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HAN Jag tror pa Gud, helt och fullt, men férvantar mig inte att forsta
Hans vilja. Gud &r dér musiken &ar. Jag tror att de stora
kompositdrerna berattar fér oss om sina upplevelser av Gud. Detta
ar inget nonsens. Bach &r for mig en oféranderlig faktor.

HON Men forut tvivlade du?

HAN Inte pa Bach.

HON Nej, men du tvivlade pa Gud.

HAN Allt detta struntprat, det &r 6ver nu, det har gatt

sin vag, jag har liksom inga resurser kvar till att
babbla om vantro och misstro och séna saker.

HON Hande det nagot sarskilt som gjorde att du
slutade tvivla?

HAN Det har kommit stegvis, peu a peu, jag kan val
saga att tiden efter Ingrids dod har min upplevelse
av Guds vilja varit intensiv ... Jag kan sta
utanfor har, pA Hammars, omgiven av havet
och molnen och fa en upplevelse av ... narvaro.

Ur: Ullman, L. (2016). De oroliga.
Dialog mellan den aldrade fadern, Ingmar Bergman
och dottern, Linn Ullman.
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Abstract

Background: Spirituality is a multifaceted concept. In this thesis, spirituality is
understood as an overarching term and a core of a person”s being. Religiosity is
seen as one of many expressions of spirituality. Very old people are a vulnerable
population, with an increased risk to be exposed to negative life events.
Spirituality is suggested to have an impact on the possibility to adapt to life
circumstances and manage age-related challenges

Aim: The overall aim of this thesis was to assess psychometric properties of
instruments and to gain understanding about associations and experiences in
relation to spirituality and religiosity among very old people.

Method: The thesis has been conducted in the population based Umed
85+/GERDA study. Half of those aged 85, all 90 year old, and all aged 95 and
older in Umea, Vasterbotten, northern Sweden and in Ostrobothnia in Western
Finland were invited to participate (cf. Ndsman et al, 2017). Questionnaires used
to measure religiosity versus spirituality were the Religious Orientations Scale
(SROS) and the Self-Transcendence Scale (STS). None of these has previously
been validated among very old people in a Swedish context. Factors associated
and correlating with STS score are presented. How very old people express and
perceive spirituality is also studied.

Result: The participants in study | scored high on both subscales, indicating that
they were religious in both an intrinsic and extrinsic manner. The SROS ability to
distinguish between intrinsic and extrinsic items was tested. The cluster analysis
revealed three clusters interpreted as intrinsic, extrinsic-personal, and extrinsic-
social religious orientation, with no cross-loadings.

The revised version of STS, (study Il) with 10 items, had satisfactory psycho-
metric properties (a .83). A factor analysis resulted in a two-factor solution (a .78
& .73). Test-retest reliability and concurrent criterion validity were supported.

In study I11 STS showed a positive association with psychological well-being, self-
rated health, having someone to talk with, and being able to go outdoors indepen-
dently. A negative association was found between STS and diagnosis of
depression, dementia disease, osteoporosis, living in a geriatric care institution,
and feeling lonely. An accumulation of negative life events was associated with a
larger decline of STS score over five years.

Findings in study 1V showed that spirituality was perceived as a connectedness to
God, and other people. Telling about spiritual experiences was described as un-
common in conversation due to the private nature of the subject area and because
of a fear of being considered as dubious. The findings also showed that



experiences of spirituality were connected to a view of life where participants
were transcending life’s circumstances, and experiencing mysteries.

Conclusion: The results propose that the Swedish version of SROS and STS,
aimed to measure religious orientation versus self-transcendence have
satisfactory psychometric properties and are feasible to use among very old
people. Furthermore, self-transcendence was positively and significantly,
associated and correlated, to a number of factors known to enhance well-being.
Spirituality was understood as including religiosity, a belief in God,
connectedness to other people and conviction about a spiritual reality. The very
old expressed a desire to share personal beliefs and experiences of spirituality,
but they found it difficult due to a fear of not being taken serious.

Hence spiritual needs can be unnoticed within the health care context, health care
professionals need knowledge in order to recognize expressions of spirituality,
and skills to support patients in a need of spiritual care.

Keywords: Aged 80 and older, Sweden, spirituality, self-transcendence, Self-
transcendence Scale, Religious Orientation Scale, religiosity, psychometrics,
experiences, Umeé 85+/GERDA.



Abbreviations

ADL
RS

SOC
SOM
SROS
ST

STS
MMSE
PGCMS
PIL

QCA

Activity of daily living

Resilience Scale

Sense of Coherence

Society, Opinions & Media survey

Swedish Religious Orientation Scale
Self-transcendence

Self-transcendence Scale

Mini-Mental State Examination
Philadelphia Geriatric Center Morale Scale
Purpose in Life

Qualitative Content Analysis



Svensk sammanfattning

Denna avhandling omfattar fyra delstudier. Det 6évergripande syftet var att testa
skattningsskalor med avseende pa dess psykometriska egenskaper och fa en 6kad
forstdelse for faktorer relaterade till, samt erfarenheter av andlighet och
religiositet bland de allra dldsta. Att vara mycket gammal, det vill sdga 6ver 85 ar
och aldre, kan innebara en okat risk for sarbarhet. Andlighet har i tidigare studier
visat sig ha betydelse for vélbefinnande, mening och mal i livet, upplevelse av
trost, coping och en hjélp att anpassa sig till de andrade livsvillkor som aldrandet
kan innebéra. Det finns ingen enhetlig definition av begreppet andlighet. And-
lighet kan forstds som en djup form av religiositet men andlighet kan ocksa
forstas som ett dvergripande begrepp som kan innefatta religion. En ytterligare
forstaelse av begreppet ar att andlighet innefattar mening och mal i livet vilket
kan utryckas pa olika satt genom exempelvis, musik, konst, litteratur, meditation,
naturupplevelse, gemenskap och bon. Tidigare studier visar att aldre personer
sammankopplar andlighet med religiositet och personlig tro.

Samtliga studier i den har avhandlingen bygger pa data insamlat inom Umea
85+/GERDA. Umea 85+/GERDA &r en populationsbaserad studie dar varannan
85-aring, varje 90-aring och samtliga 95 ar och aldre inbjudits att delta.
Datainsamlingen startade ar 2000 och har darefter upprepats vart femte ar.

Delstudie I, Il och 111 &r tvarsnittsstudier som bygger pa sjalvskattningsskalor,
matningar och uppgifter frdn medicinska journaler. Delstudie IV &r en
intervjustudie, dar deltagarna har ombetts att berdtta om hur de uppfattar
andlighet.

Delstudie | innefattade 43 personer. Bland dessa var 37 kvinnor och 6 mén,
medelaldern var 92 ar och samtliga bekande sig som kristna. | denna delstudie
besvarade samtliga en skala som mater religids orientering, det vill sdga
drivkraften/motivationen for religiositet. Syftet var att undersoka om skalan gar
att anvéanda bland mycket gamla personer samt om den kan skilja mellan inre och
yttre motivation till religiositet. Resultatet visade att skalan ar tillforlitlig och att
inre och yttre motivation till religiositet gar att atskilja genom att de pastdenden
som méter inre respektive yttre motivation till religiositet férdelade sig i olika
kluster.

I delstudie 11 ingick tva urvalsgrupper. Grupp 1 innefattade 198 personer. Bland
dessa var 126 kvinnor och 72 man, medelaldern var 88, 9 ar. Grupp 2 innefattade
60 personer. Bland dessa var 26 kvinnor och 34 man med en medelalder pa 39, 2
ar. Samtliga besvarade Sjalvtranscendens Skalan (STS). Efter att fem pastaenden
exkluderats fordelades de aterstdende pastaendena i tva faktorer som bedémdes
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motsvara intrapersonell sjalvtranscendens och interpersonell sjalvtranscendens.
Resultatet visade pa god trovardighet och tillforlitlighet av den svenska
versionen.

Delstudie 11l innefattade 190 personer, 123 kvinnor och 67 m&n med en
medelalder pa 88, 8 ar. Samtliga besvarade Sjalvtranscendens Skalan (STS). Av
dessa besvarade 55 personer skalan vid tva tillfallen med 5 ars mellanrum. Syftet
med studien var att beskriva samband mellan sjalvtranscendens och fysiskt och
psykologiskt  vélbefinnande samt att underséka samband mellan
sjalvtranscendens och negativa livshédndelser samt om sjalvtranscendens
paverkar livslangd. Resultatet visade ett signifikant positivt samband mellan
sjalvtranscendens och vélbefinnande, sjalvskattad hélsa, att ha nagon att samtala
med och att kunna vistas utomhus. Resultatet visade &ven ett signifikant negativt
samband mellan sjalvtranscendens och depression, demenssjukdom, osteoporos,
att bo pa aldreboende och att uppleva kédnslor av ensamhet. Vidare visar resultatet
att en alltfor stor belastning av negativa livshandelser signifikant minskar
sjalvtranscendens och darigenom férmaga att transcendera. Sjalvtranscendens
paverkade dock inte livslangd/6verlevnad.

Delstudie 1V innefattade 12 personer, 10 kvinnor och 2 man med en medelalder
pa 89,7 ar. Studien bygger pa intervjuer dar deltagarna har berattat om sina
tankar om andlighet. Resultatet visar att andlighet for dessa personer var néra
sammankopplat med religiositet och en personlig tro pd nagot stérre/Gud som
de litade pa. Deltagarna beskrev andlighet som en djup kontakt med Gud och
viktiga personer som funnits och finns i deras narhet. Deltagarna utryckte en
onskan om att fa tala om sin tro men samtal om andlighet och tro ar inte ett
vanligt samtalsamne. Dels for att det ar svart att satta ord pa sin tro men aven pa
grund av en radsla att inte bli tagen pé allvar. Vidare visade resultatet att
andlighet handlar om att transcendera livets svarigheter och livsvillkor.
Deltagarna berattade om svara erfarenheter i livet och om den férestdende doden
pa ett naturligt satt och uttryckte tacksamhet Gver att fa leva. Resultatet visade
ocksa att andlighet handlar om att leva i en medvetenhet om att det finns nagot
mera &n den synliga vérlden. Deltagarna uttryckte en stor férundran men
uttryckte aven fragor om Guds egenskaper.

