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A B S T R A C T

While contemporary ageing policies emphasise the importance of supporting older people’s agency, research on 
how people living with dementia themselves perceive and articulate agency remains limited. Existing studies 
have often focused on the loss of agency or on external factors that enable or constrain it, leaving a gap in 
understanding the subjective, lived experience of agency as dementia progresses. This study examines the sense 
of agency among people living with dementia from their own perspectives, utilising Jyrki Jyrkämäs modalities of 
agency framework. Based on interviews with 19 participants living with dementia (aged 68–85), the research 
reveals how agency is experienced, maintained and adapted in everyday life. People with dementia express 
strong desires to maintain control over their daily lives and decision-making, particularly within their home 
environments and social relationships. Rather than focusing on limitations, they express agency through capa
bilities, desires and possibilities. Emotional processing, including humour and acceptance, plays a crucial role in 
adapting to cognitive changes. The study also highlights the importance of relational agency, whereby it is 
sustained through social connections and support from family members. This interdependence represents not a 
loss of agency but a reconfiguration that enables individuals to maintain meaningful expressions of agency even 
as cognitive functions decline. The research contributes to a more nuanced understanding of agency in dementia 
as constant, adaptive and often shared, with implications for service design and policy that emphasise remaining 
abilities, relational and emotional support, and the strengthening of both individual and shared forms of agency.

Introduction

One of the central objectives of contemporary ageing policies is to 
promote the agency of older people. This emphasis reflects a growing 
recognition that older individuals should retain control over their lives, 
choices, and opportunities for social participation (Plath, 2009). Despite 
the importance placed on agency, cultural narratives often portray 
dichotomous images of older people. These representations tend to 
swing between two extremes: older individuals are either seen as 
vulnerable, dependent, and in need of care and support (Dant, 1988; 
Reul et al., 2022), or as autonomous, active citizens who are capable of 
managing their own affairs, supporting one another, and participating in 
work or volunteer activities (Ministry of Social Affairs and Health, 2020; 
Timonen, 2016). This dichotomy becomes particularly problematic in 
the context of dementia where the ability to maintain agency and active 
ageing becomes increasingly challenging, requiring additional support 

for independent living. The latter perspective is emphasised in Finnish 
policy documents—agency and inclusion are defined through opportu
nities for engagement and active participation, with a particular focus 
on supporting independent living at home.

In the Finnish context, there is no specific dementia care policy as 
such; rather, the principles guiding the care and support of people with 
dementia are embedded within broader ageing and older people's care 
policies. National quality recommendations for older people and services 
(Ministry of Social Affairs and Health, 2024) emphasise home-based 
care, preventive services, and the promotion of functional capacity, 
reflecting a broader political commitment to independence and partic
ipation in later life. Alongside prioritisation of home-based care, insti
tutional care has been gradually reduced (Mielikäinen & Virtanen, 2023, 
p. 55) by tightening the criteria for needs-assessments for round-the- 
clock care. In Finland, there are about 150,000 people living with de
mentia (Roitto et al., 2024), and most of them live at home.
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Despite the extensive body of research on agency in the context of 
dementia, a notable gap remains between policy ideals that promote 
independence and agency, and the lived experiences of individuals with 
cognitive decline. Previous studies have often concentrated either on the 
loss of agency (Boyle, 2014; Hellström et al., 2007) or on institutional 
and social practices that enable or restrict agency (Klein & Goering, 
2023; Kontos, 2005). In a recent synthesis of dementia research, Van Der 
Byl Williams and Zeilig (2022) emphasise that agency in dementia is 
best understood as multifaceted, embodied, emotional, intentional (both 
explicitly and implicitly), and socially situated. However, there is still 
limited understanding of how people living with dementia themselves 
perceive and articulate their agency (Van Der Byl Williams & Zeilig, 
2022). This knowledge gap is particularly significant not only as a 
matter of human and ethical importance, but also from the perspective 
of family members and service systems, as it affects how support is 
provided and how effectively the autonomy and agency of people with 
dementia can be sustained.

The concept of agency originates in the social sciences but has been 
applied and defined in various ways across different disciplines. In this 
article, we primarily build on Finnish social gerontologist Jyrki 
Jyrkämä's conceptualisation of agency, which extends beyond individ
ual abilities to emphasise the importance of resources and structural 
factors in shaping agency. Jyrkämä defines individuals as actively con
structing their life paths and futures by utilising the resources they 
possess while making choices and taking actions within the opportu
nities, constraints, and conditions shaped by their temporal-spatial and 
socio-cultural context. In our approach Jyrkämä's (2007, 2008, 2013)
model of the modalities of agency offers a practical analytical tool for 
examining how agency is expressed in everyday life. According to 
Jyrkämä (2008, p. 195), “agency is something that originates from, 
takes shape, and is renewed within the intertwined and dynamic process 
of these modalities.”

Building on previous research that has explored the concept of 
agency in later life, our study focuses specifically on how people with 
dementia perceive and articulate their sense of agency in everyday 
contexts. Earlier studies have shown that while agency has been widely 
discussed in relation to care practices and professional perspectives, the 
lived experiences and subjective viewpoints of people with dementia 
have received less attention. Jyrkämä's framework of the modalities of 
agency provides a useful lens for addressing this gap, as it enables an 
examination of how agency is enacted through various resources, abil
ities, and social relations, even when cognitive capacities change. The 
following sections describe the model in greater detail, including its 
theoretical premises and methodological implications. The research was 
guided by the following questions: 

1. How do people with dementia experience, express and maintain 
agency in their everyday lives?

2. In what ways do people with dementia adapt their agency in 
response to changing abilities?

3. How is agency co-constructed and supported through social re
lationships and shared practices?

The aim of this study is to deepen our understanding of the agency of 
people living with dementia. Our goal is to generate knowledge that can 
inform services, policies, and decision-making processes related to older 
people, thereby supporting and promoting the agency of individuals 
with dementia and providing valuable insights for family members and 
informal carers.

Dementia and agency

As populations age in many countries, including Finland, the number 
of people living with dementia is increasing significantly (Roitto et al., 
2024; World Health Organization [WHO], 2025). Dementia significantly 
impairs reasoning, perception, orientation, and learning, with memory 

decline being particularly profound (Cerejeira et al., 2012). These 
cognitive deficits create substantial obstacles in daily life, affecting an 
individual's ability to function independently. The progression of de
mentia is gradual and varies across individuals, leading to complex 
changes in functioning over time. The rate and order of loss vary be
tween individuals and across time (Cipriani et al., 2020).

