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Summary of discussion 

What are the things that have hindered you most in your “Recovery journey”?

• Minimal information received – therapy / connection / documentation

• With Cognitive and silent deficits nothing received including The Stroke Journey. 

• Not knowing the cause

• Felt a little like a fraud because no visible deficits

• Didn’t know about the Stroke Foundation 

• Wasn’t explained to “don’t lock the leg” instead of putting weight on the leg

• Felt Less partnered with – blanket approach given textbook treatment

• No real guidance for therapy path

• Not having certainty of what to do for improving

• Dehumanized and clinical

• Couldn’t reach out to specialists (neuro)

• Frontline – doctors / triage / therapists – lack of knowledge therefore lack of support

What are the things that have helped you most in your “Recovery journey”?

• Directed to young stroke survivor support group with other lived experts

• Saw a neuro psychologist to deal with loss

• Built relationships with frontline action – head stroke nurse 

• GP acted as conduit – helped patients advocate and navigate the system 

• Easy contact with specialists

• Relationships with social / business influence (MP) – email contact

• Knowing to pay it forward and clear path directly ahead

• Clinicians weren’t jaded so therapists really cared, were passionate and clearly explained why exercises were necessary

• collaborative partnership

• A lot of information from the hospital. Made sure they registered with stroke foundation. Everyone involved in recovery

• Stroke Foundation blogs  

• Hospital

• Taking full responsibility – growing up

What should the ideal YSS “Recovery journey” look like?

• Roadmap for improvement journey – explaining neuroplasticity for example as well as therapy – social approach

• Centralized online portal – directory of therapists / discipline – real time format

• Stroke journey in an electronic form so could use as app or online tool

• Digital online dictionary – information resource – education tool

• Story sharing with lived expert

• Support groups

• Mentor in each state

• Information on Cause of the stroke

• Stroke Foundation more visible
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