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Call for input by the Independent Expert on the enjoyment of all human rights by older persons, on "Autonomy, participation and human dignity of older persons with cognitive impairment"

This submission is based on testimonies and lived experiences gathered by New Humanity of the Focolare Movement[footnoteRef:1] through an international consultation involving older persons, family members, caregivers, healthcare and social care professionals, and community volunteers from Argentina, Australia, Canada, Germany, India, Italy, Kenya, Pakistan, the Philippines, the Republic of Korea and the United States, among others. The responses identify common themes emerging across different cultural and social contexts and highlight practical experiences that promote the autonomy, participation and dignity of older persons with cognitive impairment. [1:  New Humanity is a faith-based, intergenerational NGO inspired by the spirituality of unity of the Focolare Movement (*). It aims to contribute to achieving unity of the human family, in full respect of the individual identities of each part thereof, first and foremost by promoting dialogue and cooperation. It is active in promoting international solidarity, intercultural and interreligious dialogue, intergenerational collaboration, equitable distribution of the earth’s resources, formation to human rights, respect for and safeguarding of the environment, global citizenship, peace education, co-responsibility in local and international governance. New Humanity is an NGO in General Consultative Status with the United Nations ECOSOC and an UNESCO, FAO, UNEP Official Partner. (*) Focolare Movement is an international movement rooted in the Catholic Church with members from different churches, religions, or with no religious affiliation.
] 


QUESTIONAIRE: 

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?
The experiences collected for this submission show that older persons with cognitive impairment continue to want to participate in decisions, relationships and community life. Exclusion begins not when communication becomes difficult, but when others assume that the person is no longer able to contribute. Indeed, everyday decisions—what to wear, what to eat, how to spend the day or whether to join an activity—are often made without consulting the older person because it is quicker or seems easier. Similar exclusion occurs in healthcare, where professionals sometimes speak only to relatives while ignoring the person concerned. 
The testimonies also show that communication changes but does not disappear. Wishes and emotions continue to be expressed through gestures, facial expressions, behaviour or silence. These forms of communication require patience, time and familiarity with the person. Contributors also warn that hearing loss is often mistaken for cognitive decline, unnecessarily reducing participation. 
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?
The experiences collected consistently show that cognitive impairment changes communication but does not eliminate the person's wishes, values or preferences. Understanding them depends above all on relationships of trust and on knowing the person's life history.
Family members and caregivers who know the person well are often able to recognise meaning in gestures, facial expressions, behaviour, silence or emotional reactions that others might overlook. Contributors repeatedly emphasise the importance of allowing time, avoiding interruptions and accepting that communication may take different forms. 
Several contributions also stress the importance of discussing future wishes before communication becomes significantly impaired. Advance care planning and the appointment of trusted supporters help ensure that future decisions continue to reflect the person's own values rather than assumptions made by others. 

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?
The experiences collected for this submission show that families and professionals generally act with the intention of protecting older persons with cognitive impairment. However, contributors consistently observe that protection can unintentionally become exclusion when decisions are made for the person without first exploring how they can continue to participate according to their abilities. 

This often happens in everyday care. As cognitive impairment progresses, it may seem easier to choose the person's clothes, prepare meals, organise daily routines or complete tasks on their behalf. Yet several contributors note that older persons frequently remain able to make simple choices if they are given sufficient time and encouragement. Doing everything for them may appear efficient, but it can gradually reduce confidence, initiative and opportunities to exercise autonomy.

Healthcare is another area where participation may be unintentionally limited. Contributors describe situations in which professionals discuss diagnosis, treatment or future care exclusively with relatives, while the older person is present but not included in the conversation. 

Several testimonies also address situations involving safety. Families may need to intervene when there are significant risks, such as managing medication, driving or living alone. Contributors recognise that these decisions are sometimes unavoidable. However, they emphasise that even where protection is necessary, older persons should continue to be informed, listened to and involved as far as possible. 


4. How can autonomy be supported in practice when cognition fluctuates, is partial, or changes over time?

The experiences collected for this submission show that respect for autonomy flows from the inherent dignity of every person and should be protected throughout the progression of cognitive impairment. As cognitive impairment progresses, people may need increasing support, but they continue to retain abilities, preferences and opportunities to make choices. Contributors consistently emphasise that the focus should not be on what has been lost, but on what the person is still able to do and how these remaining abilities can be encouraged. 

Many examples come from ordinary daily life. Older persons may no longer be able to prepare an entire meal, but they can still choose what they would like to eat. They may need help getting dressed, but they can still decide what to wear. They may not be able to organise their day independently, but they can continue choosing activities, receiving visitors or taking part in community life. Contributors repeatedly observe that these apparently small choices help preserve self-confidence, identity and a sense of belonging. 

Several testimonies illustrate how simple adaptations can make participation possible. Rather than completing every task for the older person, caregivers describe accompanying them patiently, allowing more time, simplifying choices or adapting the environment so that they can continue acting independently where possible. One contributor explains that leaving food within reach enabled an older woman to serve herself, while another describes how taking medication together transformed an activity that had become a source of conflict into a shared moment of trust. 

Relationships are equally important. Contributors consistently describe autonomy as something that grows within relationships of trust. Families, neighbours and caregivers who know the person's history are often best able to recognise when support is needed and when it is better simply to wait, encourage or accompany. Rather than replacing the person, they remain alongside them, helping them continue participating in family and community life according to their evolving abilities. 