In the past, people with dementia have been presumed to lose 
fundamental aspects of their personhood—including autonomy, iden
tity, and privacy—and consequently their agency, suggesting they 
possess little to no capacity for autonomous action (Boyle, 2014; Klein & 
Goering, 2023). Their agency has been described as “disappearing,” 
though this characterization does not necessarily indicate a complete 
loss but rather a process through which agency changes shape and often 
weakens gradually (Jylhänkangas, 2022). Contemporary research has 
challenged the traditional view by recognizing that agency per
sists—albeit in altered forms—even in advanced stages of dementia 
(Buggins et al., 2020; Van Der Byl Williams & Zeilig, 2022). This is 
particularly evident when agency encompasses “being” rather than 
solely “doing” (Pirhonen & Pietilä, 2016). This conceptual shift high
lights that expressions of presence, relationality, and selfhood constitute 
meaningful forms of agency even when active decision-making is 
diminished.

Dementia affects agency due to many of the previously described 
changes, which in turn challenge the Finnish policy goal of enabling 
older people to live at home for as long as possible. In the early stages of 
dementia, most individuals still maintain substantial functional abilities 
and autonomy (Hautsalo et al., 2024). While simultaneously acknowl
edging the challenges in agency that dementia brings about, research 
reveals that persons with dementia actively develop adaptation strate
gies as the illness progresses. Previous studies have shown how people 
with dementia can assert their agency and maintain identity through 
narrative practices understood as the ways individuals construct and 
express meaning, identity, and continuity through storytelling despite 
cognitive challenges (Buggins et al., 2020; Hydén & Örulv, 2009). 
Moreover, the maintenance of daily routines and engagement in familiar 
activities emerge as crucial elements in the adaptation process, as people 
with dementia consistently develop various coping mechanisms to 
navigate the changes brought about by their condition (Górska et al., 
2019; Huizenga et al., 2022). People with dementia show strong moti
vation to participate in everyday activities, particularly household tasks 
that provide a sense of meaningfulness. They develop adaptive coping 
mechanisms, such as simplifying previous activities (Bjørkløf et al., 
2019). The home represents continuity and familiarity, offering a 
framework within which individuals can sustain a sense of control, 
belonging, and normality despite progressive cognitive changes (Frazer 
et al., 2011; Huizenga et al., 2022). Everyday routines and familiar 
surroundings enable people with dementia to “keep going” and “hold on 
to life as usual” (Bjørkløf et al., 2019), maintaining their capacity to act 
intentionally and preserve their identity within a space that embodies 
their personal history and social relations (Harding et al., 2024; Phinney 
et al., 2007). Supporting tools like memory cards and written in
structions can facilitate independent activities, while consideration of an 
individual's life history and previously meaningful activities proves 
crucial in maintaining agency (Moe et al., 2021; Phinney et al., 2007).

Importantly, these coping strategies are not only practical but also 
emotional. Bjørkløf et al. (2019) emphasise the role of humour and 
interpersonal support as key emotional resources. These findings align 
with Kitwood's (1997) person-centred care approach, which highlights 
the importance of psychological needs in preserving personhood and 
agency. The emotional and existential aspects of feeling at home are in
tegral to sustaining agency. The home provides not only safety and 
comfort but also a sense of self-continuity, acting as a refuge from the 
threat of marginalization (Frazer et al., 2011). This interconnection 
between agency, personhood, and emotional well-being suggests that 
supporting agency requires attention to both practical abilities and 
emotional dimensions.
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Due to the progressive nature of the illness, people with dementia 
inevitably become increasingly dependent on others. However, rather 
than diminishing agency entirely, this dependency may shift its form. 
Research has shown that dementia creates opportunities for shared or 
relational agency, wherein individuals with dementia and their carers 
co-construct decisions and meaning through interaction and memory- 
sharing (Halonen et al., 2025a; Klein & Goering, 2023; Ring et al., 
2025). The domestic environment also serves as a key arena for rela
tional and shared forms of agency. Home-based agency is continuously 
negotiated through interactions between the person with dementia, 
family members, and home care workers (Hoel et al., 2021; Olsen et al., 
2021). Engaging in household activities or contributing to shared tasks 
can represent vital ways of exercising agency through “reciprocities of 
care,” whereby people with dementia not only receive but also offer care 
and support to others (Harding et al., 2024). These reciprocal practices 
reinforce dignity and self-worth, helping to counter the image of passive 
dependency often associated with dementia. As the condition pro
gresses, individual agency often transitions from being expressed inde
pendently to being shaped relationally, through cooperation, trust, and 
mutual commitment (Åkerblad & Haapakoski, 2020). Ring et al. (2025)
highlight the concept of supported agency, in which older adults 
maintain and pursue their goals with the assistance of others. Receiving 
support does not diminish agency; rather, it strengthens it by providing a 
sense of safety and empowerment, enabling intentional action without 
implying that the individual is a burden.

Theoretical perspectives suggest that agency can be understood as a 
continuum shaped by cognitive abilities, social support, and external 
structures (Pirhonen & Pietilä, 2016; Van Der Byl Williams & Zeilig, 
2022). Jolanki et al. (2023) further develop this perspective through 
relational agency theory, emphasising the role of both care recipients 
and caregivers in shaping care arrangements. Within this framework, 
family carers play a crucial role in either enabling or restricting agency, 
depending on their approach and the strategies they employ (e.g., Bosco 
et al., 2018; Halonen et al., 2025a). The more dependent or vulnerable 
the ageing person becomes, the more crucial close relationships are for 
maintaining autonomy (Mäki-Petäjä-Leinonen, 2023, p. 361). 
Conversely, a lack of support for carers could ultimately pose a risk to 
the maintenance of the agency of people with dementia (Bosco et al., 
2018; Chung et al., 2017).

