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Present:
Shaben Begum Vice Chair Long Covid Scotland
Joseph Carter Head of Devolved Nations NHS Lothian
Allan Cowie Director of Services Chest Heart & Stroke Scotland
Helen Goss Lead Representative Long COVID Kids Scotland
Ross Grieve Health and Wellbeing Manager Thistle Foundation
Margaret McKeith Assistant Director Alliance
Davie Morrison (Chair) Participation & Equalities Manager NHS 24
Apologies:
Rob Gowans Policy & Public Affairs Manager Alliance

In Attendance:

(minutes) Assistant Programme Manager NHS NSS
aryn Robertson Senior Programme Manager NHS NSS
1 Welcome, Apologies & Introductions

Davie welcomed everyone to the first meeting of the group. Individual introductions were given.
Davie took the opportunity to promote NHS inform as a good source of information on Long Covid
with content available in 15 different languages and alternative formats. The more people who
access the site, the more there was to evidence the demand in maintaining provision of
information.

Helen was pleased to announce the launch of the new Support Guide which was developed in
collaboration with many other charities, and experts in the scientific and medical field. It was a
living document and would be reviewed every quarter as new information and evidence emerges.

The link to the document to be shared with the group. Action: Helen Goss
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https://www.nhsinform.scot/search?q=long+covid&locpt=55.378051%2C-3.435973&ds=&tab=inform

2 Draft of Terms of Reference

Recently circulated was the draft Terms of Reference and the group took the time to review that in
detail.

Section 3 — “managing long-term effects of COVID-19 (sometimes referred to as Long COVID)”
was agreed to be changed to “managing long-term effects of COVID-19 (Long Covid)".

The current spelling of Long COVID was agreed to be changed to Long Covid.

Action:
The next sentence ... “has created health and wellbeing impacts for those affected anM
pressure for NHS services to manage. To support NHS Boards/ Health and Social Care
Partnerships to deliver services”. That was queried in the sense that support was
multidimensional and not the NHSs sole responsibility to treat and manage. Karyn acknowledged
the point and clarified that Scottish Government specifically tasked NHS with that piece of work,
whilst recognising there were other pieces of work ongoing, for example, Chest Heart & Stroke
(CHSS) support service which did not sit directly within the remit of the Strategic Network. Karyn
offered to raise the point with Scottish Government, explaining that the group were keen to have
that widened out to include all services and support for people with long term effects of COVID-19.
An update would be provided. Action: Karyn Robertson

Section 5 Membership — The group were asked to consider whether there were any gaps in
representation on the group. It was agreed once Alliance had built up their Network, that a few
people with lived experience from that Network should be invited to join the group. Equally,
recognising the group should remain manageable in terms of numbers.

Michael MacLennan, Chief Executive of Covid Aid charity was suggested as a new representative.
In the absence of a representative from Long Covid Scotland at today’s meeting, a final decision
would not be taken until all members were cited. The point would be raised within an email to the
whole group for a decision. Action:

Section 7 Decision making — Karyn provided clarity on the mechanisms and framework of the
Strategic Network in that the Steering Group would draw together the pieces of work from this
group and how we take that forward. The Strategic Oversight Board had the overall responsibility
of the work of the Network. Although should this group feel that the Steering Group were not, for
example, considering pieces of work / views strongly enough, there was the ability to escalate
directly to the Strategic Oversight Board.

Section 8 Frequency of meetings — The group were asked to identify other routes of
communication other than meetings, and it was suggested a private group channel be created on
Teams to share information. Members collectively declined the offer, citing the main reason was
the difficulty accessing channels as they were all “NHS guests”. Email was the preferred option.
The Terms of Reference would be reviewed again within the third meeting of the group.

Action: [N
3 Overview of and current position of the Strategic Network
Karyn provided a presentation of the current position of the Strategic Network. The strategic
framework (at the end of the Terms of Reference) was discussed, and this group was one of the
three central working groups. This group would look at how we gather the priorities and the needs
of people with lived experience and then how we feed that into the Steering Group. Equally, it was
important the work from this group feeds into the other two working groups: Service Planning and
Clinical & Subject Matter Expert Group. Joseph enquired how the work from each of the working
groups would flow into each other. Karyn explained that had not been fully discussed, but once the
Steering Group was established the expectation would be for them to share the work with all the

groups and then for that information to be shared via members of this group to the lived experience
community, and for them to have the opportunity to feedback into the Network.

The various facets of the framework were still a work in progress and the timeframe for those to be

set up and established would be by the end of Summer. In terms of the timeframe, the Network
infrastructure would be established not the service delivery piece. The purpose of the Network
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was to drive service improvements, move forward priorities by monitoring and improving on them
and work with Health Boards. It was the responsibility of the Boards to deliver the services.
Clinical leadership for the Network was also being considered.

