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EDITORIAL

The local and global imperative to raise public 
awareness and knowledge about dementia
O dever local e global de melhorar a conscientização e o conhecimento sobre demência
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Raising public awareness and advocacy about an issue or condition is key to devel-
oping and implementing effective strategies to address it. If the general public have 
a poor understanding of a particular condition or believe that nothing can be done, 
then they will not raise their collective voice to ensure that action is taken by policy 

makers and governments.  Increased public awareness and advocacy around HIV and cancer 
has led to a transformation of services and treatments worldwide and stimulated research and 
innovation that has produced very tangible results in terms of disease modifying interventions 
and cures.

By contrast, dementia, despite its global significance in terms of human impact and health 
and social care costs, has been lurking in the backwaters of public awareness, cloaked in stigma, 
and is only now beginning to come out of the shadows. The current narrative for dementia is a 
pessimistic one, whereby dementia is one of the most feared conditions in people over the age 
of 50.  The World Health Organization (WHO) Global Action Plan on Dementia encourages all 
member countries to implement campaigns to raise public and professional awareness about 
dementia and to promote the creation of dementia inclusive societies1. Greater optimism, 
hope and knowledge around dementia can bring about earlier assessment and  diagnosis, cre-
ates more support and community engagement around dementia and importantly spreads 
the hopeful message that something can be done, particularly around addressing modifiable 
risk factors and the potential for dementia prevention. The evidence from public awareness 
surveys, primarily from high income countries, indicates that there are significant gaps in 
knowledge about dementia still exist and that dementia continues to be seen by many as an 
inevitable and a natural part of the ageing process2. In a high income country, such as Ireland, 
the general public is less knowledgeable about dementia than cancer and only about half the 
population are aware that addressing modifiable risk factors such as hypertension, obesity 
and low exercise levels has the potential to reduce the risk of developing dementia3.

Increased awareness and advocacy and the implementation of national dementia strate-
gies in high income countries is helping to change the narrative and understanding of what 
dementia is. In particular, the use of personal stories shows the lived experience of dementia 
and illustrates how many people can live well with dementia with the appropriate supports 
and care. However, the situation for low- and middle-income countries that face the great-
est rise in dementia cases during the next 30–50 years is less encouraging. Here, the level 
of knowledge and awareness amongst the general public is largely unknown due to the lack 
of survey information in these settings4. For this reason, that Amado and Brucki’s paper in 
this issue of Arquivos de Neuro-Psiquiatria5 is timely and important. This study reports on the 
results of  an online survey on knowledge of Alzheimer’s disease by  patients and their relatives 
of a tertiary memory clinic, as well as by anyone older than 18 years who had access to the 
clinic’s social media pages. The survey which was completed by around 1400 people showed 
an overall poor level of knowledge about Alzheimer’s disease even in people who had relatives 
affected by dementia. Education level as expected was associated with better knowledge. This 
was a non-representative sample and therefore likely biased, targeting those with better edu-
cation and those who already had some knowledge of dementia. For these reasons, the true 
level of awareness and knowledge about Alzheimer’s disease in Brazil is likely to be far lower. 
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Public awareness campaigns are a key component of 
all national dementia strategies and are necessary to drive 
improvements in care, research and innovation around 
dementia. Brazil has approximately 1.6 million people with 
dementia6,7 and it has been estimated that only 1 in 4 cases 
are diagnosed8.  The results of Amado and Brucki’s study5 
highlight the imperative to raise public awareness and knowl-
edge around this condition as part of any Brazilian national 
dementia plan. It would be important to carry out repre-
sentative surveys before and after delivering public aware-
ness campaigns to evaluate the effectiveness and impact of 

such campaigns and to continue to measure awareness and 
knowledge going forward. Studies of the level of awareness 
from different countries would be important as we try to 
improve public and professional awareness about demen-
tia and create dementia inclusive societies worldwide. 
Comparative tables by country could provide an index of 
progress in changing knowledge and attitudes to dementia 
and act as a stimulus to encourage governments and coun-
tries like Brazil to invest in delivering the best care and sup-
port for people with dementia through the implementation 
of a national dementia strategy.  
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