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Dementia is a class of brain diseases causing, dependent on the subtype
and single case, a progressive deterioration of cognitive abilities such
as memory and reasoning coupled with problems of communication,
changes in personality, sensory or motor impairments, and behavioural
or psychotic symptoms (AMES, O’BRIEN & BURNS 2016). The WHO
estimates that it currently affects around 50 million people worldwide
(2016), of which around 10,5 million live in Europe (PRINCE et al. 2015),
with 850.000 based in the UK (Alzheimer’s Society 2014). In Germany,
people with dementia are thought to be around 1,5 million (BOHM,
TescH-RoMER & ZIESE 2009; OECD 2016) while in the Netherlands
they appear to be more or less 250.000 (OECD 2016). Between 9o and
98 % are older individuals (over 65 years of age) as there is a strong
correlation between aging and dementia (OECD 201 5). Focusing on Eu-
rope, it is calculated that the condition affects around 1,5-2,5 % of the
population aged 60—-69, 3-7 % of that aged 70-79, around 8.5-20.5 %
of that aged 80—89 and around 30-40 % of that aged above 90, with a
consistently lower prevalence in the countries of Easter Europe compared
to Western Europe (PRINCE et al. 2015). However, 5 % of cases occur
in younger individuals (Alzheimer’s Society 2015b).

Because of the seriousness of their impairments, people with dementia
are often in need of medical and psychiatric treatment and of constant
personal support, generating a significant burden of care and social/health
care expenditure (AsH 2014). For these reasons, the question of how to
guarantee appropriate person centred quality care to them is at the core of
public debate and the agendas of governments in many western countries
(WHO 2016). The symptoms of dementia may also contribute to create
challenges for the person in engaging in decisions regarding their life and
care. Indeed, it is not difficult to imagine how, for example, the impairment
of memory could lead them to forget essential factual elements relating
to a certain choice or how communication difficulties can be an obstacle
to correctly understanding their will. Moreover, their right to choose is
frequently hindered by the prejudice of medical and legal professionals,
carers or common people who assume them incapable by default. It is
also reduced by way of seeking their consent that does not take into con-
sideration their information processing peculiarities (Alzheimer’s Disease
International 2o012; Nuffield Council on Bioethics 2009).

Traditionally, the law has responded to these challenges by depriving the
person of the possibility to directly make the decision, appointing a third
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person (the guardian, caretaker or deputy) to choose for them (DHANDA
2006). However, a number of scholars have stressed the inadequacy of
such an approach (QUINN 2010; HARDING 2012). Indeed, individuals
with disabilities like dementia often maintain quite a strong ability to
form motivated opinions about their life and care, so it appears unfair
to disregard them and leave the choice to someone else (BARTH 2008;
BEHUNIAK 2010; GATHER & VOLLMAN 2013). Due to these concerns,
in the last decades the approach to legal decisions of people with mental
disabilities like dementia is gradually shifting from substituting the per-
son to assisting and empowering them to make choices for themselves.
This movement has been promoted principally through Article 12 UN
Convention on the Rights of Persons with Disabilities (CRPD), which
centres on the concept of supported decision-making.

This article looks at the challenges of enabling people with dementia
to make decisions on their medical and psychiatric care and how such
challenges can be overcome through supported decision-making. In
particular, it focuses on decisions on single treatments like medicines,
surgical operations, or pharmacological and non-pharmacological men-
tal health treatments. Therefore, it does not specifically look at choices
regarding the person’s hospitalisation, involuntary commitment, or
end of life, though it does address some questions that may apply also
to these areas. In its analysis, it refers to the principles established by
Article 12 CRPD and to examples and promising practices developed
in individual European countries. With regard to such initiatives, it has
no aspiration to provide an exhaustive inventory of everything that has
been established on the continent. Rather it aims to give some insights
on what a support-based approach to legal decisions of people with
dementia could look like in practice. Indeed, rather than provide step-by-
step indications on how a person with dementia should be supported in
each specific treatment decision, this contribution aims more to suggest
general ideas on what supported decision-making in dementia care means
and what the spirit should be on the basis of practices in this field.

In section two, a brief summary will be provided of the main charac-
teristics of dementia as a pathological category, its symptoms, and its
development. Then, section three will focus specifically on the obstacles
and challenges faced by individuals with dementia in making choices
on their life and care and on how such obstacles could be removed or
attenuated if adequate support is given to the person. Section four will
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focus on the idea of supported decision-making as it is framed in Artic-
le 12 CRPD. Section five will look at how supported decision-making
can be practically realised, referring to cases and practices reported in
white and grey literature. Finally, in the conclusion we will stress, both
the advantages of this new approach and questions which still remain
open.

Dementia: symptoms and development

Dementia is an umbrella term describing several types of conditions
affecting the cognitive functioning of an individual. Such conditions are
characterized by a significant decline in one or multiple cognitive domains
such as learning and memory, language, executive functioning, complex
attention, perceptual-motor and social cognition. The deficit must in-
terfere with independence in everyday activities, not occur exclusively
in the context of delirium, and cannot be explained by the presence of
other mental health conditions (APA 2013). The severity of symptoms
and level of cognitive decline appear subject to fluctuations, sometimes
on a daily basis, so that the person one day may appear completely lost
and the following day seems generally able to reason or perform tasks
(BRADSHAW, SALING, HoPwoOD, ANDERSON & BRODTMANN 2004).
Moreover, the person with dementia may show changes of personality
and opinions and challenging behaviour such as agitation, restlessness,
aggressiveness, non-cooperative attitude, or apathy (AsH 2014). At the
moment, there is no cure for dementia, so the condition has always a
fatal exitus (WHO 2016).

