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PARLIAMENTARY SECRETARY'S FOREWORD

Dementia constitutes an increasingly important issue in policy and practice,
one that demands national plans and strategies that address the social
and health consequences, as well as services and support for individuals
with dementia and their families. The Maltese government concedes that
dementia and other related disorders constitute a priority for action in the
context of the ageing of the local population. Dementia has significant health,
social and economic significance to our country, since a high proportion of
individuals with dementia are referred to acute hospital care, residential,
long-term nursing and community care services. The nation’s social and
health care policy takes into account the potential consequences of the
increase of dementia for the financial sustainability of both the health and
social protection systems. Presently, one also locates strong inter-ministerial
dialogues and collaboration that evaluated existing quality criteria for the
care of individuals with dementia and the support of carers, so as to consider
and implement strategies that facilitate healthy, independent and secure

living for all concerned parties.

The National Strategy for Dementia acts as a national voice for people living
with dementia and their caregivers and family members. It underlies the
Government’'s commitment to gain a better understanding of the impact of
dementia on the Maltese population, and its pledge for immediate action
in capacity building in dementia management and care services. There is no

doubt as regards the timeliness of this strategy as it recognises the urgent



need for public, non-governmental, and private bodies, alike to turn the tide of dementia by aiming to minimise
the impact of dementia and other related disorders. The Strategy is intrinsically proactive, as it points towards
the importance of a multidisciplinary approach which can improve knowledge, diagnosis, treatment, prevention,
and social research into the welfare of individuals with dementia and their families and carers. | believe that
increasing awareness and timely diagnosis together with the delivery of support services by a trained workforce

and specifically earmarked for these individuals will have a profound positive effect on their quality of life.

The series of objectives and recommendations included in the National Strategy for Dementia will surely bring us
closer toimproved levels of care forindividuals with dementia, their caregivers and family members. Furthermore,
such proposals will stimulate discussion on what constitutes good and ethical practice in dementia management,
alternative care practices ranging from novel welfare services to innovative assistive technologies, and purposeful
training and research programmes in the dementia field. It remains that there are enormous challenges for the
Government in ensuring that persons with dementia are not admitted to acute care unnecessarily or in care
homes prematurely, that persons with dementia are enabled to age-in-place as long as possible, and if admitted
to hospital, they are in receipt of effective, person-centred and dignified care. However, there is no doubt that the
focus on timely diagnosis and personalised care in the herein Strategy will instigate a process of transformation

of care across all sectors in the expectation of a growing number of persons with dementia.

Justyne Caruana

Parliamentary Secretary for Rights of Persons with Disability and Active Ageing



AUTHOR'S FOREWORD

One of the most important challenges facing the Maltese society is the
increasing population of senior adults. This is the inevitable consequence of
living a healthier life which, coupled with advances in medical care, increases
life expectancy. As a result, neurodegenerative diseases normally associated
with old age, such as many forms of dementia, will also increase. This will bring
about a significant demand not only on health and social care services but
also on society as a whole as most of the care for individuals with dementia is
provided by family members who act as main caregivers. It is therefore clear
that the devastating impact of dementia cannot be ignored and the costs of
not facing the dementia challenge will be considerably high both in human

and financial terms.

This strategy highlights various measures that need to be implemented
in order to enhance the quality of life of individuals with dementia, their
caregivers and family members. The multifaceted nature of dementia
necessitates a multidisciplinary approach to dementia management and
care. The vision of this strategy is for people in various sectors of society to
come together and create a system whereby individuals with dementia have
access to the support and care they require. Dementia also has a profound
effect on relatives and caregivers and thus the content of this document aims

to address their needs as part of the holistic approach to dementia care.

The strategy outlines a number of actions that are necessary in the different



priority areas of dementia management and care. These include an increase in awareness and understanding of
dementia, the provision of timely diagnosis, the availability of a trained workforce, improving community and
hospital care, promoting an ethical approach to dementia care as well as strengthening research in this Field. It
is also the result of a wide consultation exercise with the general public and stakeholders representing various
sectors of dementia management and care. This ensures that the National Strategy for Dementia is a living
document which encompass a strong commitment from all those involved in order to empower change and make

a true difference in the lives of people living with dementia.

| am grateful to all those who gave their support and provided feedback to the consultation document. Special

thanks go to Kathleen England for her contribution in an earlier draft of this document.

