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Abstract
The agency of a person with young onset dementia (YOD) changes owing to individual
symptoms, uncertainty about the speed of progression and the severity of YOD. Dementia
usually greatly interrupts life and reduces agency. Previous studies show that some peo-
ple and families integrate and cope with dementia better than others. This study aimed to
find out how YOD changes the agency of the person who has it and what family mem-
bers’ role is in forming their agency. The data were collected in Finland in semi-structured
interviews with 14 people with YOD and 15 family members, about a year after the diag-
nosis. These two data sets were analysed with a narrative method, actantial analysis. A
wide variety of elements, both human and non-human factors, were found to promote and
undermine agency. It was found that people with YOD need both integrity and flexibility
to reconstruct their own agency. Resources support them in this process of reconstruction,
and hinderers interrupt the process. This combination of integrity and flexibility, resources
and hinderers, generates how people with YOD recount the future, the aims they set and
how they reconstruct their agency. Other people, especially family members, are part of
this dynamic process and when their relationship is cohesive, the agency of both parties
increases. The participants used ideal and burdensome storylines to narrate factors that
supported or interrupted their agency. Based on our findings, narrating one’s situation is,
for coping, not only a means but its very basis.
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Introduction
Dementia diagnosis before the age of 65 is called young onset dementia (YOD). Having
YOD changes an expected lifecourse radically (Johannessen et al. 2018) because of its
unexpected timing and rarity (Greenwood and Smith 2016). The global prevalence
of YOD is 119 per 100,000 people aged 30 to 64 (Hendriks et al. 2021). In Finland,
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the estimated number of people with YOD is 7,000–10,000, while the total number
of people with a dementia diagnosis is above 150,000, in a population of 5.5 million
(Memory Loss Diseases 2023). Young onset dementia differs from late onset dementia
(LOD) owing to the high variability of aetiologies, symptoms (Millenaar et al. 2016),
individual support needs and services design (Mayrhofer et al. 2021). Age-normative
phases in the lifecourse are interrupted because of the dementia, which often has an
impact on several areas of life including work, family relations, economic issues and
interests. As the agency of the person changes, they might have to stop working, retire
early or get support to raise children. Thus, YOD affects a person’s whole life: their
active roles and their future plans and hopes all need to be re-evaluated (Alzheimer’s
Disease International (ADI) 2015, 76; Spreadbury andKipps 2019).These changesmay
be associatedwith transitions and the need to reconstruct one’s own activity and agency
(Roach and Dummond 2014) and recreate one’s personal narrative (Bury 2001). The
person with YOD is able to reconstruct their own agency based on their agentic abili-
ties, and on how other people support these abilities.The impact of dementia on people
with this diagnosis is understudied (Shoesmith et al. 2022), particularly for people with
YOD who have been newly diagnosed.

Narrative reconstruction of a new life situation and agency
Chronic illnesses disrupt a person’s life since they increase suffering and dependency,
and also change social structures and the reciprocity of social relationships. These ill-
nesses disrupt narratives of life and result in uncertain futures (Bury 1982). Adapting
to illness as a part of life is a social, personal and unique process that the person with
the illness, together with their family members and their social network, defines and
lives through, using knowledge fromother people’s experiences,media and profession-
als. Narrative research tries to interpret this phenomenon by identifying individual
remarks about meanings and ‘voicing’ the illness. Telling and retelling stories helps
people to understand their experiences, so attempts to recall one’s experiences are
typical of illness-related stories (Gwyn 2001).

Living with a chronic illness may disrupt a person’s sense of their own body, agency,
self and surrounding world, all of which they need to reconsider. This process is called
narrative reconstruction, a concept developed by Gareth Williams (1984) to describe
the process that unfolds after a person is diagnosed with a chronic illness, which forces
them to change their relation to the world and themselves. To renew these ruptures
between the body, the self and the world, people use their own life stories to rearrange
their present, their past, their future and themselves in society. Societal perceptions of
illness affect this process. In the case of dementia, news and media discourses high-
light the loss of agency and selfhood, while perceptions of living well with dementia
are absent or rarely heard (Bailey et al. 2021). This study provides robust information
about varying experiences, including positive ones, of adapting and coping in a new
life situation with YOD.

People with cognitive impairment are at risk of reduced agency (Clemerson et al.
2014; Hedman et al. 2019) as physical, functioning and cognitive decline increases
(Roach and Drummond 2014; Virkola 2014). Agency may be described as a person’s
own intentional influence on their function and living conditions. Core features of
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human agency are intentionality, forethought, self-reactiveness and self-reflectiveness
(Bandura 2001). From a socio-cultural viewpoint, human agency needs to be related
to the structures and constraints of one’s environment (Giddens 1984). Agency is
often seen as goal oriented. Honkasalo (2009) introduces the concept of small agency,
which is opposite to basic, active agency. Small agency is humble and minimal: it
includes waiting, enduring one’s own life situation and fulfilling demands. When peo-
ple are less able to act independently, they may become less active in some areas,
which affects their agency. The abilities of the person with YOD to reconstruct their
own agency are based on that person’s own notions about themselves, their abilities
and restrictions, and the feeling that a purposeful life can be maintained by mean-
ingful activity (Roach and Drummond 2014). People maintain their activity levels
both by reacting and, proactively, by compensation (in organising their environment
and routines, making notes, using a calendar and narrowing down everyday life) but
also by keeping busy and doing memory exercises to maintain cognitive capacities
(Beard et al. 2009; Pinkert et al. 2021; Virkola 2014). Focusing on meaningful things
that the person with dementia can do to maintain their remaining abilities promotes
positive perceptions of present and future agency (Hedman et al. 2019; Øksnebjerg
et al. 2018).

Agency changes as the dementia progresses. When one’s own abilities to act inde-
pendently are reduced, support from other people is needed (Virkola 2014). Family
members impact on how a person with YOD experiences their own agency because
they provide them with the most support and care (Mayrhofer et al. 2021), and they
strengthen or weaken the social inclusion of the person with YOD by their own atti-
tudes and strategies (Pinkert et al. 2021). It is important to identify how a person
with YOD and their family member(s) cope with the stressors of chronic medical
conditions individually and as a unit (Bannon et al. 2021). Joint action is a dyadic
phenomenon, which describes couples’ attempts to manage a stressful life situation
(Bannon et al. 2021; Falconier and Kuhn 2019). In YOD, stressors might include loss of
employment and financial challenges (Roach and Drummond 2014), impaired func-
tional capacity (Pesonen 2015), role transitions (Larochette et al. 2020), changes in
communication (Wawrziczny et al. 2016) and changes in hobbies (Kilty et al. 2019).
All of these include a social aspect; YOD causes ambiguous loss owing to changes in
social networks for both the person with YOD and their family members (Harris and
Keady 2009). When this happens, the relationships between the person with YOD and
their family members become more important, for social, mental and cultural action
(Gergen 2009, 75). Understanding the changes that YOD brings and effective com-
munication strategies may help people with YOD to adapt to the illness in new life
situations (Bannon et al. 2021; Larochette et al. 2020).The process of adaptingmight be
time-consuming and require constant adjustment (Larochette et al. 2020; Wawrziczny
et al. 2016).

