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Abstract

This study sought to hear the voices of people residing in a long-term care facility (LTC),
thereby recognizing the inherent worth in all people despite the constraints of dementia. Data
were collected through the generation of field notes and through unstructured interviews
conducted with four older adults diagnosed with a dementia, and living in a LTC facility in
Northwestern Ontario. Discussion focuses on findings from these qualitative interviews.
Situating the discussion within the context of personhood, this study offers an understanding of
the extent to which the contours of personhood exist in people who have been diagnosed with a
dementia, and identifies ways in which to support the continuation of personhood in persons
living in LTC and diagnosed with a dementia. My thesis provides insights from residents in LTC
and has implications for future care in a LTC setting. Care providers for older people diagnosed
with a dementia or any other intellectual disabilit.y may also benefit from alternative perspectives

on meeting the needs of this vulnerable population.
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Chapter one: Introduction and Literature Review

Sometimes we must change our perspective and then
we see in retrospect that even the saddest occurrence
can also conceal a valuable experience within it.
(The Dalai Lama in Von Schoenborn 2004: 122)

This study focuses on adults living with a diagnosed dementia in a long-term care
facility, to establish the ways in which they demonstrate the contours of personhood. Typically,
all levels of care providers perceive dementia as being problematic, and heavily focus on matters
which are neurological in nature (Cohen-Mansfield, Golander and Arnheim 2000). As well,
research has found that mainstream societal views about dementia have consistently focused on
negative assumptions about the condition (Downs 2000; Bond and Corner 2001; Sabat 2002b;
Kontos 2004; Surr 2006b; O’Conner et al. 2007). For example, it is typical for people to assume
that behavioural problems belong solely to the person with dementia rather than acknowledge
any outside contributing factors. For those who subscribe strictly to a biomedical perspective,
dementia is simply a disease comprised of expected losses and deterioration with no
consideration for remaining abilities. Consequently, older adults diagnosed with a dementia are
usually excluded from filling the role of research participant in dementia research (Bond and
Conner 2001; Langdon, Eagle and Warner 2007).

My argument in this study is that even in the face of a diagnosis of dementia, people are
persons who should not be conceptualized primarily as objects to be fixed by medical
technology. In other words, those living with a diagnosed dementia exhibit “personhood” and
ought to be respected as valuable members of society. The concept of personhood encompasses

the domains of physical, psychological, spiritual, and social aspects of self (as discussed later in

this chapter). My findings, based on conversations with research participants, show that the



personhood of each woman shone through. In brief, the women in this study exhibited such
things as reasoning capacity and awareness of surroundings; they demonstrated the capacity to
discuss feelings and emotions, they were able to plan for the future, and they displayed insight
into their physical and mental limitations.

This chapter begins with a review of the relevant literature, providing an overview of
dementia, highlighting the domains of self attributed to personhood and a discussion of Sabat’s
(2002a, 2002b, 2008a, 2008b) theory of self. Insights from previous research are useful for

understanding the context in which personhood is presently understood.

Dementia

Statistics show an increase in the number of people affected by dementia: it is currently
estimated that 1 in 11 Canadian seniors have Alzheimer’s disease (a type of dementia) or a
related dementia. Furthermore, current trends project that within the next 25 years an additional
million Canadians will develop Alzheimer’s disease or a related dementia (Alzheimer Society of
Canada 2005). Stephan and Brayne (2008) define dementia as “a group of syndromes
characterized by progressive decline in cognition of sufficient severity to interfere with social
and/or occupational functioning, caused by disease or trauma, and often associated with
increasing age” (p.11).

Neurodegenerative changes in the brain (deficits and impairments) often affect the
person’s mood and behaviour. For example, familiar people, objects, and environments may no
longer be recognizable to the person diagnosed with dementia. This person may become
frightened, frustrated or feel threatened, and they may react by wandering, withdrawing from
social interactions or becoming aggressive. Due to the nature of these neurodegenerative changes
in the brain, most healthcare providers believe that a medical model of care is the best fit in

