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Background: Spouses of people with young-onset frontotemporal dementia (YO-FTD) (age
65 years or younger) encounter special challenges. The diagnosis is scarcely known; the
carly onset is unexpected; and the disease is characterized by symptoms varying from those
of other types of dementia. Caring implies increasing hardships, which can be difficult to
communicate to others when applying for support. Metaphors create and communicate
meaning and are increasingly used in health care and health interventions as ways to better
understand the situation.

Aim: To examine the experiences of spouses of people with YO-FTD and their needs for
care and support as expressed through metaphors in narratives of their experiences during the
development of the dementia.

Methods: Qualitative interviews with 16 informants (ten women, six men) were conducted
in 2014/2015. They were recruited from seven memory clinics, one municipality dementia
team, and a nursing home. Steger’s three-step method for analyzing metaphors was applied.
Findings: The core metaphors cover experiences of the dementia and the transformation of the
spouse, changed roles and relationships between spouses, the transformation of the self, a radical
turn of existential life, and relationships with others. Metaphors are words and phrases used to
talk about complicated, contradictory, shameful, and/or normatively difficult feelings and reac-
tions as caring spouses. The open themes and, at the same time, provide verbal shields and
defences. Metaphors are especially effective for expressing the strength of the reactions in caring
as emotional work and are tools for mastering emotions and challenges in life.

Conclusion: Metaphors give insights into the significant experiences of spouses of partners
with YO-FTD and offer personnel in health services a better understanding of their needs for
tailored support and help.

Keywords: communication, early-onset, narratives, spouses, frontotemporal dementia,

qualitative method

Introduction
Spouses of people with young-onset dementia (YOD) (age 65 years or younger)
experience extraordinary challenges, especially when the diagnosis is frontotem-
poral dementia (FTD). The disease disrupts the life course of the people involved,
destroying working careers, inflicting harm on family relationships, and erasing
ageing prospects. The future is shortened and possible positive aspects of ageing,'
with “freedom” from responsibilities in early retirement, disappear. The situation
changes to what has been called “a torment”, turning life upside down.?

To be able to provide tailored care and support for the family, health personnel
must listen to their stories — not only to what is said openly but also to what is said

submit your manuscript

Dove n

http:

in 3

Journal of Multidisciplinary Healthcare 2021:14 181-195 181

© 2021 Thorsen and Johannessen. This work is published and licensed by Dove Medical Press Limited. The full terms of this license are available at https://www.dovepress.

o com/terms.php and incorporate the Creative Commons Attribution — Non Commercial (unported, v3.0) License (http://creativecommons.org/licenses/by-nc/3.0/). By
accessing the work you hereby accept the Terms. Non-commercial uses of the work are permitted without any further permission from Dove Medical Press Limited, provided the work is properly
attributed. For permission for commercial use of this work, please see paragraphs 4.2 and 5 of our Terms (https://www.dovepress.com/terms.php).


mailto:aud.johannessen@aldringoghelse.no
http://www.dovepress.com
https://www.facebook.com/DoveMedicalPress/
https://twitter.com/dovepress
https://www.linkedin.com/company/dove-medical-press
https://www.youtube.com/user/dovepress
http://www.dovepress.com/permissions.php
http://www.dovepress.com

Thorsen and Johannessen

Dove

implicitly and allegorically. Thoughts about and feelings
toward an ill spouse may be contradictory, shameful and
even culturally rejected, breaking the norms of an endur-
ing relationship of love. The ideal of faithful love and care
also extends to ‘difficult times’ during hardships caused by
serious diseases and disabilities. Metaphors can serve as
tools for talking about shameful, complicated and conflict-
ing feelings, disguised by the camouflage of words from
other spheres. What are the motivations and resources for
caring, the resilience and the breaking point of experiences
of burden? Sensitizing our attention to metaphors can be
a vehicle for better understanding the experiences, mean-
ings and challenges of caring for a spouse with YO-FTD.

Dementias and Younger People with

Frontotemporal Dementia
The syndrome of dementia is increasing worldwide,” along
with the ageing of populations, especially in the industria-
lized world. The syndrome is an umbrella term for various
progressive cognitive diseases. While these are, at present,
incurable, medication may mitigate symptoms,>* and care
may improve well-being.>* To be given a diagnosis for
a progressive lethal disease with no hope of recovery is
a hard message not only for the patient but also for his or
her family, who foresee years of increasing caregiving and
transformed relationships.>>® Dementia is typically an
“old-age disease” and is considered such, increasing in
prevalence and incidence with advancing age. However,
some people develop dementia at a rather young age (age
65 years or younger), some even in their 40s, when the
disease is unexpected, unusual and, thus, often recognized
and diagnosed rather late even by the medical
profession.”” " The incidence of dementia in the age
group 65 years or younger in Norway, with a population
of 5 million people, is estimated to be at least 4500;
estimates vary from 11 to almost 27 per 100,000
people.'®"" The most common types of dementia in this
age group are Alzheimer’s disease (YO-AD) and fronto-
temporal dementia (YO-FTD), a term for several uncom-
mon disorders that primarily affect the frontal and
temporal lobes of the brain. The symptoms are described
mainly by the frontal syndrome and include lack of initia-
tive, withdrawal, loss of inhibitions, decreasing abilities to
solve problems and disturbances in verbal abilities.*'?
Frontotemporal dementia is more prevalent among
younger people with dementia than older, and appears in
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nearly equal distribution in men and women.