The experiences also highlight the importance of preparing for future decisions. Discussing personal values, appointing a trusted person and planning future care while communication remains easier helps ensure that autonomy continues to be respected as circumstances change. 

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?
The experiences collected for this submission show that cognitive impairment inevitably changes the roles older persons have exercised throughout their lives. As abilities decline, responsibilities within the family or the community may gradually be assumed by others. However, contributors consistently stress that a change of role does not mean a loss of identity. Every stage of life continues to possess its own dignity and vocation within the family and the community.
Across different countries, older persons continue to express the same fundamental need: to remain recognised, loved and included. They want to be present in family life, maintain friendships, participate in community activities and feel that they still belong. Contributors describe how relationships often become deeper when families and communities replace expectations of efficiency with patience, attentive presence and mutual care.

Several testimonies also show that older persons continue to contribute to others, even when cognitive impairment progresses. In Eastern Africa, an older mother gathered her family to leave them a final message of reconciliation and unity, demonstrating that wisdom and responsibility can continue to strengthen family bonds despite frailty. Other contributors describe older persons who, through gratitude, listening, prayer or simple acts of kindness, continued to enrich the lives of those around them. 
6. What stereotypes, fears or social attitudes most often lead to loss of dignity, exclusion or reduced expectations for older persons with cognitive impairment?
The experiences collected for this submission show that the greatest threat to the dignity of older persons with cognitive impairment is not the condition itself but the attitudes surrounding it. Across different countries and cultures, contributors describe a common assumption: once a diagnosis is made, people are often seen primarily through their limitations rather than through their remaining abilities, relationships and life experience. 

This attitude leads many families, professionals and communities to lower their expectations. Older persons are no longer asked for their opinions, are spoken about rather than spoken to, or are excluded from decisions because others assume they cannot understand or contribute. Contributors emphasise that this loss of confidence often occurs long before the person has lost the ability to express preferences or participate.

Several testimonies also highlight the influence of ageism. When dignity is associated with productivity, independence or cognitive performance, older persons who become dependent on others are easily perceived as a burden rather than as people who continue to contribute through their presence, experience and relationships. In Eastern Africa, older persons are traditionally regarded as "living libraries", reminding us that wisdom and belonging do not disappear with cognitive decline.

Good practices and recommendations
7. What laws, policies, institutions, approaches, practices or enabling environments to have helped older persons with cognitive impairment to remain heard, involved, respected and socially connected?
The experiences collected for this submission show that the most effective practices are those that place the person, rather than the disease, at the centre of care. Across different countries, successful initiatives share a common feature: they preserve relationships, encourage participation and build on the person's remaining abilities instead of focusing only on decline.

Several contributors highlight the importance of advance care planning. Encouraging people to discuss their values, future wishes and trusted supporters while they still have full decision-making capacity helps ensure that later decisions remain faithful to their own preferences. The Australian experience, combining Advance Care Directives with the appointment of a Medical Treatment Decision Maker, provides a practical example of this approach (Australia contribution; Julia Tigges, Pakistan).

The testimonies also demonstrate the value of relationship-centred care. Older persons are more likely to remain involved when professionals and caregivers know their life history, adapt communication, respect their pace and continue to involve them in everyday decisions.

Many good practices come from the community, including faith communities where appropriate. Contributors describe intergenerational initiatives, neighbourhood support and volunteer networks that reduce isolation and enable older persons to remain active members of family and community life. Experiences promoted by the Focolare Movement, including visits to isolated older persons, intergenerational projects and community support during the COVID-19 pandemic, show that simple relationships of friendship, reciprocity and mutual care can effectively protect dignity and social inclusion. 

8. What legal, policy, professional or community changes are needed to better protect the autonomy, participation and dignity of older persons with cognitive impairment?
The experiences collected for this submission suggest that protecting the rights of older persons with cognitive impairment requires more than improving health and social care services. It calls for a broader cultural change that recognises older persons as people who continue to have rights, relationships and a role within their families and communities, even when they need increasing support.

Contributors consistently emphasise the need to strengthen meaningful participation with appropriate support. Older persons should be encouraged to express their wishes, participate in everyday decisions and plan for the future through advance care planning and the appointment of trusted supporters while communication remains easier.

The experiences also highlight the importance of supporting families and caregivers. Families need training, practical guidance and opportunities for respite so that protection does not become overprotection and care does not become isolation. Professionals likewise need education that goes beyond the clinical aspects of dementia to include communication, listening, ethical decision-making and respect for the person's dignity.

Finally, contributors stress that inclusion depends on communities as much as on services. Intergenerational initiatives, neighbourhood networks, volunteers and dementia-friendly environments help older persons remain connected and continue contributing according to their abilities. The experiences gathered by the Focolare Movement show that simple acts of presence, friendship and reciprocity can prevent loneliness and strengthen the dignity of everyone involved.

Across all the experiences, one conclusion stands out: protecting the rights of older persons with cognitive impairment means creating conditions in which they remain recognised, listened to and included throughout the course of their lives. 

States should therefore promote policies that strengthen relationships, support families and prepare communities, recognising that respect for autonomy flows from the inherent dignity of every person. As support increases, neither dignity, rights nor opportunities for participation should diminish.
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