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Cathaoirleach’s Foreword  

Over the decades the policy response to supporting people with disabilities in Ireland 

has reflected the medical model of disability, where individuals were segregated in 

congregated settings which were inappropriate for them, and which led to a lower 

quality of life and isolation. This response prevails today as people with disabilities 

continue to be placed inappropriately in congregated settings. 

 

The United Nations Convention on the Rights of Persons with Disabilities 

(UNCRPD/Convention) is a landmark Convention that calls for the transformation of 

the policy response from the medical to the social or human rights model of 

disability, where people with disabilities are no longer viewed and treated as medical 

objects to be institutionalised, but as individuals capable of living independently, 

being included in communities, and contributing to society as citizens like everyone 

else. This vision of the Convention is clearly outlined in Article 19 which provides for 

people with disabilities the right to live independently in a place of one’s own 

choosing, with the freedom to choose and control their lives. 

 

This transformation requires a parallel cultural shift in our disability services, 

communities and society which can truly be enabled through a transition to a 

personal budgeting model and Personal Assistance Service which places people 

with disabilities at the centre and in control of their own lives, as well a 

comprehensive roll out of disability awareness training, in line with the human rights 

model of disability. Only then can we begin to confront unconscious bias and view 

and value people with disabilities for who they are, as citizens of society, capable of 

contributing to society and living independently. 

 

To ensure independent living and inclusion in communities, we must meaningfully 

consult with people with disabilities and their representative organisations, regarding 

decisions that affect their lives. This is crucial in the design of policies, programmes 

and in the planning process. Meaningful consultation, which is the heart of the 

UNCRPD, ensures that the barriers that people with disability experience can be 

accommodated at design stage and this supports the delivery of accessible services 
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and built environments. This level of consultation must occur across all sectors to 

ensure meaningful inclusion in our communities. 

 

This transformation also cannot begin without tackling the consistent poverty which 

is the experience of many people with disabilities in Ireland, considering the cost of 

disability is not reflected in social protection design or supports, and there are 

significant barriers to education and employment. This poverty cycle sustains the 

medical model of disability and the culture of people with disabilities being viewed as 

not capable of contributing to society. 

 

It is a privilege for the Committee to hear directly from people with disabilities, and 

their representative organisations in the work they do, about the issues that affect 

their lives. The Committee value this lived experience, as witnesses highlighted that 

people with disabilities navigate the world having to constantly problem solve and 

innovate, and that we need to utilise this quality, expertise, and ability.  

 

Considering Ireland has begun its journey in implementing the UNCRPD, the 

Committee believe there is a need for urgency to realise meaningful choice for 

people with disabilities, in line with their will and preference, to live independent lives 

in communities and with the appropriate supports to do so.  

 

To realise this urgency, the Committee believe that governance mechanisms for 

implementation of the UNCRPD must be strengthened, including introducing a right 

to independent living in Ireland to ensure that people with disabilities can enjoy the 

same freedoms, autonomy, and opportunity as the rest of society. This right must 

include a Public Sector Inclusion Objective which would place a duty and urgency on 

public authorities to act with the objective of meeting the requirements of Article 19. 

 
_____________ 
Michael Moynihan 
Cathaoirleach to the Committee  
Joint Committee on Disability Matters 
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Engagement with stakeholders 

1.Since its establishment in October 2020, it has been a priority of the Committee to 

hear directly from individuals with disabilities, their carers, their representative 

organisations Disabled Persons Organisations (DPOs) on their lived experience and 

analysis, and to ensure that this analysis informs the policy process.  

 

2.The Committee issued a public consultation in October 2020, regarding the lived 

experience of people with disabilities on the issues that affect them, their families 

and/or their carers and the submissions received informed the Committees revised 

Terms of Reference and Work Programme which are outlined in Appendix 1. This is 

in line with Article 4 (3) of the UNCRPD which specifically requires the consultation 

and active involvement of people with disabilities in decision-making processes 

concerning issues that affect them. 

 
3.The Committee has engaged with people who have lived experience of disability and 

a wide range of other stakeholders with a view to inform itself on approaches to 

realise independent living for people with disabilities.  

 

4.In this regard, the Committee held 15 public meetings and met with 63 witnesses 

and requested further submissions from various stakeholders to supplement the 

report. Public meetings and attending witnesses are outlined in Appendix 2 and 

submissions that inform this report are outlined in Appendix 3. 

 

5.This report sums up the evidence received, and priority recommendations of the 

Committee are outlined at the end of each chapter, with ancillary recommendations 

of the Committee outlined in Appendix 4. 
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Executive Summary and Introduction 

Executive Summary 

6.Article 19 of the UNCRPD is the cornerstone of the Convention and aims to 

transform the lives of people with disabilities through the right to live independently in 

a place of one’s own choosing, with the freedom to choose and control their lives. 

 

Involvement in decision making 

7.A central concern of the Committee is the absence of meaningful consultation with 

and involvement of people with disabilities, and their representative organisations, in 

the development and implementation of policies and programmes that affect their 

lives. This does not reflect the spirit of Articles 4 (3) and 33 (3) of the UNCRPD nor 

reflects the slogan ‘Nothing About Us Without Us’ which is used by DPOs as part of 

the global movement to achieve the full participation and equalisation of 

opportunities for, by and with people with disabilities.1 To strengthen this 

involvement, the Committee calls for the development of a national policy and 

framework on the recognition and consultation of people with disabilities and their 

DPOs. The Committee are also concerned that as the ratification of the Optional 

Protocol to the UNCRPD has not been undertaken, this means that people with 

disabilities cannot make a complaint when they feel their rights, under the 

Convention, have been breached. The Committee also calls for the immediate 

ratification of the Optional Protocol to further enable more meaningful involvement of 

people with disabilities in issues that affect their lives.  

 

A new framework for independent living 

8.The Committee believe that people with disabilities, especially people with 

intellectual disabilities, have been segregated throughout history and urgent action is 

now needed to ensure that individuals, whose will, and preference it is to live 

independently, are supported to do so. To enable this action, the Committee calls for 

the development of a right to independent living in domestic law to ensure that 

 
1 United Nations, Department of Economic and Social Affairs Disability. (2004, December 3). International Day of 

Disabled Persons. Retrieved March 3, 2022, from International Day of Disabled Persons 2004 | United Nations 

Enable 

https://www.un.org/development/desa/disabilities/international-day-of-persons-with-disabilities-3-december/international-day-of-disabled-persons-2004-nothing-about-us-without-us.html
https://www.un.org/development/desa/disabilities/international-day-of-persons-with-disabilities-3-december/international-day-of-disabled-persons-2004-nothing-about-us-without-us.html
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people with disabilities can live ‘ordinary lives in ordinary places’.2 The Committee 

also recommend the introduction of a Public Sector Inclusion Objective which applies 

a duty on all public bodies to adhere to Article 19. Strengthening disability proofing 

mechanisms and governance structures, including through the establishment of an 

additional UNCRPD Focal Point and Implementation Team at Local Government 

level along with a Coordination Mechanism in the Department of the Taoiseach will 

enable people with disabilities to be placed at the centre of the policy process, 

strengthen implementation of the Convention, and ensure appropriate mechanisms 

to deliver independent living.  

 

Equal choice about where to live 

9. The Committee has a number of concerns regarding the decongregation process. 

These include that the medicalisation of disability continues to ensure slow progress 

in transitioning people with disabilities from congregated settings to communities and 

the process of placing people in congregated settings has not been eliminated. Also, 

individuals are not given the level of choice about where to live in line with the vision 

outlined in the ‘Time to Move on from Congregated Settings’ report or Article 19 of 

the UNCRPD. Slow progress is ensured by the heavy reliance on the emergency 

residential placement process, moving individuals from larger to smaller settings 

without having a choice where to live and placing younger people with disabilities in 

nursing homes. The Committee call for the development of a national plan for the 

realisation of the right to independent living including support for agencies to re-

configure their services to support this right. This must be undertaken in conjunction 

with an overarching policy framework to remedy the situation of people with 

disabilities under 65 in nursing homes. The Committee also believe that people with 

disabilities living at home, and many with elderly parents, can be left out when it 

comes to choice and access to independent living and measures must also be 

strengthened to assess and address this unmet need. 

  

 
2 Health Service Executive, HSE. (2016). Transforming Lives, Supporting Person-Centred Disability Services, 

Progress Report. pp. 5 
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Access to support services 

10.To support the transition to ensure independent living and meaningful inclusion, 

there is a need for a parallel cultural shift in services as well as society so that 

people with disabilities can be viewed as being able to live independently and 

contribute to society. This cultural shift can be accelerated through transitioning 

services to a personal budgeting model along with the development of a National 

Personal Assistance Service, and disability awareness raising strategy in line with 

the human rights model of disability. The Committee are aware that the 

commencement of the Assisted Decision Making (Capacity) Act 2015 will assist in 

transforming the current narrative through the principle of presumed capacity. The 

Committee believe that the Act and the Decision Support Service must be 

commenced in a timely and appropriate manner. It is also vital that mechanisms are 

strengthened to support independent living and mental health at local level and the 

Committee call for the introduction of UNCRPD Implementation Teams in each 

Community Health Organisation area (CHO Area).  

 

Equal participation in society 

11.Consistent poverty is the reality of many people with disabilities in Ireland and the 

cost of disability is not reflected in social protection responses. There is urgent need 

to develop a rights-based approach to social protection for people with disabilities 

and update supports accordingly. People with disabilities can also be isolated from 

communities, especially in Rural Ireland where they may not have access to public 

transport. There is a need to introduce rights-based personal transport schemes to 

support individuals in rural areas. The Committee believe that accessibility through 

the principles of Universal Design is vital to meaningfully achieve mainstreaming of 

disability. Therefore, there is a need for an All of Government National Plan for 

Accessibility to be developed to ensure full inclusion, in consultation with people with 

disabilities and their DPOs, across all sectors. 
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Background  

12.The UNCRPD was adopted by the United Nations in 2006 and Ireland signed the 

Convention in 2007. In March 2018 Ireland ratified the Convention, which made it 

legally binding, and was the last EU Member State to do so.3  

 

13.The Committee believe that the UNCRPD is a powerful and landmark Convention 

that even though it introduces no new human rights, it ensures that people with 

disabilities enjoy the same rights as everyone else. The Convention calls for 

systematic change across all sectors of society through its various articles across 

health, education, employment, access to justice, personal security, independent 

living, and access to information. This should secure the mainstreaming of disability 

across all sectors. 

 

14.As part of its ratification of the UNCRPD, Ireland is obliged to submit regular reports 

to the Committee on the Rights of Persons with Disabilities (UN Committee) on how 

these rights are being implemented. Ireland must report initially within two years of 

accepting the Convention and thereafter every four years. The UN Committee 

examines each report and subsequently makes suggestions and general 

recommendations.4 

 

15.At its meeting on the 27 May 2021, to discuss the UNCRPD and the Optional 

Protocol to the UNCRPD, the Committee welcomed meeting with Markus Schefer, a 

member of the UN Committee, and Catherine Naughton, Director and Pat Clarke, 

Vice President, of the European Disability Forum, (EDF) who is part of the 

independent monitoring framework established by the EU to monitor the Convention 

at EU level. 

 

 
3 Irish Human Rights and Equality Commission, IHREC. (2021, June 17). Press Release, Commission Calls on 

Government to Establish Annual Dáil Statement on Progress on Ireland’s Disability Rights Obligations. Retrieved 

March 3, 2022, from Commission Calls on Government to Establish Annual Dáil Statement on Progress on 

Ireland’s Disability Rights Obligations - IHREC - Irish Human Rights and Equality Commission 
4 United Nations, Human Rights Office of the High Commissioner. Committee on the Rights of Persons with 

Disabilities. Retrieved March 3, 2022, from OHCHR | Committee on the Rights of Persons with Disabilities 

https://www.ihrec.ie/commission-calls-on-government-to-establish-annual-dail-statement-on-progress-on-irelands-disability-rights-obligations/
https://www.ihrec.ie/commission-calls-on-government-to-establish-annual-dail-statement-on-progress-on-irelands-disability-rights-obligations/
https://www.ohchr.org/en/hrbodies/crpd/pages/crpdindex.aspx
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16.The Joint Committee on Disability Matters was established to monitor the 

implementation of the UNCRPD and is among the first parliaments in the world to do 

so. 

 

17.At the Committees meeting on the 27 May 2021, Catherine Naughton, EDF, 

highlighted that while it was disappointing that Ireland was the last EU member state 

to ratify the Convention, it is inspiring to see the leadership now being shown in 

Ireland through the establishment of the joint committee which demonstrates the vital 

scrutiny role that national parliaments can play. 

 

18.At this meeting, Markus Schefer, UN Committee, also highlighted the challenges 

regarding implementation of the UNCRPD for all State Parties; 

‘the UNCRPD covers nearly all aspects of life and requires substantial 

changes in law, society and individuals’ attitudes toward persons with 

disabilities. In addition, it extends to all types of impairments. 

Correspondingly, implementing it is a task with which every member state 

struggles. It is of paramount importance to develop a comprehensive strategy 

that sets out goals, timeframes, and the measures to be taken and that 

clarifies the priorities and spells out the reasoning behind them. Poorly co-

ordinated, piecemeal approaches are ill equipped to succeed. The measures 

included in legislation must be accompanied by the funding required to realise 

them.’ 

 

19.Markus Schefer further noted that ‘the (UN) committee is frequently faced with 

promising legislation only to be sobered by an absence of enforcement due to a lack 

of funding. Representative organisations of persons with disabilities need to be 

actively involved throughout the process.’ 

 

20.Dr. Rosaleen McDonagh, Irish Human Rights and Equality Commission (IHREC) 

Member and Chair of IHRECs Disability Advisory Committee, highlighted the stark 

reality for people with disabilities in Ireland and the level of transformation needed in 

noting that;  



 Ensuring Independent Living and the UNCRPD  

 

  Page 13 of 135 
 

‘Ireland has had a stagnant history in relation to disabled people. Our rights 

have been slow to be fulfilled. We are not just recipients of services’ (we are) 

‘also contributors to the economy, business, arts and culture.’ 

 

21.The Initial Report of Ireland under the Convention on the Rights of Persons with 

Disabilities was published in November 2021 and submitted to the UN Committee at 

this time.5 The Department of Children, Equality, Disability, Integration and Youth 

intend to publish the UNCRPD Implementation Plan which will outline how the 

Convention will be implemented, in Q1 2022. 

 

22.The State’s consistent delays in ratifying and reporting on the UNCRPD, as well as 

the current delay with ratification of the Optional Protocol to the Convention, cause 

the Committee concern because the delay ensures that people with disabilities are 

excluded from the benefits of the oversight monitoring by the UN Committee. In this 

regard, Sinéad Gibney, Chief Commissioner, IHREC noted ‘it is not just the report 

that is delayed but the lives of those people whose rights continue to be unrealisable 

because of this delay.’ 

Introduction  

23.The Joint Committee on Disability Matters was set up to consider all disability 

matters, including monitoring of the implementation by Ireland of the UNCRPD. 

Ireland is one of the first countries in the world to introduce parliamentary oversight 

of the Convention. 

 

24. The Committee heard from Catherine Naughton, EDF and Markus Schefer, UN 

Committee about how parliamentary oversight complements the independent 

monitoring function established by the UNCRPD. The independent monitoring 

function for Ireland is IHREC. Catherine Naughton also highlighted that the 

 
5 Department of Children, Equality, Disability, Integration and Youth. (2021) Ireland’s first report to the United 

Nations Committee on the Rights of Persons with Disabilities. Retrieved March 3, 2022, from gov.ie - Ireland’s 

first report to the United Nations Committee on the Rights of Persons with Disabilities (www.gov.ie) 

 

https://www.gov.ie/en/publication/75e45-irelands-first-report-to-the-united-nations-committee-on-the-rights-of-persons-with-disabilities/
https://www.gov.ie/en/publication/75e45-irelands-first-report-to-the-united-nations-committee-on-the-rights-of-persons-with-disabilities/
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‘committee does not stand alone. Every other committee in the Dáil which follows a 

Department should also be playing this scrutiny role.’ 

 

25.Regarding this role, Sinéad Gibney, IHREC highlighted the task ahead and learning 

opportunity that the Committee will have to develop language, ideas, and attitudes to 

facilitate the change as required by the UNCRPD. 

 

26.According to the CSO census there were a total of 643,131 people who stated they 

had a disability in April 2016, accounting for 13.5% of the population in Ireland.6 

 

27.At present in Ireland, many people with disabilities, especially people with intellectual 

disabilities and mental health issues are segregated and institutionalised and do not 

experience independence, autonomy, and choice in where, and with whom they live 

with.  

 

28.The Committee heard evidence of this institutionalism through public hearings and 

its public consultation, as well as evidence that a significant portion of people with 

disabilities live in consistent poverty, experience homelessness, face regular stigma 

and discrimination and experience high levels of inaccessibility across all sectors. 

People with disabilities in Ireland can also be segregated in education, experience 

low rates of employment and receive inadequate social protection support which 

does not reflect the additional cost of disability. 

 

29.Article 19 of the UNCRPD is the cornerstone of the UNCRPD and aims to transform 

the lives of people with disabilities to the level of independent living and inclusion in 

the community. Article 19 provides for people with disabilities the right to live 

independently in a place of one’s own choosing, with the freedom to choose and 

control their lives. The foundation of this article is the core human rights principle that 

all human beings are born equal in dignity and rights and all life is of equal worth.7  

  

 
6 Central Statistics Office. (2016). Census of Population 2016 – Profile 9 Health, Disability and Carers. Retrieved 

March 3, 2022, from Disability - CSO - Central Statistics Office 
7 United Nations Committee on the Rights of Persons with Disabilities. (2017). General Comment No. 5 on living 

independently and being included in the community. 

https://www.cso.ie/en/releasesandpublications/ep/p-cp9hdc/p8hdc/p9d/#:~:text=There%20were%20a%20total%20of,per%20cent%20of%20the%20population.&text=Rates%20increase%20sharply%20above%20age,age%2084%20having%20a%20disability.
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30.The Committee heard from James Cawley, Policy Officer, Independent Living 

Movement Ireland (ILMI), who reflected this in noting that, simply;  

‘Independent living is not just about living in a house or building a house. It is 

about all the pieces of the jigsaw fitting together. It is about our choices, our 

control and our dignity and having appropriate and adequate supports to have 

the choice, dignity and respect to live a life of our choosing.’ 

 

31.The Committee are also aware that there are a significant number of adults with 

disabilities living and receiving informal care in their homes, many with elderly 

parents, who are not supported to live independent lives and whose will and 

preference it may be to do so. 

 

32.Taking into consideration these individuals and those residing in congregated 

settings, the Committee are aware that the reality for people with disabilities in 

Ireland is a lack choice and control regarding independent living. 

 

33.The UN Committee highlights that historically people with disabilities have been 

denied their personal and individual choice and control across all areas of their lives 

and many have been presumed to be unable to live independently. The UN 

Committee further note that support is either unavailable or tied to particular living 

arrangements, and community infrastructure is not universally designed. Resources 

are invested in institutions instead of developing possibilities for people with 

disabilities to live independently in the community and this has led to abandonment, 

dependence on family, institutionalisation, isolation, and segregation.8 

 

34.Maria Ní Fhlatharta, Co-Director, Disabled Women Ireland (DWI) highlighted to the 

Committee the areas where transformation is needed to ensure independent living 

particularly in relation to women with disabilities in noting that;     

‘Independent living requires appropriate, secure and accessible housing, but it 

also requires a rights-based approach to services, including personal 

 
8 United Nations Committee on the Rights of Persons with Disabilities. (2017). General Comment No. 5 on living 

independently and being included in the community. 
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assistant services. Disabled people are the only people still denied legal 

capacity in Ireland.’ 

 

35.On 27 May 2021, the Committee were delighted to connect with members of the 

Spanish Senate who sit on the Committee on Integral Disability Policies (Spanish 

Senate), the Spanish parliamentary committee who are also monitoring the 

UNCRPD as part of their remit. The Committee welcomed hearing about the Spanish 

Senates progress in implementing the Convention since Spain’s ratification of both 

the UNCRPD and Optional Protocol in 2007. The Spanish Senate highlighted how a 

lifecycle approach is needed to independent living and inclusion in communities for 

people with disabilities in simply noting that ‘social inclusion in society starts in 

schools.’ 

 

36.Gerard Quinn, the UN Special Rapporteur on the Rights of Persons with Disabilities, 

emphasised the significant cultural shift needed by society to view people with 

disabilities as being capable of living independently. The UN Special 

Rapporteur further noted that personhood provisions under the right to autonomy, 

legal capacity, and supported decision-making, as well as the right to independent 

living, carry the essential message of the Convention, which is that ‘persons with 

disabilities are not objects to be managed and are subjects with rights just like 

everyone else’.  

 

37.Ann Marie Flanagan, Disability Activist, highlighted to the Committee that; 

‘Until now, the majority of people have been living at home with families, they 

access day services, and they are long-term unemployed. They would not 

have seen themselves as equals and, because they were not deeply 

unhappy, they believed this would be their best lot and they regularly used 

reductionist language in describing themselves.’  

 

38.Ireland has begun its journey of implementing the UNCRPD, and therefore the 

Committee has taken a wider and more holistic view to independent living for people 

with disabilities in Ireland.  
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39.People with disabilities had a significant role in developing the UNCRPD and their 

involvement and consultation in decisions that affect them is another crucial part of 

the Convention. Article 4 (3) requires that State Parties continue to ensure that 

people with disabilities have a key role in implementing the UNCRPD including close 

consultation and active involvement.  

 

40.This report begins with a consideration of evidence and recommendations to 

strengthen the involvement of people with disabilities in the policy process in Chapter 

1. 

 

41.Chapter 2 ‘A new national framework’ provides an overview of the UNCRPD and 

considers the changes needed to the existing national framework to ensure a more 

effective and strengthened implementation of the UNCRPD.  

 

42.Article 19 of the UNCRPD, enshrines the right to live independently as part of the 

community and comprises of three core elements, equal choice about where to live, 

access to support services and equal participation in society.9 Chapter 3 deals with 

equal choice, access to support services is examined in Chapter 4 while Chapter 5 

deals with equal participation in society. 

 

 

 

 

 

 
9 UK Equality and Human Rights Commission. (2021) Strengthening the right to independent living pp.5 
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Chapter 1 - Involvement in decision making  

Meaningful participation for people with disabilities 

43.The UN Committee note in General Comment No. 7 (2018) on participation, that 

people with disabilities were fully involved and played a decisive role in the 

negotiation, development and drafting of the UNCRPD.10 

 

44.The level of meaningful participation and consultation is behind the motto ‘Nothing 

About Us Without Us’, which organisations of people with disabilities adopted to 

reinforce their legitimate call to contribute to the UNCRPD, which should now 

continue to guide the implementation of the Convention.11  

 

45.This required level of consultation continues through to implementation of the 

Convention as Article 4 (3) specifically requires that;  

‘In the development and implementation of legislation and policies to implement the 

present Convention, and in other decision-making processes concerning issues 

relating to persons with disabilities, State Parties shall closely consult with and 

actively involve persons with disabilities, including children with disabilities, through 

their representative organizations’.12  

 

46.Gerard Quinn, UN Special Rapporteur noted that Article 4 (3) mandated 

Governments to actively collaborate with civil society on the production of social 

policy. 

 

47.Further, in terms of participation in national implementation and monitoring of the 

Convention, Article 33 (3) also requires that ‘civil society, in particular persons with 

 
10 United Nations Committee on the Rights of Persons with Disabilities. (2018). General comment No. 7 on the 

participation of persons with disabilities, including children with disabilities, through their representative 

organizations, in the implementation and monitoring of the Convention. 
11 United Nations Human Rights Office of the High Commissioner. (2012, September 24). UN leads the way on 

disability rights. Retrieved March 3, 2022, from OHCHR | UN leads the way on disability rights 
12 United Nations Department of Economic and Social Affairs Disability. (2006). Convention on the Rights of 

Persons with Disabilities. Article 4 – General obligations. 

https://www.ohchr.org/EN/newyork/Stories/Pages/UNleadsthewayondisabilityrights.aspx
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disabilities and their representative organizations, shall be involved and participate 

fully in the monitoring process’.13 

 

48.Meaningful participation and involvement of people with disabilities is a challenge, as 

highlighted by the UN Committee, who observe an important gap between the goals 

and the spirit of Articles 4 (3) and 33 (3) and the degree to which they have been 

implemented. The UN Committee further note that this is due, among other things, to 

the absence of meaningful consultation with and involvement of people with 

disabilities, through their representative organisations, in the development and 

implementation of policies and programmes. 

 

49.Selina Bonnie, a member of the National Women’s Council of Ireland (NWCI) 

Disabled Women’s Group and Vice Chair of ILMI, highlighted the transformation 

needed in placing people with disabilities at the heart of the consultation process and 

asked;  

‘Please value our lived experience, stop assuming that our needs are special 

and recognise us as innovators. Disabled people navigate the world having to 

constantly problem solve and innovate. People should utilise that quality, 

experience, and ability. Stop presuming that we are vulnerable purely 

because we are disabled people’. 

 

50.With regard to the need for transformation, corresponding cultural shift, and role of 

DPOs, the Committee acknowledges the statement from Amy Hassett, Co-Director 

of DWI who stated that, ‘too often, we find ourselves spoken about but not spoken 

to.’  

 

51.On participation and the need for intersectionality, the Committee heard from Sinéad 

Gibney, IHREC that; 

‘This participation must also account for the diversity of persons with 

disabilities, in particular to ensure that the voices of those with intersectional 

experience of disability, including women, children, older people, Travellers 

 
13 United Nations Department of Economic and Social Affairs Disability. (2006). Convention on the Rights of 

Persons with Disabilities. Article 33 – National implementation and monitoring. 
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and Roma, LGBT, black and ethnic minority people, are invited, heard and 

understood.’ 

 

52.Meaningful participation can only be realised, as Dr. Aideen Hartney, Director, 

National Disability Authority (NDA) highlighted, through the universal design of 

procedures, policies, premises, and communication styles that help to ensure that 

situations are created so that people with disabilities can make an input and join 

processes in a way that accommodates their various needs. 

 

53.The Committee also heard from Pat Clarke, EDF, that ‘one of the ways which we can 

get meaningful engagement of people with disabilities is for a level of funding to be 

made available, and if it needs to be, specifically directed around the UNCRPD. That 

is about the only way that people will be in a position to engage.’ 

