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PARENTAL PULSE OXIMETRY MONITORING FOR ADULTS WITH LEARNING 

DISABILITIES AT RISK OF DEVELOPING SERIOUS RESPIRATORY PROBLEMS 

INCLUDING COVID-19 

RESEARCH PROJECT INFORMATION 

We would like to invite you to take part in a research project. This information tells you 

about the project. Before choosing whether you want to take part or not, it is important 

you know why the research is being done. What it will involve (ask you to do). Please 

take the time to read this information. Talk about it with other people if you want to. 

If there is anything you are not sure about, or you would like more information, please 

contact us. Please telephone 0141 331 3083 and leave your name, contact number 

and message on the answer machine (the telephone number is manned remotely 

during COVID-19), and we’ll phone back. Or email Janet.Finlayson@gcu.ac.uk 

Who is doing the research? 

The research is being conducted by Dr Janet Finlayson and Dr Nicola Roberts at 

Glasgow Caledonian University, and Dr Valeria Frighi at the University of Oxford, who 

have long-term experience of working with adults with learning disabilities and their 

supportive carers. 

This project has been designed and will be conducted also with advice from Dr Tim 

Holt (GP), Ms Jan Roast (mother of an adult with learning disabilities), Ms Maria 

Parsonage (Respiratory Nurse Consultant), Ms Marion McCardle (mother of an adult 

with learning disabilities), and Ms Katharine Slade (mother of an adult with learning 

disabilities). 

Why is the research being done and what will it find out? 

Adults with learning disabilities are at higher risk of developing respiratory problems, 

than adults without learning disabilities in the general population. It is important 
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therefore, to monitor the respiratory health of adults with learning disabilities, 

particularly during COVID-19. Pulse oximeters are health monitoring devices which 

can detect lower oxygen levels in adults before other symptoms of respiratory 

problems, such as breathing difficulties, occur. The aim of this research project, is to 

find out if 30 parents/main informal carers of adults with learning disabilities at risk of 

developing serious respiratory problems (including COVID-19), who live in Scotland, 

find it useful and effective to conduct pulse oximetry monitoring with their relative at 

home. 

Why do you want me to take part? 

We want you to take part because you live in Scotland, and you are a parent (or main 

informal carer) of an adult with learning disabilities who: 

• Lives at home with you; and 

• Has a known respiratory health condition, such as asthma or chronic 

obstructive pulmonary disease (COPD); Or 

• Is at risk of developing a respiratory health condition because they have 

dysphagia (swallowing difficulties) or severe or profound learning disabilities or 

complex needs. 

Parents/informal carers of adults with learning disabilities who are currently 

experiencing acute respiratory or febrile illness, including positively diagnosed COVID-

19, will not be able to take part. 

What will the research involve? 

If you choose to take part, a researcher will telephone you at home, to ensure you 

have enough information about the project, and answer any questions you have. They 

will then send you a consent form by post to sign and return. 

Once we have received your signed consent form, we will send you a pulse oximeter 

(to measure your relative’s oxygen levels and heart rate), a thermometer (to measure 

your relative’s body temperature), and guidelines on how to use both. You (or any 

member of the household or care team) will be asked to record these readings three 

times a day for three days, to establish their baseline (typical) readings. 
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If your relative’s baseline pulse oximetry oxygen level (%SpO2) readings fall within the 

ideal range of between 95% and 99%, we will send you a project pack. The project 

pack will contain a recording chart, to record your relative’s readings for a further two 

weeks, and two questionnaires; to tell us about you, your relative, and your views and 

experiences of using the pulse oximeter and thermometer at home. We will ask you to 

complete the first questionnaire before recording your relative’s readings over two 

weeks, and the second questionnaire once the two-week recording period has ended. 

If your relative’s baseline pulse oximetry oxygen levels (%Sp02) readings are below 

the ideal range, we will send you a questionnaire to complete, but we will not ask you 

to record their readings for a further two weeks. 

Will I have to give my consent? 

Yes. You will need to sign and return the consent form before you take part in the 

project.  

What will happen to the information I provide? 

The information you provide will be kept private and confidential by the research team. 

