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Introduction.
The question posed 1n this essay 1s taken to ask how psychological work 1s

influenced by a focus on either the person presenting with symptoms of dementia, or
on these symptoms themselves. Further a person 1s understood to be a unique. holistic
being with individual needs, desires and characteristics besides the generic symptoms
of dementia. In the following, it 1s seen as self-evident that dementia 1s related to
neurological erosion and the evidence supporting the biomedical model of dementia 1s
not dealt with explicitly. Also, for reasons of space, the essay does not deal explicitly
with ethical considerations or indirect work with carers.

The essay begins with a discussion showing that the biomedical model, with
1ts focus on links between neurological changes and symptomatology, rather than the
person displaying these symptoms, is an incomplete theory of dementia.

The following section discusses the social construction of dementia as a
neurological disorder. A further deconstruction of the causal linearity between
neurology and symptoms is attempted, and an understanding of dementia as a multi-
causal process emerges. This 1n turn places psychological vanables, such as
individual perception of problems, in the aetiology of dementia, illustrating why a
focus on the person with dementia should influence interventions.

The essay then moves on to consider the subjective experience of dementia in
the context of potential loss of self-identity. This section also seeks to establish
whether interventions aimed at the person behind the dementia can result 1n enhanced
well-being.

After having considered the domains of bio-medicine, social construction and
subjective experience, the essay deals with the only theory that draws these domains
together 1n the field of psychosocial dementia care; Dementia Care Theory (DCT).
DCT argues for the importance of supporting personhood and is of direct importance
to the question posed 1n this essay. The theory is discussed and expanded upon, and
finally 1t 1s suggested that DCT’s conceptual structure hampers its translation into
practical interventions. As a solution to this problem, the essay’s final section
proposes the nursing theory of Modeling and Role-Modeling. This theory relies on
empathy within a person-centred framework and appears more readily taught and

implemented than DCT.



The biomedical model of dementia.
Within the biomedical model it 1s assumed that one or more unknown factors

leads to neuropathological changes in the brain, which then causes the dementia to
develop and progress (Kitwood, 1997). This model 1s an abstract account of a process
that occurs 1n reality. However the model 1s routinely used as an objective explanation of
the causes of specific cases of dementia (1bid.). The biomedical model, or in Kitwood’s
terminology, the standard paradigm, has survived a continuous debate surrounding the
nature of dementia which started in 1907, when Alois Alzheimer published a case report
“[A] bout a Peculiar Disease of the Cerebral Cortex” (Alzheimer in Snowdon, 1997, p.
154). The trend throughout has been towards a separation between normal aging and
dementia (Gubrium, 1986). However changes in the brain, such as those described by

Alzheimer, are not necessary or sufficient for symptoms of dementia to occur.

That changes 1n the brain are not necessary for symptoms to present can be seen
from post mortem studies of people with diagnosed dementia, where a proportion are
without the pathological changes in brain tissue expected within the biomedical model
(Kitwood, 1997; Burns, Jacoby, Philpot & Levy, 1991). The proportion varies from study
to study and has been reported to be as high as 34% (Homer et al., 1988).

It could be argued that future technological developments might enable the
detection of neurological change that is presently undetectable. However rather than
support, this would 1n fact challenge the basic assumptions of the current medical model,
as 1t would then have been shown that qualitatively, and/or quantitatively, very different
types of neurological damage can lead to the same type of dementia. This would threaten
the model’s fundamental assumption of links between specific damage to specific brain
structures and specific symptoms, and the predictive power of the model would be greatly
diminished. Syndromes such as frontotemporal dementia would make little sense and
lack reliability and validity 1f the symptoms usually ascribed to such constructs could also
occur to an equal extent with a different, and as of yet undetectable, neurological basis.

On balance, and taking account of the empirical studies (Homer et al., 1988:
Burmns et al., 1991; Kitwood, 1997), the contention that changes in the brain are not

necessary for symptoms to present, appears to be supported at the current stage of
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scientific knowledge. Consequently the medical model needs to be complemented by

psychosocial factors to give a complete picture of dementia aetiology.

