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Abstract

Dementia is considered by the World Health Organisation to be ‘a physical,
psychological and economic burden’, in part due to stigmatisation maintained by
barriers to participation for people given labels of dementia (PGLAD) in daily life. It is
increasingly recognised visibility can be key to challenging stigma by enabling
PGLAD to reclaim identities masked by power inequalities arising from negative
stereotypes. This research answered a challenge from government and a call by the
United Nations and the British Psychological Society for a redistribution of power in
clinical, research and policy settings by sharing Participatory Action Research (PAR)
with people affected by dementia labels as a tool to claim their human rights.

Knowledge was generated with action taken through a collective letter disseminated
to assumed power-holders in health, government and the third sector. Awareness
was raised of issues related to stigma and the lived experience of PGLAD at the
individual, social and structural levels. Responses from people in authority, either
appointed or elected were considered, with non-responses also seen as a response.
Co-researchers were commended for their insights and pledges to act were made.
Pledges included change as an individual and as part of wider systems, including
motivation to ensure PGLAD’s voices are heard developing policy across the region.

Consequently, PAR enabled authentic participation of people with diverse abilities in
research which delivered a community level intervention that achieved social and
political change at a structural level, despite a pandemic as a barrier to participation.
It showed the utility of anarchism as a conceptual approach that can complement a
human rights-based approach to psychological research involving power dynamics.
This highlights the continued importance of participation of PGLAD in research and
the potential of human rights-based approaches as stigma intervention strategies.
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a. Self-Reflexive Statement

It needn't be said that "human development is a product of interaction between the
growing human organism and its environment", but Bronfenbrenner (1979, p. 16) felt
he had to since equal emphasis by psychology was not given to the environment. An
issue still relevant, as we saw with Read et al., (2009), who critiqued reductionist
approaches to human development as offering merely the "bio-bio-bio model".
Recognising that environmental events and conditions outside any immediate setting
can profoundly influence a person and play a critical role in defining the meaning of
an immediate situation to a person (Bronfenbrenner, 1979, p. 18).

The immediate situation is this research project, and it was advised | put into context
what influenced my approach towards clinical psychology, that | am grateful to have
had an opportunity to enact in research at the University of East London. If | was
really to start at the beginning, it might be said | wouldn't be alive if it wasn't for
University of East London, or North East London Polytechnic as it was known then
as this is where my parents met. An institute known for a large number of working
class and mature students (Woodward, 2002), my mother and father, respectively,
that was called the "people's university" (e.g. UEL, 2022) in its opening speech by

Cornishman John Passmore Edwards, who is revisited in Section 4.5.

Bronfenbrenner (1995, p. 641) thought development was "powerfully shaped by
conditions and events occurring during the historical period”, recognising that
historical events such as economic and social changes (p. 643) can affect the
developmental course of families within and across generations (p. 642).
Bronfenbrenner and Morris (2006, p. 822) underlined Elder and Shanahan (2006, p.
692) 's view that "individuals construct their life course through choices and actions
they take within the opportunities and constraints of history and social
circumstances"”, and | believe like Passmore Edwards, the social circumstances of
Cornwall is what led me to here. Therefore, | start from the "macro-time"
(Bronfenbrenner & Morris, 2006, p. 796) before funnelling back to now.

Cornwall is described by Deacon (2013) as "England's first (and last?) colony”, and a
curious child can't avoid a cultural history distinct from the discourse imposed by



England's parliament upon it. Remnants of a violently suppressed language (Mills,
2010) survive in ordinary conversations and offer insight into the origins of people
and places that carry the words (Mackinnon, 2021, p. 123 & p. 206). It shaped a
questioning orientation towards established authority as the community knowledge
differs from the teachings of government. For example, a 'Norman Invasion' taught
from the position of Saxons by the 'national' curriculum, in contrast to what is
referred to as an 'Armorican Return' for the Cornish (Mills, 2010, p. 193). A time
when the Cornish fled the Saxons in Britain between 300-700AD and settled
Armorica, to become Bretons, then allied with Normans to return and overthrow the
Saxons in Cornwall'. The relevance of this was to seed autonomy for Cornwall to the
degree it retained a different sovereign to England (Kirkhope, n.d.) and was primarily
self-governing with its own courts and parliament (still on statute) until the 19th
century (Williams, 2003). The Magna Carta 1215, Europe's first written constitution
(LI1, 2020), outlines this distinction as it states it applies to "Anglia et Cornubia". We
also see clues in the name Cornwall derived from 'Corn walas', with 'walas’, the root

of 'Welsh' from the Saxon for 'strange' people or ‘foreigners' (Earle, 1865, p. 65).

This outcome is that Cornwall, as a territory de jure to England, was treated as such,
leading to conflict and the destruction of the colleges at Glasney and Crantock
central to Cornish identity (Lyon, 2012) and the double taxation as 'foreigners'. Judge
(2007, p. 182) reported a calculation from 1974 that between 1337 and 1837, £20
billion? was taken out of the Cornish economy due to this taxation. A redistribution of
wealth away from Cornwall that contributed to poverty and the breakup of families
throughout the 17th to 20th centuries by emigration to find work3. Williams (2003)
described how this led to the loss of native capital and skilled workers who became a

' Weatherhill (2016) reported that William of Worcester said Cadoc, the last of the Cornish Royal Line,
was still alive and referred to as Eorl (meaning chief) in 1066. However, he may have died before
William | was appointed an Earl of Cornwall, so the Breton's Brient and Alan were then chosen to
mark the affinity between Cornwall and Brittany, as the Cornish/Breton language remained similar.

2 Adjusted for inflation by the Bank of England calculator this figure in 2022 is £173,910,579,393.89.

3 "Wherever there is a hole in the earth, you would find a Cornishman at the bottom", it was once said,
and this was a hard life with untimely death through accident (e.g. In 1924, my Great Grandfather

Leslie Carlyon aged 17 survived a dynamite explosion in South Crofty mine that killed his colleague
William Harris, who was aged just 31 with two young children) or illness (such as TB or Phthisis).



political class and labour aristocracy elsewhere®. This, alongside the fragility of the
mining industry, is what Williams (2003) thought contributed to Cornwall at the time
being the most economically deprived area in Britain or, more recently, the second

most deprived area in Northern Europe (Smallcombe, 2018).

With this context of poverty in the community | grew up in came social degradation
with a frequency of mental health issues (e.g. Elliot, 2016) that led to an
understanding of the four horsemen of statutory services (Council, NHS, Social
Services, and Police). In the late 90s and early 00's their power appeared to be
exercised with an iron fist, and | became familiar as a young teenager observing
abuses in a mental health system which had let me onto its hospital wards as a
guest to visit friends. | witnessed violence inflicted on those detained by staff,
underscoring why these institutions have long-held bad reputations® (e.g. Becquart,
2017). At the time, | challenged a member of staff who warned me that | wouldn't be
allowed back if | spoke of it again. This led me to critical psychology/psychiatry
literature and an interest developed in legal checks and balances to excesses of
state power. Then, as an undergrad, a focus on human rights and mental health set
me up for jobs where | learnt the skills and psychological models to challenge threats
to rights in services. Lived experience of a family member labelled with dementia and

intersecting services then raised my awareness of rights implications in this area.

Hunt (1881, p. 26) spoke of how the Cornish, completely cut off from England were
informed of the world beyond them by travelling historians called 'droll-tellers'. They
would constantly wander from house to house, finding a "hearty welcome" and
accommodation in exchange for a song or a droll (story)—an ancient practice where
knowledge was held away from centralised power that disappeared upon the arrival
of the newspapers. My experiences have led me to join a profession cut off from the
world beyond it, intentionally, as we see with paywalls guarding knowledge
contained in the journals. | believe clinical psychologists need to step away from

protectionism to become the droll-tellers, as it is from communities that 'our’

4 Williams gave South Australia as an example of how Cornwall may have developed politically and
socially, given Cornish cultural and political influence there. It was founded on Cornish Parliamentary
Law introduced by John Bentham Neales in 1865 (Bonython cited in Wright, 1890, p. 194).

5 A culture of abuse exposed in the wider trust services (CSCI & Healthcare Commission, 2006).

10



knowledge is ultimately derived, and away from us, in people's homes, this
knowledge given away needs to be applied.

1. Introduction

Dementia® is an umbrella term and label applied to people who may be
experiencing a range of issues; biomedical, psychological, social and, as we shall
see, political, that are associated with a progressive decline in cognitive abilities,
adaptive functioning and power to claim their human rights. The different
perspectives held as to the nature of dementia will be explored in Section 1.2.

As we begin, we can see above the concept of power has been introduced and, in
this context, we are talking about power in the ordinary sense with regard to the
extent a variable or phenomena has to influence something. This is known as the
‘capacity’ definition of power and termed as ‘power-to’ by Gordon (2010, p. 41-46) in
a three-fold analysis’ of power which will be explained now. The other elements
present in terms of opposing forces with ‘power-over’; as a type of domination, and
‘power-with’; as a non-coercive influence. Power-over is influence in the absence of
choice by force, coercion, manipulation or authority. Power-with is defined as a
voluntary, cooperative type of power that occurs in the absence of conflicts, wills or
interest. It is anarchism (2.4.1) in exposing these dialectics that “instituted itself as
the ideology and political thought of the critique of power” (llbanez, 2019, p. 55).

¢ As the dementia label is stigmatising (Batsch & Mittelman, 2012; Werner, 2014) it's use could be
seen as counterproductive to the intentions of this research. Yet, the cultural context and place in time
in which this research is written contains dominant discourses with which one must engage before
any paradigm shift occurs. Use of this word is, therefore, intended to engage with dominant
paradigms out of recognition that labels are a source of power which mediate citizenship rights and
access to resources in our society. Use of this term is not intended to diminish personhood as such
when discussing people affected by this label, People Affected by Dementia Labels (PABDL) will
serve as the favoured and inclusive descriptor. This is out of a recognition developed later in the
chapter that this label is relational affecting not only people given labels of dementia (PGLAD), but

family and loved ones, who have faced stigmatisation by association.
7 Gordon (2010, p.41) reported this definition arose from the American feminist, anarchist and author

Starkhawk (Born Miriam Simos; 1951- ) before being taken up in wider feminist literature.
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The first documented use of the word ‘Dementia’ was by Saint Isidore (560-636 A.D.)
and in Latin (Yang et al., 2016). The prefix ‘de’ means privation or loss, ‘ment’ as a
stem means mind, with a suffix ‘ia’ indicating a state of being is translated to ‘a state
of losing one’s mind’. The concept is thought to stem from antiquity as historical
evidence has linked age to a decline in memory (Boller & Forbes, 1998), judgement
(Yang et al., 2016) and mental health (Harding & Palfrey, 1998).

This label has remained associated with increasing age (Van der Flier & Scheltens,
2005), but can affect various ages to a lesser degree (5.2% of people; Prince, et al.,
2014) and are applied more often at a younger age for people labelled with an
intellectual disability, Down’s Syndrome (BPS & RCP, 2015) and Parkinson’s
(Aarsland, et al., 2005). Cicero (106-43 B.C.E) was credited as one of the first to
challenge any inevitable association with age (Boller & Forbes, 1998; Yang et al.,
2016). Cicero (ca. 44 B.C.E/1884) saw complaints of old age as more correlated with
wealth, resources, social status or ability to find meaning in life. These are factors
confirmed by modernity, as increased likelihood of receiving dementia labels (DL)
can be related to stressful live events (Zuelsdorff, et al., 2020), poverty (Cadar, et al.,
2018) and race (Mayeda, et al., 2017); more so for people occupying intersections of
each (Zuelsdorff, et al., 2020; Alzheimer’s Association, 2022). Furthermore, these
intersectionalities are determinants of psychosocial conditions (WHO, 2014), which
increase the risk of non-consensual psychiatric ‘treatment’ and receipt of
medications (Mendez, 2013) that, in addition to what they are ‘treating’, are risks
factors for dementia in themselves (Zilkins et al., 2014; Cai & Huang, 2018).

850,000 people are estimated to have DL in Britain, and this figure is projected to
double by 2040 (Prince, et al., 2014) with Lewis (2015) anticipating one-in-three born
in 2015 may receive this label. Despite 700,000 people providing informal care for
PGLAD in Britain (Lewis et al., 2014), 60-70% provided by women (Alzheimer’s
Research UK, 2015) and carers of minority ethnic backgrounds less likely to access
services (Greenwood et al., 2015), the economic cost of dementia worldwide is
estimated to reach two trillion USD by 2030 (Wimo et al., 2017).

Alzheimer’s Disease International and World Health Organisation (2012) have

described the impact of dementia upon caregivers, families as a “physical,
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psychological, social and economic... burden” perpetuated, in part, due to a lack of
awareness and understanding of the construct which led to stigmatisation, so they
declared it a public health priority. Successive UK Government policies on dementia
(DOH, 2009; DOH, 2015) and papers from the third sector (Warner et al., 2010;
Alzheimer’s Disease International, 2019) confirm stigma has posed a barrier and
serious detriment to the quality of life for PGLAD. Indeed, Milne (2010) reported
stigma was pivotal in the experience of dementia as it undermined PGLAD’s

psychosocial wellbeing and quality of life.

The UN Department of Economic and Social Affairs (UNDESA) programme on
ageing (2016) saw stigma as the main factor behind the large gap between
estimated prevalence and diagnosis rates. They claimed less than 50% of people
perceived to be affected by dementia received a diagnosis. A challenge of circularity,
as stigma in part, can arise from the use of diagnostic labels for treatment and
research purposes, which can serve as cues that activate stereotypes and stigma
(Garand et al., 2009). The negative beliefs reduce help-seeking behaviour due to
fears about how their family might be treated after receiving a diagnostic label
(Parker et al., 2020). The label became what Rioux (2003) might describe as the
Faustian bargain made to access citizenship rights such as services or financial
resources, in exchange for stigma that could lead to denial of citizenship rights,
social exclusion and being hidden away from public life (UN DESA, 2016).

The challenge we have is systematic reviews on dementia and stigma (Herrmann et
al., 2018; Nguyen & Li, 2020) found limited literature, with no consensus on how to
evaluate stigma best or develop stigma reduction approaches. Both called for
research to consider ways to reduce dementia stigma as there were no existing
approaches. Whilst both found public stigma to be pervasive, including among
healthcare professionals, they found personal exposure to PGLAD directly
(Herrmann et al., 2018) or in awareness campaigns (Nguyen & Li, 2020) offered
hope for stigma reduction. However, stigma is associated with negative emotions like
fear and behavioural responses that included social distance (Nguyen & Li, 2020),
which reduced likelihood of personal exposure. It might be asked if this dearth in

literature, coupled with findings of Mann and Hung (2019) who reported few studies
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actively involved PGLAD and instead using proxies, which they outline as

dehumanisation, exemplifies avoidance.

To proceed from this conundrum, this research took inspiration from (Freire, 1970) to
develop awareness as to the circumstances in which power operates between
stigma and a label of dementia to lay the groundwork for acting in Chapter 3. Critical
consciousness will be enacted mindful to three components (Watts et al., 2011):
a. Critical Reflection; on our understandings of dementia and stigma.
b. Political Efficacy; as we consider means an individual or group may
have to effect political or social change. A Human Rights Based
Approach (HRBA) introduced in Section 2.3 will provide a conceptual
framework for Critical Action influenced by anarchism in Chapter 3.
c. Critical Action refers to the steps taken to attempt to change aspects of
society, such as institutional policies or practices perceived as unjust.

1.1. Search Strategy

An initial scoping exercise found research around Dementia and Stigma was limited
(Herrmann et al., 2018; Nguyen & Li, 2020) so a narrative review was undertaken as
the first step of critical consciousness. The idea was to explore key concepts or
definitions of stigma, and dementia labels to ascertain how they might converge.

A literature search cycle (Deacon University Library, 2017) was adopted as a
framework to identify the main concepts, select the library resources to search, then
review and refine the results. Vocabulary identified considered synonyms and
keywords of papers identified during scoping. This included dementia and variants
(‘Alzheimer’s’, ‘Vascular’, ‘Lewy-Body’, ‘Parkinson’s’, ‘Fontotemporal’, ‘Creuztfeldt-
Jakob’, ‘Wernicke-Korsakoff', ‘neurocognitive disorder’), descriptors (‘forgetting’,
‘memory loss’, ‘cognitive difficulties’, ‘cognitive dysfunction’) lay or outdated (‘brain-
fog’, ‘senility’, ‘demented’), stigma types (‘self-stigma’, ‘structural-stigma’, ‘public-
stigma’) and related descriptors (‘discrimination’, ‘attitude’, ‘perception’,’” belief’).
Resources searched included the university library, google books, databases of
PUBSCO, PSYCINFO, PSYCHARTICLES, PROQUEST, Google Scholar, and

Google for grey literature. Bolean operators, wildcards or truncation were used which
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led to results that were refined with a view to find theories, concepts or models as
per the aim. References and bibliographies that arose from the literature were
checked and reviewed as part of this cyclical process.

Data emerged that appeared as if dementia and stigma could be theorised on three
levels: individual, social and structural. The results are presented in 1.2 and 1.3 with
this as a framework to aid readability and later comparison.

1.2. Understandings of Dementia

Values and political ideology that underpin ideas can often be unspoken yet retain
the power to clarify, confuse, reveal or obscure insight (Alderson, 1998). The section
will now present understandings of this label at the individual, social and structural
levels to elucidate the background, values and ideological implications of each.

1.2.1. Individual
This section will describe the Classical (medical) Model of dementia (Harding &
Palfray, 1997) which considers dementia to be an umbrella term for more than 100
specific medical labels, each with distinct bio-medical presentations (Rahman, 2017).

The view there are specific medical conditions that can be delineated into special
presentations is derived from The Age of Enlightenment (Bristow, 2017). From this,
an approach to understanding the world, or epistemology, known as positivism and
credited to the philosopher Auguste Comte (1798-1867; Acton, 1951) developed.
Positivism has an assumption there are universally constant, replicable facts and
general laws about relationships between phenomena to be discovered (Alderson,
1998). Inspiration from botanists’ classification of plants led to aphorisms (concise
statements of principle) being developed for medical practice. Aphorisms were first
used to track causes, effect, or cures for disease, then moved from body to mind
(French, 2003; Munsche & Whitaker, 2012).

The evolution of which was the Diagnostic and Statistical Manual of Mental
Disorders from the American Psychiatric Association and the International
Classification of Diseases by the World Health Organisation. A brief history of

15



diagnostic labels in Appendix A demonstrates a lack of clarity around these
constructs, which is problematic as inherent to positivism are notions of objectivity
with subjective experiences or values deemed unimportant (Park et al., 2020).
Nonetheless, disregard of values does not render this approach devoid of values, as
how a disability is perceived, diagnosed and treated reflects assumptions about
societal responsibility towards disability (Rioux, 2004).

Lyman (1989) surmised the Classical Model to have three facets:
e First, dementia is pathological, individual, and an abnormal condition of
cognitive impairment.
e Second, it is bodily or organic aetiology caused by progressive deterioration of
brain areas that control memory.
e Finally, although no cure, it is to be assessed, treated and managed by
medical authorities.

This understanding of disability rests in individual pathology and positions dementia
with relation to a norm so is called a comparative incapacity (Rioux, 2004). Disability
and associated costs are seen as an abnormality and social burden, with medical
authority positioned as gatekeeper of ‘legitimate’ disability. Consequently, diagnosis
is overseen by state institutions to control access to social entitlements (ibid). This
approach has a focus on primary prevention to eliminate or cure the condition and
ameliorate or provide comfort (ibid) hence, emphasis on early detection, diagnosis
and support (NICE, 2018). The individual is the focus of analysis for research and
policy so depicted as the primary point of intervention, yet this has not gone without

challenge, so next, we will consider alternative perspectives.

1.2.2. Social
The social approach asserted dementia labels were problematic on conceptual and
scientific grounds (e.g. Kitwood, 1988; Lyman, 1998; Bender, 2003). This section will
share these critiques and a proposed progression to the focus on the context of a
person in relation to values of broader society (Chester & Bender, 2004).
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Kitwood (1989) argued the medical aetiology of dementia he equated as: “X ->
Neuropathic change -> Dementia (where X = mysterious agents)” was so simple,
that its charm obscured a need to consider psychosocial factors. He emphasised a
circularity where mood or behaviour changes were perceived to be a result of
cognitive damage so structural changes in the brain post-mortem attributed to
Alzheimer’s were considered self-evident. Chester and Bender (2004) also believed
the medical aetiology was unfounded and led to validity issues around diagnosis.
With all problems in living attributed to brain damage, they stated the effects of the
social world was too easily discounted. Thus, brain as an organ cloaked the
complexity of mind or experience and was reductionism (e.g. Martin, 2004; Bickle,
2012). Chester and Bender (2004) thought this served to distance medics from
discomfort relating to PGLAD, as ‘brain problems’ did not need emotional contact
with their suffering. They asserted this disregard of subjective experience created
“non-people” who could not have relationships by virtue of this status, so relatives
became depersonalised as “carers”. Detachment allowed medics to maintain a focus

on the brain in the present, and avoid any emotions elicited from relational ties.

Kitwood (1988) rejected pathologisation fundamental to the classical model and
contended most difficulties of later life were socially constructed and not a
consequence of ageing as a process, but norms society held towards old age.
Kitwood (1990) offered an alternative view centred on relationships between elders
and neurological impairment (NI) with malignant social psychology (MSP). First, he
contended dementia was compounded by the effects of NI and MSP. Second, NI in
an elder attracted MSP and, lastly, the effect of MSP on elders, who may be
physiologically vulnerable, created NI.

Kitwood (1998) said he chose “malignant” to convey a powerful, insidious and
destructive effect analogous to “a cancer of the interpersonal environment”. He
stated this need not imply malice, as MSP can come from ignorance, preoccupation
or lack of resources due to embedded cultural practices. Breadth of MSP is beyond
the scope of this paper to report, however, can be reviewed in Kitwood (1990, 1993,
1996, 1997, 1998; Kitwood & Brooker, 2019). Essentially, MSP eroded personhood,;
defined as “the individuality and uniqueness we hold with relation to our sense of
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self, and capacity to relate to others” (Kitwood 1994, 1998). MSP (Kitwood &
Brooker, 2019) of particular relevance may include:
e Stigmatisation: treating someone as a “diseased object, alien or outcast”
e Labelling: Using a category as the main basis for interacting with someone or
describing their behaviour

¢ Objectification: treating a person without due regard as sentient beings

Another definition of personhood was given as “a standing or status that is bestowed
upon one human being by others, in the context of relationship and social being”
(Kitwood, 1997; Kitwood & Brooker, 2019). This faced criticism (Baldwin et al., 2007)
almost as a form of MSP in itself, as unidirectional and individualistic, for it was
perceived to focus on PGLAD to the exclusion of relationships. Further, ‘bestowal’
suggested a lack of mutuality, which positioned PGLAD as potentially vulnerable to
the unjust whims of others. The concern was it portrayed PGLAD as passive and
dependent upon others for affirmation (Bartlett & O'Connor, 2010). Dewing (2019)
believed Kitwood, if alive, might have revised this definition as, for him relating was
noncontingent upon roles, power or organisational status. She argued the South
African word ubuntu, meaning “humanity towards others”, better reflected his
intention of personhood as derived from society rather than individuality.

Societal influences on PGLAD were also the focus of Chester and Bender (2004),
who considered the economic and social consequences of stigmatising valuations.
They emphasised negative stereotypes around “chronic iliness” or being seen as
“too old, ugly, economically useless and resource wasting” as a threat to identity.
MSP led to internalisation of negative attitudes towards the self and contributed to
low mood causal of a decline in functioning but misattributed to brain changes.
Further compounded by age, class, gender, ethnicity or occupation inequalities, that
led to denigration and systematic denial of access to resources or opportunities. As
such, they advocated moving away from the “diseased brain” to focusing on
PGLAD’s emotions and understandings in the context of relationships with society.

To surmise, the social approach said dementia was not inherent to the individual, but

to the social, environmental and economic structures around them (Rioux, 2003).
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Thus, intervention necessitates focusing on social change, rather than the individual.
Disabilities like dementia are recognised as differences, rather than anomalies, so
the inclusion of PGLAD becomes a public responsibility. Social structure is the focus
of research and policy analysis with emphasis on how structures pose barriers to
disability which can be changed to enable equal participation within society (ibid.).
Whilst there is overlap with the structural approach, the social model has faced
criticism for a limited and partial explanation of the experience of people with

disabilities (Oliver, 2013), which will be considered next.

1.2.3. Structural
Structural perspectives positions dementia as a human rights issue and a disability
(Canhill, 2018) adversely affected by political choices that shape social inequalities.
Sources of power within society interact to undermine citizenship entitlements
(Behuniak, 2010) like access to resources so erode personhood (Kitwood, 1997).
Here, social responsibility is to recognise dementia as a disability inherent to society,

provide social and political entitlements and reform political policies (Rioux, 2003).

From this stance, Kitwood's concept of personhood was criticised for being apolitical
(Baldwin et al., 2007; Bartlett & O’Connor, 2010), “neither new or revolutionary”
(Mitchell & Agnelli, 2015), with a focus on the individual to the disregard of politics,
systems, institutions or government failures (Cahill, 2018). Yet Kitwood started from
a place where PGLAD were treated as “non-human™® so if human rights are
possessed by “virtue of being human” (Fasel, 2018) claiming personhood is an

immensely political act, as it is from being human all of our most fundamental rights

8 It is possible that Kitwood, like Wolfensberger (2002), recognised that those perceived as non-
humans were at greater risk of abuse and of being killed, individually and collectively. Often a
consequence of instrumental actions termed death-hastening (Brogden, 2001) or death-making
(Wolfensberger, 2002) that occurred as a result of dehumanisation from MSP. Death became not only
permissible if perceived to result in social good, like relieving society of a “burden” (Wolfensberger,
2002), but an implicit social obligation, legitimised and hastened by regulation or inspection agencies
with a policy that perpetuated statuses of as non-humans (Brogden, 2001). Bureaucratisation enabled
emotional distancing from collective actions by causing death (Wolfersberger, 2002) through a routine

and mundane methodology (Brogden, 2001).
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are derived. It is possible Cahill (2018) overlooked Kitwood’s wider cannon such as
his (1990) assertation people rarely acted purely as individuals so it was a mistake
not to reflect on the psychological effects of hierarchies from states to world systems.
This theme continued in Kitwood (1994) where he outlined a crisis where social
forms like nation-states, centralised government, global-trade, industrialisation,
capital accumulation, subordination of others and associations of professional elites
demonstrated to us the failures of modernity. None solved scarcity, he said, but
created social and environmental issues with an economic-political lens detrimental
to the care of PGLAD. With crisis, he stated, came opportunity as undoing old
structures held potential for a radical and benign distribution of power. This had an
air of revolution he was critiqued for lacking, yet Kitwood (1990 p. 276) knew “insight

over and against” oppressive contexts were “a slow process, hard won”.

