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Foreword

Hon. Dr Jo Etienne Abela MD FRCS FEBS MPhil
Minister for Health and Active Ageing

here is no doubt that the incidence of the various forms of dementia is on the rise interna-

tionally. This is a reality that paradoxically is twinned with the very significant improvement

inlife expectancy across nations. Sadly, the advances in medical care and curative treatments
for myriad conditions that we have witnessed these past few decades, do not match the curative op-
tions for dementia. By stealth, dementia robs the individual of cherished memories, relationships,
and one’s own identity. It is no co-incidence that in the world-famous Harry Potter series, ]. K. Rowl-
ing used the word “dementia” to coin a new term for a set magical villians which do just that. It is
heart-wrenching to see loved ones, friends, acquaintances, and patients slide down the demen-
tia slope. Although there is significant heterogeneity and wide variation in the rate of progression of
this condition, it is small wonder that most of us feel powerless in the face of what is perceived to be
inexorable. The very few medications that exist have been around for many years and their efficacy
is rather modest at best and negligible at worst.

These truths should not dishearten the reader. If anything, humans have excelled at so many en-
deavours that I refuse to believe that there is no light at the end of the tunnel. Back in the year 2000,
when scientists unravelled the human genome, many of us made optimistic forecasts - a solution
to every medical disorder known to man appeared to be just around the corner. Of course every-
one knows now that it did not quite happen. It would be foolish to think that a cure for dementia is
within easy reach. Nonetheless, when I look at the steady improvement in curative treatment op-
tions for common deleterious conditions such as breast and colon cancer, I see the results of bright
minds, hard work, concerted efforts and huge multi-centre trials. In essence the vast sums of mon-
ey thrown at these conditions are reaping dividends. This is why I think that researchers, govern-
ments and large corporations the world-over are duty-bound to collaborate with just this one end in
mind - to beat dementia! I am most certain that a major break-through in this aspect of healthcare
will scoop not a few Nobel Prizes.

In the meantime, we are obliged to offer best standard available care by adhering to modern guide-
lines, follow adapted protocols and of course doing the sensible thing - treat persons living with
dementia as well as we would treat our loved ones, our relatives. The aim of this revamped strategy
is not to confine our operations but rather, to heighten awareness and knowledge, to overthrow the
notion of ageism and the stigma attached to it, to attract and retain a dedicated workforce, to pro-
mote a healthy and active lifestyle and to stimulate research.

My heart-felt congratulations and gratitiude to the team involved in producing this strategy and all
those who contributed before, during and after the official public consultation process. Indeed this
document bears special significance as one of the authors is a person who is herself living with and
adapting to the condition. As such, at least in this country of ours, this strategy must surely rank
amongst the landmark works in this field.
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Foreword

Hon. Dr Malcolm Paul Agius Galea

Parliamentary Secretary for Active Ageing

t brings me great honour to share with you some thoughts on the National Dementia Strategy

for the coming seven years, in my first weeks upon taking office. As our society continues

to evolve into one with an increasingly ageing population, our health services need to adapt
accordingly. Aside from a direct link to age, dementia and its subsets are also on the rise in
developed countries for a plethora of reasons, including greater exposure to cerebrovascular risk
factors, such as hypertension, diabetes, obesity, smoking and drinking. Dementia not only affects
individuals but reverberates through families, communities, and the very fabric of our social
structure. I am also sensitive to the profound economic implications of the increasing prevalence
of dementia both in terms of healthcare expenditures and also lost productivity, which underscore
the urgency of developing a robust and inclusive strategy.

This strategy is thereby a comprehensive plan which continues to build upon the previous strategy
to address the challenges of dementia in our country. It also provides the framework for the
delivery of quality improvements in local dementia services and addresses health inequalities
in this field. This strategy brings about more than a crucial and gradual quality upgrade in the
continuously expanding healthcare system of our country. Above all, it is another step forward in
supporting the well-being of our nation. This document is a clear example of how all of our policy
and collective decisions are to be based on a person-centred approach, as we aim at improving
the quality of life of persons living with these conditions, and their families.

Indeed, a striking element of this strategy is that it is built on empathy. The medical sector often
places huge emphasis on medicine, technology, research and infrastructure, all elements which
are critical and which we will continue investing in, and yet at times these render the services
provided less personalised, less understanding and even unwelcoming. However, as a family
doctor, I have witnessed firsthand the importance of reaching out to people, young and old,
parents, partners and children of individuals affected by dementia, understanding them and
providing them with empathy and support, as a complementary therapy to all other treatments.
This strategy is not merely a document; it is a commitment to fostering a society that values and
supports individuals living with dementia. It draws on rigorous research, analysis, and a deep
understanding of the human experience. The findings presented here provide a foundation for
policies that go beyond immediate care, aiming to create an environment that promotes early
detection, innovative treatments, and, ultimately, the well-being of those affected.