The actantial model identifies and structures agency from stories
Narrative is a way to create and give meaning to our reality (Hydén 1997) by reproduc-
ing the purposeful events of the past in order to prepare for the future (Gwyn 2001) and
by configuring oneself and others. A person makes sense of their life by narrating their
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Figure 1. Actantial model by Greimas (1980).

own interpretations about events, and their emotional, causal and ethical meanings, to
themselves or to others (Hänninen and Koski-Jännes 1999). A narrative is a story, told
to oneself or others, consisting of events and actors chosen by the narrator, which the
narrator connects in the narrative with the help of a plot (Hydén 1997). Narratives can
be considered as cultural compasses used to navigate the person’s actions and create
social order (Wentzer and Bygholm 2013). Action manifests in social systems where
actors operate under rules and resources in diverse contexts (Giddens 1984). According
toGreimas (1980), scholars of culture use the actantialmodel to examine the structures
of narratives, owing to its universal pattern. The actantial model can be used to find
out what roles, relations and actions of participants are included in the story and what
positions those participants (actors) get in the stories (Figure 1). In this model, agency,
which is included in the narrative, emerges between the actants through their actions.
Agency also extends beyond humans to non-human factors such as diseases, techno-
logical elements, animals and objects, all of which participate in action (Latour 2005).
These actors (individual factors) form actants (actors performing the same task in the
story), which occur and act in their own micro-universe or living context (Greimas
1980).

The actant model can be used to analyse participants’ roles, relations and actions
in stories. French semiotician A. J. Greimas developed the actant model based on the
model Vladimir Propp used to analyse Russian folk tales (Aarva and Pakarinen 2006;
Czarniawska 2004). Greimas (1980) includes seven actants in his model (Figure 1):
subject, object, helper, opponent, anti-subject, sender and receiver. The core of the
model is the relationship between the subject and the object; other actants cluster
around these two. The object is the goal of an action, considered significant and mean-
ingful for the subject, which is the protagonist of themodel.These actants constitute the
desire axis. The helper supports the subject’s embodiment, abilities and competencies,
while the anti-subject hinders and complicates the subject’s action and the opponent
strives to prevent action by using obstacles and causing difficulties. These actants con-
stitute the axis of power. The sender motivates and gives obligation for the action to
the subject and the receiver benefits from the action. These actants constitute the axis
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of knowledge. Actants are dynamic and have a certain power and energy (Aarva and
Pakarinen 2006; Møller and Brøgger 2019; T ̈orr ̈onen 2000, 2014).

Aim
There is little knowledge about how YOD changes agency and how agency is recon-
structed after receiving a diagnosis. At this initial stage, on diagnosis, the symptoms
of YOD are often mild and action changes only in demanding tasks. Increased under-
standing of agency in the initial stage of YODmay challenge stereotypical assumptions
about dementia and its impacts on people’s lives (Virkola 2014). The aim of this arti-
cle is to analyse how the onset of the illness impacts on the agency of the person with
YOD andwhat familymembers’ role is in this change in agency. In this article, we anal-
yse (1) the interplay of human and non-human factors in supporting or restricting the
agency of the person with YOD and (2) what actors may be identified and how those
are connected in the initial stage of YOD.

Methodology
This article is based on narrative methodology. Human life involves telling stories,
which is a universal way to form and sustain the structures of everyday life. Telling
stories is also a way to maintain and repair meanings when those change, for instance
owing to chronic illness (Bury 2001). When people experience major life changes,
narrative reconstruction helps them to focus on important issues in their past and to
consider their orientations for the future. Telling one’s own story helps people to main-
tain a sense of continuity in the midst of changes (Hänninen and Koski-Jännes 1999).
Analysing illness narratives helps researchers to understand how body, self and society,
culture and contexts, are connected (Bury 2001). Actantial analysis is a helpful device
in understanding narrative structures, actors, motivations and values (Sulkunen and
T ̈orr ̈onen 1997). The actantial model was originally used in semiotics and literature
studies but later extended to health and the social sciences (see Aarva and Pakarinen
2006; Hautsalo et al. 2023; Lejot 2017;Møller and Brøgger 2019;Wentzer and Bygholm
2013).

Data collection
Thedatawere collected in 2020 in semi-structured interviewswith 14 peoplewithYOD
and 15 familymembers (Table 1).ThepeoplewithYODand their familymemberswere
recruited from a neurological outpatient clinic with the help of nurses and a neurol-
ogist in two different regions of Finland, as part of the YOD diagnosis process. The
participation criteria were: (1) the person with YOD received a diagnosis of generative
memory loss disease before the age of 65; (2) the person with YOD was in weekly con-
tact with a family member (over 18 years old) who wanted to participate in the study;
(3) participants were able to give written, informed consent. The potential participants
received verbal and written information on the research from the nurse or neurologist.
If the person with YOD and their family member decided to participate, they both
returned a signed informed consent form with their contact information by mail to
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Table 1. Participant information

Person with
dementia

Age at the time
of diagnosis

CDR scores at
interview

Family member, age
and relationship Living arrangements

Ritva 65 Moderate
dementia, 15

Matti, 63, spouse Home, with spouse;
respite care from
1/2020

Anja 64 Moderate
dementia, 10

Reino, 64, spouse Home, with spouse;
informal care began
4/2020

Mikko 64 Questionable
impairment, 1

Leena, 65, spouse &
Marja, 38, daughter

Home, with spouse

Sylvi 60 Questionable
impairment, 1

Teuvo, 61, spouse Home, with spouse

Raili 65 Questionable
impairment, 2.5

Juha, 33, son Home, alone

Salme 62 Mild dementia, 5 Seppo, 62, spouse Home, with spouse

Hanna 55 Questionable
impairment, 1

Kalervo, 57, spouse Home, with spouse

Merja 51 Questionable
impairment, 0.5

Janne, 58, spouse Home, with spouse

Taina 57 Normal, 0 Pirjo, 78, mother Home, with spouse

Riitta 52 Normal, 0 Osmo, 49, spouse Home, with spouse

Irmeli 52 Normal, 0 Mauno, 63, spouse Home, with spouse

Sari 55 Normal, 0 Irma, 75, mother Home, with spouse

Martta 64 Questionable
impairment, 2.5

Hannu, 33, son Home, alone

Hilkka 57 Questionable
impairment, 1

Petri, 57, spouse Home, alone

the first author. This author then contacted the participants to make an appointment
for the first research interviews.

The first interviews were conducted within six months of the person with YOD
receiving the diagnosis and the follow-up interviews were carried out about a year
after that. In this article, we report on findings from the follow-up interviews, which
were conducted about 18 months after the diagnosis (2020). The first author, who has
extensive experience in communicating with and caring for people with dementia,
conducted all the interviews. Interviews were mostly carried out at the participants’
homes. Owing to the Covid-19 pandemic, some interviews were carried out by video-
call or phone. Semi-structured interviewwas a suitablemethod for this research, which
involves studying people’s perceptions of complex and sensitive issues and topics that
participants are not used to narrating as values and intentions. Moreover, this method
enables reciprocity between the participant and the interviewer, who can improvise
detailed follow-up questions (Kallio et al. 2016).The topics of the interviews were: cog-
nitive symptoms; how the illness has changed the daily living, needs and desires of the
parties; social relationships and attitudes towards illness; future plans and any other
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things the interviewee wanted to talk about. Since dementia disturbs cognition, and
everyone’s situation is unique, semi-structured interviews were an appropriate method
for gathering data about variable experiences.

