














7.2 STRATEGY OBJECTIVE

The main objective is to promote an ethical approach to dementia management and care through:

(i)  ensuring an ethical approach in caring for individuals with dementia

(i) ensuring that the necessary structures are in place to safeguard individuals with dementia, their

caregivers and family members

7.3 OBJECTIVE DELIVERY

a. Provide access to appropriate education and supportin ethical decision making to those directly involved

in caring for individuals with dementia.

b. Provide access to appropriate training programmes to healthcare professionals in dementia disclosure,

respect for personhood and wellbeing. A ‘partners in care’ approach would also be encouraged.

c. Provideindividuals with dementia with the necessary psychological support needed in making important
decisions regarding their health and welfare as well as dealing with financial and legal issues at an early

stage of dementia.

d. Develop a working partnership, in collaboration with non-governmental organisations and other
stakeholders operating in the field, to assess and address abuse in individuals with dementia, their
caregivers and family members. This should lead to a number of recommendations with the aim of

eliminating such abuse.
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8.1 PREAMBLE

In order to face the ever increasing challenges posed by dementia, more funding for research in this area needs
to be committed. Research is not only necessary in finding ways of developing new treatment options but is also
important in discovering innovative methods of improving management and care for individuals with dementia,
their caregivers and family members. Research is thus required to address the obstacles to the timely recognition
of dementia syndromes in primary care, the support for people with dementia and their families following
diagnosis, caregiver strain, what factors predict the transfer of individuals with dementia to institutional care,
interventions to manage challenging behaviour and the therapeutic options available to clinicians which are

currently and insufficiently evaluated (lliffe et al., 2011).

Currently, global research in Alzheimer’s disease and other dementias only receives minimal funding compared
to other disorders, even though the change in the number of deaths due to Alzheimer’s disease between the
year 2000 and 2010 increased by 68 per cent (US data: Alzheimer Association, 2014). In December 2013, during
the G8 summit on dementia, participating countries agreed on the need to significantly increase the amount
devoted on dementia research, develop an international action plan for research and encourage information

sharing ((Department of Health (UK), 2013)).
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8.2 A CASE FOR CHANGE

The proportion of individuals aged 65 years and over in the Maltese Islands is expected to increase significantly
in the coming decades reaching 31.2 per cent by the year 2060 (European Commission, 2012). Senior adults aged
75 years and older, the majority of whom live in the community, constitute a segment of the population that is
vulnerable to loss of autonomy. Indeed, many community dwelling older adults have difficulty performing activities
of daily living autonomously. The extent of unmet need, or the extent to which needed assistance is unavailable
or insufficient, is an important issue in public policy and financing of health and support services. Furthermore,
there is a dearth of data on the cognitive status of older adults within healthcare settings and residential care.
Thus, a strategy on dementia cannot be complete without incorporating the findings of the Needs Assessment of
the Elderly in Malta ((Department of Health (Malta), 2012a)). This will ensure a more coordinated and consistent
way of assessing, planning and delivering services. This will help policy makers in identify gaps for which policies
can then be tailored in an attempt to address the needs of cognitively impaired adults. Research initiatives would
also be needed to study innovative ways with which the measures included in this strategy document will be

effectively monitored and implemented.

Currently, the University of Malta is the main establishment where research on various aspects of dementia is
carried out, mostly on an individual basis and as part of undergraduate or postgraduate training programmes. In
the last few years, data on dementia prevalence rates (Abela et al., 2007; Scerri and Scerri, 2012a), organisation
of dementia care by families (Innes et al., 2011), pharmacotherapeutic aspects of dementia care (Scerri et al.,
2010), and undergraduate and practicing healthcare professionals’ knowledge of dementia (Caruana-Pulpan and
Scerri, 2014; Scerri and Scerri, 2012b) were published. Funding for such research is minimal and mostly takes the
form of annual research grants. In 2013, the Alzheimer’s disease Research Group (ADRG) was launched by the
University of Malta (Department of Pathology) with the aim of promoting and facilitating research and scientific

collaboration in the diverse disciplines in Alzheimer’s disease and related dementias (Scerri et al., 2013).
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Dementia is a disease that fulfills most of the parameters proposed by the Centres for Disease Control and
Prevention in order to assess the importance and need for an epidemiological surveillance system in terms of
public health: frequency and severity, differences and dissimilarities amongst population groups, high cost,
potential of primary and secondary prevention, and public interest (Centers for Disease Control and Prevention,
2001).Epidemiologicalresearch and surveillanceis an essentialinstrument for planning, managing and distributing
community health resources, for following up the natural history of chronic diseases and for assessing the
impact of prevention programmes. The creation of a population-based dementia register provides the necessary
information about various aspects of the impact of dementia on the healthcare system through information
gathering concerning incidence and prevalence rates of dementia, usage of resources, patterns of detection,
referral, diagnosis and treatment. This information would pilot current and fFuture planning and allocation of

health and social care funds and for outcome evaluation.

