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Steering Group Meeting
Scottish Systemic Vasculitis Network (SSVN)

Date: Thursday 13th August 2020
Time: 1pm until 3pm (followed by APR)
Venue: Microsoft Teams 

In Attendance:
Prof Nick Fluck (Chair)	Lead Clinician, Medical Director, NHS Grampian
Dr Neil Basu	Senior Lecturer & Honorary Rheumatologist, University of Glasgow
Mrs Adrienne Currie		Charity Trustee, The Lauren Currie Twilight Foundation
Dr George Chalmers	Consultant in Respiratory Medicine, NHS GGC
Dr James Dale		Consultant, NHS Lanarkshire
Dr Neeraj Dhaun		Consultant Nephrologist, NHS Lothian
Dr Paula Dospinescu	Rheumatologist, NHS Grampian
Mr Michael Durkan		Programme Manager, NHS NSS
Dr Colin Geddes		Consultant Nephrologist, NHS GGC
Mrs Mary Glen		Network Programme Support Officer, NHS NSS
Dr Rosemary Hollick	Senior Clinical Lecturer & Rheumatologist, NHS Grampian
Mrs Claire Lawrie	Senior Programme Manager - Information Management Service, NHS NSS
Dr Elizabeth Murphy	Consultant Rheumatologist, NHS Lanarkshire
Dr Ruth Richmond		Consultant Rheumatologist, NHS Borders
Ms Karyn Robertson	Senior Programme Manager, NHS NSS
Dr Matthew Rutherford	Renal Registrar, NHS GGC

Apologies:
Dr John McLaren		Consultant Rheumatologist, NHS Fife


1. Welcome, Introductions & Apologies	
Members were informed that an SSVN channel had been set up on Microsoft Teams, as well as sub group channels.  These would act also as a route of communication regarding the activity of the groups, with the aim of reducing the use of email.  A work planner would also be introduced, as well as a document folder which all members would have access to.  The patient database, PowerApp was also set up within Teams, enabling direct access for colleagues to log data.  The overall aim of Microsoft Teams was to ensure a more streamlined collaboration between all members.

Members were asked to be aware of the various levels of access colleagues have to Microsoft Teams, and also to Office 365 recently rolled out.  

Prof Fluck highlighted the value of Microsoft Teams regarding the ability to accommodate many members, and capacity to invite many more to join meetings, therefore, welcomes all colleagues interested to join the groups to do so.

2. Minutes and Actions from previous meeting held on 1st June 2020
The minutes were agreed as an accurate record.

Actions:  It was confirmed that:
· The launch event feedback report had been issued to all members as agreed at the previous meeting, and this would also be available on the SSVN Teams file set up.
Action: Mrs Glen
· Prof Fluck, Mr Durkan and Dr Hollick had been in communication regarding Dr Hollick’s role in chairing a SSVN Clinical Care Group, as well as supporting the creation of the Terms of Reference for the group, and that this piece of work was ongoing.
· Dr Basu and Dr Bean were now the established leads for the Research, Data & Audit Group.
· Dr Stevens had chaired two meetings of the Education & Training Group.
· The Communications Strategy had been issued, and an update would be given on this later in the meeting.
· A meeting was still to be arranged with the Lauren Currie Twilight Foundation to discuss the proposal regarding the nurse led helpline.

3. Short Life Working Group Updates
a	Research, Data & Audit
Mrs Lawrie provided an update on the current status of data collection.  Mrs Lawrie explained that the PowerApp was initially set up in response to the COVID outbreak and focused on the specific fields required to collect COVID data from patients with rheumatological conditions.  To date it however only held data for three patients. The app had now been amended to meet the initial data requirements of the network. Data could now be entered onto the app for Vasculitis patients or COVID patients. The PowerApp was available within Microsoft Teams, with a member(s) in each health board identified as a key user.  Members were asked to contact nss.ssvn@nhs.scot if they knew of any colleagues who still required access.  

