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Abstract

Background. Stigma in dementia may be influenced by how the condition has been socially
constructed through history.

Objectives. To conduct a systematic review tracing the historical representations of dementia,
through the perspective of cultural transmission theory and social constructivism.

Methods. A systematic search was run on five electronic databases: Wellcome library, PsycINFO,
CINAHL, IBSS, and EMBASE. Articles were screened and analysed through deductive content
analysis. We further applied a communication system theory to graphically describe how dementia
has been experienced through time.

Results. Ten primary sources and 33 secondary sources were consulted. Seven themes emerged from
the analysis: A problem of aging, use it or lose it, divine punishment, loss of agency, psychosis and
insanity, brain degeneration and objectification, and dementia as a social condition. Each theme
corresponds to a particular way of conceptualising dementia and influencing the modern
representations of the condition.

Conclusion. Past characterisations of dementia have influenced modern views around the condition.
It is through enculturation that these views are interpreted, assimilated, or rejected by individuals and
transmitted within and across cultures. A better understanding of the social construction of dementia,
can improve public health approaches to rehabilitation and care.
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Dementia is a neurodegenerative syndrome affecting over 47 million individuals worldwide and
damaging the individuals’ cognition, social functioning, and their ability to engage in everyday tasks
[1]. The condition has also an impact on the life of all the agents involved in the process of care (e.g.
family, friends) at the physical, psychosocial, and economic levels [1].

The way individuals perceive of dementia has been influenced by socio-cultural and political contexts
throughout history and holds different meanings across cultures [2]. Moreover, the social context
influences the way individuals have experienced dementia through history also relating to the way the
condition is socially constructed in modern societies [3].

The socio and cultural climate of specific historical periods, or Zeitgeist’, has fostered various
perceptions around dementia within society. Previous historical reviews on the concepts of dementia
have described how people living with the condition in certain time periods were socially condemned
as sinners [4], or deserving of a divine punishment due to past sins before the manifestation of
symptoms [5], or were sometimes institutionalised because retained unfit to exercise their basic
human rights as citizens [6].

However, cultural transmission theory suggests that these beliefs are learned through social
interaction and they are not only specific of their time, but also transmitted through time [7]. Unlike
the experiential learning process, cultural transmission does not require active participation, as
knowledge is passively acquired by simply living in a certain societal milieu [8]. This is explained in
terms of enculturation, a process through which some beliefs to be shared between generations and
consequently through time [8]. For example, person-centred care in 1980s sparked from the previous
disability rights movement in the USA in the 1970s, which acted against the medicalisation of mental
health disorders, in favour of a more socially-accepted interpretation of non-communicable
conditions. In turn, the protest in the 1970s against the medical model, was fuelled by previous socio-
cultural and political contexts that privileged exclusively the neuropsychiatric examination of mental
health disorders [9].

Previous historical analyses of the concepts of dementia have focussed largely on the clinical
symptoms and pathology, these were mainly time-bound. Empirical work has been done into the
current imagery of dementia intended as conundrum [10], in which the scientific effort to find a cure
of the condition does not match with the call for improved quality of care, or pointing at the strong
association between negative views on dementia and the poor quality of care received [11]. However,
no in-depth historical study of the social constructs of dementia at the societal level has been
conducted and no analysis has taken into account the process of enculturation for the forming of
modern belief(s) around dementia. This review explores changes in societal concepts of dementia
reflecting historical milestones, with the aim of improving the understanding of modern social
representations of the condition. We aimed to accomplish this by conducting a systematic review
tracing the historical representations of dementia, through the perspective of cultural transmission
theory and social constructivism.

Methods

As the scope of our investigation is broad and concerns the history of a health condition, we opted for
a systematic review to explore the topic, and undertook deep analysis of the texts identified, in order
to map possible key elements, with reference to different points in history. Two theoretical
frameworks were used to guide the enquiry and analysis:

e Cultural transmission theory. Health conditions have historical cultural bases and the
concepts are ‘socially distributed, culturally administered and culturally functional’ [12]. We
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therefore looked for historical accounts in documents, by retrieving information on the social
policies and social conditions. These may be expected to influence the social construction of
dementia, as well as to be influenced by it.

e Social constructivism. According to social constructivism, reality is not a given, nor defined a
priori, but rather it is transformed and shaped by socially-interacting individuals. Applied to
the experience of dementia, individuals enact their condition and experience it by developing
a meaning for it, which is socially and culturally bound through time and place. We used
social constructivism to organise the findings, along with interpreting and synthesising the
results of our searches.

Since the relevant literature is not quantitative, we followed the standards of good practice in
qualitative research set by Guba [13] (i.e. credibility, transferability, dependability and
confirmability). By doing so, we aimed to reach adequate levels of validity in our findings [14]. We
also triangulated the information we retrieved against other sources (i.e. secondary historical sources
that reported different historical versions compared to those reported in the studies that we included in
the review), according to the principle of ‘confirming/disconfirming’ [15,16].

Data collection

We used purposive searching for the retrieval of empirical studies and historical documents. This
approach enables us to consider each study identified as a case and to select only those providing the
information most relevant for our enquiry, which could be synthesised for the review [15,16]. For this
purpose, we followed the principle of ‘intensity’ (i.e. how rich and accurate is the information the
studies provide), and ‘relevance’ (i.e. how socio-politically relevant is the information the studies
provide) [15,16].