Charles Scerri PhD
National Focal Point on Dementia
January 2015



EXECUTIVE SUMMARY

Dementia is a term describing a number of conditions characterised by progressive deterioration in mental
functions including memory, judgement, communication skills and behavioural changes serious enough to
interfere with daily life. Although dementia becomes increasingly more prevalent in the senior adult population,
early onset dementia may occur and is frequently misdiagnosed. In the Maltese Islands, 6,071 individuals will have
dementia in 2015, a figure equivalent to approximately 1.5 per cent of the general population. As the population
ages, the number of individuals with dementia will increase significantly such that by the year 2030, it is projected
that 9,883 individuals will be affected. It is well recognised that dementia presents a psychological and financial
challenge both to those with the condition as well as their caregivers and family members. This strategy aims to
implement a number of measures in the various areas of dementia management and care with the overarching

aim of:

Enhancing the quality of life for individuals with dementia, their caregivers and family members

This strategy is a continuation of previous work carried out by the Malta Dementia Strategy Group on
recommendations for a dementia strategy in the Maltese Islands presented to the authorities of Health in January

2010. It is also a reflection of the latest developments in the field of dementia management and care.

The key objectives presented in this strategy include:

Increasing awareness and understanding of dementia
One fundamental aspect of this strategy is that of increasing awareness and understanding of dementia among
the general publicand healthcare professionalsin order to reduce stigma and misconceptions about the condition.

Information campaigns will be launched that will seek to provide information about dementia, measures that aid



prevention, the importance of timely diagnosis and services that are available in the community and elsewhere.
It also aims to provide adequate knowledge on dementia to non-professional sectors of the population including

service providers that come into direct contact with individuals with dementia.

Timely diagnosis and intervention
Early symptom recognition and interventions through appropriate referral pathways together with the necessary
pharmacological and psychosocial support offer the best possible management and care for individuals with

dementia. This strategy also encourages the development of advanced care directives.

Workforce development

Good quality care will be ensured through the provision of training and educational programmes for staff
working with individuals with dementia, giving particular importance to challenging behaviour and palliative care.
Caregivers and family members who are responsible for the daily care of individuals with dementia will also be

provided with adequate training in order to offer the best quality care and help them cope with new challenges.

Improving dementia management and care

A holistic approach in service provision for individuals with dementia, their caregivers and family members will
be adopted. Apart from providing all pharmacotherapeutic options to Alzheimer’s disease patients, individuals
receiving adiagnosis of dementia will have care plans developed by a multidisciplinary team specialised in dementia
management and care. These will address activities that maximise independent living, adapt and develop skills,
and minimise the need for support. This, together with a rehabilitation service for those with other comorbidities,
will seek to better equip the patient to return to the community. The strategy also aims to strengthen community
care forindividuals with dementia and their families so that services are closer to the people who need them. The
individual with dementia as well as the caregiver and family members need to be viewed as a single unit requiring

appropriate care and support. The proposed creation of a Dementia Intervention Team will serve as a single point



of referral for individuals with dementia and their caregivers and will help in providing the most appropriate
support according to the family’s needs. Provision of different Forms of respite services and the availability of
outreach support are being seen as central in achieving quality care in the community. The following strategy also
aims to create extra dementia units in community care homes. Regular monitoring of homes in order to ensure

high standards of care and the gradual incorporation of dementia-friendly measures are also addressed.

Ethical approach to dementia management and care
This strategy aims to promote an ethical approach to dementia management and care and provide individuals with
dementia and their caregivers with the necessary psychological support needed in making important decisions

regarding their health and welfare.

Research

Information regarding epidemiology of dementia in the Maltese Islands, patterns of detection and diagnosis, and
delivery of care are needed for proper planning and allocation of health and social care resources and for outcome
evaluation. Since delivery of care is context specific, the strategy aims to promote and support epidemiological
research in the field of dementia in different local care settings. Other research initiatives in the dementia field,

through the collaboration with other research entities, will be strongly encouraged.

