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Project title

COCOON Study: Covid Children HOmecare COmplex Needs
About this project

COVID-19 is a public health emergency that has emerged worldwide, and as a result, has disrupted the life of every child and family. Children with rare diseases and/or complex care needs and their family caregivers are highly vulnerable to contracting and transmitting COVID-19. Knowledge of this, combined with their dependence on the home care sector 24/7 for extraordinary care needs, places immense added pressure on these families. As a result, public health recommendations during COVID-19, to stay at home and maintain physical distancing, present unique challenges for this population. Therefore, we want to investigate how current home healthcare policies are experienced by families and home healthcare practitioners and agencies.  We also want to make recommendations for policy and practice guidelines to enable these situations to be dealt with better both now and in the future.
What is the purpose of the study?

We are conducting this study to bring attention to home healthcare services for this unique population of children and their families. It is anticipated that the proposed study will provide meaningful real-time information to address expressed concerns, challenges and gaps that will inform paediatric home healthcare policy recommendations and practice guidelines during the COVID-19 pandemic.

Invitation to take part in the study

The invitation is open to parents, family caregivers and home healthcare practitioners.  If you are a parent/family caregiver of a child (18years or younger) with a rare disease and/or complex care needs or a health care practitioner who provides home healthcare services to a family of a child with a rare disease and/or complex care needs, we invite you to complete an online survey investigating the impact of COVID-19 on paediatric home healthcare services for children with rare diseases and/or complex care needs.   Some important contact details are listed below:

Dr Julie McMullan

Email: 
Julie.mcmullan@qub.ac.uk 
Post-Doctoral Research Fellow




Phone: 028 90 638460

Rare Disease Team

raredisease@qub.ac.uk


General rare disease email address
What do I have to do?

To participate in the study, you will need to be 18 years of age or older and complete an online survey responding to questions based on your experiences of receiving or providing home healthcare services during the COVID-19 pandemic. The survey should take around 20 minutes to complete. We will also be conducting interviews with a small group of caregivers and health care practitioners and completing a follow up survey in the Spring of 2021. Therefore, at the end of the survey there is an option to provide your email address indicating your interest in subsequent phases of the study. 

Do I have to take part?

You can take as much time as you need to think about participating in this project.  Only you can choose if you want to take part.  If you don’t want to participate you don’t have to say why.  

You may wish to withdraw from this project and this is entirely your choice.  There are two options for withdrawal:

1. No further contact, but continue to include my existing information in the project.

2. No further contact and no further use of the information I provided; all related details will be deleted provided it has not been included in the analysis.
How will the results be used?

The information you provide will be made anonymous by removing any identifiable details such as your name, place names etc.  Once the data has been edited to ensure you can not be identified, it will be summarised and written as a report which will be shared with the research team and all community partners and stakeholders, such as family caregivers, home healthcare practitioners, home healthcare agencies, and advocacy groups to develop policy recommendations and practice guidelines to guide paediatric home healthcare services as we live with the pandemic. 

Are there any risks or disadvantages to taking part in the project?
There is minimal risk to study participants.  It is possible that you may feel anxious, upset or uncomfortable responding to questions regarding your experiences during the COVID-19 pandemic. Please choose which questions you are comfortable answering and be aware of your option to withdraw from the completing the survey. If you feel the above emotions, please reach out to their primary health care provider for support and guidance.  Some people worry about being identified as someone taking part in the project.  The chance of this happening by anyone outside the immediate contact team is very small, and we will do everything we can to prevent this from happening.  We can only look at your data for approved scientific and healthcare purposes.

What are the advantages?

By taking part you have a chance to win a £10 shopping voucher.  We also hope you will benefit from the opportunity to voice your concerns and challenges experienced in receiving and/or delivering children's home healthcare services and to contribute to future policy and practice recommendations.  
Will my taking part in this project be kept confidential?

We take information security very seriously.  All electronic information from this project will be stored on an encrypted computer at Ryerson University, University College Dublin, and Queen’s University Belfast whose security level meets national data standards and no data will be stored in an unapproved location.  Researchers cannot copy or take away any individual data from this storage area.  Nobody outside this research project can access recorded or transcribed information; we will only share summaries of our findings that will go towards informing paediatric home healthcare policy recommendations and practice guidelines.  If anyone reveals your data on purpose in a way that identifies you, it is a legal breach (in other words, they have broken their contract or they have broken the law).  Any person, institution or company that does this could face criminal charges or substantial fines.  A Privacy Notice is available from the researchers upon request.
What do I do next?

If after careful consideration you are keen to proceed with the survey, please contact the rare disease team (raredisease@qub.ac.uk) who will contact you with a web link for completion.  For more information on the study and a direct link to the survey please visit https://www.qub.ac.uk/sites/RareDisease/COVID-19/Communitydeliveredcare/.
Your lived experience is imperative to this study and we need your expertise. 
THANK YOU FOR TAKING THE TIME TO READ THIS INFORMATION
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