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Abstract

The World Health Organization has set a target for 75% of member states to have national dementia plans
by 2025. These plans should align with human rights standards, such as the Convention on the Rights of
Persons with Disabilities. The aim of this study was to complete a review of global national dementia plans
and their human rights content according to the convention’s principles. A categorization matrix of pre-
identified human rights themes was produced prior to data collection and extensive inclusion criteria

were adopted to ensure thorough assessment using deductive content analysis. Each dementia plan was
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reviewed by at least two independent assessors. Forty plans were included in the final analysis. We found

that basic human rights were covered by the plans, with community inclusion acknowledged in 39 plans

(97.5%). However, there was less coverage of non-coercive practices and the participation of people with

dementia in the design and delivery of services or policies, with only 24 plans (60%) mentioning these

aspects. This is the first global review of human rights content within national dementia plans. More

must be done to ensure that all such plans align with human rights standards so that the human rights

of persons with dementia are respected, protected, and promoted.

Introduction

People with dementia often experience infringe-
ments of their human rights. For example, in
many countries, such individuals have commonly
been denied legal capacity due to the use of sub-
stitute decision-making processes and coercive
practices in care services.' Coercive practices such
as involuntary treatment, seclusion, and restraints
can exclude people with dementia from the wider
community and significantly worsen their well-be-
ing and quality of life.> Also, sometimes persons
with dementia are provided with only limited and
segregated activities, are denied choice, and have
little to no access to community spaces? Moreover,
they have rarely been included in opportunities to
participate in the design or delivery of services or
policies that affect them.+

In 2017, the World Health Organization
(WHO) adopted its Global Action Plan on the Pub-
lic Health Response to Dementia 2017-2025, which
aims to achieve “a world in which ... people with
dementia and their carers live well and receive the
care and support they need to fulfil their potential
with dignity, respect, autonomy and equality.
All 194 WHO member states adopted this plan
at the World Health Assembly in 2017, signifying
a commitment to make dementia a priority. The
first action area of the plan calls for 75% of WHO
member states to develop and implement national
dementia policies, strategies, or plans by 2025.°

WHO’s Global Action Plan states that de-

»5

mentia plans should be underpinned by human
rights principles aligning with the Convention on
the Rights of Persons with Disabilities (CRPD) and
other rights standards” The CRPD has been ratified
by 186 countries, meaning that these governments
have agreed to incorporate its principles into their
policies and practices.® This is highly significant
because there is growing concern over the human
rights violations of people with dementia and there
have been arguments that governments are not
doing enough to protect those with dementia and
their care partners.®

The priorities of dementia plans have ranged
from specific care and treatment frameworks to
the inclusion of and equality for people with de-
mentia.”” Previous reviews of dementia plans that
have focused on human rights have not examined
a broad range of plans; however, Alzheimer Europe
identified in a 2023 report that the number of plans
reporting legal mechanisms to protect legal capac-
ity, such as advance care planning, has increased.”
It also reported that the number of plans aligning
with human rights standards has risen.”* Hence,
there is now a need for a global review of the hu-
man rights content of national dementia plans.

Methods
Design

We used deductive content analysis to conduct a
comprehensive assessment of human rights content
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in global dementia plans.* We chose this design due
to its effectiveness in categorizing large amounts of
qualitative data, allowing for a broad yet precise
summarization of a particular phenomenon in
both data collection and analysis."* Additionally, it
is a flexible approach to collection and analysis that
allows a significant number of key words relating to
human rights in the national dementia plans to be
identified.

Procedure

Search strategy. We identified dementia plans
through the Alzheimer Disease International
(ADI) and Alzheimer Europe websites and WHO’s
MiNDbank database. MiNDbank is an online
database that provides easy access to international
resources, including national policies.”> We also
conducted scoping searches on Google and Goo-
gle Scholar using the search strategy “‘country’ +
‘dementia plan OR dementia strategy,”
limited to the first 10 pages. We conducted these
searches between March and May 2023 and down-
loaded all plans into PDFs.

with results

Inclusion criteria. To be included within our re-
view, plans had to be:

 national dementia plans or strategies
 developed after the adoption of the CRPD*

« developed by the national government or minis-
try of health

o for a country that is a United Nations member
state?”

 publicly accessible
« written in English or amenable to translation

« the most recent version of the government plan
(regardless of whether the implementation peri-
od was over)

Translation. We downloaded several plans not
available in English. ADI recommended DocTrans-
lator, a translation website, to help translate the
plans into English.”® For most plans, this website
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worked well. For plans that could not be translated
due to their underlying format, we copied para-
graphs into Google Translate.