Sammanfattningsvis visar avhandlingen att skalor som mater religios orientering
(SROS) och sjalvtranscens (STS) ar tillforlitliga och anvandbara vid forskning
bland mycket gamla personer. Avhandlingens resultat visar pa ett statistiskt
sakerstallt samband mellan sjélvtranscendens och halso- och ohélsorelaterade
faktorer. Avhandlingen kan bidra med en dkad kunskap om hur andlighet kan
uttryckas. Vardpersonal behover bade teoretiskt och praktiskt kunnande for att
kunna forsta andliga behov och ge andlig omvardnad.
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Introduction

The ontological assumption for this thesis is that a human being has bodily,
psychological, social and spiritual needs. Spiritual needs are independent of
gender, age, culture and epoch. To be human is to be vulnerable; in some
situations during a life-span the vulnerability will emerge, for example in periods
of illness, grief and in advanced age. If a person's suffering is ignored it may lead
to spiritual distress. The very old are a particularly vulnerable population and
may have difficulties catering for their spiritual needs on their own; their need for
care therefore includes a need of spiritual care.

Spirituality can be defined as a religious system of beliefs and values, as perceived
meaning, purpose and connection to others, or as a nonreligious system with
beliefs and values (Sessanna et al., 2007). Spirituality is universal and personal,
whereas religion is often linked to culture and society (McEwen, 2005).
Spirituality is understood in this thesis as an overarching term and a core of a
person’s being; religiosity is seen as one of many expressions of spirituality.
Through spirituality an individual can find meaning and purpose in life, a sense
of peace and connection to other people, to a higher being and to nature. This
approach implies that all people are spiritual by virtue of being human. With a
holistic view in nursing, a person will be met as a whole, with spiritual as well as
bodily needs, based on their personal view of life. Spirituality can be studied
within different perspectives, for example experiences related to nature, art,
music, and meditation. In this thesis the main focus has been to study spirituality
in relation to a higher being and religiosity.

To understand spirituality and religiosity, it needs to be studied in different ways.
To gain an understanding of spirituality and religiosity among the very old and to
identify associations to other factors, valid and reliable assessments are required.
This thesis contributes with knowledge about psychometric properties of
instruments for assessing religiosity and spirituality (religious orientation and
self-transcendence), and associations between spirituality and factors known to
strengthen or threaten well-being. Furthermore, the thesis adds knowledge about
how very old people perceive and express spirituality.

The age group in focus in the thesis is people aged 85 and older, the term used for
the age group is “very old”. “Older” people refers to people 55 years and older.
Particularly in study 1V there were many expressions of an external force that had
significance for the participants' spirituality, for example higher being, divine one
and something bigger than oneself. All these expressions are referred to as ‘God’
in this thesis.



Background

Spirituality and religiosity seem to have a relation to health. Even though Sweden
is assumed to be secularised, based on the national Society, Opinion and Media
survey (SOM) (Bromander, 2013) that included individuals aged 16-85 years old,
45 percent reported that they believe in God. Among those aged 65 to 85 years,
54 percent reported that they believe in God. The fact that spirituality and
religiosity seems to increase later in life are confirmed in a longitudinal study
where it was found to increase significantly from mid-fifty to late adulthood
(Wink & Dillion, 2002). Spirituality and religiosity were found to increase more
among women than men. An identification as religious, having a religious social
network (Ysseldyk et al., 2013), participating in religious activity (Fry, 2000),
experiencing existential well-being, and to pray (Lawler-Row & Elliot, 2016) have
been found to be positively related to health among older people.

Frailty and challenges in advanced age

When very old, the risk of frailty is high and there is a need for adaption to new
life circumstances. The risk of health problems, being dependent in activities of
daily life, and dependence on healthcare services are common in old age (Naess et
al., 2017). In a sample of very old people in Sweden (n=992) in whom
multimorbidity was common, 34% were diagnosed with angina pectoris, 29%
with heart failure, 27% with dementia and 20% with previous stroke (Bostrom et
al., 2016). Fear of being dependent on care has been reported, and to be
independent was regarded important (Larsson et al., 2009). Among very old
people (n= 392), 67% were living in a residential care facility and 75% were
dependent in Activities of Daily Living (ADL), (Bostréom et al., 2014) and thereby
dependent of care. Furthermore, it is common to live alone in older age in
Sweden; findings in Niklasson et al. (2015) show that 80.2% were living alone,
and among people 60-90 years old 44.2% reported feelings of loneliness (Koc,
2012). In an interview study, loneliness was found to be living with loss of bodily
function and of independence, and mourning of significant others (Graneheim &
Lundman, 2010). In a review (Luanaigh & Lawlor, 2008), loneliness was found
to have associations to depression, physical health and cognition, and in another
study loneliness had a significant positive association with depression (Bergdahl
et al., 2011). Together, the picture of older age seems to imply risk of frailty and
the need for adaption to life circumstances (Jopp & Rott, 2006), and spirituality
is suggested to have an impact on the possibility to adapt (Dalby et al., 2011,
Manning, 2012).



Spiritual care

Caring for the whole person, including one's spiritual needs, has been a reality for
the nursing discipline since it was founded. Florence Nightingale emphasised the
need for nurses to honour the spiritual as well as the physical aspects of patients
to promote their health (Macrae, 2001). Henderson (1991) categorised nursing
activities into 14 components, based on human needs. Beside bodily needs, she
also highlighted psychological and spiritual needs. According to the International
Council of Nursing (2012), nurses are expected to provide care with respect to
individual spiritual beliefs. However, it is difficult to recognise and handle
existential issues (Sundler et al., 2016). In focus group interviews, nursing staff
requested more knowledge to deal with patients’ existential questions, and
discussed the lack of documentation about existential or psychosocial concerns
(Browall et al., 2010). Hggsnes et al. (2016) studied healthcare professionals’
documentation about end of life care for patients with dementia disease living in
nursing homes. The result showed that physical symptoms particularly were
documented, but only one notation was interpreted as being related to
existential/spiritual needs. There were no notes about dialogue with residents
about end of life care and death. However Strang et al. (2014) identified living,
dying and relationships as common topics in conversation with patients close to
death, and stated that it is a responsibility for nurses to open up for spiritual
conversations. Findings in Rykkje et al. (2013) show that spiritual support may
be of greater importance in crisis and near the end of life, because severe illness
fosters inner turbulence and struggle with existential thoughts and religious
questions. Spiritual support was connected to feelings of dignity, which can also
be described as feeling like a whole person. The findings revealed that spiritual
care, including religious support, could be met by the healthcare personnel or by
the chaplains, and that it was important for experiencing human dignity in old
age.

The concept of spirituality and religiosity

In a study (Torskenas et al., 2015) among health professionals and unhealthy
adults the meanings of the words spirituality, religiousness, and personal beliefs
were studied and found to be interconnected; spirituality included religiousness
and personal beliefs included personal values. Spirituality was expressed as being
an important element for a person to experience wholeness in life; religion was
said to give an existential meaning to life; and personal beliefs were found to be
impacted by personal view of life and culture. According to Koenig (2008) there
are various approaches to understanding and defining religiosity and spirituality.
From a traditional-historical perception, spirituality is embedded in a religious
context, being religious is necessary but not enough for being spiritual.
Individuals described as spiritual are those who dedicate their lives to religion,
individuals deeply involved in religious activity or sincerely seeking to develop a



religious view and way of life. The modern perception of spirituality is a broad,
overarching, inclusive construct and a popular term for describing a wide range
of people and experiences almost always referring to something good. Religion is
included in spirituality but spirituality expands beyond religion. Spirituality
applies to persons from diverse religious backgrounds and to those with no
religious background at all. The tautological perception of spirituality is similar
to the modern, but extends out even further to include positive mental health and
human values as part of the definition. The modern clinical perception of
spirituality includes not only religiosity and positive indicators of mental health,
but also secular spirituality. In this model everyone is spiritual (Koenig, 2008).
The distinction between spirituality and religiosity has a short history (Cohen et
al., 2012). For the very old spirituality and religiosity might be understood as
mostly the same.

Spirituality in a health care context

There are a variety of ways to conceptualise spirituality. Weather et al. (2016)
identified three attributes of spirituality in the nursing research literature (n=47)
published from 1972 to 2005. Three defining attributes for spirituality were
identified: namely, a feeling of connectedness (to self, to others, to God or to a
higher power); transcendence (beyond self, everyday living, and suffering); and
a sense of meaning in life. A review of research articles (n=40), among people
with varying religious affiliations, and atheists, the most common attributes
include: meaning, beliefs, connection, self-transcendence and value (Stephenson
& Berry, 2015). According to a conceptual analysis by Vachon et al. (2009)
spirituality yield 11 dimensions. The most frequent dimensions of spirituality in
research articles (n=71) published 1996-2007 were meaning and purpose in life,
self-transcendence, and transcendence with a higher being. The dimension of
meaning and purpose was an inevitable part of spirituality of almost all
definitions reviewed, self-transcendence was the second most cited dimension of
spirituality, and transcendence with a higher power was the third most cited
dimension, characterised by a feeling of connection and a mutuality with a higher
being (Vachon et al., 2009). In a concept analysis of spirituality, Haase et al.
(1992) described spirituality as an inherent characteristic in all human beings.
Love and understanding are described as enablers to spiritual growth, while
fundamental life events can trigger the development of spiritual perspective.
Spirituality can be expressed through an organised religion or in other ways.
Among older people the concept of spirituality was connected to an intrinsic sense
of being (Williams, 2008; Shaw, 2016), a belief system (Creel & Tillmann, 2008),
a personal experience (Shaw, 2016), and as a connectedness to an outside force
(Schwarz & Fleming Cottrell, 2007). Spirituality was further connected to a belief
about a higher power (Creel & Tillman, 2008), a relationship with God (Shaw et
al, 2016; Williams, 2008; Kotrotsiou-Barbouta, 2006), and with other people



(MacKinley, 2006). Spirituality was connected to religion but at the same time
beyond religion (Rykkje et al., 2013). However, being spiritual or religious was
described as independent of the church building (Shaw et al., 2016). Together, in
studies among older people, spirituality is interconnected to religion, a feeling
deep inside, independent of affiliation to a church. The concept of spirituality is
multifaceted and there appear to be personal experiences around why it cannot
be easily defined.

Religiosity and religious orientation

According to MacKinley (2006), spirituality can be seen to include religion.
Allport & Ross (1967) define religiosity as being intrinsically or extrinsically
oriented. Intrinsic religiosity is characterised by mature, committed, and
internally motivated religion. Needs and motives are brought into harmony with
religious motives and prescriptions, which are organised and integrated in the
deeper life of a person. Extrinsic religious orientation is utilitarian in the sense
that religious behaviours are employed to secure positive rewards. A person with
a mature religiosity — conceptualised as intrinsically motivated — “lives his
religion”. A person with an immature religiosity — conceptualised as extrinsically
motivated — “uses his religion” (Allport and Ross, 1967, p. 434).