Kitwood (1998) focused on power inequalities in social structures as he saw these
cultures and hierarchies held great relevance for PGLAD. As Kitwood (1990 in
Baldwin & Capstick, 2007 p. 294) maintained, only prejudice or tradition continued
the idea formal hierarchy was the optimum form of societal organisation. He
(Kitwood, 1998) called for domination within society and care regimes to be reduced
by a move to an egalitarian social order he saw as legitimised by human rights.
Inherent to which were conditions of equality and respect, he believed, enabled
people to fulfil the utmost potential of their mental capabilities. With this opportunity
he asserted recovery of individuality and self-assertion arose and left care providers
in “fear of chaos” with two options: “re-establish a repressive regime and use
chemicals to numb dissidents into silence or allow the situation to develop” (Kitwood,
1998 in Baldwin & Capstick, 2007, p. 167). From this, he reported practitioners
discovered chaos did not arise, but a new social order came and stabilised “as if a

natural or instinctive” way of being.

As this thesis progresses, we shall notice how this shares the anarchist insight
(Section 2.3.1) and reflects a philosophy of structural change where flexibility and
creativity enable the pursuance of objectives gradually from the bottom-up (Quinn,
1982). Top-down (or rationalist) choices can be made by organisations to establish a
different culture mechanically and were not disregarded as a method by Kitwood and
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Bredin (1992), as they thought the transition to a rights-based culture could be a

symbiosis of both bottom-up and top-down processes.

1.2.4. Utopia
‘A learned brahmin was travelling through the forest when he was waylaid by a

ghastly-looking ogre, gaunt and pale. ‘I shall eat you presently,” said the terrible
creature, ‘but if you can tell me why | am so pale and thin, | shall let you go’...°
...with a tranquil mind, he gazed into the ogre’s eyes, as one creature gazing at
another, and he read there the whole history of the monster’s pain..."”

...The ogre was nourished by this answer. The brahmin, by giving words to his
condition, had made it more bearable. He praised the brahmin and let him go.”
(Satyamurti, 2015, p. 761-762)

The above quote is from the Mahabharata, an epic of ancient India said to originate
from 2000 BCE (Doniger, 2015, p. 21) and a philosophy of social and ethical
relations intended to highlight an interdependent relationship between the individual
and society (Venugopalan, 2018). The quote might be one of the oldest, if not the
oldest, recorded examples of what psychologists call a 'formulation' in history. Here
a brahmin saw beyond the images evoked by an ogre to provide an understanding of

a sentient being within a social and structural context. Knowledge from the ogre

9 Continued: “The brahmin kept calm and considered his options. He could try to escape, but he knew
the monster could run faster than he could. He could try to bargain for his life, but he had no
possessions that he could offer.”

19 Continued: “You are living alone in this forest, without the company of your family and friends; that
is why you are pale and thin. You treat your friends well, but still they are hostile to you, because they
are mean-spirited. Although you try your best, you see others effortlessly rising in the world, while you
are stuck here. Others look down on you and show you no respect. That is why you are so pale and
thin. You have tried to steer others away from wrongdoing, but they simply despise you for it. You
have worked hard, only to see others profit from your efforts. You cannot always find the right words,
and that makes you ashamed and angry. You know how you would like to live, but cannot see how to
achieve it. That is why you are so pale and thin, O rakshasa.”

" Although there is no universally agreed definition of a formulation (BPS, 2011, p. 3), BPS (2011)
reported that a formulation describes how "difficulties may relate to one another" (p. 6) and "surmises

and integrates a broad range of biopsychosocial causal factors” (p. 1).
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allegory that words given to a condition can nourish and make things more bearable
has of course, been established by the art (or science) of psychological formulation.

Like the idea of an ogre, the concept of dementia is a 'spook’ that has served to
obscure rather than elucidate hence the unpacking of perspectives detailed above.
Stirner (1845/1907) emphasised all spooks are 'transitory', and Parker et al., (2021)
outlined that dementia, too, is a representation that will ultimately be replaced. The
question then arises as to what the alternative vision of dementia might look like, and
"the highest aspirations of the imagination are called utopia" (Clark, 2009, p. 9).
According to Goodway (2012, p. 99), Stirner rejected spooks in favour of an "intuitive
recognition of the existential uniqueness of each individual", in which case progress,
as per Clark (2009, p. 11), can only be achieved by multiplicity and difference, where
"beings are mutually determined by and even contain within themselves the other".
From this he argued knowledge would develop into sympathetic understanding and
participatory consciousness rather than typical origins of conquest and subjugation.

Down (2000) warned that an individual approach to dementia has subjugated
awareness of inadequate social or structural responses to PGLAD. Parker et al.,
(2021) argued that it was intentional and enabled neoliberal globalism to maintain
power within the politico-economic world of health. They reported that this allowed
profits to be generated from a social problem and ensured the continuance of
business interests within dementia industries until a further profitable social problem
was established'®. This emphasises the need to democratise knowledge as if utopia

comes from multiplicity, participatory means for PGLAD to put words to'* their own

12 Coined by Max Stirner (1806-1856), who was a philosopher influential to anarchism with a focus on
oppressive social institutions (Leopold, 2019) from a psychological perspective. He was reported by
Goodway (2012, p. 99) as a precursor to 20th-century existentialism in his rejection of nations,
religion, class and ideologies to abstractions like 'morality, justice, obligation, reason, or duty'. He
(1845/1907) called these concepts 'spooks' as he recognised they were social constructions that
necessitated "endless Danaid-labour” (e.g. an eternity of carrying water with sieves) in reification.

3 A problem Tucker (1899) suggested is maintained by the state creation of a patent/copyright
monopoly to enforce the “exclusive ownership of an idea”.

4 Or formulate.
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experience is paramount. Academia must not subjugate this, as there is a hazard of
not recognising disability as something to be valued in its own right (Szivos, 1992).

1.3. Understandings of Stigma

This section will focus on stigma at the individual, social and structural levels with a
view to aiding comparison to our understandings of dementia. The models are
complex and beyond the scope of this paper to review in their entirety so may have
been truncated to maintain focus. However, the intention is to expose factors that
may affect wellbeing or limit access to resources for PGLAD, to explore a

knowledge-based approach to stigma reduction of utility to research.

1.3.1. Individual
| will now present an individualistic perspective commencing with Goffman (1963)
who is credited with popularising the concept of stigma (Young et al., 2019), a word
derived from Greek, denoting a bodily sign that signified something unusual or bad
about the moral status of the holder. Stigma arose from the assumptions we hold of
people with an attribute or social category that differed from our normative reference
group'®. Beliefs anticipated personal or structural characteristics to create a “virtual
social identity” (VSI), or a stereotype of a person that influenced their treatment.
Goffman suggested these cognitions were beyond our immediate awareness until
expectations from the stereotype were disconfirmed. An idea difference might be
situated at different stages of awareness was expanded by Burnham et al., (2008).
They stated differences could be “invisible and unvoiced” like the VSI, and also
“invisible and voiced”, “visible and unvoiced”, or “visible and voiced”. Visible and
voiced differences, if stigmatised to Goffman (1963) led to people being discredited.

15 This research recognises reification of discrete, concrete boundaries and their causalities are
problematic (Brubaker, 2004) but does not wish to dispute the reality, power or significance of,
culturally bound differences on peoples lived experience. For this reason, groups will be situated
within a framework of social difference devised by Burnham et al., (2008). They created a mnemonic
‘Social GRACES’, to remind us of differences (such as Gender, Race, Ability, Culture, Education,
Sex), that are interrelated and constitutive of a person’s experience in aspects of their life. These are

differences perceived to affect levels of power afforded to us within society (Partridge, 2019).
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Whereas those with invisible and unvoiced differences were discreditable, so held
anxiety of exposure. From this, we see how perceptions of difference can shape
hierarchy and power relations (e.g. Burnham et al., 2008) on a path to discrimination
(Goffman, 1963). As if differences’® were viewed negatively like “bad, dangerous or
weak”, the VSI shifted from being typical to tainted (ibid). Stigma arose from the
relationship between the attribute and the stereotype (Link & Phelan, 2013).

Figure 1 (below) shows a model (Taylor & Field, 1993) that drew upon Goffman’s
work to propose stereotypes and negative social views perpetuated a cycle of
stigmatisation that led to increased isolation and social withdrawal, in a similar way
to the impairment or disability. Within this cycle, we see a relationship described by
Corrigan et al., (2006) between public stigma, the negative attitudes held towards
others that underpin discrimination and self-stigma, a process whereby stigmatising
attitudes are internalised to the detriment of self-esteem and, in turn self-efficacy.
They stated self-stigma occurred through agreement with stereotypes, and negative
effects are solidified through self-concurrence, a perception these internalised beliefs
applied to themselves. Subsequent sections will expand upon the influence of social
views and stereotypes, including transmission by media, to provide a social context.

| Impairment & disability |7

|

Restrictions of
activities and
/ social roles

Lack of confidence
and skills

t

Negative labelling

Isol?ﬁ‘::l = \n;itr[:;!‘:awal Negative social views
rom socia’ lve Diminished self- & stereatypes

esteem and transmitted in mass

‘felt’ stigma. media & everyday life

Figure 1: Feedback Loop (Taylor & Field, 1993, p. 128)

16 Goffman (1963) identified three sources of stigma; that of the body; physical differences or
impairment, tribal stigma; which might be inherited by race, nation or religion, and from blemishes of
character; by one’s traits, attitudes or beliefs. Blemishes of character could also be inferred from
“mental disorder, alcoholism, sexuality, unemployment, suicide attempts and radical political
behaviour”. He did not define ‘mental disorder’, but contemporaneous psychiatric nomenclature
situated dementia in the category of a “mental or behavioural disorder” (Weir, 2017). Later research
found dementia to also be a form of tribal stigma as Chinese and Vietnamese PGLAD reported it was

seen as a sign of a family’s moral failure, and failure to meet familial obligations (Liu et al., 2009).
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1.3.2. Social
Link and Phelan (2013) critique Goffman for disregard of social processes, as the
emphasis on an attribute linked to a person downplays the process of selecting and
applying labels. They felt too much attention on cognitive processes distracted us
from the effects of discrimination. They (Link & Phelan, 2001) expanded Goffman’s
theory with a focus on how stigma arose from the relationship between the attribute
and the stereotype at the intersection of five interrelated components (Figure 2).
Thus ‘stigma’ is applied when “elements of labelling, stereotyping, separation, status
loss and discrimination co-occur in a power situation” (p. 367) that lets stigma unfold.

The Stereotype Content Model (SCM; Fiske et al., 2002) can add to this by
elucidating social mechanisms that mediate stigma. From an euro-centric
philosophical basis, SCM assumes what distinguishes humans from other creatures
is the capability to express intent and exercise autonomy (Fiske, 2018). This
necessitated an evolutionary “want” to understand individual or collective intent

towards others or our associated groups to mitigate potential danger.

Dominant cultural

Differences are beliefs link labels to
distinguished undesirable
and labelled characteristics or

negative sterotypes

A power situation that allowed this to unfold
(Access to social, economic and political power)

People are
seperated by virtue Status loss,
of being in a distinct discrimination and
category, creating unequal outcomes
an "us and them"
situation

Figure 2: Stigma (Link & Phelan, 2001)

SCM (Fiske et al., 2002; Fiske, 2018) proposed that intent was assessed based on a

calculation between an individual or group’s perceived warmth, i.e. their
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trustworthiness or sociability and their capability or competence to act upon intent.
The placement on these dimensions were determined by stereotypes arising from a
history of interpersonal or intergroup relations.

According to SCM (Cuddy & Fiske et al., 2009) stereotypes became a universal
human phenomenon as a survival need to identify friend or foe, due to social
hierarchies and competition for resources. SCM was found to predict how groups
were likely to be stereotyped based on their structural relationships with other groups
in their society (ibid). Common stereotypes of socioeconomic status or age were
shared internationally, but other stereotypes varied nationally (Fisk, 2018).

Notably, a positive stereotype of a group on dimensions of warmth or competence
did not contradict prejudice but could be consistent with unfavourable stereotypes on
the other dimension (ibid). For example, older adults attributed a positive stereotype
of warmth alongside a negative stereotype of low competence. She proposed mixed
stereotypes like these were paternalistic and portrayed outgroups as neither inclined
nor capable of harming harm the ingroup as a means to maintain the advantage of

more privileged groups.

SCM established emotions evoked by groups were more predictive of discriminatory
behaviour than stereotypes (Cuddy et al., 2007). For example, they found admired
groups (warm, competent) elicited facilitation tendencies (aiming to benefit a group),
whereas hated groups (cold or incompetent) aroused harm tendencies (acting
against either individually or institutionally through discriminatory policies). For
PGLAD whose ability evoked negative stereotypes of low competence, other
differences like age or immigration status may affect perceptions of warmth, leading
to discriminatory treatment due to the emotions evoked. However, this raises a
possibility the opposite is true as if perceptions of low competence for PGLAD can
be shifted by platforming other skills, like participation in research, it might affect

emotions evoked and reduce discriminatory behaviours.

We have seen SCM is complimentary to Burnham et al., (2008) explaining how
difference, projected through stereotypes, can shape hierarchy and power relations.
Structural privilege maintained as socially desirable traits placated nonthreatening or
disadvantaged groups; warmth ensured compliance, whilst stereotypes of low
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competence justified their subordination (Fiske et al., 2002). Within the next section,

critical reflection will be given to these structural privileges to further a knowledge

base that informs the second tenet of critical consciousness; political efficacy (Watts

et al., 2011), namely the means we have to effect change.

1.3.3. Structural

The Framework Intergrading Normative Influences on Stigma (FINIS; Pescosolido et

al., 2008) will now be introduced as it too drew upon Goffman (1963) and has the

structural lens. Pescosolido et al., (2008) offered FINIS as a general framework to be

applied to any stigmatised condition but advised it to be tailored in substance and

hypotheses for utility. With this in mind as FINIS is a complex model beyond the

scope of this paper to address entirely, a brief overview will be provided. This is

followed by tailored consideration of the media and national context with a mind to

critical consciousness, as this is where a foundation for critical action may reside.
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Figure 3: FINIS (Pescosolido et al., 2008)
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To the left of Figure 3 Pescosolido et al., (2008) report Goffman’s influence as FINIS
delineates the psychosocial context and illness features that affect belief systems.
Whilst FINIS accepts on an individual level internal processes shape interaction, they
consider it unextractable from the influence of external structures of reference that
provide normative expectations which perpetuate stigma. Like Burnham et al., (2008)
in Section 1.3.1 and touched upon in Section 1.3.2, FINIS highlighted social
differentiation between observed and observer, coupled with the number of devalued
statuses the observed holds, increases the likelihood of their evaluation as
problematic in some way and lead to negative responses towards them. The right of
Figure 3 advances how these beliefs, which constitute VSI in 1.3.1 or stereotypes in
SCM of 1.3.2 form stigma and are situated in the wider macro context. The authors
report that these variables mediate the degree of stereotyping, beliefs that define
others and how groups accept, modify or reject dominant cultural beliefs. If these
factors constitute the power situation Link and Phelan (2001) said enabled stigma to
develop, we now have a knowledgebase relevant for critical action. The next
subsections result from FINIS being tailored to the focus of this project as it will
assert media and national context are pertinent for political efficacy.

1.3.3.1. Media Representations
Representation in the media relates to how aspects of society, such as the
differences contextualised by Burnham et al., (2008), are presented to, and received
by audiences. Media representations of PGLAD consisting of negative stereotypes
about age or ability were, for Latimer (2018), created as “spectacles of othering” (p.
834) that reaffirmed the values of established social hierarchy. She contended this
reinforced a political economy where people were objectified based upon their
perceived cost to society, legitimising individualist ideas of dementia partly as a
notional and neoliberal depiction of dementia as poor self-care and not living well.

FINIS (Pescosolido et al., 2008) proposed media shaped our beliefs through a two-

step model of learning, and then construction. From media viewing, learning
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occurred that subconsciously'” informed our understanding of the world. Over a
lifetime, this generated a source of stereotypes that affected attributions of others.
This notion of data drawn from the subconscious aligns with Burnham et al., (2008)

idea of difference being situated at different stages of our awareness.

Historically, people were perceived as defenceless to the influence of an all-powerful
media (Curran et al., 1982; Bineham, 1988), but research came to a recognition
people manipulated media based on dispositional factors, group characteristics or
cultural influences (Katz & Lazarsfeld, 1955; Klapper, 1960). Subsequently, Two
Step Flow Theory (TSFT; Katz, 2015) arose and proposed ordinary people labelled
“opinion leaders” (OpL) interpreted and modified media messages to influence
others (Opinion Followers, OpF) two steps from the source (Ognyanova, 2017). OpL
were widely dispersed in society and shared characteristics with their OpF (Klapper,
1960), moreover, OpL and OpF influenced each other (Troldahl & Van Dam, 1965).
Thus, ability to shape public opinion was not necessarily reliant on wealth, power or
status but was a-hierarchical (Katz & Lazarsfeld, 1955; Bineham, 1988; Katz, 2015).
This offers an avenue where established sources of power or influence over societal

discourse can be challenged by people who are marginalised.

1.3.3.2. National and Political Context
The state is ubiquitous yet has been diminished in our political consciousness
(Lindsey, 2013) and we see this by FINIS foregrounding the political constitution,
which might be considered software, at the expense of the state, which we might
view as the hardware. For this reason, before we touch upon the political constitution
as a variable of FINIS, a classical understanding of the state.

17 An idea we are but passive receptacles for information delivered by media into our subconscious is

in accordance with the Hypodermic Needle Model (HNM). A brief history of which is in Appendix B.
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Figure 4: National and Political Context Analogy

1.3.3.2.1. The Hardware
Like hardware, the state is durable, generally static over time and provides
mechanisms that enable the software to run which is why we may forget it is there.
Aristotle (et al., 1991) proposed the state was a natural progression from pairing for
reproduction to creating a household to forming a village, multiple of which became
the state. He observed, “every state was an association, and every association was
formed with a view to some good purpose” (p. 54) like acquiring resource or meeting
life’s necessities. He compared the state to a body (p. 60) with limbs (people)
subordinate to the whole as a natural and universal pattern, akin he suggested to
slavery and maintained out of expediency and mutual dependency. On the surface,
these relationships were portrayed by Aristotle, whose context was of a time, like
voluntary cooperation. Yet he knew they rest on an authority backed by force, for he
asked, how else is a leader “to impose will on those who seek to resist”? (p. 234)8.

¥ This might bring the analogy of the state to slavery closer to contemporary understanding as whilst
slavery as a practice is ongoing (Global Slavery Index, 2018), the inevitability of it has been
challenged in the same way human rights discourse has challenged the inevitability of state violence.
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For Hobbes (1651/2017), force was the purpose of the state, an “artificial man”
created of greater strength and stature than “natural man” to prioritise safety that
was given life through sovereignty. Weber (1946, p. 77) echoed this with a definition
of the state as a “human community that (successfully) claimed the monopoly of the
legitimate use of physical force within a given territory”. Although Aristotle (et al.,
1991) did think the state needed to be about more than just a military alliance or
promoting trade, he felt the purpose should be virtue, with the ultimate aims to

enable a good life; for people to live well, happily and nobly (p. 198).

1.3.3.2.2. The Software
This section considers the national context and will reflect upon politics which like
software is interchangeable, dependent upon whim or will, and necessitates power
derived from hardware and exercised through its components to operate. For Yang
et al., (2007), it was state agencies and agents that enacted stigmatisation of groups.
FINIS (Pescosolido et al., 2008) outlined this was because the national context
provided an overarching ideology for a community through categorisation of groups
and the provision of indicators of how to act with each other.
Structural stigma manifested through policy, laws, and institutional practices has a
cumulative impact and enables political distance from a need to acknowledge whose
interests are served at the macro-level (Link & Phelan, 2014). A defence of utility, as
Pinker (1970/2017) reasoned stigma did not negate a need to meet basic needs so
social policies were negotiated through coercion of the privileged by the deprived
and resistance of the privileged to such coercion. He saw stigma as the most
common form of violence used in democratic societies, covert (e.g. Link & Phelan,
2014) and rarely associated with physical aggression, so resisters could be tarnished
as the first to use force. Hence Tyler (2020)’s premise stigma developed as a
deliberate government policy. FINIS (Pescosolido & Martin, 2015) identified five
areas where stigma has been cultivated:

e Economic development

o Welfare state ideology

e Healthcare system

e Globalisation

e Culture
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Economics and globalisation are beyond the scope of this paper as the relationship
between socioeconomic variables and stigma is too complex for firm conclusions
(Koschorke et al., 2017). Welfare and culture will now be briefly considered, holding

in mind the presence of economics lurking in the background.

1.3.3.2.21. Welfare
In states with universal healthcare, FINIS reported norms of entitlement to access
healthcare might reduce levels of stigma around health (Pescosolido et al., 2008).
Conversely, as expectations for social welfare rose in industrial societies, Pinker
(1970/2017) suggested governments mitigated this through weaponisation of stigma
to encourage disgust in the public towards welfare usage. Instrumental use of media
representations to stigmatise welfare claimants remains a deterrent strategy
(Fletcher & Wright, 2018) and as per SCM, emotions like revulsion are a predictor of
discriminatory behaviour. Exacerbation of stigma has a knock on where
discrimination can lead to precarious employment and threaten families’ survival,
particularly in low-and-middle-income countries (Koschorke et al., 2017). From this,
we see the relationship of government towards factors that inhibit or elicit stigma is
bidirectional and a technique for resource management (Pinker, 1970/2017).

1.3.3.2.2.2. Culture
Like Aristotle and Hobbes (Section 1.3.3.2.1), Durkheim (1925/1961) used a body
politic metaphor'® to describe society as a being, with a ‘collective consciousness’;
namely shared beliefs, cultural values and norms to enable it to survive and thrive.
For Pinker (1970/2017), this collective consciousness included an economic ethos
that valued money as a means to protect autonomy and saw its exchange as a
relationship between equals. Cultural values of self-help, independence or resilience
today (Joseph, 2013) were amplified by the state to generate dissonance towards
those reliant on welfare. Reminiscent of the “strivers vs shirkers” discourse (Patrick,
2014), this led to a culture where society was divided into givers, portrayed with
moral superiority, and welfare takers who were diminished (Pinker, 1970/2017). This

19 Body politic is reported by Rollo-Koster (2017) to be an ancient metaphor in which institutions

(state, society or church) are compared to a human body.
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stigmatisation led to cultural values permissive to coercion embedded into the
welfare system through the software of government where agents or professionals
served a dual therapeutic and stigmatising function. The use of stigma to perpetuate
exploitation, management or control Link and Phelan (2014) labelled “stigma power”.
Motivations for which included: keeping people down; maintenance of wealth, power
or social status, keeping people in check; regulation of social norms and keeping

people away; avoidance of disease.

1.4. Human Rights (HR)

It has been identified how the experience of both dementia and stigma are shaped
by social and structural factors, including statehood itself. These can feel distant and
perhaps difficult to influence, yet for both dementia (e.g. Kitwood, 1998; Cahill, 2018)
and stigma (e.g. Pescosolido & Martin, 2015), the solution posited to oppressive
contexts was to change the structures that shape our relationships. Less clear might
be the how, despite HR in section 1.2.3. being positioned as the means to effect
political or social change for PGLAD. Opining on HR risks straying into what Freire?®
(1970, p. 87) called the unauthentic word. This he said, is when words become
deprived of their dimension of action, lack possibility to change reality and manifest a
“alienated and alienating blah”. With the hope to not offer “idle chatter” (also Freire,
1970, p. 87), this section will introduce HR as a mechanism for social change by
sharing a brief history, explaining compliance and the application of this for PGLAD.

1.4.1. Background
HR were surmised as a moral, political and legal framework that embodies our

greatest societal aspirations and guides us to a just world (Butler & Critelli, 2019).
They arose as Hobbes (1651/2017)?" artificial man faced sickness and death, which
led to conflict and a need for agreement on civilised conduct between each other.
The first recognised agreement, The Peace of Westphalia 1648, ended a period of

20 Paolo Freire (1921-1997) is seen as the most important educationalist of the 20" Century and
seminal for the philosophical development of critical pedagogy (Schugurensky, 2014).
2! In Hobbes (1651/2017) conceptualisation of the artificial man, he saw equity and laws as artificial

reason and will, concord; health, sedition; sickness and civil war; death.
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European history that left approximately eight million people dead (Wilson, 2008).

These treaties enshrined tolerance as a guiding principle and mediated the state’s

relationship with marginalised people (Gross, 1948). Further, it set a precedent that

influenced The Little Treaty of Versailles 1919, which guaranteed international

protection for minorities when Poland became a state (Fink, 2004). This bound

states to comply with principles of governance and evolved into the UN?? (Gross,
1949) and the Universal Declaration of Human Rights (UDHR), which is the

foundation of international law (UN, u.d). International law provides a final safeguard

against HR violations by the government (Soussan, 2015). Alongside the UDHR,

there are nine core HR instruments detailed in Figure 5 below.