Materials. BH created a categorization matrix in
the form of a template to enable a systematic con-
tent search relating to human rights. The template
contained specific CRPD articles to ensure that
the five human rights aspects we were particularly
interested in were incorporated (see predetermined
human rights themes). These included articles
5, 8, 9, 12, 14, 15, 16, 19, 25, 27, 28, and 29. We took
inspiration from ADI and Dementia Alliance In-
ternational’s 2016 report.® We also included other
words and terms synonymous with human rights,
such as “autonomy,” “empowerment,” and “legal
capacity,” which allowed us to obtain a more com-
plete picture of the human rights content. We also
searched for specific mentions of the CRPD, the
WHO global action plan, and the terms “human
right(s)” or “right(s).” The template included space
for the name and year of the plan, the name of the

» <«

assessor, and a summary of the plan to be written.
Additionally, BH created a glossary of the CRPD
articles and rights synonyms. The template and
glossary were created in Microsoft Word before the
template was transferred to JISC Online Surveys V2
and shared with the team.

Piloting. To ensure the validity and reliability of
the template, the assessors (BH, YM, JW, and SH)
piloted three plans from different WHO regions.
The four assessors individually searched for the
human rights content using the search function
(Ctrl+F) on the plans and inputted key words from
the template. All assessors then read through the
entire plans to contextualize the content found and
ensure that no information was missed. The human
rights content identified through our searches was
extracted word for word, complete with the page
number(s), and was submitted to the online survey
template for BH to download and add to a shared
OneDrive folder. BH then collated the submitted
data and produced a feedback sheet before discuss-
ing this with principal investigator, MO. A team
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meeting was held with the other three assessors
to talk through any discrepancies. By piloting, we
guaranteed the reliability of our methods regard-
ing consistency in our analysis of plans. We also
ensured high validity in our methods, using the
CRPD principles and related synonyms to analyze
the plans.

Final procedure. Once piloting was complete,
the remaining plans were randomly and equally
distributed among YM, JW, and SH before being
randomly assigned to a second reviewer; this en-
sured that plans were independently assessed at
least twice. After examination, the assessors met
with one another to complete consensus work and
discuss any discrepancies. BH read through every
national dementia plan included for analysis. If no
agreement could be made, BH and MO met to ana-
lyze and agree on the remaining issues. Afterward,
the data were transferred to Excel spreadsheets,
allowing the team to clearly identify any gaps in the
content. BH and YM then combined the data and
removed any duplications.

Analysis

Predetermined human rights themes. We assem-
bled the themes to match the rights groups from
WHO’s QualityRights initiative, a global initiative
guided by CRPD principles that aims to improve
the lives of people with mental health conditions
and psychosocial disabilities, including dementia.>
In its guidance for community mental health ser-
vices, WHO states that the right to health for people
with mental health conditions and psychosocial
disabilities depends on a number of fundamental
human rights principles: respect for legal capacity;
non-coercive practices; participation; community
inclusion; and recovery-oriented and person-cen-
tered care.” See Table 1 for definitions.

Results

Our searches identified 58 plans worldwide. After
screening (see Figure 1), we included 40 plans in our
final analysis (this list is available upon request).

The eight plans we could not gain access to
were those for Armenia, China, the Republic of
Korea (version four), Russia, Singapore, Thailand,
Uruguay (2023 version), and Vietnam. We could
not translate the plan from Costa Rica due to the
underlying format (the translation website would
not recognize the PDF, nor could we copy and paste
individual paragraphs into Google Translate). We
excluded the plans of Bonaire, Curagao, Gibraltar,
Macao SAR, Puerto Rico, and Taiwan because they
do not pertain to United Nations member states.
Although we were able to access the plans of Uru-
guay (from 2016) and the Republic of Korea (version
three), we excluded them from our analysis because
they are not the most recent plans.”

