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Caring for (and worrying about) someone living with a form of dementia, including 
Alzheimer’s, means coping with a series of situations  connected to all areas of life: not just 
emotions, relationships or health. I will speak referring mainly to those people who, due to 
age and or concurrent  disability, have lost the ability to take care of themselves and , above 
all, to communicate verbally in an easily understandable way.
Unfortunately often  the lifestyle found in many nursing and care homes is still based on the 
approach used in hospitals  or rehabilitation centres; elderly residents   – and let’s not forget 
that these are people’s homes, not places where they spend a few days or weeks – often have 
no control over basic rights and pleasures. 
When frail, elderly people lose the ability to take care of themselves, caregivers often focus 
solely on physical comfort, safety, hygiene and their immediate environment. These are 
important issues, of course, but certainly not the only ones.
And in fact, this  - even if it has positive aspects  - is  far from the person-centred approach 
which sees each person as an individual.
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If the people around a table in a nursing home often look all the same, it is  not because of 
the passage of time or, in many cases, the effects of disease. Even in care environments with 
the best possible intentions, there is a slow but relentless “flattening” effect which 
homogenises people:
 • they wear their hair short because it’s easier to wash it and keep it tidy;
 • they wear trousers  rather than skirts to make it easier for caregivers  to change 
them, and in some cases  fleece garments since woollen clothes and similar are difficult to 
wash and care for in a home;
 • they always watch (or, to put it in another way, "are exposed to" ) the same TV 
programmes, listen to the same background music, share the same silence...
None of these situations involves outright aggression or hostility, but we need to ask if 
people’s individuality is really being respected. What does individuality actually mean?
We are all different. Our tastes, preferences, habits and fears vary widely. 
Yet how can we imagine what they are when someone can no longer explain them, when 
someone is  no longer physically able to push an object away or refuse contact to show that 
they’d “prefer not”. When nine times out of ten what someone says is  meaningless to the 
listener, or refers to things  which are only in the person’s mind, how can we really be sure 
that we understand them the tenth time, when their message is comprehensible?
What do we mean when we say that everyone is different? Here are series of fairly common 
situations which show that there is a host of different alternatives for every one of us:
- I don’t like my food too hot. I always wait until it’s cooled down before I eat it.
- I’m not scared of injections, but I always worry about having to take a pill.
- I don’t like people touching my hair.
- I’ve always washed my hair in cold water. I find it refreshing.
- When I want to relax, I prefer things quiet. Music can make me cry or make me feel 
anxious.
- If I don’t clean my teeth before breakfast, I can’t even bear to have a coffee.
Some people can’t get out of bed unless they have a strong coffee, some of us like our food 
piping hot, some are scared of injections, some would never use a suppository, some switch 
on the radio as soon as they get home to avoid the silence...
How can someone explain all this if they can’t speak, if they can’t move around as they’d 
like to, if no one listens to them? Alzheimer’s is  often used as a blanket excuse for people’s 
behaviour, moods and reactions.
Expectations are lowered. Compromises can be made on certain things: having coffee 
instead of tea in the morning, it may be ok; washing your face with a flannel even though 
you’ve never liked it, why not?; eating two courses at every meal, if this helps in organising 
the meal; wearing trousers instead of a skirt... what difference does it make, anyway?
Little by little, the days blend into one and people’s lives become standardised.
People can still feel afraid, hurt or disgusted. Recoiling or pushing someone’s hand away... 
small gestures like this seem to reinforce the attention of the person who’s washing us, 
dressing us or cutting our hair.
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More overt gestures, expressions of fear and attempts to get away reinforce in many cases 
the idea that the illness is bringing back unhappy memories from the past... 
Sometimes I think it would be a good idea to make a list of preferences, fears and anxieties 
ready for when someone goes to live in a care home or has to have a caregiver at home. But 
when should it be done? People change as they age, and things we didn’t mind at fifty we 
can’t stand at seventy. By contrast, someone might suddenly start to like fish or stop 
wearing make up, for example, as they grow older.
Is there any point making a list? Can we expect carers, who work in shifts, change jobs 
frequently and have dozens of residents to look after, to know every little thing about us?
Who would make the list? The person concerned, family members, friends, or carers  who 
already know something about them?
Is it really impossible to understand someone who can’t speak clearly and who doesn’t think 
the way we do?

How well-defined are the boundaries of our identity? 
 