 

54.In this regard, Adam Harris, IHREC Member, and Vice Chair of IHRECs Disability 

Advisory Committee, noted that; 

’In Ireland, we are in an unusual position in that we do not have well-funded, 

established disabled people’s organisations, and service providers have a 

disproportionate influence on policy and advocacy matters within the State. 

While the work being done by the Department with the Disability Participation 

and Consultation Network is welcome, Article 4 (3) is not just about advocacy; 

it is also about making sure the voice of people with disabilities directly 

influences how services are designed and delivered.’ 

 

55.Participation of people with disabilities and their DPOs is key to delivering the 

Convention and the Committee is concerned about the challenges facing DPOs, 

including funding and capacity building to ensure their active involvement in the 

implementation of the UNCRPD. The Committee are supportive and motivated to 

ensure that the requirements of Article 4 (3) and the lived experience, analysis, and 

expertise of people with disabilities informs policy development and implementation. 
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56.The Committee also believe that the voice that people with disabilities have actively 

taken under the Convention must continue to influence and inform policy and be 

heard by all sectors of society. 

 

57.To enable meaningful consultation, the Committee prioritises direct engagement with 

people with disabilities, and their DPOs and will work to ensure the provision of 

accessible working methods and reasonable accommodation supports and will 

develop good practice. The Committee will encourage this practice across other 

Houses of Oireachtas committees and fora. 

 

58.The Committee are aware that the transition to remote working practices in response 

to Covid-19 have been welcomed by people with disabilities, in that remote working 

is a solution to ensuring accessible workplaces but this should not be considered a 

replacement for organisations developing accessible work environments. The 

Committee have experienced a high level of participation from people with 

disabilities across all groups because witnesses can attend Joint Committee 

meetings remotely.  

 

59.However, the Committee are aware that the voice of people with disabilities in 

Ireland, are often excluded from decision making, through low representation of 

disabled people in the Dáil and the Seanad and low uptake in voting through 

inaccessibility of voting procedures. In addition, there is a lack of engagement with 

people with disabilities in public policy development and implementation, which can 

include the Oireachtas pre-legislative process. This is an area of concern, which the 

Committee intends to report on in the future. 

 

60.The Committee will also encourage all other Oireachtas Committees in the Houses 

of Oireachtas to actively include people with a disability and engage with the issue of 

the UNCRPD and disability at every possible opportunity and to subsequently 

undertake disability awareness training.  
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Disability Participation and Consultation Network 

61.As noted in Irelands ‘Initial Report under the Convention on the Rights of Persons 

with Disabilities’, the Disability Participation and Consultation Network (DPCN) was 

established and funded by Government in 2020 to support the involvement of people 

with disabilities in the reporting process under the Convention.14 One of the first 

tasks of the DPCN was to respond to the State's Draft Report on the UNCRPD. 

 

62.Jacqui Browne, Chairperson of the Disabled Persons Organisations Coalition, (DPO 

Coalition), one of the member organisations of the DPCN, highlighted the need for 

systematic change to ensure the meaningful inclusion and consultation with people 

with disabilities in noting; 

‘We are losing sight of disabled people as individuals and their direct 

participation in life but also in the implementation of policies and strategies. 

For too long in this country we have operated in silos.’ 

 

63.Sinéad Gibney, IHREC highlighted that there is a need to assess the adequacy and 

effectiveness of the DPCN network and other participation mechanisms. Ms. Gibney 

further noted that people with disabilities are inadequately represented in national 

and local government and the establishment of a permanent participation 

mechanism that effectively realises the State’s obligations under Article 4(3) of the 

UNCRPD on an ongoing basis is critical. Dr. Aideen Hartney, NDA supported this 

and noted that as a long-standing mechanism all committees and all branches of 

Government and public bodies could interact with the DPCN so that it hears directly 

from people with disabilities about the issues that impact on them. 

 

64.Jacqui Browne, DPO Coalition noted that; 

‘Given the substantial increase in the network’s membership, with many 

members being volunteer-led, additional resources are essential to ensure 

that our participation is genuine, active and meaningful and that the direct 

voice of disabled people is prioritised at all times.’ 

 
14 Department of Children, Equality, Disability, Integration and Youth. (2021) Ireland’s first report to the United 

Nations Committee on the Rights of Persons with Disabilities pp.4  
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65.The Committee were also informed that the methodology employed to identify 

members of the DPCN was effective but were concerned to hear the unanticipated 

outcome was the identification of over 1,000 additional members who were eager to 

be involved in the process. However, because of the quick turnaround required for 

the response to the State’s report, that level of engagement has yet to be fully 

realised.  

 

66.The Committee note that the DPCN in its current form is not a representative 

organisation, or coalition of representative organisations, as defined under Article 

4(3) of the UNCRPD. In this regard, the DPCN must be strengthened to ensure the 

spirit of Article 4(3) can be truly met and meaningful consultation with and 

involvement of people with disabilities, through their representative organisations, 

regarding decisions that affect their lives, is enabled in the development and 

implementation of policies and programmes. 

 

67.The Committee are also concerned that there is no register of DPOs (national and 

local) available which is informed by criteria for being a DPO under the UNCRPD 

definition. This limits the capacity of the relevant authorities to prioritise the 

resources they need to ensure meaningful consultation with and involvement of 

people with disabilities, and without a central registry, meaningful consultation with 

and involvement of people with disabilities, through their representative 

organisations, cannot become a standard across all sectors, both private and public 

sectors.  

Optional Protocol to the UNCRPD 

68.The Optional Protocol to the UNCRPD addresses issues that the parent treaty under 

the Convention does not cover or does not cover sufficiently and introduces two 

procedures to strengthen the implementation of the Convention, an individual 

communications procedure, and an inquiry procedure. Under the Optional Protocol 

people with disabilities can therefore make a complaint to the UN Committee in the 

event they believe their rights have not been upheld by a country. 
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69.Ireland is among the last countries in the EU to ratify the Optional Protocol and the 

Committee are aware that the Department of Children, Equality, Disability, 

Integration and Youth intends to ratify the Optional Protocol in line with the 

commencement of the Assisted Decision Making (Capacity) Act (2015) and 

operationalisation of the Decision Support Service in June 2022. 

 

70.Catherine Naughton, EDF highlighted the importance of Ireland moving ahead with 

ratification of the Optional Protocol; 

‘Twenty-two EU member states as well as all EU candidate countries and the 

United Kingdom have ratified the optional protocol. The UN committee has 

consistently called on state parties to do so in its concluding observations. We 

see it as an important measure of a state party’s willingness to be held to 

account and to enable its citizens to seek redress.’ 

 

71.Both Sinéad Gibney, IHREC and Gerard Quinn, UN Special Rapporteur stated to the 

Committee that the Optional Protocol must be ratified promptly and highlighted that 

there were no reasons, to their knowledge, that the Optional Protocol could not be 

ratified immediately.  

 

72.Fergal Lynch, Secretary General, Department of Children, Equality, Disability, 

Integration and Youth acknowledged the importance of ratification but that the 

Department are anxious to have the proper legislative supports in place before 

ratification can take place.  

 

73.Sinéad Gibney, IHREC also highlighted that ratification can happen now and this 

does not mean it will not result in problems for the Department immediately, but it will 

still give the Department and Government time to put in place the necessary systems 

and procedures. 

 

74.Sinéad Gibney also highlighted the significance of ratification; 

“Optional protocol” is a technical term that, unfortunately, does a disservice to 

its meaning and significance and masks the urgent need for action for people 

with disabilities and our society. The protocol is about empowering people 
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with disabilities. It underpins effective domestic implementation of the 

convention by encouraging states to realise UNCRPD rights, provide more 

local remedies and remove discriminatory laws and practices.’ 

 

75.Markus Schefer, UN Committee, spoke about the impact of not ratifying the Optional 

Protocol. He highlighted the legal and political impact, ‘if you ratify the optional 

protocol, the Judiciary will have to take the UNCRPD and the rights in the UNCRPD 

seriously and apply them’. Secondly, he noted the symbolic impact in that ‘not 

ratifying the optional protocol tells the world community you are not comfortable 

enough with what you are doing to have an external body in a court-like procedure 

examine whether your internal actions, as they transform to individuals, are in 

conformity with the UNCRPD.’ 

 

76.Gerard Quinn, UN Special Rapporteur, also highlighted an inconsistency in Irelands 

approach considering that ratification of the optional protocol to the Council of 

Europe’s Revised European Social Charter occurred on 4 November 2000, the same 

day as ratification of the Revised European Social Charter treaty.15 

 

77.The Committee acknowledge that there was an expectation in the disability 

community that the Optional Protocol would be ratified at the same time as the 

Convention in 2018, similar to the approach that other countries took. 

 

78.Markus Schefer, UN Committee also told the Committee that; 

‘it is important that, even from the international level, we give people who think their 

rights have been violated under the convention a recourse outside of their country 

that gives them the assurance that the person looking at their case is not entangled 

within the confines of the political system of a specific country. The optional protocol 

can assure that.’ 

 

79.The Committee understand the significance of ratifying the Optional Protocol for 

people with disabilities and the need for immediate ratification. There is a political 

 
15 Department of the European Social Charter Directorate General Human Rights and Rule of Law. (2021). 

Ireland and the European Social Charter.  
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and legal significance in the establishment of a body of case law to further improve 

the lives of all the other people with disabilities that the Convention applies to, but it 

is also fundamental for society because it internalises that set of expectations of how 

all individuals live together and treat each other. In this regard, the Committee view 

the Optional Protocol as an instrument of strengthening implementation of the 

UNCRPD. 
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Priority Recommendations on involvement in decision making 

Recommendations for immediate action; 

1.1 A significant level of transformation is needed for people with disabilities to 

be placed meaningfully at the centre of the consultation process. The 

Committee recommend that the Department of Children, Equality, Disability, 

Integration and Youth examine the need for legislative provisions that provide 

for DPO engagement, across all groups of disability. 

 

1.2. Additional direct consultation with DPOs until such time that changes can 

be made to the structure of the Disability Participation and Consultation Network 

(DPCN) to bring it in line with UNCRPD consultative requirements. 

 

1.3. The Committee supports IHRECs recommendation and recommends the 

State develop a national policy and framework on the recognition and 

consultation of people with disabilities and their Disabled Persons Organisation 

(DPOs) in line with the spirit of Article 4 (3) and UNCRPD. The maintenance of 

a list of criteria for being a DPO in line with the UNCRPD definition and a list of 

registered DPOs (national and local) must be a priority in this policy and include; 

a) strengthening of the DPCN to reflect meaningful participation across all 

groups of disability, using an intersectional approach  

b) funding the DPCN to ensure that it is a permanent participation 

mechanism for all public bodies 

c) outlining how consultation with people with disabilities, their 

representative bodies DPO’s and advocates is built into every stage of 

project and policy development 

 

1.4. The Committee recommend that ratification of the Optional Protocol to the 

UNCRPD must be urgently undertaken. The Committee also recommend that a 

consistency of approach to ratification of optional protocols to UN Conventions 

be developed across Government. 
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Chapter 2 - A new framework for independent living 

Ensuring disability proofed policy 

80.Disability Proofing is a strategy that aims to make sure that people with a disability 

and their specific needs are considered and included in the development and 

delivery of all projects, policies, and practices from the earliest possible stage.16 

 

81.Disability proofing frameworks currently in place in Government include Cabinet 

Procedures for Memoranda for Government, Regulatory Impact Assessment (RIA), 

Social Impact Assessment (SIA) and Equality Budgeting. As highlighted by IHREC, 

Cabinet procedures require that all Memorandums for Decision submitted to 

Government set out the impact of the proposal on groups such as women and men, 

people with disabilities and people at risk of poverty and social exclusion. RIAs 

inform Memoranda to Government about the likely effects of a proposed new 

regulation or regulatory change. SIAs consider the impact of public expenditure on 

recipient households focusing on schemes and spending programmes that have 

explicit socio-economic objectives.17 

 

82.Disability policy in Ireland is built on the policy of mainstreaming public services for 

people with disabilities. In 2000, the principle that mainstream Government 

Departments and public services should encompass people with disabilities was 

adopted by Government and given legal effect in the Disability Act 2005.18 

 

83.The Disability Act 2005 requires that Government Departments and public bodies 

must work to improve the quality of lives of people with disabilities, however, the 

NDA have highlighted poor awareness across the public sector of obligations under 

the Disability Act 2005.19 

 
16 O’Herlihy Access Consultancy. Disability Proofing. Retrieved March 3, 2022, from  Disability Proofing - 

O'Herlihy Access Consultancy 
17 Irish Human Rights and Equality Commission. (2019). Implementing the Public Sector Equality and Human 

Rights Duty pp. 11 
18 National Disability Authority. Disability Overview. Retrieved March 3, 2022, from Disability Overview | The 

National Disability Authority (nda.ie) 
19 Houses of Oireachtas. Joint Committee on Justice debate (September 28, 2021). Retrieved March 3, 2022,  

here  

http://www.accessconsultancy.ie/consultancy_DisabilityProofing
http://www.accessconsultancy.ie/consultancy_DisabilityProofing
https://www.nda.ie/Disability-overview/?OpenPage
https://www.nda.ie/Disability-overview/?OpenPage
https://www.oireachtas.ie/en/debates/debate/joint_committee_on_justice/2021-09-28/2/?highlight%5B0%5D=act&highlight%5B1%5D=act&highlight%5B2%5D=act&highlight%5B3%5D=act&highlight%5B4%5D=disability&highlight%5B5%5D=act&highlight%5B6%5D=2005
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84.The Committee are aware that mainstreaming disability can be supported by using 

the principle of Universal Design, to ensure products, services and environments 

become more accessible, useful, and sustainable for all. The Committee believes 

that the principles of Universal Design aligned with the lived experience of people 

with disabilities within the framework of the UNCRPD must be considered an 

important implementation tool. 

 

85.Equality Budgeting is important as a means of going beyond traditional metrics like 

Gross Domestic Product (GDP) to measure progress and assisting in reducing 

poverty and strengthening economic and social rights for marginalised groups and 

putting equality at the centre of policy and decision making.20 The Committee are 

aware that the Equality Budgeting Programme was expanded in 2019 to include 

disability.  

 

86.The Committee are also aware that the process of equality proofing needs to be 

extended and strengthened. As highlighted by IHREC, any Dáil or Oireachtas 

Committee work that is undergoing pre-legislative scrutiny needs to be equality-

proofed to ensure all relevant voices are heard, including people with disabilities.  

 

87.The Committee are of the view that the process of disability proofing and 

consultation with people with disabilities and their DPOs must be further 

strengthened regarding national strategies, particularly the National Development 

Plan (NDP), Covid-19 Response, Climate Action Plan and Sustainable Development 

Plan. While national strategic outcomes and priorities may include intentions 

regarding people with disabilities, there is a need to expressly formulate and 

mainstream targets that will ensure that people with disabilities are included and 

benefit from the outcomes of any national strategy.21  

 

 
20 MerrionStreet.ie. Irish Government News Service. Equality will be put at the heart of policy making - Ministers 

McGrath, O'Gorman and Donohoe. Retrieved March 3, 2022, from Equality will be put at the heart of policy 

making - Ministers McGrath, O'Gorman and Donohoe - MerrionStreet 
21 Department Social Development Republic of South Africa. (2015) The National Development Plan 2030 

Persons with Disabilities as Equal Citizens South Africa, pp. 11.  

https://merrionstreet.ie/equality_will_be_put_at_the_heart_of_policy_making_-_ministers_mcgrath_o_gorman_and_donohoe.167736.shortcut.html
https://merrionstreet.ie/equality_will_be_put_at_the_heart_of_policy_making_-_ministers_mcgrath_o_gorman_and_donohoe.167736.shortcut.html
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88.In terms of ensuring effective implementation of the UNCRPD, the UN Human 

Rights, Office of the High Commissioner highlight that national development 

strategies should be analysed to identify whether development programmes take into 

account the rights of persons with disabilities for example whether development is 

accessible to them, whether development programmes unintentionally create 

additional barriers (e.g., by building inaccessible schools).22 

 

89.The Committee consider the ‘2030 Agenda for Sustainable Development and the 

Sustainable Development Goals’ (2030 Agenda /SDGs) to be a landmark model to 

aid systems change and transformation of the global economy and deepening 

globalisation for a better and more sustainable global economy for all. The 

Committee also understands the power of the SDGs to transform economic systems 

from linear, extractivist models to ones based on circularity, by adding sustainability 

to global value chains and focusing on inclusive economic growth which can be 

achieved without damaging our environment or societies. 

 

90.The Committee are aware that there is considerable linkage between the UNCRPD 

and the SDGs as inclusion and equality for all people with disabilities are key 

elements embodied both in the UNCRPD and SDGs. The 2030 Agenda also 

includes seven targets and 11 indicators explicitly referencing people with 

disabilities. These targets and indicators cover access to education and employment, 

availability of schools that are sensitive to students with disabilities, inclusion, and 

empowerment of persons with disabilities, accessible transport, accessible public 

and green spaces, and building the capacity of countries to disaggregate data by 

disability.23  

 

91.The 2018 United Nations flagship report on disability and the SDGs, the ‘Disability 

and Development Report on the “Realization of the Sustainable Development Goals 

by, for and with persons with disabilities”’ (UN Disability and Development Report) 

 
22 United Nations Human Rights Office of the High Commissioner. (2014). The Convention on the Rights of 

Persons with Disabilities Training Guide Professional Training Series No. 19, pp. 63 
23 United Nations Department of Economic and Social Affairs. Realizing the Sustainable Development Goals by, 

for and with Persons with Disabilities Making cities and communities inclusive and sustainable for persons with 

disabilities (Goal 11). Retrieved March 3, 2022, from Microsoft Word - Cities_Brief_20191126 (un.org) 

https://www.un.org/development/desa/disabilities/wp-content/uploads/sites/15/2020/02/Cities-Brief-Disabilities.pdf
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highlights that people with disabilities are at a disadvantage regarding most SDGs 

and that concrete action is needed to include the world’s one billion people with 

disabilities, 15% of the world population, as both agents and beneficiaries of 

development.24 The report further identifies that to meet the SDGs by 2030, not only 

will international and national development programmes need to prioritise inclusive 

development but particular action is needed to make persons with disabilities and 

their situations visible in policymaking and to build just and inclusive societies.2   

 

92.The Committee are mindful that awareness of and engagement with disability as a 

cross-cutting priority for SDG implementation may be inconsistent across the 

country, leading to increased inequality in access to public spaces and amenities for 

people with disabilities exacerbated by the Covid-19 reopening planning. Particularly, 

the Covid-19 public health measures and reopening plans have seen an increase in 

public space inaccessibility due to removal of public seating, such as park benches, 

and increased use of outdoor seating by the hospitality industry.  

 

93.The Committee believe that this reflects the need for equal inclusion and equality of 

people with disabilities in local authority planning decisions by engaging with the 

work of local Public Participation Networks (PPNs) more robustly.  

 

94.Considering the linkage between the SDGs and UNCRPD, the Committee also 

believe that effective SDG implementation, in line with the implementation of the 

UNCRPD will aid disability and inclusive proofing in economic growth and 

development.  

 

95.The Committee are aware that the Covid-19 pandemic highlighted a significant gap 

in disability proofing. People with disabilities and their specific needs were not 

properly considered and included in the development of the Covid-19 Response.  

 

96.This gap was highlighted by both Gerard Quinn, UN Special Rapporteur and Sinéad  

Gibney, IHREC. The UN Special Rapporteur particularly noted that ‘if people with 

 
24 United Nations Department of Economic and Social Affairs. (2018). Disability and Development Report 

Realizing the Sustainable Development Goals by, for and with persons with disabilities. pp. 25 
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disabilities had been consulted at the beginning of the Covid crisis, many of the 

predictable problems probably would not have happened.’ 

 

97.The Committee believe that this gap may have been exacerbated by the 

Government’s decision to stand down the National Public Health Emergency Team 

(NPHET) Covid-19 Subgroup Vulnerable People at the start of the pandemic which 

led to the lack of a standard mechanism to escalate issues regarding people with 

disabilities as the State progressed through all stages of the pandemic.  

 

98.The Committee are aware that the Covid-19 pandemic also served to highlight in 

sharp relief the existing weaknesses in the legislation which should underpin the 

rights of people with disabilities and raised the threat for many people with 

disabilities of being reinstitutionalised in their own homes. The Committee are also 

aware and concerned that people with disabilities considered that living a life under 

Covid-19 restrictions and the subsequent lack of access, is reflective of their normal 

experience of life. 

 

99.The Committee heard how the lives of people with disabilities were impacted 

throughout the Covid-19 pandemic through increased unemployment for those 

working in sectors vulnerable to restrictions, the closure or reduced capacity of day 

and respite services, gaps in educational provision for children with disabilities which 

led to significant regression, reduced, or delayed access to non-Covid health 

interventions and increased isolation for people with disabilities. 

 

100.Adam Harris, IHREC specifically highlighted that; 

‘the suspension of the right to access vital supports during Covid-19 

Response when vital supports for people with disabilities, such as 

occupational and speech and language therapy, were diverted away as if they 

were not essential services, sent a very bad message from the State and 

impacting the position around a rights-based approach to accessing support.’ 
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101.The Committee were also concerned to hear that there is a lack of reliable data to 

understand how prevalent Covid-19 was among people with disabilities who were 

presenting to acute and hospital services outside of day and residential services. 

 

102.Under the EU’s Recovery and Resilience facility, Ireland is expected to receive €853 

million in 2021 and 2022. Sinéad Gibney, IHREC told the Committee that equal 

rights for disabled people must be central to the recovery from the Covid-19 

pandemic and that the EU has advised that it needs to spread EU’s Recovery and 

Resilience Facility across gender equality and equal opportunities for all, and this 

must include disability considerations. In this regard, Ms. Gibney noted that it would 

be important to see this as an opportunity to invest in and to promote the rights of 

people with disabilities and enable inclusive economies and communities. 

 

103.In particular on this topic, Catherine Naughton, EDF noted that; 

‘persons with disabilities should be at the heart of reforms funded by Ireland’s 

recovery and resilience plan. The area of greatest concern is, of course, the 

tragic number of deaths and infections in residential care. EU funding is an 

opportunity for Ireland to invest in personalised and community-based support 

and services to ensure those who require support and services are not cut off 

from their communities in times of crisis. It is also an opportunity to assist 

persons with disabilities in finding their place in the open labour market, 

especially after the job losses we have seen during Covid-19.’ 

 

104.The Committee believe that the Covid-19 Response presents an opportunity to put 

people with disabilities and their rights at the centre and direct funding to support 

accessible and inclusive communities. It is important that measures are 

strengthened to support people with disabilities to transition out of, and prevent them 

from falling into poverty, as occurred after the 2008 financial and economic crisis.   

 

105.The Committee are also concerned that the priorities and strategic objectives in the 

NDP may not be effectively aligned with the UNCRPD and the SDGs. The 

Committee note that the NDP does not reflect the principles of Universal Design. The 

Committee heard how transformative the Universal Design approach can be for 
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improving the lives of people with disabilities and that there are significant cost 

efficiencies applying Universal Design principles from the outset. The Committee 

believes that the NDP must be strengthened to reflect how consultation and 

engagement with people with disabilities, can become part of each stage of policy or 

project development. 

 

106.The Committee also believes that the NDP must also have people with disabilities at 

the centre and ensure that inclusive development and growth is prioritised in line with 

the vision outlined in the 2030 Agenda and SDGs and the UNCRPD. To reflect the 

entry into force of the UNCRPD, there is a need to address the disability-specific 

obligations as set out in the UNCRPD and provisions to ensure the promotion of 

inclusion, accessibility, equality, and non-discrimination for people with disabilities. 

Any new EU funding which might be sought for capital infrastructure under the NDP 

must reflect a strong national ambition for the delivery of the UNCRPD.  

 

107.The Committee are also aware that climate action has significant direct and indirect 

impact on the rights of people with disabilities as they are often the most adversely 

affected and the least able to access support. Those with multiple vulnerability 

factors, including women and girls with disabilities, also require adequate measures 

that take into account their specific requirements.18  

 

108.From the evidence provided, the Committee are of the view that there is a need for 

people with disabilities to be placed at the centre of the climate action response 

considering their exclusion can have serious consequences.  

Strengthening UNCRPD implementation  

109.The Committee acknowledge that there is a significant requirement to strengthen 

structures and processes for delivery of the UNCRPD across all sectors to ensure a 

more effective implementation of the Convention and outcomes for people with 

disabilities. 
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110.Markus Schefer, UN Committee highlighted ‘the importance of including local 

government in all implementation efforts that touch its spheres of responsibility’ and 

that the UN Committee ‘observes that the provision of services for persons with 

disabilities is often the responsibility of local government and that it is here where the 

implementation frequently fails’. 

 

111.Under Article 33 of the UNCRPD State Parties are required to designate one or more 

focal points within government for matters relating to the implementation of the 

present Convention. Article 33 also requires State Parties to give due consideration 

to the establishment or designation of a coordination mechanism within government 

to facilitate related action in different sectors and at different levels.25 

 

112.At present the Department of Children, Equality, Disability, Integration and Youth is 

designated as both the Focal Point and Coordination Mechanism for implementation 

of the Convention.  

 

113.Markus Schefer, UN Committee, highlighted that ‘a member state needs to have 

focal points at local government as well because it, too, is structured vertically (alike 

Government Departments)’ and ‘there must be close interaction with central 

government or otherwise it will not work. It is a task to create an entity that can 

effectively work across established borders within administrations’.  

 

114.Considering the significance of the role of Local Government in supporting the 

implementation of the UNCRPD and ensuring independent living for people with 

disabilities in line with demand in their areas, the Committee believe that an 

additional Focal Point must be assigned at Local Government level. The Local 

Government Focal Point will work in conjunction with the Focal Point in the 

Department of Children, Equality, Disability, Integration and Youth and focus on the 

implementation process. 

 

 
25 United Nations Convention on the Rights of Persons with Disabilities. Article 33 – National implementation and 

monitoring.  
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115.Considering the role and the importance of local authority planning for their 

population of people with disabilities, the Committee believe there is a further 

requirement to strengthen mechanisms for implementation of the UNCRPD across 

all 31 Local Authorities, through the establishment of UNCRPD Implementation 

Teams in all Local Authorities. 

 

116.The Committee wrote to departments regarding their role in implementing the 

UNCRPD and disability inclusive policies. The Committee received a high-level 

response from most departments. However, some departments could not identify 

measures and priorities regarding how their department would implement the 

UNCRPD even though key articles impacted their remit. In this regard, the 

Committee are aware there is a need to strengthen engagements and coordination 

of action on implementation of UNCRPD across all Government Departments and 

statutory bodies. 

