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MDI members, Grazia and Vincent Kelly 

enjoying MDI virtual bingo, one of many 

virtual events hosted by MDI so far this year.   
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Dear members and friends, 

Welcome to our online newsletter! 

As a country and community, we have had a really 

tough time over the last 18 months since COVID-19 

first came to our shores. It has been particularly 

challenging for MDI members and their families. While 

the vaccination programme is being rolled out and the 

country is slowly starting to open up again, the signs 

are good that we are coming to the end of the ordeal. 

Throughout this time, I am immensely proud that we 

have continued to provide services to members and 

credit for this is due to the staff, management and 

board of MDI. It is clear that providing supports 

virtually works for some members and we plan to continue to use virtual platforms to 

provide services along with more traditional methods in the future. 

In the early part of the year, MDI worked really hard, both as part of wider groups that 

we are affiliated with and as a single organisation, to campaign to change the vaccine 

prioritisation of people with neuromuscular conditions and it was wonderful to see this 

campaign resulted in the earlier vaccination of members who were considered to be 

medically very high or high risk. MDI then went on to do sterling work in order to link 

members with those administering the vaccine. 

We have more recently called for the prioritisation of children with neuromuscular 

conditions in the potential rollout of vaccinations for this group and are hopeful that this 

will happen in the near future.  

You will find further details on this and plenty of other news in the following pages and 

I hope you enjoy reading in the newsletter about all the developments. Thank you as 

ever for your support! 

Elaine McDonnell 

Chief Executive Officer  

Muscular Dystrophy Ireland  

A message from MDI’s Chief Executive Officer  
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These are more hopeful times for research and the development of treatments for 

neuromuscular conditions and standards of care. Here is a round-up of some 

developments that happened internationally in recent months. If you have any 

questions or if you’d like to let us know about other developments in research and 

treatments so we can share news with members, please email our Information Officer, 

Maeve Healy, on mdiinfo@mdi.ie.  

 

Disclaimer: Please note that MDI shares information about neuromuscular conditions. 

We do not provide medical advice, diagnosis or treatment. This content is not intended 

to be a substitute for professional medical advice, diagnosis or treatment. Always seek 

the advice of your physician or other qualified health provider with any questions you 

may have regarding a medical condition. 

Developments in international 
research and treatments 

The Italian pharmaceutical company, Italfarmaco, announced positive results from a 

clinical trial of Givinostat – a drug designed to treat Becker muscular dystrophy (BMD). 

Becker muscular dystrophy (BMD) is a rare, genetic muscular dystrophy characterised 

by progressive muscle wasting and weakness due to degeneration of skeletal, smooth, 

and cardiac muscle. The drug is believed to reduce inflammation by reducing the 

production of molecules which stimulate the inflammatory process. The drug is also 

believed to activate muscle repair mechanisms, increase muscle regeneration, and 

reduce muscle fibrosis. (Skeletal muscle fibrosis impairs muscle function, negatively 

affects muscle regeneration after injury and increases muscle susceptibility to re-

injury, therefore, it is considered a major cause of muscle weakness.)  

 

Givinostat was tested in 51 adult males between the ages of 19 and 61 years. 

Participants received 70mg twice a day initially but this was reduced to 50mg twice a 

day during the trial to reduce the occurrence of any negative treatment effect. The 

drug was given orally for 12 months, and a series of tests designed to assess the effect 

of the drug on muscle fibrosis, fat accumulation in muscle, muscle size, as well as 

functional tests were carried out. There was no effect on the amount of muscle fibrosis 

or fat accumulation in muscle but there was a positive effect on the functional tests. No 

serious Adverse Events (AE) occurred during the course of the trial. More information 

on the trial can be found here.   

Becker muscular dystrophy 

Givinostat observed to slow condition progression in 

individuals affected by Becker muscular dystrophy (BMD) 

mailto:mdiinfo@mdi.ie
https://www.businesswire.com/news/home/20210626005019/en/Italfarmaco-Announces-Topline-Data-from-Phase-2-Trial-with-Givinostat-in-Patients-with-Becker-Muscular-Dystrophy
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A 
 trial carried out on Vamorolone – an alternative anti-inflammatory drug – 

showed improved physical performance in boys affected by DMD. The trial, 

which recruited boys aged between four and seven years of age, lasted for 48 

weeks with an option to carry on Vamorolone treatment or switch to standard 

steroid treatment (Prednisone and Deflazacort) at the end of the trial. 

Vamorolone treatment demonstrated significant effect on the primary clinical 

measurement (time to stand from a lying position) and demonstrated superior clinical 

safety compared to the standard steroid treatment Prednisone. The length of time it took 

to climb four steps or to walk/run 10 metres was reduced in Vamorolone-treated 

participants (2 and 6mg/kg) compared to corticosteroid (0.75mg/kg) treated 

participants.  

Participants treated with Vamorolone had fewer side effects than standard corticosteroid 

therapy; that is, they gained less weight and had improved blood-borne indicators of 

bone health. Traditional steroids may affect bone development but evidence suggests 

that Vamorolone did not affect bone growth. No participants were removed from the trial 

due to adverse events and any adverse events that did occur were believed to be 

unrelated to the treatment or mildly related.  

Of the 48 participants enrolled in the study, 43 will continue treatment after clinical trial 

completion. The willingness of trial participants to continue with the experimental 

treatment suggests satisfaction with this drug.  

This phase-two clinical trial is expected to finish in December 2021. All going well, it will 

then progress to phase three and it is hoped that a treatment may become available in 

several years.  

The trial is taking place in the USA, UK, Belgium, Australia, Canada, Greece, Israel, 

Netherlands, Spain and Sweden. 

 

It is being carried out by Santhera Pharmaceuticals and ReveraGen BioPharma Inc. You 

can find out more information here and here.  

Duchenne muscular dystrophy (DMD) 

Vamorolone trial in DMD shows dose-related improvement 

of muscle function 

http://www.santhera.com/health-care-professionals/vamorolone
https://clinicaltrials.gov/ct2/show/NCT03439670
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Sarepta Therapeutics, Inc., a company based in the USA, recently announced positive 

results for its gene-transfer therapy known as SRP-9001. Muscular dystrophy is caused 

by a mutation in the DMD gene, which is responsible for producing a protein called 

dystrophin. Dystrophin is a protein that plays a key structural role in muscle fibre 

function. In healthy muscle, dystrophin interacts with other proteins at the cell 

membrane to stabilise and protect the cell during regular activity involving muscle 

contraction and relaxation. SRP-9001 has been designed to deliver a gene to muscle 

tissue which enables muscle to produce a short form of dystrophin known as micro-

dystrophin. Micro-dystrophin has been shown to be highly effective in restoring muscle 

structure and many aspects of muscle function.  

 

Trial design 

• The phase-two study was randomised, double-blind and placebo-controlled. It 

assessed the safety, efficacy, and tolerability of a single dose of intravenous infusion 

of SRP-9001 in 20 children with DMD aged four to seven years.   

• Samples of muscle tissue were taken and analysed for the presence of micro-

dystrophin.  

• Timed functional tests (North Star Ambulatory Assessment) were carried out. (The 

North Star Ambulatory Assessment is a 17-item scale that grades performance of 

various functional skills.) 

• Participants will be monitored for five years after the trial has been completed.  

 

Results 

Analysis of the results from the first 11 participants enrolled in the study yielded 

positive dystrophin expression and safety results.  

• All participants treated with SRP-9001 for 12 weeks had increased levels of micro-

dystrophin in muscle as determined by laboratory analysis. 70.5 per cent of muscle 

fibres were expressing the protein, compared with 12.8 per cent at pre-treatment. 

• A significant improvement in functional performance was found in participants aged 

between four to five years of age but not in all participants.  

• Two participants developed treatment-related serious adverse events (liver enzyme 

elevation in one participant and nausea and vomiting in a second participant) that 

fully resolved. No events led to trial discontinuation.  

 

Sarepta are planning to initiate a phase-three trial after discussing the findings from the 
phase-two trial with the United States Food and Drug Administration and regulatory 
bodies. This trial was conducted in partnership with Roche. You can find out more 

information here and here.  
 

Sarepta Therapeutics’ investigational gene therapy for the 

treatment of DMD – SRP-9001 – demonstrates robust 

expression and consistent safety profile using Sarepta’s 

commercial process material 

https://investorrelations.sarepta.com/events/event-details/clinical-update-study-srp-9001-103-12-week-expression-and-safety-data-using
https://clinicaltrials.gov/ct2/show/NCT03769116?term=Sarepta+Therapeutics&draw=2&rank=7
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A 
 phase-three clinical trial designed to test the efficacy and safety of Pfizer gene 

therapy (PF-06939926) on ambulatory function (walking) has begun in the UK. 

Approximately 99 boys aged between four and seven with DMD will be enrolled 

and randomly assigned to a treatment group or placebo group. Two thirds of 

participants will join the treatment group and one third will join the placebo group. The 

placebo group will receive gene therapy after one year if deemed safe to do so. All boys 

will need to be on a daily dose of glucocorticoids (Prednisone, Prednisolone, or 

Deflazacort) for at least three months prior to enrolling and to stay on daily 

glucocorticoids for the first two years of the study. The study will run for 52 weeks and 

will assess dystrophin expression in muscle, blood biomarkers of muscle breakdown and 

improvements in motor function. 

 

This therapy is progressing well, having received fast track designation from the United 

States Food and Drug Administration in October 2020. Pfizer are working with regulatory 

authorities worldwide to initiate similar research programmes. It is hoped that this or 

similar therapies may become available in several years.  

 

The clinical trial known as the CIFFREO trial (NCT04281485) will take place in 55 clinical 

trial sites across 15 countries. You can find out more information here and here.  

First UK child enrolled in Pfizer DMD gene-therapy trial 

https://www.pfizer.com/news/press-release/press-release-detail/pfizer-doses-first-participant-phase-3-study-duchenne
https://clinicaltrials.gov/ct2/show/NCT04281485?term=NCT04281485&draw=2&rank=1
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Treatment for rare DMD mutation approved by United 

States Food and Drug Administration  

In February 2021, the United States Food and Drug Administration (FDA) granted 

accelerated approval to Amondys 45 for the treatment of DMD in boys who have 

genetic mutations that are suitable for skipping exon 45 of the dystrophin gene. Eight 

per cent of children who have Duchenne have these genetic mutations. The FDA 

conditionally approved Sarepta’s Amondys 45 (Casimersen) after interim phase-three 

results indicated that the treatment is likely to be of clinical benefit. Amondys 

45 uses Sarepta Therapeutics’s exon-skipping technology to direct the muscle cells to 

skip exon 45 when processing the messenger RNA molecule that cells use to make 

dystrophin protein. Exons are the sections of DNA that contain the instruction set for 

generating a protein. When exon 45 is skipped, a shortened, more functional version 

of dystrophin protein is produced which could slow the decline in muscle strength.  

