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Pre-Budget 2022 Submission      3 August 2021 

Summary of key asks: 

1. Social welfare, income adequacy and the cost of disability 

1.1 Make concrete provisions to address the extraordinarily high poverty levels of people with 
disabilities through specific and targeted measures, including by increasing core social welfare rates 
towards a Minimum Essential Standard of Living, in line with the Vincentian Partnership for Social 
Justice Minimum Essential Standard of Living (MESL) recommendations – by €9.80 per year, until 
2026 to ensure income adequacy. 

1.2 Introduce a weekly €20 Cost of Disability payment as an interim measure and make financial 
provisions to enact the recommendations in INDECON’s Cost of Disability report (2020). 

1.3 Benchmark social welfare rates to a level above the poverty line, while taking the cost of disability 
into account. 

1.4 Increase the Carers’ Allowance by €19 per week over the next two years, starting with an increase 
of €10 per week in Budget 2022, as recommended by Social Justice Ireland. 

1.5 Ensure all budget decisions are subject to equality proofing, including taking into account the cost 
of disability. 

1.6 Make the Respite Care Grant available to carers who are not in receipt of the Carers’ Allowance. 

1.7  Review, with a specific timeline, criteria for Long Term Illness Scheme to include neuropathies such 
as the conditions, Charcot Marie Tooth and spinal muscular atrophy (SMA). 

1.8 Provide VAT relief up front when purchasing equipment needed for their disability, similarly to how 

it is provided in the UK. 

1.9 Extend medical card eligibility for children aged 16 years and over who have muscular dystrophy / 

neuromuscular conditions. 

1.10  Introduce a separate process for applying for a medical card on the grounds of disability/major 
illness. 
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2. Housing/accommodation and living independently in the community 

2.1 As a matter of urgency, increase funding for Personal Assistance (PA) hours to address the gap in 

provision. 

2.2 Set a timeline for the review of the Personalised Budgets Pilot Programme and resource and 

implement a cohesive programme in keeping with the UN Convention on the Rights of Persons with 

Disabilities  

2.3 Discontinue the practice of assigning home-help hours to disabled people instead of a PA service. 

2.4 Implement the recommendations in the Ombudsman’s Report, Wasted Lives: time for a better 

future for young people in nursing homes (2020). 

 

2.5 Increase funding for Housing Adaptation Grants by €25.9m, increase the level of Housing 
Adaptation Grant so that it is in line with current building costs and expand eligibility criteria1.  

 
2.6 Commit 7.5 per cent of social housing for people on social housing waiting lists because of 

disability2.  

2.7 Provide a minimum of €100m funding for the Capital Assistance Schemei.  

2.8 Recognise the right of disabled people to apply for social housing in the area of their choice. 

 

3. Funding 

3.1 Commit to multi-annual budgets for 3-5 years in duration to facilitate strategic service planning, in 

line with the Report of the Independent Review Group established to examine the role of voluntary 

organisations in publicly funded health and personal social services (Catherine Day Report). 

3.2 Funding should reflect the true cost of providing services, including the increased cost of 

governance to ensure MDI’s sustainability into the future. 

3.3 Continue sustainability supports for the community and voluntary sector that were introduced due 

to COVID-19 for as long as restrictions continue to impact on public fundraising.  

 

4. Neurology services 

4.1 Invest in neurology services in line with the recommendations of the Neurology Clinical Advisory 

Group Consensus. 

 

 

 
1 To restore the funding to 2010 levels per Minister Eoghan Murphy, 11th June 2019, response to PQs [23645/19] and 
[23646/19]   
2 Based on Rebuilding Ireland and Housing Agency, Summary of Social Housing Assessments (2018). https://bit.ly/2Zvpbxo   
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5. Rare Diseases 

5.1 Update the National Rare Disease Plan as it is now seven years old. 
 
5.2 Appoint a new Department of Health liaison person to replace Dr Alan Smith and the reconvene 

quarterly meetings with the Rare Disease Taskforce on the implementation of the Plan. 
 
5.3 Make the roll-out of ORPHAcodes in Ireland a priority. Each rare condition has a unique, identifying 

ORPHAcode. ORPHAcodes are essential for improving the visibility of rare conditions in health and 
research information systems. 

 
5.4 There needs to be a national strategy on patient registries. This was previously promised.  

 

 

1. Social welfare, income adequacy and the cost of disability 

Article 28 of the United Nations Convention on the Rights of Persons with Disability, Adequate standard of 
living and social protection states: 

1. States Parties recognize the right of persons with disabilities to an adequate standard of living for 
themselves and their families, including adequate food, clothing and housing, and to the continuous 
improvement of living conditions, and shall take appropriate steps to safeguard and promote the 
realization of this right without discrimination on the basis of disability. 

