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Oh the places Jo could go 

Gillian Mason 
Person with lots of time-consuming health appointments  
Manager | Stroke Research Register – Hunter (Uni Newcastle)
Communicator | NHMRC CRE Stroke Rehab & Brain Repair 
Clinical Research Assistant (Physio) | Centre for Rehab Innovations

Meredith Burke 
Mover and shaker in the Newcastle stroke scene 
Consumer Rep, Steering Committee
Stroke Research Register – Hunter (Uni Newcastle)

@gillyminn@merry_burke

#PExS2019
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@gillyminn #PExS2019@merry_burke

Start Date: 04 Apr 2012 09:20 End Date: 04 Apr 2012 16:00

Facility/Unit: John Hunter Hospital/JHH Emergency Room 04

Consultant/Specialty: MEDICINE, Dr Emergency lED

Triage nurse notes: 
• Pt self presents states feels like has lost coordination
• since exercising this AM. 
• Pt states sudden onset of headache behind eyes that resolved within minutes. Has since felt weak 

and uncoordinated.
• Pt hasnt ate today. 

O/E well perfused, anxious lady, able to mobilise independently slowly. 
GCS 15, PEARL size 4. 
Equal strength in all limbs. 
Denies pain at triage. 
HR 87, ozsats 1005ra. BSL 4.3. Hx endometriosis.
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Activity:

Assume 
this 
position
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Assumptions

@gillyminn #PExS2019@merry_burke

@gillyminn #PExS2019@merry_burke

Communication Activity:
Draw what you hear
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Who do you work for?

@gillyminn #PExS2019@merry_burke

@merry_burke
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Communication 
Activity:
Read your 
appointment letter  
and explain to your 
partner what you 
need to do on 16th

September 2019.

@gillyminn #PExS2019@merry_burke
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Value of the patient
• Who is the communication for?
• Is it patient-centred, or process-centred?
• When you become a patient, do you still 

maintain your other life roles?

@gillyminn #PExS2019@merry_burke
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3.4h 
daily 

Add 28.5h/year 
for garden 
variety illness 
& health appts

#PExS2019 @merry_burke
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Time spent on health related activities associated with 
chronic illness

Jowsey, T., Yen, L., & Mathews, P. (2012). Time spent on health related activities associated with chronic illness: a scoping literature review. BMC Public Health, 12:1044.
doi:10.1186/1471-2458-12-1044

Jeon, Y.H., Jowsey, T., Yen, L., Glasgow, N.J., Essue, B., Kljakovic, M.,…Aspin C. (2010). Achieving a balanced life in the face of chronic illness. Aust J Prim Health, 16(1), 
66-74.

Russell, L.B., Suh, D.C., Safford, M.A. (2005). Time requirements for diabetes self-management: too much for many? J Fam Pract, 54(1), 52-6.

• People w/ chronic illness & carers about 2h each daily 
• Diabetes self-management > 2h extra daily. More time needed for elderly, newly 

diagnosed disease, physical limitations

@gillyminn #PExS2019@merry_burke

@gillyminn #PExS2019@merry_burke

https://doi.org/10.1186/1471-2458-12-1044
https://www.ncbi.nlm.nih.gov/pubmed/?term=Kljakovic%20M%5BAuthor%5D&cauthor=true&cauthor_uid=21133301
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Participant Information Statement Example
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Getting the most out of research 
participants
• Who is the communication for?
• Is it person-centred, or process-centred?
• When you become a research participant, 

do you still maintain your other life roles?

@gillyminn #PExS2019@merry_burke
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Communication Activity:
Write an appointment letter or Participant Information 
Statement that is person-centred, and have your partner 
read it then explain to you what they need to do.

Think about the #PatientExperience

@gillyminn #PExS2019@merry_burke

What are you going to do 
differently for Jo? 

Meredith@0412111111.com
Gillian.Mason@newcastle.edu.au

@gillyminn #PExS2019@merry_burke
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