 

117.Markus Schefer, UN Committee highlighted the challenges for the Focal Point to 

coordinate the UNCRPD on a horizontal level; 

‘The convention leaves open to member states whether they create one or 

more focal points. However, it is important to have one focal point that has the 

ability and power to link together all Government entities and to co-ordinate 

across all administrative borders, which in my experience is a quite a task. 

Administrations are usually structured vertically, and they do not have much 

interaction. A member state needs to have one entity. It is important that entity 

is hierarchically suitably located and not on a low level because low level focal 

points in this area usually do not have the capacity to bring on board 

government entities that might be resistant to a common policy footing, 

including local government.’ 

 

118.Catherine Naughton, EDF, also noted that to really enable the whole-of-government 

approach to UNCRPD implementation, ‘there is a need for something like a disability 

lead in the Taoiseach’s office or central co-ordination mechanism that can look 

horizontally at the elements that will contribute to social inclusion, to tackling poverty 

and to promoting employment because it is not simply a one-Department issue.’ 
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119.Therefore, the Committee believe that the Department of the Taoiseach could 

ensure a whole of government and coordinated approach that could facilitate related 

action in different sectors and at different levels, under the role of Coordination 

Mechanism for the UNCPRD. 

 

120.To further enable coordinated implementation of the UNCRPD, the Committee also 

believe that the UNCRPD Implementation Plan must be designed and delivered 

similarly to the ‘Action Plan for Jobs’, which was successful in ensuring a whole-of-

government initiative, where all government departments and agencies worked 

together to deliver on agreed action points for each year along with a monitoring 

mechanism under the Department of the Taoiseach. This monitoring mechanism 

would align with the recommended role of Coordination Mechanism for the UNCPRD 

in the Department of the Taoiseach. 

Independent Monitoring Mechanism  

121.The Committee heard that the UNCRPD is innovative as it includes an independent 

framework for monitoring progress under the function of an Independent Monitoring 

Mechanism. 

 

122.Irelands Independent Monitoring Mechanism under the UNCRPD is IHREC who are 

supported in that work by a Disability Advisory Committee composed of a diverse 

group of people with lived experience of disability. 

 

123.The Committee are concerned that IHREC has not yet been designated as the 

Independent Monitoring Mechanism and that the NDA has not yet been assigned an 

additional function in relation to the provision of information and statistics to IHREC.  

 

124.The proposed Assisted Decision-Making (Capacity) (Amendment) Bill includes 

measures to further realise the UNCRPD in Ireland, including legislating for IHREC’s 

position as the national monitoring body for the UNCRPD.26  

 
26 Department of Children, Equality, Disability, Integration and Youth. (2021, November 22).  Press release. 

Cabinet approves General Scheme of the Assisted Decision-Making (Capacity) (Amendment) Bill. Retrieved 
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125.Sinéad Gibney, IHREC also highlighted that there was a need for an annual 

statement to be made to the Dáil on the progress of implementing UNCRPD by the 

Department of Children, Equality, Disability, Integration and Youth. IHREC noted that 

such a statement would be a very positive signal and a demonstrable commitment to 

meeting Ireland’s international obligations to people with disabilities and would serve 

to promote transparency for stakeholders.  

 

126.The Committee supports IHREC’s call in recommending that an annual statement be 

made to the Dáil on Ireland’s progress in implementing the UNCRPD. 

 

127.As part of its role in monitoring the UNCRPD, the Committee will assist and support 

the Department in the implementation of the UNCRPD and supporting a transition 

from medical models of disability to rights-based models of disability across all 

sectors. The Committee will also complement the role of the Independent Monitoring 

Mechanism. 

 

128.However, the Committee are concerned with the delay regarding the transfer of 

functions for specialised disability services from the Department of Health to the 

Department of Children, Equality, Disability, Integration and Youth. The Committee 

are concerned that the new configuration which includes an additional reporting 

relationship between the Department of Children, Equality, Disability, Integration and 

Youth and the HSE may affect service provision for people with disabilities and delay 

implementation of the UNCRPD. 

Public sector equality and human rights duty 

129.The Irish Human Rights and Equality Commission Act, 2014 established a Public 

Sector Equality and Human Rights Duty (the Public Sector Duty) which requires that 

through statutory obligation public bodies have regard to the need to eliminate 

discrimination, promote equality of opportunity and protect the human rights of staff 

and people availing of their services. In addition, public bodies have obligations to 

 
March 3, 2022, from gov.ie - Cabinet approves General Scheme of the Assisted Decision-Making (Capacity) 

(Amendment) Bill (www.gov.ie) 
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assess, address and report on their progress. Public procurement, as a function of 

public bodies, is also subject to the Public Sector Duty.27 IHREC has a statutory role 

to hold public bodies accountable for their performance of this duty. 

 

130.As highlighted by IHREC, effective implementation of the Public Sector Duty is 

clearly aligned with the Government’s commitment to reduce poverty and strengthen 

economic and social rights, under the process of equality budgeting.28 

 

131.IHREC highlight further that the Public Sector Duty offers a pathway to transition 

away from the medicalised and charitable model of disability services to a human 

rights-based model of disability.29 

 

132.Sinéad Gibney, IHREC also highlighted to the Committee the need for 

implementation of the Public Sector Duty at local authority level to push for change in 

Local Authorities and for accessibility in their local environs because Local 

Authorities have a duty to consider the human rights and equality considerations of 

all their functions, service provision and employment practices.  

 

133.Sinéad Gibney further noted that an audit carried out by IHREC showed that 80% of 

Departments, at the time, were not yet in compliance with the Public Sector Duty in 

their most recent round of strategy statements.  

Legislation on a right to independent living 

134.The UK’s Equality and Human Rights Commission (EHRC) has recommended the 

right to independent living is incorporated in domestic law in the UK and proposes a 

legal model to achieve this right which acts like a blueprint for a society where 

people with disabilities are treated with equal dignity and value. 

 

 
27 IHREC. Public Sector Equality and Human Rights Duty – FAQ. Retrieved March 3, 2022, from 

Public Sector Equality and Human Rights Duty – FAQ - IHREC - Irish Human Rights and Equality Commission 
28 IHREC. (2019). Implementing the Public Sector Equality and Human Rights Duty, pp. 11 
29 IHREC, (2020). The Impact of COVID-19 on People with Disabilities Submission by the Irish Human Rights 

and Equality Commission to the Oireachtas Special Committee on COVID-19 Response, pp. 14 

https://www.ihrec.ie/our-work/public-sector-equality-and-human-rights-duty-faq/
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135.EHRC highlight that although this right is binding under international law the right has 

not been fully incorporated into domestic law, meaning that people with disabilities 

have no redress in the UK courts if it is breached. In EHRC’s view, the absence of 

effective legal protection for the right to independent living significantly limits people 

with disabilities full and equal participation in society.30 

 

136.Based on the evidence before the Committee some people with disabilities 

experience intuitionalism and exhaustive barriers to independent living and inclusion 

in society, which is largely driven by the medicalisation of disability, the lack of rights-

based services and supports, consistent poverty of people with disabilities and lack 

of disability awareness, which will be explored further in the report.  

 

137.The Committee therefore believe that urgency is needed through legislative action to 

ensure people with disabilities can enjoy the same freedoms, autonomy, and 

opportunity as the rest of society and that a right to independent living must be 

incorporated in domestic law. This right must include a Public Sector Inclusion 

Objective, as outlined in EHRCs legal model, which would place a duty on all listed 

public authorities to act with the objective of meeting the requirements of Article 19. 

This right must also include appropriate provisions, as outlined in Recommendation 

2.11, the case for which will be further discussed in proceeding chapters, to ensure 

that people with disabilities are appropriately supported and included in communities. 

 

Oireachtas Committee on Human Rights 

138.As highlighted by the EDF in their report, ‘Poverty and Social Exclusion of Persons 

with Disabilities’ certain EU countries see soaring rates of poverty and social 

exclusion for persons with disabilities being at risk of poverty, including Bulgaria 

49.4%, Estonia (41.7%), Latvia (43.6%), Lithuania (43%) and Ireland (38.1%).31  

 

 
30 UK EHRC. (2021). Strengthening the right to independent living, pp. 3 
31 European Disability Forum, EDF. (2020). Poverty and Social Exclusion of Persons with Disabilities European 

Human Rights Report Issue 4, pp. 19  
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139.In understanding that poverty is not inevitable but the result of policy choices32, there 

is a case to develop and apply a human rights framework, including adequate 

mechanisms for beneficiaries to participate, in the design, implementation, 

monitoring, and evaluation of social protection programmes to ensure that the impact 

and outcomes of social protection are equitable or sustainable, and the poorest and 

most vulnerable are not left behind.33  

 

140.As highlighted by the ESRI in their report ‘Specialist Support for Persons with 

Disabilities living in the Community’ Ireland utilises a welfare state model that rations 

services through waiting lists and where welfare recipients can be stigmatised as 

means-testing renders the welfare system socially stratified. Transitioning to a rights-

based approach would mean that services are not rationed through the use of 

waiting lists, but rather through the needs-assessment process.34 

 

141.IHREC have called for an Oireachtas committee on human rights, equality, and 

diversity, which would reflect the lived experience of people with disabilities and 

allow the Oireachtas to identify issues as they arise and enable proper participation 

and engagement. 

 

142.IHREC further noted the benefit of having a mechanism in place like this would allow 

the Oireachtas to have consultation and proofing built in, similar to equality 

budgeting in development, as this would enable consultation in relation to 

emergency legislation for example in the response to Covid-19. IHREC noted a lack 

of scrutiny within the legislative process for emergency legislation and an Oireachtas 

committee on human rights, equality, and diversity would assist Departments and the 

members, as legislators, in this work. 

 

143.As highlighted by witnesses to the Committee, parliamentary oversight can be 

effective in monitoring UN Conventions through complementing independent 

 
32 European Anti-Poverty Network Ireland. (2018). Poverty Briefing And proposals for a new Anti-poverty 

strategy, pp. 2  
33 M. Sepúlveda, C. Nyst. (2012). The Human Rights Approach to Social Protection. 
34 Economic & Social Research Institute, ESRI. (2020). Specialist Support for Persons with Disabilities living in 

the Community, pp. 3 
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monitoring mechanisms whereby findings of the independent monitoring 

mechanisms can be transformed into political action. A committee on human rights 

could deliver much needed systems change in this area. 

 

144.The Committee note that in parallel, there is also the need to maintain a standing 

committee on Disability Matters which would complement any Oireachtas Committee 

on Human Rights. 
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Priority Recommendations on a new framework for independent 

living 

Recommendations for immediate action; 

2.1. Disability proof decision-making in conjunction with lived experience is 

strengthened along with measures to ensure compliance including the acceleration 

of the development and roll out of the Equality Budgeting tool to include disability. 

This tool must be developed further and used in conjunction with the principles of 

Universal Design for funding and implementing policy to ensure that people with 

disabilities are put at the centre of national development policies. In the interim; 

a) Equality Budgeting must be prioritised for resilience and recovery planning 

in the Covid-19 Response and national policies for sustainable and inclusive 

development 

b) all national strategies must be analysed to identify whether development 

programmes take into account the rights of people with disabilities 

2.2. Measures are strengthened to ensure implementation of the UNCRPD in line 

with SDG implementation including strengthening of local authority planning 

decisions to include people with disabilities and their representative organisations 

regarding decisions that affect them, while engaging with the work of local Public 

Participation Networks (PPNs) more robustly.  

2.3. The meaningful participation of people with disabilities in climate change 

mitigation, adaptation decision-making and disaster risk management at the local 

and national levels.  

2.4. The Department of Public Expenditure and Reform and the Department of 

Housing, Local Government and Heritage ensure that future iterations of the 

National Development Plan (NDP), Rebuilding Ireland Strategy action plans and 

policies are effectively aligned with the UNCRPD and Universal Design principles. 

The Committee recommends that any projects or programmes that are allocated 

funding under the NDP should be compelled to use the principles of Universal 

Design. 
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2.5. The Department of Children, Equality, Disability, Integration and Youth must 

ensure that the UNCRPD Implementation Plan is designed and delivered as 

a whole-of-Government initiative and include; 

a) establishment of a Monitoring Committee in the Department of the 

Taoiseach along with delivery of quarterly reports to monitor and drive 

implementation of the measures contained in the Plan in alignment with the 

recommended role of Coordination Mechanism for the UNCPRD below 

b) an Annual Transition Statement to the Dáil on progress 

 

2.6. The Department of the Taoiseach be assigned as a Coordination Mechanism 

for the UNCRPD and have responsibility for coordinating implementation of the 

UNCRPD across all public bodies.  

2.7. A Focal Point for UNCRPD is assigned at Local Government level along with 

the establishment of UNCRPD Implementation Teams in all Local Authorities with 

the remit of implementing the UNCRPD and the Public Sector Inclusion Objective 

(see below) which will require all public bodies to meet the requirements of Article 

19. Progress must be reported quarterly to the Department of the Taoiseach 

(Coordination Mechanism). 

2.8. The Assisted Decision Making (Capacity) Bill must be enacted to ensure 

IHREC is assigned as the Independent Monitoring Mechanism under the UNCRPD 

with additional funding to support this role by the June 2022 deadline in line with 

the operationalisation of the Decision Support Service.  

2.9. The transfer of functions from the Department of Health to the Department of 

Children, Equality, Disability, Integration and Youth is completed urgently and 

efficiently. 

2.10. The Department of Children, Equality, Disability, Integration and Youth 

consider foregrounding of the Public Sector Equality and Human Rights Duty in the 

UNCRPD Implementation Plan in alignment with Equality Budgeting including; 

a) strengthening compliance mechanisms on all public bodies with their Public 

Sector Equality and Human Rights Duty  
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b) ensuring that all Local Authorities and public bodies integrate the Public 

Sector Equality and Human Rights Duty in their statements of strategy, 

strategic plan, and annual report to ensure that equality and human rights 

issues are assessed and addressed 

c) providing additional resources to IHREC accordingly 

 

2.11. The Government incorporate a right to independent living in domestic law to 

ensure that people with disabilities have a right to independent living. The right to 

independent living must include; 

a) the introduction of an overarching mechanism for giving effect to Article 19, 

the creation of a statutory Public Sector Inclusion Objective (PSIO) across 

all public bodies  

b) a presumption on public bodies to provide accommodation, care, and 

support in the community, unless this is not in line with the person’s wishes  

c) recognition of the primacy of people with disabilities views in decisions 

about accommodation, care, and support, including a right to decline care 

d) provision of adequate community-living infrastructure and support including 

mental health supports 

e) a prohibition on the establishment of further institutional accommodation 

f) a duty on public bodies to assess the level of unmet need for 

accommodation in the community, and care and support to enable 

community or home living, with regular reporting 

g) effective enforcement mechanisms and provision of guidance on 

implementation to help ensure the right to independent living is upheld in 

practice 

h) expansion of Personal Assistance Services in line with recommendations 

outlined further in Chapter 4 
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Chapter 3 - Equal choice about where to live 

Medicalisation of disability 

145.Under the medical model of disability, the UN Committee highlights that; 

‘Persons with disabilities are not recognized as rights holders but are instead 

“reduced” to their impairments. Under these models, discriminatory or differential 

treatment against and the exclusion of persons with disabilities is seen as the norm 

and is legitimized by a medically driven incapacity approach to disability.’35 

 

146.The Committee are aware that the UNCRPD is a powerful Convention, and that in its 

meaningful implementation, it demands a shift from a medical approach to disability 

to a social or human rights model of disability.  

 

147.The social model of disability calls for the full inclusion and equality of people with 

disabilities within society and even though it has theoretical limits, it serves as a 

reminder to society to face issues of inclusion as fundamental, moral issues.36  

 

148.The UN Committee specifically notes that State Parties are failing in the transition 

from medical models of disability in noting that they are; 

‘Concerned that the laws and policies of State parties still approach disability 

through charity and/or medical models, despite the incompatibility of those 

models with the Convention. The persistent use of such paradigms fails to 

acknowledge persons with disabilities as full subjects of rights and as rights 

holders.’37  

 

149.The Committee heard the lived experience and analysis of witnesses, who explained 

how certain processes and services, whether related to the health sector or other 

 
35 United Nations Committee on the Rights of Persons with Disabilities. General comment No. 6 (2018) on 

equality and non-discrimination, pp. 2 
36 Teerzi, L. (2004). The Social Model of Disability: A Philosophical Critique, Journal of Applied Philosophy 

Vol. 21, No. 2, pp. 141-157 
37 General comment No. 6 (2018) on equality and non-discrimination, pp. 1 
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sectors, represented the medical model of disability and where they perceived their 

rights were not being upheld.  

 

150.The Committee understands that the transition from the medical to the social model 

of disability also requires a parallel cultural shift for effective implementation of Article 

19 and to ensure meaningful inclusion of people with disabilities in communities. This 

cultural shift, as highlighted by Gerard Quinn, UN Special Rapporteur, leads from 

people with disabilities being viewed as ‘objects to be managed’ on the one hand, to 

‘subjects with rights just like everyone else’ on the other, and as being capable of 

living in the community independently. 

 

151.People with disabilities contribution to society and society’s subsequent perception of 

this, is central to this cultural shift which was highlighted by IHREC; 

‘If one embraces the UNCRPD and follows it to the letter, one will see a 

mindset shift in one’s own approach, a move away from one-term ex-

ceptionalism where things must be fixed towards a mindset whereby the 

inherent dignity and the independence of people with disabilities is respected 

and that universal application of rights is undertaken to allow everybody to 

contribute effectively to society, including those with disabilities’. 

 

152.Providing further insight on this cultural shift, Gerard Quinn also highlighted how the 

Convention aids a process of internalisation where society does not do something 

because a law or an international treaty states society should do it, but action is 

taken because society believes in it. 

 

153.The UN Committee notes that the efforts by State parties to overcome attitudinal 

barriers to disability have been insufficient.38 

 

154.Markus Schefer, UN Committee specifically highlighted the cultural shift needed in 

relation to deinstitutionalism; 

 
38 General comment No. 6 (2018) on equality and non-discrimination, pp. 1 
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‘it has become clear that de-institutionalisation will not work as long as 

persons with disabilities are viewed as objects of Government benevolence 

and users of services that cost a lot. This mental shift needs to take place to 

enable de-institutionalisation and vice versa. By starting de-institutionalisation, 

we contribute to a change in societal views. We cannot wait for one part to 

happen in order that the other can start. It is a shift that will require some 

time.’ 

Segregation and institutionalism  

155.Throughout Irish history people with disabilities, especially those with intellectual 

disability and mental health difficulties have been segregated from society and 

placed in institutions away from societies and communities.  

 

156.Ireland has its own history of institutionalism; there was a pattern of the intellectually 

disabled being admitted to institutional psychiatric facilities that were ill-equipped to 

meet their needs. The ‘deinstitutionalisation’ of the state’s psychiatric hospitals 

during the late twentieth century left behind those within the remaining ‘mental 

hospital’ infrastructure.39 

 

157.Throughout the public meetings, the Committee heard the significant impact of 

segregated systems on people with disabilities.  

 

158.Maria Ní Fhlatharta, DWI highlighted the extent of institutionalism and how it can still 

occur as a State undergoes its process of de-institutionalism; 

‘People with disabilities continue to be institutionalised in Ireland today in 

congregated settings. While we continue to default to the institutional model, 

whether that be in the form of smaller, more nicely named institutions or 

institutions for other groups, such as those in direct provision or in 

homelessness hubs, we need to be mindful that full community and 

independent living is the solution and the goal.’ 

 

 
39 D. Kilgannon. (2021). A ‘forgettable minority’? Psychiatric Institutions and the Intellectually Disabled in Ireland, 

1965–84, pp. 809  
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159.Ms. Ní Fhlatharta also highlighted how institutionalism can continue in non-

conventional forms and in private homes; 

‘As we fight to reckon fully with our institutional past, we must also end 

modern institutions, including nursing homes, psychiatric care facilities, long-

term residential care facilities and direct provision and homelessness hubs. 

Institutionalisation makes disabled women particularly vulnerable. At their 

best, institutions continue to segregate disabled people and deny us our 

agency. We also must recognise that private homes can be institutionalised 

settings when no real option for independent living exists’. 

Congregated settings 

160.Time to Move on from Congregated Settings, 2011 (TTMO) is the national policy on 

congregated settings and the process of moving people from these settings to the 

community, a process known as decongregation or deinstitutionaliam. The TTMO 

report initially identified 4,000 people with disabilities as residing in congregated 

settings, and that the vast majority of these individuals were people with intellectual 

disabilities, at 93%.40 

 

161.Under the TTMO model, people with disabilities have the same entitlement to 

mainstream community health and social services as any other citizen, such as GP 

services, home help and public health nursing services, and access to primary care 

teams and to specialised services and hospital services based on an individual 

assessment. People can avail of the supports they need to help them to live 

independently and be part of their local community and make their own life choices, 

with the HSE and Service Providers having a responsibility to maximise their 

independence.41 

 

162.The TTMO report defines a congregated setting as a setting where 10 or more 

people with a disability live together in a single living unit or are placed in 

accommodation that is campus based. 

 

 
41 HSE. (2011). Time to Move on from Congregated Settings A Strategy for Community Inclusion, pp. 4 
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163.The vision and equality of choice highlighted in the TTMO report calls for all housing 

arrangements for people moving from congregated settings to dispersed housing in 

ordinary neighbourhoods in the community, with supports designed to meet their 

individual needs and wishes. The TTMO report further notes that in choosing their 

dispersed living arrangements, people may opt for one of a wide range of 

possibilities including;   

a) some people may choose to live on their own 

b) some may opt to share with others who do not have a disability 

c) some may choose to share their home with other people with a disability 

d) some people may opt to live with their own family or opt for long‐term 

placement with another family 

164.The Committee note that there has been some progress in transitioning people from 

congregated settings, from the 4,000 people identified under TTMO report in 2011, 

but the Committee are concerned that the progress has been slow and the process 

of placing people in congregated settings has not been eliminated.  

 

165.With regard to this progress, Professor Roy McConkey, Institute of Nursing and 

Health Research at the University of Ulster, told the Committee that research 

undertaken on the National Intellectual Disability Database found a 30% reduction in 

numbers by 2017, and that this reduction was more marked in certain CHO Areas 

than others. Professor McConkey highlighted that some of the reduction was due to 

deaths, but over these ten years approximately 750 people had been resettled from 

congregated accommodation. However, almost the same number of people had 

been admitted to these settings over those ten years because the policy of no new 

admissions contained in the TTMO report had not been followed. 

 

166.Professor McConkey further highlighted reasons for the delay in progress including; 

a) that if a crisis arose and no alternative provision was available, people had to 

be admitted to congregated settings (emergency residential placement 

process) 

b) policy implementation occurring unequally across areas 

c) certain areas being more receptive to innovation than others 
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167.HIQA also highlight their concern regarding progress in their Annual Report 2020 in 

noting that while there has been a continued effort within the residential disability 

sector to reduce and ultimately close all large, congregated settings in line with the 

HSE’s national policy, many residents continue to be accommodated in congregated 

settings.42  

 

168.HIQA further notes that of the 9,166 residential places registered by the end of 2020, 

31% or 2,841 places continued to be located in congregated settings.43 

 

169.The HSE Annual Report 2020 notes that only 75, of the expected target of 132 

people were moved from congregated to a community setting in 2020.44 The HSE 

National Service Plan for 2021 highlights that the target for 2021 is to provide 144 

people with a disability, who are currently living in congregated settings, with more 

person-centred homes in the community.45  

 

170.As the number of people being moved to community-based settings is consistently 

under 200 in the HSE’s service plans, the Committee heard that this highlights both 

the under-resourcing and under-prioritising of the TTMO report.  

 

171.The Committee were also concerned to hear from Professor McConkey that if the 

30% reduction of people living in congregated settings took ten years to achieve, as 

highlighted by the research, and if the process is not accelerated, then it will be a 

further 20 years, 2040, before congregated care in Ireland is confined to history. 

 

172.The ‘Disability Capacity Review to 2032 - A Review of Social Care Demand and 

Capacity Requirements to 2032’ (Disabilty Capacity Review) highlights that about 

8,400 people with disabilities, 90% being people with an intellectual disability, live in 

 
42 Health Information and Quality Authority, HIQA. (2020). Annual Report, pp. 40 
43 HIQA, (2020). Annual Report, pp. 40 
44 HSE. (2020). Health Service Executive Annual Report and Financial Statements, pp. 82 
45 HSE. (2021). National Service Plan, pp. 6 
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residential care and the most common form this takes is a group home, an ordinary 

house in the community shared by 4 to 6 people, along with support staff.46 

 

173.The Disability Capacity Review notes that about 750 people with intellectual disability 

live ‘semi-independently’ with limited staff support and about 2,100 live in 

‘congregated settings’, residential institutions or residential campuses with ten or 

more people living together.47 

 

174.The Disability Capacity Review also states that about 80% of residential places are 

provided by non-profit Section 38 and Section 39 providers and there is a small but 

growing for-profit sector, with about 300 residents. The Disability Capacity Review 

continues that; 

‘the overall supply of residential places has fallen over time, with substandard 

accommodation withdrawn from service to comply with regulations. At the 

same time the relevant population has increased. The result has been a 

consistent fall in the proportion of people under 60 who are in residential 

disability care, and a corresponding increase in the number of parents caring 

for adult children.’48 

 

175.During public meetings on ‘Institutionalism and the inappropriate use of Congregated 

Settings’ the Committee were concerned to hear that there are significantly higher 

death rates for people with disabilities living in long-term care settings, including 

nursing homes. 

 

176.Professor McConkey highlighted to the Committee that the cohort who are at the 

greatest risk of living in congregated settings are people aged 55 years and over, 

with more severe disabilities and those living in accommodation provided directly by 

the HSE rather than by voluntary organisations. Professor McConkey also noted that 

people living in congregated settings have a greater risk of abuse, of getting 

infections and, therefore, having physical illnesses as well as emotional problems 

 
46 Department of Health. (2021) Disability Capacity Review to 2032 - A Review of Social Care Demand and 

Capacity Requirements to 2032, pp. 90 
47 Disability Capacity Review to 2032, pp. 148 
48 Disability Capacity Review to 2032, pp. 90 
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and dying at an earlier age than people living in other settings such as with family 

carers.49 

 

177.The Committee are also aware that there are complex issues around the area of 

choice in this matter, where closing a congregated setting causes great distress to 

many of the residents who had known no other home. The complexity of 

institutionalisation means it is not always experienced negatively by those who are 

institutionalised. 

