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COVID-19 Recovery Committee

To consider and report on matters relating to COVID-19 falling within the responsibility of the
Cabinet Secretary for COVID Recovery and other Scottish Ministers where relevant, including—

(a) Cross government coordination of COVID-19 recovery policies and strategic review;

(b) the operation of powers under the Coronavirus (Scotland) Act, the Coronavirus Act and any
other legislation in relation to the response to COVID-19;

(c) any secondary legislation arising from the Coronavirus (Scotland) Act; and
(d) and any other legislation or policy in relation to the response to COVID-19.

@ covid19.committee@parliament.scot
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Membership

1.

The following changes to the membership of the COVID-19 Recovery Committee
(the Committee) took place since the inquiry was launched—

Siobhian Brown MSP (SNP) was a member from 17 June 2021 and Convener from
23 June 2021 until 30 March 2023.

Stuart McMillan MSP (SNP) became a member from 18 April 2023.

Jim Fairlie MSP (SNP) became Convener from 20 April 2023.

Background

2.

The National Institute for Clinical Excellence (NICE) in conjunction with the Scottish
Intercollegiate Guidelines Network (SIGN) and the Royal College of General
Practitioners (RCGP) has produced guidance on managing long-term effects of
COVID-19 (updated November 2021). This defines ongoing symptomatic COVID-19
as “signs and symptoms of COVID-19 from four to 12 weeks”. Post COVID-19
syndrome is defined as “signs and symptoms that develop during or after COVID-19
and continue for more than 12 weeks and are not explained by an alternative
diagnosis”. For the purposes of this report, references to "Long COVID” refer to

both conditions. 1

There are many symptoms associated with Long COVID, these can include
respiratory, cardiovascular, neurological and musculoskeletal symptoms. The Office
for National Statistics (ONS) reported that fatigue continued to be the most common
self-reported symptom of Long COVID (71%), followed by difficulty concentrating

(52%), shortness of breath (48%) and muscle ache (47%). 2

Individual respondents to the call for views spoke of their experience of the
condition, where they described the myriad of symptoms which can number over
200. These included severe fatigue, breathing difficulties, tachycardia, cardio-
respiratory, dysautonomia, musculoskeletal pain, neurological symptoms and skin
complaints.

According to the latest ONS figures, an estimated 1.9 million people are
experiencing self-reported Long COVID in the UK (2.9% of the population). In
Scotland it is estimated that 172,000 people have self-reported Long COVID (3.3%

of the population). 3

As a proportion of the UK population, the prevalence of self-reported Long COVID
is greatest in people aged 35 to 69 years, females, people living in more deprived
areas, those working in social care, those aged 16 years and over who were not
working and not looking for work, and those with another activity-limiting health

condition or disability. 3

The Scottish Parliament’s Information Centre (SPICe) produced a blog 410 support
the inquiry which notes that fatigue continues to be the most common self-reported
symptom of Long COVID (72%), followed by difficulty concentrating (51%), muscle
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ache (49%) and shortness of breath (48%) according to the ONS.

Scottish Government position

8. On 9 September 2021, the Scottish Government announced a £10 million Long
COVID Support Fund, which is ‘designed to maximise and improve the coordination
of a broad range of existing services across the health and social care system and
Third Sector in response to the condition.” In announcing the fund, the Scottish
Government said it is ‘engaging with NHS Boards as they co-ordinate pathways
across primary, community and secondary care services to support patients through

Long COVID recovery. S1n May 2022, the Scottish Government announced an
initial allocation of £3 million of the Support Fund. 6

9.In September 2021, the Scottish Government also published Scotland's Long COVID

Service / which sets out the key elements that underpin its approach to care and support
for people with Long COVID. This notes that its approach is based on four elements—

1. supported self-management;
2. primary care and community-based support;
3. rehabilitation support; and

4. secondary care investigation and support.
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Scotland's Long COVID service

Rehabilitation

Self assessment Clinical Hospital /

of symptoms assessment Specialist Care

Third Sector
support

Self-management

Co-ordination

Source: Scottish Government

10. At the outset of the inquiry, the Committee wrote 8 to the Scottish Government
seeking further information on the following—

Further information on the £2.5 million supported nine research projects
commissioned by the Scottish Government into Long COVID;

Details of funding allocations of the £10 million Long COVID support fund to
date and future investment plans for addressing Long COVID;

Further details on the £370,000 supported national programme of improvement
work led by National Strategic Network;

An update on the implementation of the recommendations of the National
Strategic Network on the initial priority areas for improvement in relation to
Long COVID;

Details of those people who have accessed Chest, Heart and Stroke Scotland’s
‘Long COVID support services’;

Clarification on its position on Long COVID clinics and information on which, if
any, health boards have established them;
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1.

