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Flow of HORIZONS participant approach and consent 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Member of local direct care team screens for all potentially eligible 
patients, all eligible patients entered on to Screening Log and given 

unique study ID 

Screening 

A member of the 
participating centre’s 
research team sends 
potential participants 

a participant 
information sheet 

and participant 
invitation letter, in 

advance of their 
appt. 

Member of the local 
research team 

approaches potential 
participants to 

discuss HORIZONS 
and give patient a 

participant 
information sheet to 
consider before next 

appt. 

If potential 
participant is found 
to be ineligible (i.e. 

already started 
treatment) or missed 

(i.e. because of 
resource limitations) 
this is recorded on 

screening log 

Prior to 
pre–treatment 
appointment 

Decline: Patient does 
not wish to take part 

Consent: Patient would like to take 
part in HORIZONS completing 

questionnaires and giving 
researchers access to their medical 

records. Participant is given baseline 
questionnaire and pre-paid envelope 

Patient requires more 
time to consider 

participation.Particip
ating centre’s 
research team 

provides contact 
details form, consent 

form, baseline 
questionnaire and 

pre-paid envelope for 
patient to take home. 

If patient then 
decides to take part 

they return the 
completed contact 

details form, consent 
form baseline 

questionnaire directly 
to the Coordinating 
Centre in the pre-

paid envelope. The 
consent form will be 

forwarded to the 
participating centre’s 
research team to be 
countersigned and 

filed 

Participating centre’s 
research team 

completes anonymous 
decliners’ log (age, 

gender, stage of disease 
and ECOG status) 

Participating centre’s research 
team takes informed consent 

from participant and 
completes contact details form 

with participant 

Participating 
centre’s research 
team completes 
CRF of medical 

details from the 
medical records 
and returns to 

HORIZONS 
Coordinating 

Centre 

Participant completes 
baseline 

questionnaire and 
returns it to the 

Coordinating Centre 

Member of the participating 
centre’s research team sends 

completed Screening Log, contact 
details forms consent forms 

decliners log to the Coordinating 
Centre.  

A member of the 
research team 

introduces the study 
and discusses the 
patient’s potential 

participation and gives 
them the participant 

information sheet 

A member of the 
research team 

discusses the study 
and the patient’s 

potential 
participation given 

the information they 
have already received 

Pre–treatment 
appointment 

Member of the 
participating centre’s 
research team sends 
completed decliners 

log to the 
Coordinating Centre 

every 3 months 
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Flow of HORIZONS questionnaire completion 
T0 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
T1 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
The same follow-up protocol for non-response 
will be followed at each time-point 
 

T1: Coordinating Centre check patient status 
with the participating centre 

Participating centre indicates 
participant has passed away: 

Coordinating Centre 
withdraws participant from 

study 

Participating centre indicates 
participant has moved 

address, Coordinating Centre 
updates records 

Participating centre confirms 
appropriate to send T1 

questionnaire 

Coordinating Centre send questionnaire and pre-
paid envelope to participant’s home address 

with information on online questionnaire 
completion 

Participant completes 
questionnaire on paper and 
returns in pre-paid envelope 

to Coordinating Centre 

Participant completes 
questionnaire online 

Participant has not 
responded: Participating 

Centre / Coordinating Centre 
follows up with reminder 

No response, Coordinating Centre 
sends duplicate and short form 

questionnaire to participant 

If no response is received to 
a second questionnaire the 

patient will not be 
approached again, until the 

next follow-up questionnaire 
is due 

Participant given baseline questionnaire 
with pre-paid envelope for return at time of 

consent 

Participant returns baseline 
questionnaire to Coordinating 

Centre 

If baseline questionnaire is not 
received by Coordinating Centre 
following 2 weeks from consent, 

Coordinating Centre check 
participant status with the 

participating centre 

If no change in status Coordinating 
Centre follow up with participant 

and/or send duplicate 

If no response is received to a 
second questionnaire the patient 

will not be approached again, until 
the follow-up questionnaire is due 

Participating centre indicates 
it is not appropriate to 
contact participant e.g. 

change in mental capacity: 
Coordinating Centre records 
change of mental capacity 
and timepoint and will not 
send the questionnaire at 

that timepoint.   