Summary of plans analyzed

The plans analyzed were launched between 2010
and 2023, with Belgium (Wallonia) the oldest plan
and Scotland’s fourth version the most recent.*
Plans where the implementation period had ex-
pired but no further plan had been launched (for
example, Australia) were also included.” Twen-
ty-seven plans were from the European WHO
region (Austria, Belgium Flanders, Belgium Wallo-
nia, Cyprus, Czechia, Denmark, England, Finland,
France, Germany, Greece, Iceland, Ireland, Israel,
Italy, Luxembourg, Malta, Netherlands, Northern
Ireland, Norway, Portugal, Scotland, Slovenia,
Spain, Sweden, Switzerland, and Wales), six from
the Americas (Canada, Chile, Cuba, the Domini-
can Republic, Mexico, and the United States), three
from the Eastern Mediterranean (Iran, Kuwait,
and Qatar), three from Western Pacific (Australia,
Japan, and New Zealand), and one from Southeast
Asia (Indonesia). There were no plans from Africa.
Despite the Belgium Flanders and Belgium Wallo-
nia plans coming from one United Nations member
state, we chose to include both of them due to their
different governments.>® Similarly, we included the
plans from all four countries in the United King-
dom. Thirty-five plans were from high-income
countries, four from upper-middle-income coun-
tries, and one from a lower-middle-income country.

Thirty-eight plans were dementia specific, and
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two plans (Finland and Qatar) integrated dementia
into other plans such as Qatar’s National Health
Strategy 2018-2022.” All plans provided a global
and national context for their rationale, and all
dementia-specific plans provided a summary of de-
mentia as a condition, its etiology, and risk factors.
Some plans also contextualized each of their action
areas.

Human rights

Of the plans analyzed, 11 (27.5%) mentioned the
CRPD, whether in the main body of the plan or
the references. In addition, 10 out of the 21 plans
launched after 2017 mentioned WHO’s global ac-
tion plan. Table 1 shows the number of plans that
mentioned anything in relation to the human
rights themes, with examples of the explicit CRPD
articles that relate to each theme.®

CRPD articles work together to ensure that

FIGURE 1. Screening of plans
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the human rights of persons with disabilities are
respected, protected, and promoted, and hence
each theme can be covered by several articles or
principles. For example, the right to legal capac-
ity—that is, the right to make decisions and have
those decisions respected—could refer to decisions
about things that affect a person’s day-to-day life
as well as decisions about things that affect the
person’s overall care, overlapping with the right to
participation in the design and delivery of services
and support options.

Community inclusion. People with dementia have
the right to live and the right to make the same
choices in life as others. They are entitled to choose
where and with whom they live and to have the
same access to community services as the general
public.? Article 19 (living independently and being
included in the community) of the CRPD, among
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others, encompasses this right:° We included the
related term “dementia-friendly communities/
societies” in our content searching. Thirty-nine
(975%) of the plans examined mentioned com-
munity inclusion, primarily though the provision
of dementia-friendly communities. Several of the
references to community inclusion were recogni-
tions that people with dementia should be included
in the community and should be supported in this
endeavor. To achieve this, many plans stated that
dementia-friendly communities would be created
in the wider community.

People with dementia should be able to participate
in social and community life. (Austria)*

Develop dementia friendly communities, where

all aspects of the community’s built environment
and approaches are dementia friendly, inclusive,
promote respect and acceptance and enable
participation. (Australia)*

Recovery-oriented and person-centered care. Re-
covery-oriented care means enabling people with
dementia to gain or regain control over their lives,
have hope for the future, and live a life meaningful
to them.® It relates to the conceptual framework
of personal recovery, which encompasses five
themes: connectedness, hope, identity, meaning-
fulness, and empowerment’* Person-centered care
refers to using a collaborative approach with the
person concerned and incorporating the person’s
opinions, voices, and personal histories into their
care While both of these concepts clearly overlap,

TaBLE 1. Number of plans mentioning each human rights theme

oriented and
person-centered
care to make one’s own choices), and the independence
of persons; respect for difference; and acceptance of
persons with disabilities

Rights grouping | Explicit CRPD principle(s) Lay definition(s) Number of
plans (%)

Community Article 19: Living independently and community The right to remain free and independent and 39 (97.5%)
inclusion inclusion to receive the same opportunities and services

as others in the place of their choosing, enabling

people to live independently and participate in

their communities.*
Recovery- Article 26: Habilitation and rehabilitation Enabling people to identify what recovery means | 31 (77.5%)

