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Abstract: Although informed consent is rooted in the growing affirmation of the subject’s 
 autonomy, medical anthropology has highlighted the inherent limits of this procedural notion. 
My ethnographic research in neurological and geriatric clinics between France and Italy showed 
the triangular (dis)trust relationship—between older people with Alzheimer’s disease (AD), their 
doctor, and their caregiver. Following their cognitive decline and loss of autonomy, people with 
Alzheimer’s disease (AD) could be victims of epistemic injustice in two specific moments of the 
illness: the diagnostic disclosure and the institution of legal protection. If the diagnostic informa-
tion diminishes the patient’s credibility, the institution of legal protection undermines the patient’s 
social identity and legal status. However, when caregivers preserve an unconditional trust in the 
permanence of the patient’s subjective identity, this trust may be conveyed to clinical teams, 
significantly improving the therapeutic relationship, the course of the disease, and the quality of 
life for all the actors involved. 

Keywords: informed consent, Alzheimer’s Disease (AD), cognitive decline, loss of autonomy, 
diagnostic disclosure, legal protection, (dis)trust relationship, epistemic injustice, social identity, 
subjective identity. 

Note on the author: Gloria Frisone is a Cultural and Medical Anthropology professor at the 
University of Milano-Bicocca, the University of Udine, and the University of Milan. Through 
ethnographic fieldwork between French and Italy, she highlighted the contemporary definition of 
aging and dementia, primarily Alzheimer’s disease, in diagnostic and common sense. Her last 
research, funded by the ‘Foundation Croix-rouge française’, focused on the social and medical 
inequalities of elderly immigrants in Seine-Saint-Denis. 
https://orcid.org/0000-0003-1924-8092
gloria.frisone@unimib.it

© The author(s) 2023. This is an open access article licensed under a
Creative Commons Attribution-NonCommercial-NoDerivs 4.0 Unported License

Journal of the British Academy, 11(s6), 103–117
https://doi.org/10.5871/jba/011s6.103

Posted 19 December 2023



104 Gloria Frisone

Introduction

Informed consent has become an integral part of contemporary medical practice, 
reflecting an ethical and political commitment that defines the doctor–patient 
 relationship and upholds the growing recognition of individual autonomy. Article 
5 of the Convention on Human Rights and Biomedicine (Oviedo, 4 April 1997) 
asserts the necessity for medical treatments to be administered based on patients’ 
voluntary and informed consent. Simultaneously, Article 35 of the Code of Medical 
Ethics (2005) emphasises the responsibility of clinicians to ensure patient compre-
hension. The patient’s entitlement to understand the therapeutic process is 
 safeguarded by legal systems in numerous European countries, including laws like 
the Italian Law of 22 December 2017, and the French Kouchner Law of 4 March 
2002 (art. L. 1111-2). Generally, informed consent stands as a fundamental  principle 
in safeguarding patients’ well-being. Its unshakable foundation must rest upon the 
voluntary and conscious decision of the individual undergoing the treatment 
(Derouesné 2005, Quagliariello & Finn 2016).

Nevertheless, medical anthropologist Sylvie Fainzang (2010) has underscored 
the inherent limitations of this procedural concept. Drawing from my ethnographic 
research conducted in neurological and geriatric clinics across France (Frisone 
2022) and Italy (Frisone 2017), this article delves into the intricate and ambiguous 
nature of informed consent for older adults grappling with neurodegenerative con-
ditions, including Alzheimer’s disease (AD). According to the Alzheimer’s Disease 
Association (2001), the involvement of family members in the consent process 
carries significant ethical weight, even when devoid of legal validation (Petrini 
2008: 27). Immediate family  members are often seen as the most attuned interpret-
ers of the patient’s best interests. Nonetheless, in numerous European nations, the 
consent of family members cannot  supplant that of the individual patients 
(Canavacci 2006).