Agency has thus become an essential component of discussion con
cerning autonomy, selfhood, and decision-making ability in dementia 
studies. While related, these concepts have distinct meanings: agency 
refers to the capacity to act with intention and effect; autonomy con
cerns self-governance and independence; and selfhood encompasses 
one's sense of identity and continuity (Boyle, 2014; Pirhonen & Pietilä, 
2016). Bosco et al. (2018) note that recognition of agency enhances 
autonomy, facilitates participation in decision-making, and helps 
manage the negative effects of cognitive decline.

In addition to these perspectives, the concept of social citizenship has 
been influential in dementia studies. This approach broadens the focus 
from individual capacities to include rights, participation, and recog
nition within societal structures (Bartlett & O'Connor, 2007). It em
phasises that agency is not only enacted in interpersonal interactions but 
also shaped by institutional arrangements, legal frameworks and social 
practices that can both support and constrain it (O'Connor et al., 2022; 
O'Connor & Nedlund, 2016).

To address complexity of agency, we turn to the modalities of agency 
framework developed by Jyrkämä (2008, 2013, p. 102), in which he 
emphasises that agency is fundamentally about the possibility of influ
encing one's life. The following section will elaborate on this framework 
and its application to our study of agency in people with dementia.

The modalities of agency

In this study, we approach agency analytically through the theoret
ical framework of modalities of agency developed by Jyrki Jyrkämä 

(2007, 2008, 2013). This framework draws on sociological and ageing 
research theories of agency, as well as on the theoretical ideas of French 
semiotician Algirdas Greimas and his modal concepts. The approach 
conceptualizes agency as situational and context-bound, emerging 
through the dynamic interplay between societal structures and indi
vidual actors.

In the model, agency is approached as a combination of six modal
ities that bind structural factors and the individual actor in a situa
tionally shaped dynamic within which agency is constituted. The 
modalities thus attend to the situational and individual dimensions of 
how agency is experienced and asserted in everyday life. The framework 
distinguishes six modalities: to want, to know, have the possibility to, 
have to, be able to and to feel. Jyrkämä formulated the modalities for the 
purposes of action research (Jyrkämä, 2007, pp. 205–206).

Want to refers to a person's goals, motivations and intentions that 
guide their actions and choices. This modality encompasses the in
dividual's desires and will to engage in particular activities. Know to 
encompasses the remaining skills and abilities, such as knowledge and 
skills acquired over a lifetime. These represent relatively enduring 
competences that individuals can draw upon in various situations. Be 
able to primarily entails physical and mental or cognitive ability and 
capacity. Unlike knowledge and skills, these abilities may vary signifi
cantly from situation to situation and change throughout the ageing 
process. Have to entails the normative, moral and physical requirements, 
barriers and constraints that guide or compel action. This modality re
flects the obligations and limitations that shape a person's choices. Have 
the possibility to (being possible to) represents the options and possibilities 
that various situations provide for the individual. This modality reflects 
how structural factors create openings for agency. To feel attends to 
emotions, values and experiences. This affective dimension influences 
how people approach and engage with various activities and situations. 
Feelings may range in intensity and type, all of which influence how 
agency is both experienced and expressed.

To illustrate how these modalities operate and cooperate in practice, 
consider the example of using a smartphone among people with de
mentia (adapted from Jyrkämä's, 2008 other example). The user must 
know how to and be able to operate the smartphone. Different di
mensions of wanting to may influence usage patterns: one person may be 
motivated to learn to use smartphone, while another might not because 
of cognitive decline. The modality of having to may manifest in 
geographical “force”- such as living in areas without bank and govern
ment services. Regarding feeling, some may be excited by the possibil
ities of a smartphone and others may prefer an old phone. Through these 
intersecting modalities, different types of agency constellations emerge: 
one person might represent “I know how to, I want to, I am able to, and I 
even like using the smartphone,” while another might embody “I want 
to, but I do not know how or I am not able to use it."

Moreover, Jyrkämä's conceptualisation of agency stresses the 
importance of life course in which historical, socio-economic and soci
etal factors play an important role in the choices that a person makes and 
are able to make in certain times, places and situations. This approach 
views individuals as active subjects while recognizing that agency is 
shaped by social, cultural, and historical contexts that can empower or 
limit older adults with dementia (Vorhölter, 2024). Virkola (2014)
demonstrates that individuals with dementia can maintain agency 
through supportive and flexible environments. In this study, dementia is 
understood as an internal and dynamic force that mobilises changes in a 
person's actions and capacities. Rather than an external structure, it 
operates within the individual while simultaneously interacting with 
broader social, cultural, and historical contexts, thereby shaping both 
the possibilities and constraints of agency.

In sum, Jyrkämä's modalities-framework provides an analytical tool 
for understanding subjective actor-driven situations that have been 
overlooked in dementia research. Through modalities, we aim to look at 
agency from the perspective of people with dementia from the inside out 
as it is experienced by them in their everyday lives. This approach allows 
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people with dementia to share their own experiences, which represents a 
crucial ethical consideration (Halonen et al., 2025b).

Research settings

Participants and data collection

This article is based on ongoing [anonynymised]-research project, 
which focuses on what it is like to live with dementia (in Finland). 
Participants were recruited from across Finland using social media, 
traditional media, senior organisations, and peer groups of the Alz
heimer Society of Finland. Recruiting participants with dementia was 
challenging (Halonen et al., 2025b), and all individuals who contacted 
the researcher either directly or through a relative were included in the 
study. The study included 19 people with dementia (aged 68–85, 
average age 78), comprising 12 men and 7 women. Seven lived alone, 
most lived with their spouses, and one lived with a sibling. The back
ground information of the participants is summarised in Table 1. 
Following Halonen et al. (2025b), the stage of dementia is not specified 
in results, as the focus of the research is on participants' lived experi
ences and perceptions, rather than on their exact cognitive stage.

The semi-structured interviews were conducted during autumn 2023 
and early 2024. All interviews were conducted by the first author of the 
article. The interviews were conducted at the participants' homes, either 
in-person or online, to ensure a comfortable and safe environment, a 
consideration especially important for people with dementia (Tanner, 
2012). Half of the interviews were conducted via Teams and one by 
telephone. Online interviews were suggested when geographical dis
tances posed challenges to arranging in-person meetings, but only for 
participants who expressed a willingness and comfort with using digital 
platforms. In some cases, a family caregiver provided assistance in 
setting up the online connection, a form of support that can be vital for 
individuals with dementia to participate in research (Tanner, 2012). In 
some of the interviews (n = 8), a spouse (sister in one case) was present 
part or all of the time. The presence of a third party influences the 
interview. In a few interviews, the help of a relative was necessary to 
answer the questions, in others the relative mainly followed the inter
view and, if necessary, completed the story of the person with dementia.

