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Background: Limited research exists on the development and needs of children of parents with
young-onset dementia (YOD) (<65 years old). There is scarce knowledge of how these children
experience the situation of growing up with a parent with dementia. This study investigates the
stories of children of persons with YOD and interprets their metaphorical expressions of their
experiences as a source of understanding their situation and needs during the development and
course of their parent’s dementia.

Methods: Qualitative interviews with 14 informants (aged 1830 years; nine daughters, five
sons) were conducted in 2014 and subsequently analyzed by the informants’ use of metaphors.
Steger’s three-step method for analyzing metaphors was applied.

Results: The analysis identified four themes in the metaphors: the informants’ relations to the
disease, to the self, to the parent, and to others. From these themes, four core metaphors were
abstracted: “my parent is sliding away”’; “emotional chaos”; “becoming a parent to my parent”;
and “a battle”.

Conclusion: The study revealed that growing up with a parent with dementia has a great impact
on the children’s situation and their experiences of their personal development. Children of a
parent with YOD are a group with unmet needs for support. A formalized system where the
children can get into contact with service providers to receive tailored information and indi-
vidual follow-up needs to be established. The service providers must listen to the children’s
stories, perceive how metaphors convey their experiences, and recognize their need for support
for their own development.
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Introduction

The dementia syndrome diagnosed in persons under the age of 65 years is often referred
to as “young-onset dementia” (YOD). Based on the prevalence study of Harvey et al,'
it has been estimated that up to 1,400 Norwegian citizens are diagnosed with dementia
before the age of 65 years. With more knowledge and better diagnostic tools, we believe
that today, the real prevalence of dementia in persons aged 64 years and younger is at
least 3,000.> Still, the group of people with YOD is relatively small compared to the
70,000 people in Norway who develop dementia above the age of 65 years.?

Some important differences between dementia that develops before and after the
age of 65 years can lead to a higher burden among family caregivers. At first, behav-
ioral and psychological symptoms of dementia and the occurrence of frontotemporal
dementia in the age group younger than 65 years are more frequent than in the older
population with dementia.* Second, since people with YOD are middle-aged, the

submit your manuscript
Dove

http:

Journal of Multidisciplinary Healthcare 2015:8 245-254 245
© 2015 Johannessen et al. This work is published by Dove Medical Press Limited, and licensed under Creative Commons Attribution — Non Commercial (unported, v3.0)

Al License. The full terms of the License are available at http://creati fl /by-nc/3.0/. Non- ial uses of the work are permitted without any further
permission from Dove Medical Press Limited, provided the work is properly attributed. Permissions beyond the scope of the License are administered by Dove Medical Press Limited. Information on
how to request permission may be found at: http://www.dovepress.com/permissions.php



http://www.dovepress.com/permissions.php
http://creativecommons.org/licenses/by-nc/3.0/
http://www.dovepress.com/permissions.php
www.dovepress.com
www.dovepress.com
www.dovepress.com
http://dx.doi.org/10.2147/JMDH.S84069
mailto:aud.johannessen@aldringoghelse.no

Johannessen et al

Dove

disease will concern many family members in different
ways when compared to the families of older people with
dementia. Among the people involved are the close family,
the spouse, and children; in many cases, parents and siblings
are also involved. Review studies on YOD have shown that
the families of persons with YOD need special social and
emotional support tailored to their situation — caring for a
middle-aged person — during the development and course of
the dementia disorder.>

We do not know exactly how many of the persons with
YOD have children when the disease starts, but according
to earlier Norwegian data,” we assume that at least one-
third of them have children younger than 18 years with the
onset of the dementia disorder. Most dementia disorders
develop gradually, and the family might encounter increas-
ing challenges. Persons with young-onset Alzheimer’s
disease (AD) have difficulties remembering appointments
and messages, and foresight and planning in the family is
disturbed. The family members become worried, confused,
and fearful when important information is forgotten.® !> The
children may experience guilt and shame, and feel embar-
rassed when their friends meet their parent who is forgetful
(AD) or exhibits a change in personality (frontotemporal
dementia, especially).® It might be difficult to live a normal
adolescent life and perform at the same level in school and
at work as before when living with a parent with dementia.
Most children need a follow-up when the parent receives
a dementia diagnosis. Some experience conflicts with the
parent with dementia, and this is particularly the case for
children of patients with behavior disturbances.®!! Studies
show that, with a few exceptions, no structured services for
children of persons with YOD are provided.>!* Furthermore,
it is important that children of parents with YOD are given
possibilities to express their thoughts, feelings, and percep-
tions of their present needs and situations, and how their own
development has been affected during the time period that
the parent has had symptoms of dementia.>!'-15

The main task of youth is to develop a robust sense of
self, identity, self-respect, and self-confidence — to become a
vital actor in one’s own life.'®!7 In this process, the parents are
mirrors for their children,'®?° being affirmative and directing,
and serving as models for their children. Having a parent with
dementia during youth in many ways deviates from what is
considered a normal parent—child relationship.?"-*?

