This 
decline does not depend on our use of technology but on the fact that our 
thinking has become technological (cf Gabé, 1982; Heidegger, 1978).

During the last few centuries scientific successes and technological 
advantages have completely changed our living conditions. Undoubtedly 
many technological advantages have created new problems (Fromm, 1956). 
The possibility to prolong life could be seen as one of these 
consequences which has created ethical problems (Kushe & Singer 1989; 
Knox, 1989). Inhuman tendencies could be signs of intrahuman separation 
and can be seen when the severely demented patient is looked upon and 
treated as an object (cf Athlin et al., 1990). That might mirror a sense 
of lost completeness in caregiving (Noddings, 1984) and manifest itself 
in caregivers' experiences of estrangement. The experience of 
estrangement (alienation) has been claimed to be a consequence when the 
development of society does not meet people's natural demands (Johnsson, 
1990) .

Man is not destructive by nature, man has only become estranged from 
his normal functioning by a technological society, Gaylin (1976) argued. 
He also stressed that mankind would not have survived to this point 
without being of a loving and caring nature. Being cared for as a child 
is an important factor to enable humans to care in the future. Man 
survives because he cares and is cared for.
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The Severely Demented Patient

Cerebral atrophy with the loss of nerve cells and the formation of senile 
plaques and neurofibrillary tangles are characteristic pathological 
findings in dementia of the Alzheimer type (DAT) (Hubbard & Anderson, 
1985). DAT is a progressive disease with the deterioration of intellect, 
personality and communication (Bayles & Kaszniak, 1987). The diagnosis 
'primary degenerative dementia', which is believed to be equivalent to 
the neuropathologically defined Alzheimer's disease, can be made when a 
loss of intellectual abilities, impaired memory and at least one of the 
following symptoms are present: impaired abstract thinking, impaired
judgement, other disturbances of higher cortical functions such as 
agnosia, aphasia and apraxia, or personality changes (American 
Psychiatric Association, 1987). The clinical picture may vary as the 
disease is heterogeneous and subgroups have been suggested (Chui et al., 
1985; Mayeux et al., 1985; Friedland, 1988).

As DAT is a progressive disease the symptoms will gradually worsen. 
Memory loss and depersonalisation are often reported to be the first 
symptoms (Reisberg et al., 1986). Desorientation to time, space and 
person, difficulty to concentrate, functional losses and a successive 
decline in the ability to perform activities of daily living are typical 
problems affecting the DAT-patient (Reisberg, 1986; Ashford et al., 
1989) .

A general regressive development to more primitive psychological and 
physiological reactions has been suggested (Rosenthal, 1955; Leeds, 1960; 
de Ajuriaguerra & Tissot, 1975; Nolen, 1988; Ashford et al., 1989; 
Hallberg & Norberg, 1990; Sandman et al., 1990). Primitive reflexes such 
as grasp, palmomental, sucking and snouting will reappear during the 
terminal phase of the disease (Paulson, 1977; Huff & Growdon, 1986; 
Bakchine et al., 1989).

The course of the disease has been described as containing various 
numbers of stages (Reisberg et al., 1982; Cummings & Benson, 1983; 
Reisberg, 1984) . In the global deterioration scale (GDS) by Reisberg et 
al. (1982) the last (seventh) stage of dementia is described as follows: 
'All verbal abilities are lost. Frequently there is no speech at all, 
only gunting. Incontinent of urine; requires assistance; toileting and 
feeding. Lose basic psychomotoric skills, for example, ability to walk. 
The brain appears no longer to be able to tell the body what to do.
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Generalized and cortical neurologic signs and symptoms are frequently 
present1. In the last stage of the DAT it is difficult to differentiate 
between patients by conventional examination techniques (Ashford et al., 
1989). A more informative assessment for the closest caregiver is 
probably that which also contains more detailed assessments of 
impairments, for example the Multi Dimensional Dementia Assessment Scale 
(Sandman et al., 1988a) and the GBS-scale (Gottfries et al., 1982). The 
behavioural problems and psychiatric symptoms described in the DAT 
(Reisberg et al., 1986; Sandman et al., 1988a) usually play a remote role 
in the very end stage of the disease.

There are descriptions of how verbal communication gradually 
deteriorates beginning with difficulties to express words (Gilleard,
1984) and proceeding to vocally disruptive behaviour (Hallberg et al., 
1990a) and muteness (Reisberg, 1986). Several symptoms, for example 
agnosia (Sulkava & Amberla, 1982; McLean, 1987) and apraxia (Foster at 
al., 1986), interfere with communication, making the patient a limited 
sender and reciever in an interaction (Athlin & Norberg, 1987b). Impaired 
ability to recognize facial expressions (Kurucz & Feldmar, 1979) and 
vocal emotional cues (Allender & Kaszniak, 1989) have been reported. The 
turn-taking, so vital to a successful interaction will be extremely 
difficult to establish (Athlin & Norberg, 1987b; Hallberg et al., 1990b).

The communication problems make planning and implementation of caring 
activities problematic. Eating is a prerequisite of life. Eating 
difficulties and nutritional problems are common among severely demented 
patients (for review see Norberg & Athlin, 1989). The reasons for the 
frequently observed loss of weight are obscure (Stähelin, 1986; Sandman 
et al., 1987) . Problems like turning the head away when fed, difficulties 
to open and close the mouth, chewing and swallowing problems, spitting, 
drooling food and pushing the feeding spoon away have been observed 
(Athlin & Norberg, 1987a; Bäckström et al., 1987; Michaelsson et al., 
1987a; Athlin et al., 1989; Riley & Volicer, 1990).

Being severely demented means to have problems relating to oneself, 
others and the world (Hallberg, 1990). It seems reasonable to assume that 
the general regression seen in the dementia disease also includes a 
regression to primitive emotional reactions (cf Goldstein, 1940, 1952;
Hallberg & Norberg, 1990). Anxiety is evoked by the patients' naked 
experience of reality and is dominated by early types of global and 
panic-like anxiety, organismic distress, anxiety about annihilation and
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about separation (Hallberg, 1990).

The Caregiver and the Care of the Severely Demented Patient.

The patients are very sensitive to their environment (Svensson, 1984; 
Sandman et al., 1988b). An environment adopted to the needs of the 
patients has been found to lead to improvement in the demented patients1 
psychological (Bràne et al., 1989), neurochemical (Karlsson et al., 1985, 
1988; Widerlöf et al., 1989) and social (Kihlgren et al., 1990) 
functioning.

