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Abstract

Background: Dementia is an important predictor of nursing home admissions. Due to progressive dementia
symptoms, over time it becomes difficult for persons with dementia to communicate their wishes and participate in
decisions concerning their everyday lives. Their well-being, sense of dignity, integrity and personhood are at risk.
The persons’ life stories have been highlighted as particularly important in dementia care and are referred to as
seeing the person beyond the dementia. The aim of this study was to explore and describe the use of life stories
and its influence on persons with dementia living in nursing homes, their relatives and staff.

Methods: A systematic mixed studies review was conducted. The literature searches were performed in the
following databases: CINAHL, PubMed and PsycINFO and the Cochrane library, as well as by hand searching
references in the studies included. An updated search was performed eight months after the first search. Data

was synthesised inspired by integrative analysis.

Results: Three studies using quantitative design and two studies (presented in three papers) using qualitative

design representing research from 2006 to 2015 were included in the review. Life stories generally had a positive
influence on the persons with dementia, their relatives, and staff. The use of life stories might contribute to
‘Maintenance of the person with dementia as a whole person rather than a demented patient’. On the other hand,
enabling persons with dementia to tell their own story could be a challenge. For the staff it could be challenging
when sensitive information emerged uninvited. Involving relatives could also be difficult as to whose story

were uncovered.

Conclusions: The use of person’s life story might be of significance, but there is not enough evidence to make any
statement about its importance as the research is scarce. Studies, including randomised controlled trials, are needed
to measure the impact of life story work on the physiological and psychological aspects of persons with dementia,

and also how it influences their relatives and staff.
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Background

Due to a greater prevalence of older people in society as
a result of demographic changes, the incidence of per-
sons with dementia has increased internationally [1, 2].
It is estimated that there will be 48.1 million persons
with dementia globally by 2020. This is expected to
reach 90.3 million by 2040 [3]. Persons with dementia
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need care and support in many areas of their lives [2]
and dementia is an important predictor of nursing home
admissions [4, 5].

Dementia is a collective term for several diseases that
permanently and progressively reduce cognitive func-
tions. Alzheimer’s disease is the most common cause of
dementia, followed by vascular dementia, Lewy Body
dementia and frontotemporal dementia [3, 6, 7]. As there
is no medical curative treatment of dementia [2, 7],
specific nursing care that positively affects the quality of
life of the person is of the utmost importance [8, 9].
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Kitwood’s work has been very influential in challenging
the standard biomedical paradigm and offering an alterna-
tive for understanding dementia [8, 10, 11]. His conceptu-
alisation of dementia highlighted the dialectic interplay
between neuropathology and the social-psychological con-
text of the individual, and contributed to the development
of person-centred care within dementia care [11-13].
Since Kitwood’s work, various descriptions of person-
centred care have been developed [14, 15]. Other related
concepts such as relationship-centred care [16], senses
framework [17], and dementia care nursing [18] are also
presented. These descriptions and concepts have much in
common by supporting the person’s rights, values and be-
liefs, and involving the person with dementia in decision
making [8, 11, 14-16, 18].

It has been argued that it is the day-to-day decisions
that are really omnipresent for persons with dementia
[19, 20] as the possibility of participating in decisions
concerning their everyday life will most likely impact the
person’s well-being and sense of dignity, integrity, and
personhood [11, 20-22]. However, due to progressive
dementia symptoms such as increased cognitive and
physical impairment, over time it will become more dif-
ficult for persons with dementia to express themselves,
make choices, communicate their wishes and understand
their present circumstances [23, 24].

When this happens, relatives may be entitled, according
to political documents, legislation and nurses’ ethical
codes [25-29], to participate, together with the person
with dementia, in order to take care of the his/her inter-
ests. A recent dissertation [20, 30] has highlighted that rel-
atives could be a link to good dementia care because by
knowing the person’s life story and preferences they could
share important information with nursing home staff. In a
survey, the majority (98.7%) of relatives stated that they
had good knowledge of the person’s habits and prefer-
ences. However, about 30% of relatives had not been asked
to provide written information about their near ones,
which shows that there is room for improvement in this
issue [31]. Life story work that involves recording aspects
of a person’s past and present life, and then using this
information to benefit the person in his/her present situ-
ation [32], has been used in many countries within a range
of health and social care settings [33-37].

Life stories are also used as a part of reminiscence
work in which the person’s life reviews, often supported
by photographs, artefacts and music, were actively used
therapeutically [38, 39]. A review of intervention studies
that focused on the use of life stories in the care of per-
sons with dementia, found positive changes in the inte-
gration of self and that the quality of life was enhanced
[38]. Life story works have been highlighted as particu-
larly important in dementia care [40] and are referred to
as seeing the person beyond the dementia [41].
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Since no recent reviews were found that focused on
how the life stories of persons with dementia influence
persons with dementia, their relatives and staff, this
study was carried out.