A Norwegian study'* with people with YO-FTD showed
the average age at onset to be 52.8 years. In Norway and
elsewhere, people with YO-FTD do not represent a large
group, but they and their families encounter great chal-
lenges and extraordinary demands.>'>'®

Compared to people with YO-AD, people with YO-
FTD often show a change in their personality, and they
have less insight into their own situation. Moreover, carers
for people with YO-FTD experience greater distress than
other carers due to the patients’ erratic behaviour.'”'® The
condition of a younger adult with dementia will have
a significant impact on the whole family, characterized
by increasing caregiving tasks, stigma, and increased anxi-
ety and depression, especially among the spouses of those
with YO-FTD.'”?* Problems and distress are found not
only in later stages of the dementia but also in earlier
stages and during the process of establishing a diagnosis,
especially a YO-FTD diagnosis.>’"'%*2¢

Review articles show that, thus far, there has been little
research focusing on the carers’ experiences and coping
efforts to manage living with a person with frontotemporal
dementia and how the situation influences their life.?!-*>?’
To the best of our knowledge, research on the needs of
spouses of people with YO-FTD is even scarcer.
A compelling requirement is to increase knowledge
about the spouses’ situation in order to be able to meet
their needs for care and support in a person-centred
approach related to their living situation.?®

With this background, we have conducted the present
study aiming to examine the experiences of spouses of
people with YO-FTD and their needs through metaphors
in narratives about their situation during the development
of the dementia.

The article is based on a reanalysis of the data material
concentrating on the participants’ use of metaphors.
A thematic analysis of the spouses’ experiences and their
need for care and support, and the implications for the

health- and caring system is presented in an earlier article.”

Metaphors

Ricoeur® revealed how people use their linguistic imagi-
nations to create and recreate meaning through metaphors.
Generally, the essence of metaphors is understanding and
experiencing one kind of thing in terms of another. In their
pioneering work Metaphors We Live By,’® Lakoff and
Johnson®® underline that metaphors are pervasive in every-
day life, not just in language but in thought and action as
well. “Our ordinary conceptual system is fundamentally
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metaphorical in nature” (p. 3). Thus, metaphors play
a central role in defining and describing our everyday
realities, our experiences, emotions and actions. They
indicate happiness and sorrows, health and illness, and
mastery and misery for us as well as others.

In fact, metaphors are so prevalent in everyday lan-
guage that they often go unrecognized and seem self-
evident. Metaphors are varied; they may be conventional
but can also demonstrate fantasy and present powerful
images. Metaphors are also called “verbal pictures”.”'
Lakoff and Johnson,* in their cognitive-semantic theory
of metaphorical concepts, introduced a typology of meta-
phors: structural, orienting, ontological and new meta-
phors. Structural and orienting metaphors are basic ways
of ordering the world around us and include directions,
sizes and speeds. Ontological metaphors are ways of view-
ing events, emotions and ideas; these are the metaphors
that are most frequently related to the experiences of being
a spouse of a person with dementia. Metaphors are often
conventions — cultural and stereotypical ways of describ-
ing events and things — but they are applied individually.>
However, they may also signify fantasy, originality and the
transgression of norms.

Metaphors may construct and communicate realities in
“subjective, yet psychologically powerful ways” (p.
372).* Increasingly, they are introduced as tools in health
care and mental health interventions. Therapists and cli-
ents often struggle to find words to convey “difficult to
describe sensations, emotions, psychological states, and
views of the self” (p. 251).>*

Metaphors have been described as “a lens” into the
narrator’s emotions, beliefs and self-concepts.’® They are
prevalent in medical discourse and health evaluations.
A Dbasic conceptualization is that “up” is good and
“down” is bad; two examples are “He is in top shape”
and “She is in high spirits” (p. 15), and these can be
contrasted with examples such as “I am feeling down”,
“I am depressed”, “Her health is declining”, and “He
dropped dead”** Sontag has analysed their use in her
book Illness as Metaphor.>® Metaphors may be fundamen-
tal to people for perceiving and defining symptoms and
reactions and motivating them to seek care.’” Moreover,
they can be integrated into therapy sessions to bring about
positive change (p. 372).>* A contextual turn in the study
of metaphors focuses on how metaphors function in var-
jous therapeutic work contexts and circumstances.*>®
Research examines how metaphors can address ‘“real-
world” concerns in substantial ways.39 These approaches

are presented as the most promising trend for further
research into health and illness metaphors. Some studies
have examined metaphors related to dementia, concentrat-
ing on how people with dementia in metaphors describe
experiences of attitudes and stigma connected to the dis-
ease or how dementia diseases are depicted by metaphors
in cultural presentations, like films, reports, etc. We have
found no studies focusing on metaphors in stories about
experiences of caring for people with dementia, nor more
specific studies on special groups of caregivers.

Metaphors make it possible for caregivers of people
with dementia to allude to private and sensitive experi-
ences and thoughts without revealing details. They may
offer openings— lenses — for themes but can also provide
protective shields — defences — without giving too much
away and may be tools for mastering challenges in life.
Furthermore, they may provide insights and information
into significant experiences and offer people in the health
services more varied leads into patients’ and their families’
needs for support and help.

Methodology

Design

The study is an interview study, and the design of the
study represents a narrative qualitative hermeneutical

h,***! considered a fruitful way to capture experi-

approac
ences and needs for assistance in the daily lives of spouses
of people with YO-FTD during the progression of the
disorder. The method has the advantage of exploring the
life world of the participants and the ways they experience,
give meaning to, and narrate their feelings and cognitions.
A narrative method is an approach that elicits stories and

events.42

Participants

The criterion for inclusion was that the participants
should be a spouse or a cohabitant of people with YO-
FTD. All spouses/cohabitants were informed about their
partner’s diagnosis by a psychiatrist or geriatrician at
a memory clinic. They were recruited from seven mem-
ory clinics, one municipality dementia team, and
a nursing home designed to provide care for people
with young-onset dementia. To increase heterogeneity,
health personnel at these services contacted 17 spouses/
cohabitants of people with YO-FTD and asked them to
participate. Thereafter, the author AJ contacted them to
inform in more detail about the study and to recruit them

to the project. One spouse declined to participate in this
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study. The people with YO-FTD were at different stages
of the disease. The 16 participants were ten wives, five
husbands and one male cohabitant. In the following text,
spouses and the cohabitant are all denoted as spouses.
The data were collected through individual qualitative
interviews. Characteristics of the participants and the
people with YO-FTD are described in Table 1. To vary
the language, the included people will be referred to as
spouses, husbands/wives, men/women, and participants.