6



providing care for those diagnosed with dementia (O’Conner et al. 2007; Bond and Corner
2001). Overall, society has much confidence in the powers of technology and biomedicine, and
this generally results in responding to “negative” behaviours resulting from the dementia with
standardized assessments and pharmaceutical interventions, rather than exploring and trying to
find the meanings behind individual behaviours (O’Conner et al. 2007; Bond and Corner, 2001).
Bond and Corner (2001) critically review a range of theories considered relevant to the
study of -dementia with a goal of finding an approach to understanding the meaning of dementia
while ensuring that respect for an individual’s personhood is preserved. Traditionally, research
related to health issues such as dementia have been dominated by clinical epidemiologists and
supported by a positivist biomedical method of research which mainly focuses on pathological
influences of dementia (Bond and Corner 2001). Growing evidence supports the need for
interpreting and understanding rather than routinely managing and controlling problematic
behaviours (Goldsmith 2002). A social phenomenon such as dementia requires qualitative
inquiry into the psycho-social influences at work (Phinney 1998; Bond and Corner 2001). There
is a need to be cognizant of many situational circumstances which strongly influence a person’s
behaviour but are mistakenly attributed to the person’s disposition alone (Sabat 2002b). A degree
of deterioration influencing the psycho-social progress of dementia can be directly attributed to
the environment, attitudes and actions of others (Kitwood, 1997; Bartlett and O’Conner, 2007,
Baldwin 2008). The person with dementia becomes disempowered, first by the diagnosis of
dementia and second by the reactions of others, resulting in diminished dignity and sense of
worth and the person becomes an object of care who is expected to conform to a “pattern of

dementia type behaviour” (Goldsmith, 2002: 49). Functional abilities are negatively impacted



when the physical, social and psychological needs of the person diagnosed with a dementia are
not met.

Basset and Graham (2007: 550) point out that “a disease classification socially clusters
people as similar” and ignores the differences among them. Kontos (2004) challenges
researchers to think outside the dominant biomedical paradigm of dementia that only understands
the consequences of Alzheimer’s disease in terms of cognitive deficiencies and loss of self.
Attitudinal beliefs that the mind and body can be treated separately, that the body is like a
machine which can be fixed, and that technology can fix almost anything, ignore the psycho-
social influences on the progression of dementia (Bond and Corner 2001). There is growing
evidence that at least some of the negative consequences associated with dementia may be
averted or delayed by an approach to care that respects and supports personhood (Kitwood
1997;Goldsmith 2002; Sabat 2008: Ward et al. 2008). Goldsmith (2002) further argues that low
expectations in terms of functional abilities by care providers lead to an escalation of downward
consequences. This facilitates both the continuation of low expectations and high dependency for
the person diagnosed with dementia. A goal of care should be to strive for flexibility which
maximizes a person’s ability to use remaining abilities to function independently by offering
graded assistance (Christensen & White 2006). Focusing on remaining functions allows the
person with a diagnosed dementia an opportunity to engage in their social community on his/her
own terms (Christensen & White 2006).

O’Conner et al. (2007) suggest that an interdisciplinary effort be integrated into the care
of older people diagnosed with a dementia to take advantage of the benefits of both a biomedical
and social model. A social model of care understands there are contributing factors caused by

social processes and structures which create disabling barriers for individuals with impairments.



The aim of the social model is to relocate the problem from the individual to society (O’Conner
et al. 2007; Priestley, 2003). By moving away from the popular explanations of biomedical
perspectives, researchers have found that losses within the domains of self could be correlated to
dysfunctional social interactions rather than be explained by the neuropathology of disease

(Kitwood and Bredin 1992; Jacques and Jackson 2000; Bond and Corner 2001; Sabat 2002a).

Standard Treatment

Special care units were conceived in the early 1900s in response to an increasing need for
housing cognitively impaired older adults (McLean 2007). Long-term care (LTC) homes in
Northwestern Ontario are generally designed in such a way as to physically separate cognitive
impaired people from others in the facility. Physical separations from others are typically
achieved by placing people with cognitive impairments in a locked unit within an already
established LTC facility. However, people with behavioural problems which are sometimes
associated with dementia are further segregated by being placed in psychogeriatric units where
care treatments generally include the use of pharmaceuticals rather than finding creative ways to
address the undesirable behaviour.