Background

Interpersonal trust serves as a cognitive framework that exerts influence over 
human social interactions and economic conduct. Contemporary trust theories 
draw from behavioural economics and social psychology (McGeer & Pettit 2017). 
In opposition to neoclassical economic theory (Von Neumann & Morgenstern 
1944), which deems trust as irrational due to its non-selfish nature (Camerer 2003), 
psychological viewpoints examine trust as a product of reciprocal interaction 
between individual attitudes and societal contexts (Krueger 2009, Lewin 1936). 
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Consequently, personal credibility becomes pivotal for the acknowledgment of an 
individual as an autonomous human entity.

My ethnographic study spanning neurological and geriatric clinics in France 
and Italy elucidated the adverse impact of AD on patients’ credibility. In essence, 
medical practitioners and caregivers encounter difficulty in confiding in AD 
patients. When cognitive decline challenges the patient’s social identity and legal 
standing, the absence of trustful interactions erodes the fundamental perception of 
the patient’s humanity (Hirsch 2012).

This situation could embody an instance of epistemic injustice. Broadly defined, 
epistemic injustice occurs whenever an individual’s trustworthiness is undermined 
solely due to their specific identity or social attributes (Fricker 2007). Epistemic 
injustice involving individuals with dementia and Alzheimer’s disease becomes 
conspicuously evident during two stages of the therapeutic process: the diagnostic 
disclosure and the establishment of legal guardianship.

In terms of the diagnostic disclosure, the doctor–patient relationship becomes 
 imperilled, jeopardising the patient’s credibility. Even in the absence of clinical 
evidence, AD patients are implicitly perceived as incapable of comprehending 
medical information (Lechevalier-Hurard 2016). Consequently, medical profes-
sionals tend to convey all medical information to the caregiver instead (Weber 
2012).

Regarding legal protection, designating the primary caregiver as the legal 
guardian of the afflicted individual establishes a dependency dynamic (Blum et al. 
2015, Capuano & Weber 2015). While chronic illnesses already impede legal 
 status, AD notably erodes cognitive capacities and independence in daily activities 
(Lechowski et al. 2005), undermining self-concept and relational abilities  
(Davis 2004).

During both stages, medical practitioners exhibit minimal trust, if not outright 
 distrust, in the patient’s account, which often necessitates validation or supplemen-
tation by the caregiver’s narrative. Consequently, it is more fitting to characterise 
the narrative of AD as a collaborative endeavour (Frisone 2022).

In advanced stages, AD can induce cognitive confusion, including  episodic 
memory loss (Ballard et al. 2011, Lyketsos et al. 2011), alteration of autobiograph-
ical memories (El Haj et al. 2017), and at times, significant spatiotemporal 
 disorientation, hallucinations, and paranoid delusions that can lead to personality 
shifts and severe behavioural disruption (Kim et al. 2021). This situation initiates 
a cascade of issues within families, affecting psycho-social equilibrium (Bercot 
2003).

Nevertheless, ethnographic research (Frisone 2017) also underscores that, when 
caregivers maintain unwavering trust in the enduring essence of the patient’s 
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 identity, this confidence can be conveyed to clinical teams, substantially enhancing 
the  therapeutic relationship and the overall quality of life for all parties involved.

Method 

In this article, my aim is to explore the impact of AD on the dynamics of trust and 
mistrust among the doctor, patient, and caregiver. The arguments presented herein 
stem from two distinct medical anthropology research projects.