The search included five databases: Wellcome Library (History of Medicine collection and medical
archives), PsycINFO, CINAHL, IBSS (The International Bibliography of the Social Sciences), and
EMBASE. In consultation with an expert librarian at the University of Nottingham, we used the
following search domains to define our search strategy:

- Dementia;: dement*, alzheimer*.
- History: Histor*

These terms were adapted for each of the databases.
Eligibility criteria
The document is:

a) About dementia with or without comorbid physical or mental health diagnosis.
b) A primary historical source (i.e. document reporting raw data of events) or secondary
historical source (i.e. document analysing primary documents).
c) A report on the history of dementia, with a primary focus on:
- How the concept of dementia has developed through the years.
- How the condition was experienced by societies.
- Historical milestones at a societal level.
- The socio-cultural debate around the condition and any dementia-relevant reforms.
d) In English or has been translated into English.
e) A contemporaneous or retrospective account concerning dementia. The former may confer a
deep knowledge of the political conditions impinging on societal shared beliefs and values at



a certain period in time. The latter may be examined against important historical changes such
as political and social movements through time.

We also engaged in a broader search and considered alternative historical reproductions (e.g. artistic
photos, novels, poems), such as the work by Thane [17] on ‘The Long History of Old Age’, when
these helped factor in how either dementia or aging was depicted at the time, as both terms have often
been associated through history.

Identification of primary sources and quality appraisal of secondary sources.

To maximise the retrieval of primary sources, other than retrieving primary sources through electronic
databases, we further extended our search to include grey literature, by considering the first 100 hits
on Google scholar. We also consulted the ‘NU-search’ library catalogue of the University of
Nottingham to retrieve relevant information on textbook and hardcopies. All the sources selected for
review were cross-referenced.

We described primary sources around 1) the main argument presented, 2) how the argument
challenges (if applicable) the contemporary values and beliefs, and 3) and the aims of the authors
(Table 1). We did not formally evaluate primary sources. Also, the research team included translations
of primary documents and considered these primary sources through agreement.

In regard to the quality appraisal, the first author (AB) developed a screening tool adapted from the
Critical Appraisal Skills Programme (CASP) checklist [18] to evaluate the secondary sources (Table
2). This checklist enabled us to conduct a systematic assessment of the methodology used for data
collection and analysis, and to explore the clarity and quality of reporting of the study objectives,
findings and contribution to knowledge in each case. Documents were not excluded on the grounds of
clarity, nor for decreased quality in their reporting.

Data analysis

Deductive content analysis [19] was used to investigate the historical processes underlying the
societal experience of dementia and the way it has been socially constructed through history. Content
analysis proves effective in categorising data from socially defined phenomena, and for creating a
conceptual map of those events that influenced the determining of these phenomena [19], as it is the
case of our investigation of dementia and its usage in history. The main elements of hon-material
culture by Matsumoto [20] around aging and dementia (i.e. social norms, ideas, beliefs, values, and
shared symbols) informed the synthesis of the findings. It is to be acknowledged that culture is both a
social construct and an individual construct [21], for this reason, as much as our analysis was made in
reference to existing sources, we used our own ‘culture’ to interpret our findings (i.e. Western
European culture).

In order to reach rigour and robustness in our findings, we undertook the three phases of preparation,
organising and reporting as described by Elo and Kynga [19]. Specifically, (AB) created a structured
matrix for categories that enabled the coding of data according to each pre-defined category. In order
to avoid losing important concepts, the research team did not discard data that did not fit with the
categories, but rather, we considered them as new categories, in case they added new information. The
process of data extraction and organisation was facilitated by the use of NVivo 11 [22].

During our analysis we found that the influence of authoritative figures of the time was key in
persuading societies to adopt specific beliefs around dementia. We therefore felt that it was
appropriate to utilise a paradigm that could explain how the message is transmitted within the society
and how authoritative figures influence or maintain a belief at the societal level.



For this reason, the analysis was informed by the systems theory paradigm [23] to describe the
process of forming a collecting understanding of dementia through communication occurring in
specific periods in history: how authorities at the time influenced the shaping of the concept, the way
the message was conveyed to persuade the person (and society at large) to adhere to the belief, and the
role of the general population in the transmission of the message. From the evidence gathered, it was
evident that the transmission of the belief/message around dementia was not a one-way process, but
rather included feedback that the decoder of the message (receiver) would send back to the encoder
(those influencing the transmission of the belief) within a social cultural context and in a specific time
in history. We therefore also used an interaction model of communication theory to explain what
promoted the enculturation around specific views on dementia in modern times [24].

Results

The systematic search was conducted on 15" October 2017. Out of 25,452 documents retrieved
(EMBASE: 15827; PsycINFO: 4894; Wellcome Library: 3138; CINAHL: 46; IBBS: 1547), 43 were
included in the analysis (33 secondary sources and 10 primary sources) (Figure 1 for study flow
chart).

The quality appraisal was conducted only on 33 secondary sources as we found it not feasible to use
guality screening tools on primary documents as there was no systematic reporting of methods nor of
paradigm used. Documents were found to be of high quality in the way they clearly reported the use
of multiple sources for interpretation. However, we found it difficult to attribute scores for items 3
and 4.

Content analysis. Seven themes were identified, each emerging in different periods in history.
A problem of aging.