According to KAUFER and DEKosKkyY (20711), the various subtypes of
dementia can broadly be divided into two categories: degenerative and
non-degenerative dementias. While non-degenerative dementias repre-
sent a heterogeneous group of conditions with aetiologies varying from
vascular and endocrine to inflammatory and nutritional ones (FLANAGAN
2015), the processes involved in the degenerative dementias are intrin-
sic to the nervous system depending on chemical alterations, the dete-
rioration of synaptic processes, and atrophic phenomena (APA 2013).
Examples of non-degenerative dementias include vascular dementia,
posttraumatic dementia, and demyelinating disorders (FLANAGAN 20715),
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while the main examples of degenerative dementia are Alzheimer’s Di-
sease and Dementia with Lewy Bodies (AsH 2014). Each dementia type
has a unique pattern of symptoms. For instance Alzheimer’s Disease is
characterised by memory loss, while the initial symptoms of vascular
dementia are more connected with personality changes (APA 2013). So,
under the term »dementia«, various pathologies can be included with
symptoms also quite different from one another. Moreover, the various
forms of dementia may appear simultaneously in the same person, gi-
ving origin to cases of mixed dementia (Alzheimer’s Association 2018).
Beyond classifications, the way in which this condition manifests itself
may vary significantly from person to person. This, together with the
fact that its symptoms can be confused with physiological cognitive
decline due to aging, make it often difficult to diagnose the condition,
thus many people with dementia are never confirmed by their doctor as
having it (APA 2013). Also for this reason, in the latest edition of the
American Psychiatric Association Diagnostic Statistical Manual (DSM-
5), the expression dementia has been substituted by »major neurocog-
nitive disorder« (2013). However, the term is still widely used both in
medical-scientific and public discourse, generally designating an acquired,
persistent syndrome of cognitive impairment, often but not always linked
to an increasing age and generally referring to widespread forms such
as Alzheimer’s disease, vascular dementia, dementia with Lewy-bodies
and others (Ash 2014). This is mainly the use of the term to which we
will also refer to in this article.

Alzheimer’s disease (AD) and Dementia with Lewy bodies (DLB) are
the most prominent examples of degenerative dementia conditions.
Alzheimer’s is supposedly linked to an increase in deposits of the prote-
in fragment beta-amyloid (plaques) and twisted strands of the protein
tau (tangles) (MASTERS 2016; RiTcHIE & MASTERS 2016). The onset
of AD is most commonly characterised by an impaired ability to form
new memories (which includes short term memory loss, difficulties with
learning and episodic memory) and decreasing visual memory (APA
2013). Individuals with these problems appear to struggle with remem-
bering tasks and decisions in everyday life, forgetting appointments and
being confused by planning changes. However, the presence of these
symptoms alone is not sufficient. For the diagnosis of AD, the person
has to have additional deficiencies in several functional domains, such
as language, executive function, praxis, visuospatial, or constructional
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capacities (APA 2013). One of the most frequent secondary deficiencies
present in people with AD is the difficulty in word-finding and increasing
rate of semantic approximation, which can arise from the impairment
of semantic memory (MARTIN & FEDI1O 1983). This means that the
individual tends to use a more simplified language and struggles to find
correct words to express their thoughts.

Regarding the onset and progression of the condition, each case is rela-
tively unique, though it is standard to speak about two types of Alzhei-
mer’s: early and late onset (Rossor et al. 1984). The former type involves
people under the age of 60—65, while the second and most prevalent
involves people above that age. They are not only different in the time
of the first symptoms appearing, but also have a distinct progression,
with early onset having a stronger negative impact on attention and
executive functioning as well as a quicker deterioration of the short-term
memory (MARTIN & FEDIO 1983). This means that the individual can
have quicker deterioration of the ability to focus and switch between
tasks as well as general forgetfulness and difficulty keeping up with a
schedule. However people with this condition tend to have well-preser-
ved general memories about their past. Late onset individuals seem to
show worse outcomes regarding their long-term memory and semantic
abilities. Therefore, they have a quicker demise of memories of self as
well as more difficulties remembering general knowledge about the
world around them.

Dementia with Lewy bodies accounts for as much as 4.6 % of all de-
mentia cases (KANE et al. 2018). It is caused by abnormal masses of
alpha-synuclein protein in neurons, which impede synapses (McKertu
2007). The principal areas of cognition affected by DLB include atten-
tion, executive functioning, and visual perception, the latter specifically
including colour vision impairment (McKEITH 2006). The last aspect is
the one more characteristic of Dementia with Lewy-Bodies in comparison
with similar conditions such as Alzheimer’s (FLANIGAN 2017). So people
with this subtype of dementia, apart from having memory problems, dif-
ficulties with planning, organising, concentration, and switching between
tasks, may also face issues with seeing objects and colours. Moreover,
individuals with Dementia with Lewy Bodies are more likely to have
problems with sleep and visual hallucinations. Other differences between
DLB and AD include gender prevalence (with DLB being more prevalent
and aggressive in men), significantly shorter course of the disease, and
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prominent presence in DLB of other neurological signs such as slowness,
imbalance and other Parkinsonisms (BARKER et al. 2002).

The other major category of dementing diseases is vascular dementia.
The term is used to describe a broad range of impairments impacting on
reasoning, attention, planning, and general judgement due to obstructed
flow of blood to the brain. One of the most prominent examples of the
group is Binswanger’s disease, a small vessel vascular dementia caused
by damages to the white matter areas (responsible for the transmission
of impulses and communication between the various areas of the brain)
(BABIKIAN & ROPPER 1987). Despite the fact that the condition is clas-
sified under the dementia umbrella, mood changes and neurological
signs are its earliest signs and not cognitive deficits (BARKER et al. 2002).
Binswanger’s Disease is characterised by manic phenomena, obsessions,
and fixation on ritualistic behaviours that severely impact the everyday
functioning and eventually result in significant levels of personal neglect
(LAWRENCE 2000). Aphasia and psychomotor problems are also often
observed in persons with Binswanger’s Disease, while memory impair-
ments are less prominent (BARKER et al. 2002).

