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ABSTRACT

Supporting spirituality is essential to high-quality nursing care of older people with
dementia. The aim of this study was to achieve a comprehensive understanding of
supporting the spirituality of older people living with dementia in their caring and
living environments. First, a narrative literature review on spiritual support of older
people living with dementia was conducted. Secondly, in two hermeneutic-
phenomenological interview studies the lived experiences of nurses (n=17) and older
people (n=10) together with their family members (n=9) were inquired. In the latter
sub-study, spiritual-supportive caring and living environment was analysed utilising
photo-elicitation. A total of 75 photographs were included in the analysis.

Results revealed that supporting the spirituality of older people living with
dementia was concerned with supporting religious activity, enabling connections,
nurses’ reflections on their own spirituality, and nonverbal communication. From
the perspective of nurses, supporting the spirituality of older people living with
dementia was seen as understanding their spirituality within a framework of person-
centeredness and individuality. Spiritual needs were met by approaching people with
dementia as valuable humans as well as supporting their personal philosophy of life.
According to the experiences of the older people living with dementia and their
family members, their personalised spirituality can be supported through four
elements of spirituality: religion, meaningful relationships, nature, and arts. Personal
sense of meaning was central to experiences of spiritual support. Spirituality was
seen as a continuum of human life, manifested through caring and living
environment even when older person living with dementia was unable to express it.
The experiences of the nursing environment that supports spirituality were
summarized into three questions: "Where do I belong?", "What remains of me in the
world?" and "Where am I going?" Caring and living environment that supports
spirituality seeks answers to these questions together with older people with
dementia, their family members, significant others, and nursing professionals.

A descriptive theory of supporting the spirituality of older people with dementia
in their caring and living environments was derived from this study. This may
improve the nursing care of older people with dementia by considering their spiritual
needs.

KEYWORDS: dementia, environment, hermeneutic phenomenology, older people,
spirituality
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KRISTIINA JUUDIN: Ikdantyneiden muistisairaiden henkisyyden tukeminen
heidan hoito- ja elinymparistdissaan

Vaitoskirja, 147 s.

Hoitotieteen tohtoriohjelma

Lokakuu 2024

TIVISTELMA

Henkisyyden tukeminen on keskeistd laadukkaassa ikddntyneiden muistisairaiden
hoitotydssd. Tamén tutkimuksen tavoitteena oli ymmartdd henkisyyden tukemista
ikddntyneiden muistisairaiden hoitoymparistdissd. Aluksi toteutettiin narratiivinen
kirjallisuuskatsaus ~ ikddntyneiden muistisairaiden henkisyyden tukemisesta.
Seuraavaksi toteutettiin kaksi hermeneuttis-fenomenologista haastattelututkimusta,
joissa selvitettiin hoitohenkilokunnan (n=17), ikdéntyneiden muistisairaiden (n=10)
ja heiddn laheistensd (n=9) kokemuksia. Lopuksi analysoitiin henkisyyttd tukevaa
hoitotydn ympéristéd hyddyntden valokuvausmenetelmdd. Analyysiin sisdllytettiin
yhteensd 75 valokuvaa.

Henkisyyden tukeminen ikdéntyneiden muistisairaiden hoitotydssd on uskon-
nollisen toimijuuden tukemista, yhteyden mahdollistamista, hoitajien oman henki-
syyden reflektointia ja sanatonta viestintdd. Hoitajat tunnistavat ikdantyneiden
muistisairaiden henkisi tarpeita seké sanallisen etti sanattoman viestinnin kautta ja
perehtymaélld ikddntyneiden muistisairaiden henkiseen ja hengelliseen taustaan.
Henkisiin tarpeisiin vastaaminen merkitsee ikdéntyneen muistisairaan kohtaamista
arvokkaana ihmisend sekd hénen henkilokohtaisen eldménfilosofiansa tukemista
hoitotydssd. Henkisyyttd voidaan tukea hoitoty0ssd yksildllisesti eri elementtien
kautta. Naitd elementtejd ovat uskonto, merkitykselliset ihmissuhteet, luonto ja taide.
Henkilokohtainen tarkoituksen ja merkityksen tunne on keskeistd henkisen tuen
kokemuksissa. Henkisyys néhtiin ihmiseldmén jatkumona, joka ilmenee ympériston
kautta silloinkin, kun ikdéntynyt muistisairas ei kykene itse ilmaisemaan siti.
Ikddntyneiden muistisairaiden ja heidédn ldheistensd kokemukset henkisyyttéd
tukevasta hoitotyon ympéristdstd tiivistettiin kolmeen eksistentiaaliseen kysy-
mykseen: "Mihin mind kuulun?”, "Mitd minusta jaa jéljelle?" ja "Minne mind olen
menossa?" Henkisyyttd tukeva hoitotyon ympéristo etsii vastauksia ndihin kysy-
myksiin yhdessé ikddntyneen muistisairaan ihmisen, hénen ldheistensé ja muiden
hénen hoitoonsa osallistuvien kanssa.

Tutkimuksen pohjalta luotiin kuvaileva teoria ikédntyneiden muistisairaiden
henkisyyden tukemisesta heiddn elin- ja hoitoymparistossddn. Tama voi edistdd
ikddntyneiden muistisairaiden henkisten tarpeiden huomioimista hoitotydssa.

AVAINSANAT: hengellinen tuki, hengellisyys, henkisyys, hermeneuttinen feno-
menologia, hoitotydn ympéristo, ikddntyneet, muistisairaus
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1 Introduction

This is a study on supporting the spirituality of older people with dementia in their
caring and living environments. The aim was to describe how the spirituality of older
people living with dementia can be supported in their caring and living environment
and to analyse which elements in those environments support their spirituality.
Through this interpretive description and analysis, the aim was to achieve a
comprehensive understanding of the phenomenon. The lived experiences of older
people with dementia, their family members and nursing professionals were
explored.

Spirituality is a concept deeply rooted in human nature whether the person is
religious or not (Murgia et al. 2020). Therefore, supporting spirituality is considered
as an essential part of good holistic nursing care of older people living with dementia
(Ennis et al. 2013). In holistic person-centred nursing, physical, psychological,
social, environmental, and spiritual aspects of personality are considered. This
person-centeredness is emphasized in the nursing care of older people with dementia
(Edvardsson et al. 2014) and includes seeing personal beliefs and lived life
experiences as part of the person with dementia. Accordingly, a person is not defined
only by dementia. (Gallagher & Warren 2019.) Instead, taking spirituality into
account as a part of the personality (Piedmont 1999) values the inner being of the
person with dementia (Daly et al. 2019) and respects person’s dignity (Johnston et
al. 2016).

The pace of population aging has accelerated globally and at the same time the
number of older people living with dementia has been increasing, as old age is the
most significant risk factor for dementia (WHO 2021). The prevalence of dementia
will increase, with a projected rise from 50 million to 151 million people living with
dementia worldwide by 2050 (Prince et al. 2014). Dementia is not a single disease
but refers to a condition resulting from several different diseases (Alzheimers
Association 2023). In dementia, memory and cognitive abilities have weakened to
the extent that interferes with everyday life. Dementia can be seen as a public global
health threat that increases health disparities and slows economic growth (Counts et
al. 2021). Dementia may also have a detrimental effect on the economy at the
individual level (Jutkowitz et al. 2017).

11
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The labour shortage in nursing care for individuals with dementia challenges the
implementation of high-quality care for older people with dementia (Vernooij-
Dasssen et al. 2009). However, they should be supported in living a full life (Fleming
et al. 2023). The World Health Organization (WHO) has prepared the Global action
plan on the public health response to dementia for the years 2017-2025. The target
of the plan is that the people living with dementia get ‘support they need to live a life
with meaning and dignity’. (World Health Organization 2017.) Finland's national
program on ageing also emphasizes the need for older people to experience their
lives as meaningful (Ministry of Social Affairs and Health MSAH 2020). These
values create the basis for ethical sustainability in the care of older people with
dementia (Nyholm et al. 2018). Spiritual support may help in achieving these goals
(Chen et al. 2019). This human sustainability thinking, and human care is essential
for older people with dementia in the age of technology. Supporting spirituality in
nursing does not require large financial resources but can be conducted through small
things in everyday nursing (Carr et al. 2011).

Despite several concept analyses (eg. Emblen 1992; Tanyi 2002; Mahlungulu &
Uys 2004; Buck 2006; McBrien 2006; Sessanna et al. 2007; Lazenby 2010; Gall et
al. 2011; Ramezani et al. 2014; Weathers et al. 2016; Il et al. 2017; Yesilginar et al.
2018; Murgia et al. 2020; Tavares et al. 2022), the meaning of spirituality in nursing
science remains unclear without a universally accepted definition being available
(Ennis et al. 2013). The concept has been described as complex (Weathers et al.
2016) and multidimensional (Il et al. 2017) or as Jewell (2003, p. 14) puts it, a
"notoriously slippery” concept. Spirituality has, in some cases, been understood as
connected to religiosity (Ennis et al. 2013; Murgia et al. 2020). In other cases, the
two concepts have been clearly distinguished (Ennis et al. 2013). However, it is
generally agreed that also non-religious people might have their spiritual dimension
(Tanyi 2002; Yesil¢inar et al. 2018).

In nursing research, the concept has usually had a broad meaning (Murgia et al.
2020). In this broad sense, spirituality is seen as a part of being human (Tanyi 2002;
Ennis et al. 2013). It relates to the search for the meaning and purpose in life (Dalby
etal. 2012; Yesilginar et al. 2018). The experience of spirituality is individual (Tanyi
2002; Daly et al. 2019). Spirituality transcends the boundaries of visible world
(Weathers et al. 2016).

Spiritual support can help older people living with dementia to cope with their
life-threatening disease (Carr et al. 2011; Dalby et al. 2012; Hirakawa et al. 2020).
It can generate or increase hope and satisfaction in life (Wu & Koo 2016) and
promote their overall well-being (Ennis et al. 2013). It can relieve anxiety and reduce
restlessness (Ennis et al. 2013) as well as depression (Trivedi et al. 2016). Supporting
spirituality can improve the quality of life of older people living with dementia
(Ennis et al. 2013). It has been connected to lower mortality and morbidity rates

12



Introduction

(Ennis et al. 2013). All these positive effects prompt for asking how the spirituality
of older people living with dementia can be supported. However, it has been noted
that the spiritual needs of older people with dementia are often ignored (Daly et al.
2019).

Kim (2010, pp. 221) has stated that ‘human existence cannot be considered
distinct from the context of environment’. In the quality recommendation for older
people care of the Finnish Ministry of Social Affairs and Health (MSAH), an age-
friendly environment is strongly featured. The environment plays a key role in
securing good aging and improving services. (MSAH 2020; 2024.)

The effects of the environment on older people living with dementia have been
studied from multiple perspectives (Mmako et al. 2020) including people with
dementia and their family caregivers (Wu et al. 2019) as well as nursing
professionals (Brennan & Doan 2023). It has been suggested that the environment
affects the people with dementia more strongly than others (Feddersen & Liidtke
2014, pp. 15). For example, green spaces have been shown to support personhood
and social activity of older people with dementia (Mmako et al. 2020).

The experiences of spirituality manifest in the environment symbolically (Kim
2010). In this study, the physical, social and symbolic environments of older
people with dementia were explored from their own perspective and that of their
family members. The nursing environment is referred to by the term 'caring and
living environment', which refers to the physical, social and symbolic
environment - a multidimensional space - in which the care of older people with
dementia takes place. ‘Caring’ refers to the comprehensiveness of nursing care
and ‘living’ refers to that the environment of care is not a hospital or other
temporary facility, but the environment where the older people live their everyday
lives. The caring and living environments were home care, service housing and
long-term care units.

The number of scientific articles related to spirituality has increased in recent
years (Ennis et al. 2013; Wang et al. 2024; Figure 1.). However, spirituality has
been studied mostly in the context of end-of-life care (Ennis et al. 2013). As a
result, there is scarce research about supporting the spirituality of the older people
living with dementia from the perspective of nursing professionals (Hirakawa e al.
2020) and even less research on the phenomenon from the perspective of older
people living with dementia (Dalby et al. 2012; Ennis et al. 2013). Their family
members’ spirituality has been researched (Ennis et al. 2013) but family members’
perspective on the spirituality of older people living with dementia has been
researched less. Older people living with dementia have rarely themselves been
informants in qualitative research (Mmako et al. 2020). Dementia can impair the
ability to discuss abstract issues (Hirakawa et al. 2020), which is one of the reasons
why there are few interview studies aiming to identify how older people living with
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dementia experience spiritual support in nursing care. However, Trevitt and
MacKinlay (2004) noted that it was possible for older people with dementia to
discuss spirituality.

25

20

15
10
o-lll

1985-1989 1990-1994 1995-1999 2000-2004 2005-2009 2010-2014 2015-2019 2020-2022
Year

Number of publications

wv

Figure 1. Number of publications on spirituality and dementia in PubMed from 1985 through 2022.

The environment that supports the spirituality of older people living with
dementia has hardly been studied before. Therefore, there is still a need to study
phenomena related to spirituality in the caring and living environments of older
people living with dementia. World Health Organization (2017) sees it principal
to engage older people with dementia themselves in the research that concerns
them.

It is central to nursing work to support the dignity and individuality of a person
with dementia (Bosco et al. 2019) and research shows that supporting spirituality is
an integral part of this (Johnston et al. 2016). This two-phase study included four
steps to understand spiritual support in the caring and living environments of older
people with dementia. Firstly, earlier literature was reviewed to get an overview
about spiritual support in the context of nursing care of older people with dementia
(Paper I). Secondly, the perspective of nursing professionals on supporting the
spirituality of older people with dementia, was studied (Paper II) and thirdly, the
perspective of older people with dementia and their family members (Paper III).
Finally, the spirituality-supportive caring and living environments of older people
with dementia were analyzed (Paper IV).

14



Introduction

The research was based on the nursing science paradigm. Therefore, the four
basic concepts of the paradigm of nursing science, person, environment, health,
and nursing (Nyatanga 2005), were central to the study. At the centre of the
research were older people with dementia, who were seen as physical,
psychological, social, and spiritual beings and living in interaction with their
physical, social, and symbolic caring and living environment (Kim 2010, pp. 220-
227). Supporting spirituality was considered to support the health of older people
with dementia (e.g. McGee et al. 2018). Supporting spirituality was approached
from the point of view of nursing, aiming to understand the means of nursing to
support spirituality. The philosophical and methodological starting point for the
research was hermeneutic phenomenology.

From this philosophical point of view, the aim was to understand the lived
experiences that adhere an understanding to the participants’ world about the
phenomenon. The sub-studies of the research overlapped each other as each
individual and group of participants brought a new understanding of the
phenomenon, which was also opened by the existing literature. (Figure 2.)

15
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Sub-Stucy |: Supparting the spirtuality
of alder people with dementia In
existing Merature

Sub-Study #: The lived experiences of

nursing professional an supporting the

spirituabty of older pecple with
dementia

Sub-study I1l: The lived experiences of
older pecple and their family
members an supporting the
spirituality of clder peaple with
dementia

Sub-Stucdy IV: The lived expenences of
alder people with cementia and their
family members on caring and living
enviranment supporting the
spirituality of alder people with

dementia

Summary: Comprehensive
understanding of supparting the
spirituality of clder peaple with

cementia in their caring and Iving

enviconments

Figure 2. Hermeneutic phenomenological circle into the comprehensive understanding.
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2 Review of the Literature

To elaborate the theoretical background, the phenomenon will be described in the
light of the literature systematically searched in four databases: CINAHL, Cochrane
Library, PubMed (Medline) and the Web of Science. In this research, the focus was
on the spirituality of older people living with dementia, so in the literature reviews,
the articles that focus on their caregivers’ spirituality were excluded. In addition to
this systematic search, manual searches were performed for example by using
reference lists of relevant literature. The literature dealing with the phenomenon was
extensively studied including both theoretical and empirical literature.

In this chapter, a brief overview of the history of spirituality and its research in
the context of nursing will be taken. Secondly, the concept of spirituality in nursing
and different ways of defining it will be explained. Thirdly, earlier research on
supporting the spirituality of older people living with dementia in their caring and
living environments will be reviewed. Finally, the gaps in the earlier literature on the
phenomenon will be presented.

2.1 The concept of spirituality

In this chapter, the concept of spirituality from different perspectives and how the
concept is understood in and as a part of caring and living environments will be
described. The history and philosophy of spirituality will first be discussed. Next,
the concept will be defined. Its relation to the concept of religiosity will be
considered. It will also be explained what approaches and definitions of spirituality
has been used in this study.

211 The history of spirituality and its research in nursing

The combination of spirituality and health has ancient roots as many religions have
seen spirituality as related to health (Cohen et al. 2012; Connell 2012). Spirituality
has played a central role in the history of nursing (Tanyi 2002; Connell 2012; Murgia
et al. 2020) in that helping the poor and needy has included in most religions and
nursing has partly developed on that basis (Connell 2012). The spiritual roots of
nursing practice were particularly evident in 17" and 18" century Catholic France
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and Spain. In the 18™ century, nursing was not yet seen as a profession, but as a
religious task. (Garrett 2021.)

