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Faktorer som pavirker brukermedvirkning for beboere med
demens i sykehjem: en kritisk fortolkende analyse
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Faculty of Health Studies, VID Specialized University, Oslo, Norway

ABSTRACT KEYWORDS

User participation has been one of the central guiding principles in health User participation; dementia;
and social services for decades, but there are many obstacles in practice, nursing home; citizenship
especially when service users’ have difficulties in exercising their
autonomy. Many residents with dementia in nursing homes belong to
this group. This article is based on a critical interpretive review of the
factors affecting user participation for residents with dementia living in
nursing homes. The search yielded 1555 articles; in total 82 full-text
articles were retrieved, of which 38 met the inclusion criteria. Six broad
analytical themes were identified; characteristics of the residents, staff,
co-residents, relatives, tools for promoting participation and socio-
material context, which indicates that user participation for this group
and this context is multifactorial. Another interesting finding is that very
few of the included articles question to whether the residents have real
power in influencing the provision of individual services; moreover user
participation on collective level with the overall aim of influencing
service delivery in nursing homes was non-existent. An open question is
whether residents with dementia in nursing homes are primarily
considered patients more than fellow citizens.

NO@KKELORD
Brukermedvirkning; demens;
sykehjem; medborgerskap

SAMMENDRAG

Brukermedvirkning har veert et av de sentrale ledende prinsippene i helse-
og sosialtjenester i flere tidr, men det er mange hindringer i praksis,
spesielt nar tjenestebrukere har vanskeligheter med & utgve sin
autonomi. Mange beboere med demens pa sykehjem tilhgrer denne
gruppen. Denne artikkelen er basert pa en kritisk fortolkende
litteraturstudie av faktorer som pavirker brukermedvirkning for beboere
med demens som bor pa sykehjem. Sgket ga 1555 artikler; totalt ble 82
fulltekstartikler hentet ut, hvorav 38 oppfylte inklusjonskriteriene. Seks
brede analytiske temaer ble identifisert; egenskaper hos beboerne,
ansatte, medboere, pargrende, verktgy for a fremme deltakelse og
sosiomateriell kontekst, noe som indikerer at brukermedvirkning for
denne gruppen og denne konteksten er multifaktoriell. Et annet
interessant funn er at sveert fa av de inkluderte artiklene stiller spgrsmal
ved om beboerne har reell makt til @ pavirke tiloudet av individuelle
tjenester; dessuten var brukermedvirkning pa kollektivt niva med det
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overordnede malet @ pavirke tjenesteytelsene pa sykehjem, et ikke
eksisterende tema. Et dpent spersmal er om beboere med demens pa
sykehjem farst og fremst betraktes som pasienter mer enn medborgere.

Introduction

The aim of this literature review is to identify factors that enable or hinder user participation among
nursing home residents with dementia. Our working definition of ‘user participation’ is that it gen-
erally takes place on both an individual and collective level. Moreover, it includes both autonomous
and relational aspects, and it is linked to nursing home residents’ legal rights as citizens. User par-
ticipation in dementia care is also described as a triadic collaboration between residents, relatives,
and professional caregivers and tied with the activities of everyday life (Serly, 2017; Helgesen
et al., 2013). By exploring important factors of user participation among residents with dementia
in nursing homes, our intention is to promote professional practice that includes both care for
people in vulnerable situations and justice with regard to societal participation.

For 20 years, models of ensuring personhood have provided a lens for conceptualising dementia
practice and research (Cahill, 2018). Personhood and person-centred care models have laid the
groundwork for improving care and raising professional consciousness regarding the status of
people with dementia (Brooker & Latham, 2015). Twenty-four years ago, Kitwood (1997) identified
psychological needs experienced by persons living with dementia: comfort, attachment, inclusion,
occupation, and identity. However, focus on personhood has been criticised for individualising per-
sonal needs, and, consequently, the political dimension is absent (Bartlett & O’Connor, 2007, 2010).
To promote autonomy and improve quality of life, political and legislative changes are also needed.
Bartlett and O’Connor (2007) introduced citizenship as a possible lens through which to further
promote the status of persons with dementia. Cahill (2018) argues that we should understand
dementia as a disability, and thus understand that the individual is entitled to the rights set by
the United Nation’s Convention on the Rights of Persons with Disabilities in 2006. A human rights
approach implies the recognition of the civil, political, social, economic, and cultural rights of
persons with dementia as well as their right to quality of life. This means that persons with dementia
should be able to engage in decision-making regarding matters that are important to them, exercise
autonomy, and, whenever necessary, receive support to do so while being valued and treated with
dignity and respect (Cahill, 2018, p. 9). These rights include the right to protection, freedom from
discrimination, free expression, and privacy. Dementia is also a health condition, and persons with
dementia have the right to obtain personal fulfilment and assistance. Residents living in long-
term nursing homes often exhibit health and functional impairment in more than just the cognitive
domain, and they often face social barriers (Wang et al., 2013). Therefore, we believe that it is necess-
ary to perceive residents in nursing homes as citizens, service users, and patients, and it is important
to note that they can move in and out of these different roles just like everybody else.