Prof Fluck asked members to feedback to the network, any issues experienced.  Mrs Lawrie agreed to share with members a list of all current users.
Action: Mrs Lawrie
Some PowerApp issues discussed:
· Dr Richmond explained she had received an error message when inputting a CHI number. An error message of “not a valid CHI number” was reported.  Mrs Lawrie agreed to cross check the IMS CHI numbers with SCI store.  She explained that the app was set up to pulled demographics directly from SCI store.
Action: Mrs Lawrie
· Mr Durkan advised of a known issue with the copy and paste function, meaning all patient data had to be manually completed. This was being investigated by the developers.
· It was noted that the leading zeros on the CHI number were being overridden, therefore, causing erroneous CHI matches. This was a common issue for data systems.

Mrs Lawrie agreed to look into the three known issues above.
Action: Mrs Lawrie

Mr Durkan suggested that a section be added to the user’s channel on Teams to help support any issues/frequently asked questions.
Action: Mrs Glen

It was agreed that a PowerApp training session would be set up via Teams.  
Action: Mr Durkan/Mrs Lawrie

Given that the PowerApp would be subject to ongoing updates based on user feedback and meeting user needs, it was agreed that a PowerApp update be included as a standing agenda item for the foreseeable future for Mrs Lawrie to address.
Action: Mrs Glen 
 
It was advised that only one patient at a time could be manually entered on the PowerApp, however, the potential to have batch data entry would be of benefit. Mrs Lawrie had cross matched the data fields, which would potentially provide the ability to have an excel or a common delineated file to enable a batch entry.  It was highlighted that Aberdeen and Glasgow would shortly be able to supply an excel data sheet (regardless of patient vitality) to enable testing of this theory, as well as giving the ability to generate a local or national report.  It was agreed that any patient identifiable data be sent to Mr Durkan only to enable him to save it accordance with governance guidelines.

Mrs Lawrie explained that due to the low numbers of COVID patients logged on the system, the agreed monthly reporting had not been possible. In order to enable them to design a usable report more data was required.  However, once more patient data was available, Mrs Lawrie would work with members to design a suite of reports.  The option to hold a SLWG data workshop in the next couple of months was agreed to review the reporting output.  
Action: Mrs Lawrie

Dr Basu explained that as part of COVID, they already had an N=80 spreadsheet available, however, it was noted that those fields may not fit exactly with the current fields.  Dr Basu and Mrs Lawrie agreed to take this topic off line and discuss separately.
Action: Dr Basu & Mrs Lawrie

Prof Fluck discussed the value of including access to research studies, and/or projects for Scottish patients with some very high level entry criteria.  This information would be completed when patient data was being entered, or at reporting point, highlighting a possible diagnostic code regarding any active studies for that particular patient.  

Dr Basu discussed this further with regards to the marketing of existing multi-center opportunities for patients across Scotland to participate in research.  Dr Basu also highlighted the bureaucracy involved in the process of randomized clinical trials and the delays and/or disappointment this could cause for patients.  It was therefore, suggested that it be ensured that governance was in place for any studies before selecting patients.  Dr Basu asked that this be a major deliverable which the MCN support over the next few years. Use the MCN as an exemplar project from the R&D perspective, to state that all health boards were one entity regarding R&D approval systems in the context of rare disorders such as Vasculitis, and for the efforts of local Principle Investigators across Scotland to not be duplicated.  Therefore, anyone who was a member of the MCN, would receive authority to be recruited to study, regardless of their base.

Prof Fluck agreed that facilitating research access was a critical aim of the network and that he would help explore the possible role the SSVN could play in direct engagement with the Public Benefits and Privacy Panel and the R+D Permissions service for Scotland.  

Dr Murphy suggested that members consider the successful clinical trials process which Haematology regularly used for patients in a similar situation.