The interviewer planned the sessions so that there was time for 
discussion before and after the interview, during which the participants 
could share their thoughts and feelings or ask questions about the 
research. Topics included the daily lives of people with dementia, ser
vices, and the role of people with dementia in society. The latter ques
tions were too abstract for many, and the interviews consisted of 
descriptions of the daily lives of people with dementia. On the other 
hand, many participants were happy to talk about their past lives and 
were happy to revisit old topics. The interviews lasted from half an hour 
to one and a half hours, with the average duration of the recorded part 
being just over an hour. The number of pages of transcribed text varied 

between 10 and 43 depending on the interview. The interviewer took 
notes on each interview and discussed issues related to the data by 
updating our Teams group immediately after the interview and also 
during our Teams meetings.

Ethics

We applied for a preliminary ethical assessment to determine 
whether a full ethical review would be necessary for our research 
project, particularly regarding potential deviations from standard 
informed consent procedures when interviewing people with dementia. 
In the required documentation, we emphasised ethical considerations, 
defending the rights of people with dementia to make their own de
cisions and to participate in research that concerns them. We also 
stressed the importance of enabling people with dementia to participate 
in research. After reviewing our application, the University's (anony
mous) ethics committee concluded that there were no ethical obstacles 
to proceeding with the study as planned (ethical approval number 498/ 
13.00.04.00/2023).

Participants were asked to provide consent before the interview: 
written consent for face-to-face interviews and verbal consent for online 
interviews. As some interviewees with dementia may have had difficulty 
understanding or remembering the purpose of the interview, the study 
also implemented a process consent model (Halonen et al., 2025b) to 
continuously ensure participants' willingness to participate from initial 
contact until the conclusion of the interview.

Data analysis

The interviews were analyzed using theory-driven content analysis, 
using the modalities as a framework of analysis. Each transcript was 
carefully read and coded according to the modalities formulated by 
Jyrkämä (2008) with six different codes.

In the first phase of analysis, the data was then tabulated by the first 
author according to the modalities. Table 2 summarises the analytical 
framework used for investigating agency of participants by its modal
ities. In the analysis, the modalities were interlinked and the modalities 
are partly overlapping when they are fitted together with interviews. 
The quotes were arranged so that each was placed under only one mo
dality where it seemed most appropriate.

In the second phase, quotes under each modality were read carefully 
and examined in relation to the definition of each modality. The first 
author wrote a summary of the analysis of every modality under them 
and highlighted quotes in a different color to match the ideas. In addi
tion, a short summary of each participant's modalities was written, 
examining the modalities or lack of modalities highlighted in each of 
them. In the third stage, the other writers read the quotes, and we dis
cussed together the findings.

In the following stage of the analysis, the findings were further 
synthesised by identifying broader patterns across the different modal
ities. The analysis focused on how agency is negotiated through the Table 1 

Participant characteristics (n = 19).

Category Subcategory n

Gender Women 8
Men 11

Age group Under 74 years 4
75–79 years 7
80–84 years 7
Over 85 years 1

Type of memory disorder Alzheimer's disease 14
Mixed dementia 3
Other / unclear 2

Stage of memory disorder Early / mild stage 9
Moderate stage 10

Living situation Living alone 8
Living with spouse 10
Living with sibling 1

Table 2 
Analytical framework of modalities of agency.

Modality Theoretical description

Wanting to A person's goals, motivations and intentions that 
guide their actions and choices

Knowing to Remaining skills and abilities, such as knowledge 
and skills acquired over a lifetime

Being able to physical and mental or cognitive ability and capacity
Having to The normative, moral and physical requirements, 

barriers and constraints that guide or compel action
Feeling Feelings, values and experiences
Having the opportunity to 

(being possible to)
The opportunities that the situation open up or close 
- the resources and circumstances that influence 
agency
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interplay of different modalities, as well as on the adaptive and rela
tional strategies that support agency in the context of change. The re
sults were discussed collaboratively by the research team to ensure 
analytical coherence and depth. The quotes have been translated from 
Finnish into English.

Results

In this chapter we present the main findings of the study through two 
themes: the home and everyday routines as manifestations of agency, 
and agency constructed through relationships. In the analysis, we 
consider how agency is expressed and shaped by the modalities of 
agency defined by Jyrkämä (2008, 2013) for people living with de
mentia. The results describe the continuous negotiation and adaptation 
of agency to changing circumstances.

Navigating everyday life: adaptation and agency in home environments

In this study, participants expressed strong desires (“to want”) to 
maintain control over their daily lives and decision-making. This man
ifested particularly in their living arrangements and personal choices. 
Independence in daily activities was highly valued, with participants 
expressing desires to manage household tasks independently. This is 
exemplified in the quote by Anton, a 76-year-old man who lives alone in 
his own home: “I try to keep this household running myself, whatever there is 
to run” (Anton). He stresses that he still tries to keep the errands around 
the house in his control.

Domestic competencies emerged as a strong area also in the “to 
know” modality. Home maintenance skills remained intact for many, as 
evidenced by their continued ability to handle cleaning and basic 
household tasks. Several participants continued to prepare meals inde
pendently, as shown in the quote by Maria, an 82-year-old woman living 
alone: “I like household work and cook my own food. Well, nowadays I bake 
less because I don't need much for myself. But I've baked everything from 
bread to buns and cakes and cookies before” (Maria). In her account, Maria 
talks about keeping up the household, something she says she enjoys. 
She specifically mentions her baking skills, looking back at the time 
when she used to “bake everything.” This is something she does not do 
anymore, not because she has lost her ability to do so, she says, but 
because she does not feel the need to bake just for herself. She thus 
presents herself as the same person with the same skills, who has made a 
rational choice to reduce her baking.