Florence Nightingale highlighted spirituality as a part of high-quality nursing
care (Nightingale et al. 2010, pp. 267, 382; Bruce et al. 2011; Cohen et al. 2012;
Garrett 2021). Like Barbara Dossey explains in the foreword of ‘Florence
Nightingale's Notes on Nursing and Notes on Nursing for the Labouring Classes:
Commemorative Edition with Historical Commentary’, Nightingale calls for nursing
professionals to be aware of the holistic healing of a person, which includes the
physical, mental, emotional, social, and spiritual dimensions (Nightingdale et al.
2010, p.x). The education of nurses in its early stages was often organized by
religious organizations. Nursing was seen as a spiritual vocation (McSherry & Cash
2004; Bruce et al. 2011). This has linked theology and nursing (Garrett 2021). In the
mid-20™ century, nursing education became more secular (Bruce et al. 2011). At the
same time, the change was seen in defining spirituality. The previous definition
based on religion or deity changed to the more secular definition. (McSherry & Cash
2004.)

Scientific research on the spirituality in nursing has begun relatively late (Cohen
et al. 2012). Ribaudo and Takahashi (2008) identified the first study of spirituality
in health care in 1944. The annual number of nursing studies on spirituality has been
increasing since the 1980s (Cohen et al. 2012) since spirituality came back into
vogue also in the philosophical field (Nicholls & Salazar 2018).

Research on spirituality in the care of older people living with dementia began
even later than research on the spirituality in nursing generally. In PubMed search
(“spiritual*”[Title] AND (“dementia”[MeSH Terms] OR “dementia”[All Fields] OR
“dementias”[All Fields] OR “dementia s”[All Fields])) on spirituality and dementia,
85 results were found the first of which dates from 1985. Publications began to
increase clearly from 2005 onwards, as can be seen in the figure 1. This indicates an
increase in the understanding of the significance of spirituality in the nursing care of
older people with dementia (see also Mlinar et al. 2021).

Researching spirituality means returning to the roots of western nursing (Connell
2012) in a modern, diverse world where people’s spirituality is changing and has
moved beyond religions (Jewell 2003, pp. 7). Through spirituality, human defines
his own position and place in the universe. This happens, for example, with the help
of human relationships, religion, or mythology. (Teixeira de Menezes & Boechat
2022.) Spirituality is not about the contrast between body and soul (Jewell 2003, p.
17) but about the attitude of life that intends not to concentrate to material (Lambert
etal. 2013).
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21.2 The philosophy of spirituality

Many nursing theorists from the 1970s onwards have seen spirituality as a basic
concept in nursing (Garrett 2021). For example, in Rogers’ Science of Unitary
Human Beings the focus was on spirituality (Rogers 1988; 1992; 1994). Rogers’
theory influenced Margaret A. Newman’s theory of expanding consciousness.
Newman’s own personal belief of the continuation of consciousness after death was
central to her theory. (Sarter 1992.) In Watson’s caring caritas theory (Watson 2019;
Garrett 2021), the human spiritual dimension is strongly emphasized (Sarter 1992;
Ramezani et al. 2014). Her theory is rooted in spiritual, Eastern philosophy. The
meaning of ‘soul’ is emphasized as a source of an individual’s innate striving to
realize one’s own spiritual being. (Sarter 1992.)

These theories gained great popularity in America, which is generally more
religious than Europe (Garrett 2021). In these nursing theories, the concept
‘spirituality’ was rarely used despite of the connection of the contents of theories to
spirituality. Indeed, the philosopher Pierre Hadot stated in the late 1980s that
spirituality was not in vogue (Nicholls & Salazar 2018).

Spirituality has been understood differently at different times and in different
cultures. From philosophical point of view, however, its basic meaning above all
definitions is uniform: Spirituality refers to those elements that connect person to the
purpose and meaning in life. (Dunn & Robinson-Lane 2020.) Such a view of
spirituality based on existential philosophy is needed so that atheists and agnostics
and other people outside religions can also place the concept in their own world of
experience in diversified societies (McSherry & Cash 2004).

213 The definition of spirituality

Spirituality in nursing has become a prominent concept (Murgia et al. 2022). It is
considered central to holistic nursing. (McSherry & Cash 2004.) The roots of the
concept of spirituality are in Latin word ‘spirit” which means breath or breathing
(Murgia et al. 2020). This refers to spirituality as a life-sustaining force that has been
included in some definitions of spirituality (Stoddard 1993).

No agreement has yet been reached on the definition of the concept of spirituality
(Tanyi 2002; McSherry & Cash 2004; Sessanna et al. 2007; Bruce et al. 2011; Cohen
et al. 2012; Murgia et al. 2020). Nevertheless, some concept analyses have been
conducted within nursing discipline (e.g., Emblen 1992; Tanyi 2002; Mahlungulu &
Uys 2004; Sessanna et al. 2007; Lazenby 2010; Ramezani et al. 2014; Weathers et
al. 2016; 1l et al. 2017; Yesil¢inar et al. 2018; Murgia et al. 2020). In CINAHL
(Cumulative Index to Nursing and Allied Health Literature) search, sixteen relevant
concept analyses on spirituality were found from 1989 to 2020.
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The complexity of the concept of spirituality has given rise to reflection on
whether it can be operationalized and measured (Ennis & Kazer 2013). It has been
suggested that, in the case of spirituality, imperfection in the definition of the concept
is essential, as spirituality is a highly subjective phenomenon (Bruce et al. 2011). On
the other hand, an overly broad understanding of the concept has been feared to
decentralize it completely irrelevant (Jewell 2003, p. 14; McSherry & Cash 2004).
As Taylor (2023) states: “If boundaries are overly broad, then everything, and yet
nothing is spiritual.” However, spirituality can be understood to different extents
(Bruce et al. 2011; Cohen et al. 2012). In the narrowest sense, it means a system of
beliefs and values related to religion (Sessanna et al. 2007) excluding many people
(Jewell 2003, p. 14). At its broadest, it is a metaphysical concept related to the search
for the purpose and meaning in life (Sessanna et al. 2007).

In their taxonomy, McSherry and Cash (2004) explained spirituality as a
continuum between religious and secular meaning. It has often been highlighted that
spirituality may or may not be manifested through religion (e.g. Tanyi 2002). The
concept of spirituality has also been explained through the vertical and horizontal
dimensions. The vertical dimension is related to other human beings and the
horizontal dimension to God or a higher power. (Linzer 2006.) These two
dimensions of spirituality have been considered by some researchers (Canda 1988;
Katsuno 2003).

Spirituality is considered as an element of being human among physical,
psychological, and social elements (McSherry & Cash 2004). Understanding and
explaining the relationship between these elements is challenging. They are partly
overlapping. (Jewell 2003, p. 17.) Spirituality has also been seen as a concern with
the nonhuman environment (Canda 1988; Katsuno 2003). The concept is culturally
bound. (Bruce et al. 2011.)

Spirituality is concerned with searching for meaning in life (Canda 1988; Tanyi
2002; Katsuno 2003) and the source of hope (Tanyi 2002; Mahlungulu & Uys 2004).
As such, its manifestation and understanding are very individual and dependent on
the personal worldview of everyone (McSherry & Cash 2004). Furthermore,
spirituality has been regarded as a source of individuality and personality (Stoddard
1993; Murgia et al. 2020) helping individuals to reach the level they want to reach
in their being (Tanyi 2002). Some definitions of the concept are presented in Table
1. These definitions show how broad the concept of spirituality is and clearly
demonstrates the many facets of the concept.
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Table 1. Definitions of spirituality.

DEFINITION

Concern with the human quest for personal meaning and
mutually fulfilling relationships among people, the nonhuman
environment, and for some, God.

Spirituality is understood as the life principle that pervades a
person’s entire being, specifically, their volitional, emotional,
moral-ethical, intellectual and physical dimensions, generating a
capacity for transcendent values. The spiritual dimension
integrates and transcends biological and psycho-social nature.

That which lies at the core of each person’s being, an essential
dimension which brings meaning to life. It is acknowledged that
spirituality is not constituted only by religious practices, but must
be understood more broadly, as relationship with God, however
God or ultimate meaning is perceived by the person, and in
relationship with other people.

Spirituality is a personal search for meaning and purpose in life,
which may or may not be related to religion. It entails connection
to self-chosen and/or religious beliefs, values, and practices that
give meaning to life, thereby inspiring and motivating individuals
to achieve their optimal being. This connection brings faith, hope,
peace, and empowerment. The results are joy, forgiveness of
oneself and others, awareness and acceptance of hardship and
mortality, a heightened sense of physical and emotional well-
being, and the ability to transcend beyond the infirmities of
existence.

A belief in a higher or supreme being, not necessarily in God,
which integrates self, relationship with others and with the world,
and gives meaning and purpose in one’s life.

Spirituality gives us a sense of personhood and individuality. It is
the guiding force behind our uniqueness and acts as an inner
source of power and energy, which makes us ‘tick over’ as a
person. Spirituality is the inner, intangible dimension that
motivates us to be connected with others and our surrounding. It
drives us to search for meaning and purpose and establish
positive and trusting relationships with others.

Spirituality is an individual's belief, developed through the
lifespan, that influences a person’s interpretation of morals, faith,
love, trust, suffering, and God. It guides a person’s view of the
world and self, providing structure, purpose, and meaning to
everyday activities.

Spirituality is what gives us hope, meaning and purpose, it is
fundamentally human.

Spirituality is a way of being in the world in which a person feels
a sense of connectedness to self, others, and/or a higher power
or nature; a sense of meaning in life; and transcendence beyond
self, everyday living, and suffering.

Review of the Literature

AUTHOR

Canda, E.

Stoddard, G.

MacKinley, E.

Tanyi, R.

Katsuno, T.

Narayanasamy, A.

Beuscher L. and
Grando V.

Rogers M.

Weathers E.,
McCarthy G. and
Coffey A.

YEAR

1988
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The concept of spirituality in relation to the concept of religion

Often when discussing spirituality, the concept of religion also comes to the fore
(e.g. Murgia et al. 2020). Therefore, the relationship between these two concepts in
the nursing literature will be reviewed.

Originally, in the Western countries, the term ‘spirituality’ was used in the
context of religion (McSherry & Cash 2004). The definition of the concept has
changed in recent decades. This has been influenced by the pluralization of many
societies. (Murgia et al. 2020.) The concepts of spirituality and religiosity began to
diverge in the 20" century. However, the concepts are still strongly linked. (Lazenby
2010; Bruce et al. 2011; Cohen et al. 2012.) In nursing literature, the first concept
analysis aiming to distinguish these two concepts has been conducted in the early
1990s. In that analysis, spirituality was seen as an upper concept that could include,
among other things, religious elements. (Emblen 1992.)

Oxford English Dictionary (OED 2021) considers spiritual as opposite of
worldly or material. Religion, on the other hand, refers to a “particular system of
faith and worship” (OED 2021). Religiosity is often associated with a particular
religious institution that determines spirituality (Bruce et al. 2011) but a person can
be spiritual without being religious (Sessanna et al. 2007; Carr et al. 2011). However,
religion strongly influences the concept of spirituality because different religions
have their own definitions of spirituality (Johnson et al. 2006).

As religion has been losing its significance due to secularisation, the concept of
spirituality has gained more place. Spirituality gives the individual more freedom
than religion to determine for himself what exists in addition to the secular and the
material. (McSherry & Cash 2004.)

The definition of spirituality in this study

It is recommended that when studying spirituality, researchers clearly state what they
mean by the concept in their research (Cohen et al. 2012). Therefore, in this study,
spirituality was differentiated from religion, and religiosity was considered as one
aspect of spirituality which did not necessarily apply to all people in the same way
that spirituality was seen to apply. Spirituality belongs to the inner world of a human
and may not be visible to the outside world at all. It contains each person’s beliefs
and thoughts about the meaning and purpose in and of life. These beliefs and
experiences can be influenced by, for example, the surrounding culture or religious
environment. Expressing spirituality is voluntary and individual.

Of the previously presented definitions (Table 1), Narayanasamy's (2004, p.
1140) definition describes the use of the concept in this study:
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“Spirituality gives us a sense of personhood and individuality. It is the guiding
force behind our uniqueness and acts as an inner source of power and energy,
which makes us ‘tick over’ as a person. Spirituality is the inner, intangible
dimension that motivates us to be connected with others and our surrounding. It
drives us to search for meaning and purpose and establish positive and trusting
relationships with others.”

In this study, this definition is combined with the view of spirituality as a growth
process that can continue to flourish even when physical and cognitive resources are
depleted (King 2003, pp. 125-126). The definition considers the fact that spirituality
does not end with the aging of a person or the progress of dementia (Jewell 2003, p.
15).

2.2 Review of earlier studies on the phenomenon

In this chapter, supporting the spirituality of older people with dementia will be
discussed based on theoretical and empirical literature. The literature review is an
update and an extension of the literature review that was conducted in the first phase
of this doctoral study (Paper I).

After conducting a narrative literature review as first sub-study of this research
on year 2015, in CINAHL, with search phrase [TI spiritual* AND dementia] limited
to aged people (65-) altogether 46 results were found (date 19.1.2024). Of them,
based on titles and abstracts, 21 were relevant. With the same search criteria, 50
results were found in the PubMed/Medline database (date 16.4.2024). Of them,
based on titles and abstracts, 21 were relevant. No new results were found in this
search after removing duplicates. The articles based on the three sub-studies of this
dissertation were excluded.

2.21 Spirituality and people with dementia

In this study, term dementia was used to refer to health problem characterised by
progressive memory disorders that affect the cognition. The participating older
people in this study had their memory disorder progressed so that they had a
diagnosis of dementia. Dementia refers to a syndrome in which cognitive abilities
are reduced so that it has an impact on daily life. It can be caused by, for example,
Lewy Body disease, vascular disease, or most commonly Alzheimer’s disease.
(Camicioli 2014.) The disease is progressive and there is no cure for it (MacKinlay
& Trevitt 2015).

Many older people fear dementia because they experience it as a self-loss or even
as a death before death (Graham et al. 2022). Dementia can cause stress, depression,
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anxiety, and loneliness (Beuscher & Grando 2009). Pharmacological cure for
dementia is developing but there is a need to find nursing practices and interventions
to improve the quality of life of people with dementia. (MacKinlay & Trevitt 2015.)

Spirituality can support coping with a serious illness (Katsuno 2003; Beuscher
& Gando 2009). Due to this, supporting spirituality is often seen as a key issue for
seriously ill people (Katsuno 2003; Bruce et al. 2011; Carr et al. 2011; Ennis & Kazer
2013). Dementia, as a life-threatening disease, raises existential questions that can
leave the person in a spiral search for deeper meaning (Hughes 2020). It has also
been noted that an interest in spirituality may increase with aging (Jolley et al. 2010).
However, it has been suggested that people with dementia may no longer be able to
discuss spirituality since conceptualizing abstract things has become more difficult
for them (Dalby et al. 2012). This suggestion may be due to some definitions of
spirituality in which cognitive abilities have been considered prerequisites for
spirituality (McSherry & Cash 2004).

However, it has also been suggested that older people living with dementia could
still engage with and discuss about spirituality (eg. Trevitt & MacKinlay 2004;
Beuscer & Grando 2009; Jolley et al. 2010; Carr et al. 2011; Rykkje et al. 2023).
Indeed, personal ways of expressing spirituality, such as religious rituals, may persist
even with advanced dementia (Hughes 2020) and it has been suggested that dementia
can strengthen the spiritual identity (Carr et al. 2011). According to the current
understanding, spirituality is not related to cognitive capacity and older people living
with dementia may well benefit from supporting spirituality (Beuscher & Grando
2009; Carr et al. 2011).

2.2.2 Spirituality of people with dementia within the context
of nursing care

There is a small body of literature that considers supporting spirituality in the nursing
care of older people living with dementia. In this chapter, previous research findings
that deal with supporting the spirituality of older people with dementia or an
environment that supports their spirituality from the perspective of themselves, their
family members and nursing professionals, will be presented.

2221 Perspective of nursing professionals

In some of the research on the spiritual support, the informants have been nursing
professionals (e.g., Carr et al. 2011; Hirakawa et al. 2020). A review has also been
conducted to combine knowledge of supporting the spirituality of older people living
with dementia from the perspective of healthcare professionals (Camacho-Montafio
et al. 2021).
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Supporting spirituality has been based on supporting the self-esteem of an older
person with dementia (Hirakawa et al. 2020). According to previous research,
nursing professionals have used reminiscence of meaningful life events and enjoying
small everyday pleasures, to support self-esteem (Hirakawa et al. 2020).
Communication has been considered important in supporting spirituality (Hirakawa
et al. 2020). Different strategies like active listening have been used in
communication (Carr et al. 2011; Hirakawa et al. 2020). Individuality has been
emphasized in spiritual support (Hirakawa et al. 2020).

2.2.2.2 Perspective of older people living with dementia and their family
members

There are a few studies that consider the lived experience of spirituality support in
the nursing care from the perspective of older people with dementia themselves
and/or their family members (e.g., Katsuno 2003; Kaufman et al. 2007; Beuscher &
Grando 2009; Jolley et al. 2010; MacKinlay & Trevitt 2010; Carr et al. 2011; Dalby
et al. 2012; Kirkland et al. 2014; Wu & Koo 2016; Chen et al. 2019; Daly et al. 2019;
Mlinar et al. 2021; Britt et al. 2023; McGee et al. 2023; Rykkje et al. 2023). In this
chapter, the key results of these studies will be introduced.

