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COVID-19: Information for People living with Fanconi Anaemia 
As COVID-19 is a new virus, there is very little known and understood 
yet about the implications for people living with Fanconi Anaemia. 
Increasing amounts of data are being collected and analysed but it 
will be some time before the medical and research communities 
have answers. Until then, we must err on the side of caution to 
minimise the risks to people with FA, so the view of medical trustees 
of Fanconi Hope is that the safest course of action is that all people 

with FA should adopt the Shielding Measures recommended by the UK government. 

What is known is that based on data from China, COVID-19 is mainly an adult disease, with only 2% of 
44,672 confirmed cases being under 20. It is very often a mild disease and again from the Chinese data, of 
the 44,672 cases, 81% were mild.  The number of mild cases is itself probably an underestimation as many 
mild cases may never have been tested. Data from COVID-19 hospitalisations in Belgium shows that 27% 
had no underlying conditions and 6% had diseases of the immune system or haematological cancer such as 
leukaemia. At the University Hospital of Wuhan, about 0.8% of cancer patients had COVID-19, versus 0.4% 
from the general population.  (All information in this paragraph from COVID-19 and me: an EBMT webinar 
for patients and caregivers 3/4/20). This webinar should be available to watch week commencing 6/4/20.  

In a webinar for aplastic anaemia patients by Dr Sujith Samarasinghe, a paediatric haematologist from 
Great Ormond Street Hospital on 24/3/20, he said that he was not hearing that children with 
immunodeficiency were getting serious COVID-19 symptoms. There had been no incidence of severe 
symptoms with leukaemia or aplastic anaemia patients in Italy and in the whole of the EU there were only 
2 cases of coronavirus in leukaemia patients and none with aplastic anaemia patients.  

We have been in touch with many of our European counterpart FA support organisations and as far as 
they are aware, no cases of COVID amongst people with FA are known in the UK, Germany, the 
Netherlands, Italy or Spain. There is one possible case in Denmark and one known case, an FA adult many 
years post-transplant, in France. In France also, doctors have observed that people with immune 
deficiency don’t seem to have a higher risk of developing Covid-19. However we should not read too 
much into this, as part of the reason may be the fact that many FA patients will have taken much greater 
care to protect themselves in the first place and many will have been through the self-isolation process of 
bone marrow transplantation previously, giving them much better appreciation of the infection 
protection regimes required.   

Given that so much about COVID-19 is not yet understood, the view of medical trustees of Fanconi Hope is 
that the safest course of action is that all people with FA should adopt the Shielding Measures 
recommended by the UK government. Whilst not all people with FA will be at the same level of risk, there 
are still too many unknowns to give guidance to give people individually. 

You may have received an NHS letter in the last 2 weeks saying that you are in the UK government’s 
extremely vulnerable category, making you eligible for additional support and giving guidance that shielding 
measures should be adopted. If you have FA and have not received a letter, you can register with the UK 
Government here and tell them whether or not you need support. You should then contact your GP to keep 
them informed.  As the process still seems to be a little fluid, it may be that you need to contact your GP 
first before registering on the UK Government site.   

Fanconi Hope Charitable Trust 
www.fanconihope.org 

info@fanconihope.org                                       0300 330 1410                       PO Box 905 Southsea, PO1 9JG 
Charity Reg 1126894 

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#what-do-we-mean-by-extremely-vulnerable
https://www.ebmt.org/covid-19-webinars
https://www.ebmt.org/covid-19-webinars
https://www.gov.uk/coronavirus-extremely-vulnerable
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Please note that GP or hospital clinicians looking after people in these groups have now received letters 
informing them of the highest clinical risk group and have been asked to review their patient lists and to 
add in any patients they think should be on that list, so again if you are not on the list, please contact your 
GP.  

It appears that some people with FA have been sent letters and some have not. Of those who have, some 
are many years post-transplant, some of whom are immuno-suppressed, and some who are not. Being on 
the Government’s ‘extremely vulnerable’ list may confer certain advantages in that you may be able to 
receive preferential treatment from chemists in terms of home delivery of medicines and from 
supermarkets in relation to online delivery slots for example. If you are on this list you should then receive 
a further letter from the NHS which states that the letter itself is evidence for your employer to show that 
you cannot work outside your home.  