Article 3: General principles such as respect for inherent
dignity, individual autonomy (including the freedom

to them; helping them gain or regain control over
their life, have hope for the future, and live a life
meaningful to them.t

Tailoring care to people’s interests, abilities, and
needs while taking account of their histories and
personalities.$

Respect for legal | Article 12: Equal recognition before the law The right to make decisions for oneself and have | 28 (70%)
capacity those decisions respected by others.*
The right to be recognized as a person before the
law and have one’s decisions legally respected.§
Non-coercive Article 16: Freedom from exploitation, violence, and The right to practices that do not involve the use | 24 (60%)
practices abuse of involuntary admission, involuntary treatment,
seclusion, or physical, chemical, or mechanical
restraint.*
Participation Article 29: Participation in political and public life The right to participate in decisions about society | 24 (60%)
as a whole, such as the design and delivery of
care services and the development of policies
and procedures, regardless of their expertise and
experience.*
Sources:

* World Health Organization, Guidance on Community Mental Health Services: Promoting Person-Centred and Rights-Based Approaches (World

Health Organization, 2021).

+ M. Leamy, V. Bird, C. Le Boutillier, et al., “Conceptual Framework for Personal Recovery in Mental Health: Systematic Review and Narrative

Synthesis,” British Journal of Psychiatry 199/6 (2011).

 S. Terada, E. Oshima, O. Yokota, et al., “Person-Centered Care and Quality of Life of Patients with Dementia in Long-Term Care Facilities,”

Psychiatry Research 205/1-2 (2013).

§ Committee on the Rights of Persons with Disabilities, General Comment No. 1, UN Doc. CRPD/C/GC/1 (2014).
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there are differences between the two. Although no
specific article of the CRPD encompasses recov-
ery-oriented and person-centered care, article 26
(habilitation and rehabilitation) arguably comes
closest regarding recovery-oriented approaches.
Additionally, article 3 (general principles) aligns
with person-centered principles (“respect for in-
herent dignity, individual autonomy including
the freedom to make one’s own choices, and inde-
pendence of persons ... respect for difference and
acceptance of persons with disabilities”)” Within
this theme, we also searched for the following syn-
onyms: “agency,” “dignity,” and “empowerment.”
This theme was mentioned by 31 (77.5%) plans. Sev-
eral countries provided explicit actions relating to
recovery-oriented and person-centered approaches
to dementia care.

Support should be tailored to the individual person
with dementia and their carers, not to managers of
different services or health services. (Slovenia)*

Develop an efficient and coordinated system of
care for people with dementia ... under a network
approach (including long-term care), to provide
person-centered and integrated care. (Dominican
Republic)®

Respect for legal capacity. Respect for legal capacity
is defined as the right to make decisions for oneself
and to have one’s decisions respected by others; it
is primarily represented by article 12 of the CRPD
(equal recognition before the law).+ It is the back-
bone of other human rights and includes the right
to be recognized as a person before the law and have
one’s decisions legally respected.** We searched for
keywords such as “legal capacity,” “autonomy,”
“supported decision-making,” and “advance care
planning.” Overall, 28 (78%) plans mentioned legal
capacity. Several included the word “autonomy” in
the overarching aims of their plans, demonstrating
that governments and ministries acknowledge that
people with dementia should be in control of and
have freedom of choice in their lives.

The vision of this plan ... [is that] people with
dementia and their caregivers receive the quality

GENERAL PAPERS, 43-57

care and support they need with dignity, respect,
autonomy, and equity. (Dominican Republic)*

Some countries also demonstrated their awareness
that supporting people with dementia and their
care partners in maintaining autonomy and legal
capacity is protected by their own laws and interna-
tional regulations.

As a signatory to the Glasgow Declaration, the
Welsh Government has previously committed to
promote the rights, dignity and autonomy of people
living with dementia. (Wales)"

Regarding specific actions to promote and protect
the right to legal capacity, countries referred to
ensuring that measures for advanced care planning
and supported decision-making would be provided.