Early remarks on dementia trace back to classical times, when the condition was associated with
aging rather than illness [25]. Old age was depicted as a period in life in which most human decay
occurs and much of this decay is responsible for the mental regression affecting aging individuals.
The five life stages model attributed to Pythagoras (570-495 BC) in the 7" century B.C., is one of the
earliest representations of how life was understood at the time. According to Pythagoras, age 63 and
81 constituted the ‘senium’ period of life, when cognitive and mental decline were inevitable [26,27].
The senium may also be regarded as one of the earliest portrayals of dementia, as Pythagoras
contended that old age was the period when “The scene of mortal existence closes... and ... the system
returns to the imbecility of the first epoch of the infancy” [26,28].

This association of aging with dementia led to the social construction of the condition as a natural life
manifestation and arguably also to stigmatising societal views around the process of aging. Such
negative social construction around old age and decreased judgment was also reflected in different
spheres of society, including the legal system [29]. Court judge Solon (638-558 BC) in 500 B.C.
amended the inheritance laws and legislated that inheritance could be passed on to ‘extra-family’
heirs, only if they were not affected by decreased judgment caused by old age [29,30]. The association
of aging with mental failure was also addressed by Hippocrates, who used “paranoia”/imbecility to
describe the mental decline in old age (ca. 460-377 B.C.) and later by Plato (424-423 BC) and
Aristotle (384-322 B.C.) [5, 29].

Galen (129-200 AD) provided the term ‘morosis’ to define dementia [29,31,32]. The term ‘morosis’
described a condition in which ‘the knowledge of letters and other arts are totally obliterated’ and
where the affected individuals find it difficult to retrieve easy information from their memory,



including their names [29]. Given the existing societal views associating inevitable deteriorating
cognitive abilities with aging [6], Galen’s views prevailed, and dementia continued to be considered a
condition of old people, who were often referred to as demented or cognitively and mentally impaired.

This association with mental failure has also been reported in other periods in history. William
Shakespeare [33] describes the seven ages of man, with the last characterised by ‘second childishness
and mere oblivion, Sans teeth, sans eyes, sans taste, sans everything ". These negative connotations of
aging, cognitive and mental failure still permeate in modern times:

"l was one of them, dreaming of a perfect and healthy old age...Now, at fifty-eight, | realize the
foolishness of my dreams as | watch my brain self-destruct from Alzheimer's." [34]

A more realist representation of ageing is provided by Alice Munro’s ‘Winter Wind’ [35], where the
character of a nursing home resident is characterised by unrecognizable memories of the past, and
whose life is devoid of positive emotions for the future. In ‘Picture of the Ice’ [36], her character
Austin tries to mask his signs of ageing to avoid discrimination. This portrayal of old age reflects the
expectations posed by the Western culture on ageing found in the early and middle 20" Century
celebrating youth [37].

Use it or lose it.

In contrast to the Greek philosophers, the Roman poet Cicero (106-43 BC) contended that the causes
for ‘senile debility’ were not to be found in the aging process, but rather in a passive way of living life
—a life devoid of active engagement and proactive thinking [38]. In the essay ‘Cato Maior de
Senectute’, Cicero argued that, through engaging in active life, a person could fight off disease and
mental regression [38]. The concept of successful aging in terms of active participation in life
resonates in modern times to similar extents. For example, in Vietnamese culture there is a ‘use it or
lose it’ approach to life, according to which dementia takes over if no active life is maintained [39].
Research evidence similarly points at the role of active training for the preservation of mental
functioning in older people as a way to prevent the onset of dementia symptoms [40]. The role of
neural stimulation in increasing the density of neocortical synapses seem to be key in favouring the
preservation of healthy brains [41,42,43,44]. Several studies seem to point at this association, with
authors reporting education as one protecting factor against the forming of pathological brain
structures that could lead to dementia, such as amyloid load [45], or neuritic plaques in the grey
matter of the brain [46,47].

However, in classical period, this theory was overpowered by the concept of dementia as an inevitable
condition, irrespective of any individual mechanisms that could be acted out to fight off the mental
deterioration and which reflects the strong influence of Aristotle over classical Roman thinking
[17,29].

Divine punishment.

During the early Middle Ages dementia was considered to be a consequence of original sin, an
external force limiting free will [48,49]. This led to the association of dementia with divine
punishment. Theological doctrines permeated much of the cultural belief of the time, but a first sign
of change was when Roger Bacon (1214-1294) argued that the understanding of complex phenomena
required empirical (i.e. scientific) observation [49]. Victimised for his views by religious authorities,
Bacon was imprisoned on accusation of witchcraft [49,50,51].



The religious dogma exacerbated the stigma associated with aging and favoured the construction of
both aging and dementia in terms of divine punishment [29,52]. Consequently, in 1400-1500, in
Western European countries, many individuals with cognitive impairment (and dementia in many
cases) were trialled, as they were retained not worthy of the glory of God. The court sentences
inflicted to them were deemed essential to prevent that their sins could ‘infect’ the ‘pure of spirit’.
Similarly, anyone acting against this doctrine was banished [5,53].