Participants often demonstrated household organization strategies, 
such as batch cooking and freezing meals for future use. Many 
emphasised wanting to continue living in their own homes, even when 
daily tasks and household chores were largely managed by a family 
member or home care services, highlighting the importance of main
taining a sense of independence and personal agency. This is accounted 
for by Anna (86-year-old woman living alone): “This is entirely my own 
home. I would really miss it if I were put somewhere unfamiliar, like a nursing 
home.” For Anna, the home represented something familiar, something 
to call her own, and the thought of having to let it go felt like a loss. 
Consequently, as exemplified in Anna's account, the participants 
described significant emotions associated with living at home. They not 
only valued their own homes intellectually but expressed strong 
emotional attachments to familiar environments. These emotional 
connections appeared to serve as resources for identity continuity 
despite cognitive changes. Conversely, the idea of moving to a nursing 
home often evoked feelings of anxiety and resistance, representing not 
just a change in location but a perceived threat to autonomy and 
selfhood.

The desire to maintain autonomy (“want to”) was closely connected 
to preserved competencies (“to know”). Participants showed awareness 
of their limitations in many ways. For instance, those who wished to 
remain independent actively developed compensatory strategies, such 
as using digital calendars, creating physical memory aids, or relying on 

collaborative support from family members. Regarding all modalities of 
agency, participants demonstrated an awareness of their situation, 
expressing desires that balanced ambition with realism. This was 
exemplified in statements such as the quote by Hanna (83-year-old 
woman living with her husband): “I just have to accept that I'm this age, so 
everything doesn't work like when I was young.” In her account, Hanna does 
acknowledge her changing capabilities and states that she accepts them. 
Yet, she attributes the changes to her ageing, rather than dementia. This 
adaptive approach allowed them to maintain agency while acknowl
edging their changing capabilities.

Notably, the experience of “having to” varies individually—some 
participants did not report significant feelings of constraint even as their 
disease progresses, possibly reflecting adaptive agency where con
straints are accepted as part of daily life rather than experienced as 
impositions. This variation appears to reflect different adaptation pro
cesses where what might objectively be considered limitations are 
subjectively interpreted as normal aspects of daily life rather than im
positions. This highlighted how agency operated as a process of 
continuous negotiation between personal aspirations, retained abilities, 
and emotional acceptance: “When you get old, you just have to accept that 
you try to behave decently even though you don't always remember any
thing.” Also, in Johan's (an 83-year-old man living with his wife) ac
count, similarly to the quote by Hanna above, memory loss is associated 
with changes brought about by ageing. These are things that need to be 
accepted and adjusted to, for example by controlling one's behaviour so 
that it still needs to be “decent” despite possible limitations.

In our analysis, we identified that modalities of agency (such as 
“being able to,” “want to,” “have to”) and adaptation strategies inter
twined, creating a complex interplay (Jyrkämä, 2008, pp. 195–196). 
This was especially evident in situations where individuals had to bal
ance their personal capabilities against external demands while striving 
to maintain a sense of agency in their everyday lives.

This adaptive process was particularly evident in complex decisions 
like driving. As Laila noted: “Then it started to be like that, I thought this 
isn't right [driving], that I'll soon cause harm to myself or someone else and I 
sold my car.” Here, we observed the tension between desire (“want to”), 
necessity (“have to” give up driving), and retained ability (“be able to”). 
Underpinning this decision were also personal values and moral con
siderations (“feel to”)—the recognition that it was not right to continue 
driving if there is a risk of harming others. These overlapping modalities 
revealed how participants navigated between personal capabilities and 
external demands while maintaining their sense of agency in their 
everyday lives.

The interplay between modalities of agency and adaptation strate
gies was further illustrated in the following excerpt, where Anton de
scribes how he copes with his increasing forgetfulness: “At one point I 
kept forgetting my wallet. And then I would forget names (laughs) sometimes. 
Mostly it makes me laugh (laughs), but it also makes me angry (laughs). It 
makes me run around. Fortunately for me, my legs still work fine. (laughs)”. 
In this example, we see how the participant balanced between lost ca
pabilities (memory) and preserved capabilities (mobility), and how he 
made sense of his experiences by giving them emotional labels.

There was also an interesting contrast between cognitive limitations 
and physical capabilities. On the other hand, he knew how to search for 
objects and was able to compensate for memory decline through 
movement. He demonstrated emotional response and humour “mostly it 
makes me laugh” and frustration “makes me angry” at the same time.

This highlighted how participants actively leveraged their preserved 
abilities to compensate for cognitive challenges. This excerpt demon
strated how modalities of agency did not function separately but were in 
continuous interaction. The participant actively navigated between 
different modalities and utilised his strengths to compensate for weak
nesses—in this case, using physical capability (be able to) and humour (to 
feel) to adjust to cognitive challenges (not being able to).

Participants in this study exhibited a wide range of physical and 
cognitive functioning, with some maintaining strong physical abilities 
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while experiencing cognitive decline, and vice versa. This interplay was 
evident in everyday experiences, as illustrated in Margareta's (an 85- 
year-old woman living alone) account: 

I don't know if it's because I'm a bit more tired and in that way, I don't 
really want to go anywhere. I'd rather hope that someone will come here to 
me. […] That's the thing, I don't feel like being out there anymore. That's 
my big deficiency, I realise that I should go for a walk. But it's just so hard 
to go out now. I'm so used to it that I don't go anywhere, it's nice to just sit 
and read or listen to TV. I'm 85 years old, but I do go shopping by car. The 
day before yesterday I went shopping again. And I'm the kind of person 
who buys food for almost two weeks, so I don't have to go every week.”

Margareta still maintained physical functional ability (be able to) and 
had a driver's license and car (have possibility), which enabled her to shop 
independently. However, she no longer wanted to go out anywhere, so 
she used her skills in planning everyday life to avoid having to (have to) 
visit the store frequently, and she preferred (want to) that others came to 
her home. She recognized the obligation (should exercise/have to), but 
allowed her feelings (tiredness, desire for comfort) to influence her ac
tions, thus choosing the more passive alternative of sitting and reading 
or watching television.

The analysis of capability in this study highlighted the interconnec
tedness of physical and cognitive abilities in determining an individual's 
ability to perform daily activities and maintain independence.