No one will be able to identify you or your relative with learning disabilities from the 

project results. 

The information you provide will be entered on to a computer. The research team will 

make sure the information on the computer is anonymous. This means it will not 

include your name or any other identifiable information about you or your relative with 

learning disabilities. The Data Protection Act 2018 will be adhered to at all times. 

Will the research team look at my or my relative’s medical notes? 

No. With your consent, we will inform your family doctor (GP) that you are taking part 

in this project about monitoring your relative’s respiratory health, but we will not have 

permission nor need to access medical notes. 

What will happen if I choose not to take part? 

Nothing will happen if you choose not to take part. You do not have to take part in this 

research project if you do not want to. It is your choice. You can ask as many questions 
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as you like about the project, and take as long as you need to decide whether you 

want to take part or not. 

If you choose to take part, you are still free to withdraw (stop) at any time, and you 

don’t have to say why. 

What are the possible benefits of taking part? 

We do not know if using a pulse oximeter and thermometer will be useful for you (or 

your household or care team), for monitoring your relative with learning disabilities’ 

respiratory health, but you may find it useful. If you do find it useful, you will be able to 

keep the pulse oximeter and thermometer to continue using at home once the project 

is complete, if you want to. 

The pulse oximeter has potential to detect a respiratory problem that your relative with 

learning disabilities’ may be experiencing, before any other symptoms become 

apparent (e.g. breathing difficulties). 

Taking part will tell us about the feasibility and usefulness of home-based pulse 

oximetry monitoring for adults with learning disabilities more widely. 

What are the possible disadvantages of taking part? 

We do not know if any of the pulse oximetry readings you (or someone else in your 

household or care team) take over the two-week period will cause you worry or alarm, 

but we will provide you with clear written guidance on what to do in such event. In 

addition, we will follow up and offer a telephone interview for any adverse (low) pulse 

oximetry readings recorded, to give you opportunity to talk about and share your 

experience. 

How has the project been funded? 

This project has been funded by the Baily Thomas Charitable Fund. 

Has ethical approval been granted for this project? 

Yes. Ethical approval has been granted by Glasgow Caledonian University, School of 

Health and Life Sciences Research Ethics Committee. 
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What will happen to the results of the project? 

We will send a summary copy of the results to everyone who took part at the end of 

the study. 

The results will be written into reports, which will be published. You or your relative 

with learning disabilities will not be identifiable in any published results. 

What will happen if I take part then feel unhappy about it, or the way I have been 

treated? 

If at any time during the project you feel unhappy about it, or the way you are being 

treated, then we will stop. 

We do not expect to make you unhappy in any way, but if we do, you should complain. 

You should get in touch with Ms Debbie Donnett. Debbie is the Assistant Head of 

Governance at Glasgow Caledonian University. Her email address is 

Debbie.Donnett@gcu.ac.uk. Her telephone number is 0141 331 8226.  

How can I find out more about this research project? 

If you are interested in taking part, or have questions, then please contact Dr Janet 

Finlayson by telephone on 0141 331 3038. The telephone is manned remotely so if 

you leave your name and number on the answerphone, Janet will phone you back. Or 

email Janet.Finlayson@gcu.ac.uk  

If you want to talk to someone else about the research project – someone who is not 

part of the research team – you can contact the Scottish Commission for Learning 

Disability. They can give you independent answers to your questions or advice: 

Scottish Commission for Learning Disability, 77 Nelson Mandela Place, Glasgow G2 

1QY. Telephone: 0141 248 3733. Email: administrator@scld.co.uk. Website: 

http://www.scld.org.uk 

 

mailto:Debbie.Donnett@gcu.ac.uk
mailto:administrator@scld.co.uk
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How do I contact the research team about taking part? 

If you are interested in taking part then please telephone Dr Janet Finlayson on 0141 

331 3083, and leave a message with your contact details (name and telephone 

number) on the answer machine. Or alternatively email Janet.Finlayson@gcu.ac.uk  

Janet’s postal address is Dr Janet Finlayson, School of Health and Life Sciences, 

Glasgow Caledonian University, Cowcaddens Road, Glasgow G4 0BA. 

 

 

Thank you for taking the time to read this project information 

 