Background variables were age, gender, relationship with the family member, type
of dementia and Clinical Dementia Rating (CDR). The CDR is a dementia staging
instrument used to assess performance in six areas: memory, orientation, judgement
and problem-solving, community activities, home and hobbies, and personal care. The
measurement is used to characterise and track a patient’s level of impairment owing
to dementia. In this study, a CDR worksheet was used to calculate the current level of
impairment. The CDR values are classified as follows: 0 is for normal; 0.5–2.5 for ques-
tionable impairment; 3–4 for verymild dementia; 4.5–9 formild dementia; 9.5–15.5 for
moderate dementia; and 16–18 for severe dementia (O’Bryant et al. 2008). The CDR
score provides general information with which to track the type and severity of the
changes that dementia has made in the person’s current life situation. The interviewer
conducted the CDR assessment together with the person with YOD and their fam-
ily member, if both participants were available. This required discussion and reaching
consensus. In other cases the person with YOD and their family member did the CDR
separately and the mean of the scores was noted.

Analysis
The analysis began by listening to the interviews and transcribing them verbatim: the
total duration was 28.5 hours and the amount of transcribed text was 439 pages (1,800
characters per page). The actors in the stories were identified using questions about
their core mission. The extracted texts were condensed and coded for actors. Actors
include all those participating in action, including non-human actors such as disease,
technological elements, animals and objects. The same actor also got different roles in
different stories.

To get an overview of the actors in the stories told by the people with YOD and their
family members, we first constructed a matrix of actors, which created the actants of
each story. After that, we grouped these common instances and related expressions for
each actant into themes to identify contents, tensions and similarities. This stage of
analysis gave us an overview of two data sets: people with YOD and family members.
The next step was to put the story of each person with YOD side by side with the story
of their family member and to look at each pair of stories together. After that, we iden-
tified what storylines were included in the stories, and identified three storylines, one
ideal storyline and two non-ideal storylines. In the last stage of the narrative analysis,
we used the actant model to formulate the figures of all storylines, named the actants
included in them and selected direct quotes that described them.

In this analysis, the ideal story is used as a reference point and other storylines are
approached through this. Reference point is defined as ‘a fact forming the basis of an
evaluation or assessment’ (Educalingo n.d. n.p.). Each actant is analysed separately
and notions about variation of actors inside the actant are reported. The results sec-
tion starts from the ideal storyline; then the different actants and actors are considered
to outline the variation of agency; after that, two non-ideal storylines are presented.
Each storyline is also modified as a figure, where the main actors are presented inside
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actant boxes and the action in the storyline is demonstrated using arrows. The CDR
scores of participants are included in Table 1 to give general information about the
progress of the YOD, which varied between participants. We did not include progress
of YOD in the analysis; rather, we considered all the stories and the descriptions they
contained to be qualitatively equal regardless of the severity of the person’s demen-
tia. We demonstrate the variation and implementation of analysis through direct
quotations.

Ethical considerations
This subject is sensitive and ethical review was necessary as the topic is in human
sciences and is associated with patient experiences of dementia. People with demen-
tia may lose the ability to make decisions, so ethics must be considered carefully
(Simpson 2010).The ethical reviewwas accepted inMarch 2019 by TampereUniversity
Hospital Ethics Committee (R19023). As advised in the ethical review, every partic-
ipant received verbal and written information about the research and gave written
informed consent before the first interview. Information about the research and volun-
tary participation was repeated verbally before follow-up interview. Dementia affects
participants’ cognitive skills, so special attention was paid to giving the information
clearly. Furthermore, process or ongoing content was used in the situations when lim-
ited capacity was suspected (Dewing 2007). One interviewee’s illness had progressed
so that her communication skills were weakened and memory problems were severe,
so there was a need for process content. She had given written informed consent to
participation a year before, at the beginning of study. In the follow-up interview sit-
uation, she could not answer verbally the question ‘Do you want to participate in a
research interview and talk about your situation?’, but she expressed her will by answer-
ing some simple questions and was showing wellbeing in the conversation situation.
This behaviour confirmed ongoing consent. All the names of the participants in this
article are pseudonyms. Direct quotes were translated by the first author.

Results
Altogether there were 29 participants in this study, 14 people with YOD and 15 family
members. Thirteen of the people with YOD were women and one was a man; all were
aged between 51 and 65. The diagnoses of YOD were Alzheimer’s disease (12), Lewy
body dementia (1) and frontotemporal dementia (1). Ten of the family members were
spouses, three were adult children and two were parents; all of the family members
were aged between 33 and 78. Two family members (the wife and the daughter) of one
person with YOD participated. Two of the people with YOD continued working after
diagnosis and the other 12 were retired or on sick leave; two of them received regular
support in the form of respite care and informal care. The participants’ CDR values
demonstrate progression of the illness; the values ranged from 0 to 15 (see Table 1).

Next, we describe the results of the narrative analysis. We start this from the ideal
story, which is used as a reference point to describe how the agency of the person
with YOD and their family member changed, but they managed to respond to the dis-
ruptions, maintain earlier agency as much as possible and find a balance in their life
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Figure 2. The ideal storyline: action (arrows) and actors (in actant boxes).

situation. This storyline was named ideal because it follows the original actant model:
all actants of the model exist and the flow of action between actants is the same as in
the model. This story is gathered as a combination from several participants’ stories.
The actors and the action of this ideal narrative are described in Figure 2.

I am Maria, and I received an Alzheimer diagnosis when I was 55 years old, a
bit over a year ago. I have two grown-up children; both have moved away from
home. We got divorced when the children were teenagers. Three years ago, I met
a wonderful man, Pete, and we moved in together and got married last year. I
don’t work anymore. Before this diagnosis, I had some periods of sick leave. After
diagnosis I started to work half-time and that was alright forme; working as a nurse
wasn’t too burdensome that way. But after this year’s summer holiday, I noticed that
work was too much for me, busy and stressful, so now I’m on sick leave and waiting
for a pension decision.

After diagnosis I have started to take better care of my wellbeing. I try to avoid
stress and do meaningful things, which I enjoy. In fact, my object is to focus on the
most important things for my wellbeing. I have always taken care of others, but
now I must look after myself. The time for that is now or never and nobody else is
able to do it for me. This diagnosis made me understand that I need to live my life;
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it is not worth it to freeze and mourn. I don’t want to shout [about my illness] or
make a big fuss about it. However, I am me, and not my illness. It’s like a secondary
thing. I agree with my husband: this illness is just one small part of our life; we have
accepted it and we can live in serenity with it. Pete reminds me if I’m overloading
myself. Nowadays we do more things together than earlier. We often go biking or
for outdoor walks, meet friends, make sure we sleep and rest enough and eat good
food. We have plans for travelling and developing our home, too. I have changed my
way of thinking; I keep to positive thoughts, concentrate on the moment and have a
simple lifestyle. Routines make life easier: I have an alarm in my phone for taking
medicine and I use an e-calendar; I store my important things in the same places;
I have discarded my unnecessary clothes and belongings.