I hereby wish to congratulate the Honourable Minister Jo Etienne Abela, who has spearheaded this
document, and the team at the Dementia Care Directorate, who have worked tirelessly to bring
forth a well-researched strategy. I also acknowledge and thank the invaluable input from experts,
caregivers, and those living with dementia. Their stories and experiences have illuminated the
path forward, guiding the development of a framework that is both compassionate and pragmatic.
It will be my mission to facilitate and support in any way possible the implementation of this
Strategy in its entirety.
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This dementia sfrategy is a

confnuation of the Maltese

Islands’ first national strategy -
+Empowering Change (2015-2023) and

it builds on the sound progress made

during its 1mpleme ation.
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Glossar

Advance care planning

A process of reflecting on personal values

and having discussions with a substitute
decision maker about the care that the person
with dementia would want to receive should
he/she become unable to make decisions.

Activities of daily living (ADLSs)
Activities of daily living (ADLs) include eating,
bathing, grooming, dressing and going to the
toilet. People with dementia may need aid to
perform these tasks. Questions about ADLs
help decide what type of care a person needs.

Acute care (hospital care)

Acute care refers to when a person receives
care in a medical setting such as a hospital,
intensive care unit or emergency department.

Alzheimer’s disease

Alzheimer’s is a type of dementia that
causes problems with memory, thinking
and behaviour. Symptoms usually develop
slowly and get worse over time, becoming
severe enough to interfere with daily tasks.

Assessment

Refers to an assessment of a person’s mental
status, a test of a person’s ability to think,
feel and react to others. A doctor usually
performs a mental status assessment.

Assistive technology

Anumbrella term used to describe any
device or system that allows individuals

to perform tasks they would otherwise

be unable to do on their own. Assistive
technologies can increase the ease and
safety with which daily tasks are performed.

Behaviours

Dementia can cause a person to act in
different and unpredictable ways. Some
individuals with dementia can exhibit
behaviours such as agitation, repetition,
hallucinations and suspicion.

Caregiver

Anyone who provides care to a person

with dementia. Caregivers can be family
members, friends or paid professional
caregivers. Caregivers may provide full- or
part-time help to the person with dementia.

Dementia

Dementia is not a specific disease. It's an
overall term that describes a wide range

of symptoms associated with a decline in
memory or other thinking skills severe
enough to reduce a person’s ability to perform
everyday activities. Alzheimer'’s disease

is the most common type of dementia.

Dementia Activity
Centres (DACs)

Dementia Activity Centres (DACs) offer
people with dementia the opportunity
to be social and to participate in
activities in a safe environment.

Early-onset dementia

Early-onset dementia affects people younger
than age 65. Many people with early-onset
dementia are in their 40s and 50s. They

have families, careers or are even caregivers
themselves when they receive a diagnosis.

Evidence-based

The thorough, clear and careful use of
existing evidence, for example in developing
guidelines, implementing interventions, and
making decisions about the types of care
and therapies that an individual receives.

Long-term care facility
Along-term care facility is a
residential or nursing home.
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Palliative care

Palliative care is specialized medical care
for people living with a seriousillness.
This type of care is focused on providing
relief from the symptoms and stress of the
illness. The goal is to improve quality of
life for both the patient and the family.

Personal care

People with dementia may need help
with personal care activities, including
grooming, bathing and dressing.

Person-centred care

An approach to the planning and delivery
of health care founded on mutually
beneficial partnerships among care
providers and the people receiving care.
Person-centred care is respectful of, and
responsive to, the preferences, needs
and values of the care recipient.

Risk factors

Factors associated with an increased chance
of developing dementia; they include
lifestyle, social, economic, biological,
behavioural and environmental influences.

