Long Covid Support Information

It is important to correctly identify whether you have an acute Covid-19 infection so
that you know whether to seek a test. This is important so that you know to self-isolate
in order to avoid transmission to others and to seek appropriate medical support

where necessary:

NHS Covid-19 Symptom List
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Coronavirus Symptoms

SERIOUS COVID-19 SYMPTOMS REQUIRING IMMEDIATE MEDICAL CARE

¢ If you develop any of these symptoms, call your healthcare provider or health
facility and seek medical care immediately.

¢ This is not an exhaustive list. These are the most common symptoms of serious
illness, but you could get very sick with other symptoms — if you have any
questions, call for help immediately.
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PLEASE NOTE:

¢ |fyou live in an area where malaria, dengue or other infections are common and you have any
of above symptoms, seek immediate medical care according to the local health authorities.

¢ Stay in touch with your primary care provider to ensure you continue to receive the routine
care you need, such as medication refills, follow-ups and other routine consultations.
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Source: World Health Organization
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https://www.nhs.uk/conditions/coronavirus-covid-19/symptoms/

Symptoms of Long Covid

Here are links to the NHS pages on symptoms of Long Covid. The most
comprehensive survey of Long Covid symptoms amongst patients to date
can be found on the Patient Led Research study.

The Long Covid Kids website has further information on the long-lasting effects
of Covid-19 in children, including a downloadable symptoms chart.

Symptom Management
The following links give general advice on how to support your recovery:

Lancashire NHS trust, Covid-19 Supporting your recovery - includes breathing
exercises, diet, gentle exercises for mobility and core stability, fatigue and
advice on mental health.

Homerton University Hospital (NHS) Post-Covidl9 Patient Information Pack -
helpful tips on mMmanaging breathlessness, coughing, energy conservation,
relaxation and diet.

This is also an excellent site that pulls a lot of diverse information into one
place Managing Long Covid.

NHS Your COVID Recovery

As you find yourself recovering from COVID-19 you may still be coming to terms with
the impact the virus has had on both your body and mind.

These changes should get better over time, some may take longer than others, but
there are things you can do to help.

Your COVID Recovery helps you to understand what has happened and what you
might expect as part of your recovery.

Your Covid Recovery - NHS welbsite

Fatigue Management

The Long Covid Physio website contains lots of advice on pacing and has been
specifically developed for people with Long Covid. Pacing is a strategy and
rehabilitation technique that modifies activities in daily life, to manage symptoms such
as fatigue and post-exertion malaise. Pacing has been adopted successfully by
people living with a range of different health conditions, although the type of pacing
used may differ.
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https://www.nhs.uk/conditions/coronavirus-covid-19/long-term-effects-of-coronavirus-long-covid/
https://patientresearchcovid19.com/research/report-1/
https://www.longcovidkids.org/what-is-long-covid
https://covidpatientsupport.lthtr.nhs.uk/#/lessons/PKRbjTFOnA_NVXL7uzZ_n0RLK53svzTN
https://www.homerton.nhs.uk/download/doc/docm93jijm4n6743.pdf?amp;ver=15645
https://sites.google.com/site/managinglongcovid/long-covid-what-is-known-so-far
https://www.yourcovidrecovery.nhs.uk/
https://longcovid.physio/pacing

Video series on post-COVID fatigue management

The videos below were developed by the AWRC at Sheffield Hallam University in
partnership with the CRESTA clinic as Newcastle Hospitals Foundations Trust,
Newcastle University, and University of Northumbria.

Fatigue Video 1 - YouTube

Fatigue Video 2 - YouTube

Fatigue Video 3 - YouTube

Fatigue Video 4 - YouTube

Fatigue Q & A - YouTube

Respiratory Recovery

The British Lung Foundation and Asthma UK have created a Post-COVID hub for
people with breathing difficulties.

Dysautonomia

In the following Dysautonomia International webinar on Long COVID, researchers
from Stanford University and Stony Brook University discuss dysautonomia symptoms
that are occurring in some COVID-19 patients.

If you are interested in finding out more here is a Dysautonomia International list of
providers

There are also location-specific Dysautonomia International private groups on
Facebook tend to have much more robust lists of provider recommendations for each
location.

