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FREQUENTLY ASKED QUESTIONS FOR YOUNG PEOPLE WITH RHEUMATIC 

CONDITIONS concerning the current coronavirus (COVID-19) pandemic 

This advice is a consensus of UK paediatric rheumatologists and ophthalmologists based on the currently 
available information.  It may change as more information becomes available.  It is reassuring to know that to 
date COVID-19 in young people with rheumatic conditions, on any treatment, is not causing severe infections. 

This document is broken down into the following topics 

• Important Questions  

• Medication  

• Treatments  

• Shielding and Isolating 

• Parents/Carers/Guardians and Work 

 

1) How do I keep myself healthy mentally and physically in these uncertain times?  

~ Stay connected to friends and family  

− You can video call, text and have some fun with online games or quizzes 
~ Try and maintain a daily routine  

− Maintaining structure can help reduce stress levels and give us a sense of control 

− Try to go to bed and get up at a regular time as you would do when you were at 
school/college/work at least Monday-Fridays although lie-ins still acceptable at weekends! 

~ Try and maintain some exercise 

− Exercise frequently by walking or 
cycling or online classes  

~ Do some activities that interest you  

− Learn a new skill or spend time doing 
hobbies you enjoy 

~ Try to achieve a set of goals in a day  

− Write down 1,2 or even 5 things 
however big or small you want to 
achieve that day 

~ Take a minute to relax 

− Take some time to be mindful, maybe 
listen to a meditation podcast or some 
music or read a book 

− Make a list of things you want to do or 
places you want to go when this is all 
over 

~ Remember this won’t be forever 
 

2) What do you know about people like me with rheumatic conditions and how COVID-19 might 

affect us? 

~ A lot is already known about COVID-19 in young people in general from around the world 
(China, Italy, Spain, USA).  

~ We know that: 

− Younger age is a strong protection and that young people in general do very well and 
recover quickly without going to hospital.  

− Many young people do not even know they have the virus (one study estimated ~40% of 
young people who later test COVID-positive did not know they had it).  

~ Less is known about young people with rheumatic conditions. However, we are in touch with 
doctors in China and Italy managing children/young people on immune suppressant medication. 
Their experience and early reports suggest there are very few who show any serious signs or 
get the pneumonia, that can occur in older people when they are very sick with COVID-19. 

~ If you are interested in the research, papers can be found here 
https://www.ncbi.nlm.nih.gov/research/coronavirus/  

https://www.ncbi.nlm.nih.gov/research/coronavirus/
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Medication 

3) Should I stop my medication if I am on an immune suppressant medication?  

~ No 
~ If you stop your medication you may be more at risk of a flare. If this happens you may need a longer 

course of steroids, which may move you into the so called ‘shielding group’ i.e. more at risk from the virus. 
~ This document is a guide to social distancing and shielding for children/young people on medications 

https://www.ccaa.org.uk/wp-content/uploads/2020/04/Paed-RheumOphth-Risk-Stratification4Families-
FINAL-01042020.pdf.  

~ If you are on steroids of a certain dose you may have been advised to take special care: consult your 
team if you are unsure. Do not stop your steroids or change the dose before talking to your team. 

 
4) Are NSAIDS such as Ibuprofen/Naproxen/Piroxicam safe for me to take? And what about if I 

contract COVID-19? 

~ There is a suggestion that using ibuprofen and other non-steroidal anti-inflammatories (NSAIDS) might be 
a problem during a fever with COVID 19 but most of the evidence suggests it is quite safe.   

~ If you develop a fever and you are concerned that you have a coronavirus infection, paracetamol can be 
used instead. However, if you take a NSAID medicine for your condition you should not stop this.  

 

5) I have been told I have to have my medication via injection now when I normally have an 

infusion. Is there any help on how to manage this? 

~ Yes 
~ Your team will know what support is available either through your hospital or locally to help with this.  

Many young people manage to give the injections themselves once they have been shown how to do it.  
~ Having your parent/carer/guardian inject you is also an option.  If you are struggling, then contact your 

team for help 

Treatments 

6) My joint injections have been cancelled - how long will I have to wait for these to be 

rescheduled and what should I do in the meantime? 

