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In 2021, the World Health Organization (WHO) launched the ‘Guidance on community mental
health services: promoting person-centred and rights-based approaches, which described different types of
community mental health services worldwide that promote and protect legal capacity, implement policies
of non-coercive practices, promote the participation of persons with lived experience in the design and
delivery of services, enable and maintain inclusion within the community, and adopt person-centred and
recovery-based care (WHO, 2021a). Through the production of the guidance, the WHO were asked by
many stakeholders to complete a similar document for dementia services around the globe. As a result, a
collaborative effort between the WHO and the WHO Collaborating Centre for Mental Health, Disability
and Human Rights (WHO-CC) at the University of Nottingham is underway to produce the document,
to highlight services across the world that demonstrate good quality rights-based and person-centred care
practices in dementia. With the guidance document, we aim to promote and encourage policy and service
transformation and development worldwide.

Why are we doing this?

Approximately 55 million people are living with dementia across the globe, with around 10 million
people developing the condition every year (WHO, 2021b). Alongside this, it is estimated that nearly two-
thirds of people with dementia are living in low- and middle-income countries (Wimo et al., 2023). By 2050,
it is predicted that the number of people living with dementia will reach 152.8 million (Global Burden of

Disease 2019 Dementia Forecasting Collaborators, 2022). In addition, global dementia costs were estimated
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to be US$ 1.3 trillion in 2019 with projected costs rising to US$ 1.7 trillion by 2030 (WHO, 2021b). Around

half of dementia care costs is attributed to informal care. This percentage is higher in low- and middle-income
countries; while in high-income countries, the costs of informal care and social care are roughly 40% each of
the overall total of dementia care costs (WHO, 2021b).

People living with dementia often have complex needs; these needs span the health and social sector,
thus requiring a collaborative and coordinated effort to provide psychological, social, and health care and
support (WHO, 2018). Furthermore, dementia also affects care partners and family members, so services
should incorporate support for these individuals too.

However, a significant challenge to meeting these needs and supporting everyone affected by dementia
is that there is a lack of community dementia services worldwide (Gauthier et al., 2022; Giebel et al., 2021).
Furthermore, according to WHO, long-term care pathways are often fragmented if not absent completely
(WHO, 2017). However, services that do exist to provide support for individuals living with dementia, and
their care partners and families, are often of a poor quality and are difficult to navigate; consequently, needs
remain unaddressed (Giebel et al., 2023; Morrisby et al., 2021; WHO, 2017).

There is a lack of awareness and understanding about dementia, even in services designed to support
persons with the condition, resulting in stigma and discrimination (WHO, 2021b). For example, the recent
report from Alzheimer’s Disease International (ADI) stated that 80% of the general public believe dementia to
be anormal part of ageing and almost 65% of healthcare professionals also believe this (ADI, 2024). Additionally,
people living with dementia are often believed to be unpredictable and even dangerous. In ADI’s report, 88% of
persons with dementia indicated they experienced discrimination, and over 50% of both people with dementia
and their care partners anticipated experiencing discrimination (ADI, 2024).

Cultural and societal beliefs about the causes of dementia include witchcraft and punishments by God
for sinning among others, and this stigma leads to a reluctance in help-seeking and withdrawal from the wider
community (Brooke & Ojo, 2020; Bruinsma et al., 2022; De Jager et al., 2015; Mahomed & Pretorius, 2022).
Additionally, negative portrayals of dementia in films, television and social media can also contribute to negative
stereotypes of the people living with the condition, further perpetuating misconception and stigma around
dementia (Low & Purwaningrum, 2020). These negative attitudes and portrayals also mirror the actions and
realities of everyday life for people with dementia. Exacerbating this are also a number of practical reasons for
dementia services not meeting the needs of the people requiring support, including low staffing levels, high
staff-turnover, and lack of or poorer-quality services in certain geographical areas. This can lead to significant

variations in care, creating an inequitable situation where some people receive much poorer services simply
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based on where they live (Giebel et al., 2024).

People with dementia are entitled to human rights not only as all humans are, but they are also explicitly
recognized as rights holders under the UN Convention on the Rights of Persons with Disabilities (CRPD). The
CRPD defines persons with disabilities as persons who have long-term physical, mental, intellectual, or sensory
impairments, which, when combined with societal barriers, may restrict their full and equal participation
in society (United Nations, 2006). This recognition strengthens the protection of the rights of people with
dementia, ensuring they are treated with dignity and equality (United Nations, 2006). The impact that
stigmatizing attitudes among the general public, clinicians, researchers, healthcare professionals, and others, as
well as the practical issues discussed have is widespread, and results in denials of human rights (Gronholm et
al., 2024; WHO, 2021b). Stigma and the subsequent discrimination are one of the biggest obstacles to accessing
dementia services and even seeking help in the first place (Bayard & Ulloa, 2017; Bruinsma et al., 2022).

Moreover, once involved in a service, people with dementia are frequently denied the right to exercise
their legal capacity due to beliefs that they do not have the ability to make decisions about their own care and
support, as well as on other broader life decisions (Nedlund & Taghizadeh Larsson, 2016; Sinclair et al., 2019;
Volle, 2023). As a result, decisions are made by other people, including care partners and families, and health
and social care professionals, in a process known as substitute decision-making (Miller et al., 2016). This also
results in people with dementia being subjected to coercive practices, such as involuntary admission to and
treatment in hospitals or other institutional settings, as well as physical, chemical, and mechanical restraints,
and tactics such as lying to manipulate the person with dementia to complete activities or comply with treatment
the care provider wants them to, regardless of the preference of the individual (Cantone et al., 2019; Fetherston
et al., 2024; Gjellestad et al., 2021; Qye & Jacobsen, 2020). Any protestations against coercive practices tend to
be seen as another symptom of dementia rather than the person being unhappy, uncomfortable or distressed
with the coercive practice they are experiencing (Sabat et al., 2011).