Based on the literature, the spirituality of older people with dementia includes a
sense of connectedness (e.g. Rykkje et al. 2023), religion (e.g. Chen et al. 2019), a
sense of necessity (e.g. Chen et al. 2019) and individuality (e.g. Carr et al. 2011).
Spirituality in nursing work is related to caring attitudes (e.g. Mlinar et al. 2021). In
the literature, the benefits of (e.g. Carr et al. 2011) and the barriers to (MacKinley &
Trevitt 2010) supporting spirituality were detailed.

Sense of connectedness

Connectedness to other people has been found to be an important aspect of spiritual
support from the perspective of older people living with dementia (Beuscher &
Grando 2009; Dalby et al. 2012; Chen et al. 2019; Britt et al. 2023; Rykkje et al.
2023). Carr et al. (2011) found the central theme in spiritual support to be “little
things”. They were interviewing older people living with dementia in long term care
setting together with their family members, nurses, and hospital chaplains. They
stated that spiritual care by recognising these little things promoted sense of
connectedness both to self and to other people. (Carr et al. 2011.)

Older people living with dementia have a need to be listened to and to be
understood (Dalby et al. 2012). Sense of connectedness could be enhanced for
example by supporting participation in spiritual community (Beuscher & Grando
2009; Britt et al. 2023; Carr et al. 2011; Dalby et al. 2012).
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Religion

Religion and faith in God have been found to be important for many older people
living with dementia (Katsuno 2003; Beuscher & Grando 2009; Carr et al. 2011;
Chen et al. 2019). Anyway, church attendance may decrease with dementia. This has
suggested to be because social life becomes more difficult as cognition decreases
and people with dementia experience shame in social situations. (Katsuno 2003.)

Older people living with dementia have found spiritual routines like bedtime
prayer (Beuscher & Grando 2009) particularly comforting (Jolley et al. 2010).
Previous research has highlighted, for example, prayer as a spiritual routine that
creates a personal connection with God (Katsuno 2003; Beuscher & Grando 2009).
Reading the Bible or other scriptures considered sacred has also been mentioned in
previous studies, but impaired reading with dementia has also been considered. It
may still be possible to listen to familiar texts. (Beuscher & Grando 2009.)

For those for whom religion is an important part of their spirituality, supporting
this is essential. To conduct this support, one must find out the spiritual history of
the person. (Beuscher & Grando 2009.)

Sense of necessity

The feeling of one's own necessity, the ability to be of help to others, is an important
aspect of the spiritual experience of older people with dementia (McGee et al. 2023).
It is important to know that not only do older people with dementia need to be helped
and supported, but it is also important for them, like for other people, to be there to
help and support others (Dalby et al. 2012; Chen et al. 2019; McGee et al. 2023).

Individuality

The individuality of spirituality has been highly emphasized (e.g., Beuscher &
Grando 2009; Carr et al. 2011). The starting point for supporting spirituality should
always be the older person’s own need, not the nursing professional’s or caregiver’s
experience of what is best for the older person living with dementia. (Beuscher &
Grando 2009.) Understanding the uniqueness of a person is central to supporting
spirituality (Carr et al. 2011).

Caring attitudes

Caring attitudes have been noted to relate to spiritual support in nursing care (Carr
et al. 2011; Mlinar et al. 2021). It is about the nurse encountering an older person
with dementia as an equal human. (Carr et al. 2011.) Small things that are perceived
to support spirituality can be, for example, touching, comforting, being present, and
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listening (Carr et al. 2011). Furthermore, it has been found that reminiscence therapy
(MacKinlay & Trevitt 2010; Wu & Koo 2016) and music therapy (Kirkland et al.
2014) could improve spiritual well-being of older people with dementia.
Additionally, MacKinlay and Trevitt (2010) experienced increased communication
among older people living with dementia through regular spiritual remembrance
groups.

Benefits of spiritual support

The benefits of considering spirituality in nursing may be reciprocal. Both the
nursing professional and the older person with dementia can benefit from it.
(MacKinlay & Trevitt 2010; Carr et al. 2011).

In spirituality, an older person living with dementia can find hope, security, and
comfort (Katsuno 2003; Beuscher & Grando 2009). Spirituality can increase the
sense of belonging (Beuscher & Grando 2009) as well as overall well-being and
quality of life (Katsuno 2003). Additionally, a connection has been found between
spirituality and slower progression of Alzheimer’s disease (Kaufman et al. 2007).
Spirituality can reduce depression (Katsuno 2003).

Facilitators and barriers to spiritual support

There are some facilitators and barriers to supporting spirituality of older people with
dementia, regarding for example time resources and competence of the nursing
professionals. Also, not all professionals believe that people with cognitive decline
are capable of the depth that spirituality requires. (MacKinlay & Trevitt 2010.)

2.2.3 Caring and living environment that supports spirituality

Attention has been paid to the effects of the nursing environment on improvement
of well-being since the early days of professional nursing (Rogers 1988; Newman
1992; Rogers 1992; Biley & Freshwater 1998). In this study, the nursing
environment is referred to with the concept 'caring and living environment'. The term
refers to a space where older people with dementia are cared for and where they live
there own individual life.

In nursing theories there are different ways of conceptualizing and understanding
environment (Kim 2010, pp. 219-266). In Kim’s (1992) typology structuring nursing
knowledge the fourth domain is environmental. Kim (2010, pp 220) explains that
environment is an essential part of being human in the world. In the typology, the
environment is divided to spatial, temporal, and qualitative aspects that affect to
people in different ways and intensities. The physical, social, and symbolic
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qualitative characteristics of the environment are seen as separate phenomena. (Kim
2010, pp. 219-266.) This theoretical conceptualization was used to understand the
caring and living environment in this research.

In the light of this typology, spirituality can be seen to be tied to all three
qualitative characteristics of the environment (see Kim 2010, pp. 228). However,
above all, spirituality is part of the symbolic environment. Spirituality is included in
the invisible world that exists in people's minds but also manifests itself through the
social and physical environment. Spirituality, as a highly individual-specific
phenomenon, cannot be objectively observed in the environment. (see Kim 2010, pp.
223-224.)

In recent decades, efforts have been made to domesticate institutional care
environments with the aim of improving the quality of life of people with dementia
(Droes et al. 2006). According to Chaudhury et al. (2017) older people with dementia
can benefit from the physical environment in many ways. There are possibilities to
maximize safety, support cognition and physical abilities and enable social
connections as well as provide privacy (Chaudhury et al. 2017).

When moving to the connections between the environment and spirituality, Biley
and Freshwater (1998, p. 98) noted in the late 1990s:

“It could be argued that juxtaposing the spirit and the environment is creating a
false relationship. However, when the relationship between the place in which
we live, the places in which we are cared for is fully explored, then the inter-
relationship with the spiritual dimension emerges and becomes more
significant.”

Vitorino et al. (2019) examined in their study associations between aspects of
physical environment and spiritual coping behaviours in Brazil. The target group of
their study was older people, who were not mentioned as having dementia. They
were examining associations between physical environment and spiritual coping.
They came into a conclusion that physical environment influences spiritual coping
and should therefore be considered in older people nursing. (Vitorino et al. 2019.)

2.3 Gaps in the knowledge of current literature

In this chapter, the gaps in the knowledge of supporting the spirituality of older
people living with dementia in their caring and living environments will be
summarized. The literature review clearly points out the little amount of evidence
and focus on supporting the spirituality of older people with dementia in their caring
and living environments.
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In summary, it has been noted that the spiritual needs of older people with
dementia are often neglected in nursing care (Daly et al. 2014; Chen et al. 2019).
The spirituality of older people with dementia has been studied rarely in the context
of nursing, from the perspective of nursing professionals, older people with dementia
and their family members. The perspective of family members of people with
dementia in supporting the spirituality of a person with dementia has been researched
marginally, even though the family members' own coping with the help of
spirituality has been studied to some extent (e.g., Britt et al. 2023).

Spirituality in caring and living environments has hardly been studied. The
environment that supports the spirituality of older people with dementia has not, to
my understanding, been studied before using these concepts. The studies were
searched for with several different keywords in different databases, but no such
studies were found. However, environment is a component included in the paradigm
of nursing science (Conway 1985), where people live and with which people
constantly interact (Kim 2010, p. 220). This perspective is central to supporting the
well-being of older people with dementia. The environment refers to a physical,
social and symbolic entity (Kim 2010, p. 220). Spirituality can manifest in the
physical and social environment, but symbolism is always central to spirituality in
the environment, because through symbolism people create spiritual meanings for
their physical and social environment.

Spirituality is a culturally sensitive area (Murgia et al. 2020), so exploring it in
different cultural environments is important (Britt et al. 2023). The target groups of
this study were nursing professionals working in older people care in Finland, as
well as older people with dementia and their family members who lived in Finland.
The phenomenon had not been studied in Finnish context before.

Ennis and Kazer (2013) highlighted that there is a need to improve understanding
of dementia and spirituality. Carr et al. (2011) stated the same as they concluded that
there is a need to study phenomenon in different settings. And if we are to better
understand the experiences of older people living with dementia it is important to
involve themselves in the research (Mmako et al. 2020). Dalby et al. (2012)
suggested also including family members of older people living with dementia in
future research.

There are theories of spirituality (see e.g. Carroll 2001) but no models or theories
aiming to understand supporting the spirituality of older people with dementia in
their caring and living environment. In summary, there is a gap in nursing research
on supporting the spirituality of older people with dementia (Mlinar et al. 2021;
Rykkje et al. 2023).
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3 Aims of the Study

The overall aim of this study was to achieve a comprehensive understanding of
supporting the spirituality of older people living with dementia in their caring and
living environments (Figure 3). The study included two phases, a descriptive phase
and an analytic phase (Figure 4).

The sub-aims and research questions (RQ) were as follows:

Descriptive phase: The aim was to describe and understand how spirituality of
older people living with dementia can be supported in their caring and living
environment.

RQ1: How spirituality has been supported in the nursing care of older people living
with dementia in earlier literature?

RQ2: What are the lived experiences of nursing professionals on supporting the
spirituality of older people living with dementia?

RQ3: What are the lived experiences of older people with dementia and their family
members of spiritual support in nursing care?

Analytic phase: The aim was to analyse which elements in the caring and living
environment of older people living with dementia support their spirituality. In the
analytic phase, the aim was also to compile the results of the sub studies to form a
descriptive theory of the phenomenon.

RQ4: Which elements in the caring and living environment support the spirituality
of older people living with dementia experienced by themselves and their
family members?
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Figure 3. Research questions and study designs.

Aims of the Study
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are the lived experiences
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dementia and their
family members on
spiritual suppart in
nursing care?
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The purpose was to achieve a holistic understanding of supporting the spirituality
of older people living with dementia in their caring and living environments.

Phase I DESCRIPTIVE PHASE
Aim: To describe and understand supporting the spirituality of older people living
with dementia in their caring and living environment.

Sub-study 1: Literature review (Paper I)

Aim: To describe how has spirituality been supported in the nursing care of older
people living with dementia in existing literature?

Design: Narrative literature review

Sample: 10 scientific articles

Sub-study 2: Qualitative study (Paper II)

Aim: To understand and describe what are the lived experiences of nursing
professionals on supporting the spirituality of older people with dementia?
Design: Hermeneutic phenomenological interview study

Sample: Nursing professionals (n=17)

Sub-study 3: Qualitative study (Paper III)

Aim: To understand how older people living with dementia and their family
members experience spirituality and its support in nursing care.

Design: A qualitative study informed by the principles of Ricoeurian hermeneutic
phenomenology.

Sample: Older people with dementia (n=10) and their family members (n=9).

Phase I ANALYTIC PHASE
Aim: To analyse which elements in the caring and living environment of older
people living with dementia support their spirituality.

Sub-study 4: Qualitative study (paper IV)

Aim: To further understand the spirituality-supportive elements of a caring and
living environment from the perspective of older people with dementia and their
family members.

Design: Hermeneutic-phenomenological interview study utilizing photo-
elicitation as a visual method to collect data.

Sample: Older people with dementia (n=10) and their family members (n=9).

Figure 4. Study Phases and Sub-Studies.
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4 Materials and Methods

This two-phased study, based on hermeneutic-phenomenological philosophy, was
conducted in the context of home care and long-term care settings among older
people with dementia in urban and suburban areas around one medium-sized town
in southwestern Finland. The data were collected between 2014 and 2020.

In phase I, the aim was to describe how spirituality of older people living with
dementia can be supported in their caring and living environments. In phase II, the
aim was to analyse which elements in the caring and living environment of older
people living with dementia support their spirituality. Based on this analysis, the aim
was to analytically compile the results of the sub studies to form a descriptive theory
of the phenomenon. Various materials and methods (Table 2) were utilized to answer
the research questions.

Table 2. Phases, research questions, designs, samples, data collection and analysis of sub-
studies.
PHASE RQ [SUB- |DESIGN SAMPLE DATA ANALYSIS |PAPER
STUDY COLLECTION
DESCRPITIVE | 1 | Narrative Research Systematic Inductive Paper |
literature review | articles (n=10) | literature search content
analysis
DESCRIPTIVE |2 Il Heideggerian Nursing Unstructured Inductive Paper Il
hermeneutic professionals |individual content
phenomenology | (n=17) interviews analysis
DESCRIPTIVE |3 I Ricoeurian Older people | In-depth interviews | Ricoeur’s Paper IlI
hermeneutic with dementia |in dyads or theory of
phenomenology | (n=10) and individually interpretation
. their family . . .
ANALYTIC 4 IV Hermeneutic members In-depth interviews | Thematic Paper IV
phenomenology (n=9) in dyads or interpretation |and the
individually, photo- summary
elicitation

In a narrative literature review (Paper I), the research question was how the

spirituality of older people living with dementia has been supported in nursing care
in earlier research. Based on the literature review, it was found necessary to explore
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the phenomenon further from the perspective of nursing professionals (Paper II) and
from the perspective of older people living with dementia as well as their family
members (Paper I1I).

Since the intention was to study the support of spirituality specifically in the context
of nursing, nursing professionals were those who were considered to have lived
experiences of the phenomenon (see Van Manen 1990, pp 35-51). People with dementia
have often been excluded from qualitative research (Diaz-Gil et al. 2023) even though
they are in a central position in matters related to their own care (Kowe et al. 2022).
Their family members often play a key role as advocates for people with dementia as
the disease progresses (Reid & O’Brien 2021). However, the views of family members
on supporting the spirituality of older people with dementia have been little studied as
revealed in the literature review. Therefore, ways to understand the phenomenon were
considered from the perspectives of these three groups of participants.

The participants' experiences were discovered by interviewing them individually
or in pairs. Interviews of nursing professionals were carried out as individual
interviews, while older people with dementia were interviewed in pairs together with
their family members. This makes it easier for people with dementia to participate
in interview studies (Morgan et al. 2013).

The caring and living environment that supports spirituality was studied from the
perspective of older people with dementia and their family members (Paper IV). It
was their lived experiences that was seen as important to understand the
phenomenon, because they were seen as stakeholders, as experiencers of the
environment. They were people who lived in the environment, while nursing
professionals were seen more like visitors to the caring and living environment of
older people with dementia. (See Lindseth & Norberg 2022.)

The interviews were conducted in the caring and living environment of a person
with dementia (see Beuscher & Grando 2009). Since the physical environment
contains elements of spirituality through symbolism (Petersson et al. 2016),
expressing it only verbally could be challenging (Ryan et al. 2005). Therefore,
photography was utilized in this phase of the study (see Chen et al. 2022).

Referring to the previous reflection on spirituality being individual phenomenon
(Odbehr et al. 2017), a qualitative approach was chosen. Spirituality is a highly
emotional and subjective phenomenon, so qualitative approach was considered to
value the participants’ lived experiences. (Holloway 2017, pp 12-14.)

Qualitative approach to research is understood like Denzin and Lincoln (2005)

define it:

“Qualitative research is a situated activity that locates the observer in the world.

It consists of a set of interpretive, material practices that make the world visible.
These practices transform the world. They turn the world into a series of
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representations, including field notes, interviews, conversations, photographs,
recordings, and memos to the self. At this level, qualitative research involves an
interpretive, naturalistic approach to the world. This means that qualitative
researchers study things in their natural settings, attempting to make sense of, or
interpret, phenomena in terms of the meanings people bring to them. (2005, p. 3.)”

In qualitative paradigm there is an aim to describe, understand and interpret
(Charalambous et al. 2008; Curtis & Keeler 2022). These aims were pursued through
different hermeneutic phenomenological approaches. Hermeneutic phenomenology
belongs to the interpretive tradition within phenomenology (Tuohy et al. 2013), and
the interpretive approach was used in the analyzes of the data. In this chapter it will
be explained how these qualitative approaches of hermeneutic phenomenology were
chosen to answer the research questions. (see Crowther & Thomson 2022.)

