
An invitation to you..... to help create the new myBreathing website. 

 

We’d like to invite you - as people living with motor neurone disease, carers of someone living with 

MND and past carers - to collaborate in designing an educational website for people considering or 

already using non-invasive ventilation (NIV). 
 

The website will help people to make decisions about using NIV that are right for them - whether yes or 

no. It will also show what it can be like to live with it, by showing a range of other people’s real-life 

experiences. It will also look at other issues related to breathing support in MND, such as cough assist 

and secretion management, and some troubleshooting tips. The website will use short videos, photos, 

bite-size chunks of text and links to further reading, to help build a picture of what’s involved. 
 

We made a basic working pilot of this website a few years ago - myNIV - and now we want to update, 

expand and improve it to cover more about breathing in MND. 

 

Where has this project come from? 
 

SITraN www.sitran.org (Sheffield Institute for Translational Neuroscience) is a research centre that links 

Sheffield Teaching Hospitals’ neuro care teams with the University of Sheffield. Prof Chris McDermott’s 

team specialise in care interventions for people living with MND. They have undertaken lots of research 

to understand the benefits of interventions and also people’s real life experiences of using them. 
 

We were asked as digital designers www.ammba.co.uk and filmmakers www.opticaljukebox.org to help 

make the findings of this research into useful online information resources for people living with MND. 

We run co-design workshops with people living with MND, their carers and past carers to turn these 

academic results into useful everyday information. 

 

What has been done already? Why do more? 
 

Phase one - myNIV was launched in 2014: www.myniv.mymnd.org.uk  

Phase two - myTube was launched in 2017: www.mytube.mymnd.org.uk which is about gastrostomy 

feeding tubes (also known as a PEG, PIG or RIG) 
 

myTube was much more comprehensive than myNIV and with many more films. We focused on filming 

in people’s homes more, to see what life is like when using a feeding tube. It also really focused on 

supporting decision-making. myTube won several awards, has been used internationally and is being 

shared with patients at many MND care centres across the UK. 
 

We now want to take this formula and apply it to myNIV, and make this as good as it can be! 

 

How can I/we help? 
  

We are looking for people living with MND, their carers, and past carers who have experience of living 

with and using NIV. We also want to hear from people who have not used it - maybe you or your partner 

said no, or could not get on with it. We welcome all experiences - positive and complex - as this helps to 

make a well rounded website and content. 
 

Your experience of NIV and managing your breathing in MND makes you an expert – and by bringing 

your personal experiences to the planning and design of the website, you will help ensure it works for 

http://www.sitran.org/
http://www.ammba.co.uk/
http://www.opticaljukebox.org/
http://www.myniv.mymnd.org.uk/
http://www.mytube.mymnd.org.uk/


other people just like you. 

What will I/we do? 
  

We are going to run a two co-design workshops, where you will work with the designers/filmmakers to 

bring the patient and carer’s voice to the website. 
 

You will help us to: 

● Choose and plan the website content 

● Plan the website’s layout and navigation 

● Plan what short films and photos are needed 
 

If you would like to, you can also take part in the filming - but this is not a requirement. 

 

What skills do I need to take part? 
  

None, other than enthusiasm and being open about your thoughts and opinions! In fact if you have 

never used a computer before it would also be really useful - you will pick up on things we could miss! 

We do ask that you feel comfortable talking about MND and how it affects you within a small group, as 

these discussions help us to developing the website. 
 

If you have any communication needs we will liaise with you beforehand about what you need to 

participate fully in the workshop discussions. We have had people take part with different 

communication needs before, and this worked really well - so all can take part! 

 

When will it take place? 
  

There will be two workshops in summer/autumn 2018: 
 

● Workshop one - Friday 20th July, 12:30pm-3:30pm 

● Workshop two - date TBA with the group, will be late August/early September 
 

We will provide refreshments, and can cover travel costs. The venue is fully accessible for electric 

wheelchairs, and there are a few disabled parking spots that can be booked upon request. 
 

Where will it take place? 
 

SITraN   

385a Glossop Road  

Sheffield  

S10 2HQ 
 

SITraN is opposite the Royal Hallamshire Hospital, where Sheffield MND Care Centre is based. 

 

If I am interested, who do I ask? 
  

We would love you to get in contact and ask any further questions you have about the project. Please 

contact myMND Project Manager Cathy Soreny, via her mobile 07538 060564 or via email 

cathy@opticaljukebox.org and she will give you more information. 

 

Thank you so much for considering taking part! 

mailto:caty@opticaljukebox.org