Across the analysis, it became evident that the modalities of agency 
did not operate in isolation but were continuously intertwined in par
ticipants' everyday lives. Individual experiences reflected dynamic 
constellations where “to want,” “to know,” “to be able to,” “to have to,” 
and “to feel” interacted fluidly rather than functioning as separate do
mains. The participants' sense of agency emerged through ongoing 
negotiation between these modalities—balancing desire, ability, neces
sity, and emotion. When one modality weakened, others often 
compensated, allowing individuals to sustain continuity, self- 
understanding, and everyday functioning despite cognitive and phys
ical changes. This interplay underscores agency as a relational and 
adaptive process rather than a fixed personal capacity. The in
terconnections between selected modalities for some participants are 
illustrated in Table 3. These patterns and emphases were highly indi
vidual, and therefore, no clear generalizations can be drawn.

Rather than reflecting an absence of limitations, participants often 
described highly developed adaptive agency, where certain limitations 
were integrated into daily life. This observation highlighted how agency 
operated as a dynamic process of continuous negotiation between per
sonal aspirations, retained abilities, and emotional acceptance.

Relational agency: social relationships and shared agency

The following results present our analysis of how participants 
maintained and reconstructed their sense of agency through social re
lationships and shared agency. Drawing on modality theory of agency, 
we demonstrate how they actively negotiated their capabilities, desires, 
and feelings within an evolving social context.

“To want” was often related also to a wish to maintain and develop 
social relationships and participate in meaningful activities. Participants 
expressed strong wishes for social engagement, as exemplified in the 
following quote by Arvid (a 79-year-old living with his wife): “I've 
thought that it's exactly what's kept me going. If I leave here and just go sit in 
an armchair all day, the Reaper will come pretty quickly” (Arvid). For Arvid, 
social relationships represent activity and a meaningful life, contrasted 
against the passivity of sitting all day. The passivity and loss of social 
contacts are in his account associated with rapid decline or death.

Many actively sought opportunities for social interaction, including 
participating in various groups and maintaining family connections. The 
desire to help others emerged as a significant motivator: “I like to help 
people who want it” (Victor, a 73-year-old man living alone). This included 
supporting peers: “I have this 87-year-old Pentti there, who I take outdoors 

and yesterday we went to the store” (Henrik, a 77-year-old man living 
alone). These helping relationships appeared to provide both purpose 
and social connection, as well as possibly serving the purpose of pre
senting one's own competencies. In other words, still having the 
competence to help others despite the illness.

Rather than being passive recipients of help or care, participants 
actively engaged in emotional processing that helped them adapt to and 
make meaning of their changing circumstances. “To feel” modality of 
agency emerged clearly in their accounts. While they acknowledged 
feelings of frustration and occasional shame about their condition, they 
also described strategies for processing these emotions, including hu
mour: “Crying doesn't help. The main thing is to somehow get it done. I mean, 
sure—it's not exactly something to laugh about, but it's better if it makes you 
laugh” and what can either be interpreted as a conscious acceptance or 
as a strategy to downplay the importance of the illness in everyday life: 
“I don't pay too much attention to it (memory loss), it is what it is” (Johan). 
As our analyses show, the emotional and experiential dimension (“to 
feel”) played a crucial role in the interplay of modalities. This emotional 

Table 3 
Examples of interrelation of modalities of participants.

Participant Key modalities Example of 
interrelation

Interpretation of 
agency configuration

Veikko To be able to, 
To have to, To 
want to

Physical capacity 
remains good (to be able 
to), but speech 
difficulties create 
constraints (to have to). 
Nevertheless, he wishes 
to continue managing 
everyday life 
independently (to want 
to).

Agency is sustained 
through adaptation: 
desire and capability 
uphold independence 
despite emerging 
constraints.

Victor To know, To be 
able to, To feel, 
To have to

Previous competences 
and good functional 
capacity (to know, to be 
able to) help him adapt; 
illness-related 
obligations (to have to) 
are acknowledged but 
accepted realistically 
(to feel).

Modalities reinforce 
each other: emotional 
acceptance and 
competence sustain 
overall agency.

Helena To want to, To 
be able to, To 
be allowed to

Wishes to stay active 
and involved in home 
and community life (to 
want to), has the 
physical capacity (to be 
able to), and the 
opportunity to do so (to 
be allowed to).

Modalities form a 
reinforcing 
constellation where 
desire, ability, and 
opportunity strengthen 
one another.

Irene To want to, To 
feel, To have to

Wants to maintain 
independence but 
recognises obligations 
(to have to) and the 
emotional difficulty of 
giving up activities such 
as driving (to feel).

Agency is negotiated 
through emotion: 
tensions between 
desire and necessity are 
resolved through 
acceptance and 
emotional regulation.

Maria To know, To be 
able to, To feel

Household and baking 
skills (to know) combine 
with physical ability (to 
be able to) and pleasure 
derived from self- 
reliance (to feel).

Agency emerges as a 
harmonious interplay 
of competence, ability, 
and positive emotion, 
reinforcing everyday 
autonomy.

Margareta To want to, To 
have to, To be 
allowed to, To 
feel

No longer wants to go 
out (to want to), though 
still capable and 
licensed to drive (to be 
allowed to). 
Acknowledges that she 
“should” exercise (to 
have to), but tiredness 
and comfort-seeking 
emotions (to feel) shape 
her choices.

Agency is characterised 
by ambivalence: 
possibilities remain, 
but emotion and 
reduced motivation 
lead to more passive 
forms of everyday life.

U. Halonen et al.                                                                                                                                                                                                                                Journal of Aging Studies 77 (2026) 101429 

6 



spectrum reflected participants' ongoing process of adaptation, and 
evaluation of their situation and experiences. As described above, many 
participants used humour to navigate their changing circumstances, 
representing an emotional strategy that bridges capability (“to know” or 
“be able to”) with necessity (“have to”).

This emotional work was also deeply intertwined with relationships, 
particularly with spouses and children who provide both practical and 
emotional support. The ability to maintain agency appeared to be 
strengthened through these emotional connections, as exemplified in 
expressions of gratitude like in the quote by Eero (an 84-year-old man 
living alone in supported housing): “I have a good spouse to help me in 
every situation.” Eero thus acknowledged his need for help in some sit
uations and credited his spouse for enabling his agency. Many of the 
participants emphasised the active maintenance of family relationships. 
For them, agency was constructed and sustained in relation to others 
through social connections and interpersonal support.