Support groups

A group of persons living with dementia or
caregivers who connect to share experiences,
provide support and give advice. Support
groups can meet face-to-face with a

support group leader or meet online.
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Executive

summary

he term "dementia" refers to a multitude of illnesses marked by a steady decline in cognitive

abilities, such as memory, judgement, communication, and behaviour changes severe

enough to affect day-to-day functioning. As the population ages, the number of persons with
dementia will rise dramatically. In the Maltese Islands, studies are indicating that by the year 2050,
3% of the population will be living with a form of dementia. It is evident from research that this
condition is emotionally and financially taxing for those who have it, as well as their family members
and caregivers. This dementia strategy is a continuation of the Maltese Islands’ first national
strategy - Empowering Change (2015-2023) and it builds on the sound progress made during its
implementation. A review of the objectives implemented was carried out and new evidence-
based practices were sought, so that the objectives brought forward in this strategy are what Malta
needs in the next seven years to reach new heights in this care sector. Reference is made in this
policy to specific groups of persons with dementia who the Strategy Advisory Group considered
needing special attention due to differences among communities present in our society. Special
attention was also placed on initiatives to reduce the risk of the condition as indicated by the latest
research in the area. The strategy is entitled ‘Reaching New Heights' since this national strategy
aims to significantly improve the quality of services and the quality of life of persons living with
the condition in the Maltese islands. This strategy aims to achieve this by working on the following
action areas:

Awareness and understanding

of dementia

A dementia-friendly society is ideal to
create inclusivity and accessibility in
community settings that maximise the
opportunities for health, involvement, and
security for everyone. This will safeguard
the quality of life and dignity for people with
dementia, their caregivers, and families.

Timely diagnosis
An early diagnosis opens up the possibility

of future care and treatment alternatives.
Making advance care planning, while one

is still able to make important decisions
about care and support requirements, as

well as decisions about money and legal
matters, is extremely advantageous. Utilising
cutting-edge diagnostic methods will enable
individuals to obtain pertinent information,
advice, and guidance as soon as possible. This
strategy will put forward objectives to help
the population achieve an early diagnosis.

Reducing the risk

The latest research is indicating that the
risk of cognitive decline and dementia

can be reduced by taking precautionary
measures, such as increasing physical
activity, preventing and reducing obesity,
promoting balanced and healthy diets,
quitting smoking and alcohol use,
encouraging social engagement, promoting
cognitively stimulating activities, preventing
and managing diabetes, hypertension,

and depression. Initiatives highlighting
these new developments, throughout the
life course will help the population reduce
the risk of developing the condition.

Living well with dementia

As the condition progresses, there are

a number of different ways to promote
wellness and coping strategies that can

be helpful so that the person adapts to the
changes that are happening. Throughout
this journey, there are opportunities to
find services that best suit the person’s
requirements and plan support so that the
family is able to live well with the condition.
The strategy puts forward an approach that
is positive and empowering, focused on
helping persons with dementia and their
families to live well with the condition.
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Workforce

development

The development and training of a workforce
with the capacity and competencies to
provide high-quality services and support
to the growing population of dementia
patients, as well as to successfully address
the complex and progressive effects of
dementia at all levels of society, are issues
of growing public health importance.

The strategy puts forward initiatives and
objectives on how the nation can develop

a workforce which is capable of providing
quality services for persons with dementia.

41 i
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Research &

information systems

Data from systematic, routine population-
level monitoring of a core set of dementia
indicators is needed to support evidence-
based choices to improve services and
evaluate progress in the implementation
of the national dementia strategy.

——— e e m . e

Dementia

management & care
Throughout the dementia journey,
integrated, culturally appropriate,
person-centred care can ensure

that the preferences of persons with
dementia are met and their autonomy
is respected. Seamless integrated care
across settings is the main goal in
management and care, and this will
significantly improve the quality of life
of individuals affected by the condition.

This national strategy on dementia will be
implemented in the next seven years and
the government will be creating an Inter-
Ministerial Committee, led by the Ministry
for Health and Active Ageing, that will

coordinate and oversee its implementation.

This will ensure that the actions outlined

in the seven sections of the policy are
implemented in an effective and efficient
manner. It will also ensure that people with
dementia, caregivers, and family members

are included in the implementation process

by evaluating priorities and establishing a
plan of action, timeframes, and key players.
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Dementia is a syndrome that affects the brain and is usually progressive in nature. According to
the World Health Organization (WHO, 2023), dementia is a condition that can be caused by a
number of diseases which over time destroy nerve cells and damage the brain, typically leading to
deterioration in cognitive function beyond what might be expected from the usual consequences
of biological ageing. Dementia is an umbrella term for several diseases affecting memory, other
cognitive abilities and behaviour that interfere significantly with a person’s ability to maintain their
activities of daily living. Although age is the strongest known risk factor for dementia, it is not a
normal part of ageing.