 

The phase-three trial, known as Essence (NCT02500381), enrolled 222 boys, aged 

between seven and 13 with DMD suitable for exon 45 skipping. Clinical-trial 

participants were randomised to receive either active treatment or a placebo as a 

once-weekly infusion into the bloodstream for up to 96 weeks. The trial is not due to 

finish until May 2023 but interim analysis of 43 participants indicates that a 

significant increase in dystrophin occurred in those treated with Amondys 45. The 

most common side effects observed in over 20 per cent of  boys with DMD treated 

with Amondys 45 were upper respiratory tract infections, cough, fever, headache, 

joint pain, and throat pain. You can find out more information here and here.  

 

https://practicalneurology.com/news/fda-approves-casimersen-for-duchenne-muscular-dystrophy-amenable-to-exon-45-skipping
https://clinicaltrials.gov/ct2/show/NCT02500381?term=NCT02500381&draw=2&rank=1
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Genethon announces first participant dosed in clinical trial  

of gene therapy for DMD 

Inclusion body myositis 

The first participant has been enrolled in a gene therapy trial designed to deliver a gene 

which can encode for micro-dystrophin in muscle. The trial sponsored by Genethon is 

being run at Trousseau Hospital in Paris. It aims to enrol boys aged between six and ten 

who have DMD and are still able to walk. The trial uses a single intravenous injection of 

GNT 0004. The main criterion for evaluation of efficacy is the change on the North Star 

Ambulatory Assessment (NSAA) score at one year. (The NSAA is a 17-item scale that 

grades performance of various functional skills.) 

 

The initial phase of the trial has been designed to determine the most effective dose; the 

second phase of this trial has been designed to test the efficacy of the selected dose. 

Following successful completion of phase one and phase two, the drug will proceed to 

phase three and be tested in a larger population. You can find more information here.  

Arimoclomol – a drug developed to treat inclusion body 

myositis – failed to impress in clinical trial 

Arimoclomol – a drug designed to rescue misfolded proteins in muscle cells of 

individuals affected by inclusion body myositis – did not achieve satisfactory results 

when tested in a clinical trial.  Inclusion body myositis, a progressively debilitating 

muscle-wasting condition is believed to be caused by the build-up of abnormal proteins 

in muscle leading to muscle inflammation, muscle loss and weakness. The trial was 

carried out among 150 participants at 12 sites in North America and Europe. 

Participants were treated for 20 months and received 400mg of Arimoclomol citrate 

three times daily. No important safety concerns were detected in the trial.  Additional 

information on the clinical trial can be found here. 

https://www.eurekalert.org/pub_releases/2021-04/a-gaf042021.php
https://www.globenewswire.com/news-release/2021/03/29/2200413/0/en/Orphazyme-announces-topline-results-from-pivotal-trial-of-arimoclomol-for-Inclusion-Body-Myositis-IBM.html
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Limb girdle muscular dystrophy (LGMD) 

Gene therapy (SRP-9003) designed to treat limb girdle 

muscular dystrophy showed functional improvement two 

years after its administration 

SRP-9003 – a gene therapy developed by Sarepta Therapeutics –showed positive 

results two years after administration of the drug in a clinical trial. SRP-9003 has been 

designed to deliver a gene into skeletal and cardiac muscle which can code for the full-

length beta-SG protein, the absence of which is the cause of LGMD. Muscle biopsies 

taken from individuals who had been treated with SRP-9003 two years previously 

contained the beta-SG protein. This indicates a long-lasting effect of the treatment.  

Participants in this trial also had improved functional scores when compared to those 

who did not received the drug. Functional performance was assessed using the North 

Star Assessment for Dysferlinopathies (NSAD).  (The North Star Ambulatory 

Assessment is a 17-item scale that grades performance of various functional skills.) 

More information on the trial can be found here. 

https://investorrelations.sarepta.com/news-releases/news-release-details/sarepta-therapeutics-investigational-gene-therapy-srp-9003-0
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Spinal muscular atrophy (SMA) 

SMA drug Evrysdi (Risdiplam) approved in the EU 

Evrysdi received approval from the United States  Food and Drug Administration (FDA) 

in August 2020 and was approved by the European Commission in March 2021. Evrysdi 

is an approved treatment for SMA in adults, children and infants aged two months and 

older. 

 

Evrysdi is administered daily at home in liquid form by mouth or by feeding tube, 

making it the first and only medicine for SMA that can be taken at home. It works to 

increase and sustain the production of the survival motor neuron protein. The survival 

motor neuron protein is found throughout the body and is critical for maintaining 

healthy motor neurons which are needed to transmit movement signals from the brain 

to the muscles. 

 

More information can be found here.  

New Zolgensma study finds that children with a genetic 

diagnosis of SMA reached motor milestones appropriate to 

their age when they were treated before symptoms 

developed 

SMA is a genetic condition affecting the central nervous system, peripheral nervous 

system and voluntary muscle movement (skeletal muscle). SMA involves the loss of 

nerve cells called motor neurons in the spinal cord and is classified as a motor neuron 

disease. A clinical trial designed to test a one-time intravenous infusion of Zolgensma 

in children with a genetic diagnosis of SMA who had not yet developed symptoms 

found the following: 

• Children with a genetic diagnosis of SMA who were treated before they had 

symptoms reached motor milestones appropriate to their age, including sitting, 

standing and walking; they required no ventilatory or feeding-tube support and had 

no serious, treatment-related adverse events. 

• Older children, aged six months or older, achieved clinically meaningful benefit with 

Zolgensma alone or in combination with another SMA therapy. 

• Zolgensma treatment resulted in sustained effect in children with SMA more than 

five years post-treatment. 

 

This finding highlights the critical importance of identifying and treating SMA as early 

as possible. There were no serious, treatment-related adverse events reported in this 

study.  

 

https://www.roche.com/media/releases/med-cor-2021-03-16.htm
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Update on developing a registry of people with 

neuromuscular conditions in Ireland 

We are excited to let you know that work has begun on developing a registry of people 

with neuromuscular conditions in Ireland. We are currently designing the registry so 
that we will be able to gather information which could help identify successful and 

promising treatments, build knowledge on the natural history of neuromuscular 
conditions, and identify suitable candidates for clinical trials and other research. (We 
use the term ‘natural history’ to describe the natural progression of a condition over 

time.) 

 

How is it done? 
The design process begins with 

identifying what information should 
be collected, how this information 
will be collected and who will use the 

data. To ensure that the most 
valuable data is collected, we are 

consulting with MDI members, 
clinicians, clinical trial organisations, 
pharmaceutical companies and 

regulatory bodies. We will then bring 
together the input from everyone 

and produce a draft dataset. This draft dataset describes all the data that is currently 
being collected and data that should be collected in the future. The draft dataset will be 
reviewed and refined, and then we will create a series of online forms and self-reported 

survey questionnaires to gather this data. (Self-reported survey questionnaires are 
online questionnaires that people can complete at home in their own time.) We will also 

be able to store patient records, laboratory results, medical images and medical records 

in the registry. 

 

What stage are we currently at? 
We have begun consultations with interested parties. 

We have produced a first version of the draft data set.   
We have begun the process to select a company which can develop the online registry.   

 
 

Can MDI members help? 
MDI members can certainly help. We would love to hear members’ views on what a 
registry would mean to you. Any input from members would be very welcome. We 

would like to find out what type of information you believe should be included in the 
registry and what type of information you would like to get from the registry. We would 

also like to find out what type of research you think would be most beneficial to people’s 
lives. We are planning to hold a series of member interviews and information meetings 
to gather your opinions so that we produce a registry that meets members’ needs. 

If you would like to contribute to the 

development of the registry, please 

contact Brendan Molloy, MDI 

Research Officer, at 

mdiresearch@mdi.ie. 

mailto:mdiresearch@mdi.ie
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As we are at the early stages of developing a registry for Ireland, we thought it might be 

interesting for you to read about the impact of the Canadian Neuromuscular Disease 

Registry (CNDR), ten years on from when it was launched in 2010. Like MDI, it also 

wanted to improve people’s access to research and clinical trials, improve understanding of 

disease progression and epidemiology, and to facilitate research collaboration. An analysis 

of CNDR's performance, published in the Journal of Neuromuscular Diseases, found that it 

has been successful in securing funding, supporting research, and engaging with the 

community over the past 10 years. The following points were highlighted in the study: 

 

• Since 2010, the CNDR has registered 4306 people (1154 paediatric and 3148 adult) 

with 91 different neuromuscular diagnoses.  

• 125 projects (73 academic, 3 not-for-profit, 3 government, and 46 commercial) have 

been facilitated using registry data.  

• The registry has facilitated 37 clinical trial inquiries.  

• Data have been used to evaluate people’s access to care in different regions of the 

country and has helped the network of investigators advocate for their access to 

therapy, care and support services. 

• Between 8.3 per cent (Limb girdle muscular dystrophy) and 28.4 per cent (Duchenne 

muscular dystrophy) of registrants have participated in clinical trials.  

• The registry is also being used to understand the safety and effectiveness of new 

therapies.  

 

More information can be found here.  

Canadian Neuromuscular Disease Registry success 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7902956/
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MDI Support Services  
Developments and update, January to June 2021 

Family Support Programme 

We have six Family Support Workers located around the country. The focus of 

MDI’s Family Support Service is to support members with muscular dystrophy/

neuromuscular conditions and their families to fully participate in society and reach 

their potential through personal empowerment. We provide practical information 

regarding any aspect of muscular dystrophy/neuromuscular conditions as well as a 

supportive listening ear to discuss and explore issues of concern. All calls and 

meetings are held in strict confidence; however, confidentiality may need to be 

waived only in the event of a risk of harm to the person or another individual.  

During the last few months our Family Support Workers offered information and 

support to our members on a variety of areas such as:  

• Providing Covid updates and vaccine support  

• Offering emotional support and a listening ear  

• Accessing Counselling and Play Therapy Services  

• Accessing Personal Assistance Services 

• Organising well-being, educational and social peer-to-peer support events 

• Advocating with and on behalf of an individual member in relation to rights, 

entitlements and financial assistance such as accessing carer’s allowance or 

medical card 

• Accessing education and employment 

• Securing disability equipment 

• Assisting with transport needs – such as securing a primary medical cert and 

accessible transport to attend medical and vaccine appointments 

• Providing support in areas of health – such as new diagnoses, treatments, 

health-care packages, life-cycle transitions 

• Accessing suitable housing – such as securing accommodation, adjustments to 

home 

• Providing support to parents 

• Developing independence and confidence skills 

• Supporting pre and post bereavement 

• Referrals to other agencies and services where relevant. 