Diagnosis cut down something, I can’t be my old parents’ legal guardian or drive
a bus or a truck. But those don’t matter so much. The most difficult thing is the
unknown future because of this Alzheimer. But that’s the way the cookie crumbles,
and I do manage with it. This illness doesn’t stop me from living a full life, it has
just brought a new tone to some situations. Like I don’t trust my memory very
much, so I write notes, use a calendar and take time to learn/practise things. I try
to listen to myself and my feelings carefully; if I’m tired, in a low mood or angry I
take time for myself and let it be; it will pass like that. I have learned to know and
understand myself. I am interested in many things and I have possibilities to choose
and do things I like, and also time to use because I don’t work anymore. My intense
eagerness for life and my loved ones around me are my greatest resources.

Pete: We are very close to each other, and we value living together a lot. We have
shared housework according to both strengths and interests, and we do many things
together. Maintaining good wellbeing is important for both of us. Well, my own
chronic illness needs that too. We have similar values and views about life and also
about this Alzheimer. We don’t talk a lot about it nowadays, just to make sure that
it won’t take too big a role in our life. I’m used to some symptoms that Maria has,
and I have noticed that I support her sometimes too easily, like saying a word she
can’t remember. We do challenge our brains in different ways, but I also encourage
her to notice her stress level and small things like that.My current ideology is: ‘Don’t
waste time worrying. Do the things you can influence and do them well.’

The ideal storyline is about adapting and renewing agency in the YOD situation. In
this story resources are used well, there is enough support, agency is maintained and
the illness is accepted as a small part of life. The subjects of the story, the person with
YOD and their family member, both parties in a dyadic relationship, are very strong.
They strive determinedly together to achieve the object, which is serenity in life and
slowing down the progression of YOD. Another objective in the story is to reduce the
role of the illness to a small part of life. The main action in the story is the effort to
achieve the aim of the story. The action is performed in joint agency, by Maria and
Pete together. Other actants cluster around these two actants and give ideal support to
the main action of the story. The variation of helpers is wide and the subject has the
will to increase their number and active use, owing to the subject’s orientation towards
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adapting and coping. One example of this, in Maria’s story, was the need for simple
living and routines, which she implemented by discarding unnecessary belongings and
using a calendar and reminders. The opponent is the illness, its symptoms and other
illnesses, all of which hinder the action. Disruptions caused by the illness are noted
and action is balanced with support from helpers. Awareness of the diagnosis acts as
a sender to help the subject notice their own and their dyadic wellbeing, which helps
to maintain the agency of the person with YOD. Receivers are highlighted; the new
situation has brought some good things for the person with YOD and their family.

However, experiences of changing agency varied, and most of the stories included
lots of actors and action that did not fit the ideal story. Actors could change places, or
stories did not include some actants at all. Moreover, the role of certain actants was
emphasised, which changed the relationships between the actants, the flow and the
action in the story. Next, we consider different actants and variation of actors to outline
the variation of agency. We use the ideal story as a reference point and mention first
the elements of actants that supported agency and then the elements of actants that
reduced agency.

Different positions of the subject
The subject and the object are the core of the actantial model and make up its desire
axis (T ̈orr ̈onen 2000, 2014); the main agency of the story is built around these actors.
The subject in the story of the person with YOD was how their own position with the
YOD diagnosis was described, including attributes of their illness. In the ideal story,
the subject’s sense of agency was strong. In the non-ideal story, the subject’s sense
of agency was described as variable and unpredictable. In these stories, illness had
different impacts in different situations. Those changes felt like a burden, as Martta
tells:

Martta: Well, I live alone, and I’ve never adapted to it. I’m aware that there was
something I had been meaning to do, but I can’t even remember what I was sup-
posed to do. Then, aaah, if I plan to go to the store or even for a walk, then I prolong
leaving so much and check the time and I think that I won’t even bother to go there.

Martta felt loneliness and isolation. Furthermore, symptoms of YOD made it difficult
for her to go out alone. These changes undermined her sense of agency. She could not
act independently but needed support, such as company for a walk or shopping, to
be able to use her potential agency. Weakening sense of agency was also described as
uncertainty, a sense of diminishing abilities anddistancing frompreviousways of doing
things. Some participants described withdrawing and freezing in some situations. The
unpredictability of their own abilities made situations difficult: sometimes the person
with YOD felt that their own agency was normal, but in general their agency varied.

In family members’ stories, an important part of the subject was how the family
member experienced the relationship with the person with YOD. In the ideal story,
both saw the illness’s role in their life as similarly small, the relationship with the family
member was equal and they could give each other mutual support. The family mem-
bers’ stories included non-ideal storylines. It was stressful if the relationship made
them too dependent on each other, or changing roles were very demanding for family
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members. Conflicts caused by changes due to YOD changed how they acted together,
as family members Juha and Hannu describe:

Juha: My mother thinks I have become distant because she constantly insists that
no one visits her… She feels like she’s been left all alone here. Of course, that’s not
true, but she forgets our visits. And when I visit her, she vents her feelings about
how I just sit here and no one comes … I don’t want to be mean to my mother and
remind her about earlier visits or tell [her] that I don’t see my friends every day or
week, either. My attitude toward my mother has perhaps matured as I understand
that she has that illness, and that’s why I need to be more patient.

Hannu: There was a conflict because she has certain blocks in her thoughts. She
keeps saying that I waste her money when I buy something for her that she her-
self wanted a little while ago. This conflict was related to buying a coffee maker
(explains the flow of events in detail). I told her directly my thoughts, there must be
some limit in how you treat others. She might have a misunderstanding, and then
a ridiculously small matter blows up into something big … My sister also called me
and asked if I could come with mum and asked can I forgive to her. I told to her
that I am okay with this, I have accepted this. But it would be such a huge plus if
my mother could get rid of the idea that I have any bad intentions. I always think
solely about what’s best for her. It’s incredibly tiresome from a relative’s perspective
when you give your all, and the other person just complains.

Both these quotes from familymembers describe the changing action of parties and the
changing relationships. The family member had to take more responsibility and sup-
port the person with YOD even when their behaviour was negative and burdensome
and changes happened one after another. Ongoing changes forced the family mem-
ber to reconsider their attitude many times, as both Juha and Hannu describe. Juha
accepted the situation, while Hannu described a conflict when he responded to his
mother’s accusations. These situations had an impact on the cohesion of the relation-
ship. Family members also balanced their own agency so that the person with YOD
was able to retain some of their agency. Changes in family roles have been found
to cause stress in the early stages of YOD (Bannon et al. 2021; Harris and Keady
2009).

Objects of wellbeing and conflicts of objects
In the ideal story the objectwas to fight against progression of the illness and to improve
or maintain as much wellbeing as possible. In some narratives, the main object did not
include an attempt to improve one’s own wellbeing, but was more about retaining the
meaningful parts of the previous lifestyle and seeing how the illness would develop.
In these stories the dementia was seen as unavoidable and one’s own opportunities to
influence the situation were seen as minimal. This weakened the person’s own agency:
the lack of a goal decreased action and the desire to achieve it.