The heterogeneity of dementia’s clinical manifestations makes it difficult
to draw a general pattern with regard to the course and development of
the condition. However, for practical reasons related to the management
of the person’s care, several scales have been developed aiming at assessing
the severity of the symptoms and the rate of the general cognitive decline
(FOLSTEIN et al. 1975; REISBERG et al. 1982). These tools give only a very
general and often inaccurate representation of the dementia course so they
often encounter the perplexity of experts. However, they may be useful
to give a general idea of the condition progression. One of the most com-
mon classifications is the Clinical Dementia Rating (CDR) scale (HuGHs
et al. 1982). This scale has four stages: no dementia, mild, moderate, and
severe. Mild dementia is characterised by rare but persistent short-term
memory loss (especially inability to remember the details and sequence
of recent events), mild difficulty in solving everyday problems, especially
complex ones for which concentration and memory are important, and
mild difficulty with hobbies and community activities. Moderate dementia
is observed when memory loss symptoms develop further, leading to the
situation when only the most crucial, most emotionally weighted facts
are retained. The individual can hardly live alone at home as they have
a profound deterioration of cognitive functioning and ability to reason.
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Another group of symptoms is linked to a narrowing field of hobbies and
interests, which in part is due to the emotional state of the individual and
in part to their inability to perform most of the tasks relating to previous
hobbies. The final stage is severe dementia. In this stage, an individual
cannot live at home and has to be under continuous supervision due to
extreme memory damage and inability to make weighted decisions and
perform activities of daily living. In the very final stage, they often seem
completely unable to speak or interact with the environment around them,
they need to be fed, and they cannot move from their bed.

Because of the described symptoms, people with dementia are often in
need of supported living or relocation to specialised institutions where the
daily care and support can be guaranteed. Moreover, they continuously
require of medical and psychiatric treatment. Indeed, especially people with
Alzheimer’s take anti-cholinesterase drugs such as Donepezil, Rivastigmine
and Galantamine (BREGMAN & MOORE 2014; FoxX et al. 2014). These
pharmacological daily treatments reduce memory loss or confusion, but
may cause nausea, diarrhea, vomiting, anorexia, and weight loss. Moreo-
ver, individuals with dementia may also be administered other medicines
such as antipsychotics for the control of behavioural symptoms (BANERJEE
2009), which however have significant side-effects including feelings of
drowsiness, tremors, accelerated cognitive decline, stroke, and increased
risk of death (BALLARD & CORBETT 2010). Both behavioural problems
and cognitive deterioration can also be addressed through non-pharma-
cological interventions. These may consist of physical therapy or exercise,
face-to-face or group psychotherapy, and various techniques of cognitive
rehabilitation such as reminiscence therapy (i.e. triggering the recall of
memories through a variety of stimuli), validation therapy (focusing on
building sense confidence and self-respect), multi-sensory stimulation,
speech therapy, music therapy, and support groups (BREGMAN & MOORE
2014). These interventions are surely less controversial and do not bear the
side effects of drugs, but still have an impact on the everyday life of people
with dementia, occupying part of their time, putting them in potentially
uncomfortable situations, forcing them to enter in human relationships
they would not have cultivated otherwise, or to perform activities they
would have not done. Also, dementia appears associated with a significant
number of comorbidities, that is other physical or mental health conditions
arising congruently (BUNN et al. 2014; SANDERSON et al. 2002; SCHUBERT
etal. 2006). In particular, the physical illnesses most frequently coinciding
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with dementia appear to be cardiovascular and cerebrovascular disea-
ses, diabetes, fractures often related to falls, osteoporosis, various visual
and auditive impairments, cancer, Parkinson’s disease, renal conditions,
prostatic hypertrophy, and skin ulcers. In relation to psychiatric conditi-
ons the most prevalent are depression, bipolar, and delusional disorders
(SCHUBERT et al. 2006). Therefore, people with dementia are very likely
to face at least one serious surgical intervention such as a heart operation,
cancer surgery, hip replacement, removal of compromised organs such as
kidneys, or eye surgery. Moreover, they may have to take medications such
as chemotherapy, drugs for preventing high pressure, angina, blood clots,
arrhythmia and heart failure, or insulin, diuretics or again anti-psychotic
medications; all treatments that can be invasive or present significant side
effects spanning from confusion, blurred vision, dizziness or fainting, to
fatigue, anemia, appetite changes, nausea and vomiting, increased risk of
falls, difficulty urinating or diminished cognition (CURB 1996; OLIVER
2000; AYAN 2016). Therefore, giving and collecting the consent of people
with dementia regarding these treatments is a common situation for the
person, their careers and doctors.

Challenges in making treatment decisions

All the symptoms described above can contribute to create significant
challenges for the person in making decisions on their care. Due to
memory loss, the individual with dementia may not remember crucial
elements relating to a proposed treatment and struggle to understand
what they have to decide on (FIELDS & CALVERT 2016; GATZ 2006; Kim
et al. 2001). These gaps may appear quite extensive already in indivi-
duals with moderate dementia, so that they do not recall, for example,
the purpose of a common medication, the side effects of a certain pro-
cedure, or how a procedure is performed. Moreover, people with this
condition may not be up-to-date about the current state of medicine,
which could make it tricky for them to understand certain information
about medications and their effects.