New UK Government guidance you should read was published on 1st April: Caring for people at highest 
clinical risk from COVID-19 Background and FAQs for patients 

 

 
Please note:- 
 
• If, at any point, you think you have developed symptoms of coronavirus, such as a new, 

continuous cough and/or high temperature (above 37.8oC), seek clinical advice using the NHS 
111 online coronavirus service (If you do not have access to the internet, call NHS 111.                     
Do this as soon as you get the symptoms. 

 
• Most routine appointments are being cancelled, so if you need urgent medical attention you 

should contact your care team.  
 
 

 

What is Shielding?  

Shielding is a measure to protect people who are clinically extremely vulnerable by minimising 
all interaction between those who are extremely vulnerable and others. Shielding Measures 
are outlined on the UK Government website: Guidance on shielding and protecting people 
defined on medical grounds as extremely vulnerable from COVID-19. There is also a useful 
description on the BBC website: Coronavirus: What is shielding? 

The advice given in the latest (2nd April) NHS letter to extremely vulnerable persons is as follows:-  

You, or the person you care for, should: 

• strictly avoid contact with someone who is displaying symptoms of coronavirus (COVID-19). These 
symptoms include high temperature (above 37.8 °C) and/or a new and continuous cough 

• not leave your home 
• not attend any gatherings. This includes gatherings of friends and families in private spaces e.g. 

family homes, weddings and religious services 
• not go out for shopping, leisure or travel. When arranging food or medication deliveries, these 

should be left at the door to minimise contact 
• keep in touch using remote technology such as phone, internet, and social media 
• use telephone or online services to contact your GP or other essential services 

https://www.england.nhs.uk/coronavirus/wp-content/uploads/sites/52/2020/03/20200401-FAQs-Patients.pdf
https://111.nhs.uk/covid-19
https://111.nhs.uk/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#what-do-we-mean-by-extremely-vulnerable
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#what-do-we-mean-by-extremely-vulnerable
https://www.bbc.com/news/health-51997151
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• regularly wash your hands with soap and water for 20 seconds. Ask carers or support workers who 
visit your home to do the same. 

The rest of your household should support you to stay safe and stringently follow guidance on social 
distancing, reducing their contact outside the home. In your home, you should: 

• minimise the time you spend with others in shared spaces (kitchen, bathroom and sitting areas) 
and keep shared spaces well ventilated 

• aim to keep 2 metres (3 steps) away from others and encourage them to sleep in a different bed 
where possible 

• use separate towels and, if possible, use a separate bathroom from the rest of the household, or 
clean the bathroom after every use 

• avoid using the kitchen when others are present, take your meals back to your room to eat where 
possible, and ensure all kitchenware is cleaned thoroughly. 

If the rest of your household are able to follow this guidance, there is no need for them to take the full 
protective measures to keep you safe. 

Washing hands and keeping the home clean are vital aspects of shielding measures. Here are two useful 
sources of information: 

• How to wash your hands. A photo poster showing the steps to take to wash 
hands thoroughly to remove the virus (Source: European Centre for Disease 
Prevention and Control (ECDC) 

• How to clean your home effectively (Source: Which) 

 

 

---------------------------------------------------- 

 

Further Useful Information 

• Coronavirus outbreak FAQs: what you can and can't do (Source: UK Government) 
• COVID-19 Questions and answers (Source: European Centre for Disease Prevention and Control 

(ECDC)). 
• Infographic posters 

o COVID-19 and Immuno-compromising conditions (Source: European Centre for Disease 
Prevention and Control (ECDC)). 

o COVID-19 Isolation and Quarantine (Source: European Centre for Disease Prevention and 
Control (ECDC). 

• Coronavirus and your stem cell transplant (Source: Anthony Nolan). 
• Corona Virus – What transplant recipients need to know (Source: Blood & Marrow Transplant 

Information Network (BMT InfoNet), a leading US advocacy organization for bone marrow, stem 
cell and cord blood transplant patients). 

