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Chapter 1 Introduction  

 

1.1 Background to Research  

This thesis was funded under the Disability Advocacy Research in Europe (DARE) Marie 

Curie Innovative Training Network. The Network was sponsored by the EU by way of grant 

agreement 814249. The grant agreement included 15 work packages that are to be delivered by 

way of the development of a PhD thesis. The work package for the author of this thesis is titled 

‘Amplifying Disability Voices: The Role of National Human Rights Institutions.’1 

National Human Rights Institutions (‘NHRIs’) played a key role in the development of the 

United Nations Convention on the Rights of Persons with Disabilities (‘CRPD’). One of the 

most unique features of the CRPD is the requirement on states to designate an Independent 

Monitoring Mechanism (‘IMM’). This requirement is set out at Article 33(2) of the CRPD: 

2. States Parties shall, in accordance with their legal and administrative systems, 

maintain, strengthen, designate or establish within the State Party, a framework, 

including one or more independent mechanisms, as appropriate, to promote, protect and 

monitor implementation of the present Convention. When designating or establishing 

such a mechanism, States Parties shall take into account the principles relating to the 

status and functioning of national institutions for protection and promotion of human 

rights. 

Article 33(2) makes reference to NHRIs, and in practice NHRIs have been designated as their 

state’s Independent Monitoring Mechanism.2 In requiring the development of domestic 

architecture to promote compliance the drafters of the CRPD sought to build on the pre-existing 

network of NHRIs.3 As the literature concerning Article 33 demonstrates, there was significant 

hope that NHRIs designated as IMMs would collaborate effectively with disabled people and 

their representative groups in order to influence domestic politics.4 In this research I explored 

to what extent this goal was being realized in practice. In doing so I have sought to identify 

 
1 European Commission, Disability Advocacy Research in Europe, 30 August 2018, Available at: https://cordis.europa.eu/project/id/814249 

(Accessed 1 June 2022)  
2 Janet E Lord and Michael Ashley Stein, ‘The Domestic Incorporation of Human Rights Law and the United Nations Convention on the 
Rights of Persons with Disabilities’ (2008) 83 Wash L Rev 462  
3 Meredith Raley, ‘The Drafting of Articles 33 of the Convention on the Rights of Persons with Disabilities: The Creation of a Novel 

Mechanism’ (2016) 20 IJHR 138 
4 Gerard Quinn, ‘Resisting the “Temptation of Elegance”: Can the Convention on the Rights of Persons with Disabilities Socialize States to 

Right Behaviour?’ in Oddny M Arnardóttir and Gerard Quinn (eds), The UN Convention on the Rights of Person with Disabilities: 

European and Scandinavian Perspectives (Martinus Nijhoff 2009), p. 252  

https://cordis.europa.eu/project/id/814249
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how Disabled People’s Organisations (‘DPOs’) and NHRIs are collaborating to strengthen the 

voice of disabled people and to influence change.  

I have embarked on this exploration firstly by reviewing existing academic literature and 

reports by international bodies. I then proceeded to carry out empirical research at the 

international level and most substantively through conducting case studies of arrangements in 

Ireland and in Great Britain. In doing so I have carried out 51 interviews with key informants 

and held three engagement events.  

Prior to commencing this research, I was Director of Policy, Research and Legal at the Northern 

Ireland Human Rights Commission (‘NIHRC’) - one of the UK’s three NHRIs and designated 

as part of the UK’s IMM. In this role, I led the monitoring work relating to the CRPD and 

engagement with the disabled people’s movement (‘DPM’) for the NIHRC. Furthermore, I 

served as a member of the European Network of NHRIs Working Group on the UNCRPD and 

worked closely with the UNCRPD Committee in developing guidelines for engagement with 

NHRIs.5 Through my work I observed that the potential transformative effect of the CRPD was 

being hampered due to a general lack of understanding amongst both NHRIs and the DPM 

regarding the opportunities for collaboration. By undertaking this research, I aim to provide 

empirical insights into how NHRIs and the DPM are collaborating to inform discussions on 

how mutually beneficial relationships can be developed and sustained.  

 

1.2 Perspective of Researcher  

 

All forms of social research, including legal and policy research, contain an element of 

subjectivity and may be in influenced by the prior assumptions of the researcher.6  

 

Mason encourages researchers to consider their own ontological perspective before embarking 

on an inquiry.7 Mason highlights how a range of ontological properties can influence a 

researcher’s approach to their evidence gathering.  In conducting this exercise, I observe that 

it is important to understand how my background in relation to NHRIs may influence my own 

perspective. Through my role within the NIHRC and numerous roles within the Global 

Alliance of NHRIs I regularly provided presentations highlighting the unique and significant 

 
5 UNCRPD Committee Guidelines on Independent Monitoring Frameworks and their participation in the work of the Committee’ 2018  
6 Marilys Guillemin and Lynn Gillam. (2004) “Ethics, Reflexivity, and “Ethically Important Moments” in Research.” Qualitative Inquiry 10 

(2): 261, p. 274  
7 Jennifer Mason, Qualitative Researching. Second ed. Sage Publications Ltd, 2002. 
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contribution which NHRIs make towards human rights compliance and advocated for NHRIs 

to be provided with additional resources and powers. In light of my background there is a risk 

that I may overstate the potential for an NHRI designated as an IMM to effect change.8 

Furthermore, my experiences may lead to an emphasis on the contribution of NHRIs in 

bringing about human rights compliance above the contribution of the DPM. To address this 

risk, I took a number of steps including undertaking training with the Harvard Kennedy School 

of Government on addressing one’s biases when undertaking research.9   

 

Mason also encourages researchers to consider their epistemological position and to reflect 

upon the value which they place on the various forms of data.10 Throughout my professional 

experience, I have worked within environments which emphasise the importance of evidence-

based policy making. These organisations have tended to prioritise official statistics and reports 

and are inclined to undervalue experiential knowledge or the lived experience of individuals. 

As a result I would generally place a high value on evidence or data which has been developed 

through the rigorous application of scientific criteria.11 I consider that this perspective is in 

contrast to the value which the CRPD and the DPM place on the lived experience of disabled 

people.12 In order to broaden my perspective of the validity of various forms of evidence, I 

have investigated the perspective of researchers who engage in phenomenological research.13 

In particular, I considered the views of disability researchers who have advocated for 

participatory approaches to evidence gathering.14 I have also reviewed literature exploring the 

concept of evidence-based policy. The writings of Smith-Merry on the incorporation of 

experiential knowledge in instrumental policy processes have been particularly insightful.15 In 

addition I engaged with colleagues within my training network who have experience of 

utilizing a variety of evidence gathering processes. Through these activities I have broadened 

my appreciation for the value of experiential knowledge. Furthermore, I have enhanced my 

 
8  R.J. Robinson, “Errors in Social Judgment: Implications for Negotiation and Conflict Resolution,” Part 2: Partisan Perceptions, Harvard 

Business Review: 9-897-104 (February 6, 1997). 
9 Rob Wilkinson, 4 P Model for Strategic Leadership: Perception Podcast available at https://bsc.cid.harvard.edu/podcasts/4p-leadership-

framework-episode-7-perception (Accessed on 2 May 2022)  
10 ibid 
11 Jenny Fleming and Rob Rhodes, ‘Can experience be evidence? Craft knowledge and evidence-based policing, Policy & Politics’ [2018], 

vol 46, no 1, 3 
12 Laufey Love, Rannveig Traustadottie & James Rice, Shifting the Balance of Power: The Strategic Use of the CRPD by Disabled People's 
Organizations in Securing a Seat at the Table, 8 Laws 1 (2019). 
13 McIntosh, I. and Wright, S. (2018) Exploring what the notion of lived experience might offer for social policy analysis. Journal of Social 

Policy, 
14 Marcia Rioux, Paula C. Pinto, Gillian Parekh (ed) Disability, Rights Monitoring, and Social Change. Building Power out of Evidence 

Canadian Scholars Press 2016 
15 Jennifer Smith-Merry, Evidence-based policy, knowledge from experience and validity [2019] 16 Evidence & Policy 305, 312  

https://bsc.cid.harvard.edu/podcasts/4p-leadership-framework-episode-7-perception
https://bsc.cid.harvard.edu/podcasts/4p-leadership-framework-episode-7-perception
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understanding of how the prioritisation of certain forms of knowledge has influenced policy 

making discourse.  

 

I have sought to address my epistemic or ontological perspective in designing my evidence 

gathering approach. I considered that given that my field of enquiry was relatively small it was 

inevitable that I would be conducting interviews with and reviewing reports developed by 

individuals who were previously my professional peers or colleagues. I considered that there 

was a potential risk that I may be overly deferential to the views of my former colleagues or 

peers within NHRIs and perhaps unduly dismissive of criticism by DPOs. Fortunately, my 

fellow PhD researchers both at NUI Galway and Leeds University had extensive experience 

within the DPM, many holding senior positions within DPOs. I met with my fellow PhD 

researchers on a monthly basis, and they provided a useful sounding board to test whether my 

approaches and assessments were being unduly deferential towards NHRIs. When carrying out 

my evidence gathering, I sought insights at key stages from academic colleagues with 

experience within DPOs. For instance, when developing my interview questions, I sought the 

views of a colleague with experience of the DPM in Ireland.  When conducting my interviews, 

I maintained a journal and reflected on any occasions in which I felt that my professional 

perspective was impacting on my assessment of the data. In addition, I limited my contact with 

former colleagues in both the Equality and Human Rights Commission (‘EHRC’) and the Irish 

Human Rights and Equality Commission (‘IHREC’) and avoided engaging with their broader 

activities. These measures effectively mitigated the risk that my previous experience would 

unduly interfere with the integrity of my research.  

 

In addition to acknowledging the risk that my background may influence any assumptions 

which I make, I consider that it is also important that I acknowledge how my background may 

assist me in conducting my research and in developing my findings. NHRIs are multi-faceted 

and complex institutions, my experience of working within an NHRI(IMM) and with 

NHRI(IMM)s more generally assisted me in understanding the challenges and opportunities 

experienced by NHRI(IMM)s. 

 

1.3 Field of Enquiry  

 

My field of enquiry spans several disciplines. At its core this enquiry is focused on the 

interaction between two distinct forms of organisation: NHRIs - which are unique statutory 
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bodies accredited by way of a UN based procedure - and representative groups of disabled 

people or DPOs. Literature concerning the study of organisations is therefore generally relevant 

to this enquiry.16 Furthermore, there are emerging bodies of literature charting the development 

of DPOs and NHRIs respectively.   

 

Literature relating to DPOs tends to be informed by social movement studies. Much of the 

published literature relating to DPOs tends to be specific to the national contexts. However, a 

number of academics have considered broader trends.17   

 

A distinct body of literature has emerged examining the development of NHRIs and the roles 

that they perform.18 Numerous commentators who write on the activities of NHRIs draw on 

studies of public bureaucracies.19 However, the applicability of this body of literature to 

NHRIs, which are required to be independent of government, is in my view questionable. 

NHRIs are a new form of state entity - a state body that is established not to further the priorities 

of the government of the day, but to advance the international human rights standards to which 

the state has committed to.20  

 

A related body of work has developed assessing how compliance with international human 

rights is achieved.21 Theories of compliance with international human rights law regards civil 

society organisations (‘CSOs’) and NHRIs as central actors in bringing about compliance.22 

De Búrca, in one of the most recent explorations, has highlighted how dynamic interactions 

between domestic CSOs and the international system has enhanced the persuasive power of 

international human rights norms.23 I will draw on these theories in considering interactions 

between civil society and NHRIs.  

 

 
16 Charles Handy  Understanding Organizations (Penguin Books 1993)  
17 Maya Sabatello and Marianne Schulze (eds), Human rights and disability advocacy (University of Pennsylvania Press 2014)  
18 Ryan Goodman and Tom Pegram, Human Rights, State Compliance and Social Change: Assessing National Human Rights Institutions 

(Cambridge University Press 2012)  
19 L.B. Jensen, Lessons from Research on National Human Rights Institutions (Danish Institute for Human Rights 2018) 6. 
20 Sonia Cardenas, Chains of Justice: The Global Rise of State Institutions for Human Rights (University of Pennsylvania Press 2014)  
21 X. Dai, The Compliance Gap and the Efficacy of International Human Rights Institutions, in T. Risse, S. C. Ropp and K. Sikkink (eds.) 

The Persistent Power of Human Rights. From Commitment to Compliance, Cambridge University Press (2013) 
22 B. Simmons, Mobilizing for Human Rights: International Law in Domestic Politics (Cambridge University Press 2009) 
23 Gráinne de Búrca, The activation of the Convention on the Rights of Persons with Disabilities in Argentina in Gráinne de Búrca (ed) 

Reframing Human Rights in a Turbulent Era (Oxford 2021) p. 128  

https://oxford.universitypressscholarship.com/view/10.1093/oso/9780198299578.001.0001/oso-9780198299578
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Human rights compliance theorists often either explicitly or implicitly draw upon the writing 

of political scientists concerning policy influencing processes. I will draw upon the writings of 

political scientists in this enquiry.24  

 

1.4 Contribution to existing literature  

 

Informed by the terms of reference for my work package I began this enquiry by completing a 

thorough review of existing literature to identify current levels of understanding of the 

relationship between civil society and NHRIs.  Noting existing levels of understanding I 

formulated my central research question as: In what ways are DPOs and NHRIs collaborating 

to strengthen the voice of disabled people and influence change?  

 

My enquiry is specifically focused on circumstances in which an NHRI is designated as an 

IMM. There is a small body of literature which has been developed to consider such 

circumstances.25 A considerable amount of this literature is now quite dated, much of it having 

been written in anticipation of NHRIs being designated as IMMs. There is an absence of 

literature which critically assesses the suitability of NHRIs as IMMs. 

 

More recently international bodies have published research relating to the activities of NHRIs 

designated as IMMs.26 However, this research has tended to record the activities undertaken 

by NHRIs without critically assessing whether the activities are being effectively executed. My 

research will critically assess the activities of NHRIs which have been designated as IMMs. I 

will therefore seek to determine whether the activities of NHRIs are having a positive effect on 

disabled people and their representative groups. In addition to contributing to this relatively 

small and quite specific body of literature my research will contribute to three related bodies 

of work. Namely literature relating to NHRIs, literature relating to human rights compliance 

and literature relating to the relationship between social movements and the state.  

 

 
24 Richard Goodman and Derek Jinks, Socializing States: Promoting Human Rights Through International Law (Oxford University Press 

2013).  
25 Gauthier De Beco, ‘Article 33 (2) of the UN Convention on the Rights of Persons with Disabilities: Another Role for National Human 
Rights Institutions?’ [2011] Netherlands Quarterly of Human Rights 29 (1): 84–106 ; Samson, Rita M. 2015. “Securing the Full 

Participation of Persons with Disabilities and Their Representative Organizations in Disability Rights Monitoring.” In Disability, Rights 

Monitoring and Social Change Building Power out of Evidence, edited by Marcia H. Rioux, Paula C. Pinto, and Gillian Parekh. Toronto: 
Canadian Scholars’ Press, 237–248; LFA Gatjens ‘Analysis of article 33 of the UN Convention: The critical importance of national 

implementation  and  monitoring’  (2011)  8  SUR  –  International  Journal  Human  Rights  87 
26 GANNHRI Working Group on UNCRPD 2019 survey, available at: https://ganhri.org/2019-survey-report/  

https://ganhri.org/2019-survey-report/
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As I will discuss, much of the existing literature examining NHRIs focuses on their institutional 

design and their relationship with the state.27 There has been comparatively little written 

concerning how to assess the activities and performance of NHRIs.28 Explorations of potential 

performance indicators for NHRIs have not led to their widescale adoption.29 There is a lack 

of critical analysis of the ways in which an NHRI can support civil society. Much of the pre-

existing literature is premised on the assumption that the development of an NHRI is in the 

interests of civil society. This assumption has informed the general trend for NHRIs to be 

designated as IMMs.30 Through providing a critical assessment of the opportunities which the 

designation of an NHRI as an IMM presents to DPOs this research will address the broader 

question of how an NHRI can support civil society more generally.  

 

This enquiry will also contribute to literature relating to the relationship between social 

movements and the state. Existing social movement literature has a tendency to perceive the 

state as a unitary entity.31 Whilst there is a growing body of literature considering how the 

women’s movement has engaged with government entities specifically designed to promote 

gender equality, there is an absence of literature considering how social movements have 

engaged with NHRIs.32 In this enquiry I will consider the opportunities which engagement with 

independent public bodies - in particular NHRIs - opens up to social movement organisations.  

 

Existing literature on human rights compliance tends to focus on the contribution which civil 

society makes to the international system.33 There is a lack of analysis which asks whether the 

ratification of international conventions strengthens the capacity of civil society to effect 

change. Due to the unique way in which it was developed, the CRPD has encouraged reflection 

on the potential of the international human rights system to benefit civil society. As I will 

discuss, the CRPD was developed largely through advocacy by the international DPM which 

hoped that its establishment and ratification would strengthen the voice of national DPMs.34 

 
27 Paul Rosenblum, ‘Tainted Origins and Uncertain Outcomes’ in Goodman R and Pegram T (eds), Human Rights, State Compliance, and 
Social Change: Assessing National Human Rights Institutions (Cambridge University Press 2012).  
28 Rachel Murray R, ‘National Human Rights Institutions: Criteria and Factors for Assessing Their Effectiveness’ [2007] 25(2) Netherlands 

Quarterly of Human Rights (2007).  
29 Sarah Spencer S and Harvey C, ‘Context, Institution or Accountability? Exploring the Factors that Shape the Performance of National 

Human Rights and Equality Bodies’ [2014] Policy and Politics 89, p. 93 
30 See chapter 4 for analysis of trends in states examined by the CRPD Committee.  
31 Sidney Tarrow, Power in Movement: Social Movement and Contentious Politics, Cambridge 1999 p. 255 
32 True, Jacqui, and Michael Mintrom. 2001. “Transnational networks and policy diffusion: The case of gender mainstreaming.” 

International Studies Quarterly 45 (1): 27-57  
33 Simmons BA. International Law. In: Handbook of International Relations. (Sage Publications ; 2012). 
34 Gerard Quinn and Theresia Degener, Human rights and disability: The current use and future potential of United Nations human rights 

instruments in the context of disability (2002 United Nations Publications).  
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This enquiry will assess how ratification of the CRPD has impacted on the Irish and UK DPMs, 

assessing specifically how the obligation to designate a IMM has impacted on the movement.  

 

1.5 Methodology  

 

This thesis is grounded in human rights law. I will be guided in my analysis by the CRPD and 

by a range of soft law instruments, most significantly the Paris Principles relating to the status 

and functioning of NHRIs.35 

A purely normative analysis of the CRPD and other relevant instruments can only go so far.36 

A critical analysis of human rights law requires an assessment of the social processes which 

human rights law influences.37 Legal analysis of the international human rights systems rarely 

reveals the limited impact of the system on the ground.38 Epstein and Martin argue that ‘…well-

executed (legal) research with a data component is likely to make more important, influential, 

and, frankly, better contributions to policy and law because the study’s authors can accurately 

gauge the uncertainty of their conclusions’.39 I would posit that any human rights enquiry 

cannot refer exclusively to human rights laws and must adopt a multidisciplinary approach in 

order to understand fully the role human rights laws and systems perform in a given context. 

Commenting on existing approaches to human rights research, Stein and Lord have called for 

‘…a more nuanced and interdisciplinary exercise that sees human rights law as a socially 

transformative process of change and culture-building’.40 Some academics have suggested that 

‘human rights studies’ should develop its own methodological approaches. However, this has 

not yet been established as a defined discipline.41 Therefore, in common with other human 

rights researchers I have adopted a distinct multi-disciplinary approach to my research. This 

started with a legal analysis of the CRPD and related provisions. I then drew on social 

movement literature to examine the activities of DPOs. In examining the activities of NHRIs I 

have drawn extensively on both the views of human rights practitioners and the writings of 

 
35 UN General Assembly 1993. Principles relating to the status and functioning of national institutions for the protection and promotion of 

human rights (‘Paris Principles’). Resolution 48/134, UN Doc. A/RES/48/134.  
36 McInerney-Lankford S, Legal methodologies and human rights research: challenges and opportunities.” in Andreassen H, Sano H and 

McInerney-Lankford S, Research Methods in Human Rights: A Handbook (Edward Elgar Publishing 2018), p. 46 
37 Hilary Charlesworth ‘International Law: A Discipline of Crisis’ [2002] The Modern Law Review 377, 380  
38 McInerney-Lankford, Siobhán. 2018. (n. 36), p.50  
39 Lee Epstein and Andrew D. Martin, An Introduction to Empirical Legal Research (OUP Oxford 2014), p.4. 
40 Janet E. Lord & Michael Ashely Stein, ‘The Domestic Incorporation of Human Rights Law and the United Nations Convention on the 
Rights of Persons with Disabilities’ [2008] Wash. L. Rev. 449, 479  
41 Madsen, Mikael Rask, and Gert Verschraegen. ‘Introduction to Sociology of Human Rights’ in Making human rights intelligible: towards 

a sociology of human rights, edited by Mikael Rask Madsen and Gert Verschraegen. (Oxford:Hart 2013)  
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political scientists. Following my review of the literature I embarked on my empirical analysis 

to determine how human rights laws have impacted on social processes.  

1.5.1 Legal analysis  

 

Human rights legal scholarship has been criticized for failing to appropriately emphasize 

methodological rigour.42 Crook has stated that ‘…wishful thinking and sloppy legal analysis 

tend to be too common in international human rights law’.43 By employing robust legal analysis 

I sought to ensure that this thesis would not be subject to such criticism.  

 

In my legal review I conducted doctrinal analysis drawing principally on relevant provisions 

of the CRPD, in particular Article 33. This included a review of the travaux preparatoires 

relating to the UNCRPD. In addition, I drew extensively on soft law sources of international 

human rights law.44  

By way of its jurisprudence the CRPD Committee have provided guidance on the institutional 

prescription of an IMM. To identify these prescriptions, I reviewed all concluding observations 

issued by the CRPD Committee up to May 2021.45 Furthermore, I critically assessed all 

relevant General Comments (‘GCs’) issued by the CRPD Committee. I also drew on reports 

issued by the UN Special Rapporteur on the rights of persons with Disabilities (‘UN SR 

Disabilities’). Finally, I drew on reports and guidance produced by the Office of the High 

Commissioner for Human Rights (OHCHR). Whilst these sources do not technically meet the 

definition of international soft law, they do offer authoritative guidance to states on meeting 

their human rights obligations.46 

To inform my analysis of the CRPD I conducted interviews with several representatives of the 

international human rights system, including a representative of the CRPD Committee 

Secretariat, a senior official within OHCHR and a representative of the Office of the UN SR 

Disabilities.  

 
42 Bård A. Andreassen, , Hans-Otto Sano and Siobhán McInerney-Lankford, Handbooks of Research Methods in Law series (Edward Elgar 

2017) 
43 John R. Crook ‘The International Court of Justice and Human Rights’ [2004] Northwestern Journal of International Human Rights 8 
44 McInerney-Lankford, Siobhán ‘Legal methodologies and human rights research: challenges and opportunities’ in Research Methods in 

Human Rights: A Handbook, edited by Bård A. Andreassen, Hans-Otto Sano, Siobhán McInerney-Lankford, (Cheltenham: Edward Elgar 

Publishing 2018) 
45 All concluding observations issued from the establishment of the Committee until May 2021 
46 Sébastien Lorion ‘The institutional turn of international human rights law and its reception by state administrations in developing 

countries’ PhD Thesis University of Copenhagen 2019, p. 42  
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A key soft law instrument which I will draw upon in my study of NHRIs is the Paris Principles 

which, although developed outside of the international human rights system, were subsequently 

adopted by the UN General Assembly by way of resolution in 1993.47 In my analysis of the 

Paris Principles I have drawn on General Observations issued by the Sub Committee on 

Accreditation in the Global Alliance of NHRIs.              

1.5.2 Empirical Research  

In developing the empirical element of my enquiry, I drew from grounded theory. Grounded 

theory is premised on the view that a theory can be developed through rigorous analysis of 

empirical data.48 It emphasises critical analysis of how meanings, actions and social structures 

are constructed.49 This approach ensured that my empirical research was sufficiently robust to 

generate sound and credible findings.  

Grounded theory informed my approach to data collection which had two principal phases. In 

the first phase of my empirical research, I sought to develop an evidence base documenting 

how NHRI designated as IMMs and DPOs have collaborated at the international level. As part 

of this phase, I completed a three-month secondment with the UN SR Disability. During my 

secondment I conducted a critical analysis of how the UN SR Disability has collaborated with 

NHRI(IMM)s, including in supporting the UN SR Disability’s engagement with disabled 

people and their representative organisations.  

To inform my analysis, with the assistance of the Global Alliance of NHRI and the regional 

networks of NHRIs under the auspices of the UN SR Disability, a questionnaire was issued to 

all NHRIs in June 2020. The questionnaire invited NHRIs to identify good practices and 

lessons learnt during the term of the first mandate holder. It included questions relating both to 

the relationship between NHRIs and the UN SR Disability and relating to the relationship 

between NHRIs and DPOs. A total of 20 replies were received from NHRIs across all regions 

of the world.50 

The results of the questionnaire provided me with important insights into the activities of 

NHRIs and assisted in the identification of NHRIs which were engaging in innovative practices 

 
47 UN General Assembly resolution 48/134 on “National Institutions for the Promotion and Protection of Human Rights” 20 December 1993  
48 Love et. al (n. 12) 
49 Charmaz, Kathy. 2014. Constructing Grounded Theory: A Practical Guide through Qualitative Analysis, 2nd ed. Thousand Oaks: Sage p. 

151 
50 Copies of responses held by Office of UN Special Rapporteur on Disabilities. 
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in monitoring the CRPD. I contacted and conducted interviews with representatives of seven 

NHRIs. Namely the German Institute for Human Rights (‘GIHR’), the Danish Institute for 

Human Rights (‘DIHR’), the Fijian Human Rights Commission, the New Zealand Human 

Rights Commission (‘NZHRC’), the Australian Human Rights Commission (‘AHRC’), the 

Scottish Human Rights Commission (‘SHRC’) and the NIHRC.  In addition, I reviewed 

relevant documentation relating to their role as an IMM. Due to time constraints and travel 

restrictions, I was unable to carry out interviews with representatives of DPOs in the states of 

the seven NHRIs. In order to address this potential gap, I selected NHRIs in states which have 

been examined by the CRPD Committee. Documentation submitted by DPOs for the purposes 

of the examinations provided me with an insight into the relationship between the NHRIs 

designated as IMMs and the national DPM. The first phase of my research informed the design 

of my case study analysis.51 

The second phase of my empirical research involved two case studies. Early in my research I 

recognised that I needed to comprehensively review the relationship between NHRIs and DPOs 

in real world scenarios. Yin recommends that explanatory case studies be utilized where a 

researcher is seeking to explore a relationship.52 Yin defines a case study as ‘ ... an empirical 

inquiry that investigates a contemporary phenomenon in depth and within its real-life context, 

especially when the boundaries between phenomenon and context are not clearly evident’.53 I 

therefore selected an explanatory case study as my principal method of enquiry. 

I developed several criteria for the selection of case studies in order to ensure that the most 

insightful would be identified.  

I sought out countries which hosted active DPMs. In doing so I considered whether there were 

DPOs who actively engaged in rights-based advocacy. I also considered whether the DPM had 

a history of influencing change. 

I limited the scope for selection to jurisdictions in which the NHRI has either been formally 

designated or is in the process of being formally designated as the IMM.  

 
51 Della Porta, Donatella, and Michael Keating, ‘How many approaches in the social sciences? An epistemological introduction’ in 

Approaches and Methodologies in the Social Sciences, edited by Donatella della Porta and Michael Keating, 19-39. (Cambridge: Cambridge 
University Press 2013) 
52 Yin, R. K. Case study research: Design and methods. (Sage 1994). 
53 Ibid p. 23 
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In my analysis of NHRIs, I noted that there is significant diversity within the range of bodies 

that have been accredited as NHRIs. Broadly speaking there are four distinct structural formats 

which NHRIs reflect namely, the Commonwealth Commission model; the francophone 

Commission model; the Institute model and the Ombudsman model. These models are 

discussed in Chapter 3. I decided that my research would be most impactful if I selected NHRIs 

which reflected the same model. In light of its popularity, I decided to limit the scope for 

selection to NHRIs which reflect the Commonwealth Commission model.  This is the model 

which I am most familiar with.  

In order to further assist with the selection process, I reviewed global trends in the designation 

of NHRIs as IMMs. I noted that in most circumstances NHRI have been solely designated as 

the IMM without the state establishing a broader Independent Monitoring Framework. In 

addition I noted that the global trend was for NHRIs to also be appointed as a state’s national 

equality body. In order to ensure the broadest possible relevance for this research I therefore 

determined that I should ensure that my case studies reflect these trends. 

One final factor I considered was my own knowledge of the potential case study. NHRIs are 

complex institutions, the roles that they perform and the impact they have tends to depend 

significantly on the context in which they operate. In light of this, I considered that in selecting 

a case study I should consider my own knowledge of the legal, political and social context in 

the states in which a NHRI operates.  

Drawing upon these considerations, I used the following criteria to select my case studies: 

1. The presence of an active DPM that has been active in rights-based advocacy  

2. The NHRI should reflect the Commission model prominent throughout the 

Commonwealth.  

3. The NHRI should also perform the role of the national equality body.  

4. The NHRI should have been selected as the Independent Monitoring Mechanism for 

the purposes of Article 33(2).  

5. The state should not have established a Monitoring Framework composed of DPOs.  

6. The NHRI should have been accredited by the Global Alliance of NHRI as an A status 

NHRI.  

7. Pre-existing knowledge and insight of the researcher  
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Based on the application of this set of criteria, I selected the EHRC in Great Britain and the 

Irish Human Rights and Equality Commission (‘IHREC’). Both institutions met each of the 

above criteria.  

The UK ratified the CRPD in 2009 and its initial report on compliance has been examined by 

the UNCRPD Committee. In addition, the UK was the first State Party to be the subject of a 

systemic inquiry by the CRPD Committee. In contrast, the Irish Government ratified the CRPD 

in 2018. During the period of my evidence gathering the Irish Government prepared and 

submitted its initial state report to the CRPD Committee. 

Both institutions in fact have similar structures for engagement with the DPM.  What makes 

the two countries specifically of interest for this inquiry is that both jurisdictions host active 

DPMs. The UK DPM has been active for several years and, as I will set out, has gone through 

periods of growth and transformation. In contrast the Irish DPM is in a process of development.  

Case Studies Research Methods  

I have set out my case studies in two separate chapters and discuss my evidence gathering 

there. I adopted a common methodological approach to each case study.  

The first stage of my case study analysis was to review the legal mandate of each NHRI and to 

map out their activities. Furthermore, I reviewed the structures within each organisation and 

where possible I reviewed the minutes of relevant committees. The strategic plans and annual 

reports of each organisation also provided important sources of information on their respective 

activities.  

When engaging with representatives of both institutions I was mindful of the comments of 

Sano and Martin that state bodies ‘…tend to represent researchers as having ‘hostile interests’ 

in order to protect themselves’.54 They highlight that ‘informal ties’ inside an organisation can 

prove crucial in gaining access. Therefore, I drew on my network and previous working 

relationship with several senior staff and officers within each of the respective Commissions 

to ensure that I was able to gain a high level of access.  

 
54 Sano, Hans-Otto, and Tomas Max Martin. ‘Inside the Organization. Methods of researching human rights and organizational dynamics’ in 

Research Methods in Human Rights: A Handbook, edited by Bård A. Andreassen, Hans-Otto Sano, Siobhán McInerney-Lankford, (Edward 

Elgar Publishing 2018), p.274  
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In analysing the DPM in each of my case studies I initially reviewed existing academic 

literature. In order to develop a timeline of development I also reviewed relevant newspaper 

articles and the reports of key DPOs and Organisations for Disabled People (‘OfDP’).  

When identifying organisations to participate in my research, I utilised purposeful sampling to 

ensure that I selected organisations which had experience of engaging with their NHRI. I 

identified three categories of CSOs: DPOs, OfDPs and Non-government organisations 

(‘NGOs’).  

In categorising CSOs, I drew on the definition of DPOs reflected in the CRPD Committee’s 

General Comment Number 7 (‘GC 7’). In keeping with the CRPD, I prioritised the selection 

of disabled people and DPOs. In addition, in order to understand the relationship between 

OfPDs and the state I interviewed a number of OfDPs. This allowed me to make several 

important observations relating to the preferred partners of the Governments in both of my case 

studies. Furthermore, in each case study I interviewed a number of human rights NGOs. I 

selected NGOs which could provide me with insights into rights-based advocacy in each of my 

case studies. I only approached OfDPs and NGOs for interviews when I felt that they could 

make a unique contribution to my analysis.  

Interview transcripts were coded utilising the NVivo software programme. In line with 

grounded theory, I developed a set of initial codes and then based on my initial analysis I 

developed a set of more sophisticated codes, in order to assist me in identifying a theory from 

the research.55 

 

Whilst conducting my case study on the UK I was seconded to the University of Leeds. Once 

I had developed a set of draft findings, I facilitated an engagement event with researchers and 

activists during which I shared my preliminary findings and invited their views. I refined my 

findings in light of a number of constructive comments received at this event. I conducted my 

case study on Ireland upon my return to NUI Galway. Again, once I developed a set of initial 

findings, I shared my findings with researchers and activists to order to invite their views and 

refine my findings accordingly.  

 

 
55 Kathy Charmaz, Constructing Grounded Theory (SAGE 2014), 124-132.  
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To assist in the development of my overall findings and conclusions, with the co-operation of 

the NIHRC, I presented my draft overall findings at two events. The first of which involved 

Commissioners and the staff of the NIHRC and the second event involved DPOs. On the basis 

of their views I reviewed my overall findings. I also had an opportunity to present my key 

findings at a conference organised by the DARE network in Brussels.56 A representative of the 

European Network of NHRIs provided a formal response to my findings.  

 

1.6 Structure of PhD  

 

This PhD is structured into six chapters.  

 

A legal analysis of the relevant articles of the UNCRPD is presented in Chapter 2. This focuses 

specifically on Article 33, examining the requirement on states to designate a focal point and 

to establish an Independent Monitoring Mechanism or Framework. Furthermore, in this chapter 

I will consider the right to participation. To inform my legal analysis I will draw on a number 

of interviews with key individuals from the international human rights system, including 

representatives of OHCHR and of the CRPD Committee Secretariat.  

 

In Chapter 3 I review literature relating to the development of social movements. In this chapter 

I specifically consider the development of the DPM and the role of the international DPM in 

the development of the CRPD. I will explore how DPOs have engaged in the international 

human rights system.  

 

Chapter 4 charts the development of NHRIs internationally. This includes a review of pre-

existing literature relating to the establishment, development, and activities of NHRIs. In 

conducting this review, I critically analyse the Paris Principles which relate to the status, 

functioning and the accreditation of NHRIs. 57 In addition, I set out the functions of an NHRI 

with reference to the activities performed by IMMs.  

 

 
56 DARE, Exploring Voice, Power and Change, 12 May 2022 
57 UN General Assembly 1993. Principles relating to the status and functioning of national institutions for the protection and promotion of 

human rights (‘Paris Principles’). Resolution 48/134, UN Doc. A/RES/48/134.  
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My first case study is presented in Chapter 5, examining the relationship between the UK DPM 

and the EHRC. I begin this chapter by charting the development of the UKDPM and then 

consider the establishment of the EHRC and its designation as part of the UK IMM.  

 

In Chapter 6 I present my case study on the relationship between the Irish Human Rights and 

Equality Commission (IHREC) and the Irish DPM. This includes consideration of how the 

IHREC has collaborated with DPOs in calling for ratification of the CRPD.  

 

At the conclusion of both Chapters 5 and 6 I outline the findings arising from the case studies. 

In Chapter 7 I present several general findings informed by my case studies, general evidence 

gathering and my analysis of pre-existing literature.  

 

1.7 Terminology 

 

Language relating to disability can be stigmatizing and reinforce the marginalization of 

disabled people.58 Throughout this PhD I have endeavoured to ensure that the language used 

promotes positive images of disabled people. In reviewing the language employed, I have 

endeavoured to use language which is acceptable amongst DPOs in my case studies. 59 

Throughout this thesis I will use the term ‘disabled people’. I chose this term rather than the 

term ‘persons with disabilities’ which is utilized throughout the CRPD. The use of the term 

‘disabled people’ is considered to respect the ‘theory, principles and terminology agreed by the 

UK [DPM]’.60 It is also commonly used in Ireland.61 For the purposes of this research I consider 

that the term ‘disabled people’ encompasses those with physical and sensory impairments, 

those with chronic illnesses, the Deaf community, users and survivors of psychiatry, people 

with intellectual or learning disabilities, autistic and neurodivergent people. 

 

I use the term DPOs to refer to organisations which meet the definition of being a representative 

organisation for disabled people as put forward by the CRPD Committee in its GC 7.62 As the 

 
58 Paul Longmore, ‘A Note on Language and the Social Identify of Disabled People’ [1985] American Behavioral Scientist 419 
59 Mike Oliver, “Defining Impairment and Disability: Issues at Stake,” in Colin Barnes and Geof Mercer (eds.), Exploring the Divide: 
Illness and Disability, (The Disability Press 1996). 
60 Disability Rights UK Implementation of the United Nations Convention on the Rights of Persons with Disabilities in England and Wales 

Shadow report, (London, 2017) p. 4 Available at: 
https://www.disabilityrightsuk.org/sites/default/files/pdf/CRPD%20shadow%20report%20-

%20England%20Wales%2026%20January%202017.pdf (Accessed on 1 June 2022)  
61 ILMI ‘Why we need to talk about the “Disability Sector” 15 May 2020 Available at: https://ilmi.ie/why-we-need-to-talk-about-the-
disability-sector/  (Accessed on 1 June 2022)  
62 CRPD Committee. (2018). General comment No. 7 (2018) on the participation of persons with disabilities, including children with 

disabilities, through their representative organizations, in the implementation and monitoring of the Convention (UN Doc CRPD/C/GC/7). 

https://www.disabilityrightsuk.org/sites/default/files/pdf/CRPD%20shadow%20report%20-%20England%20Wales%2026%20January%202017.pdf
https://www.disabilityrightsuk.org/sites/default/files/pdf/CRPD%20shadow%20report%20-%20England%20Wales%2026%20January%202017.pdf
https://ilmi.ie/why-we-need-to-talk-about-the-disability-sector/
https://ilmi.ie/why-we-need-to-talk-about-the-disability-sector/
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CRPD Committee have made clear this includes only organisations run and controlled by 

disabled people themselves.  

 

As I will discuss there is a range of CSOs who advocate on behalf of disabled people. I will 

refer to organisations that speak on behalf of disabled people who do not meet the definition 

of a representative organisations as an Organisations for Disabled People (OfDP).  

 

I also use the term DPM to refer to the movement composed of disabled people and DPOs. 

Consistent with the approach of the UN I will use the term ‘human rights NGO’ to refer to 

CSOs involved in rights-based advocacy.63  

 

The principal subject of this enquiry is NHRIs who have been designated as Independent 

Monitoring Mechanisms throughout this dissertation I will refer to these bodies using the 

abbreviation ‘NHRI (IMM)’.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
63 OHCHR ‘Working with the United Nations Human Rights Programme: A Handbook for Civil Society’ UN (New York 2006) p. 3 
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2. A Legal Analysis of the UNCRPD 

 

2.1 Introduction  

 

In this chapter, I will provide a general introduction to the CRPD, which will include the history 

of its development. In doing so I will set out the theory of change which underpinned the 

development of the UNCRPD. Articles 33 and 4(3) place unique obligations on the state to 

establish an IMF, to designate a CRPD focal point and to support the growth of representative 

groups of disabled people or DPOs.  

  

The current UN SR Disability has described Article 33 as placing an obligation on the state to 

establish, ‘domestic institutional architecture for change…[that will]… meaningfully shape 

law reform agenda for years to come’.64 In my view Article 33 cannot be considered in isolation 

from Article 4(3). Considering these articles collectively illuminates the fact that the 

architecture for change contains three pillars, the government focal point, the DPM and an 

IMM, which in most cases will be the NHRI. The three pillars are complementary and their 

capacity to shape law reform can only be realised when they work in concert.  

 

This enquiry is specifically focused on the relationship between NHRI(IMM)s and DPMs. In 

this legal analysis I will consider how the UNCRPD creates circumstances to enable DPOs to 

effect change and to form new alliances.  

 

In the first part of this chapter, I will set out the obligations on the state to designate bodies to 

facilitate implementation and to monitor the UNCRPD. I will then consider the obligations on 

the state to ensure the effective participation of disabled people and their representative groups. 

In doing so I will set out how the UNCRPD uniquely places an obligation on states to give 

priority to DPOs and to develop mechanisms to facilitate the participation of DPOs in the policy 

making process. Throughout this chapter I will set out how an NHRI(IMM) can support DPOs 

to engage in the policy making process.  

 

There are several sources of law which will inform this legal analysis. In 2009, the OHCHR 

published a thematic study on the structure and role of national mechanisms for the 

 
64 Gerard Quin, The CRPD as an Engine of Domestic Law Reform. Conference of States Parties to the UNCRPD. UN Headquarters, New 

York City, October 31, 2008.. 
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implementation and monitoring of the CRPD,65 followed by a guidance document on the 

implementation of Article 33(2) in 2014.66 I will also draw on the CRPD Committee’s General 

Guidelines on Independent Monitoring Mechanisms (‘the General Guidelines’)67 and the 

Committee’s GC 7 on participation. Guidance by the CRPD Committee set out in its 

concluding observations on the formation of focal points and Independent Monitoring 

Frameworks (‘IMFs’) brings some additional prescriptions but has not been conclusive on all 

aspects and has been inconsistent in some matters. The UN SR Disability is a further source of 

soft law guidance that addresses this issue.68   

 

Terminology  

The principal subject of this chapter is NHRIs who have been designated as Independent 

Monitoring Mechanisms throughout this thesis I will refer to these bodies using the 

abbreviation ‘NHRI (IMM)’.  

 

2.2 History of Development  

 

At the turn of the century, disabled people were, in theory, protected by way of the core human 

rights treaties on an equal basis as everyone else. 69 This point was reiterated within the Vienna 

Declaration and Programme of Action which provided that ‘…all human rights and 

fundamental freedoms are universal and thus unreservedly include persons with 

disabilities…’.70 However there was a realization that disabled people often found that in 

practice they were unable to access and enjoy their rights on an equal basis with others.  

 

Following the Vienna Declaration, the General Assembly in 1994 adopted the Standard Rules 

on the Equalization of Opportunities for Persons with Disabilities.71 These Rules were 

innovative in a number of respects, for instance requiring the establishment of Governmental 

coordination mechanisms relating to disabled people.72  The adoption of the Rules encouraged 

reflection internationally on the development of disability-based anti-discrimination 

 
65 OHCHR, ‘Thematic Study by the Office of the United Nations High Commissioner for Human Rights on the Structure and Role of 

National Mechanisms for the Implementation and Monitoring of the Rights of Persons with Disabilities’, AHRC/13/29,’  
66 OHCHR, ‘National Implementation and Monitoring’ UN Doc CRPD/CSP/2014/3 (1 April 2014) 
67 CRPD Committee, ‘Guidelines on Independent Monitoring Frameworks and their participation in the work of the Committee’ 2018 
68 UN Special Rapporteur Disabilities,  Report to the Seventy-first session of the UN GA (2016) UN Doc A/71/314, 
69 Guernsey K, Committee on the CRPD in Ilias Bantekas, et al (eds), The UN Convention on the Rights of Persons with Disabilities: A 

Commentary (Oxford University Press 2018)  p. 1016  
70 Vienna Declaration and Programme of Action, adopted by the World Conference on Human Rights in Vienna on 25 June 1993 
71 UN General Assembly, ‘Standard Rules on the Equalization of Opportunities for Persons with Disabilities’ (1993) UN Doc A/RES/48/96, 

Rule 17.  
72 ibid 
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legislation.73 However, the Rules ‘set-forth an outmoded medical and charity-based 

understanding of disability’.74 Furthermore, as ‘soft law’ the Rules lacked a ‘legally binding 

character’. 75 At the turn of the century the DPM realised that the mainstreaming of the 

disability rights within the UN human rights machinery required the adoption of a specific 

convention on the rights of disabled people.76  

 

In 2001 the General Assembly adopted a resolution promoted by Mexico establishing an Ad 

Hoc Committee to ‘…consider proposals for a comprehensive and integral convention to 

promote and protect the rights and dignity of persons with disabilities…’.77 The work of the 

Ad Hoc Committee was informed by the publication of a study by Degener and Quinn on the 

use and future potential of United Nations human rights instruments in the context of 

disability.78 The study found that there was a need for a convention to ‘tailor general human 

rights norms to meet the particular circumstances of persons with disabilities’.79 Notably the 

report identified that NHRIs could play a key role in promoting the rights of disabled people 

in national settings.80  

 

At the first session of the Ad Hoc Committee State representatives, including those from the 

US and the EU bloc, outlined that they were not convinced of the need for a human rights 

instrument for disabled people.81 In contrast Mexico and other Latin American states were 

strongly of the view that a new convention was required.82 In the year between the first and 

second session, disability advocates embarked on a significant lobbying campaign with 

supportive and unsupportive states, which resulted in a change of opinion.83  At the second 

session, it was agreed that a working group be established to prepare a draft instrument. The 

working group was to be composed of states, NGOs and NHRIs, and was under the 

chairpersonship of Don McKay.84  
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The involvement of DPOs in the negotiation of a treaty was unprecedented. As Rasmussen & 

Lewis have stated ‘…the CRPD was the first UN Convention with significant civil society 

input in its drafting process. In fact, much of the final text incorporates that drafted by civil 

society’.85  McCallum has highlighted that DPOs and disabled people were the ‘movers and 

shakers’ in negotiating the Convention.86 The role of NHRIs during the negotiation of the treaty 

has also been highlighted, in particular the AHRC played a key role.87  

 

The Ad Hoc Committee concluded their deliberations in 2006. The Convention was adopted 

by the General Assembly on 13 December 2006 and entered into force on 3 May 2008, along 

with its Optional Protocol. At the time of writing there are 184 signatories to the UNCRPD and 

164 ratifications.  

 

2.3 Substantive Provisions of CRPD: Unique and Extensive   

 

The CRPD places unique obligations on the state which are broad in scope and extensive. 

The development of the CRPD was informed by the social model of disability which puts 

forward the view that it is society which disables people.88 The influence of the social model 

on the CRPD is seen in the significant emphasis placed on the role of the state in addressing 

obstacles faced by disabled people and in protecting them from abuses by others.89 Reflecting 

the social model the CRPD takes an ‘expansive view of the state’s role’.90  

 

Human rights have traditionally been categorised into socio-economic rights and civil and 

political rights. Civil and political rights guarantee what has been described as ‘negative 

liberty’ and in doing so they seek to restrain the state, whereas socio-economic rights require 

positive action from the state to guarantee ‘positive liberty’.91 The CRPD represents a 

‘pluralisation of human rights’ it ‘subtly reformulates and extends existing human rights to take 
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into account the specific experience of persons with disability’.92 In drawing on the principle 

of non-discrimination and equality the CRPD breaks down the traditional distinction between 

civil and political and socio-economic rights.93 As a result the implementation of its provisions 

requires new innovative approaches.  

 

Article 1 of the CRPD makes clear that the Convention is intended to ‘promote, protect and 

ensure’ human rights. Article 1 reflects the categorisation of human rights obligations into the 

respect, protect and fulfil categories.94 Obligations to respect are those that require the state to 

‘abstain from doing anything that violates the integrity of the individual’.95 For instance the 

state should not unjustifiably deprive an individual of their liberty. Obligations to protect, 

relates to the prevention of other individuals or groups from violating the integrity, freedom of 

action or human rights of others. The CRPD places extensive obligations on the state to protect 

disabled people from abuses by private individuals. For instance, Article 9 requires states to 

‘ensure that private entities that offer facilities which are open or provided to the public take 

into account all aspects of accessibility for persons with disabilities’. Article 8 sets out 

extensive obligations on the state to ‘foster respect for the rights and dignity of persons with 

disabilities’ which are more detailed than ‘any of its predecessors’ going so far as to require 

state to go about ‘engineering changes in attitude’.96 Finally the obligation to fulfil requires the 

provision of positive measures, such as the provision of a social security system. This 

categorisation provides a useful guide for the exploration of a state’s duties under the CRPD. 

As I will discuss later the CRPD places obligations on the state to respect the right of disabled 

people to form organisations, to protect them against attempts from other organisations to 

diminish their advocacy efforts and to provide funding to support their activities.  

 

The substantive norms set out in the CRPD includes rules; standards and principles.97 Arduin 

highlights that rules ‘are provisions whose ex ante meaning is clear; they specify an outcome 

before particular cases arise’.98 In contrast standards do not define an outcome, their ‘meaning 

is determined, not ex ante, but at the time of their implementation’.99 Principles are 
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‘background notions’ they are of ‘general application to be horizontally integrated across the 

CRPD’.100 The inclusion of standards and principles reflects the fact that the experience of 

disability is located in society.101 A determination of measures required to realise the rights of 

disabled people must be informed by the circumstances in the society in which they will take 

effect. This has significant implications for NHRIs when advising on implementation of the 

CRPD.  

 

The distinction between these norms can be seen in the way the CRPD frames non-

discrimination.102 It is enshrined as a central principle in Article 3(b). In addition, Article 5(2) 

sets down the rule that states must ‘prohibit all discrimination on the basis of disability’. Article 

5(3) sets down the standard that states must ‘take all appropriate steps to ensure that reasonable 

accommodation is provided’. This standard performs a ‘bridging role’ across the substantive 

provisions within the CRPD making clear that states must ensure protections are meaningful 

and accessible.103 States must explore what reasonable accommodations are required to ensure 

that disabled people enjoy equal benefit of the law.104  

 

For the purposes of this enquiry, it is notable that a determination of a state’s obligations under 

the CRPD requires a detailed appreciation of domestic circumstances. This underscores the 

need for the examination of a state’s compliance with the CRPD to be informed both by the 

international system and by domestic systems. In implementing the CRPD a state must develop 

its understanding of the circumstances of disabled people in order to inform their public 

policies.105 Similarly an independent monitor must develop its own systems for recording and 

analysing the lived experiences of disabled people and of the impact policies.  

 

A ratifying state will have to embark on an extensive process of policy and law reform to 

implement its obligations. The CRPD Committee have made clear that legislative measures to 

implement the CRPD will include revisions to civil and criminal law.106 There is a risk that 

states will seek to confine their obligations under the CRPD to those policies that are 
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specifically targeted at disabled people. The CRPD at Article 4(1)(c) requires states to ‘take 

into account the protection and promotion of the human rights of persons with disabilities in 

all policies and programmes’. Article 4(1)(c) is linked to the concept of ‘universal design’, 

under which policies must be applicable ‘by all people, to the greatest extent possible, without 

the need for adaptation or specialized design’.107 A key challenge for DPOs and NHRI(IMM) 

is ensuring that decision makers appreciate that the implementation of the CRPD requires 

reform of ‘the totality of policy measures, with intended or unintended consequences, for the 

welfare, living conditions, autonomy, participation and dignity of persons with disabilities’.108 

 

For the purposes of this enquiry, it is important to note that the UNCRPD contains a broad 

range of substantive provisions, the implementation of which will require states to embark 

upon a significant programme for reform. In developing reforms, a state will have to develop 

its own understanding of the circumstances of disabled people and the particular challenges 

which they may experience. Reflecting this the CRPD devotes Article 31 to setting out specific 

obligations on the state to develop their evidence gathering systems to ensure that they are 

capturing the lived experience of disabled people. An NHRI(IMM) which is responsible both 

for advising on measures required to bring about the implementation of the CRPD and to 

monitoring the state’s efforts will also have to develop its capacity to capture the lived 

experience of disabled people.  

 

2.4 Models of Disability  

 

Until the 1960s disability scholarship was dominated by the medical model of disability. This 

model ‘personalizes disability, casting it as deficit located within individuals that requires 

rehabilitation to correct the physiological defect or to amend the social deficiency’.109  

 

The social model of disability challenges the medical model and argues that it is society 

which disables people who have impairments.110 One of the earliest definitions of the social 

model was formulated by the UK DPO the Union of Physically Impaired Against 

 
107 UNCRPD Article 2  
108 Halvorsen R, Waldschmidt, A Hvinden B and Bøhler K, Diversity and dynamics of disability policy Europe An analytical framework in 
Rune Halvorsen R et. Al (eds) The Changing Disability Policy System Active Citizenship and Disability in Europe (Routledge 2017) 

p. 13 
109 Arlene Kanter ‘The Law: What's Disability Studies Got to Do with It or An Introduction to Disability Legal Studies’ 2011 Columbia 
Human Rights Law Review 403, p. 420  
110 See R. Traustadottir, ‘Disability Studies, the Social Model and Legal Developments’, in Oddny Mjoll Arnardottir and Gerard Quinn 

(eds.), The UN Convention on the Rights of Persons with Disabilities, 3 (Martinus Nijhoff, 2009).  