Implementation and delivery

The implementation of the objectives laid down in this strategy document is planned over the next nine years
(2015-2023). The strategy entails not only substantial human and financial investment but also joint planning
between different government entities, health and social care staff, individuals with dementia, their families
and carergivers with the overall aim of improving the quality of life of those affected by dementia in the Maltese

Islands.
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1.1 DEFINING DEMENTIA

Dementia is a syndrome due to illness of the brain, usually of a chronic or progressive nature, in which
there is disturbance of multiple higher cortical functions, including memory, thinking, orientation,
comprehension, calculation, learning capacity, language and judgement (World Health Organisation,
2012). These symptoms of cognitive function are mostly the result of structural and chemical changes that
occurin the brain leading to considerable cell death. It is a progressive illness with patients becoming more
in need of help and support in performing everyday activities. Individuals with dementia may also develop
behavioural and psychological symptoms including disinhibited behavior, delusions and hallucinations,
verbal and physical aggression, agitation, anxiety and depression (Carson et al., 2006). Although different
individuals experience dementia differently, understanding how the disease progresses is crucial in
planning and providing the right amount of care as well as helping caregivers and patients to foresee the

changes that will occur with time.

1.2 TYPES OF DEMENTIA

There are various types of dementia with Alzheimer’s disease (AD) accounting to approximately 70 per cent
of all dementia cases. Other common forms of dementia include vascular dementia, Lewy-body dementia,
frontotemporal dementia and dementia secondary to disease including other neurodegenerative
conditions such as Parkinson's disease, Huntington’s disease and amyotrophic lateral sclerosis (Table 1.1).
It is not uncommon that various types of dementia co-exist (mixed dementia), especially in the late stages
of the condition. According to the World Health Organisation’s (WHO) Global Burden of Disease Report,
dementia contributes to 11.2 per cent of years lived with disability in people aged 60 years and over
(World Health Organisation, 2008). This is due to the fact that dementia has a disproportionate impact on

independent living in the older adult population.

Dementia
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Proportion of
Dementia subtype Early, characteristic symptoms
dementia cases

Impaired memory, apathy, depression,
Alzheimer’s disease

(AD)

loss of activities of daily living (ADL), 70%

gradual progression
Similar to AD, but memory less affected,

Vascular dementia

mood Fluctuations more prominent, 20-30%
(vVaD)
physical frailty, stepwise progression
Marked Fluctuations in cognitive ability,
Lewy-body dementia (LBD) | visual  hallucinations,  Parkinsonism <5%

(tremor and rigidity)
Frontotemporal dementia | Personality and mood changes,

5-10%
(FTD) disinhibition, language difficulties

Table 1.1. Characteristics of dementia subtypes

1.3 DEMENTIA RISK AND PROTECTIVE FACTORS

Age remains the most important non-modifiable risk factor in developing dementia (Figure 1.1). Although it
is possible to have dementia early on in life, the risk increases exponentially with advancing age (Alzheimer
Europe, 2009). Women are more likely to develop Alzheimer’s disease whilst men are more prone to vascular
dementia. Having a first degree relative increases the risk slightly compared to absent family history.
Cardiovascular morbidities such as high blood pressure especially in mid-life, hypercholesterolaemia, diabetes
and obesity are major risk factors, as is stroke. Recent studies have also suggested that a link exists between
depression and dementia even though the exact cause is not yet known (Kessing, 2012). Repeated head trauma
may trigger processes in the brain that results in dementia pugilistica, a form of the condition usually found

in individuals practicing sport where head injury is likely. Conversely, active engagement in mental, physical
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and social activities may act as protective factors and delay the onset of the most common forms of dementia. A
healthy and balanced diet low in saturated fat reduces the likelihood of developing dementia as it reduces the risk

of heart disease and stroke.
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Figure 1.1. European prevalence rates of dementia by age group (Alzheimer Europe,

2009)

Mutations in several genes have been shown to cause AD, but these genetic forms account for less than 5 per
cent of all cases (Van der Flier and Scheltens, 2005). Early-onset dementia (EOD, less than 65 years at onset) is a
relatively uncommon and frequently misdiagnosed condition. One reason for misdiagnosis is that EOD has a more

varied differential diagnosis than late-onset dementia (Mendez, 2006).