Table 1 shows that the time since the diagnosis was
confirmed, varied from zero to 11 years, and that the
period during which the spouses recognized that “some-
thing was wrong” before the diagnosis was confirmed
varied from one to 15 years. The total period of symptoms
and illness ranges from three to 15 years. As indicated, the
exact time of onset was often difficult to establish. Five of
the ill spouses had moved permanently into nursing homes
(three husbands and two wives) at the time of the inter-
view, and one husband had died four months before the
interview. The spouses are thus in different stages of
caregiving. However, all of them have experienced at
least three years of progression of the dementia. The one
(a husband) with the shortest period has also experienced
the stages of transference of the spouse to a nursing home.

The Interviews

A convenient place for each participant was chosen for
the interviews,** *°> which took place in 2014 and 2015.
Twelve of the interviews were conducted in the partici-
pants’ homes, two at the interviewer’s workplace, and
two in a municipality office. The interviews were con-
ducted by the second author, and they lasted from 31 to
79 minutes (mean = 57). They were tape-recorded and
transcribed verbatim by a professional typist. A quality
control check of the transcripts was performed by the
interviewer listening to the tapes while reading the inter-
views. The interviews were based on an interview guide
with six open-ended thematic questions that focus on the
spouses’ experiences of the development and progres-
sion of the dementia and living with a spouse having
YO-FTD (Table 2). Depending on their replies, the
aspects and ideas raised by the participants led to further
questions to obtain additional information. Before the
interviews, information about the spouse, the diagnosis,
the progression of dementia, and the spouse’s experi-
ences with health services was collected by the second
author (AJ).

The Analysis

We performed the analysis in line with the three-step
analysis developed by Steger.*® The first step is meta-
phor identification and selection. The two authors were
“parallel readers”, as recommended by Steger, to
broaden the scope of discovery and to compare and
discuss the metaphors chosen. We especially sought for
significant metaphors related to the life world and
experiences of the caring spouse as we looked for repe-
tition, elaboration, relatedness, contrast and emotion, as
suggested by Steger.*® We focused less on conventional
metaphors and structural and orienting metaphors,”
which were not directly relevant to our research ques-
tions. The two researchers reached consensus on most of
the significant metaphors.

During the second step, we reflected upon and dis-
cussed the chosen metaphors in a more general context,
including knowledge about people with young-onset
frontotemporal dementia, the broader cultural and socie-
tal context for families living with a person with demen-
tia, and services provided by the health and welfare
system.

Then, at the third step, we returned to the original
interviews to analyse the meaning and the implications
of the metaphors in each participant’s narratives about
living as the spouse of a person with YO-FTD. More
specifically, we were focusing on the functions the meta-
phors might have in the participants’ presentations of their
experiences and coping efforts.

We summarized our analysis as five main themes: the
metaphors related to the participants’ experiences of the
dementia and the transformation of the spouse; the next
themes were changed roles and relationships between the
spouses and the transformation of the self, followed by
a radical turn of existential life, and the last theme, the

relationships with others.

Ethics
The study followed the ethics guidelines in the revised

Declaration of Helsinki*’ and those of the Regional
Committee for Ethics in Medical Research, Southern
Norway (number 2013/2149), and it was approved by the
Norwegian Data Protection Authority (number 36,797).
The participants received both oral and written informa-
tion about the study beforehand and gave written informed

consent before they were interviewed.
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Table 2 Thematic Questions in the Interviews with Spouses of
Younger People with Frontotemporal Dementia (YO-FTD)

® How has it been these past years and how is it now for you having

a spouse with dementia?

® How has the disorder affected your life?

® How has the disorder affected your family and the relationships

within the family and among friends?

® When you look back, is it possible for you to describe something
that has been or could have been of some help for you and your
family during the different stages of the disorder?

® What kinds of support have you received, do you currently receive,
or are in need of today?

® Have you had to make decisions for your spouse?

Findings

Experiences of the Dementia and the Transformation
of the Spouse

The participants described the initial signs of their
spouses’ dementia as “strange behaviour”. The spouse
with dementia began acting in ways that differed from
his or her ordinary patterns. A wife described her hus-
band’s behaviour as increasingly more erratic and unusual.
He shopped excessively, which led to financial problems;
he mixed day and night; he might repair his car or take his
dog for a walk at night; and he lost his manners and habits.
The spouse remarked, “You never knew what he was up
to”. He became more and more forgetful but also had some
bright moments, which his spouse described with this
metaphor: “He passed in and out of a bubble”. The strange
reactions did not indicate symptoms of an illness that the
participants knew about and would have been alarmed by;
they were simply beyond ordinary expectations and expla-
nations. A wife called this period of confusing actions “a
waiting room, and it went on for a very long time”.
A husband had recognized that his wife became more
vulnerable emotionally, and he did not understand why.
Spouses were reported to be more easily annoyed, irri-
tated, and even aggressive, and this stage could develop
over several years.