 37 

Segregation. It stated, ‘it is society which disables physically impaired people. Disability is 

something imposed on top of our impairments, by the way we are unnecessarily isolated and 

excluded from full participation in society’.111 The social model of disability suggests that if 

‘social barriers were broken down, disability would not exist’.112 Campbell and Beckett have 

highlighted the important role played by the social model in positioning ‘the present (a 

disabling society) as unjust’ and in allowing ‘people to recognise one another as members of 

the same struggle, with shared values, coming together to dismantle disabling barriers’. 113  

 

Whilst the social model provided a useful oppositional device, numerous commentators 

raised concerns that the model failed to acknowledge the ‘the personal experiences of 

physical and intellectual restrictions, of illness, of fear of dying’.114  

 

Degener notes that whilst the social model informed the negotiation of the CRPD, the CRPD 

itself goes beyond the social model and ‘codifies the human rights model of disability’.115  

Degener further highlights that the human rights model improves on the social model by 

acknowledging that a person’s condition ‘…might reduce the quality of life but [their life] 

belongs to humanity and thus must be valued as part of human variation…’.116 Degener has 

put forward six propositions for how the human rights model improves on the social model of 

disability.  

 

Lawson and Beckett have analysed the propositions put forward by Degener and offered a 

defence of the social model. They highlight the ‘danger that multiplying models simply 

multiplies confusion’.117 Lawson and Beckett highlight that the social model ‘operates to 

identify where policy reform is needed’. They acknowledge that the model cannot ‘provide a 

detailed blueprint or roadmap for policy responses to disability’.118 In contrast the human 

rights model is a model of disability policy. The human rights model emphasises the ‘need to 
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progress disability policy and law reform in line with human rights principles and 

obligations, as set out in the CRPD’.119 

Whilst the CRPD Committee now routinely refer to the human rights model, the social model 

continues to provide a useful ‘aid to understanding’ the barriers faced by disabled people and 

to the problematizing processes.120 The human rights model informed by the CRPD provides a 

set of principles and values which can inform the design of disability policies to address the 

deficiencies of the social model. I therefore see the social model and human rights model as 

complimentary to one another rather than in opposition.  

For the purposes of this enquiry both models of disability are useful in encouraging 

consideration of how the internal thought processes of decision makers impact on outcomes in 

the policy making process. All individuals employ heuristics to assist with decision making, 

these are defined as ‘cognitive shortcuts that allow individuals to meaningfully process 

probabilistic information’.121 These shortcuts can be ‘rational,’ which pursue clear goals, or 

‘irrational,’ which draw on deeply held beliefs or values.122 The beliefs and values which an 

individual holds shapes their view of disabled people in society and shapes their view of the 

obligation of the state towards disabled people. A key challenge for NHRI(IMM) and DPOs is 

to change the perspectives of decision makers who perceive disabled people as medical patients 

who require treatment and are incapable of taking decisions for themselves.123 Such 

perspectives can lead to decision makers discounting emancipatory public policy 

interventions.124 In my case studies I will consider how a NHRI(IMM) working with DPOs 

have sought to challenge negative views held by decision makers.  

2.5 Procedural provisions of CRPD 

 

The negotiation of the UNCRPD took place simultaneously to broader negotiations relating to 

the treaty body system more broadly.125 These negotiations informed discussions relating to 

the UNCRPD with both the DPM and NHRIs proposing a number of innovative approaches to 

 
119 Ibid p. 365 
120 Colin Barnes, ‘Understanding the Social Model of Disability’ (Handikappförbundens samarbetsorgan, Halmstad 18 November 2009) , 
https://silo.tips/download/understanding-the-social-model-of-disability. Accessed 22 February 2022  
121 Alex Geisinger and Michael A. Stein, A Theory of Expressive International Law, [2019] Vanderbilt Law Review 75, p. 114 
122 Cairney Standing on the Shoulders of Giants: How Do We Combine the Insights of Multiple Theories in Public Policy Studies? [2013] 
The Policy Studies Journal, 1, , p. 7  
123 Colin Barnes, ‘Re-thinking Disability, Work and Welfare’ [2012] Sociology Compass 6/6: 472, p. 475  
124 Pinto P, At the crossroads: Human rights and the politics of disability and gender in Portugal [2011] European Journal of Disability 
Research 116, p. 127 
125 Egan S, Reform of the UN Human Rights Treaty Body System, in Fédéric Mégret, and Philip Alston (eds) The United Nations and 

Human Rights : A Critical Appraisal (2nd edn, Oxford University Press 2020), p. 646  

https://silo.tips/download/understanding-the-social-model-of-disability


 39 

the system for monitoring compliance.126 However, as the negotiations progressed it became 

clear that States were unwilling to subscribe to new methods of international monitoring.127 

States were reluctant to agree to the proposed CRPD Committee taking on the character of a 

‘quasi judicial’ body.128 As a result the procedure for international monitoring provided within 

the UNCRPD is broadly consistent with the committee structure provided within the other 

treaties.  

 

DPO leaders and NHRIs sought to develop innovative arrangements at the domestic level.129 

Noting the challenge of progressing disability policy, and the ambitious goals of the 

Convention, negotiators sought to facilitate the development of domestic institutional 

architecture. It was hoped that this architecture would play a key role in ensuring that CRPD 

compliance was placed on the political agenda of ratifying states.130 As a result the provisions 

of the CRPD represent ‘a clear improvement for human rights implementation’ at the domestic 

level.131  

 

In this section I will consider the role of the CRPD Committee, the Conference of State Parties 

and then I will consider the responsibility upon states to develop domestic institutional 

architecture to bring about compliance at the domestic level.  

 

2.5.1 International Oversight 

 

2.5.1.1 Role of the CRPD Committee 

 

Article 14 of the CRPD makes provision for a committee of experts with up to a maximum of 

18 members. The CRPD Committee perform five key functions, namely: consideration of State 

reports; receiving individual complaints; considering inter-state complaints; conducting 

inquiries into alleged systemic violations of treaties and preparing general recommendations 
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or comments to assist the interpretation of the Convention.132 In keeping with the other Treaty 

bodies the CRPD Committee augments the CRPD by resolving ‘ambiguities and 

indeterminacy, conflicts among its principles and rights [and work] out meanings of its grand 

terms’.133  

 

The Committee is permitted to establish its own rules of procedure and has done so. As set out, 

the Committee have also issued guidance to civil society and IMMs on monitoring the 

UNCRPD.134 Within two years of ratification states are required to submit to the Committee 

‘…a comprehensive report on measures taken to give effect to its obligations’.135 The 

UNCRPD Committee by way of its General Guidelines have elaborated extensively on the 

details a state should include in the report.136 As I will explore more fully in my evidence 

gathering the UNCRPD Committee provide a number of opportunities for NHRI(IMM)s and 

DPOs to contribute to the examination process.  

 

2.5.1.2 Conference of State Parties  

 

The CRPD at Article 40 makes provision for the state parties to the Convention to meet 

regularly in a Conference of States Parties to consider any matter regarding implementation. 

The Conference was established to provide a platform for sharing ideas, experience, and 

expertise.137 The CRPD is the first international human rights treaty to provide for a 

Conference of State Parties. Bantekas highlights that provision for a conference is ‘part of an 

established tradition whose principal aim is to keep the Convention alive by stimulating 

actions, collaborations, enforcement, capacity building and others’.138 The Conference does 

not have enforcement powers. However, the Conference can be used to showcase emerging 

good practices relating to the rights of disabled people.139  
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During the 14th session of the Conference in 2021 the GANHRI made a statement highlighting 

the need to monitor the impact of Covid-19 related containment measures on disabled people. 

Alongside the conference many DPOs and NHRIs organise side events for sharing views and 

putting forward proposals for reform.140 The Conference therefore can provide an opportunity 

for DPOs and NHRI(IMM) to highlight new approaches to meeting human rights obligations 

to state representatives.  

 

2.5.2 Domestic Institutions 

 

In this section I will consider the role and functions of a CRPD focal point and an IMF or IMM. 

I will also consider how DPOs can engage with both bodies.  

 

2.5.2.1 UNCRPD Focal Points  

 

Article 33(1) places a positive obligation on states to establish a focal point for ‘matters relating 

to implementation’ and to consider the development of a coordination mechanism. Focal points 

should be ‘within government’ and should have a clear mandate relating to the implementation 

of the CRPD. Article 33(1) refers to the ‘designation’ of a focal point. The OHCHR 

acknowledges that ‘relevant bodies’ may already exist. The mandates of existing public bodies 

must be revised to include ‘overseeing the implementation of the Convention’.141 This will 

include promoting awareness of the Convention, participation in the development of National 

Disability Action Plans (NDAPs), and monitoring implementation.142 

 

The OHCHR highlights that the ‘designation of the ministries of health or of welfare and labour 

as the government focal point should be avoided’ and the preferred administrative home of a 

CRPD focal point is in ‘ministries responsible for human rights, social affairs and justice’.143 

The state must ensure its focal point is of ‘a sufficiently high institutional rank to effectively 

carry out its duties’.144  
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Whilst requiring that focal points should be part of government, the OHCHR has highlighted 

that it may be useful to ‘recognise the independence of the focal point structure from the parent 

ministry…’.145 Modern state administrations tend to be modelled on the concept of a ‘weberian 

civil service’, in which the role of the civil servants is ‘the administration of policy decisions 

that ministers make and for which they are held accountable’.146 The OHCHR appear to be 

suggesting that focal points should operate as a quasi-autonomous implementation units to 

promote implementation.147 In my case studies I will consider the extent to which this has been 

realized in practice.  

 

The OHCHR has emphasised that the principal function of a UNCRPD focal point is ‘to avoid 

uncoordinated action’.148 The key role of a UNCRPD focal point is to address the ‘eternal and 

ubiquitous problem’ of coordinating public administrations to support the development and 

implementation of disability policy.149 Quinn emphasises that focal points should act as a 

‘useful corrective to the tendency in all governments to fragment disability policy depending 

on departmental priorities (the so-called ‘silo’ effect)’.150 Many of the policy problems faced 

by disabled people are classed as ‘wicked problems’ which require coordinated action across 

government.151 Disabled people and DPOs seeking to bring about changes in government 

policy often find that responsibility for public policies relating to disabled people is dissipated 

across a range of government departments.152 This makes it difficult to work with decision 

makers to isolate problems and develop solutions. The UNCRPD Committee have made clear 

that a UNCRPD focal point should provide an entry point for DPOs into the policy making 

process.  

 

Commentators have considered how focal points can most effectively promote 

implementation.153 De Beco and Hoefmans suggest that UNCRPD focal points should establish 

themselves as an ‘…expertise centre for all government actors when it comes to the UNCRPD 
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and its implementation…’.154 Guidance from the UN SR Disability suggests that focal points 

should have the power to compel actions by government departments.155 In practice States tend 

to emphasise the role of focal points in promoting, rather than requiring coordination. The 

UNCRPD Committee have at times suggested that a focal point should hold government 

department to account156, and at other times suggesting a focal point should simply have a 

promotional role.157 Overall there is a lack of guidance on how focal points should perform 

their coordination role. Furthermore, there is a lack of guidance on the relationship between a 

UNCRPD focal point and an Independent Monitoring Mechanism or Framework. I will explore 

in my case studies how the effectiveness of a UNCRPD focal point can impact directly on the 

effectiveness of an NHRI(IMM). It is clear that an effective focal point can play a key role in 

creating opportunities for both NHRI(IMM) and DPOs to influence change.  

 

In addition to the obligation to establish a focal point, a state is also required to consider the 

development of a coordination mechanism. The OHCHR suggest that a coordination 

mechanism ‘…might take the shape of an inter-ministerial group, tasked with coordinating 

implementation of the Convention across respective departments/sectors or levels of 

government….’.158 In practice most states have decided not to establish coordination 

mechanisms.159  

 

2.5.2.2 UNCRPD Independent Monitoring Mechanisms  

 

In this section I will present a legal analysis of Article 33(2) of the UNCRPD. In addition to 

drawing on guidance from the OHCHR, I have conducted a review of the UNCRPD 

Committee’s concluding observations and its relevant guidance. At the time of writing the 

UNCRPD Committee have issued concluding observations relating to 91 states. In all but one 

set of concluding observations the Committee have considered the state’s compliance with 

Article 33(2). In addition, I will draw on reports of the UN SR Disability’s country visit 

procedures and previous independent studies on Article 33(2) bodies.    

 

 
154 De Beco G and Hoefmans A (n. 111) p. 30  
155 Special Rapporteur, Report to the Seventy-first session of the UN GA (2016) UN Doc A/71/314, para 68.  
156 CRPD (n 20)  
157 CRPD Committee, ‘Concluding Observations on the initial report of Ethiopia’ CRPD/C/ETH/CO/1 31 August 2016 para 71  
158 OHCHR, ‘Thematic Study’  (n 64) para 32 
159 Sébastien Lorion (2019) A Model for National Human Rights Systems? New Governance and the Convention on the Rights of Persons 

with Disabilities, Nordic Journal of Human Rights, 37:3, 234-258. 
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The terms ‘Independent Monitoring Framework’ and ‘Independent Mechanism’ are often used 

interchangeably which has created some confusion.160 The focus of this enquiry is NHRIs who 

have been designated as an IMM. This role may be performed within a framework but in most 

cases a framework has not been created. The text of Article 33(2) is not prescriptive as to the 

role, powers and composition of the framework or mechanism.161  

 

In its Guidelines the UNCRPD Committee have made clear that states enjoy ‘a margin of 

appreciation’ when deciding the composition of its monitoring framework, and that they are 

‘free to determine the appropriate structure according to their political and organizational 

context’.162  

 

Article 33(2) does require that the framework include an independent mechanism and adopts 

the wording of the Paris Principles in referring to its functions. The OHCHR has stated that 

NHRIs are the ‘natural core entities of the monitoring framework at the national level’.163 

Indeed, the UNCRPD Committee in its concluding observations have consistently 

recommended that within a monitoring framework that a State Party ‘must have an institution 

that is in compliance with’ the Paris Principles.164  

 

The Committee in general appears content for the framework to be composed solely of a state’s 

NHRI.165 The Committee recommended that the Canadian Government ‘formally appoint the 

Canadian Human Rights Commission as the independent monitoring mechanism’, a 

recommendation supported by DPOs in Canada.166 The Committee have specifically 

recommended that states should ensure that NHRIs designated as IMMs are accredited as an 

A status institution by GANHRI.167 The accreditation of NHRIs is discussed in Chapter 4.  

 

Where frameworks have been developed without the inclusion of an NHRI, the Committee 

have found them to be inadequate, and lacking the resources, capacity and, most significantly, 

the independence required to perform their duties effectively.168 In the case of Kenya, the 

 
160 Rachel Murray and Kelley Johnson, Implementation of Article 33 CRPD in the United Kingdom: The Need to Consolidate Civil Society 

Engagement in Article 33 of the UN Convention on the Rights of Persons with Disabilities National Structures for the Implementation and 
Monitoring of the Convention (ed. G De Beco),  p. 110 
161 OHCHR, ‘National Implementation’ (n. 64) para 8   
162 UNCRPD Committee, Guidelines on Independent Monitoring Frameworks and their participation in the work of the Committee, para 12  
163 OHCHR, ‘Thematic Study’  (n 64), para. 78.  
164 UNCRPD Committee, Concluding observations on the initial report of Belgium, CRPD/C/BEL/CO/1 (28 October 2014) para 49 
165 UNCRPD Committee, Concluding observations on the initial report of the Czech Republic, CRPD/C/CZE/CO/1 ((15 May 2015) para 62 
166 UNCRPD Committee, Concluding observations on the initial report of Canada, CRPD/C/CAN/CO/1 (8 May 2017) para 55(b)  
167 UNCRPD Committee (n. 140)  
168 UNCRPD Committee, Concluding observations on the initial report of Argentina CRPD/C/ARG/CO/1 (8 October 2012) para 52  
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Committee expressed concern that the framework did not comply with the Paris Principles and 

specifically recommended that the Kenyan National Commission on Human Rights be 

included to ensure compliance.169 In Spain, the umbrella DPO the Spanish Committee of 

Representatives of Persons with Disabilities was initially solely designated as the independent 

monitoring framework. However, in light of concerns relating to the lack of statutory powers, 

the Spanish Government included the Spanish A status NHRI within the monitoring 

framework.170 Following the joint designation of the Spanish NHRI and the umbrella DPO as 

the Spanish Independent Monitoring Framework the UNCRPD Committee recorded that Spain 

was ‘in full compliance with Article 33(2)’.171  

 

Article 33 requires States to formally designate their Article 33(2) bodies.172 The Committee 

have made clear that the monitoring mechanisms must have ‘a stable institutional basis that 

allows it to operate properly’.173 However, this designation is not a pre-requisite for ratification 

and some states have ratified the UNCRPD without designating Article 33(2) bodies.174 An 

analysis of concluding observations issued by the UNCRPD Committee suggest that around a 

third of all states examined were yet to designate an independent framework or IMM at the 

time of examination.175 In Chapter 4 I will consider the practices of NHRIs designated as 

IMMs.  

 

Article 33(3) places a specific obligation on states to ensure that ‘Civil society, in particular 

persons with disabilities and their representative organizations, shall be involved and 

participate fully in the monitoring process’. The precise form that this participation should take 

is somewhat unclear.176  

 

In an interview for this research, a representative of the CRPD Committee emphasised that the 

model in Spain, of an NHRI being designated alongside an umbrella DPO, was broadly 

considered best practice. However, noting the absence of national umbrella DPOs the 

 
169 UNCRPD Committee, Concluding observations on the initial report of Kenya  

CRPD/C/KEN/CO/1 (30 September 2015) para 24 (c) 
170 NUI Galway / The Centre for Disability Law and Policy, Establishing a Monitoring Framework in Ireland for the United Nations 
Convention on the Rights of Persons with Disabilities (Irish Human Rights and Equality Commission 2016) 22  
171 UNCRPD Committee, Concluding Observations on Spain, CRPD/C/ESP/CO/1, para. 6. 
172 ibid 
173 UNCRPD Committee, Concluding observations on the initial report of Albania CRPD/C/ALB/CO/1 (14 October 2019) para 54  
174 UN SR Disability ‘End of Mission Statement by the UN SR Disability, on her visit to Zambia report’, 28 April 2016 

<https://www.ohchr.org/en/NewsEvents/Pages/DisplayNews.aspx?NewsID=19890&LangID=E> accessed 22 February 2022  
175 34 of 91 concluding observations issued include a recommendation that the state designate an independent mechanism or framework in 

line with Article 33(2)  
176 (Raley n. 3) p. 149  
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Committee considered it was impracticable to require states to include an umbrella DPO within 

a monitoring framework, and such a recommendation was not included within GC 7.177 

 

The UNCRPD Committee have consistently recommended that independent frameworks or 

mechanisms should be required to ensure the ‘full involvement of organisations of persons 

with disabilities in its monitoring tasks under the Convention’.178 Therefore, whilst a state may 

choose not to designate a DPO within the IMF, it must still facilitate their involvement in other 

ways. In doing this a state must respect the operational autonomy of a NHRI. In its 2019 

concluding observations on Australia the UNCRPD Committee recommended that the State 

Party establish ‘a formal mechanism’ to ensure the meaningful participation of disabled people 

and their representative groups in monitoring the convention.179 The UNCRPD Committee 

have adopted the view that a formal mechanism should be developed to facilitate the 

participation of disabled people and their representative groups in the monitoring activities of 

a NHRI(IMM)s.180 

 

2.6 Civil society  

 

The participation of disabled people is a central principle of the UNCRPD. Lord and Stein 

highlight that participation of disabled people and their representative organisations is ‘woven 

throughout the entire fabric of the text’.181 The preamble to the UNCRPD notes that the 

participation of disabled people ‘…will result in their enhanced sense of belonging and in 

significant advances in the human, social and economic development of society and the 

eradication of poverty’.  The growth and development of a vibrant DPM is essential to the 

effective implementation of the CRPD. Underscoring this, following the opening of the CRPD 

for signature, the UN Expert Group on Disability adopted the Declaration of Madrid which 

affirms that developing the capacity of disabled people and their representative organisations 

is essential for the implementation of the CRPD.182   

 

 
177 Interview with CRPD Committee Secretariat representative 11 December 2021  
178 UNCRPD Committee (n. 142) para 55(b)  
179 UNCRPD Committee, Concluding observations on the combined second and third periodic reports of Australia CRPD/C/AUS/CO/2-3 
(15 October 2018) para 62  
180 UNCRPD Committee, Concluding observations on the initial report of Estonia CRPD/C/EST/CO/1 (5 May 2021) para 65  
181 Stein, Michael Ashley and Lord, Janet E , Monitoring the Convention on the Rights of PWDs: Innovations, Lost Opportunities, and 
Future Potential [2010] Human Rights Quarterly 689 p.697 
182 United Nations General Assembly, 'Declaration of Madrid: Making It Work: Civil Society Participation in the Implementation of the 
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The CRPD protects the right to participation in both the implementation and the monitoring of 

the Convention. It recognises that the inclusion of disabled people and their representative 

groups in both the implementation and monitoring of the CRPD will strengthen both processes.   

 

2.6.1 The right to participation: Article 29 

Article 29 of the CRPD protects a number of specific rights relating to electoral law and sets 

out the obligation of State Parties to ‘promote actively an environment in which persons with 

disabilities can effectively and fully participate in the conduct of public affairs’.  

In addition to unequivocally prohibiting exclusionary laws and practices, Article 29 places a 

positive obligation on states to remove barriers to participation.183 The Article specifically 

acknowledges the importance of the participation of disabled people in NGOs and associations, 

and the value of ‘Forming and joining organizations of persons with disabilities to represent 

persons with disabilities at international, national, regional and local levels’. The CRPD 

requires states both to respect the right of individual disabled people to participate in society 

and to respect the right of disabled people to join and form their own organisations.  

2.6.2 The right to participate in decision making: Article 4(3)  

Article 4(3) provides that ‘States Parties shall closely consult with and actively involve 

disabled people, including children with disabilities, through their representative 

organizations’ in the design and implementation of UNCRPD policies. The inclusion of a 

reference to ‘representative organisations’ in the text of the UNCRPD came at the suggestion 

of the Arab Organisation of Disabled People, who were concerned that states would seek to 

side-line representative groups through direct participation with individuals.184 The UNCRPD 

recognises the role of organisations or DPOs as ‘a key component in addressing social 

exclusion and self- advocacy and empowerment’. 185  

 

 
183 J Fiala-Butora, MA & Stein, JE Lord ‘The Democratic Life of the Union: Toward Equal Voting Participation for Europeans with 

Disabilities’  [2014] Harv. Int'l LJ 71, p.84  
184 Ad Hoc Committee, Daily Summary of discussions at the seventh session of UN Convention on the Rights of PWDs, (31 January 2006), 
available at: <http://www.un.org/esa/socdev/enable/ rights/adhoccom.htm>. Accessed 22 February 2022 
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The UNCRPD Committee have elaborated on how the state should respect, protect and fulfil 

the right of disabled people to engage in collective action.186 States should respect the right of 

disabled people to form organisation and should not refuse to acknowledge their legal status, 

‘because of laws and regulations that deny the legal capacity of their members’.187  

 

In addition, the Committee make clear that states must take measures to protect the right of 

disabled people to engage in advocacy through their organizations.  The Committee note that 

prior to the enactment of the UNCRPD, ‘the views of persons with disabilities were dismissed 

in favour of those of third-party representatives’.188 The UNCRPD Committee require states to 

give consideration to ‘structural forces’ which may undermine the growth and development of 

DPOs within civil society.189 To address this the UNCRPD Committee seek to ensure that 

priority is given to the views of organisations that are truly representative of disabled people. 

The Committee have clarified that DPOs must have a majority of disabled people - at least half 

of its membership - and should be governed, led and directed by disabled people.190 The 

UNCRPD Committee make clear that DPOs should be given priority over OfDPs ‘which 

provide services and/or advocate on behalf of persons with disabilities’ when addressing issues 

directly related to them.191 The UNCRPD Committee have therefore made clear that the 

UNCRPD places specific obligations on the state to promote the development of DPOs and to 

prioritise the views over other forms of CSOs.  

The Committee have elaborated on the states obligation to fulfil the right of disabled people to 

engage in collective action. The Committee have highlighted that ‘Full and effective 

participation should be understood as a process’.192 The UN SR Disability has made clear that, 

‘States must create an enabling environment for the establishment and functioning of 

representative organizations of persons with disabilities’.193 The UN SR Disability has 

highlighted that NHRI(IMM)s also must play a role in establishing the enabling environment. 

States must strengthen the capacity of DPOs ‘to participate in all phases of policymaking, by 

providing capacity-building and training on the human rights model of disability, including 

 
186 CRPD Committee, General comment No. 7 (2018) on the participation of PWDs, including children with disabilities, through their 

representative organizations, in the implementation and monitoring of the Convention CRPD/C/GC/7 (9 November 2018) 
187 Ibid Para 12(c) 
188 Ibid para 12 
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Chicago Press 2009) p. 328  
190 UNCRPD Committee (n. 162) Ibid para 12  
191 ibid para 23  
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193 Special Rapporteur, Report of the Special Rapporteur on the Rights of Persons with Disabilities: Thirty-first Session of the Human Rights 

Council (UN Doc A/HRC/31/62, 2016) para. 63 
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through independent funding’.194 The Committee have made clear that the provision of funding 

should not impinge on the autonomy of a DPO ‘in deciding their advocacy agenda’195 and that 

this funding should be in addition to that provided to facilitate engagement with the Article 

33(2) bodies.  

2.6.3 Policy making process  

 

Article 4(3) is a novel provision of international law. The duty to consult is not generally 

defined within international human rights law. One of the main precedents for a duty to consult 

is the International Labour Organisation Convention, which contains a duty to consult with 

Aboriginal Communities.196 A compilation of thematic advice of the Expert Mechanism on the 

Rights of Indigenous Peoples highlights that ‘consultation procedures should be culturally 

appropriate and undertaken in good faith’, with the objective of agreement.197  

At a regional level, the Council of Europe Framework Convention for the protection of 

National Minorities at Article 15 places an obligation on states to, ‘create the conditions 

necessary for the effective participation of persons belonging to national minorities in cultural, 

social and economic life and in public affairs, in particular those affecting them’.198 The 

Advisory Committee on the Framework Convention have made clear that the participation of 

national minorities should ensure that national minorities have ‘a substantial influence on 

decisions which are taken, and that there is, as far as possible, a shared ownership of the 

decisions taken’.199 However, the Advisory Committee have not fully explained how a state 

should demonstrate that it has discharged its obligation to consult and to provide an opportunity 

to influence.  

Domestic legal structures relating to public consultations tend to set out principles that should 

be followed during a public consultation exercise rather than prescribing specific rules. For 

instance, the UK courts have developed the Gunning principles to assess whether public 

consultations are truly consultative.200  
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Reflecting the principles-based approach to consultation the CRPD Committee have set out a 

number of steps which a decision maker should take to ensure the ‘Full and effective 

participation’ of disabled people and DPOs in consultation exercises.201 Consultation processes 

should be conducted in a ‘meaningful and timely manner’ providing a real opportunity to 

influence the outcome.202 State Parties must ensure that consultation exercises are accessible 

and that reasonable accommodations are made.203  

 

The public officials responsible for the consultation exercise should seek to obtain ‘collective 

agreement on procedures’.204 The processes for the consultation exercise should ‘allow for 

reasonable and realistic timelines taking into account the nature of the organizations of persons 

with disabilities’.205 DPO may need to consult with their members before providing a view on 

a specific proposal and they should be allowed time to do so. The UNCRPD Committee 

emphasises that processes should be subject to ‘periodic evaluations’.206 The UNCRPD 

Committee emphasise that public officials responsible for engagement should be appropriately 

trained. Political scientists have highlighted that whilst often overlooked it is important that 

bureaucrats are appropriately trained in managing participative processes. 207 The UNCRPD 

Committee have considered the need to safeguard the independence of DPOs during 

consultation processes and make clear that states must not ‘condition or prevent organizations 

of persons with disabilities from freely expressing their opinions in consultations and 

throughout decision-making processes’.208 At the conclusion of a consultation process a 

decision-maker must demonstrate that they have considered the representations made by DPOs 

and should provide an ‘explicit explanation in an understandable format of the findings, 

considerations and reasoning of decisions on how their views were considered and why’.209  

 

The UN SR Disability has suggested that the duty towards disabled people ‘stretches beyond 

consultation and access to public decision-making spaces and moves into the area of 

partnership, delegated power and citizen control’.210 This indicates that decision makers are 
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required to share power with DPOs and to afford them a degree of control over the outcome. 

In my view this suggestion is at odds with GC 7. The UNCRPD Committee make clear that 

the UNCRPD places extensive obligations on the state to ensure disabled people and their 

representative groups are able to set out their views but does not stretch to suggesting that 

disabled people and DPOs should have control over the outcome or that their agreement should 

be required.  

 

Political commentators highlight that policy making processes rarely consider the 

representativeness of organisations and instead tend to give greatest prominence to those 

organisations who put forward credible evidence and present convincing arguments.211 This 

enquiry will consider the role of a NHRI(IMM) in supporting DPOs to engage in the policy 

making process in two ways. Firstly, the enquiry will consider how a NHRI(IMM) can support 

DPOs to develop their capacity to engage in the policy making process. Second it will consider 

how a NHRI(IMM) can advocate for reform of policy making processes to ensure they are 

more accessible to DPOs.    

 

2.6.4 Development of Domestic Mechanisms 

 

The UNCRPD Committee have made clear that government are required to develop ‘formal 

procedures of engagement and liaison with’ disabled people and their representative groups.212 

The establishment of participative mechanisms can address the risk of DPOs being excluded 

from policy making processes.213 A CRPD focal point can take on a key role in administering 

formal procedures.214 This approach reflects a corporatist approach to governance which seeks 

to foster the ‘institutionalized integration of interest groups in policy preparation and 

implementation’.215 It is hoped that the development of participative mechanisms will facilitate 

the development of routinised relationship between DPOs and government which is self-

sustaining.216 Below at section 3.4 I consider the opportunities and risks which participative 

structures offer to DPOs, including the risk that participation in such mechanisms may lead to 

DPOs becoming institutionalised.  
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A key role for a NHRI(IMM) is advising government on the design of participative 

mechanisms that are truly reflective of Article 4(3) and GC 7. In my case studies I will consider 

how the IHREC and EHRC have advocated for states to develop participative mechanisms that 

are truly transformative. In addition, I will assess how NHRI(IMM)s are supporting DPOs to 

engage in participative mechanisms.217  

 

2.7 Conclusion  

 

In this chapter I have provided a legal analysis of the provisions of the CRPD of most relevance 

to this enquiry.  

 

The UNCRPD is a complex legal instrument. It contains novel provisions which are 

unprecedented. In placing new and unique obligations its effective implementation will require 

the state to embark on a significant programme of reform. In addition to setting out substantive 

protections, the UNCRPD seeks to transform processes of reform to correct the historic 

exclusion of disabled people and create conditions to sustain a continual process of law reform. 

The CRPD at Article 4(3) places unique obligations on the state to provide for the participation 

of disabled people and their representative groups in the policy making process. The CRPD 

Committee have made clear that the views of disabled people are most effectively articulated 

through the collective voice of DPOs. This places an onus on the state to adapt processes of 

policy and law reform to ensure the inclusion of disabled people and their organisations.  

 

NHRI(IMM) must also adapt their own systems for developing advice and monitoring 

compliance to ensure they are inclusive of disabled people and their representative groups. In 

chapter 4 I will consider the role of a NHRI. The novel provisions of the CRPD creates a need 

for a NHRI to develop its capacity both as a monitor of human rights and as an adviser on 

measures required to bring about compliance. As I will discuss a specific challenge for a 

NHRI(IMM) is developing its knowledge on the design and delivery of participative 

approaches to policy making, to ensure it is well placed to advise and advocate for the necessary 

reforms to realise Article 4(3). An appropriately positioned and resourced focal point can play 
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a key role in working with NHRI(IMM) to ensure the values of the CRPD are internalised 

throughout a state’s civil service. 

 

The DPM can play a key role in realising the transformative potential of the CRPD. However, 

their ability to do so is dependent upon the state realising their obligations towards DPOs.  

The advocates for the CRPD, informed by the experience of negotiating its development, 

consider that NHRI(IMM) are key allies of the DPM in advocating for implementation. In 

addition to advising on reforms to the policy making system, a NHRI(IMM) must develop its 

own capacity and processes to ensure they are able to support DPOs to take advantage of new 

opportunities to influence change. In this thesis I will explore whether NHRI(IMM)s are both 

supporting DPOs as agents of change and seeking to advocate for structural reforms to ensure 

their inclusion in the policy making process.  
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Chapter 3 - The Disabled People’s Movement 

 

3.1 Introduction  

 

This enquiry is focused on the relationship between NHRI(IMM) and DPOs. In this chapter I 

will consider pre-existing literature relating to the development and activities of DPOs and of 

the DPM more generally. As set out in chapter 2 DPOs played a key role in convincing states 

of the need for the UNCRPD. They also played a key role in formulating some of its key 

provisions. The CRPD was designed to correct the historic exclusion of disabled people and 

their representative groups from the policy making process.  

The relationship between civil society and human rights is mutually reinforcing. Civil society 

relies on human rights for protection from unwelcome interventions by the state. 218 In turn, a 

vibrant civil society is essential to ensuring that international human rights norms are 

internalized in society and in the state. Human rights compliance theorists have come to the 

realization that the international human rights system will only have effect if it is able to 

energize civil society.219 Reflecting this, the UNCRPD places an obligation on the state to 

support DPOs to become agents of change who will reinforce efforts by the UNCRPD 

Committee and ensure the values and principles set out within the UNCRPD are internalized 

by state actors. Article 33 UNCRPD reinforces the role of NHRIs in protecting and promoting 

the rights of disabled people and places a specific obligation on NHRI(IMM) to include 

disabled people when they do so. As I will set out in the next chapter this has encouraged 

reflection on the role of a NHRI in supporting the activities of civil society.  

In this chapter I will provide a brief overview of theories relating to the development of the 

social movements. I will make some general observations relating to the development of the 

DPM and the challenges which it has faced and continues to face. I will consider the question 

of legitimacy within the movement, the relationship between the movement and the state. 

Finally, I will consider tactics adopted by the movement to influence change. In investigating 

this, I will draw extensively on social movement literature and on insights from political 

scientists. This literature will inform my case studies in which I will specifically consider the 

DPMs in the UK and Ireland.  
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Publications 2012). 
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Much of the literature relating to human rights compliance refers to CSOs.220 The central 

feature of a civil society is that it is independent of the state and ‘has not been colonized by the 

instrumental ethos of the state’.221 Voluntary associations are the central actors of civil 

society.222 There is a vast array of voluntary associations with a range of goals.  

As set out in the terminology section of my introduction this enquiry relies on the CRPD 

Committee’s definition of DPOs which makes clear that DPOs should have the ‘aim of 

collectively acting, expressing, promoting, pursuing and/or defending the rights of persons 

with disabilities’.223 DPOs are therefore voluntary associations which seek to bring about 

change. The study of disability activism tends to focus on the collective activities of disabled 

people and disability organisations through the DPM – a social movement.224 

 

A social movement is defined as ‘A large grouping of people who have become involved in 

seeking to accomplish, or to block, a process of social change’.225 Social movements are 

developed by individuals and organisations who come together to identify ‘common sentiments 

of oppression’ which they seek to address.226 Social movement literature uses the term ‘social 

movements organisations’ to refer to organisations within a movement.227 DPOs, which make 

up the DPM, therefore may be classed as social movement organisations. Drawing on social 

movement literature in this chapter I will discuss the DPM as a social movement and will 

consider its membership.  

3.2 The Disabled People’s Movement as a social movement  

 

Social movement literature is focused on the establishment and activities of organisations and 

individuals who come together as a social movement hoping to bring about social change.228  

 

Literature on social movements focuses on how social movements form and establish 

themselves. Resource mobilization theory highlights that the key factor determining the 
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success of a social movement is its ability to mobilize resources. Resource mobilization theory 

encourages a consideration of how through developing strategic alliances a DPO can enhance 

its ability to effect change.229 In contrast, political process theorists, in particular Tarrow, 

highlight the role of the political arena in shaping the development of social movements.230 

This theory encourages consideration of the opportunities which the political arena presents to 

DPOs. I have drawn on both theories and the body of literature on social movements in 

developing this chapter.  

3.2.1 Development of the Disabled People’s Movement  

The development of a disability consciousness has historically been undermined due to the 

stigmatisation of disabled people. Hahn notes, ‘Persons with disabilities often are 

understandably reluctant to focus on that aspect of their identity that is most negatively 

stigmatized by the rest of society and to mobilize politically around it’.231 Scotch has also 

highlighted that the diversity of impairment groups can create an obstacle to the creation of a 

collective consciousness.232 Scotch notes, ‘Blind people, people with orthopaedic 

impairments, and people with epilepsy may not inherently see themselves or be seen by 

others as occupying common ground. Even greater divisions may exist between individuals 

with physical impairments and those with mental disabilities.’. 233 Beckett in acknowledging 

this view has argued that ‘the disability movement are united in their view that we live in a 

‘disabling society’’.234 It is this realisation which brings a variety of impairment groups 

together.  

The establishment of the DPM in the UK benefited from the input of disability scholars who 

developed the social model of disability in the 1960s.235 The social model of disability emerged 

as a unifying concept which brought disabled activists together.236 The social model provided 

the basis for the development of pan disability organisations in the UK and other countries.237    
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The DPM has continued to be a broad based movement which includes a diversity of DPOs 

which may have ‘different, and potentially conflicting goals’.238 As I will analyse in my case 

studies, a key challenge for the movement is ensuring that certain impairment groups do not 

become marginalized.  

3.2.2 Legitimacy of members of the Movement   

 

Disability scholars have consistently highlighted the need for the DPM to distinguish between 

DPOs who they consider to be the legitimate voices of disabled people from organisations for 

disabled people (OfDP) who purport to speak on behalf of disabled people.239 OfDPs are often 

in receipt of public or charitable funds to provide services to disabled people, creating an 

obvious conflict of interest.240 Despite this conflict-of-interest OfDPs have at times claimed 

that they are best placed to represent the views of disabled people.241 In doing so OfDPs often 

‘articulate their own assumptions about the needs of disabled people’ obscuring the views of 

disabled people themselves.242 This has created a situation of ‘testimonial injustice’ in which 

the authority of disabled people to speak for themselves is undermined.243 In both of my case 

studies I will consider how DPOs have sought to resolve this situation of testimonial injustice.  

DPO tend to emerge ‘from below’, with many starting as self-help groups.244 These groups 

tend to be composed of volunteers who have personal experience of the challenges which the 

organization seeks to address. Disability scholars have highlighted how processes of 

professionalization often lead to DPOs losing their connection to their intended 

beneficiaries.245 This is a challenge which I will explore in my case studies.    

As I will discuss in my case studies DPMs have also sought to address the question of whether 

organisations which were originally established as OfDP, who have undergone structural 

reforms to ensure they meet the definition of a DPO can be accepted as legitimate members of 
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the movement. Radermarcher and others have cautioned that even organisations which include 

disabled people in their decision-making processes often are not truly participatory.246  

As set out the CRPD Committee by way of GC 7 have now set out the essential characteristics 

of a DPO. Whilst the UN has developed a system to accredit CSOs who wish to speak at the 

UN Human Rights Council, the UNCRPD Committee have not developed its own system to 

accredit organisations as DPOs who wish to engage in the examination process.247 In my case 

study analysis I will consider how national DPMs have sought to informally assess the 

credibility of organisations putting themselves forward as DPOs and whether NHRI(IMM) can 

potentially play a role in assisting these processes.  

3.3 Disabled People’s Movement and the policy making process 

 

Social movements tend to be developed by groups who have been excluded from the mainstream 

political system.248  Research continues to demonstrate that disabled people are significantly under-

represented in political systems throughout Europe.249 Social movements are developed to challenge 

the status quo, they ‘refuse to accept the boundaries of established institutionalised rules and routinized 

action’.250 For those disabled people who have found the political system inaccessible, involvement in 

DPOs has provided a platform from which they can challenge their exclusion and advocate for reforms 

to the system which has excluded them.251 

Attempts by national DPMs to make disability a political priority has historically proved 

unsuccessful.252 In this section I will explore the challenges which DPOs have faced when 

attempting to engage in the policy making process. The policy making process is usually 

categorised into six stages, namely problem recognition, agenda setting, policy formulation, 

policy adoption, policy implementation and policy evaluation.253  
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For the purposes of this enquiry, I use the broad definition of disability policy put forward by 

Halvorsen et. al. as including the ‘the totality of policy measures, with intended or unintended 

consequences, for the welfare, living conditions, autonomy, participation and dignity of 

persons with disabilities’.254 

 

Influenced by Foucalt’s theories of discourse political scientists often consider that policy 

making processes are ‘a discourse in which both problems and solutions are created’.255 In my 

analysis of literature relating to the DPM and to disability policy I have found that DPOs are 

disadvantaged at every stage of the policy making process.  

 

The first stage in the policy making process is ‘problematisation’. This is defined as ‘defining 

a problem that requires joint action, and set of actors who are potentially enmeshed in it’.256 

Bachi highlights that problems are not ‘objective’, they are constructed through political 

discourse which determine whether or not a problem generates a policy need.257 A key 

challenge for DPOs is that the abuses experienced by disabled people are often considered 

acceptable and not problems which the state is obligated to address. For instance, the 

underrepresentation of disabled people in the workforce is often seen as a consequence of their 

conditions rather than as a result of inaccessible work practices.258 In my case studies I will 

consider the role of NHRI(IMM) in shaping new understanding of the challenges faced by 

disabled people.   

 

Even when ‘problems’ have been identified these have rarely been placed on the agenda of 

policy makers.259 Historically disability policy has reflected the medical model of disability, 

with policy makers often being closed to new ideas or approaches.260 Pinto has highlighted that 

disability policy making approaches tend to follow ‘path-dependent trajectories’, policy 

makers tend to base reforms on policies that are considered to have worked in the past.261 As a 
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consequence Governments rarely prioritise the development of innovative disability 

policies.262 Instead reforms to disability policies tend to be brought forward on an incremental 

basis. This underscores the challenge of convincing policy makers to embark on the broad 

ranging reforms required to bring about the implementation of the CRPD.  

 

When disability policies have been formulated DPOs have often been excluded from these 

discussions, often because the value of their contribution has not been appreciated. Political 

commentators highlight that when developing policies government bureaucracies tend to 

prioritise engagement with those organisations which they consider capable of producing 

‘valuable policy-relevant research and analysis’.263 It has been suggested that the process of 

influencing change is a transactional process with outside bodies exchanging credible research 

and analysis for inclusion in decision making processes and an ability to shape outcomes.264 

DPOs tend to focus their policy research on recording and reporting on the lived experience of 

disabled people.265  This form of research is often undervalued by modern evidence gathering 

systems.266 Decision makers often have rigid expectations as to what evidence they consider 

credible.267 As discussed above DPOs also face the challenge of organisations seeking to speak 

on their behalf and on behalf of disabled people more generally.  

 

Those seeking to present evidence and influence decision makers must utilise epistemic tools 

to ensure their evidence is considered credible. Epistemic tools are defined as ‘language to 

formulate propositions, concepts to make sense of experience, procedures to approach the 

world, and standards to judge particular accounts of experience’.268 DPOs who have 

historically been excluded from policy making processes often do not have access to epistemic 

tools to assist them in framing their contributions to policy discourses in line with the expected 

standards.269 As a result their contributions can often be discounted.  
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Even when progressive disability policies have been adopted they have often suffered from 

implementation failure due to the unwillingness of vested interests to adopt new approaches.270 

In addition, so called ‘street level bureaucrats’ often fail to implement the spirit of 

emancipatory legislation in practice.271 The DPM has consistently highlighted the damaging 

effects which the paternalistic attitudes of public servants and publicly funded service providers 

can have upon the enjoyment of human rights, even when these are provided for in law.272 For 

disabled people, effective policy change is only realised when oppressive practices and cultures 

are addressed and this can only be done when individual decision makers alter their thought 

processes and change their behaviours.273  

 

Once disability policies have been implemented, they have rarely been subject to evaluation 

with the result that even when policies have been proven to be deficient or poorly implemented, 

they have not been ‘readily undone’.274 

 

I have set out here how at every stage of the policy making process DPOs have been 

disadvantaged. Love et. al. highlight that the CRPD calls for ‘fundamental realignment of the 

accepted and ingrained norms and procedures that have dictated how disability policy is made 

and who gets to participate in that process’.275 The CRPD also requires states to adjust their 

evidence gathering processes to ensure they recognise the value of lived experience.  In my 

evidence gathering I will explore the role of a NHRI(IMM) in bringing about a realignment of 

the policy making systems to ensure they are accessible to DPOs. I will also consider their role 

in working with government and national statistics offices to reform data collection systems to 

ensure they accessible to disabled people and accurately recording the lived experiences of 

disabled people.  

 

In my case studies I will consider how the EHRC and the IHREC have influenced public bodies 

to broaden the range of acceptable ‘ways in which knowledge is accumulated’ to realise the 

value of lived evidence and other research produced by DPOs.276 In addition I will consider 
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the role of a NHRI(IMM) in supporting DPOs to engage in policy making system through the 

acquisition of ‘new political entrepreneurial skills’ which ensure they are able to effect change 

when opportunities are presented to them. 277   

3.4 Disabled People’s Movement influencing change 

Social movements engage in a range of tactics to influence change and advance their causes. 

Organisational theorists have classified the range of tactics engaged in by organisations that 

seek to influence change as: advocacy; activism; advising; and lobbying. These are set out in 

the diagram below.  

Tilly developed the concept of ‘repertoires of contention’ to define the range of tactics for 

influencing change which a social movement may avail of.278 The selection of tactics should 

be determined through an assessment of the potential gains of their adoptions.279 Social 

movement academics and activists often disagree on the most appropriate tactics. 280 

Tactics are often classified as either outsider or insider tactics. 281 Outsider tactics involve direct 

action and advocacy. Insider tactics tend to involve lobbying with elected official or public 

bureaucrats through providing policy briefs and advising on solutions to policy issues. In their 

early days, social movements often have no choice but to engage in outsider tactics. In response 

to their activism states may provide access to decision making processes, opening up the 

potential for social movement organisations to engage in insider tactics.282 In my case studies 

I will discuss how the Irish and UK DPMs have engaged in both insider and outsider tactics 

and how disputes relating to appropriate tactics continue to occur within both movements. I 

will set out that NHRIs inevitably prioritise insider tactics and will analyse whether 

engagement with a NHRI opens up new opportunities to DPOs.  

As discussed in my legal analysis the CRPD Committee have suggested that DPOs should 

develop ‘formal procedures of engagement and liaison with’ disabled people and their 

representative groups. The CRPD Committee have recommended that states establish 

participative structures for DPOs in legislative and policy development, implementation, and 
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monitoring. A key challenge for DPOs is ensuring that participative structures are truly 

transformative.  

 

Political scientists note that governments are adept at designing participative structures which 

achieve the objectives of the state.283 Participative structures can be of value to social 

movement organisations when they are developed to address their concerns and seek their 

agreement.284 Participative structures which recognise and seek to learn from the external 

expertise of social movement organisations present the greatest opportunity to influence 

change.285 However, there is a risk that states may develop participative structures which are 

largely ritualistic, giving participants the impression that they are being influential without 

actually affording them a genuine opportunity to impact the outcome or engage with the real 

decision makers.286 Moriarty and Dew highlight the significant power imbalance within 

participatory processes developed in New Zealand, comparing ‘the limited control persons with 

disabilities have over decision-making relative to government officials’.287 Participating in 

such tokenistic processes, in addition to being futile, can have a damaging effect on DPOs.288  

Stammer notes that engaging in participative structures exposes DPOs to the risk that they will 

be socialized into passive organisations and move from ‘challenging the status quo to 

sustaining it’.289  

 

In my legal analysis I set out how the CRPD Committee in GC 7 set out a number of specific 

requirements on the state to ensure that participative structures and processes are authentic. In 

my case studies I will assess whether the IHREC and EHRC have advocated for the 

development of structures that are truly participative and potentially transformative.  

 

Social movement literature tends to view the state as a unitary body. However recent reforms 

to the way states are governed, including the development of NHRIs, have expanded the range 

of state bodies for movements to engage with. To effectively influence change DPOs need to 

acknowledge the ‘plethora of governmental players’.290 Sabatier has convincingly put forward 
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the view that the policy making system should be aggregated into policy sub systems, 

composed of public and private actors who are concerned with a policy problem.291 Those 

seeking to bring about change should not treat public bodies as a homogenous group but should 

consider the priorities of public bodies. DPO leaders in developing engagement plans need to 

consider the range of actors within and around Government who seek to challenge or alter the 

policies and practices of the policy making system.292 As set out in my legal analysis the CRPD 

has broadened the range of public bodies who DPOs can engage with, through requiring the 

designation of a focal point and independent mechanism. This enquiry is particularly focused 

on identifying the possibilities which the designation of an NHRI as a IMM opens to DPOs 

and to the broader movement. In my case studies I will consider the ways in which the EHRC 

and the IHREC have assisted DPOs to engage in the policy making process. I will also consider 

whether engagement with a NHRI opens up new opportunities for DPOs to engage with the 

state.293  

 

3.5 The Disabled People’s Movement and human rights   

 

The DPM has been described as the last civil rights movement, as the enshrinement of legal 

protections for disabled people was overlooked for many years.294 The involvement of key 

DPOs in the negotiations leading up to the development of the CRPD has reinforced the 

integration of human rights claims into the discourses of many DPOs.295  Since the enactment 

of the CRPD national DPMs have invested significant time and resources in developing their 

knowledge of the CRPD and in engaging with the international human rights system.296 De 

Búrca notes that the CRPD, ‘has had a notable impact on mobilization, advocacy, and policy 

reform in the disability field’.297 

As I will discuss in my case studies DPOs hope that through engagement with the CRPD 

Committee they will be able to achieve outcomes that would not otherwise be open to them. 
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Human rights sceptics such as Posner would question this assumption, Posner has argued 

that, ‘there is little evidence that human rights treaties, on the whole, have improved the well-

being of people’.298 Analysis by Posner and others tends to focus on the extent to which 

international human rights treaties have been able to compel states to comply. Human rights 

compliance theorists emphasise that international instruments effect change not by 

compelling states to comply but by persuading them to do so.299 Advocates for the CRPD 

were particularly informed by the persuasion theory.300 This theory emphasises the role of 

DPOs and NHRI(IMM)s in introducing and cultivating the acceptance of CRPD norms 

within society and within state structures. 301 Rather than relying on the international system 

to effect change, the CRPD places unique obligations on the state to reform domestic policy 

making processes and support the development of DPOs to ensure they are able to effect 

change. Advocates of the persuasion approach encourage DPOs to hone their arguments and 

engage in public deliberation to persuade state actors to internalise human rights norms.302 De 

Búrca has highlighted that national DPM have been successful in going ‘back-and-forth 

between national and international levels’ to advocate for change.303 NHRI(IMM) as 

statutory bodies who are often provided formal roles within the international human rights 

system, can provide valuable insights to DPOs on moving between the international and 

domestic level to bring about human rights compliance.  

Convincing state bureaucracies to integrate human rights considerations into their 

bureaucratic routines is considered the key to bringing about compliance with the CRPD.304 

In recent years, a range of sophisticated techniques for the internalisation of human rights at 

the domestic political level have been developed. These include robust monitoring activities, 

human rights impact assessment and mainstreaming activities.305 As I will discuss in the next 

chapter the international human rights system has invested significant resources in supporting 

NHRIs to develop their expertise in these processes. In my case studies I will explore 
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whether the EHRC and the IHREC have shared their expertise in techniques for internalising 

human rights with DPOs.  

3.6 Conclusion  

In this chapter I have brought together social movement literature and literature relating to the 

DPM. In my case studies I will discuss the history and activities of the DPMs in Ireland and 

GB. In this chapter I have set out a number of common challenges experienced by disabled 

people and their organisations when engaging in the policy making process. I have discussed 

how policy making processes have been inaccessible to DPOs with the result that the voice of 

disabled people has largely been silenced and policies relating to disabled people have failed 

to guarantee their rights. The CRPD was enacted to correct the deficiencies within domestic 

policy making processes.306 Whilst human rights sceptics would question the potential for an 

international instrument to affect change, the DPM consider that the UNCRPD provides a 

manifesto for change and has provided a basis on which to frame their advocacy positions.   