Theoretical and conceptual framework

The theoretical understanding and the practice of participation are contested. ‘Citizen participation’,
‘user involvement’, and ‘patient participation’ are terms often used as synonyms in the literature and
represent different political and professional points of view (Arnstein, 1969; Halabi et al., 2020; Tritter,
2009). In dementia care, participation is often related to shared decision-making, especially with
regard to defining goals and preferences for future medical treatment and care, among the
persons with dementia, their relatives, and health-care providers (Goossens et al., 2020).

The literature describes different levels of participation. Service users can participate on an indi-
vidual or a collective level. User participation in dementia care is usually limited to individual
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participation, where the aim is to influence the services each individual receives, while the aim of
collective participation is to improve services for everyone in the same situation (Seim & Slettebg,
2011), for example through user boards in nursing homes, user surveys etc. Participation also
refers to the power service users have on influencing the shape and delivery of services. This
point was clearly expressed in Arnstein’s classic article (1969) A Ladder of Citizen Participation,
where she stated ‘The fundamental point is that participation without redistribution of power is
an empty and frustrating process for the powerless’ (p. 216). However, nursing home residents
are often portrayed as vulnerable and powerless.

Participation in residential care is also about residents having an influence on everyday life and
what constitutes quality of life and staff involving them in non-medicalised activities, which, in
turn, can facilitate a climate of ‘at-homeness’ and well-being in dementia care (Edvardsson et al.,
2012). Along with Serly (2017), we believe that participation should also be understood as a rela-
tional concept — in terms of the relationship between people with dementia, their relatives, and
the professional caregivers — as the voices of people living with dementia are most likely to be
heard within the context of support and partnership. The quality of these relationships will often
regulate how accessible participation is to nursing home residents with dementia.

In an analysis of the literature on user participation among people with dementia living at home,
Haugen et al. (2019) found that the factors affecting user participation were related to individual,
professional, decision-based, relational, and organisational characteristics. In this paper, we
explore whether the same factors affect participation among residents with dementia living in
nursing home settings are similar to the factors affecting participation among people with dementia
living at home. This could give us a broader picture of how participation is understood and practised
in the broader area of dementia care.

Our primary research question for this review is:

What factors affect user participation among nursing home residents with dementia?

Materials and methods

This literature review was based on the methodology of Dixon-Woods et al. (2006), which is called
critical interpretative synthesis (CIS). A characteristic of this approach is that qualitative and quanti-
tative studies can be included in the same meta-synthesis. Furthermore, it is possible to make a stra-
tegic selection of relevant literature and allow for maximum variation in the inclusion criteria. The
method also allow for an adjustment of the research question, with the purpose of further develop-
ing knowledge and concepts by means of interpretation — instead of just describing existing
research — and ask critical questions about assumptions that are taken for granted. The intention
behind conducting a critical interpretive approach was to expand the understanding on the
make-up of everyday, triadic perspectives on user participation in nursing homes and investigate
the possibility of residents’ influence and the redistribution of power.

Search strategy, inclusion and exclusion criteria, and quality assessment

The literature search was conducted between April and May 2019. We chose our search terms based
on the following categories:

1. Dementia OR Alzheimer OR Alzheimer’s Disease

2. Nursing homes OR Nursing Home Patients

3. Autonomy OR user autonomy OR patient autonomy OR client autonomy OR consumer auton-
omy OR empowerment OR user empowerment OR patient empowerment OR client empower-
ment OR consumer empowerment OR participation OR user participation OR patient
participation OR client participation OR consumer participation OR involvement OR user
involvement OR patient involvement OR client involvement OR consumer involvement OR
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decision-making OR person-centred OR person-centred OR patient-centred OR patient-centred
OR self-determination.