Religiosity has been found to have positive as well as negative associations with
well-being. For example, spirituality can ease stressful life events if God is seen
as a supportive partner (Pargament et al., 1998). However, religious struggle with
a troubling relationship to God or a higher power was, in a meta-analysis, linked
to anxiety, guilt, depression, loneliness, social withdrawal and isolation (Ano &
Vasconcelles, 2005). Furthermore, self-assessed well-being among older
widowed people was found to have a negative relationship with prayer (Lee Roff
et al., 2007). The negative relationship was suggested to depend on the fact that
praying may be used as a coping strategy during crises and thereby occur more
frequently. Several studies also report positive relationships; for example, less
depression, anxiety and distress (Ano & Vasconcelles, 2005). Religiosity has been
studied in relation to fear of death among older people. It was found that people
scoring as highly religious had less fear of death than people who scored low or
moderate religiousness (Wink & Scott, 2005). Among students, church
attendance have been found to contribute to perceived social support and well-
being (Doane et al., 2014). In summary, the studies above describe religious
activities from different perspectives; on one hand, to have a relationship with a
higher being and on the other hand companionship in a social context. These
perspectives can be expressed in terms used by Allport (1956) and seen as an
example of intrinsic and extrinsic oriented religiosity (Allport, 1956).
Distinguishing between intrinsic and extrinsic ways of being religious are
suggested to contribute to our understanding of the impact of religion in people’s



lives (Koenig et al., 2001). For example, among older people admitted to
intermediate care for rehabilitation, Yohannes et al. (2008) found that intrinsic
religiosity was significantly related to older age and to less severe depression, and
that church attendance was related to positive perception of health. The authors
suggest that it can be understood either that those who are healthy may be more
able to attend church or as those who attend church derive benefits of being a part
of it, and may get support from other church members. Ardelt (2003) found that
intrinsic religious orientation correlated significantly to purpose in life, subjective
well-being, and acceptance of death among older people. Furthermore, people
rated with extrinsic religious orientation feared death more, and had lower
subjective well-being (Ardelt 2003). Pooja and Shabana (2017) examined the
relationship between intrinsic and extrinsic religious orientation among
adolescent in India. Findings revealed the intrinsic religious orientation was
significantly and positively correlated with self-acceptance, which is one domain
of psychological well-being. Hovemyr (1994) constructed and evaluated a
Swedish scale to measure religious orientation in relation to success and failure
among religious and non-religious students. The religious students who
attributed success to God’s help and/or an answer to prayer, had significantly
higher self-esteem than those who did not (Hovemyr, 1998). The Swedish
religious orientation scale has not previously been tested for validity in a group of
very old people.

Self-transcendence

Spirituality is also described to include self-transcendence (ST) (Vachon et al.,
2009). Within nursing, Pamela Reed developed the ST theory using three
sources: an inspiration from Marth E. Rogers’ Life Span Development Theory
(1994); disequilibrium between person and environment as an important trigger
of human development as a life-long process; and evidence from clinical
experiences among depressed older people. ST refers to the capacity to expand
self-boundaries in a variety of ways; intrapersonal through reflections and
awareness of beliefs, values and dreams, interpersonal refers to the environment
relations to others, temporal domains refers to an integration of past and future
in the present, and transpersonal domains refers to a capacity to connect with
dimensions beyond the visible world (Reed, 2008). ST is described as a vital
resource for well-being in vulnerable older adults (Haugan et al., 2014; Nygren et
al., 2005; Reed, 1991b). According to Reed (2009) individuals who face human
vulnerability and life-threatening experiences obtain an increased capacity for
self-transcendence.

ST has been studied in a variety of perspectives and contexts. In a study (Garcia-
Romeu et al., 2015), 15 healthy adults were asked to tell about experiences of ST
understood as a feeling of connectedness to something larger than an everyday



sense of self. Certain situations, contexts and activities were connected to ST
experiences; for example, stress, being outdoors in nature, religious/spiritual
ceremonies, prayer, meditations and dance. They described bodily experiences,
for example, shivering, hyper-ventilation, out of body experiences or direct
revelation. The experiences were reported as being followed by decreased anxiety,
increased concern for others, and a shift in world-view. Furthermore, Coward
(1990) studied the lived experiences of ST in women with breast cancer. Self-
transcendence was expressed in terms of reaching out beyond self, to help others,
to permit others to help them, and to accept the present unchangeable events. ST
has also been studied according to associating factors among old people and has
been found to be positively related to resilience (Nygren et al., 2005), successful
ageing (McCarthy et al., 2013), well-being (Haugan et al., 2013), and quality of
life (Haugan et al., 2016) and had a negative association to depression (Kim et al.,
2014; Stinson & Kirk, 2006). Findings in McCarthy et al. (2015) show that ST
explained 47% (p<0.001) of the variance in successful ageing. Ageing successfully
involves one’s mind, body, and spirit, understood as an individual's perceived
favourable outcome in adapting to changes associated to very old age (Flood,
2006).

Haugan et al. (2013) reported that interpersonal ST, comprising for example, of
involvement with other people and sharing wisdom and helping others, directly
affected social and emotional well-being. Intrapersonal ST, comprising, for
example, self-acceptance and adjustment to the present situation, directly
affected functional well-being and indirectly influenced physical, emotional and
functional well-being. Among the same sample, Haugan et al. (2016) showed that
participants scoring high on intrapersonal ST comprising, for example, self-
acceptance and adjustment, were nearly four times more likely to report better
quality of life. In summary, ST has been identified as a developmental resource
for well-being, a feeling of purpose in life and for adjustment to life-
circumstances, and is associated with decreased depression, social relations,
being active, and believing in something greater than oneself. However, it is
unknown if ST changes during a life-span and whether it is associated with
negative life events and longevity.

Assessing spirituality and religiosity in a health care context

There are several ways to assess spirituality and religiosity within nursing
research; Cohen et al. (2012) conclude that much of the existing literature uses a
single or few questions to study the topic. The existing measures have diverse
approaches. Cohen et al. deemed that the researcher needs to decide whether to
assess belief, behaviour or outcome of spirituality or religiosity based on the
purpose of the study. Hall et al. (2008) reviewed measures most commonly found
in the health research literature, and found instruments that had various



approaches; religious attendance, private religious activities, religious
orientation, multidimensional measures that combine attendance and private
activities, functional measures of religiosity, religious well-being, religious
coping, quest, belief and value, affiliation, maturity, history, and experiences. In
a review by Monod et al. (2011) the findings show that among 35 instruments
used in clinical research, only three had been validated in older people, and that
only one was validated with nursing home residents. The lack of validated
instruments is problematic and may impede the production of trustworthy
knowledge about spirituality and religiosity; the knowledge in turn is of utmost
importance in developing qualitative nursing care to the rapidly growing
population of older people.

Experiences of spirituality

Additionally, experiences of spirituality among older people have been studied
from different perspectives. Spirituality is reported to be perceived as being
connected to religiosity and to God or a higher being (Dalby, et al., 2011,
Manning, 2012; Shaw et al., 2016). Several studies describe the meaning of
spirituality. For example, older women attribute their relationship with and belief
in God as a resource for support, resulting in strength and ability to cope with
life's challenges (Manning, 2012). Participants in Williams (2008) also related
spirituality as a resource for dealing with life challenges. For older people with
dementia disease, a relationship with God was a source of comfort, strength and
a means of coping with their illness. They also expressed support from religious
communities and a network of prayer (Dalby et al., 2011). In Schwarz and
Fleming Cottrell's study (2007) participants expressed their reliance and
dependency on spirituality during their rehabilitation period. Spirituality helped
them to define their true meaning and purpose in life, to cope and acquire an
optimistic outlook about their future and recovery from illness. In a study among
women undergoing breast diagnosis, God was experienced as one who nurtures,
guides, watches over, cares, heals and helps. For women with a firm belief in God,
praying was a strategy to meet their spiritual needs; their own prayers and those
of others aided the women (Logan et al., 2006). The knowledge of experiences of
spirituality among the very old (85 years of age and older) are scarce. Within the
Umed 85+/GERDA study, very old people’s health and life-situation have been
studied from different perspectives (Weidung, 2016; Hornsten, 2016; Niklasson,
2015; Mathillas, 2013; Molander, 2010; Hedberg, 2010; Loévheim, 2008;
Santaméki Fisher, 2007; Nygren, 2006 & Alex, 2007); however, the experiences
of spirituality among the very old included in the Umea 85+/GERDA study have
not earlier been studied. In order to facilitate older people to attain spiritual
development, professionals need to recognise and give space for spiritual
activities. However, to be able to recognise spiritual needs, professionals need to
know how very old people perceive and express spirituality.



Rationale

The elderly population is an increasingly growing group. Spirituality as described
above is suggested to play an important role for successful and good ageing. Being
a very old person can imply vulnerability in both a physical and a spiritual way.
The influence of spirituality on well-being for the very old is well-documented,
and for the very old, a relationship to God and spiritual experiences seem to be of
crucial importance in their life. Meeting spiritual as well as physical needs is
claimed to be an important part of everyday nursing care and a requirement to
enhance holistic and individual care. In order to learn and understand more
about the impact of spirituality, valid and reliable questionnaires are needed.
However, there is lack of questionnaires relating to religiosity and self-trans-
cendence tested for validity and reliability among very old people. Furthermore,
knowledge about how religious and spiritual beliefs are perceived and expressed
among very old people is scarce.



Alm

The overall aim of this thesis was to assess psychometric properties of
instruments and to gain understanding about associations and experiences in
relation to spirituality and religiosity among very old people.

The specific aims of the studies

Study I: To test the appropriateness, feasibility and ability of the shortened
version of the Swedish Religious Orientation Scale (SROS) to distinguish between
intrinsic and extrinsic religious orientation among very old people.

Study I1: To evaluate the psychometric properties of the Swedish version of the
Self-transcendence Scale (STS), with focus on factor structure.

Study I1l: To describe the associations between ST and psychological and
physical well-being, and to test the influence of negative life events on ST, and the

predictive value of ST for mortality.

Study IV: To illuminate how very old people perceive and express spirituality.
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Methods

The thesis is built on three studies using quantitative design, and one study using
gualitative design.

Study designs

As this project is part of the Umea 85+/GERDA study, analyses in study I-111 are
built on data drawn from the GErontological Regional DAtabase. Participants in
study IV are a sub-sample of participants in the Umea 85+/GERDA study. An
overview of the studies is given in Table 1.