Recognising Long Covid was an evolving area and the Network had to be flexible and agile. The
span of the Network was a 3-year piece of work when at the end of the term an exit strategy would
be developed to begin mainstreaming the work into the Health Boards to take forward.

The wording in the framework referred to “patient priorities” within the remit, and the group agreed
to avoid that term and change to “people / people with lived experience of Long Covid”.
Action: Karyn Robertson

It would be beneficial to create a map of services, to identify what was available in each Health
Board to inform people and Primary Care what information / resources were available to them
locally. Action:

4 Overview from 3 sector organisations

Alliance

Margaret informed the group that Alliance was setting up a Long Covid Network and part of the
Network was a Steering Group where Margaret, Joseph and Allan were all members. The chair of
the Steering Group was Kerry Ritchie from Alliance.

Alliance recently commissioned a piece of research around access and social support for Long
Covid, led by Hannah Tweed, Policy Team within Alliance, Emma Miller, Researcher, Strathclyde
University and Allan Cowie was also involved. The report should be published mid-summer and
would be shared with group. Action: Margaret McKeith

A Local Information System for Scotland (ALISS) had developed a specific section on their website
for Long Covid, although unsure whether that was live or not yet. When launching the Alliance’s
Long Covid Network in June / July, ALISS would be promoted at that time.

Karyn enquired if Alliance had Community Engagement Officers working within the organisation.
Margaret confirmed they had Community Link Workers, which was a separate programme, who
they do work closely with when they were doing any lived experience work.

Asthma & Lung UK

Joseph explained the current focus was the launch and publicising of the new Long Covid
diagnostic tool, which aims to signpost people with Long Covid symptoms into the right places and
make sure they visit their GPs. The development of the tool was following feedback of the
relatively low numbers of people fully diagnosed with Long Covid across Scotland. No report at
present to indicate numbers of people interacting with the tool and whether that could be broken
down further by people from Scotland, but if that could be available it would be shared with the
group. Action: Joseph Carter

Chest Heart & Stroke Scotland (CHSS)

The charity was commissioned by Scottish Government to create a support service for people,
utilising the advice line led by Nurses and Allied Health Professions (AHP’s). A proposal was then
submitted to Government that there should be something running in parallel to the diagnosis and
treatment work happening in General Practice. Work then began with NHS Lothian to create a
digital solution that GPs could refer people with Long Covid into and that system (Tailored Talks)
was now being piloted across 20 practices with 40 patients onboarded. The solution allows people
to do a self-assessment and GPs use that information to provide information tailored to the
individual’s needs. People were then offered the choice whether they wished to follow up with
CHSS to talk them through issues such as pacing, breathlessness, and those interventions would
last up to 12 weeks. Following that people could be referred to other services, either internally or
externally.

If the digital platform proved to work well, it could be rolled out across Scotland and used for other
conditions.
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Long Covid Kids Scotland

Launching the Support Guide and working on endorsements for that, with Child and Adolescent
Mental Health Services (CAMHS) and School and Public Health Nurse Association having already
endorsed it.

Helen explained that work was ongoing to ensure support services were watertight and safe
guarded as the organisation worked with children.

A new parent forum had been launched on the website, as well as “chat box” for children which
was separated into different age categories. The hope was the page would be valuable for
children to connect with other children.

Also working on co-production of new biomedical research in children which was taking place in
USA, which was very exciting as there was little research in children.

Thistle Foundation

Working in partnership with Scottish Government to support them in delivering on their national
rehabilitation framework, post pandemic. Part of the framework was the model of rehab and self-
management to be rolled out over the next 3 years across Scotland. The common features of that
framework were to support people to be referred within Primary Care at the right time to the right
people. Ensuring the project model would mean that people get access to support regardless of
where they live in Scotland.

Long Covid Scotland

Shaben emphasised that Long Covid Scotland’s membership was people living with Long Covid.
Different strands of work included developing a Long Covid Manifesto for local elections and
recently held a successful hustings event where some of the main political parties were
represented.

Conducting research into the employment experiences of people with Long Covid particularly
around phased returns and reasonable adjustments. Both these concepts were important
safeguards in employment legislation, although they seem only applicable to some professions.
The research paper would be published in the next few weeks.

5 Strategic direction

Following on from the discussions today and hearing about the amount of work being completed
and/or underway within each of the organisations, lends itself to begin capturing that within the
map of services that could be shared with clinical colleagues to provide them with that information.
In addition, if there were any support services or contact details / links that anyone wished to share
with us that could be incorporated into the map and use that as a living document to be continually
updated. Action: All

6 Any other business
No other business noted.

7 Date and Time of Next Meeting
Agreed to meet before the summer holidays. A doodle poll of dates in June would be circulated.
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