Dr Basu discussed the biological therapy of patients with non ANCA Vasculitis clinical trial study which he was setting up in Glasgow in the new year, funded by the NIHR.  This involved patients with relapsing polychondritis, and IgG4 disease, amongst others.  Such rare diseases were not seen in health boards very often, and this could be used as a test to see what could be achieved in Scotland. Prof Fluck confirmed he would scope out which route approval of this study could go through. Dr Basu agreed to share the protocol with Prof Fluck and Mr Durkan, and would liaise with the Cambridge Co-ordination Team to agree the next steps.  
Action: Dr Basu, Prof Fluck, Mr Durkan

Dr Basu explained that himself and Dr Dhaun had met once per month as part of the Research, Data & Audit Group, but currently it was still informal.  It was agreed that a relevant channel would be set up on Microsoft Teams.
Action: Mrs Glen

Prof Fluck and Mr Durkan would provide support with regards to creating a Terms of Reference, membership list, and general infrastructure.
Action:  Dr Basu, Prof Fluck, Mr Durkan

It was agreed that an agenda be created and include the topic of Pathfinder Project for Multi-Center Patient Study.
Action: Mrs Glen
 
		b.	Engagement, Education & Training
In Dr Stevens absence, Dr Rutherford explained that two meetings of the group had
taken place. The group currently had five members – Kate Stevens (Consultant
Nephrologist), Lucy McGeoch (Consultant Rheumatologist), Laura McGregor
(Consultant Rheumatologist), Renua Aiyegbusi (Specialty Trainee Nephrology), and 
Dr Rutherford, (Specialty Trainee Nephrology)

The work of the group had been divided into two areas – Education and Guidelines.  Their initial approach had been to carry out a scoping exercise of current available resources.  Useful resources for trainees, specialists and non-specialists had been collated in relation to education and Dr Rutherford would share this with members via the Teams channel.  
Action: Dr Rutherford

The group also planned to undertake an education and consultation approach, and with the support of Mrs Glen, issue an adapted learning needs analysis to physician trainees, consultant physicians, and other specialty areas interested in Vasculitis, to source their learning needs. Prof Fluck also suggested the consultation be issued to specialist nursing and ophthalmology.  Members were informed that mini focus groups would be created later on in the year to reach patient, public, and primary care community for feedback on the services they wished from the network and that a patient representative had been appointed to be involved in this piece of work.    

Dr Hollick informed members that she had patients who had volunteered themselves for clinical studies.

Members agreed with Dr Dale’s comment regarding being mindful of ensuring patients were consulted on how they would like to be engaged with.

Dr Hollick gave members a brief overview of the Voice study she was involved with which was funded by Versus Arthritis.  The aim of the study was to compare patient data they held for Scotland with ICD10 codes for ANCA Vasculitis and compare this against a service map to review the services across Scotland and to make recommendations in order to optimize services and care for vasculitis patients.  The service map survey was due for release soon.  Dr Hollick explained that this piece of work was supported by the Managed Clinical Network as well as UKVAS.  To ensure a successful rollout of the survey engagement would need to be clear by contacting services individually and to clearly explain the aim of the survey.  

Prof Fluck suggested that this survey be used as a platform for the planned site visits by the Managed Clinical Network Team and to help them complete the survey on behalf of their health board. The data collected would enable Dr Hollick and her team to visit and establish more detailed data, with this data forming a key part of the network annual report and reflecting the redesign of services due to the impact of COVID and in turn enabling the network to influence the model of service delivery and improve patient care.  Members welcomed this study and its approach.  

Prof Fluck and Mr Durkan agreed to chat further with Dr Hollick off line to establish the next steps on how to take the site visits forward.
Action:  Prof Fluck, Mr Durkan, Dr Hollick



3. Workplan
Mr Durkan talked members through the workplan to ensure agreement that no activity had been overlooked and to offer members the opportunity to be involved in other pieces of work.

· Service Agreement and Terms of Reference
Mr Durkan agreed to send members the networks draft Service Agreement and draft Terms of Reference.
Action: Mrs Glen 

· Website
It was highlighted that the website, which was currently in its early stages, could be populated with some valuable resources and signposting becoming available via the working groups, as well as the background of the network, governance and workplan.  A demonstration of the website was agreed as a next step, as well as the importance of keeping the website current and up to date.
Action: All, Mrs Glen 