Table 1. Overview of studies, participants, design, data and analysis

Participants Design Data Methods of analysis

Study | Umea Quantitative SROS Descriptive
85+/GERDA statistics.
study (n=43). Cross-sectional Boot-strap
All participants resampling.
considered Hierarchical
themselves as cluster analysis.
Christian
believers.

Study 11 Sample 1 Quantitative STS Descriptive
Umea- RS statistics.
85+/GERDA Cross-sectional SOC Principal
study (n=198). PIL component

PGCMS analysis (PCA).
Sample 2 Confirmatory
Convenience factor analysis
sample (n=60). (CFA).
Ordinal alpha.
Spearman’s rank
correlation.
Inter-item & item-
total correlation.
Test-retest
reliability.

Study 11 Participants Quantitative STS revised Descriptive
from the Umea version statistics.
85+ /GERDA Cross-sectional MMSE Independent
study. and longitudinal PGCMS sample t-test.
Base-line GDS Paired sample t-
(n=190). Barthel's Index of  test.

Five-year follow- ADL Bivariate Pearson’s
up (n=55). Katz' index of correlation.
ADL Multiple Cox
Medical diagnosis  proportional
Index of negative  hazard regression.
life events Linear regression
analysis.

Study IV The Umeé Qualitative Narrative Qualitative Content
85+/GERDA interviews Analysis.
study. (n=12).

Purposive
sampling.
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Settings

The thesis is conducted within the Umea 85+/GErontological Regional DAtabase
(GERDA), which is a multi-professional collaboration between the Department
of Nursing and the Department of Community Medicine and Rehabilitation at
Umead University (cf. von Heideken Wagert, 2006). The Umea 85+/GERDA study
has been conducted every five years since 2000. The data were originally collected
in the city of Umeéa and five rural municipalities in the county of Vasterbotten in
northern Sweden. In the second and third wave of the study, 2005-2007 and
2010-2012, Ostrobothnia in Western Finland was also included. Participants
were selected from the population register from the National Tax Board in
Sweden and the population Register Centre in Finland. Half of those aged 85, all
90 years old, and all aged 95 and older was invited to participate. Potential
participants were initially sent a letter with information about the study. These
individuals were later contacted by phone in order to collect informed consent to
participate. If necessary, due to cognitive impairment, informed consent was
additionally collected from next of kin (cf. Nasman et al., 2017).

Participants

Inclusion criteria in this thesis, as well as being included in the Umea
85+/GERDA study, was the ability to complete Likert-type questionnaires. The
specific inclusion criteria for study I (SROS), was their own identification as
Christian believers. Before administrating the SROS, the interviewer asked
whether they considered themselves Christian. Out of 71 potential participants
who were asked to participate, 43 answered positively and were included in the
study. Their age was 87-101 years old, with an average age of 92. Of these, 86%
(n=37) were women. Data collection was performed in the year 2005.

Study 11 (STS) was based on two different samples: sample 1 (n=198), was 85-103
years old, average age 88.9 years (sd. 4.1); of these 63.6% (n=126) were women.
The specific inclusion criteria was that they had completed the STS. Sample 2
(n=60), was a convenience sample with no specific inclusion criteria other than
being Swedish speaking. Their ages ranged from 21 to 69, with a mean age of 39.2
(sd. 9.6); of these 26% (n=39.2) were women. Data collection was performed in
the year 2000.

Study 111 (STS) is a cross-sectional and longitudinal study. Participants at base-
line (n=190), had an average age of 88.8 years (sd. 4.1.); of these 65% (n=123)
were women. At a five-year follow-up, 55 people were still alive and able to
complete the STS a second time. Participants at follow-up had an average age of
91.3 (sd. 2.4); of these 81.8% (n=45) were women. At base-line 147 (77.4%)
participants were living in their own house or apartment, At the five-year follow
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up 17 (31.5%) were living in residential care facilities. Data collection was
performed in the year 2000 and 2005.

Participants in study IV were a sub-sample of the participants in the Umed
85+/GERDA study, included in 2015 and living in an urban area in Vasterbotten
County of Sweden (n=12), aged 86-99 years of age, average age 89.7 years. Of
these, 10 were women. The specific inclusion criteria for participating were self-
reported membership in a spiritual or a religious society or church, experiencing
spiritual or religious activity as significant for their well-being, and scoring 20
points or more on the MMSE. Data collection was performed in the year of 2017.

Procedure and data collection

In this thesis, questionnaires (study I, Il, 111, sample 1) as well as narrative
interviews (study 1V) were used in order to collect data. Data collection took place
in the participants’ homes. The interviewer read aloud the items included in the
guestionnaires, and participants indicated responses on a large-print copy of the
alternatives. The participants indicated responses on the scale either verbally or
by pointing to an option on the answer sheet. When the participant indicated their
responses, the interviewer filled them in on the questionnaires (cf. Isaksson et al.,
2007). For test-retest reliability, the STS was distributed to and collected from
the participants in person or by mail; they completed the STS on two occasions
with an interval of three to four weeks (study 11, sample 2).

In order to illuminate perceived and expressed spirituality, narrative interviews
were conducted. The topics were: their personal interpretation of the concept of
spirituality, spiritual/religious development from childhood to old age, and
situations of connectedness to a higher power. The opening question was “Please
can you tell me how you perceive spirituality?” Their narratives were followed up
with clarifying questions, for example, “when you said... what did you mean?”,
“Can you tell me more about that?”, “What do you think about that?”, and “What
does that mean to you?” All interviews were tape-recorded and transcribed
verbatim. Interviews ranged 26-60 minutes, with an average time of 40 minutes
(study IV).

Descriptions of questionnaires and assessments

Swedish Religious Orientation Scale (Study 1)

The Swedish Religious Orientation Scale (SROS) was developed to identify and
measure religious orientation in a Swedish context (Hovemyr, 1994). It is a 28-
item likert-type scale aimed to measure intrinsic religious orientation (SROSI)
(10 items), extrinsic religious orientation (SROSE) (12 items), and Quest (6
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items). The SROS includes items from the Religious Orientation Scale (Allport &
Ross, 1967), the Religious Life Inventory (Batson & Ventis, 1982), the Intrinsic
Religious Motivation Scale (Hoge, 1972) as well as new items specially written to
reflect Swedish conditions (Hovemyr, 1994). In this study, only the subscales
SROSI and the SROSE have been used. The response alternatives range from 1
(strongly disagree) to 5 (strongly agree). The possible range of scores for the
SROSI was 10-50 and for SROSE 12-60, with 50 and 60 representing a high
degree of SROSI and SROSE respectively. Cronbach’s alpha for intrinsic (I)-items
in a Swedish context was .89 and for extrinsic (E)-items .82 (Hovemyr, 1996a).

Self-Transcendence Scale (Study 11 & I11)

The Self-Transcendence Scale (STS) was developed to identify characteristics of
later life that reflect expanded boundaries of the self (Reed, 1991b). It is a 15-item
Likert-type scale with response alternatives for individual items ranging from 1
(not at all) to 4 (very much). The possible range of scores is 15-60, with 60
representing the highest degree of self-transcendence (ST). The STS was
translated to Swedish by Nygren et al. (2005). Cronbach’s alpha in the original
version of the STS was over .90 (Reed, 1986), and in the Swedish version .70
(Nygren et al., 2005). The revised STS is a revised version with 10 items. The
possible range of scores is 10-50, with 50 representing the highest degree of ST.

Resilience Scale (Study I1)

The RS was developed to identify personality characteristics that moderate the
negative effects of stress and promote positive adaption (Wagnhild & Young,
1993). It is a 25-item Likert-type scale with response-alternatives from 1 (totally
disagree) to 7 (totally agree). The possible range of scores is 25-175 with 175
representing the highest degree of resilience (Wagnhild & Young, 1993). The RS
has been translated to Swedish (Nygren et al., 2004). Cronbach’s alpha in the
original version of the RS was .91 (Wagnhild & Young; 1993) and the Swedish
version ranges from .85 to .88 (Nygren et al., 2004).

Sense of Coherence Scale (Study I1)

Focus on the Sense of Coherence Scale (SOC) is salutogenesis (Antonowsky,
1987), with items related to comprehensibility, manageability and
meaningfulness (Lindblad et al., 2016). The original scale comprises 29 items.
The Umeé 85+/GERDA study uses the 13-item scale with response-alternatives
ranging from 1 (never) to 7 (always). The possible range of scores is 13-91 with 91
representing the highest degree of sense of coherence (Antonowsky, 1987). The
SOC has been translated to Swedish by Langius and Bjorvell (1993). Cronbach’s
alpha in the original version with 13 items ranges between .74 and .91
(Antonowsky, 1993). The Swedish version with 13 items has shown an alpha of
.80 and above (Lindblad et al., 2016).
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Purpose in Life Scale (Study I1)

The Purpose in Life Scale (PIL) was developed to quantify the existential concept
of purpose in life. It is a 20-item Likert-type scale with response alternatives from
1 (low degree) to 7 (high degree). The possible range of scores is 20-140 with 140
representing the highest degree of purpose in life (Crumbaugh, 1968). The PIL
has been translated to Swedish by Akerberg (1987). Cronbach’s alpha for the
Swedish version is reported as .84 (Hedberg et al, 2010).

Philadelphia Geriatric Center Morale Scale (Study Il & I11)

The Philadelphia Geriatric Center Morale Scale (PGCMS) was developed as an
indicator of psychological well-being. It has 17 questions with response
alternatives yes or no. The possible range of scores are 0-17. Lawton (1975)
considered a total score between O to 9 points to indicate low morale, 10-12
intermediate, and 13-17 high morale. The PGCMS has been translated to Swedish
(von Heideken Wagert et al., 2005). Cronbach’s alpha in the original version was
.81 (Lawton, 1975) and for the Swedish version .74 (Niklasson et al., 2015).

Mini-Mental State Examination (Study I11)

Participants' cognitive state in study I11 was assessed using the Mini Mental State
Examination (MMSE), which is a test of cognitive aspects of mental function, e.g.
orientation, memory, ability to follow verbal and written commands. The possible
total range of score is 0-30 and the higher the score the better the cognition
(Folstein et al., 1975). A total score of 18-23 indicates mild cognitive impairment,
a score of < 17 indicates severe cognitive impairment (Tombaugh & Mclntyre,
1992). The English version of the MMSE has good test-retest reliability (0.89)
(Folstein et al., 1975) and among very old people with cut-off < 24, an acceptable
sensitivity (0.85), and specificity (0.80) (Kahle-Wrohleski et al., 2007).

