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People with severe dementia exhibit episodes of lucidity. A population-based study

Aims and objectives. To describe frequency and characteristics of people with severe

dementia who according to care providers, exhibit ELs in a population of those with

dementia in institutional care.

Background. There are reports in the literature concerning episodes when the

resident unexpectedly says or acts in a way that surprises the care provider because

the resident seems to be much more aware of her/his situation than usual. This is

labelled ‘episodes of lucidity’ (ELs).

Design. The study is based on data from a point prevalence study from institutions

for the older people in northern Sweden in May 2000.

Methods. Out of 3804 residents, assessed by key care providers, by means of the

Multi-Dimensional Dementia Assessment Scale (MDDAS) with questions about ELs

added, 92 residents were found to have severe dementia and difficulties with verbal

communication. The key care providers’ competence in assessing severe dementia

was not evaluated. An ethics committee approved the study.

Results. Fifty-two residents (57%) were assessed as exhibiting ELs. Residents who

showed ELs had higher orientation scores and expressed more emotions than resi-

dents who did not show ELs. More residents who exhibited ELs took outdoor walks

with their care providers exhibited ELs than those who did not (P ¼ 0Æ001).

Conclusions. Every second resident with severe dementia and difficulties with verbal

communication showed ELs.

Relevance for clinical practice. The fact that every second resident with severe

dementia and difficulties with verbal communication showed ELs and that this was
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noticed especially when care providers took outdoor walks with the residents imply

that closer contact between care providers and residents with severe dementia could

change the care providers’ expectations and enhance communication between the

parties.

Key words: dementia, episodes of lucidity, MDDAS-scale, nursing care, population-

based study

Background and literature review

People with severe dementia have problems communicating

both verbally and non-verbally (Asplund et al. 1991, 1995,

American Psychiatric Association 1994, p. 134, Ward et al.

2002a,b, Bayles 2003, Hays et al. 2004) but interventions

have shown that improvements of communication is possible

(e.g. Powell 2000, Dijkstra et al. 2002, Threadgold &

Grennan 2003).

There are reports concerning episodes of lucidity (ELs), i.e.

episodes when the patients unexpectedly say or act in a way

that surprises the care provider because the patients seem to

be much more aware of their situation and to function much

more adequately than usual (e.g. Norberg et al. 2003,

Bleathman & Morton 1992, Bright 1992, Sabat & Harré

1992, Hansebo & Kihlgren 2002, Moore & Hollett 2003,

Thompson et al. 2003). In interviews 20 formal care

providers employed in three nursing homes narrated 92 ELs

concerning speech, action or both speech and action in people

with severe dementia (Normann et al. 1998). The care

providers reported that most ELs occurred spontaneously

when the residents were doing something closely with a care

provider and the care provider treated them as valuable

human beings and regarded their behaviour as a meaningful

expression of experiences and the care provider did not make

any demands on them. The narratives in the three separate

nursing homes were similar and resembled descriptions given

in the research reports mentioned above. Narratives based on

care providers’ memories are, however, problematic because

care providers could have problems remembering the con-

crete context of the situations, especially when there is a long

time lapse between the happening and the narration.

Furthermore, it was impossible to check the patient’s

dementia diagnosis or degree of dementia. As there are no

precise descriptions of the characteristics of people with

dementia who exhibit ELs, it is important to carry out studies

controlling for dementia diagnoses and degree.

The aim of the present study was to describe the frequency

and characteristics of people with severe dementia with

difficulty in talking and comprehending speech who exhibit

ELs in a well-defined population of those with dementia in

institutional care.

Method

Sample

The present study is based on data from a point prevalence

study that was performed in May, 2000, in the county of

Västerbotten, Sweden (cf. Johansson et al. 2004). The county

had a population of approximately 256 000 people, 44 211

of whom were aged 65 or older. A rating scale was

distributed to all geriatric settings in the county, which

included 68 residential care facilities, 31 nursing homes, 66

group livings for people with dementia, seven rehabilitation/

short-stay units, two somatic geriatric clinics and two

psychogeriatric clinics. The total number of residents living

in the settings was 4297. Of these, 3804 (89%) residents were

assessed and 92 of them were assessed by their key care

providers as suffering from severe dementia and usually not

talking or seeming to understand when talked to. These 92

residents constitute the sample in this paper and descriptive

data for them are given in Table 1.

