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Leadership in policy response to dementia:

lessons learned from the international experience

The article reveals the role of leadership in policy response to the spread of
dementia. Comprehensive information from dementia studies is generalized and
analyzed to generate evidence-based policy. It is underscore that excessive
interpretation of results or careless analysis of key factors may overestimate the findings
that can effect policy planning in not the best way, especially for countries with low
economic development and limited resources, are explained. It is emphasized that
excessive attention to the dementia epidemic can lead to misleading policy planning and
can have unforeseen negative consequences for the health system. The need of Ukraine

to learn from international experience is revealed.
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Statement of the Problem: Population around the world is facing a huge variety
of challenges. Poverty, corruption, military conflicts, migration, new diseases and
natural disasters are just a few things (phenomena) which prevent many people from
quality basic services provided to them. The need for the development of additional

types of services is also due to the increasing aging of the population and hence the
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increasing in the number of people living with dementia. Meanwhile, the absence of
dementia policy in the developing countries leaves without services not only people
living with dementia, but their families or caregivers. Given these challenges, the
integration of dementia programs into the complex healthcare system as well as social
welfare system is not an easy task for any country. This is especially difficult for
countries with limited resources, low levels of population awareness concerning
dementia, and high levels of stigma and ageism.

To meet the goals given an ever-changing and complex situation with healthcare,
the interdependence of many aspects, scientists emphasize the need to develop
leadership that could help to change actions and succeed in both development of
dementia programs and their implementation.

The purpose of this study is to explore the meaning and importance of leadership
at all levels of decision-making process based on the experience of the countries with
dementia policy to help Ukraine in the development of its own comprehensive response
to dementia.

Paper main body. It has been proven that leadership can bring about positive
changes, but the question remains how to give impetus to the process of stimulating and
supporting leadership development, which can play a crucial role in promoting the
dementia agenda [29].

In formulating a comprehensive policy response to dementia WHO points out
three central elements: leadership, governance and multi-sectoral collaboration [13].
Therefore, the concepts of "leadership" and "governance" are not identical, but they are
complementary and indivisible in most cases [27].

There are many examples of individual leaders in the history of dementia policy-
shaping that have transformed general thinking into new radical ideas, facilitated the
transition to new knowledge or the pursuit of innovation [6]. On the one hand, there is a
need to know who these leaders are and what skills they are required to have,

specifically to form and implement the dementia policy [23]. Due to the
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multidimensional nature of dementia, on the other hand, it is not enough to have
individual traits alone, although they are useful and even necessary in creating good
leaders, since leadership development depends on the willingness of the environment to
perceive change, the political will and support at different levels, as well as on
teamwork [11].

Each stakeholder has a unique role to play - knowledge generation, decision
making, advocacy, service development and raising awareness of dementia, which
generally ensures the integrity of the process [10]. And in each of these areas leadership
is important and contributes to the best success in policymaking and initiatives.
Therefore, it is important to understand the role of each stakeholder that is considered as
a leader, the mutual influence of the participants and to determine their priority, as is it
important to understand how to create a supportive environment for the development of
leadership aiming to addresses the needs of the population [5].

The past two decades have seen a sharp increase in civil society activity and
citizens’ involvement in shaping the national and global response to the spread of
dementia. Such involvement ranges from discussions of policy vision to advocating the
development of the necessary services based on human rights. The private sector is also
actively involved [1]. Moreover, the academic environment is beginning to assert its
role as a catalyst for necessary social change, in addition to being a producer of
knowledge. But leadership examples indicate that while the initial impetus for health
interventions can be obtained from any of a variety of actors, the impetus for successful,
scalable and sustainable health interventions can only be created by the government
[22]. Government as such needs to be actively involved in bringing together many
different groups to ensure the comprehensiveness of the process [8].

Since many developing countries are focused on achieving positive shifts in
dementia issues, their attention is drawn to international experience, that is, to those
countries that have been able to make dementia one of their national priorities or have

made significant strides in this direction [15]. Leadership in developing countries must
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be capable of acting in the face of uncertainty and untenable evidence. Therefore, the
need to study international practices is driven by the need to be guided by knowledge
from various sources to summarize evidence-based and substantiated facts [2]. In
shaping the national response, the core potential of leadership is to make the best use of
their internal resources and external partnerships, to transform the most relevant and
easily applied knowledge into the most productive areas of action that can maximize the
benefits of improving services for people living with dementia and their caregivers [9].

Until recently, dementia was associated with those diseases that could not be
prevented and was considered as a natural part of the aging process. However, these
statements did not take into account the role of risk factors and the impact of prevention
programs in predicting the scale of dementia. Recent trends in the prevalence and
incidence of dementia indicate a significant point in epidemiology and give grounds for
cautious optimism [31]. Up to 30% of cases of dementia can be prevented due to
exposure to risk factors and lifestyle [14]. Delaying dementia even for a few years in a
small percentage of people would be a huge achievement and would increase the
number of people who could avoid such kind of suffering [12]. Efforts to delay the
manifestations of dementia, if successful, can be useful to adults of all ages and groups
[25].