The search was conducted using the following databases with a combination of keywords and
MeSH terms — or a database equivalent to MeSH: Academic Search Elite, Amed, Cinahl, Cochrane,
Embase, Medline, Ovid Nursing, Psycinfo, Scopus, and Socindex. The formal search yielded 3,845
hits; after duplicate checking, it yielded 1,555 hits.

Our inclusion criteria were articles published from 2000 to 2019 in peer-reviewed journals and
written in English or a Nordic language. After reading, adjusting inclusion from 2005 to 2019, exclud-
ing review articles, and assessing relevance to our study, we obtained 38 included articles.

The quality assessment of the sample is consistent with the CIS, with relevance a higher priority
than methodological quality. We conducted an MMAT assessment ensuring a good methodological
quality (Hong et al., 2018). We obtained all 38 items following the assessment (Figure 1 and Table 1).

Synthesis

The first analytic step of this review process was a detailed inspection of the papers, where we pro-
gressively identified recurring themes and developed a critique of some of the established assump-
tions about participation in dementia care. In a thematic analysis of 38 included scientific articles,

Elektronic searches .

(n=1555) Articles removed after
. . reading titles (n= 1434)
Screening of titles

Articles after screening of

titles (n=121) Articles removed after
Reading the abstract of reading abstracts (n=39)
these

Articles after screening

the abstracts (n=82) Articles removed after
Reading the full text of reading full text (n=44)
these

Articles included (n=38)

Figure 1. Flowchart of selection process.
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based on Braun and Clarke (2006), the following main themes were identified: characteristics of
nursing home residents with dementia, characteristics of staff and their practices, characteristics
of relatives’ experiences, tools and methods of promoting participation, and environmental and
organisational characteristics. We compared the main themes against the data in the included
articles and attempted to identify the relationships between them.

Results
Characteristics of nursing home residents with dementia

The literature provides descriptions of persons with dementia as frail, with a lost sense of self and few
opportunities to make decisions (Haugen et al., 2019). Very few of the studies in our sample depicted
nursing home residents as informants to gain knowledge of the residents’ condition and experiences
regarding autonomy and participation. Fain et al. (2015) conducted a survey comprised of nursing
home residents to investigate the association between a range of resident characteristics and
impaired decision-making. They found several independent markers of impaired decision-making
in the nursing home residents, including being depressed, sad, or having an anxious mood; demen-
tia; and a greater need for activity of daily living assistance. They concluded that some of these
factors, particularly mood, are modifiable, and addressing them may help improve decision-
making. Heggestad et al. (2015) investigated how life in Norwegian nursing homes may affect experi-
ences of dignity among persons with dementia. They found that residents felt that their freedom was
restricted, also describing feelings of homesickness. Not being seen as an individual autonomous
person by the staff was a threat to the residents’ personal dignity. In another study of Norwegian
nursing homes, 25 residents were interviewed about what they perceived as ethical challenges in
their everyday lives. Also in this study, a lack of autonomy and self-determination represented a
threat to the sense of dignity (Bollig et al., 2016). Mondaca et al. (2018) conducted a fieldwork-
designed case study that focused on the influence older adults living in nursing homes possess
over everyday activities. The findings illustrated how influence is situated contextually as well as
how it emerges through activities, and is being negotiated.

Characteristics of staff and their practices

Nursing home staff play an important role in facilitating resident participation. The characteristics of the
health personnel are related to their education and participation in competence-enhancing interven-
tions, their practices, and their cultural background. Clifford and Doody (2018) explored nurses’ views
on supporting people with dementia and responsive behaviours in long-stay facilities. Staff access to
on-going education and the ability to provide one-to-one care was valued as options that could change
the overall nursing practice. A mixed method study of an education intervention aimed to reduce the
use of restraint and implement person-centred dementia care in nursing homes comprised 24 nursing
home personnel and was conducted by Jacobsen et al. (2017). As a result, training programmes were
found to be an important precondition for person-centred care in nursing homes.

Another experimental study aimed to develop person-centred care competences (Barbosa et al.,
2015). Four aged care facilities were randomly assigned to either a psychoeducational or education-
only intervention (control). Data was collected from 56 direct care workers. The direct care workers
participating in the psychoeducational intervention exhibited enhanced group cohesion, emotional
management, and self-care awareness.