False beliefs around the ability of people with dementia to make decisions also means that they are
often excluded from participating in decisions within society, including those that affect them directly, such
as the design and delivery of services, guidelines, and research, as well as informing policies and laws in their
community (Breuer et al., 2022; Oksnebjerg et al., 2018). Schmachtenberg et al. (2022), for example, reported
that the only European country, out of the 17 examined, that demonstrated the frequent participation of people
with dementia and their care partners in the development of care services was Finland.

Furthermore, people with dementia, as well as their care partners and families, are often excluded from

the wider community. They are not offered the same opportunities, activities, living conditions, and treatment
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as the rest of society (Morrisby et al., 2018; Steele et al., 2019). When living in residential facilities, people with

dementia have been subject to confinement within the facility, sometimes restricted not only to the facility
itself but even to specific rooms within it (Steele et al., 2020). Not only are the attitudes and resulting practices
provided by healthcare professionals a major factor in societal and community exclusion, but people with
dementia have reported withdrawing themselves from their community due to fear of how people react and
behave around them (ADI, 2024). Finally, as demonstrated by the examples above, individuals with dementia
are frequently provided with care that is not person-centred, and significant tensions have been noted between
providing holistic, recovery-focused, and person-centred care and the practical capabilities of healthcare
workers to provide such care (Koder, 2018). Love and Femia (2015) reported that although healthcare providers
and staff believe in the principles of person-centred care, there are barriers to implementing such practices.
Dementia care should focus on meeting the holistic needs of people with dementia, empowering them to
stay in control of their lives, be at the centre of decision making in their care, actively participate the wider
community, maintain their identity, have hope and optimism for the future, and live a life that is meaningful to
them (Leamy et al., 2011; Mamun et al., 2022). Alongside this, people with dementia should be offered services,
support and rehabilitative interventions that promote optimal autonomy and functioning and reduces the
impact of disability for persons with dementia (Laver et al., 2020). Rehabilitation is itself a human right and
should therefore be incorporated into dementia care services (Laver et al., 2020).

The WHO strongly advocates for community services around the world to develop and implement
person-centred and rights-based care that uphold and reinforce the CRPD rights and principles throughout
the care and support. Key elements of rights-based practices that comply with the CRPD include respect for
legal capacity, non-coercive practices, participation, community inclusion, and recovery-oriented approaches
to care (WHO, 2021a). Rights and recovery-based approaches to care has strengthened person-centred care, by
providing a legal framework that requires governments and services to respect, promote, and protect human
rights in care. (Kinderman et al., 2018). It commits governments and healthcare providers to deinstitutionalize
existing facilities, integrate dementia care into community-based support services, and provide sustainable care
and support throughout the course of the condition. This approach empowers people with dementia to live
in the community and receive care that aligns with their needs, wishes, values, and preferences (WHO, 2017).
Support services should be person-centred, accessible, affordable, culturally appropriate, and community-
based to ensure the fundamental freedoms and basic human rights of persons with dementia are respected,
protected, and fulfilled.

As the number of persons living with dementia, and the number of people impacted by dementia
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increase, these inadequacies will only be exacerbated. We know that there are and will be significant challenges

to achieving person-centred, rights-based, and recovery-oriented approaches in community dementia services.
Stigma, negative attitudes and resulting discrimination towards people with dementia can be hard to change
but there are also limitations in resources as well as policy and legislative frameworks. However, the guidance
document will show that countries can develop and scale up person-centred and rights-based community
dementia services. It will present good practice service examples that have successfully implemented this
within a wide range of different contexts and legal and policy frameworks, without compromising people’s
right to legal capacity, non-coercion, participation and inclusion. These examples will illustrate how person-
centred and rights-based practice can be achieved, inspiring policymakers, healthcare providers, and the
general population worldwide.
How are we doing this?

The guidance is being developed by drawing on the methods used by the WHO to create their previous
guidance document for community mental health services. So far, this has enabled us to identify a wide and
diverse range of community dementia services across geographical, cultural, and economic contexts. The
methodologyincludes seven phases (see Figure 1), which includeliterature and internet searches, e-consultations
with new and pre-existing networks, online surveys, field visits, and interview follow-ups. As of June 2023, a
substantial network has been developed. The ‘Dementia International Advisory Network for Human Rights’
(DIAN) consists of all WHO contacts and networks, the WHO-CC, the Global Dementia Observatory, ADI,
Alzheimer Europe, Dementia Alliance International, international fellows from the Global Brain Institute, and
the African Dementia Consortium, as well as other international organisations and working groups of people
with dementia. The network includes a variety of professions and backgrounds relating to the health and
social care needs of people with dementia, care partners and families, as well as a range of academics, service

providers, and policymakers.
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Figure 1.

The seven phases of the WHO community dementia services guidance development
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The WHO dementia rights secretariat has been and will continue to coordinate the networks, lead
the development of the guidance, collaborate and support with the identification of eligible services. The
DIAN come together every three to four months to provide advice and feedback for stages completed and
communicate via email and online as and when required.

When do we expect it to be released?

Currently, we are aiming for the document to have an initial full draft by February 2025. This is
dependent on the availability of the DIAN contacts to help provide feedback and assist with gaining more
information and completing evaluations of the services identified for potential inclusion. We are hopeful that
the guidance will be publicly launched by mid-2025.
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