Equally, the person may not remember both semantic facts and details of
their own life, which can play a role in a range of decisions (CHARLAND
2011; DRANE 1985; GRIssO & APPELBAUM 1998). Indeed, as noted by
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HowLm (2001), the loss of memory weakens the connection between the
desires of people with dementia and reality, so that their wishes can
be based on circumstances which do not exist or do not exist anymore
(Howm 2001). Therefore, the person might refuse to relocate to a nursing
home or accept an invasive treatment due to a belief that they will be
assisted in the recovery by their partner, who in reality has passed away.
Especially in dementia with Lewy-bodies, another element contributing
to the distance of the person from reality may be hallucinations. Indeed,
as reported by McKEITH (2017), such hallucinations are often well-for-
med, featuring people, children or animals, and depicting in the person’s
mind a parallel reality which conditions their choices.

Also, due to gaps in short-term memory and executive functioning,
people with dementia may not even seem to realise that they need care
or treatment in the first place (SNYDER 1995). Indeed, individuals with
this condition can be unaware of their very memory problems, which
impacts their ability to make conscious decisions about medications such
as cholinesterase inhibitors (COSENTINO 2011). In other cases, involving
especially individuals who had received an explicit dementia diagnosis,
the consciousness of memory problems may have the effect of weakening
the person’s self-confidence, making them unsure of their opinions on
treatment (GOODMAN et al. 2013). Moreover, these individuals may have
a limtied motive to deal with questions relating to their healthcare as
they try to focus more on the present and on the positive aspects of their
lives (BRONNER et al. 2016). Ignoring one’s condition and a potentially
scary future is a widespread coping mechanism adopted by people with
dementia (DE BOER et al. 2007).

Another significant challenge in healthcare decision-making of people
with dementia is related to the individual’s difficulty in finding words
and explaining their will. This problem is particularly felt by the person
themselves, as evident from the statement of a man with this condition,
reported by HuLkO (2009 p. 163):

» Well, having, um, a difficulty coming out with the right words for exam-
ple or phrases or um having difficulty with, uh, numbers and, um, dates,
times, um, having difficulty coming up with, um, difficulty, um, coming
up with just a common expression, uh, or, um, even words that are very
frequently used by anyone without the disease and um having difficulty
coming up with just ordinary expressions.
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A woman with early stage Alzheimer’s confesses: »I lose one word and
then I can’t come up with the rest of the sentence« (TRABERT 1997 p. 7).
Another man says: »for a while I search for a word and I can see it wal-
king away from me. It gets littler and littler. It always comes back, but at
the wrong time« (SNYDER 1995 p. 694 ). Because of such issues, doctors,
carers, or relatives may have difficulties understanding what the person
wants in terms of medical treatment (LIVINGSTON 2010; BRONNER et
al. 2016). Moreover, the conversation about a certain treatment choice
may be made difficult by the person’s deficit of attention, which leads
them to lose the flow of the conversation even when minor distractions
occur (SOUKUP 1996; KENNARD 2014).

Another element which may create issues in understanding the person’s
will regarding medical treatment comes from their tendency to change
their ideas and seemingly contradict themselves. Indeed, individuals with
dementia may often be unable to recall their previously expressed wishes
or the reasoning and rationale beyond them. HoLm (2001) notes how
their desires can be quite unstable, so if their attention is diverted even
for a short period of time, they may forget needs that they once thought
very important. Moreover, because of the fluctuations in their cognitive
abilities, they may appear completely unable to participate in the moment
in which a consultation is planned, while being perfectly lucid the day after
(TrAacHSEL, HERMANN & BILLER-ANDORNO 20715). All these dynamics
create considerable uncertainties in the interpretation of the person’s will
and may push medical professionals towards choices conditioned by the
fear of being accused of performing unconsented treatments rather than on
the willingness to enact the person’s own choice (HELMCHEN & LAUTER
1995; GALLAGHER & CLARK 2002; BENBOW et al. 1992).

Finally, individuals with dementia may be more exposed to undue influ-
ence and abuses (FELLOWS 1998; HORNING et al. 2013; FANG & YAN
2018). Indeed, feeling the sense of uncertainty deriving from their ten-
dency to forget or to not grasp things, or the physical frailty due to their
advanced age, they may be more disposed to agree to actions by relatives
or spouses on whom they often rely (GALLAGHER & CLARK 20071). This
tendency is indicated in this quote by a person with dementia, reported
by BRONNER et al. (2016 p. 154):

» My husband talks to the physicians and is more familiar with that. I was

present during the consultation, but I wasn’t able to participate actively.
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I’m sitting nearby, half-involved. I haven’t much knowledge, which my
husband and the physicians have. &

However, though cognitive impairments definitely play a role in compli-
cating the decision-making process, the problems reported above often
seem to be triggered or aggravated by contextual factors, including stigma
and prejudice, the way in which information on care is provided, and
how decisions are made. Indeed, these problems could be substantially
attenuated once adequate adjustments and aids are in place that help
the person to recall memories, understand relevant information on their
care or assist them in communicating their preferences (Deutsche Ge-
sellschaft fiir Allgemeinmedizin und Familienmedizin 2008; TRACHSEL,
HERMANN & BILLER-ANDORNO 201 §; SOKOLOWSKI 2018).

