
Hello! I expect many of you have been 

trying to find a new norm during this 

latest COVID 19 period of adjust-

ments. Most of you will have been 

shielding as per guidance but are now 

taking the first steps to venturing out, 

returning to work and dealing with 

family commitments whilst protecting 

yourselves as far as possible.  Many of 

us learnt new skills during lockdown 

—  attempting to teach our children at 

home or working through Zoom and 

Team meeting technology!  

Although the virus continues to 

be present we have restarted 

some face to face appointments 

with hygiene and PPE rituals in 

place. We are also continuing to 

offer telephone appointments 

where appropriate too. 
 

We hope you enjoy the Mito 

newsletter, do let us know if 

there is anything you would like 

included in future editions. 

Adjusting to the COVID way of life 

COVID Database for Neuromuscular Patients 

The Queen Square Centre 
for Neuromuscular       
Diseases in London has 
created a paediatric and 
adult neuromuscular 
COVID-19 database to 
monitor and report      
outcomes of “Coronavirus 
Disease 2019” (COVID-19) 
occurring in patients with 
neuromuscular diseases. 
As part of the database 
there is a mitochondrial 

disease specific area that 
enables capture of         
additional clinical and   
genetic information for this 
patient group. We are   
encouraged to report all 
cases of COVID-19 in our 
patients irrespective of the 
onset of the symptoms and 
regardless of severity 
(including asymptomatic 
patients detected through 
public health screening) 

using this database. We 
hope better understanding 
the outcomes of patients 
with neuromuscular and 
mitochondrial diseases that 
contract COVID-19 will help 
guide clinicians in advising 
and caring for their        
patients. Understanding 
less severe/mild cases will 
help us understand further 
those who develop the 
most severe form.  

Special points of interest: 

 

 Research priorities  

 Meet the team  

 Our physiotherapist Kate gives her 

‘top tips’ on combatting fatigue 

Useful Contacts 
 

Non-urgent email helpline for 
patients & professionals: 
mitohelp@ouh.nhs.uk 
 
Oxford Mitochondrial Centre 
Administrator: 
Sabrina Sturdy  
01865 221007 
 
Research Nurse: 
Colwynn Phillips  
07543220013  
colwynn.phillips@ouh.nhs.uk 
 
Family Care Advisors:  
Adults: 
heather.ryan@ouh.nhs.uk  
Children:  
rebecca.moore@ouh.nhs.uk 
 
Physiotherapists: 
jane.freebody@ouh.nhs.uk 
katherine.browne@ ouh.nhs.uk 
 
Dietician: 
judy.wadsworth@ouh.nhs.uk 
 
Speech Therapist: 
claire.blair@ouh.nhs.uk 
 
Clinical Nurse Specialist: 
07825 386230 
sue.west@ouh.nhs.uk 
 
Welfare Rights Officer: 
eliza.riley@ouh.nhs.uk 

The Team is expanding again… 
 

We are delighted to announce we have appointed 

a new Welfare Rights Officer. Eliza joined the team 

at the end of August 2020 and her skills and              

experience are enhancing what we can already 

offer our patients.  
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labradoodle that keeps me on 

my toes with her bundle of 

energy and mischief. 
 

I’m looking forward to get-

ting back to the freedom of 

trips out— to go to the      

cinema and watch comedy 

at the theatre.  
 

Hoping to meet you soon in 

person as the restrictions are 

lifted. 

Hi, I’m Sue and I have       

recently joined the team.  
 

I’ve lived in Oxford for 23 

years and worked in     

various settings around the 

County. I have worked in 

hospitals, patients’ homes, 

schools and the local      

hospice. 
 

I have a family that keeps 

me busy as a taxi service 

and we have a mad        

 

 

Remember we are 

now in the new clinic 

at the Nuffield        

Orthopaedic         

Hospital (NOC) 

Would you prefer to       

receive the newsletter by 

email? This would help 

keep our costs down. 

 

Please let us know by 

emailing                            

Sabrina.sturdy@ 

ouh.nhs.uk 

Issue 7                September 2020    

The Top 10 Priorities for Research into Mitochondrial Disease 

 Could an understanding of the cellular and 
molecular processes in mitochondrial dis-
ease lead to new treatments?  

 Can the damage to cells caused by mito-
chondrial disease be repaired (e.g. to    
restore hearing, vision, or repair the     
pancreas)?  

 What are the biological mechanisms that 
cause mitochondrial disease to get worse 
over time?  

 What biomarkers (biological markers that 
can be measured e.g. in blood samples) 
could be used to diagnose mitochondrial 
disease and to track its progress?  

 Could gene therapy help people with mito-
chondrial disease?  

 What are the psychological impacts of 
mitochondrial disease? What are the 
best ways to provide psychological 
support for people with mitochondrial 
disease and their families?  

 What are the best ways to reduce the 
risk of stroke-like episodes in people 
with mitochondrial disease?  

 What factors could trigger the start of 
mitochondrial disease in people who 
have a genetic mutation?  

 Why are people with the same genetic 
mutation affected so differently in 
mitochondrial disease?  

 What are the most effective ways to 
treat and manage fatigue?  

A huge thank you to everyone who contributed to this project.  

The final report can be read at: 
 

https://geneticalliance.org.uk/wp-content/uploads/2020/02/Mito-PSP-Report.pdf 

MEET THE TEAM - Our New Clinical Nurse Specialist 

 

Did you know? 
 

During lockdown, some of our team were meeting virtually every Thursday evening to compete in the 

Lily Foundation Quiz! Not sure if we were in the top scorers but we enjoyed the challenge with the    

additional comical moments from the lovely comedians involved in the quiz-master role! 
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If you have any feedback,    

stories or news for future    

editions of MitoNews, we 

would be glad to hear 

from you.  

Please email us here in the 

Oxford team: 

mitohelp@ouh.nhs.uk 
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Top Tips on Combatting Fatigue 

 Pace yourself: Try not to do      

everything when you feel 

good. This mean’s don’t 

“overdo” it and need to rest 

for days to recover. This is 

called the ‘Boom and Bust 

Cycle‘. 
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 It is important that you use 
your energy supply in the 
most effective way. 

 Identify patterns and trig-
gers for fatigue. 

 Prioritise the things you 
want and need to do. You 
are in control! 

 Be realistic about what you 
can achieve. 

 Plan and delegate: break 
tasks into smaller units of 
activity. Plan rests before 
you are tired. 

 Scheduled        

rests without 

technology! 

 Energy saving strategies: 

Spread heavy and light 

tasks throughout the day. 

 The Physiotherapist can 

help support you with grad-

ed exercise interventions to 

optimize your strength and 

fitness. 

 Sleep well, eat well and 

keep active! 

Are you watching the latest storyline on 

Coronation Street? Some of the            

Mitochondrial storyline may bring up 

difficult conversations for yourselves or 

friends and family.  

If you are affected by any of these issues, 

please feel free to contact us. 

 

Useful Websites: 
 

www.mitochondrialdisease.nhs.uk 
 

www.mitochondria-newcastle.com 
 

www.thelilyfoundation.org.uk 

 

Dates For Your Diary 

 
13th-19th September 2020: World Mitochondrial  
Disease Week  
 
Although many events have had to be cancelled we 
are looking towards holding virtual meetings and    
information events.  

http://www.mitochondrialdisease.nhs.uk
http://www.mitochondria-newcastle.com

