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Steering Group Meeting
Scottish Systemic Vasculitis Network (SSVN)

Date: Monday 1st June 2020
Time: 10am until 12pm
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 Neeraj Dhaun		Consultant Nephrologist, NHS Lothian
Mr Michael Durkan		Programme Manager, NHS NSS
Dr Sara Else			Consultant in Rheumatology, NHS Forth Valley
Mrs Mary Glen		Network Programme Support Officer, NHS NSS
Dr Robert Hunter	Honorary Consultant (Nephrology), NHS Lothian/University of Edinburgh
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 Kate Stevens		Consultant Nephrologist, NHS GGC

Apologies:
Dr James Dale		Consultant, NHS Lanarkshire
Dr Rosemary Hollick	Senior Clinical Lecturer & Rheumatologist, NHS Grampian
Dr Lucy McGeoch		Consultant Rheumatologist, NHS GGC
Dr Neal Padmanabhan	Consultant Nephrologist, NHS GGC


1. Welcome, Introductions & Apologies				
Introductions were given by those in attendance.

Prof Fluck explained that since the outbreak of COVID-19, the network was now in a position to move forward and continue from where it left off in March 2020. The purpose of this meeting was to discuss the current work plan for 2020/2021 and what adaptations may be required in light of COVID-19.

2. Network Launch Feedback					
Mr Durkan informed members that the network launch had been an overwhelming success.  The venue had not been suitable for everyone in relation to location, but overall very positive. This had been in part expected as it had been difficult to find a central venue with good parking and public transport links. It was agreed that Mrs Glen would issue the event feedback to members.
Action: Mrs Glen

It was agreed that many of the objectives agreed for the network were already captured in the 2020/2021 Work Plan.  It was agreed that this meeting would review the Work Plan for any additional objectives, as well as modifying it in light of the current circumstances. 

3. Work Plan 2020/2021 / COVID Impact		
Clinical Pathways of Care and models of care delivery were discussed. Members shared their experiences of patients who were shielding and provided recommendations and advice for monitoring, review and clinic structure for immune-compromised patients. 

Prof Fluck welcomed feedback from members:

Dr Richmond explained that despite having a care plan in place, they were fortunate to not have any active Vasculitis patients requiring additional treatment.   

Dr Basu explained that at the beginning of the outbreak, his rheumatology colleagues in Glasgow Royal were deployed to other locations, which in turn meant he was responsible for protecting his Vasculitis patients, by holding consultations via phone to avoid them having to visit the hospital.  During this period, prescribing of Rituximab had greatly increased.  He explained that the challenges faced each week meant his perception of the correct model of care for his patients constantly changed, instilling the need for a care plan to be agreed to support the current health crisis for the next year or two.  The plan should agree which patients attended hospital for assessments in a controlled environment.  Currently this was approximately 20% of patients, but could rise closer to 40%.  It was agreed that Vasculitis patients should attend hospital for all tests/treatment, as opposed to attending their GP and hospital (a one stop shop).  

It was noted that patients with active issues still required a face to face consultation.  However, patients in more remote areas were attending local clinics for urine and blood tests.  Across rheumatology, approximately 25% of patients still required a face to face consultation.  Dr Murphy advised that NHS Lanarkshire had been able to allocate a non-acute site to allow these patients to attend clinics.

Dr Dhaun explained that NHS Lothian shielding letters issued to patients had been followed up with a phone call.  They did not stop prescribing immune-suppression drugs.  About 30%-40% of patients could be given phone consultations.  

Concern was raised regarding safe locations for immune-compromised patients when the time came to visit the hospital, and where they could be safely consulted on a face to face basis.   
  
Dr Else explained that she had not dealt with routine patients.  A helpline was available, and face to face appointments using telephone triage was utilized, with most patients requiring face to face consultation due to their condition flaring up.  

Dr Basu explained that his approach had changed over the years, using more immune-suppressant compared to Dr Dhaun.  However, he had now reduced immuno-suppressants on patients who had been using it for a long period of time.  There was a De-risking Team in place.  

It was highlighted that this sharing of experiences provided a valuable platform to create and agree a new model of care.  He explained that new sites were currently being considered to enable staff to safely consult patients face to face. Other areas to be discussed and agreed were whether or not treatment should be modified, advice to patients who received shielding letters, taking into consideration the 4 nations approach to these, and review of the drop in referrals for cancer assessments.  

It was therefore agreed that a clinical group be established to review these areas and establish an interim model of care.  Members were informed that Dr Hollick was currently involved in redeveloping methods of models of care on Vasculitis.  Dr Hollick’s knowledge and experience would be of great value to lead on the clinical group.  Prof Fluck, Dr Basu and Mr Durkan agreed to arrange an online meeting with Dr Hollick.
[bookmark: _GoBack]Action: Mr Durkan

4. Data Collection						
Dr Basu explained that prior to COVID-19, he had been liaising with the MCN IMS Team regarding data linkage and how to collect granular data from already busy clinicians.  There were concerns regarding patients on steroids etc, and the IMS Team were supportive in providing the Power App platform to collect data for Vasculitis patients. Following the COVID-19 situation the data collection model had changed and a platform was developed, at speed, to collect information of immunosuppressed patients with COVID-19.  It was noted that Dr Maira Karabayas in Aberdeen had been working to manually collate data all over Scotland and had produced newsletters for the community and clinicians, highlighting for them to be aware of who was most vulnerable and to encourage and support them to collate data. Due to her hard work, there had been an increase in the amount of clinicians allocating time to submit data.    