That the changes in brain tissue are not sufficient for symptoms to present can be
seen from findings of large neuropathological changes in the brains of people who did not
show symptoms of dementia while alive (Kitwood, 1993). This was found by Snowdon
in the so-called Nun Study; a longitudinal study assessing 678 nuns for cognitive
impairment followed by post mortem examinations of brain tissue 1n 118 cases
(Snowdon, 1997). The Nun Study was criticized by Weiner, Cullum, Rosenberg & Honig
(1998) for using cognitive test results as evidence for the existence or non-existence of
Alzheimer’s disease in individual cases. Weiner et al. (1bid.) argued that an apparently
non-impaired test score in an individual with neurological change detected post mortem,
can be explained by a higher than assumed prevalence of dementia in the baseline sample
used by Snowdon (1997). However Weiner et al. (1998) did not provide evidence as to
why the 678 nuns who made up the sample would not show the variation in normal aging
and pathology needed to get a baseline with high ecological validity. The Nun Study
therefore gives support to the contention that neurological change is not sufficient for

symptoms to appear.

Little doubt exists in the hterature about the importance of neurological causes for
the development of dementia. But the standard paradigm does not appear to explain all
cases of dementia, nor does there seem to be a simple, causal relationship between the
extent of neurological damage and the severity of symptoms observed (Burns et al., 1991;
Nagy et al. 1995; Snowdon, 1997) As a result it is reasonable to look outside the
biomedical paradigm and assume that it could be of value to work psychologically within

a holistic personal paradigm, rather than staying solely within a model that tends to focus

on dementia as a disease entity (Kitwood, 1997).

Dementia as a social construction.

As can be seen from the above, much uncertainty exists about the “objective”
nature of dementia and as a result the concept can, to a large degree, be shaped by social

consensus within the scientific discourse (Gubrium, 1986). Social Constructivists such as



Hanson (1989, 1997) see neuropathology as one of many causal factors in the social and
interpersonal process that plays itself out for the individual with dementia, as he or she
goes from being a person with dementia to simply, and almost solely, being a patient.
Hanson (ibid.) distinguishes between symptoms and problems and argues that symptoms
often exist for long pre-clinical periods before problems develop in the internal workings
of a family and the medical/social system is alerted. A pre-clinical or pre-problem period
of between 5 and 7 years has been found in qualitative, interview studies (Swane, 1995.
Keady & Gilliard, 1999).

Keady & Gilliard (1999) carried out qualitative interviews with 15 clients and
their families 1n order to describe how the family construes the appearance of early
symptoms. It was found that the dementia sufferer most often perceives the new situation
as a battle with the family over whether the symptoms are problems or not. The person
with dementia feels under suspicion and pressure to cover up the symptoms. On the other
hand, allocation of help from extermnal sources 1s often judged by the “gate keepers” to
these resources as relevant, more on the basis of presence or absence of “drama”, than on
the basis of professional assessment of objective family needs (Swane, 1995). Hence the
carers are “pushed” towards creating the drama that will give them the help they believe
1s needed.

It tollows that a set of conflicting interests are created, not just between the person
with dementia and his or her family, but also within the family members. These carers
will want to preserve the dementia sufferer from showing dramatic lack of coping
capability, but on the other hand will also want professional help. It can be speculated
that this set of conflicting interests can exacerbate the physical and mental abuse of
dementia sufferers, known to be common within families (Carp, 2000), as the frustrations
of irreconcilable interests are acted out.

In addition, 1t has been found that levels of expressed emotion, defined as
communication of negative emotions in a family, is related to the likelihood that
symptoms of dementia in a tamily member leads to problems, which in turn lead to the

redefinition of that person as a patient (Hanson, 1989; Vitaliano, Becker, Russo, Magana-

Amato & Maiuro, 1989).



This 1llustrates how dementia cannot be well descrnibed as a linear relationship
between single causes, such as neurological erosion, and symptomatology. Dementia is a
neuro-psycho-social process without a discreet starting point and one that only ends with
death. It follows that all involved 1n the psychological well-being of dementia sufferers
must think 1n terms of complexity and process, rather than symptoms and irreversible
decline, in order to devise interventions aimed at actual problems as these are

subjectively experienced by the person with dementia.

The subjective experience of dementia.
The focus on the person with dementia 1s a relatively recent development, partly

because dementia’s inherent challenge to memory based i1dentity makes 1t difficult to
study the self by standard question and answer approaches. However a shift occurred in
the early 1990’s when a number of researchers began to interview individuals with
dementia, rather than only carers as had been usual until that time (Keady, 1996).
Combined with more sophisticated observational methods (Kitwood & Bredin, 1992.
Kitwood, 1997) this elevation to interviewee status meant that the dementia sufferer
became less of an object and more of a subject in the research. As a result large
individual vanation 1n the experience of dementia was shown to exist and to be related to
pre-morbid personality (Swane, 1995; Magai, Cohen, Culver, Gomberg & Malatesta,
1997). This variation indicates that the dementia process can have varied consequences
for different clients. It has even been suggested that, as the person ceases excessive
conformity to social convention, dementia can act as “a genuine form of personal
growth” (Kitwood, 1995, p. 139). Again, it 1s clear that every person is unique and
psychological work must take account of the subjective experiences of individual clients
as they change over time.