One way of expressing thoughts, feelings, and perceptions
is through metaphors as a source of information. Metaphors
are words or figures of speech, displacing or extending the
meaning of words by substituting one word with another.?

Metaphors have been described as a “lens”,*

providing us
with special insights and data about the narrator and his or
her emotions, beliefs, and self-concepts, which are often
unconsciously produced.” Metaphors have been used about
illnesses*® and are fundamental to patients in perceiving,
interpreting, and defining symptoms and motivating them to
seek care.?” Also, metaphors in the stories of experiences of
people with YOD have been described and analyzed.?

With this background, we have carried out the present
study to investigate and interpret the metaphorical expres-
sions of the experiences of children of persons with YOD,
which represent a way in which to understand their situation
and needs during the development and course of their parents’
dementia. The research question in the present study was
thus formulated: How do adult children of persons with YOD
describe their experiences in everyday life with metaphors,
and how might these metaphors be understood?

Methods

The basic design of this study involves a qualitative phe-
nomenological hermeneutic approach, which was used to
analyze the informants’ use of metaphors in narratives.
This method has the advantage of exploring the subjective
life world of the informants and the ways that the persons
experience, give meaning to, and narrate their feelings and
cognitions.?’ A narrative approach is described by Mishler®
as an approach that elicits stories or events. We use the meta-
phorical analysis of narratives of adult children to persons
with YOD to gain insight into their experiences of having a
parent with dementia.

Montagne?’ defines metaphors as poetically formulated
bits of language that imply a relationship of similarity
between two things, and so they change our apprehension
of either or both. Lakoff and Johnson’s*! cognitive—semantic
theory of metaphorical concepts underlines that metaphors
are not a mere ornamental linguistic style; rather, they
potentially affect our conception of reality. This concep-
tion then guides our cognition and actions. Metaphors
convey meanings,*? but emotions and associations are also
connected to the metaphorical ways of describing things.
Metaphors are conventions — cultural and stereotypical
ways of describing things and events — but they are rooted
individually.®!

Lakoff and Johnson®! claim that our way of thinking is
predominantly metaphorical, structured, and defined, and
not just a way of talking. They introduced a four-fold typol-
ogy of metaphors: structural, orienting, ontological, and
new metaphors. Each of these contributes in different ways

submit your manuscript

246

Dove

Journal of Multidisciplinary Healthcare 2015:8


www.dovepress.com
www.dovepress.com
www.dovepress.com

Dove

Adult children of YOD parents and narrating through metaphors

to explain and give meaning to aspects of individual and
cultural processes.

Steger? describes the wealth and breadth of the types of
metaphors and the stories the metaphors tell. He emphasizes
that metaphors can be created consciously and unconsciously,
have a cognitive as well as an affective component, be of
simple and complex form, be concrete or abstract, be fig-
ures of speech as well as figures of thought, be models for
a description of systems and situations (models of the situ-
ation) and “root-metaphors”, function as action generators
(models for the situations), and be “real labels” or platitudes
of the time.? Furthermore, metaphors can reduce complexity
or introduce complexity, communicate the inexpressible,
describe self-concepts and emotions, and contribute to nar-
ratives about experiences.?

Participants
We wanted to explore variations in experiences and life
situations. To attain heterogeneity, we included persons
from different areas in the southern and western parts of
Norway. Two memory clinics, one municipality, a nursing
home designed to provide care for persons with YOD, and
the Norwegian National Support Group for Adult Children
of people with YOD were asked to recruit participants. We
included adult children of persons with YOD in various types
and stages of dementia disorders.

The study took place in 2014. A total of 16 adult chil-
dren, 18 years or older, were asked to participate; two
declined. Thus, the sample consisted of 14 informants, from

18-30 years old (mean: 24 years). The first signs of dementia
were difficult to place in time, but the children remembered
that dementia in their parents started six months to 13 years
before the diagnosis was made. The diagnosis was made in
the time period from 6 months to 10 years before the inter-
view took place. Other characteristics of the participants are
described in Table 1.