POTS

Postural tachycardia syndrome (POTS) is an abnormality of the functioning of the
autonomic (involuntary) nervous system that results in a fast heart rate
The PotsUK website provides further information on the condition.

ME/CFS

ME Action has produced a page on their website that explores the links between Long
Covid and ME. Whilst there is overlap with other chronic illnesses, it is important that
physicians recognize these links alongside other possible differential diagnoses, and
treat COVID-19 patients accordingly. Patients’' symptoms and complications vary and
can result in distinct diagnoses.
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https://www.shu.ac.uk/advanced-wellbeing-research-centre/expertise/covid-19-rehabilitation
https://www.youtube.com/watch?v=CIpXGB-8DWI
https://www.youtube.com/watch?v=hIGYdjcZi7M
https://www.youtube.com/watch?v=nIcOVUqQMfI
https://www.youtube.com/watch?v=HNFfrVUpdK0
https://www.youtube.com/watch?v=6FueYwVeI3w
https://www.post-covid.org.uk/
http://vimeo.com/dysautonomia/longhaul
http://www.dysautonomiainternational.org/page.php?ID=14
http://www.dysautonomiainternational.org/page.php?ID=14
http://dysautonomiainternational.org/page.php?ID=24
https://www.potsuk.org/what_is_pots2
https://www.meaction.net/long-covid-me-understanding-the-connection/

Loss of Smell/Taste

A loss or change to your sense of smell or taste is listed as one of the main symptoms
of Covid-19 by the NHS. The AbScents website may be of interest to those dealing
with loss of smell.

Taste & Flavour is a free digital cookbook for people who are experiencing changes in
taste and smell as a result of Covid-19 and was written by the co-founders of Life
Kitchen, a not-for-profit cookery school for people whose taste has been affected by
cancer treatment.

Tinnitus

In Dec 2020 Tinnitus was officially recognised as a symptom of Long Covid and it has
been acknowledged that viruses in general can damage the ear causing
tinnitus/hearing loss. The British Tinnitus Association has useful information on it's
website. If you are suffering with tinnitus, it is important to reach out to your GP to
discuss getting a professional assessment, as there are ways to control it. Stress and
anxiety can play a big part and sound apps (ocean waves etc), meditation, yoga and
social interaction (chatting to people on the phone etc) can help.The NHS recommend
the ReSound app for tinnitus relief.

Getting Help

Medical Appointments

It is a good idea to take with you notes of key points you wish to convey and questions
to ask, and also to take notes during appointments.

UK: The NICE clinical guideline states that patients may be referred by their GP 4+
weeks from known or suspected Covid-19, and that you don't need to have a positive
test result or to have been hospitalised. People should be offered tests and
investigations tailored to their signs and symptoms to rule out acute or life-threatening
complications and find out if symptoms are likely to be caused by Long COVID or a
new, unrelated diagnosis.

US: The CDC clinical guideline states that post-COVID conditions are a wide range of
new, returning, or ongoing health problems people can experience four or more
weeks after first being infected with the virus that causes COVID-19. Even people who
did not have COVID-19 symptoms in the days or weeks after they were infected can
have post-COVID conditions.

Top tips for doctors to recognise and manage Long Covid, written by two UK GPs

The locations of Long Covid Clinics in England announced on the 18th December 2020

The Clinics listed are now being referred to as Assessment Services and may not yet
be fully operational. It is best to ask your GP to clarify what is available at local level.
Please complete our Long Covid Clinics survey to feedback on your experience.
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https://abscent.org/nosewell?fbclid=IwAR0o17C1Pr1E8QM3UrClxcFc2oJN0b_Cp1hGG41ap0xgHJG87WjthDIgfuw
https://lifekitchen.co.uk/product/taste-flavour-digital-book/
https://www.tinnitus.org.uk/?fbclid=IwAR2rycbqurc3Xn02R6PSN2ayH8ImaWFHb_IhjQZSKmw7fzPsW8AWI3CU9vk
https://l.facebook.com/l.php?u=http%3A%2F%2Fitunes.apple.com%2Fapp%2Fid928432517%3Ffbclid%3DIwAR1fyCEmHQP0O2cAtL8X816mrVAlYY90qmT425DAgEoY1_DkhKmAzlCQYvw&h=AT27G7cpsSmHGA0AOHql2bt79M5AiPc7uh8J03UFJL3v-DNWhzYKBE1euVuGHd7nRxQR3gNtbYB_swyGwg1DQ0ottglYFYmirG946a1ejdMyef7C7tV6qLId2Abw7zBzT-Fk1DGTEPlRgA&__tn__=R
https://www.nice.org.uk/guidance/ng188
https://www.cdc.gov/coronavirus/2019-ncov/long-term-effects.html
https://www.guidelinesinpractice.co.uk/infection/top-tips-managing-long-covid/455742.article
https://www.england.nhs.uk/2020/12/long-covid-patients-to-get-help-at-more-than-60-clinics/
https://docs.google.com/forms/d/e/1FAIpQLScflXYKUg5cnuwBWxjADzByVSQn2Bc6KjBMpAntKr5HR-bisQ/viewform