Geriatric depression scale (Study I11)

Depressive symptoms were screened using the Geriatric Depression Scale (GDS),
the possible total range of score is 0-15. A score of 0-4 indicates no depression, 5-
9 indicate mild depression, and 10 or more indicates moderate to severe
depression (Yesavage et al., 1983). Cronbach’s alpha in a group of very old people
ranged from 0.636 (MMSE 28-30) to 0.821 (MMSE 5-9) (Conradson et al., 2013).

Barthel’s Index of Activities of Daily Living (Study III)

Barthel’'s Index of Activities of Daily Living (ADL) is a 10-item measure for
assessing self-care and mobility of daily living. The possible range of score is
between 0-20 and the higher the score the better ADL-function, with the
maximum score of 20 indicating total independence in personal ADL (Mahoney
& Barthel, 1965).
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Katz Index of ADL (Study IlII)

The Katz Index of ADL, including both instrumental and personal ADL, was used
for assessing functional status, specifically ability to independently perform
activities of daily living. The index ranks adequacy of performance in the
following six functions: bathing, dressing, toileting, transferring, continence, and
feeding. If no supervision, direction or personal assistance is required, 1 point is
given to that functional activity. If the individual needs personal assistance, or
total care is required, then a O is assigned to that functional activity A total score
of 6 indicates full function, 4 indicates moderate impairment, and 2 or less
indicates severe functional impairment (Katz et al., 1963).

Medical diagnosis (Study I11)

Medical diagnoses were collected from the participants in person, cross-checked
in their medical records at hospital clinics and primary healthcare centres, and
reviewed by an experienced geriatrician. Some of the medical diagnoses are
included in the index of negative life events described below.

Index of Negative Life Events (Study I11)

The index of negative life events (Lovheim et al., 2013) is based on 13 items
included in the Umea 85+/GERDA study and was designed to cover a wide range
of events that might be considered as major negative life events. Four common
and serious medical conditions (stroke, myocardial infarction, hip fracture and
depression), two items concerning loss of close relatives, two items (decrease in
ADL functioning and institutionalization) representing loss of independence,
three items concerning cognitive and communicational abilities, and two items of
subjective negative events (occurrence of loneliness and crisis in life) were
included. The Barthel’'s ADL index and MMSE scale were continuous variables
where all the others were dichotomous and scored one point for each affirmative
answer. Hence the calculated negative life event index scored 0-15 points, where
a higher score means more negative life events.
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Analysis

Statistical analysis

Descriptive statistics were used for participant’s characteristics and for items
range, mean and median (study I, 11 & I11). Resampling with boot-strap technique
and hierarchical cluster-analyses were used to identify inter-related items in the
SROS (study 1), (Suzuki & Shimodaira, 2006). The Mann-Whitney U-test was
used to compare mean STS among men and women. To explore the association
between age and STS score, linear regression analyses were used (study I1).

Since uni-dimensionality is a requirement for Classical test theory, the separate
dimensions in the STS were treated separately. For structural validity, principal
component analyses (PCA) were used. The PCA were estimated using a weighted
least square means and variance adjusted method, based on polychoric
correlations. Before interpretation of the factor structure, an oblique rotation
method was applied. Statistics used to assess goodness-of-fit were chi-square
(x2GoF), root mean square of approximation (RMSEA), standardised root mean
square residual (SRMR), comparative fit index (CFI), and Tucker Lewis Index
(TLI). For concurrent criterion validity, Spearman’s r correlation was calculated
between the STS and RS, SOC, PIL and PGCMS (study I1).

Internal consistency was estimated with ordinal alpha, inter-item correlation and
item-total correlation with polychoric correlation. Test-retest reliability for each
item was evaluated with Agreement (%), weighted Cohen Kappa statistics (Kw),
and polychoric correlation coefficient. Boot-strapping with 1,000 replications
was conducted before estimation of a 95% confidence interval. Test-retest on
scale level was evaluated with intra-class correlation coefficient (ICC) and Lin’s
concordance correlation coefficient (CCC). Test-retest for individuals was
evaluated with the absolute reliability measure and the repeatability coefficient.
The heteroscedasticity of the scale was investigated with rank correlation
coefficient (study II).

For identifying differences between groups in study Ill, Independent sample t-
tests were used; for comparing STS scores between base-line and follow-up,
paired sample t-test were used, and correlation between physical and mental
function, medical disorders, living arrangements, social contacts and feelings of
loneliness and pharmacological drug use and STS score, bivariate Pearson’s r
were used. Finally, regression analyses were used for associations between STS
score, mortality and for negative life events. A p-value of <0.05 was considered
significant (study I11).
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In study I, where 13 values (1.4%) were missing in 10 different items, missing
values were replaced with the mode value for the actual item. In study I1, 10
values (0.3%) were missing in nine different items; missing values were replaced
with mode value for the actual item. For statistical calculation in study I, the
Statistical Package for Social Sciences (SPSS) version 12 and R, were used. SPSS
version 22 was used in study Il and 111, and Stata 13.1, Mplus 7.1, and R 3.0.3 for
Mac OSX in study IlI.

Qualitative analysis

For analysis of narratives in study 1V, qualitative content analysis (QCA),
(Graneheim & Lundman, 2004; Graneheim et al., 2017), was chosen, since it
offered the opportunity to answer the aim of the study about experiences of
spirituality in a systematic way. QCA is a method for analysing qualitative data
and is commonly used in nursing research (Elo et al., 2014). QCA emphasises
similarities within, and differences between, parts of the text (Graneheim et al.,
2017). The interviews were transcribed verbatim; thereafter the text were read
through several times to get a sense of the whole. Text related to spirituality
constituted the unit of analysis. The essential features of the text were placed into
meaning units and these were condensed without losing the central meaning, and
labelled with codes. The codes were thereafter, through mind-mapping, sorted
into 16 categories. A category is a group of content that shares something in
communality (Graneheim & Lundman, 2004). In the next step these categories
were transformed into preliminary sub-themes and themes. Throughout the
analysis, the research team reflected on and discussed the codes, sub-themes and
themes. The results of the study have been discussed in research seminars at the
Department of Nursing, Umea University.

Ethical considerations

All data collection in the Umea 85+/GERDA study was conducted by interviewers
in the home of the very old people. The interviewers were used to communicating
with very old people with functional difficulties (Isaksson et al., 2007). Before an
appointment was made for a home visit, a letter was sent out to the participants
with information about the purpose of the research study, the voluntary
participation, their right of withdrawal and that they could abstain from
answering questions, and about confidentiality. Before the data collection started,
the same information was given verbally.

Very old people are a particularly vulnerable group in research, with restricted
strength to participate in extensive data collection. The interviewers were
observant of whether the interview was becoming too tiring for the participant
and in such cases offered to take a pause or come back another day. When
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gathering data, the interviewer proceeded gently, respectfully and were sensitive
to the participants' needs. The participants were also invited to contact the
researcher after the home visit if he or she had any questions.

Sharing experiences, thoughts and feelings on becoming and being very old and
about personal faith/beliefs may be a sensitive topic and cause discomfort.
However, most of the participants expressed the view that it was interesting and
valuable to participate. In the interview-study the participants expressed their
appreciation for being asked to share their story; spirituality is an uncommon
topic to talk about and some of their experiences had not previously been told.
They also expressed a sense of relief that somebody actually listened. Other
studies have noted that the act of narrating can result in relief for the participants
(cf. Gaydos, 2005; Buckley et al., 2013). The study was approved by the Regional
Ethical Review Board in Umed, Sweden (99-326; 05-063M; 09.178M; 2017-26-
32M).
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Results

Religious orientation among very old people (Study I)

The results show that the very old scored high according to both intrinsic and
extrinsic religiosity. The mean value for the intrinsic subscale, with 10 items, was
41.1 (s.d. 8.5; Md 43; IQR 35-49) and for the extrinsic subscale, with 12 items, it
was 42.2 (s.d. 6.9; Md 43; IQR 38-46). Among the very old, the mode-value for
intrinsic subscales was 50 and for extrinsic subscale, 44.

For the items in the intrinsic subscale, the median ranged from 4 to 5 (IQR 2-5),
the mode value for all items was 5, indicating a high agreement in all items. The
items in the extrinsic subscale median were spread more widely and ranged from
1 to 5 (IQR 1-5). The mode values for extrinsic items were 1 to 4. Item E10,
statement about motivation to pray, had a median of 2.0, while E11 and E12,
statements about religiosity as being beneficial and securing positive rewards,
had a median of 1, which indicates that many of the participants disagreed with
the statements. The items are presented in English and Swedish in Table 2 and 3.

The ability to distinguish between intrinsic and extrinsic values were analysed by
means of cluster analysis, which revealed three clusters of interrelated items,
(Figure 1). As expected, the intrinsic and extrinsic items loaded in different
clusters. One cluster included items measuring intrinsic religious orientation and
two clusters emanated from items measuring extrinsic religious orientation. The
first cluster included items 15, 19, and 110, and was interpreted as characterising
areligious faith that influences the individual’s attitude to life. The second cluster
included items E6 and E7, and was interpreted as a religious faith that is expected
to give help, protection, comfort and reassurance. The third cluster included
items E11 and E12, and was interpreted as a religious faith that is shallow but
useful in times of distress.
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Table 2. Mean, median (md), mode value and interquartile range (IQR) for
each item in the SROSI subscale (n=43)

Intrinsic items (1) Mean Md Mode IQR

11. I would probably be a Christian even if there were no 4.5 5 5 5-5
hope of life after death.

Jag skulle nog garna vara Kristen aven om det inte fanns

hopp om evigt liv.

12. If unavoidable circumstances do not prevent me from 4.0 5 5 3-5
doing so, | attend church.

Om jag ej hindrats av oundvikliga omstandigheter gar jag

i kyrka

13. Religion is important to me because it gives an answerto 4.5 5 5 4-5
many of the most important questions in life.

Religionen &r viktig for mig darfér att den besvarar

manga av de viktigaste livsfragorna

14. Praying is for me a way to seek stillness and the presence 4.6 5 5 5-5
of God and not primarily an opportunity to ask for

something.