Receiving the diagnosis was referred to as a decisive
moment. A woman stated that the time before the diag-
nosis was confirmed was a time “when I easily could have
broken down”. Metaphors referring to downward direc-
tions, like falling, indicated their emotional development.
For several of the participants, getting the diagnosis was “a
relief” — the situation became easier, the behaviour more

understandable. The spouse’s reactions could, thereafter,
be seen through the lens of a disease metaphor.
A participant described that receiving the diagnosis was
“like getting to heaven”. Being presented the diagnosis
“was a moment when I fell completely into place”,
exclaimed another woman. The time before and after the

diagnosis is contrasted by a husband in this way:

I experienced it (the situation) as difficult to cope with
when I did not know the cause. You seek for it,
don’t understand, do not find reasons for the strange beha-
viour (...). Getting an explanation was a relief (...). For
me, it was much easier to relate to the disease and to her
when I knew what it was.

However, other participants saw the diagnosis as
a catastrophe. A wife had noticed the first signs of strange
behaviour about three years earlier. When her husband was
no longer able to do errands, could not find his way, and
forgot to turn off the car engine, she persuaded him to go
see his doctor. He was assessed, and the dementia diag-
nosis was confirmed. She declared, “I turn 60 next sum-
That
diagnosis! (crying). I think he is too fit for a diagnosis

mer. I can’t understand it. I cannot believe it!

like that!” She sees a complete change in his personality:
“He has always been the most patient man, avoided con-
flicts and fuss, and has never been impolite”. Now he has
started scolding her, has outbursts, and gets angry easily.
She is scared:

I am very afraid for the future. Will I lose it? He is my best
friend (crying). May I have no one left to talk to? He has
been my anchor in life ... (it is) the unknown.

The metaphor of “anchor” in life, summarizes his for-
mer position for her. Without an anchor she is drifting
without direction, living without a course and losing her
feeling of security. To receive the diagnosis seemed to
have given him a sense of relief. He has started on med-
ication. She thinks he is less depressed, tired and
exhausted. “He takes more initiative; things go on more
casily; and his mind is brighter”. Nevertheless, for her, his
new personality and the diagnosis are a disaster.

In the later stages of the disease, the aggression and
abuse of the spouse may be reduced; the vitality seems to
be gone; and retraction and passivity, even apathy,
increase. Metaphors allude to electricity, to lack of initia-
tive and energy. A woman said, “He has no spark left. (...)
Earlier, he was in a hurry. Now there is nothing, no interest
left”. Another woman remarked, ‘At the hospital, they say
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“He lacks a start button”. She says that her husband has
“left her” in many ways. “He is so tired all the time. He
sleeps, and sleeps, and sleeps”. For the spouses, this stage
means that the engagement in the relationship and the
direct interaction between the spouses fade away.
Another wife remarked, “I lost him several years ago”.

One woman described a new experience of insecurity
and how her feeling of safety is gone. Her husband has
been a “pillar” in life, guided and supported her, and
assured her that everything would be fine. The metaphor
pillar coincide with the word anchor, describing how the
husband earlier was assuring stability and security in her
life. Now, he has transferred the responsibilities for tasks
he can no longer manage to her. The support is gone. It is
not just the losses and the hardships during the caring
period that evoke despair but also the prospects for the
future, foreseeing further decline and loss of the spouse —
in short, “the unknown”.

The greatest hardships are seen among the spouses of
individuals with frontotemporal dementia without insight
into or acceptance of the disease and no admission of any
mistakes or disabilities. All problems are caused by others,
all mistakes are other people’s faults. The diagnosis be
a deceit, as a conspiracy between the spouse and the
family doctor. The spouse becomes a traitor and an
enemy, and the focus of a relentless fight. A wife stated
that her husband received the diagnosis about a year ago,
but the signs of personality changes appeared about three
years earlier. She described his former personality as very
focused on his job and less interested socially. “Then he
became much angrier and more difficult at home”. He
shares the characteristics described by other spouses: erup-
tive anger, scolding, aggressive behaviour towards others,
being self-centred, and lacking empathy and concern even
for their children and grandchildren. In this case, the reac-
tions were considered as exacerbations of former person-
ality traits. After an outbreak of aggression during
a holiday, she just “fell into the cellar”, indicating deep
depression. Then, she contacted his doctor, who did not
believe her descriptions of his state; during consultations
at his office, her husband appeared as quite another man.

Many told that the spouse’s reactions could be quite the
opposite of his or her former personality: “He has never
been like this (...). Sometimes he is quite normal, sud-
denly everything is bundled up”, informed one woman.
“Everyday life becomes unpredictable”, she continued.
“The days are very different. Some days he manages
much, other days nothing”. When one wife was asked

how she reacts when her husband has attacks of anger,
she said, “It is terrible scolding. Everything we say or do is
wrong, whatever when, where and how we say it. What to
do? You just stay silent and take what comes”. Another
wife compared Alzheimer’s dementia with the frontotem-
poral dementia of her husband: “It is like day and night. It
is a world of difference”. The metaphors of “day and
night”, “lightness and darkness”, summarise the experi-
ences of the changes of the spouse, the transformation.
As day and night, the experiences are in total contrast,
completely the opposite. The change in the spouse’s per-
sonality seem to be besides any image of normal life.
A woman exclaimed, ‘It is outside any sense. It is not
understandable! An expression I have used for his disease

2

is “It is inexplicable

Changed Roles and Relationships Between Spouses
The spouses have gradually taken over the former respon-
sibilities and tasks of the partner. He or she have lost the
responsible aspects of an adult role in the partnership. The
men must do more household chores, the women describe
in more detail all the “men’s work’ they have taken over.
One wife stated,

Now I also have to do everything with the house and the
garden, calling in craftsmen, repairing the car, adding to
all the rest of the household tasks. I do absolutely every-
thing here.

The most prevalent metaphor used by the female parti-
cipants about their spouse in later stages of the disease is
the image of a child. The woman quoted above continued,
“Then I have to look after him. I have to. See that he eats,
washes himself and gets where he should go. It is just like
having a child”. She compared this situation to the reac-
tions of her little granddaughter: “It is easier to explain to
my grandchild, five years old. She remembers what I have
said to her, while he forgets it immediately”. None of the
husbands compared their spouses to a child; the women
have had the main caring responsibilities for children,
and — as shown — some directly compare aspects of the
caring role for the partner with YO-FTD to that of caring
for children and grandchildren.

