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Abstract

Indications of dementia disease include deterioration of memory, thinking, behaviour, and the
ability to perform everyday activities. Any of these symptoms can lead to stress and difficulties
organizing everyday life. As a way to view factors that support human health and well-being des-
pite stressful situations, Antonovsky introduced a salutogenic model. This model proposes that
sense of coherence primarily determines physical and mental health i.e. psychological well-being.
Having a sense of coherence in everyday life can reduce the impact of stress on the individual in
everyday life. The study’s aim of this study was to explore how participants in existing support
groups scored on the Sense of Coherence Scale (SOC), and what they perceived as contributory
factors to a meaningful, manageable, and comprehensible everyday life in the presence of demen-
tia using a mixed method. Persons with dementia had the highest scores on the SOC scale and their
partners the lowest. Persons with dementia expressed that being with others who understood
them made their everyday life comprehensible and manageable. Their partners expressed that
learning about dementia was helpful in managing and comprehending everyday situations. The
adult children expressed that it was meaningful to care for their parents and they scored slightly
higher than the partners on the SOC scale. Long-term ongoing support supplemented with infor-
mation and social support can contribute to the sense of coherence in persons with dementia and
their next of kin.
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1. Introduction

Dementia disease leads to deterioration of memory, thinking, behaviour, and the ability to perform everyday ac-
tivities. Dementia is one of the major causes of disability and dependency among older people worldwide with
7.7 million new cases every year. The progression of the disease is different for every person affected [1] [2].
Personality, biography, health status, and environment also have an impact on the development of the disease [3].
Recently stress has been shown as a risk factor for developing dementia [4] [5], and can also increase the risk for
confusion or delirium in persons with dementia [6] [7].

On a practical everyday level, people with dementia may have problems with short-term memory such as
keeping track of a purse or wallet, paying bills, planning and preparing meals, remembering appointments or
travelling out of the neighbourhood [8]. Hedman, Hansebo, Ternestedt, Hellstrom and Norberg [9] found that
people with dementia struggled to preserve their previous selves and to construct new selves incorporating new
skills in managing life with dementia [9].

2. Background

Caring for a person with dementia poses special challenges. Dementia has physical, psychological, social, and
economic repercussions on caregivers, families, and society [10]. In Sweden, Parliament passed a law in 2009
that states: “Municipalities are obliged to offer support to persons caring for people with chronic illnesses, eld-
erly people, or people with functional disabilities” [11]. There are health risks for care-giving spouses stem-
ming from stress-related symptoms such as depression, anxiety, and fatigue [12]-[15]. Seventy-four percent of
caregivers of people with dementia reported that they were “somewhat concerned” to “very concerned” about
maintaining their own health since becoming a caregiver [8]. Antonovsky introduced a salutogenic model as a
way to view factors that support human health and well-being despite stressful situations. More specifically, the
“salutogenic model” is concerned with the relationship between stress, coping, and health. Antonovsky’s salu-
togenic model proposes that Sense of Coherence [16]-[18], primarily determines physical and mental health i.e.
psychological well-being. Sense of Coherence is defined as a global orientation that expresses the extent to
which one has a pervasive, enduring though dynamic feeling of confidence that one’s internal and external en-
vironments are structured, predictable, and explicable (comprehensibility). Resources are available to meet the
demands posed by these stimuli (manageability). Meaningfulness means that these demands are challenges
worthy of investment and engagement ([16], p. 19). Self-reported anxiety and depression have been shown to be
associated with low levels of sense of coherence [19]. Studies show that support to caregivers can alleviate
stress and increase psychological well-being [20] [21]. So how do members in existing support groups in a mu-
nicipality in Sweden rate their Sense of Coherence and what do they perceive as contributory factors for a
meaningful, comprehensible, and manageable everyday life?

Rationale for This Study

The study aimed at explore how members of existing support groups score on the Sense of Coherence Scale and
what they perceive as contributory factors to a meaningful, manageable, and comprehensible everyday life in the
presence of dementia. The study is part of a larger project in which we interviewed couples about their experi-
ences in long term ongoing existing support groups [22] as well as well as adult children of persons with demen-
tia to find out what it means for them to have a parent with dementia [23].