Data collection

The data were collected through individual qualitative inter-
views and were performed at the most appropriate place for
the informants.**=** Ten of the interviews took place at the
informants’ homes, three at the interviewer’s workplace,
and two interviews took place at the informant’s workplace.
The interviews were based on an interview guide with six
open-ended thematic questions focusing on the informants’
experiences of having a parent with YOD. The questions are
listed in Table 2.

Depending on their replies, the aspects and ideas raised
by the informants led to further questions in order to obtain
additional information. Some specific information, covering
biographical and demographic information about the parent
and child, the diagnosis, and the progression of dementia, as
well as responses to questions about specific services were
also collected. The interviews were carried out by the author
(AJ), lasted for 15-51 minutes (mean: 39 minutes), and were
tape recorded. The recorded interviews were transcribed
verbatim by a professional typist within 2 weeks after each
interview. A quality control check of the transcripts was

Table | Characteristics of the adult children and their parent with YOD

The adult child

The parent with YOD

Relationship Siblings Household Relationship Household
Daughter Two half siblings® Living at parental home® Father Married
Daughter Two siblings Living alone®< Mother Widow
Daughter Five siblings Living alone®< Mother Divorced
Daughter Two siblings Cohabitation® Mother Widow
Daughter Two siblings Married® Mother Married
Daughter None Cohabitation® Mother Divorced
Daughter One sibling Cohabitation® Father Married
Daughter One sibling Married® Father Divorced
Daughter One sibling Cohabitation®* Father Married
Son Three siblings® Living at parental home® Father Married
Son One sibling Living with his mother Father Divorced
Son Three siblings® Living with his sister® Father Married
Son One sibling, two Cohabitation Father Married?
half siblings®
Son None Living alone® Father Married

Notes: Do not live together in the same household; blived together with the parent when the first signs of dementia were revealed or the diagnosis was made; have their

own children; ‘he parent is married again.
Abbreviation: YOD, young-onset dementia.
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Table 2 Questions/themes in the interviews of the adult children
of a parent with YOD

e How was it during those years and how is it now for you to have a
parent with YOD?

e How has this disease affected your life in the different stages of the
disorder?

e How has the disorder affected your family and the relationships
within the family, and among your friends in the different stages of the
disorder?

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

e What kind of support have you received, do you receive, or you are
in need of today?

e Have you had to make decisions for your parent with YOD, and if so,
how has that been?

Abbreviation: YOD, young-onset dementia.

performed by the interviewer listening to the tapes while AJ
read the interviews.

Analysis

In the present study, the experiences of the children of a per-
son with YOD are described through an analysis of metaphors
using the theoretical understanding of Stegers’® three-step
metaphor analysis. In line with Stegers,” we pursued an
individual perspective, taking into consideration the meaning
of the metaphor in its special context.

The first step of the analysis® is metaphor identification
and selection. We did, as Steger recommends, a “parallel
reading”. Two of the researchers (AJ and KT) individually
read the text several times to gain an overview, and each
marked relevant metaphors. We looked for repetition, elabo-
ration, relatedness, contrast, and emotion, as suggested by
Steger.?> Most of the metaphors were marked by both: the
metaphors characterizing the experiences of their parent’s
dementia; the informant’s own feelings and experiences;
and their relationship to their parents. These metaphors were
ontological metaphors®' used by the individuals to describe
and understand their own experiences of relevance for their
ways of handling the situation of growing up with a parent
with dementia. The two researchers differed mostly on those
used about other people and their actions, conventional
metaphors, and what Lakoff and Johnson?! call structural
and orienting metaphors.

In the second step, we reflected upon and discussed
the chosen metaphors seen in a more general context. This
context was knowledge concerning dementia, studies about
people with YOD and their children, the broader cultural and
societal context for families with a person living with YOD,

and services provided to them by the health care system.
Among the tools proposed by Steger? in this stage, we espe-
cially looked for the functions that the metaphors might have
in the informants’ presentation of their experiences.

In the third step, we returned to the original interviews to
investigate the meaning and implications of the metaphors
in each informant’s narratives about his or her experiences.
Then, we analytically condensed our findings in four themes,
and we also identified four core metaphors indicating the
themes.