When I was about nine or ten, one day at lunch my mother said, “They’re showing For 
Whom the Bell Tolls tonight on TV. I’d love to see it again.” For anyone who’s too young to 
remember, the film was based on Hemingway’s novel set during the Spanish Civil War of 
1936 to 1939. 
That day over lunch, my father turned to me and said, “Rita, for whom does the bell toll?” I 
was so little, I had no clue... After a while, he said, “It tolls for you, because you’re part of 
humanity.” I don’t remember how the conversation went on, or how much I understood 
what they were saying at the age of ten. But I always remembered the story of the bell 
tolling for me as well. 
The title of Hemingway’s novel comes from John Donne’s famous sermon (Meditation 
XVII).
“...And therefore never send to know for whom the bell tolls. It tolls for thee.” Donne refers 
to the concept that no man is an “island”, that he can’t consider himself separate from the 
rest of humanity. “No man is an island, entire of itself. Each is  a piece of the continent, a 
part of the main.”
Writing in 1624, Donne refers to two of the key ideas of his day. Firstly, that people are not 
isolated but rather that humanity is interconnected; and secondly, the inevitability of death.
Donne talks of our communal and spiritual connections. If we’re interconnected, every 
event in a person’s life influences the lives of everyone else in some way.
He also says that if we all die a little when someone else dies, it’s equally true that, thanks to 
this  connection, part of us also survives  our own death. In a less-quoted part of the 
Meditation, Donne includes this  metaphor: “When one man dies, one chapter is  not torn out 
of the book, but translated into a better language.”

Talking to you today, I’m not thinking about the death of the body, but the death we attribute 
to people with dementia when they lose their memories and, more importantly, when they 
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no longer recognise their family and friends. In many people’s  eyes, they are like the living 
dead, simply waiting to slip away.
I’ve begun to think that when a person is “demented”, the “chapter” isn’t torn out of the 
book, but simply translated into a new language. Is it a better language? Perhaps, in a sense 
that I’m not aware of yet, but the language is certainly full of dignity, even though we don’t 
yet have a vocabulary for it.

More recently, Pierre Teilhard de Chardin popularised a new concept, the Noosphere, which 
first appeared in his written work in 1925. The concept is symmetrical to the biosphere.
Teilhard de Chardin says that the Noosphere is  a “collective human conscience” which is 
triggered when human minds interact. The Noosphere began to develop when humans 
gradually became organised and interacted as  they populated the Earth. The more humanity 
organises itself into complex social networks, the more awareness the Noosphere acquires.
Teilhard de Chardin supposed that humanity’s thoughts, and especially our conscience, are 
like the neurons of a huge “global brain” or “planetary mind”.

Even more recently (in the 80s and 90s) the Neuroscientist Giacomo Rizzolatti and his team 
at the University of Parma in Italy started studying what is now known as  the “mirror-
neuron system.”1

“Mirror neurons are found in motor areas. They describe the actions of other people in 
motor terms in the brain of the person watching. Until very recently, it was thought that the 
motor system only produced movement. Taking an ethological approach, without any 
preconceptions  on the function of motor areas, we discovered that many neurons  in the 
motor system respond to visual stimulation. If I see someone picking up a bottle, I 
understand the gesture instantly, because I’m already neurologically programmed to know 
how to pick it up. I instantly understand the other person: higher cognitive processes are not 
involved. We then realised that the same applies to our emotions – disgust, for example. 
When we give someone an unpleasant olfactory stimulus, such as  the smell of rotten eggs, 
certain parts of the brain are activated. One of these is the insula, an area of the cortex which 
is  triggered by emotional states. The surprise was that if we look at someone who is 
showing disgust, the exact same area of the insula is triggered in our own brains. This does 
away with the cold, mind-based concept which links everything to the body. I understand 
you because you’re like me. There is an intimate, natural, profound link between all human 
beings.”2

In theory, if I’m feeling an emotion, I will pass it on to the person in front of me. “Think 
about a smile. Our reaction when someone asks us a question with a smile is completely 
different when someone asks us the same question rudely. Smiling is infectious, like 
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laughter. Some comedians  make us  laugh just because they have a great laugh. The same 
goes for yawning. It’s not only infectious when we see someone yawning, but also when we 
hear about someone yawning. If I read out this sentence to my nephew: “the dog yawned,” 
the child will yawn too. Simply including the word in a story is enough.”

