
James Lind Alliance 

Tackling treatment uncertainties together (Patients and 
Clinicians) 

•The Why 

•The What 

•The How 

•The Questions 

•The Future 

 
 



James Lind Alliance 

•Tackling Treatment Uncertainties Together 

•The Why …… 



Initiation 

• Who starts it off 

Consultation 

• Who do we 
need to tell 

Collation 

• Collecting 
uncertainties 

Prioritisation 

• Sorting them 
into order 

Reporting 

• The funding 
opportunities. 

The How 
The five stages of a PSP 



Going the extra mile… 
Reaching out to survivors of stroke for their research questions  

Alex Pollock on behalf of the JLA Life after Stroke PSP 



Research priorities relating to life after stroke 

1.  Establish scope of PSP 

2.  Gather treatment uncertainties 

3.  Check treatment uncertainties 

4.  Interim prioritisation 

5.  Final priority setting 



1.  Establish scope of PSP 

Partner 
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steering group 

“Life after 
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Target 
participants 
- Scotland 

Research priorities relating to life after stroke 



2.  Gather treatment uncertainties 

Methods 

Emailing & posting 

National meetings  

Searching literature 

Research priorities relating to life after stroke 



Research priorities relating to life after stroke 
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Barriers to Involvement 

Talking 

Understanding 

Seeing 

Arm movement 
Balance 

Walking 

Continence 

Thinking 

Memory 

Perception 
Concentration 



Barriers to Involvement 

SCOTLAND 



Barriers to Involvement 



Going the extra mile 
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Going the extra mile 

Glasgow 

Extra 
1000 

miles! 



Were the extra miles worth it? 

Submitted treatment uncertainties 
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Research priorities relating to life after stroke 

1.  Establish scope of PSP 

2.  Gather treatment uncertainties 

3.  Check treatment uncertainties 

4.  Interim prioritisation 

5.  Final priority setting 



Top 10 life after stroke research priorities 

1.  What are the best ways to improve cognition after stroke?  

2. What are the best ways of helping people come to terms with the long term 
consequences of stroke? 

3. What are the best ways to help people recover from aphasia? 

4.  What are the best treatments for arm recovery and function?  

5.  What are the best ways to treat visual problems after stroke? 

6. What are the best ways to manage and/or prevent fatigue? 

7.  What are the best treatments to improve balance, gait and mobility?  

8. How can stroke survivors and families be helped to cope with speech problems? 

9.  What are the best ways to improve confidence after stroke, including stroke 
clubs/groups, offering support, one-to-one input and re-skilling? 

10.  Are exercise classes and fitness programmes beneficial at improving function and 
quality of life and avoiding subsequent stroke? 



Conclusion: were the extra miles worth it? 



Alex Pollock 
NMAHP Research Unit 

Glasgow Caledonian University 
Cowcaddens Road,  
Glasgow  G4 0BA  

Scotland, UK 
 

alex.pollock@gcu.ac.uk 



       
         Pressure Ulcers @JLAPUP                                                          1h 

          Using social media for gathering and prioritising research questions 
          from patients, carers and health professionals  #toomanytweets? 
            Expand 
 

Richard Morley – James Lind Alliance 
Pressure Ulcer Partnership 



             Pressure Ulcers @JLAPUP                                           1h 
             What is social media? #confused 
             Expand 
 

  



             Pressure Ulcers @JLAPUP                                           1h 
             We created a website http://t.co/A2ZIBxT6 and linked to online 
               gathering and prioritisation questionnaires @SurveyMonkey 
              Expand 
 



             Pressure Ulcers @JLAPUP                                           1h 
             We created a Facebook account  #not_very_much_visited 
              Expand 
 



             Pressure Ulcers @JLAPUP                                           1h 
             We created a Twitter account, tweeted  >230 times, follow 
             138, have 110 followers #pressureulcers  #calltoaction 
              Expand 
 



             Pressure Ulcers @JLAPUP                                           1h 
             We joined You Tube to explain how to complete the 
              prioritisation survey, embedded it in the survey. 
              Expand 
 



             Pressure Ulcers @JLAPUP                                           1h 
             Mary Madden’s blog “Are medical conferences useful?” 
             http://tiny.cc/a3pylw 
              Expand 
 



The James Lind Alliance 

“Tackling treatment uncertainties together” 

             Pressure Ulcers @JLAPUP                                           1h 
             What doesn’t work #toptips 
              Expand 
 

#Facebook 
#Twitter-hacked 
#traditional_methods_still_needed 
#time-consuming 
#distracting 
 
 



             Pressure Ulcers @JLAPUP                                           1h 
             What works #toptips 
              Expand 
 

#Twitter 
#You Tube #people_don’t_read 
#regular_tweets 
#call_to_action #surveys 
#fun! 
@direct_messaging 
#increasingly_provocative 
#RT 
#344 online participants in “Gathering” survey 
#88 participants in “Prioritisation” survey to date 
#younger-people 
#silver surfers 



             Pressure Ulcers @JLAPUP                                           1h 
             @NIHR #Disclaimer  
              Expand 
 

This study presents independent research commissioned by the National 
Institute for Health Research (NIHR) under its Programme Grants for 
Applied Research funding scheme (RP-PG-0407-10428). The views 
expressed in this presentation are those of the author(s) and not 
necessarily those of the NHS, the NIHR or the Department of Health 



Eczema PSP – Turning an 
uncertainty into a research 

question?  