~ Unfortunately, this is difficult to answer as it may vary between hospitals.   
~ If possible, you may be offered the procedure without a general anaesthetic with the support of your team 

but in some cases this may not be possible. If this is the case a short course of low dose oral steroid may 
sometimes be given.  This will be effective at treating the inflammation and will help during this time when 
the usual facilities are not available. 

~ The reasons that some hospitals are currently unable to offer joint injections may include: 

− The fact that hospital staff and facilities are being prioritised for COVID 19 management.  

− Anaesthetists are needed to help support the care of very sick patients.   

− Anaesthetists themselves are at risk from children/young people who may have the virus but are not 
unwell.   

− Giving children/young people an 
anaesthetic can require ‘intubation’ and 
this can release respiratory viruses and 
so puts the anaesthetist (and the others 
in the room) at risk of catching the 
infection and becoming unwell.   

 
 

 
 
 
 
 
 
 

Why not check out a list of things to do while you are at home on the RAIISE website, set up by a young person who 
herself has lupus/SLE: https://raiise.co.uk/2020/03/26/covid-19-things-to-do-while-youre-at-home/    

https://www.ccaa.org.uk/wp-content/uploads/2020/04/Paed-RheumOphth-Risk-Stratification4Families-FINAL-01042020.pdf
https://www.ccaa.org.uk/wp-content/uploads/2020/04/Paed-RheumOphth-Risk-Stratification4Families-FINAL-01042020.pdf
https://raiise.co.uk/2020/03/26/covid-19-things-to-do-while-youre-at-home/
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7) I am worried about going into hospital for appointments - will it be safe? 

~ If you are unwell and need to be seen in hospital it is important to attend the hospital visit.  Those with 
COVID infections are kept in a separate area.  There are very few children and young people are unwell 
with this infection. 

~ Most outpatient appointments have been changed to telephone appointments to avoid coming into the 
hospital. If the hospital does phone, make sure you have some time to chat with your rheumatologist 
yourself – it is your appointment after all, even if it is on the phone!  

~ The team who look after you will decide if it is necessary to actually see you depending on how you are.   
~ Please do not come to the hospital for an appointment if you or anyone in your family is unwell or isolating 

due to contact with coronavirus. Please contact your team in advance of the appointment to decide what 
should be done. It is likely the appointment will be postponed.  If you do attend an appointment, only one 
parent (if necessary) should come with you, and no brothers or sisters. 

~ If you need to attend for an infusion, your team will review this, to see if there is any other effective way to 
give the treatment that does not need an infusion at the hospital.  For some, this is still necessary and will 
be arranged accordingly.   

 

8) What should I do I have a flare? 

~ Contact your rheumatology team for advice. Although we may have fewer team members available we will 
still be here to support you. 

 

9) I have JIA and am concerned about eye checks - how can I make sure my uveitis is well 

controlled? What if I need regular monitoring? 

~ If you do not have uveitis and are not getting eye checks, look out for any possible signs of trouble 
including:  

− Redness of the whites of the eyes nearest the iris, (ie the coloured part of the eye),  

− Problems looking at light 

− Changes to the appearance of the iris or pupils 

− Blurry vision.  
~ If you have any concerns, it is best to contact your team. It will be difficult for you to go for an optician 

check over the following months: many high street opticians have closed, and not all opticians are 
comfortable looking for uveitis.   

~ During this period, you can postpone your eye check if you have had an eye check and have never had 
uveitis, AND have been started on Methotrexate and or Adalimumab for your arthritis, as those treatments 
help to protect the eyes.  

~ If you have well-controlled uveitis you will be monitored using video or telephone eye health checks. Well-
controlled uveitis means no recent significant activity, on no more than once daily drops, no recent flare, 
normal eye pressure, and no visual impairment.  

~ You will be asked to keep coming into the eye clinic for a face-to-face appointment if you have unstable 
uveitis, or if you are recently diagnosed with JIA who has not yet had an eye check.  