Another woman mentioned, “I have so many caring
tasks that I have felt that he is more my child that my
husband”. She finds the situation surreal. It is so strange
that she cannot describe or explain it to others.

Some participants attempt to preserve and demonstrate
feelings of tenderness for a beloved spouse for a long time;
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they sit closely, pat and touch, and provide physical con-
tact. However, the ill spouse becomes more and more
remote as the dementia develops — it seems as he or she
disappears, “drifts away”. Being close and becoming dis-
tant are contradictory reactions and emotionally very
stressful.

The metaphor of the spouse as a child is closely related
to the concept of a patient. A woman no longer perceives
her husband as a man or as a sexual partner: “I am looking
at him more as a patient. And he is no longer interested (in
sex)”. The woman underlines that “It is not like him at
all”. At this stage, her husband, seen as a child and/or
a patient, has no resemblance to her former spouse: “There
is no human being behind any disease here, you see”. With
such a dehumanized picture and foreseeing his further
deterioration, life does not seem worth living: “It is nearly
so that I think it had been better if he was dead, both for
him and for us. It is a terrible thing to say, but it is no life
for him either”. The situation may have reached the stage
of being intolerable as it is described with the metaphor “a
hell”.

The Transformation of the Self

Along with the progression of the dementia, the caring
spouse is transformed as well. The self — formerly experi-
enced as a distinct individual with identity and personal
interests — is now absorbed by the caring self. A core
metaphor often used is “I have lost myself”. One female
participant reported that the psychologist recommended
she “try to find myself during the mess, during all of
this”. Another woman commented, “I have tried to pull
myself together”. Her self-image is of an individual who is
scattered and dispersed and whose self has disappeared.

The situation and the difficult challenges of everyday
life may hit the self harshly — the caring person may come
to a halt as seen in the comment: “Then I hit the wall,
really (...). And then I just fell out.” Others narrated their
experiences as a kind of stepwise striving: “It has been
having to take step by step”, remarked one. “Everyone
says that his life has been in steps, but so it has been for
my life also”, said another woman.

For many participants, a dominant feeling during the
progression of the dementia is of “being tied up” or being
“bound” by caring for the spouse. The challenge has been
“to tie up everything” and a dominant wish is “to shut out
everything and just be myself”’, as one woman remarked.
The time the spouse is away is described by the words
“free time” or a “free minute”. It may be rather brief

moments, as noted in this comment: “It is the short time
before I fall asleep in the evening”.

Waiting for an outburst, striving to stay calm and
patient and avoiding becoming irritated are exhausting.
One spouse commented, You get tired, not physically,
but psychologically, when you go on tip-toeing all the
time. You must weigh everything you say on a gold
scale, and you nearly ... Well, you are not in constant
anxiety, but it ... is hanging over you all the time.
Suddenly it blows up.

Another woman presented a metaphor of “extinguish-
ing fires” to describe her reactions when the outbursts
come: “I just have to extinguish fires here when they
come, in one way or another”. She has the feeling that
that her total life has been lost; she is no longer living:
“What is so bad is that you don’t live. You get your life
ruined. (...) It is a terrible hardship that you cannot do
anything. Nothing at all!” Her life is in limbo. She
describes that she is not the roles that she has had to
assume: “We are married, but I am not a nurse; I am not
a mother; and I am not a housekeeper. As I say, for many
years my life was put aside, so to say”. That her own life
has been put aside is also her summary of the situation at
the end of the interview. Her husband has recently moved
into a permanent place at a nursing home. She praised the
personnel she has met at the institution, saying, “They
have been very concerned that I start living my own
life”, and she expressed the relief she felt when he
moved into the nursing home:

I was so fed up. I just thought, if one day I could be
allowed to be alone. Just that! That day my son and
I just sat here and were completely ‘set out’. Ah, at last!
We cross our fingers that we will have no more (...). They
(the men) can just move out, but we female folks have

a conscience, you know.

The woman imagines that men leave their partners with
dementia more easily than women do; women stay and
take on their obligations as caregivers for their spouses
with dementia. She values what the health personnel say to
her, “Now you shall live your own life, we take care of
him”. She shall regain herself.

Some spouses have been able to continue to work full-
time or part-time due to flexible arrangements at work
and day care for the spouse. A woman said, “In all these
years, if I had not been able to walk away and think ‘Now
I go to my life’, I would not have been able to keep him at
home for such a long time”.
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One man described the experience of getting his life
back when his spouse moved into a nursing home. He was
relieved when the diagnosis was confirmed; he continued
his work and was quickly offered a respite leave in
a nursing home for his wife, which became a permanent
residence. Life has now taken a new turn; he reported that
his life has returned to “normality” and “freedom”:

Suddenly having the freedom of being able to do things
on your own and start living a normal life, it was great.
A relief, really. Let go of the responsibility for an ill
person. I had no ... (regret). I was so prepared for it that
I had no problems letting her go.

The diagnosis and the new definition of his wife as
a patient eased his feelings when he decided to move her
to a nursing home. His responsibility and role in the
decision disappears in the medical discourse of his wife
as a patient.

For others, their spouse’s situation continued to dom-
inate their life, even after the spouse was moved into
a nursing home. One wife noted that, at the nursing
home, her husband was asked if he missed something.
She stated, “He answered, ‘I miss my wife’, and it went
straight to my heart. It did not reduce my guilty conscience
that I had sent him away”.