Instruments and procedure

The 92 residents were assessed by means of the Multi-

Dimensional Dementia Assessment Scale (MDDAS)

(Sandman et al. 1988, Sandman & Wallblom 1996). The

scale measures motor function, vision, hearing, speech, ADL-

functions, behavioural symptoms, psychiatric symptoms, use

of psychoactive drugs and the physical and psychological

workload of the care providers. As a part of the MDDAS-

scale, a sub-scale developed by Gottfries and Gottfries (1968,

p. 155) was used to measure the incidence of cognitive

impairment. This scale consists of 27 items measuring the

residents’ orientation ability. Residents scoring <24 points

are considered cognitively impaired. The inter- and intra-

rater reliability of the MDDAS was found satisfactory.

Validation against the Mini Mental State Examination

(MMSE) (Folstein et al. 1975) showed a sensitivity of 90%

and a specificity of 91% differentiating between residents

with and without dementia (Sandman et al. 1988). The

physical and psychological workload is rated on a five-point

scale where ‘5’ indicates maximum workload.
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In May 2000, the data were collected during a period of

one week. The key care provider for each patient, licensed

practical nurses (54%), nurse aides (42%) and Registered

Nurses (4%) (mean age 41Æ0 ± 11Æ4 years) who knew the

residents best were asked to do the assessments with the

MDDAS scale, based on the observations of the residents’

state and behaviour during the previous week.

The key care providers were instructed to assess the

residents with severe dementia who usually did not talk or

seem to understand when talked to in accordance with the

following definition: ‘episode of lucidity is an episode when

the resident unexpectedly speaks or acts in a way that

surprises the care providers because the resident seems to be

much more aware of her/his situation and to function much

more adequately than usual’ (Normann et al. 1998).

Statistical analysis

SPSSSPSS
� statistical software was used to analyse all data.

Continuous data were analysed using Student’s t-test. Chi-

squared and Fisher’s exact tests were used for dichotomous

data. A P-value of <0.05 was considered statistically

significant.

Ethics

The Ethics Committee at the Medical Faculty, Umea Univer-

sity approved the study (§93/00, No. 00-070).

Results

Out of the 3804 residents, 92 (2Æ4%) were assessed as

suffering from severe dementia and difficulty in talking and

comprehending speech. These residents’ scores on the orien-

tation measurements were low, mean score 1Æ9 (0–27). Few

of them were free of behaviour symptoms or psychiatric

symptoms. Most of them were able to walk and only very few

could manage their ADL-activities. Out of the 92 residents,

52 (57%) were rated as showing ELs. More residents with

ELs participated in outdoor walks than residents without ELs

(P ¼ 0Æ001) (Table 1).

Statistically significantly more residents with ELs talked to

themselves were resistant to being dressed, shouted, showed

happiness, anger and disappointment and scored slightly

higher in orientation than those who did not exhibit ELs

(Table 2).

Discussion

All the residents in this study were living in institutions for

older people and were cared for around the clock by formal

care providers. Ninety-two of the residents out of 3804 were

assessed by their key care providers as suffering from severe

dementia and usually not talking or seeming to understand

when talked to. Fifty-two (57%) of them also exhibited ELs.

There are several previous reports about ELs in people with

severe dementia (Bleathman & Morton 1992, Bright 1992,

Norberg et al. 2003) ELs have been described as fairly seldom

occurring and surprising for the care providers (Normann

et al. 1998) or even as unique events (Norberg et al. 2003).

When interpreting the results, it is important to notify that

the key care providers’ competence in assessing severe

dementia, abilities and behaviour was not evaluated. Lucid

utterances, probably more easily, surprised care providers

who did not expect the patients to show lucidity, while care

providers who expected that the patients would show lucidity

less easily got surprised. It seems reasonable to assume that

the ELs that were observed during one week contained few

very unusual events. Thus, the results are difficult to interpret

and studies where inter-rater reliability is checked are needed.

Compared with residents who did not exhibit ELs, those

who exhibited ELs scored higher in orientation, they were

Table 1 Characteristics of residents with

severe dementia, with and without episodes

of lucidity (ELs)

Residents

with ELs,

n ¼ 52

Residents

with no ELs,

n ¼ 40 P-values*

Age, mean year ± SD 81Æ2 ± 7Æ2 81Æ4 ± 6Æ7 0.867

Sex, female (%) 69 78 0.377

Walking without assistance (%) 24 18 0.482

Participating in outdoor walks (%) 34 5 0.001

ADL score, mean ± SD (range 4–24) 6Æ8 ± 2Æ7 6Æ4 ± 2Æ9 0.516

Physical workload, mean ± SD (range 1–5) 3Æ9 ± 1Æ2 4Æ0 ± 1Æ1 0.893

Psychological workload, mean ± SD (range 1–5) 3Æ0 ± 1Æ4 2Æ6 ± 1Æ4 0.210

Psychoactive drugs� (%) 58 50 0.463

*P-values from chi-squared test, Fisher’s exact test and Student’s t-test.

