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MEETING MINUTES — APPG ON LONG COVID

Date: 3™ December 2025
Time: 10:00am — 11:30am
Location: Room U, Portcullis House

Present

Parliamentarians:

Chair - Jo Platt MP (JP)

Jonathan Davies MP (JD)

Tess Bowyer for Jim Dickson MP
Melisa Kuipers for Will Forster MP

Secretariat — Long Covid Support:
In person: Jo Dainow (JDW), Nigel Rothband (NR), Nikki Smith (NS)
Remote attendance: Yanto Evans (YE), Margaret O'Hara (MOH)

JP welcomed all to the meeting.

1. Overlapping lliness Alliance (OIA)

NR gave a summary of the recent OIA event held at Parliament. Over 50 MPs and Peers
attended the launch of this powerful alliance. 80% of the MPs had been contacted by
constituents about the event, asking them to attend; one MP at the event commented that
they had received the most letters they had ever had about a single event.

A simple booklet guide on the OIA has been produced for MPs and Peers, highlighting how
they can support the OIA and constituents. JD requested some of the booklets. JP will
arrange for booklets to be sent to all MPs.

NR explained this is just the start of the OIA, there are plans to expand to include other
relevant iliness organisations and there will be another OIA event. He thanked those who
attended the launch, and also paid tribute to MOH for all of her work for Long Covid Support
as part of the OIA.

Discussions took place on possible further actions, such as with the APPG on Health, the
Health Select Committee, the Backbench Business Committee, and a Westminster Hall
Debate.

OIA Website: https://www.overlappingillnessalliance.org.uk

2. Long Covid Data Per Integrated Care Board (ICB)/Health Board

NS outlined that Covid and Long Covid are barely mentioned publicly, yet the issues are
ongoing for both adults and children, with reduced support for people with Long Covid and
significant impact on education, the workforce, the health service and the economy to the
extent of billions of pounds.
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Data on prevalence of Long Covid in some of the UK’s ICBs and Health Boards was
presented by NS, to provide MPs with information on what the situation is in their area. The
data have been gathered and calculated from ICB/Health Board population figures and
findings from the 2025 NHS England GP Patient Survey, and were presented in a handout.

Information was explained to JD for the NHS Derby and Derbyshire ICB: There are over a
million people within that ICB. The 2025 NHS GP Patient Survey shows 4.4% of people in
that ICB who answered the survey said they have Long Covid, and an additional 9.5%
answered that they were not sure if they have Long Covid (suggesting they have some
ongoing symptoms that could be Long Covid). This indicates there are nearly 50,000 people
within just that one ICB with Long Covid, and over an additional 100,000 people who could
have it.

Information was provided to JP for the NHS Greater Manchester ICB: There are over three
million people within that ICB. The 2025 NHS GP Patient Survey shows 4.7% of people in
that ICB who answered the survey said they have Long Covid, and an additional 10.3%
answered that they were not sure if they have Long Covid. This indicates there are nearly
150,000 people within that ICB with Long Covid, and nearly an additional 330,000 people
who could have it.

JP responded that the numbers are staggering. NS agreed and an outline was by NS/MOH
that despite these numbers, and funding for Long Covid services having been provided to
ICBs, several Long Covid healthcare services have closed or have cut back on what they
offer, leaving many people with Long Covid with no care despite ongoing debilitating
symptoms affecting ability to work. Further explanation also given on the heterogenous (and
often very limited) nature of what Long Covid services offer, where they do exist. This raises
the question of what the money has been used for.

JD underscored the strength of constituents writing to their MPs. He attended a local Long
Covid peer support group after being contacted by one of his constituents, and highlighted
the significant impact it had on him.

Discussions were held on what actions are to be taken, including Long Covid Support
providing further information to MPs for them to write to their local ICBs/Health Boards and
encouraging people with Long Covid to write to their MPs.

JP requested the Secretariat prepare a report on this to compile evidence for the APPG to
work on next year and for JP to circulate.