Religion has represented a channel for the transmission of the meaning around dementia. In modern
times, Christianity, holds unclear views, or perhaps simply differing interpretations on whether
dementia is a consequence of sinful acts practised by the individual before the diagnosis, a deserved
condition of all human beings for they are descendants of Adam’s race, or still, for some Puritans, a
form of sin linked to insanity and to which all humans are destined to [54]. Although the religious
interpretations of the Bible are what fuels the transmission of the message, compared to the past, the
sociology of religion points at the role of the organisation within doctrines and their use of the social
media for the forming of modern constructions of dementia [54]. The mediatisation of religion, the
use of social media to promote religious values, is responsible for the modern characterisations of the
condition, with some messages still promoting the association between human action and divine
punishment, by contending, for example, that ‘blogging sometimes leads to dementia, doesn’t it?’
(Reported by the Cardinal Marx, leader of the German bishop conference in 2015) [54,55].

Christianity has not been the only doctrine favouring the spread of such meaning around dementia.
According to Sikhism, each member of the community has to respect the principle of ‘seva’ and
support the congregation through selfless acts (e.g. caring for the sick, helping the poor) ‘with the
exception if you have dementia, then you have to repent your sins’ [p.279] [56]. This brings
stigmatising views on dementia not only to the person living with the condition, but also to the rest of
the family. Similarly to Christianity and other monotheistic religions, disciples of Sikhism learn that
mental and physical conditions need to be cared for within the family or the congregation. Dementia
becomes then a family matter whose sin of the person with the condition is shared by the whole
family [56]. Still in some African countries (e.g. Nigeria) the behavioural psychological symptoms of
dementia are considered signs of evil possessions affecting those with weakened spirits (i.e. sinners)
[57]. Such collective construction of dementia in terms of sinful act and divine punishment inevitably
leads to stigmatising views around the condition with consequences of social withdrawal and
exclusion for the person living in the community and the family. From the words of a residential
facility nurse in South Africa:

“When persons act in strange ways the talk starts in villages and townships: they say ‘that one has
been bewitched’...they go to these old people, vandalise their houses, burn their houses... they accuse
them of being witches” (p. €172;) [58].

Delayed engagement with health and care services is a consequence of such association nonetheless
[59]. Similarly, for some traditional members of the Macedonian community, dementia is considered
a punishment for past sinful acts, or a curse for exhibiting inappropriate behaviours that are
condemned by the community. Receiving a diagnosis of dementia becomes associated with self-
exclusion from social activities. Members of the community who are not directly related to the person
with dementia, may even withdraw from participating to community events if either the person with
the condition or his/her family members continue to attend [39].



Loss of agency.

Following the period of scientific development called the Enlightenment, during which the dominance
of religious authority was challenged, the religious belief linking dementia to divine sin was less
prevalent, although there was still confusion around the condition and several speculations were made
around terminology [25,29]. Terms such as ‘lethargie’ (Cosin, 1592) [60], ‘stupidity’ [61], and
‘insensitivity’ (Battie, 1758) [60], were used to describe the condition [62]. These terms denoted a
negative characterisation of dementia, viewed as decreased sensitivity acquired with age. For Willis
(1621-1675) in his London Practice of Physick [61], the ageing person becomes ‘by degree dull’. A
key correlate of this process seems to be that the person affected also loses entitlement to practice
agency because of his/her decreased intellectual capacity [29]. Even at the end of the 18"century, the
classification of mental conditions produced by Cullen (1710-1790) in 1776, reported ‘Amentia
Senilis’ as a neurosis, characterised by the decay of cognitive and mental functioning [5,63].

A growing sense of what we might call individual responsibility can be seen, in Western Europe, as
an effect of the Reformation with the dissolution of the monasteries having a big impact on the issue
of caritas, shifting the responsibility from the church to the civil society. The implementation of the
poor law spread across Europe as eligibility criteria for relief became widespread instead of ‘works of
grace’. Such societal responsibility was further prompted by the Enlightenment ideas on
communitarian support. This is reflected in writings about ‘the unshaken collective responsibility of
care’ towards old people experiencing failing physical and mental capacities [5]. Generally, the
provision of care was seen as a tripartite responsibility: the old person (who had to retain agency until
loss of capacity), the family (having a duty of care), and the community (providing support where all
else failed, through charities, for example) [29,64]. Social upheavals such as the agrarian revolution,
and the beginnings of industrialisation, with mass migration to towns, separated aged parents from
their traditional carers and so communities had to come up with substitutes. Workhouses where
indigent people were given very basic shelter in return for labour became the last resort for people of
all ages with cognitive impairment [65]. Despite a change has been made in the living conditions of
people with dementia, and independent forms of living have replaced shelters, the frailty of people
with the condition may still be experienced as a lack of capacity to reason.

Psychosis and insanity.

In the 19" century, a gradual differentiation between senile dementia and other forms of dementias
emerged more prominently [66]. Esquirol (1772-1840) introduced the importance of conducting a
systematic clinical observation to identify subcategories of mental disorders [29,67] and differentiated
dementia (a cognitive decline and mental impairment consequent on acquired disease) from amentia
(decreased intellectual functioning acquired before birth or at the early stages of human development).
However, old people with dementia still experienced institutionalisation for their condition, and a
labelling of insanity was still applied to this group of patients [68].