Many people still see dementia only as a tragic and hopeless state in
which the person is inevitably incapable and is left devoid of their self
(SWINTON 2012; BEARD, KNAUSS & MOYER 2009). So, many medical
professionals and informal carers often fail to consider involving the
person even in simple decisions or they give up too soon in the attempt
to aid the person to choose for themselves. Surveys show how more than
50 % of individuals with mild to moderate dementia tend to be judged
by their doctors as unreliable and incapable of consent to medical treat-
ment (CQC 2013; GILLIES 2001; MARSON 1997; MUELLER et al. 20153
WARNER et al. 2008). In fairness, a growing number of physicians are
adopting a more nuanced and positive approach, but they still seem
far from being the majority (HIRSCHMAN 2005). Also, these individual
efforts are yet to have a measurable effect on the situation within de-
mentia care. The Leeds Christian Council on Ageing (Nuffield Council
on Bioethics 2009 p. 79) states: »We have noticed that it is too easily
assumed by the decision makers in providing care (as well as generally)
that people with dementia are incapable of making choices and taking
decisions [...] thereby >de-humanising« them.«

DERSE (1999) reports cases in which a surgical operation had to be
performed on an individual with early stage Alzheimer’s Disease and
the surgeon avoided talking with the person about it, considering it
more appropriate to discuss the details of the procedure only with the
relatives.

Such beliefs are not innate to health care providers alone, as spouses
and relatives also often have prejudices against their loved ones with
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dementia and their ability to make decisions on treatment and care. In
a study by MANTHORPE, SAMST and RAPAPORT (2014 p. 136), a nurse
reports: »Usually when we start having that conversation [carers] will
say things like, >well [my mum] doesn’t know what she’s doing, she can’t
make decisions««, even though this sort of scenario rather occurs only
in the very late stages of the illness. Such negative attitudes are felt by
individuals with dementia themselves. A person in the early stages of
this condition, cited by PHILLIPS (2000 p. 2), remarked:

» The reality is that when diagnosed with Alzheimer’s, we are immediately

discounted; our views are discredited because of the disease. ¢

DAvIs (1989 p. 91), in his personal account, denounces the risks others’
attitudes pose for his autonomy: »I live with the imminent dread that
one mistake in my daily life will mean another freedom will be taken
from me«.

These prejudiced beliefs lead to the situation where medical professionals
very rarely actively help the person in making decisions, for example
explaining the information in simpler terms or reminding them of things
they may not recall. They limit themselves to observe what they see at
first sight, without asking what would happen if the person would be
actually helped in understanding and reasoning on the implications of the
proposed medication (MARSON 1997; MUELLER et al. 2015). This static
approach to capacity assessment is also still at the basis of many national
legislations, which do not contain norms requiring that, before declaring
someone incapable, all possible efforts need to be undertaken to put them
in the right condition to exercise their power of choice. Even those, like
the English Mental Capacity Act 2005, which do contain such norms,
(section 3) are often not faithfully applied with regard to this aspect.

In the last decades, in many European legal systems, legal capacity
reforms have been enacted based on the principle that the person needs
to be helped in making decisions rather than substituted. However,
many of them leave still open the possibility that choices can be made
for the person when support is not sufficient or when this is in line
with their best interests. For example, the German Guardianship Law,
which is strongly based on support rather than substitution, still allows,
in § 1901, to overrule the wishes of the person, though in very limited
circumstances. This leaves the door open to substitution when in reality
the person seems to have an opinion of their own.
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In addition, as noted by DONNELLY (2014), all legislations tend to consi-
der decision-making of people with cognitive impairments like dementia
only from the point of view of mental capacity. So they just look at
whether the person has the necessary level of cognitive abilities to decide
on their medical treatment. This ignores all other issues deriving from
the context in which a certain decision takes place, which may be more
impactful than the person’s brain conditions.

Indeed, the decision-making process is often jeopardised by the fact that
it often happens in noisy environments such as hospital wards or nursing
homes, or while parallel conversations are taking place in the same room,
a situation which makes it difficult for a person with dementia to intake
information (BOUCHARD RyAN, BANNISTER & ANAS 2009). Moreover,
COWDELL (2007) reports how care staff may tend to »bombard« their
patients with dementia with information without giving them the time to
realise what they have been told and using, in some cases, quite dismissive
and even aggressive manners. Moreover, care staff or informal carers may
not be adequately trained to communicate with people with dementia or
to recognise their needs. In her empirical study, HARDING (2018 p. 148)
reports the opinion of the informal carer of a woman with dementia com-
plained that »in her first admission nursing staff seemed not to understand
anything at all about dementia«. Another informal carer for a man with
the same condition lamented »during his stay in hospital I visited my dad
twice a day, this was because they did not understand his needs«.
Therefore, we need both a new legal model and a practice approach to
medical decisions of mentally disabled individuals like people with de-
mentia which empowers the person and helps them to overcome barriers
they may face in making care choices.

Supported Decision-Making and the UN
Convention on the Rights of Persons with
Disabilities

A decisive push towards such a system based on empowerment and
support comes from Article 12 of the UN Convention on the Rights of
Persons with Disabilities (CRPD). This norm focuses on legal capacity,
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which is the construct enabling the law to recognise and validate personal
legal decisions including choices on care and medical treatment (LEWIS
2011). Article 12 (1) CRPD affirms that all disabled people have »the
right to recognition everywhere as persons before the law«. So, as noted
by QUINN (20710), the Convention reaffirms how disabled individuals
like people with dementia are not to be considered just as objects of care
and charity but as subjects, persons with rights. From this statement
derives the principle, contained in Article 12 (2) CRPD, according to
which »States Parties shall recognize that persons with disabilities enjoy
legal capacity on an equal basis with others in all aspects of life«. The
norm promotes a true conceptual revolution, classifying legal capacity
as a fundamental right, something no one can be deprived of (FLYNN &
ARSTEIN-KERSLAKE 2014). Therefore, as stressed by the Committee on
the Rights of Persons with Disabilities, the official body responsible for
the monitoring of the CRPD implementation, »under article 12 of the
Convention, perceived or actual deficits in mental capacity must not be
used as a justification for denying legal capacity« (2014 p. 3). Therefore,
under the Convention, the reaction of the law to issues arising in relation
to cognitive impairments cannot be to strip the person of the power to
directly make decisions, substituting them in the choice.