The maintenance of competencies frequently involved collaborative 
efforts with family members. Increasing dependence on others became 
inevitable, as Peter, a 73-year-old man living with his spouse clearly 
stated: “I wouldn't make it on my own, of course not.” For him, accepting 
the situation and his need for help was unquestionable. Many sustained 
their skills through shared activities, such as cooking or cleaning 
together, as exemplified by Elisabeth (a 73-year-old woman living with 
her sister): “we clean together in principle,” demonstrating that everyday 
activities in the home remain joint activity. This collaborative approach 
allowed participants to remain engaged in household activities while 
receiving necessary support. Their ability to recognise and accept help 
while maintaining involvement in tasks demonstrated adaptation to 
changing capabilities. This is exemplified in the quote by Margareta, 
who recognises her limitations in household tasks, and finds a way to 
amend them: “Then in the spring I have to take a window cleaner. I'm not 
going to do that myself.” In her account, she makes a rational choice to 
pay someone to clean her windows, as she recognises she will not be able 
to do it herself. Yet, the choice to hire someone is made by her, 
demonstrating how she is in control of how the tasks at home are 
handled.

In addition to adaptation strategies, the results highlighted the rel
ativity of the agency and its strong connection to close relationships in 
some of them. Support from spouses and family members plays a crucial 
role in mitigating the effects of declining cognitive and physical capa
bilities. Many participants acknowledged their increasing dependence 
on their close ones for organising finances, coordinating daily activities, 
or ensuring safety. “My wife takes care of most things, but I handle the 
smaller errands myself,” Oskari (68 years, living with his spouse) 
explained. Even though he recognises the wife's importance in handling 
“most things,” he wants to highlight his role in having control of some of 
their “smaller errands,” balancing between the reality that he has 
limited “ability” to handle some tasks, and thus “having to” give the 
control of those tasks to his wife. Yet, he demonstrates how he still has 
the capability to handle some of the errands.

The analysis showed that modalities were not static but constantly 
negotiated, highlighting agency as a complex, adaptive, and relative 
process rather than a fixed state. Participants continually reinterpreted 
their possibilities and constraints, maintaining self-determination 
within changing life circumstances. The results indicated that agency 
could also be relationally sustained. It emphasised how participants 
collaborated with those around them to navigate their daily lives. Their 
agency was redefined in relation to the help they received, illustrating a 
form of shared agency where autonomy and interdependence coexisted.

Discussion

This study examined the sense of agency of people with dementia 
through their own perspectives, utilising Jyrkämä's (2007, 2008, 2013)
theoretical framework of agency modalities. Our findings challenge the 
prevalent view of people with dementia as having diminished or 

disappeared agency (Boyle, 2014; Jylhänkangas, 2022) demonstrating 
that agency persists through adaptive, multidimensional expressions 
despite cognitive changes.

This study contributes to social gerontology in two main ways. First, 
it provides empirical insight into how people with dementia articulate 
and negotiate their agency in everyday life, highlighting the complexity 
of independence, adaptation, and relational support. Second, it dem
onstrates the utility of Jyrkämä's modalities of agency as a framework 
for examining the multidimensional and context-dependent aspects of 
agency in dementia. Together, these contributions offer a new view of 
agency that can inform both research and the design of supportive 
practices and policies.

Participants demonstrated a strong desire to maintain control over 
their daily lives and decision-making, particularly regarding their living 
arrangements and personal choices. This supports policy objectives 
(Ministry of Social Affairs and Health, 2024) promoting independent 
living at home in the early and moderate stages of dementia—not merely 
as a matter of care logistics, but as a means of respecting and supporting 
individual agency. At the same time, people with dementia do not al
ways recognise the symptoms of their condition (anosognosia) or the 
burden these may place on their family members (Juva, 2013). They 
often perceive themselves as coping with daily life better than relatives 
or caregivers estimate (Johannessen & Möller, 2013; Johansson et al., 
2015), highlighting the complex interplay between subjective experi
ence and external assessments of functional ability. This creates a ten
sion between respecting the individual's autonomy and ensuring their 
safety, a potential conflict that warrants further research.

Dementia inevitably changes the dynamics of agency. While 
Jyrkämä (2007, p. 210) suggests that as dementia progresses, the mo
dalities shift dramatically—”to know” capacities fade, “to be able to” di
minishes and eventually ceases entirely, “to have” possibility’ becomes 
blocked, “to want”‘transforms—and this fragmentation of agency typically 
occurs at varying rates across different modalities. Based on our findings 
even as certain modalities like “to know” and “to be able to” may 
become limited, other dimensions such as “to want,” “to feel,” and 
relational aspects that support “to have possibility” often persist. This 
challenges the deterministic view of agency as inevitably deteriorating 
and suggests instead that agency reconfigures itself, with some modal
ities becoming more prominent as others recede.

Our analysis shows how participants expressed agency through their 
capabilities (“be able to”), desires (“to want”), and possibilities (“to have 
possibility”) rather than emphasising limitations or obligations (“to have 
to”). The modalities are not discrete domains but interconnected stra
tegies through which people with dementia manage their changing 
cognition and lives. This creates a dynamic web of agency that adapts to 
the prevailing situation—”wanting” sustains both “knowing” and “being 
able to,” while “having to” involves accepting changes in capabilities 
and the resulting feelings. Service systems should therefore focus on 
remaining abilities and skills rather than on constraints (Kitwood, 
1997), recognizing that people with dementia are capable of actively 
adapting their activities and compensating for lost abilities. This has 
practical implications: frontline professionals should be supported to 
recognise adaptive strategies, to emphasise retained capacities, and to 
involve people with dementia in decision-making as active participants.

The “to feel” modality of agency, encompassing emotions, values, 
attitudes, and personal meaning-making, emerged as central in sus
taining agency. Participants expressed humour, frustration, gratitude, 
and acceptance as resources for adapting to change. This dimension goes 
beyond mere emotional processing to include how situations are expe
rienced, what is valued or considered frustrating, and what matters most 
to the individual. As our findings demonstrate, participants expressed 
this modality through emotional responses like humour and acceptance, 
but also through value judgments about what constitutes a good life, 
moral considerations (as seen in driving decisions), and personal as
sessments of what is worth pursuing despite limitations. As previous 
studies have shown (Bjørkløf et al., 2019; Van Der Byl Williams & Zeilig, 
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2022), emotional adaptation is central to maintaining agency in people 
with dementia. These findings support Boyle's (2014, p. 1141) argument 
for a social model of dementia that “acknowledges that behaviour and 
emotion may be indicative of agency.” This perspective challenges narrow 
biomedical models that equate agency solely with cognitive capacity 
and instead emphasised how emotional and behavioural expres
sions—such as frustration, humour, or calm acceptance—can reflect 
meaningful engagement and selfhood. They emphasise the need to move 
beyond purely cognitive definitions of agency toward more inclusive 
models that recognise emotional and relational dimensions. Services 
should be designed to support the emotional and relational dimensions 
of agency, not merely focusing on cognitive functioning or basic needs.