Individuals with EOD face multiple challenges as they are more likely to be in employment at the time of diagnosis,
have dependent children and partner or have financial commitments that need to be met. Family members,
especially children, need to know how dementia will affect their relative and specialized advice and information
should be available. Young people who are also at risk of developing dementiainclude those with Down's syndrome

and other learning disabilities (Krinsky-McHale and Silverman, 2013).
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1.4 STAGES OF DEMENTIA

Dementia affectsindividualsin different ways depending on the stage of disease progression. The latteris normally
divided into early (mild), middle (moderate) and late (severe) stages. These can vary as significant inter-subject
variability exists in the symptomatic profile. Early stage dementia is often missed or misdiagnosed as lack of
awareness often leads to the belief that the observed symptoms are part of the normal ageing process. Common
signs at this stage include impairment of short-term memory, difficulty in verbal communication and decision
making, difficulty in carrying out complex activities of daily living (ADL) and changes in mood and behaviour
including depression and anxiety. As the disease progresses to its moderate stage, individuals become more
forgetful, have increased difficulty in communication, are unable to perform basic ADL and live independently,
and may display inappropriate behaviour such as wandering, hallucinations and disinhibition. Late stage dementia
is characterised by total dependence. Memory impairment becomes severe and affected individuals are unable
to recognise familiar faces and objects. There is an increased need of assisted care due to difficulty in swallowing
and incontinence. In most cases, individuals with late stage dementia become immobile and behavioural changes
may include nonverbal aggression. The median survival time varies considerably in between affected individuals
and can be influenced by early diagnosis. The amount of informal caring for an individual with dementia is also
related to the severity of the condition. In a study by Alzheimer Europe, it was reported that the number of hours
per day in caring for an individual with dementia is directly related to the stage of disease progression (Alzheimer

Europe, 2006).

1.5 DEMOGRAPHY OF THE POPULATION OF THE MALTESE ISLANDS
The total population in the Maltese Islands at the end of 2012 stood at 421,364 with 72,278 or 17.2 per cent of
the population aged 65 years and over (based on 2011 Census). This percentage is expected to grow as the older
adult population increases, while the younger age groups decrease in number due to a reduction in the birth rate

(Figure 1.2).
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Figure 1.2. Current and projected
population of individuals aged 65
years and over according to gender in

the Maltese Islands till 2060

The distribution of the Maltese population in the coming
years will see a significant shift in the old-age dependency
ratio by the year 2060. Every individual above the age of 65
had the support of 4.2 persons in the workforce in 2011.
This will go down to 2.6 persons in 2025 and 1.8 persons in

2060 (Figure 1.3).
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Figure 1.3. Distribution of the total Maltese
population according to age brackets (bold
figures atop the bars denote the old-age

dependency ratios)

1.6 THE BURDEN OF DEMENTIA

According to Alzheimer’s Disease International (ADI), there
were an estimated 44.4 million people living with dementia
worldwide in 2013, increasing to 75.6 million in 2030
and reaching 135.5 million by 2050 (Alzheimer’'s Disease
International, 2013). Approximately 62 per cent of individuals
with dementia live in low- and middle-income countries, a

figure that will exceed 70 per cent by 2050.
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EuroCoDe
Countries Age Group Total Males Females As % of tf)tal
population

EU-27 7,302,318 2,357,843| 4,944,476

Belgium 30-95+ 163,511 52,684 110,827 1.56
Bulgaria 30-95+ 99,291 35,674 63,617 1.29
Czech Republic 30-95+ 123,194 38,938 84,257 1.20
Denmark 30-95+ 78,744 25,946 52,798 1.45
Germany 30-95+ 1,368,330 418,037 950,293 1.66
Estonia 30-95+ 17,825 4,528 13,296 1.33
Ireland (2002) 30-95+ 37,417 12,946 24,471 0.96
Greece 30-95+ 159,275 63,818 95,457 1.43
Spain 30-95+ 690,992 233,210 457,782 1.57
France 30-95+ 974,391 307,270 667,121 1.60
Italy (2004) 30-95+ 1,012,819 325,390| 687,429 1.74
Cyprus 30-95+ 8,024 3,098 4,926 1.04
Latvia 30-95+ 29,846 7,443 22,403 1.30
Lithuania 30-95+ 40,619 11,194 29,425 1.20
Luxembourg 30-95+ 5,814 1,829 3,985 1.23
Hungary 30-95+ 131,995 39,696 92,300 1.31
Malta 30-95+ 4,524 1,612 2,912 1.11
Netherlands 30-95+ 210,666 68,099 142,567 1.29
Austria 30-95+ 126,296 37,961 88,335 1.52
Poland 30-95+ 391,344 123,101 268,242 1.03
Portugal 30-95+ 153,386 52,761 100,625 1.45
Romania 30-95+ 227,036 81,150 145,885 1.05
Slovenia 30-95+ 25,380 7,451 17,929 1.26
Slovakia 30-95+ 51,622 16,286 35,336 0.96
Finland 30-95+ 77,516 23,306 54,210 1.47
Sweden 30-95+ 161,327 54,198 107,129 1.78
United Kingdom 30-95+ 931,134 310,217 620,918 1.54
Turkey (2000) 30-95+ 253,367 102,744 150,623 0.37
Iceland 30-95+ 3,319 1,242 2,077 1.09
Norway 30-95+ 71,447 23,233 48,213 1.53
Switzerland 30-95+ 125,614 40,582 85,032 1.68