The patients1 refusal-like feeding behaviour (Norberg et al., 1988) 
and the difficulty to assess whether the patients feel hungry and/or 
thirsty are difficult problems for caregivers (Athlin et al., 1990; 
Michaelsson et al., 1987b).

The quality of life for the severely demented patient seems poor. Both 
relatives (Hemsi, 1982; Eriksson-Persson et al. 1984; Levine et al., 
1984; Sällström et al., 1987) and employed caregivers (Åkerlund & Norberg 
1990c; Ekman et al., 1991) have expressed opinions about what a 
meaningless life this seems to be. The patientfs appearance might elicit 
anxiety and trigger fear of death, isolation, depression, dependence and 
meaninglessness in his caregivers (Levine et al., 1984; Given et al., 
1988; Hallberg & Norberg, 1990; Åkerlund & Norberg, 1990c). This might 
influence the way the patient is treated, as a high degree of dependence 
has been reported to influence the nurses1 attitude towards patients 
,negatively (Ingham & Fielding, 1985). The caregivers1 attitudes and 
feelings towards the patient, towards the care and towards themselves 
are, of course, an important concomitant of a positive interaction 
(Hirschfeld, 1981; Athlin et al. 1990).

The patients' ability to communicate influences the caregivers' 
reactions to them (Baer & Lowery, 1987) and the lack of appropriate 
communication ability among severely demented patients (Cummings et al.,
1985) leads to frustration among caregivers (Ekman & Norberg, 1988; 
Barnes, 1990; Hallberg & Norberg, 1990).

The occurrence of feeding problems and the fact that caregivers often 
feel trapped between having to use violence and force while feeding and 
having to watch the patient dying from lack of nutrients and fluids, make 
the feeding a stressful event (Miller, 1971; Norberg et al., 1980a, 
1980b; Miles, 1983; Watts & Cassel, 1984; Veatch, 1984; Bexell et al.,
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1985; Åkerlund & Norberg, 1985; Eaton et al., 1986; Olins, 1986; Volicer 
et al., 1990; Åkerlund, 1990). The caregivers might come to different 
conclusions and different opinions about the aim of the feeding and about 
which means to use. Some argue that nourishing a terminally ill person 
expresses 'the most fundamental of all human relationships* (Callahan, 
1983) .

In the care of a severely demented patient the daily care is dominated 
by issues of an ethical nature. There are guestions about the meaning of 
the patient's life and there are questions about how to get into contact 
with the patient and how to interpret his feelings and wishes. These two 
types of problems are not separate but interdependent. The patient 
exhibits severe communication problems which lead to serious difficulties 
for the caregivers to understand his behaviour (Michaelsson et al., 
1987b; Ekman & Norberg, 1988; Athlin et al., 1990), and to the experience 
of ethical problems (Jansson & Norberg, manuscript).

When the possibilities to communicate verbally diminish, caregivers 
have to rely on the patient's weak and unclear non-verbal cues and their 
own sensitivity in order to communicate with the patient. To experience 
caregiving as meaningful the caregivers may impute meaning into the 
patient's cues (Åkerlund & Norberg, 1990a; Ekman et al., 1991), for 
example by means of identification and intuition (Athlin et al., 1990). 
Uncertainty might arise about the validity of the interpretation of the 
communication. The level of commitment to the patients has been seen to 
influence the caregivers' interpretation (Athlin et al., 1990). Highly 
committed caregivers more often treated their patients as subjects than 
those who did not seem very committed. However, other caregivers reported 
that lack of feedback from patients threatened their commitment (Ekman 
et al., 1991).

Thus there seems to be a circular relationship between human contact 
and commitment (cf Watzlawick et al., 1967, p. 14).

AIM

The overall aim of this study was to improve the care of the most 
severely demented patients suffering from DAT by exploring the meaning 
of taking care of them and by interpreting empirical findings concerning;

how caregivers react to the physical appearance of a severely
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demented person.
how severely demented patients react to stimulation and if 
expressions on their face during stimulation can be interpreted 
as emotions.
the agreement between the UNM and FACS techniques of interpreting
the facial expressions among severely demented patients.
the caregivers* experience of feeding severely demented
patients exhibiting severe eating difficulties.
whether the severely demented patients* sucking ability could
be used during feeding.
the caregivers* thoughts about the patients* terminal stage of life 
and their death, the caregivers' perceived meaning in their own care 
of the severely demented and how the caregivers see ethical problems.

METHODS

Patients

All patients studied suffered from dementia of the Alzheimer type (DAT) 
according to the DSM III criteria (American Psychiatric Association, 
1983) and were all assessed as belonging to stage 7 following the scale
in Reisberg et al., (1985). Characteristics of the patients are shown in
Table 1.

The two patients in study II were selected because they exhibited very 
stereotyped behaviour and because it was extremely difficult to interpret 
the meaning of their reactions according to their caregivers. One of the 
patients was mute and the other could only utter a few comprehensible 
words. Four DAT-patients in study III and four other DAT-patients in 
study IV, all at the final stage of the disease, were selected because 
they were the most difficult patients to communicate with at the clinic, 
according to their caregivers. The patients' self-care ability was 
assessed by means of the Katz Index of ADL (Katz & Akpom, 1976) as 
belonging to category G.

Two patients with severe DAT participated in study VI. They were 
considered to have the most severe eating difficulties at their clinic. 
The patients' weight indexes were 1.12. and 0.55 respectively. They had 
pronounced sucking reflexes and were spoon-fed.
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Table 1. Characteristics of patients

Pat. nr Sex F/M Age 
( Yrs)

Age when Age when 
diagnosed bedridden

Paper

1 F 85 78 83 II
2 F 81 73 77 II,III,VI
3 F 67 48 59 III
4 F 86 72 76 III
5 F 81 66 73 III,VI
6 F 57 49 IV
7 M 76 64 IV
8 M 89 84 IV
9 F 78 70 IV

Caregivers

Characteristics of the caregivers are given in Table 2. They were 
registered nurses, licensed practical nurses (general and psychiatric) 
and nurses aides working in dementia care (for a description of nursing 
education in Sweden see Hjelm-Karlsson, 1988).

The 158 caregivers in study I participated in an introductory course 
in nursing prior to the opening of a new nursing home. Four years later 
another sample of caregivers (n=93) participating in supplementary 
courses for caregivers in geriatric care at the College for Health and 
Caring Professions in Sundsvall, Sweden, was studied. They were all asked 
to participate without any selection. Both samples contained caregivers 
working in dementia care at nursing homes in the County of 
Västernorrland.