The provision of one-to-one care seems to be crucial in supporting persons with dementia
(Clifford & Doody, 2018). Two Norwegian studies (Helgesen et al., 2014; Norheim & Vinsnes, 2008)
examined different forms of participation practices. These practices were described as ‘letting the
resident make their own decisions’, ‘adjusting the choices’, ‘making decisions on behalf of the resi-
dents’, and ‘forcing the residents to act’. Additionally, the education and commitment were



16 A.STR@M AND T. SLETTEB@

described by the study participants as impacting the residents’ participation, often combined with
the ability of the residents to make decisions and organisational conditions, such as care culture, lea-
dership, and staff ratio. Patient participation had to be adjusted to the individual resident, but it was
usually adjusted to suit the nurse’s preferences regarding how to carry out the daily care and only
secondly to suit the individual resident’s needs and wishes (Helgesen et al., 2014).

Participation for residents in nursing homes essentially seems to be about everyday events. The
role of the various physical and verbal behaviours of professional caregivers in the onset of restive-
ness to care (RTC) and the collaborative behaviours of nursing home residents with dementia was
assessed in a daily hygienic care routine context (Belzil & Vezina, 2015). Two hundred and forty hygie-
nic care routines, observed in eight nursing home residents, were analysed. The results showed that
caregiver and care recipient behaviours were interdependent in the hygienic care routine context.
Task-oriented behaviour; neutral, negative, and positive statements; positive and negative instruc-
tions; and verbal distraction emitted by caregivers were significantly and moderately associated
with the onset of RTC in persons with dementia, but the strength of relationship was found to
depend on the care recipient’s behaviour prior to the caregiver’s action. Staff's positive instructions
were moderately associated with collaboration among residents with preserved language abilities;
however, for residents with severe language impairments, these same instructions were linked to
RTC behaviours. Additionally, Ward et al. (2008) explored patterns of communication in residential
care. They found a significant degree of ‘institutional talk'(a type of communication taking place
between professionals and clients in institutional settings when the asymmetry of the relation is
maintained) — excluding persons with dementia — as associated with the provision of care and the
promotion and support of communication as a key skill for care workers.

Participation seems to be linked to one-to-one care and relational practices, but, in nursing homes,
it is also linked to groups of residents with common interests. In order to explore the possibilities of
enhancing such resident communities in common spaces in dementia special care units, 15 health-
care personnel were interviewed (Aasgaard et al., 2017). The analysis indicated that, to enhance the
social community, it was essential for the healthcare personnel to be able to cultivate physical, nar-
rative, and moral proximity (i.e. acting and looking out for patients’ interests) to the residents.

Nursing homes are multicultural workplaces. Bentwich et al. (2018) explored whether gaps exist
between carers from different ethno-cultural groups regarding their perceptions of the autonomy
and human dignity of patients with dementia. Twenty formal caretakers participated in the qualitat-
ive part of this study, and approximately 200 caretakers were included in the quantitative part. Par-
ticipants were recruited from three nursing homes and one hospital in the Galilee region of Israel.
The results showed that Arab caretakers fostered more thorough conceptions of dignity and auton-
omy irrespective of institutional setting when compared with the Israeli participants. This could
imply that the ethno-cultural background of the staff may have an influence on the extent to
which they facilitate resident participation.

Characteristics of relatives’ experiences

Serly (2017) described user participation in dementia care from a triadic perspective, and relatives
are central in this sense. Carter et al. (2018) conducted a study consisting of interviews with
twenty relatives of nursing home residents, with the aim of exploring the experience and prepared-
ness of family carers in their caregiving role as best-interest decision-makers. Much of the stress
experienced by these relatives was explained by a lack of support and competence among the
dementia care staff in situations where they were involved in decisions concerning the residents.
Another study revealed that the 15 spouses included, adopted different visiting modes to provide
continuity in their relationship with their partner throughout the phases of dementia. The visiting
modes described as: ‘maintaining involvement and intimacy to preserve continuity in their relation-
ship’, ‘structuring visits to facilitate interaction and communication’, and ‘pursuing moments of
mutuality to preserve continuity in a deteriorating relationship’ (Forsund et al., 2016).
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Heggestad et al. (2013) interviewed seven relatives of residents with dementia. They found that it
was important for the relatives that their family member was confirmed by staff as a relational
human being; however, the relatives experienced a lack of resources and task-centred care as
threats to confirmation, relational care, and the patients’ dignity. Helgesen et al. (2013) interviewed
relatives about their role in the participation process. They described their roles with phrases like
‘being a visitor’, ‘being a spokesperson’, ‘being a guardian’, and ‘being a link to the outside
world'. Different situations and conditions triggered different roles for them, and their trust in the
staff was a crucial factor in their roles. The relatives also explained that they had to take on an
active role to secure the well-being of their residents.