3. Methods
3.1. Design

The study had a mixed method approach with both qualitative and quantitative parts exploring the participants’
sense of coherence. The study was conducted after approval from the Ethics Committee of the Medical Faculty,
Umea (Dnr 2011-93-31). Interviewing vulnerable people such as those with a dementia can cause emotional up-
set for the individual. Therefore, all interviews were conducted at the support centre with staff members on hand,
who were familiar with the participant, and able to take care of any problematic situation if and when it oc-

curred.
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3.2. Participants

The participants in the qualitative part consisted of four persons with dementia (PwD) and four healthy partners
as well as nine adult children (for overview see Table 1(a)). The participants in the quantitative part consisted of
twelve adult children, ten partners, and six persons with dementia (PwD) who were part of a support group dur-
ing the research period (for overview see Table 1(b)). The participants from the qualitative aspect of this study
also filled in the SOC instrument as well as caregivers and adult children from support groups for dementia.

The participants were all approached at a support group meeting and informed about the study and what it en-
tailed. Written information and consent forms were also distributed. Those who consented to participate in the
study were included. All questionnaires were filled in anonymously at a support group meeting with a code for
each group: 1 for PwD, 2 for partner, and 3 for adult children. There were no dropouts during this study. The
questionnaires were then mailed free of charge to the researcher.

The study was conducted at a municipal support centre in northern Sweden among participants of an existing
long-term ongoing support group. The support group is one of many held at the municipal support centre by
trained social workers, who specialise in dementia care, and is structured by participants’ levels of cognitive
function and by content. The group receives information and education about dementia in a social context. All
meetings are free of charge and held at the support centre facilitated by trained social workers. Meetings take
place twice a month and usually last between 90 minutes and 2 hours, including a coffee break. The participants
are a part of the group for as long as they like and can move to other groups according to need. Topics include
brain function and factors that can influence function, dealing with memory loss, reminiscence, strategies to im-
prove memory, and latest research regarding dementia. Facilitators always open meetings by reminding every-
one that everything said in the group context is confidential. The municipality also offers next-of-kin groups,
education, voluntary work, social meeting arenas as well as day care facilities to persons with dementia and their
next of kin. Three staff members offer support services through the support centre. A unique cooperation be-
tween the local geriatric clinic and the support centre has led to a referral time of 4 - 6 weeks between being di-
agnosed and receiving support from the centre.

3.3. Data Collection

The qualitative data was collected through interviews from October to November 2011 and March to May 2012.
Data consisted of material gathered from semi-structured interviews with the participants that was digitally re-
corded and transcribed [22] [23].

The quantitative data was collected in February 2012 using Antonovsky’s Sense-of-Coherence Scale (SOC)
[24]-[26] to measure sense of coherence, and the SOC questionnaire, which consists of 29 questions/proposi-
tions that can be answered using numbers from 1 - 7, with 1 signifying “do not agree” up to 7 which is “totally
agree”. Possible sum scores ranged from 29 to 203, with higher scores indicating greater coherence. Scores

Table 1. Description of participants in quantitative part.

(@
Quantitative part Group 1 PwD Group 2 Group 3
MMSE 23-28 - -
age 73-78 55-75 32-62
M=3 M=4 M=4
gender F=3 F=5 F=10
(b)
Quialitative part Group 1 PwD Group 2 Group 3
MMSE 23-28 - -
age 73-78 55-75 32-62
M=3 M=1 M=1
gender F=1 F=3 F=8
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below 130 could indicate that the individual is in need of professional help. SOC’s psychometric properties have
been well-demonstrated in substantial previous research [24]-[27]. The SOC scale covers three main areas,
namely: comprehensibility (11-items), manageability (10-items) and meaningfulness (8-items). Comprehensibil-
ity (the cognitive component) is the sense that one’s internal and external environment is ordered, consistent,
structured, and clear. Manageability (the instrumental component) is the sense that there are resources at one’s
disposal that are adequate to meet the demands of the stimuli. Meaningfulness (the motivational component) re-
fers to those events that tend to be viewed as challenges worthy of emotional investment and commitment.

The question set-up varies from positive to negative statement with every other question. The instrument con-
sisted of 29 items that examined the comprehensibility, manageability, and meaningfulness of the participants’
lives. A sample item was ‘Do you have the feeling you don’t really care about what is going on around you?”
(Reverse coded). The items were coded on a seven-point scale, reflecting various levels of agreement. Items 1, 4,
5,6,7,11, 13, 14, 16, 20, 23, 25, and 27 were reverse coded.

4. Analysis

The quantitative data were analysed with SPSS for Windows, version 21. Descriptive analysis, means, total
score, and standard deviation (Std) were used. All questionnaires were filled in anonymously at a support group
meeting with a code for each group: 1 for Persons with Dementia (PwD), 2 for partner, and 3 for adult children.
The questionnaires were then mailed free of charge to the researcher.