In studies VI and VII sixty caregivers were selected from all (15) 
nursing homes in a Swedish County (Västernorrland). Four caregivers from 
each nursing home were selected to represent the most experienced 
caregivers among registered nurses, licenced practical nurses and nurses 
aides at each nursing-home.
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Table 2. Characteristics of caregivers

Paper I V,VII

Sex f/m
1986
138/9

1990
75/18 57/3

Missing 11 0
Age 
- -24 44 21

37 (md)(r= 18-6:
25-34 31 25
35-44 36 29
45-61 31 15
Missing 16 3
Working time/years 
- - 1 36 26

12 (md)(r= 2-3!
1.1 - 3 36 25
3.1 - 7 26 18
7.1 -15 31 6
15.1 - - 10 6
Missing 19 12
Experienced in dementia care 
Yes/No 140/3 84/7
Missing 15 2

Measurements

In study I the semantic differential (SeD) technique (Osgood et al. 
1957) was applied. A questionnaire was used, containing 58 pairs of 
adjectives (scales) obtained from previous interviews with caregivers 
in dementia care (unpublished). The respondents were shown a picture 
of a bedridden, cachectic and expressionless demented person and were 
asked to indicate their reactions on the scales. To test the 
sensitivity of the questionnaire the respondents were also asked to 
respond to a picture of a healthy-looking infant. The scales were 
divided into seven equal parts and rotated in the same direction 
during a factor analysis, thus 1 was the positive extreme and 7 the 
negative value.

Four years later another sample of caregivers (sample 2, 1990, 
n=90) was given a revised questionnaire containing the 26 scales 
loading >.50 in the previous factor analysis (I).

To elicit and explore reactions in severely demented patients 
(II) , a stimulation program with music, touch and object presentation
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was constructed. The stimulus, music was chosen so that it 
represented the type of music the patients had preferred earlier, 
according to their relatives. The music program contained seven 
songs, ballads and folk-dance music. The patients used earphones 
while they were listening. The patients were touched in a systematic 
way; small circular stroking movements on their forehead, cheeks, 
ears, neck, shoulders, back, forearms, hands, feet and lower legs. 
The object presentation consisted of trails stimulating the patients 
auditorily, tactilely, olfactorily and visually. Taste was stimulated 
with sweet pear soup (spoon feeding). The 16 trails contained 90 
minutes* effective stimulation. Periods of rest were put in between 
each stimulus. The stimulations were performed by a researcher 
(psychologist) in a standardized fashion. By direct observations the 
most frequently observed reactions (blinks and mouth movements) were 
registered by direct observations, video-recorded trials (n=5) and 
assessments of heart- and respiratory rate.

Prior to study III an examination of blood, urine, weight-indexes 
and nutritional statùs was performed. Low values of plasma albumin 
and symptoms of energy- and protein malnutrition (cf Sandman et al.,
1987) were observed in two of the patients. The patients* ability to 
adjust their mouth movements was limited and the function of their 
cranial nerves was abnormal. Reflexes, position in bed and their 
usual state (Prechtl, 1965) such as 'open eyes, gross movements and 
no crying* were described.

For study III a stringent design containing two stimulation 
programs was set up. An assumed unpleasant/discomforting stimuli 
condition (the contracture-profylax program at the clinic) and an 
assumed pleasant/comforting stimuli condition were applied. They were 
developed from the study presented as paper I and inferences from the 
literature on pleasant and comforting infant care, for example 
listening to music, rocking, sucking, body contact, combinations of 
these stimuli and feeding.

Each patient was studied during four days running. During days 1 
and 3, the patients* faces were video-recorded. Registration was made 
before, during and after each type of stimulation. A period of no 
stimulation at all (baseline) was assessed before, between and after 
the specific stimulations. Video-recordings of the patients* facial 
expressions were assessed by observation of muscle movements using
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the Facial Action Coding System (FACS) (Ekman and Friesen, 1978). 
This technique identifies distinct facial movements that are combined 
to form facial action units (AU's), which can be related to different 
emotions. Heart and respiratory rate were registered. The mean of 
heart and respiratory rate was calculated during the three baselines 
and the two stimulation periods. AUfs were registered during 15 
video-recorded periods per patient by two independent raters and the 
percentage of exact agreement was found to be .76.

For three weeks patients in study IV were cared for by two
caregivers experienced in the care of demented patients. Some of the
assumed positive stimulations in study III were implemented as care
activities. The care activities performed were morning care, playing 
music, rocking in a rocking-chair, feeding and the caregiver reading 
aloud to the patient. The patients* facial behaviour during selected 
care activities was ,video-recorded. Two cameras were used, one 
directed at the face of the patient and the other at the patient and 
the caregiver together. Directly after having watched the video
records a nurse researcher judged the patients' facial expressions 
by means of the unstructured naturalistic method (UNM) and identified 
video-sequences showing emotional facial expressions that were judged 
as anger, disgust, happiness, sadness and surprise - emotions that 
can be assessed by means of the FACS-technique (Ekman & Friesen, 
1978). These sequences we2re assessed by the author, using the FACS. 
The facial expressions were translated into AU's. The FACS 
methodology was modified. Only the most significant AU or AU's 
reported for each of the assessed emotions were required for the 
interpretation of a certain emotion.

The patients' ability to suck was studied in study VI by means of 
a special instrument (cf Kron et al., 1963) developed to record 
sucking rate and pressure. A silicon-nipple was constructed to fit 
an adult person's mouth. Between the nipple and the bottle there was 
a transducer attached to an amplifier and then to a graphic recorder. 
The bottle was used only because it fitted the transducer. During all 
other periods of sucking a specially constructed mug was used. 
Randomly the patients sucked 2 00 ml rosehip soup for two minutes 
(nutritive condition) then had no food for two minutes (non-nutritive 
condition). Each patient was studied on 3 0 occasions (twice a day) 
in a single room at the clinic. Observation times were between
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breakfast and lunch and between lunch and dinner. The intake per 
minute was measured after every 2 minutes of nutritive sucking.

The caregivers in studies V and VII were interviewed (the length 
of the interviews was about 50 minutes) and their answers were 
analysed in studies V and VII. Prior to the interview a 32 minute 
long videotape, showing the feeding of three severely demented 
patients with eating difficulties, was shown to ensure that the 
following interview would concern the same patient category. The 
interviewees were asked to talk about the thoughts and feelings 
evoked by the patients on the videotape. The answers to the question 
concerning how severely demented patients should be treated when 
spoon-feeding is insufficient and how the caregivers felt about the 
patients' death were analysed (V). The caregivers were also asked 
about how they thought the patients experience their terminal stage 
of life, how they felt about the death of the patients and what 
meaning caregivers saw in their care of patients (VII).