Aim

The aim of this study was to explore and describe the
use of life stories and its influence on persons with de-
mentia living in nursing homes, their relatives and staff.

Methods

A systematic mixed studies review with an integrated
design was undertaken to integrate and synthesise results
from quantitative, qualitative and mixed methods studies
[42]. The design was chosen to explore and describe the
use of life stories’ influence on the person with dementia,
the relatives and staff. The research group strived to use the
methodological guidance of the Cochrane Collaboration
[43] in the search and also to structure the review together
with the guidelines from “Preferred Reporting Items for
Systematic Reviews and Meta-Analyses” (PRISMA) [44].

Eligibility criteria

Eligibility criteria were based on the aim of the review
and were determined before the literature search started.
The aim was explorative and descriptive, and the inclu-
sion criteria reflect this.

Participants and setting

Studies comprising the use of life stories for persons with
dementia living in nursing homes were included. Studies
concerning the use of life stories for people living at home
who received home care were excluded. Furthermore,
studies focusing on life stories regarding people with men-
tal health problems were excluded to ensure that the focus
remained on persons with dementia.

Type of studies

Peer-reviewed papers using qualitative, quantitative or
mixed methods, and presenting research in English,
Norwegian, Swedish or Danish, were included. There
were no limits regarding date of publication beyond the
coverage of the databases themselves. Reviews and books
were excluded from the review.

Outcome

Studies were included when the outcome focused on the
consequences of the use of life stories for the person
with dementia, relatives and/or staff.

Identification of relevant literature

Information sources

The literature searches were performed in three elec-
tronic databases: CINAHL via EBSCO, PubMed via
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NCBI and PsycINFO via OVID, as well as the Cochrane
Library, 26 January 2015. An updated search was
performed on 1 September 2015. ‘Dementia’ covering
Dementia, Frontotemporal Dementia, Dementia Vascular,
Dementia Multi-Infarct, Levy body Disease, Dementia
Senile, Dementia Presenile, was used as a key search term
in combination with the Boolean operator ‘AND’ with the
search terms ‘biographical approach’, ‘diary’, ‘narratives’,
‘life story’ or ‘life histories’, and used as appropriate for the
database. The full electronic search strategy for Pubmed is
shown to exemplify the search: ((dementia [MeSH Major
Topic] AND biographical approach), (dementia [MeSH
Major Topic] AND diary), (dementia [MeSH Major
Topic] AND narratives), (dementia [MeSH Major Topic]
AND life story), (dementia [MeSH Major Topic] AND life
history)). The references in the selected studies were scru-
tinised for further studies by looking for the key search
phrases in the titles.
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Study selection

A modified flow diagram (Fig. 1) shows the procedure
for the identification and selection process. The elec-
tronic database searches revealed 798 papers, with a fur-
ther six papers identified through the reference lists.
Duplicates were removed which resulted in 749 papers.
All four authors independently read the titles. All titles
were assessed according to their relevance to ensure that
the eligibility criteria and the aim of the study were met
and screened on a scale from 1 (relevant), 2 (maybe rele-
vant) to 3 (not relevant). There were 706 papers with a
score of 3 which were excluded. The papers with scores
1 and 2 on the title (49 papers) were divided into two
equal parts and two authors read one half of the ab-
stracts, the other two authors read the other half and
gave each abstract a score from 1 to 3. Abstracts with
score 1 or 2 were then read by all four authors, and the
scores were subsequently discussed until consensus was

Records identified through
database searching

Additional records identified
through reference lists

(n =798, duplicates = 49) (n =6, duplicates = 0)
3 l
=
©
=
7’5 v
c
i Records after duplicates removed
- (database search: n = 749, reference lists: n = 6)
l
oo Records excluded
k= Records screened
c (n=749 +6) _— (n=738+6)
< (title/abstracts) Title: 706 / Abstracts: 38
(%]
‘L Full-text papers excluded
— Full-text papers assessed (n=4)
for eligibility "| Reasons:
- (n=11)
h= Outcome: Not clear focus
2 on consequences of life
%D I story work for the person
with dementia, the family
Full-text papers assessed for quality or the staff (n=4)
— (n=7)
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—
(Including two papers from one
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Fig. 1 Flow diagram of the selection process. Source: modified version of flow diagram as reported by Moher et al. [44]
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reached. As a result, 38 papers were excluded, leaving 11
papers. The 11 papers were assessed in full text by all
four authors independently to ensure that the inclusion
criteria were met. Four papers were excluded, leaving
seven papers to be assessed for quality.