The qualitative data consisted of semi-structured interviews with the participants that was digitally recorded
and transcribed. The couples were first interviewed together; individual interviews with each took place one
week later. Data from the adult children consisted of digitally recorded, open interviews with nine participants,
eight females, and one male between the ages of 35 and 65 (in total 17 participants). The interviews were con-
ducted at the support centre by the first author since it was most convenient for the participants (for overview of
participants see Table 1(a) and Table 1(b)).

The interviews were analysed in a deductive manner [28] using meaningfulness, comprehensibility, and
manageability as categories to explore the data regarding sense of coherence in everyday life as a participant in a
support group. The text was divided into meaning units regarding categories and then condensed (see Table 2).
The condensed meaning units were then divided into subcategories under the main categories. To ensure rigor in
data analysis, all authors were involved in the analysis. Then they met to compare notes and discuss their analy-
ses until consensus was reached regarding the findings. The quantitative data collection was done in January
2012 and the interviews in autumn 2011 and spring 2012. However all the results are combined in this study to
give a broader description of Sense of Coherence from the participant’s.

5. Findings

The findings will be presented with a summary of the quantitative result and an overview of the result for each

Table 2. Examples of qualitative analysis.

Meaning unit Condensation Subcategory Category

Well, what should I say... it’s all good... because it is

good to get out of the house and meet others... it feels It’s good to get out of the house  To have social

and meet others connections

good Meaningfulness
If | can share what | have felt and hear others share It feels better to share feelings with To have support

their feelings then it feels much, much better others PP

But this group is invaluable, you get different The group is invaluable because it To take part in a support

perspectives, that every case is so different, it’s amazing! provides different perspectives group

I mean now | can distinguish between the person and Now | am able to make a Comprehensibility
effects of the condition, that nature can put you through  distinction between person and the To understand dementia

this condition

But that’s why it’s so important with dementia that you  It’s important to get supportand  To feel support from
get support and help early on how to manage help others

Yeah, I know it can only go one way but some seem to do You know it will be worse but Manageability

damn well, they told me, and they come to have coffee  some do ok, driving them here and To normalise dementia
and just take their car and go... so on.
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group (see Table 3) The qualitative result will then be presented according to each category, which is consistent
with the subsections of the SOC. The subcategories for Meaningfulness were to have social connections and to
have support. In Comprehensibility the subcategories were to understand dementia and to take part in a support
group. In Manageability the subcategories were to feel support from others and to normalise dementia.

5.1. Quantitative Findings

The mean total score for SOC in group 1 consisting of persons with dementia (PwD) was 158 out of 203 with
partners in group 2 at 143 and adult children in group 3 at 144 of 203. The overall score for PwD is slightly
higher than the other two groups as seen in Table 3. However there are differences in the subsections with lower
scores for questions regarding meaningfulness for PwD and higher scores for manageability and comprehensi-
bility in the group than the other two groups with adult children and partners. The adult children scored higher
than the other two groups in the subsection with questions regarding meaningfulness.

5.2. Qualitative Findings

5.2.1. Meaningfulness

The category Meaningfulness was analysed using the definition by Antonovsky [16] that meaningfulness is the
extent to which an individual believes that life makes sense emotionally and that one possesses the motivation
and desire to cope with encountered stimuli. The findings in the qualitative analysis showed that to have social
connections and to have support was identified as meaningful by all three groups. Persons with dementia looked
forward to going to the support group and meeting others in a social context and described that connecting with
individuals with the same problems was enjoyable. | forget easily but | have to say | find this interesting and |
enjoy coming here and meeting others. Others mentioned how they looked forward to going to the support
groups and really wanted to attend every meeting. Their partners looked forward to the meetings to get out of
the house and meet others and share feelings about their concerns, knowing everyone was experiencing similar
situations. It feels good to talk to the others about our situation; it makes me feel safe (to have support). The
adult children felt that the relationship between the participants within the support group was important to them.
It’s good to be part of the support group. I’ve been coming 5 - 6 years now and hearing the others, giving advice
makes me happy.

5.2.2. Comprehensibility
The category Comprehensibility is analysed from Antonovsky’s [16] definition of comprehensibility—that it is

Table 3. Mean for the groups regarding score in subsections and total score as well as Std in sense of coherence scale. The
sense of coherence scale’s subquestions pertain to comprehensibility with a minimum of 11 points and a maximum of 77
points; manageability min 10 to max 70, and meaningfulness with a minimum of 8 points to maximum of 56 points. These
were added up in each of the three subsections and the mean for each group is shown in the table below.

