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Long Covid Handbook

Support for neurological symptoms
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Section 1 – What is Long Covid
1.1
What is Long Covid
Coronavirus is an infectious virus which most people recover from within a few weeks. However, symptoms that persist after 2 weeks are classed as long covid. This can affect the whole body, mind and emotions. It was estimated that 80% of individuals infected with covid have symptoms that persisted over 2 weeks. 
[image: image3.jpg]



1.2 Common symptoms
· Cough
· Chest pain

· Fever

· Fatigue

· Palpitations
· Dizziness

· Pins and needles

· Earaches 

1.3 Neurological symptoms XE "At-Will Employment" 
Long covid patients have reported to have persistent neurological manifestations such as brain fog, mental and physical fatigue, dizziness and headaches. 
Neurological symptoms

· Hyposmia (inability to smell/ detect odors)
· Hypogeusia (reduced ability to taste things)
· Headaches

· Brain fog (lack of concentration, memory, feeling confused)
· Fatigue
· Neurological pain

· Guillain-Barre syndrome (condition that affects nerves, causing numbness and pins and needles)
· Peripheral neuropathy (damage to the nerves located outside the brain and spinal cord, The damage often causes weakness, numbness and pain in the hands and feet.
· Pins and needles)
· Covid induced brain injury (e.g., encephalitis, stroke)

Section 2 – Impacts of Long covid
2.1 Impacts of Long covid
Isolation can be difficult to experience especially at the beginning of the C
ovid-19 symptoms. Fatigue can also be debilitating and reduces social contact and connection with communities, family and friends. The lack of social interaction can often have a negative impact on an individual’s mental health. 
A lot of your identity comes from memory and when your memory is hindered in Long covid this can be difficult to come to terms with, some might also experience emotional difficulties coping with these changes.
To help coping with the impacts 

· Speak with family and friends
· Try out old hobbies and new hobbies, find new things that make you happy 

· Accepting that things might not be the same as they were before

· Join support groups some will be listed below (Page 12)
· At Attend, we have support groups running and we conduct long covid awareness and strategy courses to help cope with some of the impacts, see page 12 for further information.

Section 3 – Brain fog
3.1 What is Brain fog?

This is a common neurological symptom often identified by individuals with Long covid, it often includes poor concentration, feeling confused and thinking more slowly than usual. Individuals with Long covid have symptoms including fatigue, body aches, inability to exercise, headaches, disrupted sleep or damage to organs, all these symptoms can impair thinking and memory therefore causing brain fog.  XE "Payday" 
3.2 Forgetfulness and memory
If you have trouble with memory and forgetfulness it is helpful to use external aids:
· Use a calendar app on your phone to automatically remind you of appointments and tasks that you have to complete throughout the day. 

· Paper calendars are also helpful but you will need to make the habit of checking this every day, you could set up an alarm a few times a day to remind you to check your calendar.
3.3        Poor concentration 
Poor concentration and attention can make it difficult to focus and block out distraction, it can be difficult to do more than one task. 
To cope with concentration impairments:
· Reduce distractions when doing something cognitively demanding or complicated, this will allow for more focus and less disruptions.
· Find a focus playlist- music can help with concentration when completing tasks, specifically classical music and nature sounds. 

· Plan regular breaks throughout your day and during complicated tasks

· Reward yourself- improve concentration by rewarding yourself when doing dull and uninteresting tasks, these tasks usually make you less focused so rewarding yourself can give you something to look forward to and keep you interested. 
· Keep things interesting- plan your day with some interesting tasks or things you enjoy to keep you motivated throughout the day and less out of focus. 

· Take your time- do each task at a time, try not to multitask. Sometimes giving yourself a time limit to complete each task can keep you motivated to finish the task before the time is up. 

· Practice meditation- meditation allows you to practice focus, by focusing on your breathing which allows you to calm your mind and eliminate internal distractions. 

3.4.    Slowed thinking XE "Personnel Files" 
Experiencing slowed thinking can make it feel like your mind is taking longer to process information, taking longer to remember things or generally feeling absent minded.
To help cope with slower information processing:
· Take each step-in order and individually, view each task as separate from the rest. 
· It’s okay to ask for written or oral instructions when it is difficult to understand what is being asked of you. 

To feel less absent minded:
· Simplify your life, this allows you to overcome the feeling of being overwhelmed by not allowing yourself to do many things at once and taking each task at a time.
· Keep items that are used most often in their designated places, staying organized will also help with the organization in your mind and help with feeling more calm. 
3.5 Dizziness

This is a feeling of being off-balance. Direct neuro invasion could be an explanation as to why dizziness occurs. However other explanations include non-neurological mechanisms such as inadequate lung function not allowing enough oxygen. 

The presence of dizziness can be a sign of deeper neurological complications and therefore this might require a neurological examination for early diagnosis. 