4. Royal College of Physicians & Surgeons, Glasgow
Dr Murphy informed members that the offer still stood for the college to sponsor a Vasculitis symposium.  It was initially thought that this may take place in 2021.  Dr Basu confirmed that there were no plans for the SSR to hold a rescheduled meeting in 2021, therefore, minimal risk of both events clashing.  Dr Murphy agreed to liaise further with the Education & Training Board and review possible dates of which may be late 2021/early 2022 to hold the symposium.  
Action: Dr Murphy

Dr Murphy encouraged members to consider key note speakers and the structure of the day This would inform the development of the initial programme. Members were also asked to consider if they would be interested in being a member of the organising committee.  Given the climate of COVID, it was agreed that there was still uncertainty whether or not this event would be face to face, all online, or a hybrid approach, all which would bring its benefits and disadvantages.  Dr Murphy welcomed any ideas and thoughts over the next few weeks and months.
Action: All

It was noted that the cost of the event could potentially be covered via the networks £5,000 annual budget, with the college arranging the hosting and marketing of the event. Further detail was required and would form part of the discussion at a planning meeting.

5. Communication Strategy
Ms Robertson gave members an overview of the network communication strategy, approach and the results received from the communications survey issued to all members a few weeks prior to the meeting.  The presentation and survey results would be available on the SSVN Teams Channel.
Action: Mrs Glen

Overall, the survey results showed that, of the members who responded, everyone was in agreement of the overall aims of the network.

It was raised that a key requirement clinicians needed from the MCN was a clear pathway for very complex vasculitis patients on an individual basis across Scotland.  It was confirmed that this could be achieved via the Pathways Group and would be communicated out via the Communications Strategy approach.

Dr Murphy suggested the use of patient narrative to reflect the experience of how fragmented and disjointed the patient journey of care had been and use these as an example to show why the network had been established. This could also be used as a baseline to benchmark against progress.  Dr Hollick confirmed that her study had received patient permission to use their own experiences, as well as video interviews.

It was agreed that each of the working groups should ensure clear communication with one another regarding network activity, as well as ensuring clear communication with the wider community.  

Mr Durkan suggested a stakeholder update on the website following each steering group, to share updates on what was discussed, what was being dealt with and progress against those areas.
Action: Mr Durkan, Mrs Glen

Prof Fluck also suggested short video messages be made available to relay updates of each of the SSVN groups.  These had already been well received for other areas.
Action: Mr Durkan, Mrs Glen

Mrs Currie suggested the network link into charity websites with regard to patient information sharing, via a website page or charity blog

6. AOCB
a. Shielding
Dr Murphy explained that she was a member of the Scottish Advisory Group for Shielding.  This group had collated the views of patients who had been immunosuppressed through shielding, the concerns which had been raised regarding those vulnerable patients in the event of future epidemics/spikes and how the shielding process had not been a perfect solution for them all.  Dr Murphy offered to take any feedback members had regarding issues faced by Vasculitis patients to the group.   

Dr Murphy confirmed the positive impact and influence the network had on the decisions of the group in terms of which patients should shield.  The data provided to them by Dr Basu in relation to both vasculitis and rheumatic diseases, helped infer the impact on immunosuppression patients by confirming that the drugs they were on did not require certain patients to shield.  

Dr Geddes highlighted the importance of the data and how it also reflected the significant cost to not treating patients in the first wave of COVID with a significant disease, due to fear around their outcomes.  This data borne out that some patients should have been treated as aggressively early on and that treatment should not have been withheld. This cost should be clearly made to politicians as COVID moved into the recovery phase.  Prof Fluck shared that there was recognition that the approach taken was a very cautious approach, but there was awareness to not repeat it.  The Four Nations Group was reviewing the approach also taken.

b. Engagement with Industry Partners
Dr Basu informed members of the keenness for industry to engage on various levels with the NHS.  Given that there would be various conflicting opinions regarding engaging with industry, it was suggested that a stakeholder survey be issued to members to collate individual opinions and share at the next steering group meeting.
Action: Mr Durkan, Mrs Glen

7. Date of Next Meeting
12th November 2020.
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	Chair                           Keith Redpath
Chief Executive           Colin Sinclair
Director                        Fiona Murphy

NHS National Services Scotland is the common name of the Common Services Agency for the Scottish Health Service
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