Objective delivery ... i. Work towards the
development of advance care directives. (Malta)*

Non-coercive practices. Coercive care practices
are those that go against the wishes of the person
receiving care, such as forced admission to ser-
vices, forced treatment, seclusion, and mechanical,
physical, and chemical restraints.# They are also
practices that are undertaken without the person’s
consent. The CRPD protects the rights to freedom
from coercion with the following articles: liberty
and security of person (article 14), freedom from
torture and cruel, inhuman, or degrading treat-
ment or punishment (article 15), and freedom from
exploitation, violence, and abuse (article 16).4° Co-
ercion also encompasses a denial of legal capacity.
Twenty-four plans (60%) mentioned coercive and
non-coercive practices; however, few plans provid-
ed specific actions to ensure that coercive methods
are not used within dementia care. Instead, there
was mostly a recognition that people with dementia
have been and continue to be subjected to harmful
practices.

Dementia will eventually impair the ability to make
informed decisions and provide consent. There may
therefore be ... uncertainty as to whether a decision
is voluntary or if the person displays opposition
towards a measure. If the person displays opposition,
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the measure is considered coercive. (Norway)*®

8.5. Legal, social and financial assistance to prevent
abuse, violence or neglect in the care of the person
with dementia. (Mexico)*

Participation. Participation refers to people living
with dementia (and their care partners) being in-
volved in societal decisions, such as the design and
delivery of services and policies regardless of ex-
pertise° It also involves the concept of citizenship:
having rights, responsibilities, and meaningful
opportunities within the wider community> We
included “citizenship” as our synonym for this
theme. It is guaranteed by article 29 (participation
in political and public life) and article 30 (participa-
tion in cultural life, recreation, leisure, and sports)
of the CRPD>* Twenty-four plans (60%) referred to
or specifically mentioned participation.

According to Article 29 of the [CRPD], people with
dementia should be able to play an active role in
shaping public affairs ... [and] given the opportunity
to review the relevance and appropriateness of local
planning processes from their perspective ... This
will allow people with dementia to be involved ... in
the planning of social spaces. (Germany)™>

Stakeholder participation in policy development
and legislative changes concerning persons with
dementia is ensured through a consultation
portal ... What will the situation be in 2030?
Active participation of persons with dementia in
discussions and decisions concerning this patient
group. (Iceland)™

Nineteen countries (47.5%) declared that people
with lived experience (both persons with dementia
or their care partners) had been involved in the
design of the national dementia plan, and some
specifically stated how they will continue to involve
this population in the implementation of plans.

The national action plan for dementia was
developed ... [with] relevant actors in the field,
citizens with dementia, their relatives, and experts
and health professionals. (Denmark)>

Table 2 shows further examples of how govern-
ments incorporated human rights and the CRPD
into their national dementia plans.

Discussion

This was the first in-depth review of how human
rights have been addressed in national dementia
plans. Many plans addressed some aspects of basic
human rights for people with dementia; in particu-
lar, community inclusion was covered in all except
one of the plans, and most mentioned developing
dementia-friendly communities to achieve this.
Perhaps these human rights aspects are easier for
governments to promote for people with dementia.
Concerningly, many plans did not adequately in-
clude non-coercive practices or participation, and
the CRPD itself went unmentioned in almost 75%
of the plans, despite most of these countries having
either signed or ratified the convention. While this
lack of specific mention of the CRPD does not on
its own indicate that the plans overlooked certain
human rights for people with dementia, our review
of the content relating to the human rights prin-
ciples in the CRPD indicates that many plans did
not align well with human rights standards. This
is vitally important given growing concerns over
the human rights of people with dementia. It also
suggests a strong need for multisectoral action to
protect and promote the human rights of persons
with dementia in both policy and practice.
Although our findings suggest that the CRPD
may not have been considered when governments
developed their plans, our review is also consistent
with the work of Rasita Vinay and Nikola Biller-
Andorno, who found that social and cultural rights,
such as community inclusion and recovery-orient-
ed and person-centered care, were the foundations
of national dementia plans’® While advanced care
planning, increased dementia awareness, and holis-
tic and individualized care were principles strongly
considered in the eight plans they reviewed, the
provision of alternative care to acute hospitaliza-
tion was mentioned only sporadically” Our review,
alongside that of Vinay and Biller-Andorno, con-
trasts with the work of Suzanne Cahill, who found
that political and civil rights, such as freedom from
coercion, were more likely than social and cultur-
al rights to be included in plans’® Both reviews,
as well as our own, found that governments have
placed emphasis on respect and dignity, although
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our analysis showed that these terms tended to be
used in descriptions around what people with de-
mentia are entitled to rather than specific actions to
ensure that these needs are met.