Disability scholars acknowledge that the UNCRPD will not be self-executing and have given 

detailed consideration to how the DPMs in states that have ratified the CRPD can be energized 

and empowered to effect change. National DPM have sought to upskill themselves and are 

prepared to invest time and resources in engaging with the Committee. NHRI (IMM)s who 

have consolidated experience of the international human rights system and knowledge of 

sophisticated approaches to bringing about human rights compliance can be valuable allies to 

DPOs seeking to utilise the CRPD to bring about change.  

In my case studies I will explore how NHRI(IMM)s are collaborating with national DPMs to 

bring about change. A NHRI operates at both the international and the domestic level and can 

potentially strengthen the influence of DPOs at both levels. In my case studies I will consider 

the role of the EHRC and the IHREC in narrowing the gap between the standards set out in the 

CRPD and the lived experience of disabled people.  

In this chapter I have identified that to be effective DPMs not only need to develop skills to 

engage in the policy making system they also need policy making systems and evidence 

gathering systems to change. NHRIs as state bodies with a specific role to advice on measures 

required to bring about human rights compliance can play a key role in advocating for the 
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reform of policy making systems to address obstacles to participation. Furthermore, through 

their engagements with public bureaucrats NHRIs can potentially change the rigid expectations 

of decision makers which have historically excluded disabled people. In the next chapter I will 

consider how NHRIs can support the activities of DPMs. I will then set out my two case studies 

in which I will specifically consider how the EHRC and the IHREC have engaged with their 

DPMs.   
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Chapter 4: National Human Rights Institutions and their role as Independent Monitoring 

Mechanisms  

4.1 Introduction 

In this chapter, I will introduce the concept of a NHRI. I will explore the development of NHRIs 

and the growth in their number. As I will discuss the establishment of a NHRI is seen as an 

essential building block in ensuring human rights compliance. However, as set out in my 

introduction there has been a lack of critical analysis of the contribution which NHRIs make 

to the enjoyment of human rights. There has also been a lack of analysis of the contribution 

which a NHRI can make to the advocacy activities of civil society.  

 

As discussed in chapter 2 a report by Degener and Quinn which informed the development of 

the CRPD suggested that NHRIs were well placed to support DPOs in bringing about changes 

in the domestic policy making process.307 In this chapter I will explore how NHRIs have 

interacted with DPOs when engaging in the domestic policy making process. I will consider 

what the unique features of a NHRI are and whether these features result in a NHRI being able 

to influence changes that are not open to a CSO.  

 

I will also consider the relationship between NHRIs and civil society more generally. In doing 

so I will highlight that there has been limited exploration of the ways in which a NHRI can 

include civil society in their activities and decision-making processes. The result of which is 

that NHRIs have not always been well placed to mainstream the participation of disabled 

people and their representative groups in their roles as a NHRI(IMM).   

 

I will explore the relationship between NHRIs and DPOs through looking at the functions 

performed by a NHRI and consider how a NHRI can collaborate with a DPO in exercising their 

functions. In doing so I will draw on published literature and reports from international bodies. 

In developing this analysis to augment published research I conducted interviews with 

representatives of seven NHRIs who I identified as having engaged in innovative practices 

relating to the rights of disabled people. I also conducted an interview with a representative of 

the Global Alliance of NHRIs.   

 

 
307 Quinn, Gerard, and Theresia Degener. 2002. Human rights and disability: The current use and future potential of United Nations human 

rights instruments in the context of disability. United Nations Publications, p. 285 
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I will begin this chapter by discussing the development of NHRIs and will then consider a 

number of their key features. In doing so I will highlight the role of GANHRI and the role 

which it has played in promoting the concept of a NHRI. Using the CRPD Committee’s 

General Guidelines on Independent Monitoring Mechanisms I will explore the functions of 

NHRIs and how they have collaborated with DPOs in executing them. In concluding this 

section, I will set out a number of issues for further exploration within my case studies.   

 

4.2 Development of National Human Rights Institutions 

 

The concept of a NHRI emerged during negotiation of the International Covenant on Civil and 

Political Rights. NHRIs were initially viewed principally as domestic bodies which could 

transmit information to the international system ‘on the observance of human rights in their 

countries’.308 Throughout the 1980s many states accepted the concept of domestic monitoring 

and established their own national institutions.309  

In 1991 the Commission on Human Rights brought together the leaders of national institutions 

for the promotion of human rights in the first international workshop on NHRIs in Paris. The 

discussions amongst experts and NHRIs gave birth to the Paris principles.310 The Paris 

Principles were subsequently endorsed by the Commission on Human Rights at the 1993 World 

Conference on Human Rights.311 In addition, the Principles were endorsed by the UN General 

Assembly.312 The endorsement and adoption by international bodies of a document that was 

developed outside the formal UN system and which was not the creation of member states 

makes the Paris Principles unique.313 The establishment of the Paris Principles was a red letter 

moment in history of the establishment of NHRIs as it set down the formal safeguards which 

any institution described as a NHRI must have.314 

In 1993 the World Conference on Human Rights in Vienna recommended that the 

representatives of NHRIs convene to share experiences and as a means of improving their 
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mechanisms.315 At the second international workshop for national institutions, the 

establishment of a coordinating committee was agreed which would become the International 

Co-ordinating Committee (ICC) of NHRIs - subsequently renamed as the GANHRI. The 

establishment of the ICC provided a guarantee that the process for accrediting and regulating 

NHRIs would exist outside of the formal structures of international system. In the words of 

Linos and Pegram, NHRIs could be described as ‘architects of their own making’.316   

The establishment of the Paris Principles and the ICC heralded the proliferation of NHRIs 

throughout the world. The establishment of a NHRI is now considered a necessary precondition 

for states who wish to take on a role within the international human rights system. 317  At the 

time of writing there are 121 NHRIs accredited with GANHRI.318  

International human rights bodies, in particular international treaty bodies, have encouraged 

states to develop NHRIs. The growth in the number of NHRIs has taken place concurrent with 

the search for new methods and approaches to bring about compliance with the international 

human rights system.319 The establishment and strengthening of NHRIs is seen as a key 

building block in the development of national systems for the protection of human rights.  

Having originally been conceived of as the eyes and ears of the international system, NHRIs 

are now seen as key receptors of human rights standards who vernacularise global standards 

into the local language. In the words of Merry Smith NHRIs can ‘put global human rights ideas 

into familiar symbolic terms … combining both transnational human rights concepts and local 

ways of thinking about grievances’.320 In addition to supporting international bodies NHRIs 

can play a key role in domesticating human rights standards.  

As set out in chapter 3 strategies for bringing about human rights compliance have become 

increasingly sophisticated. Reflecting this NHRIs have sought to develop their own approaches 

to protecting and promoting human rights. The OHCHR has sought to develop the capacity of 

NHRIs and foster the professionalisation of their staff through the provision of training and 

capacity building programmes.321 Training programmes have moved well beyond educating 
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NHRIs as to the content of international standards and tend to focus on developing the expertise 

of NHRIs to utilise techniques of implementation, such as the design of national action plans, 

new approaches to national censuses and the application of human rights based indicators.322 

NHRIs have developed significant expertise in the development of techniques to bring about 

compliance.  

The establishment of a competent NHRIs has now become central to theories of change 

informing the work of international human rights bodies. The OHCHR has developed the 

concept of a ‘national human rights protection system’.323 This concept builds on regulatory 

approaches towards human rights compliance.324 It draws attention to the multiplicity of actors 

involved in monitoring human rights compliance and seeks to maximise the impact of 

‘regulatory webs of influence’ within a state party.325 These webs include state regulators and 

civil society bodies.  Focusing on systematic changes required to bring about human rights 

compliance is valuable to this exploration as it encourages an analysis which considers the 

various levers of change open to both NHRIs and to civil society.   

Some commentators have suggested that the treaty bodies, including the CRPD Committee, 

should be seen as meta regulators which delegate regulatory capacity to NHRIs and to DPOs.326 

In my evidence gathering I will explore how NHRIs have sought to establish themselves as 

regulators who can make pronouncements on compliance with international human rights 

obligations. I will also consider the relationship between NHRI(IMM)s and the CRPD 

Committee and the role of a NHRI(IMM) in advocating for compliance with the Committee’s 

recommendation.  

4.3 Accreditation of NHRIs  

The GANHRI is uniquely entrusted with assessing compliance of state institutions with the 

Paris principles. The GANHRI Sub Committee on Accreditation (‘SCA’) which is composed 

of NHRIs, makes decisions as to whether a state body can be accredited as a NHRI.327 
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Institutions seeking accreditation as an NHRI must apply to the SCA to be assessed against the 

Paris Principles. In carrying out their work the SCA are supported by a specific unit within the 

OHCHR.328 During this assessment the SCA will consider the legislative instrument 

establishing the NHRI; its organizational structure and its annual report into its activities.329 

The SCA may accredit an institution as being either A status, meaning it is in full compliance 

with the Paris Principles, or as B status indicating partial compliance.  

The SCA have issued General Observations which provide further elaboration on the structure 

and functions of a NHRI.330 The SCA have issued a General Observation which addresses 

circumstances in which a NHRI has been designated as a IMM or as a National Preventative 

Mechanism for the purposes of the UN Convention against Torture.331 

Following its initial accreditation an NHRI must apply for reaccreditation every 5 years. The 

requirement for reaccreditation, in my view, provides a safeguard against a state encroaching 

upon the independence of a NHRI once established. In addition, it provides an opportunity for 

an assessment of any additional responsibilities allocated to the NHRI.  

The process for accrediting an NHRI is unique. It provides ‘an independent system of 

monitoring and institutional design and performance’.332 States are not involved in the 

accreditation process - it is the NHRIs appointed to the SCA which make decisions concerning 

the accreditation of NHRIs. As GANHRI is effectively the professional body for NHRIs, the 

accreditation process is a form of self-regulation.   

Rosenblum has questioned the centrality of GANHRI to the accreditation process describing it 

as ‘a very curious organisation to rely on for the critical evaluation of NHRIs. As an association 

composed of NHRIs - whose purpose is to ‘promote and strengthen’ them - its critical 

engagement is necessarily limited’.333 De Beco and Murray have offered a defence of the 

accreditation process. They argue that as a peer review mechanism, ‘it has the buy in and 

legitimacy of those it is assessing who know that the assessors recognise the unique challenges 

and difficulties the institution faces …’.334  
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Rosenblum has also criticised the accreditation process for failing to assess the ‘actual, 

contribution’ which an NHRI has made to the protection and promotion of rights.335 Carver 

similarly criticised the process for focusing on compliance with structural requirements and 

lacking a focus on 'performance on the ground’. 336 It is notable that the SCA General 

Observations tend to focus on matters that are outside the operational discretion of the NHRI. 

For instance, four of the five criteria set out in the SCA’s General Observations on IMMs relate 

to the legal mandates and resources of the NHRI. The criteria do not require the NHRI to set 

out how it has engaged with disabled people and DPOs. For the purposes of this enquiry, it is 

notable that there is a reasoned view amongst academics that the SCA accreditation process 

insufficiently scrutinises the operations of a NHRI and does not explore a NHRI’s relationship 

with civil society.337 

The development of processes to evaluate the practical impact of NHRIs is complex.338 NHRIs 

rarely have powers to compel action by public authorities or private entities, as a result the 

impact of an NHRI will often 'depend upon the commitment of other institutions to act on their 

findings’.339 The capacity of a NHRI to effect change is largely dependent on whether it is able 

to influence the priorities of other state institutions.340 Assessing the influence of a particular 

institution in what are inevitably complex systems is a difficult task.341 However, the lack of 

focus on assessing the effectiveness of NHRIs has in my view contributed to a lack of critical 

reflection amongst NHRIs on how they are effecting change in their domestic contexts.  

 

Whilst the SCA is supported by the OHCHR it has limited ‘fact-finding capabilities’.342 The 

SCA do allow CSOs to submit comments on NHRIs which are applying for accreditation or 

reaccreditation. However, whilst the OHCHR advertise forthcoming accreditation hearings on 

their website there are no specific awareness raising activities undertaken within the state.343 

Research indicates that there is limited input from CSOs to the procedures of SCA.344 It is 

 
335 Rosenblum P, ‘Tainted Origins and Uncertain Outcomes: Evaluating NHRIs’ in Ryan Goodman and Thomas Pegram (eds) Human 

rights, state compliance and social change: assessing national human rights institutions (Cambridge University Press 2012) p. 303 
336 Carver R, Assessing the Effectiveness of National Human Rights Institutions International (Council on Human Rights Policy 2005) p. 7  
337 Rosenblum P, ‘Tainted Origins and Uncertain Outcomes: Evaluating NHRIs’ in Ryan Goodman and Thomas Pegram (eds) Human 

rights, state compliance and social change: assessing national human rights institutions (Cambridge University Press 2012) p. 298. 
338 Catherine Renshaw, Andrew Byrnes  and Andrea Durbach, ‘Testing the Mettle of National Human Rights Institutions: A Case Study of 

the Human Rights Commission of Malaysia’ [2011] Asian Journal of International Law 165, p.184  
339 Meyer D, National Human Rights Institutions, Opportunities, and Activism in Goodman R, and Pegram T (eds) Human rights, state 
compliance and social change: assessing national human rights institutions (Cambridge University Press 2012) p.  328  
340 Jensen L, Lessons from Research on National Human Rights Institutions (Danish Institute for Human Rights 2018) p. 6 
341 Tsui J. The effectiveness of measuring influence (University of Birmingham 2013) 
342 Catherine Renshaw, ‘National Human Rights Institutions and Civil Society Organizations: New Dynamics of Engagement at Domestic, 

Regional, and International Levels’ [2012] Global Governance 299, p.310  
343 Upcoming sessions of the GANHRI Sub-Committee on Accreditation (SCA) Available at 
https://www.ohchr.org/EN/Countries/NHRI/Pages/UpcomingSessions.aspx visited 1 September 2021  
344 De Beco, G ‘Compliance with the Paris Principles and the ICC Sub.Committee on Accreditation’ in Meuwissen, K. and Wouters, J (eds.) 

National Human Rights Institutions in Europe: Comparative, European and International Perspectives (Intersentia 2013) p.254  

https://www.ohchr.org/EN/Countries/NHRI/Pages/UpcomingSessions.aspx


 74 

notable that there is limited guidance available to CSOs on how to submit evidence to the SCA 

and submissions are not made public. Whilst I identified a number of DPOs providing 

comments on the performance of NHRIs designated as IMMs during the CRPD Committee’s 

periodic examinations of states compliance, I did not identify examples of DPOs contributing 

to SCA hearings.345 As discussed in my case studies DPOs had limited awareness of the 

accreditation process.  

 

4.4 Mandate of National Human Rights Institution 

 

The Paris Principles require that an NHRI be ‘vested with competence to promote and protect 

human rights’ and should have 'as broad a mandate as possible’. Whilst the mandate of an 

NHRI should be broad, inevitably an NHRI will have to adopt a strategic approach which will 

involve prioritising certain rights over others. NHRIs have at times been criticized for failing 

to fully address all rights. The Committee for Economic Social and Cultural Rights in its GC 

on NHRIs observed that in practice NHRIs had ‘neglected or given a low priority’ to economic, 

social and cultural rights.346  

The requirement to have a broad mandate creates a risk that an NHRI will be allocated 

additional responsibilities by government without a need for its founding statute to be amended. 

The GANHRI has often encouraged states to allocate additional responsibilities to an NHRI in 

the hope that this will lead to a NHRI receiving additional powers and funding.347  However 

states have often allocated additional responsibilities to NHRIs, including designating them as 

IMMs, without providing appropriate legal powers or additional resources.348 Meuwissen and 

Wouters have highlighted that, ‘Each additional task puts an extra burden on staff and financial 

resources …. Consequently, prioritisation and balancing of roles are increasingly proving 

challenging for NHRIs’.349  In my case studies I will consider the process of designating a 

NHRI as a IMM and I will assess how the designation of a NHRI as a IMM has impacted on 

its priorities.  
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349   Katrien Meuwissen and Jane Wouters J, Conclusion in Meuwissen, K. and Wouters, J (eds.) National Human Rights Institutions in 

Europe: Comparative, European and International Perspectives (Intersentia, 2013) p.305  
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4.5 Structure of NHRIs  

The Paris Principles do not prescribe a specific structure which should be reflected within a 

NHRI, they provide that a state may choose a structure which best suits its needs.350 

There are four specific models of NHRIs: the Commonwealth Commission model: the 

Francophone Commission model: Institute model and the Ombudsmen model. In this enquiry 

I will focus on NHRIs that reflect the Commonwealth Commission model in which the 

decision-making body is a collegiate body of Commissioners.351  This body of Commissioners 

will usually be headed by a Chief Commissioner. Individual Commissioners may be allocated 

with specific responsibilities relating to marginalized groups, for instance the AHRC includes 

a Disability Commissioner.352  

 

The absence of guidance on the structure of NHRIs has in my view restricted analysis of the 

optimal mechanisms to facilitate the participation of civil society originations.  

 

4.6 Independence of National Human Rights Institutions 

 

The key feature of a NHRI is that it is a state body independent of government.  

Much of the commentary on NHRIs suggests that they are unique in being independent bodies 

created by the state. However, states often create quasi autonomous bodies which ‘operate at 

arm’s length from the central government, without an immediate hierarchical relationship 

existing with a minister or a parent department’.353 Indeed as recently documented, there has 

been a proliferation of government bodies established with a human rights remit - often referred 

to as Government Human Rights Focal Points.354 

 

The Paris Principles elaborate extensively on how independence is to be realised in practice. 

Whilst an NHRI is to be established and funded by the state, they must be independent of 
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government and must operate without ‘higher authority’.355 Once established an NHRI should 

be ‘rendered autonomous by cutting any umbilical cord or organic link with a given branch of 

authority, in particular the Executive’.356  

The Paris Principles seek to ensure the independence of NHRI office holders by requiring that 

they are appointed through ‘a clear, transparent and participatory selection and appointment 

process’.357 The appointment itself must be 'effected by an official act which shall establish the 

specific duration of the mandate’.358  

Neither the Paris Principles nor the SCA prescribe an appointing authority. In many NHRIs it 

is the government which is the appointing authority. For instance, the Commissioners of the 

EHRC are appointed by the UK Government.359 However this arrangement is considered to 

lack independence. In the words of Anne Smith such an arrangement means that 'NHRIs are at 

the mercy of governments who have the final say as to who and when appointments are 

made’.360  

The SCA have suggested that the appointment procedures should be pluralistic.361 It suggests 

that governments ‘promote broad consultation [of CSOs] and/or participation in the 

application, screening, selection, and appointment process’.362 Despite these observations there 

are limited examples of CSOs being involved in the appointments process. There has recently 

been a trend towards involving the legislature in the appointments process. However, 

commentators have warned that such approaches may politicise the appointment process.363  

 

4.6.1 Composition   

The Paris Principles imply that representatives of state actors may be included within an NHRI. 

The SCA have clarified that the rationale for their inclusion was 'not in order to take part in 

decision making, but to give and receive information and to engage in as regular and trustful a 
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dialogue as possible’.364 The SCA have highlighted that the role of Government representatives 

should be to assist the NHRI.
365

  

 

4.6.2 Independence: Budget 

The Paris Principles emphasise that NHRIs should ‘have an infrastructure which is suited to 

the smooth conduct of its activities, in particular adequate funding’. SCA General Observations 

require the provision of adequate funding to provide for accommodation, the employment of 

staff on competitive salaries, payment to Commissioners and the establish of communication 

systems.366 

Whilst additional sources of funding are permissible, the onus is on the state to provide 

adequate funding. 367 An NHRI should be able to operate with an assurance that it will receive 

sufficient core funding to execute their duties. NHRIs consistently raise concerns relating to 

the adequacy of their funding and their ability to effectively execute their functions for the 

funding provided.   

NHRIs often highlight that additional responsibilities are allocated to them without 

accompanying resources. I identified only two NHRI(IMM)s in Europe who received 

substantial additional resources upon their designation as an IMM. Notably both NHRI(IMM)s 

had established their own unit within their staffing structure with specific responsibility for 

monitoring the CRPD.368 

An NHRI must have control over its own budget, which should be allocated to the institution 

directly from Government.369 The Paris Principles require that NHRIs should not 'be subject to 

financial control which might affect its independence’.370 The SCA has made clear that an 

NHRI should have ‘complete financial autonomy’ with ‘absolute management and control’. 371 

A NHRI should not have to seek financial approval for specific projects.372 As I will discuss in 
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my case study on the EHRC where a NHRI has a concern that their actions may lead to a 

reduction in their budget this can significantly impact on their independence.  

4.6.3 Independence: Founding legislation 

The Paris Principles make clear that the mandate of an NHRI must be set forth in ‘a 

constitutional or legal text’. NHRIs established by administrative measure or royal decree 

cannot obtain ‘A’ status as their founding legal instrument does not offer sufficient protection 

against amendment by the government.373 For the purpose of this enquiry, it is notable that the 

SCA have not required that the designation of an NHRI as an Independent Monitoring 

Mechanism is reflected in the founding legislation of a NHRI. However, the UNCRPD 

Committee have on occasion suggested that the designation of a NHRI as a IMM should be 

reflected in their founding statute.374 

4.7 Pluralism  

The Paris Principles require that NHRIs are pluralistic. The composition of a NHRI should 

reflect the composition of society.375 The OHCHR has confirmed, ‘pluralism is best 

demonstrated when an institution’s membership visibly reflects the social forces at play in the 

State’.376 The Paris Principles do not prescribe a specific approach to ensuring pluralism. 

Pluralism is a malleable concept which can depend upon local contexts and traditions.377 The 

SCA has elaborated on how pluralism can be reflected within a NHRI including through 

diverse membership of a decision-making body; through inclusion of societal groups in the 

appointments process; through procedures enabling effective cooperation with diverse societal 

groups (for example advisory committees); and through the staff.378   

The participation of civil society within a NHRI is considered an essential safeguard to ensure 

the independence of the NHRI. The involvement of civil society is seen as a counterbalance to 

the role of the state in establishing and funding an NHRI.379  
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Whilst individuals may be appointed to a NHRI’s decision making body due to their 

membership or knowledge of a specific group, when appointed it is expected that they will 

have regard for the rights of all individuals when taking collective decisions. The SCA provides 

that office holders must be appointed ‘to serve in their own individual capacity rather than on 

behalf of an organization they represent’.380 Whilst the SCA suggests that representatives of 

sectoral interests within an advisory committee is acceptable, their inclusion in decision 

making bodies is not. NHRI representatives interviewed for this research shared the view of 

commentators that if NHRI office holders were appointed to represent sectoral interests this 

may lead to office holders placing the priorities of certain sectoral groups over the priorities of 

the NHRI.381 Furthermore there is a concern that it may undermine collegiality amongst 

members and create division.382 This is an issue which I will explore later in this chapter.  

4.8 The relationship between civil society and National Human Rights Institutions    

Civil society regularly advocate for states to establish a NHRI and have influenced the 

international system to place pressure on states to do so.383 Civil society make these demands 

in the hope that NHRIs will provide a new independent institution to hold the government to 

account for its human rights abuses. However, a number of states have established NHRIs with 

the intention of controlling or silencing civil society.  

Even when an NHRI has been established following campaigning by civil society a 

government may design the NHRI to control civil society. A state may use an NHRI to occupy 

‘space’ once filled by civil society, ‘thereby controlling the human rights agenda and silencing 

calls for accountability’.384 A representative of the OHCHR interviewed for this research 

recalled at least one case in which there were concerns that a NHRI designated as an IMM was 

seeking to dissuade DPOs from being critical of state activities during an examination by the 

CRPD Committee.385 It is important to note therefore that whilst civil society often call for the 

establishment of a NHRI, recalcitrant states have also established them to silence critical voices 

in civil society. This underscores the need for civil society to be involved in discussions relating 

the development of NHRIs to ensure they are institutions which will truly support civil society.  
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Disabled people and their representative organisations have often been absent from domestic 

discussions relating to the establishment of NHRIs. However, in recent years DPOs have taken 

greater interest in the establishment and effectiveness of their NHRIs. For instance, the Belgian 

Disability Forum has called on the Belgium Government to ensure the establishment of an A 

status NHRI.386 A number of DPOs have provided comments on the performance of NHRIs 

designated as IMMs during the CRPD Committee’s periodic examinations of states 

compliance.387 

There is surprisingly limited literature assessing the benefits which the establishment of a 

NHRI can bring to civil society. Some commentators have highlighted the role of a NHRI in 

providing a bridge between civil society and the state. Smith has suggested that NHRIs can 

provide civil society with ‘channels to make their claims’ to the state.388 The conceptualisation 

of NHRIs as the bridge between civil society and the state is premised on the assumption that 

channels do not already exist. Literature relating to the DPM tends to emphasise that 

participative structures do exist, but these are ineffective.389 Indeed the establishment of the 

UNCRPD has led many states to develop new participative structures. In my evidence 

gathering I will explore whether NHRI(IMM) are establishing new channels for DPOs to 

engage with the state and whether they are assisting DPOs in ensuring that channels which 

exist afford them genuine opportunities to effect change. I will also consider whether NHRIs 

are supporting DPOs in making their claims through these channels.  

As I will set out NHRIs will have powers to access materials and investigate state practices 

which many CSOs would wish for. Furthermore, NHRIs often have a power to raise matters 

with the state and to require a response. As I will discuss in my case studies disputes have often 

emerged when DPOs consider that a NHRI should exercise their powers and the NHRI refuses 

to do so. These disputes can often damage the relationship between an NHRI and DPOs, and 

lead to a perception that the NHRI is unresponsive. Existing literature and guidance have 

largely underexplored how NHRIs make strategic decisions relating to the exercise of their 

powers and the potential to involve civil society in decision making processes.  
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Rather than exploring collaborative working between NHRIs and civil society, guidance from 

the OHCHR tends to emphasise the role of civil society in informing and supporting the 

activities and decision making of a NHRI.390 Okafor and Agbakwa have highlighted ‘in most 

cases, the NGO is viewed as the resource that the [NHRI] deploys or utilizes. In such a 

conceptual model, the [NHRI] is the agent while the NGO is the resource. Rarely, if ever, is 

this relationship imagined in the reverse’.391 As set out in my legal analysis, the CRPD puts 

forward DPOs as the key agents of change in bringing about compliance with the CRPD. In 

this enquiry I will seek to address the existing gap in the literature and assess how a NHRI can 

be a resource for a DPO.  

Much of the literature on NHRIs presupposes that they are influential bodies. In their 2002 

report Quinn and Degener described NHRIs as ‘catalysts for change’ who make a meaningful 

contribution to the processes of domestic reforms.392 In contrast to this view research by 

Goodman and Pegram indicate that the recommendations and reports from NHRIs often go 

unnoticed by decision makers.393 There is a lack of literature which explores how a NHRI 

becomes influential. Commentators tend to suggest that existing in a liminal space ‘somewhere 

between the state and civil society’ enables NHRIs to influence changes that are not attainable 

to CSOs.394  However, as I will discuss in my case studies the assumption that influence flows 

from the unique status of NHRIs has not always been demonstrated in practice.  

In my review of the literature, I have sought to determine the key factors which are considered 

to lead to an NHRI being influential. 395 Murray suggests that NHRIs as statutory bodies are 

‘in a unique position to influence politicians and civil servants, as they may be able to build 

personal relationships’ and to develop knowledge and insight into the process of policy 

making.396 The privileged position of NHRIs provides them with opportunities to influence 

which are not open to CSOs. Other commentators have highlighted that a more significant 

deciding factor is the expertise and experience of a NHRI’s office holders and staff. Carver 

highlights how experienced office holders have given NHRIs ‘a certain leverage over the 
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powerful institutions of state’.397 Pegram has similarly highlighted that many senior NHRI 

office holders have experience working within ministries and other branches of the state, and 

have developed interpersonal skills and networks that enhance the ability of the NHRI to 

positively influence public authorities and deliver human rights protections in real world 

scenarios.398 This view reflects the findings of political scientists.399  Mintrom, in particular, 

has highlighted how those who wish to influence policy makers need to have a mixture of 

technical and personal skills to persuade policy makers of the case for reform and to steer the 

process of reforms to bring about a desired outcome.400 

Reif has highlighted that a NHRI will become influential if it develops a reputation for 

producing credible evidence and advice which is relevant to ongoing policy discourses.401 

NHRI representatives interviewed for this research consistently emphasised that to become 

influential their institutions needed to ensure their findings and advice are credible. To do so it 

is important that NHRIs ensure ‘rigour, objectivity and independence’ in the way in which they 

develop their findings and advice.402   

From my analysis of pronouncements and reports issued by NHRIs I noted that they tend to 

emphasise that their analysis and findings are based on a strict legal analysis of the human 

rights obligations placed on the state, by virtue of both the domestic and international human 

rights system. When in post as Chief Commissioner of the NIHRC Professor O’Flaherty 

commented ‘The Commission interprets human rights to mean no more and no less than the 

standards found in the international human rights treaties ratified by the UK. The rock on which 

the Commission secures its work is the law and nothing else’.403 NHRI representatives 

interviewed for this research considered that basing their advice on legal obligations increases 

its credibility and shield the NHRI from allegations of politicisation.404 This approach has some 

merit as policy makers tend to consider that legal advice must be complied with, whereas policy 

advice may be followed.405 
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The approach of NHRIs differs from the approach often taken by CSOs. Koskenneinin notes 

that CSOs who engage in human rights advocacy tend not to confine themselves to rights that 

have been adjudicated either in the domestic system or international system.406 Indeed 

disability advocate Melish in referring to the norms protected within the CRPD has encouraged 

the DPM to develop ‘our own interpretation of those norms, with the goal of reaching the 

desired result in advocacy’.407  

The suitability of the approach advocated by Professor O’Flaherty when advising on the CRPD 

is questionable. As set out in my legal analysis, the CRPD contains a range of standards and 

principles, the application of which depends on an assessment of the challenges faced by 

disabled people. Gerard Quinn highlights that a legal analysis of the CRPD, in common with 

other international human rights instruments, is unlikely to lead to ‘one right answer on every 

question’.408 The CRPD puts forward a range of standards and principles the application of 

which requires an assessment of domestic standards. If a NHRI limits itself to restating the 

standards set out in the CRPD and does not extend its advice to suggesting policy solutions to 

the challenges faced by disabled people, its advice will be of limited value. In addition to 

providing legal advice on the CRPD a NHRI must provide policy advice ‘on what to do in 

order to achieve compliance’.409 This may require a NHRI to develop its capacity and resources 

to ensure it well placed to interpret the CRPD with reference to domestic circumstances and 

provide advice on the obligations it places on state parties.  

In my case studies I consider the influence exerted by the EHRC and the IHREC and how this 

differs from that exerted by DPOs and other CSOs. I also consider how each institution have 

engaged with DPOs when developing their advice on the CRPD and whether any disputes have 

arisen when interpreting and utilising the CRPD.  

4.9 The role of NHRIs designated as IMMs  

So far in this chapter I have considered the role of NHRIs in general, in the remainder of this 

chapter I will consider the structure of NHRIs designated as Independent Monitoring 
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Mechanisms and will then consider their functions. In considering their functions I will 

consider how NHRI(IMM)s have collaborated with DPOs.   

As set out in my legal analysis Article 33(3) specifically provides for the participation of civil 

society within the ‘monitoring process’. As set out in my legal analysis, in my view Article 

33(3) is poorly worded. Broadly speaking it places an obligation on states to ensure disabled 

people and their representative groups are involved in a IMF or IMM.  

In only two states, New Zealand and Spain, have DPOs been included in a IMF alongside a 

NHRI. However, in the majority of states NHRIs have been solely designated as the IMM. 

This trend has encouraged reflection on the pluralistic nature of a NHRI and on the extent to 

which disabled people are reflected in the composition of a NHRI.  

In a number of states, the composition of the NHRI has been amended to ensure the 

participation of disabled people. In New Zealand the ratification of the CRPD led to the 

inclusion of a Disability Commissioner within the New Zealand Human Rights 

Commission.410 The New Zealand Human Rights Commission is composed of four 

commissioners; a Chief Commissioner; a Disability Rights Commissioner; a Equal 

Employment Opportunities Commissioner and a Race Relations Commissioner.411 

Commissioners are appointed by the New Zealand Government but can be nominated by 

interest groups, such as DPOs.412  

In Denmark provision was made for an additional member of the Danish Institute for Human 

Rights decision-making board to be nominated by Danish DPOs.413 A DPO nominee is 

therefore involved in setting the strategic direction of the DIHR.414  It is notable therefore that 

the DPM is effectively the appointing authority for this office holder. This creates a direct 

link between the Danish Institute for Human Rights and the national DPM.  

As explained in my legal analysis, the UNCRPD Committee have recommended that 

NHRI(IMM)s develop formal mechanisms to facilitate the inclusion of disabled people and 

their representative groups.415 A representative of the UNCRPD Committee Secretariat 
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highlighted that the UNCRPD Committee have developed a view that ‘…only a formal 

mechanism ensures that [DPOs] are going to be called for every time that there is a decision’.416 

The representative highlighted that formal mechanisms should provide an opportunity for 

disabled people to be ‘heard as a movement’.417 An OHCHR representative emphasised that 

there was a need for NHRIs to understand ‘the nature of belonging to a representative 

organisation’.418 Their view reflects the emphasis which the UNCRPD in Article 4(3) places 

on disabled people being represented through their organisations. As I will discuss in my case 

studies both the EHRC and IHREC emphasise that individuals appointed as Commissioners 

should serve in their individual capacity rather than as a representative of an organisation or 

identity group. This is consistent with a general trend within public bodies. Zald et. al. note 

that ‘members of an identity group that climb in an organization will typically be expected to 

distance themselves from the goals of identity groups’.419  

 

A number of NHRI(IMM) are currently giving consideration to the merits of establishing a 

formal participation arrangement. Several NHRI(IMM)s interviewed for this research 

emphasised that establishing formal arrangements was often resource intensive and that there 

was value in keeping arrangements on an informal footing.420 A number of NHRI 

representatives also expressed concern that the development of formal participation 

arrangements which includes representatives of DPOs may present governance issues.421 

Their views corresponded with research conducted by Quinn and Crowther for the Asia 

Pacific Forum of NHRIs.422 Quinn and Crowther noted that 'NHRIs have expressed concern 

about the impact of involving persons with disabilities on their ‘de facto’ independence, as 

required by the Paris Principles’.423 They further noted that NHRIs were concerned that 

establishing participative arrangements to involve DPOs in their activities may ‘in the eyes of 

some, taint any recommendations for change that emerge from the partnership’.424 I note that 

much of the existing literature and guidance tends to emphasise the need for a NHRI to 

separate itself from civil society. The OHCHR has emphasised that when seeking input from 
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CSOs NHRIs need to be cautious that, CSOs ‘may exaggerate results or have a particular 

agenda to advance’.425  

 

Aichele has suggested that the Paris Principles ‘requires equidistance from the state and any 

civil society forces’.426 This assertion in my view overstates the risk posed by civil society. 

NHRIs are established to monitor the activities of the state and to take measures, potentially 

including litigation or an investigation, if they consider that a state has breached the rights of 

individuals. There are numerous examples of states attempting to restrict or limit the 

activities of NHRIs.427 Whilst NHRIs need to critically assess assertions made by CSOs, 

CSOs do not pose the same risk of co-option as that posed by the state. Furthermore, CSOs 

lack the power to do so. The concerns of NHRIs seem to largely relate to the way in which 

advice and activities developed in conjunction with DPOs will be perceived. As I will explore 

in my case studies there is a concern that if a NHRI is perceived as simply echoing the views 

of DPOs or other actors in civil society this may lead to the state questioning their value.  

The experience of NHRI(IMM)s who have established formal mechanism has been mixed.428 

A representative of the GIHR, who hold regular consultation exercises with disabled people 

and representative groups, recounted that the GIHR found the development of inclusive 

mechanisms challenging. He stated, ‘I find it very hard to be very serious with participation in 

the sense that you involve DPOs, you discuss a matter, then you go back home, you’re switched 

to the responsibility side and say okay, we have to fulfil our mandate, we need to sort of set the 

priorities ourselves, because we are responsible for the priorities that we set’.429 The views of 

the GIHR are in my view indicative of a lack of reflection within NHRIs of what it means for 

a NHRI to include disabled people and their representative groups in their monitoring activities. 

In my analysis of the activities of NHRIs I noted a lack of emphasis on explaining decision 

making approaches, with limited evidence of NHRIs providing a justification for how they 

have chosen to prioritise topics or issues over others. There has been limited exploration 

amongst NHRIs of approaches which they can take, to manage the expectations of civil society 
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and ensure their confidence in their decision making.430 In my case studies I will explore how 

the EHRC and the IHREC have explained their decision making approaches to DPOs.  

A particular challenge for NHRI(IMM)s who have established formal mechanisms is how to 

address circumstances in which the decision-making body within the NHRI, chooses not to 

follow the advice or views of disabled people or DPOs they have consulted with. In preparation 

for its designation as an IMM the South African Human Rights Commission (SAHRC) 

established an advisory committee on disability matters including DPOs and international 

experts.431 When the advice of the advisory committee that the SAHRC should conduct an 

inquiry into circumstances in a mental health institution was not followed this led to a number 

of high profile resignations from the advisory committee.432 This has had a damaging effect on 

the credibility of the SAHRC and on its relationship with the DPM.  

 

NHRI(IMM) are conscious that the act of developing workable participative mechanisms 

presents potential risks. The potential benefits to both the NHRI(IMM) and the DPM of 

developing participative mechanisms did not appear to be fully appreciated amongst NHRIs 

interviewed for this stage of my research. In my case studies, I will consider the opportunities 

and risks presented through the establishment of participative mechanisms. I will also consider 

whether the views of representatives of the international human rights system and the guidance 

provided by the SCA are reconcilable.  

 

Functions 

The Paris Principles provide an overview of the functions which a NHRI should perform. In 

practice there is significant diversity in the range of functions performed by NHRIs and in the 

specific functions which a NHRI focuses its resources upon.433 Within its General Guidelines 

the UNCRPD Committee have set out an extensive list of functions which a IMM should 

perform. The General Guidelines were informed by the Paris Principles and GANHRI provided 

advice to the Committee on their content.434 As set out in my legal analysis the designation of 

a NHRI as an IMM has rarely led to amendments to their legal basis to expand their functions. 
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However, to ensure compliance with the General Guidelines a NHRI must adapt the way in 

which they execute their functions.  

In this section I will discuss the functions performed by a NHRI with a specific focus on how 

through exercising these functions a NHRI can support DPOs.  In doing so I will draw on 

published literature and on my empirical analysis of the activities of NHRIs. 

4.9.1 Provision of training and capacity building to DPOs 

 

The CRPD Committee General Guidelines make clear that the IMM must engage in 

promotional activities including training initiatives.435 A number of NHRI(IMM)s have 

delivered training to DPOs relating to the CRPD and engagement in the international human 

rights system.436 For example, when it was initially designated as the IMM the GIHR received 

funding to provide training to DPOs on the CRPD.437 A number of NHRIs including the SHRC 

have developed discrete training programmes for DPOs.438 However, NHRIs interviewed for 

this research tended to emphasise that they were not resourced to provide training to DPOs or 

to civil society more generally.  

Whilst NHRIs have rarely established formal training programmes, representatives of the 

international human rights system highlighted that through their activities NHRIs can share 

their expertise with DPOs and provide an example of the sort of activities which influence 

change.439 A representative of the UN SR Disability interviewed for this research highlighted 

a number of states where NHRIs have assisted DPOs to become more attentive to the policy 

making process.440 Flynn, writing on national disability strategies, suggests that ‘…grassroots 

organisations must learn from government leaders how to negotiate, compromise and facilitate 

implementation…’.441 In my view the designation of a NHRI as an IMM provides an 

alternative body upon which DPOs can model their activities and learn from.442  
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The CRPD Committee report that the very act of participating can generate agency within 

DPOs.443 NHRIs can potentially contribute to the capacity of DPOs by developing new forums 

for the discussion of policy issues which can provide important learning opportunities. Political 

scientists highlight that through participating in policy discussions organisations and 

individuals engage in ‘policy-oriented learning’.444 Through providing DPOs with 

opportunities to deliberate over policy issues can enhance their capacity to ‘weigh evidence 

and arguments from various points of view’.445 NHRIs can also share with DPOs ways to frame 

research and policy positions to influence change. 

I identified a number of examples of NHRIs creating opportunities for DPOs to engage in 

deliberation over policy issues. The New Zealand Human Rights Commission (NZHRC) 

organise engagement events to facilitate conversations within the DPM on emerging policy 

issues. These events offer the movement an opportunity ‘…to have the difficult conversations, 

to conceptualise, articulate and build that sort of shared vision and understanding…’ to inform 

their engagement in the policy making process.446 Similarly the NI Human Rights Commission 

has developed a disability forum. At meetings of the forum the Commission shares its expertise 

and insights on emerging policy issues with DPOs.447  

In my case studies I will consider whether through their participative mechanisms the IHREC 

and EHRC are providing opportunities for disabled people and DPOs to become discursively 

competent and skilled in the process of critical assessment and reflection.448  

 

4.9.2 Monitoring: International Human Rights Examination and Follow Up  

 

One of the principal benefits which NHRIs are considered to bring to the monitoring of the 

CRPD is their extensive ‘consolidated experience’ and expertise in engaging with the 

international human rights system.449  
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The CRPD examination process is often at the centre of DPOs advocacy efforts.450 Whilst 

states are not bound to implement the CRPD Committee’s recommendations they have the 

potential to ‘…play a catalytic and complementary role in ensuring that domestic policy and 

political narratives adjust to the values of the convention and bring about local solutions 

acceptable to the universal norms of the convention’.451 NHRI(IMM)s can play a key role in 

supporting DPOs to engage in the examination process and in collaborating with DPOs to 

engage with CRPD Committee to ensure the Committee’s recommendations are workable 

solutions that resonate with domestic audiences. 

 

In this section I will first consider how NHRI(IMM)s have supported DPOs to engage in the 

examination process and will then consider their role in following up to CRPD examination 

processes.  

 

CRPD examination  

 

The key event in the examination process is the dialogue between a delegation of state party 

representatives and the CRPD Committee which takes place in Geneva over two days.452 To 

inform this session NHRI(IMM) and DPOs are entitled to submit parallel reports to the CRPD 

Committee. Parallel reports provide the Committee with first-hand insight into local conditions 

and provide feedback on the actions of the state party.453 Creamer and Simmons have 

highlighted the importance of Treaty bodies being appropriately informed of developments in 

the state party in advance of the state dialogue. 454 This ensures that the Treaty body members 

are able to challenge accounts put forward by the state party delegation and to put forward 

constructive criticisms.  

 

NHRI(IMM)s can cooperate with DPOs in the development of reports in a range of ways. 

NHRIs can consult with DPOs in the development of their shadow reports to the CRPD 

Committee.455 A representative of the DIHR interviewed for this research emphasised that 

when developing their shadow reports they sought out DPOs and disabled people who were 
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unlikely to have sufficient expertise or resources to develop their own reports.456  In this way 

the NHRI(IMM) can provide a voice to those DPOs unable to submit their own reports 

expanding the number of DPOs who are able to engage in the examination process.  

 

The CRPD Committees provide opportunities for NHRI(IM)s to participate in the formal 

session through making opening and closing statements.457 DPOs tend to engage with the 

Committee through private briefings and side events. There is a lack of research looking into 

the approaches of NHRI(IMM)s and DPOs to the examination process. Melish highlights how, 

during the negotiation of the UNCRPD, grassroots DPOs tended to focus their advocacy on 

setting out the experiential or lived experience of disabled people. By contrast, transnational 

DPOs and NHRIs drew on their technical expertise to identify how human rights protections 

could be placed into law.458 Noting this trend I reviewed submissions to the CRPD Committee 

in the seven states hosting NHRIs interviewed for this stage of my research to ascertain if this 

practice was reflected in the CRPD examination process.   

 

I noted a number of examples of DPOs setting out the experience of rights holders and cross 

referencing their submission to the NHRI(IMM), who provided a more technical analysis.459 

In particular I noted that in their submissions to the CRPD Committee the DIHR submission 

focused on technical issues ‘regarding gaps in the law or overlapping administrative 

structures’.460 Whilst a shadow report from an umbrella group of Danish DPOs set out a number 

of case studies illustrating the need for reform and cross referenced the analysis contained in 

the DIHR’s report.461 Their collaboration meant that the Committee understood both the 

practical impact of current laws and of the potential policy solutions. This approach appears to 

play to the respective strengths of DPOs and NHRI(IMM)s. However, it is difficult to make 

general observations on the best approach towards CRPD examination processes.  I will 

explore in my case study on Great Britain how the EHRC have worked with the DPM in the 

examination process.  
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The reporting process provides both NHRI(IMM) and DPOs with a ‘window of opportunity to 

have a serious dialogue with senior government officials’.462 The CRPD Committee have made 

clear that NHRI(IMM) should facilitate and promote the meaningful participation of DPOs in 

the reporting process.463 In my case studies I will consider how the IHREC and EHRC have 

supported DPOs to engage in the examination process. 

 

In its report the CRPD Committee will identify a number of concluding observations which it 

requires the state party to respond to within one year.464 Creamer and Simmons highlight that 

treaty examinations can ‘…set in motion bureaucratic routines to gather, authenticate and 

analyse information that might not have occurred in the absence of the obligation to report’.465  

The requirement to provide follow up information and to develop periodic reports can provide 

a basis for NHRIs and DPOs to advocate for the establishment of domestic reporting 

procedures. There is limited publish research on this topic. However, I identified that the New 

Zealand Human Rights Commission have collaborated with DPOs in advocating for the 

inclusion of follow up reporting requirements within the New Zealand Disabled National 

Action Plan.466 NHRIs can play a key role in linking international reporting to domestic 

processes.  

 

Monitoring Implementation of CRPD concluding observations 

 

The CRPD Committees General Guidelines emphasize that NHRI(IMM)s should play a key 

role in ensuring that the state gives ‘…due consideration to the Committee’s concluding 

observations’.467  

The CRPD Committee recommendations are often set out in broad terms.468 Research by 

Lawson and Beckett highlights that the Committee will often recommend that the state embarks 

on reforms to policy areas to ensure the incorporation of the human-rights model of disability, 

without specifically identifying the reforms which should take place.469 Stein and Lord writing 
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in 2020 encouraged the CRPD Committee to ‘move beyond vague directives to more specific 

guidance’.470  

The UNCRPD Committee have in my view been rightly criticised for the vagueness of some 

of its recommendations. However the potential for the Committee to become more exacting in 

its recommendations is limited. As set out in my legal analysis determining the requirements 

of the CRPD must be informed by a rigorous assessment of the domestic context. Furthermore 

many of the concepts set out in the CRPD are not sharply defined and in many areas it would 

not be possible for the CRPD Committee to set out specific directions.471 

This presents a significant challenge to DPOs and to NHRIs. Political scientists highlight that 

policy makers tend to give greatest attention to recommendations that are presented as credible 

and workable solutions.472 If the recommendations which emerge from the CRPD Committee 

examination process are left in vague terms they are unlikely to capture the attention of 

domestic policy makers. The drafters of the CRPD were conscious of this risk and put in place 

a ‘double track’ approach to oversight, with responsibility for international oversight resting 

with the CRPD Committee and responsibility for domestic oversight with the NHRI(IMM).473 

As set out above Arduin suggests that the NHRI(IMM) provide an ‘internal compliance 

system’ to compliment the ‘meta-regulatory system’ managed by the CRPD Committee.474  

This characterisation to a degree overstates the roles performed by both the Committee and a 

NHRI(IMM). In my view a NHRI(IMM) plays a role in domesticating the recommendations 

that emerge from the CRPD Committee. The CRPD Committee identify issues that need to be 

addressed to realise compliance and a NHRI(IMM) with its knowledge of domestic processes 

and circumstances identifies actions required to bring about that compliance. To perform this 

role effectively a NHRI(IMM) must ensure the inclusion of disabled people and their 

representative groups in both the examination process and in the process of domesticating the 

recommendations.  

This is a key observation which is not always acknowledged in discussions relating to the treaty 

body process. The journey towards human rights compliance requires not only international 

 
470 Janet Lord and Michael Stein, ‘The Committee on the Rights of Persons with Disabilities’ in Philip Alston and Frédéric Mégret (eds) A 
Critical Appraisal (2nd Edition OUP 2020) p. 575 
471 Ibid p. 576  
472 Kingdon J. Agendas, alternatives and public policies. 2nd ed. New York: Harper Collins; 1995. 
473 Luigino Manca, ‘Article 33 [National Implementation and Monitoring]’ in Valentina Della Fina, Rachele Cera and Giuseppe Palmisano, 

The United Nations Convention on the Rights of Persons with Disabilities: A Commentary (Springer 2017). p. 592 
474 Arduin (n. 94)  



 94 

processes but domestic processes which turn treaty body recommendations into workable 

policy solutions. Responding to this need, a number of NHRIs have developed their own 

systems for tracking and reporting on the implementation of treaty body recommendations.  

These systems see the NHRI(IMM)s assessing implementation efforts and making 

pronouncements on whether recommendations emerging from the Treaty body system have 

been adopted.475 For instance, the NIHRC produce an annual statement in which they assess 

the implementation of recommendations emerging from the treaty body system, including the 

CRPD Committee, classifying progress based on a traffic light system.476 The OHCHR has 

recently developed a software programme to facilitate the development of domestic trackers 

by NHRIs.  The Samoan NHRI is utilising this software to develop domestic reporting 

systems.477 The system is largely intended for internal use by NHRIs. I will consider in my 

evidence gathering the approach to the IHREC and EHRC to tracking treaty body 

recommendations and will consider how these approaches have been informed by the views of 

DPOs, in particular when making a determination relating to the implementation of the CRPD 

Committee’s concluding observations.  

4.9.3 Engaging in the international Human Rights System  

 

An OHCHR representative interviewed for this research highlighted that it was central to the 

success of the CRPD that DPOs are empowered to engage not only with the CRPD Committee, 

but also with other treaty body processes and with the special procedures of the UN.478  

NHRIs are required to have broad mandates and tend to engage in the full range of treaty bodies 

and with the UN human rights council examinations.479 As such, NHRIs are well-placed to 

assist DPOs to engage in the UN human rights system more generally.480 The CRPD 

Committee and GANHRI have underscored the role of NHRIs in making linkages across the 

human rights system, in particular through issuing a joint declaration recognising that ‘NHRIs 

have a unique and critical role in the promotion and protection of the rights of persons with 
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disabilities by creating linkages with other monitoring mechanisms at the national level ...as 

well as at the international level’.481  

There is limited literature exploring how NHRI(IMM)s have supported DPOs to engage in 

other UN monitoring systems beyond the UNCRPD examination process. I found examples of 

NHRIs assisting DPOs to engage with the UN SR Disability. When the UN SR Disability has 

conducted country visits a number of NHRIs facilitated and hosted interactive events between 

the UN SR Disability and DPOs.482 NHRIs have included DPOs in consultations relating to the 

development of their submission to the Universal Periodic Review Process.483 However there 

is limited evidence of NHRI(IMM)s including DPOs in their reporting across the international 

human rights system. In my case studies I will explore how NHRI(IMM) have included DPOs 

in their general monitoring activities.  

4.9.4 Domestic monitoring  

 

Through their domestic monitoring a NHRI(IMM) can assist DPOs, firstly by developing new 

insights into the lived experience of disabled people and secondly by identifying obstacles to 

the establishment and functioning of DPOs.  

 

The CRPD Committee General Guidelines suggest that NHRI(IMM)s should develop 

extensive capacity to independently collect and analyse data relating to disabled people. It has 

been suggested that NHRI(IMM)s should develop independent data collection systems which 

can be used by DPOs to counter official statistics.484 There is limited evidence of NHRIs 

developing data collection systems that are independent of government. NHRIs who offer 

advice to the public or receive complaints can collect data and publish reports into trends on 

the number and form of requests or complaints they have received.485 For instance, the 

Canadian Human Rights Commission (‘CHRC’), which is the national equality body, was able 

through analysis of complaints raised by disabled people to identify several significant 

obstacles to disabled people exercising the right to work.486 In doing so they provided DPOs 

with statistical data to support their calls for state initiatives to support disabled people into 
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employment. In my case studies I will assess whether the EHRC and the IHREC have collected 

and published data on their complaints handling role.  

 

Whilst the capacity of a NHRI to support DPOs through the production of independent statistics 

is somewhat limited, a NHRI can potentially support DPOs through developing new forms of 

analysis of existing statistics. A number of features of a NHRI make them well placed to 

develop new forms of statistical analysis. They are likely to have statutory powers to access 

information that is not open to DPOs or other CSOs. NHRIs have a ‘temporal advantage’ over 

DPOs in being permanent bodies.487 This allows NHRIs to analyse trends over time and track 

progression or decline; highlighting trends that government may wish to obscure. 488 Priestley 

and Lawson have highlighted the value of DPOs having access to ‘concurrent multinational 

evidence to identify examples of promising practices or poor performance that could shape 

their lobbying efforts and policy change’.489 NHRI(IMM)s who are included in both regional 

and international networks can compare and contrast domestic trends with regional or 

international trends. In doing so a NHRI(IMM) can identify where a state is falling behind 

neighbouring states. This evidence can be of value in convincing states to adopt policies or 

practices that have been proven to be effective in other jurisdictions. In my case studies I will 

consider whether the IHREC and the EHRC have developed new forms of statistical analysis 

to support the advocacy activities of DPOs.  