The first ethnographic study encompassed patients, family members, and 
healthcare personnel across five geriatric clinics situated in Paris and its suburbs. 
Employing a multi-sited ethnographic approach (Hannerz 2003, Marcus 1986, 
1995)1 I conducted research within a diverse array of healthcare settings,  including: 
1) the neurology department of an outlying academic hospital; 2) a smaller- scale 
geriatric hospital within one of the more economically challenged and densely 
populated northern suburbs of Paris; 3) a geriatric facility located within a  privileged 
district of the city centre; 4) an internationally renowned institute specialising in 
neurodegenerative disease diagnosis; and 5) an association comprised of neurolo-
gists, neuropsychologists, and nurses delivering private diagnoses and treatments 
across urban and peri-urban domains.2 This investigation encompassed varying 
socio-economic and ethnic backgrounds. On one hand, it involved the work-
ing-class, heavily industrialised, and culturally diverse neighbourhoods of the 
Parisian outskirts. Conversely, it concentrated on the affluent urban populace with 
elevated socio-economic status and French heritage. By integrating with diverse 
hospital teams, I observed the activities of physicians, geriatricians, neurologists, 
neuropsychologists, nurses, and other professionals dedicated to neurodegenera-
tive disease care. Through in-depth, semi-structured interviews, I elicited their 
experiences and reflections. Moreover, occasional interactions with patients and 
their families transpired amidst clinical sessions. This ethnography explores the 

1 Muti-sited ethnographies marked the transition from a traditional anthropology based on intensive ‘sin-
gle-site’ studies, to a contemporary ethnography, settled in cross-cultural and cross-national contexts to 
highlight the complex relationships and interconnections between the local and the global (Marcus 1995). 
According to Ulf Hannertz (2003), the univocal but still hierarchical relations between local and global can 
locate both along transnational routes and within narrower national and local contexts. In the present case, 
the socio-cultural, economic, and ethnic characteristics of each of the sites considered delineate radically 
diverse clinical settings in terms of the demographic composition of staff and users, health services, diag-
nostic devices, local prevention and care policies, treatment practices, and power relations between patients 
and therapists.
2 The description of the locations is deliberately imprecise to respect the privacy and ensure the anonymity 
of health professionals and their patients. 
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historical, cultural, and political underpinnings of discourses that frame AD within 
the context of de-subjectification and self-loss (Kontos 2006).

The second ethnographic study was conducted within a nursing home in 
 northern Italy. This investigation centred on the interplay among a woman exhibit-
ing a logopaedic variant of AD (referred to as ‘Manuela’), her psychotherapist 
(‘Lorella’), and her daughter (‘Elena’). Despite its relatively brief duration of six 
months, this fieldwork exhibited a high level of immersion, focusing on the 
 construction of subjectivities, personal perceptions of illness, and an extensive 
 collection of life narratives. To achieve this, I engaged with the three women twice 
a week, opting for unstructured and extended interviews that were intentionally not 
recorded to foster a natural, spontaneous dialogue with my interlocutors. Lorella 
shared the challenges she encountered in working with this patient due to her lan-
guage deficits; Elena openly discussed her personal experiences and relationship 
with her mother; ultimately, interactions with Manuela occurred predominantly 
through non-verbal communication. Additionally, I conducted participatory 
 observations of clinical interactions and periodic sessions involving an innovative 
cognitive stimulation technique known as ‘window therapy’.

Findings and discussion

Diagnostic disclosure

The initiation of any therapeutic relationship is invariably marked by the disclosure 
of a diagnosis. During my participant observation within clinical settings, I had the 
opportunity to delve into diagnostic meetings among the multidisciplinary team 
members of the hospital, encompassing neurologists, geriatricians, psychologists, 
nurses, and social workers. My research unveiled that each professional employs 
specific approaches to collect clinical data, which are then synthesised to formulate 
a multidisciplinary diagnosis. Neuropsychologists administer memory tests to dif-
ferentiate between normal and pathological cognitive aging, neurologists scruti-
nise brain imaging scans to detect the presence of lesions like amyloid plaques and 
neurofibrillary tangles around the hippocampus—the organ responsible for mem-
ory storage—and geriatricians evaluate whether the patient’s physical and psycho-
logical vulnerabilities can be attributed to physiological aging or neurodegenerative 
disease. This concise overview demonstrates how memory-related issues enable 
clinicians to differentiate between physiological aging and conditions such as AD 
and other neurodegenerative disorders (Jahn 2013, McKhann et al. 2011).
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According to medical anthropology research (Lock 2013), diagnosing AD is a 
multifaceted process involving an array of clinical data. Nevertheless, conveying 
such a diagnosis can be an even more intricate endeavour. Research from the United 
States has indicated that AD is communicated to patients in only around 40% of 
cases (Johnson et al. 2000, Pinner 2000). Studies in the United Kingdom have pre-
viously revealed that the diagnosis of AD is communicated less transparently com-
pared to other grave illnesses like cancer (Vassilas & Donaldson 1998) or 
schizophrenia (Clafferty et al. 1998). Generally, it is easier to inform family mem-
bers than the patients themselves. In line with a British study conducted among 
general practitioners, only 55% of patients are informed concurrently with their 
families (Downs et al. 2002), while the figure stands at 53% on a European scale. 
How can we explain doctors’ reluctance to disclose AD diagnoses to patients? On 
one hand, this hesitance might stem from the chronic and irreversible nature of the 
disease. On the other hand, there is a distinct peculiarity in the context of AD.