• Personal protective equipment for primary outpatient and community care  (UK Government) 
• Childrens’ Guide to Corona Virus (Source: The Children’s Commissioner for England, a UK 

Government Appointee who promotes and protects the rights of children, especially the most 
vulnerable, and stands up for their views and interests). 
 

https://www.which.co.uk/news/2020/03/coronavirus-how-to-clean-your-home-effectively/
https://www.gov.uk/government/publications/coronavirus-outbreak-faqs-what-you-can-and-cant-do/coronavirus-outbreak-faqs-what-you-can-and-cant-do
https://www.ecdc.europa.eu/en/covid-19/questions-answers
https://www.ecdc.europa.eu/sites/default/files/documents/Leaflet-Covid-19_immunocompromising-condition.pdf
https://www.ecdc.europa.eu/sites/default/files/documents/Leaflet-Covid-19_Isolation-and-quarantine.pdf
https://www.anthonynolan.org/patients-and-families/understanding-stem-cell-transplants/coronavirus-and-your-stem-cell-transplant
https://www.bmtinfonet.org/video/coronavirus-what-transplant-recipients-need-know?fbclid=IwAR1oZqU2ovojjl1GNW79SQtvDCZI9MDFt-kUgGZW93VzZgc9VSLpFGKfBZw
https://www.childrenscommissioner.gov.uk/publication/childrens-guide-to-coronavirus/
https://www.ecdc.europa.eu/sites/default/files/documents/Handwashing-poster.pdf
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Mental Health and Wellbeing  

It is important to ensure the mental health and wellbeing of everyone who is self-
isolating for 3 months or more.  

 

• Tips for Coping with Anxiety During the Coronavirus Crisis (Source: Blood & Marrow Transplant 
Information Network (BMT InfoNet) is a leading US advocacy organization for bone marrow, stem 
cell and cord blood transplant patients). 

• Breathing Tree Rebecca Dennis is among the most sought after “transformational breathwork” 
experts and her free And Breathe podcasts feature breathing exercises around a weekly theme — 
chakra meditation, anxiety relief and better sleep. 

• The Mindful Podcast (www.podbean.com) or www.mindful.org on Apple podcasts. Bite-sized 
chunks (most are 5-10 minutes long) of guided meditation practice from a pool of experts in the 
field. Topics featured include “nourishing breath meditation” and a six-minute “mountain 
meditation to shift you out of panic mode”.  

• Man Flow Yoga Texas-based instructor Dean Pohlman, the author of Yoga For Men (Dorling 
Kindersley, £12.99), has almost 95,000 subscribers to his Youtube yoga channel. He’s currently 
offering 19 of his 10 to 50-minute workouts for free. Great for men new to yoga. 

• Free Yoga to support health happiness and sanity during self-isolation (Source: WhatCharity, a UK 
Charity that helps charities to report how their donations are used, what impact is being made and 
lets them ask for volunteers, goods, services and funding from the public). 

• Sanvello (Android and iOS). This app for the anxious describes itself as providing “on-demand help 
for stress, anxiety and depression”. It has been designed by a team therapists, doctors and 
researchers, and is currently free to download. 

• Helen Maria Faliverno  @hmfyoga on Instagram; HMFYoga on YouTube. Faliverno is a London-
based yoga instructor currently providing free classes from her Instagram live feed. On her Youtube 
channel she provides tutorials such as top tips about setting up a home yoga space along with a 
library of free classes. 

• Yoga by Candace and Yoga By Candace on Youtube. With 273,000 subscribers to her Youtube 
channel, Candace is a darling of the yoga world and offers free classes targeting everything from 
tight hips to sleep preparation. 