 

As set out in my legal analysis, the CRPD places new and unique obligations on the state to 

respect, protect and fulfil the rights of disabled people to form together in representative 

organisations.490 In my analysis of published literature and of monitoring reports developed by 

NHRI(IMM) I found limited evidence of NHRIs expanding their monitoring activities to 

include an assessment of state measures to support the development and growth of DPOs. 

NHRI(IMM) interviewed for this research tended to emphasise that other organisations exist 

which monitor the development of civil society, including DPOs.491 For instance, the DIHR 

noted that the Danish Disabled Peoples Council keeps under review obstacles to the 

establishment of DPOs and monitors the availability of funding to DPOs.492 The GIHR 
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emphasised that they had not been resourced to take on a role in monitoring the provision of 

support to DPOs, noting ‘If we do that, we can’t, you know, observe or monitor the law-making 

processes.  We can’t really monitor administrative practice and stuff.’.493 In my case studies I 

will explore whether the EHRC or the IHREC have expanded their monitoring activities to 

include critically assessing systems for the registration of DPO and the funding available to 

support their activities. 

 

4.9.5 Provision of advice on law reform proposals 

 

The Paris Principles require that NHRI(IMM)s be imbued with power to offer advice ‘on any 

matters concerning the promotion and protection of human rights’. Through their advice 

function a NHRI(IMM) can enrich discourse on domestic disability law and policy.494 As 

discussed above many of the articles of the CRPD are not ‘sharply defined’ and are somewhat 

ambiguous.495 The approach of the CRPD Committee to addressing these ambiguities has been 

to put forward expansive interpretations that reflect the paradigm shift in disability policy that 

it is hoped the CRPD will bring about.496 A representative of the OHCHR interviewed for this 

research noted that there were concerns that NHRIs may be putting forward restrictive 

interpretations of the provisions of the CRPD as compared to the CRPD Committee’s 

interpretations.497  

The CRPD Committee have adopted an expansive interpretation of the right to legal capacity, 

which requires the abolition of all forms of substitute decision making and their replacement 

with supported decision-making frameworks.498 This interpretation goes significantly further 

than the established jurisprudence of the European Court of Human Rights (ECt.HR). The 

ECt.HR have held that a deprivation of legal capacity constitutes a serious interference with a 

right to a person’s private life.499 However, this interference may be justified in circumstances 

in which an individual is ‘unable to adequately understand the significance and the implications 

of the specific decision’ and where stringent procedural safeguards are put in place.500 Whilst 
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the ECt.HR has emphasized that ‘deprivation, even partial, of legal capacity should be a 

measure of last resort’, in accepting that a deprivation of legal capacity may be justifiable the 

ECt.HR permits a situation which the CRPD Committee consider is a breach of Article 12 of 

the CRPD.501 

These distinctions in approaches have led to the UNCRPD Committee publicly criticizing 

decisions of the ECt.HR.502 The more expansive interpretation put forward by the UNCRPD 

Committee have been broadly welcomed by the DPM.503 However for European NHRIs, who 

are required to advise on compliance with the European Convention on Human Rights, 

(‘ECHR’) the novel approach of the CRPD presents a challenge.504  

A number of NHRI(IMM)s have been criticised by DPOs for not fully reflecting the UNCRPD 

Committee’s GC on Article 12 when providing advice to Government.505 In 2008 the Northern 

Ireland Assembly sought the advice of the NIHRC on the compatibility of the Mental Capacity 

(NI) Bill with human rights law. The Bill included provisions to allow for substitute decision 

making on the basis of a functional assessment.506 In its advice the NIHRC suggested that there 

were ‘a number of disparities and contradictions in the standards set down by the ECt.HR and 

the standard set by the UNCRPD Committee’.507 Disability scholars have correctly clarified 

that the standards set by the UNCRPD do not in fact contradict the jurisprudence of the 

ECt.HR.508 The NIHRC’s advice was criticised for failing to ‘challenge the central assumption 

that functional assessments of mental capacity which result in the removal of legal capacity are 

contrary to Article 12’.509 Similarly a representative of the AHRC interviewed for this research 

highlighted that DPOs have been critical of the AHRC for acknowledging that under Australian 

law the CRPD Committee’s GCs only have persuasive authority.510 This suggests that the issue 

of legal capacity may be an issue on which DPOs and NHRIs have adopted different 

interpretations on how to reconcile the positions of different treaty bodies. In my case studies 
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I will consider in more detail whether the DPM consider the EHRC and the IHREC are 

appropriately reflecting the CRPD in their advice.  

 

Processes for developing advice  

 

In my legal analysis I explained how an analysis of the requirements of the CRPD needed to 

be informed by domestic circumstances.511 Advising on measures to bring about compliance 

with the standards of the CRPD requires extensive knowledge of the domestic policy context 

and the circumstances of disabled people. The key sources of information on the circumstances 

of disabled people are disabled people themselves and their representative groups.512 Therefore 

NHRI(IMM)s clearly have a strategic need to ensure that their advice on the UNCRPD is 

informed by the lived experience of disabled people.513  

 

NHRIs interviewed for this research tended not to consult with civil society when developing 

their statutory advice. Some NHRI(IMM)s have developed their internal structures to 

incorporate elements of civil society, for instance the SHRC established a ‘Lived Experience 

Leadership Group’ to ensure that their advice is informed by the lived experience of rights 

holders including disabled people.514 A number of NHRI(IMM) office holders interviewed for 

this research were cautious of involving DPOs in developing their advice. These interviewees 

tended to emphasise that their role is not to reiterate the views of CSOs.515 However a number 

of staff members did report that they maintained informal contacts with the staff of CSOs and 

sought their views on policy issues when developing their institution’s response. These 

connections may be classed as what Peter Haas refers to as an ‘epistemic community’, 

composed of organisations considered to have valuable evidence and views which a NHRI can 

draw on when developing their advice.516 In my case studies I will consider whether the EHRC 

and the IHREC have included DPOs in either formal structures or informal communities to 

assist in the development of their advice.  
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Providing advice on statistics 

For the first time in a human rights treaty, Article 31 of the CRPD requires that ‘states 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’.517 Article 

31 is an innovative provision and a necessary one.518  

The development of Article 31 was influenced by the need to reform data collection systems 

which tended to focus on the measurement of impairment, rather than the identification and 

measurement of disabling barriers.519 Article 31 is central to the development of rational 

policies necessary for the effective implementation of the UNCRPD.520 The CRPD Committee 

have encouraged states to develop data collection processes which identify previously hidden 

impediments to the full participation of disabled people in society.521 The implementation of 

Article 31 is crucial to ensure that NHRI(IMM)s have access to substantive evidence in order 

to monitor implementation of the UNCRPD.522  

Data collection systems will have to be modified to ensure that they are fully accessible and 

that they capture the lived experience of disabled people.523 The reform of data collection 

systems requires ‘collective, coordinated and continuous efforts’ by NHRI(IMM), state bodies 

and DPOs.524 A NHRI can play a key role in providing advice and guidance on the development 

of data collection systems.525 The OHCHR has emphasised that a NHRI(IMM) can play a key 

and continuous role in providing advice to government on steps required to ensure compliance 

with article 31, in particular, through developing a memorandum of understanding with 

National Statistics Offices (NSO).526  

 

I identified that there are several examples of NHRIs working with NSOs to adjust their data 

collection processes.527 The AHRC persuaded the Australian NSO to amend the questions 
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included within the national survey of disability, ageing and carers to ensure it collected data 

relating to the employment experiences of disabled people. The AHRC were able to utilise data 

gathered through the survey to inform its monitoring work relating to the right to 

employment.528  

The AHRC has sought to develop a new partnership across government to ensure an effective 

data monitoring systems. In April 2020 the Australian Government announced the 

commencement of the national disability data asset (NDDA). The NDDA seeks to link data 

collected across government relating to disabled people and to introduce new data collection 

approaches to develop ‘a complete picture of the life experiences and life outcomes’ of disabled 

people.529 The pilot is guided by a disability advisory committee which is chaired by the AHRC 

and which includes a number of DPOs. In advising Government on the development of this 

initiative the AHRC has sought to ensure the inclusion of DPOs and disabled people. From my 

evidence gathering this seems to be a promising example of a NHRI(IMM) working in 

partnership with state bodies to develop innovative approaches to evidence gathering. Rather 

than focusing on developing their own evidence gathering approaches the AHRC has worked 

with Government to adapt official evidence gathering approaches. In doing so the NHRI is 

creating opportunities for disabled people and DPOs to inform evidence gathering processes 

and involving them in the reform of these processes to ensure they are accessible to disabled 

people. 

NHRI(IMM) are increasingly engaging with NSOs in order to ensure that national surveys and 

censuses fully record the number of disabled people within a jurisdiction. For instance, the 

Kenyan NHRI, with the support of the OHCHR, worked with the Kenyan NSO to ensure that 

the national census included a range of questions relating to albinism.530 

These examples suggest that rather than developing an alternative independent approach to 

monitoring implementation NHRI(IMM) are prioritising engaging with government agencies 

to ensure official data collection processes are in line with the Article 31. In my case studies I 
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will consider whether either the IHREC or the EHRC have advised government and engaged 

with their NSO to broaden and reform the state’s evidence gathering approaches.  

Advising on Policies  

 

Those involved in negotiating the CRPD were conscious of the need to develop domestic plans 

to ensure the articles of the CRPD were developed into workable policy solutions. During the 

negotiation of the CRPD, the Australian NHRI proposed the incorporation of an obligation to 

develop a National Disability Action Plan (NDAP) on implementation of the CRPD.531 Whilst 

this proposal was not adopted, interest in NDAPs remains and they have become an important 

tool for translating the provisions of the CRPD and the Committee’s concluding observations 

into ‘operationalizable’ policy goals.532  

 

Within an NDAP, broad recommendations can be broken down into ‘challenging yet feasible’ 

targets.533 NHRIs, with their insider knowledge of the mechanics of government, have 

developed extensive experience in advising on the development of domestic policies to 

implement treaty body recommendations and are uniquely placed to propose targets for 

inclusion within a NDAP.534  

 

The NZHRC developed the first New Zealand National Human Rights Action Plan. This 

involved consultation with CSOs, including DPOs, in the identification of 100 actions, 

supported by 232 indicators, to bring about the implementation of recommendations from the 

international human rights system, including the UN CRPD Committee.535 Informed by this 

experience, the NZHRC in conjunction with the New Zealand DPO Coalition played a key role 

in influencing the development of the New Zealand Disability Strategy 2016–2026. Under this 

strategy, the DPO Coalition plays a central role in monitoring delivery of the strategy, and the 

NZHRC supports them in doing so.536 
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The CRPD Committee emphasises the use of indicators to assess the implementation of the 

UNCRPD.537 The formulation and application of indicators is considered central to the 

effective implementation of human rights standards.538 

 

The use of indicators is a common feature of public policy implementation; indeed political 

commentators often refer to the development of an ‘indicator industry’.539 In recent years the 

utilisation of indicators in human rights monitoring has come to prominence and the OHCHR 

has played a central role in developing a guide on the use of human rights based indicators.540 

Human rights based indicators are defined as ‘…piece[s] of information used in measuring the 

extent to which a legal right is being fulfilled or enjoyed in a given situation,’.541 Building on 

this experience, in 2021 the OHCHR published a specific set of UN CRPD based indicators, 

informed by the Sustainable Development Goals. The OHCHR see NHRIs as playing a central 

role in promoting and advising on the application of the indicators.542 It is hoped that NHRIs 

who have agreed memorandum of understandings with NSOs will be able to promote the use 

of indicators.543  

 

Through utilising indicators issues can be mainstreamed in political discussions. Sally Merry 

Engle highlights that ‘numerical measures make visible forms of violation and inequality that 

are otherwise obscured’.544 Indicators have become particularly prominent in monitoring the 

delivery of economic and social rights.545 The adoption of indicators to monitor human rights 

both creates opportunities and presents challenges. Indicators ‘frame problems – [and] aspects 

of its solution’.546 There is a risk that government may attempt to ‘manipulate or ‘game’ 

indicators’.547 Government will inevitably seek to develop indicators that will assist them in 
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presenting a positive image of their performance.548 NHRI(IMM) need to develop their skills 

to ensure they are able to counter government attempts to manipulate indicators. NHRI(IMM)s 

through sharing their technical insights can also play a role in ensuring DPOs are not excluded 

from processes for adopting and applying indicators.549 

 

The DIHR has developed the disability indicator index which monitors how the Danish state 

is implementing the CRPD in ten key areas. The index was developed through advisory groups 

composed of public authorities, public officials, statisticians and DPOs.550 In establishing the 

advisory groups, the DIHR sought to ensure that the voices of DPOs which had been excluded 

from formal engagement structures were represented. 551 A representative of DIHR emphasised 

that due to resource constraints the DIHR would not be able to fully apply the indicator index 

in the long-term. The DIHR have been attempting to convince the Danish Government to 

incorporate the disability indicator index into their monitoring activities. However, the Danish 

Government have been unwilling to agree to this. Whilst the DIHR have developed an 

innovative approach the unwillingness of the Danish Government to adopt and apply the 

indicators underscores the risk that indicator sets developed by NHRIs may remain in ‘the 

conceptual sphere’ unless the support of government can be secured.552 

 

In my case studies I will assess the extent to which the EHRC and the IHREC have enhanced 

their expertise to ensure they are well placed to thwart attempts by state actors to manipulate 

the processes for developing and applying an indicator.553  

 

4.9.6 Public awareness raising  

The Paris Principles require NHRIs to publicize and promote human rights, including through 

making use of the press.554 This has been described by De Beco and Murray as ‘one of the 

more ambiguous functions’ of a NHRI.555 Neither the Paris Principles nor the SCA General 

Observations have clearly addressed the relationship between the responsibilities of the NHRI 
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to promote human rights and the responsibilities of states to promote the rights enshrined within 

the treaties which it has ratified.   

NHRIs tend to focus on raising awareness amongst the general public of the ways in which 

they can access their rights.556 However some NHRIs have played a role in countering societal 

trends which undermine the protection of human rights.557 The potential for an NHRI to embark 

on awareness raising activities is dependent upon the availability of funding. In my case studies 

I will consider this function in more detail.  

4.9.7 Training the public sector  

 

A number of NHRIs have developed training programmes to raise awareness of human rights 

obligations and promote professional development within the public sector.558 The OHCHR 

has emphasised the role of an NHRI in providing training to public bodies and professionals, 

‘to ensure that human rights standards are respected in their day-to-day work, including through 

their specific operating procedures’.559 A number of NHRIs have developed training 

programmes to assist in the professional development of policy professionals within domestic 

public bureaucracies.560  

 

The NIHRC has developed a bespoke training program for public servants in NI. In addition 

to seeking to develop knowledge on human rights laws and processes, the training seeks to 

address predominant cultures within the civil service. In the words of a representative of the 

NIHRC, ‘…building that kind of human rights consciousness into policy and legal 

development’.561  

 

The SHRC has developed a training program for public servants on adopting human rights-

based approaches to policy development. This methodology is based around five key 

principles, the first amongst which is participation. The training materials include some 

guidance on designing a participative process, but do not contain specific guidance concerning 
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disabled people and their organisations. Furthermore, the materials do not consider the issues 

of representativeness.562 

 

The ratification of the CRPD creates new and specific training needs within the public sector. 

In particular, public servants need to develop their capacity and skills in developing and 

delivering policy development processes which are accessible to and inclusive of disabled 

people.563 To effectively exercise its functions a NHRI(IMM) must assess whether the public 

sector has sufficient expertise and capacity to meet its obligations under the CRPD. In my case 

studies I will consider whether the EHRC and IHREC have engaged with the public sector 

through the CRPD focal point in identifying and possibly addressing their training needs. 

 

4.9.8 Strategic litigation  

 

NHRIs in practice engage with the courts in three distinct circumstances; funding of cases; 

bringing forward litigation; and intervening in ongoing cases.  

Many NHRIs are imbued with powers to fund or provide legal advice and assistance to 

individuals in relation to human rights issues. In jurisdictions in which there is a shortage of 

public funding for litigation, this can be a significant function of an NHRI. NHRI(IMM)s 

interviewed for this research highlighted that DPOs often bring cases to their attention for 

prospective funding.564 The DPM have at times questioned the value of litigation as a 

mechanism for advancing their rights.565 However, Vanhala has demonstrated how legislative 

developments have provided legal opportunity structures which offer an opportunity for DPOs 

to promote the rights of disabled people through strategic litigation.566 However disabled 

people and DPOs often lack resources to fully exploit the potential benefits of strategic 

litigation.  

 

DPOs may lack the funds or expertise to bring forward litigation and may find that through 

engagement with an NHRI(IMM) they are able to support or be involved in litigation that 

would otherwise not be possible.567 NHRI commentators highlight the importance of NHRIs 
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being strategic in the identification of cases for funding.568  In my case studies I will examine 

the approach of the IHREC and the EHRC to strategic litigation.  

 

NHRIs may also be imbued with legal powers to bring cases in their own name. Such powers 

can be particularly valuable in circumstances in which a victim cannot be readily identified or 

where a victim may find the process of being a party to litigation traumatizing. 569 Through 

utilizing its powers to bring cases in its own name, a NHRI can relieve disabled people of the 

need to engage in costly and stressful litigation to access their rights. However, I have not 

identified any examples of NHRIs engaging in own motion litigation relating to the rights of 

disabled people.   

NHRIs are also often equipped with powers to make oral or written interventions in legal 

proceedings to assist courts in their deliberations. Buyse highlights that ‘NHRIs, with both their 

unique rootedness in national societies and their independence, are in an excellent position to 

play an assisting role for the Court’.570 NHRIs are increasingly utilizing their powers of 

interventions to raise awareness of the CRPD. For instance, in 2021 the European Network of 

NHRIs (‘ENNHRI’) intervened in the case of Strøbye v Denmark. This intervention was 

initiated by the DIHR. The case related to the deprivation of voting rights for those under legal 

guardianship. In its submission ENNHRI highlighted the need to comply with the CRPD. In 

addition in its submission ENNHRI provided an account of practices throughout Council of 

Europe member states highlighting the ‘consensus and common values emerging around the 

principle that the voting rights of persons with disabilities, including those under regimes that 

restrict or remove their legal capacity’.571 In my case studies I will assess in detail how the 

EHRC and the IHREC have utilised their power to support strategic litigation. 

4.9.9 Individual Complaints Handling  

 

The CRPD Committee’s General Guidelines states that they should have ‘complaint handling 

of individual and group complaints alleging violations of the rights guaranteed under the 
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Convention’.572  It is notable that when the CRPD Committee consulted on the then draft 

General Guidelines the GANHRI suggested that the complaints handling function should be 

an optional rather than necessary feature of an IMM.573 This suggestions was informed by the 

fact that the Paris Principles do not require that NHRIs be empowered to consider complaints, 

and as a result NHRIs have often not been empowered to do so.574  

 

The CRPD Committee suggests that IMMs should have the power to ‘hear and consider’ 

complaints but it does not require that IMMs should have the power to determine complaints. 

From my analysis of pre-existing literature, there appears to be a lack of exploration into the 

complaints handling function of a NHRI. Whilst numerous NHRIs operate helplines or offer 

advice to individuals, only a small number of NHRIs actually have power to determine if a 

complaint is legitimate.575 Carver has warned that empowering NHRIs to make enforceable 

determinations on complaints is ‘contrary to justice, because NHRIs would combine both 

inquisitorial and quasi-judicial functions’.576 Even those NHRIs with formal complaints 

handling powers rarely offer direct redress and instead NHRIs tend to be empowered to offer 

a range of mediation and conciliation services relating to specific domestic protections which 

are ancillary to the courts system.577 A number of NHRIs interviewed for this research had 

worked with complaints handling bodies to ensure that their complaints handling processes 

were accessible and that decision makers were taking human rights into account when 

considering complaints.578  

 

In my evidence gathering I did not identify any example of NHRIs being specifically 

empowered to investigate complaints relating to the CRPD. A representative of the AHRC, 

which has a complaints handling function, noted that the designation of the AHRC as the IMM 

did not lead to reforms of its complaints handling functions.579 In Canada, the designation of 

CHRC as the IMM occurred simultaneous to a significant extension of the CHRC’s complaints 

handling powers, following the enactment of the Accessible Canada Act 2019.580 During my 
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evidence gathering the CHRC was in the process of consulting with DPOs, to determine how 

their role as a IMM may be reflected in their complaints handling functions.581 The experience 

of the CHRC may lead to the development of good practice guidance amongst NHRI(IMM)s 

relating to the complaints handling functions.  

 

For the purposes of this enquiry, it is notable that the role of a NHRI(IMM) in investigating 

and determining complaints is not fully understood in the existing literature.582  Of broader 

relevance to this enquiry, it is notable that empowering a NHRI(IMM) with a complaint 

handling or advise function provides them with a direct link to disabled people and their 

representative groups.  It connects the NHRI with the lived experience of rights holders and 

provides an important source of data to inform strategic decision making across the other 

functions of a NHRI(IMM).583 In my case study I will consider the role of the IHREC and the 

EHRC in providing advice.  

 

4.9.10 Investigation and Inquiries  

 

The CRPD Committee General Guidelines provide that IMMs should have the power to 

conduct inquiries.584 The Paris Principles require that NHRIs are empowered to issue reports 

on ‘[a]ny situation of violation of human rights which it decides to take up’.585 To inform such 

a report an NHRI must have capacity to carry out an investigation or inquiry to determine 

whether violations of human rights have taken place.586  

Human rights abuses against disabled people, in particular those in institutions, often go 

unreported or are not investigated by official channels.587 Through utilizing their inquiry 

powers a NHRI(IMM) can raise awareness of abuses that would otherwise go unnoticed. In 

addition to potentially providing an avenue for redress, an inquiry can provide a platform for 

disabled people to share their lived experiences. In recent years NHRI(IMM)s have sought to 

ensure that inquiry processes are open and accessible to rights holders.588 By incorporating a 

public hearing element to an investigation or inquiry process, an NHRI(IMM) can provide a 

mechanism for disabled people to provide an account of their experiences. For instance, during 
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the NIHRC inquiry into accident and emergency services, the chairman of a local DPO gave a 

detailed account of his own experience of accessing health care.589 This put on the public record 

experiences of disabled people that may otherwise have gone unreported.   

Through their inquiries NHRIs can support interactions between DPOs and public 

authorities.590 NHRI(IMM)s have included DPOs and disabled people within advisory 

committees on inquiries.591 An inquiry by the Indian NHRI into the right to health saw the 

NHRI collaborate with a coalition of several hundred health related NGOs and DPOs. Brodie 

notes that this inquiry performed a significant educational role, encouraging disabled people to 

appreciate that they had a right to health and an understanding of how to hold the government 

to account.592 

As set out in my legal analysis, the CRPD requires a change in thought processes within 

decision makers. Through their investigations NHRIs have raised awareness of human rights 

violations and provided new insights into the inequalities experienced by numerous groups. 

For instance, the AHRC’s inquiry into the employment of disabled people provided new 

insights into the obstacles to accessing employment for disabled people.593 Through utilizing 

public inquiries the AHRC was able to provide a forum for civil society and government to 

come together and seek to identify human rights compliant solutions in a non-adversarial 

environment.594 

In my case study analysis, I will consider how the EHRC and IHREC has engaged with disabled 

people and DPOs throughout their inquiry processes.  

 

4.11 Conclusions  

In this chapter I have charted the growth and development of NHRIs. I have set out how a 

NHRI is simultaneously seen as a key partner of the international system and as part of a 

state’s national protection system for the protection of human rights.  
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Civil society have played a key role in encouraging states to develop a NHRI. However, there 

is a lack of analysis as to how a NHRI should relate to civil society once it is established. 

Academic literature and practitioners have not fully explored how NHRIs and CSOs can 

work together to develop a shared understanding of the role which a NHRI should perform. 

Much of the literature presupposes that a NHRI will fail to meet the expectations of CSOs 

without considering approaches a NHRI could take to manage civil society’s expectations. 

The fact that civil society have not been encouraged to participate in the accreditation 

processes has in my view prevented important discussions of what is and is not achievable by 

a NHRI in the domestic context.  

NHRIs have clearly become the preferred partner of the international human rights system.595 

The international system has sought to develop NHRIs, granting them both access to the 

system itself and access to training programmes intended to develop their expertise. The 

GANHRI and individual NHRIs have proven themselves to be effective at securing funding 

and new responsibilities for NHRIs. Indeed, the inclusion of a reference to the Paris 

Principles within Article 33(2) is considered the result of effective lobbying by the AHRC.596 

The inclusion of this reference has led to a significant number of NHRIs being designated as 

an IMM for the purposes of Article 33(2).  

As I have set out, disability advocates considered that once designated as IMMs NHRIs 

would exert their influence to ensure that the rights of disabled people were appropriately 

prioritised in the domestic policy making process.597 My analysis of literature and pre-

existing research relating to NHRIs demonstrates that it cannot be taken for granted that they 

will be influential. Drawing on the writings of political scientists relating to the policy 

influencing process in my case studies I will explore how the IHREC and the EHRC have 

sought to exert influence and how successful they have been.  

The CRPD Committee in its General Guidelines has set out an expansive range of functions 

which a NHRI designated as a IMM should perform. To perform these functions effectively a 

NHRI needs to be given new legal powers and resources. It will also need to expand its 

monitoring programmes. However, in my analysis of published literature and documentation 
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I have found that states have rarely resourced or expanded the powers of a NHRI to ensure 

they able to perform their functions as a IMM effectively. In my case studies I will consider 

the process of designating the IHREC and the EHRC as IMMs for the CRPD.  

Whilst the range of functions which a NHRI(IMM) should perform are vast and diverse, for 

the purposes of this enquiry I am broadly focused of the role a NHRI in advocating for 

reforms to ensure the inclusion of disabled people and DPOs in the policy making process 

and in supporting disabled people and DPOs to take advantage of these opportunities. In my 

case studies I will explore in detail how the IHREC and EHRC have adapted their functions 

to reflect their role as IMMs.  
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Chapter 5: UK Case Study: Equality and Human Rights Commission  

 

5.1 Introduction  

 

In my introduction chapter I explained the rationale for selecting the EHRC as a case study for 

this research. In this chapter I will set out more detail on my interview strategy for the UK. I 

will provide a brief overview of the human rights framework in the UK and will then discuss 

the development of the DPM in the UK and some of its key features.  I will structure my 

findings section in line with the functions performed by the EHRC. I will then set out my 

overarching conclusions relating to this case study.  

 

I began my analysis of the EHRC by conducting a thorough review of available corporate 

documentation including strategic plans, annual reports, minutes of the EHRC Board and 

Committees. To inform my analysis of the Commission’s activities I critically assessed EHRC 

submissions to consultation exercises, court proceedings and UN bodies. In addition, I 

extensively reviewed the EHRC website, its press releases, and its research reports. My 

analysis covered the full lifetime of the EHRC and included events up to 15 March 2022. My 

interviews were principally conducted during the spring and early summer of 2021. Due to the 

coronavirus pandemic my interviews were conducted online.  

 

I conducted structured interviews with the lead staff member responsible for disability, a 

former EHRC Commissioner and with a member of the EHRC Disability Advisory Committee 

(EHRC-DAC). I conducted structured interviews with three former senior staff members of the 

EHRC who had gone on to take up positions in DPOs. In addition, I carried out structured 

interviews with a representative of the NIHRC and a representative of the SHRC who are 

designated alongside the EHRC as the UK’s Independent Monitoring Mechanism (UKIMM).  

 

I interviewed representatives of three categories of CSO. Namely Disabled People’s 

Organisations (DPOs), Organisations for Disabled People (OfDP) and human rights NGOs. To 

identify relevant CSOs I first contacted all organisations who had made a submission to the 

UNCRPD Committee during the Committee’s examination of the UK. 598 To augment this list, 

I reviewed relevant parliamentary inquiries and relevant websites to identify additional CSOs.  

 
598 Interview with DPO (IS) 28 April 2021  
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I conducted structured interviews with 9 UK based DPOs and one EU wide DPO. I interviewed 

five representatives of OfDP. Two of whom are members of the Disability Charities 

Consortium. The Disability Charities Consortium is the representative body for the nine largest 

disability charities in the UK.599 In addition I interviewed representatives of 3 UK human rights 

NGOs.  

 

As set out in my introductory chapter I analyzed the transcripts of my interview drawing from 

a grounded theory approach.  

 

5.2 Human rights framework in the UK 

 

The UK is a parliamentary democracy with an unwritten constitution, the central feature of 

which is that the UK Parliament is sovereign. The Parliament has developed a Joint Committee 

for Human Rights (‘JCHR’) which takes on a key role in scrutinizing compliance with 

international human rights obligations and tends to play a central role in human rights 

discourse.600 

 

The UK is a dualist state and as such, as a rule, the Government is not bound by unincorporated 

international treaties.601 UK courts may draw on international treaties in certain tightly 

prescribed circumstances.602 UK courts have at times questioned the value of the CRPD as an 

aid to interpreting provisions of UK domestic law, describing its articles as providing ‘broad 

and basic principles’.603 

 

The ECHR was incorporated into UK law by way of the Human Rights Act 1998 (‘HRA’). 

The HRA is considered a constitutional act.604 Human rights discourse in the UK tends to focus 

on the HRA and on compliance with the ECHR.605 The incorporation of the ECHR opens up 

the potential for the UNCRPD to have an indirect effect on the UK legal system. As Lady Hale 
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has set out, ‘the guarantees contained in the ECHR should be interpreted in the light of other 

relevant international human rights instruments’.606  

 

The UK has tended to adopt a legalistic approach towards the enforcement of human rights and 

equality protections. Francesca Klug notes that the potential for rights to become values 

underpinning the state and society more generally has ‘gone largely unchartered in the UK’.607   

It is notable that equality and human rights protections are contained in separate legal 

instruments in the UK. Equality protections for Great Britain are largely contained within the 

Equality Act 2006. Whereas equality protections in Northern Ireland are included in a number 

of separate legal instruments.608 

 

Discussion on disability rights and protections tend to focus on equality protections rather than 

human rights protections. Spencer notes ‘international [human rights] dimension had very little 

impact on the development of the UK’s own anti-discrimination legislation’.609 In addition, 

key commentators highlight that the HRA has had limited impact on disability rights in the 

UK.610 This context creates specific challenges to the implementation of the UNCRPD, a 

human rights convention which pivots on the axis of equality.611  

 

5.3 The UK Disabled People’s Movement  

 

In keeping with established literature, I will use the term UK Disabled People’s Movement 

(UKDPM). Some contributors to this research questioned whether it was accurate to refer to a 

UK wide movement of disabled people or whether it could be considered that there were four 

separate DPMs for each of the constituent parts of the UK.612 However as the HRA applies to 

the whole of the UK and as DPOs throughout the UK have tended to come together in reporting 

to the CRPD Committee I consider that the term UKDPM is most appropriate. I will refer to 
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the UKDPM as including disabled people and those organisations which meet the definition of 

a DPO as adopted by the CRPD Committee.613  

 

5.3.1 Early Development 1970 – 2005  

 

The UKDPM rose to prominence in the late 21st century. Campbell and Oliver note that in the 

1960s ‘many disabled people were faced with the choice of managing with little or no service 

input or being shut away in a geriatric ward’.614 A number of key individuals sought to cultivate 

the growth of a collective disability identity in order to oppose their limited life choices.615 As 

an early advocate of the social model Hunt highlighted, ‘the problem of disability lies not only 

in the impairment of function and its effects on us individually, but also, more importantly, in 

the area of our relationship with ‘normal’ people’.616 Hunt, working in conjunction with 

Finkelstein formed the Union of the Physically Impaired Against Segregation (‘UPIAS’) to 

‘mobilise and get disabled people involved in their own emancipation’.617 In 1975, UPIAS 

published the ‘Fundamental Principles of Disability’ which made clear that it is society which 

disables people, outlining the analysis that would develop into the social model of disability.618 

 

At the beginning of the 1980s, the organisation of events around the UN International Year of 

Disability provided a basis for the development of grass roots DPOs.619 The UPIAS in 

conjunction with grass roots DPOs held a conference in 1981 with the aim of developing a pan 

disability organization and the British Council of Organisations of Disabled People (‘BCODP’) 

was established.620 The main purpose of the BCODP was to campaign ‘against the institutional 

discrimination and prejudice that characterised the experience of living with impairment in 

British society’.621 The BCODP continued in existence until 2006.  

 

The UKDPM is broadly seen to have risen in opposition to charitable organisations. Mark 

Priestley notes ‘the early organisation and campaigning was defined in opposition to (and 

located within) the organisational structures of large charitable and public welfare 
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620 Mike Oliver (2016) Rewriting history: the case of the Disability Discrimination Act 1995, Disability & Society, 31:7, 966-968, p. 967  
621 Colin Barnes, Institutional Discrimination against Disabled People: A Case for Legislation  2007, p.6  Available at: https://disability-

studies.leeds.ac.uk/wp-content/uploads/sites/40/library/Barnes-bcodp.pdf  (Accessed on 30 March 2022)  
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institutions’.622 Disability activists from an early stage adopted the view that ‘groups which 

advocated for justice for disabled people should be controlled by, and accountable to, disabled 

people’.623 When DPOs in the UK began to emerge to prominence and convinced Government 

of the importance of disability led organisations, OfPDs sought to retain their control through 

adopting the language and approach of DPOs.624 Research by Drake into the disability 

voluntary sector in 1994 found that despite the rhetoric adopted by many traditional OfDPs, 

disabled people continued to be concentrated in ‘subordinate and powerless’ positions within 

such organisations.625 The disingenuous attempts to include disabled people within traditional 

disability charities has further undermined relations between DPOs and OfDPs which do not 

meet the definition of DPOs.626 

 

The UKDPM prioritized the development of anti-discrimination legislation and embarked on 

a campaign to make the case for the introduction of legal protections for disabled people. The 

campaign was realized with the enactment of the Disability Discrimination Act 1995. The 

success of this campaign is often attributed to the direct action of DPOs. Their actions included 

road blockages and sit ins, including a protest at Downing Street in which a protestor painted 

red paint on Number 10 Downing Street.627 However, disabled advocates engaged in a range 

of outsider and insider tactics to influence Government action. DPOs and OfDPs came together 

in the Rights Now! Coalition to coordinate the campaign for anti-discrimination legislation. 

This coalition brought DPOs focused on outsider tactics with organisations focused more 

specifically on insider tactics such as the Royal Association for Disability and Rehabilitation 

(‘RADAR’).628 Bert Massie, CEO of RADAR worked closely with the Conservative Minister 

for Disabilities, William Hague MP to develop an anti-discrimination bill. Indeed RADAR’s 

legal adviser worked closely with Government legal advisers in preparing the Bill.629  
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5.3.2 Reformulation of the Movement 

 

Commenting in the mid 1990s, Colin Barnes suggested that the UKDPM was ‘one of the most 

potentially potent political forces in contemporary British society’.630 Since the turn of the 

century the UKDPM has struggled to establish and sustain professional campaigning 

organisations to provide a voice for disabled people on national policies.631 Writing in 2006 

along with Mike Oliver, Barnes noted that the movement had become politically isolated and 

was in a state of decline, with the BCODP becoming increasingly inactive.632 My analysis of 

existing literature and published reports has identified a number of factors which have 

contributed to this decline.  

 

Due to the legal framework regulating the activities of voluntary organisations in the UK, 

DPOs who engage in service provision often must limit or desist from campaigning activities. 

DPOs who are awarded public service contracts are prohibited from engaging in political 

activity as a condition of public tendering.633 Fenwick et. al highlight that rather than 

empowering CSOs, public sector contracts in the UK tend to place CSOs in a subsidiary role - 

they ‘embed hierarchical accountability’ which dampens their capacity to engage in 

independent advocacy.634 Contracting arrangements have the potential to significantly 

constrain the UKDPM’s ability to harness the collective capacity of disabled people throughout 

the UK.  

 

A key feature of disability policy in the UK is the provision of direct payments and budgets to 

disabled people, empowering them to make their own decisions relating to their care.635 Morris 

posits that the individualisation of social care provision has undermined the capacity of the 

UKDPM to engage in collective action.636 Soldatic and Meekosha further argue that neo liberal 

approaches to care in the UK ‘seek to privatize the right of disabled people to personal support 
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assistance, thus absolving the state of its responsibilities to a class of citizens’.637 The result of 

this is a reduction in broader claims for ‘social provisioning measures’ by the broader 

movement.638 

 

The election of a Labour Government in 1997 brought a new emphasis on participatory 

governance which created new opportunities for individuals and organisations to participate in 

governance.639 Individuals who had previously been involved in the organisation of DPOs were 

appointed to Government positions. For instance, Jane Campbell who had been active in the 

BCODP was appointed as the chair of the Social Care Institute for Excellence. Bert Massie, 

who led the campaign for anti-discrimination legislation, was appointed to chair the Disability 

Rights Commission (‘DRC’) and a number of activists were appointed as independent 

government advisers.640 Much existing literature posits that the appointment of members of the 

movement to Government positions had a debilitating effect on the movement.641 However 

disabled activists interviewed for this research who took up opportunities to participate in 

governance highlighted that ‘You need people who can put pressure on government inside’.642 

Interviewees tended to consider that whilst opportunities to participate provided by the Labour 

Government presented genuine opportunities to influence change.643 However offers to 

participate emerging from the current Conservative Government were more tokenistic.644 

Baroness Jane Campbell was highlighted as an example of a disabled activist who took up 

opportunities to participate in governance who continues to be a strong voice for the rights of 

disabled people in the House of Lords.645  

 

5.3.3 Current condition of the Movement  

 

During my evidence gathering I invited participants to provide comments on the strengths and 

weaknesses of the UKDPM. Overall, interviewees felt that the UKDPM was not as strong or 

effective as it once was. One DPO leader commented, ‘since the demise of the [BCOPD], 
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which was the figurehead for the movement, things have ever since [become] increasingly 

fragmented‘.646 One interviewee felt that the absence of an umbrella organization had 

facilitated the marginalization of persons with intellectual disabilities within the movement.647 

This view corresponds with a 2017 study by Petri and others who noted that persons with 

intellectual disabilities continue to be marginalized within the UKDPM.648 In addition one 

interviewee noted that users and survivors of psychiatry had historically been separate from 

the UKDPM.649 However, users and survivors of psychiatry has largely integrated within the 

movement through their activism relating to social security reform.   

 

Since the turn of the century the UKDPM has been active in challenging reforms to the social 

security system.650 Successive UK Governments have sought to curb the costs of social security 

provision in the UK. Morris highlights, ‘..this mind-set is integrally linked to the promulgation 

of the idea that an increase in the number of people receiving ‘disability’ benefits is a sign of 

increasing ‘welfare dependency’ rather than a sign of...a society which makes resources 

available to attempt to create a level playing field..’.651  

 

In the wake of the global financial crisis the Coalition Government of Conservatives and 

Liberal Democrats brought forward a raft of social security reforms intended to reduce public 

expenditure on disability benefits.652 The Coalition Government sought to justify these social 

security reforms through a public relations campaign which portrayed welfare as a life style 

choice.653 People with depression or stress were in particular portrayed as undeserving 

recipients.654 In response to the reforms and an ‘increasingly hostile press media’, the UKDPM 

embraced online disability activism.655 The UKDPM developed a strong wing of online 

activists who engaged in ‘from bed activism’ utilising social media and blogs to influence the 

political agenda.656 During the passage of social security reforms through the House of Lords, 
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social media activists used the hashtag ‘Spartacusreport’ to draw attention to a report 

highlighting the full impact of the reforms on disabled people. The campaign generated a 

significant number of retweets by high profile individuals, so much so that a government 

spokesman took to Twitter to respond. Person and Trevisan note that this event signalled a 

‘new era of campaigning in disability politics’.657 The trend has continued throughout the 

coronavirus pandemic with online activists successfully utilising social media to challenge the 

absence of sign language interpretation during Government coronavirus briefings.658  

 

The DPO Disabled People against Cuts (‘DPAC’), in particular, has emerged as a coordinator 

of grass roots activism. DPAC organized street protests during the UK Paralympic games 

protesting the sponsorship by private contractor Atos, who were involved in the 

implementation of social security reforms.659 McKeown and Spandler note that DPAC ‘present 

a radical framing of disability politics as protest’.660 DPAC and other like-minded organisations 

have come together in the Reclaiming Our Futures Alliance (‘ROFA’). The members of ROFA 

call for fundamental reform and have highlighted the ‘limitations of overly focusing on a 

legislative rights agenda’.661  

 

A number of interviewees noted that social security reforms have led to many disabled people, 

in particular those with chronic pain conditions, becoming politicised.662  Whilst this increased 

the number of people involved in disability advocacy and indeed the range of activities, these 

activists tended to be focused specifically on opposition to social security cuts, rather than the 

broader goal of the emancipation of disabled people.663  

 

An emphasis on human rights was a consistent feature across the nine UK based DPOs 

interviewed for this research, all of whom felt that the ratification of the CRPD was a positive 

development. In the words of one DPO ‘it has given people a crystallisation of the concept, 

disabled people having rights and particularly human rights’.664 DPOs had developed a detailed 
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understanding of the CRPD examination process and invested in acquiring knowledge relating 

to the CRPD.665  

 

5.4 Disability Policy: Focal Point Article 33(1)  

 

At the time of ratification of the CRPD, the Office for Disability Issues (ODI) within the 

Department for Work and Pensions was designated as the CRPD focal point.  This body was 

established in 2005, with a remit focused on ensuring effective joined-up working across 

government, to improve the life chances of disabled people.666 The EHRC appeared to have a 

good working relationship with the ODI. The Minister for Disabilities reported that the ODI 

was in regular contact with the EHRC and highlighted that the ODI attended the EHRC Treaty 

Monitoring Working Group.667  

 

The role of the ODI diminished significantly throughout it years of operation as did the number 

of staff employed within it.668 In one of her last acts as Prime Minister, Theresa May announced 

the development of a new Disability Unit within Cabinet Office to replace the ODI.669 The 

Cabinet Office is the Department which usually takes responsibility for the implementation of 

strategic cross-departmental aims.670 This initiative was welcomed by the EHRC as, ‘a bold 

statement from the government to tackle these problems and a very welcome move’.671 The 

UKDPM similarly welcomed the establishment of the Disability Unit.672 The activities of the 

Disability Unit are analysed below. 

 

5.5 UNCRPD Independent Mechanism 

 

The UK has three systems of law and three devolved administrations.673 Reflecting this 

situation the UK has three NHRIs. The NIHRC, which has responsibility for monitoring the 

activities of the Westminster Parliament and the NI Assembly in NI. The SHRC, which has 
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responsibility for monitoring the activities of the Scottish Parliament in Scotland. The EHRC, 

which has responsibility for monitoring the activities of the devolved administrations and the 

Westminster Parliament throughout Great Britain. The UK ratified the UNCRPD in 2009. 

Upon ratification the UK appointed the three UK NHRIs and the NI Equality Commission as 

the UK Independent Mechanism (UKIM).  

 

In 2009, the JCHR reported on the measures required to ensure the UK Government’s 

compliance with its CRPD obligations in the preparation for ratification.674 The JCHR recorded 

broad support for the proposed composition of the UKIM.675 It is notable that submissions from 

DPOs to the JCHR did not refer to the development of an IMF, or to the potential inclusion of 

civil society within it. Murray and Johnson commented that at the time of ratification, ‘it was 

apparent that the implementation of Article 33 had not yet been fully considered by many of 

the players, in particular civil society organisations’.676  

 

The absence of any discussion of the inclusion of civil society within an IMF is perhaps a 

reflection of how novel such an arrangement would be in the UK context. Whilst the UK 

Government has involved CSOs in the provision of services it has rarely developed 

collaborative approaches to governance which involve the integration of CSOs within the 

policy making process.677    

 

As set out in chapter 4, the publication of GC7 has encouraged a number of NHRI(IMM)s to 

review their working methods. Amongst CSOs interviewed for this case study there was limited 

awareness of GC7. Whilst DPOs in NI informed by GC7 have engaged with the NIHRC to 

successfully advocate for the establishment of a disability forum, neither the EHRC nor the 

UKIM collectively have sought to adapt their structure to reflect GC 7.678 A member of the 

EHRC-DAC stated ‘I have never had any conversation where they specifically referenced GC 

7 or how to utilise that to be more participatory or collaborative in their way’.679 
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Overall, amongst both DPOs and members of UKIM, there appears to be a lack of a clear 

appreciation as to how DPOs could be included in the monitoring activities of UKIM. One 

DPO took the view that the EHRC and UKIM should share their statutory powers with the 

UKDPM to co-produce activities.680 Members of UKIM interviewed for this research were 

concerned that including DPOs or their nominees within UKIM may create governance 

issues.681 In addition, there was a concern that it may dilute the ‘very distinctive role, unique 

role, played nationally and internationally’ by an NHRI.682  

 

5.6 EHRC 

 

5.6.1 Establishment of EHRC  

 

During the campaign to introduce anti-discrimination protections the UKDPM consistently 

highlighted the need for an enforcement body to initiate proceedings against public and private 

bodies who fail to meet their obligations.683 This campaign goal was not realized within the 

DDA, but was realized in 1999 with the establishment of the DRC as a statutory body with 

specific responsibility for regulating compliance with the DDA.684 As set out above the DRC 

was chaired by Bert Massie who was a key member of the movement.  

 

The Labour Government’s 1997 Command Paper on the incorporation of the ECHR into UK 

law raised the prospect of establishing a NHRI for GB.685 In response the Institute for Public 

Policy Research published a paper setting out proposals for a GB NHRI which would have 

responsibility for both human rights and equality.686 The JCHR was tasked with carrying out a 

review of the potential for a GB NHRI which would be an amalgamation of the Equal 

Opportunities Commission, the DRC and the Commission for Racial Equality.687  

 

Disability activists who had developed a good working relationship with the DRC were 

disappointed at the proposal for its abolition. Spencer notes that the DRC and its supporters 
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were the greatest obstacles to the establishment of a GB NHRI, seeking to resist, ‘the prospect 

of the [DRC] being wound up so early in its life’.688  

 

Despite this opposition, the JCHR considered the case for a single NHRI for GB to be 

compelling.689 The UK Government agreed considering that a combined human rights and 

equality body would be better placed to address ‘multiple and intersecting equality 

considerations’.690 The EHRC was established by way of the Equality Act 2006 and opened its 

doors on 1 October 2007.  

  

5.6.2 EHRC – Compliance with the Paris principles 

 

The EHRC was last assessed by the Global Alliance of NHRI SCA in 2015, who re-awarded 

it with A status. However, the SCA did express concerns that the UK Government has 

significant discretion over the allocation of funds to the EHRC and raised concerns relating to 

the process for appointing Commissioners.691  

 

The EHRC is a Non-Departmental Public Body (‘NDPB’). This is a common method for 

establishing arm’s length bodies in the UK. The EHRC’s sponsor Department is the UK 

Cabinet Office.  The EHRC itself has said that ‘… the standard model of NDPB accountability 

is [not] a sufficiently outward and visible guarantee of independence’.692 

 

The EHRC is composed of a Board of between 10 to 15 Commissioners, who are chaired by a 

Chief Commissioner.693 The Chief Commissioner and Commissioners are appointed by the 

Minister for Women and Equalities by means of a public appointment process.694 The Minister 

has broad discretion to make appointments from a list of candidates deemed suitable for 

appointment. The appointments process is governed by the UK Government’s Governance 

Code for Public Appointments, which is regulated by the Commissioner for Public 

Appointments.695 A nominated Chief Commissioner is required to attend a hearing before the 

 
688 Sarah Spencer, ‘Equality and Human Rights Commission: A Decade in the Making’ [2008] The Political Quarterly 1, p. 8  
689 Joint Committee on Human Rights Sixth Report Session, 2002- 2003, The Case for a Human Rights Commission, vols 1 and 2, HL Paper 

67.1, HC 489 1.  
690 UK Government, White Paper ‘Fairness for all: a new Commission for equality and human rights’ 2004  
691 ICC Sub-Committee on Accreditation Report – November 2015  
692 EHRC Enterprise and Regulatory Reform Bill 2012-13 Report stage and third reading briefing House of Commons October 2012 
693 Equality Act 2006 Schedule 1  
694 ibid  
695 Cabinet Office, Governance Code on Public Appointments, 2016  
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JCHR and the Women and Equalities Committee (‘WEC’).696 A former EHRC Commissioner 

interviewed for this research considered that involving CSOs including DPOs in the 

appointment process would perhaps strengthen its credibility.697  

 

In recent years concerns have arisen relating to the motivations behind a number of 

appointments to the EHRC Commission.698 This reflects a more general concern that the 

current Conservative Government are seeking to appoint individuals who are sympathetic to 

their priorities to NDPBs throughout the UK.699 When making appointments to the EHRC the 

then Minister for Women and Equalities, Liz Truss emphasised the contribution which 

appointees will make to delivering the Government’s priorities rather than emphasising their 

role in independently monitoring or holding the Government to account.700 The EHRC in 

responding to criticism of recent appointments have highlighted that ‘All appointments to our 

non-executive and executive roles are made through a fair, open and transparent recruitment 

process’ and that has ‘not changed since the commission was established.’.701 In November 

2021 the Committee on Standards in Public Life highlighted that the UK public appointments 

system ‘is highly dependent on informal mechanisms, including the willingness of the minister 

to act with restraint’.702 This comment highlights that due to the informal nature of the 

appointments process a change in approach by an appointing Minister can undermine the 

integrity of the appointments process.  

 

Controversial appointments to the EHRC have contributed to a fracturing of relations between 

the EHRC and significant sections of the civil society in the UK. In April 2021 the Runnymeade 

Trust, the UK’s leading think tank on race equality matters in an open letter to the Prime 

Minister highlighted the ‘eroded independence’ of the EHRC due to the ‘political nature’ of 

recent appointments.703  

 

 
696 JCHR ‘Appointment of the Chair of the Equality and Human Rights Commission’ 2020 Available at: 
https://publications.parliament.uk/pa/jt5801/jtselect/jtrights/180/18005.htm  
697 Interview with EHRC Commissioner 9 March 2021 
698 Amelia Gentleman, Equalities campaigners criticise senior EHRC appointment, 13 November 2020 (The Guardian, London)  
699 Robert Booth, Tory intrusion ‘chilling’ independence of national bodies, critics claim, 7 November 2021 (The Guardian, London)  
700 Liz Truss, ‘Deliver the Government’s Equality Agenda’ (Twitter 11 November 2020) Avalable at 

<https://twitter.com/trussliz/status/1326485053287915520> Accessed on 11 April 2022  
701 Josh Parry, Rights watchdog 'should lose status' over trans row, 11 February 2022 (BBC News London) 
702 Committee on Standards in Public Life, Upholding Standards in Public Life: Final report of the Standards Matter 2021  

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/1029944/Upholding_Standards_in_Public
_Life_-_Web_Accessible.pdf 
703 EHRC, Open letter to the Prime Minister from Runnymede Trust: Our letter to Dr Halima Begum 12 Apr 2021 Available at: 

https://www.equalityhumanrights.com/en/our-work/news/open-letter-prime-minister-runnymede-trust-our-letter-dr-halima-begum  
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https://twitter.com/trussliz/status/1326485053287915520
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Leaders of trans and LGBTQ+ organisations have written an open letter to the EHRC 

highlighting that it ‘has driven forward very little for our communities in recent years’.704 A 

larger dispute has emerged in relation to advice submitted by the EHRC to the Scottish 

Parliament relating to reforms to the law relating to gender recognition.705 This led to a 

coalition of CSOs co-ordinated by the LGBT charity Stonewall requesting that the GANHRI 

SCA conduct a review of the EHRC’s compliance with the Paris principles.706 The SCA 

decided not to undertake a special review but instead will consider the matters raised in the 

complaints within the next periodic review of the EHRC in October 2022.707 Whilst this dispute 

occurred following the conclusion of my evidence gathering, the developments support my 

finding that the EHRC’s approach to managing its relationship with civil society is ineffective.  