Ethics

The study followed the ethics outlined in the revised Dec-
laration of Helsinki* and those of the Regional Committee
for Ethics in Medical Research, Southern Norway. The
Norwegian Data Protection Authority also approved the
study. The informants received oral and written information
about the study and gave written consent before they were
interviewed.

Results

The identified metaphors covered the informants’ relations
to the disease, to the self, to the parent, and to others. These
metaphors reflected the participants’ experiences of the
development and course of dementia, the emotional reac-
tions to their own situation, the changing relations between
the parent and child, and the informants’ relations to public
health services. From the identified metaphors concerning
the themes, we were able to abstract four core metaphors:

99, ¢

“my parent is sliding away”’; “emotional chaos”; “becoming

a parent to my parent”; and “a battle”.

The development and course of the

dementia: “my parent is sliding away”

The main meaning of the metaphors about dementia includes
stories about a parent gradually losing control, being less
recognizable, and becoming stranger. Finally, the parent is
lost in his or her world, a place where the child can no longer
reach the parent.

The development and course of the dementia disorder
of all parents was gradual, from the nearly unnoticeable
changes in habits and reactions, to more obvious deviances
from normal behavior. The diagnosis eventually places the
strange reactions within an understanding of a disease and
medical discourse. Still, reactions to the dementia devel-
opment are experienced and sifted within a cognitive and
emotional bonding to the parent with his or her personality
and the special version of the parent—child relationship.
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The development and course of the disease is described as
sliding slowly.

The metaphors of dementia are rather few, often global,
and put in the everyday language of young people. The infor-
mants did not usually talk about the disease using specific
and precise symptoms of a disease, which they now may have
acquired more knowledge about. As one of the informants
expressed: “You are in doubt when he is clear and when he
is muddle-headed (...). I thought he was muddled, and when
he should have driven me to friends, he did not know the way,
and was ... confused”.

The initial signs of dementia were attributed to distrac-
tion, stress, fatigue, or the accentuation of personality traits.
The personality of the parent was seen as changed and the
parent was described as “flat”, lacking initiative. The infor-
mants thought at some point that the parent should pull him/
herself together, concentrate, and eventually reduce stress in
daily life. The lapses and mistakes became more annoying,
the repetition of remarks more irritating, and many children
described that they became angry. Also, the parent may have
become “more angry and irritated; now it has got the “upper
hand’”, as told by one of the informants.

The diagnosis was told to have come as “a shock™; initial
information was not grasped, and the implications were only
partly understood. Moreover, the informants pointed at the par-
ent’s confusion with metaphors, indicating an increasing lack of
control. Some parents were sometimes observed without man-
ners and shame, as the child saw it. One informant expressed:
“He gives a damn!” A remedy for this gradual loosening of
control was suggested to be “firm frames”, restricting the person
in more simplified surroundings with few things around.

The core experience of the progression of the dementia
was to lose the parent, as one of the informants expressed
it: “It is so sad to lose your father in this way. It may go
slowly, but at last the person is seen as lost in his own world”.
Another informant said: “She has, in a way, disappeared from
me for a while”.

One of the informants described the difference between
the person he knew and the figure he sees now, like this: “It
was felt as if someone had taken him out of his body and then
put him into another, and he still looked the same. And then
he was really not that at all”. Another informant compared
the process with plants growing and decaying: “You sit there
and see a human being wither away”.

Some sadly described how the parents lost interest in
them and their situation. The parent’s engagement in his or
her child faded away; the parent became more distant and slid
into “the fog”. One informant described a social and outgo-

ing father as one who “has locked himself in”. Some saw the
disappearance as a more active rejection by the parent; he or
she became angry at, and abusive towards the child.

Feelings: emotional chaos
The main theme for the metaphors with the richest and most
varied imagery is found in the narratives about the infor-
mants’ emotions and reactions about their own situation.
The progress of dementia occupied the informants’
thoughts and minds and gave rise to a wealth of emotions.
“Thousands of thoughts are coming in”, as one said. Another
informant compared his head with a centrifugal machine:

In the eight class, I lacked concentration, very much. My
head was like a centrifugal machine, repeating that my
father had dementia. I will never get him back. This spin
occupied my head, destroyed my concentration and my

interest in school.

This everyday experience can be described as an uncon-
trollable and unpredictable emotional tour. “Chaos” is a
metaphor used by some of them. One informant expressed:
“I had stretched the rubber band too far, as we say. Then I was
in in emotional chaos. I began to cry for nothing at all, see?
But now I have got more control over my feelings, I think”.

