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Roadmap of research for researchers
• Research ideas
• Unmet needs
• Existing data

• Funding- grant 
application

• Research protocol 
approval

• Ethics  approval
• Site initiation

• Participant recruitment
• Performing intervention
• Results and analysis
• Monitoring and 

reporting

• Writing up 
results

• Dissemination
• Approvals
• Commissioning

• Research 
question

• Protocol
• Participant information 

sheet
• Consent form
• Case report form

• Recruitment
• Monitoring

• Publishing results
• Adopting new 

practice
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Patient partnership



Trials, studies, registries, biomedical research



Where do you 
see yourself in 
research? 



Suggesting a research question

• Patients should help to set the research agenda- Goodare, Smith BMJ 1995



Giving your opinion on potential research

• Improve the quality and relevance of research
• Is the study needed?

• Is this value for money- what can improve the chances of funding

• Will the outcome/s of the study impact on your life

• Make sure research is acceptable and will benefit patients and 
carers
• Diversity and inclusion

• Do you think research is practical

• Do you see any barriers in execution of the study or wider application 
of the outcome of research



You can…

• Review full applications
• Quality

• Language- English summary

• Review methodology and suitability-
• What tests are being conducted

• What interventions are being used

• What questionnaires are people being asked to fill in for research

• Is/are the planned study visit/s practical for a person with Parkinson’s



Participate in a study

• Be a participant

• Invite participants

• Help recruit from local groups

• Help as a Parkinson's companion



Speak out

• Review how the study is monitored- be part of a advisory committee 
or a steering group

• Help with ‘Quality Control’

• Share your concerns

• Help us reach out- support our researchers 

• Spread the word- share outcomes of our research with community 

• Help with commissioning at community level

• Help us with approvals in case of a new drug/ intervention



Become a ‘Queen square Parkinson’s buddy’

• Queen square Parkinson’s buddy will be a core group of people that work with the team 
of researchers. 

• We are looking for a team of keen participants who will be willing to help shape and 
improve our research 

• We will send you an email to ask -
• If you want to become a Queen square buddy?
• What aspect you will be keen to help with

• Research ideas
• Your experience with participating in research study/studies
• Application process- application, funding
• Protocol development- including methodology, suitability and practical application of questionnaires, 

interventions,  etc, with regards inclusiveness
• Recruitment
• Monitoring a study
• Spreading our research in the community like schools church or local group
• Contribute to the patient column for our webpage
• Any other ways you can help



Questions about patient partnership

• Send us an email

a.batla@ucl.ac.uk

movementdisorders@ucl.ac.uk
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