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Background 
l 22/6/21: Correspondence received from HSCB regarding next steps and indicative allocations. The 

DoH requested that the HSCB and PHA work with the Trusts to bring forward proposals to support 
people who continue to experience longer term physical, mental health and cognitive effects following 
coronavirus infection. 

l The proposal to DoH encompassed 6 separate strands:

l Strand 1 - Post-COVID-19 syndrome (PCS) patients referred by primary or 
secondary care to a one-stop-shop MDT assessment service

l Strand 2: - Bespoke pulmonary rehabilitation / dysfunctional breathing service for patients with 
significant respiratory symptoms post-COVID-19;

l Strand 3 - Patients discharged from critical care (both COVID-19 and non-COVID-19);
l Strand 4 - Strengthening psychology support to all Trusts; 
l Strand 5 - Regional MDT clinical physiology, SLT and dietetic support; and, 
l Strand 6 - Signposting and access to self-management resources – this strand is being taken forward 

by DoH.

The proposal received Ministerial approval



Definition of Post COVID 19 
Syndrome
l The NICE guideline scope published on 30 October 2020 defines post-COVID syndrome 

as signs and symptoms that develop during or following an infection consistent with 

COVID-19 which continue for more than 12 and are not explained by an alternative 

diagnosis. 

l The definition says the condition usually presents with clusters of symptoms, often 

overlapping, which may change over time and can affect any system within the body. 

l It also notes that many people with post-COVID syndrome can also experience 

generalised pain, fatigue, persisting high temperature and psychiatric problems. 

l The long term effects of the illness can be debilitating, even for young, fit people, or 

those who did not go to hospital when they had COVID-19 symptoms initially.



The National Institute for Health and Care 
Excellence (NICE)

l NICE updated its guideline on managing the long-term effects of COVID-19 on 11 
November 2021.

l The NICE review found that the most commonly reported symptoms of Long COVID 
were fatigue, shortness of breath, cough, sleep disturbances, anxiety and depression, 
cognitive impairment and difficulty concentrating (brain fog).

l The main recommendations for research following the latest NICE review focused on a 
better understanding of interventions .Other recommendations for research included the 
development of tools able to identify Long COVID and predict its emergence, better 
understand of the biological mechanisms and further study of this condition in children, 
young people, pregnant women and older people. 

https://www.nice.org.uk/guidance/ng188
https://files.magicapp.org/guideline/08d10c67-1331-4146-9471-b15d1d93e707/files/Evidence_review__signs_symptoms_prevalence_FINAL_r400908.pdf
https://app.magicapp.org/


Incidence of COVID-19
l By 28 April 2021, 120,087 individuals in NI had tested positive.
l The Office for National Statistics estimates that around 1.2 million people in the 

UK (including around 77,000 children aged 2-16 and around 134,000 people 
between 17 and 25 years old) are experiencing self-reported Long COVID.

l There are on-going challenges for the medical profession in diagnosis and 
treatment. Many of these are still in their infancy. More time is needed to 
understand how long the condition lasts.

l The biological mechanisms underpinning Long COVID remain poorly understood. There 
are different mechanisms that could probably explain the variety of symptoms. These 
could be different in different people or could co-exist in individuals. These mechanisms 
include the possibility that SARS-CoV-2 persist in reservoirs in the body; defects in the 
immune response (including autoimmunity) and presence of microscopic blood clots. 

l DHSC funded REACT-2 study (REal-time Assessment of Community Transmission)
analysed a sample of 508,707 people in England and found that 37.7% of symptomatic 
adults with confirmed or suspected SARS-CoV-2 infection experienced at least a 
symptom for 12 weeks or more. 30.5% of them reported this to have a significant effect 
on their daily life.

l

https://www.nature.com/articles/s41592-021-01145-z
https://www.nature.com/articles/s41591-021-01283-z
https://www.medrxiv.org/content/10.1101/2021.06.28.21259452v1


Prevalence of Post-COVID-19 
Syndrome
l Early estimates suggested ongoing symptoms in 2-5% of those with Covid-19 but ONS survey (Dec 

2020) indicated 22.1% symptomatic at 5 weeks and 9.8% at 12 weeks – up to 12,000 in NI.
l The prevalence of any ongoing symptom 12 weeks following infection is lowest in children (7.4% of 2-

11 year olds). The highest prevalence is in the 25-34, 35-49 and 50-64 year age groups (18.2%, 
16.1% and 16.4% respectively). Women are more likely to be affected with ongoing symptoms than 
men.

l PHOSP-COVID Study of inpatients followed up at 4-6 months: only 29% felt fully recovered, 20% had 
a new disability, 19% experienced a health related change in occupation.  93% had at least one 
persistent symptom.  

l The most commonly reported symptoms were aching muscles, fatigue, physical slowing down, 
impaired sleep quality, joint pain or swelling, limb weakness, breathlessness, short-term memory loss 
and slowed thinking. 

l National Institute for Health Research (NIHR) review: For those who were not admitted to hospital, it 
appears that at least 20-30% experience at least one enduring symptom around one month later and 
at least 10% three months later. For those who were admitted to hospital, between 50% and 89% 
have at least one enduring symptom after two months and more recent studies suggest there is still a 
high prevalence at six months.