To help dizziness

· Sit or lie down slowly

· Move carefully
· Hydrate as dehydration can make symptoms worse
· Rest
· Talk to a medical professional if dizziness gets worse 

3.6   Executive dysfunction
Executive functioning is an umbrella term for a number of cognitive processes: planning, prioritizing, impulse control and other high-level cognitive processes. Executive dysfunction is when there is a disruption in one, some or all these processes.
Individuals with executive dysfunction in long covid might experience


· Difficulty to focus

· Difficulty in filtering information

· Difficulty in filtering information

· Being easily distracted

· Difficulty in handling more than one task at a time

Help with executive functioning

· Use action plan checklists

· Cue cards

· Daily to do list

· Manage your time

· Use a calendar

· Use reminders on your phone

· Take notes

3.7    Headaches

· Being dehydrated can often make your headaches worse so make sure you are drinking plenty of water

· Developing a good sleeping routine can improve your headaches

· Painkillers can be used to help headaches however they should not be over used so     make sure you have them less than 3 times a week
· Stress can often make headaches worse so when feeling overwhelmed or stressed take some time out, do something you enjoy or take a nap. 
3.8    How to help with brain fog?

· Stay hydrated, not drinking enough water can often make brain fog worse
· Eat a healthy and a balanced diet
· Stick within low-risk alcohol drinking guideline as alcohol can make you dehydrated thus making brain fog worse. 
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Section 4 – Fatigue 
 XE "Employment Classification" 
4.1 What is Fatigue

· Tiredness that is unrelated to physical or mental exertion
· Fatigue can affect an individual mentally, emotionally and physically
· Fatigue may cause brain fog, headaches and muscle aches
With long Covid you may feel fatigued after activities which were not previously difficult to cope with and this can affect your quality of life and ability to function as you did previously. This is more likely to occur at the end of the day or at the end of a busy week.

Fatigue goes hand in hand with brain fog as when you have mental fatigue it can cause poor concentration, trouble with memory and lack of concentration.  

4.2 Mental Fatigue
Fatigue that affects your mind such as feeling too tired to complete tasks and is triggered by prolonged cognitive activity. 
Writing a diary can ease mental fatigue by:
· Writing about what times during the day you usually feel tired

· Noticing what activities, you find too strenuous 

Develop a daily routine:
· Plan your day around the times you usually feel tired, during those times take a break or do some fun activity
· Plan breaks between your tasks
· Develop a sleep routine- getting 7-9 hours of sleep a day can allow you to feel fully rested and ready for the day ahead

· Avoid multi-tasking- try not to give yourself too many tasks in a day or multitask the tasks, spread the tasks out throughout the week. 

Three Ps principle (NHS 2020)
· Pace

· Slow down and allow yourself to do less than you think you can manage; this will allow you to do the most important tasks and have energy spare
· Take breaks during tasks
· Plan rests throughout the day
· Plan

· Try not to complete multiple activities at once this can drain energy
· Avoid tasks during the times of the day where you feel most drained

· Prioritize
When you are exhausted you might not have the energy to get much done so get the most important chores or tasks finished first, it is normal to feel like you have to complete everything but trying to find tasks that are more important can help you feel more accomplished and less fatigued than feeling overwhelmed and not completing any of them.
Clinical help

CBT has been found to be beneficial for chronic fatigue, this has been based off of the idea that certain cognitions and behaviors are worsening symptoms of fatigue, this is a hypothesis and might not be true for everyone however it could be an obstacle in some individual’s recoveries
4.3 Physical Fatigue 
Fatigue caused by physical exertion; in long covid this could mean recovery in the body could cause physical fatigue.

Physical fatigue can be improved by XE "Temporary Status"  gradually building activity;
· When beginning to build activity gradually you might start to notice more fatigue or breathlessness, this will improve gradually the more activity you do.
· Activity has also been shown to reduce pain as it can normalize the brain signal process and promote the production of natural pain relivers such as serotonin. 
· Take the Stop. Rest. Pace approach when building activity, maintain a slow pace and rest when you feel like it is too much. 
Diet can also improve fatigue

· Kraft 2021 found that covid-19 causes inflammation and oxidative stress which can cause and maintain fatigue. Vitamin C has anti-inflammatory effects, doses of vitamin C have been found to reduce fatigue and improve quality of sleep. 
4.4 Sleep disturbance
Many cases of sleep disturbance are caused by the impacts of external stressors` surrounding coronavirus on long covid patients’ lives.

To decrease sleep disturbance, you can: 
· Control room temperature - a comfortable room temperature can improve sleep. Another study found that sleeping in cold temperatures can make an individual fall asleep faster

· Make sure bedroom is dark- making sure your room is dark allows for no disturbance through the light, blackout blinds can help. 

· Take time to relax in the evening- try not to do any strenuous activities before sleep and avoid exercise at least 4 hours before sleep.
· Create a routine- sleeping at the same time every night and waking up at the same time each morning can allow you to feel more rested. To try and sleep earlier prepare to go to bed slightly earlier than usual and slowly adapt around the new routine. 

· Brain dump- Sometimes it is difficult to get to sleep with many worries in your head or tasks you need to complete for the next day or upcoming deadlines. Writing these all out can put your mind at ease before going to bed. 

