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Figure 1. Reported motivations for joining and participating in the SMNDRAG. 

MND, motor neuron disease 
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Figure 2. Personal benefits of PPI. 
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Figure 3. Reported barriers and enablers to participating in PPI. 
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Figure 4. Reported barriers and enablers to effective and meaningful PPI. 

PPI, patient and public involvement 
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Figure 5. Stages of the research process that participants reported the SMNDRAG had 

been involved in and supporting quotes. 

MND, motor neuron disease 

PwMND, person with motor neuron disease 
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Box 1. The involvement of the SMNDRAG in the Head-Up project. 

SMNDRAG, Sheffield Motor Neurone Disorders Research Advisory Group 

PwMND, person with motor neuron disease 

MND, motor neuron disease 
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Box 2. A list of our recommendations for those organising and running PPI groups, 

researchers and funding bodies. 

PPI, patient and public involvement 