12.

» Further details on the expert group set up to identify the capacity needs of NHS
Boards and staff in supporting people who have Long COVID;

* Whether the Scottish Government believes Long COVID should be treated as a
disability under the Equality Act 2010; and

» How the Scottish Government is meeting the recommendations of NICE
around Long COVID service provision.

The Scottish Government responded 9 in December 2022 providing further details
in relation to each of these points, including a breakdown of organisations to which
funding has been allocated for 2022-23. It highlighted that the Scottish Government
had established a National Strategic Network in March 2022 to provide national
support for building the capacity, capability and co-ordination of health and social
care services for people with long-term effects of COVID-19.

Scottish Government funding allocations

Organisation Funding amount made available (£)
NHS Ayrshire and Arran £187,554
NHS Borders £50,727
NHS Dumfries & Galloway £79,426
NHS Fife £178,051
NHS Forth Valley £142,020
NHS Grampian £254,847
NHS Greater Glasgow and Clyde £595,169
NHS Highland £119,641
NHS Lanarkshire £320,007
NHS Lothian £372,215
NHS National Services Scotland £370,000
NHS Orkney £14,716
NHS Shetland £13,676
NHS Tayside £194,620
NHS Western Isles £19,988
Thistle Foundation £87,343
TOTAL £3,000,000

Source: Scottish Government

Immediately prior to the final evidence session with the Scottish Government, the
then Cabinet Secretary for Health and Social Care (The then Cabinet Secretary)
wrote to the Committee providing an update on the funding made available through
the Long COVID Support Fund within the financial year 2022- 23. The letter
explained that, as some NHS Boards had experienced delays in recruiting to posts
and therefore not fully used their allocated funding for 2022-23, the Scottish
Government has now reallocated those unspent funds to support ten initiatives

being led by third sector organisations up until the end of the financial year 2022-23
10
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Scottish Government funding allocations

Organisation ~ Amount
Chest Heart & £28,904
Stroke

Scotland

Covid:Aid £48,745

Covid:Aid £57,600

Covid:Aid £27,750
Covid:Aid £10,000

Health and £27,750
Social Care

Alliance

Scotland (The
ALLIANCE)

Long Covid £25,000
Scotland

Scottish Ballet £3,035

Scottish Opera £86,892

Thistle Health £19,000
and Wellbeing

Description

Integration of the Long COVID support application within Chest Heart & Stroke
Scotland’s case management system. This aims to improve the patient experience by
reducing time between the acceptance of support and the onboarding of patients into
the CHSS system, and improve reporting methods and data collection.

Development of an online support community specifically for people in Scotland with
Long COVID, providing access to advice, information, peer support and webinar
events.

Delivery of Covid Aid/ Let's Get on With it Together (LGOWIT) Self-Management
Programme, providing free access to online course which aims to support people in
the management of impacts associated with Long COVID.

Development of mobile phone application for the Covid Aid Support Community.
Delivery of Long COVID advertising and signposting activity, aiming to increase
awareness of Long COVID amongst the general public in Scotland.

Delivery of a pilot programme of Long COVID Support Groups within the Glasgow City
and West Dunbartonshire Health and Social Care Partnership areas, facilitated by
Senior Community Links Workers.

Investment in systems and equipment required by the organisation to widen its impact
and reach more people. Administrative capacity to support the development of
educational resources for healthcare staff.

Delivery of the ‘Emerge’ programme designed through consultation with people with
lived experience of Long COVID and medical professionals. Aims to help people living
with Long COVID to manage symptoms, build resilience and offer time for participant
dancers to connect with others with lived experience.

Expanding course capacity on the ‘Breathe Cycle II’ project which delivers an online
programme of gentle vocal training and breathing exercises designed to re-build
physical and mental resilience.

Expansion of a national Self-Management and Rehabilitation programme, delivered
through both 1:1 support and group-based activities facilitated by Wellbeing
Practitioners and Peer Volunteers to help participants understand stress, pacing,
sleep management and exercise.