3. Overview of Work So Far

JDW outlined the main work of the APPG since forming nearly a year ago. This included:
APPG meeting in February 2025 with guest speakers Prof. Danny Altmann and Prof. Helen
Ward along with the Secretariat giving a Long Covid status update; Letters sent to Ashley
Dalton MP and Wes Streeting MP; A joint meeting in the Spring with the APPG on ME - the
first part with Sir Stephen Timms MP speaking and listening to concerns on proposed PIP
changes, followed by talks from Prof. Danny Altmann, Dr. Binita Kane, Prof. Chris Ponting
and Prof. David Strain; Follow-up meeting with Sir Stephen Timms MP and Dr. Gail Allsopp
(Chief Medical Advisor, DWP); APPG meeting in the summer with guest speaker Prof. Chris
Brightling talking on next steps for focusing Long Covid research on drug targeting and
therapeutics; Letter sent to Jonathan Marron (then Director General for Primary Care and
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Prevention at DHSC); The Secretariat applied to be in the Steering Group for the Stephen
Timms Review; Several written Parliamentary questions submitted; Conversations between
the Chair and other Long Covid related individuals/organisations.

MOH provided an update on Long Covid research developments, including a research
showcase event at which MOH spoke that was held by the MRC and NIHR in November
2025 on post-acute infection conditions, and the recent NIHR EME funding call for post-
acute infection syndromes including Long Covid and ME/CFS that closed for applications on
2" December 2025. JP commented that although there are some overlaps between Long
Covid and ME, they are different conditions. JP requested that the APPG keeps following
progress in Long Covid research.

4. UK Covid-19 Inquiry

JDW outlined Long Covid Support’s involvement with the Inquiry as part of the Long Covid
Groups (with Long Covid Kids, Long Covid Physio and Long Covid SOS) and that a report
came out recently from the Inquiry on core decision making and political governance. Letters
have been written by the Long Covid Groups’ legal team to the Cabinet Office and the
DHSC. There is a response time for the Cabinet Office to come back of three months. JD
proposed that he and JP can submit questions on that if there is no response.

Currently the Economics module is taking place. Mike Ormerod from Long Covid Support
was recognised and thanked for the powerful evidence he recently gave.

Proposal made for the economic impact of Long Covid to be discussed in detail at an APPG
meeting next year.

5. AOB

AGM to potentially be held in January 2026. Update report and agenda for the year to be
presented.

Other discussions were held on potential work in relation to:
- Submitting questions for PMQs;
- Having sessions with people with severe Long Covid and carers of people with Long Covid;

- Alleged overdiagnosis of conditions/people not believing conditions are real, which is also
being experienced with other conditions such as ADHD and autism;

- Impact of Long Covid on healthcare workers.

6. Actions and Updates on Previous Actions

Action Who/Update

Provide OIA booklets and JP to then send out to MPs Secretariat/JP

Draft letter and provide data for all APPG member MPs to write | Secretariat - In Progress
to local ICB/Health Board (all MPs to then send)

Members of the public to be encouraged to contact their MPs Secretariat
regarding Long Covid issues, especially access to health care
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Prepare report on ICB/Health Board Long Covid data Secretariat
Incorporate in to 2026 work programme an event on the topic Secretariat
of claims of over-diagnosis/disbelief of conditions
Consider future potential work with OIA Secretariat/JP

Send/follow-up on letter regarding Covid vaccine eligibility

Secretariat/JP — In progress

Draft/send letter to Jonathan Marron (then Director General for
Primary Care and Prevention at the DHSC)

Done

Draft/send letter re. specifically mentioning Long Covid in
research funding calls and to ask for a Long Covid theme in

Done (raised at MRC/NIHR
research showcase event in

meeting and Covid/Long Covid prevention matters

the next round of funding for BRCs November 2025)
Follow up with Sir Stephen Timms re. meeting about Timms Done

Review

Follow up with Ashley Dalton re. invite to APPG on Long Covid | Done

EN
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