In-depth interviews with 25 nursing home residents and focus-group interviews with 18 relatives
were conducted to study what residents and their relatives perceive as ethical challenges in Norwe-
gian nursing homes (Bollig et al., 2016). One of the main ethical challenges was related to autonomy
and self-determination. Relatives’ relationship with the staff was of utmost importance and was
experienced as both rewarding and problematic. Challenges were mostly connected to ‘everyday
ethical issues.’

Environmental and organisational characteristics

From the included studies on everyday life-oriented participation, in taking a triadic perspective,
many of the results are related to factors outside everyday life and triadic interaction. A recent
study (Smit et al., 2017) found important predictors of higher involvement for residents to include
higher staff educational levels, lower experienced job demands by care staff, and a smaller
number of residents living in the dementia care wards. Clifford and Doody (2018) study on suppor-
tive and responsive behaviours showed that the availability of staff, adequate time, and financial
restraints were identified as barriers to nurses’ ability to provide person-centred care. Physical
environment and design of nursing home are other barriers. Cohen-Mansfield, Thein, et al. (2010)
examined the impact of environmental characteristics in a community of 193 nursing home resi-
dents with dementia. They found that the participants were more often engaged with moderate
levels of background noise as well as in the presence of a small group of people. They argued
that these findings have implications for the way in which caregivers structure the environment
in nursing homes and how they could present stimuli to residents with dementia to optimise
engagement in persons with dementia.

One case study on communication with a person with dementia (Lindholm, 2016) concluded that
communication challenges can increase in care home settings when a person with dementia is
exposed to a setting characterised by multiple simultaneous stimuli. Moreover, Smit et al. (2012)
investigated how small-scale care is related to the overall activity involvement of residents with
dementia as well as their involvement in different types of activities. Residents in care facilities
with smaller units were more involved in both overall and preferred activities.

Both Heggestad et al. (2015) and Mobley et al. (2017) examined participation in terms of the
socio-material context and physical environment. The residents interviewed by Heggestad et al.
(2015) expressed that a homey nursing home provided the residents with a greater sense of
dignity and helped them be seen as an individual, autonomous person. Mobley et al. (2017)
found in their case study that the physical environment was of great importance for staff in realising
the goals of person-centred care.

In the context of resident participation, leadership is an organisational characteristic. Managers
must consider the interests of the staff, the interests of the residents, and the overall structural pre-
conditions. Value-based leadership, in general, is seen as a prerequisite for implementing person-
centred care (Bramble et al.,, 2011; Jacobsen et al., 2017). Evans et al. (2018) interviewed 18 managers
from care homes offering dementia care in the Northwest of England to determine how care home
managers negotiate the conflict between maintaining a safe environment while enabling the auton-
omy of residents with dementia. There were three areas in which the managers reported balancing
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safety and risk against the individual needs of their residents. First, the physical environment created
a tension between safety and accessibility to the outside world. Second, the managers described a
balancing act between an individual's autonomy and the need to protect all residents’ dignity.
Finally, they highlighted the ways in which a resident’s needs were framed by the needs of other
residents to the extent that, on some occasions, the individual’'s needs were subjugated to the
needs of the general population of the home. This highlights that environmental factors are both
physical and social.

Tools and methods of promoting participation

In our sample of the literature on participation and nursing home residents with dementia, there
were many papers describing various tools or methods that affect residents’ participation in every-
day life activities in different ways.