Our Support Service is made up of:  

1. Family Support Programme 

2. Counselling and Bereavement Service  

3. Personal Assistance Service 

4. Youth Service Programme. 
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Virtual events and courses for adult members 

 

Below is a flavour of the virtual events and courses for adults that we ran over the 

past few months. These included a variety of social, information and well-being 

activities. 

 

In February, 13 members attended our murder mystery event and 15 members 

attended musical bingo. 95 per cent of participants said they would attend these 

events again. Then, in June we held a virtual bingo event, with 14 households 

attending. Our cover photo shows members, Grazia and Vincent Kelly, who cleaned 

up with their winnings! And later again in June, we held a webinar on Wheelchair 

Accessible Vehicles with Disabled Drivers Association of Ireland, attended by 10 

people. 

 

We also ran two self-care and mindfulness courses over eight weeks, one aimed at 

members with muscular dystrophy/neuromuscular conditions and the other tailored 

to members who are carers/parents of a person with muscular dystrophy/

neuromuscular conditions. 100 per cent of participants said they would attend this 

course again. Here is some feedback from members about their experience: 
 

• “Helped me personally to deal with resistance and acceptance. Open my eyes 

and mind to a different way of thinking.” 
 

• “Great tips about pulling back from stressful situations and about taking guilt 

free time out for myself. Talking with peers was very much appreciated.” 
 

• “I was very happy to be able to meet other members of MDI. It would have 

been impossible without Zoom because meeting in person and socialising for 

me is very hard. I learned how to cope better with my condition and I would 

like to have the opportunity to have more courses like that in the future.” 

 

Due to the success of these two self-care and mindfulness courses, MDI began a 

second set of courses in May. This time we scheduled the course for members with 

muscular dystrophy/neuromuscular conditions to run every week for eight weeks 

and scheduled the course for members who are carers and parents of people with 

muscular dystrophy/neuromuscular conditions to run monthly until August.  

 

In March, 20 members attended our two Citizen Information workshops which 

covered a range of topics about entitlements and benefits for disabled people. 75 

per cent of participants said they would attend this workshop again. Here is what 

some participants said when asked what they liked most about the workshop: 
 

• “Opportunity to ask questions and knowledge of facilitators.” 
 

• “It was good to learn that there are at least grants available to people with 

disabilities who need to adjust their homes or vehicles to accommodate their 

disabilities.” 



 

Page - 16 

In April, MDI set up a virtual Peer Support Group aimed at members with 

muscular dystrophy/neuromuscular conditions. The group ran for eight weeks and 

was facilitated by a qualified counsellor and group facilitator. Eight participants 

attended and 100 per cent of participants who answered the survey stated they 

would attend this course again. Here is what some members said about what 

worked well for them:  
 

• “Meeting up with other like-minded members. Discussed topics that you 

would not discuss with family. Would love to continue with a second course.” 
 

• “The whole set-up was brilliant. Excellently run, the facilitator… makes it fun, 

which is so important and also checks in with everyone in the group to see 

that everything is good and if there is anything that needs to be brought up 

for discussion. He included everyone… Really enjoyed the group.” 

Counselling and Bereavement Service  

While our Family Support Workers are equipped to provide a listening supportive 

ear, in situations where members present with complex issues requiring more 

robust emotional support than our Family Support Workers can provide, MDI also 

provides access to short- and medium-term counselling and play therapy free of 

charge with a counsellor of your own choice. Due to our success in applying for 

lottery funding for 2021, we are now able to offer members up to a maximum 24 

counselling sessions, compared to 12 sessions in previous years. Fifteen 

applications from members for counselling and one for play therapy have been 

approved from January to-date. If members need longer-term counselling, our 

Family Support Team also assists in advocating with the relevant external 

agencies for further counselling. 

Personal Assistance Service 

MDI also provides short-term access to Personal Assistants on an emergency-relief 

basis, depending on members’ needs and resources available to MDI. Our Personal 

Assistants support members in their home as well as in a variety of out-of-home 

settings in the community. This service supports both a person with muscular 

dystrophy/neuromuscular condition and their family members to maintain their 

physical health and emotional wellbeing. Personal Assistants can enable a family to 

take a break from their caring role and a person with muscular dystrophy/

neuromuscular conditions to gain independence from their family. Since January, 

due to public health advice, MDI has provided access to a Personal Assistant solely 

for essential personal care needs in the home and to support members attending 

vaccine and hospital appointments. MDI approved a total of 1,896 Personal 

Assistance hours since January. In situations where members require the support 

of a Personal Assistant on a longer-term basis, our Family Support Workers assist 

members, where required, to advocate for longer-term health care packages with 

the relevant bodies.  
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Youth Service Programme 

We have four Youth Support Workers located around the country who work directly 

with children and young people with muscular dystrophy/neuromuscular conditions 

and their families. MDI’s Youth Service Programme aims to support, encourage, and 

enable young members to grow, develop and achieve their full potential through 

building confidence, self-esteem, resilience and empowerment. We aim to offer a 

Youth Service that is: 

• Purposeful – all elements of the service are designed with the purpose of 

supporting, encouraging and enabling young members to grow, develop and 

achieve their full potential. 

• Needs-led – we make sure that the needs and interests of our young members 

lead us in what we plan for the service and how we deliver it. 

• Outcomes focused – we plan and deliver the service with an end-result in mind 

for our young members, for example, that they will feel more confident 

socialising and forming friendships or that they will develop a practical skill, such 

as cookery or art. 

 

Virtual events for younger members 

Before the pandemic, our youth work activities included a variety of day trips, youth 

club activities and workshops as well as one-to-one, goal-focused work where 

needed. Through these activities, young members have an opportunity to get 

together with their peers as well as with friends in the wider community, to form 

friendships, share experiences, have fun, and build confidence and self-esteem. 

During the pandemic, we continue to provide adapted services for younger 

members – virtual support and activities – in line with public health advice. 

Activities have included fortnightly youth clubs for two age groups – under-18s and 

young adults aged 18 to25.  Our Youth Service Programme also ran a range of 

themed events and competitions over the last few months. Below is a flavour of 

what our younger members have been getting up to. 

In January, we ran a spy academy workshop for members aged under 18 with 19 

participants.  

In February, we ran a Zoom family quiz with 24 participants. 

In March, we held a St Patrick’s Day-themed family event with 13 participants. 

In April, Youth Workers held an Easter-themed youth club with members aged 

under 18 with 19 participants. We also held a ‘Design your own egg’ competition for 

Easter and six members sent us their inspired creations (see collage on next page). 

The winner was Tommie from Kildare.   

In May we held a fun, musical bingo with loads of prizes with 13 participants. 
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In June, we ran another family table quiz and six families took part. 

Below is a flavour of what participants, and parents and carers of our younger 

members, told us they liked most about recent Youth Service Programme activities, 

gathered in a survey carried out in March:   

• “I really enjoyed catching up with people my own age.” 

• “Getting the chance to interact with people other than who I live with.” 

• “They loved all the activities.” 

• “Fantastic – very well put together and everyone got to engage.” 

• “All events went very well. My son really enjoyed the activities. It's also a good 
opportunity to keep in touch with other people.” 

• “Seeing and interacting with their peers.” 

• “David felt he was part of the group. He really enjoyed them.” 

If you’d like to find out more about any future events, please contact Ewa at 

mdiproject@mdi.ie or MDI reception at reception@mdi.ie. 

 

mailto:mdiproject@mdi.ie
mailto:reception@mdi.ie
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MDI Home from Home Apartment 

During recent COVID-19 

restrictions, we have been taking 

bookings from members wishing 

to stay at MDI's Home from 

Home Apartment solely so that 

they can attend hospital 

appointments. As the restrictions 

ease, we hope to be in a position 

to take more general bookings. 

We can assure you that we have 

put the necessary health and 

safety protocols in place in line 

with COVID-19 guidelines. We 

hope you will appreciate that 

bookings will need to be provisional in case government public health advice changes.  
 

You can make a booking for the Home from Home Apartment by emailing Owen on 

owen.collumb@mdi.ie. 

We were also able to offer a limited Transport Service during recent COVID-19 

restrictions by transferring members arriving in Dublin from all over the country solely 

to attend urgent hospital appointments. As restrictions ease, we will be able to 

operate our full Transport Service again. Our driver can collect members from train 

stations and Busáras, as well as from your overnight stays at the MDI Home from 

Home Apartment and other accommodation. We can assure you that we have put the 

necessary health and safety protocols in place to protect the driver and members. We 

hope you will appreciate that if government public health advice changes, we may 

need to revert to a more limited service.  

We have a range of equipment 

that is still available to 

members on a short-to-medium

-term loan basis. The 

equipment includes hoists, 

slings, shower chairs, ramps, 

powerchairs, manual 

wheelchairs and pavement 

scooters. 

 

You can arrange transport or an 

equipment loan by emailing 

Darren at darren@mdi.ie. 

Transport and equipment loans 

mailto:owen.collumb@mdi.ie
mailto:darren@mdi.ie
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Think Ahead Think Housing 

– important campaign to 

ensure you are included in 

social housing planning 

A 
re you a person with a disability who may need your own home in the 

future? Do you know that you may be eligible for social housing? 

The Irish Wheelchair Association’s ‘Think Ahead, Think Housing’ campaign 

is supporting disabled people to find out how to apply to your local 

authority so that you can be included in social housing planning and delivery for the 

future. 

If you will need a home, it’s important that you act now. Currently, there are over 

5,000 people with disabilities including physical, mental, intellectual, sensory and 

others, waiting for social housing. 

Some good news is that for the first time, if you are a wheelchair user, you are now 

able to request wheelchair-accessible or ‘liveable’ accommodation, thanks to recent 

changes in the national social housing application form. 

The Irish Wheelchair Association’s campaign aims to help provide the government 

with a more accurate estimation of the number of disabled people nationwide who 

will require social housing in the future. This will help local authorities, approved 

housing bodies, and developers to better plan and deliver for the housing needs of 

our society and to bridge the housing gap.  

You can watch, MDI member, Aoife McNicholl, speak in a short video about how 

important it is to ‘Think Ahead, Think Housing’ here.  

You can apply now for secure and accessible housing by clicking here. 

You can find more information about the campaign here.  

https://vimeo.com/551394715
https://www.iwa.ie/services/accessible-housing/think-ahead-think-housing/apply-now/
https://www.iwa.ie/services/accessible-housing/think-ahead-think-housing/
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Advocacy update and developments 

W 
e have been working hard to bring members' issues and concerns to a 

variety of policy and decision-making arenas. As advocacy work doesn't 

always yield positive results, we are pleased to have had some wins 

during this period. We also wish to let you know about policy 

developments and the advocacy work that is being carried out by umbrella 

organisations of which MDI is a member. This includes working for positive change on 

a variety of issues of relevance to MDI members such as human rights, education, 

rare diseases and research. 

