Call for Inputs

Report of the Independent Expert on the enjoyment of all human rights by older persons

Autonomy, participation and human dignity of older persons with cognitive impairment

Deadline: 6 July 2026

A. Voice, recognition and lived experience

1. In what ways are older persons with cognitive impairment not heard, not recognized, or excluded from meaningful participation in everyday life?
a. Examples: being spoken over, excluded from conversations or decisions, ignored in care settings, loss of social roles, diminished visibility in family or community life.
Older persons with cognitive impairment may experience exclusion from everyday decision-making and participation, even within supportive family networks. Decisions relating to healthcare, finances, living arrangements, or social activities are sometimes made on their behalf by family members, caregivers, or professionals, with limited opportunities for them to express their preferences and views. Discussions may occur around them rather than with them, reducing their involvement in matters that directly affect their lives.
Within the wider community, stigma associated with dementia and cognitive decline can contribute to social withdrawal and reduced participation in cultural, religious, and social activities. Exclusion may also arise from the gradual loss of valued social roles, as older persons are sometimes no longer recognised as active contributors despite retaining significant knowledge, experience, and capabilities. Such experiences can adversely affect their sense of belonging, identity, and self-worth. These challenges underscore the importance of recognising older persons with cognitive impairment as active participants whose views, preferences, and perspectives remain relevant and valuable.
In Malta, the rights and wellbeing of older persons with cognitive impairment are supported through the National Strategic Policy for Active Ageing (2023–2030), the National Dementia Strategy (2024–2031), and the regulatory framework issued by the Older Persons Standards Authority. Collectively, these measures place person-centred care planning at the core of both community and residential care services. Mandatory care plans provide a structured means of identifying individual preferences, needs, and goals, helping to ensure that older persons remain involved in decisions affecting their lives and that their voices continue to inform the care and support they receive.

2. How are the wishes, emotions, preferences and values of older persons with cognitive impairment identified, interpreted and respected when communication is difficult, altered or fluctuating?
a. Examples: communication support, non-verbal expression, involvement of trusted persons, advance expressions of wishes, relational understanding of preferences.
Identifying and respecting the wishes and preferences of older persons with cognitive impairment requires a person-centred and relationship-based approach. When verbal communication becomes difficult or inconsistent, family members, caregivers, and professionals may draw on both verbal and non-verbal forms of communication, including facial expressions, body language, behaviour, and emotional responses. These cues can provide valuable insight into an individual’s preferences, comfort, and overall wellbeing.
Family members often play an important role in interpreting preferences and values, particularly when they have a deep understanding of the person’s life history, routines, beliefs, and relationships. However, their involvement should support, rather than replace, direct engagement with the older person. Communication can be enhanced through the use of clear and simple language, visual prompts, repetition, patience, and environments that minimise stress and confusion.
Respecting preferences also requires recognition that decision-making capacity may fluctuate over time and across different situations. A relational understanding of autonomy acknowledges that an individual’s wishes and preferences are often best understood through ongoing relationships and shared experiences. By combining direct engagement with supportive communication strategies and knowledge of the person’s life story, care practices can better uphold dignity, identity, and self-determination.
In Malta, the wishes, values, emotions, and preferences of older persons with cognitive impairment are supported through a range of specialised services, including the Dementia Intervention Team (DIT). Operating under Active Ageing and Community Care, the DIT provides multidisciplinary, home-based support to individuals with dementia and their families across Malta and Gozo. Through comprehensive assessments, the team develops personalised care plans that promote safe and independent living within the community. The service also focuses on identifying and addressing the causes of behavioural and psychological changes associated with dementia, thereby reducing crises and avoiding unnecessary hospital admissions. In addition, the team provides caregivers with practical coping strategies, dementia education, and emotional support, while facilitating access to other services, including Dementia Activity Centres and healthcare professionals. Collectively, these interventions help ensure that care and support remain responsive to the individual’s preferences, needs, and circumstances.