Instead, Article 12 (3) requires that »States Parties shall take appropriate
measures to provide access by persons with disabilities to the support
they may require in exercising their legal capacity «. General Comment
No. 1 clarifies some key elements that must characterise supported de-
cision-making (2014 p. 7). In summary, the Comment requires that:

. the rights of the person are always respected and their will and prefe-

rences have primacys;

. support measures are proportional to the person’s needs and tailored to

the concrete situation to which they are applied;

. support should be available to everyone and costs, difficulties of commu-

nication and severity of impairment, should not be an obstacle to it;

. legal capacity support »should not hinge on mental capacity assessments«

or discriminatory indicators and requires the person’s consent;

. the person can refuse the support and there are safeguards to prevent

abuses.

However, neither the Convention nor the General Comment provide a
specific definition of supported decision-making. This leaves a series of
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questions open. The first uncertainty relates to who should materially
assist the person in making decisions. The Committee states that support
»encompasses both informal and formal support arrangements« (2014
p. 4). In relation to both cases, it is necessary that the support person is
a trusted individual who has a long term, ongoing relationship with the
beneficiary and a good knowledge of the desires of the person (TRACY
2015; KEELING 2016; KNOX, DouGLAs & BIGBY 2016). Informal arran-
gements, in which family members or friends voluntarily help the person
on their request, emphasise this dimension of proximity, in addition to
being less costly (CARNEY & BEAUPERT 2013; GOODING 2015; BIGBY
2017). Help may even be provided by more than one individual with
differentiated roles forming a »circle of support« or »support network «
(BacH & KERZNER 2010; DEVI 2013). Formal support arrangements
would entail the appointment through a formal act (e.g. lasting power
of attorney or authority decision) of a caretaker helping the individual
in a series of choices (CARNEY & BEAUPERT 2013). As stated by GLEN
(2013), such mechanisms can be very useful especially when the person
lives alone and has no family, as is often the case with older people. Mo-
reover, being formally appointed, the support person is usually subject
to regular scrutiny by a designated body. Also in this case the role may
be shared by a series of individuals. As suggested by the Committee, an
important contribution may be given by independent advocates, who
have the advantage of being external to the family, making them impar-
tial and less inclined to exert pressure on the person (Committee on the
Rights of Persons with Disabilities 2014 p. 4). As stated by Mirfin-Veicht,
it can also take the form of peer advocacy/peer support or self-advocacy
in which an individual with the same disability of the beneficiary helps
him or her in making decisions (MIRFIN-VEICHT 2016; Committee on
the Rights of Persons with Disabilities 2014 p. 4).

Another open question concerns the possible means of support that
need to be put in place according to the CRPD. As all measures must
be »tailored to the person’s circumstances« (Article 12 (4)) it is difficult
to identify them on an a priori basis. However, the Committee gives
some examples. The first kind of support means it identifies consist of
providing accessible information, reminding or explaining a certain point
in simple terms (Committee on the Rights of Persons with Disabilities
2014 p. 4; McDAID & DELANEY 2011). Another way of supporting the
person may be through »the development and recognition of diverse,
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non-conventional methods of communication« in the case of indivi-
duals who have difficulties in expressing themselves like many people
with advanced dementia (TRACY 2015). It may also consist of creating
a favourable or quieter environment (KEELING 2016). A third form of
support identified in general Comment No 1 is advance care planning,
which allows the person to clarify »will and preferences which should
be followed at a time when they may not be in a position to commu-
nicate«.

Trying to provide a general definition of supported decision-making, the
CRPD Handbook for Parlamentarians states that the support person(s)
is or are someone who »explain(s) the issues when necessary, and inter-
pret( s) the signs and preferences of the individual« and can, for example,
»communicate the individual’s intentions to others, help the person to
understand the choices at hand« or »help others to realise that a person
with significant disabilities is also a person with a history, interests and
aims« (Office of the High Commissioner for Human Rights 2007).

Support techniques for people with
Dementia

These ideas have started being applied only quite late to the field of de-
mentia (Dementia Alliance International 2016). Indeed, the movement
promoting the adoption and implementation of the CRPD has mostly
involved physically disabled individuals, individuals with psychosis or
people with intellectual disabilities, tending to leave people with demen-
tia at the margins. Therefore, we still do not have extensive indications
from literature and practice, on how supported decision-making may
work in this specific field.