Evidence for Interventions
l Knowledge of PCS is still evolving.  The condition is very complex with more 

than one body system affected.  Individuals can have unique combinations of 
fluctuating symptoms;

l The evidence base for interventions specifically aimed to treat PCS is sparse 
at present and the current literature focuses largely on the symptomatology 
and epidemiology of PCS;

l The NICE review (Nov 21) concluded that there are treatments available to 
manage some of the symptoms of Long COVID (for instance, antihistamines 
can be used to treat skin rashes). However, there is still no evidence on 
effective pharmacological treatments for the condition

l Proposals to assess patients are therefore focussed on holistic assessment, 
exclusion of other significant conditions, identifying patients with 
breathlessness who may benefit from pulmonary rehabilitation, and those who 
may need onward referral to secondary or community services and/or 
signposting to self-management resources.

https://files.magicapp.org/guideline/58a5979d-20e9-4b8e-b6ae-10182bd6e9d2/files/NG188_Evidence_review_5_20201218_r393734.pdf


Strand 1: Post Covid 
Syndrome Service
l Provide timely, effective and equitable access to a one-stop-shop MDT assessment service for 

post-COVID-19 patients referred by primary or secondary care who have already been 
assessed in other COVID-19 related clinics

l The majority of diagnostic tests are expected to have been completed prior to referral in order 
to rule out other causes for the patient’s symptoms.

l The clinic is not expected to provide an automatic medical assessment or examination.

l For the assessment service to run as effectively as possible, the aim is a ‘one-stop’ 
multidisciplinary clinic.

l MDT: Occupational Therapists, Physiotherapists, Nurse, Doctor, (Psychologist attending MDT 
Meeting), Administrator. 



Referral Pathways
l GP via CCG
CCG Location: COVID-19 POST COVID SYNDROME TRUST eg
SEHSCT 
Speciality Name: COVID-19 POST COVID SYNDROME 
Treatment Function Code: Post Covid -19 syndrome services

l Secondary Services
Pulmonary Rehabilitation
Community Respiratory Service
Respiratory Hub
Occupational Health
Pain Service
Condition Management Programme



Referral Criteria: Inclusion  
l 16 years plus (5/1/2022)
l Signs and symptoms that develop during or following an infection consistent with COVID-

19 which continue for more than 12 weeks and are not explained by an alternative 
diagnosis.

l Patients hospitalised with Covid-19 who have not had an assessment in other strands of 
the trust who support people who continue to experience long term effects  as a result of 
a Covid 19 infection.

l Patients never admitted to hospital with their acute illness but managed independently or 
in the community

l Patients who had positive SARS-Cov-2 serology or clinically diagnosed in the absence of 
a positive test or were not tested at all.

l As there was not community testing for C19 widely available until Aug 2021 it is not a 
prerequisite for referral that there have been a positive test (PCR, antigen or antibody) 
although this aids referral 

l Patient’s GP has investigated and ruled out other potential causes of on-going 
symptoms. The majority of diagnostic tests are expected to have been completed prior to 
referral in order to rule out other causes for the patients symptoms.



CCG Guidance
The Post Covid Syndrome (PCS) Clinic offers a multi-disciplinary (AHP/Nurse) assessment aimed 
at patients likely to have symptoms such as ongoing respiratory symptoms, fatigue, muscle ache, 
and difficulty concentrating. There is 2nd line medical input,  who will be capable of arranging 
further investigation without recourse to GP.

NICE recommends that prior to referral, tests are done to explore if symptoms are likely to be 
caused by PCS or could be due to a new unrelated diagnosis.
l Arrange CXR by 12 weeks, if they have not already had one and have continuing respiratory 

symptoms
Consider:
l Fatigue bloods such as FBC, U&E, fasting glucose ,TFT . Others may be appropriate 

depending on clinical presentation e.g. ferritin BNP
l Clinical exam- chest, pulse, BP and Sa02, with lying and standing BP and pulse 

measurements if postural symptoms/dizziness
l As community testing for C19 was not widely available until Aug 2021 it is not a prerequisite 

for referral that there has been a positive test (PCR, antigen or antibody) although this aids 
referral 

l Non-hospitalised patients with predominantly single system symptoms, such as chronic 
cough, nerve palsies, palpitations should be referred to the relevant specialty rather than the 
Post-Covid Syndrome (PCS) Clinic.