A Radical Turn of Existential Life

What metaphors are applied to condense and convey the
influence that the dementia has had on the caring spouse’s
total experience of life? The stories are told in retrospect,
and the
a chronological narrative, starting with the onset of the

initial questions were intended to invite
dementia disease, as registered by the spouse. However,
several participants quickly lapsed into their descriptions
of the total situation and their intense feelings of misery.
A woman described the situation as a permanent grief: “It
is just grief all the time. I do not see anything .... (...).
I am not fine at all. Nothing at all! Really!”

The impact of the progression of the disease and the
experience of being informed about the diagnosis are
described as a radical turn of existential life. A wife, cry-
ing at the start of the interview, said, “Really, it is turning
the whole life upside-down (...). It is somewhat of
a transformation. It is disastrous.” According to her, her
husband has “been ill for three, maybe four, or at least five
years”. She cannot say more exactly when the changes in
her husband began; the development was nearly impercep-
tible but drastic in the long-term consequences. Her spouse

has a combination of frontotemporal dementia and

Alzheimer’s disease. When asked how these years with
his disease have been, she answered bluntly, “Complete
hell, to say it mildly (crying). You see, I have had some
days being deep down. It is terrible”. The phrase “turning
life upside-down” describes the total transformation of all
aspects of her former life.

When the disease has reached its later stages, clock
time and reaching a limit or a top are presented as appro-
priate metaphors: “Everything has gone half past eleven”.
Episodes of aggression, violence or improper scolding or
anger may be turning points, a push for decision-making.
One spouse stated, “It just went over the top for both my
son and me. Now, we can’t stand it any longer. It just must
stop’. Another one commented, “He is not able to under-
stand that he has passed a limit”. Thus, the metaphors of
reaching and passing a limit also signify that the spouse
will consider a change or will seek to end an intolerable
situation.

Relationships with Others

Core metaphors for relationships with others varied along
the dimension “open—closed”. A husband remarked, “She
is very open about it (the disease), and then we also are
open”. A wife described having been open about her hus-
band’s illness by using the metaphor “I have called a spade
for a spade”. Spouses who have shown no recognition or
admittance of illness may be resolute in wanting to hide
their shortcomings and disabilities from others. A woman
remarked that her husband is “very closed towards his
friends”. She characterized him as “strong-willed” and
noted that he is adamant about not revealing the signs of
dementia, which he sees as disabilities, to others.
According to her, he is very clever and can “pull himself
together” and is quite proficient at pretending to be himself
as he was before the illness struck. However, afterwards he
just collapses.

Many of the participants have gradually lost contact
with friends and some family members. Keeping in touch
has become increasingly more difficult with the progres-
sion of the disease, especially because of the communica-
tion problems. Also, the spouses with dementia may use
metaphors when they miss words. A wife remarked that
when her husband has forgotten the names of acquain-
tances, he may call them “Miss Piggy” or “Fatty”. Even
being open about the cause of such behaviour and the
disease, the communication becomes too strained.

Some good friends and close family members may
continue to be trusted and supportive. Spending time
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with these confidants is the opposite of “hell” or “dark-
ness”; one spouse stated, “It is gold, you know, to get
away with my very good friends”. Spouses see and live
with the struggles and the difficult times for their mates,
but there are also moments of joy and pleasure. One
spouse commented, “If she seems depressed and one of
the grandchildren arrives, it is like the sun shines at once”.

When the dementia is not associated with the typical
memory reduction of Alzheimer’s disease, even the near-
est family members — such as the spouse’s parents or
siblings — may not recognize the disease, the changed
personality and the reduced abilities. A wife noted that
she has had to hide her problems from her old mother-in-
law in order to protect her. To accomplish this, the wife
has had to make excuses for her husband and find expla-
nations for his behaviour, noting, “I can’t stand it. When
we have been open to all our friends, why do we have to
conceal it from her?’ The burden of being the victim of
aggression and, at the same time, having to hide or excuse
the aggressive behaviour, being “closed”, is intolerable.

The well spouse may be accused of causing the ill
spouse’s mistakes or aggressive behaviour. A family doc-
tor saw no reason for more hours of respite care and told
the patient’s wife, “If you reduce the stress when he is at
home, he will be quite fine. He is quite okay when he is on
relief”. The husband’s doctor explained to her: “It is typi-
cal for frontotemporal dementia that strict and clear frames
do function. When they know that there is no leeway”. “Of
course, they have regulations there (at the nursing home),
but that is impossible at home”, she commented. At home
there is ”a mess”, at the nursing home there are rules, no
“leeway”.

For some, the decision to apply for a nursing home has
been extremely difficult and fraught with guilt, hesitation
and indecision. A woman said that she “kept her husband
at home” one month after he had been offered a place in
a nursing home:

I was not able to let him go. It was incredibly difficult for
me. I should have had someone to support me. I felt
extremely guilty. I visited him often, and every time
I left, he wanted to go with me. I sat in my car, crying
(...). I felt very wicked and very small.

However, the process of moving can turn out to be
quite different from what was feared. A couple received
that the husband had been offered
a permanent place in a nursing home. The wife accompa-

the message

nied him to the nursing home to show him around. She

observed, on the first day there, he shone like the sun when
they warmly ‘welcomed’ him, all these young, nice
women, you know. Yes, he really sparked, which very
rarely happens.

During his last month at home, she had not been able to
leave him alone at all. For her, the sun in his face has
reassured her that the nursing home will be a good solution
for both. “Sun” and “light” are core metaphors for positive
sides of life, good moments. These are often referring to
situations outside the partnership, where every-day hassles
and conflicts may dominate the relationship.

Certainly, there are positive aspects of caring. Research
are referring to caring of people with Alzheimer's.
However, the early stages of the dementia disease vary
a lot; the sneaking signs of memory deficiencies of older
people with Alzheimer's dementia are very different from
the situation in the first stages of FTD in younger people.
Concern, gratitude and empathy — leading to good
moments — are more rare in the spousal care for people
with YO-FTD. Positive aspects of caring may also be
fulfilling the caring duty even in hardships, and bad con-
science be the negative consequence of neglect or a feeling
of not being able to give enough.