All individuals grappling with chronic conditions inevitably undergo a 
 transformation from their previous social roles to the perpetual status of the ill3 
(Weisz 2003). However, this phenomenon is particularly pronounced in AD cases 
(Weber 2012). Indeed, the diagnosis of AD accentuates intellectual capabilities and 
relational competencies, which have long been viewed as fundamental components 
of human identity since the days of John Locke (Douglas  1992, Hacking 1995). 
Cognitive deficits can severely impede the faculties upon which this notion of 
 personhood is founded. These faculties constitute the bedrock of a concept of 
humanity anchored in autonomy, self-awareness, and liberty (Derouesné 2005: 
119). Therefore, family members often become the primary interpreters of the 
patient’s condition. As a neurologist at a suburban academic hospital aptly put it: 
‘The family frequently interprets and conveys the complaints as the patient may 
struggle to articulate or describe their difficulties’ (ethnographic interview,  
8 August 2017).

According to professionals, patients are often incapable of recognising their 
own disorders and may even reject the diagnostic disclosure. Neurologists catego-
rise this attitude as one of the symptoms of AD, a phenomenon referred to as 
 ‘anosognosia’. A geriatric neurologist, discussing most of her patients, explained, 
‘It’s often others who notice memory problems’ (ethnographic interview, 2 June 

3 The American sociologist Talcott Parsons (1951) was the first to define the ‘role of the sick’ in modern 
society. The role of the sick allows the individual not to be delegitimised in society and not to be considered 
deviant or antisocial. From the social point of view, sickness is perceived as an alteration of the person’s 
social status: it marks a suspicion of the patient’s social life, functions, and obligations. The diagnosis 
removes responsibility from the sick person, who is called upon to be a passive subject into a society of 
active individuals (Friedson 1970).
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2017). Simultaneously, patients are often prone to paranoia: ‘They sometimes 
believe that others are plotting against them’, shared a neuropsychologist from a 
reputable Paris hospital (ethnographic interview, 5 December 2017).

The erosion of trustworthiness envelops patients due to their cognitive and 
memory impairments, which in turn fosters scepticism among medical  professionals 
regarding their accounts of illness. Consequently, patients’ voices are marginalised, 
and caregivers are given more weight in discussions. This is despite legislative and 
ethical frameworks urging healthcare practitioners to communicate patients’ health 
conditions to the patients themselves. For certain practitioners, the ‘right to know’ 
is deemed as crucial as the right ‘not to know’ (Derouesné 2005: 121). The task of 
disclosing ‘the truth’ about the disease often makes doctors uncomfortable. When 
faced with this legal and ethical obligation, a geriatrician acknowledged that early 
in his career, he found this responsibility particularly challenging: ‘I found it 
 difficult to convey things because it led to many conflicts’ (ethnographic interview, 
1 August 2017).