Grand Total 7,756,065| 2,525,644 5,230,420

Table 1.2. Total number of dementia cases in Europe (Alzheimer Europe, 2009)
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In Europe, the best available estimates indicate that, in 2009, approximately 8 million individuals in the EU-27
member states between the ages of 30 and 99 years had dementia (Table 1.2). The overall figure is expected to

exceed 20 million by 2050 (Alzheimer Europe, 2009).

Locally, the number of individuals with dementia in 2010 was estimated at 5,198, equivalent to 1.24 per cent of
the general population (Scerri and Scerri, 2012). This estimate was derived by applying age-specific prevalence
rates of dementia as indicated in the EuroCoDe study (Alzheimer Europe, 2009) to the Maltese population. The

figure is projected to reach 3.62 per cent by the year 2060 (Table 1.3).

Year
Age groups 2010 2015 2020 2030 2040 2050 2060
60-64 30/139 27/124 | 27/127 21/100 27/123 29/127 25/105
65-69 179/154 | 240/201 | 223/186 | 217/177 | 198/164 | 234/193 | 246/185
70-74 242/346 246/344 381/513 376/493 292/391 382/488 419/507
75-79 367/577 | 419/601 | 446/616 | 671/871 | 677/847 | 639/800 | 777/959
80-84 448/834 493/945 | 620/1038 | 1100/1672 | 154/1681 | 946/1380 | 1306/1784
>85 483/1399 | 619/1812 | 750/2248 | 1164/3021 | 012/4806 | 337/5400 | 2356/5368
Total IWD 5198 6071 7175 9881 12372 12957 14037
Per cent of
1.24 1.47 1.73 2.37 3.04 3.26 3.62
population

Table 1.3. Estimated number of gender-specific dementia cases in the Maltese Islands according to
age group using EuroCoDe data for the years 2010 to 2060 based on the National Statistics Office (For
the year 2010) and EUROSTAT (for the years 2015-2060) demographic projections. Data shown as M
(males)/F (Females), IWD: individuals with dementia. Adapted from Scerri and Scerri, 2012.
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In the below 60 years age group, the number of individuals with
dementia was estimated to be 204 in 2015. This fFigure will drop to
150 individuals in the year 2050 with the main contributing factor
being the projected decline in the number of births (Abela et al.,

2007).

1.7 FINANCIAL IMPACT OF DEMENTIA

The global societal costs of dementia are enormous as the total
worldwide expenditure for the year 2010 was estimated at €424
billion, equivalent to 1 per cent of the world’'s Gross Domestic
Product (GDP). This figure varies from 0.24 per cent in low-income
countries to 0.35 per cent in low-middle income countries, 0.5 per
cent in high-middle income countries, and 1.24 per cent in high-
income countries (Alzheimer’'s Disease International, 2010). The
cost of care provided by families (informal care) together with
societal care (care provided by professional personnel in home
settings) contribute to 42 per cent of the costs worldwide, while
direct medical care accounts to 16 per cent of the overall costs.
Low-income countries account to around 1 per cent of the global
dementia costs whereas high-income countries account to 89 per
cent. In a study assessing the worldwide societal costs for dementia
for 2009, the cost for Malta was estimated at a range of €63.1 -
€96.2 million (Wimo et al., 2010). This includes both informal care
(basic activities of daily living and instrumental activities of daily

living) as well as direct medical and social care costs.
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1.8 THE PERSPECTIVE OF THE INDIVIDUAL WITH DEMENTIA AND
THE CAREGIVER