�Daily intake of neuroleptics, benzodiazepines and/or antidepressants.

Older people People with severe dementia exhibit episodes of lucidity
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more often assessed as shouting and as resistant to being

dressed. Reisberg et al. (1989) have emphasized that agitated

behaviour tends to decrease in the end-stage of extremely

severe dementia. Thus, the people with severe dementia who

did not exhibit ELs could be seen as being in a more advanced

stage of the disease.

Expressions of various emotions were noticed, often in

some residents and more seldom in others. Residents with

severe dementia showed emotions such as happiness, sadness

and disappointment, which are in agreement with Magai

et al. (1996) who found that even people in the end-stage of

the dementia showed an intact and functional emotional

system. Many people with severe dementia can receive and

return emotional signals long after they have lost their

language skills (Jansson et al. 1993, Asplund et al. 1995,

Förstl & Kurz 1999). The result that statistically significantly

more residents with severe dementia and ELs showed

happiness, anger and disappointment than those without

ELs, also indicated that the residents with ELs had less severe

dementia than those without.

The study showed that more residents with ELs participated

in outdoor walks than those without. Having walks outdoors

with the key care provider is an activity that brings the resident

close to the care provider, it most likely also implies body

contact like walking arm in arm. The conversation partners

will have a unique opportunity to listen carefully to each other;

there is a relationship that probably seldom occurs on the ward.

When working on the ward, the care provider might have to

relate to several residents and be prepared to suddenly change

working tasks. The residents will not always have the key care

provider’s whole attention. While walking together, situations

and sights in the environment might guide the conversation.

Bohling (1991) emphasizes listening and having the resident’s

frame of reference as being important in conversation with

people with severe dementia. In interviews with care providers

about ELs in patients with severe dementia, Normann et al.

(1998) found that care providers reported that ELs occurred

when the patients were in close undemanding atmosphere

together with care providers. In an observational study of one

woman with severe dementia, Normann et al. (2002) also

showed that support and confirmation during conversations

promoted lucidity in a woman with severe dementia.

Conclusion

The high frequency of ELs found in this study could thus

indicate that the occurrence of ELs was promoted by support

during conversation and walking. The care providers in this

study noticed ELs as they spent time with the residents. Thus,

ELs might be more common than the reports about care

providers being surprised by ELs indicate.

It seems reasonable to believe that awareness of the

occurrence of ELs in people with severe dementia and

communication difficulties will make care providers more

inclined to look for the person behind the disease, which will

improve the communication.

Contributions

Study design: HKN, KA, SK, P-OS, AN; data collection and

analysis: HKN, KA, SK, P-OS, AN and manuscript prepar-

ation: HKN, KA, SK, AN.

Table 2 Comparison between residents

with severe dementia and episodes of

lucidity (ELs) and residents with no ELs

regarding behaviour symptoms and

emotions

Residents

with ELs,

n ¼ 52

Residents

with no ELs,

n ¼ 40 P-values*

Psychiatric index, mean ± SD (range 0–42) 11Æ4 ± 6Æ8 10Æ0 ± 5Æ2 0.271

Behaviour index, mean ± SD (range 0–75) 11Æ7 ± 7Æ7 9Æ0 ± 6Æ2 0Æ069

Orientation score, mean ± SD (range 0–27) 2Æ3 ± 2Æ7 1Æ4 ± 1Æ9 0Æ054

Residents who every day (%)

Yell and shout continuously 16 0 0Æ008

Are aggressive and threaten other

residents and staff

8 15 0Æ325

Refuse to be dressed and undressed 59 35 0Æ024

Are disturbed and restless 28 18 0Æ242

Talk to themselves 41 20 0Æ031

Residents who show emotions (%)

Happiness 82 63 0Æ033

Anger 80 62 0Æ048

Disappointment 28 10 0Æ038

Sorrow 39 23 0Æ089

Surprise 41 28 0Æ175

*P-values from chi-squared test, Fisher’s exact test and Student’s t-test.
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