B. Autonomy and participation

3. In what situations do care, protection or professional practices unintentionally take over decisions or silence the participation of older persons with cognitive impairment?
a. Examples: overprotection, automatic substitute decision-making, restrictive routines, exclusion from everyday choices or conversations.
Care and protection measures can sometimes unintentionally restrict the participation of older persons with cognitive impairment when others assume they are unable to contribute to decisions. Family members, caregivers, or professionals may make decisions about healthcare, finances, daily routines, or living arrangements on their behalf without adequately seeking their views. Although such actions are often motivated by concerns for safety and wellbeing, they can reduce opportunities for self-expression, autonomy, and meaningful participation.
Older persons may also be excluded from discussions about their own care when communication difficulties are mistaken for an inability to understand information or express preferences. Promoting participation requires moving beyond purely protective approaches and recognising the individual’s remaining abilities, preferences, and right to be involved in decisions affecting their lives to the greatest extent possible.
In Malta, this approach is reflected in both legislation and policy. Maltese civil law, together with the National Dementia Strategy (2024–2031), places significant emphasis on the early identification and diagnosis of Mild Cognitive Impairment and dementia, helping to safeguard individuals’ rights and support timely participation in future planning and decision-making. Furthermore, a range of government initiatives aim to make essential services, including banking, public transport, and local government services, more accessible and dementia friendly. These measures support continued independence, social inclusion, and participation in community life, while helping to reduce the risk of discrimination, isolation, and unnecessary dependency.
4. How can autonomy be supported in practice when cognition fluctuates, is partial, or changes over time?
a. Examples: supported decision-making, context-sensitive approaches, fluctuating capacity, shared or relational forms of autonomy.

Rather than focusing solely on limitations, a supported decision-making approach seeks to enable older persons with cognitive impairment to participate as fully as possible in decisions affecting their lives. This approach recognises and builds upon an individual’s remaining abilities, strengths, and preferences, while providing the support necessary for meaningful involvement in decision-making.
In practice, this may involve presenting information in accessible formats, allowing additional time for discussion, using visual aids or other communication supports, and identifying the circumstances in which the person communicates most effectively. Family members and caregivers can play an important role in assisting with communication and interpreting preferences, provided that the individual’s own views and wishes would remain central to the decision-making process.
Within the Maltese context, advance care planning is increasingly recognised as an important mechanism for preserving autonomy. By encouraging individuals to express their wishes, values, and preferences at an early stage, advance care planning helps ensure that future care and support remain aligned with what matters most to them, even if cognitive abilities decline over time. This approach is consistent with the principles underpinning both the National Strategic Policy for Active Ageing (2023–2030) and the National Dementia Strategy (2024–2031), which promote person-centred care, respect for dignity, and the active participation of older persons in decisions affecting their lives.

C. Personhood, relationships and belonging

5. How does cognitive impairment affect an older person’s role, identity, relationships and sense of belonging in family, community and social life?
a. Examples: changes in family roles, social withdrawal, loss of responsibilities, stigma, reduced expectations regarding participation.

Cognitive impairment can affect an older person’s role within family life, community participation, and sense of identity, particularly when they become increasingly reliant on others for support and decision-making. This may result in reduced responsibilities within the household, decreased involvement in social activities, and a gradual withdrawal from roles and relationships that were previously important to them. Stigma and assumptions about diminished capacity can further undermine their sense of belonging and social inclusion. However, many older persons with cognitive impairment continue to make meaningful contributions when communication is appropriately adapted and supportive relationships are maintained.
Within the Maltese context, the National Dementia Strategy (2024–2031) places the concept of personhood at the centre of dementia care. This principle recognises that an individual’s identity, dignity, values, relationships, and life experiences remain important regardless of cognitive decline. Consequently, the Strategy promotes a shift away from approaches that focus solely on diagnosis or impairment, towards care that acknowledges the person as a unique individual with continuing rights, preferences, and capabilities. It also emphasises the provision of specialised training for healthcare professionals and caregivers on ethical decision-making, respect for personhood, and the promotion of wellbeing. By embedding these principles within care practice, the Strategy seeks to ensure that older persons with cognitive impairment are treated with dignity, supported to maintain their identity, and enabled to remain active participants in family and community life for as long as possible.
 

6. What stereotypes, fears or social attitudes most often lead to loss of dignity, exclusion or reduced expectations for older persons with cognitive impairment?
a. Examples: assumptions of incompetence, infantilization, fear of dementia, social avoidance, exclusion from public or cultural life.