 

Only one of the nine DPOs interviewed for this research felt that the EHRC was independent 

of Government. A number of interviewees highlighted that the Government had made 

appointments to the EHRC which appeared to be political and that individual Commissioners 

who were critical of Government policies tended not to be re-appointed.708 A number of DPOs, 

OfPDs and two of the three human rights NGOs interviewed suggested that the EHRC was 

often reluctant to make statements or exercise their powers in ways that would be viewed 

unfavorably by the Government lest it result in a reduction in their budget.709  

 

The budget of the EHRC has reduced significantly since it was first established. It is currently 

£17 million.710 Almost all organisations interviewed for this research acknowledged that the 

budget of the EHRC had been significantly reduced and that this had impacted on the range of 

activities they engage in.711 

 

The EA 2006 provides that the Commission’s Board is its decision-making body with 

responsibility for setting and overseeing the strategic plan of the Commission.712 Evidence 

 
704Consortium for stronger LGBT+ Communities, Correspondence to EHRC, 2021 Available at:  <https://www.consortium.lgbt/ehrc-open-
letter/> Accessed on 11 April 2022  
705 EHRC Correspondence to the Cabinet Secretary for Social Justice, Housing and Local Government, 4 February 2022 Available at: 

https://www.parliament.scot/chamber-and-committees/committees/current-and-previous-committees/session-6-equalities-human-rights-and-
civil-justice-committee/correspondence/2022/reform-of-the-gender-recognition-act-2004 Accessed on 11 April 2022 
706 Hayley Dixon, ‘Stonewall attempts to have equalities watchdog stripped of independent status’ 11 February 2022 (London, The 

Telegraph) 
707 ibid 
708 Interview with Human Rights NGO (AI) 19 March 2021  
709 Interview with DPO 11 May 2021  
710 EHRC ‘Annual report and accounts: 1 April 2020 to 31 March 2021’ 19 Jul 2021, HC 525 
711 Interview with OfDP 28 April 2021  
712 Equality Act section 9  
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from current and former staff members within the EHRC indicates that in practice many key 

decisions are being taken by the Chief Executive and the Executive Team alone.713  

 

Five of the nine DPOs interviewed for this research considered that there was a lack of 

transparency around how decisions are taken by the EHRC, and this has contributed to a lack 

of trust.714 As set out below interviewees highlighted a lack of transparency around decisions 

relating to strategic litigation and the exercise of inquiry powers.  

 

5.6.3 Role of EHRC – influencing change?  

 

Throughout the history of the EHRC a question has consistently arisen over the extent to which 

it should be an organisation which seeks to advocate for change to bring about human rights 

compliance. In 2018, a government appointed independent review of the EHRC recommended 

that the EHRC ‘reset its vision to focus on the use of its unique powers as an enforcer and 

regulator of equality law’.715 The review placed limited emphasis on the role of the EHRC in 

advocating for reforms to meet its international human rights obligations. A number of DPOs 

welcomed this recommendation as they hoped it would lead to higher levels of compliance 

with domestic equality provisions.716 However, a disability advocate highlighted that the 

recommendation reflected a ‘political shift of saying to the EHRC you are there to regulate the 

laws made by Parliament and no more’.717  

 

I invited interviewees to provide their views on the level of influence exerted by the EHRC. A 

former EHRC Commissioner surprisingly noted that he felt that a CSO which he previously 

chaired had a greater degree of influence over Government than the EHRC, stating ‘perversely 

I had better dealings with government when I was chair of a [CSO] than I did as [a 

Commissioner in] the HRC and I often you know wonder why that is’.718 The former 

Commissioner went on to note that there was a lack of clarity within Government as to the role 

which the EHRC should perform.   

 

 
713 Interview with former EHRC Commissioner 9 March 2021 
714 Interview with DPO 28 April 2021   
715 Government Equalities Office , Tailored Review of the Equality and Human Rights Commission (UK Gov 2018) p. 13 
716 Interview with DPO 17 March 2021  
717 Interview with Disability Advocate  19 March 2021  
718 Interview with former EHRC Commissioner 9 March 2021 
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The views of DPOs were more mixed but the majority of DPOs and three NGOs interviewed 

for this research felt that by virtue of the EHRC’s unique powers to initiate legal proceedings 

and inquiries the EHRC could potentially level significant influence.719 A lack of common 

understanding on the level of influence which NHRIs can exert arose consistently throughout 

my evidence gathering and is addressed in my concluding chapter. 

 

5.6.4 Inclusion of disabled people in the structures of the EHRC  

 

As set out above in section 5.6.1 the UKPM were concerned at the prospect that the 

amalgamation of the DRC with the Equal Opportunities Commission and the Commission for 

Racial Equality would lead to the marginalization of disability issues. In light of this concern 

the UKDPM engaged in significant lobbying with the Westminster Government and 

Parliament to address this risk.720 In doing so they collaborated closely with Commissioners 

and staff members within the DRC.721 

 

The Government White paper proposing the establishment of the EHRC made provision for 

the establishment of a Disability Committee. The Government suggested this was required as 

a  ‘..recognition that ‘reasonable adjustments’ are often needed to deliver equal opportunities 

for disabled people – some specific arrangements and expertise will be required’.722 The 

Equality Act 2006 provided for a Disability Committee and required that at least one EHRC 

Commissioner have a disability.723 The EHRC developed a practice of designating one 

Commissioner as the Disability Commissioner.  

 

An individual interviewed for this research, who was employed by the DRC at the time of the 

merger, highlighted that the inclusion of a requirement to establish a Disability Committee and 

the designation of a Disability Commissioner were considered to be important safeguards to 

ensure that disability issues would receive appropriate attention.724 It was considered that by 

the House of Lords Select Committee that these features gave the EHRC ‘a slight but 

perceptible leaning towards disability interests’.725 Notably the requirement to establish a 

 
719 Interview with DPO (IS) 28 April 2021  
720 Interview with DPO (Sp) 21 April 2021 
721 Ibid  
722 UK Government White Paper ‘Fairness for all: a new Commission for equality and human rights’ 2004  
723 Schedule 1 para 3  
724 Interview with DPO (Sp) 21 April 2021  
725 House of Lord Select Committee on the Equality Act 2010 and Disability, The Equality Act 2010: the impact on disabled people, 2016 

HL Paper 117 
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committee composed of disabled people and to appoint a disabled commissioner was unique. 

There were no requirements to appoint committees or commissioners to ensure representation 

from other minority groups.  

 

Disability Committee  

 

The 2006 Act provided that the Disability Committee would be a decision-making body and 

provided for the delegation of powers relating to ‘disability matters’.726 The Act provided for 

an independent review of the Disability Committee which was conducted in 2013.727 The 

Independent Reviewer undertook extensive engagement with stakeholders including disabled 

people and noted that 61 percent of individuals and organisations believed the Committee 

should be retained. The Reviewer noted that the Committee had a number of achievements but 

that it had not been ‘hard-wired in’ to the Commission.728 To address this the Reviewer made 

numerous recommendations for the recruitment of new members and for new operating 

procedures.729 Somewhat surprisingly in responding to the review, the EHRC set out plans to 

abolish the Disability Committee and replace it with a strategic advisory committee.730 This 

decision was not supported by the UKDPM and continues to be cited as evidence of the 

marginalisation of disability issues within the EHRC.731 Bert Massie who in addition to 

chairing the DRC, had been a Commissioner within the EHRC commenting at the time 

stated, ‘I can’t but be suspicious about the motivation because there is no honourable 

motivation I can see’.732 

 

Following this decision, the EHRC-DAC was established. The terms of reference for the 

EHRC-DAC made clear that its role was to ‘inform and advise’ the EHRC. DPOs considered 

that its role was much diminished from that of the previous Disability Committee.733 However, 

DPO interviewees did acknowledge that the EHRC-DAC included a number of disabled 

activists, including a number who hold senior positions in DPOs.  A former Commissioner 

interviewed for this research indicated that the EHRC-DAC had been ‘hugely successful’ and 
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performed a very useful role. Minutes of the November 2020 Commission meeting indicate 

that the Commission considered that the EHRC-DAC was ‘positive, informative and 

engaging’.734 However, the terms of reference for the EHRC-DAC indicated that it would cease 

operating in March 2022 at which point the EHRC will adopt a new approach for stakeholder 

engagement. 

 

In its 2019-2022 strategic plan the EHRC set out plans to review its stakeholder engagement 

mechanisms ‘with a view to ensuring that they are accessible’.735 Throughout my data 

gathering the EHRC was conducting this review.736 A terms of reference for this review has 

not been published and the EHRC were unable to furnish a copy upon request.737 Given that 

the continued existence of the EHRC-DAC was considered as part of this review it is surprising 

that DPOs and OfPD had limited awareness of the review. One DPO stated, ‘No. I don't know 

who they have approached. I mean nobody has mentioned it’.738 

 

In August 2021 the EHRC published a draft strategic plan for 2022-25.739 The draft plan did 

not set out detail on the proposed abolition of the EHRC-DAC. However, in March 2022 the 

EHRC issued a statement confirming that the EHRC-DAC would be abolished with its last 

meeting taking place in early March 2022. In response to this 20 DPOs signed a letter prepared 

by ROFA to the EHRC which stated that the abolition of the EHRC-DAC ‘places insufficient 

weight on the particular expertise that Deaf and Disabled People's Organisations can bring and 

the importance of engagement specifically with organisations of, not for, Deaf and Disabled 

people within the implementation of the UN Convention on the Rights of Disabled 

People’.740  DPOs highlighted that the rationale informing the decision was unclear. In 

responding an EHRC spokesperson stated ‘Disability, to date, has been the only protected 

characteristic with this dedicated advisory function. Stakeholder engagement with other 

representative groups has taken place via less formal structures’.741 The lack of consultation 

with DPOs and disabled people more generally is surprising and in my view does not reflect 

the spirit of Article 33(3). Furthermore, the abolition of this participative mechanism appears 

 
734 EHRC Minutes of the Board Meeting of the EHRC November 2020 
735 EHRC ‘Strategic plan: 2019 to 2022’ 2019 Available at:  https://www.equalityhumanrights.com/sites/default/files/strategic-plan-2019-
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advisory-committee> Accessed on 2 April 2022  
741 John Pring, New concerns over equality watchdog as it scraps disability committee 3rd March 2022 
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to run contrary to the UNCRPD Committee’s GC 7 and its recommendation that NHRI(IMM)s 

established formal structures of engagement with disabled people and their representative 

groups.  

 

Disability Commissioner  

 

The EHRC 2019-2022 strategic plan prioritised the development of an intersectional 

approach.742 The plan is informed by a measurement framework which monitors progress on 

equality and human rights in the UK across six domains. Namely education; work; living 

standards; health; justice; and participation. The EHRC asserts that adopting this approach 

allows it to ‘strategically address the impact of the law, policy or practices in particular areas 

of life on people who share a protected characteristic or who have multiple protected 

characteristics and identities’.743 In preparing to adopt this approach the EHRC ceased the 

practice of designating a Disability Commissioner in 2018. This decision was not welcomed 

by disabled people, in particular Lord Shinkin, who secured a debate in the House of Lords on 

the issue.744 In seeking to justify the decision the EHRC suggested that designating a Disability 

Commissioner ‘led to work on disability being seen as the responsibility of specific individuals 

in the Commission rather than the collective responsibility of the Board and organisation as a 

whole’.745 DPOs interviewed for this research generally did not fully appreciate the EHRC’s 

intersectional approach and a number felt that the EHRC had removed disability specific 

features without clear justification.746 One DPO representative noted ‘..there were enormous 

anxieties, … when the responsibility for disabled people’s rights was transferred to an overall 

body … I do feel that that concern has been justified ever since’.747 

 

The EHRC acknowledged that the move towards an intersectional approach had not been fully 

explained to DPOs. A former EHRC Commissioner noted, ‘Yeah and it's complicated isn't it, 

that domain-based approach, it's great in theory but if you're a disabled person who’s feeling 

frustrated and your universal credit payments are not coming through, it's quite theoretical’.748 

 

 
742 EHRC (n. 113) 
743 EHRC, Briefing Question for short debate - Lord Shinkwin’ 10 May 2018 
744 Lord Shinkin, Equality and Human Rights Commission: Disability Commissioner, Hansard Volume 791, 10 May 2018 
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The decision to cease designating a Disability Commissioner and the abolition of both the 

Disability Committee and the EHRC-DAC stand in contrast to efforts by NHRIs in other 

jurisdictions to enhance the involvement of DPOs in their work in light of the publication of 

GC 7. Overall, the approach of the EHRC-DAC displays a lack of appreciation for how 

structural reforms will be perceived by the DPM and an unwillingness to explain its decision 

making to generate support.  

 

5.7 Collaboration between the EHRC and DPOs  

 

5.7.1 Access to EHRC  

 

When it was first established the Commission operated a helpline providing advice to the public 

on human rights and equality matters. Following a review of the EHRC in 2011, the UK 

Government announced that due to concerns regarding the effectiveness and value for money 

of EHRC’s programmes, the EHRC would no longer have responsibility for the helpline.749 A 

number of interviewees considered that the removal of the helpline from the EHRC had a 

significant damaging effect on the Commission.750 This is considered to have impacted on the 

connectivity with rights holders including disabled people. A human rights NGO noted ‘if you 

are running an advice line or a helpline it informs your wider policy work so effectively and so 

crucially that I do think it was a massive mistake to take that away from the Commission’.751 

A OfPD highlighted that removing responsibility for the helpline had the effect of ‘removing 

[the EHRC’s] access to data and real lived experiences’.752  

 

I explored if the EHRC has developed alternative mechanisms for capturing the lived 

experiences of disabled people. The EHRC does not have a formal structure for engaging with 

DPOs. I sought to determine if the DPOs were included in any informal networks established 

by EHRC staff to gain insights into the lived experience of rights holders. I asked a number of 

DPOs how they would go about making contact with the EHRC. For some DPOs who had pre-

existing contacts this was relatively straightforward.753 However for others who did not have 

contacts, they reported that they had struggled to make contact.754 Furthermore three DPOs 

 
749 HM Government, Building a Fairer Britain: Reform of the Equality and Human Rights Commission (HM Government, 2011). 
750 Interview with Human Rights NGO (Lib) 24 March 2021 
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reported negative experiences when they had sought to share experiences and evidence with 

the EHRC.755 One DPO reported, ‘We and other [DPOs] went to one meeting with them about 

three years ago and there was supposed to be follow up meetings but there never has been. 

Obviously this could easily be improved by them actually organizing some meetings or sending 

out a survey to organizations and groups to fill in’.756 

 

DPOs highlighted that the absence of a designated disability unit within the EHRC had 

removed an obvious access point for DPOs.757 However it was acknowledged that EHRC staff 

working on disability had become more visible due to a number of engagement events relating 

to the EHRC human rights tracker, discussed below.758  

 

A member of the EHRC-DAC interviewed for this research highlighted a concern that EHRC 

staff often considered that seeking the views of the EHRC-DAC as an alternative to 

engagement with the broader DPM.759 The minutes of the EHRC-DAC indicate that members 

have emphasised the need for the EHRC to engage with DPOs and include them in strategic 

gathering events.760 They have also, at times, emphasised the need to ensure that engagement 

with DPOs is meaningful.761 A member of the EHRC-DAC interviewed for this research 

highlighted that the EHRC needed to  develop ‘a clear understanding’ of their relationship with 

the DPM.762  

 

5.7.2 Supporting the development of DPOs  

 

The EHRC has a general statutory responsibility to promote awareness and understanding of 

human rights.763 It does not have a specific responsibility to support civil society.  
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Funding  

 

When first established the EHRC operated a funding programme for CSOs concerned with 

promoting equality, diversity, good relations and human rights.764 Following a strategic review 

of the EHRC in 2011 this programme was brought to an end.765 A former EHRC Commissioner 

interviewed for this research considered that the programme gave the EHRC ‘a kind of traction 

with civil society’.766 Due to budgetary constraints the EHRC has limited capacity to provide 

funding to CSOs. However, the EHRC provided funding for a number of DPOs to attend the 

UNCRPD examination and one DPO interviewed for this research had received specific 

funding to develop legal fact sheets for disabled people.767  

 

Training  

 

The EHRC does not offer formal training to DPOs or other CSOs. In my evidence gathering I 

sought to explore the extent to which through its activities the EHRC were providing informal 

learning opportunities for DPOs.  

 

I identified some examples of the EHRC involving disabled people and DPOs in informal 

‘policy-oriented learning’ activities.768 In their approach to the UNCRPD examination the 

EHRC clearly attempted to share their expertise and strengthen the capacity of the UKDPM to 

engage in the examination process through involving DPOs in the drafting process and hosting 

engagement events. However, in the domestic context the EHRC representatives tended not to 

consider that they had a role in meeting the training needs of DPOs. EHRC representatives 

tended to consider that it supported DPOs through producing high quality research and analysis 

which DPOs could use to inform their own advocacy.769 The suitability of this approach was 

not clearly demonstrated. One DPO representative highlighted that DPOs often needed the 

support of the EHRC to ‘actually seek real change’.770 

 

 
764 Section 17  
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A member of the EHRC-DAC did highlight that participation in the EHRC-DAC provided 

individuals with personal development opportunities.771 A number of members of the EHRC-

DAC hold leadership positions within DPOs and their participation may therefore indirectly 

contribute to the capacity of their organisation. However as set out above the EHRC-DAC 

ceased operating in March 2022.  

 

5.7.3 Steering the State: Formal participative structures  

 

The UK Government has developed numerous participative mechanisms since ratification of 

the UNCRPD. In 2014 the ODI established a forum including DPOs and OfDPs. This forum 

was linked to the then UK disability strategy.772 Interestingly, at the suggestion of members, 

the EHRC was included as an observer member of the forum.773 The forum met on a sporadic 

basis, meeting for the seventh and final time in November 2016.774 The failure to sustain the 

forum was considered to reflect a lack of commitment to the development of disability based 

policies and processes in the UK.775 The EHRC were not publicly vocal on the need to establish 

a replacement.  

 

In July 2020, the Disability Unit established the Disabled People’s Organisations Forum (‘the 

Forum’). The Forum is intended to place the ‘expertise of disabled people into the heart of 

government policy making’.776 The Forum is composed of DPOs and representatives from 

eight regional stakeholder networks, which the Unit also administers.777  

 

It is notable that the Disability Unit does not appear to have sought the advice of the EHRC 

when developing the Forum. The EHRC are not included as an observer within the Forum. 

During my evidence gathering a number of DPOs who had been included in the Forum 

expressed concerns about its ways of working and indicated that they had disengaged from the 

Forum.778 DPOs highlighted that the Disability Unit had not made reasonable adjustments to 
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773 Office for Disability Issues, Minutes of the 4th Fulfilling Potential Forum 4 March 2015  
774 Office for Disability Issues, Minutes of the 7th Fulfilling Potential Forum 2 November 2016 
775 John Pring, Network neglect leaves government ‘closer to coercion than co-production’ 12th April 2018 
776 Disability Unit, ‘Disabled People’s Organisations (DPOs) Forum Launches this Month’ (20 July 2020) 

<www.gov.uk/government/news/disabled-peoples-organisations-dpos-forum-launches-this-month> accessed 30 March 2021. 
777 Disability Unit, ‘Regional Stakeholder Network to Give Disabled People a Stronger Voice’ (2 April 2020) 

<www.gov.uk/government/news/regional-stakeholder-network-to-give-disabled-people-a-stronger-voice> accessed 30 March 2021. 
778 Interview with DPO (IL) 22 March 2021 
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ensure that the meetings and information provided were accessible.779 Fazilet Hadi of the DPO 

DRUK highlighted that when addressing the Forum the Minister for Disabilities was in 

‘broadcast mode’, presenting proposals in a finalised form rather than seeking views.780 Due 

to concerns relating to the Forum its operations were suspended in the spring of 2021.  

 

The EHRC did not publicly raise concerns following the suspension of the Forum. In its advice 

on the then draft Disability Strategy, the EHRC highlighted concerns relating to the Disability 

Unit’s engagement activities. However, in their submission they do not offer advice on possible 

refinements to the Forum.781 Notably, DPO leaders who disengaged from the Forum did not 

seek the support or assistance of the EHRC.782 Overall it is notable that the EHRC has not been 

involved in advising on the design of the Forum and has not played a role in addressing 

concerns relating to its operation. Furthermore, DPO leaders have not requested the assistance 

of the EHRC in addressing their concerns relating to the Forum. 

 

The UK Government published its Disability Strategy in July 2021, it is notable that the 

strategy does not acknowledge the role of the EHRC as an Independent Monitor. Furthermore, 

it does not make provision for the involvement of disabled people or DPOs in monitoring the 

strategy.783 Whilst DPOs have been critical of the final strategy the EHRC has not made public 

comments relating to the strategy.784  

 

5.7.4 Steering the State: Informal Structures  

 

Consistent with published literature eight of the nine DPOs interviewed for this case study felt 

that the main obstacle to them developing a constructive relationship with Government was the 

role of OfDPs, who continued to present themselves as the authentic voices of disabled 

people.785 

 

My interviews with OfDPs broadly confirmed the view that they continued to be the preferred 

partners of Government. One OfDP reported that, ‘a lot of our engagement around the disability 

 
779 Side Event: 13th Conference of States Parties to the CRPD-Independent Monitoring Mechanisms: How to establish them inclusively. 

Comments by Dr Ruth Warwick IDA  
780 WEC Committee, Fourth report: Unequal impact? Coronavirus, disability and access to services 2020 HC 1050 
781 EHRC Briefing on Disability Strategy 2021 para 21  
782 Interview with DPO (DPA) 12 May 2021  
783 Department of Works and Pensions, National Disability Strategy 2021 CP 512 
784 John Pring, ‘Outrage over ‘rehashed’ strategy that is ‘not fit for purpose’ 30th July 2021 Disability News Service  

https://www.disabilitynewsservice.com/national-disability-strategy-outrage-over-rehashed-strategy-that-is-not-fit-for-purpose/  
785 Interview with DPO (Ber) 22 April 2021 
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strategy is actually taking place through the Minister for Disabled People and senior 

officials’.786 The interviewee highlighted that the Disabilities Charity Consortium provided a 

collective voice for OfDPs that facilitated engagement with Government.787 The Minister for 

Disabilities in statements to Parliament regularly highlights engagement with the Disabilities 

Charity Consortium.788 It is notable that outsider tactics, in particular, protests organized by 

DPOs appear to have actually reinforced the position of OfDP. For instance, one OfDP noted 

that protests by DPOs relating to social security reforms had led the Government to seek the 

advice of the Disabilities Charity Consortium rather than engage with the DPOs organizing the 

protests.789  

 

In my evidence gathering I sought to determine if the EHRC was highlighting that DPOs are 

the authentic voice of disabled people. Three of the nine DPOs interviewed indicated that the 

EHRC was playing a role in promoting engagement with DPOs over OfDPs. One DPO stated, 

‘They are trying to get us a place at the table when kind of we ask them’.790 Four of the nine 

DPOs interviewed for this research strongly felt that the EHRC should be more outspoken in 

challenging attempts by OfDPs to speak on behalf of disabled people. In the words of one DPO 

leader, ‘the very nature of the way that [OfDPs] operate contradicts the UNCRPD.  So, 

therefore the EHRC do have a duty to intervene, really and truly’.791 A former EHRC 

Commissioner interviewed for this research was reluctant for the EHRC to take on such a role, 

highlighting that civil society is inevitably a very contested space.792 A member of the EHRC-

DAC stated,  ‘I don’t think it’s the role of the NHRI to say categorically, that [organisation] 

doesn’t speak for disabled people, because I think that gets into a messy and distracting 

platform of, how do you represent the views of the disabled people’s community’.793 Given 

that the UNCRPD makes clear that priority should be given to organisations who are truly 

representative of disabled people the approach of the EHRC is not consistent with their 

responsibility to reflect international human rights standards.  

 

 

 
786 Interview with OfDP 28 April 2021 
787 ibid 
788 Minister for Disabilities, Correspondence to Social Security Advisory Committee 5 January 2021 
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June 2022)  
789 Interview with OfDP 21 April 2021  
790 Interview with DPO (IL) 22 March 2021 
791 Interview with DPO (Alf) 26 April 2021 
792 Interview with member of EHRC Disability Advisory Committee 15 February 2021 
793 Interview with former EHRC Commissioner 9 March 2021 
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5.7.5 Convening Role  

 

Whilst reluctant to become involved in a role critiquing or denouncing CSOs, EHRC 

representatives emphasised the potential ‘convening power’ of the EHRC.794 This is not a 

statutory power. A convening power is a rather open-ended concept, which is broadly defined 

as the power to create a space which brings people together to have a dialogue and reach 

understanding.795 The EHRC has in the past used its ‘convening power’ to bring together 

polarised segments of civil society.796 It was considered that the EHRC could bring CSOs 

‘together forcing a space to discuss issues’.797 

 

I explored with interviewees whether the EHRC could potentially play a role in bringing 

together OfDPs and DPOs. The two OfDP who were members of the Disability Charity 

Consortium emphasised that they would welcome an attempt by the EHRC to convene or 

develop a meeting space for DPOs and OfDPs. OfDP representatives highlighted that they had 

made significant efforts to increase the involvement of disabled people in the management and 

control of their organisations and suggested that many of the characterisations of OfDPs were 

outdated.798 The views of DPOs were mixed. Overall, DPOs felt that divisions between DPOs 

and OfDPs are deep, and that attempts to convene the two groupings were unlikely to bear 

fruit.799 One DPO felt that the EHRC would have to develop its own credibility before 

embarking on this activity.800  

 

A number of DPOs highlighted disputes within the movement over tactics had led to divisions 

amongst DPOs. Ellen Clifford, a disability activist associated with ROFA has been critical of 

DPOs engaging with the current Conservative UK Government suggesting such DPOs have 

‘clearly failed to grasp the nature of the government’.801 DPOs who engage in insider tactics 

noted that they were often criticized by members of ROFA and it was broadly considered that 

there was a need for a coordinated collaboration within the movement.802 A member of the 

EHRC-DAC suggested that the EHRC could potentially play a role in bringing together DPOs 

 
794 ibid 
795 UN Press Release, United Nations Convening Power Unites People, Its Impartiality Bridges Deep Divides, Says Secretary-General on 

International Day of Democracy 16 September 2009   
796 Interview with former EHRC Commissioner 9 March 2021 
797 Interview with member of EHRC Disability Advisory Committee 15 February 2021 
798 Interview with Disability Charity (men) 28 April 2021 
799 Interview with DPO (Ma)  
800 Interview with DPO (DA)   
801 Ellen Clifford, The War on Disabled People (Zed Books 2020), p. 275  
802 Interview with DPO (DA)   

https://www.coursera.org/lecture/international-organizations-management/un-convening-power-and-high-level-panels-0bZNQ


 140 

and in highlighting the legitimacy of DPOs engaging in a range of influencing tactics.803 DPOs 

again were sceptical of the potential for the EHRC to play a convening role in bringing together 

DPOs with different perspectives. DPOs generally felt that the DPM needed to resolve its 

conflicts itself.804 Indeed I note that in June 2021 a new coalition of DPOs emerged inclusive 

of DPOs who shared a range of views on engagement approaches.805 The EHRC were not 

involved in this initiative. However, through providing funding for activities relating to the 

UNCRPD Committee examination process the EHRC potentially facilitated the growth of 

connections between DPOs who have gone on to form the coalition.  

 

In my evidence gathering I observed that DPOs who had chosen to prioritise outsider tactics 

and had ceased engaging with the Government, continued to engage with the EHRC. In fact, 

every DPO interviewed for this research wished for more engagement with the EHRC. 

Therefore, it appears that the EHRC continues to provide a bridge to engagement in the policy 

making process to those DPOs who have chosen not to engage with Government. This will be 

explored in my concluding chapter.  

 

5.7.6 Monitoring support for DPOs 

 

In my evidence gathering I sought to determine if the EHRC was monitoring whether funding 

and policy frameworks were enabling the development of DPOs.  

 

The UK Government Civil Society strategy provides that the Government seeks to provide 

‘civil society significant opportunities to achieve policy change’.806 In this strategy the UK 

Government emphasise that it creates opportunities for CSOs to engage in the policy making 

process, but it does suggest that Government will support CSOs to participate in the policy 

making process through the provision of funding or capacity building.807 The UK Government 

responded to the UNCRPD Committee’s call for evidence on draft GC 7. In its submission the 

Government suggested that the Committee qualify their suggestion that the state provide 

funding to DPOs as ‘state resources are not unlimited’.808 In contrast to corporatist states the 

 
803 Interview with member of EHRC Disability Advisory Committee 15 February 2021 
804 Interview with DPO representative (Alf) 26 April 2021 
805 John Pring, DPOs take control after Tomlinson ‘shuts down his own forum’ 3 June 2021, Available at: 
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806 UK Government Civil Society Strategy: building a future that works for everyone August 2018  
807 UK, National Action Plan for Open Government 2019-2021 12 June 2019  
808 UK Government, ‘Comments of the Government of the United Kingdom of Great Britain and Northern Ireland Draft General Comment 

No.7 on Articles 4.3 and 33.3’  2018, Available at < https://www.ohchr.org/en/documents/general-comments-and-

recommendations/general-comment-no7-article-43-and-333-participation> (Accessed on 2 April 2022)  
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UK Government are strongly of the view that the state should not provide funding to assist 

CSOs to engage in advocacy activities.  

 

DPOs consistently highlighted the lack of funding to support national advocacy or campaigning 

activities. One DPO stated ‘you can’t apply for funding if you’re a campaigning organisation.  

So, there’s lots of criteria that restrict disabled people’s voices’.809 Organisations involved in 

the provision of services under contract reported that contracting arrangements continued to 

restrict them from engaging in advocacy.810 One DPO involved in the provision of services 

who chose not to participate in this research highlighted that they had to limit their involvement 

in rights advocacy.811 The absence of funding undermines the capacity of DPOs to advocate 

for the normative reforms necessary to bring about compliance with the UNCRPD, for example 

concerning inclusive education.812  One DPO highlighted that the UK’s exit from the EU has 

removed an important source of funding for DPOs.813  

 

Charitable trusts are often a source of funding for the advocacy and campaigning activities of 

CSOs in the UK.814 Whilst I identified some examples of DPOs successfully obtaining funding 

from charitable trusts, DPOs in general reported that they found their funding programmes 

inaccessible.815 In contrast, OfDPs reported that whilst the process of applying for funding from 

charitable trusts was complex, they were often successful. One CEO of a OfDP, who had 

recently secured funding, set out the factors behind the successful funding application, noting, 

‘Partly I was able to get into the room because I was at [a large OfDP] and they had forged this 

relationship with the Foundation. Could disabled people organisations do it? A lot of it is word 

of mouth and so it is about gradually building your reputation’.816 It therefore appears that 

OfDPs are at a significant advantage when it comes to competing with DPOs to gain access to 

a main source of funding for advocacy activities in the UK. DPOs tended to report that 

charitable foundations in the UK did not seek to prioritise the funding of advocacy by DPOs 

over OfDPs.817  
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There is limited evidence of the EHRC or UKIM monitoring or critically assessing the 

availability of funding to support DPO’s advocacy activities. The EHRC has commissioned 

research identifying the impact of the loss of EU funding on civil society, including DPOs.818 

However, overall, the EHRC has not adopted a systematic approach to monitoring the 

availability of public funding or charitable funding to support the advocacy efforts of DPOs. 

For instance, it is notable that funding issues were not highlighted in the EHRC’s briefing on 

the disability strategy or within its human rights tracker.819 UKIM representatives highlighted 

that other bodies existed in the UK which reviewed funding available to civil society and spoke 

on their behalf, in particular the National Council for Voluntary Organisation.820  

 

In relation to the policy framework two of the nine DPOs interviewed raised concerns that the 

Lobbying Act 2014 had constrained the ability of DPOs to engage in lobbying, as it had other 

charitable organisations.821 The EHRC has not publicly raised concerns relating to the impact 

of the Lobbying Act. During my evidence gathering a Bill was progressing through Parliament 

imposing limitations on the right to protest. The EHRC has raised concerns at the impact of 

proposed restrictions on the right to protest.822 However, it has not sought to engage with DPOs 

and other CSOs who engage in protests, whose activities will be curtailed as a result of the 

legislation.823 

 

5.7.7 Supporting participation in the international human rights international system   

 

In 2013 DPAC, amongst others, petitioned the UNCRPD Committee to conduct an inquiry into 

the impact of social security reforms in the UK on the rights of disabled people.824 The 

Committee launched an inquiry in 2015 finding that the reforms cumulatively amounted to 

‘grave and systemic violations’.825 The inquiry involved a visit to the UK during which DPOs 

throughout the UK met with the UNCRPD Committee.  

 

 
818 Interview with DPO (ED) 16 April 2021 
819 EHRC, Briefing on Development of National Disability Strategy 12 February 2021  
820 Interview with SHRC Representatives 18 March 2021 
821 Interview with DPO (DA) 5 May 2021  
822 EHRC Briefing Police, Crime, Sentencing and Courts Bill July 2021 
823 Interview with DPO (DPA) 12 May 2021  
824 Crowther N., Sayce L, Was Ratification of the CRPD the High Watermark for United Kingdom Disability Rights? Ten Years of 
Monitoring Implementation of the CRPD. in Emily Kakoullis and Kelly Johnson (eds) Recognising Human Rights in Different Cultural 

Contexts. (Palgrave Macmillan 2020), p. 43  
825 Committee on the Rights of Persons with Disabilities, Inquiry concerning the UK, 2016, CRPD/C/15/R.2/Rev.1 2016, par. 5, 13  
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As the Committee conducted its inquiry, it engaged with the UKIM and received numerous 

briefings. The UKIM supported the Committee’s visit to the UK and facilitated their 

engagement with DPOs and civil society. The UNCRPD Committee in their inquiry report 

thanked the EHRC for their assistance throughout the inquiry.826 A member of the UNCRPD 

Committee secretariat interviewed for this research highlighted that the support provided by 

UKIM was valuable and assisted the Committee in connecting with key DPOs.827 One DPO 

interviewed for this research pointed out that a meeting space provided by the EHRC for 

engagement between DPOs and the Committee was not fully accessible. However, DPOs in 

general were complimentary of the EHRC’s approach to the inquiry.828  The inquiry report of 

the UNCRPD Committee was clearly informed by the submissions from the EHRC, with 

extensive reference to the EHRC research relating to cumulative impact assessments.829 UKIM 

has highlighted the need for the UK Government to address the report recommendations.830 

 

The UNCRPD Committee examined the UK’s initial report on compliance with the UNCRPD 

in 2017. As part of UKIM the EHRC coordinated its engagement with the other UK 

Commissions. In preparing its report for the examination the EHRC held stakeholder 

engagement events in Wales, Scotland and England.831 The purpose of these events was to 

share approaches and also to assist DPOs who were developing their own submissions. The 

EHRC funded a DPO coalition to produce an independent report for the UNCRPD Committee 

pre-sessional working group in March 2017.832  

 

DPOs interviewed for this research were generally complimentary of the EHRC’s approach to 

the UNCRPD examination. It is noted that an early attempt by DPOs to come together and 

agree a disability wide submission was unsuccessful.833 The provision of funding by the EHRC 

provided an incentive for DPOs to come together and agree a joint submission. One of the 

recipients of the funding, highlighted that the process of developing a shadow report provided 

an opportunity for the movement to discuss key issues of concern.834 The development of a 
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829 CRPPD Committee ‘Inquiry Report’ (n. 777) para 86  
830 UKIM, Key concerns of the UK Independent Mechanism following the release of the CRPD Committee’s inquiry (EHRC 2017)  
831 UK Independent Mechanism, Updated submission to the UN Committee on the Rights of Persons with Disabilities in advance of the 

public examination of the UK’s implementation of the UN CRPD, 2017   
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joint submission was considered a positive measure, which was unlikely to have happened 

without the intervention by the EHRC.835 

 

The EHRC also provided funding to a number of DPOs to facilitate their attendance at the State 

Dialogue. Perhaps unsurprisingly recipients of this funding were generally complimentary of 

the provision of funding by EHRC.836 In addition, DPOs were generally complimentary of the 

EHRC’s approach to the state dialogue. Indeed, at a side event to the 2020 Conference of State 

Parties the approach of UKIM to the state dialogue was highlighted as an example of good 

practice by the International Disability Alliance.837 Following the publication of the UNCRPD 

Committee concluding observations on the UK the EHRC published an easy read version, 

making the recommendations more accessible to disabled people and DPOs.838 

 

A human rights NGO interviewed for this research highlighted that in preparation for treaty 

body examination processes the EHRC had established itself as ‘a centre point for engagement’ 

for civil society.839 The EHRC have taken some measures to ensure the participation of DPOs 

in international human rights examinations beyond the UNCRPD. For instance, providing 

funding for DPOs to attend the Convention on the Elimination of Discrimination Against 

Women (‘CEDAW’) examination.840 However the EHRC has not developed a systematic 

approach to supporting DPOs to participate across the UN system.  

 

In 2019, the EHRC launched an online tracker recording the UK’s compliance with 

recommendations from the international human rights system.841 The tracker was designed as 

a ‘means of assessing what the gaps between our international commitments were and domestic 

legislation’.842 Building on treaty body recommendations the tracker provides more detail on 

policy developments required to bring about human rights compliance. The tracker was 

specifically designed to provide a resource for civil society. The EHRC has provided briefings 

to civil society, including DPOs on utilizing the tracker.843 DPOs were aware of the tracker and 
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were broadly complimentary of the initiative.844 However, I note that DPOs and others CSOs 

were not invited to contribute to the assessments contained in the tracker. Whilst this is a 

welcome resource the lack of involvement of DPOs in making the assessments seems to be a 

missed opportunity. This will be discussed in my concluding chapter.  

 

5.7.8 Provision of Advice on law reform proposals 

 

I explored with DPOs whether they were content with the advice provided by the EHRC. A 

number of interviewees suggested that the EHRC was not fully reflecting the UNCRPD in its 

advice documents.845 To inform my analysis I critically assessed policy advice relating to 

disability rights produced by the EHRC over the past ten years. I found that the EHRC has 

often failed to provide comment on important policy discussions relating to the rights of 

disabled people. For instance, the EHRC did not provide advice to a Parliamentary Committee 

established to scrutinize the operation of the Mental Capacity Act 2006.846 Where the EHRC 

has provided advice on policy issues relating to disabled people’s rights I found that there was 

often a need for the EHRC to provide specific advice on reforms required to bring about 

compliance with the UNCRPD. For instance, in its submission to a Parliamentary Committee 

inquiry relating to the introduction of additional safeguards when an individual with a mental 

health condition is deprived of their liberty deprivation, the EHRC simply set out relevant 

provisions of the UNCRPD without exploring how they could be operationalized within the 

proposed reforms.847 In responding to this inquiry, the EHRC did not appear to have 

coordinated their engagement with the Parliamentary Committee with DPOs.  

 

All DPOs interviewed for this research expressed a desire to collaborate more with the EHRC 

when engaging in domestic policy discussions and consultation processes. Two of the nine 

DPOs interviewed suggested that they had attempted to engage with the EHRC to discuss 

proposed reforms and found them either unresponsive or unhelpful.848 When developing its 

advice or policy submissions the EHRC does not tend to seek input from CSOs. In relation to 

disability policy whilst the EHRC policy staff often sought inputs from the EHRC-DAC they 
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do not routinely seek inputs from DPOs.849 However, the EHRC does seek to make their advice 

readily available to DPOs.  For instance, the EHRC publicized its advice on the draft Disability 

Strategy in the hope that their analysis would inform submissions by DPOs and others. One 

DPO highlighted that the EHRC briefing provided useful insights.850  

 

I found that the EHRC were more willing to adopt participative approaches when developing 

proposals for law reform. In 2020 the EHRC with reference to recommendations from the 

UNCRPD Committee determined that there was sustained or severe regression in the 

enjoyment of the right to independent living.851 To address this, in July 2020 the EHRC 

submitted a briefing to the JCHR setting out initial draft proposals for the right to independent 

living to be enshrined in UK law.852 These proposals were developed by the EHRC in 

conjunction with a number of DPOs and disability advocates.853 This appears to be a positive 

example of the EHRC sharing its expertise and resources to develop proposals for the 

implementation of the UNCRPD. However, an interviewee involved in this project voiced 

concern that whilst the EHRC had invested in the development of the proposal it appeared to 

be reluctant to collaborate with DPOs and OfDPs in advocating strongly for the proposal to be 

adopted.854 

 

5.7.9 Research  

 

The EHRC engages in a range of research activities. On a periodic basis the EHRC publishes 

a wide-ranging report tracking progress on human rights and equality matters against an 

equality and human rights framework.855 The report brings together a range of relevant 

statistics to identify trends in the enjoyment of human rights.856 For instance, the report 

analyses statistics on the number of disabled people appointed to public bodies. The 2018 

report raised concern regarding the scarcity of primary quantitative data to inform their analysis 

in several areas.857 The EHRC research reports are often utilised by DPOs and OfDP to inform 
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their submissions and reports.858 DPOs were generally complimentary of the EHRC’s research 

reports.859 

 

The EHRC has also collaborated with DPOs in developing new approaches to data analysis. In 

2012, DPOs called on the Government to conduct a cumulative impact assessment into the 

impact of social security cuts on disabled people.860 The UK Government responded to this 

call by suggesting that it was not possible to accurately conduct cumulative impact assessments 

and noted that ‘external organisations have not produced this either’.861 DPOs raised this issue 

with the EHRC, who funded a research project which developed a methodology for conducting 

cumulative impact assessments.862 The EHRC, in conjunction with DPOs, promoted this 

methodology both to Government and the UNCRPD Committee.863 This methodology was 

shared with other members of the UKIM who replicated the project in Northern Ireland.  

 

This research project was highlighted by three DPOs as a positive example of the EHRC 

developing a new methodology of statistical analysis which provided new insights on the 

impact of public policies on disabled people.864 A representative of UKIM highlighted that by 

utilizing contacts within Government and within academia the EHRC and UKIM were able to 

add value and validate the claims of DPOs.865 This analysis authoritatively recorded that 

disparities between disabled people and the non-disabled were increasing and demonstrated 

the feasibility of cumulative impact assessments.866 Utilizing the EHRC research, DPOs 

engaged with Parliamentarians to secure a further debate on the impact of social security 

reforms on disabled people.867  

 

In my evidence gathering, I sought to discover whether the EHRC is supporting the 

development of new approaches to primary data collection in line with Article 31. I discovered 

that at times the EHRC has worked with the Office of National Statistics to improve its 

 
858 Inclusion London, ‘Response to the EHRC’s draft strategic plan 2019-2022’ (Inclusion London 2019)  
859 Interview with DPO (IL) 22 March 2021 
860 Disability Support– in the House of Commons at 6:54 pm on 19th December 2018. HC Deb, 19 December 2018, c907 
861 Ibid  
862 EHRC ‘Submission to Welfare Reform Bill Public Bill Committee’, Session 2010-12 (WR50)  
863 Jed Meers, ‘The ‘cumulative impact’ problem in social welfare: some legal, policy and theoretical solutions’ [2022 Journal of Social 

Welfare and Family Law] 42, p. 50 
864 Interview with DPO (IL) 22 March 2021 
865 Interview with NIHRC UKIM Member 12 January 2021  
866 EHRC ‘Is Britain Fairer? The state of equality and human rights‘ 25 Oct 2018 
867 Disability Support– in the House of Commons at 6:54 pm on 19th December 2018. HC Deb, 19 December 2018, c907 
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processes for developing primary quantitative data.868 However, the EHRC has not been 

included in important discussions relating to disability evidence gathering.   

 

One of the objectives of the Disability Unit is to improve the quality of evidence and data to 

support policymaking. In furtherance of this objective the Disability Unit has commissioned 

Leeds University and the DPO Disability Rights UK to conduct research into the lived 

experience of disabled people in the UK.869 The EHRC has not been involved in this initiative. 

Whilst the EHRC engaged with the ODI on the development of data collection processes, the 

EHRC has not collaborated with the Disability Unit in improving disability data collection.870 

If the EHRC is not well placed to shape data collection systems this may limit its capacity to 

monitor compliance with the UNCRPD.  

 

During my evidence gathering the EHRC was in the process of developing a new strategic 

plan. During a Commission Board meeting it was agreed that, ‘the Commission should gather 

evidence and data then fill in the gaps with lived experience, but be mindful that when the 

evidence/data is not available, lived experience should be considered as subjective data’.871 

The view of the EHRC on the value of lived experience may pose a challenge to collaboration 

with DPOs.872 This comment reflects a broader change in strategic direction within the EHRC 

which is considered to place less emphasis on the views of CSOs which it has previously 

collaborated with.873 This strategic re-direction is considered to have contributed to 

deteriorating relations between the EHRC and a number of CSOs who have raised their 

concerns with GANHRI, discussed above.  

 

5.7.10 Equality Regulator – Policy Making process 

 

The role of the EHRC as an equality regulator is broad ranging, in this section I will consider 

its role in line with the relevant provisions of the Equality Act 2010.  

  

 

 
868 Sylvia Walby, Jo Armstrong, Les Humphreys ‘Research Report No. 1 Review of equality statistics’ (EHRC 2008)  
869 UK Government Procurement Office ‘Provision of a Systematic Review of the Lived Experience of Disabled People in the UK’ 
CCZZ21A07 (4 March 2021)  
870 Presentation by Marc Verlot to DARE Public Event, ‘Engaging Disability Research for Policy Reform’, 29 October 2020 

<https://www.youtube.com/watch?v=UXmypsF08Cg&feature=youtu.be> Accessed 9 November 2020. 
871 EHRC, Minutes of the 94th meeting of the Board of the EHRC, 2021  
872 CRPD Committee (n. 62) para 9  
873 Harroon Sidique, ‘EHRC undermined by pressure to support No 10 agenda, says ex-chair’, (London Guardian) 18 January 2021   
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Reasonable Adjustment : Funding litigation  

 

The duty to make reasonable adjustments for disabled people is now contained in section 20 

of the Equality Act 2010. When campaigning for the right to reasonable adjustments the 

UKDPM consistently highlighted the need for an enforcement mechanism to ensure that rights 

are realised in practice. The EHRC has unique powers to apply to the court to obtain an order 

stating that an individual has failed to make reasonable adjustments. As an alternative it may 

enter into legal agreements with such individuals who undertake not to commit unlawful acts 

and refrain from specified acts.874  

 

The effectiveness of the EHRC as an equality regulator is often a subject of discussion, with a 

number of Parliamentary inquiries considering this matter.875 Three of the nine DPOs and one 

of the human rights NGOs interviewed for this research felt that the EHRC is not sufficiently 

proactive in its role as a regulator.876 A number of DPO representatives suggested that there 

was a lack of appreciation across the public sector, in particular at local authority level, of the 

role of the EHRC as an equality regulator.877 DPOs consistently suggested that there was a 

need for the EHRC to address discriminatory acts through court action. One DPO 

representative stated ‘because they don’t enforce anything people don’t carry out their equality 

duties’.878  

 

An EHRC representative highlighted that a focus on the number of cases brought was unhelpful 

as the EHRC sought to resolve disputes without recourse to the courts.879 In my analysis of the 

EHRC’s use of its regulatory powers I identified several examples of the EHRC entering into 

legal agreements with public and private sector bodies to address discriminatory action against 

disabled people. For instance, in January 2021 the EHRC entered into a legal agreement with 

Network Rail to make reasonable adjustments for disabled passenger using Manchester 

Victoria station.880 A representative of a Human Rights NGO with experience of litigation 

highlighted that the EHRC has often engaged in constructive follow up work where litigation 

has settled.881 

 
874 Equality Act 2010 section 23  
875 House of Lords, Select Committee on the Equality Act 2010 and Disability ’The Equality Act 2010: the impact on disabled people’ 

Report of Session 2015-16 - published 24 March 2016 - HL Paper 117 
876 Interview with DPO (HC) 17 March 2021 
877 Interview with DPO (Man) 11 May 2021 
878 Interview with DPO (HC) 17 March 2021 
879 Interview with former EHRC Commissioner 9 March 2021 
880 EHRC Press Release Network Rail signs agreement to prevent discrimination against disabled people (14 January 2021) 
881 Interview with Human Rights NGO (Lib) 24 March 2021 
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The EHRC may assist an individual bringing legal proceedings relating to the 2010 Act, 

including in proceedings in which they allege that an individual or organisation has failed to 

meet their obligation to make reasonable adjustments.882 The EHRC litigation policy provides 

that only individuals who have initiated proceedings and who are legally represented can apply 

for support.883 A number of DPO representatives were critical of this approach highlighting 

that only a small number of ‘privileged people’ had the capacity to initiate litigation.884 One 

DPO highlighted that the EHRC’s approach did little to shield disabled people from the 

emotional and financial pressure of seeking recourse through the courts.885 Despite this 

criticism, in my evidence gathering I identified a number of examples of the EHRC funding 

strategic cases which had led to important legal precedents broadening existing protections for 

disabled people, in particular in relation to the participation of deaf jurors.886 

 

On being appointed Chair of the EHRC in 2017, David Isaac announced his intention to 

transform the EHRC into a ‘more muscular regulator’.887 As part of this new approach the 

EHRC launched a litigation support project to support individuals to bring litigation.888 When 

initially established the fund prioritised supporting disabled people, providing support in 94 

cases. The project now focuses on supporting victims of racial harassment and discrimination 

to bring litigation.889 The EHRC’s need to prioritise certain areas of law reflects the lack of 

funding available to the EHRC. 

 

The EHRC has lobbied Government and Parliament to increase its funding and to strengthen 

its powers as a regulator to make it more effective.890 These attempts have proven ineffective. 

It is notable that the EHRC has not sought to engage with DPOs and other CSOs to explain the 

challenges and seek their support in engaging with Government and Parliament on their 

regulatory powers and funding.  

 

 

 
882 Equality Act 2010 section 28  
883 EHRC, Our litigation and enforcement policy 2019 to 2022 (EHRC 2019)  
884 Interview with DPO (IL) 22 March 2021  
885 Interview with DPO (Ber) 22 April 2021 
886 John Pring, Deaf campaigner takes court action over BSL jury ban Disability News Service 23rd August 2018 
887 David Isaac ‘ Prioritising our legal work’ 12 April 2017 (London EHRC) <https://www.equalityhumanrights.com/en/our-

work/blogs/prioritising-our-legal-work>   (Accessed 21 February 2022)  
888 EHRC Legal support scheme<https://www.equalityhumanrights.com/en/gwaith-achos-cyfreithiol/legal-support-project-helping-people-
get-legal-assistance>  (Accessed 21 February 2022)  
889 ibid 
890 WEC ‘Enforcing the Equality Act: The law and the role of the EHRC’  (HC 1470)  2019 

https://www.equalityhumanrights.com/en/our-work/blogs/prioritising-our-legal-work
https://www.equalityhumanrights.com/en/our-work/blogs/prioritising-our-legal-work
https://www.equalityhumanrights.com/en/gwaith-achos-cyfreithiol/legal-support-project-helping-people-get-legal-assistance
https://www.equalityhumanrights.com/en/gwaith-achos-cyfreithiol/legal-support-project-helping-people-get-legal-assistance
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Reasonable Adjustment: Code of Practice  

 

One of the EHRC’s unique powers as a regulator is its ability to issue a code of practice relating 

to any matter under the  Equality Act 2010.891 In 2017, DPOs and OfDPs influenced a House 

of Lords Committee which recommended that the EHRC prepare a specific Code of Practice 

on reasonable adjustments to supplement the existing Equality Act Codes.892 The minutes of 

the EHRC-DAC indicate its support for this recommendation.893 However, the EHRC wrote to 

the House of Lords rejecting this recommendation citing the existence of general guidance.894  

 

The need for specific guidance on the reasonable adjustment duty has risen to prominence with 

respect to access to retail premises for disabled people during the Coronavirus pandemic. In 

light of concerns raised by disabled people, the EHRC issued new guidance on the 

responsibility of food retailers to make reasonable adjustments on 3 September 2020.895 Whilst 

the guidance was grounded in the context of the coronavirus pandemic, much of it is generic. 