Welsh Model
Ref: paper triage/phone 
triage outcomes with % 

moving to full assessment  
Assessment Documentation Patient Rated Experience 

Measure

Process tested in 
Nov  2021

123 Ref
123 Paper triaged

23 phone
23 assessed

Process  
changed 
removing 

phone triage

Dec  2021 38 ref
38 paper triage
41 Assessments

PREM issued to patients at point 
of discharge  

NI Dietetics  Screening Tool 
Incorporated

License for the Yorkshire 
Covid 19 Rehabilitation  

Scale

Linked with Welsh service 
and tested their assessment 

based on the Yorkshire

NI SLT Screening questions 
added and  sequence of 

questions adjusted

Service Care Opinion

Duration of assessment 
extended 

Current PDSA’s being Tested within the Post Covid 
Syndrome Service 



Service Provision
l Referral Received and clinically triaged
November 123 Total: 88 (72%) GP 31 (25%) Sec Care 4 (3%) Other
December 38 Total: 33 (87%) GP 5(13%) Secondary 

l Paper triaged allocated to appropriate 
healthcare professional

l Patient contacted and appointment arranged 
virtual or face to face

l Assessment & Provision of self 
management advice and information on 
COVID Recovery app. Onward Referral



Comprehensive assessment  
l History, onset, pre exsiitng condtions, medication
l Impact assessment
l Vocation/employment
l Euro Qual 5DF mobility, self care, usual actvites, 

pain/discomfort, anxiety/depression
l C19 Yorkshire RCT
l SLT Screening voice and throat, swallowing , cognitive 

communication  
l Dietetic screening tool



Outcome of the assessment

l Onward referral to services to support 
management of symptoms

l Onwards referral to services for further 
assessment and/or intervention

l Discharge with signposting and provision of 
self-management information including 
Covid Recovery App



Outcomes to Date
l Established and staffed a service at a time 

of high demand and pressure throughout 
trust services

l Onward referral Pathways used to: 
Pulmonary Rehab, Condition Management 
Programme, Psychology, Dietetics, 
Community OT, Vol Sector 

l Additional Pathways in Place: SLT, Clinical 
Physiology, Pain Service



PREM
To what extent do you agree or disagree that the Post Covid Syndrome Service has provided you with self-

management support or access to other services?
l 1. Strongly agree: 52.6 %
l 2. Agree: 36.8 %
l 3. Neither agree nor disagree: 5.3 %
l 4. Disagree: 0.0 %
l 5. Strongly disagree: 5.3 %

Thinking about the Post Covid Syndrome Service overall, how satisfied are you?
l 1. Very Satisfied: 26.3 % 
l 2. satisfied: 57.9 %
l 3. Neither satisfied nor dissatisfied: 5.3 %
l 4. Dissatisfied: 10.5 %
l 5. Very dissatisfied: 0.0 %

How likely are you to recommend the Post Covid Syndrome Service to family, friends or work colleagues if they 
needed similar support?

l 1. Not at all: 5.3 %
l 2. very likely: 10.5 %
l 3. A little unlikely: 0.0 %
l 4. don’t know: 10.5 %
l 5. a little likely: 5.3 %
l 6. very likely: 15.8 %
l 7. definitely recommend.: 52.6 %



Feedback
Its great to have your experience validated

It was a pleasure to speak to you yesterday - it made all 
the difference to my day .It was just really lovely to be 
able to express to someone my frustrations and angst 

about the permanent exhaustion and the cyclic nature of 
it.

“The service (PCSS) was very good, very much able to 
listen, a voice at the end of the phone …….someone 

actually listened not like other services …… the 
reassurance and support was amazing and information 

excellent

Thank you for the follow-up call, I wish all services were 
the same we feel just lost with others 

Very helpful and supportive

The lady Gemma who did my initial assessment was 
lovely and really listened however very frustrating that 

the service took so long to
set up and the offer is very limited and is based on self 

management rather than tests for the patient.. there is no 
research groups available

to trial tests such as aphersis etc.. I will wait and see 
what it can offer

Tina the OT was so understanding and helpful. Following 
my assessment she has referred me to Condition 

Management Programme and Dietician. I was
perhaps under the misconception that the PCSS was 

going to provide the support rather than refer me to other 
teams etc for assistance.

would find it hard to make early morning appointments 
and would hope there would be some medicine involved 

in the treatment , the caller was clear and to the point 
cheers



Key Themes
l Grief reaction to the loss of their previous health and wellbeing 

l Anger and frustration

l Importance of validation of their experience: listening and believing  

l Adjustment to living with a post viral syndrome 

l Lack of pharmacological treatment 

l Support people to understand and participate in self management 

l Need to instil some hope and control



Outstanding Issues
l Regional confirmation received  on 5/1/2022 that the service would accept from 16 years  plus

l Recruitment of medical staff for the  MDT 

l Current pathways being reviewed to ensure 16 plus provision is in place either within existing 
pathways or through creating new pathways. All 16-17 years contacted and provided with assessment 
appointments commencing week beginning 24 Jan 2022. 

l GPs referring under 16 year olds contacted via letter to confirm for 16+ and that the trust is awaiting 
confirmation of provision 14-15 and that 13 year olds and younger should go at this time via 
paediatrics.

l Provision for 14-16 year olds to be confirmed regionally

l Current waiting times for paediatrics may provide inequitable provision for the 13 year olds and 
younger in contrast to the 16 plus cohort who have access to a specific Post Covid Syndrome 
Service.