We do not find any substantial difference in the meta-
phors used by people with shorter or longer periods of
care. Also, those who have experienced a transfer of the
spouse to a nursing home describe vividly their experi-
ences during the dementia development. They report their
feelings and the situation leading to the decision to end
their caring at home, pointing at their “limits” and passing
“a top”.

The core metaphor both for private assistance — which
is appreciated but insufficient — and public support is
relief. The word is also an administrative concept for
some types of public help offered to this group, such
as day care centres and intermittent respite care. Other
more general types of assistance are home nursing, home
help and support contact. The assistance the spouses need
is described in greater detail in the interviews but with
rather few metaphors. For precise descriptions of the types
of public support, other more concrete words are chosen
and are more adequate. Metaphors are the focus for feel-
ings and are expressing the intensity of the feelings.

Discussion

We have performed an analysis of the use of metaphors in
the narratives of spouses of people with YO-FTD focusing
on “The stories metaphors tell”.*® Our study of the
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experiences of spouses with YO-FTD gives knowledge
about an exceptionally demanding caring situation. The
basic result is that, among spouses of people with YO-
FTD, metaphors give opportunities for expressing strong
emotions and emphasizing the strength of one’s feelings.
The respondents used metaphors to discuss thoughts and
reactions that might be hidden, considered taboo and
societally forbidden — and difficult to talk about.
Metaphors offer the spouses “verbal camouflage” when
presenting their reactions to others. As Steger formulated
it, metaphors are tools “to decipher tacit aspects in
narratives”.*® He introduced the concept “root metaphors”
as more general metaphors for the situation, metaphors
that primarily function as “action generators”, stirring
handling. We prefer and have applied the concept “core
metaphor” to designate the individual’s most significant
metaphors characterizing their experiences, perceptions
and reactions to a life with a spouse afflicted with fronto-
temporal dementia.*® Core metaphors are constituent
metaphors for this person’s individual experiences and
are used to condense feelings, thoughts and reactions,
and may initiate action.’”

We explored the narratives for repetition, elaboration,
relatedness, contrast and emotion in the most significant
metaphors,*® indicating speakers’ existential feelings —
The ontological metaphors.’® The core metaphors may be
paired and contrasted.

As demonstrated, two of the most constituent and con-
trasting core metaphors are “heaven” and ‘“hell”. They
point to strongly felt existential experiences that are
beyond mundane everyday life and a normal expected
life course. The religious vocabulary is referring to spheres
outside human experiences on Earth, that is, the best and
the worst experiences conceived of by the religious ima-
gination. Religion provides a culturally and traditionally
accepted set of words that are used in ordinary discourse
by devoted believers and non-believers.

Repetition is often used to strengthen the message,
with identical or similar words or phrases. Remarks such
as “It is unbelievable”; “It is outside comprehension”; and
“It is impossible to understand for others” underline that
the experiences of living with a spouse with YO-FTD
dementia are outside what is considered a normal and
expected life course. Other words and phrases are also
used to emphasize the impact of the drastic experience:

CEINT3

“It is a disaster”, “a slow death”. The significant meta-
phors are elaborated and related to the main theme of the

study.

Adding to the problems and barriers of communicating
the situation to others are the societal norms of love and
duty in marriage, including being a faithful, caring and
patient partner on good days as well as bad ones, in
sickness and in health.** The norms for not seeking
a divorce when the spouse or partner has a serious illness
seem to be very strict; however, this is a field shielded by
taboos and ethically problematic to study.

Metaphors indicating the spouse’s totally transformed
personality and loss of roles — as referred to by the meta-
“like a child”
a relationship of love and equality. The spouse becomes

phor remove the person from
a qualitatively different person, without reason and
responsibility, in a way that the word patient does not
imply. Patient encompasses thousands of diagnoses®
with many grades of seriousness. By contrast, a child is
a more definite categorical metaphor, and the word must
be avoided by others, health personnel as well as family
and friends. It is demeaning and detracts the life history
from the person with dementia. The incorporated reac-
tions, preferences and habits of a long life are what
healthcare and social services staff should consider in
order to provide appropriate person-centred care.’®
Nevertheless, for some of the wives in our study, the
word child condenses the essence of their new roles,
relationship with and responsibilities to their ill husband.
The word accentuates the similarities between caregiving
to children and to husbands with dementia and the con-
tinuity of the female roles. The wives pointed to the over-
load of work and responsibility they experience when they
provide care in addition to carrying out the “adult” roles of
their spouse.

Compared to people with Alzheimer’s disease (AD),
receiving a confirmed diagnosis of young-onset dementia
takes longer time.” The diagnostic processes are compli-
cated, both for people with YO-AD dementia and those
with YO-FTD dementia.”'**® The spouses/family carers
experience heavy caring strain as well as a reduced quality
of life,’"? which often exceed those for people
with AD.”® The age and the symptoms of YO-FTD, the
personality changes, abnormal behaviour and lack of
insight, seem to make the disease improbable, even impro-
per for the carers.

Thus, for many reasons, to communicate the misery of
the spouse’s experiences is difficult and encounters many
barriers, such as the ignorance that dementia can strike
younger people, the stigma and shame surrounding the
illness, and the lack of understanding even among family
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members and friends.” In summary, the plights of the
spouses of people with YO-FTD are felt to be outside
understanding, shared experiences and communication.
The spouses may need — and seek — metaphors to describe
their thoughts and feelings.