It is important to note that our analysis was
more extensive than the other two reviews; we took
a comprehensive approach by using the CRPD as a
whole rather than using selected items. Additional-
ly, both of these past reviews were of a much smaller
scale in comparison to ours: Vinay and Biller-An-
dorno reviewed eight plans, and Cahill examined
ten.”® Perhaps these reviews were smaller than ours
due to the time of their completion. Our review
was conducted close to the end of WHO’s global
action plan target deadlines, whereas the previous
reviews were conducted closer to the beginning of
the global action plan. Nonetheless, our assessment
has revealed similar findings to those of the previ-
ous studies, especially when considering that each
country tailored its plan to meet its context-specific
needs, and therefore it would be expected that vi-
sions for the plans and subsequent actions would
differ somewhat.

Furthermore, we found that acknowledgments
and actions relating to increasing awareness and
reducing stigma to achieve community inclusion
for people living with dementia were consistently
included in national dementia plans, a finding also
noted by previous reviews.* This is important be-
cause stigma and beliefs around dementia are some
of the main contributors to human rights denials
for people living with dementia.® Additionally,
our results showed that although participation was
mentioned in 60% of the analyzed plans, actions to
ensure that this became a part of standard practice
were few and far between. This supports the claim
by Tim Schmachtenberg et al. that the participation
of persons with dementia in planning activities
and policies is needed, but in practice is lacking.®
Our findings also support the recommendations of
Nadia Boeree et al., who argue that policymakers
must collaborate with people with dementia and
their care partners in the development, execution,
and evaluation of national dementia plans because
it would enhance their effectiveness and overall
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usefulness.”® They also argue that without the
involvement of people with lived experience, any
of the benefits that materialize from a plan’s im-
plementation would not be felt by the people who
should benefit most.* This echoes the claim that
there are considerable gaps between the goals and
visions of government policies and the lived expe-
riences of those with dementia.® From a human
rights-based point of view, the participation of peo-
ple with dementia (and their care partners) in the
design and delivery of national dementia plans is a
fundamental right in accordance with the CRPD.%

Limitations

To reduce the risk of reviewer bias, each plan was
assessed by at least two independent researchers.
Additionally, we used publicly available data. That
said, not all plans that have been launched were
publicly accessible, meaning that we were unable
to access eight plans. Moreover, we were unable to
translate a further two. The plans missing from our
analysis were mainly from the Eastern Mediterra-
nean and Western Pacific WHO regions. Moreover,
in order to include as many plans as possible in our
review, we relied on a translation website powered
by Google Translate rather than translating and
then back-translating ourselves; as a result, the
translations may have inaccuracies or misinterpre-
tations or may have missed content. Finally, some
of the plans included in our review had already,
or have since, expired, meaning that their imple-
mentation period was over. However, at the time
of searching, the included plans were still the most
recent plan for those countries, and being publicly
available, we chose to include them in the review.

Future directions

Since the completion of our review, several coun-
tries—for example, Australia, Brazil, Malta, and
Uruguay—have produced new national dementia
plans.”” Further research should be conducted to
investigate whether these new plans have a hu-
man rights focus, as well as whether future plans
of the countries included in this review showcase
any changes in their human rights content. Ad-
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ditionally, future research could examine the
implementation of national dementia plans to as-
sess the extent to which the actions outlined in the
plans have been achieved in practice. This research
could refer to article 4 of the CRPD, which relates
to the general obligations of countries that have
ratified the convention. Finally, future work should
consider developing a global report on good prac-
tice in human rights in dementia care.

