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UK PSC Study – Appendix A 
Adult Participation Process 

 

Stage 1 – Identification and Recruitment 

 
 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

  

PSC PATIENT IDENTIFIED BY 

CLINICIAN OR NURSES  

METHODS OF IDENTIFICATION: CLINIC 

LETTERS ON SEARCHABLE SYSTEM; LOCAL 

DATABASES; CLINICAL CODING DEPT 

•   LOCAL DATABASES 

• VIA  CLINICAL CODING DEPARTMENT 

• CLINICIANS’  MEMORY 

 

EVIDENCE OF PATIENT BEING 

AWARE OF DIAGNOSIS  

 

EVIDENCE OF PATIENT’S 

ALIVE/DECEASED STATUS AND 

CURRENT ADDRESS 

 

FROM CLINIC LETTERS, FOR EVIDENCE OF 

ACTIVE FOLLOW UP 

ALIVE/DECEASED STATUS AND ADDRESS 

CHECKED ON ELECTRONIC PATIENT 

RECORDS 

 

RESEARCH NURSE GENERATES 

STANDARD INVITATION LETTER, ON TRUST 

LETTERHEAD, VIA UK PSC DATABASE 

INVITATION APP. LETTER SIGNED BY PI  

LETTER POSTED TO PATIENT WITH 

REPLY SLIP AND FREEPOST ENVELOPE 

 

PATIENT DOES NOT 

REQUEST STUDY PACK: NO 

FURTHER ACTION TAKEN 

PATIENT RETURNS REPLY 

SLIP, REQUESTING STUDY 

PACK 

PROMOTION INCLUDING VIA PSC 

SUPPORT AND STUDY WEBSITE 

GENERATES PATIENT ENQUIRIES TO 

UK PSC TEAM 

UK PSC TEAM CREATES PATIENT 

ENROLMENT (IMPORTING PATIENT FROM 

INVITATION APP), GENERATES AND POSTS 

RECRUITMENT PACK TO PATIENT 
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Stage 2 – Patient Participation 

 

 

 

YES                                                  NO    

PATIENT READS STUDY PACK, RAISES ANY QS. WITH UK PSC TEAM 

OR SITE AND DECIDES WHETHER TO JOIN STUDY 

PATIENT SIGNS CONSENT 

FORM AT HOME OR AT 

ROUTINE PSC APPOINTMENT 

PATIENT DOES NOT WISH TO PARTICIPATE. 

NO FURTHER ACTION TAKEN AND NO 

IMPACT ON CLINICAL CARE 

PATIENT DONATES 2 X BLOOD SAMPLES, AT GP 

SURGERY OR AT ROUTINE PSC APPOINTMENT 

PATIENT FILLS IN PARTCIPANT AND PRURITUS 

QUESTIONNAIRES (A OR B, DEPENDING ON TRANSPLANT  

STATUS) 

 

PATIENT RETURNS CONSENT FORM, SAMPLES AND 

QUESTIONNAIRES TO UK PSC STUDY TEAM 

UK PSC TEAM LOGS SAMPLES, CONSENT AND 

QUESTIONNAIRE  RESPONSES ON CLINICAL DATABASE 

 

UK PSC DATABASE SENDS MESSAGE TO SITE RESEARCH 

NURSE, REQUESTING COMPLETION OF CLINICIAN 

QUESTIONNAIRE 

SITE COMPLETES QUESTIONNAIRE BY LOGGING INTO 

STUDY DATABASE 

UK PSC TEAM CHECKS COMPLETED CLINICIAN 

QUESTIONNAIRE AND RAISES ANY QUERIES WITH SITE 


