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Background and aims

The term “aphasia awareness” is often used but is difficult to define (Simmons-
Mackie et al., 2020). 

• What does aphasia awareness mean to different stakeholders? 

• What do they want others to know about aphasia? 

• What are they hoping to achieve by raising awareness of aphasia?  

To date there has been no specific research exploring the perspectives of key 
stakeholders about aphasia awareness. 

This study aims to explore international stakeholder perspectives about aphasia 
awareness. 

Method

Aphasia awareness was rated as very or extremely important by 95% of 
workers and 93% of PLWA around the world. 

Nobody thought it was unimportant.

Implication

The findings will be used to co-design a unified, international, aphasia 
awareness campaign.
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Data from n=306 workers and n=105 PLWA, from 39 countries spanning 6 
continents were included in the analysis. 

Results and main contribution

We ran online international surveys with 2 stakeholder groups:

1. People who work with people with aphasia  (Workers: Clinicians, 
Researchers, Assistants, Volunteers, Leaders of Aphasia Consumer 
Organisations, Leaders of Aphasia Centres) 

2. People living with aphasia (PLWA: People with aphasia, Family members, 
Friends, Carers)

Our research advisors with lived experience helped with the survey 
development, questions and response options and making sure the survey for 
people living with aphasia was aphasia friendly.

The data were analysed using descriptive statistics and qualitative content 
analysis of open responses.

Conclusions
People who live and work with aphasia around the world view “aphasia 
awareness” as a vehicle for reducing communication barriers in everyday life. 

They believe that to achieve this goal, misconceptions and stereotypes about 
communication disability must be challenged, and practical education on how 
to communicate with a person with aphasia provided.
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