Nevertheless, a desire to maintain involvement in one’s own life 1S a common
feature of the dementia sufferer’s attempt at adaptation to his or her changing world.
There are two main strategies used in succession to stay involved; Taking stock refers to a
period with anxiety, low mood and possible depression while the client becomes ready to
speak and thereby move to a stage characterised by sharing the load with carers (Keady
& Nolan, 1995; Keady, 1996; Keady & Gillard, 1999). These stages overlap and have

individual expressions in different people, a feature that any psychological intervention



must take account of to support the individual adequately. That 1s, it would be
disrespectful and counterproductive to ofter a sharing of the load if the client 1s clearly
taking stock. It is important however, to be aware that some clients move quickly
between stages and that a minority may even skip either stage (Keady & Gillard, 1999).

As it is now established that desire to maintain involvement in ones’ own life 1s
common for the person with dementia, 1t becomes important to support a coherent
narrative about self-identity or personhood. This contention 1s underlined by Woods,
Portnoy, Head & Jones (1992), Funkenstein (1993), Gearing & Coleman (1996), Haight,
Coleman & Lord (1995) and Mills (1997), all of which retfer to improved quality of life
when narrative identity 1s supported.

Mills (ibid.) reported that all participants (n = 8, interviews = 141) 1n her in-depth
interview study focussing on life history, showed improved life satistaction as measured
by the indicators of well-being defined by Kitwood and Bredin (1992)'. An important
finding by Mills (1997) was that all her participants put emphasis on conveying episodes
from their personal history, in which their role had been central and their emotional
involvement high. Mills takes this to mean that re-telling of such stories reiterates the link
between emotions and episodic memory, which 1n turn 1s seen as a constant re-
establishment of narrative i1dentity. Mills (1bid.) describes how the participants slowly,
and 1n tact with their memory decline, “transferred” their personal narrative to the
interviewer who was then able to feed it back in order to help retain a teeling of narrative
identity in the client. Crucially, Mills (1bid.) found that even at the most severe stages of
dementia, all participants had retained at least fragments of narrative identity as indicated
by the ability to react with recognition to verbal clues of personal and emotional
signtficance.

Mills’ findings 1illustrate the central importance of recognizing the person behind
the dementia even 1n the most advanced cases. Clients at this end of the dementia

spectrum rely heavily on others to supply them with a sense of identity and therefore

well-being (1bid; Haight et al., 1995; Gearing & Coleman, 1996).

' These indicators are: The assertion of desires, ability to experience and express a range of emotions,
initiation of social contact, affectional warmth, social sensitivity, self-respect, acceptance of other demcntia
sufferers, humour, creativity and self-expression, showing evident pleasure, helpfulness and relaxation.



Further Mills’ (1997) findings point to the importance of early diagnosis and staff
consistency over time. Clients can convey their personal narrative better in the early
stages of dementia, and staff who have dealt with a person over time will be better able to
vicariously hold, and then feed back, the salient features of the narrative in a way that can

sustain self-identity for that person in the advanced stages of dementia.

Dementia Care Theory.
The most influential theory in the field of psychosocial dementia care is the

Dementia Care Theory of Tom Kitwood. DCT incorporates many of the insights already
described in this essay. Kitwood and Bredin (1992, 1992a) argue that society’s emphasis
on neurological causes of dementia, and the resulting neglect of the individual’s unique
perspective on his or her psychosocial situation, causes the greatest loss encountered by
the dementia sufferer: the loss ot personhood. Personhood means that an individual has a
certain status in society and that he or she 1s worthy of respect on the basis of being
human.

In contrast to Mills (1997), who believes that carers should recognize the client’s
inherent personhood despite his or her lack of cognitive ability and other problems,
Kitwood does not see personhood as something inherent, or as being dependent on the
individual’s characternistics or abilities. Kitwood sees personhood as a status allocated at
birth and one that continues to develop through mutual social interactions (Kitwood,
1997). Thus “personhood is not, at first, a property of the individual, rather, 1t 1s provided
or guaranteed by the presence of others” (Kitwood & Bredin, 1992, p. 275). As such
personhood can be given - and taken away - by others within social inter-relationships
and the question of whether an individual has personhood 1s under continual
renegotiation.