Att be ar for mig ett satt att soka stillhet och Guds narvaro

och inte i férsta hand ett tillfalle att be om nagot

15. It is probably wise to seek the guidance of God before 3.6 4 5 3-5
making an important decision.

Man bor nog sdka Guds ledning innan man fattar ett

mycket viktigt beslut

16. There have been moments in which | have experienced 4.0 5 5 3-5
the presence of God in a tangible way.

Det har funnits tillfallen da jag upplevt Guds narvaro pa

ett patagligt satt

17. Itis important for me to find time for religious reflection 3.9 5 5 3-5
and meditation.

Det ar viktigt for mig att fa stunder da jag kan dgna mig

at religiosa reflektioner och meditation.

18. If you are to be a member of a church, itisimportantthat 4.6 5 5 5-5
you believe in what you do and dare to stand up for it.

Ska man vara med i en kyrka sé ar det viktigt att man tror

pa vad man gor och vagar sta for det

19. My religious conviction actually lies behind my whole 3.9 5 5 3-5
attitude to life.

Min religiosa 6vertygelse ligger i sjalva verket bakom hela

min installning till livet

110. | really try to make my religious conviction influence 3.5 4 5 2-5
everything I do in life.

Jag forsoker verkligen f& min religiosa Gvertygelse att

paverka allt jag gor I livet.

Intrinsic subscale; sum 41.1 43.0 50 35-49

Response ranging from 1, which represents ‘strongly disagree’, to 5 which represents ‘strongly agree’.
Possible range of score 10-50, with 50 representing high degree of intrinsic religious orientation.
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Table 3. Mean, median (md), mode value and interquartile range (IQR) for
each item in the SROSE subscale (n=43)

Extrinsic items (E) Mean Md Mode IQR
E1. If one could be certain that praying produced results, it 3.4 4 4 1-5
should be worthwhile to pray more often.

Om man kunde vara séaker pa att bon ger resultat skulle det

vara vart att be lite oftare

E2. The meaning or purpose of prayer is the feeling of security 4.2 5 0 5-5
and harmony it can give the individual

Meningen med bon ligger i att den kan ge individen en kénsla

av trygghet och harmoni

E3. Even if my religious faith is important to me, | feel that 3.3 4 3 2-5
there are other things in life more important to me.

Aven om min religiésa tro ar viktig for mig kanner jag att

det finns manga andra saker har i livet som ar viktigare for

mig

E4. The turmoil in the world these days makes that you can 4.4 5 1 4-5
feel safe having a religious conviction. Oroligheterna i

varlden pa senaste tiden gor att det kan kannas tryggt att ha

en religios dvertygelse

ES5. It doesn’t really matter what you believe in, as longasyou 2.8 3 3 1-4
live in a morally impeccable way.

Det spelar inte sa stor roll vad man tror pa sa lange man

lever pa ett moraliskt oklanderligt satt

E6. The most important reason for praying is to get helpand 4.1 5 2 3-5
protection.

Den viktigaste anledningen till att be ar att fa hjalp och

beskydd

E7. It is good that there is a church since all of us can getinto 4.6 5 0 5-5

situations when we need comfort and reassurance.

Det ar bra att kyrkan finns for alla kan ju raka ut for

situationer da man behover fa trést och uppmuntran

E8. Even if | see myself as a religious person, | do not let 3.4 4 4 1-5
religious views influence my daily behaviour.

Aven om jag betraktar mig som religios later jag inte

religiosa synpunkter paverka mitt dagliga handlande.

E9. More than anything, religion gives you comfort, whenyou 4.6 5 0 5-5
are struck by grief of misfortune.

Vad religionen framfor allt ger ar trost nar man drabbas av

sorg och olycka

E10. I pray mainly because | have been taught to do so. 2.7 2 3 1-4
Jag ber framst darfor att jag fatt lara mig att gora sa.
E11. The church really does not give very much, butitisgood 2.1 1 2 1-3

to go there occasionally to get to know the pastors, justin case.

Kyrkan ger i och for sig inte s& mycket men det kan vara bra

att ga dit d& och da for att lara kanna prasterna for

sakerhets skull.

E12. Now and then I find it necessary to compromise with my 2.0 1 2 1-3

religious conviction in order not to end up in social or

financial difficulties.

D& och da finner jag det nédvandigt att kompromissa med

min religiésa overtygelse for att inte réka i sociala eller

ekonomiska svarigheter

Extrinsic subscale; sum 42.2 43 44 38-46
Response ranging from 1, which represents ‘strongly disagree’, to 5 which represents ‘strongly agree’.
Possible range of score 12-60, with 60 representing high degree of extrinsic religious orientation.

22



au
o _
-
68
74
[59]
o 79 74 [
75 ‘
73
© - 89 o
N > Jw o 7]
w e U‘JE %m o}
s 0 o 2 ol @
o 05 w 0 0w
2 »ya a6l X O s @
b ‘”8 88 92 7]
o <% 7] |7‘| ® EFID
] o | e |:.‘.,l.IJl.IJ
— ) o I~ v W 99
o T Em o O
) X o~ %] 2 o x o
o 8 S5 %00 Og 00
o O oo KX » X —_
e & 96 ® x @ @ TR
0 O W ow
o n o
= O 0O
] r o
O w o (@
S - E % o
oy e]
¥
w0

Distance: correlation
Cluster method: average

Figure 1. Cluster diagram including all items from the SROS. Distances are
measured as 1 — Pearson’s r. The numbers at each connection are AU
(approximately unbiased) p-values, which were computed multiscale bootstrap
resampling the rectangles indicate clusters of high probability (>0.95)
probability.
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Self-Transcendence Scale, psychometric properties (Study I1)

The results show that both the very old and the convenience sample scored high
on STS, for the original STS. The median score for the very old was 48 with no
significant differences between gender and age. The convenience sample, who
answered the STS on two occasions (test-retest), scored 47 on both occasions.
The items are presented in English and Swedish (Table 4).

Structural validity for the original STS, evaluated with explorative factor analysis,
resulted in a five-factor solution. Based on the factor loading and the item-total
correlation, five items were excluded (item 7, 10, 12, 13 & 15); item 7 due to lack
of significant factor loading in the five factor solution, and items 10, 12 and 13 due
to low correlation with the total STS score. Item 15 had a combination of these
problems. The revised STS including 10 items resulted in a two factor solution
with acceptable fit indices. The correlation between the two factors was 0.63.
After excluding five items, the possible range of scores in the revised STS was 10-
40, with 40 representing the highest degree of self-transcendence. The items in
English and Swedish and factor loadings for the revised STS are presented in
Table 4.

Concurrent criterion validity was based on four questionnaires measuring related
concepts. The revised STS correlated as expected between the revised STS and RS
(r =.50); SOC (r =.25); PIL (r =.64); and PGCMS (r =.37).

Internal consistency was strong for both the original STS (0.82), and the revised
version with five items removed (0.83).

According to Dawson and Trapp (2000), the test-retest reliability for each item
demonstrated: moderate (0.41-0.60) for items 1, 2, 3, 4, 5, 7, 9, 14 and 15; good
(0.61-0.80) for items 6, 8, 10, 11 and 13; or very good (0.81-0.92) test-retest
reliability for item 12. Test-retest reliability on scale level shows an acceptable
level for the original STS with intra-class correlation coefficient (ICC) and Lin’s
concordance correlation coefficient (CCC) over 0.7.
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Table 4. STS-items and factor loadings

In this period in life | think of myself as a person who are: Factor 1 Factor 2
| den har perioden av mitt liv ser jag mig som en person

som:

1. Having hobbies or interests | can enjoy .454

Har hobbys eller intressen som skanker mig gladje
2. Accepting myself as | grow older .507
Accepterar mig sjalv allteftersom jag blir aldre.

3. Being involved with other people or my community when .606
possible.

Engagerar mig | andra manniskor och | samhallet nar det

ar mojligt.

4. Adjusting well to my present life situation .628

Anpassar mig val till min nuvarande livssituation

5. Adjusting to the changes in my physical abilities .760

Anpassar mig till mina fysiska forutsattningar

6. Sharing my wisdom or experience with others. .687
Delar med mig av min livsvisdom och mina livserfarenheter

7. Finding meaning in my past experiences. X

Upplever mina tidigare erfarenheter som meningsfulla

8. Helping younger people or others in some way. .668

Hjalper bade yngre personer och andra pa ett eller annat
satt

9. Having an interest in continuing to learn about things. .685
Ar intresserad av att fortsitta lara mig saker

10. Putting aside some things that | once thought were so X
important

Kan bortse fran saker som jag tidigare tyckte var s viktiga.

11. Accepting death as a part of life 460
Accepterar doden som en del av livet.

12. Finding meaning in my spiritual beliefs X
Finner mening | min religidsa tro

13. Letting others help me when | may need it X
Kan ta emot hjalp av andra nar jag behdver det.

14. Enjoying my pace of life 413
Njuter av att ta livet | min egen takt

15. Dwelling on my past unmet dreams or goals X

Gramer mig 6ver mina tidigare drémmar och mal som inte
forverkligats.

X =removed from analysis. English version in plain text, Swedish in italics.
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Self-transcendence, associations and development (Study I11)

The revised STS was used in study Ill. At base-line the STS scores ranged from
17-40 with a mean of 31.4 (sd. 4.5). At the five-year follow up STS scores were
31.8 (sd. 4.1). The mean difference between the first and second measurement
was 0.42 (sd. 4.2).

Among participants at base-line a significant negative association was found
between a lower STS score and living in an institution (p .005), not being able to
go outdoors independently (p .004), feeling lonely (p .013), dementia (p .039),
osteoporosis (p .007) and depression (p .007); and pharmacological treatment
with anxiolytics, hypnotics or sedatives (p. 013). In the same sample, a significant
positive association was found between higher STS scores and having a good
friend (p. 050) or someone in their family to talk with (p .002), and among those
who did not take any drugs at all (p .003). Those with better cognitive function (p
.004), better balance (p .021), better nutritional status (p. <.001), higher morale
(p <.001), less symptoms of depression (p <.001), higher self-rated health (p
<.001), an amount of outdoor walking (p. <.001), and visits to other places in the
previous week (p .001), had a higher STS score.

STS score at base-line did not relate to survival over five years (p .173). The
analysis of the STS score and its association to index of negative life events shows
asignificant correlation (p <.005), the more negative life events the larger decline
in STS score (p .049).

Perceptions and expressions of spirituality (Study 1V)

The results of study IV contain three themes and eight sub-themes. The themes
are ‘feeling connectedness’, ‘transcending life's circumstances’ and ‘living in a
spiritual reality’. The themes and sub-themes are presented in Table 5.