These special care units are widely supportive of a biomedical philosophy of care which
largely focuses on concrete bodily task-oriented care (McLean 2007). A biomedical philosophy
of care creates an environment in which people diagnosed with dementia become objectified in
that the focus of care is using treatments with the hope of fixing their brain. The reality of the
progression of the disease process is that there is no cure for dementia, people die as a result of
complications resulting from dementia (Chen et al. 2007). Meanwhile, these people continue to

have the ability to express their feelings and are at risk of being devalued and infantilised (Bond



and Corner 2001). Worth noting is McLean’s (2007) research which was conducted over a
period of two years in an innovative nursing home which had two special care units. These
special care units followed separate philosophies of care, 1) a biomedical model and 2) a person-
centred mode. McLean’s (2007) study illustrated that people with a diagnosed dementia who
resided on a biomedically orientated care unit showed evidence of decline, whereas those who
resided in a person-centred unit of care showed evidence of improving or remaining stable.

When people are first moved to a LTC facility, they often experience relocation stress
syndrome (Stones 2006), which has serious consequences yet is often neglected in the
assessment of older adults living in LTC. Relocation stress syndrome refers to the symptoms and
outcomes which results from voluntary or involuntary transfers from one environment to another
(Stones 2006). Research supports that people diagnosed with a dementia have higher levels of
relocation stress, because of memory impairments (Stones 2006; Moyle et al. 2007). Care
services need to be more responsive to the person diagnosed with a dementia by attuning to
signals which may be indicative of relocation stress syndrome.

Erving Goffman’s (1961) ethnographic study exploring the subjective experiences of
people living in a mental health hospital, led to his identification of the concept of “total
institution” as being:

a place of residence and work where a large number of like-situated

individuals, cut off from the wider society for an appreciable period

of time, together lead an enclosed, formally administered round of

life. (p. xii)
The concept of a total institution perfectly describes the typical LTC facility. Families are led to
believe that this setting is the ‘home’ of their loved one who finds themselves living there. There

is an expectation that a home will provide comfort and nurture the physical, social and emotional

needs of the person residing in LTC with a diagnosed dementia. It is further assumed that within
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the LTC community, residents will in time adjust to the home and adopt staff as surrogate
families. Stark reality finds residents of LTC placed into a regiment of strict routine care,
addressing only basic physical needs. Predetermined wake up times, feeding times and bed times
provide the resident with few or no opportunities to exercise personal choices. For example, in
undertaking my own observations in a LTC facility, I often observed instances where several
residents sitting in wheelchairs were placed in a semi-circle near a television. They all sat robot-

like watching a show that was not of their choosing.

Experiences of Dementia

On the premise that limited attention has been given to the awareness and subjective
experiences in people living in LTC with a diagnosed dementia, Clare and colleagues (2008a)
engaged participants in unstructured conversations. Findings of their study suggest that the
structure of contemporary LTC facilities offers little opportunity for residents to perform
adequate levels of activities of daily living (ADL), to engage in activities which utilize cognitive
skills and to engage in meaningful conversations. Drawing upon narratives of personal
experiences, Small, Froggatt, and Downs (2007) argue that failure to acknowledge the self in
people diagnosed with a dementia can only lead to low expectations and acceptance of task-
orientated care offering little to no direct interactions with the person. Research indicates that
people diagnosed with dementia are “without malicious intent, depersonalized, invalidated, and
treated dysfunctionally in one way or another by healthy others” (Sabat 2002a: 26).

Kontos (2004) undertook an ethnographic study of selthood for those with Alzheimer’s
disease. Using participant observation, her research was conducted in a LTC facility in Ontario,
where she studied those who had a diagnosis of dementia with cognitive impairment ranging

from moderate to severe. Kontos argues that the “presumed existential erosion of selfhood with
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Alzheimer’s disease is not simply the result of neuropathology, but is, to a large extent, the
consequence of a certain philosophical inheritance” (p. 830). Deeply rooted biomedical
assumptions associate cognitive impairments with the ensuing loss of personhood (p. 830).
Paying particular attention to bodily movements, Kontos observed how “selfhood emanates from
the body’s power of natural expression, and manifests in the body’s inherent ability to apprehend
and convey meaning” (p. 837). Furthermore, Kontos found that research participants
demonstrated awareness of their surroundings and actively engaged with others with definite
purpose and meaning, in turn providing evidence of the social self which is “guaranteed through
social interactions” (p. 846) Similar findings are noted in a recent study which found that persons
diagnosed with a dementia strategically find ways to preserve their “self”” by using coping
strategies such as maintaining a positive attitude (O’Conner et al. 2007).