Acronym | Instrument Date Monitoring
Body
ICERD International Convention on the Elimination of All Forms | 21 Dec | CERD
of Racial Discrimination 1965
ICCPR International Covenant on Civil and Political Rights 16 Dec | CCPR
1966
ICESCR | International Covenant on Economic, Social and Cultural | 16 Dec | CESCR
Rights 1966
CEDAW | Convention on the Elimination of All Forms of 18 Dec | CEDAW
Discrimination against Women 1979
CAT Convention against Torture and Other Cruel, Inhuman or | 10 Dec | CAT
Degrading Treatment or Punishment 1984
CRC Convention on the Rights of the Child 20 Nov | CRC
1989
ICMW International Convention on the Protection of the Rights 18 Dec | CMW
of All Migrant Workers and Members of Their Families 1990
CPED International Convention for the Protection of All Persons | 20 Dec | CED
from Enforced Disappearance 2006
CRPD Convention on the Rights of Persons with Disabilities 13 Dec | CRPD
2006

Figure 5: Core Human Rights Instruments (OHCHR, u.d)

22 The UN Charter was ratified on 24 October 1945 and set its purpose: “To achieve international

cooperation in solving international problems of an economic, social, cultural, or humanitarian

character, and in promoting and encouraging respect for human rights and for fundamental freedoms

for all without distinction as to race, sex, language, or religion”. Tertiary to its first purpose: “To

maintain international peace and security, and to that end: to take effective collective measures for

the prevention and removal of threats to the peace, and for suppression of acts of aggression or other

breaches of the peace”. Aristotle might have seen a supranational organisation as a natural evolution

of associations and Hobbes another bigger, stronger man.
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HR are implemented through social policy, which are: “any action proposed or
adopted by government or intergovernmental body at a local, state, federal or
international level” (Bowen et al., 2019). Action could be explicit; within laws,
legislation, regulations, public programmes, non-binding articles, strategy papers,
documents and declarations. Or implicit with appreciation, an action taken under one

policy might impact other groups.

UDHR was brought into European Law by the European Convention on Human
Rights (ECHR), and ratified into UK law through the Human Rights Act (HRA) 1998.
HRA made it illegal for the conduct of public authorities or organisations of public
function to be incompatible with the act. HR underpin the NHS constitution (DOHSC,
2021) and form the regulatory framework for health and social care (CQC, 2019).
Staff are legally bound to defend HR, and proactive measures taken are called a
Human Rights Based Approach (HRBA). Principles of a HRBA are captured by the
acronym PANEL (Figure 6) and are endorsed as a tool to defend rights of PGLAD
(WHO, 2015; ENNHRI, 2017; MHF, 2015).

Principles Definitions
Participation Enabling meaningful participation of all key people and stakeholders.
Accountability Ensuring clear accountability, identifying who has legal duties and

practical responsibility for a human rights approach.

Non-discrimination | Non-discrimination: discrimination avoided, attention paid to groups

& equality. made vulnerable.

Empowerment Empowerment of staff and service users with knowledge, skills and

commitment to realising human rights.

Legality of rights Expressly apply human rights laws, particularly the Human Rights Act.

Figure 6: PANEL Principles (BIHR, 2014)

Nonetheless, practitioners, policymakers and PGLAD are reported to have low
awareness of the implications of HR, particularly concerning dementia labels (Cahill,
2018). Yet HR offers citizens positive control of their government and provide a
means to prohibit interference in their personal, social and political lives as
individuals, or in relation to group identity (Donnelly, 2013). | will discuss the

relevance of a HRBA to clinical psychology in Section 1.5.
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1.4.2. Compliance
“Almost all nations observe almost all principles of international law and almost all of

their obligations, almost all of the time” observed Henkin (1979, p. 470) yet reasons
for this are contested (Guzman, 2002) nor properly understood (D'Amato, 2010).
Hobbes (1661/2017, 17.2) stated, “covenants without the sword are but words and of
no strength to man” indicating a view a treaty needed to be backed by force. This is
known as the Enforcement Model (EM) and is commonly seen by citizens, media
and parts of academia as crucial to international law (Chayes & Chayes, 1995).

EM was challenged by (Burgstaller, 2005), who highlighted that no coercive power in
the international system is equivalent to that enforced by law in a state. He believed
this was because social orders maintained by force were counterproductive and
risked collapse as repression bred resentment and resistance to regimes. Chayes
and Chayes (1995, p. 2) thought coercion in treaties was a “waste of time” as
compliance was better achieved from a cooperative problem-solving approach as
this was in a state’s interest for reasons of efficiency, self-interest and social norms.
It made economic sense to conserve expensive government resources for urgent
priorities rather than unnecessary deviation of rules. Particularly as compliance was
incentivised from a long treaty negotiation process that accommodated the interests
of negotiating parties. Moreover, obedience to law is expected in society, and treaty

compliance is a norm of international law.

The Management Model (MM) posits noncompliance is not necessarily deliberate
but a result of limitations in resources or capacity of government or ambiguity of rules
(Burgstaller, 2005). In this way, MM aligns with Kitwood (Section 1.1.3) and indicates
conscious-raising as to HR lapses could serve as a point of structural intervention.
Indeed, each HR instrument has a committee of experts to monitor states’
implementation of treaty provisions (OHCHR, n.d.). Concurrently, HRBA is a bottom-
up approach for employees of public authorities, as compliance is the duty of
everyone, without any need for technical knowledge (Curtice & Exworthy, 2010).
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1.4.3. Application
FINIS authors Pescosolido and Martin (2015) asserted the clear conclusion of stigma

research was a focus on knowledge had limited value compared to change. As
action is needed to defend the rights of PGLAD (Dixon et al., 2020), CRPD has been
put forward as a tool to support this (Cahill, 2018; Dixon et al., 2020). The social
model influenced CRPD in response to individualism of the medical model yet it is
considered a paradigm shift as it codified a HR model of disability (Degener, 2017).
Central Degener (ibid.) argued was the universality of rights as it affrmed neither
identity or impairment could deny HR. Further, she reported CRPD drafters
purposely did not comment on how ability may affect quality of life, to avoid negative
judgements on impairment. This she stated, was so people with disabilities would

never again be regarded as a life not worth living or perhaps even a “burden”.

Challenging stigma was a key priority of CRPD (Baranger, 2017), as observed in the
Article 8 measures (Figure 7). In addition, participation and inclusion are
fundamental to the CRPD (Della Fina, 2017) and this included full involvement in
processes of research (UN CRPD, 2009, E/A3/13).

Article 8 — Awareness Raising

1. States Parties undertake to adopt immediate, effective and appropriate
measures:

(a) To raise awareness throughout society, including at the family level,
regarding persons with disabilities, and to foster respect for the rights and
dignity of persons with disabilities;

(b) To combat stereotypes, prejudices and harmful practices relating to
persons with disabilities, including those based on sex and age, in all areas
of life;

(c) To promote awareness of the capabilities and contributions of persons

with disabilities.

2. Measures to this end include:
(a) Initiating and maintaining effective public awareness campaigns

designed:

(i) To nurture receptiveness to the rights of persons with disabilities;
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persons with disabilities;

disabilities;

(i) To promote positive perceptions and greater social awareness towards

(iif) To promote recognition of the skills, merits and abilities of persons with
disabilities, and of their contributions to the workplace and the labour market;
(b) Fostering at all levels of the education system, including in all children

from an early age, an attitude of respect for the rights of persons with

(c) Encouraging all organs of the media to portray persons with disabilities

in a manner consistent with the purpose of the present Convention.

Figure 7: Article 8 CRPD measures to reduce stigma

Although not directly enforceable in the UK (Mr A Britliff V Birmingham City Council,
2019), Dixon et al., (2020) reported CRPD holds persuasive influence, but

implementation depends on political will. Hence, they argued that challenging stigma

at a structural level necessitated awareness and advocacy campaigns, using case

examples to advocate how HR can be defended at an individual level. This is

supported by a review of stigma-reduction strategies (Heijnders & Van Der Meij,

2006) that identified HRBA at the structural level, as well as education, contact,

advocacy and protest at the community level as appropriate means (Figure 8).

Level Strategies
Intrapersonal level Treatment
Counselling

Cognitive-Behavioural Therapy
Empowerment
Group Counselling

Self-help, advocacy and support groups

Interpersonal level

Care and support
Home care teams

Community-based rehabilitation

Organisational/Institutional level

Training Programmes
(New) policies, like patient-centred and
integrated approaches

Community level

Education
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Contact
Advocacy

Protest

Governmental/structural level Legal and policy interventions

Rights-based approaches.
Figure 8: Stigma-Reduction Strategies (Heijnders & Van Der Meij, 2006).

We saw in Article 8, empowering people to claim rights and hold organisations to
account is intrinsic to HRBA (Greenhill & Golding, 2018). As “No one knows the
needs of (PGLAD) better than (PGLAD)” (Seetharaman & Chaudhury, 2020, p. 5),
only through elevation of PGLAD'’s political voice might we know how to act (Bartlett
& O’Connor, 2010). WHO (2015) called for “empowering and engaging the full and
active participation of PGLAD and their caregivers, and families, as well as
overcoming stigma and discrimination” (p. 42) as a direct action against dementia.
Notions of empowerment risk a critique reported by Bartlett & O'Connor (2010)
reported in Section 1.2.2 of Kitwood denying PGLAD’s autonomy. Yet Heijnders and
Van Der Meij (2006) emphasised people affected by stigma were not passive in the
stigma-reduction process. They found several studies where an active role was

taken as people aware of barriers to HR were best placed to set priorities for change.

Herrmann et al., (2018)’s systemic review found broad personal exposure to PGLAD
was a key strategy to reduce stigma. Means may include involvement in committees
on strategies, policies and research, and academic collaboration as co-researchers
(Seetharaman & Chaudhury, 2020). Understandable, as barriers to PGLAD’s
involvement in knowledge creation is a recognised epistemic injustice intrinsic to
rights to speak, be heard and believed (Young et al., 2019). Further collaborations
tap into what Harper (2005, p. 56) described as an “appeal to expert discourse”
which might legitimise PGLADs views in the eyes of policymakers. PGLAD valued
purpose, personal growth and solidarity with wider communities of PGLAD from such
involvement (Seetharaman & Chaudhury, 2020). Indeed, Seetharaman and
Chaudhury (2020) reported participation explicitly and implicitly challenged stigma as
nonconformity to stereotypes of PGLAD dispelled discriminatory attitudes. SCM in
1.2.2 might see this as a change to intergroup relations through interpersonal
dynamics to obtain a shift in perceptions of competence. The idea contact “typically
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reduces prejudice” is known as the contact hypothesis, which Paluck et al., (2019)
reaffirmed evidence for from a meta-analysis. They found contact worked particularly
well to reduce prejudice towards people with mental or physical disabilities, which
might encompass PGLAD. When these groups were removed from their data-set,
the contact effect weakened, which they suggested meant prejudice at the
intersection of other differences, might be less amenable to change by contact alone.
PGLAD did report discrimination to Seetharman and Chaudhury (2020), and Carr
(2007) reported conflict like this might be inevitable due to power differentials
between professionals and people with lived experience of issues accompanied by
“contested notions of truth, reality, method and language” (p. 269). This indicates
personal insights that necessitate a degree of vulnerability to share (Carr, 2007) may
have emotional implications (Faulkner & Thompson, 2021) exacerbated by
responses from professionals who might feel threatened by their ideas (Carr, 2007).
The PGLAD in Seetharman and Chaudhury (2020) were resolute in that these

attitudes confirmed a stronger need for inclusion, involvement and representation.

Bartlett and O’Connor (2010) advocated citizenship, which they defined as the
relationship we have with the state across our lifespan, as a social practice. They
claimed dementia research focused on social relationship to the detriment of
identities PGLAD held to the state, and this oversight missed how the experience of
dementia was shaped by national context. To countermand this, they highlighted
ways PGLAD have engaged in citizenship through charity fundraisers, letter-writing
to MPs, consumer choices, care complaints, protest or demonstrations. This was
similar to a HRBA outlined by Patel (2003) of writing letters, demanding explanations
or change, and providing support, consultation and guidance for services to defend
HR. Bartlett and O’Connor (2010) reported whilst PGLAD involved in public
campaigns used their voices explicitly in a political way, political narratives were
harder to discern in healthcare settings. This, they said emphasised action to listen
to what PGLAD had to say about their wishes and human rights as citizens, and
community members, rather than a welfare ‘burden’. Through narrative citizenship
practices, Baldwin (2008) reported the stories told could subvert the status quo and
open the door “to new ways of telling, and new ways of being” (p. 223). Yet this he
stated, necessitated agency, opportunity and resources PGLAD are often denied.
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As health is a HR issue, O’Sullivan and Hocking (2013) saw knowledge production
action in itself as data gathered aided challenge of inequities in provision. Littlechild
et al., (2015) reported statutory organisations welcomed this as an effective way to
learn about the experiences of their service users. They believed the passion,
conviction and clarity with which service users could deliver their messages
increased the authenticity and persuasiveness of the findings. However, one
manager reported this experience uncomfortable as they were left with “nowhere to
hide” (p. 26) so had to acknowledge and address the issues raised. In this way, the
action became what O’Sullivan and Hocking (2013, p. 23) called a communicative
space to explore “the way things are” and point the direction towards social change.

1.4.4. Voices of PGLAD
Ensuring the voices of PGLAD are heard was indicated in the previous section as an

HRBA to stigma intervention, so it would be apt to report PGLAD views on stigma or
human rights. Unfortunately, as detailed earlier the literature on the lived experience
of PGLAD, let alone on specific topics like stigma or human rights is sparse due to
epistemic injustice detailed in Section 1.4.3. This is despite it being recognised
PLGAD have insight into their own experiences (Johnson, 2016, Bryden, 2022)
irrespective of the typical stereotypes associated with the label. Within this section,
we shall first consider some perspectives PGLAD have on stigma, then consider
possibilities for academia to enrich its understanding of the lives of PGLAD.

As part of a stigma intervention study, Harris and Caporella (2014)?® documented the
view of PGLAD and families towards stigma through a focus group. All participants
accepted stigma around dementia labels was present, however, it was found that
their responses to it differed, as although some felt it, others actively rejected it. One
PGLAD suggested stigma arose from the negative connotations “associated with the
later stages and death” (p. 277) which supports Link and Phelan (2013)’s view of
stigma as relationally derived between attributes and the stereotype. We see PGLAD
report similar negative beliefs associated with the dementia label in Johnson (2016,
pp. 706-707) who describes it as analogous to “stupid” or “foolishness” and

23 This study was described as “promising” for the future of research in this area by Hermann et al.,

(2018)’s systematic review reported as we commenced this paper.
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“something to be feared” (p. 703) so they avoided being defined by this term. To
avoid stigma PGLAD in Harris and Caporella (2014) reported they withdrew socially.
Younger PGLAD (Hunt, 2011) also reported social withdrawal out of frustration from
being treated differently as soon as other people know about their label. PGLAD in
Harris and Caporella (2014) also described this, with a feeling they were put under
surveillance for cognitive decline, whilst another person reported reluctance to tell
anyone including friends to avoid being a “subject of pity” (p. 277). Conversely, a
PGLAD did report the diagnosis lifted “a great burden” (p. 277) as they found once
people knew, they were accepting, concerned, and willing to help. Interestingly,
those funded to help such as health staff and a PGLAD charity were reported to be
sources of frustration or feelings of devaluation (Hunt, 2011, p. 30).

Education was perceived by the Harris and Caproella (2014) focus group as a tool to
tackle stigma, as they reported with awareness came knowledge of how to help.
Whilst they recognised public education was enhanced by publicity arising from head
injuries in sports or disclosures from famous figures, it was stated they all had a role.
Indeed, younger PGLAD (Hunt, 2011, p. 28) emphasised the way to help PGLAD
was by “insisting people listen to them and acknowledge their capabilities”. Thus, we
have examples of knowledge disseminated by social structures and drawn on by

people irrespective of the interest, or lack of, from academia.

Writing online and in books was reported by PGLAD in Hunt (2011, p. 29) as a
positive and therapeutic approach to getting their voices heard. Personal publishing
has been extended to academia itself, for example, Sterin (2002)’s essay about their
lived experience of Alzheimer’s. Bryden (2022) who also published autobiographical
work emphasised that analysis of an issue from experience as a member of a group
offers member-researcher status and provides a valuable insider perspective.
Further, Clark-McGhee and Castro (2015) demonstrated through a narrative analysis
of poetry that meaningful experiences of PGLAD were captured by written arts and
offered the potential for academia to reach out and interpret other narratives to know
more about PGLAD from their voices within contexts of their creation. These
examples of knowledge shared by PGLAD via structures extrinsic to science to
widen societal understandings of their experiences suggest that academia, which
has seen this as its role, risks marginalising itself, as it has done PGLAD.
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Summary and Relevance

1.4.5. Summary
To surmise this introduction has aimed to lay the groundwork for this project by

enacting critical consciousness mindful to three components (Watts et al., 2011).
Critical reflection was provided on understandings of dementia and stigma at the
individual, social and structural levels to raise our understanding of belief systems
that might influence particular courses of actions. It was outlined how both dementia
and stigma are shaped by social and structural factors, including statehood itself. To
consider more about the mechanisms of how the state facilitated this and to lay the
ground for political efficacy, a two-part analogy of our nations structure was provided.
To analogise the state as hardware is to emphasise the mechanism which gives
power to the software that arises from political decisions. This anticipated the
introduction of human rights as a framework for critical action. A tool PGLAD could
draw upon through research to challenge the drivers of malignant social psychology

and unjust institutional policies or practices that might be emboldened by the state.

1.4.6. Relevance to Clinical Psychology

“Science... will become more fruitful, useful and expansive when a sage is no longer
a stranger to manual labour. For work's sake as much as for the sake of science,
there must no longer be division into workers and scholars” (Bakunin, 1869/2021).

With echoes of Bakunin?* (quoted), Pedro Casaldaliga?® (1981, as cited in Oropeza,
2020) called on psychologists to be “workers of science, alongside the workers of the
hoe, or the oven, or the panela” and not to end up “well-paid officials, psychologists
of the privileged world, useful allies of exploitation and, maybe, of repression” (p. 58).
As Martin-Baro?® (1994) foresaw, if psychology attended to knowledge people had of

themselves, as individuals and as a group, this knowledge of everyday praxis might

24 Mikhail Bakunin (1814-1876) had a profound influence on anarchist philosophy and highlighted “the
importance of anger and protest to be linked with others and directed upward” (Leier, 2006).

% Pedro Casaldaliga (1928-2020) was a founder of Liberation Theology (Oropeza et al., 2020).

% |gnacio Martin-Baro (1942-1989) was a renowned liberation psychologist dedicated to human rights
in El Salvador who was assassinated by the government (Critical Therapy Institute, 2014).
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assist humanisation and the taking command of their own existence. Resonance
occurs in Clements and Rapley (1996), who argued for clinical psychology to free
itself from pretension or desires of elitist status or power and, like Martin-Baro6 (1994,
p. 46), cease emulation of professional classes. Martin-Baro (1994, p. 46) thought
applying psychological knowledge to new problems might “dispel some inertia”.
Clements and Rapley (1996) proposed plumbing as the aspirational career model for
psychologists, as they are useful, with skills in demand and imperatively able to turn
their hand to real-life problems. There is a role for clinical psychology to do just this
and direct its skills to deliver a pipeline between the voices of people we hope to
serve and the academia that informs practice - for the sake of science itself.

Literature indicated PGLAD’s well-being was under pressure from state actions and
obstructed by the weaponisation of stigma. We saw how cooperation between
people over time inbuilt a safety valve of human rights that state agents, such as
clinical psychologists, have legal and ethical duties to defend. This is observed in the
NHS Constitution (DHSC, 2021) and the profession’s code of ethics (BPS, 2018)
which shares HR values. HR were described by Ulrich and Wainwright (2020, p. 90)
as “resonating strongly” with guiding ethics of psychology and providing an agreed
moral compass to clinical psychology. For Patel (2020), this direction of travel was
explicitly towards structural change as she outlined the shared aspirations of clinical
psychology and human rights to improve lives. Limited research with PGLAD (Milne,
2010; Alzheimer’s Society, 2010) including evidence-based stigma reduction
approaches (Hermann et al., 2018) indicate academia Is a structure that needs
change. If, due to stigma, barriers to participation in research arose that rendered
PGLAD invisible (Bryden, 2016) then psychology may have been in dereliction of
ethical and legal obligations, so too requires change.

Patel (2003) set a challenge for psychologists to critically reflect how they may have
applied psychology in a way that ignored relationships between the individual and
historical, social or political contexts which shape lives and give rise to their distress,
then seek more just alternatives. A contrast made by Nelson and Perilleltensky
(20104, p. 175) between social aid, treating symptoms of social problems, versus
social change, action on causes. They too, argued for a focus shift from the
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individual to societal levels, which this research has applied through critical
consciousness (Watts et al., 2011) that will also serve as a meta-action.

1.5. Research Aims and Questions

1.5.1. Aims
Bryden (2016) stated visibility was critical in challenging stigma, and like the HRBA,
this meant opportunities for PGLAD to participate as equal partners in research to
improve support and services. Likewise, Alzheimer’s Society (2010) called for the
perspectives of PGLAD to be heard through participatory approaches in research.
An aim will be to do this and also meet a challenge set by government (DOH, 2015)

towards the NHS to provide opportunities for PGLAD to participate in research.

Participation constitutes part of an ideological change called for by the United
Nations (Puras, 2017) and endorsed by the British Psychological Society (and
Mental Health Europe et al., 2017, August 8) towards a redistribution of power in
clinical, research and public policy. Therefore, this research aims to embrace Bryden
(2016, p. 62) stance of “Nothing about us, without us” to collaborate with people
affected by dementia as equal partners, as an action in defence of HR in itself.

1.5.2. Research Questions

Participatory Action Research (PAR) differs from traditional research because
questions do not emerge directly from literature as this bias favours academia’s
interests (Levin, 2008) and is problematic as PGLAD are neglected from research.
Levin (2008) explained how PAR has an alternative approach as knowledge is co-
created with the intention of using everyday experience to resolve local problems.
This he recognised posed a challenge to academic practice and was experienced
when applying for ethical consent in this research as questions were necessitated.
Consequently, Levin (2008)’'s recommendation of formulating questions of such
breadth to enable the co-researchers to direct inquiry was adopted below:

i. To explore dementia with a person-focus in the context of how society is

organised, and the relationships people may have with it?
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i. Consider issues that may have emerged from dementia and how society may
impinge upon the attainment of economic, social and wellbeing standards?
iii.  Consider how to act upon these issues with a view towards promoting and

protecting human rights to enhance or maintain psychological wellbeing?

2. Methodology

The previous chapter critically reflected on how dementia labels and stigma might
shape a person’s experience, and then HRBA was presented as a tool for change.
This chapter will justify why PAR has been chosen as a methodology in keeping with
HRBA and outline why the anarchist insight is complementary to research aspiring to
the highest axiological principles and influences the conceptual framework for action.

21. Research Paradigm

As Psychology the discipline transitioned from philosophy to science, how it viewed
the world (Ontology) and defined knowledge (Epistemology) changed. This affected
how Psychology acted in the world and how it was applied (Teo, 2009). Accordingly,
consequences arose from often-unspoken beliefs or assumptions of science that
affect how phenomena like dementia labels are understood. To illuminate this, as per
this chapter, is an aspect of critical consciousness as epistemic systems are
struggles of power, each with histories of conflict and resistance (Moore, 2012).

2.1.1. Approach
This project recognises voices of PGLAD are unheard and accepts epistemes of co-

researchers might differ due to the multiplicity of societal beliefs (Kock, 1993) so it
aspires to reduce the risk of conflict reported in Section 1.4.3 (e.g. Carr, 2007).
Consequently, epistemological anarchism (EA; Feyerabend, 2010) was adopted as
an embrace of theoretical pluralism may avoid subjugation of co-researcher
knowledge (Midgley, 2000). Thus, it does not matter if co-researchers are realists or
relativists, objectivists or subjectivists as to paraphrase Marx (1845/2002, pp. 13-15),
philosophers only interpret the world in various ways, the point is to change it.
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The approach of the ontological anarchist for Moore (2012) was to be certain of
nothing except the nothing over which they hover and from which they sprung. He
asserted an anarchist affirmation of nothingness was a refusal to be categorised, a
revolt against everything, totality and social relations typified by control. Yet from
nothingness, he said, came existential freedom and a source of immense creativity
that could be channelled according to values, will or desire. To surmise, EA is
pluralist; it is an acceptance of competing knowledge and the accommodation of
divergent interests. In doing so, EA is critical and poses a challenge to power, which

in turn is an indication of the orientation towards action.

2.2. Axiology

In addition to ontology, epistemology and methodology, Heron and Reason (1997)
argued values were a fundamental, yet often forgotten feature of a research design.
Values affect how research projects are selected (Hill, 1984), approached and their
outcomes (Hogue, 2015). For Hill (1984), responsible researchers must embody the
highest axiological principles, yet he highlighted not all projects met this standard,
which has HR implications. Hill (1984) stressed values are entwined with decisions
we make towards realisation of the future, so HR values adopted for this research is
an act of prefiguration?’. Yet, Feyerabend (1987, pp. 11-12) warned us to be wary of
‘values’ as universalistic constructs can impede rational thought from undue
deference to experts or the beliefs and actions elicited. | chose HR in this specific
context as a shared moral language with structural power beyond the state and red
lines co-created by humanity for governments not to cross. | recognise perspectives
on HR can differ by culture (i.e. the Asian Values Debate, outlined by Jenco, 2013),
judicially or between each other, which is how EA (Section 2.1.1) comes in and why
transparency of the ideology that influences their use here follows in Section 2.3.

2.3. Ideology

Political ideology was defined by Beresford (2021) as an ethical set of ideals,

principles, doctrines, myths or symbols of a social movement, institution, class or

27 Prefiguration is defined in Appendix C..
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large group that explain how society should work. He outlined how ideologies
permeate each aspect of life, thought, ideas and behaviour yet are rarely constructed
in a participatory way. This section will suggest anarchist ideology embedded in the

methodology of this project can counterpoise this.

2.3.1. Anarchism
“A New Declaration of Independence... We hold these truths to be self-evident: that
all human beings, irrespective of race, colour, or sex, are born with the equal right to
Share at the table of life; that to secure this right, there must be established...
economic, social and political freedom” (Goldman, 1909, p. 1).