What you can do if you are still struggling to get help:
If you live in England, you can write to:

Your GP or GP Practice Manager. Also, your GP practice should have a Patient
Participation Group, consisting of patients and carers, the practice manager and one
or more GPs.

Your local Healthwatch, (there is one in every area of England). They aim to serve as a
champion for the public in all matters relating to healthcare.

Your Clinical Commissioning Group. CCGs commission much of the NHS care
including most hospital care. In some (but not all) areas, this includes GP services. Here
is a handy tool if you are unsure of your CCG.

The following link provides more information as to how patients can have a say in
their local healthcare services.

You can also write to your local MP and request that they advocate on your behalf,

1. Getting help from your GP: UK (England) template letter
This template letter you can share with your GP highlights how to request that:

e your illness is assigned the correct Long Covid diagnostic code;
e you are referred to a Long Covid clinic/assessment service;

e Wwhile awaiting a clinic referral you are referred for further
investigations/treatment/support services as appropriate.

Please select the sections relevant to your own circumstances. There is a list of
suggested references at the bottom of the template that you can also include where
relevant.

GP Letter Template

2. Getting help from your GP: UK handout

Long Covid ScotlandThe Scottish campaign group have produced a printable/email-
able leaflet for people to take to their GP.

Click here to download the PDF

3. Getting help from your GP: codes

SNOMED CT is a structured clinical vocabulary for use in electronic health records.
The use of SNOMED CT as a consistent vocabulary for recording patient clinical
information across the NHS helps ensure data is recorded consistently and accurately.

Click here to download the PDFE
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https://www.longcovid.org/images/Documents/Template_Resources/NR.CH_reviewed_-_Letter_to_GP_re_Long_Covd_clinic_version_2_jh.docx
https://www.healthwatch.co.uk/your-local-healthwatch/list
https://www.nhs.uk/servicedirectories/pages/ccglisting.aspx
https://www.nhs.uk/service-search/other-services/Clinical-Commissioning-Group/LocationSearch/1
https://www.england.nhs.uk/participation/get-involved/local/
https://members.parliament.uk/FindYourMP
https://www.longcovid.org/images/Documents/Template_Resources/NR.CH_reviewed_-_Letter_to_GP_re_Long_Covd_clinic_version_2_jh.docx
https://www.longcovid.org/images/Documents/Template_Resources/Long_Covid_GP_Information.pdf
https://www.longcovid.org/images/Documents/Template_Resources/SNOMED_Codes_for_Long_Covid.pdf

4. Long Covid in Children: Symptom Chart

A clear and informative chart of Long Covid symptoms in children based on
information gathered from the Long Covid Kids study. Long Covid Kids have teamed
up with the PeopleWith to provide an App that enables parents to log their children's
symptoms, generating a health report that can be shared with their GP. The
information gathered will also help to develop a better understanding of Long Covid
in children.

Click here to download the PDF

5. Return to work guide: For recovering UK workers

This leaflet offers guidance for workers from Occupational Health Professionals on
how to manage getting back to work after COVID-19 infection and Long Covid. This
leaflet is relevant to people already in employment or looking for work.

Click here to download the PDF

6. Advice on safe rehabilitation

These leaflets offer advice from Physiotherapists on how to resume activities at a
pace that is safe and manageable. As it is currently unknown when and by what
amount physical activity (including exercise or sport) is safe or beneficial, people

should not be encouraged to push to the point of fatigue.