Some of the most harmful stereotypes associated with cognitive impairment are the assumptions that individuals are incompetent, childlike, or incapable of contributing to decisions about their own lives or participating meaningfully in their communities. A common misconception is that a diagnosis of cognitive impairment whether mild, moderate, or severe automatically results in a loss of decision-making capacity. Capacity is decision-specific and may vary over time and across different situations.
Fear and misunderstanding surrounding dementia can also lead to avoidance, embarrassment, or overly protective behaviours that inadvertently undermine an individual’s dignity, autonomy, and independence. Such attitudes may result in older persons being spoken for rather than spoken with, and excluded from everyday social, cultural, and community activities.
In Malta, these assumptions are challenged through a rights-based approach embedded within the legal and policy framework. The Mental Health Act upholds the principle that individuals are presumed to have capacity unless assessed otherwise through appropriate professional evaluation. This safeguard helps to prevent blanket assumptions about incapacity and supports the continued involvement of older persons with cognitive impairment in decisions affecting their lives. 

D. Good practices and recommendations

7. What laws, policies, institutions, approaches, practices or enabling environments have helped older persons with cognitive impairment to remain heard, involved, respected and socially connected?
a. Examples: dementia-inclusive communities, supported communication, person-centred practices, inclusive social environments, participation in ordinary daily life.

In Malta, several initiatives support the inclusion, dignity, and participation of older persons with cognitive impairment. These include person-centred dementia care, supported communication approaches, and community environments designed to remain accessible, familiar, and inclusive. The Dementia Care Directorate and the Malta Dementia Society play important roles in promoting public awareness, early diagnosis, accessibility, integrated care, workforce development, and the active involvement of individuals with dementia and their families in service planning and implementation. Collectively, these efforts help ensure that older persons remain heard, respected, and socially connected.
Community-based services are particularly important in supporting independence and enabling continued participation in everyday life. Malta’s legislative and policy framework, including the Mental Health Act, the National Dementia Strategy (2024–2031), the National Strategic Policy for Active Ageing (2023–2030), and the standards issued by the Older Persons Standards Authority, reinforces the rights of older persons to remain involved in decisions affecting their lives and to participate fully in society.
A notable example of this commitment is the development of Dementia-Friendly Communities in a number of Maltese localities, including Mtarfa and Safi. These initiatives are implemented through local steering committees that involve people living with dementia, family caregivers, community representatives, and service providers in identifying ways to make public spaces and services more accessible and supportive.
In addition, public awareness and education initiatives extend beyond the health and social care sectors. Dementia-awareness training is increasingly provided to professionals and staff working in banking, retail, local councils, public transport, and other community services. By improving understanding dementia and equipping frontline workers with practical skills to support individuals who may experience confusion or disorientation, these initiatives contribute to a more inclusive and dementia-friendly society, where older persons can continue to participate in community life with dignity and confidence.
8. What legal, policy, professional or community changes are needed to better protect the autonomy, participation and dignity of older persons with cognitive impairment?
a. Examples: professional training, legal safeguards, communication practices, anti-stigma initiatives, participation-supporting environments.


Malta has made significant progress in strengthening the rights and inclusion of older persons with dementia and cognitive impairment. Nevertheless, further investment in dementia-specific training, supported decision-making practices, and public awareness initiatives would help to enhance participation, autonomy, and social inclusion.
Healthcare professionals, social workers, and residential care staff would benefit from ongoing training focused on recognising the evolving needs of persons with dementia, communicating respectfully and effectively, and supporting autonomy in everyday decision-making. In parallel, clear practical guidance and decision-support tools could assist both professionals and families in involving individuals with dementia in decisions relating to healthcare, finances, and daily living arrangements for as long as possible.
Greater public awareness is also essential in challenging stigma and misconceptions surrounding dementia. Campaigns that highlight the lived experiences of persons with dementia and their families can foster greater understanding, promote social inclusion, and reinforce the message that dementia does not diminish a person’s dignity, identity, or rights.
Person-centred communication and community-based support should continue to be strengthened across primary healthcare, social care, and residential care settings. Examples include the use of dementia-friendly communication techniques during healthcare consultations, memory support groups, and outreach services that enable individuals to remain active and engaged within their local communities.
In addition, legal and policy frameworks should continue to be implemented in ways that maximise autonomy and avoid the premature substitution of decision-making. Wherever possible, supported decision-making approaches should be prioritised before more restrictive measures, ensuring that individuals remain involved in decisions affecting their lives to the greatest extent possible.
Further development of dementia-inclusive environments would also promote dignity, independence, and participation. This may include the expansion of dementia-friendly public spaces, accessible recreational and cultural activities, caregiver education programmes, respite services, and community support networks for family carers. Collectively, these measures would strengthen Malta’s commitment to a rights-based, person-centred approach to dementia care, ensuring that older persons with cognitive impairment remain valued, respected, and active members of society.