The above quote from Emma Goldman? was chosen as it conflicts with how
anarchism is commonly employed as a synonym for chaos, with an anarchist
portrayed as a nihilist and devoid of principles (Woodcock, 1977, p. 11). However,
from this quote, we can see truths considered radical for their time, later established
in HR discourse. Misrepresentation occurred to protect the established social order
as anarchism sought to replace forms of hierarchy and domination with other means
of organisation practised today (Heckert, 2013). This of course, included the
anarchist’s infamous foe the state, but we can notice an anarchist insight within HR.
Central to the UNDHR (Section 1.4.1) is the principle rights are inalienable, or ours,
by virtue of being human so by definition, are noncontingent on state approval. Bray
(2019) reported turn of the century anarchists drew upon rights discourse as a logical
outcome of the scientific investigation of nature that applied equally across humanity.
Yet HR are critiqued by modern anarchists on efficacy grounds e.g. whether rights
enforced by government ever run contrary to their own interests (Black, 2019).

Although anarchists remain disparaged through media representations of an
individualistic notion of freedom incompatible with equality (Heckert, 2013),
anarchists recognise freedom is only achieved through cooperation (Woodcock,
1977, p. 12). In this regard, Kropotkin (1902/2019) first deconstructed the Darwinian
notion of “survival of the fittest” and emphasised cooperation (or mutual-aid)

28 Emma Goldman (1869-1940) was considered essential to the rise of political anarchism in the early
twentieth century and opened it up to diversified interpretations and practices (Hsu, 2021).
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contributed to success over force in the struggle of existence. Kropotkin's theory
became known as “survival of the friendliest’, and studies of prosocial behaviour in
the animal kingdom (Brucks & Von Bayern, 2020; Brauer, Stenglein & Amici, 2020)
are still confirmatory of his view of mutual-aid as a factor for successful evolution.
“Survival of the friendliest” was co-opted as a book title by Hare and Woods (2020),
who presented research that supported the evolutionary advantage of prosocial traits
over aggression. They outlined humans went through a self-domestication process
that contributed to further changes adaptive for prosocial behaviour. As part of their
theory, they proposed dehumanisation was a universal tendency but predicted it to
was more likely to occur in extremist ideologies, of which they situated anarchism.
This is erroneous as the opening quote reflects an anarchist push for equality when
the middle was a barrier to its attainment. Freedom and equality are complementary
because as Water (1969, p. 163) stated “freedom without equality means the poor
and weak are less free than the rich and strong, and equality without freedom means
we are all slaves together”. Like the HRBA, anarchists aspire to strengthen social

bonds by reinforcing community relationships at the grassroots (Woodcock, 1977).

Anarchism was delineated by Franks et al., (2018) into three areas; core (C),
adjacent (A), and peripheral (P) concepts. Core concepts set anarchism apart from
other ideologies, adjacent concepts provide nuance and anchoring, whilst peripheral
concepts are on the margin of anarchism but enable it to apply ideas to reality. A
detailed discussion of this is beyond the scope of this paper, however, concepts with
relevance to the research will be touched upon as we progress through this chapter.

These definitions of anarchist concepts can be found detailed in Appendix C.

2.3.2. Application
Three elements of anarchism (Woodcock, 1977, p. 16) are enacted by this project: a

criticism of society as it is, a vision of a desirable alternative and a plan to fulfil this.
Martin-Bar6 (1994) stated psychology needed to serve social justice, and research is
recognised praxis (Lather, 1986), so a form of direct action (Ordonez, 2018).
Anarchism has shown other ways of being are possible, and beneficial to ecological,
social and psychological wellbeing (Heckert, 2013). Thus Jourard (1968 p. 42)’s call
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for clinical psychologists?® to be “responsible anarchists” and “loyal opposition
committed to a search for endless ways to foster growth, wellbeing, idiosyncrasy,
freedom and authenticity” fits this context. Moreover, anarchists have been at the
fore of HR activism throughout history (Bray, 2019) and have always sought various
approaches to challenge power structures (Bowen & Purkis, 2012). Accordingly,
methodology becomes apt for prefiguration (Franks, 2018) due to a shared tradition
between science and anarchism of exploring and testing ideas (Heckert, 2013).

2.4. Method

Epistemological anarchism (EA) has favoured methodological pluralism (MP)
(Feyerabend, 2010), the principle of picking the aptest method to explore a problem,
even if it differs from a researcher’s personal preference (Payne, 2006). This echoes
Maslow’s (1958b, p. 2) view that psychology should be “less absorbed with means
and methods” to be more problem-centred. Albeit MP as a “reasonable compromise
that may solve a problem but satisfy no one at the same time” (Chevalier & Buckles
(2019, p. 54) might be closer to the truth. Niaz (2020:p. x-preface) termed EA “how
science really works” as a scientist can employ numerous methodologies with an
appreciation the majority of attempts to generate scientific knowledge may not
succeed (Quale, 2007). MP and creativity are interrelated and a sign of community
psychology praxis®® (Kagan & Burton, 2001). With MP, methodological strategies are
not necessarily decided a-priori (Niaz, 2020), so it is cognate with anarchist ideas of
agency, horizontalism and DIY described in Appendix C as a framework for action.

2.4.1. Participation Action Research (PAR)
MP is characteristic of PAR (Chevalier & Buckles, 2019); a process Barroso (2002)
credited to Paulo Freire of coming together to articulate concerns and take collective

action to negotiate new relationships with those who hold power over them,
“‘including the state” (p. 4). PAR aims to address power imbalances and oppressive

2 Jourard (1968, p. 42) wrote “psychotherapists” of which clinical psychologists share a role, and in
Jourard (1971, p. 14) he defined his audience broadly as “psychiatrist, clinical psychologist, social
worker, pastoral counsellor, or (any) who seek to help people”, to ask “help them do or be what”.

30 The co-dependent activity of action/reflection or theory/practice is described by Freire (1970).
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structures through knowledge generation, action and consciousness-raising
(Vikstrom, et al., 2015). Although a collaborative process PAR is not a power-free
form of research (Kesby et al., 2007), its values are influenced by social movements
that sought to challenge dominant power structures (Cahill, 2007; Cahill et al., 2010).
PAR encourages a critical stance on knowledge production to resituate power away
from the hierarchies typical to research (Rowan, 2001). However, Kesby et al.,
(2007, p.21) highlighted a risk of power abuses from PAR governance:
e Domination: If facilitators use ‘ground rules’ to impose conduct on co-
researchers or impose a particular form of representation on local knowledge.
e Coercion: participation only from fear of poverty or a promise of resources.
¢ Manipulation: If co-researchers are used to circumvent communities or if
distrust of academics or self-critique is urged under cover of innocuous topics.

e Authority: If co-researchers concede expert status and control to a facilitator.

Process

e Direct Action (C)
¢ Revolution (C)

¢ Reform (P)

*DIY (P)

e Anti-Hierarchy (C)
e Horizontalism (A)
e Organisation (A)

e Intersectional (P)

e Prefiguration (C)
* Freedom (C)

e Agency (C)

* Micropolitics (A)

Approach Action

Figure 9: PAR as anarchist praxis

Figure 9 shows how an anarchist insight in PAR might mitigate governance risks. An
intention to elevate the voices of PGLAD over the institutionalised authority of
academia is an anti-hierarchical stance complemented by horizontalism as a means
to alleviate domination through collective democracy. Organisation, as per the
procedure in Section 2.5, describes steps taken to defend against coercion and
manipulation whilst encouraging intersectional participation, such as through the use
of the Processual Consent Model (Hughes & Castro Romero, 2015). Further,
evaluation in 2.4.1.4 aims to provide a final safeguard against risks of authority in
governance. PAR process is an act of prefiguration as it enacts research in a way we
might wish research to be, with MP facilitating freedom and respect of PGLAD’s
agency enabling unbounded actions, which is a form of micro-politics. Whilst choice
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in the action facet reflects EA in manifesting Feryerabend’s (1987, p.27-28) assertion
that research should not be a privilege of special groups as knowledge must be a
‘local commodity designed to satisfy local needs and solve local problems”.

2.4.1.1. Participation
A PAR study by O’Connor et al. (2018) saw stigma as critical to the lived experience
of dementia but linked to the diagnostic label, not changes in their skills. Yet ability is
presented as why PGLAD are excluded from research as cognitive and
communication differences necessitate adaptation of methods which, alongside

finding expertise to support inclusion, posed a barrier (Smith & Phillipson, 2021).

Exclusion has reinforced stigma and negative stereotyping (Mann & Hung, 2019)
hence why PAR with PGLAD is currently a meta-action. Suppose stigma is the
barrier to taking part (Mann & Hung, 2019), shrouded under the cloak of ability. In
that case, methodological pluralism of PAR (Chevalier & Buckles, 2013) should
encourage creativity to adapt, where traditional research paradigms have struggled.
Despite this, PGLAD, particularly those viewed as having later stages of dementia,
were primarily excluded from PAR (Smith & Phillipson, 2021) hence the necessity to

consider how to ensure the process is inclusive in the following sections.

241.2. Process
Littlechild et al., (2015) warned of the danger that moral argument for participation
could obscure the practical implications and realities of involvement. Some truths
might include the discomfort felt using frameworks that challenge power when the
powerful resist (Kara, 2015). Others are procedural and arise from an observation
‘research’ as a term used by PAR does not refer to any standardised method,
procedure, type of data collection or analytic approach (Smith et al., 2017, p.413).
Indeed, there is no consensus on PAR approaches in psychology (Pain et al., 2012;
Levac et al., 2019), so the integrity and authenticity of the process is questioned by
those aligned to traditional and positivist research paradigms (Littlechild et al., 2015).
This challenge emerges from PAR as an iterative process of reflection, planning,
action and observing (Smith et al., 2015). This ‘action-reflection’ is conceptualised as

a process of ‘observe - reflect — act — evaluate - modify - move in new directions’
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(Figure 10) by McNiff and Whitehead (2006, p.9). However, as noted by Pain et al.,

(2012), evaluation can be saved until actions are complete.

Kidd and Kral (2005, p. 187) found this reflexive approach necessitated vagueness
and ambiguity in method, as each PAR project was in effect a “custom job”. They
saw PAR as more than a method but the creation of a context in which knowledge
production and change might occur. For Smith et al., (2017, p. 413), possibilities
were entwined with the co-researcher’s agency and action, so they were “essentially
limitless”. Smith and Phillipson (2002) considered data collection through creative
means to be emancipatory, as it freed them from old ways of thinking and provided

new ways to engage with and meaningfully include PGLAD.

Move in new
directions

observe

modify reflect

evaluate act

Figure 10: PAR Cycle (McNiff & Whitehead, 2006, p.9)

2.4.1.3. Action
Kidd and Kral (2005, p. 189) defined action as “any concerted effort to remove some
impediment that hampers the growth of a group of people, be it structural or
ideological”. They saw action as intrinsically linked to knowledge production and, in
terms of scope or focus, “essentially limitless” but stressed the importance of being
open to change as the incorporation of co-researcher’s knowledge is negotiated.
Typically, action, according to Trentham and Neysmith (2018), included raising
public awareness on issues, to lobby for social change that is emancipatory and
relevant to marginalised people or group. For example, within their PAR, co-
researchers who were elders claimed their citizenship through political actions, like
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letter-writing campaigns, political dispositions and producing information on
discrimination. This consciousness-raising over power relations and social injustice
is the crux of action at a structural level (O’Sullivan et al., 2014) and congruent with a

HRBA to stigma reduction detailed in Section 1.4.3.

2.4.1.4. Evaluation
Evaluation in PAR differs from traditional research by the emphasis on participation
as a means to contribute to science and social change (Froggatt & Hockley, 2011).
This contrasts with dementia research, where academics have often established the
research outcomes and how to measure them based on their values and research
agenda rather than the PGLAD (Di Lorito, et al., 2017). Whilst Di Lorito et al., (2017)
acknowledge peer research by PGLAD is novel with limited literature available, they
recommended counterbalancing this by considering if involvement is meaningful with
PGLAD, rather than tokenistic. However, Kidd and Kral (2005) remind us evaluation
must be used with caution, as it can obscure efforts (conscious or not) to devalue
local modes of knowledge, action and evaluation, as well as restore established
roles within power hierarchies, such as academia. Thus, this project is evaluated in

three ways:

a. Co-created by co-researchers
The success of PAR is considered by Kidd and Kral (2005) to be best measured by
the changes in the participant’s lives and the larger group represented by the people
in the project. They emphasised local methods for consensus of what is of value
must be considered valid, and so evaluation considerations devised by co-
researchers are in Section 2.5.5.

b. Authenticity of participation
Froggatt and Hockley (2011) highlighted the need for rigour, and methods used for
evaluation in PAR does not differ to other research, but the distinction occurs as to
the point of evaluation. They report the nature of action-reflection cycles means more
attention is paid to formative processes throughout PAR rather than just the
summative evaluation employed in other research designs. Consequently, they
recommended using specific frameworks like the Aldrevast Sjuharad (AVS) model to
enhance the rigour of PAR.
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AVS (Magnusson et al., 2001) was designed to assess the authenticity of

participation in constructivist and action research, and is based upon the authenticity

criteria by (Guba & Lincoln, 1989). As we can see in Figure 11, Nolan et al., (2003)

revised concepts using the letters E.A. for each label as they were considered

unnecessarily complex and contrary to the framework ethos. We can also observe

Ontological Authenticity and Educative Authenticity reflect Freire’s (1970)

conscientization (critical consciousness). This will be supported by guidance for

using the AVS model with elders from Brown, Wilson and Clissett (2011).

Concept Definition Renamed
Fairness Are the voices of all the major interest | Equal Access
groups heard? (That is, are all their
opinions listened to and valued?)
Ontological | Does the study provide participants Enhanced Awareness of the
Authenticity | with new insights into their own position or views of self/own group
situation?
Educative Does the study help participants to Enhanced Awareness of the
Authenticity | better understand the position of other | position or views of others
interest groups?
Catalytic Does the study stimulate or identity Encouraging Action by providing a
Authenticity | areas for change? rationale or impetus for change
Tactical Does the study facilitate, enable or Enabling Action by providing the
Authenticity | empower change? means to achieve or at least begin

to achieve change.

Figure 11: Authenticity Criteria (Nolan et al., 2003).

c. Application of Human Rights

Evaluation through PANEL (Figure 4), which are principles considered to be good

practice to use when evaluating a human rights-based project (Donald, 2012) and

endorsed by Alzheimer Europe for research involving PGLAD (Gove, et al., 2018).
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2.5. Procedure

2.5.1. Consultation Stage

In discussion with my supervisor, a tentative approach with organisers of community
groups for PGLAD was made about the idea of PAR and expressions of general
interest received. Upon receiving ethical approval (Appendix D), an expression of
interest was followed up, and a meeting with the charity CEO accepted. Infographics
were prepared as an adaptation to provide visual information about PAR (Appendix
E and F). This meeting went positively, and the CEO disseminated the information to
the community group organiser, who in turn shared with the PGLAD.

2.5.2. Recruitment
Co-researchers were from a self-organised community group for PABDL in a
borough of a large city. Locality was important to complement the axiology of this
project, so the author could be a resource for a community they shared. Close
proximity was intended as an anti-hierarchical action to reduce the traditional
distance between researcher and participants. Furthermore, as someone with lived
experience of a family member affected by dementia labels within the borough, the
project was inspired by this person and our experiences with them. A move away
from social relations based on power over as a ‘researcher’ to power with, together,

in common or amongst (Amster, 2018) is enacting prefiguration and micropolitics.

2.5.3. Inclusion Criteria

The only criteria for co-researchers were that they attended the community group. As
previously stated PABDL was intentionally a broad term to include people directly
affected, their family, loved ones or those who identify as carers. This openness was
to avoid the risk raised by Hughes and Castro Romero (2015) of cherry-picking only

people able to communicate in forums designed by professionals.

2.5.4. Co-researchers

As per The Processural Consent Model (Hughes & Castro Romero, 2015) each
person was entrusted with the agency to determine their involvement with this
research at different times and at various stages of the project. At the initial stages
there was a large group of 21 people, then a smaller group of five and, finally three
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who continued by telephone due to the pandemic restrictions (see Figure 11). The
co-researchers lived within the locality, and the large community group appeared
reflective of the diversity within the borough. Of those who gave written consent four
were White British, one White Greek, and one Asian/Other. Ages ranged from 60 to
85 years old, and they were mixed in terms of gender, and physical and cognitive
abilities. Phases transitioned from a large group discussion (LGD), to large group
workshop (LGW) to small group discussion (SG), and finally, one-to-one telephone
discussion (TD). Figure 11 details the phases of participation for the co-researchers
in this project who are identified in the table by initial and number code in the extract
reporting. There was a gap in contacts due to the pandemic. M suffered a
deterioration in health and could no longer continue in the action stage. D took a
break due to the loss of his wife B, during the research. N was not always
contactable by telephone, R and DM did not provide contact details.

Meeting Type | LGD LGW|SG |SG |[LG |T [T T T T T
PAR Phases Preparatory Observe Reflect Act Act | Act | Act
PNI Phases Collection Sensemakin Return

Jan Jan | Feb | Feb | Feb | June | July | Aug | Aug | Sept | Sept
M - (5) v v v |- - v v v - - -
D-(1) v v v |- - v v - v v v
B-(2) v v v |- - - - - - - -
N - (3) v v v v |- v - - v - -
R- (4) v v v |- - - - - - - -
DM - (6) v v - - - - - - - - -

Figure 11: Table of participation

2.5.5. Phases of Research

Phase 1 - Preparatory

An invitation was received for a preliminary meeting with the community group to
share information about the research process and answer any questions. Research
infographics provided visual information about PAR (Appendix E & F). Stories were
shared around issues related to health and wellbeing and how we might capture this

information, so awareness of these needs could become known. Information was

presented about methods from creative approaches, such as art or music, to more

traditional forms of data capture, like surveys or talking groups. The following week

the group discussed the research on their own, which led to an invitation to return

with a view to engage in creative research methodologies.
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Phase 2 — Observe and Reflect

With acknowledgement of the differences of ability within the group, The Tree of Life
(Ncube, 2006) was chosen as an option to bridge both forms of data capture and
share stories about living well, be that challenges or sources of strength. This was
facilitated with the group facilitator, group assistant and the author using Goggans
(2013) Tree of Life activity, following which six co-researchers signed consent forms
that they wished to continue with the research. Whilst knowledge was produced by
this activity, co-researchers felt they would prefer to continue by group discussion.
This was because some co-researchers had motor skill differences that affected their
ability to engage with some of the creative approaches. | facilitated this through
Narrative Sensemaking®' (Kurtz, 2014) which involved four elements:

e Contact: discussion and story exchange, enabling co-researchers to read,
hear or experience each other’s observations.

e Churning: repeated and varied contact with the stories, putting together and
taking apart the observation multiple times. A context where speaking,
listening and negotiating reasons for what they are doing can shift.

e Convergence: where co-researchers negotiate compromises and linkages
between their stories, which leads to ideas for

e Change: the actions arising from the project.

As this project proceeded, the declaration of a global pandemic led to contact
between people being seen as dangerous and something to fear; people who
attended the community group, as well as co-researchers, were at risk on grounds of
their age and physical health. There was a pause of the project during what was an
understandable period of upheaval until contact recommenced by telephone with
three co-researchers. Not all co-researchers were contactable outside of the physical
environment of the community setting. Sadly, one co-researcher passed away, and
their husband, also a co-researcher, understandably, took time out but wished to
continue after a break. The processes were supplemented with notes taken during
telephone calls, then sent out to co-researchers in the post or read verbally to enable

further reflections in accommodation of memory differences.

31 Narrative Sensemaking is technique within Participatory Narrative Inquiry (Kurtz, 2014) which is
discussed in the results overview in Section 3.1.
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Phase 4 - Act
During this phase, convergence shifted to ideas for change, which were restricted
due to the pandemic. An open letter was created and sent to those in positions of
power with regard to the issues identified. This included representatives of health,
social care, tiers of government and charities, the media and the UN. To aid
evaluation of the project questions for recipients were devised by the co-researchers:
a) What are your thoughts on our letter?

) How did it make you feel?
)  What could you now do differently?
d) Are there changes that could be made to your policy or practice?

)

Who could you sit down with or approach about these issues?
Responses were collated, with no response also considered a response, and
detailed in the results section. During this stage co-researcher M suffered a serious
deterioration in health, and my thoughts are with them.

2.6. Ethical Considerations

2.6.1. Informed Consent

Mann and Hung (2019) emphasise the label of dementia does not mean a person
automatically lacks the capacity to make decisions to participate in research and
contribute their knowledge. Instead, capacity relates to the ability to make or
communicate decisions and is fluid and dependent upon the situation (Mental
Capacity Act, 2005 [MCA]). An important principle of MCA law is that we must
assume hold capacity, unless proven otherwise. To accommodate differences
associated with dementia labels that could lead to a flux in capacity, this project used
a processural approach to consent (Hughes & Castro Romero, 2015). Consequently,
whilst written informed consent was obtained from co-researchers (Appendix G)
more reflexive assessment of consent was undertaken using verbal and behavioural
cues to ascertain their choice to continue participation (Appendix H). Adjustments
made to enhance capacity included pace, use of visual aids, and thought to different

ways of supporting people as the project iterated (Department of Health, 2015).
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2.6.2. Confidentiality and anonymity

In PAR co-researchers sometimes wish to be named and contribute to their accounts
within the cycle of research (McNiff & Whitehead, 2006). The intention was for this to
be revisited at the end of the project, but unfortunately due to deterioration in health
of some co-researchers and loss of contact with others due to the pandemic, this
conversation was not possible. In discussion with remaining co-researchers, the
decision was made to be identified as an initial as per McNiff and Whitehead (2006)
guidance. Identifiable information such as group name and location are anonymised.
Consent forms, recordings and transcripts, are kept in a locked environment, and

physical data will be safely destroyed after three years.

2.6.3. Right to Withdraw

Co-researchers were advised of their right to withdraw from the research at any time

without the need to provide a reason. This was reiterated on information sheets and
consent forms and formed part of Processural Consent Model (Hughes & Castro
Romero, 2015). If a co-researcher withdrew from the study, they were aware there
would be no prejudice and that there was an option for their contribution to be
destroyed on request. However, they understood this would not be possible after a
three-week window from the end of the study due to analysis.

2.6.4. Risk
There was potential for co-researchers to become distressed during the project given
the impact dementia labels can have upon people. A reflexive approach to this was
taken in the moment as per the Processural Model (Hughes & Castro Romero, 2015)
drawing upon my clinical skills. Details of organisations relevant for PGLAD were
provided as part of the debrief. This research was affected by the pandemic, but
PAR enabled adaptation to methods in line with BPS (2020a, 2020b) and COVID-19

guidance (UK Health Security Agency, 2020) and advice from my supervisor.

3. RESULTS

3.1. Overview
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In Section 2, it was described how PAR provides a context for knowledge generation
to happen and so mixed-methods may be adopted in response to dynamic changes.
As such, the results are presented using one method drawn upon in response to
local changes, which is a framework for working with people’s stories®? by Kurtz
(2014) called Participatory Narrative Inquiry (PNI). As a meta-result that occurred
through iteration of PAR, a brief introduction is provided here, whereas if planned, it

would be documented previously.

PNI as a method combines Narrative Inquiry or “the raw stories of personal
experience” (Kurtz, 2014, p.86) with PAR to invite co-researchers to work with their
own stories. PNI is not a “dogmatic set of fixed prescriptions”, but a “changing,
idiosyncratic, connected, diverse, complex, of its-time-and-lace, living body of work”
Kurtz (2014, p.91). Figure 12 represents three elements of this:
a. Collection: Community members tell stories around a topic of concern,
and these stories are collected in some way (that can vary widely).
b. Sensemaking: Some or all community members make use of gathered
stories to better some situations or issues better.
¢. Return: What has been gathered and produced in the first two phases

is returned to the community and enters into collective discourse.

Fk

Collection

Sense
making

Return

Figure 12: Elements of PNI (Kurtz, 2014).

32 A story was defined by Kurtz (2014) to consist of three facets:
a. Form: The communicative structure and meaning, such as the setting, characters,
plot, value, conflict, themes, audience or purpose.
b. Function: It's value to thought, decision and action. Function is related to connections
between peoples plans, goals and actions, as well as cause and effect.
c. Phenomenon: How a story survives and spreads through conversation and memory

of people. This deals with context.
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As accommodations were made to the manner of data collection, PNI enabled the
essence of initial stories to be held through each iteration and made sense of by the

co-researchers, then returned to the community as a form of collective action.

Within PNI, a project facilitator does not interpret or change stories as only the
community can decide what the stories mean. The facilitator’s role is to help the
stories get to where they need to go in order to help achieve the communities’ goal.
Within this in mind, secondary analysis is not undertaken here as the analysis or
sensemaking was carried out by the co-researchers during the PAR process

Presentation of the results necessitates a distinction to be made between each part
of PNI, but it should be noted the boundaries were porous and interconnected.
Therefore, the results section intends to enable the reader to be a ‘fly on the wall’
through the process and convey what happened at the particular phase. In addition,
mindful of risks to PAR Governance (Section 2.4.1) reflections will be shared in the

discussion to ensure that they do not detract from co-researcher voices.

3.2. Collection

The collection encompassed a range of formats. Large group discussion (LGD)
transitioned to a large group workshop (LGW), which led to a small group discussion
(SG) and a one-to-one telephone discussion (TD) which are surmised here.

3.2.1. LGD
LGD felt two types of research were important; first, the cure for dementia, and the

second “living well with dementia”. Some thought national charities were completely
focused on the cure but forgot the needs of PGLAD living with the experience now.
A discussion on living well with dementia led to stories shared of how vital the
dementia café was to their wellbeing. They stated the cafe was run by a national
charity that suddenly withdrew from the provision. Conversations were had about if
this charity or the council knew how important the cafe was to them. Stories were
shared on how they might feel lost if the cafe closed, with one co-researcher
describing it as the “highlight of their week”. They valued the café’s social context
and other social groups due to the attendees shared experiences.
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Stories unfolded to dementia-friendly communities with ideas shared about practices
in place around the UK they would like locally. This included dementia friendly
supermarkets and special tables in public cafes where PGLAD could feel safe to go
and have a conversation with others if they felt lonely. They contemplated if action
from the research might include advocation to power-brokers as to their wishes for

dementia-friendly communities locally.

