
 

   

 

   

    

    

 

 

 

KEY FINDING:  
 

Recruitment strategies and  
recruitment results are not 

consistently reported in  
research with CYP with LLC/

LTI. 
 

RECOMMENDATIONS: 
TO IMPROVE THE  

GENERALIZABILITY OF  
RESULTS,  

LET’S CORRECT  
REPORTING !  

 

 

 

KEY FINDINGS: 
 

Barriers to conducting research 
with CYP with LLC/LTI include:  

 

 Time & funding  
 

 

 

Clinician’s attitudes 
towards research  
 

 

Clinician  
gatekeeping 

 

 

Ethical approval  
processes  

 

 

 

 

KEY FINDINGS: 
 

Solutions for overcoming  
barriers to research include:  

 

  Having a well thought-out  
    methodology with broad  
    inclusion criteria 

 

  Involving CYP, their families and 
their clinicians early in the  

    research process 

 

  Seeking advice from others who 
have been through the  

    ethical and regulatory approval  
    processes 

 

  Embedding researchers in   
    clinical teams.  
 

 

 

 

         KEY FINDINGS:  
 

Researchers were more likely to 
receive a favourable opinion if 
they attended the Research 

Ethics Committee (REC)  
meeting where their research 

was being reviewed.  
 

A favourable review was  
never given if the research 
team were not present at the  

meeting. 
 

          
RECOMMENDATIONS 

   GO TO THE REC MEETING! 
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Work package 4:  

DOCUMENT 
ANALYSIS 

 

CONTACT DETAILS  
 

Contact Professor Myra Bluebond-Langner: bluebond@ucl.ac.uk                 
Follow us on Twitter: @LDCentre1 

Website: www.ucl.ac.uk/ich/ppp/louis-dundas-centre 

A PROGRAMME OF STUDY TO INCREASE RESEARCH ACCESS AND PARTICIPATION  
BY CHILDREN AND YOUNG PEOPLE WITH LIFE-LIMITING CONDITIONS AND LIFE-THREATENING ILLNESSES AND THEIR FAMILIES. 

  
BARRIERS TO RESEARCH ACCESS: VOICES, EXPERIENCES AND SOLUTIONS.  

THE BRAVES PROJECT.  

Ashleigh E Butler ¹ , Katherine Vincent ¹ and Myra Bluebond-Langner ¹ 
¹ Louis Dundas Centre for Children’s Palliative Care, UCL Great Ormond Street Institute of Child Health 

AIMS:  
BRAVES is a programme of research aiming (1) to explore the barriers to conducting research with children and young people (CYP) with life-limiting  

conditions and life-threatening illnesses (LLC/LTI)  (2) to develop solutions for overcoming these barriers.   

4 WORK PACKAGES: 

Work package 1:  

SYSTEMATIC 

 REVIEW 

Work package 2:  
BARRIERS TO 

RESEARCH 

Work package 3:   

SOLUTIONS 

 

http://www.ucl.ac.uk/ich/ppp/louis-dundas-centre

