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In this session…

• Why work with industry?
• Finding a way in
• When and how to work with industry
• Example: Patient-reported outcomes
• Example: Gene therapy
• Managing relationships
• Questions
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Why work with industry?

Industry Patient Groups

• Researchers
• Scientific data
• Expertise of research 

process/science of disease 
• Money
• Resources
• Medicines/drugs

• Participants/patient data
• Scientific data
• Expertise of symptoms/burden of 

disease
• Knowledge of patient 

priorities/ideal trial design

To increase the chances of a successful trial
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Finding a way in
• How you find a way in depends on how you are forming the 

relationship:

• Regardless of how the relationship is being formed, you need to 
make sure you are taken seriously and seen as a valuable partner

• Make a business proposition and not a charity plea
• What can you offer them, and what role can you play to optimise the 

research process? How can industry benefit from the relationship?
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Finding a way in

• Unless you already have a contact, try going through their patient 
advocacy or engagement team

• Note – companies can be cautious about partnering with patient 
groups. Legally, the cannot be seen to promote their products to 
patients or influence the way the patient group is run

• Familiarise yourself with the ABPI Code of Practice before initiating 
a partnership. States the legal responsibilities of each party in the 
relationship, and clearly shows a lot of potential to work with each 
other

• Must make sure the relationship works for you, your organisation, 
and your patients
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Ways to work with industry

Pre-research During research Post-research

Discuss with the people around you and jot down some 
ideas of how patient groups can work with industry at 

each of these stages
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Ways to work with industry

Pre-research During research Post-research

• Priority setting
• Sharing natural 

history or patient 
registry data

• Sharing scientific 
data

• Reviewing research 
proposals and 
protocols

• Patient recruitment

Find out more:
• James Lind Alliance Priority Setting 

Partnerships: http://www.jla.nihr.ac.uk/about-
the-james-lind-alliance/
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Ways to work with industry

Pre-research During research Post-research

• Priority setting
• Sharing natural 

history or patient 
registry data

• Sharing scientific 
data

• Reviewing research 
proposals and 
protocols

• Patient recruitment

Find out more:
• ‘Patient registries’ on Findacure’s e-learning 

portal: portal.findcure.org.uk
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Ways to work with industry

Pre-research During research Post-research

• Priority setting
• Sharing natural 

history or patient 
registry data

• Sharing scientific 
data

• Reviewing research 
proposals and 
protocols

• Patient recruitment

Find out more:
• Case study of Parkinson’s UK in ‘Patient 

involvement in research’ on Findacure’s online 
portal: portal.findcure.org.uk
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Ways to work with industry

Pre-research During research Post-research

• Priority setting
• Sharing natural 

history or patient 
registry data

• Sharing scientific 
data

• Reviewing research 
proposals and 
protocols

• Patient recruitment

• Patient engagement 
and retention

• Patient-friendly 
information

• Patient-reported 
outcomes

Find out more:
• NHS toolkit on producing patient information: 

https://www.uea.ac.uk/documents/246046/0/To
olkit+for+producing+patient+information.pdf

• Findacure webinar on health literacy: 
https://youtu.be/aHSxxv385yM
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Ways to work with industry

Pre-research During research Post-research

• Priority setting
• Sharing natural 

history or patient 
registry data

• Sharing scientific 
data

• Reviewing research 
proposals and 
protocols

• Patient recruitment

• Patient engagement 
and retention

• Patient-friendly 
information

• Patient-reported 
outcomes

• Communicating and 
disseminating results

• Approved use of 
medicines

• Reimbursed access 
to medicines
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Patient Reported Outcomes

• What they are?

• Why do them?
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Patient Reported Outcomes

Wearable Technology
– Empowerment Group
– Running the study
– The results and next steps…….
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Wearable Technology



Nothing exists specifically for nGD 
Our focus:
• Mood 
• Behaviour 
• Tiredness (fatigue)
• Quality of life 

But we also want to see how these things 
relate to physical aspects of your disease

Patient Reported Outcomes (PROs)
(Questionnaires) 



nGD family conference

• Presented concept
• Workshop with paper mockups 
• Feedback and suggestions session

nGD empowerment group

• Tested tech demos
• Compared with paper based tests

Disease specific apps for nGD
Patient engagement
aparito has worked with the GA to develop a disease specific app

Design and 
prototype

• Built simple prototypes
• Incorporated 

feedback/suggestions 



Nothing exists specifically for nGD 
Our focus:
• Mood 
• Behaviour 
• Tiredness (fatigue)
• Quality of life 

But we also want to see how these things 
relate to physical aspects of your disease

Patient Reported Outcomes (PROs)
(Questionnaires) 
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Patient Reported Outcomes

• Seeking to identify relevant and meaningful clinical study 
endpoints
– Influencing/Shaping the Project
– Identifying/Connecting the population
– Contributing to the next steps
– Receiving recognition
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Influencing/Shaping the Project

Literature
– Patient information Guide
– Consent
– Impacts of the Disease

Methodology of collection
– Telephone
– Skype
– Face to Face 
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Preliminary Conceptual Model 
for GD3

Based on targeted literature/document review 
and patient advocacy input
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Next Steps……..
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Managing relationships
• They need patient involvement, make it very clear you are not there to simply tick a box but to 

make a valuable contribution

• Don’t be intimidated, they don’t know what patients and parents go through everyday, you do

• Always ask questions and ensure they provide the answers even if its after the event

• Accept the fact that you will not always agree, be honest and always be the patient’s advocate 
they will respect you for that

• Despite everything, they will sometimes do what they want anyway, don’t say I told you so, 
reiterate what you said and move on

• Always know what you want out of a meeting/project and be very clear at the beginning what this 

• Maintain your Independence
• In an environment where there is competition, be sure not to get into a position where you are 

seen as favouring one company – Code of Ethics
• Your needs may not always be what Industry wants to achieve, always keep your focus, you may 

have to walk away
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Questions

Libbie Read
Projects and 

Communications Officer
Findacure

Katie Cliss
Fundraising Officer

Findacure

Tanya Collin-Histed
Chief Executive

Gauchers Association

katie@findacure.org.uk libbie@findacure.org.uk tanya@gaucher.org.uk