Implications

There are substantial implications for policy and
practice following our review. First, the results can
be used by WHO, ADI, and Alzheimer Europe,
among national governing bodies, to advocate for
a stronger human rights focus within plans to en-
sure the protection and promotion of the rights of
people with dementia. This review supports WHO
efforts to monitor progress on the global action plan
targets, as well as ADI efforts to regularly report on
the global picture of national dementia plans. ADI
recently called for an extension of WHO’s global
action plan targets to 2035 in its latest From Plan to
Impact report.®® The current target is for 146 coun-
tries to have a national dementia plan by 2025—and
yet, as of ADI’s 2024 report, only 38 plans were
currently in place, while others had expired and yet
others did not have funding for their implemen-
tation.® Because none of the global targets is on
track to be reached by 2025, WHO member states
recently discussed a potential extension of the glob-
al action plan at the 156th session of the Executive
Board”° Our review highlights where governments
are falling short in complying with the CRPD and
indicates how future plans can become more hu-
man rights focused.

Policy commitments should not remain
mere paper promises—they should be actively
implemented with clear accountability measures.
Countries are required to report to the United
Nations Committee on the Rights of Persons with
Disabilities every four years on the measures tak-

en to respect, protect, and promote the rights of
persons with disabilities, and it is important that
this process also include reporting on the actions
taken to safeguard the rights of persons with de-
mentia. At a national level, mechanisms such as
national human rights groups, health services
(including mental health services), and care qual-
ity commissions could integrate the monitoring of
dementia-related human rights into their existing
functions. Moreover, national and international
nongovernmental organizations such as ADI and
organizations of persons with disabilities such as
Dementia Alliance International can play a pivotal
role in monitoring and ensuring accountability.

Conclusion

This review systematically assessed the human
rights content of national dementia plans. We found
that nearly all of these plans covered basic human
rights, especially with regard to the inclusion of
people with dementia within the community.
However, many plans did not sufficiently align
with human rights standards, including the CRPD.
There was a lack of specific actions regarding non-
coercive practices and ensuring the participation of
people with dementia in the design and delivery of
services and policies that affect them. This review
also has implications for the rights of people with
dementia. Significant improvements are needed to
guarantee the human rights of people with demen-
tia; therefore, governments can use our findings to
better understand the rights of their citizens with
dementia and identify actions and frameworks to
improve protections for them. Additionally, people
with dementia can be encouraged to participate in
the implementation of current plans, as well as the
design and delivery of future ones. We join calls for
a multisectoral effort to be implemented to guar-
antee the human rights of persons with dementia.
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TABLE 2. Examples of narratives reflecting each of the key themes

Theme

Country

Quotation

Respect for legal capacity

Acknowledgments Austria “The strategy aims to create a system in which people affected by dementia and their families and
friends: ... « live in a community that promotes ... autonomy to the greatest possible extent” (p.
16)
Belgium “Foster the maintenance of autonomy ... at each stage [of] illness” (p. 4)
(Wallonia)
Canada “Respects choice: The rights of individuals living with dementia to make their own decisions are
broadly understood and facilitated” (p. 7)
Finland “It is important that everyone can participate in joint decision-making” (p. 23)
Actions Australia “Maximise opportunities for people with dementia and their representatives to plan for the future
by raising their awareness of options” (p. 15)
Norway “To ensure ... greater freedom of choice and codetermination in planning future treatment,
the Government will strengthen its efforts to prepare, disseminate and implement advance care
planning conversations” (p. 49)
United States of “Action 3.D.8: Develop a Supported Decision-Making Model as an alternative to guardianship”
America (p- 89)
Non-coercive practices
Acknowledgments Canada “Human rights: Includes the right to life and liberty, freedom from slavery and torture, freedom
of opinion and expression” (p. 83)
Chile “The risk of neglect and abuse is also increased with an overwhelmed caregiver” (p. 18)
Cuba “abuse can manifest itself in different ways ... little attention, abandonment, inadequate nutrition,
lack of care, economic abuse and restriction of autonomy, or some more serious, such as physical
abuse or sexual abuse” (p. 7)
Actions Denmark “Initiative 9: General screening of regulations concerning use of force. DKK 0.5 million [in
funding] is allocated to carry out a screening” (p. 9)
Luxembourg “Measure: Definition of a formal framework organizing and limiting the use of means of restraint
in long-stay institutions for the elderly” (p. 46)
Malta “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” (p. 116)
Spain “Develop information actions, training and action protocols, aimed at minimizing involuntary
restraints, physical or pharmacological” (p. 56)
Participation
Acknowledgments Belgium “Involving the voice of people with dementia at policy level should also be translated into practice
(Flanders) by local authorities as an ambition, including in the context of building a dementia-friendly
environment” (p. 16)
Greece “participation of people with dementia and their caregivers in the planning of services” (p. 17)
Mexico “People with dementia and their carers often have a unique perspective on their condition and on
life ... they must be involved in the formulation of policies, plans, laws and services” (p. 12)
Norway “A key goal is for individuals with dementia and their family members to be involved in decisions
that affect them, and to have a say in the design of their own services” (p. 21)
Scotland “The best way to deliver better experiences for people is to include them in policy design and
delivery” (p. IV)
Actions Germany “local authority associations will encourage municipalities to ensure that people with dementia
and their relatives participate in planning processes and that their interests are taken into account
... By the end of 2022, the local authority associations will campaign for such participation at
municipal level” (p. 29)
Wales “We will: « Ensure people with dementia, their carers and families are involved in the