Total £334,676-

Source: Scottish Government

13.  When asked if the Scottish Government intends to increase the £10 million Long
COVID Support Funding given the increased number of people with Long COVID
since 2021, the then Cabinet Secretary said he would look to see where the
Scottish Government could possibly increase funding for Long COVID specifically.

He said— "

E2 In my role, | am more than happy to explore that, and | am certain that whoever
is in this role after me will look to explore whether that funding can be

increased.

Health boards

14. " The Committee also wrote '? to all health boards (and the Thistle Foundation and
NHS Education for Scotland) seeking further information on the following—

+ details on the current services available including information on how the
Scottish Government funding has been used;

* any barriers to service development and provision;
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» any examples of good practice; and

« details of future plans for Long COVID service provision in the short and
medium term.

15 Allthe responses have been published on the website 13 and SPICe produced a

summary 14 of responses which had been received which showed a variety of

approaches to Long COVID service provision across health boards. This is
discussed later in the report.
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Introduction

16.

17.

18.

19.

20.

21.

The Committee launched this inquiry to consider what action the Scottish
Government is taking to address Long COVID and post COVID syndrome.

The inquiry focused on the following three themes—
* Awareness and recognition
* Therapy and rehabilitation
» Study and research

The Committee issued a call for views based on these themes which ran from 12
January 2023 until 19 February 2023. It received 508 responses, mainly from
individuals with lived and living experience of Long COVID, and a summary of

responses was published on the website. 15

The Committee took evidence from witnesses during five evidence sessions on 9
February 2023; 23 February 2023; 2 March 2023; 9 March 2023; and 23 March
2023. A list of the additional written evidence that was submitted by witnesses is
provided in the annexe to this report.

The Committee was keen to speak with people with lived and living experience of
Long COVID to hear what issues they faced and what more could be done to
support them. People contacted through Long Covid Scotland met with the
Committee informally at the launch of the inquiry on 12 January 2023 and on 2
February, the Committee held an informal online discussion with people who were
contacted through Long Covid Kids. A note of the discussion from these
engagement activities is provided in the annexe to this report.

The Committee would like to thank everyone who participated in the inquiry, in
particular, those with lived and living experience. The discussions it held and the
evidence it received helped shape this inquiry and the Committee's
recommendations to the Scottish Government.
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Awareness and recognition

22.

23.

Both in written and oral evidence, the overwhelming message was that there was
not enough awareness and recognition of Long COVID by the general public,
medical professionals, educators, employers and policy makers in Scotland. The
Committee heard of the stigma associated with Long COVID and the negative
impact this lack of awareness has had on people with Long COVID or those caring
for people with Long COVID.

The summary of written responses 16 highlights views and experiences of the level
of awareness in each of these groups in greater detail. During oral evidence, the
Committee focused on understanding the impact of the lack of knowledge and
awareness of the condition on people’s experiences of seeking treatment or
support. It also focused on awareness and recognition among the medical
profession, in particular, primary care. It should be noted that the Committee
considered issues relating to awareness among employers as part of its recent road

to recovery inquiry: the impact of the pandemic on Scotland's labour market. 7 The
Committee received a response from the Scottish Government to its

recommendations in March 2023. 18

Stigma

24.

25.

26.

27.

The Committee heard of the frustration felt by people with lived and living
experience who said they did not feel listened to or believed when seeking
treatment or support for their condition. A common phrase used by respondents to
the call for views was they felt they were being ‘gaslighted’ by the medical
profession.

Bryony Graham was typical when she said 19 _

) With Long COVID being an invisible illness/disability, there can often be a
stigma from medical professionals or the general public that you are not or
should not be entitled to the support you need and often it is a true fight to have
your struggles be recognised.

Long Covid Kids also highlighted that children and young people living with Long
COVID, and their families often face scepticism from the general public who are

unaware of the condition and its potential severity. It said 20 __

B2 This further isolates the child and their family, increasing the likelihood of
mental health issues and increasing the pressure on the family unit, sometimes
leading to family breakdown.

During evidence, Sammie Mcfarland representing Long Covid Kids said 21 __

E) Stigma is a huge issue, as is bullying, for children who are living with Long
COVID. That goes back to the lack of awareness and training in educational
settings. We really need to focus on that area, because if children and young
people and educators had better awareness, stigma and bullying would be
reduced.
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29.