With the aim of instituting a dementia registry in Malta, the Department of Health, through the publication of
DH Circular 455/2012, instructed consultant geriatricians, neurologists and psychiatrists to complete a Dementia
Register Form (D1) for individuals prescribed anti-dementia medication included in the Government Formulary
List. A different Dementia Register Form (D2) would need to be completed by the consultant physician for

individuals not applying for medication ((Department of Health (Malta), 2012b)).

8.3 STRATEGY OBJECTIVE

The main objective is to promote and foster research in the field of dementia
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8.4 OBJECTIVE DELIVERY

a. Promote andsupportepidemiologicalresearchinthe field of dementia managementand careindifferent
care settings. An inclusive model of research involving the individual with dementia, their caregiver and

fFamily members should be sought.

b. In collaboration with the Active Ageing Unit, design and carry out research to assess the unmet needs of

community dwelling older adults with dementia, their caregivers and family members.

c. Collaborate with the University of Malta and other research based local entities (including the Malta

Council for Science and Technology) to give dementia priority in the research field.
d. Facilitate access for individuals with dementia to participate in clinical trials when and if available.

e. Through an identified group of multidisciplinary experts in dementia, keep abreast with evolving

evidence to inform practice.

f. Increase involvement and participation in EU projects related to dementia research.
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Implementation of the National Strategy for Dementia is scheduled to start in 2015 and run till 2023. Due to
the challenging nature of dementia, this exercise entails substantial investment in human, financial, technical
and infrastructural resources. However, the delivery of the objectives laid down in this document is projected to
have a considerable positive impact on the quality of life of individuals with dementia, their family members and
caregivers. The latter are carrying an enormous burden and thus require more solidarity from the government
and society in general. Implementation of the measures set out in the strategy aims to create a system whereby

all individuals with dementia have access to the care and support they require.

The objectives laid down in the strategy will need the extension of a trained workforce in order to deliver new and
improvedservices.Itwillalsorequirejoint planningandworking between health and social care staff, policy makers,
individuals with dementia, their fFamilies and caregivers. Continuous assessment of the outcomes, including real-
life experiences of individuals with dementia, will ensure that the objectives set out in this document are met.
Assessment should also seek the views of caregivers and healthcare staff. Since important gender differences
exist across various aspects of dementia, with women mostly affected both in prevalence and caregiving, the

implementation strategy will also strive to provide a gender dimension in its objectives and deliverables.

Duringtheimplementation process,anumberof gaps maybecome apparent.Interimevaluationsare thus necessary
to gather new information and assess the usefulness of different projects being proposed in the various areas of
dementia care. This will aid in further detailed planning of long-term objectives. Moreover, implementation of the
outlined objectives is expected to reveal other important needs that will require assessment and further plans to
adequately address them. A national team will be needed to coordinate and oversee the implementation process.
Individuals with dementia, their family members, caregivers and policy makers all expect to see progress in a cost-
effective way. It is therefore important that the whole implementation exercise is regularly communicated to the

general publicin an efficient and comprehensible manner.
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Implementation of the National Strategy for Dementia will be a staged
process. Currently, the majority of individuals with dementia lives in
the community and in need of tailored services delivered by health
and social care staff adequately skilled in dementia management and
care. Urgent priorities include increase in awareness and workforce
development. The latter will be expected to have a positive spill-over
effect on timely diagnosis. Core-training to non-professional staff
in dementia care should ensure a better quality of life for individuals
with dementia in residential care. The introduction of the remaining
pharmacological interventions onto the Government Formulary
List should also be considered at this stage. Medium and long-term
actions would include the strengthening of undergraduate curricula
reflecting a multidisciplinary approach, gradual implementation of non-
pharmacological interventions, strengthening long-term and palliative
care, adoption of dementia-friendly measures, strengthening dementia
research and the gradual adoption of an ethical approach to dementia
care. These actions would also need to be well documented through
both qualitative and quantitative measures via the commissioning of
appropriate research to elucidate and gain the required knowledge to

evaluate and enable ongoing projects.

9.2 STRATEGY OBJECTIVE

The main objective is to implement the National Strategy for Dementia

(2015-2023)



A National Dementia Strategy Implementation Board with the objective of planning and steering the

implementation of the strategy will be set up. Its terms of reference will include:

Coordination of the implementation process by assessing priorities and determine a plan of action,

Q

timeframes and key players.

b. Ensure that the actions laid down in the various chapters of this document are carried out effectively

and in a timely Fashion.

c. Ensurethatindividualslivingwith dementia and their caregivers and family members are directly involved

during the various stages of the implementation process.

d. Monitor performance and achievements to ensure that the needs of individuals with dementia, their

caregivers and family members are effectively met.

e. Monitor the expenditure from a budget allocated to the implementation of the strategy.

The National Dementia Strategy Implementation Board will work on behalf of the Parliamentary Secretariat for
the Rights of Persons with Disability and Active Ageing and in collaboration with other governmental entities.
Due to the complex and diverse nature of dementia, representatives from other ministries (including those of
Health, Family and Social Solidarity, and Education) together with other relevant stakeholders should be part of

this Board.

Strategy implementation and delivery | 131



ol =
activeageing.gov.mt

978-99957-858-0-2

Empowering Change —a National Strategy for Dementia in the Maltese Islands 2015-2023