 

178.In this regard, the Committee heard from Lynn Fitzpatrick, who shared the lived 

experience of a family member who is living in a residential care setting and the high 

quality of life that this family member is experiencing because of the community style 

setting and high level of supports available in the setting. 

 

179.Ann Marie Flanagan, Disability Activist, also noted that; 

‘it is assumed that people with disabilities either remain in their family homes 

with ageing relatives or live in institutions in the form of residential care, 

nursing homes or hostels. It is normalised to such a degree that many family 

members also believe that institutions are where disabled relatives need to 

live for their own safety.’ 

 

180.Gerard Quinn, UN Special Rapporteur touched on this complexity, noting that a 

tension exists between autonomy rights, that is, the right of people to choose where 

they live and with whom they live versus the mandate for community living. Mr. 

Quinn further commented that one of the arguments on ending congregated settings 

in 2011, was that it cannot be assumed that a person will not choose to live in an 

institution, therefore there was a need to keep the funding stream going to enable 

them to live in an institution.  

 

 
49 Professor Ray McConkey noted that the risk of dying at an earlier age might be due to the risk of infection. In 

the United Kingdom, the number of Covid deaths in congregated living arrangements has been much higher than 

it has been in other arrangements. 
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181.Mr. Quinn continued that the committee on ending congregated settings dismissed 

this argument and said the right to live in the community is the right to choose how to 

live in a community and not whether to live in a community. This reflects the original 

vision of the TTMO report, and its alignment with Article 19 and recognising the 

equal right of all people with disabilities to live in the community, with choices equal 

to others. 

 

182.Dr. Rosaleen McDonagh, IHREC highlighted that equal choice to live in the 

community must support each individual’s choice to live in their own community, 

should they wish to do so, commenting; 

‘independent living is not just about a building; it is more about a person's 

choice to live life in a way that is appropriate to him or her. Again, I refer to my 

own community. Disabled and Deaf Travellers are currently living on a site 

with no water or appropriate sanitation facilities, let alone access …we cannot 

have ad hoc independent living notions for some of us. If there is to be 

independent living, it should be for all of us.’ 

 

183.The Committee were concerned to hear an example of the lived experience of 

congregated living from Ann Marie Flanagan, who shared the example of a 30-year-

old woman with an intellectual disability who excitedly moved into what she thought 

was community living only to find herself living with two other people with whom she 

had not chosen to live. Ms. Flanagan noted that this individual was promised 

independent living, choice, and control in her life, but because the organisation 

involved only had funding for one staff member every day, this individual found 

herself walking along the streets and going to events in groups. Ms. Flanagan noted 

that this individual did not want this and did not know it was what she was accepting.  

 

184.Recommendation 9 under the TTMO report recommends that; 

‘where home-sharing with other people with a disability is the housing option 

chosen by the individual, the Working Group recommends that the home-

sharing arrangement should be confined to no more than four residents in 

total and that those sharing accommodation have, as far as possible, chosen 

to live with the other three people.’  
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185.In response to this recommendation in their TTMO progress report for 2016, the HSE 

note that; 

‘it can be noted that some residents are transitioning from congregated 

settings to pre-existing community group homes that are not congregated 

settings but do have more than four residents. The HSE takes a pragmatic 

view in supporting this approach, once it is in line with the person’s individual 

person-centred plan, facilitates a step-down approach for those that are 

transitioning and may not be ready to move to more independent or 

individualised arrangements and utilises more appropriate available 

accommodation.’  

 

186.If people with disabilities were given a choice in line with the TTMO report and Article 

19 of the UNCRPD, and as highlighted by Gerard Quinn, UN Special Rapporteur, 

this choice can be reduced to either living with somebody with a disability or living 

with people without disabilities and not the service providers.  

 

187.As indicated by Professor McConkey, there is significant concern as research shows 

that moving from an institutional residential setting to a community residential setting 

is associated with improved quality of life for adults with intellectual disability, though 

few conclusions can be drawn for people who have highly specialised support 

needs.50  

 

188.The Committee are concerned that moving people from a larger congregated setting 

to a smaller setting, known as the ‘double hop’ approach, does not capture the idea 

of choice and the obligations of the State with regard to Article 19 of the UNCRPD 

and the original vision of the TTMO report. There is further concern that these 

smaller settings can be located at the edges of towns and villages or out in the 

countryside with no infrastructure, or in areas where people with disabilities, 

particularly women, feel unsafe leaving their homes unaccompanied. It is important 

that these factors are considered in assessing the appropriateness of 

accommodation. 

 
50 Health Research Board. (2018). Quality of life outcomes and costs associated with moving from congregated 

settings to community living arrangements for people with intellectual disability.  
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189.The Committee are also aware that as 64% of the budget for disability services is 

allocated to Residential Services. There is a need to ensure that this funding does 

not support the continuation of institutionalism and the use of congregated settings in 

Ireland. 

 

190.The Committee acknowledge there is an additional cost for smaller more 

personalised accommodation as opposed to four-person group homes as highlighted 

in the Disability Capacity Review, however, the Committee believe that this is not a 

reason to delay the implementation of the TTMO report. 

 

191.The Committee share Professor McConkeys view that there must be significant 

investment in changing the hearts and minds of service providers, professionals, and 

Local Government, who have direct influence over the type of services provided. 

Professor McConkey highlighted the cost effectiveness of decongregation to the 

community as other studies he has conducted have demonstrated that 

improvements in people’s quality of life come from person-centred and community-

based supported accommodation. This is where future investment needs to be made 

if the State is to maximise value for money. 

 

192.ILMI highlight in their Overview of the Department of Health’s Disability Capacity 

Review that a specific budgetary commitment is required to meet the cost of and to 

resource the full implementation of the TTMO report. The money currently invested 

in congregated settings must be ringfenced and invested into appropriate supports 

for people to live in the community such as the Personal Assistance Service (PAS) 

or other independent living supports as per our obligations under UNCRPD.51  

 

193.Professor Guatam Gulati, Consultant Forensic and General Psychiatrist and Adjunct 

Associate Clinical Professor at the University of Limerick also discussed the ‘double 

hop’ approach where people can be transitioned from one congregated setting to 

another and not into the community when he told the Committee about trans-insti-

tutionalisation. Trans-institutionalism refers to a process whereby individuals who 

 
51 Independent Living Movement Ireland. (ILMI). Overview of the Department of Health “Disability Capacity 

Review to 2032: A Review of Disability Social Care Demand and Capacity Requirements up to 2032, pp. 16 



 Ensuring Independent Living and the UNCRPD  

 

  Page 57 of 135 
 

community care policies intended to deinstitutionalise in practice ended up in 

different institutions rather than their own homes. Professor Gulati highlighted an 

example of this in noting that a report in 2018 by Inclusion Ireland raised the issue of 

people with disabilities moving between institutions, which stated that ‘in 2015, less 

than 10% moved into their own home. Almost three quarters of those who moved 

actually moved to other institutions. 

 

194.Professor Gulati also highlighted the importance of recognising the disability at the 

start of a pathway to effectively prevent trans-institutionalisation. For example, if an 

individual is arrested there is an opportunity to recognise, at this point, that a 

disability may have caused the behaviour, and therefore ensure appropriate 

response and supports. 

 

195.The Committee are concerned regarding the potential of emerging and non-

traditional congregated settings, including Irish prisons, Direct Provision centres, 

mental health institutions, HSE hostels and homeless hostels and Traveller 

accommodation and halting sites for people with intellectual or psychosocial 

disabilities. People with disabilities may be living without a choice in these settings. 

 

196.The Committee further note that some congregated settings, such as residential 

services for people with autism, fell outside the scope of the TTMO report and that 

additional work may be needed to ensure that residents in these settings are not 

overlooked in the deinstitutionalisation process.  

 

197.The Committee were concerned to hear from Professor Gulati that there is a lack of 

up-to-date Irish data in respect of people with psychosocial disabilities in the criminal 

justice system. There is a link between disability, incarceration and homelessness 

including that it is possible to trace a link to a lack of community supports prior to 

incarceration. This particularly highlighted to the Committee the need for 

strengthened community support infrastructure and mental health supports to be put 

in place to support people with disabilities. 
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198.The Committee are concerned that the vision outlined by the Working Group in the 

TTMO report to improve the lives of people with disabilities was never realised, as 

the deadline of 2018 for transitioning those in congregated settings to the community 

was not achieved. The HSE explain that capital funding, individual choice; living 

arrangements and locations; transitional and on-going funding; the future role of 

staff, training and skill mix, the development and sustainability of community 

linkages, supports and engagement have impacted the achievability of this 

timeframe and this led to the revised target of a one third reduction by 2021 in the 

Programme for a Partnership Government.52 

 

199.Considering the timeline of seven years, from the TTMO report in 2011 to the 

deadline of 2018 to plan for implementation of the policy, the Committee believe this 

reflects a lack of ambition to achieve the implementation of the TTMO policy. 

 

200.The Committee are also concerned that the accommodation that people are moved 

to from a larger setting may not be in line with the TTMO policy and the level of 

choice provided may not be in line with the Article 19 and the UNCRPD. It appears 

there is more focus on utilising existing accommodation rather than providing real 

choice and independent living in the community and the Committee are concerned 

that this continues the institutionalism of people with disabilities instead of eliminating 

the practice. 

 

201.During public meetings, some witnesses provided examples of the lived experience 

of younger individuals with disabilities residing in nursing homes, which is considered 

a type of congregated setting. 

 

202.The Committee were concerned to hear how younger individuals in nursing homes 

do not experience the basic level of autonomy in daily decision making that everyone 

else enjoys in their lives. For example, these individuals do not choose what time to 

get up at, what time and what to have for dinner, what to watch on TV, when and 

 
52 HSE. (2016). Progress Report on the Implementation of Time to Move on From Congregated Settings:  

A Strategy for Community Inclusion, Annual Report, pp. 79 
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where they want to go and whether to have a pet. Simple daily decisions which 

people can take for granted.  

 

203.The Committee held a public meeting on the Ombudsman’s report 'Wasted Lives: 

Time for a better future for younger people in Nursing Homes' on the 24 June 2021 

with the Ombudsman, the Department of Health and the HSE.  

 

204. At this public meeting, Peter Tyrell, the Ombudsman highlighted that there was an 

estimated 1,300 people with disabilities under 65 in nursing homes in Ireland. Mr. 

Tyrell noted that this estimate is based on the number of people under 65 who 

received the Fair Deal Scheme, and it may not be accurate as other people in 

nursing homes are funded by different means or may be privately funded.  

 

205.The Committee were concerned to hear from the Ombudsman that once people are 

admitted to a nursing home, they are, essentially, ‘off the books’ as they do not have 

link workers and there is nobody within the system whose responsibility they are and 

that also contributes to the lack of data on the situation. 

 

206.The HSE acknowledged that along the Department of Health they fully recognise 

that there are people under 65 years of age in respect of whom a nursing home is 

not a suitable option for their care and support needs. The HSE highlighted that they 

are committed to identifying alternative solutions to support those who wish to move 

out of nursing homes and back to the homes of their choice. 

 

207.The Committee is particularly concerned that this review is only now being 

undertaken, considering a review of this nature was recommended under the TTMO 

policy.53 

 

208.The Committee were also concerned to hear from the Ombudsman, that the 

individuals placed in nursing homes may not have been fully aware that they were 

being placed in nursing homes at the time of placement or may have believed that it 

was only a temporary measure when in fact their placement was for the longer term. 

 
53 HSE. (2011). Time to Move on from Congregated Settings, pp. 129 
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209.The Committee were alarmed to hear from Dr. Kathleen MacLellan, Assistant 

Secretary, Department of Health that it was the HSEs intention to only transition 18 

people under 65 living in nursing homes in 2021, as identified under the HSEs 

National Service Plan 2021. Dr. MacLellan explained that the lessons learnt from this 

pilot may be taken to accelerate the movement of those whose will, and preference it 

is to move out of nursing homes.  

 

210.However, the Committee believes this highlights a lack of urgency considering that 

the HSE have not yet confirmation of how many of the 2,100 individuals have been 

inappropriately placed in nursing homes.  

 

211.Another finding and recommendation from the Ombudsman’s report is the 

requirement for a ring-fenced annual budget to be allocated to each CHO Area to 

support the transition of people under 65 within the CHO’s geographical area from 

nursing home settings. 

 

212.An important trend highlighted to the Committee is that a person does not have the 

right to stay in his or her own home and be provided with State support (the right to 

home care and the statutory scheme is not yet enacted), however, a person has the 

right to be placed in a nursing home and have the care he or she requires. On this 

basis, the Committee acknowledge that this trend represents ‘institutional bias’ in the 

system. 

 

213.The Committee were concerned to hear from the Ombudsman that the issues of 

capacity, informed consent and institutional bias are also likely to affect other 

residents of nursing homes. There may be older people in nursing homes who would 

not have chosen to go there and would prefer to remain in their communities. In this 

regard, the Committee recommend that the Joint Committee on Health undertakes 

an examination of this issue and makes recommendations to the Department of 

Health accordingly. 

 

214.The Committee further support the Ombudsman’s report which recommends that 

CHO Areas should ensure that individuals who are residing in nursing homes in their 
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area are provided with the same level of access to primary care services as people 

living in the community. The Committee heard that because access to personal 

assistant support is inconsistent and inadequate, the level of requirement in this 

regard must also be established.  

 

215.It is important to note that the Disability Capacity Review highlights that the cost of 

alternative disability-specific residential care, or sufficient Personal Assistance hours 

to enable these residents live independently, is likely to be well in excess of the 

current costs to the HSE of supporting them in nursing homes.54 

 

216.The HSE also highlighted that there is a need for multiannual funding and planning 

to provide more supports to individuals in the community along with further 

development of the case management system. The case management system is 

critical to the support people with disabilities in assessing the need for placement. 

Individuals would be assigned a link worker who is responsible for the individual 

throughout their care. The HSE also noted that there should be provision in this 

system for a review of such placements and consideration of requests for additional 

supports and/or alternative placement options. 

 

217.The Committee welcomed the update from Dr. MacLellan, that the Department of 

Health, as part of the development of the statutory home care scheme, are 

assessing a single standard assessment tool for people for disabilities which can be 

used whether somebody is being assessed in hospital or within the community. On 

foot of this single assessment, a decision can be made with the individual as to 

whether he or she will have care in the home, the type of care involved, the supports 

that are needed and whether long-term care is needed. Regular reassessments 

should be part of the process.  

 

218.Peter Tyndall, the Ombudsman also highlighted that his office had received 

complaints about access to the Housing Adaptation Grants available from Local 

Authorities. Mr. Tyndall further noted that it would be important to make provision for 

 
54 Disability Capacity Review to 2032, pp. 67 
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housing and adaptations required as part of any support package for younger people 

to transition from nursing homes because the demand will exceed the budgets 

available to Local Authorities. Access to Housing Adaptation Grants will be 

discussed in Chapter 5. 

 

219.The Committee believe that there is a need for a much more urgent approach to be 

taken to provide a solution for these younger individuals and agree with the 

Ombudsman’s recommendation that the Department of Health, in consultation with 

the HSE, urgently draw up and publish an overarching policy framework to remedy 

the situation of people under 65 in nursing homes. 

Informal care in the home 

220.The Committee are aware that there is an unsustainable and inappropriate reliance 

on long-term informal care for people with disabilities by their parents and families 

which has been driven by a lack of allocated resources and supports. According to 

the National Intellectual Disability Database 55.5% of adults with an intellectual 

disability live in a home setting. 

 

221.In this regard, Inclusion Ireland note in their report ‘Our Housing Rights 2021’ that 

many disabled people are living in the family home with an aging carer, with at least 

400 carers that are over the age of 80.55 

 

222.The long-term informal care can result in a significant unmet need for residential and 

respite care.  

 

223.The Committee are concerned as they received evidence that parents and siblings of 

adults with intellectual disability living at home, live lives of stress, anxiety, and fear 

because they have no visibility of any planning for their dependent when they 

become unable to provide adequate care, can no longer cope or they pass away.  

 

224.In this regard, Sinéad Gibney, IHREC highlighted to the Committee that;  

 
55 ILMI, Inclusion Ireland. (2021). Our Housing Rights: Tackling the Housing Crisis Disabled People Face, pp. 8.  
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‘housing for older adults with intellectual disabilities is simply not facilitated. 

People are passed from pillar to post between local authorities and the 

services. Ultimately, there seems to be a State mentality that older parents 

will care for their children with disabilities until those parents die and, if they 

are lucky, those people will be facilitated by the State after that’. 

 

225.The Disability Capacity Review highlights that when a parent dies or enters long-

term care themselves, it has been standard practice that the adult child with a 

disability would move to an HSE-funded care facility, rather than supporting them to 

remain living in their familiar home environment and neighbourhood. There may be 

issues around ownership of property and inheritance that can come into play in these 

circumstances. The Disability Capacity Review further notes that there are some 

examples emerging of supporting these individuals to remain living in their familiar 

home environment and there is scope to consider a wider variety of supported 

housing options in these situations.  

 

226.Lorraine Dempsey, interim CEO, Inclusion Ireland noted that due to the low numbers 

of planned transitional residential placements in the HSE’s service plans, individuals 

may be further pushed into emergency residential placements. Ms. Dempsey also 

noted that;  

‘it is a traumatic time for anybody with a disability to lose a parent, but they 

also are removed from their family home and put into an emergency 

residential placement, quite often a respite placement. This means those who 

would normally have respite in that centre cannot have access as it is 

allocated to an emergency case.’ 

 

227.The Committee agree, as highlighted by Ann Marie Flanagan, Disability Activist, that 

because people with disabilities often have no choice but to live with relatives owing 

to the lack of independent living supports and housing, they can become 

institutionalised in their home.  

 

228.The Committee recommend that a wider variety of supported housing options in 

these situations be urgently developed by Local Authorities to support individuals 
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and families in planning for their loved ones to remain living in their familiar home 

environment or to assist them in accessing supported housing options, in line with 

the individuals will and preference. The Committee also recommend in tandem a 

national campaign for raising awareness of the benefits of being on the housing list 

and the housing options available in line with the UNCRPD. 

Lack of access to housing  

229.Many people with disabilities are unable to access appropriate housing. There is a 

shortage of social housing, rents are high in the private rental market, there is a lack 

of universal design, low levels of supply of Housing Adaptation Grants and lack of 

progress with capital assistance schemes that provide rental accommodation for 

those with special needs including people with disabilities, older persons and 

homeless people all contribute to the lack of appropriate housing.56  

 

230.IHREC note in their report ‘Discrimination and Inequality in Housing in Ireland’ that 

people with disabilities are more than twice as likely to report discrimination relating 

to accessing housing and over 1.6 times more likely to live in poor conditions, such 

as living in damp housing, lacking central heating, or living in an area with 

neighbourhood problems. This report further notes that people with disabilities are 

also particularly over-represented in the homeless population with more than one in 

four homeless people being disabled.57 

 

231.The Committee is concerned that there are genuine issues regarding equality in 

housing policy and are of the view that housing delivery must be considered through 

the lens of inclusive equality, a new model of equality developed throughout the 

Convention. This model transforms the context of equality in that it includes a fair 

redistributive dimension to address socioeconomic disadvantages.58 

 

 
56 EDF, Poverty and Social Exclusion of Persons with Disabilities European Human Rights Report, Issue 4 –

2020, pp. 43 
57 IHREC, ESRI. (2018). Discrimination and Inequality in Housing in Ireland, pp. ix 
58 Committee on the Rights of Persons with Disabilities. (2018). Towards inclusive equality: 10 years Committee 

on the Rights of Persons with Disabilities, pp. 37 
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232.As previously mentioned, the Committee believe that Government policy, including, 

Rebuilding Ireland, Housing for All, National Development Plans, National 

Implementation Plans for Sustainable Development Goals, Roadmap for Social 

Inclusion and Climate Plans must ensure inclusivity, as outlined by the UN 

Committees model of equality. 

 

233.ILMI and Inclusion Ireland, note in their report ‘Our Housing Rights 2021’, that the 

system of applying for a house and independent living supports is complex and is 

characterised by a lack of transparency and little cooperation between local 

authorities and the HSE’. 

 

234.Considering people with disabilities are more likely to experience poverty and can 

experience difficulties in securing housing, the Committee are aware that many 

people with disabilities may use the housing assistance payment (HAP), to house 

themselves.  

 

235.DWI’s Submission highlight the need for systematic change in this regard, as current 

allowances and housing adaptation grants are geared towards property ownership 

and fail to support many people with disabilities trying to access the private rental 

market;  

‘the limited capital disregard associated with a below poverty level means 

tested payment practically nullifies disabled people’s ability to accrue capital 

to pay for large expenditures such as increasing accessibility of their home, 

saving a deposit for a house, purchasing costly accessibility aides or adapted 

vehicles’. 

 

236.Other challenges highlighted in DWI’s Submission regarding access for people with 

disabilities to the private rental market included; 

a) non-compliance with Part M of the Building Regulations particularly in private 

accommodation settings 

b) paying a premium for essential accessibility features which are not recognised 

as such under the current Building Regulations, such as a low-sensory 

environment  
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c) having little to no right to make accessibility improvements to their homes 

d) someone in receipt of a disability-related social welfare payment also qualifies 

for HAP but they may lose part of their disability allowance as ‘payment’ 

towards HAP 

e) maintenance for rent or mortgage repayments is also subject to means testing 

limits and may reduce Disability Allowance received 

Housing delivery for people with disabilities 

237.The Committee welcome the renewed commitment in ‘Housing for All’  to deliver 

appropriately designed and specified housing for people with a disability, in line with 

the vision and principles of universal design. The Committee also welcomes that the 

new ‘National Housing Strategy for People with a Disability 2022’ places a greater 

emphasis on independent living and community inclusion than the previous strategy 

and implementation of the plan will be based on the principles of the UNCRPD. 

 

238.Multiple bodies are involved in the delivery of housing for people with disabilities, the 

Department of Housing, Local Government and Heritage, Local Authorities and the 

Housing Agency all have responsibility for the provision of housing for people with a 

disability. The  HSE is responsible for the provision of healthcare and social 

supports, which are necessary to ensure independent living. 

 

239.Delivery of housing for people with disabilities involves significant level of 

collaboration in administration and funding and the Committee acknowledge where 

co-operation has worked, for example schemes in Fingal with the Housing 

Association for Independent Living, HAIL and Co-operative Housing Ireland, in Cork 

with the Cope Foundation, as well as in Longford and various other places, funded 

through the HSE.  

 

240.As highlighted in the Disability Capacity Review there is need for additional capital 

spending for housing to meet residential care needs and complete the closure of 

https://www.housingagency.ie/
https://www.hse.ie/eng/
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residential institutions, which is estimated in the region of €500m to €800m over the 

period to 2032.59  

 

241.The Committee welcome the establishment of a Commission on Housing as it is an 

opportunity to take a long-term strategic view on housing policy and respond to the 

current housing crisis. However, there is a need to ensure that this Commission 

include membership that reflects the lived experience and analysis of people with 

disabilities, as well as including a focus on delivery of independent living for people 

with disabilities in line with the unmet need as outlined in the Disability Capacity 

Review. 

 

242.The ‘Housing for All’ policy utilises a Housing Demand and Need Assessment tool to 

project the future need for housing by tenure type and should facilitate the 

development of clear, target driven Local Authority action plans along with an annual 

Summary of Social Housing Assessments (SSHA). This should assist in meeting the 

housing needs for people with a disability and should align with forecasts in the 

recently published Disability Capacity Review.60 The annual Summary of Social 

Housing Assessments counts the numbers of persons with a disability who are 

considered eligible for social housing supports and, in addition, further categorises 

those who are seeking specific accommodation based on that disability.61 

 

243.The Committee are of the view that there is a crucial need to identify those who may 

be housed per se but are not housed in accordance with the UNCRPD in a way 

appropriate to them, that reflects their rights and choices, for example, those in 

nursing homes, living at home, and especially those living with elderly parents, and 

in congregated settings.   

 

 
59 Disability Capacity Review to 2032, pp. 18 
60 Department of Health. (2021, September 4). Press Release. Minister for Disabilities welcomes commitment to 

improving housing options for people with disabilities under Housing for All, Retrieved March 3, 2022, 

from  gov.ie - Minister for Disabilities welcomes commitment to improving housing options for people with 

disabilities under Housing for All (www.gov.ie) 
61 Government of Ireland. Guidance on the Preparation of a Housing Need and Demand Assessment, pp. 29  

https://www.gov.ie/en/press-release/d520e-minister-for-disabilities-welcomes-commitment-to-improving-housing-options-for-people-with-disabilities-under-housing-for-all/
https://www.gov.ie/en/press-release/d520e-minister-for-disabilities-welcomes-commitment-to-improving-housing-options-for-people-with-disabilities-under-housing-for-all/
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244.The new ‘National Housing Strategy for People with a Disability 2022’ notes that the 

Housing for All policy had recognised the importance of the Housing Disability 

Steering Groups (HDSG’s) but highlighted the fact that they needed to be 

strengthened, putting an onus on the groups to report on the implementation of all 

aspects of their Local Strategic Plans.62  

 

245.Local Authorities are the main providers of social housing for people who cannot 

afford their own accommodation in Ireland and they allocate housing according to 

eligibility and need with rents based on the household’s ability to pay. Approved 

Housing Bodies (AHBs) also provide social housing for people who cannot afford to 

buy their own homes. 63 

 

246.The Committee are concerned that people with disabilities can be accepted onto the 

social housing list but must wait for long periods of time before receiving housing 

compared to other people. The Committee are aware that delays in this regard, may 

be caused by the Local Authority not securing commitment from the HSE to provide 

supports for person to live independently and therefore it cannot commit to providing 

housing. In this regard, the Committee believe there is a need for mechanisms to be 

strengthened to ensure further coordination and innovation sharing between Local 

Authorities and the HSE in the delivery of housing for people with disabilities.  

 

247.Lorraine Dempsey, Inclusion Ireland particularly noted that; 

‘one of the biggest barriers facing people with an intellectual disability in 

accessing social housing is the clear lack of available support services that 

are required for them to live in their own homes. People who need supports in 

their homes have no clear pathway to apply for these supports. Through our 

advocacy work we have found that many people report being placed high on 

social housing waiting lists due to their disability but then not being able to 

access social housing through their local authorities due to the support 

services not being readily available at the right time.’ 