In addition to cognitive symptoms, individuals with dementia may also develop behavioural and
psychological symptoms such as disinhibited behaviour, delusions, hallucinations, verbal and
physical aggression, agitation, anxiety, and depression. Although different individuals experience
dementia differently, understanding how the disease progressesis 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. Dementia is a major cause of disability and dependency among older adults
worldwide, having a significant impact not only on individuals but also on their caregivers, families,
communities and societies. According to the World Health Organization (WHO), dementia accounts
for 11.9% of the years lived with disability due to a noncommunicable disease (WHO, 2018).

Furthermore, dementia does not just affect the elderly, with early onset dementia (the development
of symptomsbefore the age of 65) accounting forup to 9% of cases (ADI § WHO,2018). The study by Loy
CTetal, (2014) has shown a link between the onset of cognitive impairment and lifestyle-related risk
factors common to other noncommunicable illnesses. Physical inactivity, obesity, unbalanced diets,
cigarette use, and problematic alcohol use, as well as diabetes mellitus and mid-life hypertension,
are all risk factors. Midlife depression, poor educational achievement, social isolation, and cognitive
inactivity are other potentially modifiable risk factors for dementia. Furthermore, there are non-
modifiable genetic risk factors that raise a person's likelihood of getting dementia.

There are various types of Dementia with Alzheimer’s disease (AD) accounting for approximately
70% 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. It is not uncommon for various types of dementia to co-exist (mixed dementia),
especially in the late stages of the condition. According to the World Health Organisation (WHO,
2023), dementia is currently the seventh leading cause of death and one of the major global causes
of disability and dependency among older people, with more women than men being affected
(Prince et al., 2015).

13
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TABLE 1: MALTESE POPULATION

Source: National Statistics Office (2023)

According to the 2017 Lancet Commission on dementia prevention, intervention, and care, there are
nine potentially modifiable risk factors for dementia: low level of education, hypertension, hearing
impairment, smoking, obesity, depression, physical inactivity, diabetes, and low social contact.
New evidence from the latest report (Lancet, 2020) supports adding three modifiable risk factors
- excessive alcohol consumption, head injury, and air pollution. There is no single specific activity
that can protect against dementia. However, it is recommended to keep cognitively, physically,
and socially active in midlife and later life. Using hearing aids appears to reduce the excess risk
of hearing loss, thus potentially reducing the dementia risk. Sustained exercise in midlife, and
possibly later in life, protects from dementia, perhaps through decreasing obesity, diabetes, and
cardiovascular risk. Depression might be a risk for dementia, but in later life, dementia might cause
depression. Although behaviour change is difficult and some associations might not be purely
causal, individuals have a huge potential to reduce their dementia risk.

Every person with dementia experiences the disease differently, but people tend to experience a
similar trajectory from the beginning of the illness to its end. The precise number of stages of the
condition is somewhat arbitrary. Most experts use a simple three-phase model (mild, moderate and
advanced), while others have found a granular breakdown to be a more useful aid to understanding
the progression of the illness. 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 characterized by total dependence. Memory impairment becomes severe and affected individuals
are unable to recognize familiar faces and objects. There is an increased need for 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.

60+
60-69
65+
70-79
80+
80-89
90+

60,906
68,024
128,930

29,927
29,799
59,726

45137
52,505
97,642

22776
24,958
47734

8,203
13.267
21,470

7,267
10,993
18,260

936
2274
3,210

24.8%

of the Maltese population

11.5%

of the Maltese population

18.8%

of the Maltese population

9.2%

of the Maltese population

4.1%

of the Maltese population

3.5%

of the Maltese population

0.6%

of the Maltese population
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TABLE 2: ESTIMATED PREVALENCE OF DEMENTIA IN DIFFERENT
EUROPEAN UNIGN COUNTRIES, IN 2018 AND 2050.