Raili: this illness has now slowed me down and there are many things that have to
be accepted and nothing you can do about it. That is how it is now, at the moment.
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Reconciling oneself in this way may lead to narrative foreclosure, if the person
experiences that the productive part of life is ended and ageing with progressive illness
has taken over (Freeman 2000).

Examining the objectives from a dyadic perspective brought out variability of
action. If the aim of the person with YOD and that of the family member were differ-
ent, this affected their actions. Kalervo talks about how he experiences Hanna’s daily
action and his thoughts about the need for rehabilitation:

Kalervo: Things are quite up and down here. We can’t get her activated, and she
has no interest in rehabilitating herself or her memory. She doesn’t have any desire
for it. We’ve been trying to motivate her for a year now, but it’s not working.

Interviewer: What kind of activity does Hanna engage in?

Kalervo: Well, it’s close to zero if you consider a normal person in this situation –
being at home without the need to work. She attends the mandatory appointments,
participates in a fitness group 2–3 times a week, but that’s about it. She doesn’t go
grocery shopping or cook when she is at home. There’s no normal daily activity.

In this situation, Kalervo’s aim was to support Hanna to improve her wellbeing and
brain health and to help her get more active. Hanna did not agree; her aim and interest
were different. The situation was burdensome for both of them in the dyadic relation-
ship and drove them apart. When the person with YOD felt that their agency was
reduced and aimed to disengage, and the family member agreed this aim, the fam-
ily member’s agency concentrated mostly on modifying the living environment to best
support the agency of the personwith YOD.Thismeant arrangement of services (meals
delivered to the person’s home, support person’s visits, house cleaning) or aids (GPS
on the person’s phone, a medicine dispenser, etc.) but also planning leisure events, like
travelling together with a child’s help, or shared hobbies. In these stories services, aids,
trips and hobbies became helpers. This mutual action with helpers supported the well-
being and agency of the person with YOD, and often also the dyadic wellbeing and
adapting to the changed situation.

Helpers empower and support agency
In the actantialmodel, tension between the actants of helper, opponent and anti-subject
gives power in the story: helpers give positive power to the subject’s agency while
opponents or anti-subjects impair the subject’s power (T ̈orr ̈onen 2000, 2014). Helpers
were positive resources that supported the subject’s agency. Each story included some
helpers, but each helper was different and they were used differently. We describe this
variation next. In the ideal story, the subject described a great variety of smaller and
bigger helpers. In non-ideal stories, the subject described hinderers and burdensome
changes, and had fewer or scattered helpers who did not support the agency of the
subject.

In the stories of people with YOD, individual factors that helped them to adapt in
their new situation were important helpers. These storytellers said that it is important
to be open about your illness, to have positive perceptions about yourself and your
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skills, to be able to change your own action and use routines in daily living, to rest and
sleep well, and to notice good things in life. Furthermore, a positive attitude towards
YOD helped. Riitta describes how she experiences Alzheimer’s:

Riitta: I don’t find it (dementia) a burden because I don’t think of it that way. I
think it’s also a matter of attitude. I think that this is the same thing as joint pain.
I had painful joints and got artificial joints and then I was moving forward again.
Okay, Alzheimer came, I got pills and I started to take care of myself and again I‘m
moving forward.

Riitta’s attitude helped her to accept the changes that came with YOD and encouraged
her to take care of her own wellbeing. Other people, like siblings, parents, friends and
neighbours, are important and they act as helpers if the subject experiences them as
supportive and their relationship is maintained despite the YOD. Helpers were often
connected to social relationships and narration of those included emotional issues and
values.Helpers also had a strong connection to the prior life, to the interests and aspects
of the person’s individual lifestyle. Mikko describes his favourite hobby:

Mikko: I always look forward to autumn (hunting), it’s always like life starts again
when I get there. I go there (to the forest) as long as I can and enjoy hunting as long
as possible.

Mikko had previously participated in moose hunting for decades, and the people in
the hunting group were his friends. He enjoyed being part of that group, going to the
forest and getting venison for his family. Hobbies were an important part of life: they
promoted wellbeing, belonging to a meaningful group and interesting activity.

Non-human resources needed to support agency included a driving licence, which
enabled independent mobility; appropriate services; and daily living aids like GPS in
the phone, an e-calendar, alarms, a medicine dispenser, notes and daily structure.

Familymembers’ stories included similar helpers, support and routines. All of these
were important, as Matti, husband of Ritva, tells us in his interview:

Matti: We have two adult sons. The younger one lives just ten minutes’ walk away;
he visits us often. The older son lives a little further away, and he comes every
Sunday and he cooks for us for the next week. He comes with our dog; he has it
nowadays.

This kind of help brought rhythm to the week, maintained social relationships and
enabled familymembers to share responsibilities. Matti was not used to cooking, so his
son’s help enabled him to concentrate on caring for Ritva, whose YOD had progressed
and thus she needed lots of help.

Family members needed resources to support the person with YOD and to care
for their own wellbeing. Peer meetings were an example of this kind of support; they
helped family members to understand YOD and its symptoms, and to reflect on their
own situation with other people who had similar experiences. Family members said
that future planning was beneficial and it helped them to adapt to changes. Financial
wellbeing gave them increased security. Technological aids helped, like turning onGPS
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in the phone of the person with YOD and connecting it to the family member’s own
phone.

The dyadic relationship between the person with YOD and their family member
was a great resource for both parties, and it included shared interests and common
actions.The dyads shared physical activities and hobbies that weremeaningful for both
parties. If the family had a pet, it brought rhythm and content to daily living. Emotional
connection created a basis for the dyadic relationship: stories included love, gratitude,
reminiscence of shared experiences, sharing and reciprocity. Humour and shared jokes
were important for many participants. Seppo, Salme’s husband, gives an example of
this:

Seppo: Sometimes we also have humour. Salme’s sense of humour has been pre-
served, just changed a little; it’s different. She notices some funny things that I
don’t.

Humour had been part of their relationship and when dementia disturbed communi-
cation and function in daily living, humour was an important way to lighten situations;
laughing together and joy helped maintain togetherness in the relationship.

Altogether, each story was unique. The participants narrated about a wide variety
of resources, helpers and sources of support in their current life situation.

Hinderers of action
Opponents and anti-subjects introduce hinderers into the stories (T ̈orr ̈onen 2000,
2014). The diagnosis was the greatest opponent. Anti-subjects strengthened the oppo-
nent and hindered the action to achieve the aim of the story. Symptoms of YOD
increased the burden of illness and reduced agency. People with YOD talked about
burdensome feelings such as despair or low mood. These feelings arose owing to expe-
riences of guilt because of forgetting, loneliness and isolation in changed life situations,
losing independence or finding it difficult to ask for or accept help. Giving up one’s own
skills and agency was also burdensome, as Mikko says related to the driving licence:

Mikko: Well, I got my driver’s licence again for a while. But there will be a time
when I can’t get it anymore.