According to Kitwood (1997) loss of personhood may occur with the continual
encounter of depersonalising in the form of: treachery, disempowerment, infantilization,
intimidation, labelling, stigmatisation, outpacing, invalidation, banishment and
objectification, i1gnoring, imposition, withholding, accusation, disruption, mockery and
disparagement. Kitwood believes that such interactions form a malignant social
psychology, charactenistic of the standard paradigm or biomedical model of dementia and

that the depersonalising interactions are common techniques used to promote compliance.
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Carers justify the need for compliance by construing the person with dementia as
“defective” (ibid.). Thus a vicious circle is created as a “defective” person with greater
ease can be treated as a non-person, confirming his or her lack of personhood and the
split into “them” and “‘us” is strengthened within the carers.

Furthermore Kitwood (1997; Kitwood & Bredin, 1992) argues that this process of
undermining personhood, results in negative effects on four global sentient states:
diminished self-esteem, a reduced sense of agency and control over one’s life, a sense of
hopelessness and reduced social confidence defined as a feeling of being at ease with
others. Taken together these aspects of the malignant social psychology will, according to
Kitwood (1997), lead to a reduction in level of functioning, perhaps even increase the rate
of decline and neurological impairment and will promote a persistent vegetative state in
the person with dementia. However, Kitwood believes that a difterent outcome 1s
possible if an empathetic care regime 1s implemented. Under such conditions the
dementia sufferer is thought to have an opportunity to “‘expand’ again, perhaps in new
and unexpected ways; becoming part of the action and having both a place and a role”
(Kitwood, 1997a, p. 20). Thus a state of relative well-being, not possible under the
malignant social psychology of the standard paradigm, can be facilitated if the dementia

sufferer’s personhood is acknowledged.

Interventions in Dementia Care Theory.

In order to bring about the mentioned “expansion” it must first be established
which malignant elements exist in the social psychology between carer and client. It was
with this in mind that Dementia Care Mapping (DCM) was developed (Kitwood &
Bredin, 1992a; Innes, Capstick & Surr, 2000). DCM 1s an assessment method designed to
evaluate quality of care as a whole, but can also be used to pin-point areas in need of
further development with regards to the process of care for individuals. DCM uses
registration of both qualitative and quantitative variables to find correlations between
activities engaged in and apparent well-being, and has been found to be vahd and
effective in a number of studies (Brooker, Foster, Banner, Payne & Jackson, 1993;

Williams & Rees, 1997). The DCM approach forms a natural starting point for DCT

interventions.
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The psychological work carried out within a DCT framework assumes that well-
being follows from having physical and psychological needs met through an
intersubjectivity that supports personhood (Kitwood, 1990). It follows that psychological
interventions must focus on the person behind the dementia symptoms to aid well-being.
Also, the interventions must promote an empowering intersubjectivity and require an
empathetic caregiver who is able to facilitate interactions at the zone of proximal
development, which in this context means to perform only those components of an
activity that the client is no longer able to master (Vygotsky, 1990). For example, if a
person is no longer able to set the dinner table correctly but can pertorm this task if given
step-by-step instructions. A caregiver working within a DCT framework could provide
the needed items but let the client place them on the table, thereby enhancing the client’s
feeling of mastery and connection to the carer as they solve the problem together. The
underlying rationale is that intersubjectivity maintains personhood, which strengthens
self-esteem, agency, hope and social confidence, whereby well-being 1s facilitated and

the withdrawal into a persistent vegetative state 1s possibly prevented or delayed

(Kitwood, 1997).

Dementia Care Theory extended.

In general Kitwood (1990; 1997) suggests a dialectic model that gives both
neurological and psychosocial factors an interactional, causal role in dementia. The more
practical recommendations, as formulated under the heading of Person-Centred Care
(PCC), are however targeted solely at the social psychology between caregivers and the
person with dementia.