Analyses

Ratings of caregivers' reactions to a picture 'severely demented 
person' were factor analysed by the rotated Varimax method. Kaiser's 
normalisation was used. The differences in means between the two test 
occasions were analysed by two-tailed t-tests (I).

The nonparametric methods Chi-square, Wilcoxon's matched-pairs 
signed-ranks test were used as well as Student's t-test to test the 
difference of the frequencies of noticeable overt reactions, mouth 
movements, blinks and heart- and respiratory rate during the 
stimulation program (II).

The facial action units (AU's) were grouped according to their 
involvement in specific facial areas and the probability of the 
occurrence of these facial movements during various stimulations and 
baselines was calculated (III).

The agreements between the unstructured naturalistic judgments 
(UNM) and the analytic assessments (FACS) were calculated (EA) (IV).

The graphic recordings of the sucking rate, pressure and the 
rosehip soup consumption were analysed by Chi-square analysis, two- 
tailed distribution (VI).

The analysis of interviews (V; VII) was performed by use of a
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phenomenological approach (Oiler, 1982; Munhall & Oiler, 1986). 
The answers were first coded independently by two researchers and the 
codes were kept as close to the interviewees1 stated opinion as 
possible. The codes were then compared and classified into 
categories. The caregivers* ethical reasoning was compared with com
mon ethical principles (autonomy, beneficence, non-maleficence, 
sanctity of life and justice) (V; Beauchamp & Childress, 1979) and 
classified in relation to common ethical models; the deontological, 
the teleological (Frankena, 1973) and the ontological model (VII;
Armgard, 1971).

RESULTS

When the caregivers' reactions to the picture of a severely demented 
person as assessed by the SeD-technique were factor analysed, 
information could be reduced to three dimensions; one ethical, one 
esthetical and one about the severely demented person's own feelings. 
Most of the reactions estimated were negative, most markedly in the 
dimension about the person's own feelings. Negative reactions were 
also seen in the esthetical dimension, while the ethical dimension 
was rated as neither negative nor positive. The caregivers' reactions 
to the picture of a healthy-looking infant were very positive in all 
of the rated adjective pairs. The replication of the study (revised 
questionnaire) made four years later concerning reactions to the 
picture of the severely demented person revealed almost identical 
mean scores of the three dimensions found (I).

The two severely demented patients reacted differently to the 
stimulations performed in study II. Music was found to be the most 
effective stimulation. The most informative reactions were seen in 
the faces of the patients, although these reactions were weak and 
unclear. Increase as well as decrease in blinks and mouth movements 
was the most evident reaction. Acceleration was noted in heart rate 
during the music stimulation in one of the patients.

The assessment of the patients' facial expressions (FACS) showed 
individual reactions (III). The assumed unpleasant/discomforting 
stimuli induced an acceleration in the physiological parameters and 
an increase in facial movements (AU's) while the assumed pleasant/
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comforting stimuli condition induced deceleration in the 
physiological parameters and a decreased number of facial movements 
(AU 's). Synchrony between the physical parameters and the number of 
facial movements was seen in three of the four patients. Few complete 
expressions of emotions were seen by use of the FACS-technique; only 
fragments for example winking, were seen in three of the patients 
during the assumed unpleasant/discomforting stimuli condition. When 
the facial behaviour of the four patients in study VI was judged by 
means of the UNM, during selected caring activities, the patients 
were interpreted as showing anger, disgust, happiness, sadness and 
surprise. Emotions were judged more frequently by means of the UNM 
than by means of the FACS. Differences between the two methods used 
were seen in patients as well as in emotions. The facial expression 
of happiness assessed by means of the FACS corresponded well with 
sequences judged to represent happiness by the UNM. Less agreements 
were found regarding other emotions.

When experienced caregivers were interviewed about their 
experience of care of the severely demented patients with serious 
eating diffiiculties, there were six main types of reactions to the 
question f,What do you think we should do when we cannot spoon-feed 
the patient any longer?11. The differences concerned certainty versus 
uncertainty about whether nutrients and fluids should be given, 
withheld, or withdrawn, and whether active euthanasia should be used. 
Twenty-four per cent of the caregivers felt certain that nutrients 
should be given by some kind of means. Forty per cent felt certain 
that nutrients and fluids should be withheld or withdrawn. Thirty-six 
per cent of the caregivers were uncertain. Two caregivers were in 
favor of active euthanasia. Most opinions could be interpreted as 
referring to the ethical principles of autonomy and beneficence.

Statistics showed significant differences between the nutritive 
and the non-nutritive sucking for both patients in study VI but the 
sucking patterns were different. Only one of the patients showed 
appropriate sucking ability. That patient also showed an improvement 
in the amount of intake after the training-period. For the other 
patient there was no improvement at all neither in sucking ability 
nor in the amount of intake.

The caregivers1 answers to the questions about the meaning of the 
severely demented patient's life, the meaning of their own caring for
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the severely demented patient and their experience of the patientfs 
death could be classified into different categories (VII). Most of 
the caregivers thought that the patient found life meaningless but 
a third of them stressed that the contact with caregivers give 
meaning to the patientfs life. Caregivers reported that they felt a 
relief on behalf of the patient when he died, although most of them 
also missed the patient. A majority of the caregivers felt that 
caring was meaningful and their justifications were for example the 
caring activities, the patient*s need as well as the cargivers1 own 
responsibility and duty to care. There were also caregivers who found 
care meaningless.

DISCUSSION

The investigations reported in this thesis concerned caregivers* 
reactions to the appearance of a severely demented person, their 
interpretations of the patient*s non-verbal communication, their 
experience of ethical demands related to feeding difficulties and 
their experience of meaning in the patient*s terminal stage of life 
and death and in their care of him. Studies II-IV and VI were 
experimental and the patients were described as objects. In studies
I, V and VII the caregivers were described as experiencing subjects. 

The aim of this discussion is to place the results within a
phenomenological-hermeneutic perspective and interpret the hidden 
meaning of the results in relation to a theoretical framework 
constructed during and after the analysis of the empirical results.

Criticism of the Methods Used in the Studies

As the aim of this thesis was to explore the meaning of taking care 
of severely demented patients the different investigations did not 
aim at providing knowledge that can be generalized to other settings. 
Thus convenient samples of caregivers were investigated in studies
II, V and VII.