 
62 Government of Ireland. (2022). National Housing Strategy for People with a Disability, pp. 22  
63 Citizens Information. Applying for local authority/social housing. Retrieved March 3, 2022 from Applying for 

local authority/social housing (citizensinformation.ie) 

https://www.citizensinformation.ie/en/housing/local_authority_and_social_housing/housing_associations.en.html
https://www.citizensinformation.ie/en/housing/local_authority_and_social_housing/housing_associations.en.html
https://www.citizensinformation.ie/en/housing/local_authority_and_social_housing/applying_for_local_authority_housing.html
https://www.citizensinformation.ie/en/housing/local_authority_and_social_housing/applying_for_local_authority_housing.html
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248.To improve coordination between those responsible for delivery of housing for 

people with disabilities HDSG’s were established in each Local Authority area from 

2013 to 2015 with the responsibility to plan for the current and future needs of people 

with disabilities in each Local Authority area.  

 

249.The ‘National Housing Strategy for People with a Disability 2022’ further notes that 

the membership of the existing HDSGs must be reviewed in quarter one of 2022 to 

ensure that the membership consists of the following; 

a) Director of Housing Services in the local authority (Chair)  

b) HSE Community Health Organisation Area Manager or equivalent  

c) Dedicated Housing Representative for Disability Service HSE  

d) Dedicated Housing Representative for Mental Health Service HSE 

e) Representatives of Disabled Persons Organisations  

f) Representatives of organisations for disabled people including service 

providers 

g) Representatives of the Approved Housing Body sector  

h) Representatives from the local authority, as appropriate64 

 

250.The Committee are concerned that there is a need to ensure the inclusion of DPOs 

on the HDSGs to ensure the involvement of people with disabilities and their 

representative groups in decisions that affect their lives, in line with the UNCRPD. In 

addition, the inclusion of HSE representatives is important to ensure strengthened 

coordination between HSE and Local Authorities. 

 

251.The Committee believe that there is a need for a consistent approach and 

strengthened monitoring in line with Article 19 of the UNCPRD across all HDSGs 

and Local Authorities. Standard housing solutions can be developed, and outputs 

strengthened through the establishment of the Public Sector Inclusion Objective 

which would place a duty on public bodies to adhere with Article 19 as discussed in 

Chapter 2. The Committee believe that there is a need for increased collaboration 

and geographical alignment between Local Authority and CHO Areas in the shared 

 
64 National Housing Strategy for People with a Disability, pp. 72 
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responsibility for transferring individuals from institutional care to the community. 

Targets must be developed for each Local Authority area to enable strengthened 

reporting in this regard.  

 

252.In the report, ‘Our Housing Rights’, ILMI and Inclusion Ireland state that;  

‘the message on affordable housing from disabled people is that it does not 

exist at present as an option. Employment rates for disabled people are well 

below the rate for the general population and consequently poverty rates are 

much higher, and this leaves disabled people at a disadvantage in purchasing 

or renting a home of their own.’65  

 

253.’Our Housing Rights’ further notes that social and affordable housing must be 

constructed in centrally located areas or areas with good, accessible public transport 

for ease of access to the local community and that a simple, fully accessible central 

application process must be established where a person can apply for a house and 

independent living supports.66 

 

254.The Committee supports the recommendation in ‘Our Housing Rights’ that 7.5% of 

all new social housing, and affordable housing must be for people with disabilities, 

using universal design principles accessible for all.67 

 

255.The Committee believe that a more strengthened collaboration is required between 

housing and health to achieve the level of transformation and objectives of the 

UNCRPD and Article 19 and realise the right to independent living and inclusion in 

communities for people with disabilities. It is also important that voluntary 

organisations are supported to re-configure their services to meaningfully achieve 

Article 19.   

 

256.In this regard, the National Federation of Voluntary Service Providers Supporting 

People with Intellectual Disability recommend a coherent national plan to support the 

 
65 ILMI, Inclusion Ireland. Our Housing Rights: Tackling the Housing Crisis Disabled People Face. pp.16 
66 Our Housing Rights, pp. 15 
67 Our Housing Rights, pp. 15 
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realisation of the right to independent living and inclusion in communities, including 

support for agencies to re-configure their services to be developed to achieve this.68 

The Committee supports the establishment of a national plan. 

International funding and segregation 

257.Article 32 of the UNCRPD requires countries to ensure its foreign policy and 

development assistance programme are also inclusive of people with disabilities. It is 

important, for example that schools funded by Ireland through these policies and 

programmes as well the education system is inclusive.  

 

258.The Committee believe that the Government must ensure EU structural funds or Irish 

Aid is used to fund the deinstitutionalisation of people with disabilities and that 

spending in this regard is aligned with Article 19 of the UNCRPD.  

  

 
68 National Federation of Voluntary Service Providers. (2021). Submission on the Draft Initial State Report under 

the United Nations Convention on the Rights of Persons with Disabilities, pp. 4  
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Priority Recommendations on equal choice about where to live 

Recommendations for immediate action; 

3.1. In conjunction with a right to independent living, the Government develop a 

national plan for the realisation of this right including support for agencies to re-

configure their services to support the right to independent living. The plan must 

include specific budgetary commitment to ensure that the people who remain in 

congregated settings, including those individuals who have been moved to 

smaller congregated settings, are given a choice of where they want to live, in 

consultation with family and supporters. The State must cease with the continued 

use of new admissions to these institutions. 

 

3.2. The process for the assessment of will and preference and the provision of 

meaningful choice needs to strengthen and monitored to ensure alignment with 

the principle of presumed capacity and the level of choice as required by Article 

19 of the UNCRPD. 

 

3.3. The Department of Health, in consultation with the HSE, urgently publish, as 

recommended by the Ombudsman, an overarching policy framework to remedy 

the situation of people under 65 in nursing homes. This policy must;  

a) assess these individuals’ requirements and also their will and preference 

b) complete the national survey of these individuals and develop adequate 

action plan  

c) address how the Housing Adaptation Grant can be utilised and accelerated 

to meet the needs of these individuals  

d) develop additional care pathways whether through the intensive home care 

packages, the newer rehabilitation strategy, home care services or 

personal assistant services and homes for these individuals 

e) Local Authorities and CHO Areas must also assess demand in their area in 

conjunction with the national survey and collaborate further to ensure that 

the individuals living in their areas are transitioned to community settings 

urgently, with the supports they require 
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3.4 The Committee recommend that with regard the Fair Deal scheme that; 

a) interim measures are introduced, for example, to support an individual not 

being placed on the Fair Deal scheme for the first year or 18 months of 

being placed in a nursing home 

b) develop deductions under the Fair Deal scheme to reflect a younger 

person’s financial responsibilities, for example, include education and 

health expenses, personal assistants, or therapeutic services  

c) an exit mechanism is developed so that people can exit the scheme  

d) the Joint Committee on Health undertakes an examination of the impact of 

the Ombudsman’s findings on older people who have signed up to the Fair 

Deal Scheme and make recommendations to the Department of Health 

accordingly 

e) strict procedural guidelines for ensuring fully informed consent are urgently 

put in place, as recommended by the Ombudsman, and that these 

guidelines are aligned with the UNCRPD and monitored accordingly 

 

3.5.The development of a single standard assessment tool for people for 

disabilities which can be used whether somebody is being assessed in hospital or 

within the community be completed urgently. 

 

3.6. The Health Research Board, Local Authorities, and the Department Housing, 

Local Government and Heritage undertake an assessment of future housing 

needs of people with disabilities, of those in nursing homes, living at home, and in 

congregated settings. This assessment should inform local strategic plans and 

reporting mechanisms. An innovative template for delivery of housing for people 

with disabilities, based on the good practice undertaken to date, must be 

developed, and rolled out to all Local Authorities. The Committee also 

recommend in tandem a national campaign for raising awareness of the benefits 

of being on the housing list and the housing options available in line with the 

UNCRPD. This campaign must be developed along with a one-stop-shop for 

information on all entitlements and services for people with disabilities. 
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3.7. Based on housing need assessments the innovative supported housing 

options that are available in certain areas, to support individuals and families to 

remain living in their familiar home environment, if that is their will and preference, 

or to assist them in accessing supported housing options, are rolled out to all 

other Local Authorities areas in order to support moving away from reliance on 

emergency residential placements. 

 

3.8. The Department of Children, Equality, Disability, Integration and Youth and 

Department of Health develop transition planning under the emergency residential 

placements process in Disability Services and improve in line with the UNCRPD 

and Article 19 to assist in the elimination of placing people with disabilities in 

congregated settings. 

 

3.9. Strengthened coordination and geographical alignment between health, 

housing, and service providers in the provision of supported housing for people 

with disabilities across the 31 Housing and Disability Steering Groups (HDSGs) in 

Local Authorities including;  

a) urgent review of the membership of the existing HDSGs to ensure that 

Disabled Persons’ organisations are included in the membership of 

HDSGs 

b) ensuring CHO and Mental Health representation on HDSGs 

c) strengthened mechanisms to monitor policy implementation and enable 

innovation sharing 

 

3.10. The Housing for All and the new National Housing Strategy for People with 

a Disability policies be updated with additional measures and funding for housing 

to meet residential care needs and complete the closure of residential institutions 

as highlighted in the Disability Capacity Review including; 

a) that 7.5% of all new social housing, and affordable housing must be for 

people with disabilities 

b) all new social housing be developed in accordance with universal design 

principles  
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3.11. The Committee strongly recommend this Commission include membership 

that reflects the lived experience and analysis of people with disabilities, as well 

as including a focus on delivery of independent living for people with disabilities in 

line with the unmet need as outlined in the Disability Capacity Review. 

3.12. The Government ensure EU structural funds and Irish Aid is used to fund 

the deinstitutionalisation of people with disabilities and that spending in this regard 

is aligned with Article 19 of the UNCRPD.  

 

Chapter 4 - Access to support services 

259.Under Disability Services in Ireland, access to disability support services is based on 

need, not on a specific diagnosis, over 90% of those with a disability are supported 

through general community health and social services in line with the ‘mainstream 

first’ approach, underpinned through the Disability Act 2005. General health services 

are complemented by specialist community-based disability services, delivered to 

about 9% of those with a disability (circa 56,000 people), through a suite of 

interventions including early intervention, multi-disciplinary therapies, habilitation, 

rehabilitation and behaviour support, staffed supported housing, specialist end of life 

care, respite/short breaks to support carers, day services and support for community 

engagement, personal assistance, home help and assistive technology.69 

 

260.Specialist community-based disability services as previously highlighted in Chapter 2 

are currently transferring to the Department of Children, Equality, Disability, 

Integration and Youth from the Department of Health.  

 

261.Dr. Kathleen MacLellan, Department of Health, noted that the ‘HSE National Service 

Plan 2021’ provides more than €2.2 billion which will enable the delivery of services 

and supports in 2021 to about 56,000 people in Ireland who require specialist 

 
69 Disability Capacity Review to 2032, pp. 16 
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disability services. Dr. MacLellan noted that this represents a 7.5% increase on the 

2020 disability budget and reflects the strength of the Government’s commitment to 

improve the quality of life of people with a disability.  

 

262.However, the Committee acknowledge that the HSE have highlighted the 

unsustainability of existing funding arrangements and the manner in which services 

are delivered, underpinned by a lack of long-term investment planning, poorly 

defined statutory role/functions pertaining to health and social care provision as well 

as an overly intensified regulatory environment coupled with fragmentation and 

duplication of organisational delivery models.70 

Awareness raising and the human rights model of disability 

263.A key part of enabling access to support services, independent living, and inclusion 

in the community for people with disabilities, is in ensuring a cultural shift in society 

so that society, across all sectors can begin to view people with disabilities as being 

able to live independently. 

 

264.Ann Marie Flanagan, Disability Activist touched on the extent of this cultural shift in 

relation to people with disabilities living at home with parents, ‘they fit in with what 

the children do in the family. That has nothing to do with their impairment. It is to do 

with how they are treated and viewed’. 

 

265.The Convention identifies the need for this cultural shift under Article 8, Awareness 

Raising, which requires State Parties to raise awareness throughout society, 

including at the family level, and to foster respect for the rights and dignity of persons 

with disabilities, to combat stereotypes, prejudices and harmful practices relating to 

persons with disabilities, including those based on sex and age, in all areas of life 

and to promote awareness of the capabilities and contributions of persons with 

disabilities.71 

 

 
70 Irish Times. (2020, 3 August). Urgent reforms needed for disability service provision, HSE says. Retrieved 

March 3, 2022 from Urgent reforms needed for disability service provision, HSE says (irishtimes.com) 
71 United Nations Convention on the Rights of Persons with Disabilities. Article 8 – Awareness-raising. 

https://www.irishtimes.com/news/ireland/irish-news/urgent-reforms-needed-for-disability-service-provision-hse-says-1.4320108
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266.Sinéad Gibney, IHREC discussed the level of awareness raising needed;  

‘the single most effective way to combat unconscious bias is exposure to the 

groups whom one holds that bias towards. If a person has not worked closely 

with someone with a disability, if he or she has not been around and had to 

facilitate somebody who has a disability, that person simply cannot know. 

That really is what it is about. There  is a level of humility that everybody in 

this room will have to take on in really exposing themselves to the voices of 

those people who have the lived experience’ 

 

267.The UN Human Rights Office of the High Commissioner highlights that ‘the 

Convention and its Optional Protocol challenge previous perceptions of disability—as 

a medical problem or a generator of pity or charitable approaches—and establish an 

empowering human rights-based approach to disability’.72 

 

268.The UN Committee particularly note that the ‘the human rights model of disability 

recognizes that disability is a social construct and impairments must not be taken as 

a legitimate ground for the denial or restriction of human rights. It acknowledges that 

disability is one of several layers of identity. Hence, disability laws and policies must 

take the diversity of persons with disabilities into account’.73 

 

269.The Committee believe that the cultural shift and awareness raising that the 

UNCRPD calls for in societies can only be achieved through targeted education and 

training on the common responsibility, everyone must undertake to make human 

rights a reality in each community.  

Enabling person centred services 

270.The ‘Value for Money and Policy Review of Disability Services in Ireland 2012’ report 

(VFM report) highlighted that disability services were resource-intensive and founded 

 
72 The Convention on the Rights of Persons with Disabilities Training Guide Professional Training Series No. 19, 

Foreword.  
73 General comment No. 6 (2018) on equality and non-discrimination, pp. 2 
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on a medical model of disability and argued for a need to move towards a model of 

individualised supports delivered via mainstream services.74  

 

271.The Transforming Lives programme was established to oversee the implementation 

of the recommendations of the VFM report and focuses on ‘supporting people to live 

ordinary lives in ordinary places, as independently as possible’. Transforming Lives 

programme does this across these key reports; 

a) Time to Move on from Congregated Settings (2011) in respect of residential 

centres 

b) New Directions programme to improve day services  

c) Progressing Disability Services for Children and Young People, which is 

focused on improving therapy services for children.75  

 

272.The Committee are aware that independent living is intrinsically linked with the 

transition to person-centred disability support and that progress to a person-centred 

model of support in Ireland has been slow and has previously occurred in the 

absence of a formal process for monitoring this progress.76  

 

273.It is also important to highlight the progress in the transition to person centred 

services by the voluntary disability sector, moving away from institutional and 

congregated settings to a more inclusive society for people with disabilities.77 

 

274.However, the Committee believe that a more strengthened collaboration is required 

to achieve the level of transformation needed to align disability services with the 

UNCRPD and realise the right to independent living and inclusion in communities for 

people with disabilities.   

 
74 ESRI. (2020). Specialist Support for Persons with Disabilities Living in the Community: Review of the 

International Literature, pp. 1 
75 Transforming Lives. (2016). Supporting Person-Centred Disability Services Progress Report, pp. 5 
76 Specialist Support for Persons with Disabilities Living in the Community: Review of the International Literature, 

pp. 2 
77 Disability Federation of Ireland, Not for Profit Business Association. (2013). Living in The Community: Services 

and Supports for People with Disabilities  
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Inequity of service provision 

275.There is significant inequity in disability service provision in Ireland. The Committee 

heard from individuals with disabilities, parents, and carers highlighting that the level 

of access to services depended on what CHO Area an individual lived in. This 

creates significant burden and cost on individuals and families to access services in 

the first instance and then to travel significant distance to other CHO Areas for the 

services. 

 

276.In their report, ‘Specialist Support for Persons with Disabilities living in the 

Community’, the ESRI found that a comprehensive and standardised tool to assess 

needs would help to ensure that inequalities in service provision, for example, by 

region or by the extent of skilled advocacy and negotiation, do not arise over time.78  

 

277.As referred to previously, the Committee welcome that the Department of Health is 

developing a single standard assessment tool for people for disabilities which can be 

used whether somebody is being assessed in hospital or within the community.   

Addressing unmet need 

278.The Disability Capacity Review presents estimates of current and future 

requirements for community-based disability services and supports, based on 

projections of the future size and age-structure of the future disability population out 

to 2032, and on estimates of the scale of unmet needs.79 

 

279.The Committee are concerned that the Disability Capacity Review has identified 

significant levels of unmet need for disability services, and that changes in size and 

age profile of the disability service population will add to the demand for services 

over the coming decade. The Committee are concerned that the current level of 

unmet need is not sustainable and as set out in the Disability Capacity Review there 

may be a significant human cost for the individuals concerned and their families. 

 
78 Specialist Support for Persons with Disabilities Living in the Community: Review of the International Literature, 

pp. 50 
79 Disability Capacity Review to 2032, pp.16 
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280.ILMI state in their overview of the Disability Capacity Review that the report is 

centred on continuing to invest in the “Disability Industry” which will perpetuate a 

situation where many disabled people are segregated from society. ILMI specifically 

note the report focuses on simply scaling up day services or residential services 

based on projected population growth, with little or no reference to directly investing 

in disabled people themselves and the supports they want, as outlined in national 

and international policy commitments.80 

Emerging data gaps regarding disability 

281.The Committee are also aware that there is need to improve data collection 

regarding unmet need in disability service provision for estimating future needs from 

a lifecycle perspective and the development of the National Ability Support System is 

expected to improve the data landscape for specialist disability services in Ireland. 

 

282.As highlighted by the Disability Capacity Review, and at numerous public meetings 

held by the Committee, there is a need to develop systematic and comprehensive 

data collection with regard to disability in Ireland and in line with the Convention. The 

Committee are concerned, as noted by Dr. Joanne McCarthy, head of policy, 

advocacy and engagement, Disability Federation Ireland (DFI), that because of the 

lack of sufficient data ‘there will be no baseline to determine the effectiveness of the 

UNCRPD and other disability policies’.  

 

283.Article 31 of the UNCRPD specifically requires ‘State Parties undertake to collect 

appropriate information, including statistical and research data, to enable them to 

formulate and implement policies to give effect to the present Convention’. This 

article further requires that data be ‘disaggregated, as appropriate, and used to help 

assess the implementation of State Parties’ obligations under the present 

Convention and to identify and address the barriers faced by persons with disabilities 

in exercising their rights.’81 

 

 
80 ILMI. Overview of the Department of Health “Disability Capacity Review to 2032: A Review of Disability Social 

Care Demand and Capacity Requirements up to 2032, pp. 8  
81 United Nations Convention on the Rights of Persons with Disabilities. Article 31 - Statistics and data collection. 
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284.Sinéad Gibney, IHREC, was particularly concerned regarding data deficits and the 

lack of publicly available real-time disaggregated data because this will be 

problematic for IHREC as a national human rights and equality institution in respect 

of being able to monitor how issues and challenges and the response from the State 

are affecting, particularly, people with disabilities. Ms. Gibney further highlighted that 

the failure to maintain disaggregated data does not only run the risk of concealing 

human rights and equality violations; it is in itself a significant breach of international 

human rights law on the part of the State. 

 

285.Adam Harris, IHREC highlighted further gaps in data collection regarding people with 

disabilities in Ireland, in noting that as an autistic person, he cannot actually answer 

the disability question on the census because autism is not an option and highlighted 

that this is an example of how Ireland is losing data visibility being overly defined and 

confining in the approach. 

Need to strengthen community infrastructure 

286.Community Healthcare Services (CHOs) are the broad range of services that are 

provided outside of the acute hospital system to people in local communities. These 

services include Primary, Social Inclusion, Palliative Care, Mental Health, 

Disabilities, and Older Persons. Disability services are provided in community, day, 

respite, and residential settings and include personal assistant, home support, multi-

disciplinary and other community supports. Services are delivered through a mix of 

HSE direct provision as well as through non-statutory Section 38 and Section 39 

service providers and private providers.82 

 

287.Many witnesses across all types of disabilities highlighted their experience of lengthy 

wait lists for initial assessments and follow-on therapies. The Committee are 

concerned about this delay considering the significant positive impact of early 

intervention on outcomes and improved quality of life. 

 

 
82 HSE. (2021). Community Healthcare East Operational Plan, pp. 45 
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288.The Disability Capacity Review states that the highest relative deficits were for 

dieticians, psychology, and occupational therapy, where the level of service needs to 

roughly double. Speech and language therapy, physiotherapy and social work needs 

to increase by roughly two thirds. The Disability Capacity Review further notes that 

‘aggregating all therapies, expenditure in this area would need to rise by between a 

half and two thirds to address unmet need.’83  

 

289.The Disability Capacity Review further notes that the combined impact of addressing 

unmet need and of demographic change will raise overall demand for therapy 

services by about two thirds by 2032. 

 

290.The HSE’s ‘Mental Health Services for Adults with Intellectual Disabilities: National 

Model of Service’ highlights research that people with an intellectual disability 

experience very poor mental health compared to the general population, with 

common mental disorders occurring around two to three times more often and that 

four in every ten people with intellectual disability experience a mental illness in their 

lifetime.84 

 

291.This report also highlights that internationally, service planners and providers 

assumed that mental health problems for people with intellectual disability would 

substantially reduce when community care programmes were put in place following 

de-institutionalisation. However, it became clear that when service users moved to 

community settings, services were required from both the intellectual disability 

network and the mental health system and the mainstream psychiatric services were 

unprepared to respond to the needs of this population.85 

 

292.Lorraine Dempsey, Inclusion Ireland informed the Committee that prior to Covid-19, 

many people with an intellectual disability reported that they felt invisible and poorly 

treated by mental health services and that they were struggling to access them. Ms. 

Dempsey also highlighted that in this regard, it is vital that the mental health 

 
83 Disability Capacity Review to 2032, pp. 112 
84 HSE. (2021). Mental Health Services for Adults with Intellectual Disabilities National Model of Service, pp. 10 
85 Mental Health Services for Adults with Intellectual Disabilities National Model of Service pp. 12 
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intellectual disability programme is rolled out, funded, and established in com-

munities across the country. 

 

293.The Committee are also aware that there are people with disabilities, particularly 

people with mild intellectual disabilities who may be living semi-independently in the 

community without family support and may have difficulties if they develop mental 

health problems. The Committee are concerned regarding access for these 

individuals to the intensive support and residential care they need, and this could 

lead to these individuals receiving care in psychiatric wards or being inappropriately 

placed in nursing-homes. 

 

294.A ‘Vision for Change and Sharing the Vision’ also highlights that many people in 

HSE hostel accommodation would be better off living more independently in the 

community and also that there is a need to transition people living in HSE mental 

health service congregated settings to mainstream community-based living. 86 

 

295.The Committee are of the view that housing and mental health sectors need to work 

more closely together to transition people from HSE mental health service 

congregated settings and HSE hostel accommodation to mainstream community-

based living.  

 

296.The Committee are also aware that there is need for greater awareness of and 

screening and access to diagnosis for neurodivergent conditions, including autism, 

within mental health services nationally which is best addressed through up-to-date 

training delivered in line with the rights-based social model understanding of 

disability in order to address unconscious biases which exist in the sector due to a 

traditionally medical model approach.  

 

297.The Committee believe that there is a need to strengthen the development of 

community support infrastructure to adequately support people with disabilities to live 

independently in the community. The Committee believe that the approach to 

 
86 Government of Ireland. (2020). Sharing the Vision: A Mental Health Policy for Everyone, pp. 67 
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tackling the unmet need, including mental health, and inequity in service provision 

can also be strengthened through the introduction of UNCRPD Implementation 

Teams in each CHO Area. These implementation teams must be aligned with the 

implementation teams in Local Authorities as recommended in Chapter 2 so to 

ensure strengthened collaboration and bring innovative solutions to providing 

housing and health care supports in the community, while assessing and addressing 

unmet need and developing operational plans to meet this demand. These teams 

must be funded in line with achieving a right to independent living, the Public Sector 

Inclusion Objective and the UNCRPD. 

 

298.The Committee are of the view that the creation of a statutory Public Sector Inclusion 

Objective and UNCRPD Implementation Teams will ensure that all public bodies 

involved in delivery of inclusivity for people with disabilities, including the HSE and 

CHO Areas will act with the objective of meeting the requirements of Article 19 which 

requires meaningful inclusion and independent living in communities with adequate 

supports.  

Independent decision making  

299.The Committee acknowledge that if people with disabilities have a right to 

independent living, they also need to be empowered to make independent decisions. 

This power has been denied to people with mental health problems and intellectual 

disabilities when restrictive legal capacity legislation keeps them from making legally 

recognised decisions.87  

 

300.Article 12 of the UNCRPD on equal recognition before the law is landmark in that it 

requires State parties to recognise people with disabilities as individuals before the 

law possessing legal capacity, including capacity to act, on an equal basis with 

others.   

 

 
87 European Union Agency for Fundamental Rights.(2013). Legal capacity of persons with intellectual disabilities 

and persons with mental health problems. 
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301.In Ireland, a key piece of legislation, essential to ensure compliance with the 

UNCRPD, is the Assisted Decision-Making (Capacity) Act 2015 (ADMC Act) which 

although fully enacted, is largely not yet commenced. When commenced the Act will 

provide a range of legal options for people who are at risk of having their legal 

capacity removed or restricted, across both health and social care services. The 

Decision Support Service (DSS) was established by the ADMC Act, within the 

Mental Health Commission, and its objective is to maximise autonomy for people 

who require support to make decisions about their personal welfare, property and 

financial affairs and will become operational on full commencement of the Act.  

 

302.The Department of Children, Equality, Disability, Integration and Youth intends to 

enable full commencement of the Act by June 2022 in line with operationalisation of 

the DSS. 

 

303.The Committee welcomed hearing that the ADMC Acts fundamental purpose is to 

ensure that an individual is supported to make his or her own decisions as far as 

possible through the guiding principle of the presumption of capacity and as 

Inclusion Ireland note ‘the act says that everyone is presumed to be able to decide 

for themselves unless the opposite is shown.’88 The Committee believe that the 

principle of presumed capacity will be transformational in enabling the cultural shift in 

society where people with disabilities, particularly those with intellectual disability, 

are viewed as being able to make independent decisions and live independently.  