Appraisal and data extraction

The quality of each paper included in the review was
assessed by two authors independently, using the Critical
Appraisal Skills Programme Tools (CASP) for qualita-
tive, quantitative and RCT studies [45], modified by
Nordstrom and Wilde-Larsson [46, 47]. A scoring sys-
tem was used to rate the studies as low, medium or high
quality. Papers with low quality scores were then reas-
sessed by the two other authors. Any differences on
quality ratings were discussed in the research group until
agreement was reached. One study was excluded based
on low quality. In total six papers were included in the
synthesis. Information regarding aim, study design,
research type, sample, intervention, outcomes and key
results were extracted from the studies. See Table 1 for
characteristics of included studies and quality assessment.

Methods of synthesis

An integrative analysis inspired by Sandelowski et al.
[42] was conducted. The aim provided direction for the
analyses of the results from the included papers.

Results

The included studies represent research from 2006 to 2015
with three studies using quantitative design and two stud-
ies (presented in three papers) using qualitative design.
Three of the papers are from the United Kingdom, one
from the United States, one from Northern Ireland and
one from Australia. The number of persons with dementia
who participated was 70. In addition, there were 33 rela-
tives and 159 members of staff. Five of the papers specified
the age of the person with dementia, all papers specified
gender, while three papers described the cognitive ability of
the person with dementia. The relatives’ age and gender
were specified in, respectively, one and three out of four
papers, and their relationship to the person with dementia
was described in all four papers. Among the five papers
that included staff, four papers described the staff’s profes-
sions. The demographic characteristics of the participants
included in the studies are shown in Table 1.

Results from the integrative analyses of the six papers
show that the use of life stories might contribute to
‘Maintenance of the person with dementia as a whole
person rather than a demented patient’ as it enabled the
voice of the person with dementia to be heard, enabled
relatives to see their near one as a whole person and en-
abled staff to understand persons with dementia and
their relatives. However, several challenges in creating
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and using life stories in care were also revealed, as
described later.

Enable the voice of the person with dementia to be heard
The results showed that five of the papers concerned
how the use of life stories might influence the person
with dementia. The life story enabled the voice of per-
sons with dementia to be heard and to feel proud about
themselves and their lives [48]. However, enabling per-
sons with dementia to tell their own life story could be a
challenge due to memory loss. Joint authorship is re-
ferred to as a way of supporting the ability of persons
with dementia to contribute to their own story [49].

After a life storybook process, persons with mild to
moderate dementia scored significantly more positively
on the outcome measures of cognition, depression,
positive mood and communication than the control
group [50]. Regarding quality of life as measured on the
Quality of life-Alzheimer’s disease scale, to take part in
the creation of their own life story book had significantly
positive benefits for persons with dementia immediately
after the life review session had been completed [51].
Their autobiographical memory also significantly im-
proved. However, no difference was observed between
the control and experimental group six weeks after
having received the life storybook [51].

Kellett et al. [52] found that persons with dementia
benefited when life stories were used, as both staff and
relatives were more capable of stimulating and provok-
ing memories, as well as knowing how to calm them
when necessary.

Enable relatives to see their near one as a whole person
The results showed that two of the papers described
how the use of life stories might influence relatives.
Family members appreciated that life story work made
their near ones more visible, present and heard [48].
They could now focus on their near ones as persons
who had lived a meaningful life and enjoyed accom-
plishments throughout their lifetime [52]. Reviewing
memories released relatives from the immediate
dementia-related care in their everyday experience, thus
enabling them to see their near ones as a whole person
in new and different ways — even in ways not previously
appreciated [52].

The relatives enjoyed participating in the process of
implementing life stories [48] and they experienced great
comfort and confidence in observing the ability of the
nursing staff to recognise, value and incorporate life
stories in everyday care [52]. The relatives also gained
insight into their own grieving with regard to the
process of their near ones’ dementia illness, something
that helped them to cope with it more positively [52].
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Enable staff to understand persons with dementia and
their relatives
The results showed that five of the papers were about how
the use of life stories might influence staff. Introducing a
life story collage increased the staffs’ knowledge of the
persons with dementia regarding family, jobs/careers,
likes, dislikes and interests. It improved the relationship
between staff and the persons with dementia, and the
staffs’ involvement [53]. Life story work helped the staff to
see the person with dementia as more than a patient and
it enhanced their understanding of the person for whom
they were caring [48]. The use of the family biography
workshop, which is a structured process to facilitate the
involvement of staff, family members and friends of the
person with dementia in co-constructing biographies of
their lives, gave the staff better knowledge of how to
stimulate and provoke memories, and how to calm the
person by using his/her biography. The staff discovered
points of reference to communicate with the person with
dementia and family and view them as part of a family
history. The staffs understanding and insight into
behaviour increased and they felt empowered to provide
relationship-centred care rather than task-oriented care
[52]. Further, staff attitudes to persons with dementia mea-
sured as hopefulness and person-centeredness, improved
when a life story book was developed [51]. However, an-
other study found that staff perceptions of individualised
care or person-centred care practices did not improve sig-
nificantly after introducing a life story collage [53].
McKeown et al. [49] found that life story work may be
overused and underused, and that finding a balance is
important. From the staff point of view it was sometimes
a challenge when sensitive information and personal dis-
closures emerged uninvited. The results also showed
that involving relatives could be a challenge as to whose
story is uncovered. Questions were raised about the
quality of the life story work when it had been created
by relatives [49]. Developing a life story book either with
the participation of the person with dementia or via
relatives without involving the person with dementia
improved the staff’s knowledge of the person with
dementia regarding details such as hobbies, favourite
food and school [51]. The process of creating life story
work was perceived by staff as being enjoyable [48].