Dementia Care Mapping (DCM) is a mapping tool based on principles from person-centred care.
When using the method, the staff can gain more insight and knowledge into the resident as a unique
person as well as obtain knowledge and awareness of their own therapeutic behaviour. Argyle (2012)
used DCM to assess the utilisation and efficacy of a person-centred approach within a group of care
home residents. The care home appeared to provide a stimulating and inclusive range of activities,
with leisure pursuits and exercise sessions being the most commonly occurring activities. Also,
several studies have examined the importance of systematically using life history work to maintain
memories and identity and establish relationships between residents, their family, and staff (Beren-
donk & Caine, 2017; Kellett et al., 2010). Cohen-Mansfield, Marx, et al. (2010a) claimed that activities
and stimuli based on a person’s past and current preferences will result in their greater participation
than other activities/stimuli. To be seen in light of one’s life history is an asset intertwined in different
methods. Cooney et al. (2014) conducted in-depth interviews with residents with dementia, their
relatives, healthcare assistants, nurses, and nurse managers in order to understand different perspec-
tives on reminiscence, its impact on their lives, and the experience of care and care giving. Reminis-
cence enabled staff to see and understand the person underneath the dementia. Dassa (2018)
created an individualised music and other types of memory cues database to promote communi-
cation between spouses of people with dementia during their visits to a nursing home. The
spouses reported that using the individualised database helped them find ways to communicate
with their partners, re-live shared past experiences, and alleviate the stress and feelings of disconnec-
tion during visits. Dobbs et al. (2005) described the characteristics associated with activity involve-
ment in 400 residents with dementia in 45 assisted living facilities and nursing homes. Activity
involvement was related to family involvement in care and staff encouragement after adjusting
for resident age, gender, race, cognitive and functional status, and comorbidity. Bramble et al.
(2011) sought to explore the effect of family involvement in care (FIC) intervention on family and
staff well-being over a nine-month period in a nursing home for persons with dementia. Overall, par-
ticipation in the FIC intervention improved family caregiver knowledge in terms of how to involve
the resident in decisions and activities.

Edvardsson et al. (2014) explored the prevalence of participation in everyday activities among
residents with dementia in Swedish nursing homes. They questioned whether the residents partici-
pating in everyday activities lived in more person-centred units and/or had higher quality of life com-
pared to the residents not participating in everyday activities. The residents that participated in the
everyday activities lived in more person-centred units, had significantly higher quality of life, and
exhibited higher cognitive scores compared to those who had not participated in everyday activities.
Fetherstonhaugh et al. (2016) reported from a qualitative study conducted in the states of Victoria
and Queensland, Australia, with 80 direct care staff members. The findings revealed that the partici-
pants utilised several strategies (e.g. knowledge of preferences, negotiation, and persuasion) in their
intention to support decision-making for people with dementia and possessed an overall perception
of learning by doing.
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A two-year action research project aimed to improve the interaction between care workers and
patients with dementia in a nursing home by means of sensory stimulation (Lykkeslet et al., 2014).
The analysis revealed that the participating care workers experienced a change in their attitudes
toward their patients. These changes emerged gradually through a combination of supervision in
practice, continuous reflection, and the acquisition of knowledge, as the staff came to gradually
view their residents’ symptoms as meaningful expressions and realised the importance of human
relationships. van Weert et al. (2005) documented that the implementation of Snoezelen (specific
sensory stimulation) improved the communication during morning care. Savundranayagam and
Moore-Nielsen (2015) analysed 46 conversations between staff-residents audio-recorded during
routine care tasks over 12 weeks to examine whether language-based strategies for effective com-
munication with persons with dementia were associated with the person-centred communication:
recognition, negotiation, facilitation, and validation. The findings identified specific language-
based strategies that supported person-centred communication, but the staff needed training to
use more diverse language strategies to support individual care of the residents with dementia.

Perry et al. (2005) conducted a conversational analysis of residents participating in nurse-led
socialisation groups in three residential units. The effectiveness of the nurse-led conversational strat-
egies was reflected in the high resident participation rates, suggesting that with effective support
and prompting, patients with advanced dementia can engage in social conversations beyond
what would be expected given their diagnosis.

Tools and standardised methods seem to be debated in terms of an individualised, discretionary
practice. Kontos et al. (2010) raised a critique of the standardisation of care planning through The
Resident Assessment Instrument-Minimum Data Set; RAI/MDS (a standardised assessment process
that informs care plan development in nursing homes), claiming that institutional reliance on
methods like RAI/MDS undermines the quality of care in care homes, because it overlooks the resi-
dents’ preferences.