The method used in paper I, the SeD-technique described by Osgood 
et al. (1957) and aimed to measure 'connative meaning* has previously 
been regarded valid and used by nurse researchers (Flagler, 1989; 
Lundman et al., 1988). Different stimuli have been used, for example
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words and pictures. The yielded data have usually been factor 
analysed but could be analysed in a variety of ways (Flagler, 1989). 
Study I primarily explored dimensions of how caregivers reacted to 
a picture of a severely demented person. Although a picture of a 
person is not identical with meeting the person in real life it seems 
reasonable to assume that the reactions to a picture reveal something 
about one's reactions to the living person, especially as the 
comparison between caregivers1 reactions to a picture of a severely 
demented person and a picture of a healthy infant showed that 
reactions varied considerably (unpubl. data). It would have been 
informative to investigate how caregivers reacted to other persons 
as well, in order to more fully understand the meaning of the 
reactions towards the picture of a severely demented person.

There seems to have been a rapid development in dementia care 
during the last years (Sandman, 1988). Therefore it would have been 
interesting to investigate whether reactions to the appearance of a 
severely demented person had changed within four years by comparing 
responses of the same caregivers that answered the first 
questionnaire (I).

The phenomenological approach in the interview studies (V,VII) 
was used as the effort was to describe human experiences as naked as 
possible (cf Merleau-Ponty, 1964) for caregivers1 in their daily care 
of severely demented patients. Had the interest been to predict it 
would had been better to use a quantitative method (cf. Oiler, 1982). 
The participating caregivers were selected as being experienced in 
dementia care in order to increase the probability that the 
interviewees would have a deep understanding of the phenomena 
investigated. When the selection from different categories of 
personnel was done it turned out, however, that some of the 
respondents were young and had not worked very long in health care. 
Nevertheless these persons were interviewed to enhance the 
probability to catch a broad range of phenomena. The caregivers1 
answers were kept as close to their own words as possible during the 
analysis of the interviews to ensure that their experiences were 
adequately coded and categorized. To control bias in the interviews 
and the analysis, the researchers tried to use 'bracketing1 (Oiler, 
1982; Munhall & Oiler, 1986), i.e. to keep their own expectations in 
the background. By putting questions like; 'What do you mean by...?
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When do you experience this most clearly? an attempt was made to 
ensure that the interviewees* own experiences were grasped.

The number of severely demented patients studied (II-IV,VI) was 
small. They were selected to be in the final stage of DAT and as 
being the patients who it was most difficult to understand (11,111), 
and who had the most difficult eating problems and pronounced sucking 
reflexes (VI) at the respective clinic, according to their 
caregivers. The research design could be characterized as 
experimental and was influenced by the single-subject design 
(Birnbauer et al., 1974; Axelsson et al., 1986; Barlow & Hersen,
1988). The researchers tried to be as objective as possible during 
the stimulation programs in studies II and III.

Physiological parameters have frequently been used to measure 
patients* reactions to stimuli (Lacey et al., 1963). Since Darwin 
(1872) the knowledge about facial expressions of emotion has 
increased tremendously. Undoubtly the face is the most important 
source of non-verbal communication. The anatomically based FACS 
(Ekman & Friesen, 1978) used in this study, is a comprehensive system 
to analyse facial muscular movements. However, it does not include 
any assessment of pupil movements which reduces the validity of the 
method for assessing emotions, as caregivers in dementia care often 
express that they can assess their patients* feelings by eye contact; 
'I can see it in his eyes* (unpublished data). Nor does the FACS rate 
the colour of the face, such as a pale or a flushed face. It seems 
logical that caregivers use an intuitive method to assess their 
patients* emotions in their daily care of them (Salzen, 1981). The 
UNM used in study IV is probably related to intuition, at least the 
judgements are more comprehensively grounded than the assessments by 
means of the FACS.

The sucking reflex reappears in some severely demented DAT- 
patients (Basavaraju et al., 1981; Huff & Growdon, 1986). A method 
described to measure the infants* sucking (Kron et al., 1963) was 
transfered to measure sucking in severely demented patients. Wolff 
(1968) showed that some neurological patient*s sucking manner is 
similiar to that of infants. Only two patients were studied and one 
of them exhibited sufficient nutritive sucking. It is not and was not 
meant to be possible to generalize that result to other severely 
demented patients. The results show that it might be possible to use
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the patients* last remaining eating ability for feeding.

Theoretical Framework

Generation of a Theoretical Framework

My theoretical reflection on the results proceeded in two steps. 
First the results were analysed from a practical point of view and 
interpreted as revealing that spontaneously caregivers often react 
negatively to the appearance of a severely demented person and have 
problems to interpret the nonverbal communication of mute patients. 
This leads to the experience of ethical problems in regard to feeding 
the patient and threatens the caregivers* experience of meaning in 
the care they provide for these patients.

Secondly the practical results were reflected on. Early in this 
process the embryos of the theoretical framework were formulated. 
Then the relevant literature was studied and the framework was worked 
out and applied to the results. The authors referred to should be 
seen as sources of inspiration and will not be discussed from a 
technically philosophical point of view, which means that the 
framework should be regarded as an outline which needs to be 
elaborated further. As the framework for the interpretation of 
empirical results was outlined after the data collection had been 
completed, several questions that should have been explored were not 
put. For example it seems desirable to investigate whether the 
theoretically assumed connection between the general outlook on life, 
the type of rationality applied and the experience of meaning in care 
can be validated by an empirical material.

Outlook on Life

Our worldview and our view of man reflect our 'total attitude and 
total approach* towards existence as a whole (Armgard, 1971, p 65). 
Two current different types of outlook on life will now be described 
and contrasted. The two kinds of outlook on life reflect how we 
think, act, relate to each other and how we experience our existence.

The world can be regarded as an aim in itself. In this case, human 
actions are seen as performed under an obligation to the whole that
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is given. Life is seen as a gift, as good in itself and as an ethical 
demand (Armgard, 1971; Lögstrup, 1971; Kemp, 1990; Lévinas, 1990). 
The negative elements of life are regarded as secondary to the 
positive ones. Activities are never seen merely as means to an end 
but always as an end in themselves. It seems reasonable to presume 
that a person acting within this perspective feels at home with 
himself, with others and with his world. Here this perspective will 
be labelled the outlook on life as a gift and an ethical demand.