 

304.Aine Flynn, Director, DSS told the Committee that respect for will and preferences 

has been held up by the UN Committee as essential to Article 12. The UN 

Committee rejected any approach based on a person’s best interests. Aine Flynn 

also noted in this regard, that “Best interests” as a standard is not mentioned 

anywhere in the ADMC Act.  

 

305.The Committee welcomed hearing that the recent statutory instrument to facilitate 

the Covid-19 vaccination programme contains a requirement to ascertain the will and 

 
88 Inclusion Ireland. Assisted Decision-making. Retrieved March 3, 2022 from Assisted Decision-making - 

Inclusion IrelandInclusion Ireland 

https://inclusionireland.ie/assisted-decision-making/
https://inclusionireland.ie/assisted-decision-making/
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preferences of a person who cannot supply consent. Aine Flynn noted that the DSS 

understand that this is the first reference to will and preferences in legislation other 

than in the ADMC Act itself. 

 

306.Aine Flynn also highlighted to the Committee that in its General Comment 1, the UN 

Committee interpreted Article 12 as prohibiting substitute decision-making and that 

at the time of ratification of the UNCRPD, the State entered a declaration permitting 

the retention of substitute decision-making in appropriate circumstances, subject to 

appropriate and effective safeguards and as a last resort. 

 

307.In this regard, Maria Ní Fhlatharta, DWI highlighted the need to move towards the full 

supported decision-making mechanism; 

‘while we need to protect everyone from abuse, the current system ignores 

the will and preferences of people and will ultimately always resort to 

substitute decision making. The Assisted Decision Making (Capacity) Act is a 

welcome improvement but it still has a provision that can and will deny 

disabled people their decision-making rights. We need to move towards the 

full supported decision-making mechanism.’ 

 

308.The Committee welcome that the guiding principles of the ADMC Act focuses on the 

will and preferences of the person, rather than of best interest as this aligns more 

clearly with the requirements of Article 12.  

 

309.The proposed amending legislation under the Assisted Decision-Making (Capacity) 

(Amendment) Bill 2021 has been given priority in the current legislative programme 

and will amend the ADMC Act, improving processes and safeguards for those who 

will make use of the new decision-making supports. The General Scheme has been 

referred to the Joint Oireachtas Committee on Children, Disability, Equality, and 

Integration for pre-legislative scrutiny.89  

 

 
89 Department of Children, Equality, Disability, Integration and Youth (2021, 22 November) Press Release. 

Cabinet approves General Scheme of the Assisted Decision-Making (Capacity) (Amendment) Bill. Retrieved 

March 3, 2022 from gov.ie - Cabinet approves General Scheme of the Assisted Decision-Making (Capacity) 

(Amendment) Bill (www.gov.ie) 
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310.The DSS ‘Decision Support Service Demand Forecasting’ report estimates that the 

approximately 44,000 adults living in long term care settings across nursing homes, 

disability services and mental health services and the many people living with 

neurological and mental health conditions that can adversely affect decision-making 

capacity, including an estimated 20,000 to 35,000 people with dementia, are at a 

higher likelihood of benefiting from DSS services.90 

 

311.The Committee believe that the DSS will be a valuable support to people with 

intellectual disabilities or mental health issues in congregated settings, nursing 

homes and other residential settings, and living in the community to transition to 

independent decision making and independent living.  

 

312.However, the Committee are also aware that Family Carers Ireland are concerned 

about the lack of clarity as to how the new system will be resourced considering the 

proposed determination of capacity as a function of the Circuit Court, current waiting 

times for access to the Circuit Court and the very significant challenges in accessing 

expert health professionals. Family Carers Ireland also have concerns regarding an 

independent assessor or an expert panel’s ability to appropriately assess an 

individual’s capacity based on a desk review of medical reports and strongly 

recommend that all assessments of capacity are carried out in person with the 

individual present.91 

 

313.In this regard, the Committee believe that in parallel to the urgent commencement of 

the ADMC Act and operationalisation of the DSS to meet the June 2022 deadline, 

the Department of Children, Equality, Disability, Integration and Youth and the DSS 

must ensure that appropriate resourcing is put in place to ensure the appropriate and 

timely determination of capacity in line with the UNCRPD. 

 
90 Decision Support Service. (2021). Service Demand Forecasting Report, pp. 6 
91 Family Carers Ireland. Assisted Decision-making (Capacity) Act 2015 Relevant person- a recalibration for the 

centrality of rights or just more semantics? Retrieved March 3, 2022 from submission-on-capacity-act.pdf 

(familycarers.ie) 

https://familycarers.ie/media/1428/submission-on-capacity-act.pdf
https://familycarers.ie/media/1428/submission-on-capacity-act.pdf
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Developing the devolved budget framework  

314.As defined in the VFM report; 

‘individualised budgeting is an umbrella term that may take many forms, 

ranging from a method of determining resource allocation to agencies based 

on assessed client need and actual costs, to a ‘money follows the client’ 

model, a brokerage system or a  personal budget model administered by the 

individual service user. With individualised budgeting, the main transfer to the 

service user is the transfer of choice and control over funding decisions. This 

might or might not involve the transfer of actual funds to the individual.’92 

 

315.The Taskforce on Personalised Budgets envisioned personalised budgets as 

enabling a person with disabilities to have choice and control over individualised 

supports in all aspects of their lives, to live an independent life and to be an active 

participant in their community. 

 

316.ESRI highlight that moving from traditional funding routes for support services to 

individualised funding, or personal budgeting must be complemented by central 

government ensuring service quality and policy coherence, as well as independent 

support brokerage and clear eligibility criteria.93 

 

317.ESRI further note that it is important to consider the implications of individualised 

funding schemes on support workers and assistants, for example, research suggests 

that relationships between service users and their assistants are more sustainable in 

an individualised funding system where the user acts as the assistant’s manager 

rather than their employer, with the role of employer delegated to a third-party non-

profit organisation.94 

 

318.ESRI also highlight, that in terms of financing disability support services, some 

countries have adopted a social insurance model, such as the NDIS in Australia, 

 
92 HSE. (2012). Value for Money and Policy Review of Disability Services in Ireland, pp. 172 
93 Specialist Support for Persons with Disabilities Living in the Community Review of the International Literature, 

pp. x 
94 Specialist Support for Persons with Disabilities Living in the Community Review of the International Literature, 

pp. 51 
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which estimates an aggregated expected cost of claims instead of employing 

incremental budgeting.  

 

319.Professor McConkey stated that funding is currently delivered through block funding 

for people in congregated settings, for example, the service provider will get an 

amount that is then averaged out among 20, 30 or up to 50 people. Professor 

McConkey further noted that there is inefficiency in averaging out the funding in this 

way as it means that people with high needs are underpaid, while those people with 

low needs are overpaid. 

 

320.The Committee believe that the current model of block funding is perpetuating a 

model of service that may be ultimately sustaining institutionalism and segregation. 

 

321.The Committee agree with Professor McConkey, that the solution lies in a rights-

based and needs led system where an assessment of people’s needs would be 

undertaken to allow for direct resource allocation to meet the particular needs of 

each person. Those could be personal care needs, social inclusion needs, etc. 

 

322.Professor McConkey also highlighted how the transfers of people from congregated 

living could be managed and funded to prevent other people back filling congregated 

settings. This funding called “bridging funding” is where the ongoing costs of service 

provision is maintained, and additional moneys are allocated to develop new styles 

of services that prevent people from going into settings which is ultimately recouped. 

The investments that exist in the congregated settings will be released through time 

and this investment then pays back the bridging moneys that were used in the first 

instance.  

 

323.The Disability Capacity Review highlights that it is possible that in the future some of 

the additional demand identified will be addressed via a personal budget rather than 

the provision of direct services.  

 

324.The Committee heard from multiple witnesses regarding the challenge to debundle 

money already available within a service to use in a personalised budget. The 
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Committee agree that there is a need to have funding follow the individual but 

presently there are restrictions in transferring funding from one organisation into a 

different organisation. There is no system to help disability services or the HSE look 

at how funding would be allocated to a person that wants to leave a service and 

have a personal assistant as opposed to a day or residential service. 

 

325.Lorraine Dempsey, Inclusion Ireland also highlighted that people moving from 

residential care to social housing often find it impossible to decouple their funding 

from the disability service provider, who receive substantial funding for each person 

in a residential setting. Ms. Dempsey noted that those individuals may be able to 

acquire social housing, but they cannot avail of the offer because they cannot access 

their funding. 

 

326.The Committee are concerned that even though parts of the current system of 

disability services is clearly moving to a person-centred provision, the system on a 

whole reflects a medical approach to disability. The Committee believe that a rights-

based provision of services based on a model of delivering disability supports as a 

personalised budget must be developed which has autonomy, independence, and 

community inclusion for people with disabilities at its core.  

 

327.The Committee recommend that the HSE develop a rights-based and sustainable 

disability residential funding model and management information system in line with 

person centred delivery and the UNCRPD and move away from block funding which 

may perpetuate institutionalism to a more individualised model of budgeting that 

reflects aggregated cost across housing, personal assistant, and home support 

hours. 

 

328.Phase 1 of the Personalised Budgets Demonstration project pilot commenced in 

October 2019 and the ‘HSE’s National Service Plan 2020’ commits to advancing the 

personalised budgets demonstration projects for 180 adults with disabilities. 

However, the Committee heard that the projects are now significantly behind 

schedule by more than three years having initially intended to report in June 2020, 

and that the €1.3 million budget is not sufficient to resource the project. 
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329.James Cawley, ILMI particularly highlighted the delay with progress; 

‘the personal assistance services that are now available in Ireland came into 

existence in 1992 initially as a pilot project. This was started by disabled 

people who designed a system in which they were in control of the direction, 

operation, and management of their personal assistance service. However, 30 

years on, the personal assistance service is still a pilot project.’ 

 

330.Mr. Cawley further noted that people were frustrated about the lack of contact, 

clarity, and a clear sense of a plan for how the demonstrator projects would be 

delivered.  

 

331.The Committee are of the view that the transfer of specialist community-based 

disability services to the Department of Children, Equality, Disability, Integration and 

Youth is an opportunity to review the budget for these services and move to 

implementation of a rights-based model in collaboration with voluntary service 

providers and DPOs, and organisations delivering devolved budgets presently. 

 

332.This rights-based model could include a centralised national scheme, with a 

designated statutory body to implement the scheme and funding given directly to 

people with a disability, like the National Disability Insurance Scheme in Australia.95 

Funding and governance would be shared among all Government departments 

providing supports to people with disability and this scheme must include a 

comprehensive service including; 

a) provision of supports and services, assistance or products that help a person 

in their daily life and help them participate in the community and reach their 

goals across housing, personal assistance, and home care  

b) lifetime approach, investing early in people with disability and children with 

developmental delay to improve their outcomes later in life 

c) addressing the unmet as highlighted in the Disability Capacity Review and 

informed by the forecasting exercise as recommended by the Committee on 

the scale of the need for these services which is not currently being met  

 
95 Government of Australia. National Disability Insurance Scheme. Retrieved March 3, 2022 from National 

Disability Insurance Scheme (NDIS) 

https://www.ndis.gov.au/
https://www.ndis.gov.au/
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Personal assistant service to support independent living 

333.The Committee heard from James Cawley, ILMI how independent living can best be 

achieved by the employment of personal assistants to provide supports where 

needed, and how personal assistance can be the difference between ‘existing’ and 

‘living’ for many people with disabilities. Mr. Cawley further noted that disabled 

people in Ireland have no legal right to a personal assistance service despite 

national policies that support the deinstitutionalisation of disabled people and 

highlighted the need to work together to implement policies to ensure the rights of 

disabled people are upheld. 

 

334.The HSE acknowledge that the role of Personal Assistant Services (PAS) is an 

important element in meeting the objectives of the TTMO report and Article 19 of the 

UNCRPD and that the demand for PAS will increase significantly over time.  

 

335.The HSE also highlighted that PAS, in the main, is provided through a range of 

voluntary service providers, and that the majority of specialised disability provision 

(80%) is delivered through non-statutory sector service providers. The HSE confirm 

that the number of people in receipt of PAS has remained steady throughout the 

pandemic. However, the Disability Capacity Review notes that two thirds of those 

with PAS receive fewer than ten hours support a week, and only 7% receive more 

than 40 hours and acknowledges that a PAS of two hours or less a day is unlikely to 

be able to go much beyond the provision of basic personal care, or unlikely to enable 

someone achieve independent living. 

 

336.The Disability Capacity Review notes that data from the Census suggests that the 

potential pool of those who might require home care/home help or PAS is a multiple 

of those who are currently in receipt of these services. The Disability Capacity 

Review further notes that for illustrative purposes, an increase in the number of 

service users, and in the support hours received especially by those with minimal 

PAS hours, which might go a small way towards meeting gaps in service was costed 

and came to approximately €30m.96 

 
96 Disability Capacity Review to 2032, pp. 124 
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337.The Committee are concerned that the provision of 5% of the budget (based the 

2018 provision) for disability services to support PAS is not enough to support 

independent living aligned with Article 19 of the UNCRPD. The Committee also 

believe that the ‘Cost of Disability in Ireland’ report must inform an adequate funding 

model for the provision of these services. 

 

338.In terms of provision, the Disability Capacity Review, notes that ‘sometimes pressing 

needs can only be met by reducing someone else’s hours of support’97 and ILMI also 

state, that for the majority of people in receipt of PAS, the support they get does not 

allow them to live independent lives and the lack of increased hours means one 

person’s hours are reduced to meet another’s needs is confirmed as policy.98 

 

339.The Disability Capacity Review provides further detail on this in noting that; 

’there has been some substitution of PA Services or home care for respite, but no 

overall increase in support hours available. Pent-up demand for residential 

placements and respite from people on the emergency list has resulted in the 

increased usage of in-home support hours as a holding strategy to somewhat 

ameliorate the high risks in the home. This consequently limits the availability of 

hours to other people with disabilities requiring home care or Personal Assistance.’99 

 

340.Ann Marie Flanagan, Disability Activist told the Committee that; 

‘we now know the personal assistant services has become a form of 

institutionalising people. It is called personal assistance because it comes 

under a budget, but it is home help.’  

 

341.Owen Collumb, Áiseanna Tacaíochta also highlighted the flexibility needed in PAS; 

‘life is not one-dimensional; it changes from day to day, as the PAS does. 

When a person has a personalised budget, he or she can change that budget 

accordingly. He or she can pay for five hours in the morning one day and may 

not need all the additional time. The budget can be maximised accordingly.’  

 
97 Disability Capacity Review to 2032, pp.124 
98 ILMI. Overview of the Department of Health “Disability Capacity Review to 2032: A Review of Disability Social 

Care Demand and Capacity Requirements up to 2032”, pp. 9 
99 Disability Capacity Review to 2032, footnote, pp. 121 
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342.Mr. Collumb further noted how PAS can be medicalised; 

‘many people get hours just to get them out of bed in the morning and 

be put back into bed at night. That is not independent living; it is just 

surviving.’ 

  

343.The Committee believe that the level of service provision allocated under PAS 

currently does not enable a person to live a life of their choosing or access education 

or employment or become involved in meaningful social engagement. The 

Committee recommends that the HSE use the human rights interpretation of 

personal assistance in future development, as outlined by the UNCRPD and the UN 

Committee.100  

 

344.The Committee also heard from Fionn Crombie Angus, Áiseanna Tacaíochta on how 

the Australian National Disability Insurance Scheme is delivering independent living 

using its needs led approach and that through this system; 

‘additional funding is often available to encourage creativity and to fund 

not just people getting to the starting line, in order that it is fair, and 

everybody is at zero instead of being negative, but also to help people 

to have a good life, and creativity is encouraged in that regard.’ 

 

345.The Committee acknowledge that a statutory homecare scheme has been in 

development since 2018101 and currently a reformed model of service-delivery for 

home support, which will underpin the development of the statutory scheme for the 

financing and regulation of home support services, is being piloted. 

 

346.The Disability Capacity Review notes that around 8,000 people get home support 

hours averaging around 7 hours a week and that data from the National Intellectual 

Disability Database for 2017 showed around 1,900 people (half of them children) 

receiving home support.102 

 
100 General comment No. 5 (2017) on living independently and being included in the community 
101 Department of Health. (2018, 26 June) Press Release. Minister Daly launches the report on the findings of the 

public consultation on home-care services. Retrieved March 3, 2022 from gov.ie - Minister Daly launches the 

report on the findings of the public consultation on home-care services (www.gov.ie) 
102 Disability Capacity Review to 2032, pp. 120 

https://www.gov.ie/en/press-release/23eb32-minister-daly-launches-the-report-on-the-findings-of-the-public-cons/
https://www.gov.ie/en/press-release/23eb32-minister-daly-launches-the-report-on-the-findings-of-the-public-cons/
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347.ESRI research supports evidence highlighted in public meetings, in that the 

important distinction between PAS and more traditional home care services, such as 

the Home Support Service in Ireland is that PAS extends beyond basic personal 

care to support independent living and that the focus of PAS services can gradually 

narrow to basic healthcare, with the erosion of support for other elements of 

community living, and thus user control, particularly as demand for personal 

assistance increases.103 

 

348.In this regard, Dr. Joanne McCarthy, DFI noted that a statutory right to home care 

services may negatively impact people with disabilities because; 

‘although it will give (people with disabilities) the right to have someone come 

into their home to get them out of bed in the morning, they will then be 

trapped like a prisoner in their own home because they will not have the 

personal assistance supports to enable them to attend further education, go to 

work, do the shopping or meet friends.’ 

 

349.The Committee are of the view that PAS must be separated out from home care and 

recommend, as highlighted by ILMI, that personal assistance services should not be 

mixed with homecare funding. 

 

350.The Committee are also aware that people with disabilities and their carers can be 

allocated home support hours without any consultation about what is needed or what 

suits best and the Committee therefore it is vital that the new Statutory Home Care 

scheme is needs led. 

 

351.The Committee also believe that the Statutory Home Care scheme must be 

implemented immediately, along with comprehensive, rights-based regulation of the 

homecare sector to remove the statutory bias on placing younger people in 

institutional settings as well as increased consultation with people with disabilities 

and their carers. The Statutory Home Care scheme should enable people to live as 

 
103 Specialist Support for Persons with Disabilities Living in the Community Review of the International Literature, 

pp. ix 
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independently as possible in their home and will enable more broader home-based 

support packages to be developed. 

Inaccessibility of services 

352.Throughout the public meetings the Committee heard evidence of the inaccessibility 

of services across all sectors including the lack of access to mainstream services. It 

was also reported that the built environment can be significantly inaccessible to 

people with disabilities. 

 

353.The Committee are particularly concerned regarding the significant lack of access to 

medical screening and healthcare that women with disabilities experience. 

Unavailability of hoists for appointments, along with significant travel or lack of 

accessible transport and an allocation of insufficient personal assistance hours, lack 

of appropriate Irish Sign Language (ISL) interpretation, physical and information 

access issues, and attitudes have a significant impact on access. 

 

354.Selina Bonnie, speaking on behalf of NWCI’s Disabled Women’s Group, highlighted 

that to ensure that services are accessible, there is a need to strengthen the 

process, under Part III of the Disability Act 2005, for the appointment of access 

officers in public bodies and encourage all public bodies to make their services 

accessible along with developing a register of access officers in this regard. 
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Priority Recommendations on Access to support services 

Recommendations for immediate action; 

4.1. The Department of Children, Equality, Disability, Integration and Youth and the 

Department of Education, in partnership with people with disabilities and their 

DPOs, and Community Development Groups develop a disability awareness 

raising strategy in line with the human rights model of disability including roll out of 

disability awareness and Equality and Human Rights Training for all public sector 

staff.  

 

4.2. The National Ability Support System should be developed to collect 

comprehensive information on unmet need across all groups of disabilities in line 

with the UNCRPD. The Department of Children, Equality, Disability, Integration 

and Youth undertake a forecasting exercise on the scale of the need which is not 

currently being met and develop applicable support pathways in consultation with 

people with disabilities and their DPOs. 

 

4.3. The Department of Children, Equality, Disability, Integration and Youth in 

conjunction with all other relevant departments develop the Quality Data Strategy 

in line with the UNCRPD particularly Article 19 and Article 31. The strategy must 

outline pathways regarding how data in disability services will be improved 

including data on unmet need. Data should be disaggregated by age, gender, 

ethnicity, and disability. The strategy must include; 

a) developing and harmonising definitions of disability across sectors in line 

with the UNCPRD. The National Census of Ireland must also be updated. 

b) how data from various departments will ensure a more comprehensive 

person-centred responses and support independent living for people with 

disabilities 

c) a data disaggregation action plan including how disaggregating CSO data 

from the survey on income and living conditions (SILC) 

d) the establishment of a dedicated research unit similar to PSSRU in the UK 

as recommended by the ESRI in their report104 

 
104 Specialist Support for Persons with Disabilities Living in the Community Review of the International Literature  



Maireachtáil Neamhspleách a chinntiú agus Coinbhinsiún na Náisiún Aontaithe ar Chearta 
Daoine faoi Mhíchumas 

 

Page 98 of 135 
 

e) ensuring a holistic approach to data collection and data processing across 

all sectors and Articles which complies with legally established safeguards, 

including legislation on data protection, ensures confidentiality, complies 

with internationally accepted norms to protect human rights and 

fundamental freedoms, and ethical principles, and ensures respect for the 

privacy of people with disabilities is integral to all data collection and 

processing, as per Article 22 

f) the work of the Central Statistics Office and other public statistical analysis, 

including financial modelling and analysis, should contribute to and 

strengthen our understanding of the implementation and achievement of 

UNCRPD and the SDGs targets and indicators in respect of disability 

 

4.4. Introduction of UNCRPD Implementation Teams in each CHO Area aligned 

with the UNCRPD Implementation Teams in Local Authorities and funded 

accordingly. These must be focused on innovative solutions to provide housing 

and health care supports in the community as well as assessing and addressing 

unmet need. Appropriate targets and progress should be reported to the 

Department of the Taoiseach quarterly. 

 
4.5. Urgent implementation of the Mental Health Services for Adults with 

Intellectual Disabilities: National Model of Service and ensure that mental health 

services for people with intellectual disability are provided by a specialist mental 

health of intellectual disability (MHID) team which is area based. These services 

should be distinct and separate from, but closely linked to, the multidisciplinary 

teams in Intellectual Disability Services. The Department of Housing, Local 

Government and Planning introduce mental health sustainability officers to support 

people with disabilities, or a mental health issue when they are placed in a tenancy 

in the community. 

 

4.6. The Department of Children, Equality, Disability, Integration and Youth and the 

DSS ensure full commencement of the ADMC Act on time, as well as ensuring 

sufficient resourcing to ensure that individuals have the right support to exercise 

decision-making and choice in their own lives and to ensure the appropriate and 
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timely determination of capacity in line with the UNCRPD. The Committee also 

recommend that  the Government move towards the full supported decision-

making mechanism as interpreted by the UN Committee and that the DSS 

strengthen measures to communicate and implement and monitor the principle of 

presumed capacity. 

 

4.7. The HSE Personalised Budgets demonstration projects are moved to 

implementation stage urgently, adequately funded and their report published as a 

priority to aid implementation of the model. The Personalised Budget model must 

include;  

a) full details and clear timelines as well as consultation with the individuals 

who apply to CHO Areas for Personal Assistance Service  

b) a standard assessment of need across all CHO Areas in line with the 

human rights approach to disability 

c) that independent living training and its principles are included  

d) that education and employment assistance services are included  

4.8. The HSE, in conjunction with the Department of Children, Equality, Disability, 

Integration and Youth, voluntary service providers and DPOs implement a rights-

based personalised budget model and management information system in line with 

person centred delivery and the UNCRPD that reflects aggregated cost across 

housing, personal assistant, and home support hours. This must include an 

assessment for direct resource allocation to meet the particular needs of each 

person and take into consideration the Cost of Disability in Ireland report. The 

personal budget model must be rights-based, supported by a centralised national 

scheme to ensure service quality and policy coherence, with a designated 

statutory body to implement the scheme and funding given directly to people with a 

disability.  

 

4.9. Current pathways for accessing Personal Assistance be expanded, with a 

view to establishing an appropriately funded and standardised National Personal 

Assistance system in keeping with Article 19 of the UNCRPD, including an 
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examination of international best practice. This should also include, that the HSE 

use the human rights interpretation of personal assistance in future development, 

as outlined by the UNCRPD and the UN Committee. 

 

4.10. The Committee recommend that personal assistance services should not be 

mixed with homecare funding and that the statutory entitlement to homecare 

should be urgently introduced on a needs led basis, along with comprehensive, 

rights-based regulation of the homecare sector and increased consultation with 

people with disabilities and their carers. 
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Chapter 5 - Equal participation in society 

355.The Committee received evidence of the significant barriers that people with 

disabilities experience in all areas of life that prevent their full and equal participation 

in society. The Committee are aware that the barriers to social protection, accessible 

housing, and accessible transport have particular impact on independent living are 

therefore considered further below. 

Inadequate social protection and consistent poverty  

356.The poverty and employment rates identify Ireland as the worst country in Western 

Europe to be a disabled person in.105 Currently the rate of poverty and social 

exclusion for people with disabilities in Ireland is one of the highest in the EU at 

38.1% and EU figures show Ireland to be the country with the lowest employment 

rate of people with disabilities, at 32.3%.106 

 

357.Lorraine Dempsey, Inclusion Ireland highlighted a key theme in addressing the root 

cause of poverty for people with disabilities ; 

‘the interrelationship between poverty and employment stretches back to 

education. What education path does a person therefore take? If one looks at 

a special education pathway from the point of a three-year-old, we know that 

by the time that person is 18 or 19, he or she will probably still be in a special 

educational setting. We have to look at the outcomes of that, which is quite 

often young people going into day services that are more special all the time. 

That leads us into poverty.’ 

 

358.The Committee are aware that women with disabilities have an increased risk of 

poverty and social exclusion because as highlighted by the UNCRPD and Article 6, 

women and girls with disabilities are subject to multiple discrimination.  

 

 
105 The Irish Times, (January 2020). Ireland worst country in western Europe to have a disability, Retrieved March 

3, 2022 from https://www.irishtimes.com/opinion/joanne-mccarthy-ireland-worst-country-in-western-europe-to-

have-a-disability-1.4134074 
106 EDF, Poverty and Social Exclusion of Persons with Disabilities European Human Rights Report, Issue 4, pp. 