Another respondent called the experience “a trauma”,
and many metaphors indicated strong and rather dramatic
reactions. “I think I had broken down”.

The children described that they had been “in another
world” compared to their age mates and friends; their attention
was in another place. One informant said: “I was much quieter
in the classroom. [ was sitting and thinking, staying in my own
world”. One described it as “A dark world. But you are then
in your own world, you see. Everything around you becomes
completely dark. Then all there is, is to stay at home. That was
all that mattered”. This world away from others parallels the
world in which they see their parent disappear.

One informant gave a description of losing his own
feeling of being an actor with his own will and emotions;
he felt he became a zombie, a robot. A strategy of putting
themselves in “a bubble” was also mentioned. Some emo-
tions rise to the surface; they are impossible to push away.
One informant used a metaphor about the surface of water:
“It happens that the family sometimes gets their heads over
the water, breathing. It occurs all the time, so that we have
to get our heads over the water, and when we have arrived
we needed a break”.

They described cognitive ways of distancing them-
selves from these experiences. One of the informants
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expressed: “I put it in the same sack as all the other remarks
that relate to the illness”. Also, “escaping” was another
metaphor used about cognitive coping strategies and ways
of withdrawing.

The emotional strain was heavy; the informants
described it as a burden: “Like carrying a stone on my
shoulders every day”. Relief was like feeling that the stone
fell off. The strain of the emotional burden and worries may
actively be moved from “focus” (from the forefront of the
brain) to the “back of the head” (or moved out of attention)
when the person lived in a place away from the parent. One
informant expressed: “It is not forgotten, I have it in the
back of my head, but I do not think very much on it (the
dementia of the parent) any longer. For I have a girlfriend,
I have friends, I have a job. So life continues in a way”.

The informants said that when they or their parents moved
out of the home, it had been a relief in many ways, and physi-
cal distance reduced the burden. They indicated that when
the parent moved to a nursing home, it was like a relief, but
it also evoked other feelings like having a bad conscience
and regret. A daughter mentioned that she felt “cold hearted”,
and had been “a cold person™:

It is so hard: The consequence is that I am now left with
anxiety, guilt, and unrest. I have so many ups and downs
that I feel sick. To move her (mother) out has resulted in
anxiety, guilt, and unrest: I have so many journeys up and
down during the day that I get tired of it. I can be so happy
that my heart will explode, and an hour later I am so sad

that I will not live any longer.

Some children experienced that while they felt some
control when their parent was at home, they lost control after
the parent had moved out. One of the informants expressed:
“After she moved to a nursing home, I nearly lost control
over everything. [ was not able to open letters, to do anything.
I completely lost my concentration”.

The metaphors about emotions thus indicate that the
feelings can be so complicated and contradictory, chaotic
and turbulent, that the informants try to push them back or
“lock them inside”, not to be overwhelmed. One informant
mentioned that dementia is “a taboo, no one shall know about
it” and “You cover it up”. Their extraordinary experiences
are difficult to communicate to others.

The transformed relations: becoming

a parent to my parent
The core experience of having a parent with YOD is the
completely unexpected and unusual transformation of

parent—child relations: the child gradually becomes “a par-
ent to my parent”. They see their parents becoming less and
less able to take care of themselves and their families; they
are less responsible and lose their parental roles. The parent
becomes more and more childlike, as they see it: “I think it is
difficult to see a person you are close to in so many ways ...
While you grow up, he becomes younger in some ways, and
regresses to becoming like a child in behavior, verbally, and
all such things”.

The parent, as a foundation of a young adult’s own devel-
opment, is passing away, as one informant said:

I'hate the role of being daddy to my daddy. I hate it! It is not
my role to be a daddy to my father. I shall be a son! I shall be
... as I said, I shall have time to be young. I can’t fly around
and be daddy to my daddy. It is completely wrong! It is not
a responsibility a 13-year-old boy shall have!

Another informant took on the total responsibility for
her mother: “I did everything for her!” The daughter became
socially isolated concentrating on the task: “So I had no
network, no friends, because I had to prioritize mummy. I
do not regret it ... Well, I do not know quite now. But I just
had to do it, because there was no one else. And if I had not
done it, I would have been left with bad conscience”. She
summed up the whole situation by saying: “She is my child,
she really is”. Some of the informants mentioned that they
grew up rather quickly and became “very adult” fast.