The world can also be seen as something to be mastered by man. The 
negative life elements are seen as equally important as the positive 
ones. Life is experienced as an undifferentiated neutral raw material 
(Armgard, 1971; Zimmerman, 1977; Nilsson, 1980). It is 'nihil' 
(nothing particular), and human beings have to give meaning and 
content to that undifferentiated and caotic existence, by their 
cultural activity (Armgard, 1971). Men create their own values and 
people are regarded as objects whose value depends on their
productivity or contribution to society. There is a risk that 
activities are regarded merely as means to an end. As a result man 
feels alienated from himself, from others and from his world. Here 
this perspective will be labelled the outlook on life as a neutral 
raw material.

Relationship and Interaction

Within the outlook on life as a gift and an ethical demand the 
relationship, not the individual is in focus of the thinking 
(Lögstrup, 1971; Vasey, 1981; Blum, 1983; Masterson, 1983; Lindseth, 
1991). Human beings are interdependent. We have power over each
other. I have the other's life in my hand, in some cases literally 
so (cf Lévinas, 1990) , in other cases in a more psychological sense, 
i.e. I can always hurt the other. When I meet the other, spontaneous 
utterances of life such as trust, charity and joy normally arise 
(Lögstrup, 1971). However, sometimes perverted utterances occur 
instead, such as mistrust, cruelty and sadness. Lévinas (1990) 
described the care ethics as the phenomenology of the face. The 
other's face reveals his vulnerability - I can hurt and even kill
him. It also reveals his dignity - it forbids me to kill him. The
mere appearance of the other makes ethical demands on me (Blum,
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1983). The ethical demand is unspoken, i.e. in a given situation I 
must discover for myself how to best take care of the other. The 
social norms and conventions, on the other hand, give more precise 
direction about what I shall do and refrain for doing (Lögstrup, 
1971). In care daily routines for example are important social 
regulations of conduct that at best express care and concern for the 
other.

The other is regarded as a subject whose human value is 
independent of what he produces. The relationship is seen as 
primarily an asymmetric ethical relationship (Lögstrup, 1971; Kemp, 
1990; Lévinas, 1990) . I should receive the other as a gift and assume 
my responsibility to do him good irrespective of what he does to me. 
I should transfer the gift I have received to the other, whose gift 
is that he accepts my gift. Thomasma (1984) described the gift from 
the dependent person as a lesson about the need for mutual support 
and care.

The notion that the relationship is primely to the individual 
implies that what I do to the other, I do to myself. Hegel (1967, pp 
228) described how the master recognizes himself in his slave's 
recognition of him. When the master sees his slave as not really 
human, the slave's recognition is worthless and the master's own 
integrity is undermined.

Within the outlook on life as a neutral raw material the 
individual, not the relationship, is in focus (Lindseth, 1991). The 
relationship is seen as symmetric; one should give the same amount 
of good as he receives; alike for alike (Israel, 1971). Nothing is 
seen as a gift or a challenge in itself. The individual is free to 
value and act and is only limited by other individuals' freedom 
(Rawls, 1971). The aim is to control one's situation by solving 
problems. Caring is seen as applied technology.

Dependence and Helplessness

Within the outlook an life as a gift and an ethical demand dependence 
and helplessness are not seen as problematic, as human beings always 
are regarded as interdependent (Lögstrup 1971; Thomasma 1983; 1984). 
The human infant is born helpless and will continue to be in need of 
help for a considerable period of time. Even as grown ups we are
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dependent on others. Thomasma (1984) underlined that the increased 
dependence of the sick and very old should not be seen as an assault 
on human dignity, but on the contrary as 'a lesson about the real 
meaning of life1. When a person becomes more dependent, others should 
be increasingly concerned about his welfare, which presupposes that 
the dependent personfs wishes remain central to them.

Within the outlook on life as a neutral raw material to become 
helpless is a frightening future perspective as independence is seen 
as essential (Rawls, 1971; Veatch, 1979, 1984). To lose the ability 
to control one's life restricts the feeling of quality in life. 
Toulmin (1981) described the ethics within this persective as an 
ethics for strangers.

Death and Dying

Within the outlook on life as a gift and an ethical demand a 
connection between love and death is seen (Kemp, 1990). Ramsey (1974) 
stated that dying with dignity is a gift and a task and stressed that 
caregivers must to neither 'thing-ify' it nor beautify it. Dying is 
in itself indignifying but there can be nobility and dignity in 
caring for the dying. He quoted St. John's statement that love casts 
out fear of death and that where fear is, love is not perfected. 
Landsberg (1973) described man's experience of the death of a sick 
beloved other. When the dying person leaves us we experience the 
inconceivable absence of his presence; we feel a kind of relief - the 
pain of bodily sympathy is replaced by a deep awareness of the fact 
that this creature as a unique person is no longer there and can no 
longer come back to this body. The dead person is still present as 
absent. If I am close to the other I feel that I lose part of myself 
when the other dies, I become aware of the fact that I will die, too. 
Marcel advocated an active negation of death on the basis of fidelity 
and stressed that love refuses to accept the annihilation of the 
beloved (Gleason, 1957). It seems logical that the relation between 
love and fear of death is circular.

Within the outlook on life as a neutral raw material death becomes 
'thing-ified' and looked upon only as an evolutionary necessity that 
cannot be experienced (cf. Ramsey, 1974) . The view of death can also 
be mirrored by Darrow's (in Weinberg, 1973, p. 43) metaphor of life:
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'Life is like a ship on the sea, tossed by every wave and every wind; 
a ship headed for no port and no harbor, with no rudder, no compass, 
no pilot; simply floating for a time, then lost in the waves*.

Practice and Producing

The outlook on life colours the view on human activities. Aristotle 
(1953) differentiated between two kinds of practical human 
activities: poiesis and praxis (producing and practice) (Thomson, 
1953; Engberg-Pedersen, 1983; Martinsen, 1989, 1991; Lindseth, 1991). 
Producing denotes an activity aimed at fulfilling an end that is 
independent of the activity itself, for example producing a shirt. 
The end of practice is practice itself, the satisfaction that goes 
with acting well (eupraxia), for example dancing or caring for 
another. Practice is a direct expression of a person's desire or 
character. Within the outlook on life as a gift and an ethical 
demand, practice is regarded as more important than producing, i.e. 
a practice rationality (Lindseth, 1991) is applied.

On the other hand within the outlook on life as a neutral raw 
material producing is stressed, i.e. a means-end (poiesis) 
rationality (Martinsen, 1989) is applied. The feeding of severely 
demented patients has been described from a practice perspective 
(Bexell et al., 1985) as well as from a means-end perspective (Bexell 
et al., 1980).

