
O 
n Saturday the 16th of May MDI and MDUK jointly 

hosted the second All Ireland Information sharing 

day in Queen’s University Belfast. The event included 

World renowned speakers such as Professor Francesco 

Muntoni and Dr Ros Quinlivin. Opening the day, Robert 

Meadowcroft  (CEO of Muscular Dystrophy UK) com-

mended the work and collaboration between MDI and 

MDUK. Following on from this the Chair, Dr Amy Jayne 

McKnight introduced the esteemed panel of speakers. 

First up,  Professor Francesco Muntoni from UCL        

discussed the benefits of a centre of excellence for       

Duchenne Muscular Dystrophy. Highlighting the work in 

Great Ormond Street Hospital and the Dubowitz Centre, 

Prof Muntoni stressed the importance of adhering to 

standards of care. He encouraged patients to become 

familiar with standards of care and remind their physician 

when gaps occur. Speaking about the standards of care 

in the UK, Prof Muntoni commented that the mean age of 

loss of ambulation in DMD has increased from 9.5 to 13 

years of age. He also spoke about the importance of 

overnight ventilation. Another interesting piece of infor-

mation is that adults in Denmark are 6 times more likely 

to live independently than those in the UK. Prof Muntoni 

also  noted  that training is required for GP’s to  notice  

the signs of DMD sooner and to speed up the time to  

diagnosis.  Prof Muntoni ended his talk with positivity 

stating  that  with  careful  multidisciplinary  care,  life  

expectancy  into the 40’s and 50’s is becoming more 

common as is living independently and improved quality 

of life. 

Next Aoife Bradly a genetic counsellor outlined some of 

the fertility options available to people who are carriers of 

neuromuscular conditions. This practical session was a 

suggestion  from  the  feedback at the last  All Ireland 

Conference.   Aoife  highlighted  various  methods  of 

prenatal diagnosis including some of the associated risks 

followed by some of the assisted reproduction avenues 

available. She went on to explain the process of cell free 

DNA testing, which is a non-invasive method of testing 

whether a foetus is affected by a certain mutation. The 

session ended with Aoife noting that all reproductive 

choices are personal to a couple and that anyone with 

any questions should speak to a genetic counsellor. 

Professor Eileen Treacy, Clinical lead for the national 

rare disease plan, gave an update on the progress of the 

rare disease plan in the Republic of Ireland. After giving a 

summary of the plan, Prof Treacy discussed the opening 

of the new National Rare Disease office, which will open 

in the Mater Hospital in Dublin on June 4th 2015. This 

office will include a genetic counsellor and an information 

scientist. The office will use Orphanet to access infor-

mation on a number of rare diseases. There will also be a 

helpline providing information on conditions and services 

available to patients. 

Dr Ros Quinlivin of UCL a neurologist who is involved 

with  both  adult and paediatric care spoke about  the  

importance  of  the  transition  from  children  to  adult 

services. Dr Quinlivin began by acknowledging that most 

hospitals are not built for people with neuromuscular  

conditions including a lack of hoists and other aides and  



adaptations. She highlighted that unplanned admissions to Hospital Accident and Emergency was costing the NHS in 

the region of £81M per year. The majority of these admissions could be avoidable.   Dr Quinlivin     presented the 

Neuromuscualr Complex care unit, which is a purpose built outpatient and inpatient facility which caters for the needs 

of people with neuromuscular conditions. The centre has a range of medical and allied health professionals working 

in a multidisciplinary team and acts as a “one stop shop” for patients to have basic procedures such as undergoing 

sleep studies. The Centre has already produced a profit for the hospital within two years by reducing the amount of 

unplanned accident and emergency admissions. 

After lunch a number of workshops were available for delegates to attend. A workshop for healthcare professionals 

was co-ordinated by Dr Amy Jayne McKnight and gave medical professionals attending the conference a chance to 

discuss a variety of issues with the speakers. An independent living workshop co-ordinated by MDI member Martin 

Naughton gave attendees a chance to explore different options for independent living and hear the stories of Martin 

and others who have chosen the path of living independently. Finally a sports workshop gave people an opportunity 

to explore inclusive sports and to try a few new sports out. Options in this workshop included power soccer, bowling, 

badminton and boccia. 

The final speaker of the day was Helen Kerr, who 

presented some of the preliminary findings of her 

study on transition of care from paediatric to adult 

services.    This was a cross border study includ-

ing participants form both the Republic and North-

ern Ireland.   Of note, participants of the study 

commented of the importance of voluntary organi-

sations such as MDI in facilitating the transition 

for child to adult services. The research also sug-

gests that “one size doesn’t fit all” when it comes 

to transition  of care and different people require 

different supports  to successfully navigate this 

important time of life. 

The conference was closed by MDI CEO Joe. T. 

Mooney, who thanked all of the speakers and 

commented on the positive theme of the day. The 

conference overall was a reported success with lots of positive feedback from attendees. MDI looks forward to the 

continuation of this relationship with Muscular Dystrophy UK and aims to host the next cross border conference. 

Many thanks to all of the speakers and those who attended for making the day a great success. 

Clair Kelly,  Information & Research Officer, Muscular Dystrophy Ireland  

Clair Kelly and Patrick Flanagan 

from MDI, pictured at the  

conference in Belfast.   

Pictured (L-R) at the All Ireland Conference in Belfast are:  

Prof Eileen Treacy, Dr Ros Quinlivin, Dr Amy Jayne McKnight, Joe T Mooney, Aoife Bradly,  

Prof Francesco Muntoni, Clair Kelly, Demelza Stuart and Robert Meadowcro+.   


