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Q. What are the current challenges in ethical and inclusive
communication about and portrayal of dementia and people with
dementia?
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Q. What are the defining aims and goals of the
guide, and to whom is it targeted?

Lack of understanding about dementia, uncertainty about how to
communicate respectfully to and about people with dementia, some
degree of fear of people with dementia, and constant exposure to
negative images, metaphors, and sensationalism in the media all hinder
ethical and inclusive communication about and portrayal of dementia.
This guide is targeted mainly at the media, researchers, journalists
and policymakers but should also be of interest to anyone who
communicates about or portrays dementia or people with dementia.
We are keen to emphasize that communication concerning dementia
is complex, influenced by agreed norms but also personal preferences
and reactions to certain terms and forms of communication. There are
cultural differences between different countries ethnic groups, but also
within countries, ethnic groups and different communities. The members
of the EWGPWD, who developed these guidelines, emphasized that they
did not want to act as the 'word police' but rather to promote reflection,
share their experiences and perspectives, and offer constructive and
friendly guidance so as to ensure that whatever terms and images are
used convey respect, are not harmful and are inclusive of people with
dementia from all walks of life.2

Q. How were the guidelines developed?
The EWGPWD was set up by Alzheimer Europe in 20122 The group is
composed of people with dementia from different European countries.

They work to ensure that the activities, projects and meetings of
Alzheimer Europe duly reflect the priorities and views of people living
with dementia.? In 2022, members of the EWGPWD worked on the topic
of ethical and inclusive communication about and portrayal of dementia
and people with dementia. They discussed this topic at different
meetings, online and face to face throughout the year. They also revised
some existing guidelines on the portrayal of dementia that had been
developed by Alzheimer Europe in 2013.3

Q. What are the key take-home messages from
this guide?

How people communicate about and portray dementia and people with
dementia has implications for the lives and wellbeing of millions of people
worldwide, their rights (i.e. to full and equal participation in society and
access to healthcare, treatment and, support), and their relationships
and emotional wellbeing. It can also have an impact on decisions about
research priorities, service development, the funding of treatment and
care and various policies. Paying attention to the communication and
portrayal of dementia will hopefully contribute towards a more inclusive
and respectful society not only for people with dementia but also for
their partners, friends, relatives and fellow citizens who may develop
dementia one day. Q
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