MDI’s advocacy concerning COVID-19 vaccination 

Meeting with Adult Neurology Services regarding people 

with neuromuscular conditions and COVID-19 vaccine 
 

In January, we attended a meeting with Professor 

Orla Hardiman, facilitated by the Neurological Alliance 

of Ireland (NAI). We had the opportunity to learn 

more about COVID-19 vaccination and people with 

neuromuscular conditions. Following the meeting, we 

shared Updated FAQs from Adult Neurology Services 

re people with neuromuscular conditions with 

members. 

https://www.mdi.ie/information/updated-frequently-asked-questions-faqs-from-adult-neurology-services/
https://www.mdi.ie/information/updated-frequently-asked-questions-faqs-from-adult-neurology-services/
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COVID-19 vaccine prioritisation for adults 

We were delighted that MDI’s campaigning for vaccine prioritisation of people with 

neuromuscular conditions who were very high risk and high risk regarding COVID-19 was 

successful. Our advocacy work involved several actions, some in solidarity with other 

groups: 
 

• In early February, MDI wrote to key ministers and members of the opposition calling 

to prioritise people with muscular dystrophy/neuromuscular conditions who are very 

high risk/extremely medically vulnerable and high risk from COVID-19 for vaccination, 

as well as their unpaid/informal carers. We also invited members to take part in a 

letter-writing campaign to their TDs seeking support for the above. 

 

• As a member of the Irish Platform for Patient Organisations, Science and Industry 

(IPPOSI), MDI was one of the organisations that signed a submission sent in January 

to the Joint Committee on Disability Matters on behalf of 19 patient, carer, and 

medically vulnerable group organisations. The submission called for people with 

disabilities and chronic and/or rare condition(s) to be given greater priority for COVID-

19 vaccination and for leaders and representatives from such groups to be included in 

future policy discussions and decision-making processes related to the national 

immunization plan. We were also signatory to a letter sent from this group in January 

to Minister for Health, Stephen Donnelly, calling for these measures. 

 

We were delighted that these combined efforts resulted in the creation of vaccination-

priority Groups 4 and 5 of people deemed respectively very high risk and high risk in 

relation to COVID-19. While it was a positive outcome for people with neuromuscular 

conditions, unfortunately informal carers were not prioritised for vaccination. 

COVID-19 vaccine prioritisation for children  

aged 12 to 15 years 

More recently, we called for the prioritisation of children with neuromuscular conditions in 

the potential rollout of vaccines for 12 to 15-year-olds. Following the European Medicines 

Agency’s (EMA) approval of Pfizer/BioNTech coronavirus vaccine for 12 to 15-year-olds, 

in early June we wrote to the Minister for Health, Stephen Donnelly, and to the Chair of 

NIAC, Professor Karina Butler, calling for the prioritisation of children with muscular 

dystrophy/neuromuscular conditions in the rollout of vaccines for this age group. We 

drew attention to the fact that, as a medically-vulnerable group, children with 

neuromuscular conditions have needed to cocoon and put their lives on hold far more 

than the general population and that this has had a significant impact on their quality of 

life and opportunities to develop in the ways that children do in normal times. We argued 

that getting the vaccine as early as possible would make a huge difference to their lives 

and those of their carers. At the time of writing this article, we welcome Minister 

Donnelly’s recent statement on Morning Ireland, RTE 1, that he wants to prioritise the 

vaccination of 12 to 15-year-olds with underlying conditions. We are hopeful for a 

positive decision on this matter.  
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MDI contribution to Disability Federation Ireland’s (DFI) 

submission on Ireland’s first report on United Nations 
Convention on the Rights of Persons with Disabilities 
(UNCRPD) 

 

By ratifying the United Nations 

Convention on the Rights of 

Persons with Disabilities 

(UNCRPD) in the Spring of 

2018, Ireland committed to 

take part in the reporting 

process on fulfilling the 

commitments contained in the 

convention. 

The first step in the reporting 

process is for a state to submit 

a report, two years after ratification. This report is written by the state but must have 

input from civil society, which includes community groups such as MDI. The state 

issued a draft report in February 2021 and asked for input from civil society.  

Civil society inputting into the state report serves a number of important functions: 

• It helps to hold the state accountable for what it says in the state report, and 

ensures that the views of civil society have some place in the report. 

• It is a chance to let the state know how civil society feels about the implementation 

process. 

• It is a first chance to get the views of civil society before the committee. 

 

As a member of Disability Federation of Ireland (DFI), MDI contributed to its 

submission on the state’s first report.   
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Firstly, we invited members by email, website and Facebook to contribute issues that we 

could feed in to the DFI submission. We also consulted with Family Support Workers. 

We then took part in a roundtable consultation held by DFI with member organisations on 

30 March 2021 for the preparation of their submission and sent them a list of issues that 

had been raised by members or come up through our individual advocacy work.  

Having received input from civil society, the state will redraft the report and send it to the 

United Nations Committee on the Rights of Persons with Disabilities. 

You can read the DFI submission here and the state’s draft initial report here.  

You might also be interested in the Citizens’ Information Board’s submission which is very 

comprehensive. You can find it here.   

 

MDI’s pre-budget 2022 submission 

MDI is currently preparing a pre-budget submission which 

will make recommendations based on issues raised by 

members and umbrella organisations of which we are 

members. 

 

 

 

If you’d like to find out more about our advocacy work or let us know about any issues, 

please contact Information Officer, Maeve Healy, at mdiinfo@mdi.ie. 

 

Wasted Lives: Time for a better 

future for younger people in 

Nursing Homes 

In May, MDI welcomed the Ombudsman’s 

Report, Wasted Lives: Time for a better future 

for younger people in Nursing Homes.  

The investigation looks at the appropriateness 

of the placement of people under 65 in nursing 

homes for older people. There are over 1,300 

people under 65 currently living in nursing 

homes in Ireland. The report makes 

recommendations to address this issue. MDI 

took part in the Ombudsman’s consultation for 

this report. You can find out more here.  

 

 

https://www.disability-federation.ie/publications/dfi-submission-on-the-states-un-crpd-draft-report/?_cldee=bWRpaW5mb0BtZGkuaWU%3d&recipientid=contact-c6484276bd78ea11a811000d3a286772-8e6e39e1687d4a8ba661fe93bf68080a&esid=68f8050c-77a3-eb11-b1ac-000d3aaddcf6
https://www.gov.ie/en/publication/dafb9-draft-initial-report-under-the-convention-on-the-rights-of-persons-with-disabilities/
https://www.gov.ie/en/publication/dafb9-draft-initial-report-under-the-convention-on-the-rights-of-persons-with-disabilities/
mailto:mdiinfo@mdi.ie
https://www.ombudsman.ie/publications/reports/wasted-lives/
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Rare Disease Taskforce submission to Minister for Health 

MDI was a signatory to a submission from Rare Disease Taskforce to the Minister for 

Health, Stephen Donnelly TD, in preparation for a meeting with him at the end of 

February. The Rare Disease taskforce (RDTF) brings together ‘patient’ groups from three 

national networks, IPPOSI, Health Research Charities Ireland, Rare Diseases Ireland. The 

submission included recommendations on: 

• The implementation of commitments in the Programme for Government, 2020 
 

• Improved access to new and innovative therapies for those with rare diseases 
 

• Expansion of the New-Born Screening Programme 

 

• Health Research and Rare Diseases. 

 

If you’d like to read the full submission, please contact mdiinfo@mdi.ie. 

 

Rare Diseases Ireland meeting with Oireachtas Joint 

Committee on Health  

In May, Rare Diseases Ireland met with the Oireachtas Joint Committee on Health to 

discuss improving the lives of those affected by rare diseases and their families. (MDI is 

a member of Rare Disease Ireland.) It aimed to advance the cause of all people living 

with rare conditions in Ireland by asking the Health Committee to hold the government 

to account on promises that they made in the Programme for Government. Its priority 

recommendations were for the appointment of personnel at the Department of Health to 

provide leadership and accountability for the development of: 

• A rare disease plan that addresses the needs of the whole person living with a rare 

condition. The next plan must go beyond the immediate healthcare needs and 

address areas such as educational and employment opportunities and independent 

living. 
 

• A specific action plan to bring genetic services up to the standards that would ensure 

everyone has access when needed, not 18-24 months later (in priority cases). 

Currently genetic services at the HSE are enormously under-resourced. 
 

• Establishing a reimbursement system that will take of account of rare diseases and 

provide access to cell and gene therapies. 
 

• Development of a strategy and plan for registries that will allow people to track and 

manage their conditions and enable them to access research and clinical trials. 
 

• Training of all health care providers to build greater awareness of rare diseases and 

prompt them to 'think rare' when faced with a challenging diagnosis. 
 

• Establishment of multi-disciplinary teams to deliver integrated care.   

 

Full details of the meeting are available here.  

mailto:mdiinfo@mdi.ie
https://rdi.ie/jcoh-may2021/
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Report: Advancing Genomics 

Research in Ireland – Part 2 

Health Research Charities Ireland (HRCI), with 

the support of the Irish Health Research 

Forum Steering Group, held a second Irish 

Health Research Forum event on the theme of 

advancing genomics research in Ireland in May 

2021 and published a report from the event. 

(Genomics is the study of an organism’s entire 

genome. A genome is a complete set of DNA. 

Virtually every single cell in the body contains 

a complete copy of the approximately three 

billion DNA base pairs, or letters, that make up 

the human genome. If you’d like to check out 

plain English explanations of words used in 

research, click here.)  

The report was shaped by a broad range of 

stakeholders including patients, members of 

the public, health researchers, healthcare professionals, industry representatives, 

research funders and policy makers. It calls for strong national leadership in 

genomics, involving a cross-government approach and the development of a national 

strategy in partnership with patients, the public, and all stakeholders. This strategy 

should take into consideration a range of issues – you can read more about them 

here.   

 

Legislation to streamline the HSE decision-making process 

on orphan drugs 

The bill is being brought forward by Fianna 

Fáil TD, Pádraig O’Sullivan, who 

commented, “Presently, the HSE does not 

We are pleased to see that legislation is being brought forward to the 

Dáil that will seek to streamline the HSE decision-making process on 

orphan drugs. Orphan drugs are medicinal products intended for  

diagnosis, prevention or treatment of life-threatening or very  

serious conditions that are rare.   