 
10) I have been told I can wait longer before I need my bloods taking again. Is this ok and how 

long is too long between blood tests? 

~ If blood tests have previously been normal, then these can be done less frequently.  Once blood tests are 
stable it is usually safe to do them every 3 months. 

~ If there have been problems with your blood test previously and your team are monitoring them closely, 
then ask your team what is needed. 

~ If your GP prescribes the methotrexate and does the blood tests, your team can advise your GP on how 
frequently bloods can be done during the COVID pandemic 
 

11) Is it safe for my community nurse or Healthcare at Home nurse to come and give me my 

injection at home? 

~ Yes. They will take precautions to protect you and themselves against possible transmission of infection. 
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Shielding and Isolating 

12) What do I do if I get ill with COVID 19?  Do I ring 111? 

~ Check current guidance https://www.gov.uk/government/collections/coronavirus-covid-19-list-of-guidance 
~ Do not stop your medicines without your team’s advice  
~ Let your team know you are unwell so they can help with what to do with medicines. These will be 

managed in the same way they would be if you became unwell at any other time. If you have a fever, you 
are likely to be asked to stop your medicines (except steroids) until you have recovered.  Do not do this 
without the team’s advice. 

~ If you are concerned about yourself call for emergency help as you would do normally. 
 

13) I have received a shielding letter what exactly does that mean? 

~ The minority of young people with rheumatic conditions will receive such a letter as the risks are so much 
less for children and young people, even with their rheumatic conditions. 

~ This document is a guide to social distancing and shielding for children/young people on medications 
https://www.ccaa.org.uk/wp-content/uploads/2020/04/Paed-RheumOphth-Risk-Stratification4Families-
FINAL-01042020.pdf.  

~ As more information emerges for children and young people with rheumatic conditions the shielding 
guidance may be updated.  

~ You can check the shielding advice for adults from Public Health England here: 
https://www.gov.uk/government/publications/guidance-on-shielding-and-protecting-extremely-vulnerable-
persons-from-covid-19/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19  

 

14) What do I do if my risk status has been lowered from high to moderate? 

~ This just means it is safe to practice sensible precautions we are all using, like washing hands well, 
staying at home for much of the time and social distancing (keeping 2 m distance from people who are not 
in the same household).  

~ More detailed guidelines are now being developed to be more appropriate for children and young people, 
as we understand this disease affects them much less severely than older adults.  This includes children/ 
young people with rheumatic conditions like arthritis.  

~ Your team will advise you which category you fall into and therefore what precautions are recommended.  

 
15) What can I do to protect myself if my sibling/s, parent/s or guardian become unwell? 

~ Follow the advice that is being issued for the general public including good hand hygiene.  The unwell 
person would need to be shielded from the rest of the family as much as is possible.  Information is in the 
PHE Shielding advice: 

~ https://www.gov.uk/government/publications/guidance-on-shielding-and-protecting-extremely-vulnerable-
persons-from-covid-19/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19 
 

16) On the classification document it refers to blood pressure medication. Does this include 

taking tablets for low or high blood pressure?  

~ Blood pressure medication is only for high blood pressure. The blood pressure medication this refers to are 
angiotensin-converting-enzyme (ACE) inhibitors e.g. captopril, enalapril and angiotensin receptor blockers 
(ARBs) eg losartan.  

~ Such drugs are infrequently used in young people unless they have significant kidney disease. If you are 
on such medication it is important you continue on it as there is no convincing clinical or scientific evidence 
supporting a harmful effect of either of these drug types and COVID-19 infection 

 

17) Do those of us who have autoimmune conditions have to self-isolate for 12 weeks? 

~ This really depends on which condition and more importantly what treatment you are receiving. Young 
people with an autoimmune rheumatic condition in the moderate risk category (see link below) are indeed 
being advised to self-isolate for 12 weeks as of the 23rd March i.e. until 15 June 2020.  

~ However young people with some autoimmune conditions are low risk and should simply follow the 
guidance regarding self-isolation for the general public. 