2. States Parties recognize the right of persons with disabilities to social protection and to the enjoyment 
of that right without discrimination on the basis of disability and shall take appropriate steps to safeguard 
and promote the realization of this right. 

Recommendations:  

1.1 Make concrete provisions to address the extraordinarily high poverty levels of people with 
disabilities through specific and targeted measures, including by increasing core social welfare rates 
towards a Minimum Essential Standard of Living, in line with the Vincentian Partnership for Social 
Justice Minimum Essential Standard of Living (MESL) recommendations – by €9.80 per year, until 
2026 to ensure income adequacy.  

1.2 Introduce a weekly €20 Cost of Disability payment as an interim measure and make financial 
provisions to enact the recommendations in INDECON’s Cost of Disability report (2020). 

1.3 Benchmark social welfare rates to a level above the poverty line, while taking the cost of disability 
into account. 

1.4 Increase the Carers’ Allowance by €19 per week over the next two years, starting with an increase 
of €10 per week in Budget 2022, as recommended by Social Justice Ireland. 

1.5 Ensure all budget decisions are subject to equality proofing, including taking into account the cost 
of disability. 
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1.6 Make the Respite Care Grant available to carers who are not in receipt of the Carers’ Allowance. 

 
Long Term Illness Scheme criteria 
MDI views the current list of conditions that make one eligible for the Long Term Illness Scheme as 
inequitable. Some members of MDI who have neuropathies, such as the conditions, Charcot Marie Tooth 
and spinal muscular atrophy (SMA), experience similar levels of physical disability and need for the support 
of the Long Term Illness Scheme to people with muscular dystrophy and myopathy who are eligible for the 
scheme and yet they are deprived of this benefit. 
 
Recommendation:  
1.7 Review criteria for Long Term Illness Scheme to include neuropathies such as the conditions, 

Charcot Marie Tooth and spinal muscular atrophy (SMA). (We are aware that it is stated that the 
scheme will be reviewed as part of Sláintecare. We would like to see a specific timeline and 
commitment in place.)  

 
 

Support to purchase equipment/appliances  

Currently people must pay VAT upfront when they purchase equipment needed for their disability and 

then apply for a refund afterwards. MDI views this as a significant barrier to people being able to get the 

appliances and adaptations that they need, as often they do not have the money to do so.  

Recommendation:  

1.8 Provide VAT relief up front when purchasing equipment needed for their disability, similarly to how 

it is provided in the UK. 

 

Medical card eligibility 

Currently, in some cases, eligibility for medical card of children with muscular dystrophy /neuromuscular 

conditions ends once they reach 16 years of age. We view this policy as inequitable as the needs of the 

child do not change once they turn 16. In fact, with progressive conditions, their needs often become 

greater. Supports should therefore stay in place.  

Recommendation:  

1.9 Extend medical card eligibility for children aged 16 years and over who have muscular dystrophy / 

neuromuscular conditions. 

 

Currently one can only apply for a medical card on the grounds of income or age. 
 
Recommendation:  

1.10  Introduce a separate process for applying for a medical card on the grounds of disability/major 
illness. 
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2. Housing/accommodation and living independently in the community 

The UN Convention on the Rights of Persons with Disabilities states: 

States Parties to the present Convention recognize the equal right of all persons with disabilities to live in 
the community, with choices equal to others, and shall take effective and appropriate measures to 
facilitate full enjoyment by persons with disabilities of this right and their full inclusion and participation in 
the community, including by ensuring that: 

a) Persons with disabilities have the opportunity to choose their place of residence and where and with 
whom they live on an equal basis with others and are not obliged to live in a particular living arrangement; 

b) Persons with disabilities have access to a range of in-home, residential and other community support 
services, including personal assistance necessary to support living and inclusion in the community, and to 
prevent isolation or segregation from the community; 

c) Community services and facilities for the general population are available on an equal basis to persons 
with disabilities and are responsive to their needs. 

While there have been some important advances in encouraging independent living and community 

participation for disabled people, such as the continued move away from congregated settings, there 

continue to be considerable shortcomings in the way disabled people are accommodated. MDI welcomes 

the Review of the National Housing Strategy for People with a Disability (2011) currently being undertaken 

by the Housing Agency.   