The bill will seek to amend the Health (Pricing and Supply  

of Medical Goods) Act 2013 (the Principal Act) by putting  

in place a structure for the HSE to  

appropriately assess orphan medicinal  

products when making a decision on  

adding an item to the Reimbursement List.  

https://hrci.ie/wp-content/uploads/2019/09/mrcg_plain_english_guide_to_research_terms.pdf
https://hrci.ie/advancing-genomics-research-in-ireland-part-2/
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differentiate an orphan medicinal product from other medicines in assessing the cost 

effectiveness of a medicine seeking reimbursement. The current process often results 

in roadblocks in approving these vital medicines for people with rare diseases. The Bill 

will provide clear guidance to the HSE over the appropriate usage of Health 

Technology Assessment Guidelines when assessing an orphan drug, as well as 

establish new criteria for the HSE to consider when making a relevant decision. This 

amendment will help ensure the timely delivery of critical medicines to patients with 

rare diseases.”    

If you’d like to read about how medicines are assessed and reimbursed in Ireland, 

IPPOSI’s publication, A Charter for Patient Involvement – Medicines Assessment and 

Reimbursement in Ireland, explains everything that is involved. You can view it here.  

 

Education – advocacy and developments 

Submission on National Access Plan, 2022-26 

DFI made a submission to the Department of Further and Higher Education and the 

Higher Education Authority to inform the development of the next National Access 

Plan, 2022-26. The National Access Plan (NAP) aims to ensure equal access to higher 

education for students from underrepresented groups, including people with 

disabilities. You can read the full submission here.  

 

Submission on review of student grant scheme, SUSI 

In April, the Association for Higher Education and Disability (AHEAD) and DFI made a 

submission to inform the Department of Further and Higher Education, Research, 

Innovation and Science's review of the student grant scheme, SUSI. The submission 

was based on consultation with the AHEAD/Union of Students Ireland Students with 

Disabilities Advisory Group and DFI's member organisations. 

Education has the potential to address the unacceptably high levels of poverty and 

unemployment experienced by people with disabilities. However, the financial barriers 

to accessing education for people with disabilities must be addressed first, through the 

student grant scheme. We are aware that many of recommendations in the 

submission are about issues that have come up for MDI members. The submission 

recommended making the following groups also eligible for the SUSI grant: 

• All part-time learners 

• All further education and training learners 

• All postgraduate students  

• Students with intellectual disabilities on higher education courses 

• Students attending online further and higher education courses. 

It also made the following recommendations:  

• Provide additional SUSI grant funding to students with disabilities to cover 

disability-related living costs.  

https://www.ipposi.ie/wp-content/uploads/2019/02/IPPOSI_Patient-Charter_A4_LO_FINAL.pdf
https://www.disability-federation.ie/publications/dfi-submission-on-national-access-plan-202226/?_cldee=bWRpaW5mb0BtZGkuaWU%3d&recipientid=contact-c6484276bd78ea11a811000d3a286772-3cfc9650c247478287a5b64a53e07664&esid=6eafd551-b0d9-eb11-bacb-000d3a2c3c83
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• Ensure SUSI is not 

considered eligible income in 
the calculating of medical 

card eligibility.  

• Allow students to retain full 

access to the SUSI grant if 
their college permits them to 
study over a longer period of 

time, as a reasonable 

accommodation.  

• Develop a hassle-free 

process for students to 

extend their SUSI grant 
when a repeat is granted on 

medical grounds.  

 You can read the full submission here. Association for Higher (ahead.ie)  

 

New report on Students with Disabilities engaged with Support 

Services in Higher Education 

AHEAD has published a report on Students with Disabilities Engaged with Support 

Services in Higher Education in Ireland for the academic period 2019/20. AHEAD has 

been researching the participation rates of students with disabilities in higher 

education for the past 27 years. AHEAD welcomes the steady rise of the number of 

students with disabilities in higher education identified through this research. In the 

academic year of 2019/20 students registered with disability support services 

represented 6.3 per cent of the total student population of the responding higher 

education institutions. Over the last eleven years, AHEAD’s research has identified that 

the number of students in higher education engaging with the disability services has 

risen by over 226 per cent (4,853 in the academic year 2008/2009 to 15,846 in 

2019/2020). 

AHEAD identified a number of recommendations as part of this year’s report: 

• Make the Universal Design of Higher Education a national priority and develop a 

national charter for Universal Design in Higher Education. 

• Higher Education Institutions should increase levels of resourcing to disability 

support services to ensure quality and support a whole college approach to 

inclusion. 

• Set national targets for the participation of students with disabilities in post-

graduate study. 

• Provide support for part-time learners through SUSI and recognise the added cost 

of disability in the student grant. 

 

You can read more about the report here.  

 

https://ahead.ie/userfiles/files/newsandevents/AHEAD%20and%20DFI%20SUSI%20Submission.pdf
https://www.ahead.ie/Launch-of-2021-Report-on-Numbers-of-Students-with-Disabilites-in-Higher-Education
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Reducing the barriers to learning for all learners - new 

guidance on Universal Design for Learning (UDL) in Further 

Education and Training (FET) 

We are delighted to welcome the launch of UDL for FET Practitioners: Guidance for 

Implementing Universal Design for Learning in Irish Further Education and Training 

and the release of the accompanying reflective tools and online resource hub. 

UDL is a set of principles and guidelines that aim to support all learners by using a 

variety of teaching methods to reduce barriers to learning. This means that inclusive 

teaching and learning approaches are built-in at design stage so that all learners' 

needs are addressed where possible. By applying the principles of UDL in FET 

programmes, accessibility, variability and the flexibility that addresses learners' 

strengths and needs are built-in, thereby accommodating most learners' preferences, 

differentiations, and variabilities. 

SOLAS (the state agency tasked with building the FET sector) and Education Training 

Boards Ireland (ETBI) partnered with AHEAD, who work to create inclusive 

environments in education and employment for people with disabilities, to develop this 

guidance. 

Download the UDL for FET Guidance summary version here.  

https://www.ahead.ie/userfiles/files/shop/free/UDL_FET_Practitioners_Summary_digital.pdf
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Call for papers on inclusive education and employment 
 
If you are a professional or a student interested in the field of inclusive education and 

employment, then AHEAD wants to hear from you. The AHEAD Journal is a space for you 

working out there on the ground to share innovations and examples of good practices that 

deserve to be showcased. Most importantly it is a celebration of what has been done and 

is done by the champions of disability in higher education and employment, be they 

disability support officers, academics, professional staff, employers or students. 

 

They invite: 

• Articles 1500- 2500 words 

• Shorter articles of  around 900 words 

• Occasionally longer articles up to 3500 words will be considered. 

 

Topics can include any area of practice in further and higher education which relates to the 

support, progression and achievement of students with disabilities; universal design for 

learning; transition to employment, vocational and professional training and employment; 

reasonable accommodations and other areas of equality legislation. 

 

The submission date for the next edition of the AHEAD Journal is 1 October 2021. You can 

submit your article for consideration anytime up to the 1 October. Contact: 

lorraine.gallagher@ahead.ie. 

mailto:lorraine.gallagher@ahead.ie
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The National Advocacy Service for People with Disabilities (NAS) provides 

independent, confidential and free advocacy for disabled people - in particular people 

who are isolated from their community and services, have communication differences, 

are inappropriately accommodated, live in residential services or attend day services 

and have limited supports. Visit the advocacy.ie website to find out more about the 

service and how to use it.  

Community Law and Mediation (CLM) works to empower individuals experiencing 

disadvantage through: 

• Free legal information, advice and representation 

• Free mediation and conflict coaching 

• Information and education, and 

Free legal advice clinics 

For the duration of the Covid-19 restrictions, CLM’s free legal advice clinics are 

contactable by phone only. Contact 01 847 7804 or 061 536 100 to book a free 

consultation. 

Advocacy service 

CLM also provide a free advocacy service for individuals who need help accessing their 

legal rights and entitlements. We also offer representation, including court and tribunal 

representation, in areas of law not catered for by the Civil Legal Aid Scheme. A particular 

emphasis is placed on public interest cases in the areas of debt, employment, equality, 

housing, social welfare and accessing services such as health and education.  

 

For further information, phone 01 847 7804 or email info@communitylawandmediation.ie. 

You can visit their website here.   

National Advocacy Service for People with Disabilities 

http://www.citizensinformationboard.ie/services/advocacy_services/
https://advocacy.ie/
mailto:info@communitylawandmediation.ie
https://communitylawandmediation.ie/
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Know about your entitlements 

E 
arlier this year, we held two workshops on entitlements for disabled people 

facilitated by our colleagues at Citizens Information and people found them 

very helpful. As a follow on, we thought you might like to read the 

comprehensive information prepared by Citizens Information on Entitlements 

for disabled people and Caring for a child with a disability.   If you have any questions 

about these entitlements, you can contact your Family Support Worker – contact 

details are at the end of this newsletter. Alternatively, you can contact the Citizens 

Information Phone Service on 0761 07 4000 (Monday to Friday, 9am to 8pm) or your 

local Citizens Information Centre. 

The lists and links below are to help you to check out all the main services and 

entitlements for people with disabilities. The focus is on adults with a long-term 

illness or disability likely to last at least one year. 

The headings in the left hand column of each section link to general documents on the 

subject, and those in the right hand column link to details of specific payments or 

services. 

The National Advocacy Service for People with Disabilities (NAS) provides independent, 

confidential and free advocacy for people with disabilities - in particular people who are 

isolated from their community and services, have communication differences, are 

inappropriately accommodated, live in residential services or attend day services and 

have limited supports. Visit the advocacy.ie website to out more about the service and 

how to use it. 

