Researchers Guidance

Physical Disabilities

S0

‘acquired” physical cognitive and language impairment

The best way to engage with our community is...

e Understand stroke - it can have broad and varied impact, affecting physical
ability, communication, cognition and wellbeing.

e Be mindful of the barriers to engagement in research - Stroke specific
issues of mobility, access, reading, being understood and communicating
responses, alongside issues such as trust, cost, lack of IT access/skills,
confidentiality and time.

e Join the members at a stroke group session, they have reported that it's
better to be in a familiar environment, with familiar people. They are more
relaxed and can be supported readily by those who know them.

* Liaise with staff, volunteers, family and carers, who understand individual
difficulties.

e Join a conversation group to understand the challenges of reading,
writing and communication difficulties with aphasia.

e Consider how you might modify interaction and materials for those with
aphasia such as images, written material.

e Keep it simple.
e Give time!
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Activities that work best are...

Face to face within existing groups where members feel comfortable.
Familiar environment and people enables better conversations.

Technology — access to devices is varied and online information /
questionnaires can be challenging for those with aphasia and/or reading
and writing difficulties.

Written information should be in an accessible format.

Some people benefit from 1:1 interaction depending on communication
need/ability and confidence.

Small groups work better for those with aphasia.

Larger groups divided into smaller groups who feed back at the end, can
be effective in generating opinion.

What do you need to consider?

Scheduling meetings ahead of time.

Using the organised group sessions rather setting up additional meetings,
though not taking out too much time from the regular activities they

enjoy.

Choosing accessible locations with minimal cost or concerns re transport
or parking.

Limit length of meetings to maintain concentration, avoid fatigue and
prevent overloading with information.

Be clear about aims of research and members involvement.

Supporting written/visual information which can be read at a later date
and shared with others who can explain further if needed.

Offer 1:1 meetings or home visits if information is more sensitive or an in
depth discussion is appropriate.




Does the researcher need to describe their research
and the purpose of engagement simply and accessibly?

Yes.

All English speaking but communication difficulties do exist with aphasic
stroke survivors.

Verbal and written information needs to be simple and clear.

Be prepared to repeat information given verbally as memory may be
an issue.

Written information needs to follow the easy read formats with use of
bullet points and diagrams/pictures when possible.

Fonts should be Arial size 12 with double spacing where possible.

Information being given out can always be checked with Speech and
Language Therapists on the team at SAS who can advise on any adaptations.
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Skills and resources needed from researchers, to successfully

deliver research opportunities to our community...

Research will be best delivered and more successful if researchers
collaborate with the Speech and Language Therapists or other staff
who are familiar with the needs of the members and have the skills to
communicate with them effectively.

Members are more likely to engage if they feel their challenges are
understood and it is important for researchers to take time to understand
their needs.




Any particular barriers that our community

might face that need to be considered... \

e Every stroke presents differently so materials may need to be presented in
several different ways.

*  Members may have physical limitations alone, language challenges alone or
solely cognitive difficulties. Many have a combination of all so be prepared!

*  Most members lack confidence in their abilities to engage in research and
will need reassurance and support of familiar people and would be best
carried out in environments they are familiar and comfortable with.

e They have ‘good days ‘ and ‘bad days’ so some flexibility is needed.
Usually working to short deadlines is challenging as they need extra time
to assimilate information.
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Examples of graphic solutions... \
WHAT IS COVID-19? Communication
A Resource for People with Aphasia Access | b I e

What's happening?

Avirus is spreading around the world.
Itis called COVID-19, or coronavirus.

Who is affected?
+ Anyone can get and pass on the virus. @
° é

* Most people will have a mild case (80%).

+ People who are already sick, have chronic
conditions (heart disease, breathing
problems, or diabetes), or elderly are most
likely to get very sick.

« Itis killing around 2% of people who

Remember:

catchit.

Time
at are the symptoms o<

(XN Ask what helps

COVID-19 affects the lungs. Pre .

Symptoms include: Listen

« Fever & K trvin

* Cough E eep "y g
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« Difficulty Breathing
Severe cases may turn into pneumonia.
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We would like to express our gratitude to Success After Stroke for their
collaboration with their communities in the development of this research
guidance leaflet. @ www.successafterstroke.org.uk