30.

31.

32.

33.
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These points were echoed during informal discussions with parents of children with
Long COVID. %2

Stuart Mclver representing Long Covid Scotland and Rob Gowans representing the
ALLIANCE argued that lessons had not been learned from the stigma associated

with myalgic encephalomyelitis (ME). Stuart Mclver said 21 _

E2 Unfortunately, Long COVID sufferers are becoming aware of the prevailing
attitudes around that condition. Education is central to that. | have witnessed
horrific abuse of Long COVID sufferers online, with people being attacked for
having Long COVID. For some reason, Long COVID seems to be fair game
whereas cancer and other illnesses— which are devastating in their own
way—are not.

Jane Ormerod agreed with this point saying 23 _

B2 Surely now is the time to say, “Stop. Let us realise that and do something about
it”, rather than continuing with groundhog day, which we risk doing with Long
COVID just as we have done with ME.

lan Mullen representing Covid Action Scotland also highlighted the stigma attached

to those who are immunosuppressed. He said 24 __

£ | have colleagues in Covid Action Scotland who have barely been out their door
in three years now. One of them has written a lot of articles about the open
abuse that she has received over that period of time because she has been
very vocal.

The stigma associated with Long COVID highlighted by witnesses and respondents
to the call for views was echoed in a recent study which found that 95% of people

with Long COVID reported experiencing stigma related to their condition. 25

This issue was also highlighted in an article in the British Medical Journal, "The
stigma is real for people living with Long COVID," which commented 26 __

g2 Stigma drives people underground and away from health services, contributes
to psychological distress and mental illness, and by doing so compromises long
term physical health outcomes. Non-engagement with health services and ill
health are further stigmatized, perpetuating a vicious cycle of further stigma
and sickness. Research on Long COVID stigma is still lacking, but emerging
testimonies point to two important facets: institutional discrimination and
internalized stigma.

34.

The Committee is deeply saddened to hear of the stigma faced by those with
Long COVID and greatly appreciates their input and direct engagement
throughout this inquiry.

35.

The Committee was concerned to hear of the apparent lack of any lessons being
learned from other chronic illnesses such as Myalgic Encephalomyelitis/ Chronic
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Fatigue Syndrome (ME/CFS) in raising awareness of Long COVID and avoiding
stigma around the condition, and would ask the Scottish Government whether it
has any plans to look at this given the evidence the Committee has heard.

36.

The Committee considers that the stigma associated with the condition must be
addressed to enable those people suffering from Long COVID to receive the
recognition and support they need and deserve.

General public

37.

38.

39.

40.

41.

42.

43.

A majority of individual respondents reported not being taken seriously by friends
and colleagues who consider that Long COVID is a ‘made up’ iliness which left
them feeling abandoned and extremely isolated. Numerous respondents spoke of
the perception that people affected by the condition are simply tired or lazy, rather
than suffering from a recognised medical condition.

During evidence, Stuart Mclver highlighted the limited recognition of the effects that
Long COVID has on people and the risk of multiple infections. He commented or __

g2 The fact that people have caught Long COVID, not having been aware of it as
an iliness or of the extent to which they had put themselves at risk, is an issue
that has been fed into some of our groups. Unfortunately, it is now too late.

An overwhelming number of individual respondents spoke of the detrimental impact
that this lack of awareness had had on their mental health. This view was echoed
by the ALLIANCE who highlighted its findings that a lack of recognition and
awareness of the symptoms of Long COVID can have a significant impact on
individual health and wellbeing with people reporting feelings of depression and

isolation. 28

Catherine McCormack summed up her experience 29 __

E2 People generally think that it is made up, people don't understand that it comes
and goes, some good days some bad and some terrible days. It's exhausting
having to explain all the time what you're going through because no one
actually knows what it is through no fault of their own. | struggle to understand
it at times and I'm the one living with it.