19, 48 

https://www.irishtimes.com/opinion/joanne-mccarthy-ireland-worst-country-in-western-europe-to-have-a-disability-1.4134074
https://www.irishtimes.com/opinion/joanne-mccarthy-ireland-worst-country-in-western-europe-to-have-a-disability-1.4134074
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359.DWI Submission highlights that strategies to address the extremely high poverty 

experienced by women with disabilities and other gender minority people require 

specific focus because too often programmes aimed at increasing employment or 

reducing poverty amongst disabled people ignore gender, and gender equality 

policies tend to ignore the specific needs and experiences of disabled women.  

 

360.As the pandemic and its economic fallout are having a regressive effect on gender 

equality, the Committee recommend that the Department of Children, Equality, 

Disability, Integration and Youth ensure a strengthened focus and measures to 

support women with disabilities and that these are considered and applied across 

implementation of all articles of the UNCRPD.  

 

361.The Committee recommend that the Department of Children, Equality, Disability, 

Integration and Youth, and the Department of Social Protection and the Department 

of Enterprise, Trade and Employment consider the multiple discrimination and 

specific needs and experiences of women with disabilities in their policies. 

 

362.As highlighted by the World Bank, in their report, ‘Building Back Better: Pursuing a 

Greener, More Inclusive, and Resilient Recovery’, there is need in the Covid-19 

Response for countries to expand and strengthen their safety nets and social 

protection systems to significantly rebuild human capital and prevent vulnerable 

groups from falling even deeper into poverty and increase resilience to economic 

crises, natural disasters and climate change impacts.107 

 

363.A ‘just transition’ for people with disabilities in the green recovery may also be 

apparent, as noted by the International Labour Organization in their brief, ‘Persons 

with disabilities in a just transition to a low-carbon economy’; 

‘if the principles of a just transition are done right, the world of work will move 

towards a more inclusive and empowering situation for persons with disabilities. 

 
107 World Bank. International Development Association. Building Back Better: Pursuing a Greener, More 

Inclusive, and Resilient Recovery, pp. 11 
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They would have equal opportunities at benefitting from new or upgraded green jobs 

and the economic empowerment those jobs can offer’.108 

 

364.The Committee are therefore of the view that the response to the Covid-19 presents 

an opportunity not only to ensure a green, sustainable, and resilient recovery but 

also to systematically improve the consistent poverty of people with disabilities and 

create more inclusive economies. 

Cost of disability and disability allowance 

365.The Committee received significant evidence in both submissions to its public 

consultation and witness testimony of the level of poverty of people with disabilities 

in Ireland and the additional costs and expenses that they experience because of 

their disability, which are not accounted for in social welfare payments.  

 

366.The Committee heard particularly from Joanne McCarthy, DFI that the 120,000 

people in receipt of the disability allowance in Ireland are ‘bearing the brunt of 

poverty or risk of poverty.’  

 

367.Catherine Naughton, EDF in particular highlighted; 

‘the extra costs (that people with disabilities experience) include trans-

port, housing, assistance, things which should be covered by social 

protection and other measures which families are taking on 

themselves. The idea of totally separating disability-related support and 

income or employment-related support is really important to ensure 

that when somebody can go into work, they still receive the support 

they need for the extra disability-related costs, which are substantial.’ 

 

368.The ‘Cost of Disability in Ireland’ report highlights that additional costs dissect a 

number of areas of expenditure including equipment, aids and appliances, mobility, 

transport, and communications, medicines, care and assistance services and 

 
108 International Labour Organization. Written submission by International Labour Organization to the 

questionnaire in relation to Human Rights Council Resolution A/HRC/RES/41/21 on human rights and climate 

change. 
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additional living expenses. This report estimated that the overall average annual 

costs of disability in Ireland ranges from €9,482 per annum to €11,734.109 

 

369.The European Anti-Poverty Network Ireland notes that the at-risk of poverty 

threshold in 2017 was €12,521 (or €239.95 per week).110 The €5 increase in the 

weekly rate of social welfare payments, particularly Carer’s Allowance, Carer’s 

Benefit and Disability Allowance, under Budget 2021, therefore appears insufficient. 

Under this Budget, the Disability Allowance was increased from €203.00 per week to 

€208, which falls short of the at-risk of poverty threshold and the cost of living with a 

disability, particularly when the Pandemic Unemployment Payment sets a 

benchmark of €305 for the cost of living. However, as highlighted in the DWI 

Submission, people with disabilities with demonstrably higher costs of living, are 

unable to earn €350 p/w without losing access to disability supports due to means 

testing. 

 

370.DWI Submission calls out that ‘currently, minimum wage in Ireland stands at €366 

per week (€19,014 per annum), meaning that disabled people in Ireland are 

expected to achieve a reasonable standard of living on just 55% of the national 

minimum wage.’ 

 

371.DWI Submission also notes that the ‘Cost of Disability in Ireland’ report shows that 

the cost of disability rises with the number of impairments or conditions an individual 

experiences but the current operation of the Disability Allowance and other disability-

related supports, which assess only how a diagnosis prevents an individual from 

taking up paid employment, does not consider the impact or costs associated with 

their impairments or conditions. 

 

372.The Committee are also aware that a fear of losing the Disability Allowance can act 

as barrier to people with disability who wish to take up employment. This can occur 

as reductions in disability supports begin once a person with disability earns more 

 
109 Department of Social Protection. (2021). The Cost of Disability in Ireland pp. xvii 
110 European Anti-Poverty Network Ireland. Consistent Poverty Rates. Retrieved March 3, 2022 from Consistent 

Poverty Rates - EAPN Ireland 

https://www.eapn.ie/poverty/consistent-poverty-rates/
https://www.eapn.ie/poverty/consistent-poverty-rates/
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than €140 per week. Some people with disabilities may also face an additional risk of 

losing their Medical Card, and associated healthcare supports needed to maintain 

quality of life. This can act as a barrier for people with disabilities to increase their 

incomes to pay for the additional costs they experience by having a disability, and 

lock individuals in consistent poverty. 

 

373.The Committee are concerned that people with disabilities also risk losing supports 

which enables them to take up paid employment in the first instance, such as PAS 

should they work full-time, and they may therefore be unable to keep up 

employment. 

 

374.The Committee also heard that people with disabilities have experienced challenges 

particularly in securing the Disability Allowance and Carer’s Allowance from the 

Department of Social Protection. The Committee heard that the Carer’s Allowance 

may take up to 15 weeks after application for a decision and another five or six 

weeks for a review and a successful outcome.  

 

375.The Committee also note that recent trends in the allocation of the Disability 

Allowance, where more applications are refused than accepted and that a significant 

amount of applications are only successful on appeal, may highlight the need to 

develop a rights-based  system. In 2020, 63.6% of Disability Allowance refusals were 

overturned on appeal, either in whole or in part.111 This may also raise the question 

of inefficiency, whether on the part of the applicant or the process. 

 

376.The Committee were also concerned to hear that there is a need to review the 

discrepancies between the Disability Allowance, the Blind Pension, and other 

supports to prevent systemic discrimination the basis of impairment type. The 

Disability Allowance is capped at State Pension age which may leave older disabled 

people at extreme risk of poverty and deprivation with the risk of losing specific 

 
111 Minister of Social Protection’s response to PQ [14331/21] on 24th May 2021: 

https://www.oireachtas.ie/en/debates/question/2021-03-24/973/, as highlighted in Disabled Women Ireland 

Submission. 

 

https://www.oireachtas.ie/en/debates/question/2021-03-24/973/
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support needs because of their re-categorisation from a person with disability into 

the ‘older persons’ category. 

 

377.The Committee believe that there is a need to increase disability payments to a level 

to allow people with disabilities and their families to reach a minimum standard of 

living and to remove existing barriers to disabled people’s financial independence 

and inclusion in the workforce.  

Limitations of means-testing  

378.The Committee heard that the process of applying for means tested disability-related 

supports is widely viewed as distressing, complicated and dehumanising, by people 

with disabilities, as not only does a person with disability have to ‘prove’ their 

impairment, but they also have to demonstrate how it restricts them from engaging in 

paid employment.  

 

379.The Committee are also aware that means testing, as well as the amount allocated, 

does not adequately reflect the cost of disability. 

 

380.Currently means testing of disability payments and supports are aligned with a 

medical approach to disability and is not rights-based. DWI Submission highlights 

the impact of means testing and that it may undermine;  

‘disabled people’s choice and control over their own lives as well as their 

ability to self-direct the support and expenditure they need in alignment with 

their will and preferences. Means testing may also restrict their ability to 

choose where and with whom to live, as support is tied to the person(s) an 

applicant lives with.’ 

  

381.The Committee agree with DWI and are of the view that the current system of means 

testing disability supports acts as a restraint to people with disabilities living 

independently and does not reflect the capabilities and contributions of people with 

disabilities to society nor does it take into consideration the context of how disability 

supports interact with each other, creating disincentives or negative consequences 

for people with disabilities.  
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382.In this regard, the Committee believe there is a need to develop a rights-based 

approach to social protection for people with disabilities and in line with the 

UNCRPD. 

Lack of financial independence 

383.It is clear from the evidence received that people with disability can become locked 

in consistent poverty, from the significant costs associated with disability, the 

disincentives to employment embedded in the system and the lack of employment 

options. These issues act as barriers for people with disabilities to achieve financial 

security.  

 

384.The Committee are aware that many households with a person with a moderate to 

profound intellectual disability will be required to forego “normal” income earning 

capacity due to carrying out the caring role and therefore not many families can 

afford to make provision for their child’s sustainable future care. 

 

385.The DWI Submission highlights that financial independence has been shown to be 

one of the elements crucial to achieving gender equality and it is no less crucial to 

disabled gender minorities.  

 

386.The Committee believe that ensuring financial independence for people with 

disabilities is key to enabling independent living and inclusion in communities. 

Accessible housing 

387.The Committee held a public meeting on the 14 October 2021 on the topic ‘From 

Accessibility to Universal Design’ and heard that if society is universally designed 

and is made accessible for people with the least mobility, it is made accessible for 

everyone, regardless of age or disability. At this meeting, the Committee heard from 

Bernadette Egan, Architect, and member of the Royal Institute of the Architects of 

Ireland Universal Design Task Force and agreed with her that the overarching 

principle in the journey to meaningful Universal Design is one of human rights and 

equality for everyone which needs to be part of the design conversation. 
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388.To achieve this level of accessibility and equality, Universal Design principles must 

be mainstreamed and must be considered in terms of new builds and in terms of 

retrofitting of publicly owned housing.  

 

389.NDA Submission notes that Universal Design encapsulates and expands the 

promise of accessibility and acknowledge that although Ireland recognises the 

importance of Universal Design, further focus is required to create the environment 

that enables people with disabilities to fully participate on an equal level with the rest 

of society. NDA note that new home design and construction using Universal Design 

principles needs to become established policy. The Universal Design principles for 

home design has been adopted by a number of Approved Housing Bodies, such as 

Clúid, Circle, and Local Authorities, such as Westmeath and Wexford.  

 

390.Bernadette Egan, Architect also noted that;  

‘there is a 60% chance a new home will be occupied by a person with some 

form of disability at some stage. At the same time, 87% of people would like to 

remain in their home as they age. It is not just about wheelchair use and a 

holistic approach should be taken so that buildings can be accessible by 

everybody.’ 

 

391.The Committee heard that the national guidelines, NDA’s ‘Building for Everyone: A 

Universal Design Approach’ are not legally enforceable. There is a need to 

strengthen requirements for adherence to these guidelines and ensure one clear set 

of legally enforceable Universal Design standards in Ireland, with legislation, 

education, and training to enable implementation.  

 

392.The Committee also heard that adopting the Universal Design principles to new 

housing requires a coordinated and integrated approach across Government 

Departments such as Housing, Health, Finance and Transport and between the 

Local Authorities and the approved housing bodies. There is a need to ensure that 

the Universal Design principles are part of the criteria for awarding contracts as part 

of the public procurement process.  
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393.The Committee were concerned to hear about the lack of data on the number of 

wheelchair users in Ireland, as this is not part of the National Census of Ireland and 

Local Authorities may not know the number of wheelchair accessible houses 

required. 

 

394.Joan Carthy, advocate manager, Irish Wheelchair Association (IWA) noted that there 

has been some progress capturing this data with the new housing application form 

but there is a retrospective exercise that needs to be undertaken for the people who 

are already on the approved housing lists to identify the level of unmet need. 

 

395.The key recommendations outlined by Bernadette Egan in her Opening Statement to 

the Committee on the 14 October 2021 inform the Committees recommendations on 

Universal Design outlined at the end of the chapter.  

Review of Building Regulations 

396.Building Regulations (Part M Amendment) Regulations 2010 (Part M requirements) 

aims to foster an inclusive approach to the design and construction of the built 

environment. Part M requirements may be regarded as a statutory minimum level of 

provision as the accompanying technical guidance (Technical Guidance Document, 

TGD M) encourages building owners and designers to have regard to the philosophy 

of Universal Design and to consider making additional provisions, where practicable 

and appropriate. 

 

397.The Committee heard that Part M requirements are insufficient in ensuring fully 

accessible housing because they require housing to be visitable for a wheelchair 

user but not liveable. IWA highlighted to the Committee that there is a need for the 

revision of Part M requirements to ensure adaptable housing, which is fully 

wheelchair accessible. IWA also noted that this review must also include revision of 

the planning policy and frameworks governing how changes will be implemented to 

ensure that sufficient adaptable or wheelchair-accessible housing is available while 

examining the entire surrounding planning policy and frameworks. 
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398.IWA also highlighted other key issues that need to be considered in a review of Part 

M requirements; 

a) examining how the 12 other building regulations in Ireland, ranging from Part 

A to Part M regulations could be strengthened to align with the principles of 

Universal Design 

b) clarification and more awareness that at present not all levels of design 

standards and guidelines will achieve full accessibility for wheelchair users  

 

399.The Committee were concerned to hear that a consequence of the lack of availability 

of wheelchair liveable social housing and private housing in the community, resulted 

in wheelchair users being homeless, involuntarily living with family and friends, in 

nursing homes, and not having control over their lives. 

 

400.NDA Submission highlights that standard accessible toilets do not meet the needs of 

all people with disabilities and that some people, including older people and persons 

with complex and multiple disabilities, need assistance and additional equipment to 

use toilet facilities. NDA further noted that Changing Places Toilets provide space for 

assistance to be provided and equipment, including a hoist and changing bench, to 

address the needs of people who cannot use standard accessible toilets.  

 

401.The NDA Submission highlights to the Committee, that at present, there is no 

requirement in Irish building regulations to provide Changing Places Toilets. NDA 

Submission further stated that many people with disabilities currently must go 

through the indignity and unhygienic option of being changed on the floor of a public 

toilet, as the facilities they need are not available. The Committee heard how the lack 

of changing places toilets acts as a barrier for many families to go on day trips, like 

everyone else.  

 

402.The Committee also heard from Karen Smith, advocate, Changing Places Ireland 

(CPI) regarding the impact of the lack of Changing Places Toilets as there are only 

17 changing places toilet facilities in Ireland;  
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’people with disabilities are excluded from further education and society in 

general due to lack of accessible facilities, of which the basic one is to use a 

toilet.’  

 

403.The Committee note that the Department of Housing, Local Government and 

Heritage have launched the Public Consultation on the Review of Building 

Regulations Part M (Access and Use) to make provision for a changing places toilet 

in certain buildings on the 9 February and will be open until the 12 May 2022. 

Housing Adaptation  

404.A Housing Adaptation Grant for Older People and People with a Disability is 

available from Local Authorities if a person needs to make changes to a home to 

make it more suitable for a person with a physical, sensory, or intellectual disability 

or mental health difficulty, for example, making it wheelchair-accessible, extending it 

to create more space, adding a ground-floor bathroom or toilet or a stairlift.112 

 

405.The grant is means tested and is available to households whose total gross annual 

household income does not exceed €60,000 and provides up to €30,000 to cover up 

to 95% of the works. A minor grant, which is also means tested can be applied for 

under the Mobility Aids Grant Scheme. 

 

406.The Committee heard that the Housing Adaptation Grant is a valuable resource for 

keeping people in their homes but there are issues with it including; 

a) the limit of €30,000 is not in line with building costs  

b) limitations of the income threshold exclude a lot of people who need 

adaptations 

c) means testing in the grant takes into account all household income 

d) there is a focus only on processing Priority 1 applications 

 

 
112 Citizens Information. Housing Adaptation Grant for People with a Disability. Retrieved March 3, 2022 from 

Housing Adaptation Grant for People with a Disability (citizensinformation.ie) 

https://www.citizensinformation.ie/en/housing/housing_grants_and_schemes/housing_adaptation_grant_for_people_with_disability.html
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407.The Committee also heard that the Housing Adaptations Grants require that the 

applicant incurs the expenditure in advance before the grant can be drawn down. 

This means that this funding may be inaccessible to a large section of people with 

disabilities who cannot accrue the capital needed for this type of expenditure but 

need adaptations to their house. 

 

408.The Committee are also aware that some people must wait quite lengthy periods and 

either live in unsuitable accommodation, remain in hospital, or go into a nursing 

home while waiting for a housing adaptation.  

 

409.The Committee consider that the use of the Housing Adaptation Grant to retrofit 

existing social and private houses to make them accessible for people with 

disabilities is inefficient as currently the building regulations do not include a 

provision for the development of fully accessible housing. The Committee believe 

that using the principles of Universal Design from the beginning of a project is more 

cost effective than retrofitting it at a later stage. 

 

410.Considering that the TTMO report recommends that people with disabilities should 

be provided with a level of choice about where to live that includes the choice to live 

with their own family or opt for long‐term placement with another family, the 

Committee believe that a mechanism must be included under the Housing 

Adaptation Grants process whereby individuals choosing to live with families can 

access the grant as an individual without the rest of the household income being 

included as part of the means test. This will support individuals to live independent 

lives in housing that is appropriate to their needs. 

Accessible transport and built environment 

411.The Committee understand that the UNCRPD, provides a legal basis for people with 

disabilities to have the right to live independently and participate fully in all aspects of 

life. However, from submissions received to its public consultation and evidence 

provided at the public meetings, the Committee are aware that the lack of access to 

transport and the built environment are key barriers to the realisation of these 
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fundamental rights and can lead to further economic, social, and personal isolation. 

The Committee are also aware that people with disabilities in Rural Ireland are more 

significantly impacted because they can experience significant barriers to public 

transport and personal transport.  

 

412.Considering the extent of the issue of the inaccessibility of transport, the Committee 

held two public meetings, one with a focus on public transport, ‘Accessibility in 

Planning and Delivery of Transport Projects’ on 3 June 2021, and one with a focus 

on private or personal transport, and considered the Ombudsman’s report, 

‘Grounded - Unequal access for people with disabilities to personal transport 

schemes’, on 16 December 2021. 

 

413.At the public meeting on ‘Accessibility in Planning and Delivery of Transport 

Projects’, Peter Walsh, Chief Executive, Transport Infrastructure Ireland (TII) 

discussed how the strategic decision to follow the continental model of new 

generation light rail for the development of the LUAS meant that people with a vision 

or hearing impairment, wheelchair users or those with mobility issues, could travel 

independently for the first time. The Committee note that the level of consultation 

undertaken at the earliest stages of design in the LUAS development achieved 

consensus with marginalised groups. 

 

414.The Committee also welcomed hearing from Hugh Creegan, Deputy Chief 

Executive, National Transport Authority (NTA), how the NTA engaged with transport 

service provider disability user groups for input when purchasing a new fleet or when 

designing new infrastructure, where for example, a representative of the IWA 

attended the manufacturing plant to review the wheelchair arrangements before the 

fleet was finished. NTA noted that modifications would be made to the vehicles on 

foot of these types of engagements. 

 

415.The Committee notes the good practice in these instances, however the UNCRPD 

requires that people with disabilities must be consulted with regarding decisions that 

affect their lives, across all projects and programmes.  
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416.At this meeting, the Committee also heard that all new public transport infrastructure 

and public transport fleet are designed and constructed to be fully accessible but that 

legacy elements of the existing system need to be addressed urgently. However, the 

Committee are concerned because people with disabilities continue to experience 

significant barriers to accessing transport including the lack of wheelchair accessible 

bus stops, lack of seatbelts in wheelchair zones, limited services in rural areas, 

insufficient wheelchair places on buses, lifts at stations frequently not working, 

people being left waiting for ramps, lack of changing places toilets in public transport 

buildings, service dogs not being accepted on buses and the need for users to book 

their journeys hours in advance. 

 

417.The Committee believe that it is inappropriate and inefficient that a service user 

wanting to use a train, or a DART has to arrange for a staff member to be there to 

enable him or her to get onto a carriage. The Committee believe that there is a need 

for the Department of Transport and the NTA to radically strengthen their ambition in 

this regard and set a target date to eliminate the practice of people with disabilities 

having to book assistance to access public transport.  

 

418.The Committee acknowledge the progress in enabling approximately 90% of 

Transport for Ireland (TFI) Local Link bus services as wheelchair accessible, and 

since October 2019, all vehicles contracted for the delivery of these services must 

now be wheelchair accessible. However, the Committee have heard that TFI Local 

Link bus services have refused to accept people with disabilities without a carer or to 

carry out individual pick-ups for people with disabilities. 

 

419.An issue raised by the Committee at its meeting on ‘Accessibility in Planning and 

Delivery of Transport Projects’ was the additional cost of wheelchair-accessible taxis 

for people with disabilities compared to everyone else. This has significant impact on 

people with disabilities living in rural areas who are dependent on taxis to transport 

them to appointments as they can be charged twice the cost of a regular taxi fare, 

and where public transport may not be available. The Committee are aware that 

many people with disabilities also find it difficult to book an accessible taxi and a 
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reason may be that there is limited supply and the HSE need to contract accessible 

taxis.  

 

420.The Committee are of the view that more transparent accessibility policies and a 

more robust complaints mechanism is required for transport services operated under 

the NTA’s remit for passengers denied service on the basis of disability.  

 

421.The Committee also believe that while accessible public transport should be at the 

heart of transport planning, equality of access to private transport, such as family 

cars (with suitable adaptations, where required) should not be overlooked. Public 

transport alone is not sufficient to meet all people with disabilities transportation 

needs to allow them to participate equally in economic, cultural and community life, 

particularly in rural areas. There is a need to ensure people with disabilities have 

access to transport schemes so that if they had a car, it could be adapted, or they 

could get a taxi more often. 

 

422.Regarding the current personal transport schemes available for people with 

disabilities, the Mobility Allowance (MA) and Motorised Transport Scheme (MTS), 

the Ombudsman’s Office produced reports in 2011 and 2012 on the grounds that 

these schemes were not compliant with equality requirements in the context of the 

Equal Status Acts. The Government decided to close these schemes in 2013, on 

foot of the reports of the Ombudsman.  

 

423.At the meeting on 16 December 2021 with the Ombudsman on his report ‘Grounded 

- Unequal access for people with disabilities to personal transport schemes’ the 

Committee were concerned to hear that 8 years had passed since the Ombudsman 

reports on the schemes, and no new schemes have been introduced. The significant 

delay and record of inaction by the Department of Health regarding implementation 

of the Ombudsman’s actions is not acceptable in that it may impact the integrity of 

the complaints process that the Ombudsman office upholds.  

 

424.The importance of the Ombudsman’s role is in providing independence and 

impartiality to ensure better government and public governance. The Ombudsman 



Maireachtáil Neamhspleách a chinntiú agus Coinbhinsiún na Náisiún Aontaithe ar Chearta 
Daoine faoi Mhíchumas 

 

Page 116 of 135 
 

investigates complaints against public bodies and, where appropriate, recommends 

redress and while Ombudsman recommendations are not usually binding, they are 

nevertheless normally implemented by public bodies. Where a public body refuses to 

implement a recommendation, the Ombudsman reports this to the Houses of the 

Oireachtas which will usually consider the matter in the relevant committee.113 

 

425.The Committee acknowledge that the Ombudsman’s report has highlighted the 

unfairness and inequity of these schemes, and the response by Government has 

been to either discontinue the schemes without replacement, or in the case of the 

Disabled Drivers and Disabled Passengers scheme, to reinforce the inequitable 

eligibility criteria in primary legislation. 

 

426.The Committee are concerned to hear that these transport schemes discriminated 

against older people because, as highlighted by the Ombudsman, the deficiency in 

the previous transport schemes that was identified was principally the lack of access 

for older people because there was an upper age limit on the scheme. The 

requirements for older people and those with disabilities can be just the same as for 

younger people with disabilities, so the closing of the scheme to those at a particular 

age appears discriminatory. 

 

427.Action 104 under the National Disability Inclusion Strategy commits to a review of 

transport supports encompassing all Government funded transport and mobility 

schemes for people with disabilities, to enhance the options for transport to work or 

employment supports for people with disabilities and to develop proposals for 

development of a coordinated plan for such provision.114  

 

428.The Committee are aware that given the closure of the MTS and MA schemes, the 

Disabled Drivers and Disabled Passengers scheme, operated by the Office of the 

Revenue Commissioners, took on an increasing importance for people with 

 
113 Ombudsman. Developing and Optimising the Role of the Ombudsman. Retrieved March 3, 2022, from The 

Role Of The Ombudsman | Submissions & Proposals | Ombudsman.ie | The Office Of The Ombudsman 
114 Department of Justice & Equality. (2017 - 2021 ). National Disability Inclusion Strategy, pp. 44 

https://www.ombudsman.ie/publications/submissions-and-proposals/developing-and-optimising/
https://www.ombudsman.ie/publications/submissions-and-proposals/developing-and-optimising/
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disabilities seeking support.115 The Drivers and Disabled Passengers scheme 

enabled tax concessions for people with disabilities or people who were providing 

transport for them. To qualify for tax relief under the scheme, the person with a 

disability must have a valid Primary Medical Certificate (PMC) which they qualify for 

if they satisfy certain medical grounds for eligibility. 

 

429.However, the Committee are aware that PMC assessments were significantly 

impacted from delays and backlogs when it was discontinued on foot of the Supreme 

Court decision of June 2020 which found that the medical criteria did not align with 

the regulation making mandate given in the primary legislation to further define 

criteria for ‘severely and permanently disabled’ persons. The Ombudsman noted that 

his office had highlighted the restrictive nature of the criteria and that ultimately, the 

courts determined that the criteria for the scheme were not consistent with the 

legislation, but rather than change the criteria, the Government wrote the deficient 

criteria into the primary legislation.116 

 

430.The Committee are aware that further delays were experienced by people with 

disabilities who would have benefitted from this scheme as staff were redeployed to 

the Covid-19 response and because people were not being brought into hospitals for 

PMC assessment by medical officers due to Covid-19 restrictions.  