The construction of dementia in terms of insanity was maintained because of the similarities that the
condition shared with psychosis in regard to lethargic behaviour. Hence, patients who were detached
from reality ‘psychotic’, but whose behavioural symptoms were not active enough to confirm a
diagnosis of mania, were classified as having dementia [4,68]. The association with psychosis
reinforced the assumption that people with dementia had psychotic behavioural alterations, and
therefore lunatic asylums were regarded as optimal care settings for both populations [69]. The



association with psychoses also led to Kraepelin’s (1856-1926) definition of schizophrenia as
‘dementia praecox’ in 1891 and to differentiating dementia occurring in old age as ‘senile dementia’,
caused by a loss of cognitive functioning [69,70,71]. Towards the end of the 19" century, empirical
observation was regarded as the gold standard for the ascertainment of different aetiologies of
dementia (e.g. vascular and senile) and for the study of the epidemiological relevance of senile
dementia in aging individuals, compared to other mental health conditions [29].

Still today, the association with insanity remains in some artistic representations and work of
literature. According to Foucault [72], some of the clinical manifestations of dementia are found in
conditions that Thomas Willis defined as ‘stupiditas, sive morosis’ in the De Anima Brutorum (p.235)
[61]. The concept of stupidity or ‘unreason’ [72] has permeated in modern times. It is not surprising
then, that the work by Theodore Gericault in ‘The Portrait of The Insane’ [73], influenced the
photographs by Nicholas Nixon on people with dementia, in which the artist captures their elusive
gazes in moments of unawareness [74]. Although the mouth of the subjects is open they do not
communicate words and their empty gaze transmits no meaning. The audience is left with no
imagination on what the person with dementia may think or say.

There is still stigma around dementia in modern societies. For example, In Arabic culture, dementia is
translated in ‘kharaf” and most commonly used to indicate that a person has ‘lost her/is mind’ [39].
The fear of becoming victims of prejudice for carrying a diagnosis, leads people with dementia to hide
their symptoms and their family members to limit their visits to their loved ones with the condition
[39].

Brain degeneration and objectification.

Societal views of dementia were still anchored in the association of the condition with psychosis,
hence in the concept of ‘insanity’, but efforts were made by 19" Century scholars to conduct
systematic (‘pathological’) examinations of the condition, investigating brain atrophy and vascular
degeneration post mortem [75,76].

In the early 20" century, in both Europe and the United States, mental health disorders and cognitive
impairments came to be explained through a brain disease discourse that belonged to the medical
profession (e.g. Alzheimer, 1906) [77]. Neurology and psychiatry vied for ownership of clusters of
symptoms, which, grouped into different mental health conditions, led to the conceptualisation
disorders as unique entities. This was reflected on dementia as well, which was classified as organic
brain syndrome in the Diagnostic and Statistical Manual of Mental Disorders (DSM-1) in 1952, and
later acquired the criteria for dementia and Alzheimer’s disease (DSM-111-R, DSM-IV and DSM-1V-
TR) [78,79]. Dementia was more and more conceived of as an organic disorder. From here dementia
was conceived as a ‘neuro-psychiatric’ condition [80].

The emphasis on the process of scientific diagnosis and the categorisation of symptoms into diseases
or disorders tended to result in the objectification of patients, who were often reduced to their
symptoms or diagnosis, regardless of other human characteristics This objectification of the person as
a mere ‘host’ of a degenerative disease prevailed throughout the first half of the 20" Century.
However, this reductionist approach proved increasingly unsatisfactory as an explanation of the
clinical symptoms of dementia. The medicalisation of dementia tended to make health services
responsible for its care. Consequently, there was a containment strategy as part of the state provision
in which patients who could not be rehabilitated, as in the case of people with advanced dementia,
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tended to live out their remaining years in a hospital or poor law infirmaries, often at the expense of
the state. Where state provision was not forthcoming, families provided nursing care. Medicalisation
of dementia still permeates the care pathway in dementia, from the time of diagnosis, when medical
categories are used to discriminate between disorders to the care package containing difficult medical
terms and given to people living with the condition for the treatment of symptoms. This medical
approach to dementia is still responsible for experience of decreased dignity and consequent
objectification in people with dementia [81].

Dementia as a social condition.

Late 20™ century critiques such as the anti-psychiatry movement challenged the medical model of
mental illness [82], and pointed to the influence of social factors over mental disease. The notion of
institutionalisation was formed [83] and the tendency for formal care settings such as long-term
hospitals to deprive people of their self-determination was recognised [84]. Economic forces
converged with social movements to reduce the provision of long-term hospital care for people with
dementia as well as people with other diagnoses. This led to an increase in the provision of
community care (e.g. in nursing homes) and a rapid decline in the numbers of psychiatric beds within
the National Health Service (NHS) [85]. This trend was favoured by the uncapped DHSS (Department
of health and Social Security) board and lodgings payment budget, with nursing homes taking
advantage of this source of income. The effect was having a disproportionate number of people
diagnosed with dementia [86].

Kitwood’s theory suggesting that neurological impairment could be exacerbated by malignant social
psychology helped to foster the development of a new framework of care that could replace the ‘old
culture of dementia care’ [87]. This was a new social construction of dementia that emerged from
challenging the ‘standard paradigm’ of the medical model and was underpinned in the concept of
positive care relationship: through positive care practice, the personhood of the people with dementia
can be promoted [87]. It followed that the person with dementia was placed at the centre of the care
‘conversation’. People with dementia were to be considered persons rather than ‘patients’ or ‘simply
rational individuals’. Person-centred care, also known as patient centred care, client-centred care, or
resident-centred care [88], came to be regarded as the gold standard for care [9,89] and inspired other
models of care based on positive care relationships (i.e. relationship care model as in the senses
framework) [88].