4.1 Study design

411 Narrative literature review

A narrative literature review was conducted to describe how spirituality has been
supported in the nursing care of older people living with dementia in earlier research
and literature (Paper I). Spirituality as a phenomenon is abstract and culturally bound
(Murgia et al. 2020), which was sought to understand in the light of previous research
through the narrative review (see Kangasniemi et al. 2013). The type of review was
chosen for a little-researched phenomenon to get an overview of the published
information related to the phenomenon (Sataloff et al. 2021).

Before starting the actual review, preliminary searches were made in the
databases to determine the search terms (Green et al. 2006). The review was
conducted as described by Kangasniemi et al. (2013, Figure 5). First, the research
question was formulated. The research question was: “How can spirituality be
supported in the nursing care of older people with dementia?”” The aim was also to
find out the gaps in existing research. Secondly, the data was selected. The literature
was searched systematically in two relevant databases, CINAHL and PubMed, in the
beginning of the year 2013. Thirdly, inductive qualitative content analysis was used
to construct the description (see Graneheim & Lundman 2004). Finally, the results
were observed mirroring them to the researcher’s preconceptions and general
literature on the phenomenon. Based on the results, conclusions were drawn. The
steps did not proceed in order but circumferentially back and forth. (Kangasniemi et
al. 2013.) For the summary, the literature review was updated and supplemented in
the chapter 2.
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Formulating the research
question: “How spirituality can be
supported in the nursing care of
older adults with dementia in the
light of earlier research?”

Observing the results: reflecting

helie: i eone| b ahd Selecting the data: CINAHL and

PubMed literature search (n=10)

suggestions for future research

Constructing the description:
inductive qualitative content
analysis

Figure 5. The circle of the narrative literature review (see Kangasniemi et al. 2013).

4.1.2 Hermeneutic phenomenology

Hermeneutic phenomenology was the background philosophy throughout the study.
Until the 1970s, hermeneutics referred mainly to theology and the interpretation of
texts, but gradually it gained more room in the social sciences. Hermeneutic
philosophy sought to understand and learn from human experiences. The perspective
on hermeneutics is interpretive, meaning it focuses on understanding behind explicit
expression. (Thompson 1990.) In hermeneutic phenomenology, person is seen as
constantly interacting with the living environment creating meanings and
interpretations of the phenomena (Charalambous 2014). This interaction with the
environment was emphasized in this study.

Therefore, hermeneutics is a way of understanding another person’s experiences
(James & Komnenich 2021) and this perspective of understanding was needed when
considering how to research spirituality. Thus, the roots of hermeneutics lie in the
interpretation of religious texts (Thompson 1990), and even after expanding beyond
religion (Lazenby 2010), spirituality as a phenomenon needs an interpretation
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(Clarke 2006), a hermeneutic circle through which the individual experiences of
others can be understood (James & Komnenich 2021).

Phenomenology was first established by Edmund Husserl (1859-1938) (Lindseth
& Norberg 2022). Husserlian descriptive phenomenology (Dowling & Cooney
2012) seeks to capture the phenomenon as such, to find the ‘thingness of the thing’.
In hermeneutic phenomenology, the phenomenon is approached in the hermeneutic
circle alternately from the whole of the phenomenon to the parts and back. (Ranse et
al. 2020.) Hermeneutic phenomenology was chosen as the background philosophy
and research method of the study to understand the phenomenon of spirituality
through the participants’ own lived experiences (see Morse 1991). In this study, the
phenomenon was named ‘supporting the spirituality of older people with dementia
in their caring and living environments’.

Heideggerian approach to hermeneutic phenomenology (see e.g. Dowling &
Cooney 2012) was chosen to examine the lived experiences of nursing professionals.
Heidegger was a German philosopher (Cooper 2001, p 1.) who added an interpretive
dimension to phenomenology and to understanding of the phenomenon (James &
Komnenich 2021). This interpretation was considered necessary in the study of
nursing professionals’ experiences. Heideggerian phenomenology has been used
widely in nursing research to study lived experiences by interviewing people who
have experienced the phenomenon themselves (Gullick & West 2020). However,
this has also been criticized because Heidegger himself did not talk about lived
experiences (Paley 2014).

Ricoeurian hermeneutic phenomenology (see e.g. Geanellos 2000) was adapted
to interpret lived experiences of older people living with dementia and their family
members. According to Ricoeur (Reagan 1996, pp. 100-109), hermeneutics and
interpretation are inextricably linked. In Ricoeurian hermeneutics it is not about
understanding the narrator but concentrating on the text. However, it is about more
than just describing the text as it is. Through describing the content of the text,
Ricoeur sought to gain a deep understanding by moving from what the text says to
what it actually talks about. (Charalambous et al. 2008.)

The conceptualization of hermeneutics is not quite simple, but requires a deeper
understanding: What is meant by the true ‘thing’ of the text (Charalambous et al.
2008) or the ‘world of the text (Ricoeur 1981, pp. 140-142)’? What does ‘being-in-
the-world (Svenaeus 2011)° mean? Husserl used expression Lebenswelt which
means ‘life-world’ and Heidegger was talking about ‘being-in-the-world’ (Svenaeus
2011). With these expressions they both referred to same phenomenon that is central
in hermeneutics: what is inside the text considering the author, context, and the text
itself (Geanellos 1998).

Ricoeur was talking about ‘the world of the text” (Ricoeur 1981, pp. 140-142.)
and Gadamer about ‘die Sache’, ‘the matter of the text’ (Charalambous et al. 2008).
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Nevertheless, there are nuances in these concepts. In this study, the aim was to
understand the /ife-world in which older people with dementia experience spiritual
support; to understand how they truly live their experience of spiritual support in
their world [being-in-the-world] based on interviews written in text [world of the
text].

In phenomenology and hermeneutic phenomenology, it is important for a
researcher to be aware of own preunderstanding of the phenomenon (Dodgson
2019). The aim in this study was to understand the experiences of the participants.
That is why I considered and expressed my own preunderstanding before starting the
interviews (see e.g. Spence 2017).

My preunderstanding of the phenomenon

The researcher’s own cultural and religious background can possibly affect the way
of understanding spirituality (Best et al. 2022). The intention in expressing my
preunderstanding and explaining my own background related to spirituality is that
the reader can mirror the study results in the researcher’s world of experience and
take it into account possibly influencing on the results (Olmos-Vega et al. 2023).

I completed the first practical training of my nursing studies in a long-term care
department for older people with advanced dementia. It was new to me to find out
that there were so many older people with dementia that had progressed so far that
they were no longer able to move independently or to communicate verbally. I felt a
need to bring into their life some glimpses of light and experiences of connection
with another people.

As a registered nurse, I continued working in dementia care for older people.
After starting my master’s studies, I read about supporting spirituality in nursing
care. | had always been interested in different cultures, religions, and philosophies
of life, so I became interested in the topic, and thought this could be one way to
enhance the quality of life of older people living with dementia.

I believe spirituality refers to those things that transcend humanity. I understand
spirituality to refer to religions or other philosophies of life that somehow connect
the person with what is sacred in life. So, I think that a person who is not religious,
can still be spiritual.

I have lived in a Christian Finnish culture almost all my life except living for
three years in Jewish Israel. I have never been a member of any religious church or
community. Nevertheless, | am particularly interested in religions and belief-systems
as well as not believing and other philosophies of life. I believe that the consideration
of spirituality is an important part of nursing care because it might give people hope
in difficult life situations.
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4.2 Setting, sampling and sample

4.2.1 Setting

As explained before, for understanding spirituality, it is important to consider
cultural and religious context (Vieten & Lukoff 2022). The data collection was
conducted in urban and sub-urban area of Southern Finland.

In Finland, most of the people belong to Christian churches (Statista 2021). Most
of them belong to the Evangelical Lutheran Church, whose membership has
decreased, but still covers about 70% of the Finnish population. In addition, there
are several other Christian denominations and other religious communities in
Finland, such as Islam and Judaism. (Infofinland 2022.) There is also a growing
population who are not members of any religious communities (Statista 2021) and
secularization has taken place within religions (Idler 2022). The trend is in line with
the rest of Europe and the Americas, i.e., the decline in religious participation as
generations change (Idler 2022).

4.2.2 Description of the participants

The study was conducted in both long term and home care settings of older people
living with dementia in Finland. The nursing care of older people with dementia in
both settings was organized by municipal, private or third sector. In long term care,
older people with dementia were living in their own private rooms. In home care,
older people with dementia were living in their own homes cared by nursing
professionals. The environments in different settings varied but the phenomenon of
supporting the spirituality of older people with dementia appeared in all care settings.

In total, 17 nursing professionals, 10 older people living with dementia and 9 of
their family members were recruited for this research. They represented the Finnish
cultural and religious background. Some nursing professionals were immigrants,
which is also a part of contemporary Western multiculturalism (Ham 2021). Most
participants were members of the Evangelical Lutheran Church. For some of them,
religion was an important part of life, but for most, it was of only minor importance.
The atheistic philosophy was also represented.

In the first sub-study (Paper I), the data consisted of the literature on the
phenomenon (n=10). An electronic search for relevant published literature was
conducted using international CINAHL and MEDLINE (PubMed) databases. The
articles included in the review were from Australia, Canada, United Kingdom and
United States from years 2005-2012.

In the second sub-study (Paper II), 17 nursing professionals were recruited for
interviews. Nursing professionals (n=17) were working in home care or long-term
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care settings in the private, municipal or third sector. They were expected to have at
least one year’s experience of the nursing care of older people with dementia so that
they could discuss the phenomenon based on their own lived experiences (e.g.
Bynum & Varpio 2018). Their age varied from 28 to 68. All of them were female.

In the third and fourth sub-studies (Papers III and 1V), older people with
dementia and their family members were interviewed. In the fourth sub-study (Paper
IV) the same group participated also in photo-elicitation. Older people with dementia
(n=10) were clients of either home care or long-term care. Their age varied from 76
to 97. Of them, 7 were female and 3 were male. Five were diagnosed with
Alzheimer’s disease and four with other types of dementias.

Their family members (n=9) were individuals who were actively involved in the
life of an older person with dementia and were aware of their nursing care. Their age
varied from 45 to 80. Of them, 7 were female and 2 were male.

423 Data collection

For the literature review, the data were collected by electronic search in two
international databases. The search for literature was conducted systematically by
using inclusion criteria (Table 3).

Table 3. The inclusion criteria.

LITERATURE NURSING OLDER PEOPLE FAMILY MEMBERS
PROFESSIONALS WITH DEMENTIA

Studies involving Being a registered Adults 65 years of age | Being familiar with the

adults 65 years or nurse or an assistant | or older nursing care of older

older nurse person living with

dementia

Published in English Have at least 1 year's Ability to express Older person with
working experience in oneself verbally dementia agrees that
the nursing care of older the family member
people with dementia participates

Focusing on nursing Willingness to Diagnosed with Willingness to

care carried out by participate in the study | dementia participate in the study

nursing professionals

If the mini-mental state Ability to give consent

examination score and having a proxy

was mentioned the who can confirm the

upper limit of dementia consent

was 23 points

Any term referring to Being a home care

spirituality in the title client or living in

nursing home

Willingness to
participate in the study
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In hermeneutic phenomenology, the data collection method is not specified
(Charalambous & Charalambous 2016). However, in hermeneutic phenomenology,
for example, Heidegger (2014, pp. 56-58) emphasized the importance of
conversation as the basis of being human. Based on this, interviewing was
considered a suitable method to capture the lived experiences. In the three qualitative
sub-studies, purposive sampling was used for data collection to find participants who
had personal experience of the phenomenon. (Campbell et al. 2020.) For the second
sub-study, data were collected by interviewing a purposive sample of 17 nurses
(Paper II). For the third sub-study, the data were collected from a purposive sample
of 10 older people living with dementia and their 9 family members (n=19) (Paper
III). The data were collected at the same time for third and fourth sub-studies because
the target group was the same. For the fourth sub-study, the data collected by
interviewing was supplemented with photo-elicitation (Paper IV) to facilitate
vulnerable group in expressing their lived experiences on phenomenon that might be
challenging to put into words (Bugos et al. 2014).

Altogether 36 individuals were interviewed to conduct this study and altogether
75 photographs were taken during the research. The inclusion criteria are presented
in table 3.

Data management

The data collected for this research project consisted of recorded interview data,
transcribed manuscripts (in Word files), and photographs. Also, field notes were
used to document contextual information (Phillippi & Lauderdale 2018). The field
notes were saved with date, context, and setting.

The consistency and quality of recorded interview data was assured by locating
the recorder near to interviewees and by checking the quality of recording in the
beginning of each interview. The recordings were saved electronically straight after
each interview. They were transferred from the recorder to a password-protected
folder on the researcher's computer. The recordings were immediately removed from
the recorder. Participant details were saved separately in table form. The photographs
were saved in the highest possible resolution to make it possible to use them in
publications.

The data included sensitive information and could not be made open. If someone
wanted to use the raw data, it must be requested privately from the researcher. The
data consists of very sensitive stories of people. They discussed a lot about their
religious views and supernatural experiences. This must be considered when
thinking about reusing the data by other projects. In informed consent form, it was
assured that the anonymity of the participants will be secured. They permitted that
their interviews can be used in scientific research and published as such.
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4231 Interviews

The interviews with the nurses ranged from 36 to 74 min and with older people with
dementia and their family members from 56 to 110 min. All interviews were
conducted by the researcher who has a background of working as a registered nurse
in older people care. The interviews were recorded and transcribed verbatim by the
researcher. The third party was not used because of the transcribing was seen as a
good way to get familiar with the data (Aveyard & Schofield 2002).

Nursing professionals were interviewed in their working units. Each participant
was interviewed individually. The starting question was: ‘What experiences do you
have of spirituality in the care of older people with dementia?’

Older people living with dementia were mainly interviewed as dyads together
with their family members either in their own home or private room if living in a
nursing home. Conducting interviews in own homes of people with dementia has
been found to make it easier for older people with dementia to participate in
interview studies (Clarke & Keady 2002, p. 34; Karlawish et al. 2008). Dyadic
interviewing is an interactive interviewing technique. In dyadic interview, two
participants interact with each other and with the interviewer to answer open-ended
interview questions. (Morgan et al. 2013; Taylor et al. 2021.) In this study, one
person with dementia was interviewed individually without a family member. There
are some advantages in interviewing people with dementia together with their family
members. It has been assumed that people with dementia might feel more
comfortable in interviews with their family members. (Pratt 2001.)

Due to the subjective nature of the experience of spirituality (Rykkje et al 2023),
an interview guide was not used in interviewing the dyads. Instead, the participants
were invited to speak openly about their experiences of supporting the spirituality of
older people with dementia and about the caring and living environment that
supports spirituality.

When considering an environment that supported spirituality, it was realized that
verbal expression of it might not be sufficient. Photo-elicitation was utilized to
supplement verbal expression. (See Phillipson & Hammond 2018.)

The sample size was determined by data saturation. There are different variants
of saturation. The one that was used in three original publications (Paper II, III and
IV) was inductive thematic saturation. (Leese et al. 2021.) In the second sub-study
(Paper II) the saturation was based on codes but in the third (Paper III) and fourth
(Paper 1V) sub-studies on meanings as both Ricoeur’s interpretation theory and
inductive thematic content analysis aim to deep interpretive understanding of the
data (Hennink et al. 2017). Practically, the evaluation of saturation was conducted in
the steps adapted from Buckley (2022, Table 4).
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Table 4. Steps of the evaluation of saturation (see Buckley 2022).

Step

1 The framework was defined by conducting a literature review (Paper ).

2 The target class was specified for each group of participants: older people with
dementia, their family members and nursing professionals.

3 Inclusion criteria were written down for each group of participants (Table 3).

4 To minimise selection bias, all willing candidates meeting the inclusion criteria were
included in the study.

5 Sufficient heterogeneity of the participants was reported by describing the participant
information.

6 The data was comprehensively coded.

7 Code saturation was selected for the second sub-study and meaning saturation for
the third and the fourth sub-studies.

8 Thematic level of saturation was specified to be sufficient within the phenomenon full
of varying nuances.

9 Participants were interviewed in the order they contacted the researcher and reported
in the order they were interviewed. The saturation path can be followed based on this.

10 The saturation was reached when new themes did not emerge in the two last
interviews.

Complexity of the researched phenomenon can have an influence on saturation
(Squires & Dorsen 2018). Spirituality as a complex phenomenon (Ennis & Kazer
2013) has a wide variety of nuances that cannot all be captured. Therefore, the
saturation was based on large entities.

4.2.3.2 Photography

In this study (Paper IV), photo-elicitation was utilized to help participating older
people with dementia and their family members to identify the spirituality-
supportive elements of the caring and living environments of older people living with
dementia. Photo-elicitation is a qualitative research technique first invented in 1957
utilizing photography or photos in interviews (Bugos et al. 2014).

Various photographic methods have been used in research on older people with
dementia and their environment (e.g. Seetharaman et al. 2021; Gibson et al. 2022).
Dyadic interviews and photography have been combined in dementia study earlier
by Morgan et al. (2013).