 

431.The Committee are also aware that the PMC assessment process has been 

recommenced following the approval of the Finance Act 2020 and that the Minister 

for Finance intended to undertake a comprehensive review of the scheme, to include 

a broader review of mobility supports for persons with disabilities and the criteria for 

qualification for the Scheme in 2021 which would enable new proposals to be 

brought forward for consideration.117  

 

 
115 Ombudsman. (2021). Grounded Unequal access for people with disabilities to personal transport schemes 
116 Minister for Finance response to PQ [209/21]. Retrieved March 3, 2022, from Primary Medical Certificates – 

Tuesday, 25 May 2021 – Parliamentary Questions (33rd Dáil) – Houses of the Oireachtas  
117 Minister for Finance response to PQ [209/21]. Retrieved March 3, 2022, from Primary Medical Certificates – 

Tuesday, 25 May 2021 – Parliamentary Questions (33rd Dáil) – Houses of the Oireachtas 

https://www.oireachtas.ie/en/debates/question/2021-05-25/209/
https://www.oireachtas.ie/en/debates/question/2021-05-25/209/
https://www.oireachtas.ie/en/debates/question/2021-05-25/209/
https://www.oireachtas.ie/en/debates/question/2021-05-25/209/
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432.The Committee are further aware that appeals are being heard in Dún Laoghaire in 

Dublin and some in Cork which increases the inaccessibility of the process for 

people with disabilities. It has also come to the Committees attention that members 

of the Disabled Drivers Medical Board of Appeal who undertake the appeals process 

have resigned, which is causing further delay.  

 

433.The Committee agree with the Ombudsman’s view that the criteria for qualification 

under the PMC process to access the Disabled Drivers and Disabled Passengers is 

very restrictive. The Ombudsman noted that the reason a person needs transport is 

because he or she is not mobile enough to access community facilities without it and 

having to fit into this narrow definition excludes many people who are just as much in 

need of access to support through the scheme as the people it admits.  

 

434.The Committee are of the view that the situation may be a violation of individuals’ 

rights under the UNCRPD, including their right to equal access to transport under 

Article 9 and the right to live independently under Article 19. 

 

435.Considering the need to offset the widespread inaccessibility of public transport and 

rising costs of private transport which sees many people with disabilities isolated in 

their homes and unable to fully participate in community life, particularly in rural 

areas, the Committee believe that there is urgent need for the Department of 

Finance to prioritise the reintroduction or replacement of the suspended Motorised 

Transport Grant and the Mobility Allowance scheme or replacement scheme. 

 

436.Regarding the built environment, the Committee are aware that poor infrastructure in 

urban and rural areas can have significant impact on people with disabilities, for 

example, curb ramp and sidewalk availability and condition, walking paths condition, 

lighting, ramp availability, presence and features of crosswalks, availability of resting 

places and shelter on streets, availability of bus shelters, safety, and traffic on roads, 

inappropriate placement of cycle lanes, inappropriate outdoor dining modifications 

and placements of waste bins.  
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437.The Committee believe that these issues may not be recognisable at the review 

stage in design and are therefore not planned and accounted for. This further 

highlights the need for people with disabilities and their DPOs to be consulted with in 

a comprehensive and meaningful way, as service users, in advance of the design 

stage of a project. 

 

438.At the public meeting on ‘Accessibility in Planning and Delivery of Transport 

Projects’, the Committee raised the issue of the lack of bus shelters including seating 

at bus stops for people with disabilities. The Committee heard that Local Authorities 

identify the top 20 or 30 bus stops in their counties that require bus shelters and 

apply for funding accordingly. 

 

439.The Committee believe that there is urgent need to increase ambition regarding 

accessibility of people with disabilities across all sectors by developing an All of 

Government National Plan for Accessibility in line with Universal Design principles 

and in consultation with people with disabilities and DPOs, including family carers. 
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Priority Recommendations on Equal participation in society 

Recommendations for immediate action; 

5.1. Develop a rights-based approach to social protection for people with 

disabilities and in line with the UNCRPD and; 

a) introduce a cost of disability payment for people living with disability to 

achieve the same standard of living as non-disabled people and to remove 

existing barriers to disabled people’s financial independence and inclusion in 

the workforce. In the interim increase disability payments to a level to allow 

disabled people and their families to reach a minimum standard of living  

b) review Housing Adaptation Grants to assess whether income thresholds 

should be raised to reflect the costs of disability on families  

c) review current practices which transfer recipients of Disability Allowance and 

related disability-specific supports to a standard State Pensions on reaching 

the mandated age (currently 66 years) 

d) assess the impact of means testing of Carers Allowance and related 

supports  

e) ensure that disability-related therapies, rehabilitative programmes, and 

support are granted on the basis of need, not on Medical Card status or 

means testing 

f) support the cost of prosthetics and their replacement and maintenance and 

introduce entitlement to medical cards on a mandatory basis for amputees  

5.2. The Department of Social Protection undertake a review of the means testing 

process in consultation with people with disabilities and their DPOs to ensure that 

such testing does not constitute a risk factor in contributing to widening inequality 

and that such crucial factors are not omitted in future UNCRPD implementation 

and include all other relevant departments that are responsible of delivery of 

supports for people with disabilities. 
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5.3. The current planning framework is urgently reviewed to identify whether it 

facilitates compliance with the UNCRPD requirement to ensure accessibility in 

relation to housing, including older housing stock. The review must include; 

a) strengthening requirements for adherence to the guidelines Building for 

Everyone: A Universal Design Approach and ensure there is only one set of 

legally enforceable accessibility standards in Ireland, with legislation, 

education, and training to implement this effectively 

b) a requirement for Local Authorities to identify what targets should be 

established to achieve fully accessible housing including wheelchair 

accessible. This must include identifying wheelchair users’ who are already 

on the approved housing lists. This information will inform the planning 

decisions for approved housing bodies and private developers 

c) that the review includes consideration of the impact of Universal Design on 

all other building regulations and how they could be strengthened in 

alignment with the principles of Universal Design 

d) consider how building regulations can ensure that the building is accessible 

on the whole and in consultation with people with disabilities and their DPOs  

e) how the delivery of wheelchair-liveable homes will be included in the 9,500 

new homes that are planned annually for the next five years 

f) mechanism to ensure compliance at Local Authority level with the 

regulations along with mandatory building inspection  

5.4. The Centre of Excellence in Universal Design (CEUD) at the NDA be 

developed and expanded with people with disabilities regarding the 

implementation of Universal Design to become an independent monitoring body of 

the accessibility of the built environment, together with the establishment of a new 

enforcement mechanism with dedicated funding, time-specified deadlines, and 

appropriate sanctions for those who create an inaccessible built environment 

including; 

a) Universal Design principles are included on the curricula of all secondary 

and third-level institutions in Ireland 
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b) CEUD must launch a national awareness campaign to promote and highlight 

Universal Design and the right of people with disabilities to access the built 

environment 

c) CEUD must launch a national awareness campaign to promote and highlight 

Universal Design and the right of people with disabilities to access the built 

environment 

5.5. The Government must recognise the importance of access for people with 

disabilities to appropriate facilities and give support to legislation and funding for 

Changing Places Toilets and develop and publish a list of fully accessible public 

toilets, including changing place facilities, to enable people with disabilities to plan 

their journeys. 

5.6. To support the decongregation process the Housing Adaptation Grant must be 

expanded to enable individuals who choose to live with their own family or opt for 

long‐term placement with another family, can access the grant as an individual 

without the rest of the household income being included as part of the means test. 

5.7. The Housing Adaptation Grants must be reviewed in consultation with people 

with disabilities and their DPOs and that this review must consider; 

a) the grant amount in the context of the actual cost of adaptions 

b) the scope of the grant to meet the need of those with complex needs 

c) further adjusting the criteria for the means test so that it does not consider all 

household income 

d) an up-front grant for successful applications to ensure they can be accessed 

by all who need them 

5.8. The Department of Finance prioritise the reintroduction or replacement of the 

suspended Motorised Transport Grant and the Mobility Allowance scheme or 

replacement scheme and that; 

a) proposals are made available for public consultation  
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b) the scheme must be able to reflect the additional costs that people 

experience as a consequence of being disabled and retain these 

characteristics that were included in the previous schemes 

c) remove the upper age limit on any new scheme 

5.9. The qualification criteria for the Disabled Drivers and Passengers Scheme and 

the PMC process must be updated in line with the UNCRPD and reflect a rights-

based and needs led approach focused on mobility rather than defined disabilities 

and that; 

a) a replacement board be urgently put in place for the Disabled Drivers 

Medical Board of Appeal 

b) a review the Disabled Drivers and Passengers Scheme is undertaken to 

ensure it meets current purchasing costs for accessible vehicles and to 

future-proof it against proposed ‘phasing out’ of diesel and petrol vehicles  

5.10. The development of an All of Government National Plan for Accessibility and 

monitoring framework to ensure full inclusion in consultation with people with 

disabilities and their DPOs and agree annual targets across all the sectors. This 

national plan must include; 

a) strengthened measures to ensure access to mainstream health services for 

people with disabilities including medical screening and healthcare for 

women with disabilities  

b) strengthened process under Part III of the Disability Act 2005 for the 

appointment of access officers in public bodies to make their services 

accessible along with the development a register of access officers  

c) input from people with disabilities and their DPOs at the design stage of 

projects  

d) assessment of the number of people with disabilities by Local Authority 

UNCRPD Implementation Teams and ensuring input on any plans that affect 

their lives for example which bus stops are the most in need of bus shelters 
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e) ensure that investment under the National Development Plan to support the 

development of a sustainable and universally accessible national public 

transport system including 100% of TFI Local Link bus services being 

wheelchair accessible  

f) annual targets for the retrofitting of older public transport infrastructure with a 

report measuring progress against these targets deliverable to the 

Department of Transport on an annual basis  

g) examine the possibility of extending TFI Local Link bus service to support 

people in full-time employment  

h) improve grant aid to increase the number of wheelchair taxis available while 

developing interim measures to deal with additional cost that people with 

disabilities experience 

i) finalise upgrades on lifts and provide alternative if certain lifts are not 

working in a station 

j) the Department of Transport and the NTA radically strengthen their ambition 

and set a target date to eliminate of the practice of requiring people with 

disabilities to ring ahead to access transport services 
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Appendix  

Appendix 1 - Terms of reference of the Joint Committee 

Orders of Reference - Dáil Éireann 
 

(1) That a Select Committee consisting of 9 Members be appointed by Dáil Éireann 

to form the Joint Committee on Disability Matters to consider all disability matters 

including monitoring the implementation (by Ireland) of the United Nations 

Convention on the Rights of People with Disabilities.  

 

(2) That the Select Committee on Disability Matters shall consider and report on- 

 (a) the ‘Implementation Plan’ for the United Nations Convention on the Rights 

 of Persons with Disabilities (UNCRPD) and national strategies including the 

 National Disability Inclusion Strategy and sector strategies for the purpose of- 

 (i) ensuring implementation plans are configured to advance the 

 UNCRPD while delivering outcomes for persons with disabilities in their 

 lived experience and planning into the future; 

 (ii) making recommendations which align the plans and strategies of 

 Ireland’s international obligations; 

 (iii) monitoring progress of the drafting and initiation of required and 

 relevant legislation; 

 (iv) engaging with Ministers and the Secretaries General of relevant 

 Government departments regarding implementation measures and 

 budgetary measures; 

 (v) aligning the UN Sustainable Development Goals with the provisions 

 of the UNCRPD; 

 (vi) supporting the embedding of a rights-based approach to disability 

 as provided by the UNCRPD within Ireland’s economy, society, and 

 culture; 

 (vii) reviewing Ireland’s Report/s to the UNCRPD Committee; 

 (viii) monitoring and ensuring the timely implementation of the Optional 

 Protocol of the UNCRPD; 

 (b) the effectiveness of- 
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(i) all national processes established to implement the UNCRPD;  

(ii) the National Framework for Monitoring the implementation of the 

Convention including engagement with the Irish Human Rights and 

Equality Commission and the National Disability Authority.   

(3) For the purposes of paragraph (2) the Committee shall- 

 (a) engage with persons with disabilities, family carers, Disabled Persons 

 Organisations, service providers and advocates in the Committee’s work;  

 (b) consider other topics that the disability community identifies as key as 

 agreed by the Committee;  

 (c) have regard to Concluding Observations of the UN Committee on the 

 Rights of Persons with Disabilities (UN Committee) with respect to Ireland’s 

 periodic reports, review the Government response to the Observations of the 

 UN Committee and make its own recommendations with respect to same. 

 

(4) The Joint Committee shall have the powers defined in Standing Order 96, other 

than paragraphs (3) to (9) inclusive thereof;  

 

(5) The Chairman of the Dáil Select Committee shall also be Chairman of the Joint 

Committee 

 

Orders of Reference - Seanad Éireann 
 

(1) That a Select Committee consisting of 5 Members to be appointed by Seanad 

Éireann to form the Joint Committee on Disability Matters to consider all disability 

matters including monitoring the implementation (by Ireland) of the United Nations 

Convention on the Rights of People with Disabilities.  

 

(2) That the Select Committee on Disability Matters shall consider and report on- 

 (a) the ‘Implementation Plan’ for the United Nations Convention on the Rights     

 of Persons with Disabilities (UNCRPD) and national strategies including the 

 National Disability Inclusion Strategy and sector strategies for the purpose of- 
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 (i) ensuring implementation plans are configured to advance the 

 UNCRPD while delivering outcomes for persons with disabilities in their 

 lived experience and planning into the future;  

 (ii) making recommendations which align the plans and strategies of 

 Ireland’s international obligations;  

 (iii) monitoring progress of the drafting and initiation of required and 

 relevant legislation;  

 (iv) engaging with Ministers and the Secretaries General of relevant 

 Government departments regarding implementation measures and 

 budgetary measures;  

 (v) aligning the UN Sustainable Development Goals with the provisions 

 of the UNCRPD;  

 (vi) supporting the embedding of a rights-based approach to disability 

 as provided by the UNCRPD within Ireland’s economy, society, and 

 culture;  

 (vii) reviewing Ireland’s Report/s to the UNCRPD Committee;  

 (viii) monitoring and ensuring the timely implementation of the Optional 

 Protocol of the UNCRPD; 

 (b) the effectiveness of- 

 (i) all national processes established to implement the UNCRPD;  

 (ii) the National Framework for Monitoring the implementation of the 

 Convention including engagement with the Irish Human Rights and 

 Equality Commission and the National Disability Authority.  

 

(3) For the purposes of paragraph (2) the Committee shall- 

 (a) engage with persons with disabilities, family carers, Disabled Persons 

 Organisations, service providers and advocates in the Committee’s work;  

 (b) consider other topics that the disability community identifies as key as 

 agreed by the Committee;  

 (c) have regard to Concluding Observations of the UN Committee on the 

 Rights of Persons with Disabilities (UN Committee) with respect to Ireland’s 

 periodic reports, review the Government response to the Observations of the 

 UN Committee and make its own recommendations with respect to same. 
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(4) The Joint Committee shall have the powers defined in Standing Order 72, other 

than paragraphs (3) to (9) inclusive thereof; 

 

(5) The Chairman of the Dáil Select Committee shall also be Chairman of the Joint 

Committee 
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Appendix 2 - Public stakeholder engagement 

Date of public 
meeting & link to 
Transcript 

Meeting topic Witnesses 

04 November 
2020 
 

National 
Disability 
Inclusion 
Strategy 
 

Minister for Children, Equality, Disability, 
Integration & Youth, Roderic O’Gorman, TD. 
 
Minister of State for Disability Issues, Anne 
Rabbitte, TD. 

11 November 
2020 

National 
Disability 
Inclusion 
Strategy 
 

Representatives from the National Disability 
Authority, Dr Aideen Hartney, Director and  
Dr Rosalyn Tamming, Interim Head of 
Policy, Public Affairs & Research  
 
Representatives from the Irish Human 
Rights and Equality Commission, Sinéad 
Gibney, Chief Commissioner and Dr. 
Rosaleen McDonagh, Commission Member 
and Chair of the Commission’s Disability 
Advisory Committee  

18 November 
2020 

UN Convention 
on the Rights 
of Persons 
with 
Disabilities 

UN Special Rapporteur, Professor Gerard 
Quinn, Raoul Wallenberg Chair (Raoul 
Wallenberg Institute, Sweden) & Research 
Chair, University of Leeds 

09 March 2021 “Nothing about 
us without us” - 
Achieving 
equal rights 
and equity for 
women with 
disabilities 

Representatives from the National Women's 
Council of Ireland, Catherine Lane, Women 
in Local, Community and Rural 
Development Officer, Maureen McGovern, 
Disability and community activist and Selina 
Bonnie, a member of the National Women’s 
Council of Ireland (NWCI) Disabled 
Women’s Group and Vice Chair of the 
Independent Living Movement Ireland  
 
Representatives from Disabled Women 
Ireland Amy Hassett, Co-Director and Maria 
Ní Fhlatharta, Co-Director 

30 March 2021 How housing 
policy aligns 
with the United 
Nations 
Convention on 

Minister of State at the Department of 
Housing, Local Government and Heritage, 
Peter Burke T.D. 
 

https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2020-11-04/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2020-11-04/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2020-11-11/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2020-11-11/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2020-11-18/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2020-11-18/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-03-09/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-03-30/debate/mul@/main.pdf
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the Rights of 
Persons with 
Disabilities 
(UNCRPD) 

Officials from Dept. of Housing, Local 
Government and Heritage 

20 April 2021 Progress on 
the National 
Disability 
Inclusion 
Strategy 
(2017-2021) 

Representatives from the Disability 
Federation of Ireland, John Dolan, Chief 
Executive Officer and Dr Joanne McCarthy, 
Head of Policy, Advocacy and Engagement 
 
Representatives from Inclusion Ireland, 
Lorraine Dempsey, Interim Chief Executive 
Officer and Jacqui Browne, Chairperson, 
Disabled Persons Organisation’s Coalition 
(member of Disability Participation and 
Consultation Network) 

20 May 2021 Assisted 
Decision-
Making 
(Capacity) Act 
2015 and the 
establishment 
of the Decision 
Support 
Service (DSS) 

Representatives from the Decision Support 
Service, Áine Flynn, Director, Joanna 
Macklin, Head of Panel Management, Kate 
Frowein and Ian Grehan, Head of 
Registration and Supervision and Patsy 
Fitzsimons, Head of Complaints and 
Investigations 

27 May 2021 UNCRPD 
implementation 
and ratification 
of the Optional 
Protocol 

Representatives from European Disability 
Forum Catherine Naughton, Director and 
Pat Clarke, Vice President 
 
Members of the Spanish Senate, Comisión 
para las Políticas Integrales de la 
Discapacidad 
María Teresa Fernández Molina, 
Chairperson, Jesús Caro Adanero, First 
Vice-chairperson, Alfonso Escudero Ortega, 
First Secretary, Miguel Lorenzo Torres, 
Second Secretary, Patricia Abascal 
Jiménez, Josep Rufà Gràcia and Eduardo 
Fernández Rubiño. 
 
Representatives from the United Nations 
Committee on the Rights of Persons with 
Disabilities, Markus Schefer, Committee 
Member  

https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-04-20/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-05-20/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-05-27/debate/mul@/main.pdf
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03 June 2021 Accessibility in 
planning and 
delivery of 
transport 
projects 

Representatives from Transport 
Infrastructure Ireland, Peter Walsh, Chief 
Executive Officer and Sarah O'Donnell, 
Access Officer 
 
Representatives from National Transport 
Authority, Anne Graham, Chief Executive 
Officer and Hugh Creegan, Deputy Chief 
Executive Officer 

17 June 2021 UNCRPD 
implementation 
and ratification 
of the Optional 
Protocol 

Representatives from the Department of 
Children, Equality, Disability, Integration and 
Youth, Fergal Lynch, Secretary General, 
Carol Baxter, Assistant Secretary, Úna Ní 
Dhubhghaill, Principal Officer and Richard 
Quilliam, Assistant Principal 
Representatives from the Irish Human 
Rights and Equality Commission, Sinéad 
Gibney, Chief Commissioner and Adam 
Harris, Commission Member and Vice-Chair 
of IHREC's Disability Advisory Committee 

24 June 2021 'Wasted Lives: 
Time for a 
better future 
for younger 
people in 
Nursing 
Homes' 

Representatives from the Department of 
Health, Dr Kathleen MacLellan, Assistant 
Secretary, Social Care and Susan Scally, 
Principal Officer,  
Representatives from the Health Service 
Executive, Bernard O' Regan 
 
Representatives from the Office of the 
Ombudsman, Peter Tyndall, Ombudsman 
and 
Sarah Cooney, Principal Officer 

01 July 2021 Institutionalism 
and the 
inappropriate 
use of 
Congregated 
Settings 

Lynn Fitzpatrick, Activist 
 
Ann Marie Flanagan, Activist 
 
Representatives from University of Limerick, 
Professor Gautam Gulati, Consultant 
Forensic/General Psychiatrist and Adjunct 
Associate Clinical Professor 
 
Representatives from , Ulster University, 
Professor Roy McConkey, Institute of 
Nursing and Health Research 
 

https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-06-03/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-06-17/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-06-24/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-07-01/debate/mul@/main.pdf


Maireachtáil Neamhspleách a chinntiú agus Coinbhinsiún na Náisiún Aontaithe ar Chearta 
Daoine faoi Mhíchumas 

 

Page 132 of 135 
 

08 July 2021 Resourcing 
Personal 
Assistance 
Services 

Fionn Crombie Angus 
 
Representatives from Independent Living 
Movement Ireland, James Cawley, Policy 
Officer 
 
Representatives from Áiseanna Tacaíochta, 
Paul McBride, Chief Executive Officer, 
Owen Collumb, Joint Founder and Board 
Member, Gordon Ryan, Joint Founder and 
Board Member and Fiona Weldon, Board 
Member  

14 October 2021 From 
Accessibility to 
Universal 
Design 

Representatives from the Irish Wheelchair 
Association Tony Cunningham, Director of 
Volunteering and Housing, Joan Carthy 
Advocacy Manager, Rosaleen Lally, 
National Access Programme Manager and 
Eoin O'Herlihy Managing Director and 
Senior Accessibility Consultant and Trainer 
at (OHAC) 
 
Representatives from Changing Places 
Ireland, Karen Smith, Advocate, Jean 
Richardson Manager and Michelle Merrigan 
Communications Manager 
Architect and member of the RIAI Universal 
Design Task Force, Bernadette Egan 

16 December 
2021 

'Grounded - 
Unequal 
access for 
people with 
disabilities to 
personal 
transport 
schemes' 

Representatives from the Office of the 
Ombudsman, Peter Tyndall, Ombudsman 
and 
Sarah Cooney, Principal Officer 

 

 

 

 

https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-07-08/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-10-14/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-12-16/debate/mul@/main.pdf
https://data.oireachtas.ie/ie/oireachtas/debateRecord/joint_committee_on_disability_matters/2021-12-16/debate/mul@/main.pdf
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Appendix 3 - Written Submissions 

Reference  Topic Submitter 

JCDM-r282   From Accessibility to Universal Design National Disability 
Authority 

JCDM-r198   Resourcing Personal Assistance 
Services 

Health Service 
Executive 

JCDM-r328   Ensuring independent and 
adequate  standard of living and social 
protection for people with disabilities 

Disabled Women Ireland   

https://data.oireachtas.ie/ie/oireachtas/committee/dail/33/joint_committee_on_disability_matters/submissions/2022/2022-02-24_submission-national-disability-authority_en.pdf
https://data.oireachtas.ie/ie/oireachtas/committee/dail/33/joint_committee_on_disability_matters/submissions/2022/2022-02-24_submission-health-service-executive_en.pdf
https://data.oireachtas.ie/ie/oireachtas/committee/dail/33/joint_committee_on_disability_matters/submissions/2022/2022-02-24_submission-disabled-women-ireland_en.pdf
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Appendix 4 - Ancillary Recommendations of the Committee 

 

AR 1.1 The Committee are of the view that more transparent accessibility policies 

and a more robust complaints mechanism is required for transport services 

operated under the NTA’s remit for passengers denied service on the basis of 

disability.  

AR 1.2 The Department of Children, Equality, Disability, Integration and Youth 

must ensure measures to support women with disabilities are considered and 

applied across implementation of all articles of the UNCRPD. All Government 

Departments must consider the multiple discrimination and specific needs and 

experiences of women with disabilities in their policies, in particular the 

Department of Children, Equality, Disability, Integration and Youth, the Department 

of Social Protection and the Department of Enterprise, Trade and Employment. 

AR 1.3 CHO services and delivery are updated to align with Article 19 and the 

UNCRPD including, and CHO Areas reflect alignment with Public Sector Equality 

Duty and UNCRPD in operational plans and develop a map of services available in 

each CHO alike the Health Atlas provided under OneGov.ie. 

AR 1.4 The Committee recommend that the National Housing Strategy being 

prepared by the Department of Housing, Local Government and Heritage must be 

aligned with the UNCRPD and also describe the eligibility of people with disabilities 

for publicly funded housing supports  

AR 1.5 The Committee recommends that UNCRPD and SDG implementation at 

local authority level through the participation of people with disabilities and 

engagement of local PPNs. 

AR 1.6 Time to Move on Annual Reports should include data on the configurations 

of the new residential settings under new HSE funded Community Home / Existing 

Service Provider House and reflect the number of residents in these new settings. 

AR 1.7 The Committee recommend that the HSE ensure the development of a 

rights based and sustainable disability residential funding model and management 

information system in line with person centred delivery and the UNCRPD. 

AR 1.8 The Committee is concerned that there are genuine issues regarding 

equality in housing policy and are of the view that housing delivery must be 

considered through the lens of inclusive equality, a new model of equality 

developed throughout the Convention. This model transforms the context of 
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118 Towards inclusive equality: 10 years Committee on the Rights of Persons with Disabilities. Retrieved March 3, 

2022 from: INT_CRPD_INF_21_28325_E.pdf (ohchr.org))   

equality in that it includes a fair redistributive dimension to address socioeconomic 

disadvantages. The Committee are of the view that all Government policy, 

including, Rebuilding Ireland, Housing for All, National Development Plans, 

National Implementation Plans for Sustainable Development Goals, Roadmap for 

Social Inclusion and Climate Plans must ensure inclusivity, as outlined by the UN 

Committees model of equality.118  

AR 1.9 The Committee recommend that the good practice in these instances must 

be replicated as a standard across all transport projects.  
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