The primary aim of PCC is that the client retains personhood in the face of failing
mental powers. This 1s sought through the development of high quality social
interactions, designed to improve the following variables: comfort, inclusion in social
activities, attachment needs (understood as a reduction in “strangeness” of a situation).
occupation with what is subjectively significant and the feeling of identity. It can be
argued that Kitwood falls into a tautological trap when he defines a high quality
interaction by the presence of the above-mentioned vanables, and then argues that the

presence of these variables, in specific cases, proves that the observed interaction was ot
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a high quality (Kitwood, 1997). In addition, this aspect of the theory seems to go against
the overall aim of putting the person with dementia centre stage in his or her life. as it
objectifies what can be considered a high quality interaction, thereby subtracting from
what must be an inherently subjective judgement.

This view is supported by Lawton (1983) who asserted that the only true measure
of well-being is the person’s idiosyncratic perception. Lawton (1983a) suggested a two-
dimensional model of psychological well-being, based on the finding that negative affect
1s more strongly related to engagement with inner aspects such as a memory, a thought or
a physical symptom, while positive affect 1s more strongly related to engagement in
external, interactive aspects of the person’s world. The two-dimensional model has
received some support in Lawton’s later work (Lawton, Moss, Kleban, Glicksman &
Rovine, 1991; Lawton, Haitsma & Klapper, 1996).

By combining Lawton’s research (ibid.) with results showing that: “[A] high
proportion [77.5% n = 213] of elderly people can answer questions about their quality of
life, even 1n the presence of significant cognitive deficits” (Mozley et al. 1999, p. 776), a
case can be made for extending Kitwood’s concept and DCM-measurement of well-being
to encompass a variable reflecting degree of felt congruence between desired and
obtained goals. This would give a more complete and valid estimate of felt well-being,
because 1t takes account of the balance between inner wishes and actual possibilities 1n

the environment.

DCT stands almost unchallenged in the psychological literature but has been
criticized on methodological grounds by Adams (1996). Adams argues, in line with the
above-mentioned desirability of a subjective aspect to the measurement of well-being,
that Kitwood’s research relies too heavily on information supplied by relatives,
information Adams considers unreliable. Adams (ibid.) goes on to say that the low
correlation between the number of crucial life events reported by relatives, and
subsequent development of dementia, does not lend support to the general 1dea that
psychosocial life conditions and dementia are related.

However it appears untenable to first develop a criticism of DCT based on the

unrehability of relatives as informants, only to develop another criticism based on a
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correlation that is entirely dependent on the validity of information about clients lives

supplied by these same relatives.

The comprehensive nature of DCT retlects Kitwood's vanied background, which
includes a natural science degree and training as a priest in the Church of England (ibid.).
While comprehensiveness is part of the theory’s attraction, it can also remove its
recommendations from the day-to-day psychosocial work with clients, as caregivers
struggle with the implementation of a theory encompassing aspects such as society’s
ideological and socio-political discourse on attitudes towards dementia (Packer, 2000;
Pool, 2000). Studies show difficulties with implementation even when extensive training
1s undertaken (Lintern, Woods & Phair, 2000; 2000a).

A way to implement Kitwood’s central ideas of sustaining personhood in a
manner less reliant on understanding theory, and therefore easier to teach and supervise,

exists in the nursing theory of Modeling and Role-Modeling (Rogers, 1996).

Modeling and Role-Modeling; a nursing theory.
Modeling and Role-Modeling theory (MRM) originated in practical nursing and

synthesised the theories of Rogers, Maslow, Erikson, Piaget, Selye, Engel and Bowlby to
explain the observations made in this practice (Erickson, Tomlin & Swain, 1983). MRM
holds that all interventions should be based on the client’s subjective understanding of the
environment (1bid.).

Modeling reters to understanding a person’s resources, needs and expectations
and facilhitating meaningful interventions for the individual.

Role-Modeling entails formulating and implementing interventions from a client-
centred perspective designed to enhance and maintain health and well-being 1n all aspects
of the individual’s experience, or in Erickson et al.’s terminology; it 1s the promotion of
holistic health (1b1d.).

In MRM signs and symptoms of dementia are seen as indicators of need status
rather than as problems to be treated, and attention is constantly paid to any incongruence
between desired and obtained goals (Kinney & Erickson, 1990). As argued in the above
section of this essay, this in turn implies a promotion of well-being through the focus on

the person with dementia rather than on an assumed disease entity.
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The concepts of facilitative affiliation, nurturance and unconditional acceptance,
are of primary importance in MRM’s application to dementia care (Enckson et al., 1983;
Rogers, 1996). Facilitative affiliation is defined as: “any nurse-client interaction in which
the nurse assesses the client’s needs based on that individual’s self-care knowledge and
perceived resources and creates individualized interventions based on those identified
needs” (Rogers, 1996, p. 175). The relationship between nurse and client 1s furthermore
characterised by availability, advocacy and nurture on the part of the nurse, and the
overall nurturing approach is designed to install mutual trust, so that the client can move
towards holistic well-being with help but also with the least possible dependence on
carers (Erickson et al., 1983). There 1s no apparent reason why this general attitude and
approach should not be readily generalized to protessionals, other than nurses, when
working psychologically with dementia sufferers.