The physician tasked with conveying the progressive decline of these cognitive 
faculties finds themselves in a paradoxical position: they must respect the patient’s 
dignity even as they deliver a diagnosis that will inevitably disrupt that very dig-
nity. Unfortunately, legislative guidance seldom resolves these ethical quandaries. 
Consequently, announcing the diagnosis of AD remains an especially complex and 
delicate undertaking.

The institute of legal protection 

As seen, the AD patient embodies the quintessential depiction of a chronic patient 
(Attias-Donfut 1997). Diagnosed with a condition that debilitates cognitive func-
tions, language, reasoning, and memory, those with AD find themselves relegated 
to the passive role of dependent individuals (Capuano & Weber 2015).

Typically, a dependent person loses the capacity to make decisions and assess 
potential hazards for themselves and others (Trabut & Weber 2009). When older 
individuals are deemed non-autonomous due to their deteriorating health, legal 
protective measures are enacted. These measures often involve assigning a legal 
guardian, commonly a family member. French legislation equates the legal status 
of older adults with dementia to that of individuals with disabilities (Capuano & 
Weber 2015).4 In both scenarios, the establishment of a formal dependency 

4 Law 11 February 2005: ‘For the purposes of the present law, a disability is any limitation of activity or 
restriction of participation in society experienced by a person in his or her environment due to a substantial, 
lasting or definitive impairment of one or more physical, sensory, mental, cognitive or psychological 
 functions, a multiple disability or a disabling health disorder’ (author’s translation).
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 relationship between the person unable to cater to their own needs and their legal 
guardian becomes necessary (Capuano 2014).5 On the other hand, Italian legisla-
tion maintains a clear distinction between these two situations while extending 
legal protection to all those incapables of self-sufficiency, including those with 
AD.6

Although families frequently receive assistance from a variety of medical, 
social, and legal professionals (Blum et al. 2015), transitioning from autonomy to 
dependence is challenging for both patients and their relatives. For the younger 
population, lack of autonomy is a constant state, while for older individuals, enter-
ing a state of dependence is marked by the gradual loss of the capacity to act  
(Le Borgne-Uguen & Pennec 2004: 70). Consequently, dependent older adults for-
feit their legal status as citizens.

The judiciary typically relies on a medical certificate to institute legal guardian-
ship for AD patients. From this point forward, the individual with the illness forms 
two care relationships: an official one with the doctor and an informal one with the 
caregiver. This division between formal and informal care relationships aligns with 
Joan Tronto’s (1993) conceptualisation. The care relationship involves the care-
giver taking on responsibility for the person in their care while also exerting 
 influence over them. This dynamic establishes a dichotomy between an active and 
a passive subject.

This relationship of dependence and care between patients and caregivers is a 
significant consideration for medical professionals. My research unveiled that 
 doctors are only occasionally willing to place trust in AD patients. The erosion of 
AD patients’ credibility, often due to memory loss, prompts doctors to supplement 
their illness narratives with information from the caregiver. Consequently, accounts 
of AD rarely reflect the patient’s subjective viewpoint. Instead, they emerge as 
co-interpretations of symptoms, engaging in the negotiation of meanings (Frisone 
2002). The perspective of illness in this context does not solely emerge as a  personal 
account; rather, it embodies multiple viewpoints that converge in an intersubjective 
co-narration. Furthermore, the caregiver subtly morphs into a co-narrator of the 
patient’s story. This co-narration underscores how illness narratives evolve into a 
collective narrative of intersubjective illness that shapes and is shaped by familial 
caregiving.