However, some professionals, care structures, research institutions and
charities are starting to put initiatives in place which are aimed at hel-
ping persons with this condition make choices on their care. Many of
them are not directly triggered by the Convention, but are the result of
the increased awareness, among single healthcare professionals, that
the voice of these people should be heard more and that they could be
empowered to have a more central role in the decision-making process
on their treatment. In this sense some Dutch (GROEN-VAN DE VEN 2016;
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MARIANI et al. 2017), British (LIVINGSTON et al. 2010; DALY, BUNN &
GoOODMAN 2016), Norwegian (SMEBYE, KIRKEVOLD, ENGEDAL 2016)
and Italian (MARIANI et al. 2017) medical and research teams have ap-
proached these themes, mainly within the scheme of shared decision-ma-
king. This concept cannot be completely equated to that of supported
decision-making. Indeed, as noted by StiMMoONs and GOODING (2017),
shared decision-making refers to a set of skills and practices that clinici-
ans can use in order to involve their patients in healthcare decision-ma-
king processes, for reasons that may have to do with recognition of
decisional power, but also with more pragmatic questions related to the
efficacy of a certain therapy or ease in care management. On the other
hand, supported decision-making is more specifically concerned with
promoting the autonomy of disabled individuals and removing barriers
to their decisional power. Therefore, it refers more widely to all the
adjustments (even independent from the doctor) which can enable the
person to make decisions. However, shared decision making certainly
contains many elements which, in practice, can favour the empowerment
and support of people with dementia in care decisions. Therefore, it
represents a valid framework, more familiar to medical practitioners, to
start implementing a support-based system of capacity to consent. Each
of the cited experiences make use of triadic support networks made up
by the person, their relatives and the doctor. In this regard, they have
the advantage of providing an arrangement through which people that
are around the person in question are able to use their action to support
the individual, remind them of elements they may have missed, or to
ease the communication process. Moreover, being based on more than
one »supporter« they also reduce the risk of undue influence, as the
different members of the support network can also check the action of
others, preventing potential abusive behaviours.

Among these initiatives, particularly promising is the one carried out
by MARIANTI et al. (2017), in a Dutch and an Italian Nursing home. It
includes a structured preliminary training session for healthcare pro-
fessionals. The staff of the two structures involved was invited to take
part in a communication skills course featuring elements of role-playing
technique. Then, they conducted discussion sessions with people with
dementia and their relatives drafted an agreed-upon care plan for the
person. In this regard, the role of the family caregiver is described as
especially important in understanding the needs of the person. However,
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especially in the Italian context, there is often the risk that the family
caregiver tries to substitute for the person. In this regard, an Italian
professional affirms:

» During some interviews, the family caregivers supported us and suggested
issues to discuss. We have learnt a lot from them [...] But sometimes
family caregivers want to substitute themselves to the residents, and
answer in their place. This does not facilitate the discussion with resi-
dents. ¢¢

In these cases the care professional may counterbalance the disruptive
action of the relative, as explained by another Italian nurse:

» During one interview, the family caregiver wanted to focus on a topic
that was different from the question addressed to the resident. Howe-
ver, the resident kept repeating the same answer, meaning that for her
the topic was important. Thus, the psychologist reassured the resident,
who consequently started feeling more at ease, that she had a leading
role in the situation. In fact, [at the start of the interview| the resident
was really agitated and had spasms, whereas, at the end, she was quiet
and peaceful. The family caregiver then understood that the topic was
important for her mother. ¢¢

The risk of undue interference and the importance of the balancing role
of each member of the network is also stressed by SMEBYE, KIRKEVOLD
and ENGEDAL (2016) in relation to the Norwegian context. However,
the researchers admit that there are situations in which doctors and pro-
fessional carers fail to challenge the preconceptions of family members.
In this regard, an issue characterising all the experiences analysed so far
is that the support network does not include an independent advocate,
which promotes the will of the person in situations where professionals
and family members share interests which are conflicting with that of
the person. The opposite problem has come out in the Dutch context.
Here it has emerged how sometimes family members are not willing to
be involved in the support network, frustrating the process. However,
with regard to the British context, Livingston shows that when the di-
scussion within the support network is conducted properly and everyone
is involved the result can be quite satisfactory (LIVINGSTON et al. 2010).
In this context, a relative of a person with dementia affirmed:
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» We weren’t in agreement with each other ... whether to have a heart
operation ... with hindsight ... it was the right decision ... he decided... it
made his mental abilities much worse, but physically, he’s much better. ¢
(LIvINGSTON et al. 2010 p. 6)

With regard to specific support techniques, according to medical lite-
rature on shared decision-making, explanation and simplification are
among the most important tools can be used to achieve a meaningful
communication with the person interested in a certain treatment deci-
sion (EPSTEIN & STREET 2011). In this regard, a promising practise is
the one developed in Norway by SMEBYE, KIRkEvOoLD and ENGEDAL
(2016). They have developed a shared decision-making procedure which
provides that family members actively explain the information to the
person and indicate how they have to proceed. The Norwegian resear-
chers report that:

» Family carers and professional caregivers ensured that persons were
informed and checked to make sure that they understood what the in-
formation meant in their situation. [...] Stating possible alternatives in a
clear and concrete manner was at times necessary. Failing memory was
compensated with aids/props to make options clearer. Narrowing the
range of available choices because of limited powers of concentration
and deliberation reduced confusion and promoted autonomous decision
making. ¢ ( p. 245).

The opinions of caregivers involved in the experience show that these
techniques often lead to an improvement of the ability of the person to
decide on medical treatment. However, there are also cases in which,
despite the aid provided, the person appears unable to understand what
was disclosed, as the cognitive impairment is too extensive.

Projects inside and outside the healthcare sector focus on providing acces-
sible information to the person. This sort of practice is also endorsed by
the Committee on the Rights of Persons with Disabilities which, among
the possible forms of supported decision-making, mentions providing
information in an understandable format (Committee on the Rights of
Persons with Disabilities 2014). In this context, a praiseworthy initia-
tive is the one promoted by the Dementia Engagement and Empower-
ment Project (DEEP) (2013), which published guidelines on how to
write »dementia friendly information«. It provides a clear list of what
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characteristics make a document more accessible. The guidelines are
drafted by people with dementia themselves, ensuring that the principles
affirmed truly match the needs of service users.

Tips provided by DEEP include

presenting information »logically, one piece at a time«

keeping language simple, writing concisely

using quotations and examples in order to help the person understand
the main points (2013 p. 2).

In addition, they suggest making use of pictures, distinguishing sections
by using different colours, and using bold instead of italics.