Participants during informal discussions with the Committee highlighted that Long
COVID has had a huge detrimental impact on the mental health of children with
Long COVID, leading many to develop depression and other mental health

conditions. 22

During evidence, lan Mullen representing Covid Action Scotland called for the
mental health of people with Long COVID to be considered more seriously. 30

The then Cabinet Secretary disagreed that there was a lack of awareness among

10
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the general public of Long COVID citing a YouGov poll of 1,001 members of the
public on February 2023 which found that 94 per cent of people had heard of Long
COVID and that 76 per cent of people agreed with the statement that “Long COVID
is a serious condition for those that experience it.” He said that this poll suggests

‘there is good public awareness of Long COVID, at least at a high level’. 31

The then Cabinet Secretary did say he understood the significant impact of Long
COVID on adults, children and young people's physical and mental health

explaining 2 __

£ Indeed, | have heard as much myself in my meetings with people with Long
COVID and from those in our national health service who support them. For
those who are severely affected, life can be extremely challenging.

45.

46.

The Committee was concerned to hear that the lack of recognition and
awareness of Long COVID can often have a significant negative impact on an
individual's mental health and wellbeing.

The Committee notes the overwhelming evidence that there is a lack of
awareness of Long COVID among the general public and that it is important that
the Scottish Government acknowledges the evidence received throughout this

inquiry.

National public health campaign

47.

48.

49.

50.

51.

In Scotland’s Long COVID Service 33 , the Scottish Government committed—

» £40,000 to deliver a targeted Long COVID marketing campaign in conjunction
with community pharmacies across Scotland.

» To develop and distribute a communications toolkit for primary care teams,
NHS Boards and other partners. The toolkit will include key messages,
campaign assets and relevant information on Long COVID ensuring clarity and
consistency of information available.

The Scottish Government’s Long COVID Awareness Campaign 34 highlights the
symptoms of Long COVID, has information on self-management and information on
sources of support.

The Scottish Government has focused its awareness campaign on people who are
already ill (i.e. people attending a pharmacy or primary care setting), rather than
aiming it at all members of the public.

However, despite the Scottish Government's commitment to a targeted Long
COVID marketing campaign in community pharmacies and primary care settings,
the Committee heard there was still very little awareness and recognition of Long
COVID.

Respondents highlighted problems with misinformation in relation to Long COVID

11
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52.

53.

54.

55.

on social media channels. A number of respondents suggested that a national
public health campaign should be launched to increase awareness of the condition
among the general public but also to communicate the risks associated with COVID
and developing Long COVID.

This was supported by Covid Action Scotland who said the Scottish Government
and Health Protection Scotland have “a duty of care” to raise awareness through a

national campaign. 35

A number of respondents said that a public health campaign should include

television adverts outlining the risks of Long COVID and raise awareness of the

condition. This call for public health messaging was echoed by Long Covid Scotland

who said 6 —

B2 There is a need to address the belief that only people with underlying health
conditions can experience Long COVID and increase understanding that
anyone can develop Long COVID.

The ALLIANCE made the point that any information produced to raise awareness
and recognition must be inclusive and available in a range of accessible formats,
including Community Languages, British Sign Language (BSL), Braille, Moon, Easy

Read, clear and large print, and paper formats. 37

In its most recent letter to the Committee, the Scottish Government explained it has
made £10,000 in funding available for the delivery of Long COVID advertising and
signposting activity, aiming to increase awareness of Long COVID amongst the

general public in Scotland. 38

56.

57.

The Committee notes the Scottish Government's £40,000 funding announced in
September 2021 to deliver a targeted Long COVID marketing campaign in
primary care settings and community pharmacies and its Long COVID
Awareness Campaign. However, given the concerning evidence heard by the
Committee of the lack of awareness and recognition of Long COVID and the
impact this has had on individuals, the Committee considers a public health
campaign is needed to address this.

The Committee welcomes the additional £10,000 funding for the delivery of Long
COVID advertising and signposting activity and recommends that the Scottish
Government speaks directly to those with lived and living experience, including
Long Covid Scotland, to help inform its future public health campaign activity. In
addition, the Committee requests that the Scottish Government provides further
clarity on how this funding will be spent.

COVID-19 and Long COVID prevention

58.

On the 23 February, the Scottish Government wrote to the Committee announcing
the decision to suspend the Covid-19 threat level in Scotland noting that 'the 4
Harms Group takes the view that it is not effective to treat Covid-19 as a separate
entity, when this is now just one element of the combined pressure the NHS is

under at this time.' 32

12
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63.