3.2.2. LGW
The Tree of Life workshop provided a context for co-researchers to connect and

exchange stories, with the initial focus being storms: the challenges or difficulties
they experienced in everyday life. The impact of memory difficulties on recreation
was discussed with a sense of loss at no longer being able to follow plots in novels,
compensated for by the discovery of shorter art forms like poetry. This led to stories
shared around the challenges of timely assessment, diagnosis and appropriate
treatment. Articles from the workshop are in Appendix I.

3.2.3. SG
SG facilitated sharing stories with more personal context as co-researchers

negotiated issues arising. Selected extracts that represent the flow of discussion

placed in Appendix J are surmised and highlight the churning and convergence.

As contact commenced, we can see from Extract 1 that conversations reflective of
the LGW continued concerning the relationship co-researchers had to services.
Frustrations around assessment were shared and the process involved was
perceived to lack timeliness and experienced as a “fight”, which did not leave
researchers with the certainty they hoped for. Extract 2 followed this as a co-
researcher reported that despite multiple diagnostic labels (Parkinson’s, Alzheimer’s
and short-term memory loss) medical treatment was insufficient and their
expectations for help not forthcoming. Post-diagnostic support was also experienced
as a “fight” as co-researchers reported they were left to “do it all” when they would
have preferred a direct approach and “knock” on the door.

Issues around the diagnosis and post-diagnostic support resonated with a co-

researcher in Extract 3 who was also upset about the length of time to diagnosis and
felt disappointment at unmet hopes for help. An assertion society “doesn’t want to
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know” was somewhat alleviated by family support. This led to stories of coping on
their own instead of services in Extract 4, but this left doubts for co-researchers if
they were doing the right thing to maintain independence. A co-researcher
expressed fear if something should happen to them as they live on their own.
Convergence occurred around being alone and feeling “thrown in the dustbin and
forgotten”. Discussions shifted to consideration of where help might reside with a co-
researcher asserting it was the GP. In Extract 5, we see stories of informal
caregiving arrangements with adult children and a question was raised as to the role

of a national charity in providing help.

In Extract 6, stories were shared of the effect of involuntary migration on the support
network of co-researchers when displaced from families in their new country.

Neighbours were identified as a positive source of support, but situationally specific.

Further churning can be seen In Extract 7 as co-researchers revisited concerns
around timeliness of diagnosis and medical treatment, with an analogy of retirement
and being “put on a scrapheap”. Parity with physical health was raised by co-
researchers in Extract 8, highlighting societal stigma around dementia labels.
Convergence around negative perceptions of others continue in Extract 9. Co-
researchers connected with indignation about jokes made about Alzheimer’s that left
them feeling insulted and shamed. They saw this as another sign society did not take

their conditions seriously.

Conflicting relationships with healthcare providers are discussed in Extract 10 with
the GP loved and respected for the time given to explain things, contrasted with the
healthcare provider who offered abrupt diagnosis but no additional support.
Dementia’s impact upon mental health is considered in Extract 11, with co-
researchers sharing strategies they used to cope. Dementia was reported as “bloody
depressing” by a co-researcher who felt they had no choice but to get on with it,
which led to reflections on what did help. The dementia café was again highlighted
as a valuable resource for people on their own, or with no family to make social links.
Ideas for change arose as co-researchers asserted it should be open for longer and
on more days. Devices like TV and ipad were considered beneficial but this was

mediated by interest or technological competence.
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3.2.4. TD (Sensemaking)
TD as a phase consisted of sensemaking. Co-researchers reported life to have

changed considerably due to the pandemic. Co-researcher M reported a move to a
care home felt like being placed in a cocoon as they were less aware of what was
happening in the outside world. As a sense emerged of where responsibility was
held for issues they raised, modes of action were limited by the pandemic. For
example, co-researcher D stated he “would like to see every man, woman and child
demonstrate in front of 10 Downing Street and demand action”, but this was not
possible due to government restrictions. A letter was agreed as the most appropriate
type of action given the circumstances, as co-researcher M shared they had written
articles for magazines in the past. A collective letter (Appendix K) was co-created
that made sense of the issues of concern, identified changes they would like to see,

and disseminated where power was perceived to reside.

3.3. Return
Dissemination targets for the letter were identified in Lower Tier Local Government,

Upper Tier Local Government, National Government. The NHS, Charities (local and
national), international bodies, and the media.

3.3.1. Dissemination

In this section, the target’s for dissemination will be described, followed by their
response, or lack thereof, if that is the case. An overview is in Figure 13.

Dissemination Response
Lower Tier Local Government

Councillor with portfolio on Adult Wellbeing
Councillor with portfolio on Equalities
Elected Leader

Chief Executive (Paid Official)

XXX

Upper Tier Local Government

Local Elected Member

Chair of Healthcare Committee, cc Deputy & two committee
members

Leader v

X

National Government
Local MP 1

Local MP 2

Minister for Care

XXX
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Prime Minister X
All Party Parliamentary Group on Dementia X
NHS

Local Dementia Service v then X
Local Region NHS Trust Governors X
Local Clinical Commissioning Group X
Department of Health Funded Local Healthwatch Group X
Charities

Local Charity 1 (Research Host) v
Local Charity 2 (Dementia and other activities) v
Local Charity 3 (Carers Dementia Project) v
National

Alzheimer’s Society v
Dementia UK X
Alzheimer’'s Research UK v
DEEP: The UK Network of Dementia Voices. v
International

Dementia Alliance International X
UN Special Rapporteur on the rights of persons with disabilities | X
Media

Local newspaper X

Figure 13: Dissemination Responses

3.3.2. Lower Tier Local Government (LTLG)

LTLG provide the majority of day-to-day services within a particular geographic area

(Gov.uk, n.d.-a). Dissemination included elected political representatives with remit
relevant to the letter, their political leader and Chief Executive whose professional

responsibilities include public engagement.

Although no response from elected representatives, the Operational Director of
Social Care (ODSC) responded due to contact with the Chief Executive (Appendix
L). They expressed thanks for bringing to their attention the experience of local
residents as “information that indicates that our services, that of our partners or the
availability and access to support in the community could be improved, is a driver for

us to do more”.

The response from the ODSC, albeit not directly engaging with questions asked by
the co-researchers, indicated receptivity to the issues raised within the letter.
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They claimed a “commitment to and record of working in co-production”, citing
unspecified design projects, partnership boards that brought “challenge and input
from those in receipt of services”, and a PGLAD group who “provide direction and
steer to the development of dementia services” within the area. Consequently,
ODSC reported their dementia strategy and plan was not led by LTLG but was
‘owned and directed” by the aforementioned PGLAD group, with support of the
voluntary sector, LTLG, CCG and “wider health service landscape”. This included
GPs, local business and other facets of LTLG that included Children and Young

People’s departments, Regeneration and Environment and Public Health.

On resource allocation, ODSC stated that whilst their “information, advice and
guidance are available to all”, “only a very small percentage” of PGLAD needed
LTLG assessment and an “even smaller proportion” received LTLG support. They
called this their “strength-based service”, where a focus on getting PGLAD to identify
what they could do for themselves, or with aid of social networks or wider community
enabled LTLG to distribute their “limited resources” to those “who truly need it most”.

They stated this kept “others independent and well outside of a statutory service”.

They outlined LTLG as a partner to achieve “Dementia Friendly Status’ in the area
and highlighted they have a ‘Living Well with Dementia Strategy 2018-2023’. ODSC
claimed the strategy had an agreed action plan which targeted many issues raised in
the letter. An example given by ODSC was a specific focus on improving access to
diagnosis, so services could be clarified for PGLAD and they did not feel forgotten.
This included a commitment by their partners to be “dementia aware” and help
“direct and signpost (PGLAD) and their carers to the right service”, have features on
dementia in local media and train senior LTFG staff as “dementia friends”. With
acknowledgement there is “always more” they can do, they committed to reviewing
the information adult social care held on their website around dementia, linking to a
voluntary organisation website as their agreed point for collating public information.

Acceptance for the critique of delays to adaptations was less explicit as they claimed
a simplified referral route had led to a smaller period to assessment, as well as
removal of means testing which they claimed helped more people. However, this
was caveated by a statement that applications were “routinely screened” to
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determine urgency of applications and allocate work in accordance with priority.

ODSC responded to the point “cafes or clubs should be funded to be open for more
days and longer” with positive recognition these were valued local resources.
However. they claimed being independently run by the voluntary sector meant the
cafes were “more sustainable and not dependent on local funding”, so could “be
more responsive to local needs, and alter their times or activities based on demand”.
ODSC recognised LTLG's role in communicating support or services available to
PGLAD and stated they would adopt the idea of using the LTFG magazine for this.

3.3.3. Upper Tier Local Government (UTLG)

UTLG includes an oversight committee focused on health and wellbeing issues.

Dissemination included the elected leader, local political representative, the chair
and deputy of the health committee and two committee members. Responses were
received (Appendix N) from the chair of the health committee (CHC) and a

previously unknown dementia lead (DL) as a result of dissemination to UTLG leader.

The leader was reported by DL as unable to respond due to a high volume of
correspondence but was said to be a ‘Dementia Friend’ and committed to action at
UTLG as they had a ‘Dementia Friendly’ region campaign in partnership with the
Alzheimer’s Society. They reported the letter was “very power and thought-
provoking” and “being written from the perspective of (PGLAD) added further
weight”. They said it made them feel “sad to know (PGLAD) feel like this” and
“frustrated, sad, and angry that attitudes towards dementia are still so negative that
so many people — often unthinkingly — reinforce negative stereotypes”. However,
they were “determined to build on what we're doing and do more for everyone
affected and to raise awareness across” the region. On what they would do
differently, they stated over 50% of UTLG had attended ‘dementia friend’ sessions,
which occurred at the transport provider, police and regional fire brigade. Also, an
audit led by PGLAD at UTLG that led to environmental changes. DL reported they
were working with policy teams across UTLG, including culture, planning and

housing to build in dementia-friendly policy, and would disseminate this research.
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CHC reported the letter was “an important reminder about the real, lived experiences
of (PGLAD)” as “so often we hear about research or statistics, but rarely do we
understand just how it affects people, and those around them, until unfortunately a
friend or relative is affected”. They felt the letter was “very moving” and “powerful to
hear collected voices that can so often be marginalised or spoken on behalf of”.
They reported it made them “feel resolved to continue to advocate for those affected
however (they) can...”, “...to amplify their voices and make sure they are heard”.
They found it “upsetting to hear the delays waiting for assessment and support” and

stated it was “something we must address”.

On what CHC might now do differently, they pledged to continue to advocate for
PGLAD at UTLG health committee. Further, the letter reminded them to ensure “the
voices of people with lived experience of the condition are heard, not just the voices
of policy and health professionals” when reviewing this topic, as they did in 2018
when investigating “young-onset dementia”. CHC asserted they must ensure the
policies put in place to make the region dementia-friendly are “founded on the
experiences and needs of’ PGLAD. When considering changes to policies or
practice CHC reported they do not make policy but represent people in the region to
hold the leader to account. They would do this by “ensuring the voices of (PGLAD)
are at the forefront of all future work in this area”. Further, they asserted the health
committee “in advance of any future work in this area should approach PGLAD
through... patient groups or researchers working directly with these people”.

3.3.4. National Government

Dissemination included the Prime Minister as leader of government and responsible
for all policies and decisions (Gov, n.d.-b), The Minister of State for Care and Mental
Health, who leads om dementia (alongside other areas), the All-Party Parliamentary
Group on Dementia (APPPG) who are cross-party peers and MPs with interest in
dementia, and the two local MPs. No responses were received.

3.3.5. NHS
This was sent to the local Dementia Service, NHS Trust Governors, CCG and
Healthwatch Group, which is funded by the Department of Health. There were no
responses from the governors the CCG or the Healthwatch group.
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There was a well-considered response from a senior healthcare professional at the
local Dementia Service who answered all questions, which was later retracted, as
they had to send “an official response from the service”. The retraction occurred
during communications with the Service Manager (SM) who contacted the author
and raised some concerns about the letter. They perceived it as a specific criticism
of their service, so it was clarified co-researchers recognised there was a broader
context hence the distribution list for letter. SM stated “Feedback from PGLAD and
their carers is always welcome as a way to acknowledge where we are doing well
and to identify how we can improve”. They claimed they would speak to the Clinical
and Borough director and clarify that they were “able to respond to the questions”.
They later communicated they intended to respond and apologised for the delay but
stated the pandemic was taking up a lot of their focus. A later message indicated
they would respond, yet no response was received.

3.3.6. Local Charities
CL was disseminated to three local charities; the research host (LC1), a broad

charity with a dementia project (LC2), and PGLAD carers group (LC3).

There were two responses from LC1, from the charity lead (CL) and the project lead
(PL). CL stated that they looked at the letter with Peer Designers and received
“some very strong and positive feedback”. The group queried if this was being
publicised, and one member asked if they could share it with housing associations.
PL thought the letter was “very moving and straight to the point, and easy to read”, “it
bears no punches and tells it how it is”, and made them feel “angry and sad”. On
what they might do differently PL stated they would try “to never forget the lived
experience and how important being human and people have the right to information
[sic]’. They felt “maybe more advocacy is needed on behalf of people we work with”,

and they could approach funders, commissioners and communities about the issues.

LC2 reported they found the open letter “really interesting”, and the findings would fit
“very nicely” with their work on a “manifesto for change” developed with PGLAD.
LC3 requested to use the letter as a focus for their next group for carers of PGLAD.
Responses are in Appendix N.
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3.3.7. National Charities
Alzheimer’s Society (AS), Dementia UK (DUK) and Alzheimer’'s Research UK
(ARUK) were contacted alongside the Dementia Engagement and Empowerment

Project (DEEP), a network of 80 dementia groups. Responses were received from
AS and DEEP, but not DUK or ARUK (Appendix O). AS stated the letter was of “real
interest” and offered thanks for sharing it. Without directly responding to the
questions, AS shared information regarding the breadth of their research programme
which provided answers as to their focus. They reported three research centres each
focusing on areas identified by PGLAD, including living well with dementia, post-
diagnostic support and living at home independently. They provided a link to their
website and summaries of research they fund, and stated 47% of this is into care for
living with dementia. They described a research network of volunteers who are
PABDL who review funding applications alongside scientific experts and have
funded preventative research that has found 12 modifiable risk factors for dementia.

DUK stated they would respond if relevant and gave no other response. DEEP said it

was an interesting piece of work and requested to share it on their website.

3.3.8. International
The remit of Dementia Alliance International and the UN Special Rapporteur on the
Rights of Persons with Disabilities includes the monitoring of the Human Rights of
PGLAD internationally. Neither office responded to the letter.

3.3.9. Media
The local newspaper was contacted, and no response received.

4, Discussion

This chapter will first consider the results by evaluating how it met the research aims.
The limitations of this research will then be attended to, followed by the implications
for future research finishing with my reflections on the PAR process.
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41. Revisiting the Research Aims

The questions that provided the scope for this research were:

i. To explore dementia with a person-focus in the context of how society is
organised and the relationships people may have with it?
i. Consider issues that may have emerged from dementia and how society may
impinge upon the attainment of economic, social and wellbeing standards?
iii. Consider how to act upon these issues to promote and protect human rights
to enhance or maintain psychological wellbeing?

The aim from a HRBA was to invite PGLAD to participate authentically as equal
partners in research that led to action on issues that were important to them.

To consider how this project met these aims, the results including co-researcher
defined evaluation will be considered from the framework of the research questions,

considering what it tells us about the individual, relational and structural levels.

4 .1.1. Dementia with a person focus in the context of how society is organised,

and the relationships people may have with it.

“We question if a focus on the cure meant living well with dementia is forgotten”

(Collective Letter; Appendix J, p.1)

The above quote from the collective letter arose as a discussion point when the
research commenced, and if there was an overall theme of this research, it might be
suggested this is a good contender. From this, we can see the value of research to
explore dementia with a person-focus reified, as the implications are that a cure for
dementia, although valuable, may have done a detriment to PGLAD in the now.
This supported the critique of the medical model outlined in Section 1.2.2, that a
focus on the brain obscured co-researchers’ relationships to their social world. PAR
enabled a context for co-researchers to provide what was described by one letter
response, as a rare glimpse into lived experience of PGLAD. The intention now is to
convey this appreciation, with the aid of a map in Figure 14 (below, p. 73) based on
the FINIS model of Section 1.3.3. This section will now consider what has emerged,
then in Section 4.1.2 the impact on PGLAD’s wellbeing will be discussed.

72



Whilst it was emphasised how experience® differed at an individual level, we saw

convergence over issues related to a society (i7) perceived not to care, which of

course, is an example of the continued relevance of Kitwood (1998)’s Malignant

Social Psychology (MSP). At the structural level this is typified by an experience of

the withdrawal by a national charity from running the dementia café. Co-researchers

felt this as a shock, so this generates questions of how those who organise society,

such as commissioners or decision-makers relate to and communicate with PGLAD.

Particularly, as co-researchers reported the dementia café as the “highlight” of their

week due to opportunities for social connection with other PABDL. They questioned

if the charity or council knew the importance of this resource to them, indicating they

felt neither visible nor acknowledged, so were deprived of their personhood.

Individual Social

1) Experience

(5) Behavioural
Avoidance
Affects everyone

differently

“Close eyes”
“Don’t admit it”

Can't remember
things

Forget people’s
names

Forget wha.t has (2) Cognitive
been said Underestimate
threat. Dementia Labels

Not recognise
family

Don't take it
seriously

Structural

(4) Affective
"Laugh it off"

(8)
Local Context

NHS
Slow Assessment
and Treatment
Lack of Aftercare

GPs training needs

Business
Responsive

(9)

Local Government

Lower Tier Local

(3) Stigma Government
"The Joke
iliness" Inaccessible
6
Sociallﬂletwork Broken Promises
Family/Neighb
Bearval caraciving n Lack of timeliness

informal caregiving Society

Value of Dementia Cafe “Doesn’t want to know”

Figure 14: Mapping the experience of dementia labels

(10

National Context

Science & Research
“Focus on cure, forget
living well”

Distant / disengaged

Dehumanisation
*like Guinea pugs”

Don't instil confidence

National Government

Feel forgotten

Economics of austerity

33 ltem 1 of Figure 14, which is reflected upon in the following Section 4.1.2. Further items referred to

in Figure 14 will be represented in brackets within the text with a prefix ‘i’ followed by a number.
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Co-researchers did feel visible to the broader community and saw changes to social
organisation facilitated by business (i8) as positive examples of differences that
could be made to enhance connections with others. This highlighted an interplay
where withdrawal of state and charitable sector services led to PGLAD finding
alternative ways to connect and feel safe within the community. We might view this
through the lens of counterhegemonic cultural practices as PGLAD appear to have
drawn upon their economic power ala the “grey pound” (Cook, 2011) to encourage
businesses to change to meet some of their needs. However, the unsaid context
behind this is a negative relationship between PGLAD and national policy (i10) due
to the economic approach of austerity®*, which has been detrimental to vulnerable
groups (UN Committee on the Rights of Persons with Disabilities, 2017; Macdonald
& Morgan, 2020). Government might claim this response by PGLAD is a positive
example of their “Big Society” initiative (Bamford & Berry, 2012). Big Society was a
programme of health and social care reform that correlated in timing with austerity
with an objective of “unleashing the creativity and enthusiasm of local communities
to maintain independence and prevent dependency” (Department of Health, 2010,
p.10). We did observe the tenacity of PGLAD filling a gap relational to the structural
and stigmatising discourse of economic burden, but “unleash” was a curious word
choice from DOH (2010, p.10) as it is defined as “to suddenly release a violent force
that cannot be controlled” (Cambridge University Press, 2022a). Co-researchers
reported a “fight” in the context of barriers to accessing support from services that
left them feeling “thrown in the dustbin and forgotten”. Further analogies of being “put
on the scrapheap” or “retirement” pointed to discrimination at intersections of age
and ability. Thus, co-researchers outlined a violent force they expended physical
energy to resist, but this originated from state agencies.

Interestingly, we saw in Extract 3 of small group discussions barriers to accessing
support were connected to the belief society did not want to know (i7), indicating a
belief a power beyond the state might hold influence. Co-researchers were familiar

34 Defined as “a difficult economic situation caused by a government reducing the amount of money it
spends” (Cambridge University Press, 2022c).
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with non-state organisation, as in lieu of services informal caregiving arrangements
with families and neighbours were reported as a means to maintain independence.
However, this was problematic for people on their own or diaspora with family in
multiple countries who reported fear should something happen to them. Neighbours
looking out for each might be considered an example of mutual aid, but not all had
such relations. Co-researchers highlighted public stigma around dementia labels
through disparaging jokes and revealed negative attitudes that left them feeling as if
society did not take their experience seriously (i3). On this note, the collective letter
asked, “does anybody care?” and made explicit that they felt “forgotten and pushed
aside” with a perception neither society nor government did.

Feeling forgotten may have been reinforced once requests for state resources were
made such as home adaptations organised by Lower Tier Local Government. This is
a physical barrier to maintaining confidence and skills, as the vast majority of PGLAD
wish to stay at home as long as possible (Alzheimer’s Society, 2016) and relatively
small and inexpensive adaptations can achieve this (Evans et al., 2019).
Understandably so, PGLAD consider home as a centre for meaning, a place for
retreat, solitude and rejuvenation and centre for socialisation and meaningful activity
(Forsund, et al., 2018). This is compounded by ‘broken promises’ (i9), as a promise
is a form of social contract meant to sustain cooperation (Gneezy & Epley, 2014).
Gneezy and Epley (2014) outlined how broken promises lead to negative evaluations
that diminish relationships as they link to notions of fairness and trustworthiness.

Dementia Labels

/ = State & societal response

Restrictions of
activities and
/ social roles

and skills

« 1

l Lack of confidence

Negative labelling

Isolfati?: &vu:it:llt_irawal Negative social views
fom socia’ fve Diminished self- & stereotypes
™~ asteern and transmitted in mass
“felt’ stigma. media & everyday life
7

~

Figure 15: An Expanded Feedback Loop
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The pattern that occurs as a consequence is reminiscent of the Feedback Loop
(Taylor & Field, 1993) of Section 1.3.1. which | have now updated in Figure 15. As
broken promises coupled with physical barriers to leaving home and limiting
community presence may understandably ebb the confidence and skills of PGLAD
and mediate the ability to carry out meaningful activities. Co-researchers identified
state and society as a critical mediator to their ability to fulfil valued social roles and
not be “placed on the scrapheap”, which underlines how their action was directed. As
this form of enforced withdrawal, characteristic of objectification in terms of MSP
(e.g. Kitwood & Brooker, 2019), may understandably affect self-esteem or ‘felt’
stigma and thus ability to influence state or society responses to dementia labels.

4 .1.2. Issues that may have emerged from dementia and how society may

impinge upon attainment of wellbeing standards

“You might close your eyes to it and pretend that nothing’s wrong, as you’re not
taking it seriously. We may all laugh it off, but we shouldn’t” (Collective Letter;

Appendix K, p.1)

Issues arising from individual and social levels will now be considered starting with
the use of humour, given it features in the i2, i3, i4 of Figure 14. The opening quote
from the collective letter invites this as it outlines humour as type of avoidance
detrimental to the wellbeing of PGLAD. Humour, as reported by Papousek et al.,
(2017), can serve several functions; some of which are positive such as bonding or
achieving social connection with others. Some are considered negative like status
enhancement or maintenance, ostracism of out-group members and enforcement of
conformity. In the quote, co-researchers imply an appreciation of invisible and
unvoiced differences (e.g. Burnham et al., 2008), so a question might arise if humour
obscures anxiety of exposure and being discredited (e.g. Goffman, 1963). Since if
this was a physical illness, co-researchers asserted, “you’d be to the doctor straight
away, but when it's something like this”, there was reluctance to seek help. This is a
severe barrier to the attainment of wellbeing standards as delays in help-seeking are
compounded by interruptions related to inequalities in service provision. From this,
we observe a dilemma from FINIS in Section 1.3.3.2.2, as the welfare state ideology
necessitates differences to be distinguished and labelled within the healthcare
system for economic and health entitlements to be conferred. This evidences stigma,
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both public and self (Corrigan et al., 2006), as a mediator of delay and thus access
to resources, particularly as co-researchers reported waiting up to 8 years when
finally reconciled to seeking help.

Inefficient processes could confirm Pinker (1970/2017)’s view of stigma as an
intentional structural barrier for the state to manage resources. However,
government might challenge this as the national strategy for dementia (NHS
England, 2016) which directs the distribution of state resources outlines timely,
accurate diagnosis, a care plan and review as part of ‘Diagnosing Well’. This sits
alongside four other strategy items, which NHS England (2016) detail as:
e Preventing Well: providing people with the information to reduce their risk of
developing dementia.
e Supporting Well: Access to safe, high-quality health and social care for
PGLAD and carers.
e Living Well: PGLAD to live normally in safe and accepting communities.

e Dying Well: PGLAD to be able to die in dignity in a place of their choosing.

In this case we may have touched upon the implementation gap between knowledge
and clinical practice. For example, Patient Safety Learning (2022) reports delays to
diagnosis, as reported in the collective letter, are an example of avoidable harm, in
part, perhaps, due to a knock on to areas covered by ‘Supporting Well’. They stated
there was no panacea as systemwide change requires everyone from politicians,
policymakers, patients, families and communities, clinicians, managers, regulators,
researchers and academics, and health and social care leaders involved. This was
an appreciation of co-researchers who identified nearly everyone above as

dissemination targets for their collective action.

As NHS England (2016)’s transformation framework was established many years
ago, the local context raises questions as to the overall success of the strategy.
Suppose we consider ‘Preventing Well’ and ‘Living Well’, co-researchers asked how
to “live well” and “live now” in the collective letter (p. 2), which by definition is a
knowledge barrier that may affect wellbeing standards. Co-researchers reported they
were not told enough about preventative strategies and described having their
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confidence in doctors diminished by tentative recommendations for medications that
made them feel as if they were “guinea pigs”. This was typified in CL (p. 2) with a
question for the NHS “if time lost was spent on treatments, memories may have
been saved”. A stark reminder of the collective letter (p. 1) where co-researchers
relayed the hurt experienced as memory declines, leaving them to feel as if they are
but a “shell” of their former selves. This may be exacerbated by the lack of follow-up
raised by co-researchers, as aftercare was found to be vital in enabling PGLAD to
live as well as possible (Bamford et al., 2021). It also touches upon dignity issues
and parity of esteem (e.g. Millard & Wessely, 2014) which co-researchers raised in
their assertion dementia was not taken as seriously as physical health conditions.