In recent decades, the presentation of dementia in the media has often been more respectful, better
reflecting the views and needs of people with dementia. This has favoured the increase of dementia
awareness at the societal level through literature and arts, for example. Photography is one of the
artistic productions that catered much of the attention on dementia. Artists started to use this modern
medium to capture the eyes and ageing bodies of people with dementia through an intersubjective
stance that could promote a sense of empathy in the audience. Through the work series ‘portraits of
dementia sufferers’, Jeff Bowering constructs a realist meaning around the faces of his models, a
meaning that humanises them and paralyses the audience through the use of dramatic representation
of people with dementia: their gaze is human, and different from a vegetative state typical of past
characterisations of the condition [90,91].

Similarly, on a policy level, there started to be legal acknowledgements for people with dementia.
Much of the influence was brought by the UPIAS’s (Union of the Physically Impaired Against
Segregation) views around the social barriers experienced by people with physical difficulties [92].
Steps forward were made with The Human Rights Act (1998), with the inclusion of dementia in the
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Equality Act (2010), and through the United Nations Convention on the Rights of Persons with
Disabilities (2006) to protect people with dementia (among others) against stigma and discrimination.
This coupled to the discourse around ‘successful aging’, has pushed new boundaries to the
entitlements of people with dementia and their role in society. People with dementia are becoming
active citizens, able to influence positive views around dementia through network communication,
advocacy programmes and charity campaigns.

Discussion

This article synthesises and conveys the socio-cultural processes underpinning the construction of
dementia across a broad period of human history to help explain how certain socio-cultural meanings
developed around the concept of dementia, and how these evolved.

Cultural transmission theory in dementia. By interpreting our findings through cultural transmission
theory, we found that specific meanings resonated through history and shaped the way we conceive of
the condition today. This is to say that the way dementia is experienced in modern times is a product
of past constructions of the condition and that different meanings are not time-bound. For example,
the association of dementia with divine punishment that was maintained in the middle ages, is still
today practised in some religious groups and explained in terms of God’s wrath [93], karmic
punishment for past sinful acts [94] or witchcraft possession [95]. As reported in our review, there are
multiple views around dementia that are present in contemporary societies. It is through enculturation
that these views are transmitted and maintained in accordance with the values and beliefs shared by
different cultures. The meanings around dementia are interpreted, assimilated, or rejected by
individuals in their socio-cultural context [96]. Hence, meanings are negotiated by individuals based
on their social location (e.g. gender, social class) their biography [96,97], but also according to the
level of self-awareness [98]. As poor self-awareness may lead to decreased levels of assertion towards
their role in society and promote or maintain negative connotations around dementia. In addition, the
forming of these meanings is influenced by the presence of other social constructions, such as the
social representation of aging [99].

These views when negative (e.g. when they are associated with stupidity, divine punishment, insanity)
can generate stigma and have negative consequences for the person with dementia and their family,
but also for agents directly involved in the delivery of dementia care (e.g. health care professionals)
and for society at large [100,101].

Enculturation around the concepts of dementia in modern times. In this review, the interaction
model of communication describes the forming of the collective understanding of dementia, how the
meaning around the condition has formed and has been transmitted in modern society. Although, it
holds true that meanings are transmitted through generation, in the last two decades, globally-
networked communication capability has spurred a new form of public opinion, with a change in the
distribution of power to influence ideology and beliefs. This has promoted a more participatory
democratic citizenship, where the actors (i.e. citizens) have a channel to share their views with the
larger community (i.e. the rest of the population) for good or ill (i.e. in presence of positive or
negative meanings around dementia) [102]. It is to be acknowledged, that network communication is
also used by the authorities (e.g. to promote political campaign, reinforce maintained beliefs) with the
aim to persuade and control the masses. What has changed from the past, however, is the growing
interdependence of each member of the society and the authorities, hence translated into our model,
between the authority (e.g. policy makers) and the person with dementia (Figure 2 for an illustration
of the model of enculturation).
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As illustrated in this model, the message around dementia is not passively experienced by the person
with the condition, as s/he applies an interpretation to the concepts by means of her/is own
understanding of dementia. Through self-awareness, the person may assert her/is own identity and
influence at societal level a more positive construction of the condition. In case of negative
connotations of dementia (e.g. mainly focused on the fact that dementia is a non-curable condition)
and in presence of poor levels of self-awareness, the person is unable to actively influence positive
imaginary of dementia. Consequently, negative meanings around the condition may be spread across
and within societies. When there are no opportunities at societal level promoting positive views
around dementia, there is risk to create barriers in institutional and community practises for social
equity and cultural diversity (e.g. barriers impeding the creation of dementia friendly community).
These barriers may lead to what Thomas and Milligan [92] defines as psycho-emotional disablism, a
term describing all those negative behaviours that are unintentionally or intentionally acted out by the
large community of people without dementia towards people with the condition. Psycho-emotional
disablism can act as a vicious cycle and affect the personal dimension of the individual with dementia
and have an impact on her/is self-esteem and decisional power, hence proving limiting for her/is
social action. However, positive levels of self-awareness can help the person to practice self-assertion
in presence of these social barriers.