The need for completely new guidance largely vindicates the view of DPOs and the EHRC-

DAC that further guidance relating to reasonable adjustments was necessary. A member of 

EHRC-DAC interviewed for this research suggested that the incident demonstrated the need 

for the EHRC to be more receptive to the views of DPOs and the EHRC-DAC when exercising 

their regulatory powers.896  

 

Public Sector Equality Duty  

 

The Equality Act 2010 places an obligation on public authorities in the UK to have ‘due regard’ 

to the need to eliminate discrimination, advance equality of opportunity and to foster good 

relations between persons who share a relevant protected characteristic, including disabled 

people.897 The EHRC may investigate the extent to which a public authority has complied with 

the Public Sector Equality Duty (‘PSED’). Based on which it may issue a compliance notice 

requiring action.898  

 

 
891 Section 14(1) 
892 House of Lords Select Committee, Report on the Equality Act 2010's impact on disabled people, (HL 117) 2017,  para 231  
893 EHRC Disability Advisory Committee meeting minutes July 2018, para 9.3  
894 Ibid  
895 EHRC Press Release, ‘New guidance calls for retailers to do more to help disabled customers’ (3 September 2020) 
896 Interview with DPO (DPA) 12 May 2021 
897 Equality Act 2010 Section 149  
898 Equality Act 2006 Section 32 
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In 2012, the Government reviewed the PSED as part of the ‘Red Tape Challenge’ which sought 

to reform or remove bureaucratic burdens on government and business.899 Whilst it was 

originally anticipated that this review may result in the abolition of the PSED, a NGO 

representative interviewed for this research highlighted that public sector policy makers in 

responding to the review were of the view that the PSED encouraged them to ‘genuinely focus 

our minds in the way it was intended which is before you implement a policy or before you 

finalise a decision you look forward at the adverse impact on people with protected 

characteristics’.900 Whilst the PSED was not abolished during the Red Tape Challenge, many 

DPOs felt that following the review Government Departments have become less officious in 

the execution of the duty.901 A number of DPOs felt that the EHRC were not active in 

countering the narrative put forward by the Government which sought to portray the duty as 

bureaucratic and burdensome.902   

 

In my data analysis I sought to determine if the EHRC was utilising the PSED to promote and 

support the participation of DPOs. It appears that whilst the EHRC has produced guidance for 

public authorities on engaging with civil society to ensure compliance with the PSED, it has 

not actively promoted this guidance and there was limited awareness of the guidance amongst 

DPOs interviewed for this research.903 DPOs in general did not suggest that they were routinely 

raising concerns with the EHRC when they encountered policy making processes that are not 

accessible and potentially in breach of the PSED.904  

 

In January 2021, the Disability Unit launched a survey on a draft Disability Strategy.905 The 

press release made clear that only responses received within 6 weeks of the launch of the survey 

would influence the development of the strategy. The publication of the survey provoked 

outrage amongst disabled people and DPOs. Three DPOs interviewed for this research 

indicated that they were in the process of initiating a judicial review of the decision to conduct 

the survey, arguing that the short period of consultation amounted to a breach of the PSED and 

of human rights protections.906 None of the DPOs involved in these proceedings indicated that 

they had engaged with the EHRC on the issue. When asked why one DPO stated, ‘I think it's 

 
899 Cabinet Office Press Release, ‘Press release: Red Tape Challenge’ 7 April 2011   
900 Interview with Human Rights NGO (Lib) 24 March 2021 
901 Interview with DPO (IL) 22 March 2021= 
902 Interview with DPO (Man)  11 May 2021  
903 EHRC, Engagement and the Equality Duty: A Guide for Public Authorities  (London 2019) 
904 Interview with DPO (Man) 11 May 2021  
905 Disability Unit, ‘National Strategy for Disabled People Survey’ 15 January 2021, Available at:  

<https://www.gov.uk/government/news/citizen-space-survey-national-strategy-for-disabled-people> (Acessed on 2 April 2022)   
906 Interview with DPO (IL) 22 March 2021 

https://www.gov.uk/government/news/citizen-space-survey-national-strategy-for-disabled-people
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probably because we don’t automatically think about going to the EHRC because we don’t feel 

they will do anything’.907 It is notable therefore that at a time when DPOs were considering the 

merits of litigation they did not seek the views or assistance of the EHRC. In their submissions 

the claimants argued that ‘nothing about us without us’ was a ‘vital principle for the disabled 

people’s movement’.908 The litigation was successful with the High Court ruling that the 

process of developing the Disability Strategy was unlawful.909 

 

A number of DPOs felt that the EHRC could be doing more to promote the transformative 

potential of the PSED.910 However others questioned whether the EHRC had sufficient 

credibility to do so. One DPO specifically highlighted that the way in which the EHRC had 

addressed a human resource matter relating to disabled employees had impacted on the 

potential for the EHRC to present examples of good practice.911 This issue was raised as a 

concern by the WEC which stated that the EHRC ‘should not be following the minimum 

required, it should be setting the standard for others to follow’.912  

 

5.7.11 Engagement with the public sector 

 

I sought to determine if the EHRC had established itself as a source of expertise on the 

development of participative policy making initiatives within the public sector. During my 

evidence gathering the Social Security Advisory Committee published a report into how the 

Department for Works and Pensions is involving disabled people when developing or 

evaluating programmes which affect them.913 It is notable that when preparing the report, the 

Committee did not engage with the EHRC and do not refer to any guidance produced by the 

EHRC in their report. In my analysis of the EHRC’s strategic plans and activities I identified 

limited evidence of the EHRC seeking to effect culture change within the Government 

bureaucracy. 

 

 
907  Interview with DPO (DPA) 12 May 2021  
908 John Pring ‘Government must rewrite its National Disability Strategy, court is told’ Disability News Service 4 November 2021 
909 John Pring, ‘Disability strategy delayed again as government consultation faces high court challenge’ Disability New Service 22 July 
2021, Available at: https://www.disabilitynewsservice.com/government-must-rewrite-its-national-disability-strategy-court-is-told/  
910 Interview with DPO (Man)  11 May 2021  
911 Email Submission from DPO  
912 WEC ‘Enforcing the Equality Act: the law and the role of the EHRC’ 30 July 2019, para 95  
913 Social Security Advisory Committee ‘How DWP involves disabled people when developing or evaluating programmes that affect them’ 

Occasional Paper No. 25 December 2020  

https://www.disabilitynewsservice.com/government-must-rewrite-its-national-disability-strategy-court-is-told/
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The EHRC has sought to establish itself as a source of advice and guidance on international 

examination processes.914 Establishing a Treaty Body Working Group that includes 

representatives of various departments. This Working Group tends to focus on compliance with 

reporting obligations rather than on implementation or compliance.  

 

5.7.12 Engagement with other regulators  

 

In my evidence gathering I found that the EHRC was seeking to change cultures and 

approaches within other public sector regulators. The EHRC chairs a regulator, inspectorate 

and ombudsmen forum to consider how to further the integration of human rights and equality 

within the regulatory approaches of members.915 The EHRC has specifically sought to 

influence the work of the Care Quality Commission (CQC), the independent regulator of health 

and social care services. In 2014 the EHRC funded a training programme delivered by the 

British Institute for Human Rights to develop the capacity of the CQC.916 Following on from 

this initiative, the EHRC and CQC issued joint guidance for CQC regulators on integrating 

equality and human rights into their investigations. During my evidence gathering EHRC and 

CQC published a memorandum of understanding setting out a framework for future 

engagement.917 This measure and the general approach of the EHRC was welcomed by DPOs 

and OfDPs.918 The development of sector specific guidance was seen as a very effective way 

to promote human rights and equality compliance.  

 

5.7.13 Legal Powers – Bringing cases in its own name  

 

A number of DPOs interviewed for this research felt that the ability of the EHRC to bring legal 

proceedings in its own name is a significant unique power which gives it the capacity to effect 

strategic change in ways not available to CSOs.919 I found examples of the EHRC utilising this 

power to effect change for disabled people. In 2018, following campaigning by DPOs and 

disability activist Fleur Perry, the EHRC issued a judicial review pre-action letter to 13 Clinical 

Commissioning Groups regarding caps in funding packages to support disabled people to live 

 
914 Interview with former EHRC Commissioner  
915 EHRC Our Strategic Plan 2009–2012 (EHRC, 2009) p 22 
916 EHRC ‘New guidance for inspectors and assessors’ (EHRC, 28 April 2014) 
917 EHRC, ‘New agreement between CQC and Equality and Human Rights Commission’ (EHRC, 9 March 2021)  
918 Interview with OfDP 23 March 2021 
919 Interview with DPO (IS) 28 April 2021 
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in the community.920 Through publicising this action the EHRC was able to secure an 

agreement with Commissioning Groups to review their policies. A number of DPOs flagged 

this as a good example of collaboration, a DPO representative stated, ‘I think that was a good 

kind of example of when we brought an issue to them and they took some active role to try and 

kind of use their legal team to [bring litigation]… without us having to find them claimants’.921 

 

In February 2020, the EHRC announced that it had dispatched a pre-action letter to the 

Department of Health relating to the disproportionate number of people with autism being 

detained in secure hospitals.922 A number of interviewees welcomed this initiative, but in April 

2021 an interviewee expressed concern that it appeared that this legal action would not 

proceed.923 The interviewee expressed disappointment and some confusion as to why and how 

the decision had been arrived at. An analysis of the minutes of the EHRC Commission meeting 

in January 2021 indicate that these proceedings will not be brought. Noting that the 

Government was developing the new mental health policy, the minutes suggest reconsideration 

to determine ‘whether [the litigation] would be an effective use of public money’.924 This 

decision led to a perception by the interviewee that the Commission chose not to embark on 

the litigation as it may damage the Commission’s relationship with the Government. At the 

time of writing the EHRC has not publicly commented on whether litigation will be pursued 

on this issue. 

 

5.7.14 Legal Powers: Interventions 

 

The EHRC is empowered to intervene in proceedings to assist the court in clarifying the law. 

DPOs interviewed for this research were generally quite complimentary of the EHRC’s 

interventions in legal cases. One DPO stated, ‘They intervene in very few court cases although 

when they do it is obviously helpful’.925  

 

The EHRC current litigation and enforcement policy makes clear it will use its ‘power to 

intervene only if we are satisfied that we will add value to the proceedings and assist the court 

 
920 EHRC ‘NHS u-turns on discriminatory policies’ (EHRC 31 May 2018), See twitter account for Fluer Perry 
https://twitter.com/perry_fleur?ref_src=twsrc%5Egoogle%7Ctwcamp%5Eserp%7Ctwgr%5Eauthor (accessed 2 May 2021) 
921 Ibid  
922 EHRC Press Release, ‘Health Secretary faces legal challenge for failing patients with learning disabilities and autism’ 21 February 2020 
923 Interview with Disability Charity (stra) 30 April 2021 
924 EHRC Board Minutes of 93rd meeting on 13 January 2011 
925 Interview with DPO (DPA) 12 May 2021  

https://twitter.com/perry_fleur?ref_src=twsrc%5Egoogle%7Ctwcamp%5Eserp%7Ctwgr%5Eauthor
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in its determination’.926 The UK courts have highlighted that the role of an intervener is to 

assist the court, the courts have at times been critical of interventions by NHRIs which do not 

provide additional knowledge or arguments for the court to consider.927  

 

Whilst conscious of this criticism the EHRC has intervened in a number of strategic cases 

relating to disability rights. In doing so, the EHRC has drawn extensively on the UNCRPD. In 

its intervention to the Court of Appeal in the case of Burnip, the EHRC presented clear 

argument highlighting the relevance of the UNCRPD to the Court’s interpretation of the  

ECHR. This intervention appears to have influenced the Court’s decision to refer to the 

UNCRPD in determining the scope of the protections provided by the ECHR.928 In the case of 

Bracking, the EHRC intervened providing guidance for the court on the correct legal approach 

to the PSED.929 Again this appears to have influenced the outcome of the case and facilitated 

the development of a precedent clarifying that compliance with the PSED requires ‘a conscious 

consideration of the criteria which the law requires’.930  

 

Through its interventions, the EHRC are therefore strengthening the legal framework 

governing the PSED. Whilst DPOs may wish to see the EHRC intervening in a greater number 

of cases and being more supportive of the arguments advanced by disabled litigants, to adopt 

such an approach may lead to criticism by the courts and undermine the credibility of the 

EHRC. Devising litigation strategies to advance social causes is a complex exercise.931 As the 

UK is a dualist state there is a risk that legal interventions which overemphasise the relevance 

of unincorporated international human rights treaties may be unhelpful or lead to unintended 

consequences. For instance, in the case of SC the UK Supreme Court responded to an argument 

that reforms to child tax credits were in breach of the United Nations Convention on Children’s 

Rights (‘UNCRC’) by making clear that unincorporated treaties do not form part of UK law.932 

This established a precedent which may undermine attempts to argue for the relevance of the 

UNCRPD and other unincorporated treaties. The EHRC therefore need to be strategic in 

determining which cases to intervene in and in developing arguments to put forward. In light 

 
926 EHRC ‘Our litigation and enforcement policy 2019-22’ 2019 p. 8  
927 In re E (a child) (AP) (Appellant) (Northern Ireland) [2008] UKHL 66 para 3  
928 Burnip v Birmingham City Council & Anor [2012] EWCA Civ 629 (15 May 2012)  
929 Stuart Bracking & Ors v Secretary of State for Work and Pensions [2013] EWCA Civ 1345 (06 November 2013)  
930 Ibid   
931 János Fiala-Butora, Matthew S. Smith, & Michael Ashley Stein, ‘Disability Cause Lawyering at the European Court of Human Rights’ 
2022 (awaiting publication)  
932 R (on the application of SC, CB and 8 children) (Appellants) v Secretary of State for Work and Pensions and others (Respondents)  

[2021] UKSC 26, para 77  
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of their unique powers the EHRC could potentially play a co-ordinating role, sharing their own 

strategic calculations when making decisions relating to strategic litigation.  

 

5.7.15 Inquiries  

 

In addition to having specific investigatory powers relating to breaches of the Equality Act, the 

EHRC has a specific power to carry out an inquiry into any matter relating to equality and 

human rights under its remit.933  

 

DPOs interviewed for this research were generally complimentary of the inquiries which the 

EHRC has undertaken. The 2010 inquiry into disability hate crime was, in particular, held up 

as an example of an inquiry which had captured the lived experience of disabled people and 

positively influenced public discourse.934 The 2010 disability hate crime report was detailed 

and wide ranging. Importantly the EHRC invested significant resources in promoting 

implementation of its recommendations.935 DPOs felt that the ability of the EHRC to undertake 

an inquiry is a significant power and whilst it cannot compel implementation of its 

recommendations the publicity generated by an inquiry can effect change.936 

 

DPOs who had experience of collaborating with the EHRC during its inquiries were generally 

complimentary of its approach. During my evidence gathering the EHRC was conducting an 

inquiry into the use of restraint in schools.937 One DPO highlighted that the EHRC had 

approached them to contribute to the inquiry and reported that they found the discussions to be 

constructive.938 

 

There was a general view amongst DPOs that the EHRC is underusing its power to conduct an 

inquiry.939 Three DPOs suggested that they had presented credible evidence to the EHRC of 

human rights violations relating to social security reform but this did not lead to the EHRC 

conducting an inquiry.940 One DPO in commenting on this stated, ‘I mean you’ve got proof 

that disabled people have literally been killed by the policies that government have put in place 

 
933 Equality Act 2006 section 16  
934 EHRC ‘Disability Related Hate Crime’ (EHRC 2011) 
935 EHRC ‘Tackling disability-related harassment: Final progress report’ (EHRC 2017) 
936 Interview with DPO (Scot) 17 March 2021 
937 EHRC  ‘Restraint in schools inquiry: using meaningful data to protect children's rights’ (EHRC 2021)   
938 Interview with DPO (Alf) 26 April 2021 
939 Email Submission DPO 6 March 2021  
940 Interview with DPO (IL) 22 March 2021 
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and the EHRC are sort of saying well yeah well, we’re not really going to bother pursuing 

this’.941 There seemed to be a lack of understanding within UKDPM as to why the EHRC had 

not initiated an inquiry into social security reform.942 The lack of a clear decision was a source 

of frustration amongst DPOs and appeared to have a damaging impact on relations between 

the EHRC and a number of significant DPOs.943 A member of the EHRC-DAC acknowledged, 

‘there has been a lack of detail from the EHRC as to why they haven't done an inquiry or what 

measures they're taking to do that and on one level you can understand because it is such a 

complex issue but at the same time having very minimal information given to the civil society 

harms it's relationship’.944  

 

During my evidence gathering the EHRC reported that it would launch an inquiry into the 

social care system.945 This was welcomed by a DPO interviewed for this research, who 

considered it an opportunity to embed the human rights lens into ongoing social care reform.946 

However, no public statement was issued relating to the request for an inquiry into social 

security reforms. The DPO coalition ROFA has raised the issue with the UNCRPD 

Committee.947 

 

5.8 Conclusions 

 

In my concluding chapter I will set out overall conclusions informed by reflections on both of 

my case studies and of the existing literature. Here I will make three specific conclusions 

relating to the EHRC.  

 

The EHRC do not have a statutory responsibility to support the development of human rights 

capacities in DPOs or civil society generally. The powers and functions of the EHRC relate to 

the provision of advice and assistance to state bodies, including the Government, the 

Parliament and the courts. This statutory framework has influenced an approach by the EHRC 

which sees support to civil society as ancillary to its core functions.  

 

 
941 Interview with DPO (AC) 12 May 2021  
942 Interview with DPO (Man) 11 May 2021  
943 John Pring, Anger after watchdog appears to back away from inquiry into DWP deaths 29 April 2021  
944 Interview with member of EHRC Disability Advisory Committee 15 February 2021 
945 John Pring ‘Watchdog’s ‘invaluable’ inquiry set to expose ‘fragility’ of social care system’ Disability News Service 29 April 2021  
946 ibid  
947 Interview with DPO (IL) 22 March 2021 
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The EHRC has sought to support the development of DPOs to facilitate engagement in the 

UNCRPD examination. At a domestic level, the EHRC focuses on supporting civil society 

through the production of authoritative research and analysis which DPOs can utilize and 

integrate into their advocacy activities. This research suggests that this approach is ineffective. 

In addition to authoritative analysis, DPOs often need support and guidance to ensure they are 

able to effectively engage with Government and Parliament.   

 

The EHRC has an extensive range of statutory powers and responsibilities. Its budget is not 

commensurate to its statutory responsibilities which has meant that it must be strategic when 

deciding whether to exercise its powers to undertake an inquiry or engage in litigation. The 

UKDPM in general consider the EHRC has not appropriately prioritized the rights of disabled 

people and have found the EHRC to be unresponsive when they have asked the EHRC to 

exercise their statutory powers. There appears to be a lack of transparency around decision 

making within the EHRC. This lack of transparency has contributed to a perception within the 

UKDPM that the EHRC do not value their views. When faced with criticism from the UKDPM 

the EHRC has often been unduly defensive and unwilling to provide reasons for their decisions.  

 

The original design features of EHRC to ensure a discernable emphasis on the rights of disabled 

people have diminished in significance due to the decision of the EHRC to prioritize the 

development of an intersectional approach. This change in approach has not been well 

understood by the UKDPM and has largely been perceived as an attempt to marginalize 

disability issues. DPOs expressed a clear preference for the establishment or maintenance of 

disability specific features, whether that be a Disability Commissioner, a disability unit or a 

Disability Committee. The EHRC has not engaged in effective consultation with disabled 

people when making decisions relating to its engagement structures. There has been an absence 

of consideration for how the EHRC can reflect the principle of nothing about us without us.  
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Chapter 6 Case Study Ireland – Irish Human Rights and Equality Commission  

6.1 Introduction  

In this chapter, I will set out my critical analysis of the relationship between the Irish Human 

Rights and Equality Commission (IHREC) and the Irish disabled people’s movement 

(‘IDPM’). First, I will explain my interview and document review strategy, I will then provide 

a brief overview of the human rights framework in Ireland and the IDPM. Lastly, I will set out 

in detail the relationship between the IHREC and the DPM using the powers of the IHREC to 

structure my analysis.  

In order to gather evidence, I conducted eleven structured interviews with representatives of 

seven Irish DPOs and two human rights NGOs. In addition to this, for each of these DPOs I 

reviewed their websites and relevant published documents and resources. I also observed a 

meeting of Irish DPOs and OfDPs who had come together to develop a draft UNCRPD shadow 

report.948  

In order to inform my assessment of the IHREC, I conducted a legal analysis of its founding 

statute and critically assessed relevant corporate documentation, including strategic plans, 

business plans and annual reports. I conducted structured interviews with current and former 

senior staff within the IHREC, with a Commissioner with experience of disability activism, 

and with members of the IHREC Disability Advisory Committee (IHREC-DAC). Furthermore, 

I critically assessed relevant publications of the IHREC relating to the rights of disabled people, 

including legislative observations, written interventions to relevant court cases, submissions to 

international committees and guidance documents.  

I reviewed the activities of the IHREC from its establishment to 1 March 2022. I also reviewed 

the activities of Ireland’s first NHRI the Irish Human Rights Commission (IHRC) which was 

amalgamated with the Equality Authority to become the IHREC. Whilst this enquiry is 

principally focused on the activities of the IHREC I expanded my analysis to include certain 

activities of IHRC at the suggestion of a number of DPO leaders and activists.  

 

 
948 CDLP, Contributing to a shadow report for Ireland, 10 December 2019  
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6.2 Irish Human Rights Framework  

Ireland is a dualist state. Article 29.6 of the Irish Constitution provides that ‘No international 

agreement shall be part of the domestic law of the State save as may be determined by the 

Oireachtas’. All ratified international agreements are, in practice, laid before Dáil Éireann. The 

Irish Government, in general, ensure that all necessary legislative provisions and administrative 

arrangements are put in place before ratification.949  

The Irish Government signed the UNCRPD in 2007, but did not ratify the UNCRPD until 2018. 

In the intervening years, the Irish Government brought forward a number of legislative 

measures to bring about compliance with the UNCRPD.950 The Irish Government has indicated 

that the IHREC will be designated as the independent monitoring mechanism for the purposes 

of Article 33(2).951 This will be provided for by way of the Assisted Decision Making (Capacity 

Amendment) Bill 2021.  

The Irish Government has not yet ratified the Optional Protocol to the UNCRPD.  

6.3 The Irish Disabled People’s Movement  

To inform a critical assessment of the relationship between the IHREC and the IDPM, in this 

section I provide a brief overview of the IDPM and the history of its development. In doing so 

I will identify a number of specific challenges the IDPM have faced. 

There is a small body of published literature chronicling the activities and development of the 

IDPM.952 In developing my analysis of the IDPM I have drawn on a range of academic articles, 

newspaper reports and interviews with members of the movement.  

Prior to the 1980s, activism by disabled people tended to be ‘organized at the local, 

constituency scale’.953 The UN Decade of Disabled Persons encouraged reflection amongst 

disabled activists in Ireland on the need for collective action. In 1990 the Forum of People with 

Disabilities, a grass roots advocacy organisation was formed (‘FDP’).954 The FDP highlighted 

the need for the fundamental reforms to address the obstacles to disabled people participating 

 
949 Law Reform Commission, Discussion Paper: Domestic Implementation of International Obligations 2020, p 130  
950 Department of Justice, ‘Roadmap to Ratification of the United Nations Convention on the Rights of Persons with Disabilities’ 2014  
951 Ireland, ‘Initial Report under the Convention on the Rights of Persons with Disabilities’ 2020, para 39  
952 See for instance Pauline Conroy, ‘A Bit Different: Disability in Ireland’ (Orpen Press 2019)  
953  Rob Kitchin and Robert Wilton, ‘Disability activism and the politics of scale’ [2003] Canadian Geographer 97 
954 Flynn E, From Rhetoric to Action: Implementing the UN Convention on the Rights of Persons with Disabilities (Cambridge University 

Press, 2011) pp. 352–355.  
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in society. In responding to advocacy by disabled people, in 1993 the Irish Government 

established the Commission on the Status of People with Disabilities to examine the situation 

of disabled people, and the organisation and adequacy of existing services.955 The Commission 

had significant representation from disabled people. 

In conducting its review, the Commission embarked on an extensive engagement programme 

with disabled people throughout Ireland. The Commission made recommendations for reforms 

to practice, policy and laws to address obstacles to disabled people. Flynn described the report 

from the Commission as a ‘turning point in Irish law and policy on disability’.956 The approach 

of the Commission on the Status of People with Disabilities was highlighted by interviewees 

as an example of good practice that has rarely been emulated by Government Departments in 

Ireland.957 Representatives from the IDPM interviewed for this research consistently 

highlighted the continued relevance of the report and its findings.  

In its report the Commission acknowledged the importance of developing the capacity of 

disabled people to advocate for themselves.958 The Commission recommended the 

establishment of a state body to coordinate implementation of the Commission’s 

recommendations and the establishment of a council of people with disabilities, to provide a 

voice to disabled people.  

Following on from the publication of the Commission’s report, disability activists highlighted 

the need for enforceable legal protections against discrimination.959 In responding to these 

demands the Irish Government developed a draft Disability Bill in 2001. The Bill was rejected 

by the IDPM due to the inclusion of a provision expressly providing that the rights provided 

within the Bill would be non-justiciable.960 In developing a new Disability Bill, the Irish 

Government established a Disability Legislation Consultation Group (‘DLCG’), which 

included key disability activists, the Forum on People with Disabilities and OfDP 

representatives. The purpose of the DLCG was to report on the preferred content of the Bill.961 

The DLCG made clear that the Bill should provide that disabled people have a legal right to 

access services. Upon publication of the new Bill, three members of the DLCG including the 

 
955 Commission on the Status of People with Disabilities 2006, A Strategy for Equality, Dublin: Stationery Office. 1996 
956 Flynn E, From Rhetoric to Action: Implementing the UN Convention on the Rights of Persons with Disabilities (Cambridge University 

Press, 2011) p. 289  
957 Interview with DPO representative 16 July 2021 
958 Commission (n 955) p. 95 
959 Interview with DPO representative 1 July 2021 (DA) 
960 Flynn E, From Rhetoric to Action: Implementing the UN Convention on the Rights of Persons with Disabilities (Cambridge University 

Press, 2011) p. 302 
961 Disability Legislation Consultation Group ‘Equal Citizens: Proposals for Core Elements of Disability Legislation’ (Dublin: DLCG). 
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Forum resigned from the group raising concerns that the Bill did not make provision for a legal 

right of redress.962  

In 2004 the Irish Government referred the draft Disability Bill to the IHRC for advice. In its 

advice the IHRC set out how the inclusion of a right to redress within the Bill would be 

consistent with the state’s international human rights obligations.963 When the Disability Bill 

was published without including a right to redress, the IHRC in conjunction with the IDPM 

developed ten key proposed changes to the Bill.964 The FDP collaborated closely with the 

IHRC in lobbying for amendments to the Bill as it progressed.965 Flynn noted that engagement 

relating to the Disability Act 2005 was a ‘valuable learning experience’ for the movement.966 

It appears that lobbying on the Bill also provided disabled activists with an insight into the 

value of collaborating with the NHRI and the benefits that could accrue from this.  

 

In line with the recommendation from the Commission, the Department of Justice, Equality 

and Law Reform provided funding for the establishment of the Council of People with 

Disabilities in 1996. The Council was composed of 28 members who were either disabled 

people or their advocates.967 Early in its operation internal difficulties emerged between the 

Council members and the Chief Executive.968 An audit of the Council in 1998 reported 

concerns that funds had been misappropriated and found little evidence that the Council had 

engaged with disabled groups.969 In 2000, the Council was replaced by the People with 

Disabilities in Ireland Ltd.970 People with Disabilities in Ireland Ltd was composed of a board 

of directors. Whilst it was intended to provide a voice for disabled people in the policy making 

process People with Disabilities in Ireland Ltd were largely absent from relevant policy 

discussions.971 In 2011, the Irish Government conducted a value of money review of the 

organisation and found that the ‘annual budget was spent on the operation of its office 

 
962 Namhi (now inclusion Ireland) and the National Parents and Siblings Association also resigned, See Flynn E, From Rhetoric to Action: 

Implementing the UN Convention on the Rights of Persons with Disabilities (Cambridge University Press, 2011), p. 324 
963 Irish Human Rights Commission Observations on the Disability Bill 2004 (2004) 
964 Irish Times, Major changes to disability legislation urged 9 February 2005 https://www.irishtimes.com/news/major-changes-to-disability-

legislation-urged-1.413318  
965 ibid 
966 Flynn E, From Rhetoric to Action: Implementing the UN Convention on the Rights of Persons with Disabilities (Cambridge University 

Press, 2011) p. 324  
967 Irish Independent, Minister intervenes in row at group for disabled, February 27 1998, Available at https://www.independent.ie/irish-

news/minister-intervenes-in-row-at-group-for-disabled-26197582.html  
968 Colm Keena, Acting head of council for the disabled dismissed after 2 months, 9 October 1998 (Dublin Irish Times)  
https://www.irishtimes.com/news/acting-head-of-council-for-the-disabled-dismissed-after-2-months-1.201709  
969 Irish Times, Uncomfortable reading for some civil servants 9 October 1999 available at: 

https://www.irishtimes.com/news/uncomfortable-reading-for-some-civil-servants-1.236636  
970 Jurgen De Wispelaere and Judy Walsh,  'Disability Rights in Ireland: Chronicle of a Missed Opportunity' [2007] Irish Political Studies 

517 
971 Department of Justice, Written Answers Equality and Law Reform UN Conventions [16336/04]  1 June 2004  

https://www.irishtimes.com/news/major-changes-to-disability-legislation-urged-1.413318
https://www.irishtimes.com/news/major-changes-to-disability-legislation-urged-1.413318
https://www.independent.ie/irish-news/minister-intervenes-in-row-at-group-for-disabled-26197582.html
https://www.independent.ie/irish-news/minister-intervenes-in-row-at-group-for-disabled-26197582.html
https://www.irishtimes.com/news/acting-head-of-council-for-the-disabled-dismissed-after-2-months-1.201709
https://www.irishtimes.com/news/uncomfortable-reading-for-some-civil-servants-1.236636
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headquarters and on administration rather than on the creation of projects which would directly 

benefit people with disabilities’.972 The organisation ceased operating in 2012.973  

Neither body was considered by the IDPM to truly represent them.974 Interviewees for this 

research highlighted that the activities of the People with Disabilities in Ireland Ltd often 

happened in parallel to but not in collaboration with the IDPM.975 Jacquie Brown, who was a 

member of the Commission on the Status of People with Disabilities, has stated that the 

organisation was ‘…foisted upon us rather than [emerging from] grass roots …the model was 

always wrong from the start because it was a top down approach, we were given a CEO who 

was an employee of the Department of Justice’.976 The approach of the Irish Government 

reflects what Acheson and others consider to be a general trend for the Irish state to take on a 

role ‘…in structuring the civic space in which voluntary action occurs’.977 The Irish state 

prioritised the establishment of bodies which it could control rather than providing funding to 

support and foster the growth of independent DPOs. One interviewee noted that despite the 

fact that People with Disabilities in Ireland Ltd was designed by the Irish state, public officials 

have cited its mismanagement of public funds as a failure of the IDPM.978  

The Forum of People with Disabilities was active from 1990 to 2006. It received funding from 

the European Union and from Atlantic Philanthropies.979 Chaired by Donal Toolan, the Forum 

effectively campaigned on a number of issues relating to the rights of disabled people.980 The 

Forum also regularly highlighted the need for the introduction of accountability mechanisms 

for those responsible for the provision of disability services.981 The Forum often worked in 

conjunction with activists involved in the Centres for Independent Living in Ireland, most 

notably Martin Naughton.982 

 
972  Kathleen Lynch, Minister of State for Disability, Equality, ‘Mental Health and Older People Statement in relation to People with 

disabilities in Ireland’ 25 November 2011, Available at: https://www.justice.ie/en/JELR/Pages/PR11000237 (Accessed on 2 April 2022)  
973 Nicky McFadden TD, ‘Disability Support Service’ Written answers Tuesday, 13 December 2011 [39668/11] 
974 Interview with representative of DPO 7 October 2021 (KM) 
975 Interview with DPO representative 16 July 2021 (VI) 
976 ILMI Episode Four: Recorded 20th May 2020, Jacqui Brown joins us in Conversations About Activism and change, Available at 

https://ilmi.ie/ilmi-podcasts/ (Accessed on 2 April 2022)  
977 Acheson, N Harvey, B Kearney, J and Williamson, A, ‘Two Paths, One Purpose: Voluntary Action in Ireland, North and South’ (Institute 
of Public Administration 2004), p. 197 
978 Interview with representative of DPO 7 October 2021 (KM) 
979 Pauline Conroy, ‘A Bit Different: Disability in Ireland’ (Orpen Press 2019) 
980 Rosaleen McDonagh, ‘Travellers and people with disabilities must use their vote for change’ Irish Times 24 April 2019 

https://www.irishtimes.com/life-and-style/health-family/travellers-and-people-with-disabilities-must-use-their-vote-for-change-1.3860951  
981 Carl O’Brien, ‘Call for more accountability on use of disability funding’ 13 November 2007 https://www.irishtimes.com/news/call-for-
more-accountability-on-use-of-disability-funding-1.981555  
982 Mark Hilliard, ‘Noted disability campaigner Martin Naughton dies at 62’ 13 October 2016 https://www.irishtimes.com/news/social-

affairs/noted-disability-campaigner-martin-naughton-dies-at-62-1.2828751  

https://www.justice.ie/en/JELR/Pages/PR11000237
https://ilmi.ie/ilmi-podcasts/
https://www.irishtimes.com/life-and-style/health-family/travellers-and-people-with-disabilities-must-use-their-vote-for-change-1.3860951
https://www.irishtimes.com/news/call-for-more-accountability-on-use-of-disability-funding-1.981555
https://www.irishtimes.com/news/call-for-more-accountability-on-use-of-disability-funding-1.981555
https://www.irishtimes.com/news/social-affairs/noted-disability-campaigner-martin-naughton-dies-at-62-1.2828751
https://www.irishtimes.com/news/social-affairs/noted-disability-campaigner-martin-naughton-dies-at-62-1.2828751
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The closure of the Forum was considered to have restricted the capacity of the IDPM to 

substantively contribute to the policy making process.983 However, members of the movement 

remained visible and the movement retained capacity to attract media attention.984 Notably the 

movement coordinated a sit out at the Houses of the Oireachtas in 2012 highlighting the impact 

of planned cuts to disability services.985 However, the absence of professional organisations 

hampered the ability of the movement to build on individual successes.986 

Interviewees noted that throughout the 2000s, participation in formal structures of engagement 

relating to the development of a national disability strategy detracted members of the 

movement from influencing policy priorities and proved to be ‘massively exhausting activities 

.. with very ... little result’.987 Interviewees highlighted that in the early 2010s many key 

activists experienced burn out and became unable to ‘contribute sustained time to [advocacy] 

activities’.988  

Discussions relating to the ratification of the UNCRPD sparked ‘renewed interest in 

disability policy development’ within the IDPM. 989 In recent years a number of DPOs have 

formed, for example the organisation Disabled Women of Ireland was established to provide 

a voice for disabled women in May 2018. In 2022 the grass roots DPO, Disability Power 

Ireland (‘DPI’) was established.990 DPI aim is to ‘celebrate and connect the disabled 

community and normalise disability as a natural and beautiful part of human diversity’.991 

Throughout July 2022 DPI organised a number events to celebrate Disability Pride Month.992 

The emergence of DPOs has taken place at a time at which there is reduced funding available 

to support the growth of advocacy organisations in Ireland.993 As a result many DPOs have 

struggled to secure funding. For instance, the National Platform of Self Advocates (NPSA) a 

DPO which seeks to provide a voice for people with intellectual disabilities in the policy 

making process campaigned for state funding to facilitate their continued operation from 

 
983 Interview with representative of DPO 7 October 2021 (KM) 
984 Interview with representative of DPO 21 January 2022 
985 Aine McMahon, Protest at cuts to disability payments, Irish Times 22 November 2021  
986 Interview with representative of Human Rights NGO 19 January 2022 
987 Interview with IHREC staff member 19 May 2021 (I) 
988 Interview with Commissioner of IHREC 16 August 2021  
989 Flynn E, From Rhetoric to Action: Implementing the UN Convention on the Rights of Persons with Disabilities (Cambridge University 
Press, 2011) p. 325 
990 Conor Capplis, ‘New grassroots organisation aims to change perceptions of disability with 'radical' events' Irish Examiner 29 June 2022 
991 Ibid  
992 DPI 'Disability and Pride Festival’ Available at: http://disabilitypride.ie (Accessed on 18 July 2022)  
993 Deaglan De Breadun, ‘Protesters' disability becomes their greatest strength’ 8 September 2012, Available at: 

https://www.irishtimes.com/opinion/protesters-disability-becomes-their-greatest-strength-1.527088 (Accessed on 2 August 2022) 

http://disabilitypride.ie/
https://www.irishtimes.com/opinion/protesters-disability-becomes-their-greatest-strength-1.527088
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2018-2021.994  Whilst the NPSA receiving funding in 2021, its lengthy campaign highlights 

the exclusion of DPOs from public funding streams.   

The establishment of new DPOs has encouraged reflection within the movement on the need 

to develop coherence, in particular through the establishment of umbrella organisations or 

networks. In the late 2010s, Suzy Byrne coordinated the development of Disabled People of 

Ireland which was intended to act as an umbrella organisation open to DPOs and disabled 

people. 995 However this initiative was unable to secure funding and support.996  

Separate to this initiative, in 2017 a committee composed of disabled people, chaired by Eileen 

Day, began meeting to reflect on the need for a cross impairment DPO.997 The group, going by 

the name ‘By Us With Us’, held a memorial event for twelve prominent disabled campaigners 

in September 2017.998 The discussions emerging from this event led to the launch of a new 

DPO, named the Independent Living Movement of Ireland (‘ILMI’). The ILMI was launched 

in 2018 and is funded through the Department of Health.999  

Representatives of ILMI interviewed for this research were clear in their goal that ILMI could 

and should become a pan disability umbrella organisation providing a voice for the broader 

movement. As part of this strategy, ILMI has received EU funding for a project seeking to 

develop grass roots DPOs throughout Ireland.1000 However, representatives of other DPOs 

interviewed for this research were less supportive of the view that ILMI should take on this 

central role. A number of interviewees were concerned that this initiative was not fully 

inclusive of the broader movement.1001 Their views reflected concerns that an emphasis on 

independent living leads to a focus on those with physical disabilities over other impairment 

groups, such as those with intellectual impairments.1002  

The ratification of the UNCRPD and the need to develop a shadow report has acted as a further 

impetus for the movement to come together. In 2020, the Centre for Disability Law and Policy 

 
994 Inclusion Europe – Irish self-advocacy organisation closing down for lack of funding: “This is truly unacceptable!“ 4 December 2019 

Available at: https://www.inclusion-europe.eu/irish-self-advocacy-organisation-shutting-down-for-lack-of-funding-this-is-truly-
unacceptable/  (Accessed on 2 August 2022)  
995 The Journal, ‘Disability advocate says 'it's time to put up or shut up' as she joins board of Irish Rail’ 3 August 2018 available at: 

https://www.thejournal.ie/disability-state-boards-4163500-Aug2018/  (Accessed on 2 June 2022)  
996 Interview with representative of DPO 17 January 2022 
997 Eileen Day, ‘New Horizons – Re-energizing the Disability Movement in Ireland’ 23 September 2017 Available at: 

https://www.ahead.ie/journal/New-Horizons-Re-energizing-the-Disability-Movement-in-Ireland (Accessed on 2 June 2022) 
998 Ibid  
999 Interview with representative of DPO 7 October 2021 (KM) 
1000 Interview with representative of DPO 7 October 2021 (KM) 
1001 Interview with representative of DPO 17 January 2022 
1002 McGettrick G, Health services and disability in Suzanne Quin and Bairdre Redmond (eds) ‘Disability & Social Policy in Ireland’ (UCD 

Press 2003) p. 79  

https://www.inclusion-europe.eu/irish-self-advocacy-organisation-shutting-down-for-lack-of-funding-this-is-truly-unacceptable/
https://www.inclusion-europe.eu/irish-self-advocacy-organisation-shutting-down-for-lack-of-funding-this-is-truly-unacceptable/
https://www.thejournal.ie/disability-state-boards-4163500-Aug2018/
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at NUI Galway held a number of events within the movement with the immediate goal of 

developing a shadow report.1003 Separately six DPOs came together in a coalition to prepare a 

shadow report. The DPO Coalition received funding from the IHREC to fund the production 

of a shadow report considering the challenges faced by the IDPM.1004 It was originally intended 

that this initiative may provide a basis for the development of a new umbrella organisation. 

However, members of the coalition found it difficult to develop coherent ways of working.1005 

A member of the coalition interviewed for this research reported that the experience of the 

coalition indicated that there was a need for the movement to develop a greater appreciation of 

the need for a cross disability perspective that was inclusive of all impairment groups.  

The movement therefore appears to be in a period of development with new organisations 

forming and a desire to develop coherence, leading to a number of networks being established.  

6.4 Disability policy : UNCRPD Focal Point  

Like in many states, responsibility for disability policy rests with a number of government 

departments in Ireland. National equality strategies are ‘the central policy framework adopted 

by Government to address inequality across Irish society’.1006 Since 2005, a number of national 

disability strategies have been developed to coordinate disability policy. The National 

Disability Inclusion Strategy 2017-2021 (NDIS) is the current strategy. The strategy is 

described as a ‘whole of Government strategy’. 1007 The NDIS Steering Group is chaired by the 

Minister of State with responsibility for disability and includes representatives of other 

departments.1008 As set out below the strategy has an accompanying participative structure.  

Until 2020, the Department for Justice and Equality had lead responsibility for disability policy 

and also for the process of preparing for ratification. In October 2020, the disability function 

was passed from the Department for Justice and Equality to the new Department of Children, 

Equality, Disability, Integration and Youth (‘DCEDIY’). The DCEDIY is the UNCRPD focal 

point.1009 The DCEDIY are responsible for developing a UNCRPD implementation plan and 

 
1003 Correspondence on file with the author  
1004 Interview with representative of IHREC 13 May 2022  
1005 Interview with representative of DPO 7 October 2021 
1006 Department of Children, Equality, Disability, Integration and Youth Equality Issues 2 December 2021 
<https://www.kildarestreet.com/wrans/?id=2021-12-02a.445&s=“Irish+human+rights+and+equality+commission”#g447.r>  (Accessed on 2 

April 2022)  
1007 Department of Children, Equality, Disability, Integration and Youth, Initial State Report on Compliance with the UNCRPD, 2021, para 
460 
1008 ibid 
1009 ibid  

https://www.kildarestreet.com/wrans/?id=2021-12-02a.445&s=#g447.r
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also have responsibility for the NDIS.1010 Interviewees for this research emphasised that there 

was a lack of clarity as to the relationship between the NDIS and the proposed UNCRPD 

implementation plan.1011 Prior to ratification of the UNCRPD, the Department for Justice and 

Equality brought forward the Disability Miscellaneous Provisions Bill which included a 

number of legislative amendments considered necessary to provide for ratification. However, 

this Bill was never enacted. In November 2021, the Irish Government published the General 

Scheme of Assisted Decision Making (Capacity Amendment) Bill 2021 which incorporates a 

number of provisions of the Disability Miscellaneous Provisions Bill.1012  

Responsibility for the commissioning of disability services has recently been transferred from 

the Department of Health to DCEIDY.1013 However, responsibility for the provision of 

disability services tends to be contracted out to third parties.1014 The provision of disability 

services in Ireland has been ‘forged by a history of disability charity driven by Catholic 

institutions’.1015 Historically, many services for disabled people were delivered through 

agencies controlled by the Catholic church.1016 The church conceptualised the provision of 

disability services as a form of charity.  As a result, disability policy in Ireland has historically 

strongly reflected the medical and charitable models of disability.1017 Whilst the prominence 

of catholic agencies in the provision of disability services has diminished in recent years, the 

‘culture of care’ which they developed continues to be promoted by service providers.1018 

DPOs and disabled activists interviewed for this research consistently highlighted that the 

charitable model of disability often dominates discourse relating to disability policy in Ireland.  

In addition to Government Departments, a number of non-departmental public bodies have 

responsibilities relating to disabled people, for instance the Mental Health Commission.1019 

More significantly there is an independent state body with specific responsibility for disability 

policy, the National Disability Authority (NDA).  

 
1010 Department of Children, Equality, Disability, Integration and Youth ‘National Disability Inclusion Strategy 2017 – 2021’ 2017  
1011 Interview with DPO representative 16 July 2021 (VI) 
1012  Department of Children, Equality, Disability, Integration and Youth ‘General Scheme and Heads of Bill: Assisted Decision Making 

(Capacity Amendment) Bill 2021’ (November 2021) 
1013 Health (Miscellaneous Provisions) Act 2022 (12 April 2022) 
1014 Quinn S, ‘Health services and disability’ in Suzanne Quin and Bairbre Redmond Disability & Social Policy in Ireland ( University 

College Press Dublin) 200, p. 83 
1015 Jurgen De Wispelaere and Judy Walsh,  'Disability Rights in Ireland: Chronicle of a Missed Opportunity' [2007] Irish Political Studies 
517 p. 519 
1016 Barrington R, Health, medicine and politics in Ireland 1900–1970 (Institute of Public Administration 1987) 
1017 McGettrick G, ‘Health services’ (n. 924) p. 82  
1018 Donal Toolan, ‘An emerging rights perspective for disabled people in Ireland: an activist’s view’ in Suzanne Quin and Bairbre Redmond 

‘Disability & Social Policy in Ireland’ (University College Press Dublin) 2003, p. 173 
1019 See Mental Health Commission website https://www.mhcirl.ie  

https://www.mhcirl.ie/
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The Commission on the Status of People with Disabilities recommended the establishment of 

a NDAto monitor implementation of its recommendations, to coordinate disability policy and 

to perform related functions including the creation of appropriate standards for disability 

services. The Commission recommended that 60% of the membership of the Board of the NDA 

should be disabled people and their families.1020 

The NDA was established by way of the NDA Act 1999 as a body corporate.1021 Members of 

the NDA are appointed by the Minister who must have regard to the objective ‘that a majority 

of the Authority would be persons with disabilities, their representatives, families or carers’ 

when making appointments’. The NDA website does not indicate which of its 14 members fall 

into this category. A press release issued by the Department at the time of the appointment of 

the current memberships does not indicate that any of the members are disabled people.1022 The 

NDA does not have formal arrangements for engaging with disabled people. The current 

strategic plan for the NDA suggests that it will hold thematic events with disabled people and 

their representative groups.1023 DPO representatives interviewed for this research were 

generally critical of the approach adopted by the NDA and felt that in its composition and its 

workings it did not reflect the spirit of the Commission’s recommendation.1024 One DPO leader 

stated; ‘what’s been really disappointing with the NDA has been it has sought to kind of co-

opt the space as being kind of like the intermediary that manages the relationship between 

DPOs and the state’.1025 Rather than providing a bridge between the state and civil society it 

appears that the NDA is providing a buffer. In 2022 amendments were made to the NDA 1999 

to provide that the employees of the NDA shall be civil servants within the Civil Service of the 

Irish State.1026 This development is likely to increase the perception of the NDA as an agent of 

government.  

Independent of initiatives by the Government, in 2020 the Oireachtas established a Committee 

on Disability Matters to consider all disability matters, including monitoring Ireland's 

implementation of the UNCRPD.1027 The establishment of this Committee reflects the 

 
1020 Recommendation 20  
1021 s. 6  
1022 Department of Justice, Appointments to the Board of the National Disability Authority, August 2018 . Available at: 

https://www.justice.ie/en/JELR/Pages/PR18000272 
1023 NDA Strategic Plan 2022-2024, available at: <https://www.nda.ie/about-us/corporate-publications/strategic-
plans/strategic%20plan%202022%20-2024/> (Accessed on 2 June 2022) p. 16  
1024 Interview with representative of DPO 7 October 2021 (KM) 
1025 An Interview with DPO representative 21 July 2021 (AI) 
1026 Assisted Decision-Making (Capacity) (Amendment) Act 2022  Section 93(1)(b)(ii)  
1027 See website of Committee on Disability Matters https://www.oireachtas.ie/en/committees/33/disability-matters/ (accessed on 21 

September 2021)  

https://www.nda.ie/about-us/corporate-publications/strategic-plans/strategic%20plan%202022%20-2024/
https://www.nda.ie/about-us/corporate-publications/strategic-plans/strategic%20plan%202022%20-2024/
https://www.oireachtas.ie/en/committees/33/disability-matters/
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commitment of the Oireachtas to support the implementation of the UNCRPD. In 2020 the 

Committee issued a consultation on its terms of reference and work programme.1028 The 

evidence sessions of the Committee have provided a forum in which DPOs and the IHREC can 

raise concerns relating to the rights of disabled people. In 2021 the Committee published a 

report on aligning disability funding with the UNCRPD.1029 

Whilst the Irish Government have emphasised that the NDIS constitutes a ‘whole of 

government’ approach to disability policy, this has not been demonstrated in practice. One 

DPO representative highlighted that the broad range of state bodies and committees with 

responsibility for disability can be confusing and in their view ‘dissipates efforts’.1030 

6.5 UNCRPD Article 33(2)  

The Irish Government’s roadmap to ratification suggested that a IMF would be established 

comprised of both the IHREC and the NDA.1031 

The IHREC has consistently encouraged reflection within Government and civil society on 

implementation of Article 33(2). In 2016, the IHREC published research conducted by the  

CDLP which considered options for establishing an IMF in Ireland. The report considered the 

guidance provided by the UNCRPD Committee on the composition of an IMF and on the 

designation of an IMM.1032 The CDLP recommended that the IHREC be designated as the 

IMM, alongside an advisory committee composed of a ‘diverse group of people with lived 

experience of disability’.1033 

The CDLP report noted that due to the absence of an umbrella DPO in Ireland, there were 

limited prospects for the establishment of an IMFamework including DPOs.1034 As outlined 

above, since this research was produced a number of new DPOs have been established.  

 
1028 Joint Oireachtas Committee on Disability Matters, ‘Consultation on Terms of Reference and Work Programme’ 2020  
1029 Joint Committee on Disability Matters Aligning Disability Funding with the United Nations Convention on the Rights of Persons with 

Disabilities Budget 2022 Pre-Budget Submission July 2021 33/DM/02 
1030 Interview with DPO representative 21 July 2021 (AI) 
1031 Department of Justice, Roadmap to Ratification of the United Nations Convention on the Rights of Persons with Disabilities 
1032 NUIG CDLP, Establishing a Monitoring Framework in Ireland for the United Nations Convention on the Rights of Persons with 
Disabilities, 2016 
1033 Ibid p. 74  
1034 Ibid  

https://www.ihrec.ie/app/uploads/2020/11/Submission-to-JOC-on-Disability-Matters-Final-Clean-09112020.pdf
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As discussed below following on from this report the IHREC established a disability advisory 

committee, utilising its existing powers. The establishment and operation of the IHREC-DAC 

will be analysed below.  

The Irish Government in 2021 indicated that the IHREC would be solely designated as the 

IMM.1035 The designation of the IHREC as the IMM was originally to be provided for by way 

of the Disability Miscellaneous Provisions Bill. However this Bill did not progress. The 

designation will now be realised by way of the Assisted Decision-Making (Capacity) 

(Amendment) Bill 2022. The 2022 Bill will also include amendments to the 1999 Act to 

provide for the NDA to assist the IHREC in its monitoring role. The NDA has indicated that it 

will provide statistical information and advice to the IHREC.1036  The Bill indicates that the 

NDA and the IHREC will agree a Memorandum of Understanding relating to the support to be 

provided by the NDA.  

All DPOs interviewed for this research were content with the proposal to designate the IHREC 

solely as the IMM.1037 I explored whether DPOs had reflected on the potential for DPOs to be 

designated as part of a Framework.  A number of DPO representatives suggested that the 

potential inclusion of DPOs within a Framework should be revisited in a number of years as 

the IDPM develops. During pre-legislative scrutiny of the 2021 Bill a number of DPOs 

suggested that the IHREC should be placed under an obligation to engage directly with disabled 

people and their organisations when performing their role as an IMM.1038 This suggestion was 

reflected in the report of the Oireachtas Committee on Children, Equality, Disability, 

Integration and Youth in their report on the General Scheme of the 2021 Bill.1039 The IHREC 

has not raised an objection to this suggestion.  

Joe McGrath of the National Platform of Self Advocates when providing evidence on the 2022 

Bill questioned the necessity to provide a statutory basis for the involvement of the NDA.1040 

His view reflected a general lack of confidence within the IDPM in the NDA. The IHREC 

representatives interviewed for this research appreciated that the IDPM lacked confidence in 

 
1035 Ireland, Initial Report under the Convention on the Rights of Persons with Disabilities 2021 para 463  
1036  Department of Children, Equality, Disability, Integration and Youth ‘General Scheme and Heads of Bill: Assisted Decision Making 

(Capacity Amendment) Bill 2021’ (November 2021) 
1037 ibid  
1038 Committee on Children, Equality, Disability, Integration and Youth Report on Pre-legislative Scrutiny of the General Scheme of the 

Assisted Decision-Making (Capacity) (Amendment) Bill 2021 (CDEI 33 008) April 2022, p. 52 
1039 ibid 
1040 Joint Committee on Children, Equality, Disability, Integration and Youth, General Scheme of the Assisted Decision-Making (Capacity) 

(Amendment) Bill 2021: Discussion, 16 February 2022 
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the NDA and emphasised that the IHREC had sought to limit the involvement of the NDA 

within the IMM.1041  

6.6 IHREC  

6.6.1 Establishment of the IHREC  

The IHREC was established by way of the Irish Human Rights and Equality Commission Act 

2014. The IHREC is Ireland’s NHRI and national equality authority.  

The IHREC was formed following the merger of the IHRC with the Equality Authority. The 

Irish Government first proposed the merger of the two bodies in 2008 as part of a programme 

of public service rationalisation to address budgetary constraints brought on by the global 

financial crisis.1042 This proposal was not implemented due, in part, to concerns raised by civil 

society. However, both bodies were subject to significant reductions in their budgets which 

restricted their capacity to deliver their statutory responsibilities.1043  

Following on from this, in 2011 the then Minister for Justice, Equality and Defence announced 

that the Government intended to establish a ‘new, integrated and independent’ human rights 

and equality commission and to form a working group to advise on the mandate, structure, 

composition, functions, and performance of the new IHREC.1044  

To influence the work of the Committee, civil society in Ireland came together in a coalition 

group called the Irish Equality and Rights Alliance. OfDPs were included within the 

Alliance.1045 The Alliance sought to influence the design of the IHREC. However, issues 

relating to the rights of disabled people were not substantively discussed. The report of the 

working group was broadly welcomed by the IHRC and by civil society.1046 

In referring to the obligation to establish an IMF in line with Article 33(2), the working group 

noted ‘In other jurisdictions, the NHRI undertakes this role. In Ireland, the National Disability 

Authority could equally discharge this function’.1047 It is notable that the working group did 

 
1041 Interview with IHREC representative 13 May 2022 
1042 Pegram T, Bridging the Divide: The Merger of the Irish Equality Authority and Human Rights Commission (TCD Press 2013)    
1043 Ibid p. 35 
1044 Department of Justice, ‘Report of the Working Group on the new Human Rights and Equality Commission’ 19 April 2012 para 121 
1045 Equality and Rights Alliance, A Roadmap to a Strengthened Equality and Human Rights Infrastructure in Ireland (Equality & Rights 

Alliance, 2011) 
1046 Pegram T, ‘Bridging the Divide’ (n. 955), p. 38  
1047 Report of Working Group on the proposed merger of the Irish Human Rights Commission and the Equality Authority into a Human 

Rights and Equality Commission November 2011, para  3.32  
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not consider the prospect of the NDA being submerged within a new Commission, nor did the 

working group consider the relationship between the new Commission and the NDA.1048 

Overall, there was a lack of discussion on how the IHREC should be designed in order to ensure 

that it was well placed to promote and protect the rights of disabled people.1049  

6.6.2 Structure of the IHREC  

The IHREC is established as a body corporate.1050 The IHREC is accountable to the Oireachtas. 