5 Law 5 March 5 2007: persons requiring legal protection are ‘unable to look after their own interests due to 
a medically diagnosed impairment of either their mental faculties or their physical faculties such as to pre-
vent them from expressing their wishes’ (author’s translation).
6 Law 9 January 2004 ‘aims to protect, with the least possible limitation of the capacity to act, people 
deprived in whole or in part of autonomy in the performance of the functions of daily life, through tempo-
rary or permanent support interventions’ (author’s translation).
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Take the case of Mr Leroy7 an 85-year-old man admitted to a geriatric  psychiatry 
department following a two-year history of AD prompted by a stroke. He consis-
tently references his wife’s opinions. This infusion of the caregiver’s perspective 
aligns with the behaviour of most patients and reflects their mistrust of their own 
viewpoint. The recent memory loss distresses the patient, leading him to contem-
plate a future where his autonomy fades and he becomes a burden to his family. 
This sensation of being burdensome can either translate into guilt toward others or 
invoke a rejection of the dependence, often manifested as aggressive reactions.

The possibility of memory loss deeply concerns both patients and caregivers. 
Patients convey that their memory problems extend beyond recent memory to 
encompass older memories. Simultaneously, family caregivers dread memory 
lapses affecting daily life that might jeopardise the patient’s safety or their own. 
Consequently, mutual trust in their love becomes precarious for both the caregiver 
and the patient.

This co-narration of illness brings to light the ‘moral economy’ of AD, or more 
specifically, the interplay between contemporary moral norms and the societal con-
cept of AD. As described by Didier Fassin (2009), ‘moral economy’ refers to the 
exchange of values, emotions, and affections within the realm of daily relation-
ships. The nexus between memory and value is implicit in the moral economy of 
familial caregiving relationships. Elements of crucial value and profound  meaning 
need to be retained and remembered. From this perspective, the most  distressing 
prospect for caregivers is the loss of memories that constitute shared histories with 
their afflicted family members.

However, the power of the diagnostic pronouncement ostensibly absolves the 
AD patient of responsibility for forgetting. In exchange, their credibility is under-
mined, and they become innocent victims of their ailment. Conversely, caregivers 
are cast in the role of sacrificial victims who dedicate themselves to caregiving 
duties. Thus, within this localised ‘moral world’ (Kleinman & Van Der Geest 
2009), patients grapple with the sense of losing their autonomy and becoming 
 burdens, while caregivers embrace the role of dedicated caretakers.

Simultaneously, this perspective leads caregivers to perceive the afflicted 
 person as someone who is no longer their former self—a person who has vanished. 
A sense of pre-emptive mourning pervades caregivers. Nonetheless, as the subse-
quent paragraph will delve into, caregivers may continue to recognise the patient’s 
subjectivity and maintain trust in the continuity of self.

7 The last name of the patient is fictive to guarantee his anonymity.
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The permanence of subjective identity 

In another ethnographic study conducted (Frisone 2017), the focus shifted to a 
 private residence in northern Italy catering to older adults with AD or other neuro-
degenerative conditions. This research specifically examined the triadic relation-
ship between a patient named Manuela, her daughter Elena, and the psychotherapist 
(Lorella).8 The facility operated with a dual clinical and supportive approach, 
 offering medical and psychological care for chronic aging-related disorders.

Emphasis was placed on non-pharmacological treatments, with a focus on 
 cognitive and mnemonic stimulation techniques that extensively utilised auto-
biographical prompts. This context highlighted the unique mother–daughter 
 relationship where mutual recognition bolstered the memory of their shared  history. 
Furthermore, the growing emphasis on patient-centred care prompted an  exploration 
of the patient’s relational and social dimensions. Lorella, the clinical psychologist 
at the residence, exemplified this approach through her professional practice.

Lorella’s initial interaction with Manuela was somewhat superficial. Initially 
tasked with administering neuro-cognitive tests, Lorella struggled to establish rap-
port with Manuela, who had a compromised ability for verbal expression due to her 
logopedic variant of AD. This deficiency in verbal language hindered the early 
thera peutic relationship. However, upon the intervention of Manuela’s daughter 
Elena, Lorella’s perspective gradually evolved. Elena accompanied her mother to 
group sessions and engaged with her, assisting in answering questions and solving 
basic exercises. Although significant improvements in correct answers were not 
achieved, Elena maintained a steadfast belief in her mother’s ability to comprehend 
her surroundings. With time, Lorella recommended an individualised therapy for 
Manuela, integrating autobiographical psychotherapies and motor–cognitive stimu-
lation. This marked the turning point where Lorella became a central figure for both 
Manuela and Elena, ultimately leading to the formation of a ‘therapeutic triad’.