This awareness of one’s reduced agency and uncertainty about how the YOD will
progress diminished the participants’ sense of internal agency. Family members nar-
rate other things that reduced agency: symptoms of illness; reduced action; forgetting,
which complicated daily living; impairment in initiative and learning abilities; emo-
tional variability; and unpredictable variation of symptoms. People with YOD had
started to blame or accuse their family member, to increase alcohol abuse or to become
isolated and lonely. Reino describes Anja’s difficulties in going out:

Reino: She doesn’t want to go anywhere. Her hair is always dirty or there is a stain
on her trousers. Or something else. It doesn’t matter where we’re going, it takes so
damn long to get out the door. Even if I say half an hour earlier about leaving, I’ll
have to wait ten minutes in the car.
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Anja’s initiative was weakening and she preferred to stay home, which in turn led to
increased isolation. Family members reflected on their own action in these changed
situations. They were aware that if they lost their temper, it was stressful, complicated
the situation, caused a conflict and hindered the action of both parties.

The diagnosis and the progressive nature of YOD aroused uncertainty, which stim-
ulated the narrators to imagine dark and scary scenarios for the future. Both people
with YODand their familymembersmentioned the unknown future as an opponent in
their stories, but did this in different ways, as it was differently burdensome for different
participants. Teuvo talks about how he sees his wife’s YOD:

If the illness worsens from this, what will happen? We’re currently living in some-
what uncertain feelings about which direction it’s going in. It doesn’t improve in any
way; so our living depends on how quickly it progresses.

Participants were uncertain about the future and the progression of the YOD, even
though the changes it caused were still mild, as Teuvo describes above. In the stories
where the YOD diagnosis and symptoms had affected daily living a lot and changes
were perceived as unavoidable, the diagnosis was a powerful opponent. One family
member, Mikko’s wife Leena, describes this in their situation:

Leena: Mikko gets angry about small things, and doesn’t have the same endurance
as earlier. Sometimes I feel that I always have to be on my toes, so I don’t in any
way make the other person angry. It’s so stressful for me.

Mikko’s behaviour was unpredictable and he showed signs of aggression, which was
very burdensome for Leena. Family members noted other changes in the behaviour of
the person with YOD: depression, changes in personality and loss of self-confidence.
These changes required the family member to change their own agency, to become
aware of early signs of difficult situations, to be more patient or pay extra attention to
communication.These changes were related to slow abandonment of the loved one and
loss of togetherness in the relationship. The changes took up a lot of energy for both
parties.

Hinderers impacted all the time for Leena and Mikko, but in other stories they
impacted only occasionally, as was the case when Riitta was called by the hospital:

Riitta: She (the hospital’s social worker) took no way into account the fact that if she
just lists those foreign things (the sick person asked about benefits) to anyone like
bla-bla-bla on the phone, the person doesn’t understand. At least not a person who
has Alzheimer. And I’m thinking also about people whose illness has progressed. It’s
completely stupid to assume that the person is able to take care of things based on
that. If she could say it simply and clearly, or send the basic things by email. You
don’t want to ask ‘repeat that please’ many times, when you value yourself somehow,
you don’t want to say like repeat again, repeat again, repeat again. I know for a fact
that I can manage at work and I’m a smart person.

In this example, a social worker, health services and also (use of) the phone were
hindering actors of the story. Hinderers were linked to interaction with other peo-
ple: Riitta did not get the help she was asking for from the professionals. Hinderers
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increased discomfort, showed the person with YOD that their abilities were changing
and impaired their functioning. This started to happen from the beginning of the
illness, even when changes came up only occasionally and were so mild that the
communication partner probably did not even notice.

Non-human actors played a smaller role, but were also hinderers. Participants
from both groups narrated financial uncertainty due to changes in work and lack of
appropriate services. Other diseases were also hinderers that restricted movement and
caused pain (e.g. rheumatism ormigraine) or led to a high risk of heart attack or stroke.
Matti, Ritva’s husband, tells the interviewer about his own chronic illness and their
home situation:

Matti: As long as I’m standing on my own two feet, I’ll help her. The danger is that
if something happens to me, Ritva will immediately be placed in some care home.
Ritva wouldn’t manage alone, and even home care wouldn’t be sufficient.

When family members included their own other illnesses in their stories, they raised
the additional concern about the wellbeing of the person with YOD if something
happened to them.

Senders: the diagnosis as a driver of change
In the actantial model, the sender and the receiver represent the axis of knowledge,
and the sender gives the obligation for action (Møller and Brøgger 2019; T ̈orr ̈onen
2014). In the participants’ stories, the sender was the diagnosis. The diagnosis of YOD
acted as a catalyst for change. The appearance and the significance of the sender in the
stories were individual. In the stories of the person with YOD, diagnosis changed other
people’s behaviour; relatives started to visit or call more often to see how the person
withYODwas doing. Familymembers’ roles also changed as the personwithYODgave
up some responsibilities. Because knowledge of the diagnosis changed other people’s
behaviour, narrators considered who it was worth talking to about the diagnosis. For
some, openness about the diagnosismade life easier, since others knewwhy thingswere
changing and the narrators did not need to pretend. Reasons for keeping the diagnosis
to oneself or to just a small group included fear of pity or of the illness getting too
big a role in relationships with others. Some participants considered who to tell very
carefully:

Riitta: In the spring, I told my mother that I couldn’t become her legal guardian. I
explained that my illness made it impossible. She got upset and insisted I tell her
about my illness and details of it. Fortunately, Osmo was there and reassured me
that I didn’t need to disclose it – it was a private matter. My mother eventually
accepted this, because my husband said it to her… She is a person who can’t keep
things to herself, she would shout about it to everybody. I don’t want pity or to be
defined bymy illness. But I did decide to share it withmy sister, explaining that, with
this diagnosis, I’m not qualified to be our mother’s legal guardian. Surprisingly, my
sister took it well, and perhaps it even brought us closer together.

Riitta could not be the legal guardian for hermother, but, when the family weremaking
arrangements related to this process, she had to reconsiderwho shewould tell about her
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diagnosis. She got support from her husband in the conversation with her mother and
was able to act as she wanted. Telling others about the diagnosis was related to individ-
ual situations, relationships and attitudes towards illness. The diagnosis incurred other
restrictions; the person with YOD was not able to be a professional bus or truck driver,
and might lose their car driving licence. The diagnosis increased the need to make a
will and advance decisions or to plan for the future. Furthermore, the diagnosis altered
societal roles: people with YOD mostly stopped doing paid work and started receiving
benefits or some services, such as visits to a psychologist.

For a family member, the diagnosis as a sender started new agency. The diagnosis
could create a newneed to observe and assess the functioning and abilities of the person
with YOD, to make sure that they could cope with their own daily life, as Teuvo, Sylvi’s
spouse, tells us:

Teuvo: This doctor sent me a message, that I should monitor how Sylvi’s car driving
goes. Well, we drive together and she also sometimes drives by herself to the store.

For the familymember, this responsibility was new and important in the new situation.
The diagnosis also created needs for information about the illness, services, financial
benefits and opportunities for peer support. Some of the family members started to be
the caregiver of the person with YOD. Overall, the diagnosis and the progression of
YOD initiated new actions and changes in an ongoing process.

Receivers show achievements in the changed life situation
All the receiver actants represented something achieved owing to this new life situation.
The ideal story contained several receivers, from the person with YOD to the whole
family. In non-ideal stories, the receivers were more hidden or totally absent, because
in the burdensome situation participants could not notice any benefits or achievements
owing to the changed life situation.

