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Background
BRIGHTLIGHT is a cohort study evaluating specialist care for 
13-24 year olds newly diagnosed with cancer in England. 

Since October 2012, a total of 510 young people have been 
recruited by 133 NHS Trusts. BRIGHTLIGHT is now the largest 
cohort study of young people with cancer in the world.

Feasibility work  with young people to develop BRIGHTLIGHT 
has contributed to a  low refusal rate of just 18%. However 
accrual is only at one-third of the anticipated figure.

Analysis of returned screening logs to explore low 
recruitment indicated one in four young people are not 
being approached. 

Optimising recruitment to research is complex. We engaged 
with the clinical community, and implemented various 
protocol changes. Simultaneously, we aimed to elicit young 
people’s opinions about access and participation in research.
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Conclusion

To date, no study has examined young peoples’ views on access, approach and clinical gate keeping in cancer research. 
We found that young people considered  it their right to be informed about all research studies for which they were 
potentially eligible. This is in keeping with the current ‘its ok to ask’ campaign in the UK, which aims empower patients to ask 
their treatment team about all research studies.  It is also in keeping with healthcare policy in the UK; ‘no decision about me, 
without me’.

Methods
Using participatory methods, data were collected through 
role play, focus group and individual reflection. 

The facilitator-led role play illustrated examples of reasons 
cited in the BRIGHTLIGHT screening logs which did not 
classify as exclusion criteria for entry to the study. For 
example, pregnancy, or non-English speaker. 

Following an open discussion, young people  expressed their 
opinions on the scenarios, and provided individual 
reflection. The workshop ended with creative audio-visual 
young person led interpretation of the day. 
 

Participants 
As part of the patient and public involvement strategy, 
eight cohort and non cohort members aged 18-25  were 
recruited via a BRIGHTLIGHT social media campaign. 

Aims
During a one day workshop we sought to explore young 
peoples views on approach and access to research. 

Results
Data were transcribed verbatim and analysed using thematic analysis. Three main themes emerged: patient choice; role of 
healthcare professionals; value of research (see Table 1: Row 1 shows themes, rows 2 and 3 illustrative quotes)
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