Elena’s unwavering presence and commitment to her mother’s care were 
 notable. Despite her mother’s verbal limitations, Elena continued to visit regularly, 
driven not by guilt or duty but by an innate need. Elena refused to perceive her 
mother as completely changed, recognising that while their relationship had 
evolved due to the illness, it remained profound and essential. ‘I stay her daughter, 
she stays my mother, and this really cannot change’ (ethnographic interview, 4 May 
2018), she said. This acceptance allowed Elena to adapt to their new dynamic, 
finding significance in her role as both a daughter and a caregiver. This shift in 
perspective nurtured a unique and meaningful bond between them. 

8 Once again, fictitious names are chosen to guarantee people’s anonymity. 
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From an anthropological point of view, believing does not necessarily concern 
objective reality (Needham 1972: 69). This steadfast trust in the continuity of 
Manuela’s sense of self by Elena mirrored a type of ‘faith’. This isn’t an irrational 
belief but rather a ‘truth of reason’, which doesn’t require empirical validation. 
Instead, it is reinforced daily through repeated behaviours that confirm its validity 
(Frisone 2017: 108). Elena’s trust in her mother’s constancy did not arise from 
empirical observations but presupposed those observations, reaffirming her trust 
over time.

Conclusion

As highlighted in this article, the contrast between the politics of informed consent 
and clinical practice becomes apparent when dealing with Alzheimer’s disease 
(AD). Healthcare professionals, including neurologists, geriatricians, and neuro-
psychologists, often choose to communicate and interact with the family members 
of AD patients rather than the patients themselves. This tendency stems from the 
erosion of credibility that AD patients experience due to cognitive deficits and 
memory loss, leading to a strained therapeutic relationship built on trust. This situ-
ation gives rise to an epistemic injustice, where doctors implicitly distrust AD 
patients due to presumed mental deficits, thereby focusing their attention primarily 
on caregivers.

This epistemic injustice manifests prominently during two critical moments: 
the diagnostic disclosure and the legal protection process for AD patients under the 
guardianship of caregivers. The former moment involves the medical diagnosis, 
which relegates the patient’s complaints to pathological symptoms, such as ano-
sognosia, thereby diminishing the patient’s autonomy. The latter involves the legal 
transfer of the patient’s illness narrative to a family member, resulting in an illness 
co-narration. Both instances signify a transformation of roles—the patient from a 
free and autonomous citizen to a dependent individual, and the caregiver into  
a dedicated caretaker.

This transition disrupts mutual recognition and the moral economy surrounding 
AD, absolving both patients and caregivers from guilt. The new moral economy 
often revolves around the familial relationship between patients and caregivers, 
accentuating their roles as victims, one innocent and dependent, the other sacrifi-
cial and devoted.

However, the story of Manuela and Elena presents an alternative representation 
of the AD patient. Their narrative unveils a unique moral economy. Elena’s 
approach to caregiving defies the traditional roles—she cares for her mother with-
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out seeing her as solely passive and dependent. She embraces her new role as a 
‘daughter–mother’ without exploiting her mother’s vulnerability. Elena’s refusal to 
be cast as a sacrificial victim prevents the mother’s characterisation as an innocent 
victim. Despite AD’s challenges, Manuela’s subjectivity remains intact, and all 
perceive her presence in its fullness.

In conclusion, Elena’s unwavering trust in Manuela’s subjective identity is 
intricately woven into their relationship. This trust forms a circular and narrative 
loop where Manuela’s recognition of herself relies on her daughter’s recognition 
and vice versa. As a shared experience, memory reinforces their bond, making the 
mother–daughter relationship resilient to the effects of AD. Their mutual story 
remains open-ended and continually evolving.
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