
 

Q+A from 10th Jan 2023: Clinician focus 

Emergency Care, Dr Vasantha Gowda  

Question 1: How can patients be encouraged to download and use the Emergency 
App 

Clinicians could ask at appointments whether patients or families have 
downloaded the App and filled it in or if they have questions about what to put. 
DMD Care UK is collaborating with ORCHA to undergo a review of the App in order 
to give confidence to NHS Trusts in recommending it to patients: 
https://orchahealth.com/who-we-help/developers/#orcha-review 

Question 2: How can we tackle the issue that, even with an App, a letter, an 
emergency plan etc, they are not always followed by professionals in an 
emergency? 

We understand that this is sometimes an issue. We hope that this is becoming 
less frequent but DMD Care UK’s approach is to take a two-pronged approach – 
educate and equip families with accurate, reliable, validated information and also 
educate and raise awareness of Duchenne muscular dystrophy and associated 
care needs with non-DMD clinical professionals. We are working with paediatric 
and adult emergency care professional bodies and have attended their annual 
conferences with a presentation and poster. We also have plans to identify and 
access hospital teams directly, with materials and seminar-style information. 
However, we recognise that this is a slow and ongoing process. 

The app includes contact details of the tertiary centre and NM/related clinicians. 
This means that if there are queries regarding a plan (or following a plan), 
emergency teams can contact them as appropriate for confirmation that the 
letter/plan being shown to them is an accurate one. 

It should be noted that the App does not contain new or contentious information 
but rather it pulls together guidance from published sources and the patient’s 
own medical information in one place, accessible in an emergency. 

Question 3: Is there an opportunity to upload a pdf to the App? Where patients are 
issued for example with a chest management plan, can this be included? 

In practice, yes you can. In its current form, documents, such as clinical letters, 
emergency plans etc can be photographed on the user’s phone and added to the 
App. They can also be uploaded as a pdf. We are looking at ways to make this 
more user-friendly and sophisticated in the next release. 

Question 4: Would this be useful to use with patients approaching transition? 

Yes. This represents something practical, that can be used for patients to check 
their own knowledge and any gaps as they prepare for adult care. 

Question 5: Could this also be used to capture ventilator or cough assist settings so 
that they can be accessed in A&E? 

Yes, as it could be added as an uploaded photo at the moment, but this is an area 
of development for the next iteration of the App. Users will be prompted to add 

https://orchahealth.com/who-we-help/developers/#orcha-review


 
settings if they have indicated that they use a ventilator or cough assist. This 
would be very useful for respiratory teams, especially if people have not brought 
their own machines to hospital. 

 

 