The IHREC is required to lay its annual reports before the Oireachtas, and the Director is 

accountable to the Public Accounts Committee of the Oireachtas.1051 

The IHREC reflects the Commission model of NHRIs which is common throughout the 

Commonwealth. The IHREC consists of 15 Commissioners.  Commissioners are appointed by 

the President of Ireland on the advice of Government, following a resolution of each House of 

the Oireachtas on the basis of an open recruitment process. There is no provision for the 

involvement of civil society in the appointment process. However, the Oireachtas must ensure 

that the composition broadly reflects the nature of Irish society.1052 Members are appointed in 

their individual capacity rather than as representatives of specific organisations.  

The IHREC is required to develop a strategic plan, comprising of key objectives and 

priorities.1053 The Commissioners meet on a monthly basis to take strategic decisions. The 

Commission has a number of sub-committees to ensure efficient decision making.1054 It is 

supported by a secretariat of 62 staff, including a Director and four senior managers.1055  

6.6.3 Independence  

The IHREC was re-accredited as an A status NHRI in June 2021.1056 The GANHRI SCA did 

not raise any substantive concerns relating to compliance with the Paris Principles. However, 

the SCA did recommend that the IHREC ‘…advocate for the formalization and application of 

a uniform process that ensures the broad participation of civil society in the selection and 

 
1048 Interview with former senior staff member of IHREC 10 January 2022 
1049 Interview with representative of Human Rights NGO 14 January 2022 
1050 Irish Human Rights and Equality Act 2014 section 8(3)  
1051 Ibid section 28  
1052 Ibid section 13  
1053 Ibid section 25  
1054 Interview with IHREC staff member 19 May 2021 (I) 
1055 IHREC Annual Report 2020 p. 66  
1056 ICC Sub-Committee on Accreditation Report – June 2021 
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appointment process and the assessment of applicants on the basis of pre-determined and 

objective criteria’.1057 Whilst the SCA considered the potential designation of the IHREC as a 

National Preventative Mechanism for the purposes of the UN Convention against Torture, it 

did not consider the proposed designation of the IHREC as Ireland’s IMM.1058 The IHREC 

publicised the accreditation process to civil society,  however the SCA did not highlight any 

specific concerns raised by civil society in Ireland.1059  DPOs interviewed for this research were 

generally unaware of the accreditation process.  

The IHREC is funded through a vote of the Oireachtas. The 2021 budget for the IHREC was 

€7.014m.1060 In an interview for this research, a representative of the IHREC indicated that the 

IHREC is well resourced and that requests for additional resources are likely to be granted.1061  

One interviewee highlighted that whilst the IHREC has sufficient funding to meet the 

requirements of the Paris Principles, to effectively deliver their extensive statutory obligations, 

the IHREC would require significant additional resources.1062 In evidence given to the 

Oireachtas, the IHREC has emphasised that the allocation of additional responsibilities should 

be accompanied with the allocation of additional resources.1063 The formal designation of the 

IHREC as the IMM may therefore be accompanied with increased funding.  

As outlined in Chapter 2, the culture of an NHRI has the potential to impact significantly upon 

its independence. In general, the DPOs interviewed for this research felt that the Commission 

is independent and has a strong culture of independence. One DPO representative emphasised 

that ‘…whilst it does have to operate within the structures of being kind of like a state body … 

it occupies a distinct voice within that space, and it’s always sought to be independent and to 

highlight the issues that marginalised groups face and to also kind of advance human rights 

over highlighting the interests of the state’.1064 Amongst interviewees, it was generally felt that 

the current composition of commissioners within the IHREC supported its independence.1065 

However, some DPOs questioned the willingness of the IHREC to openly criticise Government 

initiatives and the work of other public authorities, in particular the NDA. One interviewee 

 
1057 Ibid p. 17  
1058 Ibid  
1059 IHREC Press Release NGOs invited to make submissions to ICC on IHREC accreditation by 16 July 2015 07/07/2015 (Accessed on 21 

September 2021)  
1060 IHREC, ‘Annual Report 2021’ (June 2022) p. 75  
1061 Interview with IHREC senior staff member 19 May 2021 (I) 
1062 Interview with DPO representative (DI) 17 January 2022   
1063 Joint Oireachtas Committee on Disability Matters, UN Convention on Rights of Persons with Disabilities and Ratification of Optional 
Protocol: Discussion,  17 June 2021 
1064 Interview with DPO representative 21 July 2021 (AI) 
1065 Interview with DPO representative 1 July 2021 (DA) 
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suggested that Commissioners are often conscious of the impact of their actions on their future 

employment opportunities.1066 One interviewee suggested that the independence of the IHREC 

would be strengthened if it prioritised the appointment of staff who have experienced within 

the IDPM.1067 

6.6.4 Structures for engaging with disabled people  

The structure of the IHREC does not expressly provide for the participation of civil society. 

The IHREC has a power to establish advisory committees ‘for the purpose of establishing and 

maintaining effective co-operation with representatives of relevant agencies and civil 

society’.1068 Utilising this power the IHREC established the IHREC-DAC in 2019.1069  

The role of the IHREC-DAC is to assist and advise the Commission on ‘matters related to its 

function of keeping under review the adequacy and effectiveness of law and practice in the 

State relating to the protection of people with disabilities’ and on the fulfilment of its 

independent monitoring role under the UNCRPD.1070 The Assisted Decision-Making 

(Capacity) (Amendment) Bill 2022 proposes amendments to the IHREC Act to provide a 

statutory basis for the appointment of an advisory committee to assist and advise IHREC on 

matters relating to its functions as an IMM.1071 The Bill will therefore provide a statutory basis 

for the IHREC-DAC.  

The IHREC-DAC has fourteen members: three are Commissioners, including the Chair of the 

Commission and eleven were recruited through open competition, which included DPO 

representation.1072 When interviewed, three DPOs raised specific concerns relating to the 

IHREC’s approach to the recruitment of IHREC-DAC members. DPO representatives 

highlighted that the definition of disability which informed the recruitment of the IHREC-DAC 

members was based on the definition of disability included in the Disability Act 2005.1073 One 

DPO representative specifically highlighted that this definition was not fully inclusive of 

persons with psychosocial disabilities. 1074 DPOs also felt that Irish disability activists should 

 
1066 Interview with DPO representative 16 July 2021 (VI) 
1067 Interview with DPO representative 13 August 2021 (DI) 
1068 Irish Human Rights and Equality Act 2014 section 18  
1069 IHREC Press Release New Departure on Rights of Persons with Disabilities as Formal Committee Begins Work in Monitoring Ireland’s 

Obligations 28/01/2019 (accessed 21 September 2021) 
1070 IHREC Press Release: New Departure on Rights of Persons with Disabilities as Formal Committee Begins Work in Monitoring 

Ireland’s Obligations 28 January 2019  
1071 Section 18  
1072 ibid  
1073 Interview with DPO representative 13 August 2021 (DW) and Interview with DPO representative 19 July 2021 (EE) 
1074 Interview with DPO representative 19 July 2021 (EE) 

https://www.ihrec.ie/new-departure-on-rights-of-persons-with-disabilities-as-formal-committee-begins-work-in-monitoring-irelands-obligations/


 176 

have been included in the recruitment process. It is noted that a recruitment exercise for five 

new members launched in June 2022 is based on the definition of disability included in Article 

1 of the UNCRPD.1075 However the Assisted Decision-Making (Capacity) (Amendment) Bill 

2022 in referring to the composition of the IHREC-DAC refers to the definition of disability 

included in the 2005 Act rather than the definition provided in the UNCRPD. 

The IHREC-DAC is an advisory body, it exists as a mechanism to inform the IHREC. It is 

considered by both IHREC representatives interviewed for this research and by DPOs to be 

influential. In the words of a senior staff member within IHREC ‘I would say the Disability 

Advisory Committee is probably the strongest expression of civil society being part of the 

structure of the commission’.1076 The IHREC-DAC formally convened six times during 

2020.1077  

Despite concerns raised in relation to the recruitment process, the establishment of the IHREC-

DAC was in general welcomed by members of the IDPM interviewed for this research. The 

membership of the IHREC-DAC was considered to be broad based, with many members being 

drawn from established DPOs. One DPO representative highlighted that the absence of a 

member of the IHREC-DAC who identified as a person with a psychosocial disability 

undermines the potential for the IHREC-DAC to represent the views of such persons.1078 The 

representative highlighted that they have raised the matter with senior staff in IHREC and have 

not received a clear response. However, the members of the IHREC-DAC interviewed for this 

research emphasised that they are conscious of this potential gap and have sought to address it 

through their broader activities.1079  

The establishment of the IHREC-DAC is considered to have bolstered the credibility of IHREC 

in the eyes of the IDPM. One interviewee stated that it was a way of ‘…saying to the DPOs 

and to the wider disability community that IHREC cares, that they want to do this monitoring 

job properly by having their own direct information’.1080 It was noted positively that two 

 
1075 IHREC ‘Recruitment Pack’ Available at:  https://osbornerecruit-

my.sharepoint.com/:w:/g/personal/dylan_gannon_osborne_ie/EQwD66-
Ftv1MtdfoVLg78g8BBHXwqe6KkL4PjKgHNM_L4g?rtime=rCIJFWhp2kg (Accessed on 18 July 2022)  
1076 Interview with IHREC staff member 19 May 2021 (I) 
1077 IHREC ‘Annual Report 2020’ 13 July 2021 
1078 Interview with DPO representative 19 July 2021 (EE) 
1079 Interview with DPO representative 1 July 2021 (DA) 
1080 Interview with DPO representative 19 July 2021 (EE) 
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members of the IHREC-DAC have subsequently been appointed as commissioners of the 

IHREC.1081  

Two members of the IHREC-DAC interviewed for this research emphasise that they were 

generally pleased with how the IHREC-DAC has operated and with the level of influence that 

they have over decisions and activities within the IHREC.1082 One member considered that they 

are valued as ‘a direct source of information of reality’.1083 In support of this view, it is noted 

that the IHREC-DAC have been closely involved in the development of the IHREC Strategy 

Statement 2022-24.1084 However, I do note that when a vacancy emerged in the membership 

of the IHREC-DAC this was not filled. In addition, the term of office of the first membership 

came to an end in January 2022. This is likely a result of the forthcoming legislation. However, 

the absence of public statements from the IHREC until the June 2022 recruitment initiative is 

a source of concern.  

The members of the IHREC-DAC are appointed on an individual basis. Considering the 

emphasis which the UNCRPD Committee places on engaging with disabled people through 

their organisations, I explored if the IHREC had considered including representatives of DPOs 

within the IHREC-DAC. An IHREC senior staff member considered that appointing members 

on the basis of their expertise meant that members were more likely to provide a broad range 

of perspectives on matters under consideration. Individuals appointed due to their membership 

or relationship with an organisation may be less likely to share their own expertise and 

perspective and more likely to set out their organisation’s position.1085 The senior staff member 

considered that there was a risk that having a mixture of members who were able to speak on 

behalf of organisations and individuals speaking based on their own expertise may undermine 

the capacity of the IHREC-DAC to provide robust advice.1086 In addition, allocating 

membership on the IHREC-DAC to DPOs was considered contentious as it would involve the 

IHREC in determining the suitability of organisations to speak on behalf of disabled people.1087  

The Assisted Decision-Making (Capacity) (Amendment) Bill 2022 will provide a statutory 

basis for the advisory committee. The clause requires that half of the members shall have or 

 
1081 Interview with DPO representative 1 July 2021 (DA) 
1082 ibid 
1083 ibid 
1084 ibid 
1085 Interview with IHREC representative 13 May 2022 
1086 ibid 
1087 ibid 
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have had a disability.1088 In June 2022 the IHREC committed to ensure that 75% of the external 

members of the IHREC will be disabled people, under the definition provided in the UNCRPD. 

The clause does not provide for individuals to be appointed to represent DPOs or other 

organisations. This issue was not raised in pre-legislative scrutiny.  There is a risk that if the 

legislation were to require that representative organisations be included within the IHREC-

DAC, OfDPs may effectively advocate for their own participation in the IHREC-DAC to be 

provided for in law.1089 An IHREC senior staff member emphasised that it was important not 

to ‘underestimate the forces against DPOs’.1090 It appears therefore that the clause will be 

enacted as drafted, responsibility for the appointment to the IHREC-DAC will continue to rest 

with the IHREC and that appointments will continue to be made on an individual basis. The 

merits of this approach will be discussed in my concluding chapter.  

6.7 Collaboration between the IHREC and IDPM 

In this section I will consider how the IHREC and IDPM have collaborated. I will begin by 

examining specific activities of the IHREC relating to DPOs and will then turn attention to 

their promotional activities and finally their protection activities. Across all activities I will 

assess how the IDPM is engaging with the IHREC to strengthen its voice and challenge the 

conditions which undermine its capacity.  

6.7.1 Supporting the development of DPOs  

The IHREC has an overarching statutory obligation to promote awareness of human rights and 

has interpreted this obligation broadly. Within its strategic plan and structure the IHREC places 

a strong emphasis on supporting civil society. The IHREC’s current strategic plan includes an 

objective to ‘strengthen relationships with civil society and foster an enabling environment for 

human rights development’.1091 The IHREC has specifically considered how its activities 

support the development of DPOs. A senior member of staff at the IHREC interviewed for this 

research emphasised that the IHREC has a multi-faceted role in supporting DPOs which 

includes: provision of financial support, educating and empowering DPOs and ‘steering the 

state’ to advocate for their inclusion.1092  

 
1088 Section 8  
1089 Interview with DPO representative 16 July 2021 
1090 Interview with IHREC representative 13 May 2022 
1091 IHREC Strategy Statement 2019-21 (IHREC 2019) 
1092 Interview with IHREC staff member 19 May 2021 (I) 
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The IHREC administers a €350,000 grant programme, which provides small grants up to 

€6,000 and general grants up to €20,000 to CSOs involved in the promotion of human 

rights.1093 Whilst one of the three strands of the 2021-22 grant scheme is progressing the rights 

of disabled people, it is notable that the grants programme does not seek to prioritise the 

provision of grants to DPOs.  

There was broad awareness of the scheme amongst DPOs interviewed for this research.1094 

Unsurprisingly, a number of DPOs who had received funding under the scheme were generally 

quite complimentary.1095 One DPO who applied through the scheme and was unsuccessful 

highlighted that the IHREC provided the organisations with clear reasons for the decision and 

constructive feedback.1096  

A number of DPOs highlighted that the programme was not accessible to them due to the 

requirement that organisations be registered either as a company or as a charity.1097 Two DPOs 

highlighted that this requirement presents a potential obstacle to DPOs.1098 It was noted that 

many DPOs originated and remain as grass roots organisations and do not have the capacity to 

register as companies or charitable organisations. Furthermore, one DPO highlighted that 

arrangements in place to register as a charitable organisation are out-dated and stigmatising for 

disabled people. One DPO leader stated that the requirement that DPOs be registered as a 

charity or company to access funding was ‘reinforcing systems that have historically 

contributed to disabled people’s exclusion’.1099 A representative of the IHREC highlighted that 

these requirements were technical requirements considered necessary to ensure the proper use 

of public funds.1100  

In addition to the grant programme, the IHREC operate a scholarship programme for civil 

society activists to fund their participation in a human rights diploma. A number of disability 

activists have benefited from this programme.1101 However, one interviewee highlighted that 

the programme is only open to staff members of CSOs and that this requirement disadvantages 

 
1093 IHREC Human Rights & Equality Grants Scheme 2020-21(IHREC 2020) 
1094 Interview with DPO representative 16 July 2021 (VI) 
1095 Interview with DPO representative 6 August 2021 (W) 
1096 Interview with DPO representative 21 July 2021 (AI) 
1097 IHREC Press Release Human Rights and Equality Grant Scheme 2021-22 Opens for Applications 12/03/2021 (Accessed 21 September 

2021) 
1098 Interview with DPO representative 19 July 2021 (EE) 
1099 Interview with DPO representative 13 August 2021 (DW) 
1100 Interview with former senior staff member of IHREC 10 January 2022 
1101 Interview with IHREC staff member 19 May 2021 (I) 
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grass roots DPOs which are composed principally of volunteers and are unlikely to have 

employed staff members.  

Several interviewees considered that the IHREC should be more open to funding grass roots 

DPOs and to supporting them to become registered as organisations. Two interviewees felt the 

IDPM face unique challenges to establishing and sustaining advocacy organisation and 

suggested that the IHREC should be more proactive in seeking out and supporting DPOs.1102 

Overall, I found that the potential for the grant programme to support the growth of the IDPM 

was not being fully realised and the need for specific measures to ensure the programme was 

accessible to DPOs was not fully examined.  

The IHREC is the only NHRI examined for this research which operated a grants programme. 

I investigated with interviewees whether there was a risk that DPOs and CSOs, more generally, 

would become unwilling to criticise the IHREC due to a concern that this may jeopardise a 

funding application. Overall interviewees considered that the programme had not had this 

effect.1103 In support of this view it was noted that the grants were relatively small and unlikely 

to substantively influence the core activities of a recipient.1104 A representative of the IHREC 

highlighted that applications were assessed by a rigorous process which was insulated from 

any potential undue influence from the IHREC staff members.1105 Overall, therefore I consider 

that the operation of the small grants programme has not had the effect of undermining the 

willingness of DPOs and civil society to critique the activities of the IHREC.  

Empowering DPOs  

As set out previously the UNCRPD Committee have emphasised that through the act of 

participating in policy discussions disabled people enhance their capacity to influence public 

policy.1106  

The IHREC senior staff and members of the IHREC-DAC were conscious that by facilitating 

the participation of DPO leaders within their monitoring activities, the IHREC is supporting 

the development of the IDPM.1107 It is noted that whilst members of the IHREC-DAC are 

 
1102 Interview with DPO representative 16 July 2021 (VI) 
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1106 See chapter 3  
1107 Interview with senior staff member of IHREC 19 May 2021  
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appointed in their individual capacity, a number of the members hold senior positions within 

DPOs. Members of the IHREC-DAC interviewed for this research believe that through their 

engagement within the IHREC-DAC they have developed their knowledge and skills, thereby 

enhanced their ability to support the growth and development of their own organisations.1108 A 

DPO representative interviewed for this research indicated that the initial conversations which 

led to the development of the DPO Coalition took place at the periphery of the IHREC-DAC 

meetings. They further highlighted that the IHREC facilitated the development of the DPO 

Coalition, in particular by providing meeting rooms and funding sign language interpretation 

to facilitate participation in their meetings.1109 This suggests that through the structures put in 

place to conduct their monitoring activities, the IHREC is supporting members of the 

movement to develop their policy expertise and facilitating coherence across the movement.  

Through my evidence gathering I identified that DPOs have enhanced their understanding of 

human rights and their capacity to utilise human rights in their advocacy through their 

engagement with the IHREC.1110 A representative of a DPO focused on the rights of people 

with autism which has engaged with the IHREC and whose members participate in the IHREC-

DAC highlighted that ‘our dealings with [the] IHREC have really kind of shaped the way that 

we’ve seen autism and the way that we’ve seen disability as well, and it’s really kind of shaped 

our own view within that space and also our own advocacy in terms of advancing the human 

rights of autistic people as well’.1111  

6.7.2 Steering the state : Priority to DPOs  

DPOs interviewed for this research consistently emphasised that one of the key challenges to 

the establishment of a robust IDPM was the continued pre-eminence of OfDPs. These 

organisations continued to present themselves as the authentic voice of disabled people and to 

monopolise state funding.1112 Furthermore it was considered that OfDPs, who were often 

service providers continued to reinforce the influence of the charitable model on disability 

discourse in Ireland.1113 Interviewees suggested that OfDPs put forward the view that disabled 

 
1108 Interview with representative of Disability Advisory Committee 29 June 2021 (E) 
1109 Interview with DPO representative 1 July 2021 (DA) 
1110 Interview with Commissioner of IHREC 16 August 2021  
1111 Interview with DPO representative 21 July 2021 (AI) 
1112 Interview with DPO representative 16 July 2021(VII) 
1113 Interview with DPO representative 17 January 2022 (DI) 
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people, in particular those with intellectual disabilities, needed the non-disabled to speak on 

their behalf.1114  

Representatives of the IHREC interviewed for this research considered that one of its key roles 

was ‘ensuring that the voice of people with disabilities are viewed as being legitimate…’.1115 

The IHREC in its policy submissions has consistently highlighted that the state is required to 

‘…give priority to the views of DPOs on matters relating to persons with disabilities’. 1116 

IHREC representatives also highlighted that they were conscious of the risk of service 

providers ‘human rights washing’ their activities and organisations. Indeed the IHREC have 

recommended that the Irish Government develop a framework for the recognition and support 

of DPOs.1117  

Despite these measures, DPOs consistently highlighted that IHREC needed to be more 

proactive in challenging OfDPs who seek to present themselves as the authentic voice of 

disabled people. Two DPOs specifically suggested that IHREC needed to provide advice on 

how the Irish Government could ensure the views of DPOs are prioritised in the Irish public 

policy process.1118 It was considered that there was a need for IHREC to develop guidance on 

how GC 7 should be reflected in the Irish policy making process.1119  As discussed below there 

is a need for IHREC to clearly set out the definition of DPOs included in GC 7.  

GC 7 makes clear that states should provide funding to DPOs to allow them both to participate 

in the policy making and monitoring processes.1120 DPOs interviewed for this research 

consistently highlighted the lack of available funding to support their advocacy activities.1121 

The IHREC has highlighted the need for the state to provide funding for DPOs1122 and 

influenced a report by the Oireachtas Committee which called for additional funding.1123 

However, the IHREC has not put forward specific suggestions for the development of a funding 

programme and also has not offered critical comment when the state has established funding 

 
1114 Interview with DPO representative 17 January 2022 
1115 Interview with Commissioner of IHREC 16 August 2021  
1116 IHREC Submission to Consultation on Terms of Reference and Work Programme for the Joint Oireachtas Committee on Disability 

Matters (IHREC November 2020) 
1117 Joint Oireachtas Committee on Disability Matters UN Convention on Rights of Persons with Disabilities and Ratification of Optional 
Protocol: Discussion (17 June 2021) https://www.kildarestreet.com/committees/?id=2021-06-17a.597&s=IHREC#g633 
1118 Interview with DPO representative 1 July 2021 (ah)  
1119 Interview with DPO representative 16 July 2021 (VI) 
1120 CRPD Committee (n. 62) para 11  
1121 Interview with DPO representative 6 August 2021 
1122  IHREC Observations on the General Scheme of the Equality / Disability (Miscellaneous Provisions) Bill (IHREC November 2016) p. 
24  
1123 Joint Committee on Disability Matters Aligning Disability Funding with the United Nations Convention on the Rights of Persons with 

Disabilities Budget 2022 Pre-Budget Submission July 2021 33/DM/02 
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programmes which fall short of the requirements of the GC 7. For instance, the IHREC did not 

highlight the failure of the Irish Government to ensure the Disability Participation and 

Awareness Fund 2021 prioritised DPOs.1124   

6.7.3 Steering the State: Participative mechanisms  

DPO representatives highlighted that the Irish Government had developed a range of 

participative structures that amounted only to ‘talking shops’.1125 It was considered by DPO 

representatives that there was a need for the IHREC to scrutinise participative structures 

established by the state to ensure they were providing DPOs with a genuine opportunity to 

influence the policy making process.   

In my evidence gathering I critically assessed the role of the IHREC in scrutinising and 

advising on participative mechanisms. The Irish Government has established a Disability 

Stakeholder Group (‘DSG’) to monitor implementation of the NDIS. The DSG engage with 

the full range of Government Departments. Each Government Department is required to 

establish a ‘disability consultation committee (‘DCC’)’ to engage with the DSG and report on 

implementation of Departmental objectives relating to the NDIS. However the DSG has 

expressed concern that ‘DCCs are not running consistently across all Departments’.1126  

During my evidence gathering the DCEDIY ran a recruitment process for the sixth DSG. For 

the first time representatives of organisations were invited to apply for membership of the DSG 

and the Minister specifically invited representatives of DPOs.1127 The current DSG includes 

representative of both DPOs and OfDP. It also includes both disabled people and people with 

‘lived experience of disability’. In my evidence gathering I identified limited examples of the 

IHREC engaging with the DSG or engaging with Government in relation to the DSG. In 

contrast, the NDA has a specific role to support the DSG. As discussed below the lack of 

engagement by IHREC with the DSG seems in part to be a consequence of the IHREC not 

wishing to encroach upon the activities of the NDA.1128  

 

 
1124 Department of Children, Equality, Disability, Integration and Youth Minister Rabbitte opens the first funding call for the Disability 

Participation and Awareness Fund 2021 22 October 20221  
1125 Interview with DPO representative 6 August 2021 (DW) 
1126 Disability Strategy Group, Draft Meeting Minutes Thursday 25th February 2021, Doc Ref: DSG5/75 
1127 Department of Children, Equality, Disability, Integration and Youth, Written answers Tuesday, 12 October 2021 
1128 Interview with former senior staff member of IHREC 10 January 2022 
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In 2019, the Government proposed the development of a consultation and participation model 

to ‘…support the emergence and ongoing operation of Disabled Persons Organisations in line 

with the Convention’.1129 In 2020, the Irish Government established a Disability Participation 

and Consultation Network (‘DPCN’) which is comprised of an organizing member, four grant 

funded members and 113 voluntary members, who are a mixture of individuals, DPOs and 

OfDPs.1130 The stated goal of the DPCN is ‘to ensure disabled people and disability 

organisations are actively engaged and consulted on policies & legislation in line with 

UNCRPD’. One the principal tasks of the DPCN since its establishment has been to develop a 

shadow report to the UNCRPD Committee.  The DCEDIY has emphasised that the DPCN is 

intended to ‘build capacity within the disability community’.1131 The Irish Government have 

not clarified how the DPCN will interact with the DSG. Whilst the DSG does not have a role 

in building the capacity of the disability community, the DSG does play a key role in 

monitoring and providing views on the NDIS, which is currently the principal policy vehicle 

for bringing about implementation of the UNCRPD. There is therefore an overlap between the 

roles of the DSG and the DPCN. Interviewees for this research consistently expressed 

confusion as to the relationship between the DSG and the DPCN. The DSG itself has raised 

concerns at the ‘fragmentation’ of oversight mechanisms.1132 The IHREC is not an observer 

member of the DSG and does not currently have a formal relationship with the DPCN. 

Furthermore, the IHREC appear to have largely been absent from discussions relating to the 

development of the DPCN.1133 

Interviewees expressed concern that the establishment of the DPCN was a largely tokenistic 

initiative. One DPO representative suggested that the DPCN had been developed to avoid 

criticism by the UNCRPD Committee.1134 Reflecting this view I note that the Irish 

Government’s initial state report on compliance with the UNCRPD indicates that the DPCN is 

‘comprised primarily of Disabled Persons Organisations’.1135 However, from my review of the 

membership this is clearly not the case. A senior staff member in the IHREC highlighted that 

the Irish Government has adopted a more expansive interpretation of a DPO than that put 

forward by the UNCRPD Committee.1136 This interpretation has been challenged by the 

 
1129 National Disability Authority Mid-term Review of Progress: The National Disability Inclusion Strategy and Indicators April 2020  
1130 DCEDIY, Press Release Launch of Disability Participation and Consultation Network, 6 November 2020 
1131 Department of Children, Equality, Disability, Integration and Youth, Oral Questions: Disability Services 4 November 2021 
1132 Disability Stakeholders Group (n. 1028)  
1133 Interview with senior staff member of IHREC 19 May 2021 
1134 Interview with DPO representative 1 July 2021 (DA) 
1135 Ireland, Initial Report under the Convention on the Rights of Persons with Disabilities 2020 
1136 Interview with IHREC representative 13 May 2022 
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IHREC in meetings with officials. However the IHREC representative acknowledged that there 

was a need for the IHREC to issue a public statement clearly setting out the UNCRPD 

Committee’s definition of a DPO.1137 

The involvement of OfDPs was considered to have stifled the potential for the DPCN to 

transform the relationship between DPOs and the Government. As expressed by one 

interviewee ‘OfDPs already have built and sort of developed those relationships with previous 

government departments.  So, in effect they’re kind of carrying over those relationships over 

to the new department, and that kind of gives those organisations a leg up in terms of 

advocacy’.1138 Furthermore it was considered that the size of the membership created practical 

obstacles to the operation of the Network, for instance in developing collective statements.1139  

It is notable that DPOs interviewed for this research had not raised their concerns relating to 

the operation of the DPCN with the IHREC. In addition, the IHREC has not offered a critique 

of the initiative. A representative of the IHREC stated that whilst they were aware of criticism 

of the DPCN the IHREC have not reviewed the issue in detail.1140 In the words of one DPO 

representative, ‘At every single step here, DPOs are excluded.  If not excluded, they are 

marginalised.  It’s just absolutely astonishing.  How the hell can this be happening?  And this 

is on IHREC’s watch?’. 1141  

 

Given that the development of effective participative procedures is considered essential to the 

effective implementation of the UNCRPD, the absence of comments from the IHREC is 

disappointing.  

6.7.4 Provision of advice on law reform proposals  

The IHREC must keep under review the law of Ireland relating to human rights and equality 

and provide advice to the Oireachtas and Government on proposals for law reform and draft 

Bills prepared by Government and members of the Oireachtas.1142 In addition, the IHREC may 

put forward proposals for reform based on its own analysis.  

 
1137 ibid 
1138 Interview with DPO representative 21 July 2021 (AI) 
1139 Interview with DPO representative 16 July 2021 (VI) 
1140 Interview with IHREC representative 13 May 2022  
1141 Ibid  
1142 Section 10(2)(b)-(d) 
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In my evidence gathering I sought to determine if DPOs and the IHREC were collaborating in 

responding to public consultations and proposals for reform. In my evidence gathering I found 

that DPOs were rarely contacting the IHREC to coordinate responses to law reform 

proposals.1143 The approach of the IHREC was mixed. The IHREC does not have a 

standardised approach to engaging with civil society when responding to a proposed reform.1144  

In 2021, the Minister for DCEDIY announced a Review of the Equality Acts.1145 One of the 

stated objectives of the review is to respond to recommendations from the IHREC. In 

responding to this review, the IHREC has collaborated with the Federation of Legal Advice 

Clinics (‘FLAC’) in developing a guide to the review, to assist CSOs in responding.1146 A 

number of DPOs, including ILMI, attended discussions held by the IHREC on the review.1147 

During the discussion, the IHREC shared key insights, including on the need for revision to 

the duty to make reasonable accommodations for disabled people in the provisions of goods 

and services. These initiatives therefore ensured coordinated approaches by the IHREC and 

IDPM, reinforcing their positions.  

The IHREC therefore have demonstrated that when responding to law reform proposals, which 

have a significant impact on the rights of disabled people, that they will make an effort both to 

collaborate with the IDPM and to inform the IDPM to maximise impact. The decision as to 

whether the IHREC seeks the views of a DPO or other CSO seems to depend on a range of 

factors including; the significance of the proposal; the timeframe; and the potential for DPOs 

to contribute expertise and insights.1148 Senior staff in the IHREC informed me that there was 

no written procedure to determine whether the IHREC staff sought the views of DPOs or other 

CSOs when responding to a law reform proposal. However, senior staff did inform me that for 

certain policy areas the IHREC will routinely consult with CSOs who they consider to be 

experts in the field. For instance, in relation to prison conditions the IHREC staff will routinely 

consult with two leading CSOs recognised for expertise in this area.1149 In contrast, the IHREC 

had not developed a practice of consulting with a number of DPOs on disability policies. 

However, it was developing a practice of seeking the views of the IHREC-DAC.1150 I did not 

 
1143 Interview with DPO representative 16 July 2021 (VI) 
1144 Interview with former senior staff member of IHREC 10 January 2022 
1145 Department of Children, Equality, Disability, Integration and Youth Consultation on the Review of the Equality Acts 6 July 2021 
1146 IHREC & FLAC, Equality ACTion, ‘Guide to the Review Process & Introduction to the Equality Acts’, October 2021 . Available at: 
https://www.ihrec.ie/app/uploads/2021/11/Equality-ACTion-Submission-Support-Note-Nov-2021.pdf (Accessed 2 January 2022)  
1147 ILMI Twitter Account 5 November 2021 Available at  https://twitter.com/17octcomIRL/status/1457624839146156034 (Accessed 21 

January 2022)  
1148 Interview with former senior staff member of IHREC 10 January 2022 
1149 Interview with IHREC staff member 19 May 2021 (I) 
1150 Interview with IHREC Commissioner 16 August 2021  

https://www.ihrec.ie/app/uploads/2021/11/Equality-ACTion-Submission-Support-Note-Nov-2021.pdf
https://twitter.com/17octcomIRL/status/1457624839146156034
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identify evidence of IHREC routinely consulting OfDPs. However I note that senior staff 

within OfDPs have at times been appointed as IHREC Commissioners.1151 As I will explore in 

my conclusions chapter, this suggests that the establishment of an advisory committee may 

actually be dissuading the IHREC from establishing formal relations with the DPM.    

Interviewees in general were content with the advice provided by the IHREC. A number of 

interviewees noted that the IHRC had a reputation for providing robust advice and that this had 

been reflected in the work of the IHREC.1152 I assessed advice provided by the IHREC relating 

to relevant laws and policies and found it to be well drafted and broadly reflective of the 

UNCRPD. In 2016, the Irish Government published the Disability (Miscellaneous Provisions) 

Bill 2016, the Bill identified a number of reforms necessary to facilitate ratification of the 

UNCRPD. In responding to the Bill, the IHREC set out in detail a number of reforms required 

to ensure Irish law was in compliance with the UNCRPD, including setting out the need for 

the legal definition of reasonable accommodation to be amended to reflect Article 5 of the 

UNCRPD.1153 The IHREC also provided advice concerning the Dying with Dignity Bill 2020, 

in which it made extensive reference to the UNCRPD, and provided practical advice on how 

the Bill could be designed to reflect the UNCRPD.1154 I note positively that in its submission 

to the review of the Equality Acts the IHREC both provided detailed comments on the 

substantive reforms and made comments relating to the need to ensure access to justice through 

the provision of legal aid.1155  

In preparation for ratification the Irish Government brought forward the Assisted Decision 

Making (Capacity) Bill in 2013. The IHRC provided advice on the Bill raising concerns that 

the Bill failed to distinguish between legal capacity and mental capacity. The IHRC 

recommended that the Bill include a specific reference to the UNCRPD and made a number of 

recommendations to ensure the Bill reflected Article 12 of the UNCRPD.1156 To influence the 

passage of the Bill a coalition including the CDLP, Amnesty International’s Mental Health 

Campaign and disabled people was established.1157 The coalition brought forward eight key 

proposals for reform of the Bill. During the passage of the Bill the IHRC was preparing for its 

 
1151 IHREC Press Release, Eight New Commission Members Proposed for the IHREC 12.06.2020 
1152 Interview with representative of Human Rights NGO 14 January 2022 
1153 IHREC ‘Observations on the General Scheme of the Equality / Disability (Miscellaneous Provisions) Bill’ 02/12/2016 
1154 IHREC ‘Submission to the Committee on Justice on the Dying with Dignity Bill’ 2020 03/02/2021 
1155 IHREC, ‘Submission on the Review of the Equality Acts’ 10/01/2022 
1156 IHRC Observations on the Assisted Decision-Making (Capacity) Bill 2013 
March 2014 
1157 Flynn E, The Long Road to Ratification: Ireland and the CRPD in Emily Julia Kakoullis and Kelley Johnson (eds) Recognising Human 

Rights in Different Cultural Contexts: The United Nations Convention on the Rights of Persons with Disabilities (Palgrave 2020), p. 140 
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amalgamation with the Equality Authority to form the IHREC. As a result there was limited 

engagement with the Oireachtas during the passage of the Bill.1158 Disability campaigners were 

disappointed that the Assisted Decision Making (Capacity) Act 2015 defines mental capacity 

based on a functional test.1159  

DPOs have sought to ensure that the codes of practice required to give effect to the 2015 Act 

are reflective of the UNCRPD.1160 A number of DPO representatives were disappointed that 

the IHREC had not provided advice on the development of codes of practice relating to the 

Assisted Decision Making (Capacity) Act 2015.1161 A representative of the IHREC indicated 

that due to resource constraints the IHREC lacked capacity to provide advice on the Codes.1162 

However, given the expertise within the IDPM in this area, in my view the IHREC could 

potentially have played a role in amplifying the voices of DPOs without having to invest 

significant time and expertise in developing its own analysis.  

In November 2021, the Irish Cabinet published the General Scheme to the Assisted Decision-

Making (Capacity) (Amendment) Bill. The Bill, inter alia, proposes amendments to the 2015 

Act to provide additional safeguards.1163 The Bill was the subject of pre-legislative scrutiny by 

a Joint Oireachtas Committee in 2022. Along with other stakeholders the IHREC provided oral 

evidence to the Committee. Surprisingly, in giving advice the IHREC did not raise concerns 

relating to the continued centrality of functional assessment of capacity within the 2015 Act.1164 

Whilst disability campaigners have raised these concerns, the IHREC has largely been silent 

on the compatibility of the 2015 Act with the UNCRPD Article 12. As a result Government 

officials have been able to claim that the 2015 Act will give ‘full effect to its obligations under 

Article 12 of the UNCRPD’.1165 The IHREC did not submit written advice on the Bill. Overall 

the IHREC did not provide analysis of the Bill on a clause by clause basis. Whilst the IHREC 

have shown themselves to be able to make significant and detailed contributions to the law 

 
1158 Interview with DPO representative 13 August 2021  
1159 Flynn, E., & Gooding, P. (2015). Warning over ‘assisted decision-making’ plans in new Bill. Irish Times [online]. Available at: 
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January 2022 Available at: https://decisionsupportservice.ie/news-events/dss-launch-phase-2-public-consultation-draft-codes-practice 

(Accessed on 2 June 2022) 
1161 Interview with representative of DPO 17 January 2022 
1162 Interview with IHREC representative 13 May 2022  
1163 DCEDIY Press Release, Cabinet approves General Scheme on the Assisted Decision-Making (Capacity) (Amendment) Bill 22 
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1164 IHREC, Opening statement by Adam Harris, Commission Member, Irish Human Rights and Equality Commission, To be delivered to 

the Joint Committee on Equality, Disability, Integration and Youth on the Pre-legislative scrutiny of the General Scheme of the Assisted 
Decision-Making (Capacity) (Amendment) Bill 2021 (16 February 2022) 
1165 Statement of Aine Flynn to the Joint Committee on Disability Matters debate – (Thursday, 20 May 2021), Available at  
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making process, they have failed to make contributions to important consultations relating to 

mental capacity law reform in Ireland.  

The rights of disabled people in Ireland are often provided for within policy instruments rather 

than being set down in law.1166 In addition to advising on law reforms progressing through the 

Oireachtas, the IHREC can make a significant contribution towards the rights of disabled 

people through advising Departments and public officials on the development of policies.  

In my analysis I sought to determine the extent to which the IHREC were engaging with public 

officials in the development of disability policy. A senior staff member in the IHREC informed 

me that in the past public officials have rarely sought the advice of the IHREC when developing 

policy instruments: ‘I mean you’ve probably heard this from others as well – nobody came 

knocking on the door of the NHRI during the Covid pandemic.  Nobody came to us’.1167 

However, the staff member noted that the perception of the IHREC within the Irish civil service 

was slowly changing. With respect to the Covid pandemic, it was noted that the publication of 

a Guidance Notice for public authorities on compliance with the public sector human rights 

and equality duty (‘PSHRED) has been welcomed by public authorities.1168 The senior staff 

member considered that through their engagement with Departments in the development of 

PSHRED plans, the IHREC was slowly establishing itself as a centre of expertise on the 

requirements of PSHRED and on compliance with human rights and equality obligations more 

generally.1169  

DPO representatives highlighted that in discussions relating to the development and 

implementation of national disability strategies the IHREC has largely been absent.1170 A DPO 

representative suggested that part of the reasons for this was an unwillingness to counter the 

views of the NDA.1171 An IHREC senior staff member highlighted that the IHREC was 

conscious of criticism of the NDA from the IDPM and emphasised that the IHREC sought to 

maintain a distinct voice from that of the NDA.1172 However, DPO representatives consistently 

highlighted that there was a need for the IHREC to be more proactive in disability policy 

 
1166 Interview with former senior staff member of IHREC 10 January 2022 
1167 Interview with IHREC staff member 19 May 2021 (I) 
1168 IHREC, Guidance Note on Covid 19 and the PSEHRD  Feb 2021 https://www.ihrec.ie/app/uploads/2020/08/Guidance-Note-on-COVID-

19-and-the-Public-Sector-Equality-and-Human-Right-Duty-002.pdf  
1169 Interview with Senior staff member 19 May 2021 
1170 Interview with DPO representative 16 July 2021 (VI) 
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discourse, in particular to counter restrictive interpretations of the UNCRPD put forward by 

the NDA.1173  

The absence of the IHREC from discussions relating to the NDIS has meant that DPOs have 

not been able to collaborate with the IHREC when engaging with officials on the 

implementation of the UNCRPD through the NDIS. DPO representatives highlighted that in 

discussions relating to the NDIS their voices are often eclipsed by the voices of service 

providers.1174 Whilst DPOs would benefit from the support of the IHREC to strengthen their 

voice in policy discussions relating to the NDIS, the IHREC has not yet fully entered these 

discussions.  

 

The Irish Government has committed to develop a UNCRPD implementation plan.1175 In 

developing this plan public officials are likely to seek out the advice and support of the IHREC 

in designing policy measures to domesticate the articles of the UNCRPD. A senior staff 

member highlighted that there was a need for the IHREC to develop its own expertise on a 

range of policy issues to ensure that the IHREC can offer meaningful advice on policy issues. 

In the words of the senior staff member, they ‘don't want some abstract notion, you need to tell 

the State this is the change, and this is the activity’.1176 The IHREC intend to develop its 

capacity to produce detailed and substantive policy advice on the implementation of the 

UNCRPD.  

6.7.5 Awareness Raising  

DPO representatives interviewed for this research consistently highlighted that public 

discourse relating to disabled people in Ireland continued to be heavily influenced by the 

medical and charity model of disability. Writing in 2003, Donal Toolan highlighted that the 

dominant ‘culture of care’ presented disabled people as passive individuals, in need of support 

from the able bodied.1177 IDPM representatives highlighted that this culture continued to 

pervade discussions relating to disability policy and a key objective of the IDPM was moving 

 
1173 Interview with former senior staff member of IHREC 10 January 2022 
1174 Interview with DPO representative 16 July 2021 (VI) 
1175 CRPD Initial State Report – December 2020, para 12  
1176 Interview with representative of IHREC 13 May 2022 
1177 Donal Toolan, ‘An emerging rights perspective’ (n. 937), p. 172 



 191 

‘the conversation away from viewing disabled people as objects of pity or charity, to being 

rights holders in their own right’.1178  

The IHREC engages in awareness raising to influence attitudes within society and to promote 

understanding. Throughout 2019, the IHREC held an awareness raising campaign entitled 

‘Because we’re all human. Means we’re all equal’.1179 The campaign - which involved TV, 

radio and cinema advertisements - promoted positive attitudes towards disabled people. 

Interviewees were generally complimentary of this awareness raising campaign which placed 

disabled people at the centre of the campaign. One DPO leader commented: ‘…that kind of 

awareness campaign has really started to move the dial in terms of the conversation around 

people with disabilities’.1180 DPOs in general felt that the IHREC were key allies in bringing 

about cultural changes in Irish society. However, there was an appreciation that a broader 

public awareness campaign coordinated by Government was required to address ingrained 

paternalistic attitudes towards disabled people. 1181  

The IHREC has an extensive media engagement strategy and regularly appears on a range of 

media. DPO representatives were generally content with the IHREC’s media engagement 

activities. However, some felt that the IHREC could be more responsive when public figures 

make statements which reflect the medical or charitable model of disability. One interviewee 

highlighted that a senior psychiatrist has regularly made public statements suggesting that 

electro convulsive therapy is permissible under the UNCRPD.1182 The interviewee expressed 

disappointment that the IHREC has not sought to counter such statements.   

6.7.6 Research  

The IHREC may undertake, sponsor or commission research.1183 Through its research 

activities, the IHREC has developed new insights into the lived experience of disabled people. 

For instance, its 2018 report ‘Disability and Discrimination in Ireland’ set out the range of ways 

in which disabled people experience disability in Ireland.1184 DPO representatives interviewed 

for this enquiry in general felt that the IHREC’s research reports provided a valuable evidence 

 
1178 Interview with DPO representative 21 July 2021 (AI) 
1179 IHREC, Annual Report 2019 (2019)  
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1184 Joanne Banks, Raffaele Grotti, Éamonn Fahey and Dorothy Watson, Disability and Discrimination in Ireland (IHREC 2018) 
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base which DPOs could draw on in their engagement with the state.1185 The IHREC utilise the 

evidence gathered through their advice line to assist in their broader advocacy activities. For 

example, in 2019 the IHREC highlighted that it had received persistently high number of 

requests for assistance in relation to disability discrimination in the work place.1186 The 

provision of a helpline therefore provides the IHREC with an evidence base to advance policy 

reforms and provides a source of first hand insights into the lived experience of disabled people.  

The IHREC has funded a research project entitled ‘What works? Sharing best practice in how 

CSOs use the internet in organising and building for socio-economic rights’. 1187 This research 

has been utilised by DPOs to provide training to disability activists on the value of online 

activism.1188 The IHREC has also funded the CDLP to hold several events to stimulate dialogue 

and engagement on rights and to encourage knowledge exchange between academia, civil 

society and DPOs.1189 A number of interviewees commended the researchers involved in these 

events.1190 However, they were not always aware that these activities were funded by the 

IHREC.    

In chapter 4 I set out the need for NHRI(IMM) to take on a key role in advising on Article 31 

and in critiquing evidence gathering processes and encourage more participative approaches to 

evidence gathering. In my evidence gathering I found that whilst the IHREC have at times 

highlighted the need to collect disaggregated data, it has not yet put forward specific proposals 

for the development of new data collection systems modelled on Article 31 or for the utilisation 

of indicators in monitoring processes.1191  

6.7.7 Engagement with the International Human Rights System  

During the negotiation of the UNCRPD, the IDPM and the IHRC engaged closely. At that 

point Gerard Quinn was an IHRC Commissioner. Quinn attended the Ad Hoc Committee as a 

representative of Rehabilitation International and also provided statements on behalf of the 

International Coordinating Committee of NHRIs.1192 The IHRC held an event during the 

 
1185 Interview with DPO representative 21 July 2021 (AI) 
1186 IHREC Annual Report 2019 (2019) p. 10  
1187 Aileen O'Carroll and David Landy, 'Sharing Best Practices in how Civil Society Organisations use the Internet in Organising and 
Building for Socio-Economic Rights and Trust' (IHREC 2020)  
1188 ILMI Building Online Social Movements: Interactive Workshop for Disabled Activists 4 November 2020, Available at: 

https://www.wheel.ie/notices/building-online-social-movements-interactive-workshop-disabled-activists-4-nov (Accessed on 2 April 2022) 
1189 CDLP 'Disability/Visibility Conference' 3 September 2019, Available at: https://www.nuigalway.ie/centre-disability-law-

policy/research/projects/completed/disabilityvisibility/ (Accessed on 2 April 2022)  
1190 Interview with DPO Representative 16 July 2021 VII 
1191 IHREC Submission to the Special Committee on COVID-19 Response The Impact of COVID-19 on People with Disabilities June 2020, 

para 12  
1192 IHREC, Minutes of the 62nd Ordinary Meeting of the Human Rights Commission -Thursday, 7th December 2006, 10.30 a.m. 
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negotiation of the UNCRPD looking specifically at treaty monitoring options.1193 At this event, 

representatives of the Forum of People with Disabilities provided their perspective on the 

monitoring arrangements for Ireland. The IHREC has continued to encourage reflection within 

the IDPM on the implementation of the UNCRPD. Since ratification the IHREC has continued 

to advocate for Ireland to ratify the Optional Protocol to the UNCRPD.1194    

Ireland has not yet been examined by the UNCRPD Committee. To inform my assessment of 

how DPOs have collaborated with the IHREC in engaging with the international human rights 

system I have reviewed documentation relating to six treaty body examination processes and 

relating to the examination of Ireland during the third cycle of the Universal Periodic Review 

Process.1195 

In my analysis of submissions from Irish CSOs to Treaty bodies I found that DPOs have rarely 

made submissions. In 2005, the DPO ‘Mind Freedom’ made a submission to the ‘International 

Convention on Economic Social and Cultural Rights (‘ICESCR’) Committee.1196 The DPO 

‘Recovery Experts by Experience’ made submissions to the UN Human Rights Committee 

examination in 2014 and to the UN Committee against Torture examination in 2017.1197 A 

number of DPOs had contributed to civil society coalitions who produced sector wide shadow 

reports including reports produced by FLAC to the ICESCR Committee,1198 by the National 

Women’s Council to the CEDAW Committee1199  and by the Child Rights Alliance to the CRC 

Committee.1200 Only one DPO representative interviewed for this research had attended a 

Treaty body examination. One DPO representative had attended the negotiations leading up to 

the UNCRPD.  

Since its establishment, the IHREC has developed participative approaches to the development 

of its reports to Treaty bodies. In developing its 2019 report to the CERD Committee the 

IHREC invited the views of civil society through an engagement event and online 

 
1193 IHREC, ‘Seminar on Treaty Monitoring Options for proposed  UN Human Rights Disability Treaty’ 16 April 2005  
1194 Oireachtas Joint Committee on Disability Matters debate - Thursday, 17 Jun 2021  
1195 ICCPR 2014, ICESCR 2015, UNCAT 2017, CEDAW 2017, CRC 2016, CERD 2020  
1196 Mind Freedom, ‘Submission to CESCR Committee examination of Ireland’ 2015, INT_CESCR_ICO_IRL_18836_E 
1197 Recovery Experts by Experience, ‘Submission to UN CAT Committee examination of Ireland’ 2017 
1198  FLAC ‘Our Voice, Our Rights: An Update To the Civil Society Parallel Report in response to Ireland’s Third Report under the 

International Covenant on Economic, Social and Cultural Rights submitted’ May 2015 
1199 National Women’s Council of Ireland, ‘Shadow Report in advance of the examination of Ireland’s combined sixth and seventh periodic 
reports under the CEDAW Committee’ January 2017  
1200 Child Rights Alliance, ‘Parallel Report to Ireland’s Third and Fourth Combined Report under the UN Convention on the Rights of the 

Child’ September 2015  

https://tbinternet.ohchr.org/Treaties/CRC/Shared%20Documents/IRL/INT_CRC_NGO_IRL_22551_E.pdf
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questionnaire.1201 The IHREC also provided training to support the development of a collective 

civil society shadow report.  

