T21RS Carers Survey 
Down syndrome COVID-19 carers survey 

We need your help! More needs to be learned about COVID-19 and the related vaccines among people with Down syndrome. The Trisomy 21 Research Society (T21RS) has organized an international online survey to collect this information.

All people with Down syndrome and their caregivers are invited to complete this survey, whether or not the person with Down syndrome has been infected with COVID-19 or has received the vaccine. Please note:
If the person with Down syndrome plans to receive the vaccine within the next 6 months, please complete this survey after they have received the required doses of the vaccine. 
If the person with Down syndrome does not plan to receive the vaccine or is too young to receive the vaccine at this time, please complete the survey now.

You may have completed T21RS’ previous survey to learn about the course of COVID-19 among people with Down syndrome. Based on this first survey, we found that most risk factors for a severe course of COVID-19 are similar to those of the general population. We found that the risk for poor outcomes of COVID-19 increases substantially after age 40 for people with Down syndrome, not after 60 as is true for people without Down syndrome. For this reason, the T21RS strongly recommends that individuals with Down syndrome (particularly those over 40, and those younger than 40 with significant pre-existing conditions) are prioritized for COVID-19 vaccination programs. Here is the link for further details:  https://www.t21rs.org/results-from-covid-19-and-down-syndrome-survey/

In this new survey, we have added questions about the COVID-19 vaccine to learn about any side effects of the vaccine for people with Down syndrome and what might promote them.

Completion of this survey is your choice. You can stop at any point if you decided not to complete the survey. 

None of the survey data will be linked to you or the person with DS. In other words, it will be anonymous. The study has undergone ethics review at the data coordinating centre in the US (Emory university), and also been registered with King's College London (MRA-19/20-18484). In addition, it has also been reviewed by the HRA (IRAS 284388/ 20/HRA/2452 ).  

If you participated in the previous survey, you will be asked to repeat parts of that one. We apologize for this extra effort, but we cannot link your previous survey with the new one because the data are anonymous.

The survey will take about 15-30 minutes to complete. It asks for: 1) general information about the person with DS with confirmed or presumptive diagnosis of COVID-19, 2) their pre-existing conditions, 3) whether they had COVID-19, 4) if they received the vaccine, whether or not they had any side effects. 
Link to survey: https://redcap.emory.edu/surveys/?s=zmRKBq2eSbQANmNQ
We aim to release results every 2 weeks to ensure that the information can be available to families and clinicians as it becomes available.
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Many thanks for your help with this. 
Professor Andre Strydom (KCL) and Professor Monica Lakhanpaul (UCL)