Checklist for people with disabilities 

and long-term illness  

Social welfare payments  

Main social welfare 
payments  

Invalidity Pension 

Disability Allowance (means-tested) 

 Blind Pension 

https://www.citizensinformation.ie/en/reference/checklists/checklist_disability.html
https://www.citizensinformation.ie/en/reference/checklists/checklist_disability.html
https://www.citizensinformation.ie/en/health/health_services/children_s_health/caring_for_a_child_with_a_disability.html
tel:0761074000
http://centres.citizensinformation.ie/
http://www.citizensinformationboard.ie/services/advocacy_services/
https://advocacy.ie/
https://advocacy.ie/
https://advocacy.ie/
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/disability_and_illness/invalidity_pension.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/disability_and_illness/disability_allowance.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/disability_and_illness/blind_persons_pension.en.html
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  Free travel 

Extra social welfare   

benefits 

Household Benefits Package 

Fuel Allowance 

Carer's Support Grant 
  
Supplementary Welfare    

Allowance Scheme 

Rent Supplement 

Diet and Heating Supplements 

  Exceptional and Urgent Needs Payment 

  Back to School Clothing and Footwear Allowance 
 

Extra payments  

Working while getting a disability payment  

 

A range of supports are 
available  

Tax relief for disabled drivers and disabled passengers 

Motorised Transport Grant 

 

Mobility training for people with visual impairments 

Disabled Person's Parking Card  

Parking facilities for people with disabilities  

 

Disability payments and 
work 

Disability payments and work 

Further Education and Training (FET) courses  

Community Employment 

Partial Capacity Benefit (for people on Illness Benefit for 

at least 6 months or on Invalidity Pension only) 

Rural Social Scheme  

Wage Subsidy Scheme 

Workplace/equipment adaptation grants 

 Supported employment scheme 

Job interview interpreter grants 

Personal reader grants 

Transport and mobility  

Options for people with 
disabilities 

Back to Education Allowance 

Third-level education for students with disabilities 

Rehabilitation and training services for people with     

disabilities, sheltered workshops 

Education and training  

https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/extra_social_welfare_benefits/free_travel.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/extra_social_welfare_benefits/additional_social_welfare_benefits.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/extra_social_welfare_benefits/additional_social_welfare_benefits.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/extra_social_welfare_benefits/household_benefits_package.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/extra_social_welfare_benefits/fuel_allowance.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/carers/respite_care_grant.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/supplementary_welfare_schemes/supplementary_welfare_allowance_scheme.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/supplementary_welfare_schemes/supplementary_welfare_allowance_scheme.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/supplementary_welfare_schemes/rent_supplement.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/supplementary_welfare_schemes/diet_and_heating_supplements.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/supplementary_welfare_schemes/exceptional_needs_payments.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/social_welfare_payments_to_families_and_children/back_to_school_clothing_and_footwear_allowance.en.html
https://www.citizensinformation.ie/en/travel_and_recreation/transport_and_disability/tax_relief_for_disabled_drivers_and_disabled_passengers.en.html
https://www.citizensinformation.ie/en/travel_and_recreation/transport_and_disability/motorised_transport_grant.en.html
https://www.citizensinformation.ie/en/travel_and_recreation/transport_and_disability/mobility_allowance.en.html
https://www.citizensinformation.ie/en/travel_and_recreation/transport_and_disability/mobility_training_for_people_with_a_visual_impairment.en.html
https://www.citizensinformation.ie/en/travel_and_recreation/traffic_and_parking/disabled_persons_parking_card.en.html
https://www.citizensinformation.ie/en/travel_and_recreation/traffic_and_parking/parking_facilities_for_people_with_disabilities.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/social_welfare_payments_and_work/disability_payments_and_work.en.html
https://www.citizensinformation.ie/education/vocational_education_and_training/fas_training_courses.html
https://www.citizensinformation.ie/en/employment/unemployment_and_redundancy/employment_support_schemes/community_employment_scheme.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/disability_and_illness/partial_capacity_benefit.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/farming_and_fishing/rural_social_scheme.en.html
http://www.citizensinformation.ie/en/employment/employment_and_disability/grant_aid_scheme_for_employers_with_disabled_staff.html
https://www.citizensinformation.ie/en/employment/employment_and_disability/grants_for_adapting_or_equipping_the_workplace_for_disabled_staff.en.html
https://www.citizensinformation.ie/en/employment/employment_and_disability/supported_employment_for_people_with_disabilities.en.html
https://www.citizensinformation.ie/en/employment/employment_and_disability/job_interview_interpreter_grant_scheme.en.html
https://www.citizensinformation.ie/en/employment/employment_and_disability/personal_reader_grants_for_blind_or_visually_impaired_employees.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/back_to_education/back_to_education_allowance.en.html
https://www.citizensinformation.ie/en/education/third_level_education/applying_to_college/third_level_education_for_students_with_disabilities.en.html
https://www.citizensinformation.ie/health/health_services/health_services_for_people_with_disabilities/rehabilitation_and_training_services_for_people_with_disabilities.html
https://www.citizensinformation.ie/health/health_services/health_services_for_people_with_disabilities/rehabilitation_and_training_services_for_people_with_disabilities.html
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Adapting a home for an 
older or disabled person  

Housing Adaptation Grant for People with a Disability 

Mobility Aids Grant Scheme 

Applying for local authority housing 

Looking for a flat or house to rent 

Rent Supplement 

Rental Accommodation Scheme 

Home Renovation Incentive 

Housing Assistance Payment 

 

 

 

Introduction to tax credits 
and reliefs  

Tax reliefs for people with a visual impairment 

Dependent Relative Tax Credit 

Trust funds for permanently incapacitated people 

VAT refunds on aids and appliances used by people with 

disabilities 

Tax relief for disabled drivers and disabled passengers 

Tax relief on nursing home fees and for dependent  

relatives 

Tax relief on the costs of employing a home carer 

Home Carer's Tax Credit 

 

 

 

 

Community care services  

Medical card 

GP Visit card 

Home Support Service 

Day centres and day care 

Respite Care 

Health services for people with disabilities 

Nursing Homes Support Scheme 

Mental health services 

Chiropody services 

Occupational therapy services 

Physiotherapy services 

Public health nurses 

Health services and community supports 

Tax credits  

Housing  

https://www.citizensinformation.ie/en/housing/building_or_altering_a_home/adapting_a_home_for_an_older_or_disabled_person.en.html
https://www.citizensinformation.ie/en/housing/building_or_altering_a_home/adapting_a_home_for_an_older_or_disabled_person.en.html
https://www.citizensinformation.ie/en/housing/housing_grants_and_schemes/housing_adaptation_grant_for_people_with_disability.en.html
https://www.citizensinformation.ie/en/housing/housing_grants_and_schemes/mobility_aids_grant_scheme.en.html
https://www.citizensinformation.ie/en/housing/local_authority_and_social_housing/applying_for_local_authority_housing.en.html
https://www.citizensinformation.ie/en/housing/renting_a_home/looking_for_a_flat_or_house_to_rent.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/supplementary_welfare_schemes/rent_supplement.en.html
https://www.citizensinformation.ie/en/housing/local_authority_and_social_housing/rental_accommodation_scheme.en.html
https://www.citizensinformation.ie/en/housing/housing_grants_and_schemes/home_renovation_incentive.html
https://www.citizensinformation.ie/en/housing/renting_a_home/housing_assistance_payment.html
https://www.citizensinformation.ie/en/money_and_tax/tax/income_tax_credits_and_reliefs/introduction_to_income_tax_credits_and_reliefs.en.html
https://www.citizensinformation.ie/en/money_and_tax/tax/income_tax_credits_and_reliefs/introduction_to_income_tax_credits_and_reliefs.en.html
https://www.citizensinformation.ie/en/money_and_tax/tax/tax_credits_and_reliefs_for_people_with_disabilities/tax_reliefs_for_people_with_a_visual_impairment.en.html
https://www.citizensinformation.ie/en/money_and_tax/tax/tax_credits_and_reliefs_for_people_with_disabilities/dependent_relative_tax_credit.en.html
https://www.citizensinformation.ie/en/money_and_tax/tax/tax_credits_and_reliefs_for_people_with_disabilities/trust_funds_for_permanently_incapacitated_people.en.html
https://www.citizensinformation.ie/en/money_and_tax/tax/tax_credits_and_reliefs_for_people_with_disabilities/vat_refunds_on_aids_and_appliances_used_by_people_with_disabilities.en.html
https://www.citizensinformation.ie/en/money_and_tax/tax/tax_credits_and_reliefs_for_people_with_disabilities/vat_refunds_on_aids_and_appliances_used_by_people_with_disabilities.en.html
https://www.citizensinformation.ie/en/travel_and_recreation/transport_and_disability/tax_relief_for_disabled_drivers_and_disabled_passengers.en.html
https://www.citizensinformation.ie/health/health_services/health_services_for_older_people/tax_relief_on_nursing_home_fees_and_for_dependent_relatives.html
https://www.citizensinformation.ie/health/health_services/health_services_for_older_people/tax_relief_on_nursing_home_fees_and_for_dependent_relatives.html
https://www.citizensinformation.ie/en/money_and_tax/tax/tax_credits_and_reliefs_for_people_with_disabilities/tax_relief_for_employing_a_home_carer.en.html
https://www.citizensinformation.ie/en/money_and_tax/tax/income_tax_credits_and_reliefs/home_carers_tax_credit.en.html
https://www.citizensinformation.ie/health/health_services/care_in_your_community/community_care_services.html
https://www.citizensinformation.ie/health/medical_cards_and_gp_visit_cards/medical_card.html
https://www.citizensinformation.ie/health/medical_cards_and_gp_visit_cards/gp_visit_cards.html
https://www.citizensinformation.ie/en/health/health_services/health_services_for_older_people/home_support_service.en.html
https://www.citizensinformation.ie/health/health_services/health_services_for_people_with_disabilities/day_centres.html
https://www.citizensinformation.ie/health/health_services/health_services_for_people_with_disabilities/respite_care.html
https://www.citizensinformation.ie/health/health_services/health_services_for_people_with_disabilities/health_services_for_people_with_intellectual_physical_or_sensory_disabilities.html
https://www.citizensinformation.ie/health/health_services/health_services_for_older_people/nursing_homes_support_scheme_1.html
https://www.citizensinformation.ie/health/health_services/mental_health/mental_health_services.html
https://www.citizensinformation.ie/health/health_services/care_in_your_community/chiropody_services.html
https://www.citizensinformation.ie/health/health_services/care_in_your_community/occupational_therapy_services.html
https://www.citizensinformation.ie/health/health_services/care_in_your_community/physiotherapy_services.html
https://www.citizensinformation.ie/health/health_services/care_in_your_community/public_health_nurses.html
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Introduction  

If you have a child with a disability, you need to know about the various services in 

place to support you. If you have recently learned that your child has a disability, the 

website informingfamilies.ie provides initial information to answer some of the 

questions you may have. 

Children with disabilities are entitled to the same services and family benefits as all 

other children. The emphasis in the following information is on those services and 

payments that are related to disability. They apply whether the child was born with a 

disability or acquired it later. 

Health services 

GPs (family doctors) provide free developmental examinations in the weeks following 

birth. Public health nurses monitor the development of babies in their first months 

and can provide information and support. 

Children with a disability who were born after 1 June 2002 are entitled to 

an assessment of need of health supports and services and to get an assessment 

report and a statement of the services they will receive. 

Health services for children with disabilities are organised and delivered differently in 

different areas. Your Local Health Office can tell you about the services that are 

available in your area. The Health Service Executive (HSE) website also 

provides information about children's disability services. 

Your child may be eligible for a medical card or GP visit card depending on your 

circumstances. If you are getting Domiciliary Care Allowance for your child, they are 

eligible for a medical card without a means test. The GP visit card is available to all 

children under the age of 6. 

People who have certain conditions that are covered by the Long Term Illness 

Scheme can get free medicines and appliances for those conditions. 

There are charges for public hospitals but some people are exempt, including medical 

card holders, children up to six weeks of age, children who have certain diseases and 

disabilities, and children referred from child health clinics or school health checks. 

Community care services include public health nurses, social workers, occupational 

therapists, home help services, chiropody services, speech and language therapy 

services, respite care and day care. 