 

Personal Assistance (PA) Service 

As stated by the DFI, the inadequate availability of Personal Assistance is a significant factor in limiting 

options for independent living3. Many disabled people are unable to avail of a PA Service or only have 

access to a limited service or a home help service based in their home as opposed to a PA Service which 

would allow them to have full control of their lives. There are significant constraints on the current PA 

service. There is no standardised application procedure and those in receipt of this support do not have 

any security regarding the continuation or extent of their service due to a lack of legislative protection. The 

practice of assigning home help hours to disabled people instead of a PA service prevails. Furthermore, 

individuals are also at risk of being removed from waiting lists for PA services when they accept home help 

hours instead.  

The lack of resources in community-based disability services including PA and home support services 

hampers access to independent living. For example, many people with disabilities cannot access social 

housing offered by their local authority due to a lack of a support package of PA hours from the HSE. 

A key objective of Government policy in recent years has been to explore the concept of personalised 

budgets for disabled people to empower them to live independent lives. The Task Force on Personalised 

Budgets was established in 2016 and reported in June 2018. A pilot programme was initiated in 2019 and 

will run up to the end of 2021 and the National Disability Authority is evaluating it. We welcome the 

 
3 DFI submission on State Report of UNCRPD, April 2021.  
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Government’s commitment to build on the experience of the pilot study. However, currently there is no 

timeline given for this review.  

Recommendations:  

2.1 As a matter of urgency, increase funding for Personal Assistance (PA) hours to address the gap in 

provision. 

2.2 Set a timeline for the review of the Personalised Budgets Pilot Programme and resource and 

implement a cohesive programme in keeping with the UN Convention on the Rights of Persons with 

Disabilities  

2.3 Discontinue the practice of assigning home-help hours to disabled people instead of a PA service. 

 

Younger people in nursing homes 
Approximately 1,320 disabled people under 65 years of age are currently residing in nursing homes in 

Ireland, mainly because of insufficient community supports and/or a lack of accommodation appropriate 

to their needs. It has long been acknowledged that nursing home accommodation, which is primarily 

designed and provided for older people, is not suitable for younger people with disabilities. 

 

Recommendation:  

2.4 Implement the recommendations in the Ombudsman’s Report, Wasted Lives: time for a better 

future for young people in nursing homes (2020). 

 

Housing Adaptation Grant 
The current level of Housing Adaptation Grant falls below current building costs. 
 
Recommendation: 
2.5 Increase funding for Housing Adaptation Grants by €25.9m, increase the level of Housing 

Adaptation Grant so that it is in line with current building costs and expand eligibility criteria4.  
 

Social Housing 

2.6 Commit 7.5 per cent of social housing for people on social housing waiting lists because of 

disability5.  

2.7 Provide a minimum of €100m funding for the Capital Assistance Schemeii.  

In Spring 2021, Dublin City Council reversed its decision to refuse homeless people from outside the capital 

access to temporary emergency accommodation after the issue was highlighted in an RTÉ investigation. 

Based on this principle, MDI argues that disabled people currently residing outside of Dublin should have 

the right to apply for housing in the capital. Currently a catch-22 exists whereby, because they are not 

 
4 To restore the funding to 2010 levels per Minister Eoghan Murphy, 11th June 2019, response to PQs [23645/19] and 
[23646/19]   
5 Based on Rebuilding Ireland and Housing Agency, Summary of Social Housing Assessments (2018). https://bit.ly/2Zvpbxo   
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living in Dublin, they can’t apply for housing there. Ultimately, in many cases this denies disabled people 

the right to live and work in Dublin.  

Recommendation: 

2.8 Recognise the right of disabled people to apply for social housing in the area of their choice. 

 

3. Funding 

MDI, like so many charities, has not been able to raise essential funds due to COVID-19. The Charities 

Regulator carried out a survey in May 2020 and found that 90 per cent of charities had to cancel or 

postpone fundraising during 2020. Since the start of the pandemic, MDI adapted its services to ensure we 

could continue to provide vital support services to members, using virtual platforms as well as regular one-

to-one contact by phone, email and text. Community and voluntary organisations form part of the 

essential social infrastructure needed to deliver an inclusive recovery for Ireland. Despite carrying out this 

crucial work on behalf of the state, community and voluntary organisations in receipt of statutory funding 

face serious financial precarity problems. Much of this is related to uncertainty of income streams beyond 

annual allocations.  

Recommendation:  

3.1 Commit to multi-annual budgets for 3-5 years in duration to facilitate strategic service planning, in 

line with the Report of the Independent Review Group established to examine the role of voluntary 

organisations in publicly funded health and personal social services (Catherine Day Report). 