In a study exploring the meaning of everyday life as expressed by eleven people with a
diagnosis of early dementia, Holst and Hallberg (2003) found that individuals are able to
transmit meaningful communications. Reactions and adjustments to dementia differ from person
to person and also depend on the context of the interactions and how others respond to and treat
them. A confabulatory story narrated by a person diagnosed with a dementia is often readily
dismissed as being absurd, yet it may in fact have a valuable message and at the same time serve
as a means of reconstructing an identity (Holst and Hallberg 2003). Thus, it may be wise to
consider providing care for older adults with a diagnosed dementia on a case-specific basis while
“being attentive to the person’s inner and changeable story, trying to interpret how they
experience and react to the current situation” (p. 360). Holst and Hallberg’s research shows that

adopting only a biomedical understanding of dementia erases the humanity of the person who is
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diagnosed with a dementia, and the complexity and diversity of individual social experiences are
missed.

Building on existing literature, Gwyther (1997) advocates paying more attention to the
often neglected perspectives of individuals themselves who have been diagnosed with a
dementia. In her study, Gwyther includes powerful quotes from the voices of individuals
diagnosed with dementia. The voice of a 59 year old man who had been recently diagnosed with
probable Alzheimer’s disease brings to light the desire to maintain a sense of personhood. When
asked how he wanted to be treated, he simply responded, “Well,” and later he added
“Alzheimer’s isn’t my whole life” (p. 18). In effect he desired to be recognized as a person, not a
by-product of a disease. Similarly, Diane McGowin’s (1993) autobiographical account of her
experience in Living in the Labyrinth: A Personal Journey Through the Maze of Alzheimer'’s
demonstrates her ongoing need for respect, not to be seen simply as a medical case as she
journeyed through the flux of erratic emotions. McGowin struggled to maintain personhood in
the face of her diagnosis. Many individuals who have been diagnosed with dementia find
themselves faced with “stigma, altered self-image, restricted life style, social isolation,
discrediting of oneself as a burden, and loss of control” (Gwyther 1997: 19). These problems
could all potentially be addressed by considering subjective interpretations of quality of life
domains rather than focusing on the limitations imposed by the impairment.

In a recent exploratory study, researchers investigated the extent to which the
perspectives of individuals diagnosed with dementia were included when focusing on quality of
life domains within the context of care provided in a LTC. Older adults diagnosed with a
dementia previously identified quality of life domains which are considered important. As well, a

questionnaire was distributed to staff and recreationists working at psychogeriatric units,
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psychogeriatric day centres and meeting centres. A comparison of results suggest that
professional caregivers and those diagnosed with dementia have different perceptions about the
domains of quality of life that are important to older adults diagnosed with a dementia (Gerritsen
et al. 2007). Financial issues, spirituality (access to religion), and being useful and giving
meaning to life were the three significant domains which were paid less attention by professional
caregivers. These findings are significant to personhood as they stress the importance of
including the considerations of the person diagnosed with dementia when providing care.
Researchers concluded that the psycho-social well-being of an older person diagnosed with a

dementia can be challenged by the inadvertent tendency to depersonalize them.

Maintenance of a Sense of Self in Dementia

Jacques and Jackson (2000), both consultants in Old Age Psychiatry in the UK, address
the complex nature of dementia, specifically what dementia is and what dementia is not. Lack of
familiarity with the disease process of dementia can activate a fear which can then incite
avoidance of interactions with individuals diagnosed with a dementia. Their focus is on how
dementia affects a person’s brain and how to address the reactions to the disease process of both
the person with a diagnosed dementia and those who provide care. Furthermore, Jacques and
Jackson (2000) state that by using a few general principles, such as setting reasonable goals,
establishing priorities, utilizing an interdisciplinary approach to care, asking for help when
needed, letting the older adult know what is happening, and engaging family members,
caregivers can eliminate some of the stresses and barriers for older adults diagnosed with a
dementia and their families. “For, at all stages of decline, it shows how ‘success’ that is limited,
but no less real, can be achieved, even if the outcome always includes decline and eventual

death” (Jacques and Jackson 2000: 348). Qualitative research suggests the possibility that people

14



have awareness about them for much longer than previously presumed (Goldsmith 2002; Clare et
al. 2008a). While some people still presume the progression to complete unawareness, others

have an unshakeable belief that people diagnosed with a dementia retain insight through till their
death (Goldsmith 2002). Awareness is especially likely to become apparent when the focus is on

the self, on relationships with others or on the immediate environment (Clare et al. 2008a).