This knowledge gap appeared to be bridged by the charity-run dementia café which
gave an opportunity for peer learning about citizenship rights or entitlements. As,
whilst technology like the internet was a resource co-researchers were aware of, not
all saw this as in their interest or ability. This increases the significance of the
concerns in the collective letter (p. 2) the council did not know who PGLAD were nor
actively make it known what help or support was available. In this regard it is notable
demands to this level of government focused on enhanced access to information.
Thus, increased funding for community groups and a request for dissemination of
information in an established physical format such as the local council magazine
were logical alternatives. The findings here resonate with Allen et al., (2020), who
found PGLAD preferred relational sources of information such as healthcare
professionals who could provide individualised information as opposed to non-
relational sources like the internet that left them feeling overwhelmed. Further,
PGLAD reported to Allen et al., (2020), support groups and charities provided the
most understandable information, perhaps as health or social care professionals
were the least accessible sources. This indicates the digital transformation agenda in
services (i.e. LGA, 2014) may pose a risk to wellbeing standards for PGLAD due to

information not necessarily being as accessible as assumed.

4.2. Evaluation

The final question was how to act upon this to promote and protect human rights to
enhance or maintain psychological wellbeing. This necessitates evaluation of the
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actions taken to explore whether the ‘how’ taken was appropriate. The outcomes of
this project will now be considered, first, as created by co-researchers, then the
rigour of method, and finally from a human rights-based approach.

4.2.1. Co-researcher devised

“‘Does anyone care” was the question posed by co-researchers in the Collective
Letter (Appendix J, p.3) to solicit a response as they questioned if anyone did. From
this direct action, 9 responses were received from 26 possible dissemination targets.
Few responded directly to the questions co-researchers devised to elicit their
thoughts and feelings, and consider actions as an individual and as part of a system.
Direct co-researcher involvement in evaluating these responses would have been
desirable, but it was impossible due to the pandemic and academic constraints.
Nonetheless, this section will consider the co-researcher’s questions through critical
reflection of the responses, including evaluation of those non-responders.

421.1. Lower Tier Local Government (LTLG)

No response from any councillors was curious®®, but It might be they were aware the

Chief Executive asked ODSC?¢ to respond. Yet without acknowledgement, political
disengagement may appear wilful ignoring and suggest politicians did not care.
ODSC'’s response revealed power was perceived to operate not within the LTLG, but
within a PGLAD group who were reported to lead and steer the local services. On
paper, this cooperation sounds very positive but in the context of the concerns raised
in by co-researchers there is a possibility this diffusion of responsibility could serve to
obscure accountability. Menzies (1960)%” might suggest this is an organisational
defence against anxiety, as reducing the burden of responsibility through the
distribution of decision-making leaves no-one personally liable. This of course, is

35 The primary role of a councillor is to represent the views and issues of people in their locality and
respond to queries and investigate concerns (LGA, 2022a). In an audit of political engagement
(Hansard Society, 2019) only a small minority of people (only 8 to 12% over the course of 9 years)
reported they had contacted an elected representative at least once in the past year. This suggests
they are not necessarily overloaded with demands from constituents so should have flex to respond.
36 Operational Director of Social Care, as defined in Section 3.3.2.

37 In what Lawlor (2009, p. 523) called an “almost iconic” paper that stood the test of time (p. 529).
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helpful for politician’s in maintaining power come election time when their records are

scrutinised, as it is harder to be held to account for distant group decisions.

Direct action was successful at conscious-raising within this level of government as
ODSC stated knowing PGLAD’s experience was a driver to do more. However, we
have obfuscation through ‘doublespeak’, defined by Herman (1992) as the misuse of
words by implicit redefinition for political purposes. For example, limited support
offered by LTLG following the assessment of PGLAD was described as part of a
“strength-based service” and presented here as innovation. ODSC stated resources
were for those who “truly” needed it; providing evidence of a moralising discourse in
LTLG around a worthy/unworthy PGLAD. This is called ‘dichotomisation’, a
systematic practice employed to divide groups in the service of political agendas
(Herman & Chomsky, 2008). Romano (2017) spoke of these binaries as an attempt
to aid those in need whilst limiting regard only to those who met social expectations
of deservedness or merit. Thus, we have found evidence of stigma power (Link &
Phelan, 2014) as values of resilience and self-help are presented as a virtue to help
PGLAD keep “independent and well outside” statutory services. ‘Well’ was a notable
emphasis as it presents ‘outside’ as a desirable state of being. Yet we know from
Section 4.1.1 it is a big step for PGLAD to reconcile stigma to seek help, thus are
unlikely to see the provision of help as aversive. Further evidence of doublespeak
was seen in reframing cuts as opportunities by the claim not funding dementia cafés

helped the dementia cafés to be more responsive to local needs.

Actions that arose from the ODSC included a commitment to upgrade their digital
information and in light of the knowledge gap (Section 4.1.2) was a positive as it
would enhance accessibility for people less familiar with technology. This is helpful if
supplemented by ODSC’s commitment to adopt the co-researcher’s suggestion of

using the LTLG magazine to communicate support and services for PGLAD.

There did appear to be acceptance of issues raised by co-researchers as the ODSC
reported their Living Well with Dementia Strategy 2018-2023 had an agreed action
plan with actions that targeted concerns raised in the letter. As the issues were

known, and it is near 2023, it raises a question as to how success is evaluated.
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4.2.1.2. Upper Tier Local Government (UTLG)
Despite no response from the directly elected member, the dementia lead (DL) and

chair of the healthcare committee (CHC) demonstrated co-researchers were heard
and the value of participatory approaches to research. This was seen in DL'’s view of
the letter as powerful and thought-provoking with extra weight as written from the
perspectives of PGLAD, and is in support of Littlechild et al., (2015) in Section 1.4.3.
Further, the report from CHC this was a reminder of the “real, lived experiences” of
PGLAD undelivered by research or statistics, offers a critique of traditional science.
As if objectification (e.g. Kitwood & Brooker, 2019) in methodology affects the ability
of policymakers to hold PGLAD in mind about issues that directly affect them, then it
might cause reflection for the research community on their axiology.

From the UTLG results, we found evidence to compliment Cuddy et al., (2007) of the
Stereotype Content Model (SCM; Fiske et al, 2002) in Section 1.3.2, on how
emotional responses to groups shape behaviour tendencies. We have a varied
range of emotions, with CHC reporting to be moved and upset from the power of
hearing voices that are often marginalised or spoken on behalf of. This evoked what
Cuddy et al., (2007) called active facilitation tendencies, or actions in the form of
personal resolve to advocate for PGLAD, and to amplify their voices. For DL,
feelings of frustration, sadness and anger from negative attitudes towards PGLAD
raised in the collective letter led to active facilitation actions. This included a
determination to build on their work for PGLAD, awareness raising (including a
pledge to disseminate this research), training and policy initiatives across UTLG.

Enhanced motivation from hearing PGLAD may be positive in a setting with a
struggling workforce (LGA, 2022b), as intrinsic motivation is negatively correlated to
strain outcomes from work-stressors that can cause burnout (Rubino et al., 2009).
Further, motivation guides the direction, intensity and persistence of performance
(Fischer et al., 2019), which as DL and CHC are opinion leaders due to positions of
structural power, might suggest some support for a-hierarchical influence in 1.3.3.1.
Yet co-researchers were aligned to a university with a position of societal influence,

S0 a question arises if self-organising groups might be received to the same degree?
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The direct action achieved organisational change (e.g. Figure 8; Heijnders & Van
Der Meij, 2006) such as CHC recognition assessment and support was something
they “must address” and continued advocacy for PGLAD at the health committee,
which means the voices of co-researchers will continue to influence others at UTLG.
Other structural level change included a commitment to ensure PGLAD are involved
in policy development. Consultation with PGLAD on regional infrastructure changes
and “ensuring voices of PGLAD were at the forefront” of future dementia policies,
with a pledge to approach PGLAD in advance of future work offers hope for change.
Whilst it is not possible to know if this will be realised, an inclusive host is considered
a first step in the creation and actualisation of partnerships for change (Nelson &
Prilleltensky, 2010b, p. 218). This highlights a snowball effect, whereby participation

of PGLAD in research has encouraged power-holders to ensure more opportunities.

4.2.1.3. Charities
As the letter was returned to the community through local charities, we observed the
cascade model of dissemination in action (e.g. McDevitt, 1998) as it was requested
to be shared with housing associations, serve as a focus for a PABDL group and
influence work on a “manifesto for change” being developed with PGLAD. Likelihood
of dissemination may have benefited from the positive feedback given to the charity

lead that as well as moving, the letter was “straight to the point and easy to read”

In Section 4.2.1.2 we saw how emotional responses to groups shaped behaviour
and, in this case, intra-interpersonal actions, and organisational level responses.
Feelings of anger and sadness influenced facilitative tendencies such as personal
resolutions to “never forget lived experience”, the importance of “being human”, a
“right to information”, and professional actions. This included advocacy and actions

to approach funders, commissioners and communities about issues raised.

Of the national charities contacted, there were responses, although none responded
directly to the questions raised in the CL. However, information provided by AS on
their research programme did include issues identified in the CL which may provide
evidence of communication barriers between this charity and the people they serve.
This disconnect has been said to occur due to the concentration of resources large
charities command which may be to the detriment of the responsivity and quality of
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support offered by small charities (Mohan & Breeze, 2016). DEEP however, acted to
disseminate the collective letter further through their own network.

4.21.4. Non-responders

Whilst no response from government, media or international organisations, who
might be considered too big/busy to make contact, the NHS response was curious.
The management forced retraction in the local dementia service raised questions
about how power is situated and their relationship with service-users. Since the NHS
is inherently medically orientated, it is possible we touched upon a manner of
engaging with PGLAD as reported at the individual level in Section 1.2.1. On an
institutional level, Menzies (1960) might lead us to ask if this was a type of
depersonalisation and detachment from anxiety-provoking situations that may be
evoked from the relationship of the staff to people who access their service. As if we
recall Littlechild et al., (2015), it might be leadership felt discomfort from otherwise
having “nowhere to hide” (p.26) from the issues raised. As per Kara (2015), | found
some discomfort was reciprocal in liaising with power-holders who may have

perceived a challenge to their authority so did not wish to engage authentically.

Lack of response from trust governors is problematic for the NHS as they are direct
representatives of local communities (Monitor, 2013). As we can see from Figure 16,
their role is to listen to the public and act to review services by challenging and
questioning the directors to ensure the trust is running effectively (Governwell, 2013).
In both instances, we have epistemic injustice as PGLAD were not heard by active
choices locally and potentially by omission in higher governance. This is a barrier to
accountability for issues faced by PGLAD and a Human Rights issue (Young et al.,
2019) as co-researchers have found the NHS not acting compatibly with legal duties.

NHS foundation trust board (a unitary board) NHS

foundation

Answers to

)

Holds to account

Figure 16: Accountability in NHS Foundation Trusts (Monitor, 2013, p.10).
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4.2.2. Authenticity of Participation (AVS)
Authenticity of participation (Magnusson et al., 2001) is considered in Figure 18

on the next page. The results indicate strong authenticity of participation in each

domain up to the product, which was the collective letter.

Concept Planning Process Product
Equal Written information for | Methodology a CL format was co-
Access recruitment was ‘custom job” (Kidd & | created from a

provided in different
formats (talk and

graphic posters).

Use of Processural
Consent Model
(Hughes & Castro
Romero, 2015) helped
include people with a
range of abilities,
including co-
researchers who may
have been excluded
from other research due
to ‘late stage dementia’.

Anti-hierarchical
research stance to
move away from social
relationships of power
over in the context of
researcher-participant
but to power together,
or amongst as co-

researchers.

Kral, 2005, p. 187)
which enabled
adaptation according
to individual needs
and ethos of agency
(Bates, 2018). E.g.
Flexibility of research
design enabled
change from creative
format to discussion
groups to
accommodate motor

differences.

Telephone as a
change from face-to-
face, accommodated
the risk to health from
contact in the

pandemic.

horizontalist stance
(Bray, 2018) that
enabled multiple
viewpoints to be
present. The
knowledge and sense
made of it was co-

created.

Transcripts were gone
through in telephone
calls and
supplemented with
written information to
share with co-
researchers who
requested it to ensure
stories were accessible

for reflection.
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Enhanced

Aims and research

Range of

Critical awareness of

Awareness | questions offered space | methodological tools | issues that affect self is
of Self to develop an such as Tree of Life, | evidenced through the
understanding of selves | Discussion Groups PAR process that led
and guide action. and use of PNI to direct action and
facilitated awareness | new insights into the
of selves and PGLAD | situation of PGLAD.
as a group through
discussions.
Enhanced Ethical considerations Co-researchers Co-researchers made
Awareness | around confidentiality shared stories around | sense of the gathered
of Others and anonymity. topics of concern for | stories, which were

PGLAD. This gave
space for a range of
awareness of various
perspectives to be

developed.

then returned to the
community in a

collective letter.

Encouraging
Action

Project set up with a
research methodology
with an explicit

orientation of action.

Human Rights underpin
project intrinsic to which
was an aim to empower
co-researchers to claim
rights and hold
organisations to
account (Greenhill &
Golding, 2018).

Project enacted
critical consciousness
(e.g. Watts et al.,
2011) as the process
first facilitated space
to reflect on issues
that affected self and
others. Next, co-
researchers made
sense of this and
considered they
means they had as a
group to effect
political or social
change.

Co-researchers took
direct action and
elevated the voices of
PGLAD to direct those
who held systemic
power how to act to
resolve issues that
arose that impacted on
wellbeing (e.g. Bartlett
& O’Connor, 2010).
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Enabling

Action

Research methodology,
co-researchers lived
experience and author’s
knowledge of research,
support of a research
supervisor, academic
institution and NHS as

resources and means.

Knowledge
production as an
action in itself
(O’Sullivan &
Hocking, 2013) for
PGLAD whose voices
are marginalized from
research and

academia.

Co-researchers direct
action took the form of
a collective letter as a
tool to effect political
and social change. As
a result, steps were
pledged by recipients
to changes things
within their power,
including policies or
practices that were

seen as unjust.

Figure 17: AVS Model matrix evaluation (as per Brown Wilson and Clisse, 2011).

4.2.3. Human Rights

In Figure 18 (below) is an evaluation of the research from a Human Rights Based

Approach with evidence of good concordance with PANEL principles.

Principles

Evidence

Participation

Project involved seldom heard group, marginalised on the grounds of
intersections of disability and age, which are protected characteristics.
Meaningful consideration was given to issues of accessibility, including
access to information as part of project planning to ensure PGLAD
were free to make an informed choice around participation. Rights to
participation were protected as part of the ethical considerations of the
research with the Processural Consent Model (Hughes & Castro
Romero, 2015). Authenticity of participation was assessed in Section
4.2.2., which demonstrates equality of access was considered through
the planning, process and products of the research. Participation was
encouraged through collaboration with PGLAD as co-researchers.

Accountability

Information was provided to highlight accountability procedures for
completing the research and how to raise concerns through my
research supervisor or the institution. Research involved developing
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awareness of raised of issues that influence rights, with action taken to

hold those with legal duties or practical responsibilities accountable.

Non-discrimination | Needs of co-researchers with protected characteristics due to age and
& equality. disability were considered in the planning and process of research.
Epistemological Anarchism meant differences of epistemology could be
held in the framework as were working towards a shared goal.
Research aims included the identification of issues that emerged from
dementia as a protected characteristic and affected wellbeing. An
outcome of the study included awareness raising around issues that
may constitute discrimination and a demand they be remedied.

Empowerment Research Methodology involved building the capacity of rights holders
to claim their rights through reflecting on issues that affected rights,
then action taken to claim them. The means for this was a letter that

involved awareness raising and advocating for policy changes.

Legality of rights Within Section 1.4 of this report, relevant human rights standards are
identified that underpin the foundations of this research. Moreover, the

application of this is specified with mechanisms for claiming rights.

Figure 18: HRBA Evaluation through PANEL Principles (BIHR, 2014)

4.3. Critical Review

This section will critically review this project through each research stage to identify
considerations for future PAR projects.

4.3.1. Planning
PAR differs from traditional research in emphasising meaningful participation

(Froggatt & Hockley, 2011), yet Frideres (1992) challenged the authenticity of this if
the ability of lay people to carry out ‘scientific research’ was not addressed. Part of
this relates to the complexity of academic language, which Lather (1996, p. 526)
highlighted as a barrier to both praxis and the dissemination of ideas. She thought
this served to reinforce authority and legitimise the exclusion of those who did not
understand and risked being “masturbatory activity aimed at a privileged few” (p.

528). This is not to reject all authority as Bakunin (1871) observed, “In the matter of
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boots, | refer to the authority of the bootmaker...”, but he would not let them
impose their authority upon him. Instead, he said to listen freely, with the respect the
person merited, whilst reserving a right to criticism, censure and consult multiple
others. Increasing the accessibility of research and providing a context where co-
researchers could listen freely with a right to dissent intact were key considerations
in planning. For example, the infographics in Appendix E and F, and a presentation
about different types of research. Consequently, this project sought to evaluate

participation in Section 4.2.2 and showed good evidence for authentic involvement.

Yet, there might be barriers to participation arising from the recruitment process. For
example, a gate-keeper mediated access to people affected by dementia labels
(PABDL) meaning inclusion or exclusion, was determined by an individual’s choice
to attend a particular charity-run group. If stigma contributes to social exclusion, then
insights of PABDL who do not access community resources would benefit from
participation. There may also be a self-selection bias (Olsen, 2008), as those who
chose to participate may have beliefs that aligned with research aims, yet were not
representative of the broader communities of PABDL. This project aspired to flatten
hierarchy through PAR rooted in a community that | belonged to and as someone
with lived experience of a family member affected by dementia labels, a ‘shared
struggle’ (Kidd & Kral, 2005). However, these risked issues being identified only
specific to a small geographic area, and broader knowledge might be obtained with
co-researchers across a larger region. This locality has high levels of ethnic diversity,
and this was reflected in the initial large group, but diversity could have been
enhanced from small group discussions. Whilst not possible due to the academic
constraints, it might be as someone white, Cornish and male, being joined by a co-
facilitator of different contexts may have encouraged wider participation, and
enhanced project capacity. Inclusion could also be enhanced with funding for
interpreters so PGLAD without English as first language are included, as reversion to
primary languages can occur in the context of dementia (Alzheimer's Society, 2019).

38 Continued: “...concerning houses, canals, or railroads, | consult that of the architect or the
engineer. For such or such special knowledge, | apply to such or such a savant”. Bakunin (1871) was
conscious that no universal person was capable of grasping “all that wealth of detail, without which

the application of science to life is impossible, all the sciences, all the branches of social life”.
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A planning concern was if marginalised voices might be undermined by non-
adherence to standardised approaches, despite methods formed to the problem, as
per the intentionality of PAR. For example, Frideres (1992) argued the basis is of
scientific knowledge is the establishment of laws which can be subject to scrutiny
and tested. Whereas PAR, PNI and theoretical underpinnings employed by this
study®® could be said to resist prescription and as such pose evaluative risks.
Indeed, action research has been critiqued on methodical and theoretical grounds
since 1957 (McTaggart, 1994, p. 322) yet is ‘yma o dyd*”. Frideres (1992, p. 9)
argued that the process of acquiring knowledge required “synthesis, systemisation
and accumulation”, and an anti-theoretical stance was “doomed to failure” if it was
unable to generalise knowledge away from the uniqueness of individual contexts.
The planning drew upon the longstanding history of action research to remedy this
through incorporation of a transparent evaluation criteria that is open to scrutiny.
Further a literature review laid the groundwork for developing theory as per Frideres

(1992)’s “goal of science” with implications of this project considered in Section 4.4.

4.3.2. Process
PAR enabled adaptation to issues as they arose because rather than a methodology
per se, it is a macro context that facilitated responsivity to dynamic changes (Kidd &
Kral, 2005). Yet a project with this level of uncertainty is limited by resources of time
and knowledge available to the facilitator. Adaption touches upon issues related to
research paradigm that emphasise a non-hierarchical structure. Yet, power
imbalances are unavoidable given a role distinct to other co-researchers as the
facilitator. For example, my clinical skills helped me to adopt a ‘one-down position’
(Jankowski, 1998) to try and remove myself from a position of expertise, but acts of
managing time or balancing opportunities for different speakers, particularly those
with communication difficulties placed this at risk.

Although the notion of a ‘Tree of Life’ (TOL) used as a method is not culture-bound
as it is an ontological device that transcends historical frameworks, there is a

question, given its origins as a community psychology intervention within Africa,

39 Epistemological Anarchism and Methodological Pluralism.
40 ‘Still here’ as they say in Cymru*®
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whether it should form part of the cannon of a professionalised industry in Europe.
Particularly given a history within clinical psychology of appropriation and
commodification of knowledge from communities, including the East, such as
mindfulness derived from Buddhist traditions (Mehta & Talwar, 2022). This touches
upon a societal discourse around cultural appropriation vs cultural appreciation,
which questions power relations and ethics of sharing ideas between cultures.
Cattien and Stopford (2022) argue that this is a false dichotomy as appreciation and
appropriation co-occur and what is ultimately important is a critical attitude to
ourselves and our socio-historical and cultural relations to phenomena or products.
One anarchist view*! would reject this proposition entirely as Tucker (1899)
highlighted that unlike property, with state protections that arose due to scarcity,
ideas are not subject to the same rules as they can be used by an “unlimited number
of individuals... to an unlimited extent and in an unlimited number of places™.
Caution should be applied around premises of appropriation as it may paradoxically
serve to perpetuate socio-historical power relations between Europe and Africa, in
that paternalism*® may undermine the dignity and autonomy of African practitioners
In the case of TOL, it was successfully propagated by Ncazelo Ncube, through

facilitating training and conferences worldwide without barriers such as copyright.

41 Touched upon in the footnotes of Section 1.2.4

42 We can see this dispersal of ideas from the history of TOL intervention itself. Ncazelo Ncube
(2006), a child psychologist from Zimbabwe who is the author that popularised this approach,
reported that she was introduced to TOL by a “colleague and friend called Jonathan Brakarsh” (p. 6),
who is also a psychologist from Zimbabwe. Ncube (2006, p. 8) reported that in 2003 she introduced
this to children affected by HIV/AIDS in Eastern and Southern Africa and in 2005. a team from the
Dulwich Centre (Michael White, Cheryl White, Shona Russell and David Denborough) witnessed and
appreciated the work, which led to a collaboration to develop this further. Denborough (2008, p. 72)
reported this originated from Sally Timmel and Anne Hope (1984) as the ‘Tree of Hope’ who, in turn,
had derived inspiration from Paulo Freire.

43 Koot (2020, p. 3) offered a definition of ‘paternalism’ as “thinking or behaviour by people in authority
that results in them making decisions for other people... that prevent them taking control of their own
lives”. They saw this as typical of colonial relations and an unequal power balance that perpetuated
dependency and reinforced a belief in white supremacy. Koot (2020, p. 12) reported that paternalism
posed a barrier to development and empowerment as it perpetuated a form of top-down thinking that
displayed notions of ‘participation’, ‘community-based’ intervention and ‘bottom-up’ thinking as nothing

but a type of rhetoric.
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The critique above relates in part to a limited and unidirectional notion of power
which we might also consider in the context of TOL as my academic status may
have meant that | held inaccessible research knowledge. However, power is multi-
faceted, and age differentials and experience are areas co-researchers held status.
As Bakunin (1871) said “there is no fixed and constant authority, but a continual
exchange of mutual, temporary, and, above all, voluntary authority and
subordination”. Thus, a de-centred approach, checking in and listening when motor
ability was raised as an issue was an example of an activity that could ameliorate
this to enable research progression. Nonetheless, Kidd and Kral (2005) saw
differences in role as a strength, as they believed it was a facilitator’'s knowledge
combined with the co-researchers that helped understand and change systems.

Constraints from my academic context meant it was not possible for the involvement
of co-researchers in further analysis, discussion or write-up. This lack of participation
was a key weakness that would benefit from being rectified if this research is

disseminated to journals and mitigated in future PAR projects.

4.3.3. Product
Political instability from the pandemic impacted upon the planning schedules, and
choices available for action. One co-researcher wanted to “march upon Downing
Street” but was restricted by government rules that limited movement. Another co-
researcher wished to write articles for a magazine but was unfortunately affected by
a sudden deterioration of health which made this no longer possible. A letter as a
tool of direct action is an established stigma reduction strategy (Section 1.4.3);
however, as a form of communication typified by distance it may have provided an
opportunity for recipients to avoid a response. It might be letters supplemented by
personal visits increase the likelihood of response so there is truly “nowhere to hide”.

Lack of physical contact previously possible within the community group also posed
a barrier for the large group to step in and out as co-researchers as per the
Processual Consent Model (Castro Romeo, 2015). Further, the telephone negatively
affected participation as it was a barrier to participation for co-researchers who did
not wish to be communicated by this method or struggled in their ability to do so.
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4.4. Concluding reflections and implications

Now concluding thoughts and the implications at individual, social and structural

levels that were adopted as a framework earlier in this project.

4.4.1. Individual
The context of the individual and their ability is claimed as a reason why PGLAD are
excluded from research, but this left silent the role of other individuals; researchers,
who may have struggled to adapt research methods. Yet, an outcome of this project
is that PAR has been shown to accommodate individual differences and enable
adaptation to societal changes experienced in a pandemic, which has implications
for the veracity of reasons given for non-participation of PGLAD in future research.