development and delivery of dementia education and training” (p. 28)
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TABLE 2. continued

Theme Country Quotation
Community inclusion
Acknowledgments Canada “The strategy will encourage dementia-inclusive communities that support people living with
dementia and caregivers in staying involved in their communities and at work for as long as
possible” (p. 1)
England “people with dementia should be supported to live independently in their own homes for as long
as they are comfortable” (p. 39)
Slovenia “The standard of care and support for patients should not only include staying in the home
environment ... also enable the person with dementia to play a visible and active role in the local
community” (p. 8)
Actions Australia “Develop communities and workplaces that are dementia friendly” (p. 12)
“Support people with dementia in residential aged care facilities to continue to be socially
engaged both within and outside the facility (in the broader community)” (p. 21)
Chile “Implement daytime support centers for older people living with dementia and their immediate
environment, to encourage their social participation” (p. 45)
Dominican “Aim: Improve acceptance and understanding of dementias and make the community
Republic environment friendly, allowing people with dementia to participate in the community ... Goal:
The country has at least one dementia-friendly initiative” (p. 22)
Kuwait “Target 3: Creation of social and recreational activities for the elderly ... Combating community
isolation and integrating older people into society” (p. 8)
The Netherlands | “What are we going to do? We want to create opportunities for persons with dementia ...

by providing opportunities for doing work, including volunteer activities, for example in
Dementalent projects” (p. 14)

Recovery-oriented and p

erson-centered care

Acknowledgments

Australia

“Timely and accurate diagnosis also ... gives people the power to control their life and plan

for their future” (p. 10) and “Community participation for all people with dementia may be
facilitated through the use of an enablement approach ... Appropriate service structures may
provide assistance to people with dementia to identify and pursue personally important, relevant
and meaningful goals in their daily lives” (p. 17)

Malta

“Empowering individuals with dementia will not only help in challenging stigma but will also
encourage social inclusion and integration” (p. 47)

New Zealand

“Placing the person with dementia, and their needs and wishes, at the centre of care and
supporting them to make decisions will maximise their wellbeing and independence” (p. 3)

Norway

“good dementia care involves seeing the individual and his or her needs and implementing
individually adapted services based on the insight into the individual’ life story and disease
history” (p. 9)

Scotland

“Our ethos is to empower people living with early and midstage dementia to be the best they
can be and to support them to live well with dementia” (p. 12); “Empowerment (International
PANEL) - People should understand their rights, and be fully supported to participate in the
development of policy and practices” (p. 15); and “person-centred care includes people with
dementia being involved in design and delivery of services” (p. 30)

Sweden

“The support needs to be based on the person’s own wishes and remaining abilities” (p. 11)

Actions

Malta

“Develop a series of reccommendations that would enhance good quality patient-centred
dementia management and care (including dementia-friendly design) in long-term nursing and
residential care settings” (p. 89)

Norway

“Priority area 3: Improved quality of health care services: eprepare guidelines for good patient
care pathways ... « prepare a ‘toolbox’ for person-centered care and milieu therapy” (p. 13)

United States of
America

“Action 3.E.7: Expand resources to support person-centered care” (p. 92)

Wales

“The team will flex to meet individual needs ... people have the right to individualised and
person-centred care. We will continue working with key stakeholders, including people living
with dementia and their carers, to ensure that this happens [including]: « Developing individual
care plans” (p. 19)
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