Discussion

Many factors seem to influence user participation among residents in nursing homes with dementia.
The residents’ current state of mind, health status, perceived freedom, and self-determination seem
to be important preconditions of their own participation. Moreover, the education and commitment
of the staff was found to impact how they facilitate residents’ participation. This was often combined
with organisational conditions, such as overall care culture, leadership, and staff to resident ratio.
User participation as a triadic process implies relatives’ involvement in a variety of roles based on
knowledge sharing and support from the staff. The size and hominess of nursing homes, as well
as the leadership care of all stakeholders, seem important in promoting participation. The interaction
between the human resources and various tools and methods aims to map resident history and pre-
ferences, for example, and empower staff in their knowledge and skills to develop a broad repertoire
of approaches to promote user participation.

In our review, we found that an important factor facilitating participation is that both staff and
relatives understand how to involve the residents. Various forms of continuous education are rec-
ommended (Clifford & Doody, 2018; Smit et al., 2017; Ward et al., 2008), and ongoing education
of staff must comprise both theory and skills training (Jacobsen et al., 2017). Communication skills
have been identified as key competencies for staff to include residents with dementia to take part
in the provision of care. The relatives depend on the staff's knowledge and skills as well as on
their dissemination of knowledge so that they can assist the residents in participation and
decision-making (Bollig et al., 2016; Carter et al., 2018; Heggestad et al., 2013; Helgesen et al., 2013).

Another important factor in participation found in our review is the physical environment and
how the care home is designed. Hominess in the nursing home, smaller groups of residents, mod-
erate noise levels, and limited simultaneous stimuli were described as ideal for optimising
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participation (Cohen-Mansfield, Thein, et al., 2010b; Heggestad et al,, 2015; Lindholm, 2016; Mobley
et al,, 2017; Smit et al., 2012, 2017).

Our selection of literature highlights many tools and methods that can support participation,
although in other contexts criticised for other side effects; dementia care mapping, life history
and preference-oriented methods, different types of sensory stimulation, and communication strat-
egy training (Argyle, 2012; Berendonk & Caine, 2017; Bramble et al., 2011; J. Cohen-Mansfield, Marx,
et al., 2010a; Cooney et al,, 2014; Dassa, 2018; Dobbs et al., 2005; Edvardsson et al., 2014; Kellett et al.,
2010; Lykkeslet et al., 2014; Perry et al., 2005; Savundranayagam & Moore-Nielsen, 2015; van Weert
et al., 2005). With reference to the Actor-Network Theory (ANT), tools, like DMC, can be seen as actors
in interactions about social learning and the development of social communities. According to
Engestrom’s Activity Theory (2001), an activity system is a community of multiple points of view,
and the tools are elements that impact practices. This corresponds with the findings of a recent
study that suggested that nurses use a wide range of tools to support their practice to enable
them to perform their multifaceted work (Jensen et al., 2019).

Findings from this review indicate that the triadic perspective on user participation should
include more perspectives. Tools and methods shown in this review may appear to be a fourth
‘actor’ in these processes, and the influence of co-residents may be the fifth (Aasgaard et al.,
2017). In addition, the participatory process and the actors within it must be viewed in terms of
the identified environmental and organisational characteristics identified in this paper. To integrate
these findings, we have developed a figure (Figure 2) that illustrates a broader picture of the factors
that may facilitate user participation among residents with dementia in nursing homes.

We did not find studies addressing user participation on a collective level. We question whether
people with dementia who live in nursing homes are too ill to participate in a collective context or
whether it is assumed that they cannot act as citizens influencing service development — for example
together with their next of kin. Another interesting finding from our literature review was the fact

Residents
themselvs

Environment and
context: Culture,

organisation and SE
material factors ReS|d e nt
participation
in nursing
Tools and homes
methods: DCM, Co-residents
FIC etc
Next of kin

Figure 2. A ‘sextet perspective’ on user participation for nursing home residents with dementia.
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that, with the exception of the study by Helgesen et al. (2014), hardly any of the studies conducted
an analysis of whether user participation among persons with dementia in nursing homes provides
them with the power to influence the shape and delivery of services. Therefore, we are left question-
ing whether participation in nursing homes represents what Arnstein describes partnership or token-
ism. However, we do not have enough data to provide us with the opportunity to transfer our
findings to practice. As far as we know, nursing homes may facilitate collective participation, and
hopefully they also facilitate a real distribution of power among the residents. When challenging
the nursing home services for lack of real power redistribution and lack of collective participation,
we might as well challenge our fellow researchers for having a narrow focus on individual partici-
pation. Regarding residents with dementia living in nursing homes as citizens could open new per-
spectives in both practice and research.
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