Anarchism was shown as complimentary to PAR thanks to an epistemology that
supported the most apt method to solve a problem, even if not facilitator preference.
For example, co-researchers were offered a choice of quantitative or qualitative
methods, and we would have run with either irrespective of my individual strengths.
What was not anticipated is the preparation that went into being able to facilitate the
initial method affected how | felt when requested by co-researchers to change tact.

| noticed disappointment in not being able to see it through, which left me curious if
this might relate to internalisation of conflicting cultural beliefs in clinical psychology.
For example, values of perfectionism, which are at unhealthy levels in Trainee
Clinical Psychologists compared to the general population (Patel, 2020). Thus, | may
have happened upon possible insight into a potential motivator for PAR governance
breaches (Kesby et al., 2007, p.21) detailed in Section 2.3.1. Particularly as a sense
of security does come from research rules, so deviation can elicit discomfort from
academic guilt and emotional effects of PAR with a desire to help (Klocker, 2015).
Klocker (2015) stated this is because there is no pretence in PAR of being objective
or neutral so there will be emotional connection surfacing from shared endeavour.
After all, with science comes an appreciation most attempts to generate knowledge
will not succeed (Section 2.4), and as a Trainee Clinical Psychologist not only is
career progression at risk, but a personal connection built with co-researchers who
were candid sharing stories with emotional implications (Carr, 2007; Faulkner &
Thomson 2021) so there is a need for it to succeed (Klocker, 2015). Where security
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was reduced by methodology, it was, however, to be found within axiology. Here the
anarchist insights of anti-hierarchy, agency and freedom with a desire for this project
to reflect future aspirations for how research should be (prefiguration) underpinning

human rights values were protective factors to maintain high academic standards.

To surmise, this study found perceived barriers to participation in research for
PGLAD could be overcome by a flexible methodological approach to research like
PAR. In doing so, it demonstrated the utility of anarchism as a conceptual approach
that compliments a Human Rights Based Approach to research of power dynamics.

4.4.2. Social
From direct action, responses included a view voices of PGLAD carried additional
“‘weight” and authenticity rare in research, which have implications at the social level.
‘Weight' is defined as “respect, influence, trust or importance” (Cambridge University
Press, 2022b), and contrary to beliefs of stigmatised groups as “bad, dangerous or
weak” (Goffman, 1963), and negative stereotypes of age and disability as low
competence (reported by SCM** in Section 1.3.2). Indeed, this perception of
competence occurred with warm emotions stemming from compassion, and as
previously discussed elicited active facilitation behaviours, as per the SCM. Curious
were facilitation tendencies arising from sadness, which might be considered a way
to alleviate personal discomfort from a situation, perhaps where they have influence.
Sadness occurred with anger, so given an urge to act, it could be righteous
anger/protest as detailed in FINIS (Figure 3; Pescosolido et al., 2008) and a social
response to structural stigma. Emotions are known to be central to PAR as they
motivate a researcher to act in response to injustices (Klocker, 2015), so it is
noteworthy from this project we have examples of emotions elicited in response to
PAR which has motivated powerholders to act. Consequently, this research has
shown not only the potential of PAR as a tool to challenge stigma by foregrounding
PGLAD away from negative stereotypes that defined them but also the power of
critical consciousness (Watts et al., 2011) to influence others to act alongside them.

44 The Stereotype Content Model (SCM; Fiske et al., 2002)
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4.4.3. Structural
This project applied a policy initiative from the United Nations and endorsed by the
British Psychological Society (2017) to redistribute power in clinical and research
settings to effect change in public policy settings as an act to defend human rights.
PAR enabled the authentic participation of PGLAD with a range of abilities in
research which delivered a community-level intervention that achieved social and

political change at a structural level, despite a pandemic as a barrier to participation.

Part of the aim, if we recall in Section 1.2, was to expose the values or political
ideology that can often be unspoken, but retain power (Alderson, 1998). From this
regard, it was revealing to see how embedded cultural beliefs and political ideology
are into the structural of our society. For example, neoliberal ideas of self-sufficiency
and discourse of worthy/unworthy PGLAD implicit to the local government approach.
The reframe of the effects of austerity which cut service provision across the country
into an aspirational state of being, showed the seep into collective consciousness.
This touched upon the revulsion towards welfare usage described by Pinker
(1970/2017), and as these views came from a welfare provider, points to cognitive
dissonance when using stigma as an administrative tool to manage resources.
Nonetheless, they were receptive to acting where they perceived it to be within their
ability to change, which provided support to an insight from the Managerial Model of
compliance described in 1.4.2. This model suggested human rights breaches were
not necessarily deliberate and could be remedied through conscious raising on gaps.
This evidences Kitwood and Bredin (1992) point in 1.2.3 that transition to a rights-
based culture can be a symbiosis of bottom-up and top-down processes, as it took
PABDL as a community, to encourage those in power to make top down change. If
we consider this research in the context of Heijnders and Van Der Meij (2006)’s

stigma intervention strategies (Figure 19) we have witnessed more of a synergism*.

4 “The combined power of a group of things when they are working together, that is greater than the

total power achieved by each working separately” (Cambridge University Press, 2022d).
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Figure 19: Synergism of Stigma Reduction Strategies (Heijnders & Van Der Meij, 2006)

If we recall research aims in 1.6.1, one was to answer challenge set by government
(DOH, 2015) for the NHS to provide chances for PGLAD to participate in research.
This was a policy intervention at the structural level that led to an intrapersonal
intervention related to empowerment and advocacy within a local community group.
At this point, there was a cycle between community and institutional level change
occurring as direct action took the form of education, contact, advocacy and protest
and this led to pledges of actions around policy. However, a question does arise
whether or not these changes will be implemented without further organised scrutiny.
The rarity of the insight into experiences of PGLAD was recognised by those in
power who reported it motivated them to ensure PGLAD’s voices are heard when
developing policy that affects the lives of PGLAD across a large region. Yet, the
nature of something ‘rare’ is that it is scarce, so where will motivations be derived?
This highlights the ongoing utility of enacting critical consciousness (Freire, 1970;
Watts et al., 2011) in research, and its potential as a synergistic stigma intervention.
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4.5. Concluding Remarks and Recommendations

“No barriers whatever to human progression, to thought or investigation are placed
by anarchism; nothing is considered so true or so certain, that future societies may
not prove it false... other schools of thought are composed of crystallized ideas... too
sacred to be disturbed by close investigation... lest some pet idea melt info myth...
But anarchism is the usher of science, the master of ceremonies to all forms of truth”
(Parsons*, 1905/2010).
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Figure 20: Physical Barriers of the University of East London, Stratford Campus.

The University of East London (UEL), from which this research is based, occupies a
campus with a building given to the people by John Passmore-Edwards (1823-
1911). Passmore-Edwards was a Cornishman of working-class origin and poverty
who came to wealth through newspaper ownership which he gave away in the
service of removing barriers to education for the working-classes (Baynes, 1995). As
| passed physical barriers to education at UEL (Figure 20), | wondered what
Passmore-Edwards would say about clinical psychology; a profession with barriers
to access for working-classes (Goddard et al., 2021), racialised minorities (Newnes,
2020, p.10) and men (Himmerich, 2019). Newnes (2021, p. 10) suggested that
clinical psychology might be just “for white middle-class professionals to be delivered
by white middle-class professionals”. Yet as a Cornishman of working-class origin
from a community rendered underclass by a national context that led to the
conditions which placed us under greater surveillance from the psy-industry (e.g.

46 Lucy Parsons (1853-1942): one of the most influential anarchist leaders in USA, of working-class

origin and a racialised minority commended for her work on gender and racial unity (Williams, 2007).
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Newnes, 2016) than in prosperous areas, | am conscious of these biases. Since, as
outlined by Newnes (2016, p. 144), surveillance from middle classes to those
‘othered’ is often “in absence of this gaze having positive results for the population
observed”. Newnes (2021, p. 11) stated this was because clinical psychology sunk
‘under the weight of modern scientism, a culture grounded in culturally specific
dinosaurs”, which perhaps led us to this situation where little is known about the
experiences of marginalised people like PGLAD, who we hope to serve. Indeed,
Patel (2003, p. 26) contended psychology in the west is “unquestionably culture-
bound” and its assumptions of universality obscure individual differences. Worse,
sometimes individual differences are positioned as antithetical to equality, yet this
denies how difference has contributed towards ideas of equality (Rioux, 2003, p.
309). This is why | believe the anarchist insight as reflected in the opening quote
does, as argued by Ramnath (2011, p. 16), enable us to prefigurate the conditions of

emancipation, whilst embracing pluralism, with clinical psychology as our praxis.

My co-researchers were clear in their demands of scientists and researchers that
they wanted more of a focus on living well; should it need academia to validate this?
For Maslow (1958a, p. 3), this was the mission of the psychologist; to be “an arm of
the human race, a help to them...” not playing “games in the corner of a laboratory”.
An idea that has perhaps come around again as BPS (2021) proposed a new job of
a neighbourhood psychologist to build on communities’ assets and strengths, whilst
ensuring their practice is firmly rooted in local experiences and needs. As we know
to ‘live well’ is idiosyncratic, Maslow (1958b, p. 5) identified this and criticised a
preoccupation with the “generalised man”, asserting the special task of psychology
was to do what no other science has, set about studying uniqueness. This is why
future research might also benefit from anarchism for axiology; as Ramnath (2011, p.
16) pointed out, what distinguishes it from other ideologies is that “limitless variation
is possible amongst divergent visions of an idealised future”. She saw “even in the
midst of a struggle, the visions can’t be postponed, since the route we choose
determines where we end up”, as highlighted by the effect of the different values that

underpinned understandings of dementia labels in Section 1.2.

To further this research, clinical psychology needs to continue to offer opportunities

for marginalised people to generate knowledge that is meaningful to their lived
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experiences, platforming their voices in academia and laying a foundation for
evidence required to take practical steps towards social change. To ensure the
integrity of this, we would benefit from greater study on authenticity of participation,
but alongside the authenticity of action. As whilst we had a tool to measure
participation (Magnusson et al., 2001), we are lacking that for action, as although
pledges of action were received how can we be sure they are delivered? This might
necessitate funding being allocated for longitudinal PAR studies, or trainee clinical
psychologists being given the opportunity to step into established PAR groups to
further the objectives of co-researchers, as a thesis project. BPS (2021) argued PAR
could be core to the role of their proposed neighbourhood psychologists, and
perhaps this might provide the appropriate opportunities for this work to be done.

Additional issues are that we need further analysis of power to better understand
ableist power relations maintained by state and the economy, and to explore more
about centres of resistance by marginalised people. Research could undoubtedly be
enhanced by knowing more about the politics of everyday life for PGLAD and to
consider how these issues interact in an intersectional framework. Finally, axiology
should receive more study as to its history, uses or influences in clinical psychology,
as we seek out how to push academia towards the challenges of everyday life.

“Anarchism was born among the people; in the struggles of real life, and not in the
philosopher’s studio... it will continue to be full of life and creative power only as long
as it remains a thing of the people” — (Kropotkin*’, 1903/2012).

47 Peter Kropotkin (1842-1921) was considered a lead theorist of anarchism, and a founder of
anarchist movements in England, Russia and a lesser extent France (Avrich & Miller, 2022).
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APPENDICES

Appendix A: Evolution of Dementia Labels

Brands of diagnostic manual have had multiple editions which allow us to notice
changes in the medical perception of dementia over time. If we take DSM as an
example, we can see how an Organic Brain Syndrome (OBS) characterised by a
chronicity and irreversibility was revised into dementia as a concept in DSM-II by the
1980s following a dispute OBS as a construct (Boller and Forbes, 1998). By DSM-IV
dementia was listed as a memory impairment accompanied by an aphasia
(language), apraxia (coordination), agnosia (sensory processing) or executive
functioning (like memory, attention or behaviour) condition that led to a significant
decline in occupational or social functioning from previous ability. We reach DSM-V
to note a label change to “Neurocognitive Disorder (NCD)” with criteria for a ‘major
NCD'’ evidence of significant cognitive decline from a previous level of ability in one
or more cognitive domains. DSM-V now drew upon neuropsychology in their
construct, rather than diagnoses in their own right (such as aphasia in DSM-IV) and
focused on domains of learning and memory, language, executive function,
attention, perceptual-motor and social cognition. A diagnosis of Major NCD is given if
decline has led to interference in everyday activity. Incidences that do not meet
threshold meeting the new criteria for a new diagnosis of mild NCD, indicating
introduction of dementia as a spectrum. This change led to concerns raised around
the application of NCD to specific medical labels that have come under the dementia
umbrella such as Alzheimer’s, Parkinson’s, or Huntingdon’s that might have features
which vary on the continuum of mild to major (Simpson, 2014). On the other hand,
(Jewell, 2019)) reported evidence too much of a distinction may have been made
between elders labelled, and those undiagnosed.

Appendix B: Models of Media

The Hypodermic Needle Model (HNM) of media evolved in the 1920s/1930s from the
observation industrialisation had left people detached from a network of stable social
relations and, so it was believed, removed from the inherited cultural values

reflective of their rural communities. As a result, people were perceived

128



as ‘susceptible and defenceless’ to ‘manipulation and brainwashing’ from an ‘all-
powerful’ media (Bineham 1988, Curran, et al., 1982). It was thought the media
fired ‘word bullets’ into ‘inert and passive victims’ (Curran et al., 1982), indicating a

strong belief in the power of the media over the unconscious.

The paradigm shifted in the 1960’s with a reversal in power relations to a view media
was manipulated by people, so it held limited influence (Curran, et al., 1982). This
shift called a Limited Effect Model (LEM), was attributed by Bineham (1988) to Katz
and Lazarsfeld (1955)’s contention that individual differences in character, values, or
subculture affected the media’s power to influence us. Katz and Lazarsfeld (1955)
proposed these differences might modify or distort the reception of media messages.
Klapper (1960) advanced this by identifying three mechanisms that enable us to
manipulate the media; selective exposure, selective perception, and selective
retention. The first, selective exposure is an appreciation people choose media
based upon their interests, attitudes and social norms, leading to conscious or
unconscious avoidance of content, not in keeping with idiosyncrasies. On selective
perception, Klapper (1960) reported that even if media was incongruent with our
beliefs, classic psychological studies of conformity (Sherif, 1935; Asch, 1951) are
considered to hold today (Abrams & Levine, 2012; Mallinson & Hatemi, 2018)
indicated habits and social or physical reward mediated perception.

Interestingly, an Asch (1951) replication study by Lalancette and Standing (1990),
which failed to reproduce the ‘Asch Effect’; where expression of beliefs was found to
be influenced by social responses, is also supportive of Klapper (1960) and Katz and
Lazarsfeld (1955). Due to an awareness of other successful replication studies, they
declined to reject the Asch Effect but proposed their failure was evidence conformity
(as an effect of influence) was not a universal phenomenon. They, too, suggested
that the extent of influence was dependent upon dispositional factors, group
characteristics or cultural influences. This finding was supported by Usto, et al.,
(2019), who found that influence could be enhanced where the in-group was of the
majority. The final means Klapper (1960) identified was selective retention, a
tendency to recall information consistent with our beliefs. He recognised that this
was difficult to distinguish from selective perception, but they add to our
understanding as both are individual-level variables that mediate the media’s
influence (Stroud & Choi, 2017).
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Appendix C: Anarchism Deconstructed (Franks et al., 2018)

Please see following page for table.
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Concept

Definition

Anti-Hierarchy
(Amster, 2018)

A critical analysis of hegemonies surrounding governance, economics, social relations, knowledge production.

Movement from power over social relations to ones based on power with, together, in common, or amongst.

Prefiguration
(Franks, 2018)

Knowledge is created by practical activities, where objectives are identified and realized through social
practices which unify norms, organization and method to generate internal goods and shared external goods.

Freedom (Jun, 2018)

A condition marked by achievement of maximal human development or flourishing. Creation of the possible.

Agency (Bates, 2018)

The extent we are not subject to external forms of coercion, and the extent we can exercise our capacities.

Direct Action
(Ordonez, 2018)

Multiform and unbounded. It encompasses different actors and situations, where oppressed try to overturn

power relations. Ends and means are indistinguishable given the correspondence between goals and praxis.

Revolution
(Gordon, 2018)

Rapid social change, abolition of systemic inequalities, and transformation of social structures. To bring lived

experience of free association and mutual aid into conflict with logics of command at every feasible opportunity.

Horizontalism (Bray, 2018)

Directly democratic, popular mobilization. Culture of openness, rejection of dogma, normalisation of multiplicity.

Organisation (Mckay, 2018)

The product of an interaction between people, and it is how we associate that determines if we are free.

Micropolitics
(Portwood-Stacer, 2018)

Beliefs about how power should be distributed at the macro level, translated to action at a micro level. Violence

of power directed at and felt by the individual, so the individual is key originary point of resistance to power.

Economy (Shannon, 2018)

A hierarchical arrangement of property, by organized state violence, that reproduces unequal power dynamics.

Intersectional (Lazar, 2018)

Universal emancipation. Liberty dependent on freedom for all, from all forms of interlocking domination.

Reform (Williams, 2018).

To work with a range of opportunities, including political that includes persuading others change is necessary.

Work

How work defines our status as humans and shapes power relations (Chertkovskaya and Stoborod, 2018).

DIY (Jeppesen, 2018)

DIY rather than expecting the state or corporations to serve us. Counterhegemonic cultural practices.

Eco (Parsons, 2018)

Ecocentrism contends civilization is responsible for environmental degradation and human subjugation.

Table to show Core (C), Adjacent (A) and Peripheral (P) concepts to anarchism (Franks et. al., 2018)
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minor amendments to your ethics application are required)

ASSESSMENT OF RISK TO RESEACHER (for reviewer)

Has an adequate risk assessment been offered in the application form?
YES

Please request resubmission with an adequate risk assessment

If the proposed research could expose the researcher to any of kind of emotional, physical or
health and safety hazard? Please rate the degree of risk:

HIGH

Please do not approve a high risk application and refer to the Chair of Ethics. Travel to
countries/provinces/areas deemed to be high risk should not be permitted and an application
not approved on this basis. If unsure please refer to the Chair of Ethics.

MEDIUM (Please approve but with appropriate recommendations)

X | Low

Reviewer comments in relation to researcher risk (if any).

March 2017
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Reviewer (Typed name to act as signature): John Turner

Date: 24.09.2019

This reviewer has assessed the ethics application for the named research study on behalf of the
School of Psychology Research Ethics Committee

RESEARCHER PLEASE NOTE:

For the researcher and participants involved in the above named study to be covered by
UEL's Insurance, prior ethics approval from the School of Psychology (acting on behalf of the
UEL Research Ethics Committee), and confirmation from students where minor amendments
were required, must be obtained before any research takes place.

For a copy of UELs Personal Accident & Travel Insurance Policy, please see the
Ethics Folder in the Psychology Noticeboard

March 2017
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Appendix E: PAR Visual Infographic 1

Participation - Action - Research

eOe
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Appendix F: PAR Visual Infographic 2

Scientific Environment

A

Environment under study

Real Life

‘phenomena’

(orthings)
of interest

The difference

Traditional Research
Led by ‘experts’, seeking new knowledge.
Directed by researchers, professionals,
government, or other agencies.

Action Research
Led by people who become co-researchers,

developing knowledge on issues important to them.

Directed by taking actions to solve problems,
including redirecting researchers, professionals,
gevernment, or other agencies.

e ) Dialogue
& discussion

The information in this infographic is derived from a graphic in Ottosson (2003).
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Appendix G: Information Sheet and Consent Forms

] University of
¥, East London

PARTICIPANT INVITATION LETTER

Dementia and Human Rights: A Participatory Action Research

You are being invited to participate in a research study. Before you agree it is
important that you understand what your participation would involve. Please take
time to read the following information carefully.

Who am 1?

My name is Scott and | am co-ordinating the research in which you are being invited
to participate. | have been a carer and, since 2017, | am studying for a Professional
Doctorate in Clinical Psychology. As part of my studies we are given an opportunity
to contribute to knowledge in an area we are interested in and | would like to
promote and protect human rights of people affected by dementia labels, whether
they are accepting or rejecting of them.

What is the research?

Traditionally, research is done according to the agenda of organisations (top down)
and not to the agenda of people affected by dementia labels, their friends,
supporters or family (bottom up). | have chosen bottom up style of research, to work
with people affected by dementia labels to generate knowledge and seek to make
changes according to their priorities.

All participants would be considered 'co-researchers' and would have an equal say
on the entire project developed together. This is known as Participatory Action
Research and has a broad remit of Dementia and Human Rights, meaning we can
explore the issues that are most important to you. We will decide together what
actions can be taken to address what we have found.

The School of Psychology Research Ethics Committee has approved my research.
This means that my research follows the standard of research ethics set by the
British Psychological Society.

Why have you been asked to participate?
You have been invited to participate in my research as someone who is a member of
a local community organisation and may be affected by dementia in some way.

What will your participation involve?

If you agree to participate, you will be asked to become a co-researcher and be
involved in the planning and design of research with the aim to form a basis for
social action.
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| will bring my knowledge of research methods to share with co-researchers, and
together we can generate knowledge to ensure your issues and challenges are
heard.

| will not be able to pay you for participating in the research but your participation
would be very valuable in helping to develop knowledge and understanding of this
area. However, you can be co-author of any publications following on from this
research.

Your taking part will be safe and confidential
Your privacy and safety will be respected at all times. Information will be stored
securely for the period of time necessary for transcription and destroyed thereafter.

Co-researchers will not be identified by the data collected, on any written material
resulting from the data collected, or in any write up of the research, unless they
decide that they want to be.

You can choose to take a break or end your participation at any time.
Consent to participate will be continuously sought through the process.

What will happen to the information that you provide?
All the information you provide for the purposes of the study will be anonymised and
stored securely on password protected devices.

The results obtained from the research will be incorporated into a doctoral thesis that
will be submitted to the University of East London. The thesis may be published in an
academic journal in the future, however, any identifiable data about you will not be
included in any report or publication, unless you choose otherwise.

What if you want to withdraw?

You are free to withdraw from the research study at any time without explanation,
disadvantage or consequence. However, if you withdraw | would reserve the right to
use (anonymised) data once analysis has begun.

Contact Details
If you would like further information about my research or have any questions or
concerns, please do not hesitate to contact me.

Email: [Personal Email Redacted] Telephone: [Personal Number Redacted]

If you have any questions or concerns about how the research has been conducted
please contact the research supervisor Dr Maria Castro Romero,
m.castro@uel.ac.uk

or

the Chair of the School of Psychology Research Ethics Sub-committee: Dr Mary
Spiller, m.j.spiller@uel.ac.uk
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N4 Universityof
9’ East London

UNIVERSITY OF EAST LONDON

Consent to participate in a research study
Dementia and Human Rights: A Participatory Action Research

| have the read the information sheet relating to the above research study and have
been given a copy to keep. The nature and purposes of the research have been
explained to me, and | have had the opportunity to discuss the details and ask
questions about this information. | understand what is being proposed and the
process in which | will be involved have been explained to me.

| understand that my involvement in this study, and particular data from this
research, will remain strictly confidential. Only the researcher(s) involved in the study
will have access to identifying data. It has been explained to me what will happen
once the research study has been completed.

| hereby freely and fully consent to participate in the study that has been fully
explained to me. Having given this consent | understand that | have the right to take
a break or withdraw from the study at any time without disadvantage to myself and

without giving any reason. | also understand that should | withdraw, the researcher
reserves the right to use my anonymous data after analysis of the data has begun.

Participant’s Name (BLOCK CAPITALS)
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Appendix H: Processural Consent Model

1. Establishing basis for consent: staff at the recruitment sites identify people who
meet the inclusion criteria. For those who usually involve a carer, friend or relative in
their decision making, provide the carer with an information sheet and ask for written
or verbal indication as to whether they know of any reason why their relative would
object to, or be distressed by, being approached to discuss or participate in
research. Where no carer is usually involved in decision making with the PABDL,
researchers work with staff to understand the usual ways in which the person would
communicate consent or non-consent, and record evidence of such. Staff approach
potential participant and seek verbal consent for researchers to introduce
themselves and the research. If the above processes indicate that it is acceptable,
researchers meet each potential participant and invite them into initial conversation
about the research.

2. Initial consent conversation: an unhurried consent meeting between
researchers and potential participants. Share with each potential participant an
accessible illustrative information sheet (piloted with consultants). Explain
information verbally, and elicit consent to participation verbally and behaviourally,
reflexively checking understanding and consent. Researchers maintain field notes
and discuss observations with staff and carers to contribute to the information
available to aid the informed-consent process. (Note: this is an alternative to seeking
written consent, which in the context of dementia may create anxiety as when people
may remember signing an official form, but not recall why).

3. Ongoing consent monitoring: assessment of the individual’s choice to continue
participation. Includes the researchers’ monitoring of behaviour and verbal
utterances to assess frustration, tiredness, anxiety, etc., and asking both when these
cues indicate distress and, at regular intervals in the research encounter, whether
the individual continues to assent to participation and/or would like to reschedule.
Request consent to use the data collected for analysis and write-up on completion of
the interview. Participants, carers and staff provided with contact details for the
researchers for discussion or queries regarding participation.

4. Support: the process-consent method requires researchers’ critical reflection and
skills in their interactions with the person with dementia. In this research, this was
supported by the researchers’ clinical experience in a dementia context and
supervision.

Source: Hughes and Castro Romero (2015) adapted from Dewing (2007).
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Appendix I: Articles from Tree of Life Workshop




Appendix J: Extracts from SG

Within these extracts of verbatim quotations readability was enhanced by the use of
ellipses where quotes have been shortened, and information is provided in [square
brackets] to aid context as per Corden and Sainsbury (2006).

Extract 1
1: My wife has been suffering from Alzheimer’s for just over four years. She had a
bad turn last Monday, | took her to the GP (...) he sent a memo to the hospital
and | have to wait until June [Almost six months from time of SG] for her to have
that memory scan. Why does it take so long? | phoned my GP up this morning
and he said no it’s wrong. It should be a couple of days and he is looking into it. |
have had to fight since |, my wife was diagnosed. Well she hasn’t been completely
diagnosed ‘cause there has been two verdicts. Our first GP said: “You haven'’t got
Parkinson’s”. The second one done a lot of tests, she went to the hospital, they

done tests, they said: “yeah, she’s got Parkinson’s”.

Extract 2
2: Has she got Parkinson’s as well has she?
1: Yeah and Alzheimer’s
2: They often go together don’t they
1: Yeah, plus short-term memory loss and nothing. The only thing that has been
and gone is she has got to take the tablets and a patch on her back. But any time
| want support I've got to fight for it. They’re not knocking on my door saying: “Oh
we know about your wife’s condition and what can we do to help you?”
I’'m getting none of that, | have to, me and my son have to, like come and listen to
you [directed at the author] and find out things. I've got to do it all on my own, it’s

really wrong. | didn’t even know (...) that my wife could claim money (...).