Unconditional acceptance assumes an empathetic approach, giving insight into the
client’s perception of the world whereby a unique opportunity to 1dentify needs anses. It
also opens a cognitively low-demanding “channel” through which the client can be told
that he or she is a valued person with whom one can relate (Rogers, 1958).

It 1s an explicit assumption of MRM that all humans are endowed with a need to
fulfil their potential and that this need is responsible for lifetime growth. This 1s assumed
even when the growth 1s expressed as a “slowing down’ adaptation to a stressor, such as
the cognitive decline experienced in dementia (Erickson et al., 1983). Related to this 1s
the 1dea that humans possess an inherent need for both dependence and independence
from others. This dual need is thought to be present from birth, and only the degree of
dependence and independence fluctuates over the lifetime of an individual. Again, the
caregiver must take an empathic stance in order to find the balance that will give the

highest sense of well-being for the dementia sufferer (1bid.).

MRM offers a practical operationalization of many recommendations coming out
of the theories and studies related earlier in this essay as it 1s person-centred and
promotes an empowering intersubjectivity. Furthermore it does so in a more pragmatic

way, without loosing track of the central importance of the person behind the dementia.
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MRM is based on empathic relations between caregiver and client. This emphatic and
“non-technical” feature means that the theory 1s more likely to be implemented in dav-to-
day work with clients as it is, in principle, easily taught and has obvious face value.
Although it has been shown that MRM can be beneticial for both clients and those
caring for them (Acton and Miller, 1996), the empirical base 1s not as strong as that of
DCT. However, in practical terms, the two theories will have similar expressions when
working with clients, and when taking account of the difficulties with the implementation
of DCT a case for the promotion of MRM as a practical extension of DCT can be made.
This may not be optimal from a scientific perspective, but could represent a step closer to

best practice in settings where one 1s struggling to implement DCT.

Conclusion.
This essay 1nitially argued that neurological change 1s not necessary or sufficient

for symptoms ot dementia to occur. This supports the 1dea that various paradigms could
be of value when working psychologically with clients, as not all variation 1n
symptomatology 1s fully accounted for by the medical model. Also, seeing a person with
dementia rather than generic symptomatology will influence psychological work as 1t
entails taking account of relevant information typically disregarded by the medical
model.

The social construction of dementia was considered in more detail and 1t was
discussed how families often experience conflicting interests that can cause problems tor
all involved. Psychological interventions are best suited to deal with these problems and
1t was argued that a prerequisite for this work 1s to acknowledge the person with dementia
and not exclusively focus on symptoms. The reason being that problems are partly
cognitive and social constructions, and as such can only be understood 1f one attempts to
take the position of the individuals in question. A feat not easily achieved if one 1s only
seeing a disease entity.

Empirical studies showed that, even at the most severe stages of dementia, clients
can retain at least fragments of narrative identity if supported correctly. This illustrates
the influence on psychological work of recognizing the person behind the dementia. as

such recognition 1s necessary for support to be carried out effectively. Further this has
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added importance as it was shown that recognition of personhood is linked with
improved well-being.

The domains of biomedicine, social construction and subjective experience are
incorporated in the only comprehensive theory in this field; the Dementia Care Theory.
DCT argues that care based on the biomedical model of dementia results in a malignant
social psychology that ultimately promotes a persistent vegetative state in the dementia
sufferer. However, 1t 1s also believed that a more positive outcome is possible if
empathetic care, supporting personhood, 1s i1mplemented. DCT highlights how
psychological work is influenced by the ability to see the person behind the dementia and
thereby move away from a malignant social psychology. It 1s concluded that the theory is
an important tool in this regard, but also that it would benefit from including a vanable
measuring felt congruence between desired and obtained goals. This would give a more
complete and valid estimate of subjective well-being. Furthermore 1t 1s suggested that
DCT’s practical implementation could be hampered by 1its relatively complex conceptual
nature and as a solution to this problem the nursing theory of Modeling and Role-
Modeling was introduced.

