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The primary purpose of this webpage is to help keep patients under current care of the Immunodeficiency Centre for Wales informed in relation to events accompanying the novel coronavirus, COVID-19. Given the emerging nature of the situation, new information will become available faster than we can update this site. This webpage therefore includes external resource links to help you access reputable and relevant information in a timely manner.
Please take time to read this before considering contacting our patient helpline. We recognise that during these unprecedented events, our ability to respond to a large volume of queries in a timely fashion is limited. Unnecessary calls are likely to delay our ability to provide essential clinical care. 
Background
In December 2019, a cluster of pneumonia cases was reported in Wuhan, Hubei Province, China, linked to be caused by a novel coronavirus (SARS-CoV-2, leading to COVID-19 disease). On the 11 March 2020, the World Health Organisation declared a pandemic, meaning that the virus has spread and is replicating worldwide. The situation is changing all the time and we advise you to monitor for the latest advice applicable to your area. The International Patient Organisation for Immunodeficiencies (IPOPI) have released the following advice (effective 13th March 2020) to help address common questions. This advice has been prepared with several international professional bodies and is available: https://ipopi.org/wp-content/uploads/2020/03/COVID19_Mar13v1_EN.pdf. We have adapted this on 17th March 2020, including updates and inclusion of local guidance and additional useful external resource links where relevant.
What is the current situation regarding COVID-19? 
The situation is changing all the time and we advise you to monitor for the latest advice applicable to your area. As of 17th March 2020, close to 185,000 confirmed cases have been reported worldwide, of which 1,553 were in the United Kingdom, and 124 within Wales. There has been 1 death from confirmed COVID-19 virus within Wales. These numbers are likely to increase.
How can I keep myself updated of the global situation? One useful tool is the John Hopkins Coronavirus Resource Centre. This provides an online service that is frequently updated: https://coronavirus.jhu.edu/. This includes daily situations reports, background on epidemiology, recovery rates, and an interactive map to track cases of the virus around the world.
How can I keep myself updated of the situation in Wales? The Public Health Wales website is a source of relevant information including daily update statements https://phw.nhs.wales/topics/latest-information-on-novel-coronavirus-covid-19/


How does it spread? 
The transmission mode of COVID-19 is similar to the previous coronavirus outbreaks, and seasonal flu, spreading from person to person through: 
• Respiratory droplets spreading when coughing or sneezing 
• Close personal contact with an infected person (shaking hands or touching) 
• Touching contaminated surfaces and then touching eyes, nose or mouth with unwashed hands
Clinical symptoms due to COVID-19 infection 
Human coronaviruses commonly cause mild to moderate illness in the general population. So far, the main clinical signs and symptoms reported in this outbreak include fever, tiredness, fatigue, dry cough and running nose. Some patients also experience aches and pains, nasal congestion, sore throat and/or diarrhoea. These symptoms are usually mild and begin gradually. Some people become infected but don’t develop any symptoms and don't feel unwell. Approximately 80% of the affected people recover from the disease without needing special treatment
Should PID patients get systematically tested for COVID-19? 
The situation is changing all the time and we advise you to monitor for the latest advice applicable to your area. The test usually consists of a nasal swab, that is sent to a dedicated microbiology laboratory for detection of this virus (by polymerase chain reaction (PCR) method). However, in light of shortages of manpower and availability of testing kits, it is not possible currently to offer this to all of our patients. Increasing access and availability of testing is a major priority for Public Health Wales. For the latest information, please consult: https://phw.nhs.wales/topics/latest-information-on-novel-coronavirus-covid-19/
It is possible that new tests based on a blood test looking at virus-specific antibody levels will be used in the near future. For patients with a diagnosis of antibody deficiency (for instance if you are receiving immunoglobulin replacement), it is likely such tests would give a “false negative”. We would therefore suggest these are avoided if you have a diagnosis of immunodeficiency and have been started on immunoglobulin replacement therapy. 
Precautions 
Any respiratory virus that can be spread from person-to-person may be a risk for PID patients. Therefore, PID patients should be cautious and keep track of developments of COVID-19 in their region. Whilst immunoglobulin (Ig) replacement therapy provides protection against a wide range of infections, it does not guarantee immunity against coronavirus. The World Health Organization’s (WHO) and the Centers for Disease Control and Prevention’s (CDC) recommendations to reduce exposure to and transmission of COVID-19 include, but are not limited to, the list below:
The MOST IMPORTANT means to prevent infection are: 
· Wash hands frequently (every hour) by using alcohol-based hand rub or soap and water (20 seconds), especially after direct contact with ill people or their environment
· Avoid touching eyes, nose and mouth 
· Avoid close contact (1 meter) with people suffering from acute respiratory infections 
· Avoid close contact (1 meter) with anyone who has fever and cough
· Avoid greeting people by shaking hands or kissing 
· People with symptoms of acute respiratory infection should practice cough etiquette (maintain distance, cover coughs and sneezes with disposable tissues or clothing, and wash hands) and wear a respiratory mask if instructed by their local health care provider. 
· If you feel unwell and experience symptoms such as fever, cough and/or difficulty breathing, seek prompt medical assistance from your health care provider
Should I wear a mask? 
Masks are generally not effective for preventing infection. Most people do not have the appropriate training for a good fitting mask. Masks need to be replaced regularly and there is likely a greater risk of contaminating your face from your hands adjusting a mask than the benefit from wearing one. The exception to this is in a healthcare setting when you are given a mask, shown how to wear it and how to dispose of it appropriately. 
Social distancing information: 
[bookmark: _GoBack]As of 17th March 2020, National Guidance concerning social distancing and respiratory hygiene can be found here: 
https://www.gov.uk/guidance/coronavirus-covid-19-information-for-the-public 
https://www.gov.uk/government/publications/covid-19-guidance-on-social-distancing-and-for-vulnerable-people/guidance-on-social-distancing-for-everyone-in-the-uk-and-protecting-older-people-and-vulnerable-adults
Should I self-isolate?
Our position at the Immunodeficiency Centre for Wales is that patients with immune deficiency are likely to be at increased risk of severe illness from coronavirus (COVID-19). There is limited evidence for this at present with COVID-19, however the results of our Burden of Infection in Primary Antibody Deficiency (BIPAD, in submission) study (conducted with the help of many of you) suggests a greater frequency of minor viral infections (such as rhinovirus and para-influenza viruses) occur despite immunoglobulin replacement and antibiotics. 
Therefore, wherever possible, we are suggesting that patients with a confirmed diagnosis of immunodeficiency self-isolate. For those with children attending school, this may mean withdrawing your child from school.
General advice for self-isolation includes:
· Refill your prescription medicines or consider using a mail-order for your medications.
· Continue practicing specific preventive measures, as prescribed by your health provider, in connection to your ongoing treatment. 
· Have over-the-counter medicines and medical supplies (e.g. tissues, thermometer) to treat fever. 
· As much as feasible, keep physically active to ensure good physical condition. 
· Have enough groceries and household items, approximately 2-4 weeks. 
· Prepare gradually and avoid panic buying. 
· Activate your social network. If you are on twitter, consider following professional organisations such as @ipopi_info. 
· Contact family, friends, neighbours or community health care workers in advance and make joint plans on what to do when COVID-19 is spreading in your community or if you become ill.
Remember to be cautious with reports on social media - misinformation can also spread easily. 
Is there a vaccine? 
There is currently no licensed vaccine available for COVID-19, however a number are in accelerated development. It is likely that it will be over a year until a vaccine is available. For more information on vaccine development see, https://www.nih.gov/news-events/news-releases/nih-clinical-trial-investigational-vaccine-covid-19-begins  
Is there a treatment for COVID-19?
A range of therapies with possible anti-viral and immunomodulatory activity are being trialled, for instance: https://www.niaid.nih.gov/news-events/nih-clinical-trial-remdesivir-treat-covid-19-begins. Avoidance and prevention through self-isolation and social distancing therefore remain the best protection at present. 
Should I continue my immunoglobulin replacement therapy?
The short answer is yes. It is remains essential to regularly continue to take the treatment for your primary immunodeficiency. 
Wherever possible, we are switching patients to receive their therapy at home to enable you to self-isolate. For some individuals, this may mean a change from receiving therapy from intravenously (into a vein) to subcutaneously (under the skin). The continued supply and safe administration of immunoglobulin replacement for those who need it remains our priority.
Further information on immunoglobulin replacement therapy:
According to a statement from Plasma Protein Therapeutics Association (PPTA) there is no risk of transmission of SARS-CoV-2 by plasma-derived medicinal products. For PID patients who are on immunoglobulin replacement therapy, there is no evidence to date that more frequent dosing of Ig will offer more protection. Whilst Ig replacement therapy provides protection against a range of infections, it does not guarantee immunity against coronavirus. No antibodies targeting COVID-19 are expected to be contained in the existing preparations. 
Therefore, for patients with suspected or confirmed immunodeficiencies whose condition has not required them to receive regular immunoglobulin replacement therapy, there is no need to start. Similarly, there is no recommendation to give immunoglobulins to the general population to protect or treat people against COVID-19.