This study affirms that agency is not solely an individual character
istic but a relational phenomenon, shaped by interactions with others. A 
person retains their agency if others recognise it, and it is continuously 
constructed in specific situations rather than being an on-off attribute 
(Virkola, 2014, p. 51). The concept of relational agency, where agency is 
sustained through social connections and support from family and peers, 
was evident in participants' descriptions of their relationships. This 
relational dimension aligns with Klein and Goering's (2023) conceptu
alization of agency in dementia as fundamentally shared. Importantly, 
our participants viewed this interdependence not as a loss of agency but 
as a reconfiguration that allowed them to maintain their agency in 
meaningful ways. Previous studies have identified the crucial role of 
caregivers in maintaining the functioning of people with dementia 
through various strategies (Bosco et al., 2018; Chung et al., 2017; 
Jolanki et al., 2023).

It is important to note, however, that the adaptive and shared nature 
of agency observed here is not unique to people with dementia. All in
dividuals exercise agency in flexible and socially mediated ways, 
continuously negotiating capabilities, desires, and possibilities in 
interaction with others (Burkitt, 2015; Emirbayer & Mische, 1998). 
Dementia and Jyrkämä's (2007, 2008, 2013) theorization of agency 
provide a context and tool in which these dynamics become particularly 
visible, but similar processes of adaptation and relational co- 
construction characterize human agency more broadly.

Shared agency and supportive environments can sustain meaningful 
expressions of agency even when cognitive functions decline. This un
derscores the crucial role of services and close others—not merely as 
support systems, but as active co-constructors of agency (Bosco et al., 
2018; Ring et al., 2025). Policy frameworks that emphasise independent 
living (Ministry of Social Affairs and Health, 2024) should therefore be 
expanded to acknowledge these relational infrastructures. Stronger 
support is needed for carers, as flexible respite services and community- 
based support can significantly reduce caregiver strain and sustain the 
agency of both carers and people with dementia (Bosco et al., 2018; 
Chung et al., 2017). These insights challenge policy discourses that 
frame ageing and dementia care primarily through the ideal of inde
pendence. While participants indeed valued autonomy and remaining at 
home, their ability to sustain agency depended on relational support and 
collaborative practices. Recognizing the relational nature of agency has 
important implications for policy and services: sustaining agency re
quires not only enabling individual independence but also strengthening 
the social and emotional contexts in which agency is enacted.

The results further demonstrate how home and everyday routines 
serve as important arenas for sustaining independence and identity, 
while at the same time agency is relationally constructed in interaction 
with family members, peers, and care professionals. The dual focus on 
home-based autonomy and shared agency highlights that independence 
and interdependence are not contradictory, but rather coexisting and 
mutually reinforcing in the lived experiences of people with dementia. 
Our findings resonate with the perspective of social citizenship, which 
argues that people with dementia should be seen as full citizens whose 
agency is embedded in broader societal and policy contexts (Bartlett & 
O'Connor, 2007). From this perspective, institutional settings, legal 
structures, and everyday practices are not neutral but actively shape the 

possibilities for agency (O'Connor & Nedlund, 2016). O'Connor et al. 
(2022) further highlight that a citizenship lens makes visible the ten
sions between recognition, participation and exclusion, and underscores 
the responsibility of services and policies to create conditions that 
enable, rather than restrict, agency. Integrating this perspective with our 
results suggests that sustaining agency in dementia is not only a matter 
of interpersonal recognition but also of structural and political 
commitment.

This study had several strengths. By foregrounding the voices of 
people with dementia themselves, it contributed to a growing body of 
research that recognized them as active meaning-makers rather than 
passive subjects of care (e.g., Ring et al., 2025; Van Der Byl Williams & 
Zeilig, 2022). The use of Jyrkämä's (2008, 2013) theoretical framework 
offered a novel perspective for examining the lived experiences of peo
ple with dementia and introduced a new dimension of the concept of 
agency into the international discussion. The qualitative design pro
vided rich, in-depth insights into how participants navigated everyday 
life and negotiated agency.

At the same time, the study had limitations. The sample was rela
tively small and recruited through voluntary participation, which may 
mean that participants were more motivated or better resourced than 
some people with dementia in the wider population. The findings 
therefore cannot be generalized to all people with dementia, but rather 
offer analytical insights into how agency may be enacted in particular 
contexts. As the interviews were conducted at a single point in time, a 
longitudinal design might have captured changes in agency modalities 
as the condition progressed. In addition, while the analysis fore
grounded participants' own perspectives, it did not include the view
points of family carers or professionals, which could provide 
complementary insights into relational agency. Future research could 
address these limitations by using mixed samples, longitudinal designs, 
and comparative cross-national studies.

In conclusion, this study contributes to a more nuanced under
standing of agency in dementia as constant, adaptive and often shared 
(Van Der Byl Williams & Zeilig, 2022). Following Jyrkämä (2008, p. 
196), agency is not equivalent to activity but can manifest as adaptation 
to circumstances—a perspective clearly supported by our findings. To 
support agency in practice, services and policies must recognise adap
tive capacities, enabling meaningful participation; and support rela
tional interdependence. Stronger support is needed for carers, who play 
a critical role in maintaining agency of person with dementia at home. 
These recommendations are relevant not only in Finland but also in 
international contexts where ageing populations and rising dementia 
prevalence challenge care systems.

Thus, the study contributes to theoretical debates on agency by 
foregrounding its emotional and relational dimensions, to empirical 
research by documenting adaptive practices in everyday life, and to 
policy and practice by calling for a shift from independence-centred to 
interdependence-aware approaches in dementia care.
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