MRM uses a client-centred and emphatic approach with emphasis on the
individual with dementia and does so 1n a non-technical manner that makes 1t more likely
to be taken up and used in the busy day-to-day psychological work 1n settings such as the
NHS.

In sum, psychological work in this field is heavily influenced by whether one sees
persons with dementia or only symptomatology. It is clear that a narrow biomedical

approach has detrimental effects on well-being and it should theretore be challenged

whenever encountered.
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Introduction.
According to The Penguin Dictionary of Psychology, the basic axiom of a holistic

position 1s that a complex phenomenon cannot be understood by an analysis of the
constitute parts alone (Reber, 1995). As such the analysis put forward in this cssay will
assume that an eftective and holistic psychological assessment of a child must kecep the
child in the centre of attention while assessing the impact that multiple factors in the
environment may have on the child. This means that a ‘tick the box™ approach, which can
assess many environmental factors will not be considered a holistic assessment until the

information obtained has been related specifically to a particular child.

The essay utilizes Unie Brontenbrenner’s Ecological Systems Theoiv and argues that
this developmental theory provides a terminology and a way of thinking about children
that can guide holistic assessment. The case for using Bronfenbrenner’s thinking in this
manner 1s analysed using empirical evidence. This 1s done to show how all the different
levels of the environment, as defined by the theory, impact on the child’s devclopment

and psychological status.

The essay then argues that when all levels of the environment can be shown to eftect the
child’s development and psychological wellbeing in a complex and interactional way, 1t
follows that a ‘non-holistic’ assessment is incomplete and at risk of missing important
factors and potential opportunities for ettective intervention.

As a result, it is concluded that the analysis of the rationale for holistic assessment has
provided a compelling argument for the contention that effective assessment of children

must be holistic 1n nature.

Ecological Systems Theory formed the background to the now well-established view
that a child’s development happens within a complex web of relationships aftected by
multiple levels of the environment. The theory thereby challenged the traditional
understanding of the relevant environment as being limited to events and conditions
immediately surrounding the child. The theory is however phrased in mainly abstract and

theoretical terms and as a result the essay will use clinical examples to illustrate the



analysis of how different levels of the environment can impact on the child. It is hoped
that these examples will 1llustrate important aspects and also help keep the focus on the
child as a unique individual, a fact easily lost in the scientific language within this

particular field.

Together with clinical examples and the empirical evidence cited below, Ecological
Systems Theory provides a rationale for holistic assessment and a general framework for
thinking about children as interconnected with various aspects of the environment.

However 1t lacks the necessary conciseness 1n the establishment of important factors for

an effective assessment 1n clinical practise.

A more concise model for effective assessment has been provided by the Government’s

Assessment Framework which had to be implemented across all services by March 2001

(Department of Health, 2000).

While broadly based on holistic thinking the assessment framework provides a list of
important factors in the assessment of children in need. The essay attempts to place the
Government’s framework factors within Ecological Systems Theory. This 1s done 1n
order to establish whether the provided list of important factors assesses all levels of the
environment and their impact on the child.

Furthermore the essay analyses the framework’s main factors separately in order to
determine whether the existing empirical evidence constitutes a rationale for this

approach as the assessment strategy of choice.

The rationale for holistic assessment.
Since Bronfenbrenner (1979) published his Ecological Systems Theory, the assumption

that children develop within a complex system of relationships affected by multiple levels
of the surrounding environment, from immediate settings to broad cultural values, laws

and customs, has become widely accepted (Berk, 1994; Department of Health, 2000)2.

* Please see Figure | for Bronfenbrenner's model and general terminology.



This acceptance 1s based on sound empirical evidence at all levels. Figure 1 Ecological

systems theory (Adapted from Berk, 1994, p.26)
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At the microsystem level, which refers to activities and interaction patterns in the child’s
immediate surroundings, 1t has been shown that a child’s temperament (friendlv or
unfriendly as seen by its mother) is a strong determinant of whether the parenting is
characterized mainly by positive and patient attitudes or by restriction and punitiveness
(Henker and Whalen, 1989).

Similarly the mother-infant dyad’s “fit” or reciprocal communication pattern, in which
the optimal mother reacts to her baby’s signals in a well-timed way, has been reliably
correlated with attachment style, which in turn has been linked to various psychological
and behavioural problems in later childhood and adolescence (Carlson, Cicchetti, Barnett
and Braunwald, 1989; Elicker, Egelund and Sroufe, 1992; Jones, 1998; Suess,
Grossmann and Sroute, 1992; Stern, 1985).