A diagnosis of dementia has a significant social, psychological and financial impact on the individual. Disease
progression varies between subjects and although a number of drugs are present that slow down the cognitive
decline, no cure is currently available. With time, the affected individual gradually loses mental function and
thus autonomous capacity, becoming more dependent on others for personal care. Professional advice should
be sought at an early stage to help the individual with dementia in planning for future personal, financial and
legal issues. Activities of daily living will become progressively impaired together with loss of communication
skills, changes in mood and behaviour leading to increased agitation, confusion, anxiety and aggression. These

disturbances in behaviour are the usual trigger For hospitalisation and need for admission in nursing care homes.

Most of the care for individuals with dementia occurs at home (Bosanquet et al., 1997) (Figure 1.4) with relatives
acting as the main caregivers (Innes et al., 2011). The major burden of support for individuals with dementia
usually falls on one person (in most cases the spouse) who takes on the role of the main domestic caregiver and,
as a result, often experiences considerable hardship in terms of the physical and emotional burden. Interestingly,
gender-specific differences existin the provision of dementia care with women mostly affected in terms of number
of caregivers and level of caregiver stress. According to Alzheimer Europe (2006), almost half of the caregivers

spend more than 10 hours per day caring for an individual with late stage dementia (Figure 1.5).

There is evidence that keeping an individual with dementia in the community is closely related to the degree
of fFamily support and that institutionalisation may have more to do with the attitudes and wellbeing of the
caregiver than the impairment of the individual with dementia (Morris et al., 1988). The functional decline is
accompanied by a number of behavioural problems that make caring particularly challenging. These impairments
can contribute substantially to the psychological and physical morbidity of the caregiver (Hilgeman et al., 2007).
Lack of information and support services within the community also contributes towards an enhanced burden of

care provision.
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Figure 1.4. Percentages of patients (vertical axis) in home care versus residential or hospital

care in selected countries (Bosanquet et al., 1997).

Figure 1.5. Percentage of caregivers spending more than 10 hours every day in caring for

an individual with dementia (adapted from Alzheimer Europe, 2006).

Severalstudies have demonstrated significant effectsin reducing caregiver burden, lowering caregiver depression,
and delaying institutionalization of care recipients through either targeted interventions that treat a specific
caregiver problem, such as depression, or broad-based multi-component interventions that include counseling,

case management, and telephone support (Brodaty et al., 2003).
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2.1 PREAMBLE

As the number of individuals with dementia will continue to increase, the government has decided
to implement a number of holistic measures in order to improve the quality of life of individuals with
dementia and those who care for them. Itis no longer acceptable that dementiais regarded as aninevitable
consequence of ageing and that nothing can be done in terms of healthcare and support options. The
purpose of these measures is also that of offering the best possible advice to stakeholders in the field of

dementia management and care.

The strategy acknowledges the fact that significant measures have already been adopted in providing
medical and social support to individuals with dementia but also that a great deal remains to be done in
the field of dementia care. It is envisaged that this strategy will be the start of a sustained commitment
in this very important sector that is accentuated by the demographic ageing of the population. It is a
comprehensive strategy, which provides direction in the various areas of dementia management and care

utilising a more person-centred approach (Kitwood, 1997). The latter include principles that assert:

(i) The human value of people with dementia, regardless of age or cognitive impairment, and those who care

for them,

(i) The individuality of people with dementia, with their unique personality and life experiences among the

influences on their response to the dementia,
(iii) The importance of the perspective of the person with dementia,

(iv) The importance of relationships and interactions with others to the person with dementia, and their poten-

tial for promoting well-being.
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This strategy aims to work at all levels of care for individuals with dementia, their families and caregivers. Actions
to increase and improve awareness and training, community care, hospital care, and palliative care services are
included. The purpose is to have a positive and significant impact on the patient, their family and ultimately on

society in general. The support provided must be equitably accessible and of a consistently high quality.