Group (n)
1=PwD . .
SOC - Mean Mean total Min total Max total Std. deviation
2 = Partners
3 = Adult children
1(6) 43.66 4.22
Meaningfulness 2 (11) 42.09 44.29" 27.00" 55.00 6.56
3(14) 46.28 6.11
1(6) 58.33 7.00
Comprehensibility 2 (11) 49.72 52.03" 37.00" 68.00" 8.12
2 (14) 51.14 8.38
1(6) 55.83 5.70
Manageability 2 (11) 51.54 52.29" 30.00" 67.00 8.58
3(14) 51.37 8.39
1(6) - 158 148 170 9.8
sOC 2 (11) - 143 98 185 20.40
3(14) - 144 109 181 22.13

“All groups.
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the extent to which an individual perceives life’s challenges in a clear, ordered, and structured manner. An indi-
vidual with strong comprehensibility will find logic in various external and internally encountered stimuli. The
analysis showed that what made the everyday life with dementia comprehensible was the ability to understand
the dementia disease or to be given tools to better understand how to care for a person with dementia. This was
considered important both for the partners and adult children. It’s just after taking part in the support group that
we really got an explanation and understood dementia. One of the adult children said—You have learned
through the years how to act and you can look back and understand how it’s connected. Taking part in a support
group and meeting others with the same condition or problems and being able to share feelings gave them a
greater understanding of the complexity of the condition. To the persons with dementia understanding the de-
mentia disease and how to manage everyday life was understood as making sure to get enough rest and refrain
from stressing or overexerting oneself. Yeah, well my memory has been broken, | forget a lot. They also felt un-
derstood in the support group and that others did not understand.

5.2.3. Manageability

The category Manageability is analysed using the definition by Antonovsky [16] that an individual who per-
ceives that the requisite resources to cope successfully with life’s challenges are available and they will endure
and not be overwhelmed. The findings in the qualitative analysis showed that to be able to feel support from
others and to normalise the dementia disease made everyday life manageable for all three groups. The adult
children also felt it was a relief to talk to others and not feel as though they are the only ones with a parent suf-
fering from dementia but rather to feel support from others in the same situation. If | hear others going through
the same thing [it] just makes it easier. The partners expressed that it was important to receive help and support
early after diagnosis on how to manage everyday life with dementia. We laugh and cry together, sometimes you
just have to see the funny side of things but it’s hard. Others mentioned that having support gave them strength
to carry on. Sometimes | feel like I just can’t cope but I just take one day at a time. For the persons with demen-
tia it felt good to receive support from others in the group and from the moderators of the group who made it
possible for them to make the best of their situation. It’s how it is, you just have to make the best of it.

5.2.4. Integration of Quantitative and Qualitative Findings

When using a mixed method it is common to present an integration of both quantitative and qualitative results
before moving on to the discussion of the result as suggested by Creswell [29]. The findings from the quantita-
tive and the qualitative data analysis generated a broader understanding for sense of coherence within the groups
than only one set of data. According to Antonovsky [16] successfully coping with tension, stressors or both de-
pends on an individual’s SOC as a whole. So out of the three groups, according to the quantitative result and
Antonovsky, the PwD group was coping with their situation better than the other two groups. However compar-
ing the subsections in SOC showed that meaningfulness was low in PwD and high in adult children. The high
score for PwD was instead generated by high scores in comprehensibility and manageability. They expressed it
as their memory was broken and that they had to refrain from becoming stressed. The adult children found it
meaningful to be part of the support group and help each other. The partners scored slightly lower than the adult
children and PwD in meaningfulness and comprehensibility and expressed that it felt good to talk to others in
the same situation, and that learning about dementia was helpful in dealing with everyday situations. This sug-
gests that they were struggling more with the situation than both adult children and PwD.

6. Discussion

The aim of this study was to explore how participants in existing support groups score on the Sense-of-Coher-
ence (SOC) questionnaire and what they perceive as contributory factors to a meaningful, manageable, and
comprehensible everyday life in the presence of dementia. This descriptive study therefore highlights areas of
importance in support to PwD and their next of kin.

According to a study on elderly individuals’ subjective health by Schneider, Driesch, Kruse, Wachter, Nehen
and Heuft [30] there is a significant positive correlation between subjective health assessment and SOC in the
elderly. It could therefore be argued that the PwD with high scores in SOC also have a subjective good health
despite the presence of dementia. The findings of the qualitative analysis showed that social support and knowl-
edge (understanding) were mentioned by all participants as factors that enhanced the comprehensibility in eve-
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ryday life in the presence of dementia. Duggleby, Swindle, Peacock and Gosh [31] demonstrated that it helped
caregivers to have support from family and friends as well as appropriate service and knowledge from profes-
sionals. Also important to help them cope and manage the situation was that the professionals provided empathy,
understanding, and knowledge [31]. The ongoing long-term support groups seemed to prepare the next of kin
and the sufferer for each step of the journey with dementia. The healthy partners express that they know that it is
going to be worse and prepare for that scenario making the progression more manageable to increase their sense
of coherence according to Antonovsky [16]. Romero [32] found that a program for PwD aimed to improve
maintenance of a sense of self through meaningful activities, understanding of their illness, and how to manage
it improved social behaviour and decreased depression. Researchers have also emphasised autobiographical
memory as crucial in sustaining the selfhood of people with dementia [33] [34] arguing that when people with
dementia cannot remember facts about themselves they have difficulties knowing who they are. A support group
focusing on social interaction and reminiscence like the one provided by the municipality in this study could
therefore enhance the sense of self as well as the sense of coherence for people with dementia.