64.
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In July 2022, the Joint Committee on Vaccination and Immunisation (JCVI)
recommended the following groups should receive a COVID-19 vaccination or

booster vaccination— 49

* residents in a care home for older adults and staff working in care homes for
older adults

+ frontline health and social care workers
+ all adults aged 50 years and over
» persons aged 5 to 49 years in a clinical risk group

» persons aged 5 to 49 years who are household contacts of people with
immunosuppression

» persons aged 16 to 49 years who are carers

Some respondents to the call for views argued that governments should highlight
the risks associated with Long COVID and mitigations which should be taken to
prevent people getting COVID and developing Long COVID. They argued simply
that the best way to avoid getting Long COVID was to avoid getting COVID.

A number of respondents questioned the policy decision to remove COVID-19
protection measures, such as mask wearing in public places and building ventilation
measures. They said that they felt that governments had decided COVID-19 was
over and was no longer a risk which they believed was the wrong message. They
argued that this did not help with raising awareness of the dangers and impact of
COVID-19, which could develop into Long COVID, and the dangers of reinfection

for those who already have Long COVID. Ruth Finegold said g

) The government policy now is to get covid. It feels as though they are willingly
forgetting about Long COVID, and perfectly happy for people to get it. Vaccines
are protecting certain groups from being hospitalised or killed from the virus (to
an extent), but they don't protect against Long COVID, and there is no
recognition for that in policy as the only government strategy remaining is
vaccinating vulnerable groups.

Moderna Biotech UK said the Scottish Government should continue to raise
awareness around the benefits of vaccination against COVID-19 through public

health communications. 42

However, during evidence, Michelle Powell Gonzalez was concerned that people
with Long COVID were not eligible for booster vaccinations saying 43 _

£ | wanted to get the booster before Christmas last year. | am not old enough to
get it, but | have been severely affected by Covid. For the past three years, |
have been disabled from Covid, but | cannot get the Covid booster. As
standard practice, people with Long COVID should be offered the booster
every year, or however many times the doctors see fit, without any issues.

On preventing Long COVID, both Dr Melissa Heightman, Clinical Lead, Post Covid
Service, University College London Hospitals and North Central London Respiratory

13



COVID-19 Recovery Committee
Long COVID, 2nd Report, 2023 (Session 6)

65.

66.

Network, National Specialty Advisor, Long COVID Program, NHS England, and Dr
John Harden, Deputy National Clinical Director, told the Committee that vaccination

reduces the likelihood of getting Long COVID. 44 45

The then Cabinet Secretary agreed that reducing the numbers of people suffering
from COVID-19 would hopefully reduce the numbers of people impacted by Long
COVID and highlighted that the uptake for booster vaccinations was high in the
older population and those in residence in care homes however there has been a
drop-off in uptake among the 50 to 64 age group.

He said that vaccination must be front and centre of the Scottish Government's
response to COVID-19 and that there is also continued work to do on ventilation in

educational and work settings. 46 He also highlighted the Scottish Government's
Covid Sense campaign, 'which reminded people of measures they can take to and
what to do if they had Covid symptoms—it highlighted good hygiene, ventilation and

so on and it will continue to make the case for vaccine uptake.' a7

67.

68.

The Committee notes the evidence received that the best way to avoid
developing Long COVID is to avoid getting COVID-19, and that the booster
vaccination programme is key to reducing the number of people who will develop
severe symptoms and Long COVID. The Committee also notes that the Scottish
Government follows the advice from JCVI on who to vaccinate.

The Committee welcomes the comments from the then Cabinet Secretary
regarding the Covid Sense campaign and publicising the current booster
vaccination programme. The Committee recommends the Scottish Government
reviews its current publicity strategy for the booster vaccination programme to
ensure its effectiveness in raising awareness of the programme and reducing
apathy around booster vaccinations.

Medical profession

69.

Almost all individual respondents to the call for views spoke of a lack of awareness
among medical professionals, GPs in particular, in terms of assessing patients,
diagnosing Long COVID and providing treatment options. Many respondents said
they did not feel listened to by the medical profession, which included a number of

responses from those who work or had worked within the medical profession. 48

Diagnostic difficulties

70.

71.

A number of respondents highlighted difficulties encountered with their GPs in
relation to diagnosis due to the lack of a Long COVID test and the wide variety of
symptoms. Many spoke of having to undertake their own research in order to get
effective treatment.