In photo-elicitation method, the participants usually take the photos by
themselves after experiencing a phenomenon that the researcher wants them to
illustrate (Bugos et al. 2014). Photography has been found to benefit people with
cognitive impairment to express their experiences. (Renn et al. 2021.)
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In this study (Paper IV), photo-elicitation was adapted to fit together with the
purpose and the participants of the study (see Conway et al. 2023). Professional
photographer was present in the interview settings from the beginning listening to
conversations concentrating on what the participants were talking about the
environment that supported spirituality. In each interview, the researcher requested
the participants to show which elements in the living and caring environment of older
people with dementia would they photograph if they were to express spirituality
supportive environment by photos. The photographer took the photos of all the
elements the participants were talking about. At the same time, the researcher
continued discussing with participants and asking more about the elements they
chose to be photographed in their environment.

Therefore, photo-elicitation was used to prompt in-depth interviews (Bugos et
al. 2014). The professional photographer was utilized since it has been noted in
earlier studies that older people with dementia might find photographing technically
challenging (Seetharaman et al. 2021).

The idea in photographing the environment was that the elements in the
environment that support spirituality could be challenging to capture merely verbally
(Murgia et al.2022). It was essential to approach the environment as an entity that
could be visually captured in photographing together with verbal expression. Photos
alone did not narrate the lived experiences of older people with dementia and their
family members. They were used to lead the participants to versatile and rich
expression of the phenomenon. (Paper IV.)

4.3 Data analysis and interpretation

In this chapter, the methodological choices to analyse the data for the literature
review and interpret the qualitative data, will be introduced. The data were collected
by interviewing older people living with dementia, their family members and nursing
professionals as well as by photographing. Three different ways of interpreting the
qualitative data were used. In each phase, the interpretation process was conducted
simultaneously with the data collection as typical in qualitative research (Merriam
& Tisdell 2015, pp 195).

4.31 Descriptive phase
4.3.1.1 Qualitative inductive content analysis
Graneheim and Lundman’s (2004) conceptualisation was used in defining the stages

of the qualitative content analysis and the use of concepts in the first and second sub-
studies. In the first sub-study, qualitative inductive data analysis was used to analyse
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existing literature (Paper I) and in the second sub-study, to analyse lived experiences
of nursing professionals (Paper II). As was explained before, there is no consensus
on defining spirituality in nursing care (Murgia 2020). That is why the data analysis
was conducted inductively to describe supporting the spirituality in the light of the
literature and to understand the experiences of nurses supporting the spirituality of
older people living with dementia.

What distinguished the analysis of the second sub-study from the inductive
qualitative analysis of the literature review (Paper I) was the interpretive dimension
(Bynum & Varpio 2018), where attention was paid to the latent meaning of the data
in addition to the manifest content. Field notes and research diary were used to start
with the analysis from the beginning of the data collection. This made the final
intensive analysis easier and made it possible to decide when the saturation was
achieved within coding. (Merriam & Tisdell 2015, pp 195-199.) The circular
analysis process, which was carried out simultaneously with the data collection, is
described in Figure 6.

Grouping the
codes,

formulating Interviewing
sub-themes and
themes
Coding the Writing field
meaning units notes and
line by line research diary

Transcribing,
listening
through the
interviews,
reading the
texts

Figure 6. Qualitative inductive data analysis conducted in step 2 (Paper Il, see Graneheim &
Lundman 2004).

Coding was conducted by collecting meaning units from the transcribed text and
condensing them. The codes were derived from the condensed meaning units. (Table
5.) Codes were then grouped, and subthemes and themes were created based on
them. (Graneheim & Lundman 2004.)
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Table 5. An example of meaning units, condensed meaning units and codes (see Graneheim &
Lundman 2004).

Meaning unit Condensed meaning unit Code

Not listening to the words only | Listening what the person |Active listening
but hearing the person. wants to tell

| was sitting next to her, there | She started to pray Praying
on her bed and she was holding
my hands and then she started
to pray there.

4.3.1.2 Ricoeur’s theory of interpretation

Ricoeur’s theory of interpretation was chosen for philosophical background and as a
way of interpreting the lived experiences of older people living with dementia and
their family members in the third sub-study (Paper III). Ricoeur’s interpretation
theory was first introduced to the researcher by Charalambous who had been using
it as a way of interpreting the data in qualitative studies (e.g., Charalambous et al.
2008; Charalambous et al. 2009; Charalambous & Kaite 2013; Charalambous 2014;
Charalambous & Charalambous 2016). Paul Ricoeur was a French philosopher
(Charalambous et al. 2009) who has been writing for example about philosophy of
the will, psychoanalysis and structuralism, theory of the text and about educational
and theological issues (Thompson 1981, pp. 1).

The philosophical background of the theory was considered appropriate for
spirituality as a phenomenon. In Ricoeur’s theory, the whole person is considered.
The culture, world of beliefs and values of both the researcher and the participants
are understood. (Charalambous et al. 2008.) These three are central to the study of
spirituality.

In this study, the data consisted of transcribed interviews aiming to understand
how older people with dementia and their family members experienced spiritual
support in the living ang caring environments of older people with dementia.
Spirituality was seen as a part of symbolic living and caring environment (Kim 2010,
pp. 235-238). Ricoeur, in his early work concentrated on interpreting the symbols.
From that, he expanded to the interpretation of discourse. However, in his
interpretation theory the meanings of symbols have their role. (Charalambous et al.
2008.) His theory was seen as a steady basis to study spirituality expressed through
symbolic language.

Ricoeur did not build his profound theory to be a method for interpreting
qualitative research data (Hardwick 2017). However, as such, it brought a deep
understanding of the phenomenon studied but needed concentration and thinking it
through. For achieving comprehensive understanding of the phenomenon,
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philosophical consideration of each step was needed. Understanding about the
philosophy and theory and even the person behind it, was needed. Without this
understanding, it would have not differed from other qualitative techniques for data
analysis. But when understanding the theory behind the method, the method came
alive and helped to dive deep in the data; into the experiences of the people that were
interviewed. (See Wiklund et al. 2002; Charalambous et al. 2008.) First conducting
the naive reading and then working towards the comprehensive understanding
through structural analysis with understanding of the philosophy behind it, Ricoeur’s
theory offered an efficient way of interpreting the data (see Wiklund et al. 2002).

Ricoeur had an intention to benefit from both romantic hermeneutics that aimed
to capture the soul of the author from the text and structuralist hermeneutics that
concentrated on the manifest content of the text chopping it on the small pieces.
(Ricoeur 1981, pp. 140-142.) On this basis, his theory was very useful in interpreting
qualitative data when there was a need for understanding the lived experiences
(Charalambous et al. 2008).

The steps of the interpretation process modified by Lindseth and Norberg (2004),
naive reading, structural analysis, and comprehensive understanding, capture the
idea of Ricoeur’s theory of interpretation. This three-step process was used in this
study to interpret older people’s and their family members’ lived experiences.
Comprehensive understanding was achieved by going through these steps back and
forth. Interpretation was a circular process (hermeneutic circle). (Charalambous &
Charalambous 2016.) As Ricoeur puts it: “to interpret is to explicate the type of
being-in-the-world unfolded in front of the text (Ricoeur 1981, pp. 141).” Starting
with naive reading, ‘what the text says’, the interpretation moved through structural
analysis to comprehensive understanding, ‘what the text talks about’, (Ricoeur 1976,
pp.87-88; Ricoeur 1981, p. 163) what is the ‘world of the text’ (Charalambous et al.
2008).

Concretely, naive reading meant listening through the recordings and reading
through the transcribed texts to get an overall picture of what the participants were
saying. This was written down. (Wiklund et al. 2002; Simony et al. 2018.) Structural
analysis was conducted as a qualitative coding process collecting meaning units of
the text and grouping them into sub-themes and themes (Lindseth & Norberg 2004).
As typical in Ricoeur’s theory of interpretation, the basic message of the text
revealed in naive reading, was used as a framework for structural analysis. The new
aspects on the phenomenon found in structural analysis were utilized to re-formulate
naive reading. (Charalambous 2014.) To achieve comprehensive understanding on
the phenomenon based on the lived experiences of the participants, the researchers’
preunderstanding and knowledge of earlier literature was combined with the findings
of the naive reading and the structural analysis (Lindseth & Norberg 2004;
Charalambous 2014). (Table 6.)
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Table 6. Process of interpretation.

Phase of the interpretation What was concretely done

1. Naive reading Familiarization with the data by listening to the
recordings and reading the texts.

Writing a short description of what the text says.

2. Structural analysis Collecting meaning units, coding, categorizing based on
the description revealed in naive reading.

3. Comprehensive understanding Reflecting the findings of naive reading and structural
analysis in the light of researchers’ pre-understanding
and earlier literature.

Deepening the interpretation and writing a
comprehensive understanding of the phenomenon.

Two essential ideas in Ricoeur’s theory are ‘distanciation’ and ‘appropriation’.
Distanciation means that we are aware of our own preunderstanding about the
phenomenon we are researching. Based on this awareness, we can distance ourselves
from our own presuppositions and appropriate the new understanding about the
world. (Charalambous et al. 2008.)

4.3.2 Analytic phase: Inductive thematic content analysis
including photo-analysis

Inductive thematic content analysis was utilized to understand the spirituality-
supportive living and caring environment of older people living with dementia
(Paper 1V). For inductive thematic analysis, several different ways of concretely
doing analysis and interpretation can be used (Guest et al. 2012). In this study, the
thematic analysis introduced by Clarke and Braun (2006) was adapted to interpret
the data.

Thematic analysis is a flexible method not demanding any specific theoretical
background (Clarke & Braun 2017). It can be conducted within hermeneutic-
phenomenological framework in interpretive way as in this study. The aim was to
capture participants’ lived experiences of the phenomenon. (Ho et al. 2017.)

The interpretation included six steps (Clarke & Braun 2006). First, the researcher
was familiarized with the data simultaneously with transcription and by reading
transcribed texts and reviewing the photos while writing notes. Secondly, all
expressions relevant to the research question, i.e., codes, were collected. Each
photograph was also seen as a code. Thirdly, the text codes and photographs were
organized into groups where they formed sub-themes, and these formed larger themes
(Table 7). Next, the themes were reviewed on two levels: in relation to the codes and
the data. Fifth step was to define and reconsider the names of the themes. Finally, the
analysis was shaped and finalized into a reportable form. (Clarke & Braun 2006.)
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Table 7. Example of codes as building blocks of themes.

Code: a Code: a Code: a Code: a
relative's flower painting of | painting of
painting received the home |a
from church childhood
relatives home
Code: Code: Code: Code:
family close pictures of | memories
member’'s | people home of the
presence priest in
one’s
hometown
Subtheme: Belonging with other Subtheme: Belonging to one’s
people home region
Theme: Where do | belong?

4.4 Ethical considerations

Research ethics were carefully considered in each step of the study (Wiles 2013, pp.
1-8). The study was conducted following the Finnish national legislation, principles
of the WMA Declaration of Helsinki (World Medical Association 2013) and the
principles of biomedical ethics which include respect for autonomy, nonmaleficence
but beneficence and justice (Beauchamp & Childress 2019). The research was
conducted according to the Finnish Code of Conduct for Research Integrity (Finnish
National Board on Research Integrity 2023).

For the first (Paper I) and second (Paper II) sub-studies, the statement of the
ethics committee was not required, because no vulnerable groups were involved. For
the third (Paper III) and fourth (Paper IV) sub-studies, an affirmative statement was
received from the Ethical Committee of the University of Turku (Statement
37/2017). The ethical review was required because older people with dementia were
participating, and their possible vulnerability must be considered (Diaz-Gil et al.
2023). The study was approved also by the relevant authorities of the organisations
within it was conducted by signing written research permits. In addition, the sub-
studies met the ethical requirements of the scientific publications.

Philosophically, spirituality as a concept can be seen as linked to ethics (Carr et
al. 2011). The justification for the study, as an important part of research ethics, was
introduced in the beginning of this summary. The gap of knowledge solely was not
the justification to conduct a study but there was evidence and general agreement on
that older people could benefit from this research. According to previous studies,
supporting spirituality may be beneficial for older people with dementia (Palmer et
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al. 2022). Spiritual support may help older people living with dementia to maintain
the meaning and purpose in life and to promote their dignity (Chen et al. 2019).

The assessment of risks and benefits of the study for the participants and for
older people with dementia in general, was challenging. However, supporting
spirituality is a building block for culturally sustainable nursing care of older people
with dementia. It was considered important that older people with dementia
themselves were included in research that concerns their experiences and may
contribute to the development of their nursing care (Hougham 2005; O’Connor et al.
2022; Diaz-Gil et al. 2023).

The participants were guaranteed anonymity in all the phases of the study. The
authentic quotations and other reporting were conducted so that individuals will not
be recognised. To protect privacy and anonymity, the participants were instructed
that no identifiable people could be seen in the photographs (Oakes et al. 2022). The
same instructions were given to the professional photographer who technically
conducted the photography. The participants were also assured that they can
withdraw from the study without any explanations. They were carefully observed for
the signs of fatigue or distress in interviews. This was done in accordance with the
principle of harm minimization (Traianou 2020, pp. 86-110). However, no one
withdrew from the study.

Interview recordings and transcribed manuscripts as well as photographs were
stored digitally password-locked so that only the researcher had access to the raw
data. The participants’ demographic data was stored separately and instead of names,
codes were used to ensure their anonymity. In publishing the results, pseudonyms
were used when needed. This was done in the reporting of the third sub-study (Paper
IIT), when the humanity of the participants was emphasised by naming them, but
their anonymity was protected by using pseudonyms.

Participants in the third and fourth sub-studies also included older people living
with dementia. They can be considered a vulnerable group when participating in the
study (O’Connor et al. 2022). However, the concept of vulnerability has been
considered in research and it is not always justified to make a presumption of
vulnerability by belonging to a certain group (Racine & Bracken-Roche 2019).
Ricoeur has considered the relationship between autonomy and vulnerability.
According to him, the basic assumption is human autonomy, which, however, is the
subject of constant evaluation when faced with fragility and vulnerability (Hettema
2014). Anyway, in this study, the researched phenomenon was sensitive (Berry
2015) and older people with dementia were involved. Therefore, special attention
was paid to the voluntariness of participation and the participants’ understanding of
what they were involved in. This was assured during the interviews.

All the participants were given both oral and written detailed information about
the study prior to the interviews. Informed consent forms were signed by all the
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participants. There has been much debate about the ability of people with dementia
to give informed consent (Hellstrom et al. 2007; O’Reilly et al 2019; O’Connor et
al. 2022). Vulnerability has been linked to the lack of capacity to provide free and
informed consent (Racine & Bracken-Roche 2019). Therefore, consents of older
people with dementia were confirmed by their family members. This choice did not
deny older people with dementia their voice but ensured it (O’Reilly et al. 2019). It
has been noted that during the research, older people with dementia may benefit from
the presence of their family members (O’Connor et al. 2022).

An evaluation of the ability to informed consent based solely on cognitive tests
or clinical assessment could deny decision-making to people with dementia who
would be able to decide. (O’Reilly et al. 2019.) The steps taken to assess the ability
of older people with dementia to consent are described in paper IV.
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5 Results

In this chapter, the results of the narrative literature review (Paper I) and the three
qualitative sub-studies (Papers II-IV) will be presented. Finally, the results of the
sub-studies will be summarized. The more detailed results can be found in the
original papers (I-1V).

5.1 Supporting the spirituality of older people with
dementia

5.1.1 Supporting the spirituality of older people with
dementia in literature

In the literature review (Paper 1), an overall understanding of how and in what kind
of environments the phenomenon had been studied, was achieved. Gaps on existing
literature were identified.

The findings of the narrative literature review (Paper 1) based on inductive
qualitative analysis of selected articles (n=10), revealed the precursors and barriers
for spiritual support in nursing care of older people living with dementia. Elements
of spiritual support were identified. (Figure 7.)
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Prerequisites for Respect for older people with dementia despite decreased cognition

supporting the
spirituality of

Accepting older people with dementia as they are

older people Love

living with

dementia Compassion

Elements of Supporting religious activity

supporting the
spirituality of
older p90p|e with Reflection of nurses' own spirituality

Enabling connections

dementia
Nonverbal communication
Barriers to Lack of nursing professionals' time
supporting the Nursing professionals' low competence in supporting spirituality
Spirituality of Nursing professionals' doubts about the ability of older people with dementia to consider spirituality
Older people Wlth Low organizational support
dementia

Older people with dementia might be dependent on other people in spiritual support

Older people with dementia might have difficulties in expressing their spiritual needs

Figure 7. Prerequisites for, elements of and barriers to supporting the spirituality of older people
with dementia in nursing care.

Based on the findings, some interventions utilised by nursing professionals were
identified as means to support the spiritual needs of older people with dementia.
Supporting spirituality was identified to be multi-professional, cooperative, and
reciprocal occurring in everyday nursing. (Paper I.)

51.2 Supporting the spirituality of older people with
dementia from the perspective of nursing
professionals

In the second sub-study, the aim was to describe the nursing professionals’ lived
experiences of supporting the spirituality of older people with dementia (Paper
10).