2.2 THE EUROPEAN DIMENSION

In recent years, the European Union has devoted more attention to the medical, social and economic aspects of
dementia and urged its member states to develop plans and make dementia a top health and social priority. The
White Paper ‘Together for Health: A Strategic Approach for the EU 2008-2013" identified a better understanding of
neurodegenerative conditions, such as Alzheimer’s disease, as an important need to be addressed in the context
of demographic ageing. The European Pact on Mental Health, adopted in 2008, has mental health in older people

as one of its Four main priority themes.

During the French EU Presidency (July-December 2008), the European Council adopted the ‘Council Conclusions
on Public Health Strategies to Combat Neurodegenerative Diseases Associated with Ageing and in Particular
Alzheimer’s Disease’ in order for member states to recognise that dementia disorders constitute a priority for
actioninthe contextoftheshiftinthe ageing EU population. Following this, in July 2009, the European Commission
adopted the ‘Communication from the Commission COM (2009) 380/4 to the European Parliament and the Council
on a European initiative on Alzheimer's disease and other dementias’. This communication highlights the EU
support to member states in national efforts in areas of prevention, including measures to promote mental well-
being, support early diagnosis, coordinating research across Europe, spreading best practices for treatment and
care and developing a common approach to ethical issues such as rights, autonomy and dignity of individuals with
dementia. At the same time, the Commission adopted a proposal addressed to the European Council ‘Proposal for
a Council Recommendation on measures to combat neurodegenerative diseases, in particular Alzheimer’s disease,
through joint programming of research activities'. This proposal invites member states to work towards a common

vision of how research cooperation and coordination at European level can help in understanding, detecting and
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prevent neurodegenerative diseases, in particular Alzheimer’s disease, and develop a strategic research agenda
in order to establish medium and long-term research needs and objectives. In February of 2009, The European
Parliament adopted the Written Declaration 80/2008 on the priorities in the fight against Alzheimer’s disease,
in which members of the European Parliament called on the European Commission and the Member States to

recognise Alzheimer’s disease as a European public health priority and to develop a European Action Plan.

Research in neurodegenerative diseases, including Alzheimer’'s disease, was augmented in 2010 when the
European Commission contributed close to €2 million in supporting the work of the Joint Programming initiative
on Neurodegenerative Diseases (JPND) with the ultimate goal of accelerating the progress in understanding
the causes of these debilitating conditions, leading to early diagnosis, the development of new treatments and
prevention, and the provision of more effective medical and social care in order to enhance the quality of life for

patients and caregivers.

In 2011, the European Parliament adopted a motion for a resolution on a European initiative to combat
Alzheimer’'s disease and other neurodegenerative diseases. This called member states to make dementia a
priority, raise awareness about dementia across the EU, increase cooperation between countries in research, care
and prevention of Alzheimer’s disease and other dementias, setup specialists centres and improve the skills of
healthcare professionals, and develop action plans aimed at improving the well-being and quality of life of people

with dementia and their families.

In March of 2013, the results of the Alzheimer Cooperative Valuation in Europe (ALCOVE) project were presented.
This network was composed of 19 European Member States (including Malta) and 30 European partners.
Recommendations for policy makers included ways in better understanding of the prevalence and demographic
data about dementia, the need to improve the quality and timeliness of the diagnosis of dementia, improving the
care of people experiencing challenging behaviour, ethical and legal issues related to advanced directives, and

competency assessment in the context of dementia.
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Country STATUS
Austria G
Belgium Y
Bulgaria 0
Croatia NP
Cyprus G
Czech Republic G
Denmark Y
Estonia NI
Finland Y
France Y
Germany NP
Greece o
Hungary NI
Ireland G
Italy G
Latvia NI
Lithuania NI
Luxembourg Y
Malta G
Netherlands Y
Norway Y
Poland NP
Portugal G
Romania NP
Slovakia NI
Slovenia G
Spain 0]
Sweden Y
Switzerland Y
Turkey NP
United Kingdom (England) Y
United Kingdom (Northern Ireland) Y
United Kingdom (Scotland) Y
United Kingdom (Wales) Y

Table 2.1. National Dementia Plans in Europe (28 EU Countries plus Norway, Switzerland and
Turkey). Legend: Y-Yes, G-Government committed to develop a dementia strategy, O-Other
political support to develop a dementia strategy, NP-No political support, NI-No information
(Alzheimer Europe, 2013).