Personhood

The concept of personhood is of paramount importance in respecting the essence of a
person’s humanity. The concept is not only valuable in terms of framing interactions with an
individual diagnosed with dementia, but also has the potential to be useful in the capacity of care
planning (assessment and intervention) for all people living in LTC. For the purpose of my
study, the concept of personhood encompasses the domains of physical, psychological, spiritual,
and social aspects of self. The absence of robustness in any of these domains of personhood does
not on its own equate to a reduction in personhood. It is the reactions of others to the loss of
functions which places personhood at risk. Furthermore, each domain has a unique meaning for
every person, therefore a reduction of function in one domain will not bring the same reaction for
each person. Rather, there is an assumption that “each person has absolute value” (Kitwood
1997: 8) independent of the degree of functioning of a domain. However, in striving for a holistic
approach to care for people living with a diagnosed dementia, it is important to consider the
remaining function within each domain of personhood as well as the meaning assigned to a loss
of function of a domain. Equally important is the need to pay attention to the body’s natural
ability to express and convey meaning by means of adopting the use of non-verbal cues (Kontos

2004).
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Kitwood’s (1997) work makes an important contributiqn to an understanding of
personhood, stressing the importance of social interactions for a person’s over-all well-being.
Kitwood defines personhood as a “status that is bestowed upon one human being, by others, in
the context of relationship and social being. It implies recognition, respect and trust” (p. 8).
Kitwood further argues that “to see personhood in relational terms is, I suggest, essential if we
are to understand dementia” (p. 12). Evolving over many years of dedicated research on
dementia, Tom Kitwood, founder of the Bradford Dementia Group in the UK, combines theory
and practice with the aim of developing person centred care. Despite the challenges and hard
work which are ever present in dementia care, Kitwood (1997) challenges the biomedical view
of dementia as a negative and hopeless deterioration of self.

A barrier preventing the attainment of acceptable quality of life levels for individuals
with dementia is the lack of understanding of the effects of dementia on individual domains of
personhood. Katsuno (2005) appropriately defines quality of life as “a person’s sense of well-
being that stems from satisfaction or dissatisfaction with the areas of life that are important to
him/her.” Individuals with dementia are not a homogenous group and do not have the same
needs; therefore, what will promote well-being for one, may not be beneficial to another
(Bamford and Bruce 2000). Above all, the individual who has dementia is a human being and
should not b¢ treated as an object (Hendry and Douglas 2003). Giving individuals with dementia
opportunities of having something to do and allowing choices congruent with their level of
cognition are likely to lead to feelings of well-being and to retaining a sense of autonomy. It is a

basic human need to feel wanted and accepted (Barnes 2004).

Physical Domain
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It is very clear that people diagnosed with a dementia will experience debilitating losses
with profound consequences. However, what is not clear is to what extent the people around the
person diagnosed with dementia accelerate the progression of the disease. The progression of
dementia eventually impacts a person’s physical domain. In terms of health, researchers note that
people with advanced dementia are predisposed to infections, fevers, aspiration and pneumonia,
and they are not likely to be offered adequate pain management (Evers et al. 2002). The practice
of dispensing analgesics to people diagnosed with dementia is often dismissed as unnecessary.
Aggressive treatments given to people with severe dementia have been found to accelerate the
rate of progression of the disease process. Furthermore, Evers et al. note that the inappropriate
usage of antibiotics in end-stage dementia care can lead to iatrogenic outcomes such as renal
failure, ototoxicity (adversely affecting hearing and balance), diarrhea, and behaviours requiring
the use of restraints, and consequently prolong time to death.