According to Antonovsky [35] the emotional counterpart to comprehensibility is meaningfulness that shows
as an emotional investment in life. In this study it was perceived as meaningful by all participants to have social
connections with others in the same situation and to have support or give support to others in the group. In other
words they were all committed to the activities they perceived as meaningful and were motivated to participate
in shaping events [36]; in this case the content of the support group. Pinquart and Sérensen [37] show in their
meta-analysis of interventions with dementia caregivers that the broadest effect was seen in the interventions
that called for active participation [37]. A systematic review of interventions aimed at caregivers and persons
with Alzheimer’s and related dementia disorders showed that multicomponent interventions based on education
and support of caregivers delayed institutionalisation using only modest amounts of resources [38].

The participants in all support groups have suggestions in a list of topics that can be covered during the meet-
ings but they decide the topic of the specific meeting and the moderators comply. This enables the moderators to
give information and support in the areas where it is most wanted and needed at the time. The sense of being in
control of the content of the support group could provide the participants with a sense of meaning as suggested
by Frankl [39]. However Frankl’s [39] perception of meaning is an active choice on an individual level and
Anontovsky’s sense of coherence is more an internal force developed during childhood and adolescence [40].
This could be expressed as the successful or salutogenic completion of the different stages in the life cycle de-
veloping a strong SOC for positive mental health, which neutralises the barrage of stressful life events an indi-
vidual encounters on a daily basis [34]-[41].

The findings in this mixed-method study provide a broader understanding than those of a quantitative or
qualitative study alone would of what participants perceive as important to enhance the sense of coherence
within the support group context. Support groups should be structured so that persons with dementia have as
much social interaction as possible, thus enhancing the healthy aspects of their personality. The moderators
should enhance the salutogenic perspective for participants, making the situation more meaningful, comprehen-
sible, and manageable, which could reduce stress and anxiety as suggested by Orgeta and Sterzo [19]. Partici-
pants should be given an opportunity to talk and ask difficult questions of the moderators without their spouse
present. In this way the next of kin is empowered to take care of their spouse, and the strategy also empowers
the spouse with dementia; their value as a person is enforced.

The SOC scale is not designed to be divided into subsections but to give an overall score, and the higher the
score the higher the sense of coherence. In a study by Hart, Hittner and Paras [42] the subscales were shown to
have weak internal consistency and could not be interpreted clearly in their 13-item short form. Antonovsky [23]
also stressed that the SOC scale should be used unidimensionally indicating a global concept. However in this
study we wanted to bring the qualitative aspect of Sense of Coherence together with the questionnaire and
therefore added analysis of interviews to the study. We divided the 29-item questionnaire into subsections to
better clarify the connection to the qualitative content. Ideally the interviews and the SOC would have been
connected on an individual level however the ethical approval for the quantitative study was limited to group-
level presentation only because of consideration to the vulnerability of the persons with dementia. This is also a
limitation in the study and something that weakens the quantitative part; however the addition of the qualitative
portion adds an individual perspective in the quotations. Also further research is needed to verify the effects in a
more statistically significant finding that could be generalized to a broader population of persons with dementia
and their next of kin. ldeally control groups and support groups in different municipalities could be selected us-
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ing the same model of support. Also qualitative studies with interviews with PwD as well as next of kin com-
bining quantitative methods to triangulate the research question could be used.

7. Conclusion

Support groups should be structured so that persons with dementia have as much social interaction as possible,
thus enhancing the healthy aspects of their personality. The moderators of the support groups should enhance the
salutogenic perspective for all group members, making everyday life with dementia more meaningful, compre-
hensible, and manageable, which could reduce stress and anxiety. The next of kin should be given an opportu-
nity to talk and ask difficult questions of the moderators without their diseased spouse present. In this way the
next of kin is empowered to take care of the spouse, and the strategy also empowers the spouse with dementia;
their value as a person is enforced in social interaction with others.
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