The Health Information and Quality Authority (HIQA) is responsible for the regulation 

of residential services for children and adults with disabilities. 

 

Caring for a child with a disability  

http://www.informingfamilies.ie/
http://www.informingfamilies.ie/home/Default.aspx?id=194
https://www.citizensinformation.ie/en/health/health_services/women_s_health/maternity_and_infant_welfare_services.en.html
https://www.citizensinformation.ie/en/health/health_services/care_in_your_community/public_health_nurses.en.html
https://www.citizensinformation.ie/en/health/health_services/health_services_for_people_with_disabilities/assessment_of_need_for_people_with_disabilites.en.html
http://www.hse.ie/eng/services/list/1/LHO/
https://www.hse.ie/eng/services/list/4/disability/progressing-disability/tell-me-about-childrens-disability-services/
https://www.citizensinformation.ie/en/health/medical_cards_and_gp_visit_cards/medical_card.en.html
https://www.citizensinformation.ie/en/health/medical_cards_and_gp_visit_cards/gp_visit_cards.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/disability_and_illness/domiciliary_care_allowance.en.html
http://www.citizensinformation.ie/en/health/medical_cards_and_gp_visit_cards/gp_visit_cards_for_under_6s.html
http://www.citizensinformation.ie/en/health/medical_cards_and_gp_visit_cards/gp_visit_cards_for_under_6s.html
https://www.citizensinformation.ie/en/health/drugs_and_medicines/long_term_illness_scheme.en.html
https://www.citizensinformation.ie/en/health/drugs_and_medicines/long_term_illness_scheme.en.html
https://www.citizensinformation.ie/en/health/health_services/gp_and_hospital_services/hospital_charges.en.html
https://www.citizensinformation.ie/en/health/health_services/care_in_your_community/community_care_services.en.html
https://www.citizensinformation.ie/en/health/health_services/care_in_your_community/public_health_nurses.en.html
https://www.citizensinformation.ie/en/health/health_services/care_in_your_community/social_work_services.en.html
https://www.citizensinformation.ie/en/health/health_services/care_in_your_community/occupational_therapy_services.en.html
https://www.citizensinformation.ie/en/health/health_services/care_in_your_community/occupational_therapy_services.en.html
http://www.citizensinformation.ie/en/health/health_services/health_services_for_older_people/home_support_service.html
https://www.citizensinformation.ie/en/health/health_services/care_in_your_community/chiropody_services.en.html
https://www.citizensinformation.ie/en/health/health_services/care_in_your_community/speech_and_language_therapy_services.en.html
https://www.citizensinformation.ie/en/health/health_services/care_in_your_community/speech_and_language_therapy_services.en.html
https://www.citizensinformation.ie/en/health/health_services/health_services_for_people_with_disabilities/respite_care.en.html
https://www.citizensinformation.ie/en/health/health_services/health_services_for_people_with_disabilities/day_centres.en.html
https://www.citizensinformation.ie/en/health/health_services/health_services_for_people_with_disabilities/regulation_residential_care_people_with_disabilities.en.html
https://www.citizensinformation.ie/en/health/health_services/health_services_for_people_with_disabilities/regulation_residential_care_people_with_disabilities.en.html
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Education 

Children with a disability who were born after 1 June 2002 are entitled to 

an assessment of need of education supports and services. 

The Early Childhood Care and Education Scheme (ECCE) provides free early 

childhood care and education for children of pre-school age. The Access and 

Inclusion Model (AIM) provides supports to help children with a disability access the 

ECCE. 

Special needs education provides supports to help children with disabilities 

in primary education and post-primary education. Many areas have school transport 

for children with special needs. 

There are also supports for third-level students with a disability. 

Income support 

You may qualify for supports for carers. These include Carer’s Benefit, Carer’s 

Allowance and the Carer's Support Grant. 

Domiciliary Care Allowance is a monthly payment made to the carer of a child with a 

severe disability who lives at home. 

There is a range of social welfare payments for people who have a disability. These 

include Disability Allowance which your child may be entitled to when they reach the 

age of 16. If your child takes up employment, it may affect their Disability 

Allowance. For more information about this, see our document on disability payments 

and work. 

If your child is blind or visually impaired, they should apply for the Blind Pension 4 

months before their 18th birthday. 

A tax credit, called the Incapacitated Child Tax Credit, is available to the parents or 

guardians of children who are permanently incapacitated. 

Work and training 

People with disabilities may access rehabilitative training for core life skills or 

vocational training for work-related skills. Read more about rehabilitation and 

training services for people with disabilities. 

Employment supports aim to help people with a disability gain and retain 

employment. 

Transport costs 

Under the Disabled Drivers and Disabled Passengers Scheme, tax relief is available 

for drivers and passengers with disabilities to help with the costs of buying and using 

a vehicle. 

https://www.citizensinformation.ie/en/health/health_services/health_services_for_people_with_disabilities/assessment_of_need_for_people_with_disabilites.en.html
https://www.citizensinformation.ie/en/education/pre_school_education_and_childcare/early_childhood_care_and_education_scheme.en.html
http://aim.gov.ie/
http://aim.gov.ie/
https://www.citizensinformation.ie/en/education/the_irish_education_system/special_education.en.html
https://www.citizensinformation.ie/en/education/primary_and_post_primary_education/going_to_primary_school/special_needs_education_primary_schools.en.html
https://www.citizensinformation.ie/en/education/primary_and_post_primary_education/going_to_post_primary_school/post_primary_education_for_students_with_special_needs.en.html
https://www.citizensinformation.ie/en/education/primary_and_post_primary_education/going_to_primary_school/school_transport_for_children_with_special_needs.en.html
https://www.citizensinformation.ie/en/education/primary_and_post_primary_education/going_to_primary_school/school_transport_for_children_with_special_needs.en.html
https://www.citizensinformation.ie/en/education/third_level_education/applying_to_college/third_level_education_for_students_with_disabilities.en.html
https://www.citizensinformation.ie/social_welfare/social_welfare_payments/carers/payments_to_carers.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/carers/carers_benefit.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/carers/carers_allowance.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/carers/carers_allowance.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/carers/respite_care_grant.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/disability_and_illness/domiciliary_care_allowance.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/disability_and_illness/benefits_to_people_who_are_sick_or_have_a_disability.en.html
https://www.citizensinformation.ie/social_welfare/social_welfare_payments/disability_and_illness/disability_allowance.html
https://www.citizensinformation.ie/social_welfare/social_welfare_payments/social_welfare_payments_and_work/disability_payments_and_work.html
https://www.citizensinformation.ie/social_welfare/social_welfare_payments/social_welfare_payments_and_work/disability_payments_and_work.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/disability_and_illness/blind_persons_pension.en.html
https://www.citizensinformation.ie/en/money_and_tax/tax/tax_credits_and_reliefs_for_people_with_disabilities/incapacitated_child_tax_credit.en.html
https://www.citizensinformation.ie/health/health_services/health_services_for_people_with_disabilities/rehabilitation_and_training_services_for_people_with_disabilities.html
https://www.citizensinformation.ie/health/health_services/health_services_for_people_with_disabilities/rehabilitation_and_training_services_for_people_with_disabilities.html
https://www.citizensinformation.ie/en/employment/employment_and_disability/working_with_a_disability.en.html
https://www.citizensinformation.ie/travel_and_recreation/transport_and_disability/tax_relief_for_disabled_drivers_and_disabled_passengers.html
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Adapting a home 

If you need to adapt your house for your child's needs you may qualify for 

the Housing Adaptation Grant. 

Other housing grants and schemes include grants to improve the energy efficiency 

and warmth of your home. 

Managing money 

If your child is getting Disability Allowance, but is not capable of managing money, 

the Department of Social Protection may appoint you as an agent to deal with the 

money. The money belongs to your child and you must use it for their benefit. If 

your child has substantial money or assets, they may be made a Ward of Court., 

they may be made a Ward of Court. 

Planning for the future 

You may use a deed of covenant as a tax-efficient way to give money to a child aged 

over 18, but this could affect the child’s entitlement to Disability Allowance. 

Although a child with a disability may be maintained by their parents after the age of 

18, this does not provide them with any special entitlement to provision in a parent’s 

will. If you want to make specific provision for your child, you should get legal 

advice. One option is a trust from which your child may benefit after your death. 

Many parents use discretionary trusts to provide for a child with a disability without 

affecting entitlement to benefits. 

You may appoint a guardian in your will. This, however, only applies if your child is 

under 18 when it comes into effect. It is not possible to appoint a guardian for an 

adult child. 

Most public sector occupational pension schemes, and some private sector schemes, 

have provisions that allow for the pension arrangements for dependent children to 

continue for the lifetime of a permanently incapacitated child. 

For more information contact your local Citizens Information Centre 

on this link: https://centres.citizensinformation.ie/ or phone the 

number below. 

https://www.citizensinformation.ie/housing/housing_grants_and_schemes/housing_adaptation_grant_for_people_with_disability.html
http://www.citizensinformation.ie/en/housing/housing_grants_and_schemes/
https://www.citizensinformation.ie/en/health/legal_matters_and_health/legal_arrangements_for_incapacity.en.html
https://www.citizensinformation.ie/health/legal_matters_and_health/wards_of_court.html
https://www.citizensinformation.ie/en/money_and_tax/tax/income_tax_credits_and_reliefs/deeds_of_covenant.en.html
https://www.citizensinformation.ie/en/social_welfare/social_welfare_payments/disability_and_illness/disability_allowance.en.html
https://www.citizensinformation.ie/en/money_and_tax/personal_finance/pensions/occupational_pensions.en.html
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Stephanie Buckley O'Hara, Co Wexford, parent member of MDI 

How do you feel about COVID-19 restrictions lifting? 

Okay, as long as rules are followed such as social distancing. It’s great to see 
things opening but big outdoor parties such as the recent ones in the cities 

would be a worry. It’s great to see things opening as long as it’s a safe 
environment. 

  

Do you feel anxious about restrictions lifting?  
Yes I do, but if there were too many people around or at a place like the 

cinema then I wouldn’t go there. I’d be cautious. 
 

Do you know of any supports in your area to call on? 
I know I could Google it. The youth clubs and youth services are there but I 

didn’t hear yet of any supports. All services for group supports have been 
restricted by Covid. 

 
Do you know that your MDI Family Support Worker could support you, if you 

wanted or needed support? 
Absolutely. I know she’s always there. I’d give her an A+! 

 

What would make you feel better or less anxious going back into the 

community? 

If businesses were more compliant and followed the rules, I’d have no worries 

really. If the weather was good I’d be comfortable outdoors…but what if it’s 

not? 

What are you most looking forward to after restrictions lift? 

Going out with friends… hugs, having friends to the house, less fear of sneezes 

colds and worrying has the person got COVID. Less tension. 

What did you miss most? 