Participants defined spirituality as a continuum between the secular and the
religious, but also as a force inherent in humanity. They were learning about and
developing an understanding of the spiritual needs of older people with dementia
through verbal and nonverbal expression and through the information of spiritual
background. With the gained knowledge about spiritual needs, nursing
professionals were meeting the needs by approaching the older person as a valuable
person and by paying attention to and supporting his/her personal philosophy of
life. (Figure 8.)
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THE NURSES’
DESCRIPTION OF
SPIRITUALITY

VAR VI

Learning about and developing an
understanding of spiritual needs of older
person with dementia

THROUGH
Ysrbal / non verbal, Spiritual
sxpression, backeround

/ v \

Meeting the spiritual needs of older person
with dementia
BY

Approaching one as a valuable Paying attention to and supporting
person his/her personal philosophy of life

Figure 8. lllustration of nursing professionals’ experiences of supporting the spirituality of older
people living with dementia.

51.3 Supporting the spirituality from the perspective of older
people with dementia and their family members

The findings presented here result from a hermeneutic interpretation according to
Ricoeur’s theory. This means the circle of naive reading, structural analysis, and
comprehensive understanding (Paper III). Ricoeur's theory of interpretation as a
method of analysis is strongly linked to the results (Missel & Birkelund 2020), so
the results are presented through the stages of interpretation.

Naive reading

In naive reading, the transcribed manuscripts were read through, and without
analysing or interpreting, the thoughts of what was the text about, “what the text says
(Simms 2003, p. 132)”, were written down. This revealed the basic idea of the text
that was formulated in the original paper III:
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“The personal meaning given to spirituality, created a background which could
be used to support the spirituality of older people living with dementia. This
support consisted of addressing and meeting spiritual needs individually using
different elements of spirituality. The results showed that participants living with
dementia needed spiritual support to maintain meaning and purpose in their
lives. The participants also outlined some challenges to the spiritual support in
their nursing care (Toivonen et al. 2023, pp. 5).”

Structural analysis

The naive reading was guiding to find the themes in structural analysis and the
comprehensive understanding confirmed them (see Geanellos 2000). Through
structural analysis, five themes were found to describe the meanings immersed in the
text:

1. Personal understanding of spirituality as a basis for supporting spirituality
2. Addressing the individual spiritual needs of older people living with dementia

3. Meeting the spiritual needs of older people with dementia through the
elements of spirituality

4. Meaning in life through spiritual support

5. Challenges in supporting spirituality in nursing care.

Comprehensive understanding

In the comprehensive understanding, researcher’s preunderstanding, naive reading,
structural analysis, and relevant literature were all combined and the entity of the
phenomenon was opened (Charalambous & Kaite 2013). This approach allowed for
a multifaceted interpretation of the phenomenon.

The personal meaning that older people with dementia, their family members
and nursing professionals gave to spirituality, formulated a basis for supporting
spirituality. This basis was a guide in addressing spiritual needs of older people with
dementia. Spiritual needs were individual. From the perspective of older people
living with dementia, and their family members, supporting spirituality in nursing
was experienced through religion, meaningful relationships, nature, and arts. When
an older person with dementia experienced spiritual support, that support helped
person to enhance the sense of meaning in life. (Figure 9.) However, the participants
felt that there were some barriers to the realization of spiritual support in nursing
practice.
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Meeting spiritual
needs through
Addressing religion,

Personal meaning
given to
spirituality

Enhancing the
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relationships,

nature and art

Figure 9. Supporting the spirituality from the perspective of older people with dementia and their
family members.

Despite the homogeneity of the participant group, the concept of spirituality was
defined in varying ways. The definitions covered a secular approach to the concept
as well as a definition tied to religion. The majority placed the concept somewhere
between these two extremes and understood it broadly. Spirituality was understood
to express the elements in human life through which individuals seek experiences of
purpose and meaning in their lives. These elements could be physical or reach
beyond the boundaries of physical world and to be supernatural in nature. The
experience of meaning in life included individual symbolism, which connected the
experience to the individual's inner spirituality.

The spiritual needs of older people with dementia were not perceived to decrease
because of the disease, although it could become more difficult to recognize them.
Older people with dementia needed comfort and support to cope with a serious
illness, and spirituality was perceived to be an important part of this support.

Meeting spiritual needs was possible through meaningful relationships, religion,
nature, and art. The individual life experiences and views of each person with
dementia affected which of these elements were perceived as spiritual. The
importance of meaningful relationships was emphasized. Closed ones supported the
person with dementia by remembering, while the person with dementia was
fumbling with the memories. For some participants, religion was an important
resource supporting spirituality. Through religion, spirituality could be supported,
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for example, through prayers and religious music or literature. For some, physical
objects related to religion, like Bible or icons, were important.

Many participants emphasized the importance of nature as a source of meaning
and purpose in life. In nature, one could have a sense of connection with the
surrounding world. If physical nature experiences were no longer possible, the
participants believed that virtual nature experiences could be useful for older people
with dementia. For some participants, art was a source of spiritual experience. In this
case, art was not only physically sensed, but profoundly experienced. For example,
poetry, visual arts, and music could support spirituality.

In the participants’ experiences, spirituality was related to the meaning and
purpose in life. For example, art could be just art for someone, but for another it
symbolized spirituality through the experience of the meaning in life. In spirituality,
one deepened the experience of the physical world to where a person's life has a
meaning even if the ability to communicate verbally has been loosed or physical
participating in the world around has become challenging.

The barrier for supporting spirituality in nursing care was the nursing
professionals' schedule, where there was not necessarily time for unhurried presence.
Spirituality was also not experienced to be an easy phenomenon for all nursing
professionals to approach.

5.2 Caring and living environment supporting the
spirituality of older people with dementia —
ways of being-in-the-world

In analytic phase, the spirituality-supportive elements of caring and living
environment of older people with dementia were analysed. In this analysis, the
interview data was combined with visual data created by photographing the caring
and living environments of older people with dementia. Through the interpretation
of the data, three themes were derived and formulated as questions expressing older
people’s search for meaning and purpose in life (Figure 10).

The role of the caring and living environment in supporting spirituality was three
folded:

1. Supporting the personality of an older person with dementia through the
elements that support spirituality.

2. Informing those participating in the care about the individual spirituality of
older person with dementia

3. Giving those participating in the care concrete means to support the
spirituality of older person with dementia.
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In the caring and living environment, nursing professionals, older people with
dementia and their family members together searched for answers to existential
questions and through them for spiritual purpose and meaning in their lives. This
collaborative journey often involved deep conversations and shared experiences that
fostered understanding. For instance, they might explore themes of identity,
reflecting on memories. Through activities such as, music, and art, they found ways
to express their emotions and connect on a deeper level. This process not only
enriched their relationships but also provided comfort in navigating the complexities
of life with dementia.

Searching for answers to existential
questions in caring and living environment:

What

Where do | remains of | Where am
| belong? | mein the
world?

Figure 10. Spirituality supportive caring and living environment of older people with dementia.

Sense of belonging was seen as essential in spiritual support of older people with
dementia. This included sense of belonging with other people, sense of belonging to
one’s home region and one’s own home as well as to the world around. The
participants also experienced that it is important to leave a mark of one’s life in the
world. The older people with dementia were faced with a severe disease that
threatened their life. They felt that their life could continue in remaining people and
memories. At the same time, they were also considering the end of their lives and
possibly after life issues. Some were comforted by the thought of life after death in
a religious sense. Some others that were not religious, were thinking about their
loved ones who had died before them. The thought gave them the courage to face
the end of life even though they were not sure about life after death or did not
consider it possible.

58



Results

The participants described spirituality in their caring and living environment in
a variety of ways with photographs (Figure 11). These images captured moments of
reflection, connection, and peace, illustrating how spirituality was woven into their
daily lives. Some participants highlighted the importance of nature. Others focused
on meaningful people, emphasizing the role of social connections in their spiritual
experiences. Through these diverse representations, it became clear that spirituality
was an integral part of their well-being and personality.

ey -',: . < X ;
What remains of mein the-
world?

Figure 11. Examples of spirituality-supportive caring and living environment in photographs.

5.3 Summary of the main results

The overall aim of this study was to achieve a comprehensive understanding of
supporting the spirituality of older people living with dementia in their caring and
living environments. The phenomenon was approached through the lived experiences
of older people with dementia and their family members as well as nursing
professionals. The understanding of the phenomenon was further expanded by
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analysing the environment together with the participants as a symbol of and support
for spirituality. The results and outcomes of each sub-study are presented in table 8.

Table 8.

PHASE

DESCRIPTIVE
PHASE |

60

STEP

Step |

Step

Step
1

RESEARCH
QUESTIONS

RQ1. How has
spirituality been
supported in the
nursing care of
older people with
dementia in earlier
literature?

RQ2: What are the
experiences of
nurses on
supporting the
spirituality of older
people with
dementia?

What are the
experiences of
older people with
dementia and their
family members of
spiritual support in
nursing care?

Results and outcomes of research steps.

MAIN RESULTS

Supporting spirituality is
concerned with supporting
religious activity, enabling
connections, nurses’
reflections on their own
spirituality, and nonverbal
communication. The benefits
from the support of
spirituality are reciprocal and
occur in everyday nursing.

Supporting the spirituality of
older people with dementia
is understanding their
spirituality within a
framework of person-
centeredness and
individuality. The nursing
professionals understand
the spiritual needs of older
people with dementia
through both verbal and
nonverbal expression and
by learning about older
people’s individual spiritual
backgrounds. Meeting
spiritual needs means
approaching the person with
dementia as a valuable
human as well as paying
attention to and supporting
personal philosophy of life
within nursing care.

Older people with dementia
need spiritual support based
on their personal
understanding of spirituality.
The four elements of this
spirituality are religion,
meaningful relationships,
nature, and art. The barriers
to spiritual support include
the competence and
abilities of nursing, time
available, presence and
experience.

OUTCOMES

Description of earlier
studies on
phenomenon,
synthesis of their
findings.

Identification of gaps
in existing literature.

Understanding
nursing
professionals’ lived
experiences of the
phenomenon.

The comprehensive
understanding
revealed a new
contextual
interpretation of
being-in-the-world of
the phenomenon
from the perspective
of older people with
dementia and their
family members.
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PHASE STEP | RESEARCH MAIN RESULTS OUTCOMES
QUESTIONS

ANALYTIC Step | What kind of Spirituality is a continuum An analysis of

PHASE Il \% caring and living within human life, spirituality
environment manifested through and in | supportive caring
supports the the environment even if and living
spirituality of older | older people with dementia | environment of older
people living with | are not able to express people with
dementia themselves. The dementia.

experienced by
themselves and
their family

participants’ experiences of
spirituality within the caring
and living environment were

summarized into three
existential questions:
“Where do | belong?”, “What
remains of me in the world?”
and “Where am | going?”
Caring and living
environment that supports
spirituality gives
opportunities to search
answers to these questions.
The environment guides
towards experiences of the
meaning and purpose of life.

members?

A descriptive theory of supporting the spirituality of older people living with
dementia in their caring and living environments was derived from the findings of
this study (Figure 11). This was conducted by analytically synthesizing knowledge
of four sub-studies. In the theory, the findings of all four sub-studies were combined.
The theory is contextual and based on lived experiences of older people with
dementia, their family members and nursing professionals as well as earlier literature
of the phenomenon.

Reynolds’ research-to-theory -strategy as introduced by Lynham in a book edited
by Swanson & Chermack (2013, p. 34) was adapted in developing the theory. First,
the phenomenon “Supporting the spirituality of older people with dementia in their
caring and living environment” was selected. The characters of the phenomenon
were listed in the literature review (Paper I, Figure 6). This included specifying
prerequisites for, elements of, and barriers to spiritual support. Secondly, the
phenomenon was studied from different perspectives (Papers II-1V). The results of
these three sub-studies were added into the results of the literature review. Thirdly,
the data of qualitative studies were analysed. Fourth, the analysed data was
formalized into a figure (Figure 12) to understand the phenomenon comprehensively.
Through this process, the pieces of information collected in the sub-studies were
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combined and the phenomenon was assembled into a theoretically articulated whole
(Charalambous et al. 2009).

Supporting the spirituality of older people with dementia in their caring and
living environments
Searching for answers to existential questions:

e  Where do I belong?
e  What remains of me in the world?
e  Where am I going?

Prerequisites
for supporting
the spirituality
of older people
with dementia

Respect

Accepting older individuals with dementia as they are

Love

Compassion

Personal meaning given to spirituality by
e Nursing professionals
e Older people with dementia and their family members

Learning about
and developing
an
understanding
of the spiritual
needs of older
people with

e  Through verbal and nonverbal communication
e  Through spiritual background

with dementia

dementia

Meeting the e By paying attention to and supporting personal philosophy
spiritual needs of life including religious activity

of older person e  Through meaningful relationships

e  Through nature
e  Through art

Barriers to
supporting the
spirituality of
older people
with dementia

Due to organization
e Insufficient time resources
e Deficiencies in organizational support

Due to nursing professionals

e Deficiencies in the competence of nursing professionals

Due to older people with dementia
e Dependence on other people in spiritual support
o Difficulties in expressing spiritual needs

Benefit of
spiritual
support

Enhancing the sense of meaning in life

Figure 12. The components of the descriptive theory on supporting the spirituality of older people
with dementia in their caring and living environments.
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The context of the theory are the caring and living environments of older people
with dementia, where they themselves and their spiritual needs are central. Humans
are seen as part of their environment living in a constant interaction with their
physical, social, and symbolic environment. An environment that supports
spirituality reminds older people with dementia of who they are and what are the
elements from which their spirituality formulates and how it manifests. Each older
person with dementia has an own spiritual background, which serves as a ground for
their personal views of spirituality. These views are influenced by lived experiences
and may be rooted in childhood, youth, adulthood, or older age. Spirituality, as a part
of the continuum of life, changes through life. With dementia, a particular lived
phase of one’s spiritual life can be emphasized. Therefore, the nursing professionals
are required sensitivity and willingness to listen to verbal and non-verbal expression
about spiritual needs.

Family members might have valuable information about the spiritual background
of an older person with dementia. The views of family members are filtered through
their own lived experiences and, as such, they are interpretive. Furthermore, when
supporting spirituality, interpretability is always present. If older people with
dementia are no longer capable of expressing themselves, this is the case with their
other needs as well.

However, spirituality is an individual and subjective phenomenon. In addition to
the person with dementia, also nursing professionals each have their own views and
lived experiences of spirituality. It is important for nursing professionals to recognize
and reflect on their own spiritual background. This reflection helps them to separate
their own experiences from the experiences of older people with dementia and enter
the life-world of the person with dementia in spiritual support. The experience of
spirituality is heterogeneous even within a homogeneous group, and it is not possible
to draw definitive conclusions based on, for example, a person’s religion.

Supporting spirituality in nursing care is not about performing tasks. Respect,
acceptance of older people with dementia as they are, love and compassion are
prerequisites for spiritual support. They are an integral part of spirituality as well.
Based on these, nursing professional faces an older person with dementia as a
valuable person. Without this appreciative starting point, it is not possible to enter
the sensitive innermost part of humanity, where spirituality springs from.

Nursing professionals get information about the spiritual needs of older people
with dementia through verbal and non-verbal communication. In early stages of
dementia, it may still be possible to express needs verbally. By progression of the
disease, the role of family members as advocates is increasing. In that case, the
support of spirituality remains based on a second-hand account. However, nursing
professionals can observe older person’s reactions, expressions, and gestures to
understand and meet their spiritual needs.
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The spiritual support provided by nursing professionals can also be non-verbal
or verbal. Nonverbal support includes being present, staying by one’s side. Verbal
and non-verbal support for spirituality consist of supporting the person’s individual
religious or non-religious philosophy of life, as well as supporting meaningful
relationships. In addition to this, spirituality can be supported through nature and art.
The forms of support emphasize what brings purpose and meaning to an older
person’s life. For someone, the profound meaning in life can be found in religion,
but for another, in meaningful relationships, nature, art or in various combinations
of these elements.

The barriers to supporting spirituality in caring and living environment of older
people with dementia are related either to nursing professionals and care
organizations or older people with dementia themselves. The barriers related to
nursing professionals and care organizations include nursing professionals’ lack of
time and low competence in conducting spiritual support. Some nursing
professionals have doubts about older people with dementia to benefit from spiritual
support. These doubts occur when considering advanced dementia. Care
organizations do not always support nursing professionals in conducting spiritual
care. What makes spiritual support especially challenging when people with
dementia are involved, is their growing dependence on other people in meeting their
spiritual needs. As the disease progresses, also difficulties in expressing spiritual
needs increase.

Supporting spirituality in caring and living environment focuses on the
experiences of an older person with dementia, but the benefits can be reciprocal.
While an older person with dementia is looking for the meaning in life supported by
nursing professional, the meaning in the nursing professional’s work is also
emphasized. An older person with dementia is looking for answers to existential
questions: “Where do I belong?”, “What remains of me?”” and “Where am I going?”’
Nursing professionals and other people involved in care can be supportive in this
search, building together a caring and living environment that supports spirituality.
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6.1 Reflection of the methods

From a hermeneutic-phenomenological philosophical starting point, the
phenomenon was approached through a literature review and three qualitative
studies. The aim of this study was to achieve a holistic understanding of supporting
the spirituality of older people living with dementia in their caring and living
environments. This understanding was strived for by listening to the people whose
experiences was seen essential to understand. The research questions were aiming to
increase understanding, so answers were sought through a qualitative approach (see
Beyea & Nicoll 1997).

