
CAMBRIDGE HCV ODN MANAGEMENT GROUP MEETING 

6 DECEMBER 2016 at 17:00 

ADDENBROOKE’S HOSPITAL 

 

Present: Will Gelson (Chair, CUH) 
  Paul Selby (CUH) 
  Kirsty McKibben (CUH) 
  Sarah Harvey (CUH) 
  Rachael Bates (CUH) 
  Abdul Mohsen (Ipswich) 
  Naomi Glover (Ipswich) 
  Katherine Barry (Peterborough) 
  Therese Moore (L&D/Bedford) 
  Tanya Chapman (NNUH) 
  Syed Alam (NNUH) 
  Wendy Smeeton (CUH) 
 
Apologies: Anne Day (Bedford) 
 
 
Introductions/Background: 
 
WG gave a brief explanation of the purpose of the HCV ODN Management Group.  The 
purpose of the group is to oversee the running and governance of the Network. 
 
Agenda Items 
 
Safety/Risk Register – KMcK 
 
A risk register has been developed for the ODN.  Examples of risks were shown to the 
group.  All agreed the short notice given in respect of rate cards changes was a risk.  Such 
short notice changes have a big impact on patients/clinic planning/treatment start dates etc.  
 
Collection of SVR 48-60 data was also highlighted as a risk, especially tracking patients who 
move area once treatment is completed or are released from/move prison.  Discussion 
around how WS is trying to track down three patients at the moment.  KB suggested seeing 
if it is possible to gain access to SystmOne which is used by the prison service. 
 
Action: KMcK investigate getting SystmOne access. 
 
AM pointed out that a risk surrounds those patients who are not eligible for NHS care.  An 
NHS number is not a guarantee that the patient is eligible for free NHS care.  
 
KB suggested that the use of Homecare should be on the risk register.  Some patients are 
fully engaged with clinic attendance but can’t be at home to receive delivery of medications.  
 
Information Governance – KMcK 
 
KMcK explained she is still waiting to hear from NHSE with the Section 251 number and a 
paragraph supporting why there is a need to be gathering patient identifiable data.  Once 
this has been received it will be sent to the IG dept at each centre.   



 
Patients – KMcK 
 
Patient Engagement Group 
 
It is a requirement to have a patient engagement group.  So far approximately six patients 
have expressed an interest in becoming involved.  They will be asked to give opinions on 
patient information leaflets, patient experience questionnaires etc.  It was felt that it was not 
appropriate for patients to attend the full ODN Management Group Meetings but that they 
should be invited to attend at the end/beginning of a meeting at least once or twice a year. 
 
Sample patient experience questionnaires have been circulated to the group.  A decision 
was made that the questionnaires should be used for one week every six months.  All 
centres will hand out the questionnaires during the same week.  Responses will be 
forwarded to Cambridge for analysis.   It might also be possible to have a questionnaire 
available on the easternliver.net website. 
 
Action: WS - version 1 of patient questionnaire to be circulated for comment. 
 
Complaints 
 
TC reported that a patient at NNUH was unhappy about the recent change to his proposed 
medication due to the rate card change.  The patient is losing confidence with the team at 
NNUH. 
 
Action: KMcK should be kept informed of, will log and generate an action plan for all 
relevant complaints from across the network. 
 
Pathways – KMcK 
 
Example referral pathway was shown to the group.  It would be best practice to have a 
standard referral pathway across the ODN if that was feasible. 
 
AM reported that the NICE guidelines on treatment of patients in prison has recently been 
published.  A standard pathway for these patients should also be mapped. 
 
Action: KMcK - pathway to be circulated once finalised. 
 
KB asked for clarification on how many times RNA negative samples should be checked to 
ensure a true result.   
 
SA asked for clarification on a point of discharge for patients following treatment. 
 
KMcK reported that Debbie Hinch from Merck was keen to help with pathways.  WG did not 
feel that this was a necessity. 
 
Action: WG to review guidelines around these issues. 
 
Partners – KMcK 
 
KMcK explained dashboards of data taken from the monthly treatment submission 
datasheets.   The group found this information useful.  AM requested monthly breakdowns.  
WG agreed that as a minimum this information would be available quarterly.  SA suggested 
it could be posted on the easternliver.net website.  Discussion around publishing this data as 



an example of effective network management.  WG agreed this data should be presented at 
BASL. 
 
Actions: KMcK, WG investigation of automation of chart production, BASL abstract 
production in due course, publication of data on website and at least quarterly 
presentation of data. 
 
WG asked the group how they felt the MDT process was going.  KB feels that the local MDT 
is not necessary now that there are such rigorous guidelines regarding treatments.  WG said 
the MDT must continue as part of safe practice. 
 
AM, SA and TC all find their weekly MDTs useful to exchange knowledge/experiences.  
 
WG confirmed that Oxford is still the ‘buddy’ MDT for second line therapies. KB asked if any 
second line had been turned down.  WG replied no.  WG is the ‘buddy’ for patients from 
Liverpool’s MDT.   
 
Run Rates – WG 
 
There are still issues surrounding the use of allocated run rates.  Discussion around the 
allocation of two monthly run rate.  Each centre can decide how to spread their allocation of 
runs across the two months.   
 
Discussion around the reallocation of unused runs two weeks before the end of the month. 
This causes logistical problems for centres who use Homecare.  A decision was made to 
reallocate runs three weeks before the end of the month.   
 
Discussion around the urgent pot of runs.  These haven’t been used as yet.  If they continue 
to be unused then the urgent pot system will be abolished.  
 
Action: WG - email to be sent formalising the new run rate arrangements. 
 
Five Year Plan – KMcK 
 
Each centre needs to provide a paragraph with their five year plan.  WG pointed out that the 
region should have cleared its warehouse of patients waiting to be treated within the next 12-
18 months.  This means the run rate won’t be met in the future unless new patients are 
found.  WG said PHE are to provide a list of incidences of HCV infection and hot spot GP 
practices.  PHE will send a letter suggesting that patients are referred for treatment (like the 
system used for HBV reporting). 
 
Discussion took place around how to recruit patients, particularly those who live a chaotic 
lifestyle.  Developing links with drug services etc should be considered.  
 
Action: Spokes -  to send a brief overview of their initial thoughts regarding the five 
year plan. 
 
Any Other Business 
 
Partnership Model 
 
KMcK asked for any comments on the Partnership Model which has been circulated to be 
made before the 16th December.   
 



KB had a question around referrals.  WG wanted to leave the wording loose around 
referrals.  AM receives all HCV RNA positive results for his area. 
 
KB – page 5 -  is the Cambridge liver symposium considered education, training, 
development?  WG confirmed it is.  
 
TC reminded the group about the regional nurses meeting in October. 
 
KB felt that the British Liver Trust contact details should be available in the Patient 
Engagement section. 
 
RAVs – KB 
 
WG has asked NHSE to comment re RAVs for patients pre-Merck therapy.  WG will review 
the literature and write up a paragraph.  RAV testing should be done at Colingdale.  KB 
pointed out this is a very slow turn around.  KB asked when should a RAV be performed.   
 
Merck – KB 
 
KB asked for clarification around the use of ribavirin based on information supplied by 
Merck.  WG felt Ribavirin should be used in difficult to treat patients using the standard 
Ribavirin dosing. 
 
Action: WG to finalise the Merck protocol. 
 
Date of Next Meeting 
 
Tuesday 7th March 2017 at 18:00.  Venue to be advised.  
 
Meeting closed: 19:15. 
 
 