Seeing friends and going to things with them, friends calling over to the house. 

As COVID-19 restrictions change, we asked some MDI members how they were 

feeling about finding the right balance... 

Members share their thoughts 

Finding our balance as we live with  

changing restrictions. 
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How do you feel about COVID-19 restrictions lifting? 
Delighted, I am looking forward to meeting my friends again. It has been very 

lonely during Covid, little contact with people. 
 

Are you anxious about restrictions lifting? Do you know of any supports in your 

area to call on if you were anxious? 
I am not anxious. If I was anxious there is the Saint Vincent de Paul and the 

Men's Shed. I'd have to ring them and I've lost my confidence a little when it 
comes to using the phone. 
 

Are you aware that your MDI Family Support Worker could support you during 
this time? 

Yes. 
 

What would make you feel confident about going back into the community? 

I feel confident. I know my local areas but I will look after myself and if it gets 

too busy I will leave. 
 

What are you most looking forward to after restrictions lift? 

A good pint and mass. 
 

Apart from a pint and mass, what did you miss most during lockdown? 

Social interaction and being able to visit my extended family. 

Patrick Connolly, Co Meath, MDI member living with muscular dystrophy 

A record number of Irish beaches were awarded a 

Blue Flag this year and the highest number ever 

also offer beach wheelchairs. It’s worth knowing 

that some of the beaches that provide beach 

wheelchairs don’t have the Blue Flag and not all 

Blue Flag beaches have disability access.  

Disability Federation of Ireland (DFI) have put 

together a really handy and up-to-date list of 

beaches that outlines where you can book a beach 

wheelchair and how to go about it. You can view 

the list here. DFI is working behind the scenes to 

make access to beaches a more important part of 

the prestigious Blue Flag award – a member of 

their Community Development team has a place 

on the Blue Flag Jury for accessible beaches. Their 

Community Development team also works with 

local authorities to open-up Irish beaches on 

issues such as improving pathways and providing 

ramps and beach wheelchairs. 

You can also plan ahead by using the beaches.ie 

site, here. Once you input a search criteria, you 

can add filters, such as ‘Disability Access’ and find 

wheelchair-accessible beaches. You can add a 

separate filter for beach wheelchairs to find out 

where to go in your area.  

Beach wheelchairs 
where, when and how to book 

https://www.disability-federation.ie/news/latest/2021/06/01/beach-wheelchairs-our-guide-to-where-to-find-and-h/
https://www.disability-federation.ie/news/latest/2021/06/01/beach-wheelchairs-our-guide-to-where-to-find-and-h/
https://www.beaches.ie/find-a-beach/#/
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We asked MDI member, Niamh Handy from 

Laois, to tell us a little about herself… 

 

Name: Niamh Handy 

Age: 12 

Hobbies and interests:   

Horse riding, singing, dancing, acting, painting and drawing. 

List three words to describe you: 

Cheerful, happy and a shopaholic! 

What is your dream job?  

A playschool teacher or a babysitter. 

If you had one superpower, what would it be and why?  

I would like to be able to fly so I can visit my friend Vivienne in Slovakia.  

List three things you are grateful for:  

All our pets, a nice loving family and the roof over my head. 

If you could invite someone famous to a dinner party, who would you invite 

and why? 

I would invite Billy Eilish to make my sister, Maeve, happy. I would also invite 

author, Holly Webb, because I love reading her books.  

If you won the lotto, what would you do with your money?  

I think I would buy jewelry and makeup and I would love to go on a holiday to 

Portugal too. 

What do you like most about being involved in the MDI Youth Service? 

I love playing bingo online. Before Covid, I loved seeing my Youth Worker. I 

loved being collected by my Youth Worker from school and going shopping.  

What are you looking forward to doing after the COVID-19 restrictions are 

lifted? 

I am looking forward to going on more days out with my Youth Worker. 



 

Page - 43 

Wexford-based MDI member, Conor Doyle, is 

interested in starting a powerchair football team in 

the South-East. If you are interested, he’d be 

delighted to hear from you. All genders and ages (12 

years and upwards) are welcome! Training would 

take place in either Waterford or Kilkenny.  

What is powerchair football? 

Powerchair football also known as powerchair soccer 

– is one of the fastest-growing disability sports in the 

world. It’s a mixed-gender sport involving two teams 

of four players, using a front-bumper attachment to 

your chair or customized sports chairs to attack, 

defend and spin-kick a 13-inch football to score goals on a basketball-sized court. 

In Ireland, we have eight teams that take part in an all-Ireland premier league and also 

compete internationally. The Irish team won a bronze medal at the European Powerchair 

Football Association (EPFA) European Nations Cup in Finland in 2019. It also hopes to 

compete at the World Cup in Australia next year. 

Support needed for building a team 

Conor is also looking for support with funding the necessary equipment to build a 

competitive team. The Strike Force chair is the leading powerchair for playing this sport 

and can cost between €6,000-€9,000, depending on the adaptation required. These 

chairs are a necessary part of building a team that can compete and enjoy being part of 

this sport. 

How can I get involved? 

If you’d like to find out more about getting involved – either to play powerchair soccer or 

to offer support with getting the team off the ground, you can contact Conor on 

0852503878 or doyle.2conor@gmail.com. Conor plans to arrange a Zoom meeting about 

this soon and if you wish he will send you the Zoom link and instructions. 

Would you like to get involved in powerchair football 

in the South-East? 
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MDI member, Diana O’Donohue, tells us about a wonderful 

community project that she has been involved in. 

 

My name is Diana and I was diagnosed with Limb Girdle Muscular Dystrophy 
(LGMD) over 20 years ago. As much as I can be, I am actively involved with the 

local community through my committee membership for the Rush Tidy Towns. 
The Tidy Towns embarked on a huge project to paint murals on a stretch of 

laneway 450 feet long, with a total of 51 panels, each measuring 9 foot by 9 
foot, and each needing to be painted. The aim was to include 18 murals 

depicting life in Rush. 
 

As art is my passion, I did not hesitate to volunteer by project-managing this 
from beginning to end. Although I did not actually do any of the painting myself, 

I rallied over 29 community groups, 31 artists and 25 scout members to help. 
The number of willing participants despite the COVID-19 pandemic was 

outstanding. As we progressed, more people came forward to help. Everyone 
could see the benefit of the project for our community and wanted to be part of 

it. I worked closely with each group, designing ideas and working out plans for 

preparing the walls so artists could paint their mural. This included mentoring as 
many of the willing volunteers as possible. 

 
This is a busy laneway and many people stopped on their daily walk for a chat. 

Some even made the route a new part of their routine walk because of the 
murals and said that it was great for their mental health. It was rewarding to 

see the smiles that the murals put on everyone’s faces. The feedback was only 
positive – everyone talked about which one was their favourite and I was not 

shy about sharing which one was mine. 
 

It gives me great pride to know that, despite my muscular dystrophy and from 
my wheelchair, I could execute such a project. As an unintended consequence, I 

made new friends along the way. I am delighted that this project has such a 
positive impact on my community, especially during these unprecedented times 

in everyone’s lives, and that I was part of it. 

Rush Tidy Towns Committee 
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Some of the 18 murals – project-managed by 
Diana – depicting life in Rush, County Dublin. 
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We’re delighted to welcome Brendan Molloy who was 

appointed as MDI’s Research Officer in March. 

Brendan’s role will primarily be to establish a registry 

for people in Ireland with neuromuscular conditions, 

to support researchers and clinicians to carry out 

quality research into neuromuscular conditions, and 

to manage and support ongoing and future MDI 

research projects. We wish Brendan well in his new 

post.  

 

We’d also like to welcome back Michelle Corrigan, Respite Administrator, from 

maternity leave. Michelle and her husband Tomás have since welcomed baby 

Hannah into the world. Great having you back, Michelle. 

MDI Staff Updates 

And our thanks to Ewa Flood who provided 

maternity cover while Michelle was on maternity 

leave. We’re happy to inform you that Ewa will be 

staying on with MDI as she has been appointed to a 

new position providing support across our various 

projects, such as setting up a customer relations 

management system (CRM) to improve how we 

provide support to members. We look forward to our 

continued working with you Ewa.  

 

We said farewell to two of our MDI colleagues, Lynne Dennehy and Patrick 

Flanagan in early 2021. MDI wishes to thank Lynne for her brilliant work 

providing support to families in the Southern region and to Patrick for his sterling 

contribution over eight years to MDI’s work on fundraising and communications. 

We wish them both every success with their new endeavours and all the best for 

the future! 
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MDI has been notified of the passing of a number of our members since our last 

newsletter. We would like to extend our deepest sympathies to the families and 
friends of all bereaved members of MDI. We would also like to remind you that 

MDI will always be here for you should you require any support or information in 

the future. 

Remembering 

passed members  
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Contac t details  
National office 

Muscular Dystrophy Ireland, 

75 Lucan Road, Chapelizod,  

Dublin D20 DR77 

Telephone:  +353 (0)1 6236414 

Freephone:  1800 245300  

Email:   mdiinfo@mdi.ie  

Website:  www.mdi.ie 

Facebook: www.facebook.com/mdiireland/ 

Twitter:  @mdi_ireland  

South and Mid-West 
Cork, Kerry, Limerick, Clare, North 

Tipperary 
Tracy Griffen 

Mobile: 086 3879159 
Email: fswmidwest@mdi.ie 

 
West, North West and Midlands 

Galway, Mayo, Roscommon, Donegal, 
Sligo, Leitrim, Longford, Westmeath 

and Offaly 
Una Sadler 

Mobile: 086 3899286 
Email: fswwr@mdi.ie 

 

North East 
Cavan, Monaghan, Louth and Meath 

Linda Murray 
Mobile: 086 3834428 

Email: nefsw@mdi.ie 

South East 
Carlow, Kilkenny, Waterford, 

Wexford, South Tipperary and Laois 
Marie Kealy 

Mobile: 086 6066107 
Email: mariek@mdi.ie 

 
North Dublin 

Sinead O’Brien 
Mobile: 086 6066105 

Email: fswnd@mdi.ie  
 

South Dublin Coast, South West 
Dublin, Wicklow and Kildare 

Shane O’Byrne 

Mobile: 086 3830966 
Email: fswdublin@mdi.ie 

MDI Family Support Workers 

Correction: 
We wish to draw your attention to an error in the December 2020 issue of MDI 

Newsletter. We gave an incorrect email address for Sinéad O’Brien, Family Support 
Worker for North Dublin. The correct email address is fswnd@mdi.ie. We are sorry 

for any confusion caused.  

mailto:fswmidwest@mdi.ie
mailto:fswwr@mdi.ie
mailto:nefsw@mdi.ie
mailto:fswnd@mdi.ie
mailto:fswdublin@mdi.ie
mailto:fswnd@mdi.ie
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