In this study, the narrative literature review was first conducted to find out how
the phenomenon had been researched before. A gap in the literature was found. There
was not enough understanding of how nursing professionals, older people with
dementia themselves and their family members experienced spiritual support in
caring and living environments. That is why it was decided to interview them and
ask them about their lived experiences.

Nursing professionals were interviewed individually. Spirituality is a very
sensitive area to discuss including person’s worldview and possibly religious
conviction. People might not want to share their views on spirituality with many.
(Morgan et al. 2013; So et al. 2023.) That was the reason for individual interviews
even though time resources were needed for the preparations and the interviews, and
the number of participants remained small. It would have been possible to interview
more nursing professionals in groups, but the results could have remained more
superficial. In individual interviews nursing professionals opened themselves to in-
depth discussions about the phenomenon and their own lived experiences.

Older people with dementia were interviewed in dyads with their family
members. The reasons for conducting the interviews of older people with dementia
and their family members in dyads were as following:

1. The lived experiences of both older people with dementia and their family
members were of the interest in this study.
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2. It has been found more comfortable for people with dementia to participate
together with their family members (Hellstrom et al. 2007; Pratt 2001).

3. Dyadic interviews were considered to stimulate discussion about experiences
that might not have been either recognized or remembered in individual
interviews (Clarke & Keady 2002; Morgan et al. 2013).

4, Dyadic interviews offered a better opportunity for older people with severe
dementia to participate in the study (see Head et al. 2021).

5. The family members could confirm the consents of older people with
dementia and help researcher in observing their possible fatigue or discomfort
during the interviews (see Hellstrom et al. 2007).

The dyadic interviews were conducted in the homes of older people with dementia.
This was essential because the aim was to also understand the environment that supports
spirituality. Entering the own world of older people with dementia, their caring and
living environment, was considered necessary to achieve this aim. The spirituality-
supportive caring and living environment was seen essential to approach both verbally
and visually through photography. On one hand, participating in research was seen to
be easier because the older people with dementia did not need to leave their own home
for interviews (see Clarke & Keady 2002, p.34). On the other hand, older people with
dementia and their family members could be nervous about the researcher and the
photographer visiting their home environment. Some of the participants did express
their concerns regarding, for example, the cleanliness of their home, but they were
assured that it was not relevant to the implementation of the study.

Hermeneutic phenomenology was seen as a suitable way to understand the lived
experiences of the participants. In hermeneutic phenomenology, understanding a person
is not being separate from other person in making assessment but being bound to
another person and on the same line with him (Gadamer 1975; Bengt Kristensson
2022). We cannot completely enter another person’s experiences (see Smythe & Spence
2022, p. 33) of spirituality. Nonetheless, it is fascinating to approach the experiences of
other people. Because we humans have infinite opportunities to understand spirituality,
and because the same idea can be interpreted in many ways (McSherry & Cash 2004),
the journey of exploring the boundless variety of these experiences is a challenging task.
This approach to phenomena as unattainable and at the same time approachable is
attuning to hermeneutic phenomenology (Smythe & Spence 2022, pp. 21-36).

In the second sub-study, Heideggerian hermeneutic phenomenology was applied
(Tuohy et al. 2013). This interpretive philosophical background combined with
inductive content analysis (Graneheim & Lundman 2004) produced a
comprehensive understanding of the nursing professionals’ lived experiences. In
1996, Cooper (1996) wrote about Heidegger that the philosopher has had an
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influence upon variety of disciplines “and even, so I'm told, nursing studies (Cooper
1996, p.1)”. From that on, his influence upon nursing studies has become evident
(e.g., Darbyshire & Oerther 2021).

In the third sub-study, Ricoeur’s philosophical approach was applied in planning
and conducting the study as well as in interpreting the data (see Singsuriya 2015).
Ricoeur (1981, pp. 202) has noted: “... the spirituality of discourse manifests itself
through writing, which frees us from the visibility and limitation of situations by
opening up a world for us, that is, new dimensions of our being-in-the-world.” In
the light of researcher’s own pre-understanding of the phenomenon, the ‘writing’
that is, the narratives of the participants (papers II-IV), were interpreted. The
interpretation revealed a new world where older people with dementia were living
and experiencing spiritual support in their caring and living environment. The
spirituality of the discourse manifested itself in this appropriating a ‘new dimension
of our being-in-the-world’. (Ricoeur 1981, pp. 202.) Hardwick (2017) explains the
focus of Ricoeur’s theory of interpretation as “the glimpses of universal aspects of
the everyday”. Spirituality is in those glimpses that the interpretation revealed.

In the fourth sub-study, the photo-elicitation method (e.g. Harper 2002) was
adapted in hermeneutic-phenomenological research. Visual expression was utilized to
help participants analyse spirituality supportive elements in the caring and living
environment of older people with dementia. From hermeneutic phenomenological
perspective, older people with dementia were seen as constantly interacting with their
caring and living environment creating meanings and interpretations of the phenomena
(see Charalambous 2014). This view was supported by Kim's (2010) theory of the
nursing environment, which also emphasizes a person's constant interaction with the
physical, social, and symbolic environment (Kim 2010, pp.219-221).

Currently, with the spread of social media, photography is used for self-
expression much more than before (Holm 2020). However, not all older people have
necessarily adopted this if social media has remained alien to them (PEW Research
Center 2019). Anyway, in everyday life, many photographs or other visual images
are seen and interpreted daily (Holm 2020).

There was a lot of discussion about how to use the photo-elicitation method with
the participants with dementia. The decision to use a professional photographer was
an appropriate choice for several reasons. First, the ability of older people with
dementia to learn how to use a camera and take pictures themselves may be impaired
(Renn et al. 2021). Therefore, the technical side of photographing would require both
time and attention. Second, if the researcher had taken pictures during the interviews,
the concentration on the conversation might have weakened during the
photographing. Thirdly, using a professional for photography affected the quality of
the photographs and, with that, their usability in analysis and reporting. The use of a
professional in photography in nursing research is rare. Usually, either the researcher
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or the research participants take the pictures, or ready-made pictures are used in the
research (Holm 2020).

However, the prospects of the photographer’s own interpretation in his productions
required consideration. Here we return to the root question of hermeneutics. Every
phenomenon is inevitably subject to interpretation (Ray & Locsin 2023). Each
individual brings an own interpretation to the phenomenon (Ray & Locsin 2023).
Therefore, the photos would possibly have been different if someone else interpreted
the participants’ descriptions of an environment that supports spirituality. However, the
participants themselves indicated the objects to be photographed.

An interesting idea of using photography in researching people with dementia is
the connection of photographs with memories (Berger 1992). Photos evoke
memories and things are photographed to remember them (Harper 2002). As
dementia advances, the memories recorded in the photos become more prominent.
This was manifested in that many participants wanted to take photos of photos of
people important to them. Photographing sparked a lot of discussion and emotions
and memories of spirituality.

However, after utilizing photo-elicitation in understanding the spirituality-
supportive elements in the caring and living environment of older people with
dementia and their family members, Harper (2002) and Prosser (2007) are agreed in
that the method is useful for understanding symbolic meanings in built environment.
Furthermore, the use of visual method gave older people with dementia another way
in addition to verbal communication to express their experiences about an abstract
phenomenon (Morgan et al. 2013).

Building a descriptive theory based on hermeneutic-phenomenological research
turned out to be possible and rewarding. The same conclusion has also been reached
by Charalambous et al. (2009).

After conducting this study, my preunderstanding about the phenomenon has
changed and continues changing as I continue research in this endless hermeneutic
circle. Like Noel Harrison (1968) sings: “Like a circle in a spiral, like a wheel within
a wheel, never ending or beginning on an ever-spinning reel. As the images unwind,
like the circles that you find in the windmills of your mind.”

6.2 Reflection of the results

In this study, understanding of supporting the spirituality of older people living with
dementia was researched. In this chapter, the findings of the study are reflected. Belonging
to the nature of the hermeneutic circle, the findings are not final or closed, but the circle
could be continuously rotated in ever-changing environments (Charalambous et al. 2008).

The contribution of this study to gerontological nursing practice is significant
(see Bambusch et al. 2023). This study produced new way of understanding the life-
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world of older people with dementia in three levels: 1) The supporting perspective
to the spirituality of older people with dementia is novel and yet central from the
caring point of view, 2) the role of the environment in supporting spirituality can be
understood through the results of this study and 3) descriptive theory on supporting
the spirituality of older people with dementia derived from the findings of this study
offers novel understanding about the phenomenon. The theory organizes knowledge
for use in nursing professionals’ education, as support for nursing practice, in
research and in society. This comprehensive understanding opens the life world of
supporting the spirituality of older people with dementia in a new way combining
earlier literature with the perspectives of nursing professionals, older people with
dementia and their family members.

The findings of the sub-studies are consistent with previous research results,
adding to them the aspect of supporting the spirituality of older people with dementia
in their caring and living environment. The understanding of the environment in
supporting spirituality brings a new perspective to the phenomenon. In the earlier
research, supporting the spirituality of older people with dementia and the caring and
living environment that supports their spirituality have not been studied this
extensively. The results of the study combine the views of older people with
dementia, their family members and nursing professionals on how the spirituality of
this group of individuals can be supported in nursing care. In addition to that, the
research results have brought out concrete nursing interventions for supporting
spirituality. The philosophy behind the individual support of the spirituality of
people with dementia has also been opened in a new way. According to the results
of this research, a person's inner spirituality does not end at the decreasing of verbal
expression but is at the core of humanity and includes individual experiences of the
purpose and meaning in life, which can be supported even when the dementia
progresses. Caring and living environment play a key role in this support.

The Christian roots of Western nursing have become detached, and the base of
today’s nursing is secular (Widerquist & Davidhizar 1994). With the detachment of
Christian roots, many early nursing theorists were influenced by Eastern mysticism
(Sarter 1988). Today, in professional nursing, holistic nursing and specialization are
balancing (Frisch & Rabinowitch 2019). Spirituality in nursing can be seen as both
its own area of expertise and as a part of holistic nursing (Murgia et al. 2020).

In the way the participants defined spirituality, the pluralization of culture and
an expansion of the concept of spirituality (see Murgia et al. 2020) could be noticed.
Although some participants considered spirituality consistent with religion, for most
participants the meaning of the concept was much broader. This has not been the
case always in earlier research (Katsuno 2003, Beuscher & Grando 2009) when
participants have defined spirituality only by religion. Too broad definition has been
criticized (Reinert & Koenig 2013). Reinert and Koenig (2013) see it problematic if
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spirituality is defined through the meaning in life (e.g., Tanyi 2002). They argue that
also people without sense of meaning in life, like people with severe depression, can
be spiritual. If spirituality is defined through meaning in life, measures of spirituality
that are derived from that definition, would estimate those people as not spiritual.
(Reinert & Koenig 2013.) The definitions of the concept of spirituality are central
also in the context of older people with dementia. They may not be able to rise
“above their circumstances and find peace (Britt & Hamilton 2023)”, but their
spirituality does not disappear.

Considering the results of this study, spirituality does not refer to the peace of
mind or the purpose and meaning in life itself, but to the way older people strive
toward them. Older people living with dementia can be very anxious and restless and
yet seek peace and meaning in life in their own way. There is difference between
defining spirituality through having a sense of meaning in life than defining it
through searching for meaning in life.

However, in this study, as well as in some other studies (e.g., Daly et al. 2019;
Haufe et al. 2024) spirituality was understood broadly as an aspect of humanity. When
understood this way, spirituality can be considered to affiliate with all people.
However, a person's own experience of whether the concept of spirituality affiliates
with him/her or not, needs to be respected. People with dementia themselves decide
whether spirituality is part of their life and whether they want spiritual support or not.

The participants of this study were talking about different ways assessing the
spiritual needs of older people in nursing care. However, they did not bring up any
tools that could be used to assess these needs. Furthermore, nursing professionals
did not mention of having used or heard of any measurement tools to assess the
spiritual needs of older people with dementia. The lack of special tools to assess their
spiritual needs has been noted also by Britt et al. (2023). However, nursing
professionals were seeking for an understanding of spiritual needs in many ways. In
addition to verbal expression, they utilized spiritual history of older people with
dementia as well as hints given by their physical environment. They were also
interpreting non-verbal communication, such as gestures and facial expressions.

Religious and spiritual backgrounds in spiritual support of older people with
dementia were highlighted later by Britt et al. (2023) as well. In their literature
review, Britt et al. (2023) highlighted older people with dementia expressing their
spiritual needs by verbal and non-verbal communication. They were including the
second and the third sub-studies of this dissertation in their integrative review (Britt
et al. 2023).

In this study, the older people living with dementia and their family members
experienced spiritual support in nursing through religion, meaningful relationships,
nature, and arts. This is consistent with earlier literature on spirituality. Spirituality has
been defined as an ultimate meaning mediated through religion, relationship,
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creation/environment, and the arts. (MacKinlay & Trevitt 2015.) Meaningful
relationships with other people have been highlighted in the literature on spirituality
of older people with dementia (Daly et al. 2019; Britt & Hamilton 2023) and in this
study, they were of great importance. Furthermore, spirituality has been defined
through connectedness (Britt & Hamilton 2023). In this study, older people with
dementia expressed how important it was for them to continue their "artistic and poetic
creativity (Jewell 2003, pp. 15-16)". This included art both as experienced and as one's
own creativity. For example, one of the participants wanted to recite a poem by a
famous poet from memory, and another wanted to read a poem she had written herself.
This is how they expressed their inner human through art; that core of humanity that
they experienced as spirituality. In this emphasis on art and poetry, the participants
placed older people with dementia at the heart of hermeneutic phenomenology, where
the basis of human existence is "poetic" (Heidegger 2014, pp. 59-65).

The results of this study strengthened the understanding of spirituality as a
multidimensional phenomenon. However, these four areas (religion, meaningful
relationships, nature, and arts) did not completely cover the support of spirituality in the
nursing care of older people with dementia. As previously mentioned, understanding of
spiritual needs is required, as well as respect, acceptance, love, and compassion. When
dementia progresses, these attributes of caring attitude, are highlighted. When there are
no more words, the connection is found behind them in the core of our common
humanity. In this mystery of humanity, spirituality is profound.

Therefore, supporting spirituality is holistic care. It is not a question of tasks, but
of the approach and attitude to nursing care. Anyway, some nursing interventions to
support the spirituality of older people with dementia were introduced in paper I.
They included supporting religious activities, enabling connectedness, reflection of
nurses’ own spirituality, nonverbal communication as well as small things and
attitudes in everyday nursing (Paper I). Providing religious activities and facilitating
religious rituals have been highlighted also in other studies (Jdbehr et al. 2017; Britt
et al. 2023). Based on the results of this study, religion should not be overemphasized
when talking about spirituality and supporting spirituality. Spirituality included
worldviews outside of religiosity. Religion was a central part of spirituality only for
some older people with dementia. However, they need external support with their
spirituality, especially when the disease progresses. This has been noted in other
studies as well (e.g., Britt et al. 2023).

Consistent with this study, it has been noted also in other literature that
individuality plays a strong role in the experiences of spirituality (Britt & Hamilton
2023). In this study, it was highlighted that nursing professionals should not make
the mistake of supporting the spirituality of older people with dementia from their
own experiences. The starting point for support should always be the older person’s
own experience of spirituality. This requires nursing professionals to be aware of
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and reflect on their own spirituality. Sensitivity is needed to separate their own
experience from the /ife-world of another person. Nursing professionals can support
the spirituality of older people with dementia when they have knowledge and
understanding of the different manifestations of spirituality.

The environment that supports spirituality was summed up in the /ife-world of
the participants with existential questions, where the meaning and purpose of life
was sought. These questions were: “Where do I belong?”, “What remains of me in
the world?” and “Where am I going?”. The individual symbolic meanings older
people with dementia gave to their physical and social caring and living
environment, could support their spiritual being.

The participants of this study highlighted the sense of belonging (Where do I
belong?) in spirituality-supportive environment. This included belonging together with
other people as well as belonging to one’s home region, own home and to the world
around. This sense of the familiar and of belonging made older people with dementia
feel safe within their environments. Although the sense of belonging has not
previously been connected to an environment that supports spirituality, it has
nevertheless been found that it can be supported by the arrangement of common spaces
in nursing homes (Johansson et al. 2022). In their study, Rykkje et al. (2023) concluded
that spiritual well-being is connected to the feeling of home in nursing home residents.

The existential longing of older people with dementia to leave a mark on the
world (What remains of me in the world?) and the reflection on the end of life's
journey (Where am I going?) both reflect renunciation; relinquishment of memories
as the disease progresses and eventually the “possibility even of the loss of being”,
as Heidegger (2014, p.55) expresses it.