The youth’s own development had to be set aside, as one
informant formulated her situation like this:

I had to look after mummy. Mummy came first (laughter).
It was not so many other things, any other thing that came
first. Not [ anyway, not school, not friends, not a boyfriend.
Not anything of what I wanted to do. That was always a
second priority. (..). You just have to. But everything that

was about me, I forgot! I neglected myself.

The children had various experiences and were involved
in various ways as the dementia disorder progressed. The
most involved children were those who lived together with
the parents as the dementia disorder progressed. Reactions
may change when seen in retrospect, and this was expressed
by one of the informants in this way: “So I do not feel that
I missed something, even if I had been home with daddy,
even if [ might have felt it at that time”.

The provision of public services: a battle
All informants experienced that the provision of public
services came late, and that the provided service was
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inappropriate, insufficient, and unsatisfactory. The help
the children received came late — if at all. The informants
often described the communication with the public health
care system as a “battle” or a “fight”. The meetings with
personnel at the municipal service center were character-
ized by remarks like “cultural clash”, a “blind curtain” was
down, they met “a wall”, and they were not at the same
“wavelength”. The health personnel who provided the ser-
vices did not seem to listen to their stories or understand
their situation.

“Hand” was a frequent metaphor. The informants have
a personal, nonbureaucratic view of contact with the health
care service; they missed someone who could take them
by hand and follow-up with them, like a parent or another
responsible adult, allowing them to be a child. They wished
that their parents were well cared for, and they wanted to be
supported by a person who would understand them. They
felt left alone, overlooked, out of focus, and did not want to
walk alone on their burdensome journey.

Discussion

By analyzing metaphorical expressions in narratives, we have
described how the children of parents with YOD experienced
the development and progression of their parents’ dementia
disorder, as well as identified the needs for support and
assistance they have. Metaphorical analysis has unveiled
significant themes and ways of handling the challenges, and
it presented them to others in the stories of children of parents
with YOD. The analysis shows their “relations to the disease”,
“to the self”, “to the parent”, and “to others”. The findings
are discussed in the order that the themes are organized, and
they are presented empirically.

As emerging adults,?” the informants are now in a period
when they can report their present and previous situations,
reflect on their experiences of growing up with parents with
a dementia disorder, and evaluate the impact that this had
on their own development. We find that metaphors are fre-
quently used, especially to describe the informants’ emotions.
The metaphors give condensed pictures of complex feelings
and fundamental experiences. Metaphors are particularly
likely to be used in situations in which ordinary language
seems inadequate. They can express the ways in which dif-
ferent stressors are perceived.”®

The experiences related to the disease are described by
metaphors signifying the experience that the parents are slid-
ing away. According to the informants, the personalities of the
parents have changed, the parents have become more difficult
to relate to, or he or she seems to become more unengaged

with the child. The child has gradually “lost” his or her par-
ent, both as a person and as his or her parental figure. The
children miss an “ordinary” childhood in a normal life course,
as they expect and see among their age mates.

Also, people with YOD describe their experiences of
dementia as sliding away.* People with dementia report that
they experience being present and sliding away at the same
time. They think that others may see them as completely
“gone” sometimes. In these aspects, the metaphors of the
persons with dementia are parallel to those of our infor-
mants. But the positions of the narrators and the existential
implications are different among the parents with dementia
and their children.

Metaphors of emotions are frequently used by the
informants, and they often indicate strong feelings. The
informants all pity their parents, but they have complicated
and contradictory feelings — emotions that are normally
forbidden when directed at the patients — such as annoy-
ance, irritation, loss of temper, and aggression. Metaphors
are convenient when the children are talking about compli-
cated feelings directed at their ill parents. The informants
can simplify and condense the narratives of their feelings
with words from another sphere. The metaphors of emotions
seem to serve a dual function: they indicate feelings; and at
the same time, they keep the emotions at a distance — they
“un-emotionalize” them. Thus, the metaphors make it easier
for informants to communicate their emotions and reflect
upon them.

Some describe that their everyday experiences and
thoughts have periodically been totally absorbed by having
a parent with a dementia disorder. Our informants have an
experience of being “alone in the world”, with few or no one
to talk to — their experience deviates too much from those of
their age mates. Also, persons with YOD describe that they are
feeling increasingly isolated with their thoughts, becoming
“all alone in the world”.?