But some questions, for example, what major changes in society, education and
health could be key to reducing the risk of dementia, have yet to be studied. Since
dementia is a complex social disease, international cooperation that enhances the
exchange of information on the course and aetiology of the disease is essential [24].
Therefore, analytical epidemiological approaches, in combination with transnational
scientific research, can provide a unique opportunity to study neuropathology, which
underlies the change in the occurrence of dementia in the general population [30].

Alzheimer’s disease accounted for only 6 percent of all diagnosed cases of
dementia in Ukraine in 2016. Of course these data are unreliable, as no screening is

conducted in Ukraine for dementia in elderly patients who do not seek medical
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assistance. One of the most difficult moments associated with dementia is a variety of
behavioral disorders that require special care [27]. Unpredictable actions of patients
with dementia frequently become the cause of accidents. This behavior leads to a heavy
burden of caring process as well as to despair, depression, excessive fatigue and
exhaustion, reduced productivity and quality of work of caregivers.

Little attention is paid to the systems and services in Ukraine that deliver
healthcare for people living with dementia. The main majority of people living with
dementia have stayed out of healthcare system’s sight, have not been observed and
hence have not received a proper diagnosis. Even when dementia is diagnosed, the care
provided is too often fragmented (basically in mental hospitals), uncoordinated, and
unresponsive to the needs of people living with dementia, their caregivers and families,
and of inadequate quality, and coverage of core support services is low. There is often a
lack of awareness and understanding of dementia, resulting in stigmatization and
barriers to diagnosis and care.

There are some huge gaps in the Ukrainian system in this regard: diagnosis gap
(when people with dementia are not diagnosed); treatment gap (when people with
dementia, who received a diagnosis but not receiving healthcare); social gap (when
people with dementia, who received a diagnosis but not receiving social care); palliative
gap (when diagnosed people are limited in palliative care) and support gap (when
families and caregivers are not covered of any social, educational or other kind of
programs).

Taking into account all the above-mentioned facts, there is a high need to focus
researches and receive evidence regarding the following directions:

1. Review of research evidence on the role of primary care within the dementia
healthcare system. This should include evidence regarding the effectiveness of primary
care services in the detection and diagnosis of dementia, and in the provision of

continuing care; evidence on strategies and interventions to enhance the quality of care
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provided by primary healthcare services; studies that compare aspects of the quality of
care provided by non-specialist versus specialist services.

2. Review of the effectiveness of case management, wherever it is located within
the health and social care system, with respect to outcomes for people with dementia
and their caregivers, and evidence for improved efficiency of delivery of health and
social care. Care coordination, through case management, has been presented as a
means of improving care and reducing costs. The Case Management Society of America
describes case management as “a collaborative process of assessment, planning,
facilitation and advocacy for options to meet an individual’s health need through
communication and available resources to promote quality cost-effective outcomes”.

3. Review of hospitalization of people with dementia seeking to clarify the extent
of and reasons for hospitalization, the associated harms, the excess healthcare costs, the
effectiveness of approaches to avoid hospitalization, and reduce harm and improve
outcomes for those who are admitted.

4. Review the latest evidence on palliative and end-of-life care for people with
dementia.

As a results it could be possible to have a clear understanding and the mechanism
in which way it is possible to minimize these gaps. Developing these ideas and
receiving both evidence-based and practical advice for enhancing both state institutions’
and NGOs’ activities will lead to crucial affordable and achievable improvements in
formation and implementation of Ukrainian healthcare policy.

The conceptual framework of the research includes two Priorities, such as Policy
and Service delivery, and answering some simple questions: Who? What? Why? and
How? While researching of the former Priority is focused on Governance and
Population, the latter is focused on Individuals.

“The governance part” includes the reviewing of the state strategies, plans,

legislation, guidelines, monitoring and cross-sectoral cooperation.
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There are some cross-cutting thematic areas that are necessary to review
concerning population in general: Dementia as public health priority; Dementia
awareness and dementia friendliness; and last but not least, Dementia risk reduction.

The biggest part includes the reviewing both diagnosis, treatment, care and
support for people living with dementia and support for dementia caregivers. A lot of
efforts is need to be put in this part to:

— identify the optimal models of care and support for people with dementia and
their caregivers in the community (e.g. collaborative care, integrated health and social
care, case management) across the disease course;

— 1dentify strategies to anticipate and deliver effective and cost-effective late life
and end of life care for people with dementia, including advance care planning;

— determine the most effective interventions for educating, training and supporting
formal and informal caregivers of people with dementia;

— develop and evaluate policies, investments and plans for increasing the capacity,
knowledge, skills and interest of the health and social care workforce in the field of
dementia;

— establish norms and standards for the highest quality of care in residential and
nursing homes and approaches to assist families of people with dementia to
determine the optimal time to consider placement.