Mental Health and Bereavement

e Vivup Phone 0330 380 0658
e Samaritans Phone 116 123
¢ Mind - the mental health charity

o Every Mind Matters - practical tips/activities on looking after your mental
health for all ages

e The Help Hub - Free confidential telephone/video consultation with
trained therapist/counsellor

e Childline - support for under 18's Phone 0800 1111

e Practitioner Health - free therapy sessions for NHS workers

o National Bereavement Alliance - directory of bereavement support
organisations,that offer specialist advice and support to adults and
children that have lost someone close to them.

e Cruse Bereavement Care - Experienced volunteers provide free and
confidential advice, information and support for anyone who has been
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https://www.longcovidkids.org/long-covid-kids-study
https://www.longcovid.org/images/Documents/Template_Resources/LCK_CHART.pdf
https://www.longcovid.org/images/Documents/Template_Resources/COVID-19_return_to_work_guide_for_recovering_workers.pdf
https://world.physio/toolkit/world-pt-day-2021-information-sheets-english
https://www.samaritans.org/how-we-can-help/contact-samaritan/?gclid=Cj0KCQiAzZL-BRDnARIsAPCJs71AAAFeJSzkF4T-x6F3aKwKf3tyNHi5ragAr64QTAoD0g1KKIYOTJkaAhwzEALw_wcB
https://www.mind.org.uk/need-urgent-help/using-this-tool
https://www.nhs.uk/oneyou/every-mind-matters/
https://www.thehelphub.co.uk/
https://www.childline.org.uk/
https://www.practitionerhealth.nhs.uk/support-services-access-to-therapy
https://nationalbereavementalliance.org.uk/support/
https://www.cruse.org.uk/

bereaved, by telephone, email or face-to-face. They also offer support to
young people on their website. Phone: 0808 808 1677

Work, Benefits and Finance

o Citizens Advice

e GOV.UK advice on work and financial support

e Personal Independence Payment (PIP) - advice on claiming

e Gov.uk PIP - how to claim

o Ctizensadvice.org.uk PIP points table

o Citizensadvice.org.uk PIP how decisions are made

o Disabilityrightsuk.org PIP a guide to making a claim
e Turn2us.org.uk - PIP: \What is the PIP test

e Money Saving Expert - Financial advice including coronavirus specific
guides

o Step Change - free confidential advice on debt/money management

o Debt Advice Foundation - free confidential debt advice

o Support information for NHS employees

e SOM Return to Work Guide for Recovering Workers - The Society of
Occupational Medicine

e Returning to work with ongoing COVID-19 symptoms - Four videos of
guidance for employees and managers
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https://www.citizensadvice.org.uk/
https://www.gov.uk/coronavirus/worker-support?priority-taxon=774cee22-d896-44c1-a611-e3109cce8eae
https://www.gov.uk/pip/how-to-claim
https://www.gov.uk/pip/how-to-claim
https://www.citizensadvice.org.uk/Global/Migrated_Documents/adviceguide/pip-9-table-of-activities-descriptors-and-points.pdf?fbclid=IwAR0QAWLTaYqSXhpSeOuAqPhWuPCgezBweffiwGjNYCUUuMNmbMyk_EFgBwk
https://www.citizensadvice.org.uk/benefits/sick-or-disabled-people-and-carers/pip/appeals/how-decisions-are-made/?fbclid=IwAR1gCjir19cmqROVr61vWB98J9Nxz4BoWoU2R12s_dgAI1eLElh6vFm3AkM
https://www.disabilityrightsuk.org/personal-independence-payment-pip?fbclid=IwAR1Lk0czVJKnDKB0Q0guo3Cx63h-JU-BU0mXCZRTAwkq7UwehgWoBhQyVrU
https://www.turn2us.org.uk/Benefit-guides/Personal-Independence-Payment-Test/What-is-the-PIP-test?fbclid=IwAR2a1OwcpHFzRWlGaOCCb9-cldF-7HSVm6ulhXE9JYzU55V_-pDNC1P4XL8
https://www.moneysavingexpert.com/
https://www.stepchange.org/
https://www.debtadvicefoundation.org/
https://www.nhsemployers.org/covid19/health-safety-and-wellbeing/support-available-for-nhs-staff
https://www.som.org.uk/covid-19-return-work-guide-recovering-workers
https://www.youtube.com/playlist?list=PLfPD5ilcfEbit6R2OgezYD9YeNvnniSyb
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