Discussions

The results of this review show that research into the
use of life stories’ and its influence on persons with
dementia, their relatives and staff is still scarce. Even
though the literature search resulted in 749 papers once
the duplicates had been removed, it was found that the
majority of studies focused on the importance of the
phenomenon of life story work and, to a much lesser
extent, on how to actually use it and its influence on

Page 9 of 11

persons with dementia, their relatives and staff. Further-
more, among the included studies, the quality of four of
the studies was rated as medium quality and only one
was rated as high quality.

The total sample covered in this review is small and
the included studies provide little information about per-
sons with dementia, their relatives and staff, as well as
the overall context. No specific diagnoses of the persons
with dementia were mentioned and only two of the
studies provided information about the person’s MMSE
score. Consequently, as little or nothing about the
diagnoses and the extent of the person’s cognitive
impairment are known, it is not possible to explore pos-
sible relationships between diagnoses, degree of cognitive
impairment, the use of life story and its influence on the
persons with dementia, their relatives and staff. This infor-
mation could be of interest as previous research shows
that the more severe the dementia symptoms, the less the
care is individualised and the less the relatives are involved
in the care [20].

The integrated and synthesised results from the quanti-
tative and qualitative studies show that use of life stories
might contribute to ‘Maintenance of the person with de-
mentia as a whole person rather than a demented patient’.
This result is in line with what is referred to as ‘seeing the
person beyond the dementia;, which is one of the goals of
dementia care [11, 20, 41]. As this group of persons are at
risk of becoming objectified and seen as non-persons,
especially as the disease progresses [11, 20], the use of life
stories should be considered an important element of the
care in order to preserve and enhance the dignity and
well-being of the person with dementia. The latter has
been highlighted as particularly important with regard to
dementia care in several studies [20, 54, 55]. As no
medical curative treatment of dementia exists [2, 7],
individually tailored care is crucial in order to offer the in-
creasing number of persons with dementia and their rela-
tives [1] high-quality professional care in the future.

As the results revealed several challenges both in cre-
ating and using the life stories in care, life story work
has to be taken into consideration with a high level of
sensitivity by the staff. It is therefore both worrying and
striking that among the staff, there were only a few RNs.
This might be a coincidence, but most likely is not. Ac-
cording to previous research, nursing homes are facing
major challenges regarding a serious lack of personnel
with formal health education [56] and the utmost need
for a high degree of expertise in order to provide high-
quality care is emphasised [30].

Methodological considerations

Using an integrated review method provides an oppor-
tunity to present a comprehensive understanding of a
phenomenon of relevance to health care [57]. Even
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though only three quantitative and two qualitative
studies were included in this review, presenting the existing
knowledge is valuable, in order to start creating a know-
ledge base for using the persons’ life stories in dementia
care, and also to uncover areas for further research.

The four researchers worked systematically in pairs to
minimize subjectivity. The quality of the papers was
assessed using a reliable quality assessment tool [45].
Any uncertainties were discussed in the research team
until consensus was reached. This increased the validity
and reliability of the selection and quality assessment
process [43, 57].

Different concepts have been used for describing the use
of life stories, which made the search process challenging.
To strengthen the validity, we elected to use five concepts
based on our own knowledge of the field. These concepts
were life histories, life story, narratives, diary and bio-
graphical approach. No further concepts were identified
during the search process. To strengthen the reliability, a
search update was performed in September 2015. No fur-
ther studies were found. References in the chosen papers
were scrutinised, but searches for ‘grey literature’ were not
conducted.

Conclusions

The use of life stories was generally found to have a posi-
tive influence on persons with dementia, their relatives
and staff. The theme ‘Maintenance of the person with
dementia as a whole person rather than a demented pa-
tient, was identified as representing a positive influence.
Nevertheless, the total sample of studies was few, partici-
pants in the included studies were limited and the quality
of four of the studies was assessed as medium. This result
indicates that a rather simple intervention might have the
potential to make positive changes for persons with de-
mentia, their relatives and staff. There is a huge need for
studies, including randomised controlled trials, to measure
the impact of the use of life stories on physiological and
psychological aspects of persons with dementia, and also
how it influences their relatives and staff.
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