
  

Ruth Mc Menamin1, Edel Tierney2 , Anne Mac Farlane3 

 
1Discipline of Speech & Language Therapy  National University of Ireland,   
Galway, Galway, Ireland. 
 

2-3Graduate Entry Medical School, University of Limerick, Limerick, Ireland. 
 

  
 
 
 
  
 
 

Ψ[Ŝǘ ǳǎ ǘŀƭƪΩ - Including people with communication 
challenges as co-researchers in service evaluation: A 
participatory health research study. 

http://www.nuigalway.ie/


Presentation Outline 

·Stroke and Aphasia 

 

·Research aims, phases and co-researchers 

 

·Data co-generation and data co-analysis 

 

·Evaluations of acting as co-researchers 
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Background 

ü Stroke is the most 
common cause of 
disability in the western 
World.  

 

ü Up to one third of 
people with stroke will 
have aphasia (Code & 
Petheram 2011).   

 

176,000
Stroke

58,600 
Aphasia

0% 0%

Annual Figures
Stroke and Aphasia 

UK and Republic of Ireland 

(Ref: Institute of Public Health (IPH) 2012; Stroke 

Association 2015)
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Aphasia  -ò100% in the mind ð Talk difficultó 
 
·Aphasia ςcomplex communication disorder 

 

·Varied psychosocial consequences ς Long term  

     primary care interventions 

 

·Policy imperatives ς community/user involvement 

 

·People with Aphasia (PWA) still excluded because of communication 
disability 

 

·Healthcare experiences largely unknown compared to general 
population 

 

·Need right methods to include people with communication challenges 
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Methodology and Research Aims 

Methodological Approach   

·Participatory study - principles of Participatory Learning and 
Action (PLA) όhΩ wŜƛƭƭȅ-de Brun & de Brún, 2010) research based on the 
interpretive paradigm.  

 

·Adaptive strategy developed from work by (Chambers, 1994b).  

 

Research Aims   

1. Perceptions and experiences of PWA and other key stakeholders in 
the evaluation of a primary care intervention.  

 

2. Evaluations of the experience of acting as co-researches.  
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Primary care aphasia intervention - multi-
perspectival evaluation  

People with 
Aphasia 

Undergraduate 
and Graduate 

SLTs  

 Speech & 
Language 

Therapists 
(SLTs) 
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Research Phases and Stakeholder Groups PLA sessions  

Phase 1: People with Aphasia (n=5) 5 x 3hrs PLA  focus group sessions 

Phase 1: SLTs (n=5) 5 x PLA Interviews  

Phase 1: Students (n=9) 2 x 3hrs PLA focus group sessions 

Phase 1: CPP co-ordinator (n=1) 1 x 2hr PLA  interview  

Phase 2: Inter-stakeholder Group (n=9) 

Á People with Aphasia (n=4) 

Á Speech and Language Therapists (n=4) 

Á Students (n=2)  

Á CPP Co-ordinator (n=1) 

3 x 3hr PLA focus group sessions 

Phase 3: Preparation and Planning 

Á People with Aphasia (n=5) 

 

Phase 3: International Inter-stakeholder group 

(n=4)  

Á People with Aphasia (n=2) 

Á SLT and co-ordinator of the Connect CPP (n=1) 

Á Volunteer Conversation Partner (n=1) 

1 x 3hr PLA focus Group 

2 x 3hr PLA focus group sessions 



Phase 1 - Individual Stakeholder Groups  
 1. How does Aphasia affect ME 

and MY FAMILY? 

 

2. What difference does the 
Conversation Partner 
Programme (CPP) make to me? 

 

3. Best things about the CPP  
Worst things about the CPP? 

 

4. What would improve the CPP 
for me?  
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Co-design process across 3 research phases 

 
·Selected PLA methods and techniques:  
·Reflected ǇŀǊǘƛŎƛǇŀƴǘǎΩ ǇǊŜŦŜǊŜƴŎŜǎ ŀƴŘ ǇǊƛƻǊƛǘƛŜǎ ό{ƛƳƳƻƴǎ-Mackie & Lynch, 

2013). 

·Communicatively accessible  

·Democratic selection 

 

·PLA data co-generation (/ƘŀƳōŜǊǎΣ нллпΤ hΩwŜƛƭƭȅ-de Brún & de Brún, 2011) 

·PLA Flexible Brainstorming technique 

·PLA Card Sort technique 

·PLA Direct Ranking technique 

·PLA Seasonal Calendar technique 

 

· Analyses of co-generated data followed principles of thematic 
analysis (Silverman, 2013) 
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PLA Flexible Brainstorm Technique 

1. How does Aphasia affect ME and MY 
FAMILY? 

 

·Varied materials used to co-generate 
ideas from insider perspective 

 

·Materials selected to suit individual 
communication needs and preferences. 

 

·Ideas were arranged, re-arranged, 
connected and discussed όhΩwŜƛƭƭȅ-de Brún 

& de Brún 2011) 
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PLA Card Sort Technique 
Ideas generated in response to: ΨHow does 
Aphasia affect ME and MY FAMILYΚΩ were 
Categorised using Card Sort technique. 

 

Two questions:  

1. What ideas belong together?  

2. Why do these ƛŘŜŀǎ ōŜƭƻƴƎ ǘƻƎŜǘƘŜǊΚΩ 

 

·Card Sort Chart - commonly-generated 
record of co-researchers agreed 
groupings and categorisation of diverse 
experiences from their insider 
perspective.  
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Phase 2 - Inter-stakeholder group  

·1st author synthesised Phase 1 data ς 
presented in Card Sort chart 

·5 themes ς 25 elements 

 

·Multiperspectival review and 
validation of synthesised chart   

·5 themes ς 32 elements 

 

·Emergent CPP evaluation criteria 
identified and agreed 
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PLA Direct Ranking Technique 

·5 identified themes from Card Sort chart were prioritised 

 

·Co-researchers cast votes according to a single agreed criterion: 

Ψaƻǎǘ important CPP evaluation criterion to least important ŎǊƛǘŜǊƛƻƴΩ 

 

·Discussion about results enhanced knowledge around the inter-
stakeholder table 
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CPP Evaluation Criteria (Phase 2) ς PLA Direct Ranking  
 

CPP Evaluation Criteria Number of votes 

Shared Understanding of structure 16  

Clarity about CPP for All 14  

Agreed evaluation mechanism 7.5  

Linking with other organisations/people 7.5  

Feedback to and from All 5 
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PLA Seasonal Calendar Technique 
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ÅSeasonal Calendar - good example of co-design 
ÅPlanning implementation of CPP evaluation criteria 
ÅLeft-hand vertical axis - agreed CPP evaluation criteria  
ÅHorizontal axis ς elements within each criterion 
ÅActions and responsibilities mapped across stakeholder groups 

 
 
 

 



Preparation for Phase 3 

·1 x 3hr PLA session - 
preparation for PLA sessions 
at Connect 
(www.ukconnect.org) 

  

·Co-researchers with aphasia 
(n=5) generated plan for 
sharing data with inter-
stakeholder group in London 
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http://www.ukconnect.org/