In order to address issues of communication, a number of researchers
have been focusing on how to build a more effective dialogue with the
person, which can be carried on continuously day after day. MurRamMoOTO
(2011) notes how the progressive nature of dementia requires viewing
treatment decision-making as a process which goes on for several years
during which the person’s memories fade away. The researcher propo-
ses that this loss of memories is counteracted by the relatives and close
friends of the individual with dementia, who can act as »an external
memory«, reminding the person of the elements they do not remember
anymore (MURAMOTO 20171). This idea appears quite promising as it
suggests a specific use of networks of support in order to solve one of
the most urgent issues emerging in everyday practice. In addition, Sme-
bye, Kirkevold and Engedal report an episode from their experience in
a Norwegian nursing home, in which the carer acted as a reminder for
the person in relation to daily personal care, saying, for example:

» It is Friday today and on Fridays we have an agreement about showe-

ring. Look at your plan for the week written on your board. Come let
me help you! & ( p. 247).

Apart from that, the idea of »external memory« has inspired many
practices which use analogical or digital memory aids. CLARK and CHAL-
MERS (1998) show how it can be very helpful for the person to keep a
notebook, so they can record experiences, facts and notions, and can
retrieve the information when needed. This arrangement is recommended
by some charities (AlzSoc 2015).

Information technology permits going beyond simply sending reminders.
Some groups of researchers have developed IT tools for supporting
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people with dementia in the decision-making process. For example, an
equipe of Dutch experts has developed DEcideguide, »an interactive web
tool (in development) that case managers can use in facilitating shared
decision-making in care networks of people with dementia«(SpaN et al.
2015). It consists of:

a chat room in which the person with dementia can freely interact with
other members of their support network,

an application through which the members of the network can discuss
the different stages of a certain decision, and

a tool which permits to the person to isolate and analyse their feelings
on certain aspects of their choice.

This programme can be very helpful, especially in case of younger people
with dementia who have more familiarity with IT, for guaranteeing a
constant interaction of the person with their support network. The team
that created this tool is still working towards making it more accessible,
following the advice of users themselves, who suggested simplification
of the graphic interface and language used.

As noted by FriTscHY, KESSELS and POSTMA (2004), the technological
aids mentioned above open very promising avenues, especially with re-
gard to the goal of providing better assistance to people living alone or
in isolated areas. In particular, they can be of great help in relation to
care decisions, since they may be used by the person to record their will
on certain medications. However, they are often expensive and require a
level of technological literacy which people with dementia often do not
have because of their age. A possible way to solve this problem could be
the modification of the interface of such tools. In addition to such issues,
we need to consider that many of these applications imply the storage of
a large amount of sensitive data, requiring that the person gives consent
beforehand. As shown by BATCHELOR et al. (2012), making sure that a
person with dementia, especially in an advanced stage, is really in the
position to consciously consent to the use of their personal data could
be extremely challenging.

Other researchers and charities are focusing on solving communication
problems by creating a better environment for the person. In relation
to his experience with older people in an Italian hospital, GiAMPIERT
(2012) notes that supported decision-making may also consist of trying
to overcome possible difficulties of communication. In this context,
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doctors, nurses or relatives have to identify the moments in which the
person appears more lucid, making them feel at ease during the conver-
sation and assisting them with words or concepts that may not come to
mind immediately. GIAMPIERI (2012) also focuses on the aspect of the
interpretation of the person’s will. In this context, the role of the sup-
porter would consist of trying to resolve possible contradictions in the
person’s statements, even by asking him or her for further clarifications.
Moreover, the supporter may also be required to identify the utterances
which do not have to be taken into account, being the result of misun-
derstandings or moments of distress. Finally, the work of the interpreter
may also include taking into account statements of the person which
are not directly related to treatment decisions, but may nonetheless be
useful for reconstructing the person’s opinions.

Conclusion

In summary, we have seen how many obstacles which, in practice, pre-
vent people with dementia from deciding on medical treatment can be
attenuated and overcome by adopting an approach based on supported
rather than substituted decision-making. Indeed, doctors, carers and all
the people around the individual with dementia may be of great help in
reminding the person of informations they may not recall or in easing
the communication process between them and their doctors. Moreover,
presenting information on care with a language which is linear and
accessible to the person with this condition is also helpful. This way of
approaching care decisions of people with dementia is more respectful
of their right to autonomy than substituted decision-making as it enables
many individuals to continue to directly make treatment choices even in
quite advanced stages of their condition.

The principles and practices reviewed in this article show how a more
empowering approach to choices in dementia care is possible. However,
they also leave many questions open. Indeed, we need to be aware that
the reported initiatives, though promising, are still limited in number and
extension, often being restricted to single care structures or circumscribed
geographical areas. They also have been established quite recently and
often have only a very partial evaluation of their concrete effectiveness.
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Moreover, supported decision-making requires that around the person
with dementia there is a network of individuals disposed to put time
and effort in helping them, a circumstance which is increasingly rare,
considering that older people in our society are more and more lonely.
Finally, supporting the person in making care decisions surely requi-
res medical professionals to dedicate more time to each patient, time
which may be difficult to find in current hospitals and health systems
characterised by resource constraints and understaffing. However, the
promising practices discussed in this article show that such problems
can be overcome or at least attenuated when the actors involved in the
care of the person with dementia are really willing to do it.

All these challenges have not yet been fully addressed by literature also
due to the fact that the interest for decisional support practices in demen-
tia care is still relatively limited compared to other themes in dementia
research. In this regard, we hope that our contribution, besides providing
indications on how people with dementia may be empowered to better
express their opinion on medical treatment, may stimulate future research
in this field which is much needed.
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