Receivers were notions about positive changes, which were particularly related to
human actors. A person with YOD was a receiver because of retirement: freedom to
do things had increased and stressful, time-consuming work had ended. Some partic-
ipants reflected on how their feelings of meaningfulness, self-awareness and devotion
to loved ones had increased because the illness forced them to reconsider these issues.
Family and loved ones (including pets) were also receivers; more time was spent
together and concrete help was given to each other. These were noted to strengthen
relationships:

Sylvi: It’s nice when you get freedom and don’t have to go anywhere. It’s really nice
to be at home, to walk in the nearby forest and on the roads with the dog and things
like that.

Sylvi enjoyed her retirement and her daily walks in the forest with the dog were
important to her.

In their stories, some family members saw themselves as receivers because the new
life situation taught them tounderstand the illness and the behaviour of the personwith
YOD.Mutuality in the family relationship increased: familymembers talked about how
important it is to care for each other.Marja,Mikko’s daughter, describes her experience:
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Marja: I want to live this with them. I want to be up to date, and he (Mikko) is quite
agreeable about me going with him to the doctor. And he even thanked me; even
though I quite critically said things to him right there at the doctor’s surgery, he still
thanked me right after that, took my hand, and said thank you. I don’t have my
own children and I have the freedom to come and it’s my own decision. I feel that
this is my thing, and I want to be here. They have raised and helped me, I feel that
now it’s my turn. Parents have their own duty, so now I feel it’s my turn. I couldn’t
live with myself if I wasn’t part of this and I was an outsider.

The changing situation was stressful to Marja, and it forced her to consider meanings,
her motivations and her relationship to her parents. Storytelling about her own situ-
ation enabled her to say these things out loud and to incorporate her father’s illness
into her own story. The notions of receivers did not come up in each family member’s
stories, but if receivers were mentioned, the story included some positive outcome in
the changed life situation, which promoted coping with the illness.

Non-ideal storylines of agency
The final part of the findings consists of two non-ideal storylines. These two storylines
sum up the elements and the flow of narratives that differed from the ideal story. The
structure and the action in these storylines aremore scattered and fragmented because,
in these stories, burdensome elements are increasing and resources are decreasing.The
YOD is a heavy burden in these stories, and it steers action. The subject, whose sense
of their own agentic abilities is declining, has low capacity to reconstruct agency in
the midst of ongoing changes. These elements and the flow of the narratives lead to
two different storylines of diminishing agency. These storylines are shown in Figures
3 and 4, where the size of the actant boxes indicates the intensity of the actant. The
agency is described with an arrow whose size and direction indicates the typical action
of the storyline.

The readjust storyline is shown in Figure 3. The subject’s sense of agency was
fragmented owing to declining abilities and changes in the relationship between the
participants. The YOD and the changes it brought about were ongoing and both par-
ties had to try to adapt to those continually, which made the situation stressful. This
story’s key point was the action of the subject. Both the person with YOD and the fam-
ily member were acting in the same direction because they had the same object. The
object for both was the shadowy future, owing to the unknown progress of the illness.
The action of the subject faced a strong opponent, the disease, and a wide variation of
anti-subjects. The family member’s role as a helper was important; therefore, the sub-
ject was empowered owing to the familymember’s supporting action and themutuality
of relationship was maintained.

Another non-ideal storyline was the ‘no way out’ story (Figure 4). The name of
the storyline describes the main action of the story: the person with YOD is trying
to adjust to their own reduced ability to act alone in the situation where burdensome
changes come one after another. The action of the person with YOD and that of the
family member proceed in different directions. The object of the person with YOD is
in shadow; the person is waiting for the illness to progress. Therefore, their own action
is weak and they feel at a loose end. The family member is in the role of helper, but the
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Figure 3. The readjust storyline: action (arrows) and actors (in actant boxes).

familymember’s own vision about the object is different, for example to improve the sit-
uation. Owing to this object conflict, the family member’s action does not support the
subject’s action but goes straight to the object. For the person with YOD, this complex
relationship acts as an anti-subject. The main opponent, the YOD and its symptoms,
dominates and creates dark scenarios for the future.The subject, the person with YOD,
remains mostly alone in this vicious circle, which causes stress and takes up energy.
There is no receiver in this storyline.

Discussion
Young onset dementia threatens agency as it changes social roles, affects communi-
cation skills and impairs functions (Larochette et al. 2020; Wawrziczny et al. 2016).
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member’s objects

Figure 4. The ‘no way out’ storyline: action (arrows) and actors (in actant boxes).

The new situation needs evaluation and a person with YOD has to adjust their agency
to their new way of daily living. This study shows the similarities and differences in
factors that influence the reconstruction of agency. In their stories, people with YOD
constructed their agency around their perceived agentic abilities and how they saw
their aims and possibilities for their own future.

Adapting to YODand agencywere described in ideal and non-ideal storylines. Each
storyline had similar elements and narrative flow. In the ideal story, adapting con-
sisted of maintaining previous agency and continuously modifying action in line with
changes brought about by YOD.

In the ideal storyline, the person with YOD’s own abilities, possibilities and sense
of meaningfulness were strong and relationships with family members endured, so
the narrator’s own sense of agency was strong. The narrator had an active desire to

https://doi.org/10.1017/S0144686X24000588 Published online by Cambridge University Press

https://doi.org/10.1017/S0144686X24000588


22 Katja Hautsalo et al.

achieve their own aims (like serenity in life and wellbeing) and to slow down the pro-
gression of dementia; individual actions in hobbies, interpersonal relationships and
work were adjusted to support these aims. If both the person with YOD and their
family member strove for the same aim, this fostered a sense of agency and dyadic
agency appeared in the story. This brought out the relationality (see Gergen 2009),
which becomes more important after diagnosis with YOD. Loss of identity or sense
of self is common (Shoesmith et al. 2022) and maintenance is an important factor in
managing life with dementia (Pinkert et al. 2021), as this study also showed. Action to
maintain agency starts from diagnosis, even if symptoms are very mild and occur only
occasionally. Because the YOD is unpredictable, it fragments the person with YOD’s
sense of their own agency and their abilities to act.

In the non-ideal storylines (readjust and no way out), the person with YOD did
not dare to set aims for the future or even to think about the future because surviving
the present took all their attention. Desire to reach some aim or to achieve something
important for oneself was low or missing in these storylines. People with dementia
concentrate on the present and living in the moment because it enables connection to
the situation, a sense of meaningfulness and keeping up (Hautsalo et al. 2021; Keady
et al. 2022). The sense of an unknown and threatening future may lead people with
YOD to reduce their own activities. The illness and the changes caused by it can mark
and weaken agency (Hautsalo et al. 2021, 2023) and may reduce agency (Honkasalo
2009), turning the person with YOD towards a receptive phase of action, which fastens
remaining social bonds and keeps the person within their restricted everyday life.