Amanda Roberts and Tessa Clarke  
on behalf of the Eczema PSP Steering Group 

http://www.nottinghameczema.org.uk/


• A collaborative project - Partnership between 
patients, carers, health professionals and 
researchers. 

 

• Continue this through to developing research 
questions. 

 

Aim of the PSP  

Survey 
Unique 

questions 

Ranking 
survey 

question 
Top ranked  

Research 
Questions 

workshop 



Top 14 not Top 10 

•What is the best and safest way of using topical steroids for eczema: frequency of 
application, potency, length of time, alternating with other topical treatments, and 
age limits for treatment? 

•What is the long term safety of applying steroids to the skin for eczema? 

•What role might food allergy tests play in treating eczema? 

•Which emollient is the most effective and safe in treating eczema? 

Shared 
priorities 

•What is the best psychological treatment for itching/scratching in eczema ? 

•Which is the best way  for people with eczema to wash: frequency of washing, water 
temperature, bath versus shower ? 

•What are the best and safest natural products to apply to the skin for eczema?  

•How much does avoidance of irritants and allergens help people with eczema ? 

•What is the role of diet in treating eczema: exclusion diets  and nutritional 
supplements ? 

Patient and 
carer 

priorities 

• Which is more effective in the management of eczema: education programmes, GP care, 
nurse-led care, dermatologist-led care or multi disciplinary care? 

• Which is safer and more effective for treating eczema; steroids or calcineurin inhibitors? 

• How effective are interventions to reduce skin infections in the management of eczema? 

• Which should be applied first  when treating eczema, emollients or topical steroids? 

• What is the best and safest way of using drugs that suppress the immune system when 
treating eczema?  

Health 
professional 

priorities 



• Some questions prioritised by one particular group were 
merged into 1 question,  

 

• Some of these questions ranked highest by the health 
professionals ranked low on the combined list of priorities.  

 

• Tried to allow a broader range of  

  topics to go to the workshop stage 

  whilst ensuring that each topic  

 was  appropriately  considered. 

      

 

Balancing the top 14 



• Aim of the workshop  - develop the top ranked 
uncertainties in to research questions. 

• Real questions and indicative questions. 

• Ensuring that patients were able to contribute fully in 
the process  

 

Workshop for research 
questions 

Patients 

Researchers HCPs 



wh 

• Patients role in the workshop – able to 
provide real context to the questions. 

 

• Uncertainty – a difficult concept:  

– Tendency not to question medical treatment. 

– We don’t know what we don’t know. 

– Patients are conditioned to live with a certain 
amount of uncertainty. 

 

 

 

The Patient Experience 
 
 



Summary 

• Lessons learnt - 
o Lots of research questions from each standard question 

o Not all groups were able to move beyond their first shared 
priority  

• Successful collaboration - Quality of decisions and 

research questions was high and could be endorsed by both 
patients, carers and clinicians. 

• More work to do……. 

 

Summary 



The Final Stretch 



But how do we get this funded? 

Uncertainty 

How can over-treatment for prostate cancer be prevented by identifying and excluding 
the treatment of harmless tumours? 

Is there a genetic marker for prostate cancer that would be both more sensitive and more 
specific than PSA serum level? 

What can be done to delay or prevent the onset of hormone independent prostate 
cancer? 

Are there any dietary measures that can prevent prostate cancer or slow its progression? 

Does serial PSA measurement in patients with prostate cancer accurately monitor disease 
progression? 

Would prostate cancer screening targeted at high risk groups, i.e. those with positive 
family history, and ethnic minorities with higher rates, improve the outcomes of 
treatment in these groups? 



Uncertainty cont. 

Does active surveillance work for treatment of prostate cancer? 

Do variations in GP awareness of prostate cancer affect outcomes? 

What is the effectiveness of new treatments for prostate cancer such as High Intensity 
Focused Ultrasound and Cryotherapy? 

Is there a vaccine that can prevent prostate cancer? 

Are there any non-intrusive diagnostic tests that will identify aggressive prostate cancer 
patients whilst not identifying harmless cancers? 



 

 

 

 

 

 

 

Collaboration is key 

 

MRC 
Other funders 
Reporting back 
Go through the process again? 

Speak to patients and clinicians 





What next? 


