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Take control of knowledge and research

Disability and Social Inclusion Seminar
15th July 2014

Professor Amanda Burls
Director of ThinkWell
City University London

www.iThinkWell.org

“To improve the health and wellbeing of 

citizens across the world by enabling them to 

make informed decisions about lifestyle, diet 

and health interventions through public‐led 

health discussions, education and research, 

using the internet and the mass media as the 

fundamental tools” 

AIM
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The birth of ThinkWell
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Rheumatoid arthritis
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The gold clinic…

What’ve you tried for your RA?



29/09/2014

4



29/09/2014

5



29/09/2014

6

The public and patients need 
support and good information
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Individual experience is not enough

"The Radium Water 
Worked Fine Until 
His Jaw Came Off” 

Wall Street Journal (1928)
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“Regression to the mean”
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“It could have happened by chance!”

“N of 1” trials
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 Current patient involvement 

poor

 Lack of patient perspective 

to inform research synthesis

 Distortion of  research 

agenda (neglect of questions 

of importance to the public 

and patients)

 Vast untapped potential

 Concerns

Adalimumab
(Anti‐TNF drug for arthritis)
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2006 Meeting to consider how to
• Undertake health research to an agenda set by the public.
• Make accessible, scientific evidence on health and well-being
• Help people understand what makes research trustworthy 

and make sense of evidence 
• Identify important gaps in our knowledge 
• Involve the public and participants in the design of studies
• Undertake research, in partnership with the public, using the 

internet and mass media.
• Investigate the methodological issues raised by conducting 

research using the internet and mass media.
• Explore the ethical implications of internet research 

September 29, 2014 23

Fundamental concept

To use modern communication technologies to 
engage citizens in

– identifying their own information needs

– prioritising uncertainties that need to be addressed by 
research

– participating in the design of studies

– participating in online trials of interventions people 
can do for themselves, where the outcome can be 
reported or measured by participants themselves

– freely providing and sharing health data via the 
internet or mobile technologies.

24
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Focus on self‐management to improve 
health or maintain health

• Interventions people can do for themselves, without need 
for health care professional, such as

• Diet: exclusion, change pattern, caloric restriction, inclusion
• OTC medication or device (e.g. light for cold sores)
• Change sleep or physical activity patterns/behaviours
• Psychological intervention (e.g. CBT, mindfulness, gratitude diary, 
writing therapy, brain training)

• Behaviours (e.g. watch less TV, no work in evenings)
• Get a pet
• Weigh daily or weekly

• Health outcome that can be measured or reported by the 
person themself, such as

• Weight/BP/Blood glucose
• Mood/Anxiety/Stress/Happiness
• Rash
• Pain
• Quality of Life/quality of relationships/quality of sleep
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Failure is an event to learn from  not an identity 

28

The miracle is not that I finished but that I had the courage to start ‐ J Bingham

Amy  Price 
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www.testingtreatments.org
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I myself am not an expert in statistics, but I know that its not as 
simple as correlating two items together….

This is why I have to side with the scientist who has a lifetime of 
work to back his claims.
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http://www.pcrm.org/health/health‐topics/foods‐and‐arthritis accessed 14/07/14

Smedslund G1, Byfuglien MG, Olsen SU, Hagen KB.  Effectiveness and safety of dietary 
interventions for rheumatoid arthritis: a systematic review of randomized controlled trials.  J Am 
Diet Assoc. 2010 May;110(5):727‐35. doi: 10.1016/j.jada.2010.02.010.

A systematic review of randomized controlled trials comparing any dietary 

manipulation with an ordinary diet found:

• 8 trials, with a total of 366 patients

• 1 trial of fasting, followed by 13 months vegetarian diet found that it might 

reduce pain (mean difference on a 0 to 10 scale ‐1.89, 95% CI ‐3.62 to ‐0.16)

• 1 trial found that a 12‐week Cretan Mediterranean diet might reduce pain 

(mean difference on a 0 to 100 scale ‐14.00, 95% CI ‐23.6 to ‐4.37)

• The effects of vegan eating plans and elimination diets are uncertain. 

• When comparing any dietary manipulation with an ordinary diet they found the 

intervention arm to have 

– a higher total drop‐out of 8% (RD 0.08, 95% CI ‐0.01 to 0.17)

– higher treatment‐related drop‐out of 5% (RD 0.05, 95% CI ‐0.03 to 0.14)

– higher weight loss (WMD ‐3.24, 95% CI ‐4.81 to ‐1.67 kg) in the diet groups 
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Cochrane Review plain language 
summary:

“It is uncertain whether diets improve pain, 
stiffness and the ability to move better.”
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How can we tell if a treatment works?

Blinding
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Randomisation
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www.NSUHR.net
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Does 
extra 
H2O 

work? Is 
it safe?
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Best way to 
engage public in 
prioritisation?

Citizen Research 
– Identifying and 
Setting Priorities

(CRISP)
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Does drinking water reduce 
headaches? 

Join study  My data Contact usLearn more

H2O Study   

ThinkWell

Two Week Feasibility  Water intake and Headache RCT

54Amy  Price Courage grows where encouragement is shared 
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http://bjsm.bmj.com/cgi/content/abstract/bjsm.2009.062232v1

‘Bothersome’ soreness

No stretchStretch
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All injuries

No stretchStretch

Injuries to muscles and ligaments

Stretch No stretch
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Does online CBT training 
improve wellbeing?
– online RCT
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PsyWell – Internet recruited RCT of CBT 
delivered online for enhancing wellbeing

September 29, 2014 Page 64
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Methodological studies
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ORCHID – Online Randomised Controlled 
trials of  Health Interventions Database
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ThinkWell 
Transforming health research
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Creating interventions

• Health app being trialled

September 29, 2014 73
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“Why can’t I choose which treatment to have?”

Methodological studies

Online trial 

• Results

• Number recruited

• What sort of people?
(representativeness)

• Drop out rates

• Outcomes measured

• Participant  experience

Online observational study

• Results

• Number recruited

• What sort of people?
(representativeness)

• Drop out rates

• Outcomes measured

• Participant  experience



29/09/2014

42

Learning is a Team Function

83Amy  Price 

“Tell me and I will forget. Show me and I will 
remember.  Involve me and I will understand.  
Step back and I will act.”

September 29, 2014 84