Such process of democratisation of dementia, may occur through social capital, when the organisation
of the society promotes the active involvement of people with dementia and their carers in the socio-
political life of the community. In contrast with the horizontal view of knowledge distribution [103],
we feel that active participation should be across systems, actively informing the development of
social policies across all different sectors of the societies (e.g. health and social care, housing). These
social policies may be promoted by the modern accessibility of information, through online discussion
forums for example (i.e. Alzheimer’s Society). These online platforms (e.g. Facebook, Twitter) both
positively and negatively impact the perception and stigma around dementia in contemporary
societies.

Strengths and limitations

A strength of this paper is the systematic methodology used for the retrieval of articles. This follows
the PRISMA checklist [104]. The scope is broad, since we used five databases with quite diverse
specialisms, ranging from the social sciences, psychology, to more specific databases within the
biomedical domain, and history-specific domain as in the case of the Wellcome Library. This strategy
enabled us to retrieve major works relevant to the objectives of our investigation, but it also gave us
the ability to screen a large number of documents that would not be possible otherwise.

The principles of confirming/disconfirming to triangulate the information reported in the studies was
selected for the analysis with other secondary sources when these reported differing historical
versions of the events. In addition, the research team met multiple times to refine the search strategy,
to agree on the methodology to use for data extraction and to engage in the quality of data reporting.
A librarian based at the University of Nottingham was consulted for the search strategy and to
determine which checklist to use to assess the quality of the documents retrieved.

In regard to the limitations, these lay mainly in the use of the CASP checklist, which was more
limited in determining the quality of primary and secondary historical documents. It is important to
acknowledge though, that this was out of our control as the current systems for the quality appraisal of
historical documents only target authenticity (i.e. type of paper utilised, material used for printing)
and conservation of these resources (i.e. how to conserve the document through time, the existence of
proof such as receipt for its conservation). However we developed a checklist adapted from the CASP
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that could prove effective in the appraisal of historical reviews. Another limitation relates to the very
exploration of the social construction of dementia, as this requires the analysis of different forms of
documents e.g. letters, artefacts, we were only able to consider the documents listed in the databases
we consulted.

Also, it is to be acknowledged that this inquiry was mainly based on western-centred societies and
although we were able to retrieve some examples of eastern cultures, these were mainly reported in
documents whose authors were from western countries. A quite large period of human history has not
been covered chronologically as we were interested in social meanings around the condition rather
than a chronological description of the history around dementia.

Conclusion

Through history dementia has commonly been associated with ageing and decline. In recent decades
as life expectancy and years of active life has increased, the notion of ‘successful ageing’ has been
incorporated into the discourse around dementia. While such consideration of people with dementia
promotes positive views around the condition, and may favour their equal consideration as active
agents able to operate in society, it does require the establishment of a dementia-friendly society that
can accommodate the needs of this population and to avoid that people living with dementia may feel
overwhelmed by the attempt to fulfil these expectations [105]. In addition, there is the risk that people
with dementia may prefer to be socially excluded rather than engaging in a society designed for the
young and able-bodied. A discourse around co-production, explained as a communal effort ‘zo find a
shared solution’, may prove effective in acknowledging the need for support of people living with
dementia and at the same time empowering them [106]. Work still needs to be undertaken to bring the
rights of people with dementia on an equal positioning with the rest of the population. For this
purpose, new models of care aim to set benchmarks of good care through the active involvement of
people with dementia in co-producing their own care pathway.
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Figure 1. Flow chart for selection of papers.
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Table 1. Description of primary sources (n=11).

Primary sources

Historical era  Author Primary documents Description
Solon The Laws of Solon: A New The authors report translated versions of Solon’s writings into English with
(translated and Edition with Introduction, added commentaries on Attic society.
Classical commented Translation and Commentary ~ Both authors have extensive expertise on Athenian law-making institutions.
Antiquity by Rhodes & Leao, Rhodes has extensively produced work on Athenian politics (e.g. The
2016) Athenian Boule -Oxford, 1972) and on Aristotelian society (e.g. Athenaion
Politeia - Oxford, 1981). Leao has produced work on Plutarch. It caters to an
educated audience. Dementia was associated with altered states of judgement
and awareness.
Cicero Cato Maior de Senectute ‘On old age’ is Cicero’s treatise on aging and death. The narrative takes the
form of a dialogue. We find the main character Cato who engages almost in a
monologue throughout the work. We further find typical characteristics of
aging in the character whose wordy and confusing speech recalls the
inevitable cognitive decline posed by old age. However, Cicero maintains also
a positive view of old age in that he contends that old people who remain alive
after a certain age are to be considered strong and fit to practise their will. It
caters to an educated audience.
Celsus De Medicina Celsus’s work De Medicine remains one of the few sections of a larger

encyclopaedia still available and it is regarded as a treatise of Alexandrian
medicine. The work is divided in 8 books around diet and exercise, causes of
disorders, and treatments. The language used in the text is complex and it
carers to a professional audience. Celsus provided one of the first
differentiation of dementia from delirium defined as phrenesis. Dementia was
considered a more deteriorating condition that manifested after delirium.