Extract 3
2: It takes ages [for support]
1: It's just over 4 years since she got diagnosed, and every time I've had to take
my wife to the GP, [and] he (...) referred to the hospital, | have had to wait months

for the appointment.
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2: | was 8 years. If | had been straight away, it wouldn’t have been so bad.

1: It's like hitting your head against a brick wall. | have to keep fighting. Me and
my son have to keep fighting and going to tell them what’s wrong and I'm getting
no response.

2: | don’t think there is any point in going once you’'ve been diagnosed. | don't
think there is any point. You've been diagnosed, you have Alzheimer’s. bye-bye.
1: Yeah that’s the way | look at it. Society just doesn’t want to know.

2: I'm lucky that my family are very good and try to help me, my children.

1: Yeah, same as mine. My son and his wife and everybody. Luckily enough he

just lives down the road, so we’re in contact.

Extract 4
1: (...) I help my wife in a lot of ways where | help her with her memory. We play
music, think about things she likes to talk about, the past and everyone else and
what we did in the past.
2: Yeah, but your long-term memory stays with you, (...) it's what you did this
morning... or yesterday.
1: Yeah, | do that in the mornings. | might be too strict on her, as | let her do some
of the housework, but | watch her as she is bad on her feet, so | have to be there.
2: |s she a bit shaky on her feet?
1: Yes, she is unfortunately, but then I’'m not getting no response. The hospital
knows she can’t walk properly, but I'm having no referral. I'm waiting for that (...)
2: It affects your balance (...)
4: Yes... actually | live on my own for a few years and when they said... | am
scared. Woe is me. What if something happened to me like that? What is
happening? If there is any care, anywhere can | get any help from?
2: You're diagnosed and that’s it, get on with it. You don’t see anybody.
1: Since coming here, that’s what seems to be happening. We have all the same
story where we [are] left on our own. Thrown in the dustbin and forgotten like.
4: We have to get help from our GP.
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Extract 5
3: I'm not that bad, (...) my daughter she looks after me. If my daughter wants to
go out for a few hours, I’'m okay. But she never leaves me for a couple of days or
goes away. She looks after me, she is very good. My son is near you know as
well, so sometimes my son takes me to weekends with them (...).
2: | think we are all in the same boat where we rely on our children quite a lot for
help and support. | think we are all in the same boat in that respect as you don’t
getany...
1: We are. You don’t... no-one coming to see you and knocking on your door to
come and say | am here to help you. What can | do to help you?
2: | mean Alzheimer’s Society haven’t done a thing. | don’t quite know what their

role is. Alzheimer’s Society, what is their role?

Extract 6
4: | have one son, my son he is living [in a different country (DC)]
: You've got one son? | thought you had nobody?
: Would you think of going to live [DC]
: I can’t. My son keeps asking me... come here.

: Why can’t you?

3
2
4
2
4: [DC] people is not very friendly (...). it's very extreme.
2: Do you think English people are friendlier?

1: Yes, they do keep themselves to themselves [DC], I've been there a few times.
4: If | go there | get depression.

3: (...) I'm from [second DC] it was a colony for many years (...). That’'s why we
came here, and | came the [third DC] invasion we lost everything. | lost my
parents as well, in six months. My father in December and my mother in July, so
we can’t go back as [third DC] took us. My children have grown up, gone to
university and so everything changed. | miss my family you know. When | came
here |. was 18 years old and it was terrible for me. But | have good neighbours.

4: | see my neighbours. Hello, how are you? Nice weather and that’s it. They're
very busy.

1: [where] | live is all bungalows and all senior citizens and we all look out for each
other. If they don’t see you, they knock on the door to see if you are alright.

Everyone looks after everyone else.
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Extract 7
2: It was ridiculous, it was 8 years. | was going to the GP for 4 years before they
actually sent me to the memory clinic [...].so it was 8 years delay of getting onto
medication. What can you do?

. I's wrong.

: But it was very, very bad.

: But | heard it has changed?

: I don’t know.

: They said now it is much better?

: They send you more quickly to the... yes?

. It's like when you retire. They just throw you on the scrap heap...

: Laughs.

= N =N & O BN -

: Nobody tells you what you are entitled to but it's the same as that... they should
be knocking on the door.

4: Yes, you're tired.

1: You've worked all your life, then at the end of it, it seems like you’re just put on
a scrapheap.

Extract 8
2: (...) Then they diagnose you. Yes, you've got Alzheimer’s... BANG you never
see anybody or hear from anybody, or have anything to do with anybody...
NOBODY does anything for you. Nobody. If you had cancer you’d have a nurse
there every day.
1: Yes, yes
3: Yes.
2: Alzheimer’s... it’s the... It's the joke illness. It’s the joke illness.
1: Yes, yes.
3: Very, very.
(---)
2: People will forget something silly and say “ha-ha-ha I've got Alzheimer’s”. It's
the joke illness. If they have a pain in their leg they wouldn’t say “ha-ha-ha I've got
cancer”.

1: No, no.
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4: | heard it yes, they don’t take it seriously... society.
2: It's the joke illness. It's a JOKE.

Extract 9
2: (...) [When they say they’'ve got Alzheimer’s] | say have you? When were you
diagnosed?

: Exactly, exactly.

: It makes me angry. It makes me angry.

: Yes, it's an insult. It's an insult. You know it’s nothing to be ashamed of.

: and it’s nothing to be laughed at.

: No, no that'’s right.

:Yes.

. It's the most depressing illness you can have.

: The people in society they do not take it seriously.

: No, they don't.

: I had this once some people said exactly the same.

: | try to keep happy

: Yeah you do don't you.

: Oh yes, yes.

. It doesn’t always work out that way

: No, it doesn’t, but at least you're trying.

a N o0 N =~ a A DN B DN DA 2N =2 DN -

: Yes, but at least you’re trying.

Extract 10
5: | love the doctors, | couldn’t go to a hospital.
1: Our GP, what we love about him, not only does he help, he shows us different
things about different tests. If there is a drug that he is going to give you, they
have all these long words, he’ll break them down so you understand it and tell you
what symptoms to look for (...). He won't just say here’s your tablets take them 3
time a day and say bye-bye.
1: That’s very good.
5: | want to see if | can remember this, as [they] have a job of giving you
information, but it doesn’t always work out like this (...) Then they diagnose you.

Yes you've got Alzheimer’s... BANG you never see anybody or hear from
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anybody, or have anything to do with anybody... NOBODY does anything for you.

Nobody. If you had cancer you’d have a nurse there every day.

Extract 11.

2: | can tell you what it’s like living with dementia. It's bloody depressing. It's really
depressing. | just get on with it. | don’t have any choice.

1: This is another thing... these [dementia] cafes should be open for more days,
instead of just two a week, they should be open longer.

5: | love coming here [...]

1: If a woman is on her own with no family around and knows about this place she
can go every other days. It’s like a senior’s place, it's the same thing. The council
should be opening these places longer. | know they have to look at money and it’s
getting tight nowadays, but it’s all about helping the poor guy sitting in a room, just
staring at the four walls every day.

3: This place is very good, it’s friendly. We all know each other, it's very good.
Sometimes we go out together. It's very good.

2: We've all made friends through here.

5: (...) They should have more places like that because it keeps you active and your
mind active. If you want to learn some new whatever you can do that.

1: It's like sitting in a room at home staring at four walls having no one to talk to and
exercise your brain. All you have is the television and watching that 7 days a week
would do your head in

2: | don’t know what I'd do without my TV, | love TV.

1: If I had my way I'd never have one in my place. | love my ipad, I'm always on my
ipad.

2: your what? Ipad?

1: 1 google a lot of things | want to know. Questions you know?

2: Unfortunately, | left it too late the computer thing. It doesn’t do anything for me at

all.
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Appendix K: Collective Letter

—

University of

¥ East London

An Open Letter
From a research group in | R

We are
People affected by dementia and Alzheimer’s, with it or with those we care for
and love, and we all live within i} 'magine us, as we could one day be you.

We feel
Forgotten, pushed aside, and placed on the scrap heap.
We don’t see that society, or government cares about us.

We see

How you consider dementia and Alzheimer’s as a joke illness.

You laugh if you forget something silly and say “ha ha, I've got Alzheimer’s”
But if you have stomach pains, you don’t laugh and say “ha ha, I’'ve got cancer”
This means

As dementia or Alzheimer’s begins and you can’t remember things and forget
people’s names. Or you forget what’s just been said and start to say the same
things again. You might close your eyes to it and pretend that nothing’s wrong,
as you’re not taking it seriously. We may all laugh it off, but we shouldn’t.

Which leads to an issue

If you had a physical illness, you’d be to the doctor straight away, but when it’s
something like this, you’'re very reluctant to admit it. It takes such a long time
to get a diagnosis and this is an additional delay to getting the right help.

This hurts us because of what we know. It’s a strange illness as it affects
everyone differently, dependent upon your personality. But as your memory
goes, it hurts, as there’s nothing there, a shell of your former self. Your family,
friends, grandchildren can come up to you and you might not even know them.
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) University of

¥ East London

What we need you to know

The NHS

Some of us have waited up to 8 years for assessment and support: visiting the
GP for four years and the memory clinic for another four before diagnosis. We
wonder if time lost was spent on treatments, memories may have been saved.

- We want quicker access to assessment and treatment.

Once you've been diagnosed, it is like ‘you have Alzheimer’s goodbye’.
They seem to think, ‘oh well, you have it bye bye’.

- Where is the follow up or aftercare?

We are left wondering how do we live now, and how do we live well?
Some of us might not have internet, and some of us might be alone.

- We think there should be a register.
- For the GP to tell the council so social care already know about us.
- For the GP to let other services know who might help us with support.

Our GPs have told us that they need more training on dementia & Alzheimer’s.
- We ask if this can be provided, so our GPs have up to date information.

The Council
It takes so much time for us, to find out what help to get, and from where.
We don’t know about you, and you certainly don’t know about us.

- Find out about us, telephone us, or knock on our door.
- Say “Hello we’re social care, how can we help” and ask what we need.
- Make it easier for us to find out about home care and equipment.

You make promises, like adaptations to homes, which you cannot keep.

If someone can’t get in or out of their home, and you’ve said you'll provide a
ramp, it's not right that we’re waiting over a year for that to happen, everyone
seems to be dragging their feet, when time is not what we’ve always got.

- Recognise who is a priority and get the surveyor down there quick to see
what needs to be done, then bring the builders down to do the job.
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3 University of

)? East London

Dementia is a depressing illness, and we worry about those left home alone.
We're interested in things to stimulate us and keep our minds active. We've
made friends at the dementia clubs and cafes, and enjoy activities and events.
- Cafés or clubs should be funded to be open for more days and longer.
- We want you to let everyone know, what's available across Brent.
- Why can’t you put this information for us in your Brent magazine?
Scientists and Research
We don’t hear anything from the large dementia or Alzheimer’s charities. We

guestion if a focus on the cure, meant living well with dementia is forgotten.

- We want more of a focus on living well with dementia.
- We want to hear from more from you, about what you’re doing.

We're told how to look after our bodies, to exercise and eat well. We're never
told how to look after our most important organ, the brain.

- We’d like more research on how we feed or nourish our brains.

We value the help of our doctors, but sometimes they say: “et’s try this
medication’ or ‘that medication’ and seem to be working from best guess.

- We’re not Guinea pigs, we want more confidence in medications.
Politicians and Government
If it wasn’t for coronavirus, we would want to see every man, woman and child

protesting at 10 Downing Street. You should be doing more to help us.

- We do not accept being forgotten.
- We want more resources or funding for our health and research science.

Does anybody care?

These are actually our demands.
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Universityof

(¥ East London

What we want to know

What are your thoughts on our letter?

How did it make you feel?

What could you now do differently?

Are there changes that could be made to your policies or practice?

Who could you sit down with or approach about these issues?

151



Appendix L: LTLG Response to Letter

Wednesday 28 October 2020

Dear Scott

Thank you for sharing this letter with us and bringing to our attention the experience of some of
our local residents. Information that indicates that our services, that of our pariners of the
availability and access 1o support in the community could be improved, is a driver for us 1o do
IHNC

We very much value any rescarch that inclades the lived expenience and voice of those who us
services. [t would be helpful to have understood how the rescarch was conducted and how many
people you were able 1o work wath to contnibute to this open letter, as well as whether you accessed
the mamny user led groups and volumary sector proviaders and projects who work specifcally with
people with dementia |r:_('uu:1a.':] and \m-n.'lln:.llly-.\dul‘. Social Care, have a
commatment to and record of working m co-production, whether this be through dastinct design
projects that include working with our local communities, or through the ongoing partnership
boards that bring challenge and input from those in receipt of services. For improving access o
dementia services, we have Dementia Voices, an active groap of individuals with dementia who
provide direction and steer 10 the development of dementia services and provision ul- We
believe that wherever possible, and partsicularly in relatson to dementia which is broad term for a
condition that people expenience very differently, it is important for our plans and stralegies o be
user led. We also believe that the council s only one partaer involved in delivering service for our
communitics, For services to be truly local, personalised and reflective of the wishes and needs of
the commmumnitics they serve, it is vital that we work as a partmership. This means that the dementia
strategy and plan i not led by Council, but is owned and directed by the Dementia
Voices group, supported by a local voluntary sector
orgamsation, with input from [ cuncl JJj Clanscal Commussioning Group, the wider
voluntary and community sector, the wider health service landscape, including GPs, local
businesses, H-I|‘rf1'-ﬂt..illu| departments, such as our Children and Young People's departmeni
and our Regeneration and Environment department, and Public Health
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It may be belplul for ws bo share with voiu mofe aboul whatl adult secial care does and who it
supports. Adult social care supports a very small percentage of local residents and a primary piece
of our legaslation is the Care Act 2014, It means that while our information, advice and gusdance
is accessible to all, a very small percentage of people go on to need an assessment, and an even
smaller proportion of people then receive council funded care and support. il Council, like
many olher councils, operates a strengths based service, where our focus is on supparting people
to identify what they can do themselves, what they can do with the help of friends, family and
wider social networks, and what the commumity can support them to do. Only those things that
individuals cannot be supported to achieve any other way are funded by statutory services. This is
what is known as unmet need, and il means we can target our limited resources and support o
those who truly need it most, while helping to keep others independent and well outsade of a
statutory service. To be explicit, as we find that this is often a source of comfusion, this means that
our statutory duty under the Care Act 2014 is to fund eligible, unmet need, and not to fund care
and suppont according 1o diagnosis ar condition. As an example, many adults in the boroagh have
a diagnosed bearming disability, however, we provide statuiory support only to those people who
need i because they are unable to carry out what is known as an activity of daily living (things
such as washing, dressing or going to the tollet or keeping themselves safe) without support, and
they have no other source of support. The same is true of people living with dementia, Many people
live emtirely independest lives, and do not want or need suppon from statutory services. This
means that an individual would not be sutomatically eligible foe, or in need of suppon from adule
social care following a diagnosis of dementia. What is important is that we make people aware of
how 1o access support if they do need .

Our gusding principle of focusing on the strengths and abilities of individuals, families and
communitbes means thatl we work in partnership, including with other organisations. As
mentioned, Il Council is part of a partnership siming to obtain Dementia Friendly Status as a
baraugh by 2021, This does not mean our work ends in 2021, rather that Dementia Friendly
Borough status comtributes to our drive to cotinually improve, We are partner 1o the I Joine
Living Well with Dementia Stra 2018-2023, abongside NHS [IClinical Commissioning
Gmp.ﬁﬂ.hhmmuwmﬂmna number of
priority areas, including prevention, diagnosis and livieg well, caring and dying well, and 1o carers,
The strategy has an agreed action plan, masy of these actions address the issues you raised in your
open leter. For example, (hose you spoke wilh felt unksown and were unchear on how 1o sccess
services. Through the development of the strategy considerable focus has been given Lo improving
access (0 disgnosis, which means more people can be linked imto the right service and support Lo
help them going forward. All our partners have made a commitment 1o being dementia aware,
which means they can belp 1o direct and sigapost people living with dementia and their carers o
the right service. Examples of thas include features on dementia on local radio stations, our work
in local press, and through training all senior managers and many elocted members in the Council
to become Dementia Friemds. We agree there is always more thal we can do, so will review the
information adult social care hold on our website around dementia. linking to the Community
I +cbsite, which s our agreed point for collating information
from all partners.

Eguipment and adaptations are al=o a really impostant way to belp people live at home safely and
for lomger. You raised in your letier that some people have found the wait quite long for
adapeations. We are really proud in [l of the use of our disabled facilities grant, which helps
for example to pat in place level access showers for individuals, Adult social care have simplified
our refemral route isto peivate housing services, which means there is a smaller time period from

O & *
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when people ring requesting support. to the referral being sent direct to the team to assess for this
adaptation to be made. We have also used our discretion to remove the means testing element
normally applied to the dissbled facilities grant, allowing us to offer adaptations and support to a
wider range of people who can benefit. All applications we received for support, whether for
equipment and adaptations or for assessment and social care support, are routinely screemed so that
we understand the urgency of the application, and work is undertaken in order of priority. We also
have a recest Technology Enabled Care Strategy. focusing om sensors and mnsovabons in
technology that help people remain at home, while also providing assurasce and confidence 1o
those who provide care.

In was really positive 1o see in your open letier that people are making connections at the dementia
clubs and cafes, and that these are a valued pant of the resources in [l These are all
independently rum by the voluntary and community sector, whach means they are more sustainable
and not dependent on local fundang. It also means individual cafés can be responsive o locl needs,
and alter their times or activities hased on demand. We acknowledge that the Council and adult
social care can play a large role in promoting the services and support available for people with
dementia, and thank you to those who took part mn your research for suggesting information in the

anne. Thas will be taken forward, along with a review of the infarmation available on
the Council websate directing people 10 thelE sitc which is our agreed local source
of information on dementia services

What | have set out here is only a fraction of the dementia provision and services in Il because
we recognise that this ks a collective task and cee that will be eagoing 1o continually improve the
cxpenience for those living with dementia and their carers. However, | do hope it provides a
glimpse inio some of the services we provide and ways that we will act on feedback from those
with lived expenience,

Best wishes

Operational Director Social Care, I
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Appendix M: UTLG Response to Letter

Chair of the Health Committee

Response to an open letter from a dementia research group in (N

¢/o Scott Bartle I
(Sent by email) 19 November 2020

What are your thoughts on our letter?

This ketter is an important reminder about the real, bved experiences of people with demetia and
Alzheimers. So aften we hear about research or statistics, but rarely do we understand pust how it

affects people, and those around them, until unfortunately a friend or relative is affected

How did it make you feel?

The letter is very moving — it is powerful to hear collected vosces that can so often be marginalised,

ot spoken on behalf of. And t makes me feel resobved to continue to advocate for those affected

hewever | can, bath as a representative of I tHe T o~d + o I

peofessional, to amplify ther voices and make sure they are heard

It s upsetting to s the delay that some people expenence in waling for assessment and suppost

This is something we mwust acddiess

What could you now do differently?
We will continue to advecate for people with Alzhesmer's and dementia at the |GGG

Health Commtee. And this ketter i particulas has made me think that, when we next ook at thes
topic in detail, we must ensure that the voices of those peaple with lived expenence of the condition
are heaed, not pust the voices of policy and health peofessionals.

We did this during the Health Commities’s snvedigation imo young-omset dementia in 2018, where
we heard duectly from people Inang wath young-orset dementia.
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We must make sure that the policies put in place to make I dementia friendly N

ounded on the expenences. and needs of people with dementsa and Alzhemes's,
f bl i I d §s af peopl th d | | Al

Are there changes that could be made to your policies or practice?

The _$'H“, not make pohly, rather it represents _ ard holds the Mayoe (o
account. We will do that by ersunng that the voices of people with dementss and Aldheimers are at

the forefront of all futuee work in this area

Who could you sit down with or approach about these issues?

Thell Health Committee, in advance of any future work n thes area, should approach people
|r..‘.'||| with dementia and Alzheinser's ””'""‘ih'- fou exampie, patent groups andd reseadchers work i

directly with these people.

Yousrs,

Chair of the Health Committee|

156



From: Mayor

Sent: 27 October 2020 14:07

To: 5.

Subject: MGLA131020-6989 From Dementia Research Group in _

Dear Mr Bartle

Thank you for your letter to t| don of 12 October. The Mayor is a Dementia Friend and it's an issue he is passionate about and is committed to taking action zl_
launched Dementia Friendly in partnership with Alzheimer's Society.

Unfortunately, due to the very high volume of comespondence, it is not always possible for the Mayor to reply to every letter personally. | lead the work on dementia at the- I've completed the questions below.

What are your thoughts on our letter?
- | think the letter is very powerful and thought-provoking. Being written from the perspective of people living with dementia adds further weight.

How did it make you feel?

- it makes me sad to know that people with dementia feel like this. It makes me frustrated, sad and angry that atfitudes towards dementia are still so negative and that so many people - often unthinkingly - reinforce
negative stereotypes. It makes me determined to build on what we're doing and do more for everyone affected and to raise awareness across

What could you now do differently?

- we are already running Dementia Friends sessions for [JJtaff and over 50% are now Friends. This is aiso happening afJJJJijt Potice and [JJJl Fire Brigade. We're completed an initial audit of [ .y
people with dementia and have put in place new signage in response. there's still more to do. We are working with policy teams across the building including culture, planning and housing to build in dementia-friendly
policy.

I'd be interested to see the final research and would be happy to share it with colleagues and partners. You can contact me diractry_

Yours sincerely

!ommumlles an! !!I Is !irecturale

NHS health information and advice about coronavirus can be found at nhs.uk/coronavirus

Appendix N: Local Charities Response to Letter

From: |

Sent: 15 October 2020 11:54
To: Scott Bartle <5G—_—_—————

Subject: RE: Open Letter from the dementia research group
Hi Scott
| worked with our Peer Designers today, and looked at your letter
Some very strong and positive feedback, which we are collating.
A couple of that came up which | wanted to ask about
|
The group wanted to know if you were publicising this?
One member wanted to know if it could be shared with housing associations?
On another matter, part of the co-design process has thrown up the concept of an initial diagnosis project. A set number of
sessions working with both carer and person with Dementia in a parallel service.
1. Group of carers exploring the role , issues, skills required while balancing caring with their own needs
2. The people diagnosed with dementia, exploring the therapies and practises that they may access as their dementia

continues.
I wonder if | could talk you through it for 20mins over zoon (or such) to get your thoughts?

Cheers I
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From: INEEEEEE
Sent: 16 October 2020 15:01

To: Scott Bartle |
Subject: Re: Open Letter from the dementia research group

Dear Scott,

| hope this email finds you well.
Thanks so much, for this very moving lived account of an individual's lived experience of living with dementia.

Here is my response to the questions;

It's very moving and straight to the point and easy to read. It bears no punches and tells it how it is.

Angry and sad

Trying to never forget the lived experience and how important
being human and people having the right to information

| feel maybe more advocacy is needed on behalf of people we work with

| think reminding our funders and commissioners and generally
our coummunties around us

Have a lovely weekend

Kind regards

Wellbeing Manager

From
Sent: 18 October 2020 19:59
To: Scott Bartl|

Cc:
Subject: FW: Open Letter from the dementia research group

Hi Scott. Yes, | do remember when you made contact a few years ago. Your research findings look really interesting.
We were thinking here in our work to create a manifesto for change and your findings/suggestions would fit that very
nicely. Clearly we would work with people living with dementia to identify their key messages/wants but | think they
would chime with yours.

Did you get a reaction from any of the people/agencies you have sent this to?

Best Wishes,

I
CEO
]
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From 1
Sent: 13 November 2020 09:46
To: s I -

Subject: Dementia research
Hi Scott,

| run a monthly support group for carers of people with dementia | assume you would be happy for me to use your
"open letter" as a focus for the next group?

Dementia Hub Project

Appendix O: National Charities Response to Letter

From: Research Enquiries <ResearchEnquiries @alzheimers.org.uk>
Sent: 13 November 2020 18:11

To

Subject: Research study

Dear Scott,

Thank you for sending the open letter from your research study to Alzheimer’s Society. Sorry for the delay in getting back to you,
our research team are at reduced capacity at the moment. The letter was of real interest, thank you again for sharing it with us.

Alzheimer's Society funds research into dementia care research, as well as research that looks for treatments and improved
diagnosis. We fund 3 dementia care centres of excellence, which each focus on a different area of care research that were
identified by people affected by dementia. Our Exeter centre focuses on living well with dementia, our Newcastle centre focuses
on post diagnostic support and finally our centre at UCL focuses on living at home independently.

In addition to our centres of excellence, around 47% of the research we fund is in improving care for people living with dementia.
We have summaries on our website of every project that we fund, and our care research includes projects such as supporting
person-centred care in hospitals and improving_night-time care in care homes.

People affected by dementia are essential in choosing what research we choose to fund. Our research network volunteers all
have a personal connection to dementia and are either people living with dementia, carers or former carers. Every funding
application we receive is reviewed by our research network and scientific experts. The network also support us by meeting with
researchers and monitoring ongoing projects and helping us to decide our research priorities. At the moment we aren’t recruiting
new members to our network, but we are hoping to reopen recruitment in the future.

In terms of prevention research, we are a funder of the PREVENT dementia platform, a study involving 700 research participants
in midlife, to look at what influences dementia risk. We were also one of the funders of the Lancet Commission on dementia
prevention, intervention and care which to date has identified 12 modifiable risk factors associated with increased dementia risk.

| hope the information above is helpful. Thank you again for sharing your research with us.

Best wishes,

Research Information Manager, Alzheimer’s Society
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From: I

Sent: 14 October 2020 17:14

To: Scott Bartle <
Subject: Re: From Dementia Research Group in | N

Hi Scott

| have added your research to our Taking Part page https://www.dementiavoices.org.uk/deep-
groups-news/

I just want to check with you that you are only interested in hearing from people or do you
want a wider perspective?

Please let me know if you are happy with what | have put up there.
Once | am sure | have it right | can tweet and Facebook it

Warm regards/Cofion cynnes/Mea te/blath dhurachdan

UK DEEP Co-ordinator
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