· Discuss with family or friends- discuss your worries with family and friends if you feel able to.
· Trial and error- it can help to try these strategies out and seeing what works for you, keep note of it in a diary and incorporate it in your nightly routine. 

Section 5 – How can others help and where to get support XE "Attendance" 
5.1 If you are unable to work XE "Breaks" 
If you are employed you may be eligible for Statutory Sick Pay (SSP)
· Earn an average of at least £120 a week

· Have been ill or self-isolating for at least 4 days in a row

Apply here- https://www.gov.uk/statutory-sick-pay/how-to-claim
If you are not eligible for SSP you may be able to apply for:

· Universal credit

https://www.gov.uk/universal-credit
· Employment and support allowance

https://www.gov.uk/employment-support-allowance
· Personal independence payment

https://www.gov.uk/pip
5.2 Returning to work after Long Covid
Below are some great recourses and guides to getting back into work after a long covid infection:

https://vrassociationuk.com/return-to-work-after-covid/
https://www.longcovid.org/images/Documents/Template_Resources/COVID-19_return_to_work_guide_for_recovering_workers.pdf
5.3 Access to work
This is a program that aims to help individuals who have suffered a long-term health condition get back into work or start work:

· helps by giving you a grant to help pay for practical support

· advice about managing your mental health at work

· money to pay for communication support at job interviews. 

https://www.gov.uk/government/publications/access-to-work-factsheet/access-to-work-factsheet-for-customers#:~:text=Access%20to%20Work%20is%20a,physical%20or%20mental%20health%20condition.
Speaking with HR to make getting back into work more accessible

Finding a job with disability confident employers:

https://www.gov.uk/government/publications/disability-confident-employers-that-have-signed-up
5.4 Family and friends
It helps to speak with family and friends as they can provide you with their love and support to help you feel better. This can help with the road to recovery. 
If a family member or friend has covid understand that it might be difficult for you to understand their situation. Your support and encouragement will help with their recovery. 
· Talking to them positively

· Remind them of their progress so far
· Help them see how they can gradually achieve this

· Recognize that support might also have an effect on you so take regular breaks and look after yourself as well.
If you need further support there are a number of confidential national services:

· Call 116 123 to talk to Samaritans, or email: jo@samaritans.org for a reply within 24 hours

· Text “SHOUT” to 85258 to contact the Shout Crisis Text Line.
5.5 Attend

At Attend we aim to support you throughout your long Covid recovery. 

We have formulated a long Covid support group that is a warm and inclusive safe space to allow individuals to discuss their difficulties and allows them to feel part of a community. This support group allows for individuals to share what they're experiencing and to share ideas that help them. 
Long covid presentations- these will be presentations that include the effects of long Covid on brain fog and fatigue and some helpful strategies to improve the symptoms. It will give an opportunity for further discussion and help improve the knowledge of your condition and some helpful strategies to help overcome this condition. 
Attend also has a coaching service where we offer 6-weeks coaching that help you identify goals and aspirations you have and help implement strategies to progress towards them. 
5.6 Support groups and useful resources
The Covid Aid Charity has created a community space for those affected by covid issues including long covid, loss, grief and trauma: https://community.covidaidcharity.org/feed 
The NHS website includes many useful resources on how they can help and what they offer: https://www.england.nhs.uk/2020/10/nhs-to-offer-long-covid-help/ 

Long Covid Support is an informational website where you can read other people’s stories and experiences with long covid: https://www.longcovid.org/ 
CBT therapy app: https://www.worry-tree.com/ 
Section 6 – When and where to get professional help
6.1 Fatigue XE "Vacations" 
Contact GP if:
· Your fatigue is getting more worse than better

· If there has been no change in symptoms or improvement in the last 4 weeks

· You are worried about your symptoms or there are new symptoms
This is a link to a course that teaches you to manage fatigue post covid-19:

https://community.covidaidcharity.org/courses/6381706/content
6.2 Brain fog
Contact GP if:

· Brain fog feels like it is not improving and affecting your day-to-day life

· You notice a new symptom that is making you worried
6.3 Mental health XE "Holidays" 
Some studies have found that 1 in 4 people who experience long covid develop a mental health issue. 
Contact GP for:
· suitable medication

· referrals to therapy services

· refer you to mental health specialists if appropriate

You can refer yourself to the NHS psychological therapies service via this link:
https://www.nhs.uk/service-search/mental-health/find-a-psychological-therapies-service/
Suicidal thoughts- how to cope

https://www.rethink.org/advice-and-information/about-mental-illness/learn-more-about-symptoms/suicidal-thoughts-how-to-cope/
24hr mental health help line- https://www.nhs.uk/service-search/mental-health/find-an-urgent-mental-health-helpline
6.4 Headaches
Get an urgent GP appointment or call 111 if:

· If the headache wakes you up during the night

· If you vomit when headaches occur

· If you have a headache first thing in the morning

· Have a sore scalp

· Blurred or double vision

More information- https://www.nhs.uk/conditions/headaches/
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