At-Homeness versus Alienation

Here it is also suggested that the outlook on life and the allied 
kind of rationality is connected with an experience of alienation 
versus at-homeness.

The modern concept of alienation can be traced back to Marx 
(1963). Marx's concept of alienation as applied to individuals has 
been termed 'the alienation syndrome' (Schacht, 1970). Four types of 
alienation have been described and considered to be interrelated. 
They entail separation of the person from his general activity, his 
labour in particular; separation of the person from the products of 
his work; separation of the person from other people; and finally 
separation of the person from himself. Seeman (1972) described six
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varieties of alienation, namely 'powerlessness - the sense of low 
control in contrast to mastery over events; meaninglessness - the 
sense of incomprehensibility in contrast to understanding of personal 
and social affairs; normlessness - high expectations of socially 
unapproved means in contrast to conventional means for the 
achievement of given goals; cultural estrangement - the individual’s 
rejection of commonly held values in the society in contrast to 
commitment to the group standards; self-estrangement - the 
individual’s engagement in activities that are not intrinsically 
rewarding in contrast to involvement in a task or activity for its 
own sake; and social isolation - the sense of exclusion or rejection 
in contrast to social acceptance'.

The opposite of alienation has been described as at-homeness by 
Winter (1973), who related his concept at-homeness to Heidegger's 
concept dwelling. According to an interpretation by Vycinas (1961, 
pp 265) Heidegger described dwelling as receiving the blessing of 
earth by sparing things with a respectful and open attitude to the 
world. The dwelling man under-stands the world and is at home in it. 
Modern man on the other hand is homeless because he abuses earth and 
sees things only as the rationalistically determined results of his 
planned activity. Everything should be subordinated to him.

Interpretation of Findings

When the fact that caregivers, who noted their spontaneous reactions 
to the picture of a severely demented, bedridden and cachectic 
person, mainly exhibited negative reactions, is interpreted within 
the theoretical framework outlined, the following thoughts arise. The 
negative reactions to the picture imply that negative reactions would 
also arise when meeting a severely demented person in reality. If 
so, it means that positive spontaneous utterances of life (cf 
Lögstrup, 1971; Gaylin, 1976) were seen more seldom than negative 
perverted utterances. This means that it is important that caregivers 
are able to act ethically on the basis of reflection. Lévinas 
stressed that the presence of the other calls my spontaniety into 
question (Blum, 1983).

Although Lögstrup (1971, p 22) stressed that interpreting the 
ethical demand does not just mean to listen to what the other wishes
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(cf. Thomasma, 1983, 1984) but meant that the demand is for love with 
the risk of conflict, an important basis for the interpretation of 
the ethical demand when meeting another person is the dialogue with 
this person (cf Lévinas, 1990). By communicating with a person one 
obtains insight into his wishes and into what he experiences as good 
or bad. As there are many studies revealing enormous problems in the 
verbal communication between severely demented patients and their 
caregivers (Bayles & Kaszniak, 1987) and also studies that connect 
the communication problems with the experience of ethical dilemmas 
(Åkerlund & Norberg, 1985; Ekman & Norberg, 1988; Åkerlund & Norberg, 
1990c) it seemed important to study the non-verbal communication 
between the severely demented and their caregivers. As a matter of 
fact, detailed objective analysis of the most informative non-verbal 
communicative cues - the facial expressions, showed that it was not 
possible to interpret them in terms of emotions on basis of an 
objective anatomically based analysis (III, IV). This indicates that 
caregivers do not receive much help in their interpretation of the 
ethical demand by reading the face of severely demented patients.

In the interviews the experienced caregivers stressed that an 
important reason for their experiences of ethical dilemmas was the 
fact that they could not understand what their patients wanted or 
what they experienced as good or bad (V; cf Jansson & Norberg, 
manuscript).

The fact that it is not possible to find an objective basis for 
the interpretation of emotions as expressed by the face of the 
severely demented patient does not, however, necessarily mean that 
caregivers are left without support.

The concept meaning has been used to denote various phenomena 
(Klemke, 1981). It seems reasonable, to assume that there is a 
relationship between the experience of an overall meaning in life, 
the experience of meaning in the care of severely demented patients 
and the experience of meaning in the patients' communicative cues. 
The studies of the communicative cues of severely demented patients 
by means of detailed ratings (II) and by means of of the objective 
method (FACS) (III, IV) showed that it is very difficult, often 
impossible to see meaning in the patients' cues. Still there were 
caregivers (IV, VII) who imputed meaning into the cues or who grasped 
a meaning prior to any imputation.
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Previous studies of the communication between severely demented 
patients and their caregivers have indicated that the caregivers 
often impute meaning into the patients1 weak and unclear cues 
(Michaelsson et al., 1987a; Athlin et al., 1990; Hallberg & Norberg, 
1990; Åkerlund & Norberg, 1990a; 1990c). As a matter of fact the 
comparison between the judgements of the emotions in the faces of the 
patients by means of the UNM and the assessments based on the 
objective anatomically based technique (FACS, Ekman & Freisen, 1978) 
revealed that more emotions could be seen by means of the UNM (IV). 
This can be interpreted as an indication that the researcher using 
the more subjective method imputed meaning into the patients1 cues. 
It seems evident that if and when caregivers impute meaning into the 
severely demented patients1 cues they exert great power over their 
patients and that the phenomenon is very delicate from an ethical 
point of view (cf BlUm, 1983; Bexell et al., 1985). The caregivers 
may impute meaning telling them that they had better kill the 
patients but they might just as well impute meaning telling them to 
forcefeed the patients because this is in line with what the patients 
really want (Norberg et al., 1988).

It seems reasonable to assume that caregivers* own outlook on life 
was mirrored in their imputation of meaning into their patients1 cues 
(cf Norberg & Hirschfeld, 1987; Martinsen, 1989). There is a risk 
that caregivers who see life as a neutral raw material will judge 
patients on the basis of their exchange-value, i.e. will see them as

I work-objects (cf Fretwell, 1980) and think of their own work in terms 
of means-end rationality; they will seek an end for their care 
outside the care itself. As the severely demented will not recover 
it seems logical that these caregivers will find their care of the 
patients meaningless (cf Kratz, 1974) and also will regard the 
patients* lives as meaningless and think of the patients* experience 
of life in the same way. On the other hand, it also seems logical to 
assume that caregivers who see life as a gift and an ethical demand, 
who receive life and the other as a gift will judge the severely 
demented patients' value as independent of their exchange-value, as 
unconditional. They will see the person behind the expressionless 
face (cf Lévinas, 1990) . They will find the end of care in care 
itself, thus reasoning according to practice rationality. Accordingly 
they will find a meaning in the work with their patients.
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The latter kind of view on care has previously been described (cf 
'cariative care1 in Eriksson, 1990). Lynn & Childress (1983) argued 
that feeding a terminally ill patient reflects care and compassion 
and is not just an activity which fulfills an end. Ramsey (1970, p 
153) said: 'Acts of caring for the dying are deeds done bodily for
them which serve solely to manifest that they are not lost from human 
attention, that they are not alone1.