What should I do if I get a new cough and fever?
Don’t panic! It is first important to recognise there are a number of reasons why you may get new respiratory symptoms. Common cold viruses such as rhinovirus circulate at higher rate among individuals with primary antibody deficiency, and may cause similar symptoms of cough, runny nose. 
1) Follow your usual treatment plan. For some patients, this might mean starting a course of back-up antibiotics prescribed at your recent Immunodeficiency clinic appointment. (Remember- these are aimed at treating a possible bacterial cause for your symptoms and preventing complications from bacterial infection following a viral infection)
2) For the latest information on advice on testing and access to local services across Wales, please consult:  https://phw.nhs.wales/topics/latest-information-on-novel-coronavirus-covid-19/what-to-do-if-you-have-symptoms-of-coronavirus/
3) Arrange testing for the virus locally, as available from your local GP (stating your immunodeficiency diagnosis as on your last clinic letter), or advised above. 
4) Update the Immunodeficiency Centre Team with details of your condition and progress.
5) Continue your regular therapies, such as immunoglobulin replacement.
A major difference from normal is that you should also ensure you are self-isolating.


Acknowledgments: This webpage was adapted for local use by staff at the Immunodeficiency Centre for Wales, based on the Joint Immunodeficiencies Societies Statement https://ipopi.org/wp-content/uploads/2020/03/COVID19_Mar13v1_EN.pdf
Additional resources: 
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	International updates on the emerging global situation
	https://www.who.int/emergencies/diseases/novel-coronavirus-2019

https://coronavirus.jhu.edu/
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	Guidance and information from the UK Government, including for employees 
	https://www.gov.uk/government/topical-events/coronavirus-covid-19-uk-government-response
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	Daily update statements from the Welsh outbreak response team
	https://phw.nhs.wales/topics/latest-information-on-novel-coronavirus-covid-19/
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	Short videos created by Prof. Kate Sullivan, a member of the medical board of the Immune Deficiency Foundation (IDF)
	https://youtu.be/ydk-Q959RJY  (posted on 2020, March 3rd) 

https://youtu.be/3DUKPXgYaYc  (posted on 2020, March 10th)
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	Consider following professional organisations on Twitter and Facebook
	@ipopi_info
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