Galen (translated into  Galen: On Diseases and
English Symptoms
By Johnston, 2006)

Galen’s work on the classification of disorders provide a bridge between the
theoretical foundations and clinical practice. The language used is moderate in
tone which reflects the dogmatic views on medicine of the time. It caters to an
educated audience. Galen defined dementia as morosis and linked the
condition to a process of ageing.
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Willis Practice of Physick Willis uses a terminology based on negative connotation of old age to
Modern History characterise cases of what at the time dementia symptoms may have been at
the time (morosis, stupidity). It caters to a medical audience.
Cullen First lines in the practice of In his work, Cullen described dementia as amentia and as a subclass of
physic disorders affecting judgement. One type of amentia was linked to memory
problems and defined amentia Senilis, which was regarded as a condition
consequent to ageing. Cullen’s work mainly caters to a medical audience.
Dementia was considered a failure of mental and cognitive functioning.
Esquirol Des passions considerées Esquirol’s medical thesis was greatly influenced by the work of Pinel. In his
comme causes, symptémes, et work, Esquirol reported case studies and maintained the firm idea on the
Late modern moyens curatifs de l'aliénation  association of psychological and somatic disorders and the highly
history mentale interconnection of thoughts and feelings. In his case studies, the author
reported the use of restrictive and punitive therapeutic courses in asylums as
opposed to the use of alternative treatment for mental disturbances. It caters to
a medical audience. Dementia was considered a consequence of acquired
disease.
Wilks Clinical notes on atrophy of In his work, Wilks attributed the abnormal changes of brain atrophy to senile
the brain dementia. He further reported a modern description of the brain hemispheres.
It mainly caters to medical audience. Wilks proposed one of the first
classification of dementia as organic brain syndrome.
Alzheimer Uber eine eigenartige Alzheimer’s case work contains clinical observations of aggressive form of
Erkrankung der Hirnrinde dementia with an early onset. In order to maintain the original contents of the
(Translated by Hurley & author’s work, the English translation has not respected some of the English
Wells, 1999) grammar conventions, and the structure of the sentence has been reported as
used in the original language. It caters to a medical audience.
Post-Modern Kitwood Dementia reconsidered Kitwood’s work opened the stage to a public debate on dementia by critically

Movement

discussing the inadequacy of the medical model in exampling the
psychosocial symptoms of the condition and the role of the social
environment in shaping such experience. Kitwood employs a dialogue form in
the text, whose content is referenced by previous research and professional
experience. It mainly caters to social care professionals, however the language
used is made accessible to a larger audience with no previous expertise on
dementia.
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Table 2. Appraisal checklist for reviews on historical documents.

Checklist

Screening questions

Yes

Can’t tell

No

1. Did the review address a clearly focused question?

Hint: Problems may be in the following:
- The years covered in the article.
- The historical processes.

2. Did the authors look for the right type of documents?

Hint: ‘The studies should
- Be relevant to the scope of the study.
- Beaprimary source (or consult different secondary sources to
compare and contrast the validity and accuracy of the
information reported.

Detailed Questions*

3. Do you think you considered all the relevant documents?

Hint: Search for
- Databases consulted.
- Follow up from reference lists.
- Personal contact with experts.
- Search for unpublished as well as published studies.
- Search for non-English language studies.

4. Did the review’s authors do enough to assess the quality of the
included studies?

Hint: Did the authors assess the quality of the information from other sources.

5. If there was differing information from other sources, did the
authors reported this in the review?
Hint: Look for
- The information was similar from study to study.
- The reasons for any variations in the information reported are
discussed.

6. Did the authors favoured the use of primary sources?
Hint: See if
- The document reports the current contextual factors.
- The document report first-hand account.

7. Does the review clearly discuss the findings in reference to the
context within which it is situated?
Hint: Look for
- Implication for policy, practice.
- Historical determinants influencing current socio-political
decisions.

8. Can the findings be applied to the local context?
Hint: The social context covered by the review could be sufficiently different to
your social context to cause concern.

9. Do the authors report if the findings apply to other social contexts?
Hint: If the authors reported their findings to be generalizable to an international
context, and how if they did.

10. Were all important outcomes considered?
Hint: Do you think the authors would have required more information?

Items 1, 2, 3, 4, 5, and 10 were adapted from the CASP checklist.
* |tems 3 to 10 are applicable only if items 1 and 2 have received a positive response.
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Figure 2. The social construction of dementia: a metacognitive model of enculturation.

Social dimension Enculturation Personal dimension

(Meanings are constructed through
socialisation and diffused through

|.I
’ generation and across time).
Social attitude and beliefs Opportunities Interpretation
Channel (these can be either negative or or barriers of the message .
positive).
Psycho-emotional disablism:

The extent to which the social
network responds to the person
with dementia (e.g. empathy Vs
self-denial).
Self-awareness

A

- Represents authority (e.g. policy makers) The message may bring change to the initial belief. - The interpretation of the message is

- Chooses the medium of transmission but (Feedback is through sharing the initial message with the mediated by the extent to which the

does not control the flow community through social media) person is self-aware of his condition and is
- Influences the collective understanding able to assert his own identity.

of concepts and ideas. - The person Influences and is influenced

through social media and has power to
influence authority through collective
understanding of dementia.

Technological advances in social networking has given rise to a new form of power organisation, in which societal beliefs are now dispersed across societies. Unlike
the past, the person with dementia now has more freedom to influence the collective understanding of concepts and beliefs on a global scale. The level of self-

awareness of the person with dementia helps regulate their ability to assert their identity, which in turn mediates their interpretation of the message around
dementia.
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