The concept of “embodied personhood”
Thanks also to projects like LENEMI, we would like to study how learning pathways can be 
integrated with training modules so that carers  become aware of “embodied3 personhood”. 
Personhood is the status of being a person.
Training carers  to understand the feelings of people who are unable to express themselves 
through the usual channels helps provide a solution to many situations which are otherwise 
difficult to handle. 
The basic concept is  that “personhood” persists even when dementia is advanced; when a 
person can no longer communicate verbally, he or she retains a form of non-verbal 
“expression” which, when observed carefully, points to embodied personhood. 
“People who are cognitively impaired are able to use their bodies  for self-expression, 
providing clues  as to who they are and what their needs are4” explains Pia Kontos, Research 
Scientist at Toronto Rehab and Assistant Professor in University of Toronto’s  Dalla Lana 
School of Public Health, who has  studied extensively the concept of “embodied 
personhood”5.
As Kontos’s research has shown, some caregivers instinctively recognise and respond to 
expressions  of embodiment, that is, the fact that even people with advanced dementia 
express their personhood, desires, likes  and dislikes  through their bodies. When caregivers 
are able to recognise this, there are fewer episodes  of resistance and an improvement in 
interactions between the elderly and their caregivers.
Programmes which train caregivers  to recognise and respond positively to embodiment have 
positive outcomes. They reduce the need for “restraints” to manage the behaviour at the root 
of the problem.
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3 “The term “embodiment” refers to the series of learned habits and culturally-determined somatic techniques 
which enable a person to exist within his/her body and the outside world. Unlike “body”, the term 
“embodiment” refers both to the somatisation of culture and the use of the body in producing cultural and 
historic forms. In terms of embodiment, the body is not a biological identity alone: it is also an historic and 
cultural phenomenon. Similarly, culture and history are not simply the product of ideas, representations and 
material conditions; they are also bodily phenomena.” Text sourced from: Claudia Mattalucci – Yilmaz, 
Introduction, in “Corpi”. Annuario di Antropologia, edited by Ugo Fabietti, n. 3, 2003. For further information 
on the concept of “embodiment”, see the following authors and texts: Thomas Csordas: “Embodiment and 
Experience”; Pierre Bourdieu: “The Logic of Practice” and “Outline of a Theory of Practice”; Merleau-Ponty: 
“Phenomenology of Perception”.

4 People who are cognitively impaired are able to use their bodies

5 http://www.torontorehab.com/Research/Researchers/Research-Profiles/Pia-Kontos.aspx 
Text no longer available at that web page. It may be useful to read another page : “For those with dementia, 
personhood persists” http://news.utoronto.ca/those-dementia-personhood-persists
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All this helps make care-giving a more human experience. It deals directly with one of the 
greatest causes of dehumanisation, that is, the assumption that our personality is  erased as 
cognitive damage increases.
“There is  no affront to human dignity if you believe that there is  no personhood... When 
people lose the ability to express  themselves verbally, their self-expression often becomes 
equated with erratic, demented behaviour,” explains Kontos6

We must learn to move away from seeing behaviour as  a problem to be kept under control 
and instead to understand the meanings which underlie self-expression in dementia.
It is important to embrace a new approach which respects people living with any form of 
dementia. We must learn to see them as “embodied selves” who deserve dignity and 
recognition of their worth, and recognise that they are still able to express themselves. We 
must learn how to recognise the "embodied personhood" of other human beings.
We are at the beginning of a pathway, but Kontos believes that improvements to the 
everyday care of the people who trust us and changes to our environments and interpersonal 
relationships will help lower instances of burnout among professional caregivers and 
relatives alike.
This pathway can and indeed must be undertaken by family members, caregivers, nurses, 
geriatric experts, care home managers and even kitchen, laundry and cleaning staff.

Conclusion
During my time at nursing homes and specialist Alzheimer’s centres, watching what is 
going on around me, “talking” in a new language using words and fragments of words with 
a different meaning, observing thousands of tiny gestures and movements, the sense of 
timelessness and slowness...  after a while my own sense of self and my own identity  
sometimes start to become hazy.

This makes me wonder. 
When I try to comprehend, recognise and respect the embodied personhood of someone 
who no longer “understands” what is going on (who can’t read or interpret things  in the 
sense that we give these words, even though we don’t have dementia), what process do I set 
in motion?
Do I explain to relatives and colleagues, who can understand what’s  going on, that it’s 
possible to “experience” a relationship in different ways?
Do I respect myself, because I recognise the part of humanity which links me to this  human 
being?
Do I help promote a better conscience, one which recognises  as part of itself – and therefore 
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includes – all those who have the status of a non-person7?
Do I improve my own future, helping pass on inclusive attitudes and practices through my 
gesture?
Do I help promote complex thoughts which enable us to understand different ways  of 
interacting? Ways which are no less valid or engaging, but detached from language and 
gestures and centred on physical sensations and emotions?
Do I help create a new awareness, new ways of understanding the things we see around us 
but don’t yet know how to interpret ?
 
I hope these reflections  will become part of your professional practice. I also hope that 
you’ll become the nursing and care assistants  which all of us which all of us, professionals 
with frail elderly relations would like to see in our societies.

 
This project is funded with support from the European Commission.
This communication reflects the views only of the author, and the Commission cannot be held responsible for any use which 
may be made of the information contained therein.
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7 For the concept of “non-person” read : Heikki Ikäheimo University of Jyväskylä, Finland “What Is It to Take 
Persons as Non-Persons?” :  https://www.jyu.fi/en/congress/personhood/programme/what-is-it-to-take-
persons-as-non-persons ; Alisa Mandrigin, University of Edinburgh, UK  “Embodied, Extended Persons”
https://www.jyu.fi/en/congress/personhood/programme/embodied-extended-persons
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