It is also crucially important to understand how to integrate the most efficient and
effective practices into the administrative decision-making process. So the proposed
research project could include follow-up with policymakers and the assessment of the
impact of the information on their decision-making process.

The healthcare system in general and primary healthcare in particular are
important, to the maintenance of health and wellbeing, and the achievement of the best
quality of life for people with dementia and their caregivers. However, there are many

other problems with dementia healthcare systems has currently faced.
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It is important and necessary to use information from dementia studies to generate
evidence-based policy. But excessive interpretation of results or careless analysis of key
factors may overestimate the findings that can effect policy planning in not the best
way, especially for countries with low economic development and limited resources.
Excessive attention to the dementia epidemic can lead to misleading policy planning
and can have unforeseen negative consequences for the health system. That is why
Ukraine needs to learn from international experience.

International cooperation can play an important role in responding to this
challenge through research, but governments still play a key role. The government of
each country defines its own approaches to research, development of partnerships to
strengthen prevention, diagnosis, treatment and care. Thus, the role of the national
government and involving senior managers such as ministers, prime ministers or
politicians in awareness raising is crucial. Top management can satisfy their ambitions
by way of determining the strategy and the plan, which facilitates effective
implementation and ensure that stakeholders fulfil their promises. Government
participation can also contribute to the development of a cross-sectoral approach and
interdependent work between different ministries and departments. It is very important
that the highest officials personally act and participate in the development and
implementation of the Dementia National Plan to recognize this problem as one of the
national priorities [19].

One more advantage of state support is that it accelerates the diagnosis of
diseases that are difficult to diagnose, including dementia, through management,
coordination, standardization and research. There are successful examples of
collaboration between different organizations in Europe on managing risk factors, such
as HATICE [20], DIVA [21], FINGER [16] and MAPT [26]. These studies have shown
the importance of a solid foundation for sharing experiences and data that, from their
point of view, helped to increase funding for prevention programs. However, different

countries have their own specifics of the disease and, based on data, they indicate a
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reduction in the risk in successive generations, depending on their effects on health and
lifestyle. In some countries, the current cohort of people over the age of 65 is
cognitively healthier than their predecessors with greater resistance, due to reduced risk
factors for dementia or increased exposure to protective factors [12].

Political responses to dementia require not only consideration of care issues, but
also integration with general public health issues and interventions to reduce the impact
of other non-communicable diseases. Seven [4] or nine [7] potentially modified risk
factors at different stages of life were associated with cognitive disorders, including
diabetes, depression, smoking, physical inactivity, moderate hypertension, middle aged
obesity and low levels of education and it is predicted that approximately one-third of
all Alzheimer's cases are associated with these factors. Reducing these risk factors by
10% -25% may prevent over 3 million worldwide cases of Alzheimer's disease [3]. In
addition, the relative reduction in the prevalence of these risk factors by 10% every
decade can reduce the prevalence of dementia in the world by 2050 by 8.3% [17].

Policy planning should be balanced between primary, secondary and tertiary
prevention. Each of them has its place, but primary prevention has the greatest impact
on the reduction of late dementia and disability. It follows that a pure dementia oriented
policy can be problematic for effective prevention [32]. Since care for people with
dementia remains a primary care problem [18], an integrated model of assistance is
needed to build capacity to meet the needs of an aging population. Integration into
health care and social assistance enables managers to make sure that people's needs can
be better predicted. The integration of the health care system and social assistance may
result in reduction of inadequate use of hospital services and the reduction of high-value
services at the secondary and tertiary levels, as well as increased awareness and
reduction of stigma in community.

Conclusion: Discussions about leadership in the sphere of dementia are focused
mainly on experiences in high-income countries, while little information is available on

the experience of developing countries. Studying international experience provides an
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opportunity for the developing countries to rethink their own leadership experience, to
enrich it with proven international practice tools, as well as to develop the ability to
analyse situations related to leadership challenges, apply persuasion methods, make
team decisions, and communicate effectively.

Lesson learned from this experience indicates the need to create platforms that
provide tools for leadership development, bringing all stakeholders together to promote
ideas in both national and global contexts. Globally, there are separate platforms for
civil society debate, academic conferences, and the private sector. However, there are
very few platforms where diverse groups of actors plan concerted action to overcome
obstacles in the context of dementia, actively engaging and supporting developing
countries. This should encourage more multidisciplinary research, quality leadership
input to support families, especially in low- and middle-income countries.

There are numerous actors that in one way or another influence the formation and
implementation of the dementia policy. They are academic and research institutions,
civil society organizations, the private sector, patient groups, citizens' representatives, as
well as international players, such as donors, development partners, and charitable
foundations. Therefore, it would be appropriate to focus more on examining how
leadership in each of these groups complements or competes with other groups, how
priorities are set, and which leadership development models are most suitable for
countries where dementia is not yet on the agenda.
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