38 | Empowering Change: A National Strategy for Dementia in the Maltese Islands 2015-2023



Other ongoing EU initiatives that have an
impact on dementia issues include the
European Innovation Partnership on Active
and Healthy Ageing (as part of its EU Horizon
2020 and Innovation Union strategies), Age-
friendly communities in Europe (with the
goal of fostering the implementation of
innovative local action for better age-friendly
environments), and the European Joint
Action on Mental Health (aims at building a
framework for action in mental health policy

at the European level).

Besides Malta, various other European

countries felt the need to develop a national
plan on dementia. Countries that already
have a dementia strategy include Belgium,
Denmark, Finland, France, Luxembourg, the
Netherlands, Norway, Sweden, Switzerland

and the United Kingdom (Table 2.1).




2.3 THE MALTA DEMENTIA STRATEGY GROUP

The strategy highlighted in this document adds on previous work conducted by the Malta Dementia
Strategy Group launched in May of 2009 by the Parliamentary Secretariat for the Elderly and Community
Care. Preparatory work undertaken by this multidisciplinary group included a field analysis of dementia
services available in the Maltese Islands, a consultative exercise involving stakeholders providing local
dementia services, training and support, and feedback from the general public through a specifically
designed questionnaire that was available online (www.dementia.gov.mt) together withits dissemination
in printed form to all government elderly homes and members of the Malta Dementia Society. A total
of 613 completed questionnaires were received from different categories of respondents including
caregivers, individuals with dementia, healthcare professionals, relatives and other interested parties
(Figure 2.1). The majority of the respondents were females (71.5 per cent) and above the age of 50 years
(55.3 per cent). The complete results were collated, analysed and presented in the document /nspiring
New Frontiers: Recommendations for a Dementia Strategy in the Maltese Islands in January 2010 (Scerri,

2010, 2012).

1 Carers B individuals with dementia O Healthcare professionals tARelatives @ Others

3.1%

Figure 2.1. Distribution of categories of questionnaire respondents as a percentage (n=613)
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2.4 AIM OF THE NATIONAL STRATEGY FOR DEMENTIA (2015-2023)

The overarching aim of the National Strategy for Dementia is to enhance the quality of life of individuals with

dementia, their caregivers and family members. This will be achieved through the following strands of intervention:

(i)

(i)

(iii)

(iv)

(v)

(vi)
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Increasing awareness and understanding of dementia

Improving timely diagnosis and early intervention

Development of a workforce specialised in patient-centred dementia care
Improving treatment and care via:

(a) The provision of good quality information at the point of diagnosis for both individuals with demen-

tia and their caregivers

(b) Facilitating easy access to appropriate support, advice and care for individuals with dementia and

their caregivers

(c) The provision of dementia medication, non-pharmacological interventions and assistive/informa-

tion technologies
(d) The improvement in quality of care across all healthcare services for individuals with dementia

(e) The improvement of community services that reliably offer support to individuals with dementia,

their caregivers and family members
(f) The provision of specialised long-term and palliative care
Promoting the best ethical approaches to dementia management and care

Promoting and fostering research in the dementia field
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3.1 PREAMBLE

There is a general understanding that increasing awareness and knowledge would decrease the fear and stigma
associated with dementia, both among the general public and healthcare professionals. People need information
and guidancein order to be aware of risk and protective factors, able to recognise the early symptoms of dementia
and seek advice from professionals who will help them in the diagnosis and management of the condition. Good-
quality information also needs to be readily accessible for individuals with dementia and caregivers regarding

healthcare and support services that are available.

Increasing awareness should also reduce the widespread misconception that the symptoms of dementia are a
direct consequence of old age, leading in unwillingness to seek professional assistance. The false belief that
nothing can be done also contributes to adopting a wait-and-see approach or inaction. Although there are no
proven measures that can avoid dementia, minimising or management of risk factors such as cardiovascular
disease, diabetes, high cholesterol levels and obesity can help in prevention. Furthermore, increasing physical
activity has beneficial effects on cognitive function and may reduce the incidence of dementia (Lévdén et al.,

2013).

Enhancing dementia knowledge is fundamental in developing dementia-friendly communities in which individuals
with dementia are wel