Experience of spirituality was expressed as feeling connectedness. The
participants talked about their feelings of connectedness with something they
could not explain but still recognised. They expressed a trusting relationship to
God where they experienced how God had been giving them support through
their life-span. The trusting relationship had been affected by experiences in
childhood or from important others. The participants expressed their desire to
talk about their experiences of God and about their faith but they usually did not;
they were shielding the relationship with God. The experiences of spirituality
were described as a sensitive topic and difficult to share with somebody, and they
described a fear of being ridiculed if they talked about these experiences and
about their relationship with God. Experience of connectedness was also
expressed as feeling affinity with others; they told about their feelings of

26



closeness to people in various situations. For example, they told about situations
from childhood when they had experienced a close connectedness with parents
or grandparents, about activities that opened up for feelings of connectedness
when singing together. Attending church and being helpful to other people was
also described as a way to obtain affinity with other people.

The participants told about demanding situations and difficult conditions during
their life-span without bitterness. The interpretation was that they had
transcended life’s circumstances and expressed reconciliation with life. They told
about believing that life and health was a gift from God and therefore they
expressed a responsibility to be grateful and accept life the way it had been and
the way it was. They also expressed an awareness of mortality and a
preparedness for changes in health and that life will end.

The participants described living in a spiritual reality; they told about situations
when they had perceived mysteries in daily living. They described visions,
unnatural and bodily sensations, and feelings of a spiritual reality always
presence and close by. The spiritual reality was expressed as something greater
than which they could really understand. They talked about being amazed about
the Creator, they interpreted nature as an announcement of God's greatness. But
they also expressed querying an inconceivable God. God was described as on one
hand being a loving and caring God but on the other as having allowed the world
to be afflicted by cruelty and evil. The duplicity was told to be difficult to
understand and accept.

Table 5. Overview of sub-themes and themes revealed in the analysis

Having a trusting relationship with God

Shielding the relationship with God Feeling connectedness

Feeling affinity with others

Reconciliation with life

— - Transcending life’s circumstances
Living in awareness of mortality

Perceiving mysteries in daily living

Being amazed about the Creator Living in a spiritual reality

Querying an inconceivable God
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Discussion

This thesis has focused on religiosity and spirituality among very old people.
Psychometric tests of questionnaires for religious orientation (SROS) and self-
transcendence (STS) was conducted. The associations between the revised ST and
psychological and physical well-being, negative life events, and mortality was
explored. Furthermore, expressed and perceived spirituality was also
illuminated.

In the psychometric test of SROS, the SROS clustered as expected. One cluster
included intrinsic items, which represent an inner force for religiosity, and two
clusters with extrinsic items which represent an external motivation for
religiosity. The result thereby shows that the SROS has the potential to
distinguish between intrinsic and extrinsic religiosity among very old people. The
separation of intrinsic and extrinsic factors was also found by Hovemyr (1996b)
in a previous study of the psychometric properties of SROS among Swedish
students. In contrast to Hovemyr (1996b), the extrinsic subscale in our study
produced two separate clusters. However, the same deviation of the extrinsic
subscale into two parts have been found in earlier studies (Darvyri et al., 2014;
Ghorbani et al., 2002; Kirkpatrick, 1989), which supports the idea that the
extrinsic subscale has two factors. In our study, items included in the second
cluster were interpreted as the extrinsic personal aspects of religiosity, and the
third cluster was interpreted as the extrinsic social aspect of religiosity (c.f.
Gorsuch & Pherson, 1989). An extrinsic personal aspect concerns importance of
having support from other people in church and from God, while an extrinsic
social aspect concerns relations that could be useful in times of distress.

Corresponding results to statements in SROS were found in study IV. Intrinsic
aspects concerning praying as a way to seek stillness and the presence of God,
experiencing God in a tangible way, and finding time for religious reflection and
meditation corresponds to findings in study IV. The participants (study 1V)
expressed having a constant ongoing communication with God; they expressed
the feeling that God cared for them and helped in everyday challenges. Extrinsic
personal aspects, which concern support from God and other people, were also
found in study IV. The participants (study 1V) expressed the significance of being
enclosed in a community with people with whom they can share experiences and
beliefs. The participants also described a trustful relationship with a supporting
God. Thus, the relevance of the extrinsic personal statements in SROS are
supported by the results from the interviews. According to statements in the
extrinsic social subscale, there are no obvious connections with findings in study
V.
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Results from study | show that the very old scored high on both subscales in
SROS, which indicates that the very old people included in this study were
religious in both an intrinsic and extrinsic manner. The fact that the participants
scored high on both subscales contradicts the assumptions by Allport and Ross
(1967), who suggest that an individual either has a mature religiosity, i.e. scoring
high on intrinsic subscale, or immature religiosity, i.e. scoring high on the
extrinsic subscale. Allports and Ross’s suggestions have, though, been criticised
by Hill and Hood (1999), who proposed that the same person can have high values
on both subscales, thus having both intrinsic and extrinsic religious orientation,
which is in line with findings from study I.

Due to the result of the factor structure (study I1), five items were excluded from
the original STS, and the revised version include ten items. The revised version of
the STS was found to be reliable and valid, and can be recommended for
measuring ST among very old people. Internal consistency in the revised version
of STS was 0.83. Corresponding results were found in the Korean version of STS
0.85 (Kim et al., 2012). Internal consistency for the factor with intrapersonal
items was 0.78 and for the interpersonal factor, 0.73, compared to the Norwegian
version of Haugan et al. (2012) with a Cronbach’s alpha of 0.75 intrapersonal and
0.64 for interpersonal factor. In the literature, an acceptable range of alpha value
from 0.7 to 0.9 is proposed (Streiner et al., 2015), which strengthens the
assumption that the items in ST are measuring the same construct. Furthermore,
the result revealed an overall good reliability of STS. Since there are no “golden
standards” to measure ST, scales supposed to measure similar phenomena were
used in study Il to assess concurrent criterion validity. The STS correlated with
RS, SOC, PIL and PGCM, which supports the concurrent criterion validity.
According to Koenig (2011), correlations (r) between psychosocial and
behavioural variables such as spirituality — which are difficult to measure
precisely — a correlation of 0.1-0.2 might be considered small, 0.2-0.3 moderate,
and everything above 0.3, strong. That means that STS is suggested to have
strong associations with RS, PIL, PGCMS, and a moderate association with SOC,
as expected.

STS is suggested to have four dimensions (Reed, 2009). A factor analysis in study
Il resulted in a two factor solution with no cross-loadings; one factor including
items about adjustment to old age and acceptance of death (intrapersonal ST),
and the other factor including items about being involved with other people
(interpersonal ST). In the factor structure, statements about integration of one’s
past and future in the presence (temporal ST), and to connect to a spiritual reality
(transpersonal ST), loaded in the intra- and interpersonal factors and did not load
separately. The same results were reported in a Norwegian study among nursing
home residents, despite the fact that the original version of STS, including 15
items, was used (Haugan et al., 2012). In contrast, in a Korean study which used
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STS with 15 items, the factor analysis ended up in a four-factor solution, thus the
four dimensions in the original scale were supported by Kim et al. (2012). The
reason why five items did not load in our cluster analysis is unknown; one reason
could be cultural aspects in the translation, more precisely, depending on diverse
meaning of words in different languages. Some of the items may not have
relevance for very old people, for example ‘letting others help me when I may need
it. However being very old may imply decreased functions and increased
dependency of help in daily living, and thereby receiving help can be of necessity.

SROS and STS have been constructed within a western culture and a Christian
context. An inclusion criteria in study | was that the participants were Christian
believers. In study I, seven items congregated, with a high probability in three
different clusters. Those seven items are expressed in a general way without any
clear connection to Christian religion. With a few adaptions in wording (God,
Church), SROS could probably be used in other contexts and religions. The
Allportian ROS has been translated and used in a group of Muslim students in
Iran, where the study supported the cross-cultural validity of the Allport’s
intrinsic and extrinsic religious orientation (Ghorbani et al., 2002). This suggests
that there are features in religiousness that are universal. According to spirituality
in study 1V, the participants expressed that spirituality includes a connectedness
to a trustful God and people. Corresponding findings have been reported in
studies among older people with varied cultural and religious back-ground, an
essential characteristic of spirituality among all included groups was found to be
a deep connection to God and others (Cohen et al., 2008). The similarities
between results in study IV and the Cohen et al. (2008) study supports earlier
findings that spirituality is a universal phenomenon (McEwen, 2005). Even if
religions differ and are linked to culture and society, the religiousness and
spirituality may have universal features (cf. McEwen, 2005).

In study 111, the results revealed a negative association between spirituality and
depression, assessed with GDS, which includes statements about, for example,
dissatisfaction with life, activities and interests, worries about the future, etc.
There are statements in STS that have commonalities with statements in GDS;
enjoying life, having and enjoying interests, and adjustment to old age, etc.
According to Koenig (2008), there are instruments assessing spirituality which
are contaminated with mental health indicators, which of course will correlate
and thereby show a positive association with mental health. Maybe the fact that
spirituality is a multifaceted concept that is difficult to capture in a definition (c.f.
Sesanna et al., 2007) has an impact on the construction of questionnaires, and
risks an influence of related concepts and thereby contamination. However,
several statements in STS correspond to descriptions in study 1V that illuminated
perceptions and expressions of spirituality. The STS statements about adjusting
well to life-situations and the ageing process, finding meaning in past
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experiences, and accepting death as a part of life, correspond well with results in
study IV. In study IV the participants talked about reconciliation with life
circumstances, experiences of life that they afterwards found meaningful, and
about death as a natural part of life. Findings in study IV support the fact that
topics in STS concern spirituality.

In study 111, the results show that having a friend or family to talk to, or a number
of visits in the previous week, were significantly associated with a higher degree
of ST. Furthermore, study 111 showed a significant negative association between
ST and living in a geriatric care institution. Living in institutions has been
reported to bring experiences of being abandoned due to poor communication
with staff, and a lack of autonomy and privacy (Anderberg & Berglund, 2010),
and being trapped and confined in institution, no longer a part of a larger
community (Namkee et al., 2008). On the other hand, if the resident manages to
create a private space in the institution, where they feel safe and have a possibility
for interaction with other people, they could experience the institution as their
home (Nakrem et al., 2011). To be living at home has been found to be connected
to autonomy, privacy and self-identity and made it possible to continue living
with essential values. Living at home offers time and space for thoughtful
reflections on both sad and joyful times. Home held memories of shared
experiences with loved ones and enabled the very old to having a presence in the
present as well as in the past (Stones & Gullifer, 2016). The descriptions about
living at home correspond to descriptions of self-transcendence by Reed (2008).
Self-transcendence has been described as a capacity to expand bodily limitations
by reflections about the past and future, in the present. Together, the findings in
the literature (Anderberg & Berglund, 2010; Nakrem et al., 2011; Namkee et al.,
2008; Stones & Gullifer, 2016), show a disparate picture of living in an
institution. It is therefore difficult to know if it is the living in an institution per
se or if it is other factors that explain the association between ST and living in
geriatric care institutions.