The core metaphors of “the relationship to their parent”
revolved around becoming “a parent for my parent” and
“my parent is my child” — seeing the parent becoming more
and more like a child. Describing the parent in a child-like
position does not support the dignity of the parent.”® While
the children have experienced losing their parents, they
themselves became more “adult” earlier than expected. They
take on parent-like responsibilities for their parents; the roles,
responsibilities, and statuses are exchanged. Some informants
seem to have accepted these responsibilities without regrets;
others emphasize their lack of opportunities for personal
development in their youth.

Journal of Multidisciplinary Healthcare 2015:8

submit your manuscript 251

Dove


www.dovepress.com
www.dovepress.com
www.dovepress.com

Johannessen et al

Dove

Our findings show that an analysis of metaphors high-
lights important existential aspects of becoming a self among
children of parents with YOD. The informants feel that they
have had reduced possibilities to focus on their own devel-
opment while they have been immersed in their parents’
struggles to preserve a sense of self. The children have a
feeling — not of losing themselves, but of not having been
able to develop an identity as they would have liked during
their youth.!” One risk of this situation is that they may lose
their sense of being an actor in their own life — a great risk
when it comes to developing a robust sense of self.

Children growing up under emotional chaos and adverse
circumstances may develop resilience, extraordinary coping
resources to handle stress, and barriers in life,*** which has
emphasized that vital for coping well with stressors in life is
acquiring a sense of coherence, an experience that events are
comprehensible, meaningful, and manageable. To grow up
with a parent with a dementia disorder is an unexpected and
non-normative youth experience; it is not easy to understand,
accept, or handle. Even if the experience of becoming mature
and an adult early on might provide coping resources, it is
reasonable to expect that some children will beome vulner-
able later in life. A consistent finding, and one that is in line
with the buffering hypothesis,* is that social support modifies
the negative effects of stress on well-being and psychosocial
problems.* Support from family is important in youth*’ for
health and development of a sense of self, as are contact with
and support from friends.*’*® Both of these relationships are
greatly disturbed by the dementia of their parent.

The dominant metaphors about the “relationship to others”,
primarily to the health care services, are battle metaphors, which
express that the families fought for help for the parents with
dementia. The informants’ own situations have been overlooked,
as they recount it. This study supports the results from other
studies,''? in that children of persons with YOD feel neglected
and are in great need of being seen in their own right.

Our study highlights that service providers should listen
to the children’s stories to perceive how metaphors convey
their experiences and to identify the needs for support they
have for their own development. Also, a study of spouses
of persons with dementia* underlines that paying attention
to metaphors can aid in the understanding and support of
well-being. Metaphors can open up the communication of
complicated and forbidden feelings. Words like “chaos”
or “trauma” point at existential experiences, likely with
negative consequences for later life stages among some of
our informants. The circumstances of their childhood and
personal development were adverse during a vulnerable

period of their lives, and some may need professional help
to reduce their stress and burden to prevent later psycho-
logical problems.

Limitations of the study

Analyses of metaphors have their limitations. When the
purpose of a study is to acquire more detailed information
about the experiences of everyday life, the family system,
and meetings with the health services professionals, other
qualitative methods.*>>° may be more suitable. The strength
of the analysis of metaphors is that it allows one to open con-
densed expressions of emotions and experiences, especially
those that are difficult to convey with other words.

The findings of our study cannot be generalized in a
statistical sense, but we argue that our main findings can be
transferrable’' to other children of persons with YOD, and
perhaps also to younger children. The public health system
in Norway is well developed when compared to many other
countries. This strengthens the assumption that the infor-
mants’ experiences of being neglected by the service system
are transferable to less developed welfare systems.

Further research should include studies among younger
children, as well as studies exploring their use of different
targeted services. Longitudinal studies are also warranted,
looking at the long-term consequences of the children’s expe-
riences and their need for health care services over time.

Conclusion

The present study revealed that children of parents with
YOD are a group with unmet needs for support. A formal-
ized system where the children can get into contact with
public service providers in order to receive information
about the dementia diagnosis, the prognosis, and available
services should be established. The service providers must
listen to the children’s stories, as well as perceive how the
children’s metaphors convey their experiences and needs
for support they have for their own development. Health
and social personnel must give the children tailored sup-
port during the progression of the dementia disorder within
a framework of family-oriented programs for a chain of
coordinated services. Also, meetings with other young
people of their own age will be important for peer support
and mutual understanding.
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