The Committee heard of a lack of knowledge among GPs of Long COVID and other
related illnesses such as ME/CFS and Postural Orthostatic Tachycardia Syndrome
(PoTS) and of misdiagnosis due to lack of awareness. For example Marie-Claire

14
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Grounds said 4° —

E2 1 am an NHS Doctor, and was asked to give a presentation about my personal
experience of Long COVID at a Royal College of Physicians Edinburgh event
in summer 2022. The overwhelming response from colleagues was that they
had no idea of the severity of the illness nor its impact on day to day function.
This demonstrated to me the enormous gap in knowledge within the medical
profession towards not only Long COVID, but other related illnesses such as
ME/CFS, POTS and dysautonomia. As such, my medical colleagues are
unaware of what advice to give their patients.

Sarah McDonald also expressed concern regarding obtaining correct diagnosis and
treatment saying 50 __

2 Long COVID for me has been a mixture of two treatable conditions (postural
orthostatic tachycardia syndrome) and asthma triggered by Covid. | was only
able to access testing, diagnosis and appropriate treatment after self-
diagnosing these conditions and securing medical testing and input to confirm
mainly due to my personal professional relationships with colleagues. | worry
that many with Long COVID who do not possess the detailed medical
knowledge and have the confidence and in my case professional respect that
allowed me to obtain diagnosis and treatment.

Long Covid Kids commented that the lack of awareness in the medical profession of
the appropriate management of Long COVID in children leads to increased

suffering and in some cases causes further harm. It said 51

E2) The absence of a diagnosis results in failure to access appropriate treatment
for commonly associated conditions, such as POTS, MCAS, PANS, ME/CFS
etc.... Families frequently report being prescribed graded exercise therapy,
which, supported by the updated NICE 8 guidelines for ME/CFS and similar
energy-limiting conditions, is the wrong approach which can cause further harm
and injury.

On a related point, Dr Claire Taylor also commented that around 50 percent of Long
COVID patients have PoTS. Dr Taylor explained that she was not aware of others,
apart from herself, who are doing work in this area and noted that there are no

PoTS services in Scotland, a point echoed in a number of written submissions. 52

In its submission, the RCGP commented on the NICE guidelines developed by
them and SIGN and said that these were highlighted to GPs and on awareness of

Long COVID GPs said °° —

£ GPs - as they do for any emergent condition - have had to learn about the
manifestations of Long COVID and possible management approaches. We
suggest therefore that there is reasonable awareness amongst most GPs.

76.

Many people told the Committee they have had to become an expert in Long
COVID either as a patient or as a carer for a child with Long COVID because
their GP’s awareness of the condition and treatment options is low.
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77.

The Committee notes there appears to be a disconnect between what clinicians
are saying about awareness of the condition within the medical profession and
what patients, including people who have Long COVID and work in the NHS, are
experiencing.

Private medical care

78.

79.

80.

81.

82.

Due to this lack of awareness and recognition within the medical profession, a
number of respondents to the call for views spoke of having to seek private medical
care in order to receive proper diagnostic and treatment services. They highlighted
that this was not an option open to all given the financial implications and that this
could result in a two-tier health system.

During evidence Stuart Mclver said the only improvements he has had to his
condition was following private consultations with specialists who offered him

treatment. 54

This was echoed by the Royal College of Occupational Therapists (RCOT ) who
said it members reported anecdotal evidence of individuals receiving improved
levels of care and support from private health care providers when experiencing

symptoms of Long COVID. They said % _

B Itis imperative that all of Scotland’s citizens have access to the correct medical
support and rehabilitation, regardless of their financial position. Clear guidance
and standards of best practice would be beneficial to support health and social
care professionals providing services for those living with Long COVID. This
will require the sharing of best practice across locations and sectors.

Long Covid Scotland also informed the Committee that it was aware of a number of
people accessing private medical care for tests and expertise they have not been

able to access via the NHS. 26

When asked about the number of people who had said they felt they had no option
but to seek private medical care, which could result in a two-tier health care system,
the then Cabinet Secretary said he did not want a two-tier system and that he wants

everybody to be able to access NHS services saying 57 __

£ ..of course | do not want people to feel that their only option is to go private.
That is why we need to improve the services that we have.

83.

The Committee is concerned by the number of people who said they felt they
could only get proper diagnosis and treatment by seeking private medical care
which is not an option to those who cannot afford to do this. The Committee
considers it imperative that access to appropriate diagnosis and treatment should
be available to all through NHS services.
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Education and training