Members were informed that the Power App functionality could be used for any Vasculitis patient, with the aim of improving patient care.  It was noted that although the app had gone live at the end of May, improvements were still possible.  An update was also provided to explain that the Central Legal Office and the Caldicott Guardians had agreed that patient consent was no longer required to hold patient data, therefore, Opt In/Out forms were no longer required.

It was explained that Power Apps, available via Microsoft Teams and Office 0365, was front facing to the current Clinical Audit System (CAS) provided by MCN, and that all data provided via Power Apps would go directly to CAS.  Mrs Lawrie explained that IMS were in the process of reviewing the number of licenses required, initially looking to purchase 25 licenses (approximately 2 per health board).  To reduce the risk of burdening colleagues with the responsibility of holding a license and inputting data, Prof Fluck explained that if it proved otherwise, funding could be sourced to buy additional licenses if necessary to help share the responsibility.

It was agreed that Mrs Glen would issue the Power App link to members.
Action: Mrs Glen

Members were invited to provide feedback directly to nss.ssvn@nhs.net on the ease of use and functionality of the Power App.  Mrs Lawrie explained that that initial plan for collecting data for Vasculitis patients was still being progressed. Once data had been collected in CAS, data linkages could be made to other areas. In order for this to progress it was essential that the data set was mapped to ensure that the correct fields were in place.
  Action: Mrs Lawrie / Mr Durkan

Prof Fluck highlighted that a work plan regarding data acquisition be agreed, with links to audit and research being critical.  It was agreed that Dr Basu and Dr Dhaun would work jointly with data to co-ordinate a data sub group, of which Mrs Lawrie would be a key member.  
Action: Dr Basu & Dr Dhaun

5. Information, Education and Communication
Learning Needs Analysis – Mr Durkan explained that an NNMS LNA template was available and could easily be adapted to establish the learning needs within SSVN.   Lime Survey could be used to collate feedback and facilitate the creation of an Education Strategy.  It was agreed this could be achievable by the end of 2020.  

Information Pack – A standard new patient information pack was discussed. Shielding and services support was included.  It was agreed that hosting the pack on the SSVN website would also be a practical option. This would make it easier to keep the information as up to date as possible.  Dr Stevens agreed to lead on this piece of work alongside a senior trainee, and possibly a patient link. This was taken off line to discuss and agree in more detail.  Prof Fluck agreed this was achievable over 2020/21. 

It was noted that an information pack was already available from the Lauren Currie Twilight Foundation, the contents of this would be reviewed as part of this piece of work to establish if any further information would be required.

Action: Dr Stevens & Senior Trainee (TBC)

Communication and Engagement – It was agreed that this should be a multi-disciplinary approach to ensure all areas were engaged and kept up to date of activity within Vasculitis.    Dr Else highlighted the value of holding clinical and relevant case study groups related to COVID-19 which would suit all colleagues.  

Mr Durkan informed members that a draft Communication Strategy would be created and issued to members for review, the aim of which to identify any gaps.  Members discussed the idea of a ‘phone a friend’ which was already being used and valued by some members to discuss patient cases, and gain other opinions and experiences.  
Action: Mr Durkan
  
Prof Fluck highlighted that given the increased use and proven success of online meetings over the past few months, there was no reason why site visits and network visits could not be reinstated. This would take place virtually.  This method of meeting may also have the potential to attract other disciplines given it would easier for them to dial in rather than travel for face to face meetings.   Issues around virtual MDTs had been discussed.  It was discussed that a simple communication could be issued to colleagues requesting ideas on the development of a generic patient consultation.  Dr Murphy’s pilot of best practice on how to link with multi-professional groups was highlighted.  Prof Fluck and Mr Durkan agreed to work on a Terms of Reference. 
Action: Prof Fluck & Mr Durkan 

6. Future Priority Setting for the Network (long term objectives)
Mr Durkan agreed to update the Strategic Work Plan based on new objectives highlighted at this meeting and would issue to members for review.  
Action: Mr Durkan

Dr Basu highlighted the historical data gaps regarding nurses and training, and their constant mission to have specialised nursing available in every health board, and asked that this topic remain on the agenda. 
Action: Mrs Glen

Dr Basu also discussed the possibility of the Lauren Currie Twilight Foundation raising funds for a Vasculitis nurse helpline.  Dr Else explained that historically one of the practical things would have been to have access to case notes, however, the current climate of COVID-19 had changed this to the clinically sharing of notes on Track.  Prof Fluck highlighted the need to reduce clinical governance, and was supportive of multi-professional working.

Ms Robertson explained that some networks had worked through the service model as a whole, to identify capacity and the rational of how different parts of the service would be delivered, to look at what would be needed and who would lead it.  

Mrs Currie informed members that the Twilight Charity would be happy to fund a 3-year telephone advice line on the anticipation that when information was gathered, the Government would also provide funding.  It was agreed that it would be critical for the network to clarify what the desired outcome was and how it would be hosted.  However, NHS-24 currently hosted a similar support platform for COVID-19 with various health boards, therefore, discussions would need to take place to scope the potential needs for an additional support telephone line.

It was agreed that further discussions were needed to understand the future service model, identify gaps and then discuss possible solutions.
Action: Mr Durkan / Prof Fluck
7. Date of Next Meeting					
13th August – Steering Group Meeting - 1pm until 3pm.  Annual Performance Review Meeting - 3pm until 4pm, Venue via Microsoft Teams.
Action: Mrs Glen
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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


NSD608-005 V1 Filepath:	
		

image1.png
National
Services
Scotland




image2.png
disability
B confident




image3.jpeg
150
9001

Quiny
Mansgerent

5 507722