Congruent to other studies (Beuscher & Grando 2009; Daly et al. 2019), spirituality
was seen as a lifelong journey. In the light of the findings from this study, supporting
spirituality did not mean that an older person with dementia was a subject to some
actions taken by a nursing professional. It was more like a journey made together, where
both had their own previous experiences and views on spirituality in suitcases with
them. This luggage determined how far they could travel together. Older people
reached out to nursing professionals by expressing their spiritual needs verbally or
nonverbally. When their needs were understood, the needs could be met. However, in
this study, the participants felt that the spiritual needs of older people with dementia
were not always met. This was seen to result of nursing professional’s lack of
competence and time. Viftrup et al. (2023) have noted the same barriers in spiritual care.

The findings of this study revealed that older people with dementia can benefit
from spiritual support in a variety of ways. These benefits were seen to be reciprocal
so that also nursing professionals could benefit from supporting the spirituality of
older people with dementia in their work. Spirituality was seen to increase the quality
of life of older people with dementia as well as the quality of their care. Spirituality
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was considered to make older people with dementia happier and to give them joy
and hope for the future as well as to reduce fear. Spiritual support helping to find
hope has been highlighted in earlier literature as well (Daly et al. 2019). Spirituality
helped older people with dementia in preparing for death and still feeling safe. It
provided inner peace and confidence. Supporting spirituality was experienced to help
coping with dementia as a severe condition. The role of spiritual support in coping
has been noted in other studies as well (Daly et al. 2019; Britt et al. 2023). In this
study, spiritual support was also seen to help older people with dementia to maintain
meaning and faith in life. Supporting spirituality is included in holistic care (e.g.
Scott Barrs 2020). It is not a nursing task but, as a nursing professional, encountering
another individual on the basis of common humanity.

6.3 Limitations and rigor of the study

The group of participants in this study was quite homogenous as all the nursing
professionals, older people living with dementia and their family members were
living in the same area in Finland. All the nursing professionals and most of the older
people and their family members were female. A larger number of male participants
and the participation of individuals with other gender identities could have
broadened the perspective on the phenomenon under investigation. However,
recruitment was challenging.

Recruiting older people with dementia and their family members as dyads
showed up to be challenging. Spirituality might be a difficult topic for some to
discuss. The subject of the study may have contributed to the fact that only people
with a particular interest in spirituality wanted to participate in the study. The same
problem applies to other phenomena as well when the participation is based on the
willingness to participate. In the case of spirituality, this could result, for example,
that a large proportion of participants would be particularly religious. However,
participants in this study also represented non-religious and even atheistic views.
Several different Christian churches were represented.

The challenge was also the general understanding that dementia weakens the
experience and expression of spirituality (Beuscher & Beck 2008; Daly et al. 2019).
Dementia does affect abstract thinking as it progresses (Dalby et al. 2012; Haufe et
al. 2024), but it has been found that people with dementia can discuss spirituality
(Trevitt & MacKinlay 2004; Beuscher & Grando 2009; Jolley et al. 2010; Carr et al.
2011). This understanding was confirmed in this interview study. According to
previous studies (e.g. Agli et al. 2015; Daly et al. 2019; Haufe et al. 2024), the
experience of spirituality can even intensify as the dementia progresses (Carr et al.
2011), because spirituality is not a cognitive but an emotional matter in a person's
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life (Haufe et al. 2024). Dementia often affects this kind of emotional element the
least (Beuscher & Grando 2009; Carr et al. 2011).

The goal of this study was not to generalize but rather to provide a rich,
contextualized understanding of supporting the spirituality of older people with
dementia in their caring and living environments. However, by describing the
research participants and the research process extensively, the aim was to ensure that
the readers can define the generalizability of the research results based on this ‘thick
description’. The results of the study should be seen in the cultural context in which
it was conducted. Purposive sampling and a relatively small sample create
constraints on the widespread generalization of the results. However, in similar
contexts, the results of the study can be utilized. (see Armour et al. 2009.)

When it comes to qualitative studies and especially with hermeneutic
phenomenological approach, credibility is always an arguable issue (Charalambous
& Kaite 2013). In hermeneutic phenomenology, the researcher is not seen as
completely objective analysing the text as an outsider. This is not considered a
problem in hermeneutics. The researchers bring their own experience and knowledge
to the research on the same line as the participants. The researcher does not place
oneself above or outside, but beside and close. So, the rigor is not about trying to
ensure that the researcher does not influence the research, but about understanding
the possible influence and opening this up to the reader. (Spence 2017.) That is why
the researcher presented her own preunderstandings that might influence data
collection and analysis and through them to results. In addition to this, the
implementation of the analysis was described with examples and quotes so that the
reader got an idea of the data-oriented nature of the results. (see Armour et al. 2009.)

In this study, bias was mitigated by avoiding leading questions in interviews and by
reflecting the analysis with the participants and other researchers (Squires & Dorsen
2018). Credibility of the findings is partly about how other researchers find them
trustworthy. There is a concept “verisimilitude’ which refers to credibility in hermeneutic
studies. Verisimilitude includes how well the findings suit to one’s own experiences and
the experiences usually agreed in the society. (Charalambous & Kaite 2013.)

During this study, there was a reflective discussion about the findings with other
researchers, nursing professionals, older people with dementia and their family
members. During the research process, there was a lot of discussion with other
researchers about the contents of the concept of spirituality and how the results were
generated based on this qualitative data. Their perspectives were considered in the
interpretation processes. In the second sub-study, the findings were sent to the
participants through e-mail to give them a possibility to comment. All the
participants who replied, agreed on the findings. This ‘member checking’ indicated
that the findings fit the experiences of the participants (see Armour et al. 2009). In
other sub-studies, the findings were at times presented to the nursing professionals

74



Discussion

working in dementia care. They experienced that the results described the life-world
of nursing care for older people with dementia. There was an open discussion with
older people with dementia during the process whenever someone expressed an
interest in talking about spirituality. During the research, the researcher worked as
the manager of a nursing home for the older people and occasionally as a nurse in
the care of people with dementia, so there were plenty of contacts. The preliminary
results of the third and fourth sub-studies were presented for a group of family
caregivers of older people who were offered a possibility to comment on them.

Considering different aspects of rigor (see Squires & Dorsen 2018) in this
qualitative study are presented in table 9.

Table 9. Actions taken to ensure rigor.

ASPECT OF RIGOR | ACTIONS IN THIS RESEARCH

Credibility Prolonged engagement with data: The researcher conducted all the interviews,
transcribed them herself and was reading the manuscripts over repeatedly.

Triangulation of data across participants: The participants represented
three different groups: nursing professionals, older people with dementia
and their family members.

Peer debriefing: The study protocol and the findings were discussed with
peer researchers during the process.

Referential adequacy: The literature review was conducted to ensure broad
knowledge of the earlier research in the field. The literature review was
updated during the process.

Member checks: The research group meetings were organized regularly.
The articles were written in cooperation.

Accuracy of the findings overall: The participants in the sub-study Il found
the results truthful to their lived experiences as the preliminary findings
were sent to them for review. In sub-studies Ill and IV the findings were
represented not to the participants but to other older people with dementia
and their family members who confirmed that the findings were
representative of their experiences.

Transferability The findings were described in detail using quotes. The findings were
reflected in the light of the research questions and earlier research.

The participants and context were described so that the reader can draw
conclusions about generalisability. Generalizing the findings was discussed.

Dependability To ensure objectivity: The researcher reflected her own preunderstanding
of the phenomenon and considered her own influence in research findings;
in the interviews, leading questions were avoided.

The interpretation processes were described in detail and examples of
analysis were offered to make it possible for any other researcher to follow
the protocol.

Confirmability During the data interpretation, the process and the findings were shared
and discussed with the research team.
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6.4 Suggestions for future research

This study adds to the research evidence on supporting the spirituality of older people
with dementia. Still, empirical research on supporting the spirituality of older people
with dementia is sparse. Conducting this study raised many new questions for
researching spirituality of older people with dementia.

First, older people living with dementia have been participants in few studies on
spirituality. These have been mostly interview-studies or studies using quantitative
methods. (Daly et al. 2019.) Due to the requirements of these methods of collecting
the data, the participants have mostly been older people with mild to moderate
dementia (Katsuno 2003; Chen et al. 2019). People with advanced dementia have
been excluded from these studies because of their challenges in verbal
communication (Camacho-Montafio et al. 2021). Information about supporting their
spirituality has only been obtained through their family members, caregivers, and
nursing professionals (Camacho-Montafio et al. 2021). In addition to this indirect
information, it would be important to collect information from them, for example
through observational methods.

Secondly, nursing professionals face challenges in addressing the spiritual needs
of older people with dementia. This is the case especially when the disease has
progressed, and verbal communication has become difficult. Intensive research
should be conducted to develop suitable tools for measuring the spiritual needs of
older people with dementia (Palmer et al. 2022; Britt et al. 2023). It was noted that
not all nursing professionals feel comfortable in providing spiritual support in their
work (see also Camacho-Montafio et al. 2021). It would be useful for them to have
practical guidelines on how to support the spirituality of people with dementia in
nursing practice.

Thirdly, spirituality is strongly connected to the surrounding culture (Britt et al.
2023). It would be important to study the spirituality of older people with dementia
in different cultural environments and amid various religious traditions.

Fourth, this study used photography to support discussion on an abstract
phenomenon. Based on this experience, it would be useful to utilize photography as
a visual method more widely in research conducted with older people with dementia
in the future. Photography could be used in the study of other abstract phenomena,
when the aim is to understand the lived experiences of the participants. Regarding
the phenomenon of spiritual support, photography is recommended to be used in data
collection in the future. Using a professional in photographing was novel and is
recommended because it was found to be a workable solution.

Fifth, from a hermeneutic-phenomenological starting point, understanding
increases through each person's lived experiences (Crowther & Thomson 2022, p.5).
More understanding is needed about how older people living with different stages of
dementia experience spiritual support. The hermeneutic circle is endless, and the
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interpretation of the phenomenon must continue to increase comprehensive
understanding (Crowther & Thomson 2022, p.5). In this study, the phenomenon has
been approached from the perspective of older people with dementia, their family
members, and nursing professionals. These groups are key experiencers of the
phenomenon. In the future, their stories could be interpreted within a hermeneutic
framework, utilizing different methods of interpretation. In this study, understanding
has been sought by utilizing Heidegger's philosophy and Ricoeur's theory of
interpretation. The diversity of interpretations could be increased by approaching the
phenomenon through other interpretive phenomenological approaches.

Sixth, the concept of spirituality has retained its vagueness and imprecision
(Murgia et al. 2020). Although this dynamic variability partly belongs to the nature
of the concept (Murgia et al. 2020), it is still necessary to analyse the meaning of the
concept in different contexts. A common understanding of the concept, its nature and
variations in changing multicultural environments creates the basis for all research
into the phenomenon (Hellmann 2024).

Finally, the theory developed based on the research results is not ready and all-
encompassing but must be further developed. With the accumulation of lived
experiences, new dimensions are discovered and the overall understanding increases
within this hermeneutic circle.

6.5 Practical implications

Based on the findings of this study, the following implications are suggested for
nursing, policymaking, education, and religious/spiritual communities.

Implications for nursing practice and administration

- Supporting the spirituality of older people with dementia can help them cope
with the serious disease. It can help them in searching for meaning and
purpose in life and give them hope and comfort. This descriptive theory
offers a structured framework for nursing professionals to support the
spirituality of older people with dementia in their caring and living
environments.

- Nursing professionals need to pay attention to the spiritual needs of older
people with dementia in care planning. To conduct this, assessing spiritual
needs is essential. This study provides guidance in addressing spiritual
needs.
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Some practical interventions were addressed to help nursing professionals in
supporting the spirituality of older people with dementia as a part of nursing
practice (Paper I).

The study findings indicate that caring and living environment of older
people can support them also spiritually. The physical, social and symbolic
environment can guide nursing professionals in finding the individual ways
of spiritual support. The environment is recommended to be designed so that
the symbolism that brings meaning and purpose to the life of an older person
with dementia is supporting those participating in the care and him/herself.

The caring environment for older people with dementia is increasingly also
their living environment. They live their own daily lives in that environment
and interact with their environment constantly. Everything, including life
itself, takes place in the environment. That is why attention should be paid
to the different aspects of the environment both in nursing practice and in its
administration.

Supporting spirituality is an essential part of high-quality comprehensive
care for people with dementia. This needs to be taken into account when
planning care at the organizational level. Nursing management at different
levels of the organization can encourage the nursing staff to support the
spirituality of older people with dementia. The unit managers are in a central
position in supporting and encouraging the nursing professionals in spiritual
care.

Implications for policymaking
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Spiritual support needs to get more attention in social and health care in order
to achieve the goal of the Global Action Plan on the Public Health response
to dementia (World Health Organization 2017).

The quality of nursing care for older people and the adequacy of nursing
professionals have come up for discussion worldwide. Laws have also been
drawn up on the required staffing. Older people with dementia have the right
to respectful care and preservation of their dignity. Nursing professionals’
well-being and willingness to work with older people is influenced by their
experience of the quality of care they provide. Taking spiritual needs into
account is part of high-quality nursing care, where the personality and
humanity of an older person with dementia is respected. When implemented
in nursing environments, spirituality can have two-way positive effects: both
nurses and older people with dementia benefit.



Discussion

The vulnerability of older people with dementia is still an important issue to
consider in the social debate. This study found that older people with
dementia can participate in research and thereby influence their own care in
the future. Vulnerability does not mean that older people with dementia
should be overprotected by isolating them from society (see Sanchini et al.
2022). On the contrary, supporting them in social participation is essential.

Implications for education

Spirituality, broadly understood, is a part of humanity, and taking it into
account is humane, understanding and compassionate care. With the
increasing shortage of nursing professionals, the number of educated nurses
in the care of older people with dementia is decreasing, and the nursing work
is becoming task-oriented, where the person being cared for may be
overshadowed by the procedures. Emphasizing spirituality in the education
of nursing professionals, in guidance for nursing practice, and in
organizations that provide care, brings out the person behind the illness. This
is essential because a human beings have a need to be seen, accepted and
appreciated as themselves.

Supporting spirituality is part of comprehensive nursing care.

Nursing professionals face spiritual needs of older people with dementia in
their work. Including spiritual support in the basic education of nursing
professionals is crucial to ensure that they have competence in addressing
and meeting spiritual needs of older people with dementia.

The descriptive theory offers nursing educators a framework for planning
and conducting this education.

Implications for religious/ spiritual communities

In the light of this study, older people living with dementia have a need to
continue their spiritual lives. However, religious and other spiritual
communities seem to need help in participating older people with dementia
in their activities.

The findings of this study can be used to encourage people in these
organisations to engage people with dementia in their activities with the
knowledge of their willingness to continue their spiritual life despite of
cognitive decline.
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- This study offers understanding of the diversity of spirituality among older
people with dementia.

- This study also highlights importance of continuity and sense of safety that
traditions enhance.
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V4 Conclusions

This study produced new way of understanding the life-world of older people with
dementia in three levels: 1) The supporting perspective to the spirituality of older
people with dementia is new and yet central from the caring point of view, 2) the
role of the environment in supporting spirituality can be understood through the
results of this research and 3) descriptive theory on supporting the spirituality of
older people with dementia derived from the findings of this study offers novel
understanding about the phenomenon.

The participants understood spirituality broadly, not only as religiosity, but as
questions of meaning and purpose in life. As the core of humanity, the concept was
present in all people's lives, and thus required attention also in the care of older
people with dementia.

In advance, the health and social care sector needs to consider the increase in
dementia and organizing the care in the future. Older people with dementia would
largely benefit from spiritual support. This support does not require large financial
investments. Nevertheless, it can contribute to increasing the well-being of older
people with dementia. At the same time, it can also increase the nursing
professionals’ experience of the meaningfulness of their work by bringing new depth
to encounters. This can benefit older people care in times of increasing labor
shortage. Therefore, there is a need to know how the spirituality of older people with
dementia can be supported.

Hermeneutic phenomenology was found to be a suitable background philosophy
and methodical starting point for understanding the phenomenon. Interpreting the
interview data and photographs from that starting point, the phenomenon was
understood comprehensively.

The theory developed based on the results of this study provides a framework
for spiritual support. In caring and living environments of older people living with
dementia, nursing professionals can support the spirituality of older people by
approaching them as valuable humans and from this basis by supporting their
personal philosophy of life. The spiritual background and individual experiences of
meaning in life determine whether this support is through religion, meaningful
relationships, nature, or arts or through combination of them.
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Nursing professionals can find out the spiritual needs of each older person with
dementia by learning about their spiritual background and by listening to their verbal
and non-verbal expression. Spiritual support is about searching meaning in life
together. Caring and living environments can give nursing professionals clues about
elements that people with dementia experience as ways to search for meaning in life.
The environment can also be developed to support spirituality on that basis.

Altogether supporting spirituality needs to be considered for that people living
with dementia get support they need to live a life with meaning and dignity as
demanded in international strategies. In an ethically functioning society, humanity
and people are taken care of. Every fragile and vulnerable individual is a human
being and a member of society. This can be seen in how older people with dementia
are valued in society and nursing. Supporting spirituality puts at the center the
person, humanity, and humanely sustainable care in the multicultural and global
world. Spirituality includes understanding human individuality and depth. In
considering spirituality, the disease does not define the person. Older people with
dementia need to be seen as themselves, just like all of us. Nursing professionals are
privileged to see.
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