Caring for family members with dementia is called
“emotion work”.>* The care is characterized by “putting
on” a positive attitude, placing the person with dementia
first, avoiding conflict and trying to react “the right way”.
The caring situation implies — as we have documented —
verbal aggression, fear, fatigue and isolation, and risks for
responding “the wrong way”. The emotional pressure of
neglecting one’s own needs and suppressing natural and
reasonable reactions is intense and relentless. Our study
reveals how metaphors can be a way of expressing emo-
tions when the situation is felt to be intolerable.

In most studies concentrating on family caring for
people with dementia, the person with dementia is in the
focus. One aim is to identify their needs for adequate
support. The caregivers are examined in their caring role
and presented with the reactions and stress related to the
caring tasks. How they experience their identity, indivi-
duality and interests is rarely focused on. Our study, con-
centrating on the use of metaphors in the spouses’
narratives, has revealed how pivotal the loss of self is for
the caring spouse. “The self” enters the stage as a primary
figure, the central character in the carer’s own story,
besides the caring role. Several studies have explored the
caring resources among spouses. Important questions are:
What are their strengths and limits, and when might
others — public health — must supplement or take over
the care for the spouse with dementia? We have shown
how the spouses long for their former “selves”. Many are
still rather young, and they may have foreseen many years
of life ahead of them and a future with “normal” ageing™
in the third and fourth ages.' As widows or widowers, they
are losing not only their spouse but also the togetherness
of “the We™*® expected to endure into old age.

Research on private carers for people with dementia
often includes mixed samples of caregivers and/or people
with different types of dementia. The group of people with
YOD encompasses different types of dementia, as pre-
viously reported. Also, the “caregivers” or “family care-
givers” are mixed groups of spouses and children of both
sexes, husbands and wives, daughters and sons, sometimes
grandchildren and others. These caregiving relationships
are influenced by gender and generational related norms.>®
Women have traditionally assumed greater obligations to

be carers than men, and this is also the case concerning
spouses of people with dementia.”’ The cohabitating
spouses have 24/7 caregiving responsibilities — day and
night — while adult children, living in separate households,
may have several other pressing obligations: their own
spouses, children and work.”® Their care will be more
distanced, and qualitatively different from the care given
by spouses.”®

In a study of spousal caregivers,’” the researchers
emphasized the importance of differentiating between
diagnostic groups among the patients when focusing on
caregivers’ reactions. Correspondingly, it is necessary to
differentiate between the caregivers’ relationships to the
person with dementia. The duty to continue caring, the
involvement, the caring burden, resilience and expected
persistence will differ greatly, as well as the resources and
willingness to provide extensive care. The public care and
health services must be person-centred not only regarding
the patient but also to the caregiver. In the care for people
with dementia living at home with private caregivers, the
service and health personnel are relating to interdependent
social relations. The spousal care is vital for quality of life
for both partners. Endurance and resilience should be
supported with a person-centred concern and relief also
for the caregiving spouse. Listening to their stories and the
metaphors applied is the key to necessary knowledge.
Metaphors open for recognizing the caregivers' emotions,
their strength and content. Sensitivity to metaphors among
the public caregivers, as a lens, open up for more detailed
stories about needs and wishes. The personnel will have to
translate and connect this information into adequate ser-
vices and support.

Studies have documented that, in addition to general
services like home nurses and home help, an appreciated
service for the family carers/spouses of people with YOD
is day care one or several days a week.%™' The
Norwegian concept for these services is Avlastning —
a metaphor meaning relief; reducing the load, taking the
burden away. The participants often wish for more sup-
port: more activities, more hours, days, weekends and
holidays.®® Day care preserves a sense of continuity in
home life and offers the spouses “free time”. In addition,
intermittent stays in a nursing home are greatly valued, but
the transitions between home and institution may be pro-
blematic. A successful service for people with dementia is

“support contact”,*

which involves a person paid by the
municipalities to visit the ill spouse or take him or her out

for individually chosen activities. This tailored service is
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also an important form of relief for the carers. All services
that provide the carers with some “free time” to be them-
selves and reduce their caring tasks and responsibilities are
needed. Our study of metaphors attests to how intensely
they need such relief.

Strengths and Limitations

The hermeneutic method in our narrative study has pro-
vided rich material for highlighting the experiences of
spouses of people with YO-FTD, by analyses of their use
of metaphors. The strength of our study is showing how
metaphors provide opportunities for condensed and figura-
tive expressions of emotions and experiences, especially
those that are difficult to convey with other words. The
spouses of people with YO-FTD endure extraordinary
caring challenges, and metaphors provide “verbal pic-
tures” for their plights. Even if spouses of people with
YO-FTD are rather few, our study of their experiences
gives knowledge about exceptional life courses with very
extensive and stressing caring tasks, and how they are
handled by using metaphors. Dementia develops over
a long time, in different stages. Transitions, like departing
when the spouse with dementia moves into a nursing
home, imply great challenges for both spouses, and release
strong emotional reactions. We have included participants
who have had these experiences, to include also the later
stages of dementia.

Our analysis of metaphors has limitations. When the
aim of research is to gain more detailed knowledge about
the life situation of spouses of people who have YO-FTD
and their specific needs for care and support, other quali-
tative methods may be more suitable. Such studies may
also be combined with quantitative studies. Statistically,
the findings of our study cannot be generalized, but we
argue that our findings will be transferable®® to other
spouses of people with YO-FTD and, in some aspects,
also to other caregivers of people with young-onset
dementia.

Conclusion

Metaphors are verbal pathways to meaning and messages,
especially concerning emotions and the strengths of emo-
tions. In the case of spouses of people with YO-FTD,
complex and strong emotions in extraordinary life circum-
stances with great caring strain are very difficult to com-
municate. Metaphors provide important clues to the
spouses’ deepest feelings and needs. Thus, health person-
nel should listen to the ontological metaphors used by

spouses of people with YO-FTD and consider them impor-
tant clues to their wishes in order to tailor person-centred
assistance to the carers.
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