Within the microsystem any interaction is effected by the activities of other individuals
present. This can be 1llustrated with the clinical example of a mother who resents the lack
of child rearing support received from the child’s father, and who therefore reacts to her
child’s demanding temperament by using inconsistent discipline and by becoming hostile
towards her child. This pattern was regularly found in Hetherington and Clingempeel’s
(1992) study ot the relationship between marital conflict and parental child rearing style
(see also Simons, Lorenz, Conger and Wu, (1992) in further support of this finding).

As 1llustrated by the clinical example given above, factors at the microsystem level,
such as the child’s temperament, marnital conflict between carers and the parenting style
to which the child 1s exposed, interact in complex ways and can have an impact on the
development and psychological wellbeing of the child. This strengthens the rationale for
paying attention to factors at microsystem level in the psychological assessment of

children.

At the Mesosystem level, which consists of connections between Microsystems (such as
day-care centre, school, home, neighbourhood etc.) that influences the child’s

development, it has been shown that a child’s academic success 1s not solely determined



by what goes on 1n the classroom. Rather, academic progress is influenced by parental
involvement in school and by the extent to which schoolwork is supported and engaged
with by the parents at home (Stevenson and Baker, 1987).

Similarly the strong correlations found between neighbourhood characteristics (such as
the presence of overhead walkways or the number of interconnected exits) and increased
levels of burglary, theft and assault (Coleman, 1991), are in accordance with data that

suggests that the physical environment has an impact on children’s deviancy rates

because of increased difficulties in parental supervision (Loeber and Stouthamer-Loeber,

1986).

A clinical 1illustration of the interconnection between Mesosystem factors can be seen
when a mother presents with a son who 1s falling behind at school, not as a result of
learning ditficulties, but rather because the mother is not valuing schoolwork and has
difficulties keeping him away from crime on a deprived estate where the physical

environment allows him to go about his activities unsupervised.

Again, the cited research and the clinical example i1llustrate how factors at Mesosystem
level can impact on the child’s behaviour and development. As a result, the rationale for
Including Mesosystem factors in the psychological assessment of children has been

supported.

The Exosystem consists of social environments that do not include children but
nevertheless have an impact on their lives. Examples of factors in the Exosystem are
parent’s workplace, parent’s friends and neighbours, the extended family and community
health services (Berk, 1994).

Apart from the common sense view that workplaces that aid tlexible work hours and
extended families with supportive characteristics can enhance the adaptive development
of children, the breakdown of factors at Exosystem level has been extensively researched
and found to be important in children’s development and psychological well-being.

In relation to this 1t has been shown that not only do factors such as social 1solation, lack

of employment, lack of social support and limited assess to community services, often
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lead to reduced wellbeing and sense of control over life amongst parents (Aldgate and
Bradley, 1999), these factors are also positively correlated with rates of conflict with
children, failure to thrive amongst children and child abuse (Emery, 1989: McLoyd.
1989; Utting, 1995). As a consequence it is clear that an assessment that neglects the
Exosystem runs the risk of missing factors that can have very important effects on the

child’s life and hence the intervention that is most appropriate.

An example of Exosystem importance from the clinic is the single mother who cannot
atford child care, who has no network of friends around her and who has an employer
who does not allow flexible hours. In this case it becomes important to look for other
Exosystem factors that can compensate, and it would be important to determine whether
the extended family or social services could help with the provision of childcare, so that

the mother can continue work and not slip further into social isolation.

This example also illustrates the more general point that assessment at all levels should

include protective as well as challenging factors in the child’s environment.

The Macrosystem 1s not a particular context but refers to laws, values and customary
practices of the surrounding culture (Bronfenbrenner, 1989).

Again 1t 1s important to relate information at this level to the individual child. As an
example 1t can be noted that while black and white children share large parts of their
culture, 1t 1s noticeable that black children are much more likely to be taken into care
(Barn, 1999), are less likely to be included 1in a family support program (Butt and Box,
1998) and are significantly more likely to experience the type of stress frequently

associated with people who need the services of social care agencies (Butt and Mirza,

1996).

This example, dealing with ‘institutional racism’, illustrates how factors at macrosystem
level can have direct effects on individual children’s lives and psychological wellbeing
and as such <ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>