A higher score of ST did not affect longevity (study I11), but ST is suggested to be
of importance for successful ageing (McCarthy et al., 2013). ST has previously
been found to have positive associations with well-being (Haugan et al., 2013)
and quality of life (Haugan et al., 2016) among very old people. This indicates that
ST may be of importance to quality in life rather than quantity in years. The
results in study |11 also revealed that an accumulation of negative life events was
significantly associated with lower ST. In the theory of self-transcendence (Reed,
2009), it is supposed that negative life events trigger the development of ST.
However, there seems to be a point where life challenges are too overwhelming
and instead of being a developmental factor, ST decreases. There is an increased
risk that very old people experience several negative life events: decline in
physical and mental function (Bostrom et al., 2016); lose independence and move
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to care facilities (Neass et al., 2017); experience bereavement around the death of
significant others (Lee-Roff, 2007), etc. All these factors may increase
vulnerability among the very old and thereby present a risk for a declining ST. In
an attempt to increase ST, some care programs have been tested, however, with
weak results. With a purpose to strengthen ST Coward (2003) tested an
intervention among women with breast cancer. The interventions included for
example relaxation training, assertive communication skills and problem solving.
However, no significant differences were identified between intervention (n=22)
and control group (n= 17). In a study among older women (n=24), structured
reminiscence group sessions for six weeks resulted in a non-significant increase
in ST (Stinson & Kirk, 2006). McCarthy et al. (2015) developed the
Psychoeducational Approach to Transcendence and Health (PATH) Program,
which included group processes, mindfulness practice, and creative experiences.
The effectiveness of the PATH program was evaluated and showed a positive non-
significant result (McCarthy et al., 2017). These studies (Coward, 2003; McCarthy
et al., 2017; Stinson & Kirk, 2006) included few participants (n=18-39) and it is
therefore difficult to draw conclusions if the interventions were ineffective or if
the small study groups was the reason for the lack of significant results.

The results from study 1V — where very old connected spirituality to a belief in
God and religion — showed that the very old had an ongoing and trustful
relationship with God. These results are in accordance with previous research
indicating that a belief in God is very central to the life of very old people.
Santaméki Fischer et al. (2007) found the relationship with God as a basis for
consolation in old age and in a study among older women belief in God was a
resource for support, resulting in strength and ability to bounce back from
adversity (Manning, 2014). Results from Dalby et al. (2011) show that old people
with dementia continued to live out their pre-existing spirituality and faith, and
that it was a source of comfort and strength, helping them to cope with the
difficulties of having dementia. Creel and Tillman (2008) found that even among
younger people who had declared themselves as non-religious, the participants
who uttered beliefs about a higher being, expressed that their belief led to a
positive internal feeling. In study 1V, the participants talked about death as a
natural part of life; none of them expressed fear of death and they expressed a
conviction about an immortal soul and about reunion with loved ones. This is in
accordance to results in Santaméki Fisher et al. (2007), where death was
described as being on the move to a better land; in Shaw et al. (2016), the results
described death as another part of life and, in Creel and Tillman (2008), death
was related to belief about an afterlife. The participants in study 1V expressed a
belief and experiences of a spiritual reality, they told about experiences of
mysteries in life and a conviction about guardian angels, watching and caring
about them. This is in concordance with Santamaki Fischer et al. (2007) who
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found that very old people also expressed a belief about having a personal
protector, a guardian angel who accompanied them.

In study 1V, spiritual experiences were not commonly related to attending church
but a part of everyday experiences. Some of the participants had limited
opportunities to attend church due to physical health problems and lack of
strength. For some of the participants their relationship with God had never been
dependent on activities in the church during throughout their lives. The
description in study IV shows a multifaceted picture of spirituality. Several
studies use affiliation and attendance as measures of spirituality (Moberg, 2008);
however, this may be too limited to gain an understanding of the significance and
the impact of spirituality among the very old, and instead might lead to a risk for
bias (c.f. Hall et al., 2008).

Methodological considerations

Study I-111

The quantitative studies (Study I-111) are based on cross-sectional data. There are
some well-known advantages and disadvantages with such a design; some
problems are that data provide just a snap-shot in time and it is impossible to
differentiate cause and effect from simple associations, for example, if ST is a
protective factor for depression or if depression leads to lower ST. However,
advantages of this kind of data collection are that it is possible to identify
associations that can be used for designing further studies (Mann, 2003).

Data was collected in study I, Il and 111 via home visits via face-to-face interviews
in the participant’s home. With this method, people with impaired hearing,
impaired vision or a decline in cognitive function could be included in the study
(cf. DeVellis, 2012). In a face-to-face interview, attributes of the interviewer may
affect the responses given, partly caused by interviewer bias; the interviewer may
have prejudices or ask leading questions, and subtly communicate what answer
they want to hear (Streiner et al., 2015). Isaksson et al. (2007) elucidated support
given to very old people in the Umed 85+/GERDA study, according to the process
of completing the research questionnaire. The result revealed that it was possible
to gather valid data from very old people using face-to-face interviews. The
interviewers were trained to talk to very old people with functional disabilities,
which is suggested to minimise the risk of interviewer bias. A common problem
with survey research is to obtain sufficiently large response rates; the data
collection method using face-to-face interviews minimised the risk for incomplete
data, and the extent of missing data was low (cf. Isaksson et al., 2007).

To gain reliable results in studies including questionnaires, there are certain
requirements for the statements included. In SROS, the meaning of some of the
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items was unclear and may have been confusing for the respondents (15, 19, E3,
& E9), some of the items are lengthy statements (14, 17, 18, E3, E7, E11, & E12),
some have negations or negative prefixes (11, 12, 14, E5, E8, & E11), and some are
double-barrelled (E3, E4, E5, E11, & E12.). In the literature, item construction is
discussed (DeVellis, 2012). Items should be clear and not ambiguous, and should
not require reading skills beyond that of a 12-years old, which means short words
and short sentences that are simpler to read and understand. According to Fry
cited in DeVellis (2012) items with less than 15 to 16 words and 20 syllabus are
recommended. Negatively worded items, such as not, never, or words with
negative prefixes should be avoided (DeVellis, 2012; Streiner et al., 2015). In light
of DeVellis (2012) and Streiner et al. (2015) the ambiguity in the items will be a
risk for confusion and thereby produce questionable results. However, in this
study the respondents had the opportunity to have the items clarified in dialogue
with the interviewer (cf. Isaksson et al, 2007), which may have compensated for
unclear item construction.

Study 1V

As a follow-up of the quantitative studies we chose a qualitative design for study
1V, which allows the participants to describe what is meaningful or important to
them about spirituality. In study IV, narrative interviews and qualitative content
analysis were used. The choice of design and method stems from a desire to
illuminate spirituality as described by the very old. There is always some degree
of interpretation when approaching a text (Elo et al., 2014). The first author
discussed all the steps in the research process with the co-authors to ensure
trustworthiness. Trustworthiness will be discussed below in relation to the
following aspects: credibility, dependability, and transferability (Graneheim &
Lundman, 2004).

To enhance credibility, participants were chosen on the basis that they had
something to tell about experiences of spirituality and that they should be able to
discuss it. Two pilot interviews were performed and the analysis method was pre-
tested in one of the pilot interviews (not included in this study). In the analytic
process the researchers repeatedly returned to the original text to check whether
the interpretation reflected the participant's voice and to check how well the
themes were covering the data (cf. Elo et al., 2014). There is a risk that pre-
understanding will influence the analysis; the findings in study IV have
commonalities with the scales used in study I-111. The author’s knowledge about
religious orientation and self-transcendence theory may have influenced the
analysis in study IV.

However, two of the co-authors have been less involved in studies I-111 and all co-
authors repeatedly discussed interpretations and all steps in the analysis process
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to increase credibility. There are no recommended sample sizes in qualitative
research (Elo et al, 2014), and data were considered to be rich, and covered
variations.

The participants are a sub-sample of the Umeé& 85+/GERDA study, before
selection of participants' inclusion criteria were decided. To ensure dependability
all the interviews started with the same opening question, and the narratives of
the interviewees were followed up with clarifying questions. To strengthen the
dependability, the interviews were conducted by one interviewer. Though
interviewing is a co-creation between the interviewed and the researcher, the
interviewer tried not to steer the participants’ stories thus minimising the
influence of the interviewer's pre-understanding. During the analytic process,
categorising and divergent opinions concerning the themes and interpretation of
the data have been discussed (cf. Elo et al., 2014), the analysis process ended
when the research group reached consensus (cf. Graneheim et al., 2017).

It is the readers’ decision whether or not the findings are transferable to another
context. To facilitate transferability, the context, selection procedure and
characteristics of participants have been described and the result has been
discussed in relation to other contexts.

Conclusion, clinical implications, and further research

Spirituality is a complex phenomenon and this thesis contributes to increasing
the understanding of the phenomenon within the context of the very old. The
results propose that the Swedish version of SROS and STS, aiming to measure
religious orientation and self-transcendence have satisfactory psychometric
properties and are feasible to use among very old people. Furthermore ST is
positively and significantly associated and correlated to a number of factors
known to enhance well-being. Spirituality was understood as including
religiosity, a belief in God, connectedness to other people and conviction about a
spiritual reality.

The very old expressed a desire to talk about spirituality but their fear of being
considered as dubious was an obstacle. However within nursing care spirituality
almost always is omitted in the care planning among very old people (Hggsnes et
al 2016), or reduced to notification about affiliation and attendance. Spiritual
needs can be met in various ways. Spiritual care is a responsibility for health care
professionals (ICN, 2012). To encourage activities that support spiritual
development and a transcendent perspective on life, an openness for spirituality
and a readiness to give spiritual care are required. In order to meet spiritual needs
it is essential to be open and non-judgmental, to recognise spiritual needs, and to
encourage narratives about personal understanding of spirituality.

35



In this thesis, mostly ethnic Swedes with Christian affiliation are included. Since
Sweden is a multi-cultural country with immigrants with various religious
affiliations, it is important to further study spirituality and religiosity among
these groups. A possible future research could focus on developing an
intervention aiming to facilitate spiritual care among very old people.
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