This study shows that the relationship between the person with YOD and their
family member is a remarkable factor in agency reconstruction. In a dyadic relation-
ship, understanding of the situation is congruent and agency towards a shared aim
is constructed together. The possibilities and limitations of both parties are expressed
openly and noted in daily living. Positive dyadic coping requires positive communica-
tion, common problem-solving and negotiation (Bannon et al. 2021) but also receiving
help, tools to cope with symptoms, and effort to preserve as much autonomy of the
person with YOD as possible (Wawrziczny et al. 2016). Incoherent relations in this
study included conflicts between the family member and the person with YOD, espe-
cially if the parties had different attitudes towards the illness or different aims in the
situation. In these instances, the person with YOD did not get reassurance and sup-
port for their agentic abilities or individual factors from their family member and the
relationship became less mutual. These situations reduced agency, which was under
construction and in flux, as the agency was directed differently. The person with YOD
was left alone in the situation; their agency was reconstructed based on their declin-
ing abilities and skills. At the same time, the family member acted to realise aims
that they saw as most important. Previous studies confirm that coping in a dyadic
relationship is interrupted by mutual avoidance, negative communication (Bannon
et al. 2021), irritation and anger about mistakes (Johannessen et al. 2018) and/or
social isolation, loneliness and frustration about the uncertain future (Wawrziczny
et al. 2016).

Different factors strengthen or weaken the sense of agency of the person with YOD.
An accepting and flexible attitude towards the illness, suitable communities and hob-
bies, pets and sufficient aids are examples of supportive, positive factors. Previous work
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has noted positive strategies for empowering identity and coping with illness: positive
attitude, physical and social engagement, adapting the environment (Beard et al. 2009)
and modifying stressful situations (Johannessen et al. 2019). Negative and hindering
factors reduce the person with YOD’s experience of their own abilities and agency.
In this study, the most burdensome issue was dementia, which had impacts like self-
doubt and blame owing to forgetting, despair, unpredictable variation of symptoms,
and fears of the unknown future and of the progression of both the dementia and
other illnesses. The balance between helping and hindering factors differed in each
story. These factors strengthen or weaken the agency of the participant and impact the
flow of the narrative. Non-ideal storylines were overshadowed by dementia and dimin-
ished agency (see Honkasalo 2009). In the ‘no way out’ storyline, the narrative flowed
towards the idea that the story was over. This storyline has similarities with narrative
foreclosure (Freeman 2000), in the narrator’s vision about the future and the end of
life. Narrative foreclosure refers to a narrative of inexorable decline, which excludes
the person’s image and experience of their vital self and self-sufficiency. To support
the sense of agency of the person with YOD and their family member, helpers can
notice resources and generate appropriate aims for the life situation. This can promote
reconstruction of agency and adapting to the changed situation.

Based on the findings of this study, we make three recommendations for clinical
practice. First, professionals should ask people with dementia and their family mem-
bers to narrate how they experience their abilities and resources. This would enable
professionals to understand individual situations and to promote the agency of both
parties, individually and in dyadic relationship. Hinderers and needs should also be
discussed because these are key factors in well-tailored support and help. Narration
from both perspectives is important for the storyteller, too, because it helps narrators
to reconstruct understanding of their own situations and promotes coping.

Second, professionals need understanding and sensitivity to observe the dynamic
changes that YOD causes. Changes in agency are individual, mostly related to social
relationships, and start occurring from diagnosis, even if symptoms are very mild and
appear only occasionally. Adapting to ongoing changes owing to dementia is a continu-
ous process that families experience together and as individuals. These changes should
be considered in all services, taking person-centred and family-oriented approaches to
their needs, being aware of service-users’ biographies and attending to the continuity
of services.

Third, the dyadic relationship between the person with YOD and their familymem-
ber should be supported as the changes caused by dementia affect the mutuality of that
relationship. Conversations about how both parties experience YOD and their aims in
the situation help to reveal both parties’ feelings, meanings, attitudes and values. These
conversations may help the person with YOD and their family member to find shared
aims and understand each other’smotivations for action; theymay also promote shared
agency and maintaining the dyadic relationship.

A strength of this study is the narrated stories, which are a unique document of
existential living with YOD. The life situations, relationships with family members
and symptoms of dementia varied, making it possible to take a broader view of
the reconstruction of agency. A limitation of the study is that most of the partici-
pants with YOD were women and used to expressing themselves verbally; another
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is that most participants were in the initial stage of dementia. Also, in this study,
most participants with YOD had Alzheimer’s, only one had Lewy body dementia and
one had frontotemporal dementia. In general, the most frequent causes of YOD are
Alzheimer’s, frontotemporal dementias and vascular dementias (Loi et al. 2023); the
latter two conditions were underrepresented among our participants. For these rea-
sons some symptoms of dementia and their consequencesmay be absent fromour data.
Nevertheless, we believe that the findings of our studymay be transferred to other con-
texts where people are living with the initial stages of dementia, and that professionals
may use these results when supporting and helping families with YOD.

This study shows that the actantial model is appropriate for studying YOD stories
and finding out the factors that change agency. The actant analysis demonstrated that
agency changed in different ways and that there was a tension in how desire, power
and knowledge appeared in the stories (T ̈orr ̈onen 2000, 2014). Agency on diagnosis
was multi-dimensional, individual and diverse. Actors, the meaningful things found
in the stories, included all entities – human and non-human – participating in action.
The same actor could appear in different roles in different stories.TheYODchanged the
person’s abilities and cognitive functioning, causing certain actors to appear.The cogni-
tive abilities of a person with YOD cannot be taken for granted as before, and therefore
some of the person’s own or dyadic factors, like an accepting attitude or impairment of
initiative, became discrete actors. This can be seen as black boxing (Latour 2005), that
is, a situation where inoperability or changes in operativity cause internal factors to
emerge. These internal factors scarcely existed in the original situation, but when this
situation was disrupted owing to YOD, they appeared and became essential to how the
illness was accepted and adjusted to as part of life. The actors produce action, which
directs the agency of the person with YOD and the family member. In the future, it
would be interesting to find out what changes occur when YOD progresses and how
these affect the stability of the actors, the actants and agency.

Conclusion
This study adds to the understanding of how people recently diagnosed with YOD
experience reconstructing their own agency in a new life situation. The diagnosis of
dementia and the process of adjusting to the illness as a part of life are together a
diverse and dynamic process, for individuals and for their families. How the person
with YOD can reconstruct their own agency depends on the integrity and flexibility of
that individual’s agentic abilities, the family member(s)’ support and the cohesion of
the dyadic relationship.How agency is reconstructed depends on how the subject of the
story experiences their own future and what they are aiming for. Hindering and help-
ing resources need to be balanced in an ongoing process that is a combination of each
person’s attitudes, emotions, social connections, living context, symptoms and other
unique factors in their situation. Narration enables each person to reconstruct their
understanding of their own situation and eases their emotional burden, which may
make it easier to adapt to changes. Narration also gives listeners the opportunity to
hear that person’s interpretations of their own situation, experience of changes, needs
and resources. If professionals and family members can understand these things, they
can respond to needs and provide resources. This supports the person with YOD and
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their family from diagnosis on, giving them a sense of agency. Based on the findings of
this study, narrating one’s situation, for coping, is not just a means but its very basis.
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Törrönen J (2000) The passionate text: The pending narrative as a macrostructure of persuasion. Social
Semiotics 10, 81–98. https://doi.org/10.1080/103503300114568.
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