The trajectory of functional decline in the last years of life varies significantly among
different conditions. Although dying with a diagnosed dementia involves a lingering trajectory,
the duration of the dying process is as variable as possible functional losses. Particularly
important for people diagnosed with dementia is the significant impairment in functional ability
throughout the last year of life in comparison to the experience of someone dying from cancer
who experiences the same level of functional decline in just the last three months of life (Chen et
al. 2007). Functional decline resulting from the progression of dementia offers little opportunity
to worsen throughout the last year of life; in turn functional ability becomes a less reliable
marker of terminal status (Chen et al. 2007). While each course of dementia is unique, typically
death occurs in seven to ten years but can progress as quickly as three to four years or as slowly

as fifteen (Nuland 1993). It is important to recognize conditions that could be treated resulting in
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improvement in function of the affected domain. With the ongoing introduction of new medical
technologies, the primary goal is to fight to prolong life; therefore, it becomes problematic to
determine when to move away from aggressive/curative approaches towards a palliative/comfort

approach.

Psychological Domain

The psychological domain of personhood encompasses the emotions, habits, and
personality of a person. Often there is a loss of former personality with the progression of
dementia, altering the person such that he or she is no longer recognizable to family and friends.
For many onlookers it is difficult, if not impossible to move beyond the changes in personality
and to accept the emergence of new habits and behaviours. A neuropsychiatric perspective,
commonly understood as the management of Behavioural and Psychological Symptoms of
Dementia (BPDS) treats what are considered to be underlying pathologies of the brain. In
contrast to a psycho-social perspective, BPDS understands difficult behaviours as being distinct
from the reactions of the person to their declining abilities (Sabat 2008b). Consequently, by
strictly adopting a neuropsychiatric perspective, care plans often adopt the use of
pharmacological methods to treat what is considered to be inappropriate behaviour. Placing
people with a diagnosed dementia into passive roles rather than attempting to understand their
psychological changes and resulting behaviours diminishes their chance of achieving a good
quality of life. Alternatively, when mindful attempts are made to “engage with a person as a
person” (Sabat 2008a:84) and to understand the larger social context of that interaction, we can
begin to see that the act in and of itself is not necessarily a product of brain damage but may be a

response to dysfunctional social treatment (Sabat 2008a). It is counterproductive to try to
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influence a person with a diagnosed dementia to reorient him or herself to what we ourselves
understand as reality or proper social behaviour. The challenging behaviour becomes a challenge
for the caregiver to 1) recognize personal reactions to the behaviour, 2) find ways to best
understand the problem behaviour and, 3) find ways in which the person can better cope
(Goldsmith 2002). We are more likely to achieve better outcomes for all concerned by
authentically working towards understanding and interpreting behaviour and through “interacting
with them as persons” (Sabat 2008a).

What appears to be a much ignored aspect of the psychological domain is acknowledging
the role that emotions play as a part of everyday life and recognizing that they are not simply an
inevitable consequence of dementia (Rewston and Moniz-Cook 2008). Not considering the
emotions of the person who engages in challenging behaviour can lead to further emotional
distress. A wide range of negative feelings such as hostility, fear, panic, anger, embarrassment,
and shame may then be experienced by the person diagnosed with a dementia, leading care
providers to understand the behaviour as being problematic (Rewston and Moniz-Cook 2008).
Four common reasons for emotional distress in people with a diagnosed dementia have been
identified: “1) adjusting to having a diagnosis of dementia; 2) cognitive changes in perception
and information processing; 3) personality and coping style; and 4) emotional distress of others.”
(Rewston and Moniz-Cook 2008: 252).

Equally important is that unattended emotional distress can potentially develop into
anxiety and/or depression. The lack of understanding of the disease process often results in
withdrawal from social interactions by both people diagnosed with dementia and by thejr family
members, resulting in emotional pain (Katsuno 2005). The lack of social interactions, in

particular the high degree of alone time which is spent in LTC doing nothing, could in turn
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obscure the amount of loneliness and sadness that the person with a diagnosed dementia is
actually experiencing (Ward et al. 2008). The goal of care should always be towards remission
of depressive symptoms. What people who are faced with a diagnosis of dementia need the most
1s repetitive reassurance and affirmation (Small et al. 2007) and validation that there is meaning
associated with their expressions of emotions (Kitwood 1997). No matter how it is termed,
challenging behaviours are most often a person’s attempt at communicating and meeting

physical, emotional or social needs (Small et al. 2007).