3.2 Funding should reflect the true cost of providing services, including the increased cost of 

governance to ensure MDI’s sustainability into the future. 

3.3 Continue sustainability supports for the community and voluntary sector that were introduced due 

to COVID-19 for as long as restrictions continue to impact on public fundraising.  

 

4. Neurology services 

As a member of the Neurological Alliance of Ireland, MDI is concerned that neurological care services are 

completely under-resourced to cope with the pent-up demand, as a consequence of pandemic restrictions 

as well as the additional requirements of patients with neurological consequences of COVID-19. Action 

must be taken now to introduce an immediate programme of emergency investment in neurological care 

services. 

Recommendation: 

4.1 Invest in neurology services in line with the recommendations of the Neurology Clinical Advisory 

Group Consensus. 
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5. Rare Diseases 

The following are the current key commitments in the Programme for Government, 2020 in respect of rare 
diseases:  
 

• Publishing an updated National Rare Diseases Plan  

• Supporting the medical genetics service in Children’s Hospital Ireland at Crumlin 

• Establishing a National Genetics and Genomics Medicine Network 

• Promoting research and, in particular clinical trials, which are key to improving the prevention, 
diagnosis and treatment of rare diseases 

• Enacting the National Research Ethics Committee Bill6, 
 
As a member of the Rare Disease Taskforce (RDF), MDI recommends the following: 
 

Recommendations: 

5.1 Update the National Rare Disease Plan as it is now seven years old. 
 
5.2 Appoint a new Department of Health liaison person to replace Dr Alan Smith and the reconvene 

quarterly meetings with the Rare Disease Taskforce on the implementation of the Plan. 
 
5.3 Make the roll-out of ORPHAcodes in Ireland a priority. Each rare condition has a unique, identifying 

ORPHAcode. ORPHAcodes are essential for improving the visibility of rare conditions in health and 
research information systems. 

 
5.4 There needs to be a national strategy on patient registries. This was previously promised.  
 

 

 

  

 
6 Government of Ireland. Programme for Government ‘Our Shared Future’, p46  
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Further information 

Muscular Dystrophy Ireland Company Limited by Guarantee (MDI) is a voluntary, member organisation, 

founded in 1972. There are approximately 790 people registered as members which includes individuals 

with muscular dystrophy/neuromuscular conditions and their families and carers. Our network of support 

extends to almost 4,500 people and is delivered by our staff team nationwide.  

 

Our vision 

MDI envisages an Ireland that enables people with neuromuscular conditions to fully participate in society 

and reach their full potential.  

 

Our mission is to support people with muscular dystrophy. We do this, using a member-centred approach, 

by: 

• providing information and support to people with neuromuscular conditions and their families 

through a range of support services 

• advocating for services and entitlements for members; educating and informing society about 

neuromuscular conditions  

• supporting researchers and clinicians to carry out quality research into neuromuscular conditions.  

 

 

About muscular dystrophy 

Muscular dystrophy and associated neuromuscular conditions are characterised by the progressive 

weakening and wasting of the muscles. They can affect adults and children. Some forms arise at birth or in 

childhood while others may not become apparent until later in life. Each type of muscular dystrophy arises 

from a different genetic mutation or deletion which may be inherited from one or both parents, or it may 

be due to a spontaneous mutation. This means that some families may have more than one member with 

the condition.  While currently there is no cure for muscular dystrophy, there have been huge advances in 

improving the quality of life for people with the condition and we are living in more hopeful times for 

research and the development of treatments and standards of care. 

 

MDI affiliations 

MDI is a member of Disability Federation of Ireland, Rare Diseases Ireland, IPPOSI, Health Research 

Charities Ireland and the Wheel. 
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Endnotes 

Statistic on Personal Assistance Service 

Only three per cent of all disabled people get a Personal Assistance Service.7 Furthermore, of those who do 

get the service, 44.4 per cent were in receipt of an average of 42 minutes per day and 84.44 per cent 

received less than three hours per day on average.  

 

Capital Assistance Scheme 

The Capital Assistance Scheme is designed for the provision of rented accommodation for people with 

additional needs, such as disabled, older, homeless people. Councils may advance non-repayable loans to 

approved bodies to cover the cost of provision of these housing units. These loans are not repayable 

provided that the accommodation continues to be let to eligible categories of persons and is properly 

maintained. 

 

 
 
 

 
7  
 HSE (2017), Service Plan 2018.   