~ This document is a guide to social distancing and shielding for children/young people on medications 
https://www.ccaa.org.uk/wp-content/uploads/2020/04/Paed-RheumOphth-Risk-Stratification4Families-
FINAL-01042020.pdf.  

https://www.gov.uk/government/collections/coronavirus-covid-19-list-of-guidance
https://www.ccaa.org.uk/wp-content/uploads/2020/04/Paed-RheumOphth-Risk-Stratification4Families-FINAL-01042020.pdf
https://www.ccaa.org.uk/wp-content/uploads/2020/04/Paed-RheumOphth-Risk-Stratification4Families-FINAL-01042020.pdf
https://www.gov.uk/government/publications/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19
https://www.gov.uk/government/publications/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19
https://www.gov.uk/government/publications/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19
https://www.gov.uk/government/publications/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-from-covid-19
https://www.ccaa.org.uk/wp-content/uploads/2020/04/Paed-RheumOphth-Risk-Stratification4Families-FINAL-01042020.pdf
https://www.ccaa.org.uk/wp-content/uploads/2020/04/Paed-RheumOphth-Risk-Stratification4Families-FINAL-01042020.pdf
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18) The shielding letter I received from my Rheumatology Team said to stop taking my 

medication if I start to show symptoms of COVID-19. But I have always been told to 

continue my medication – what do I do?   

~ Just as with other serious infections you should first seek the advice of your rheumatology team. It is a 
possibility that you will be asked to stop drugs such as Methotrexate or biologics but likely not steroids.  

~ Then after discussion with your rheumatology team they will be restarted once you are better again.  
~ Do not stop your medication without your team’s advice. 

Parents/Carers/Guardians and Work 

19) My carers/parents/guardians are key workers – should they also be self-isolating to keep me 

safe? I am of 'moderate risk' but does my carer/parent/guardian have to go to work still?  

~ If you are in the moderate or low-risk group, your carers/parent/guardian should continue to work.  They 
should take all the usual and necessary precautions when they return home.   

~ If you are in the ‘shielding group’ the situation is likely to need individual consideration depending on the 
level of risk, both from your condition and your carer’s/parent’s/guardian’s job and the likelihood of 
exposure.   

~ In general, if good social distancing and hand hygiene is applied, parents are currently being advised to 
continue to work and be very vigilant with the usual precautions   

 
20) If my (carer/parent/guardian) continues to go to work (whether as key workers now, or 

anyone when the current lockdown is over) what precautions should they take on coming 

home to care for me?  

~ They should practice the following measures: 

− Hand washing thoroughly, changing and cleaning clothes, taking off work shoes when they get 
home and leaving them by the front door is important.   

− Leaving any ID badge or lanyard in a bag and not taking it out at home.  

− Wiping down mobile phone cases with anti-bacterial wipes/hand sanitiser after being at work 
 
21)  I am an essential worker myself, should I still continue to work and if not what information 

do I need to give my employer? 

~ This will depend on lots of things such as what condition you have, what treatment you are on and what 
job you are doing! So best to have a chat with your rheumatology team. 

~ If you are in the very vulnerable/high risk/shielding group and your work involves a risk of being in contact 
with people with coronavirus, your team may be able to provide a letter to support working from home. 
Talk to your consultant or team about this. 

~ Your employer may also be able to put in place measures which can allow you to continue to work 
 

22) I would like to volunteer to support my local community and/or the NHS is there a way for 

me to do this safely? 

~ First and foremost, it is great that you want to and there are a lot of opportunities out there but will vary 
from area to area.  

~ The NHS volunteer scheme if for over 18-year-olds but there are lots of other opportunities for 
volunteering so have a look in your local community 

~ If you are aged 11-24 years old, don’t forget to check out the Your Rheum website (https://yourrheum.org) 
as there may be opportunities to provide feedback on current rheumatology research projects  

If you still have concerns please talk to your rheumatology team – we are almost certainly 

going to be working with less staff than usual, as our teams are needed to work on the wards, 

and we cannot guarantee a quick response, but we will all do our best to support you and your 

families through this time.  
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