Social Domain

The social domain of personhood draws upon interpersonal relationships, culture, values,
beliefs and interactions with various social systems. Moyle and colleagues (2007: 185) found
evidence of the benefits of interpersonal relationships stating, “social networks, support and
participation, no matter if they come from the inside or outside the facility, are important to
happiness and well-being.” An argument could be made suggesting that the social domain is an
extremely important domain of personhood. Beginning with Kitwood and followed through in
thinking by many current researchers, personhood is considered to be essentially social and
facilitated through different social practices in relation to others (Cohen-Mansfield et al. 2000;
Adams and Gardiner 2005; Bartlett and O’Conner 2007). Similar to any dysfunctional
relationship, focus is more often placed upon the person who has been diagnosed with a
dementia as being problematic, with no onus placed upon the other party of the interaction. It is
important to recognize the impact of situational components (disease and social circumstances)
of the interaction and the resulting behaviour of the person diagnosed with dementia (Sabat

2002b). Cohen-Mansfield et al. (2006) argue for a move away from binding the essence of
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personhood with cognitive ability. The uniqueness of each person diagnosed with a dementia
blossoms when interactions with others allows identity to be creatively expressed (Cohen-
Mansfield et al. 2006).

Adams and Gardiner (2005) distinguish between “enabling” and “disabling” dementia
communication. Enabling dementia communication occurs when the person diagnosed with a
dementia is permitted to express his or her own thoughts, feeling and wishes in the manner they
are best able (Adams and Gardiner 2005). A disabling conversation occurs whenever participants
of an exchange reinterpret what has been said through rephrasing or changing the meaning of the
speaker (Adams and Gardiner 2005). Allan and Killick (2008) further expand on this by
including the acts of interrupting the train of thought of the person diagnosed with dementia,
using professional language and speaking outside of earshot about the person.

Communication is essential to being a person and to our ability to have relationships with
others. Sabat (2008a) suggests using a multiple choice format in attempts of communication.
This format provides a better opportunity for successful communication by facilitating the use of
recognition skills which enhance the ability to make a choice. Key to this type of communication
is the environment in which the interaction takes place. The person with a diagnosed dementia
requires time to respond, in an environment with the least amount of distraction possible. With
cognitive impairment it can be expected that communication may be filled with moments of
silence and take longer than what is otherwise considered acceptable (Baldwin, 2008).

Literature promoting personhood in dementia reiterates time and again the importance of
being able to accept the reality of the person diagnosed with dementia (Cohen-Mansfield et al.
2000; Goldsmith: 2002; Moore and Hollet: 2003). As Lloyd, Gatherer and Kalsy (2006: 1396)

argue “views expressed by individuals at any given time represent some aspect of their reality
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and perspective.” Allowing ourselves to accept a reality which is outside of an acceptable norm
may go a long way toward producing a positive interaction with someone diagnosed with a
dementia. With the progression of dementia, the person has absolute belief that what they are
saying is the truth, and it becomes the challenge of the person without dementia to react to these
perceived realities in a creative, positive, accepting, non-degrading manner (Hart 2003). Kitwood
cautions, “it becomes unwise to dismiss any interactions between people who have dementia as
meaningless or nonsensical” (1997: 95). Using “illogic logic” requires the suspension of belief in
order for the person with dementia to feel safe and accepted in their own environment (Hart
2003). Dismissing people diagnosed with a dementia rather than attempting to understand their
psychological changes and resulting disruptive behaviours diminishes their chance of having
their personhood respected. By only paying attention to the deterioration that the disease process

brings, we miss seeing the person at the centre of it all; the disease is all that is seen.

Spiritual Domain

Perhaps the most neglected domain of personhood which provides an individual with
hope and a sense of meaning in life is the spiritual element. The ways in which spirituality is
discussed in the literature are as variable as the assigned contextual definitions. One definition
found in the literature speaks of spirituality in reference to dementia as, “our need and capacity
for relationship to whatever or whoever gives meaning, purpose and direction in our lives”
(Albinsson and Strang 2002: 169). Spirituality is an essential part of the humanity of all people
(Puchalski 2007) which is not limited to a relationship with God. It could include other perceived
higher powers and elements of nature (Albinsson and Strang 2002). In the context of sociology,

spirituality has the capacity to create meaning in relationships, in turn alleviating some of the
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