0, 0,
According to National Statistics Office latest census (NSO, 2023), the resident population in Malta c W Total % oftl'{e % o:’th.e
was 519,562. The population has more than doubled over a century and grown by more than 100,000 ountry omen ota po.puz;';lson p(?p‘;;;l:n
over the past 10 years. The same report states that the population aged 65 years and above in Malta n n
was 18.8%. Over the last 50 years, the Maltese population aged 65 years and above grew substantially Austria 46,537 100,263 146,801 166 318
from 9.3 to 18.8%, rising at an increasing annual rate that reached a maximum of 4.47% in 2009 and Belgium 61173 131,753 192,926 169 295
then decreased to 1.39% in 2022. -
Bulgaria 34,290 74,594 108,884 154 247
The primary non-modifiable risk factor for dementia is age. As life expectancy and population Croatia 19,535 46,341 65,876 160 3.06
ageing continue to increase in Europe, the likelihood of people developing the condition also Cyprus 3744 6,345 10,088 117 244
increases. Over the last three decades, several studies have been conducted at a European level to 5
) . ] . Czech Republic 46,338 103,295 149,633 141 2.65
estimate the prevalence of dementia. These include the EURODEM study (updated in 2000), the
European Collaboration on Dementia (EuroCoDe; 2006-2008) and the first EU Joint Action on Denmark 30,228 57148 87,377 151 265
Dementia - ALCOVE (2011-2013). Table 2 shows the estimated prevalence of dementia in different Estonia 5,375 17,567 22942 174 306
European Union countries, including Malta, in 2018 and 2050. :
P ! metidiis ' Finland 20980 65856 95836 174 313
France 374,260 853,298 1,227,558 183 331
Germany 511,050 1,074,115 1,585,166 191 343
Greece 75,538 138,141 213,678 199 3.95
The overall number of people with dementia in Malta is expected to more than double from 6,552 in
2018 to 14,117 in 2050. This represents an increase from 1.38% of the population in 2018 to 3.31% in ] SRt i et L G
2050 (Scerri & Scerri, 2012). The increase is due to a significant rise in the number of people aged over Ireland 18,900 33,836 52,736 1.09 249
75 and particularly those over 85 years, which is expected to more than triple between 2018 and 2050. Italy 402,965 876402 1279366 212 413
Latvia 7,712 26,035 33,747 174 317
GRAPH 1: THE NUMBER OF PEOPLE WITH DEMENTIA IN MALTA FROM 2018 T0 2050 —
Lithuania 11,783 37174 48,957 174 3.67
Luxembourg 2479 5,060 7,539 125 244
15,000
/ Malta 2,242 4,309 6,552 1.38 3.31
-l 4 “7 Netherlands 87,292 169,239 256,532 149 315
9
89595 Poland 147733 377,351 525,084 138 3.23
10,000
B 552 O Portugal 59,989 133,527 193,516 1.88 3.82
9
’ Romania 87,514 192,093 279,607 143 2.56
5000 Slovakia 18,101 44,394 62,495 115 2.59
Slovenia 10,061 24,076 34,137 165 340
Spain 271984 580,758 852,741 1.83 3.99
0 Sweden 58,222 110,021 168,243 166 2.63
2018 2025 2050 United Kingdom 356,741 674,656 1,031,396 156 267

Source: Alzheimer'’s Europe (2019)

Source: Scerri § Scerri (2012)



18 REAGHING NEW HEIGHTS

NATIONAL DEMENTIA STRATEGY FOR THE MALTESE ISLANDS 2024-2031

These estimates were revised in a more recent study by Grant Thornton Malta (2018), which included
updated forecasts for the number of people with dementia in the years 2020, 2030, and 2040. The
table below gives a summary of these updated findings.

TABLE 3: PERSONS WITH DEMENTIA BY GENDER
2018, 2020, 2030, 2040

Source: Grant Thornton Malta (2018)

B MALE
FEMALE
H 1o1AL
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The huge costs of dementia worldwide place enormous strains on care systems and families alike.
Although most people with dementia live in low- and middle-income countries, the highest total
and per-person costs are seen in high-income countries. According to Wimo A et al., (2023),in 2019,
the annual global societal costs of dementia were estimated at US $1,313.4 billion for 55.2 million
people with dementia, corresponding to US $23,796 per person with dementia. When analysed,
the total costs were directed towards 16% medical costs ($213.2 billion), 34% ($448.7 billion) direct
to social sector costs (including long-term care), and 50% were directed to informal care ($651.4
billion). Locally, no studies are available to measure the cost of the condition, although it is clear that
long-term care and treatment expenses are significant on the country and on the individuals living
with the condition and their families.

Without a doubt, dementia also has a cost on the quality of life of the individual directly affected by
the condition and those family members and caregivers. Caring for someone with dementia can
have emotional, physical, and financial effects on caregivers. Some of the effects include caregiver
stress and anxiety, depression, loneliness, lack of self-care, increased mortality, chronic stress,
burnout, increased stress levels, financial complications, and rewards of caregiving. Caring for a
person with dementia is particularly challenging, causing more severe negative health effects than
other types of caregiving. Caregiving often results in chronic stress, which comprises the caregiver’s
physical and psychological health (Si-Sheng Huang, 2022). A local study by Muscat and Scerri (2018)
revealed that depression and burden experienced by informal primary caregivers of individuals
with dementia are strongly associated with age, cognitive impairment, and activities of daily living
scores of the care recipients. The study also found that dysfunctional coping strategies are related
to emotional distress, low quality of life, and burden experienced by caregivers.

19