• Coronavirus and your wellbeing (Source: Mind, a UK Mental Health Charity). 
• Relax Kids Free Calm Pack Full of lots of ideas to reassure children and to help them feel calm and 

safe during these uncertain times. (Source: Relax Kids) 
• Mindfulness Full of lots of ideas and advice on how to keep relaxed (Source: NHS) 
• 10 Top Tips to help with anxiety related to Coronavirus (Source: NHS) 
• What to do if you’re anxious about coronavirus If the current news on coronavirus is making you 

feel anxious, concerned or stressed, here are some things you can do (Source: Young Minds) 
 

  

https://www.bmtinfonet.org/tips-managing-anxiety-crisis?fbclid=IwAR0EK2smGLmqQK6UgYNt-AzE0uPA3HeZK3uk8V-rpGPqogv8T4NVdjA6Ojc
http://www.podbean.com/
http://www.mindful.org/
http://www.manflowyoga.com/free
https://goodreads.whatcharity.com/free-yoga-to-support-health-happiness-and-sanity-during-self-isolation/
http://www.sanvello.com/
http://www.hmfyoga.com/
http://www.yogabycandace.com/
https://www.mind.org.uk/information-support/coronavirus-and-your-wellbeing/
https://www.relaxkids.com/calm-pack
https://www.nhs.uk/conditions/stress-anxiety-depression/mindfulness/
https://www.nhs.uk/oneyou/every-mind-matters/coronavirus-covid-19-anxiety-tips/
https://youngminds.org.uk/blog/what-to-do-if-you-re-anxious-about-coronavirus/
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Educational Resources 
 

Here are some predominantly free online educational resources but parents should 
check these sites for suitability first.  
 
 

• Khan Academy (Especially good for maths and computing for all ages but other subjects at 
Secondary level. Note this uses the U.S. grade system but it's mostly common material). 

• BBC Learning This site is old and no longer updated and yet there's so much still available, from 
language learning to BBC Bitesize for revision.  

• Blockly Learn computer programming skills - fun and free. 

• Scratch Creative computer programming 

• Ted Ed All sorts of engaging educational videos 

• National Geographic Kids Activities and quizzes for younger kids. 

• Duolingo Learn languages for free. Web or app. 

• Mystery Science Free science lessons 

• The Kids Should See This Wide range of cool educational videos 

• Paw Print Badges Free challenge packs and other downloads. Many activities can be completed 
indoors. Badges cost but are optional. 

• Tinkercad All kinds of making. 

• Cbeebies Radio Listening activities for the younger ones. 

• Nature Detectives A lot of these can be done in a garden, or if you can get to a remote forest 
location! 

• Oxford Owl for Home Lots of free resources for Primary age 

• Big History Project Aimed at Secondary age. Multidisciplinary activities. 

• Geography Games Geography gaming! 

• Blue Peter Badges If you have a stamp and a nearby post box. 

• Red Ted Art Easy arts and crafts for little ones 

• The Imagination Tree Creative art and craft activities for the very youngest. 

• Toy Theater Educational online games 

• DK Find Out Activities and quizzes 

• Twinkl This is more for printouts, and usually at a fee, but they are offering a month of free access 
to parents in the event of school closures. 

 

 

 

Information Sheet produced by Fanconi Hope: (Bob and Jeannie Dalgleish with support 
from Dr Josu de la Fuente and Dr Stefan Meyer), 4th April, 2020.   

 

https://www.khanacademy.org/
https://blockly.games/
https://scratch.mit.edu/explore/projects/games/
https://ed.ted.com/
https://www.natgeokids.com/uk/
https://www.duolingo.com/
https://mysteryscience.com/
https://thekidshouldseethis.com/
https://www.pawprintbadges.co.uk/
https://www.tinkercad.com/
https://www.bbc.co.uk/cbeebies/radio
https://naturedetectives.woodlandtrust.org.uk/naturedetect%E2%80%A6/
https://www.oxfordowl.co.uk/for-home/
https://www.bighistoryproject.com/home
https://world-geography-games.com/world.html
https://www.bbc.co.uk/cbbc/joinin/about-blue-peter-badges
https://www.redtedart.com/
https://theimaginationtree.com/
https://toytheater.com/
https://www.dkfindout.com/uk
https://www.twinkl.co.uk/