To allow a severely demented patient with active sucking reflexes 
to suck food could be interpreted within a practice rationality 
perspective. The meaning and end of the activity is the activity 
itself. The patient may experience joy while sucking (using his last 
remaining eating abilities) and this is the end ('eupraxia'). The 
sucking does not have to lead to the patient*s receiving a certain 
amount of food. The food sucking activity is good only as long as the 
patient enjoys the activity itself.

It seems reasonable to believe that caregivers who experience 
great difficulties in communicating with their patients experience 
powerlessness (cf Hallberg & Norberg, 1990). Åkerlund & Norberg 
(1990c) found a connection between caregivers1 experience of 
powerlessness in the care of a severely demented patient and their 
experience of meaninglessness. The caregivers seemed to experience 
meaningslessness when they reasoned from a means-end rationality 
perspective, aiming at tube-feeding the patient effectively. If they 
reasoned from a practice rationality perspective on the other hand, 
they seemed to experience more meaning, they gave priority to 
expressing love and concern by spoonfeeding the patient (cf Callahan, 
1983). According to Seeman (1972) the feeling of powerlessness and 
meaninglessness is an important ingredient in the experience of 
alienation.

On the one hand it seems logical to assume that the caregivers who 
cannot understand their patients or impute meaning into their cues 
feel estranged from their patients. When they plan their care of the 
patients with an aim outside the care itself and cannot reach this 
end they may even feel estranged from their work products. If all 
available caring activities that could be used do not help them 
attain the end they planned to achieve it might estrange them from 
caregiving. That could manifest itself in experiences of tedium (cf 
Åström et al., 1987). At worst the above mentioned development might
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lead to that caregivers feel alienated from themselves (cf burnout 
in Åström, 1990).

On the other hand the finding that several caregivers both 
experienced the death of a severely demented patient as a relief for 
the sake of the patient himself and missed the patient (VII; cf 
Landsberg, 1973; cf Wood, 1975) and the fact that most caregivers 
also reacted strongly against the idea of active euthanasia (V) 
indicates that although several caregivers did not see any meaning 
in the patientfs weak and unclear communicative cues they experienced 
the patient as worthy (cf Mayeroff, 1971; Åkerlund & Norberg, 1990b). 
It might also be interpreted as in accordance with Lévinas1 notion 
that the other - the neighbour- 'has a meaning immediately, before 
any meaning is given to it1 (Wyschogrod, 1974; Vasey, 1981). The 
other is someone else, 'immediately present through his body...not 
a theme under my look, in exhibiting itself as a collection qualities 
constituting an image...The face of the other... expresses itself* 
(Lévinas, quoted in Blum, 1983). It seems reasonable that the 
experience of meaning as prior to our imputations is related to the 
outlook on life as a gift and an ethical demand.

There were more caregivers who experienced meaning in their care 
work than who thought that the patients experienced any meaning in 
their lives (VII) . Thus it is concluded that the possibility for 
caregivers to believe that patients experience meaning and the 
possibility to find meaning in patients* cues are not an absulute 
prerequisite for caregivers* experience of meaning in their work. As 
a matter of fact caregivers (VII) mentioned different sources for 
their experience of meaning, for example; 'the acts of caring*, 'the 
patient's need of help'. Although empirical data are lacking, it 
seems reasonable to assume that caregivers who view life as a gift 
and an ethical demand with an inherit meaning also can find meaning 
in their care of severely demented patients irrespective of whether 
they can interpret their communication or not. Probably, caregivers 
with an outlook on life as a gift and an ethical demand expect to 
experience meaning in their contact with the severely demented 
patients and therefore receive the patients' fragmented facial 
expressions as a confirmation that there is a meaning. They interpret 
the patients' face as a hermeneutist interprets a fragment of a 
historical document. Analogously caregivers with an outlook on life
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as a neutral raw material who think that the human being invents his 
own meaning may not regard the severely demented patient as capable 
of inventing any meaning to communicate and consequently see the 
patient's fragmented facial expressions as a confirmation of their 
expectation.

To facilitate feelings of at-homeness in the care of severely 
demented patients it seems desirable to apply the outlook on life as 
a gift and an ethical demand and perform care according to the 
practice rationality. It should then be possible to meet the patient 
face-to-face not in order to perceive specific features of a face or 
analyse specific facial expressions, but because the face-to-face 
relation will just lead you inside the other person (Lévinas, 1990).

Än important question is whether all care should be looked upon 
as an end in itself. Undoubtedly caregivers often plan and perform 
caring activities because they want to produce a certain result 
outside of care itself, for example trying to maintain certain 
abilities in patients in early stages of dementia or training the 
hip-fractured patient's walking ability. This may be what Aristotle 
(1953) called subordinate ends. It would be an act of 'poiesis' if 
the caregiver helped the patient to walk only in order to achieve 
walking ability but would not do so if the caregiver knew there would 
be no result (cf Engberg-Pedersen, 1983). It is the goodness of the 
act which makes it a practice and it is closely connected with the 
state and desire of the agent (Aristotle, 1953).

According to MacIntyre's (1985) interpretation of the ethics of 
Aristotle 'the exercise of the virtues is itself a crucial component 
of the good life of man* (p 179) . The internal aims of a practice can 
only be achieved within the practice itself. Applied to care this 
would mean that caregivers may feel a desire to take care of severely 
demented patients in order to achieve the goods inherit in care. Some 
of the caregivers in study VII in fact described that by taking care 
of severely demented patients they felt they fullfilled a need of 
their own. The caregivers' experience of meaning in caring for the 
severely demented patient is certainly an expressive type of meaning 
connected with states and desires. The meaning will then be enriched 
if the performed care is in accordance with a desire to care.

It is an ethical duty to create openness between human beings but 
also to help us govern technology (cf Kemp, 1990) . Feeling at home
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as human beings and as caregivers we must care - for we exist simply 
since we have been and are still cared for.
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