In their submissions to each of the Treaty Bodies the IHREC gave some attention to disability 

rights issues. In its 2017 submission to the Committee Against Torture, the IHREC highlighted 

the need to reform the Mental Health Act 2001 in order to ensure compliance with Article 12 

of the UNCRPD.1202 The IHREC highlighted similar issues in its 2020 submission to the UN 

Human Rights Committee. In its 2021 submission to the third Universal Periodic Review, the 

IHREC highlighted the need for a number of legislative and policy reforms to ensure 

compliance with the UNCRPD.1203 A DPO leader who had attended the UN Committee against 

Torture examination reported that during the state dialogue that IHREC staff had been open to 

coordinating their engagements with the Committee.1204  

Building on these efforts the IHREC has sought to support DPOs to engage with the UNCRPD 

Committee. Representatives of the IHREC interviewed for this research considered that there 

was a significant need for the IHREC to support the IDPM to ensure DPOs were well placed 

to engage in the UNCRPD examinations process.1205 Reflecting this commitment, in 

preparation for the forthcoming examination process the IHREC has developed an explainer 

document providing guidance to DPOs and others on the UNCRPD examination process.1206 

The IHREC has also developed an accessible online video explaining the examination 

process.1207 As set out above through the grants programme the IHREC funded the 

development of a shadow report by the DPO Coalition. The IHREC also provided funding to 

Inclusion Ireland to produce a shadow report.1208   

The IHREC appear to be conscious that due to the coronavirus pandemic, Ireland is not likely 

to be examined by the UNCRPD Committee for some time. Reflecting this, the IHREC has 

encouraged the Minister for Equality and the Minister of State for Disability to commit to 

making an annual statement on UNCRPD compliance to the Dail.1209 This is a positive example 

 
1201 IHREC Submission to the UNCERD Committee July 2019  
1202 IHREC Submission to the UNCAT on Ireland’s second periodic report July 2017, p. 42  
1203 IHREC Submission to the Third Universal Periodic Review Cycle for Ireland 24 March 2021 
1204 Interview with DPO representative 19 July 2021  
1205 Interview with Commissioner of IHREC 16 August 2021 
1206 IHREC A brief guide to the United Nations Convention on the Rights of Persons with Disabilities 2020  
1207 IHREC UN Convention on the Rights of Persons of Disabilities and Ireland 2020 Available at https://vimeo.com/292291408 (accessed 5 

August 2021) 
1208 Inclusion Ireland, What people with an intellectual disability have to say about how their rights under the UNCRPD are respected in 
Ireland, November 2021 
1209 IHREC Press Release Commission Calls on Government to Establish Annual Dáil Statement on Progress on Ireland’s Disability Rights 

Obligations, 17 June 2021  
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of the IHREC suggesting an innovative domestic process to address deficiencies in the 

international system. However, given the centrality of civil society and DPOs to the 

examination process, it is disappointing that the IHREC have not proposed a more participative 

process. For instance, in light of delays in the examination process the New Zealand Human 

Rights Commission are investigating with DPOs whether a mock examination process could 

take place.1210 Such a process would afford greater opportunities for the participation of DPOs 

and disabled people.  

6.7.8 Provision of advice and legal assistance to the public 

The IHREC operates a helpline entitled ‘Your Rights’- a service which provides information 

to the public on the rights, remedies and obligations provided for under human rights law and 

equality law in Ireland. In 2019, the IHREC helpline dealt with 2,165 queries. The 

overwhelming majority of these concerned domestic equality protections (1,146), over a third 

of which related to disability grounds.1211  

The IHREC may offer legal assistance to individuals in relation to both human rights and 

equality proceedings. In its 2019 annual report, the IHREC records that it has supported 128 

individual clients. Views on the value of the helpline to disabled people were mixed. The 

majority of DPO representatives felt that the helpline operated quite effectively. During my 

evidence gathering, the IHREC launched a new resource providing a guide to relevant sources 

of advice.1212 This initiative will potentially assist disabled people to navigate the various 

sources of legal advice in Ireland.  

Three DPO representatives raised concerns that the processes for applying for legal assistance 

were inaccessible. One representative suggested that relevant documentation is not available 

in braille.1213 A further DPO representative suggested that applicants with psychosocial 

disabilities have been asked to provide significant detail on their experiences in writing before 

being offered a face-to-face meeting with IHREC representatives.1214 This approach was 

 
1210 See chapter 5  
1211 IHREC Annual Report 2019 (2019) 
1212 IHREC ‘Guides and Tools’, available at: <https://www.ihrec.ie/guides-and-tools/> (Accessed on 2 April 2022)  
1213 Interview with DPO representative 16 July 2021 (VI) 
1214 Interview with DPO representative 19 July 2021 (R2)  
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considered to place the onus on the individuals without providing sufficient support, which has 

the potential to be traumatizing for applicants.1215  

A number of interviewees suggested that the IHREC should be supporting more cases and 

should be more proactive in identifying issues where strategic litigation could bring about 

change.1216 In addition to offering legal assistance, the Commission may institute proceedings 

in any court of competent jurisdiction for the purpose of obtaining relief of a declaratory or 

other nature in respect of any matter concerning the human rights of any person or class of 

persons. It has not brought such proceedings to date.1217 

Under Section 10 of the IHREC Act 2014 the IHREC may apply to appear before the High 

Court or the Supreme Court, as the case may be, as amicus curiae in proceedings before that 

Court which involve or are concerned with human rights or equality rights. In general, DPOs 

interviewed for this research were complimentary of the IHREC’s approach to intervening in 

cases. In its 2019 annual report, the IHREC recorded nine interventions during the reporting 

year. Through its interventions the IHREC has highlighted the need to bring about compliance 

with the UNCRPD and has influenced the establishment of judicial precedents. In 2020, the 

IHREC intervened in a case concerning the right to marry of a man with an intellectual 

disability.1218 The case involved a challenge to the Marriage of Lunatics Act 1811 and provided 

the IHREC with an opportunity to highlight the need to repeal the 1811 Act, in order to ensure 

compliance with the UNCRPD.1219 

 

The IHREC intervened in the important case of Nagle which related to the obligation on an 

employer to reconfigure a role to accommodate the return of an employee with an acquired 

disability. In their intervention, the IHREC highlighted the need to interpret the duty to make 

reasonable accommodation in line with UNCRPD.1220  The IHREC specifically recommended 

that ‘consultation and dialogue with persons with disabilities is a key element that guides the 

implementation of the duty to provide reasonable accommodation’.1221 Through its 

intervention, the IHREC appears to have influenced the decision of the Supreme Court. Mr. 

 
1215 Ibid  
1216 Interview with representative of Human Rights NGO 14 January 2022 
1217 IHREC Act 2014  
1218 V. v Minister for Health and Ors (TBD) 
1219 IHREC Press Release, Human Rights and Equality Commission Granted Leave to Appear as Amicus Curiae in Disability Rights Case, 

14 October 2021  
1220 IHREC Legal Submissions in the case of Marie Daly v Nano Nagle School Available at  https://www.ihrec.ie/documents/marie-daly-v-

nano-nagle-school/ (visited 3 August 2021) 
1221 ibid 
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Justice Peter Charleton stated that it is not: ‘…particularly useful to see disability as medical 

in nature. A person with a disability remains a person, an individual with human dignity who 

is required to be treated as such’.1222 The judgement clarified the parameters of an employer’s 

duty to provide reasonable accommodation. To promote this clarification and raise awareness 

of the judgement, the IHREC held a conference for the legal profession and other 

stakeholders.1223 Furthermore, the IHREC announced its intention to develop a Code of 

Practice under section 31 of the 2014 Act. Therefore, in addition to utilising their powers to 

intervene the IHREC is following up through exercising its related powers.  

 

A number of DPO representatives felt that the IHREC could be more proactive in putting 

forward progressive interpretations of the UNCRPD in its interventions.1224 However, there 

was an acknowledgement that the Irish court system may not be receptive to such 

interpretations.1225 Indeed, as discussed in my case study on the EHRC, commentators have 

warned that strategic litigation which seeks to bring about significant expansions in legal 

protections can often lead to unintended consequences when cases are heard by judges who 

operate with disability biases.1226  

 

The contribution of the IHREC’s interventions to the development of important precedents has 

been acknowledged by legal commentators.1227 However, it is through supporting disabled 

people to bring cases that the IHREC has the greatest potential to add value to the advocacy 

efforts of the IDPM and, overall, the IHREC has supported only a small number of disabled 

people to bring proceedings. 

6.7.9 Equality Regulator  

The IHREC Act 2004 places a specific duty on public bodies to have due regard to the need to 

eliminate discrimination, promote equality of opportunity and protect human rights – the Public 

Sector Equality and Human Rights Duty (‘PSEHRD’).1228 The IHREC has a specific role to 

monitor the PSEHRD. The IHREC have the power to review how a public body has complied 

 
1222 Nagle School v. Marie Daly [2019] IESC 63 
1223 IHREC, ‘Achieving Equality at Work: Reasonable Accommodation in Practice’ 7 October 2019  
1224 Interview with DPO representative 16 July 2021 (VI) 
1225 Interview with DPO representative 13 August 2021 (DW) 
1226 János Fiala-Butora, Matthew S. Smith, & Michael Ashley Stein (n. 882) p. 25  
1227 Desmond Ryan and Mark Bell ‘Disability, Reasonable Accommodation and the Employer’s Obligations: Nano Nagle School v Daly’  

[2020] The Modern Law 1059 
1228 IHREC Act Section 43  
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with this duty and may make recommendations for improvements to practices within the public 

body.1229   

The IHREC has made clear that the PSEHRD offers ‘a pathway’ to the human rights model of 

disability and to compliance with the UNCRPD.1230  The IHREC utilises the UNCRPD when 

advising on measures required to ensure compliance with the PSEHRD.1231 A DPO 

representative considered that the duty was isolated from the broader equality framework and 

could not address the inadequacies within the framework.1232 

The IHREC has worked with Government Departments in developing their PSEHRD Action 

Plans.1233 In its guide, the IHREC highlight that the duty complements the NDIS and reference 

is made to the UNCRPD. In addition, the IHREC has published a separate guide on the 

development of a consultative approach.1234 This guide emphasises the importance of 

accessibility. Both guides appear broadly conclusive. However both guides make reference to 

an NDA guide on consultation with persons with disabilities produced in 2002.1235 Guidance 

produced by the NDA was criticised by numerous DPOs interviewed for this research for being 

outdated and promoting a restrictive view of the State’s obligations.1236 The continued 

reference to guidance produced by the NDA underscores a concern raised by DPOs that the 

overlapping roles of the IHREC and the NDA is restricting the ability of the IHREC to guide 

public authorities in developing innovative approaches to including disabled people and 

DPOs.1237   

Interviewees were in general complimentary of the IHREC’s approach to promoting the 

PSEHRD. DPOs considered that the IHREC had adopted a ‘participative approach’ to its 

enforcement.1238 In 2021 the IHREC held an engagement event with ILMI setting out how 

DPOs could utilise the duty in their advocacy activities.1239 However there was a view that the 

 
1229 ibid 
1230 IHREC, 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, June 2020, at paras.46-48. 
1231 Ibid   
1232 Interview with DPO representative 13 August 2021 (DW) 
1233 Department of Transport, Tourism and Sport Written answers ‘Departmental Policies’ Tuesday, 29 June 2021  
1234 IHREC, Assisting the Effective Implementation of the Public Sector Equality and Human Rights Duty: Tool for a Consultative 

Approach (IHREC 2020) Available at: https://www.ihrec.ie/app/uploads/2020/09/IHREC-Tool-for-a-Consultative-Approach.pdf, (Accessed 

on 2 April 2022)  
1235 NDA Guidelines for effective consultation with people with disabilities (NDA 2002) Available at: http://nda.ie/nda-files/-ask-me-

guidelines-for-effective-consultation-with-people-with-disabilities1.pdf (Accessed on 2 April 2022)  
1236 Interview with DPO representative 16 July 2021 (VI) 
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IHREC could be doing more to empower DPOs to utilise the duty.1240 Furthermore much of 

the activities of the IHREC had focused on implementing the duty in local authorities.1241 As 

set out above during the coronavirus pandemic the PSEHRD has provided a basis for 

engagement with Government Departments. It appears that there is significant potential for 

collaboration between the IHREC and the IDPM in imbedding the PSEHRD within the policy 

making process in Ireland. To do so would go some way to ensuring that the voices of disabled 

people and their representative groups were sought when disability policies were developed. 

However, the continued reference to guidance issued by the NDA undermines the potential for 

IDPM and the IHREC to advocate for innovative measures to ensure the inclusion of disabled 

people and their representative groups.  

During my evidence gathering the IHREC were engaging with public servants responsible for 

training and personnel development within the Irish civil service to ensure that the PSEHRD 

is fully reflected in their training programmes.1242 This resulted in the publication of a new 

learning module for Irish civil servants on the PSEHRD.1243 This initiative is likely to reinforce 

the centrality of the PSEHRD to the policy making process.  

6.7.10 Inquiry  

The IHREC may conduct an inquiry when it considers that a serious violation of human rights 

or equality of treatment obligations in respect of a person or a class of persons, or a systemic 

failure to comply with human rights or equality of treatment obligations has occurred.1244 On 

the conclusion of an inquiry the IHREC must report to the Minister making such 

recommendations as it thinks fit.1245 

The IHREC’s powers to conduct an inquiry are quite substantial. Whilst the IHRC conducted 

an inquiry into the John Paul Centre in Galway in 2010, the IHREC has not yet initiated an 

inquiry.1246 In my evidence gathering I identified limited evidence of CSOs or DPOs in Ireland 

making requests for the IHREC to initiate an inquiry. In 2016, a number of disabled activists, 

with the support of the OfDP Inclusion Ireland, called on the IHREC to conduct an inquiry into 

 
1240 Interview with representative of DPO 17 January 2022 
1241 Interview with representative of Human Rights NGO 19 January 2022 
1242 Interview with IHREC staff member 19 May 2021 (I)  
1243 IHREC Press Release, Minister O’Gorman Launches New Equality and Human Rights Module for Public Service 25/04/2022, Available 

at https://www.ihrec.ie/minister-ogorman-launches-new-equality-and-human-rights-module-for-public-service/ (Accessed on 18 May 2022)  
1244 IHREC Act 2014 Section 35  
1245 Schedule 2 Paragraph 15  
1246 IHRC, Report on John Paul Centre, Galway 2010  
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the use of congregated settings.1247 The IHREC did not launch an inquiry in response to this 

request. The then Chief Commissioner of the IHREC indicated that the IHREC would publicly 

respond to the request.1248 However, the IHREC did not issue a public statement explaining 

how the request was considered and addressed. Unlike the EHRC, the IHREC has not published 

guidance for civil society on how requests to undertake an inquiry are considered.  

 

In the absence of guidance there appears to be a lack of awareness amongst DPOs of the 

IHREC’s powers to conduct an inquiry.1249 Representatives of the IHREC interviewed for this 

research considered that conducting an inquiry ‘is a very significant step to take and it has its 

own huge potential upsides, but also hugely significant and involved considerations before we 

actually embark on something like that..’.1250 As set out in chapter 4 through their inquiry 

powers NHRI(IMM)s have raised awareness of the abuses of disabled people that have 

previously gone unrecorded. The potential for an inquiry to provide a mechanism for disabled 

people and DPOs to voice their concerns and raise awareness of their experiences seems not to 

be fully appreciated either within the IHREC or within the IDPM.  

 

In addition to its formal inquiry powers the IHREC has the power to invite private or public 

organisations to carry out a review of equality of opportunity generally, or a particular aspect 

of discrimination under Ireland’s anti-discrimination laws.1251 The IHREC is yet to exercise 

this power relating to the rights of disabled people.  

6.8 Conclusions.  

In my concluding chapter I will set out my overall conclusions. In this section I will make four 

conclusions relating to the IHREC.  

The IHREC operate in a political environment in which the rights of disabled people are on the 

political agenda. The ratification of the UNCRPD has created a window of opportunity in 

which the Government is reassessing its relationship with the IDPM.1252 The IHREC has 

highlighted the state’s obligations under Article 4(3) but could be more specific in advising on 

activities the state could undertake to fund and support the growth of DPOs. There is also a 

 
1247 Elaine Edwards, Call for inquiry into use of outdated institutions, Irish Times, 26 January 2016  
1248 Ibid  
1249 Interview with DPO representative 21 July 2021 (AI) 
1250 Interview with Commissioner of IHREC 16 August 2021  
1251 IHREC Act section 37  
1252 Jon Kingdon ‘Agendas, alternatives and public policies’ (2nd ed. Harper Collins 1995)  
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need for the IHREC to scrutinise the effectiveness of participative structures put in place by 

the state, to determine if they are truly emancipatory. There is a need to rationalise participative 

structures and arrangements for the oversight of disability policy in Ireland. The IHREC could 

be more pro-active in critically assessing these arrangements.   

The relationship between the IHREC and the NDA requires clarification. The fact that the NDA 

are providing advice and guidance which does not fully reflect the UNCRPD was a source of 

concern amongst DPOs. However, this issue has not been raised by the IHREC. Unless this is 

addressed the potential for the IHREC to promote culture changes necessary to bring about the 

implementation of the UNCRPD will not be realised. Furthermore, in the long term the IDPM 

is likely to lose confidence in the IHREC if it does not challenge the restrictive interpretations 

put forward by the NDA.  

The IHREC have given detailed and considered reflection to their role as the IMM for the 

purposes of Article 33(2). The IHREC Commissioners and senior staff appreciate the 

importance of ensuring that disabled people and their representative groups are included in the 

monitoring activities of the IHREC. They have reflected this through establishing the IHREC-

DAC. Reflecting the general practice of NHRIs, the IHREC has appointed members to the 

IHREC-DAC in their individual capacity rather than as organisational representatives. Whilst 

the establishment of the IHREC-DAC was welcomed by the IDPM, I identified that its 

establishment has potentially superseded efforts by the IHREC to develop closer working 

relations with DPOs.  

In my interviews with DPO leaders I was surprised at the high levels of satisfaction with the 

work of the IHREC amongst the majority of interviewees. Notably DPOs interviewed for this 

research had higher levels of satisfaction with the work of the IHREC than representatives of 

human rights NGOs interviewed for this research. Upon exploration I identified that one of the 

key factors behind the high level of satisfaction was a history of disabled people being poorly 

served by statutory bodies, in particular the NDA. Expectations amongst DPOs are therefore 

relatively low and the IHREC has met these and significantly outperformed other statutory 

bodies. However, a number of DPO representatives highlighted that the IDPM need to develop 

its understandings of the powers and functions of the IHREC, to ensure they are able to 

effectively hold the IHREC to account. There is clearly a desire within the IHREC to manage 

the expectations of the IDPM and civil society more generally, it is important that this desire 
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does not undermine constructive discussions between the IDPM and the IHREC on advancing 

the rights of disabled people. 
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7. Discussion, Conclusions and Recommendations  

7.1 Introduction 

In this enquiry I have explored the ways in which NHRIs and DPOs are collaborating to 

strengthen the voice of disabled people and the capacity of the DPM to influence change. In 

doing so I have reviewed the legal context and the social context in which NHRIs and DPOs 

operate.  

In my legal analysis I explored the requirements placed on state parties to develop their capacity 

to implement the UNCRPD through the designation of a focal point and the development of a 

reform programme, including reforms to the state’s data collection systems. I set out how the 

requirement to establish an IMM is central to the delivery of these obligations. In conjunction 

with these obligations, the state is required to recognise and support the development of DPOs.  

The theoretical underpinnings which informed the development of the UNCRPD were also 

considered in the legal analysis. I discussed how two complimentary objectives coalesced in 

the development of obligations on the state to reform its policy making system. Human rights 

theorists who had witnessed the inability of the international treaty system to effect change at 

the domestic level sought to put in place structures to facilitate local oversight.1253 Disability 

activists had the objective of seeking to correct the historic exclusion of disabled people from 

domestic policy making processes.1254 This resulted in a sophisticated approach to domestic 

implementation and oversight, which brings together domestic and international oversights 

creating opportunities for collaboration.  

In Chapter 3 I examined the challenges which the DPM face in trying to influence the policy 

making process. I observed how the DPM face unique challenges in engaging with existing 

systems for the design and delivery of disability policies. I explored more generally how social 

movement organisations influence change, and in doing so I noted that DPOs have faced the 

challenge of making their voice heard above other organisations seeking to speak for disabled 

people. This chapter identified the needs which could potentially be met by an NHRI 

designated as an IMM.  

 
1253 Gatjens ‘Analysis of article 33’ (n. 24)  
1254 Gerard Quinn, ‘The United Nations Convention’ (n. 114)  
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In Chapter 4, I began by considering the theories which underpinned the development of 

NHRIs more generally and then proceeded to specifically consider why NHRIs have become 

the presumptive nominee as a state’s IMM. In doing so I examined how the suitability of 

NHRIs to perform the role of a IMM is informed by a number of presumptions relating to the 

functions, expertise and influence of an NHRI. In this chapter I demonstrated that there is a 

disconnect between the roles which the UNCRPD Committee have recommended that a 

NHRI(IMM) should perform and the roles which they are performing in practice. I noted that 

the functions performed by NHRIs are diverse. NHRIs must balance their responsibilities to 

monitor how the state meets its obligations with the duty to advise the state on how it goes 

about doing so. I considered that the ability of a NHRI to effect change is dependent on their 

capacity to influence and convince the decision makers in government. Drawing on the writings 

of political scientists, I highlight that the assessment of whether a NHRI is being an effective 

influencer is complex.1255  

Through my case studies in Chapters 5 and 6 I explore the specific examples of the EHRC and 

the IHREC, and I set out the perspectives of the DPM and examine how through their activities 

NHRIs (IMMs) are supporting DPOs.  

In this concluding chapter, I will begin with a discussion on the approach of states to 

designating their IMMs. I will then analyse the ways in which NHRIs are interacting with 

DPOs. This analysis is informed principally by my two case studies. As set out, I have also 

considered the activities of seven NHRIs which I identified as adopting innovative approaches 

in their role as IMMs. My analysis of the activities of these institutions have provided a 

reference point when developing these conclusions.  

In this chapter I will demonstrate how in a range of direct and indirect ways NHRI(IMM)s are 

strengthening the capacity of DPOs. However, as I will discuss, NHRI(IMM)s have not yet 

purposefully considered how they can be a resource to DPOs, and this means that the range of 

ways in which they can support DPOs is not being fully realised. Overall, there is a need for 

NHRIs to reflect on how they can be an effective ally to the DPM. 

In my legal analysis I highlighted how the 2001 seminal report by Quinn and Degener informed 

the development of the UNCRPD. Within the report Quinn and Degener suggest four ways in 

 
1255 Michael Mintrom, ‘The Policy Analysis Movement’ (n. 362)  
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which NHRIs can support DPOs to influence change at the domestic level. Namely by: 

‘building the human rights capacities’ of the DPM; advocating for their inclusion in the ‘policy-

making apparatus’; ‘validating’ their claims; and addressing ‘alleged violations’ of their 

rights.1256 I will structure my conclusions in line with these suggestions.  I will then make an 

overall conclusion.  

Literature relating to NHRIs emphasises that there is a need to develop a clear understanding 

of the powers of a NHRI when critiquing their activities.1257 To a large degree the effectiveness 

of a NHRI(IMM) is dependent upon the statutory powers and funding provided to them. In 

both my case studies I have acknowledged the statutory and funding framework in which both 

institutions operate. As independent bodies NHRI(IMM)s have a high degree of operational 

discretion and the way in which they exercise their powers can have a significant impact on 

their effectiveness. In this enquiry I have sought to focus on the operational discretion of a 

NHRI.  

7.2 State obligations  

UNCRPD scholars suggest that the ratification of the UNCRPD should provide a ‘regulatory 

moment’ within state bodies, encouraging critical reflection on the ability of domestic 

institutions, including NHRIs, to realise regulatory goals and to the development of reforms to 

address any deficiencies.1258 My analysis suggests that many states have designated their 

NHRIs as an IMM without critically assessing the suitability of the NHRI.1259 In considering  

my case studies, the designation of the EHRC as an IMM took place without a robust 

assessment of its suitability. By contrast, in Ireland the suitability of the IHREC to perform the 

role of an IMM has received greater attention, with amendments proposed to its founding 

statute to ensure the participation of disabled people.1260 The IHREC has influenced these 

discussions, highlighting the need to ensure that it is appropriately empowered and structured 

to perform their role as a IMM effectively. There is also an increasing appreciation amongst 

DPOs of the role which a NHRI(IMM) should perform.1261 Nevertheless discussions relating 

to the role of the IHREC as the IMM have broadly taken place in isolation from discussions 

 
1256 Quinn, Gerard, and Theresia Degener, ‘Human rights and disability’ (n. 38) 
1257 De Beco, G and Murray, R ‘A commentary on the paris principles’on national human rights institutions’ Cambridge University Press 
2014, p. 64 
1258 Michael Howlett and Joshua Newman (2013) ‘After “the Regulatory Moment” in Comparative Regulatory Studies: Modeling the Early 

Stages of Regulatory Life Cycles’ [2013] Journal of Comparative Policy Analysis: Research and Practice 107 
1259 See Introduction 
1260 See chapter 6 (6.6.4) 
1261 See chapter 4 (4.9) 
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relating to the strengthening of the IDPM or to the designation of a focal point.1262 Overall 

there is a need for greater reflection at the state level as to how the procedural innovations 

contained in the UNCRPD are realised in practice. NHRI(IMM)s, including the IHREC, must 

look beyond their own roles and consider how the window of opportunity that emerges 

following ratification of a treaty can be maximised to effect change.  

7.3 Collaboration between NHRIs and DPOs  

 

7.3.1 Advocating for the inclusion of DPOs in the ‘policy-making apparatus’ 

 

One of the key roles of a NHRI(IMM) is advising on state measures required to bring about 

compliance with the UNCRPD. The UNCRPD is unique in containing provisions designed to 

correct the historic exclusion of disabled people from the policy making process and a 

NHRI(IMM) should play a key role in convincing the state to adopt these corrective measures.  

 

As set out in my legal analysis, a UNCRPD focal point is intended both to ensure that disabled 

people remain on the political agenda and to provide an access point for disabled people to the 

policy making process. A NHRI(IMM) can play a key role in advising the state on the 

importance of establishing a robust focal point with a clear mandate, sufficient resources, and 

powers to coordinate implementation. During the period of my evidence gathering in Ireland, 

the Government was in the process of designating its UNCRPD focal point. I found that during 

these discussions, the IHREC had not highlighted the role of the focal point or the need for the 

focal point to provide a conduit for DPOs to engage with Government.1263 DPOs and the 

IHREC have not collaborated to encourage the state to establish a robust focal point. In my 

evidence gathering I explored the reasons behind this. It was apparent that DPOs in Ireland did 

not appreciate the centrality of the role of a UNCRPD focal point. The IHREC representatives 

similarly had not fully reflected on the role of a UNCRPD focal point.1264 Given the 

responsibility of the IHREC to promote awareness of the UNCRPD, the absence of discourse 

relating to focal points is, at least in part, a consequence of the IHREC not clearly explaining 

the central role of the focal point in monitoring and implementing the UNCRPD both to 

Government and to the DPM. Similarly in the UK, when the UNCRPD focal point has been 

subject to reform the EHRC has not provided substantive comment. During my interviews with 

 
1262 See chapter 6 (6.7.3) 
1263 ibid  
1264 Interview with IHREC representatives May 2022 



 207 

representatives of both the IHREC and the EHRC, I found that there was a lack of full 

appreciation for the important role which a UNCRPD focal point should perform, including 

the role which a focal point could play in facilitating engagement between government and the 

DPM. The potential for a UNCRPD focal point to act as an ally of DPOs within government is 

not being realised in either of my case studies and in my view each NHRI shoulders some 

responsibility for the lack of understanding of the role of a focal point.  

 

In some states a national disability action plan (NDAP) has provided an important policy 

vehicle to facilitate the participation of disabled people in the policy making process.1265 

Existing literature emphasises the role of NHRI(IMM)s in guiding and monitoring the 

implementation of a NDAP.1266 In the UK, whilst DPOs have significant concerns relating to 

both the process leading to the development of the disability strategy and its content, they did 

not collaborate with the EHRC in challenging the strategy.1267 In Ireland the IHREC has been 

notably absent from policy discussions relating to the National Disability Inclusion Strategy 

(NDIS), which has meant that DPOs have been unable to rely on the IHREC for support and 

assistance when engaging with the state. Therefore, both these case studies indicate that neither 

the EHRC nor the IHREC are advocating for states to develop innovative NDAPs which 

provide a policy vehicle for the inclusion of disabled people and DPOs in the policy making 

process.  

 

My evidence gathering with DPOs in both the UK and Ireland corroborates pre-existing 

research which identifies that existing state data collection systems are inaccessible to disabled 

people and do not value the lived experience of disabled people.1268 My research broadly 

corresponds with the view that expanding evidence gathering processes has the potential to 

shift debates regarding the experiences of disabled people outside of political preferences and 

into the bureaucratic routines of the civil service.1269 In my broader evidence gathering, I 

identified several positive examples of NHRIs seeking to influence data collection systems to 

ensure that they fully record the experiences of disabled people, including through the use of 

indicators.1270 For example, the EHRC has successfully collaborated with the UK National 

 
1265 New Zealand Human Rights Commission, ‘Independent Monitoring Mechanism on the Disability Convention’ Available at: 

https://www.hrc.co.nz (Accessed 3 March 2022)  
1266 Quinn, Gerard and Neil Crowther ‘Human rights and disability: A Manual for NHRIs’ (Asia Pacific Forum 2017) para 10.2  
1267 Chapter 5 (5.7.10) 
1268 OHCHR Statistics and data collection under article 31 of the Convention on the Rights of Persons with Disabilities 28 December 2021 

A/HRC/49/60 
1269 Sally Engle Merry, Kevin Davis and Benedict Kingsbury (eds), The Quiet Power of Indicators. Measuring Development, Corruption, 

and the Rule of Law (Cambridge University Press 2015) 2. 
1270 Chapter 4 (4.9.5) 
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Statistics Office to adjust data collection processes. Furthermore, in the UK several DPOs have 

collaborated with the EHRC in developing a new methodology to measure the cumulative 

impact of social security reforms.1271 Whilst the EHRC were unsuccessful in convincing the 

UK Government to adopt this methodology, the analysis they developed provided DPOs with 

new evidence to inform their advocacy efforts and make the case for further reforms.  

 

The experience of the EHRC reflects the varying degrees of success which NHRI(IMM)s have 

had when attempting to influence data collection systems. There are emerging examples of 

good practice, for instance a number of NHRIs with the support of the OHCHR have now 

entered into formal agreements with national statistics offices and are shaping data collection 

systems.1272 In 2021 the OHCHR published an information note on Article 31 which is likely 

to lead to further reflection within NHRI(IMM)s concerning reforms to the data collection 

systems to ensure that they fully capture the lived experiences of disabled people.1273 This 

information note will provide a basis for NHRIs to engage with government, in advocating for 

more sophisticated approaches to data collection.  

 

The UNCRPD Article 4(3) makes clear that priority should be given to the views of disabled 

people and DPOs over other non-representative organisations.1274 However, in both of my case 

studies DPOs suggested that the state often prioritises engagement with service providers and 

OfDPs over them.1275 Both the IHREC and EHRC have a role in regulating the policy making 

process. In performing this role, a NHRI(IMM) have the potential to convince policy makers 

of the value of prioritising engagement with DPOs over engagement with OfDPs.1276  Whilst 

both NHRI(IMM)s have published guidance encouraging  policy makers to engage with civil 

society in the policy making process, neither NHRI(IMM) have issued specific guidance 

relating to DPOs.1277 Furthermore neither NHRI(IMM) has provided advice on how to 

prioritise the views of DPOs over the views of other CSOs. EHRC representatives were 

somewhat uncomfortable with the prospect of the EHRC taking on a role in critiquing the 

legitimacy of organisations who speak on behalf of disabled people.1278 In their advice to the 

Irish Government, the IHREC were more forthright in arguing for the need to prioritise 

 
1271 Chapter 5 (5.7.13)  
1272 Chapter 4 (4.9.4) 
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1275 Chapter 3 (3.2.2) 
1276 David Barrett, The regulatory space of equality and human rights in Britain: the role of the EHRC [2019] 247, 250 
1277 Chapter 5 (5.7.12) 
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engagement with DPOs. However, the IHREC have not provided specific advice on how this 

would be realised in practice. The position of both NHRI(IMM)s was disappointing as DPOs 

in both of my case studies highlighted that OfDPs continue to present a significant obstacle to 

their effective engagement with government. In both the IHREC and the EHRC there is a need 

for further reflection on the implementation of Article 4(3) of the UNCRPD and on the 

development of mechanisms for the assessment of organisations against the guidance provided 

in GC7. In more general terms, there is a need for an exploration of measures which a state 

should take to ensure disabled people and their organisations are able to effectively engage in 

the policy making process.  

 

In my analysis I outlined how the UNCRPD seeks to bring about its own implementation 

through requiring reforms to the domestic policy making system in order to ensure that the 

rights of disabled people receive appropriate attention. Broadly speaking the UNCRPD 

requires states to strengthen the voice of national DPMs; to provide new opportunities for them 

to influence the policy making process; to provide new allies within a UNCRPD focal point; 

and to ensure that data collection processes fully capture the lived reality of disabled people. 

Overall, I found that NHRI(IMM)s needed to do more to highlight the structural reforms 

required to bring about implementation of the UNCRPD. Both the EHRC and the IHREC must 

develop more sophisticated approaches in advising on the designation of focal points and the 

development of NDAPs and data collection processes in order to ensure that these building 

blocks of effective implementation are inclusive of disabled people and their organisations. 

NHRIs also must develop the expertise of their personnel to ensure that they are well placed to 

provide credible advice on reforms to domestic policy making systems which facilitate the 

implementation of the UNCRPD. The UNCRPD goes beyond earlier human rights treaties in 

attempting to adapt the policy making system to ensure the inclusion of disabled people and 

DPOs. Both institutions, in my view, should move beyond simply highlighting the need for 

reforms to suggesting reforms that could be made.  

 

7.3.2 Building the human rights capacities of the DPM 

 

Throughout this enquiry I have considered what it means for an organisation to have ‘human 

rights capacities’.1279 Disability scholars have highlighted the need for DPOs to develop ‘new 

 
1279 Degener and Quinn, (n. 72) p. 269  



 210 

political entrepreneurial skills’ to ensure that DPOs are able both to engage in the international 

human rights system and to influence the domestic political agenda.1280  

 

In this enquiry I have explored how an organisation develops its ability to influence change. In 

recent years political commentators have developed their understanding of the skills and 

knowledge required for organisations and professionals to influence the policy making 

process.1281 DPOs which lack sustainable funding often struggle to attract and retain qualified 

professionals to support their policy influencing strategies.1282 Furthermore, the fact that 

disabled people themselves have to overcome the impact of their impairments means that they 

are more susceptible to burn out impacting on their professional growth.1283 There is therefore 

a need for accessible training and capacity building programmes to support the development 

of DPO staff and officers.  

 

The UNCRPD Committee have suggested that NHRI(IMM)s should provide training to 

DPOs.1284 In my evidence gathering I found limited evidence of NHRIs developing and 

delivering training programmes for DPOs on human rights advocacy. Those NHRIs which had 

provided training events tended to focus on providing training on the international human rights 

system and on engagement with the UNCRPD Committee. Given that an active domestic DPM 

is considered key to the effective implementation of the UNCRPD, I explored with the EHRC, 

the IHREC and with NHRIs in  my broader evidence gathering whether they felt that they could 

take on a role in providing training to DPOs.1285 Whilst acknowledging that there was a need 

for DPOs to have access to training on human rights advocacy, the overwhelming majority felt 

that they could not provide this. NHRI representatives tended to take the view that whilst they 

could play a role in explaining the international human rights system, they could not take on a 

role in training DPOs on engaging in human rights advocacy at the international and domestic 

levels.1286 Their views are in certain respects disappointing, as without training and capacity 

building DPOs may be excluded from human rights discourse. A number of NHRIs suggested 

that other organisations existed within civil society which could provide such training to DPOs. 

However, neither the IHREC nor the EHRC had critically assessed the availability of training 
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or funding programmes to assist DPOs in developing their capacity to engage in the policy 

making process. In both my case studies, DPOs asserted that such training programmes did not 

exist. Given that it is considered essential for the effective implementation for the UNCRPD 

that disabled people and their organisations are equipped with political entrepreneurial skills, 

this finding is a source of concern.  

 

As set out in Chapter 4, through their activities NHRIs can provide informal policy-oriented 

learning opportunities to DPOs.1287 I discovered several examples of this through my evidence 

gathering. Most significantly, I found that individuals included in the disability advisory 

committees of both the EHRC and the IHREC were presented with opportunities for policy-

oriented learning. Members of the IHREC-DAC, in particular, noted that through participation 

in the IHREC-DAC they had gained insights into the policy making process and significantly 

strengthened their capacity to engage in human rights discourse.1288 This could indirectly 

benefit DPOs as a number of members of the IHREC-DAC also hold senior positions within 

such organisations. However, this is not the case for all members and there is no guarantee that 

individuals appointed to either institution’s disability advisory committees who are staff 

members in DPOs will share their expertise with their employers or organisations.  

 

The experience of the EHRC-DAC and the IHREC-DAC suggest that through developing 

participative structures a NHRI can develop policy-oriented learning networks.1289 The fact 

that members of the both disability advisory committes are appointed as individuals rather than 

as representatives of DPOs creates a risk that the DPM will not benefit from the learning 

opportunities which they present. Ensuring that members of a disability advisory committee 

are appointed by DPOs would provide a greater degree of certainty that the skills and insights 

which they garner from participation in formal mechanisms will be shared with their 

organisations and with the broader movement.  

 

Whilst NHRIs may not consider it their role to provide training and capacity building to DPOs, 

the UNCRPD Committee make clear that the state has an obligation to ensure DPOs have 

access to training programmes and funding.1290 As monitors of the UNCRPD a NHRI(IMM) 
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has a responsibility to assess whether the state is meeting this obligation. As discussed above, 

I discovered limited evidence of either the IHREC or the EHRC monitoring the availability of 

funding and training to support the development of DPOs. Whilst both the IHREC and EHRC 

have highlighted the need for the state to provide funding and support to DPOs, neither 

institution has provided specific advice on the establishment of programmes to develop the 

capacity of DPOs.1291 Overall, there appears to be a need for NHRI(IMM)s to develop their 

monitoring activities to incorporate an assessment of the state’s efforts to respect, protect and 

fulfil their obligations towards DPOs.  

  

7.3.3 Validating the claims of the DPM 

 

Reporting on the lived experiences of disabled people  

 

In my case studies I found that DPOs were bringing accounts of the lived experiences of 

disabled people to the EHRC and the IHREC in the hope that this would lead to action. 

 

In Ireland, DPOs and disabled people often brought accounts of their lived experience through 

the IHREC’s advice line. Operating the advice line performed a dual function of providing an 

advice service to disabled people and providing the IHREC with important insights into the 

lived experiences of disabled people. Collecting data related to the advice line enabled the 

IHREC to produce important statistics on the challenges experienced by disabled people.1292 

Utilising data gathered through their advice line has meant that the IHREC have been able to 

publish credible reports on the lived experiences of disabled people that can be utilised by 

DPOs to inform their policy influencing activities.   

 

As set out when first established the EHRC had responsibility for operating a legal advice 

helpline. The UK Government removed responsibility for operating the helpline from the 

Commission early in its operation. This decision removed an important link between the EHRC 

and rights holders. In my evidence gathering I discovered that disabled people and DPOs often 

found it difficult to access the EHRC. DPOs have on a number of occasions brought issues of 

concern to the EHRC in the hope that it will initiate a statutory inquiry.  

 

 
1291 ibid 
1292 Chapter 6 (6.7.6) 
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DPOs considered that through conducting an inquiry the EHRC have raised awareness of the 

lived experience of disabled people and broadened public discourse and understanding.1293 

DPOs were complimentary of the EHRC’s approach to conducting inquiries. During my 

evidence gathering the EHRC was conducting an inquiry into the use of restraint in schools 

and a number of DPOs reported positive engagement with the EHRC investigation team. It 

appears that through conducting inquiries a NHRI can play a key role in exploring and 

documenting the lived experiences of disabled people. In my broader evidence gathering I 

noted that a number of NHRIs conduct oral hearings as part of their inquiry process.1294 Such 

hearings can provide disabled people with a platform for sharing their experiences. 

Furthermore, a number of NHRIs have included DPOs in advisory committees which are 

established to guide the process of an inquiry.1295 The EHRC has not incorporated an oral 

hearing element into their inquiry processes and has not included DPOs within an inquiry 

advisory committee. Whilst DPOs were generally pleased with the EHRC’s approach to 

conducting an inquiry, there appears to be significant scope for these processes to be more 

collaborative. The IHREC has not yet initiated an inquiry. In both of my case studies I found 

that there was a need for further consideration between DPOs and the NHRI on the contribution 

which an inquiry can make to domestic policy discourse. In addition to providing a vehicle for 

disabled people and DPOs to share their experiences, inquiries can provide a basis for DPOs 

to engage directly with decision makers and can play a key role in holding decision makers to 

account. DPOs in the UK consider that inquiries have significant potential to effect change. In 

contrast, DPOs in Ireland do not yet have a full appreciation of the value which an inquiry can 

bring. I will discuss below how the EHRC’s decision making concerning the exercise of its 

inquiry powers has impacted on its relationship with the DPM.  

 

In my analysis of both institutions, I sought to determine the extent to which they were 

reflecting lived experience in their domestic monitoring reports. The IHREC has funded 

several research reports highlighting the lived experiences of disabled people.1296 In contrast, 

the EHRC’s research reports tended to focus on the analysis of pre-existing statistics rather 

than augmenting data sets with accounts of the lived experience of disabled people.1297 As set 

out in Chapter 5, the EHRC have expressed caution at utilising ‘lived experience’ as a source 
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of evidence. Overall, I found that both institutions have not fully considered how they should 

utilise the lived experience of disabled people in their domestic monitoring activities. Both 

institutions need to develop their understanding on how experiential knowledge can 

complement official statistics to inform conclusive analysis of the requirements of the 

UNCRPD.1298  

 

In Chapter 4 I considered how through access to their international networks NHRIs could 

draw comparative analysis of a state’s performance in supporting disabled people benchmarked 

against global comparators. I found limited examples of either the EHRC or the IHREC 

conducting comparative analysis in my case studies. The potential for networks of NHRIs to 

act as epistemic communities in which human rights professionals share experiences and 

identify emerging examples of good practice is often discussed.1299 However I identified 

limited evidence of either the IHREC or the EHRC utilising their membership of regional or 

international networks of NHRIs to inform domestic discussions.  

 

UNCRPD Committee Examination and Follow Up  

 

As a result of their broad mandate, NHRIs tend to be active across the international human 

rights system. These organisations have developed expertise and knowledge in engaging in the 

system and have, in general, sought to share this expertise with civil society. I found that NHRIs 

have shared their expertise on international reporting with DPOs and sought to include DPOs 

in the process of developing their reports to the UNCRPD Committee.  

 

In my evidence gathering I found that NHRIs and DPOs are increasingly collaborating in the 

production of shadow reports for submission to the UNCRPD Committee. NHRIs in both of 

my case studies had provided funding to DPOs to facilitate the production of shadow reports. 

Social movement scholars highlight that human rights have provided a unifying concept for 

social movements.1300 DPOs in the UK indicated that the development of an EHRC funded 

shadow report was a unifying activity which provided a basis for DPOs with different 

perspectives to come together and agree positions.1301 Similarly in Ireland the IHREC provided 
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funding to a coalition of DPOs to produce a shadow report during the preparation of the Irish 

state report. This funding provided an impetus for DPOs to come together in a new coalition.1302 

However, as set out in Chapter 6, this coalition proved unsustainable. This finding suggests 

NHRI(IMM)s can and have played a role in ensuring that the UNCRPD examination process 

is a unifying activity, in which DPOs of different perspectives come together to discuss the 

rights of disabled people. However, there is a need for further consideration into how to sustain 

alliances beyond the examination process.  

 

I also discovered that NHRIs have played a role in supporting DPOs to engage in other 

international human rights system examination processes. However, both the IHREC and 

EHRC could do more to support DPOs to engage in other treaty body examination processes 

and in the Universal Periodic Review process. Through facilitating their participation in other 

treaty processes, a NHRI can both mitigate the risk of disabled people’s rights being siloed 

within the UNCRPD process and can facilitate deliberative learning both within the DPM and 

within the broader human rights movement.   

 

In Chapter 3 I set out that as domestic actors who partner with the international human rights 

system NHRIs are uniquely placed to create linkages between the international reporting 

requirements and the domestic policy process. Human rights compliance theorists highlight the 

potential for reporting and follow up obligations to act as an impetus for the development of 

domestic reporting processes.1303 In my evidence gathering in the UK I found that whilst both 

the EHRC and DPOs had submitted follow up reports to the UNCRPD Committee, they have 

not collaborated in these endeavours. It appears that the EHRC and DPOs have not utilized the 

opportunity presented by reporting obligations on the state to form an impetus for the 

development of domestic procedural obligations. In my broader evidence gathering I did 

identify examples of NHRIs, most notably the New Zealand Human Rights Commission, 

utilising the development of a disability strategy as an opportunity to link domestic and 

international reporting obligations.1304 However, in its advice on the UK disability strategy the 

EHRC did not refer to the state’s UNCRPD reporting obligations.1305 The IHREC has been 

largely silent on the linkages between the National Disability Inclusion Strategy and Ireland’s 
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UNCRPD reporting obligations. The OHCHR are currently considering new approaches to 

ensuring reporting and follow up to the treaty body system.1306 Whilst the EHRC and the 

IHREC have both been active in engaging in the treaty body process and in supporting DPOs 

to engage with the treaty body process, both institutions could be more innovative in 

collaborating with DPOs and other CSOs in following up to examinations.  

 

NHRIs have followed up treaty body examinations through their own reports. In my literature 

review I set out the view that a NHRI(IMM) can act as an internal regulator of the UNCRPD, 

exercising authority delegated from the UNCRPD Committee to assess and make 

pronouncements on compliance.1307 Reflecting this, the EHRC has developed a system for 

tracking the UK Government’s compliance with recommendations emerging from treaty body 

examinations. The EHRC routinely publish progress assessments concerning the 

implementation of treaty body recommendations including those from the UNCRPD 

Committee. In these assessments, the EHRC add depth to the UNCRPD Committee 

recommendations and identify broad indicators of progression and regression. This is an 

innovative initiative which in my view reflects the role of the EHRC as a key partner of the 

international human rights system. Whilst DPOs welcomed this initiative, it is not a 

collaborative initiative. The views of disabled people and DPOs are not sought before 

assessments of progress are made. This approach reflects a general trend for NHRI(IMM)s to 

develop their analysis without the input from DPOs or civil society. Considering the significant 

delays in the UNCRPD Committee’s examination process, such tracker systems are likely to 

assume greater prominence.1308 Noting these delays in the treaty body process, the IHREC has 

suggested that the Irish Government commit on an annual basis to report to the Oireachtas on 

its efforts to bring about implementation of the UNCRPD.1309 Disappointingly, the IHREC also 

failed to suggest the development of a process for assessment which included DPOs.  

 

Overall, my assessment of the ways in which the EHRC and the IHREC are collaborating with 

DPOs to maximise the opportunities presented by the examination process is mixed. Whilst 

NHRIs have adopted collaborative approaches to engaging with the UNCRPD Committee 

examination processes, these approaches have not been reflected in following up on an 

examination. Furthermore, whilst NHRIs are being imaginative in developing and advocating 

 
1306 Caughey C, Government human rights focal points (n. 129)  
1307 Sarah Arduin, ‘Taking meta‐regulation to the United Nations human rights regime: the case of the CRPD’ (2019) Law & Policy 41  
1308 Interview with representative of the New Zealand Human Rights Commission  
1309 Chapter 6 (6.7.7) 
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for domestic compliance systems, they have not yet sought to develop these in a participative 

way. Therefore, I posit that there does appear to be potential for greater collaboration between 

DPOs and NHRIs.  

 

Provision of Advice on reform proposals 

 

As outlined in my literature review, one of the central roles of a NHRI is the provision of advice 

to government and the legislature on measures required to bring about compliance with 

international human rights law.  

 

Through the provision of their advice a NHRI can validate and corroborate the views of DPOs. 

In general, I found that DPOs were pleased with the content of advice provided by the IHREC 

and EHRC on legislation. However, DPOs were critical of both the EHRC and the IHREC for 

being absent from a number of key policy discussions.1310 In Ireland I found it surprising that 

the IHREC has not provided advice on the content and implementation of the National 

Disability Implementation Strategy.1311 NHRIs clearly have to prioritise the policy issues 

which they chose to engage with. However, both the EHRC and the IHREC should provide 

further detail on how they go about prioritising policy issues.  

 

Policy advice produced by the IHREC and EHRC examined for this research reflected the 

UNCRPD. However, in my view the advice produced by both institutions lacks sufficient detail 

on how the provisions of the UNCRPD could be domesticated. For example, both institutions 

could provide greater detail on how to give effect to Article 4(3). Furthermore, in advising on 

legal capacity reforms both institutions simply set out the relevant guidance from the UNCRPD 

Committee and do not make suggestions for how the guidance can be given effect to in 

domestic law.1312 I was somewhat surprised that DPOs in neither of my case studies have raised 

opposition concerning the positions taken by either the EHRC or the IHREC in their advice 

documents. Upon reflection this lack of opposition appears to reflect a tendency for both 

institutions to set out their advice in broad terms without suggesting a definitive course of 

action. The inclusion of abstract references to bringing about compliance with the articles of 

 
1310 Chapter 6 (6.7.4)  
1311 The Housing Agency, The National Housing Strategy for Persons with Disabilities 2022 -2027: Have Your Say (Irish 

Government 2021)  
1312 EHRC ‘Advice on Mental Capacity’ 2012 and IHRC Advice on ADM Bill 2013  
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the UNCRPD may generate limited opposition. However, they do little to move domestic 

debates on UNCRPD compliance onto the methods of implementation.  

 

DPOs indicated that they would welcome an opportunity to inform and shape the advice of the 

NHRI.  Neither the EHRC nor the IHREC have adopted formal arrangements for consulting 

civil society during the preparation of their advice. A number of NHRI representatives 

expressed concern that if they were to seek input from civil society, this may expose them to 

the risk that the government will perceive the NHRI as simply reflecting the views of civil 

society rather than providing its own independent assessment.1313  

 

Whilst neither the IHREC nor the EHRC have developed formal arrangements for consulting 

CSOs, staff in both institutions indicated that they will often informally contact representatives 

of CSOs whom they consider experts on the subject of a consultation.1314 Human rights NGOs 

similarly reported that they often discuss proposed reforms with both the IHREC and the 

EHRC. Both institutions therefore appear to have an informal collection of CSOs whose 

expertise they seek when formulating their submissions on policy issues. These collections 

may be classed as what Peter Haas refers to as an ‘epistemic community’, composed of 

organisations considered to have valuable evidence and views which a NHRI can draw on 

when developing their submissions.1315 Neither the EHRC nor the IHREC staff indicated that 

DPOs were included within their informal epistemic communities. This suggests that the 

expertise of DPOs is not sufficiently valued by either NHRI.   

The failure to include DPOs within informal networks appears in part to be a consequence of 

each institution having established a disability advisory committee. I would posit that the 

establishment of a disability advisory committee composed of individuals provides a valuable 

resource to NHRI(IMM)s but dissuades NHRI(IMM)s from developing relationships with 

DPOs to coordinate engagement in the policy making process. Whilst disabled people on a 

disability advisory committee may make important contributions in the formation of the 

NHRI(IMM)s advice, the DPM will lose out on the opportunity to develop more constructive 

and longer lasting relationships with the NHRI(IMM). A potential consequence of the 

establishment of a disability advisory committee may therefore be that a NHRI de-prioritises 

engagement with DPOs as it has its own in-house source of expertise. Such a consequence 

 
1313 Chapter 5 (5.6.6)  
1314 Chapter 6 (6.7.4) 
1315 Peter Haas, Introduction: epistemic communities and international policy coordination (Cambridge University Press, 2009)  
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undermines engagement with the broader movement and is not in my view in the spirit of the 

UNCRPD which specifically acknowledges the importance of engaging with disabled people 

through their ‘representative groups’. There is a need for reflection within NHRI(IMM)s on 

the potential benefits which the inclusion of representatives of DPOs on advisory committees 

can contribute.  

Bridge to Government  

Literature relating to NHRIs tends to emphasise their role in creating linkages between civil 

society and the government.1316 A number of DPOs in the UK made clear that they have 

decided to engage in outsider tactics and not to formally engage with the Government. They 

took the view that the fundamental changes required by disabled people would not be realised 

through applying the domestic equality or rights framework.1317 In an engagement event with 

DPOs and academics in the UK a participant highlighted the academic Audre Lorde’s warning 

that ‘the master's tools will never dismantle the master's house’.1318 This quote reflected a 

scepticism amongst DPOs in the UK on the potential for engagement in the policy making 

process to effect change. Notably DPOs who had chosen to disengage from the UK 

Government had maintained their links with the EHRC. This is interesting as it suggests that 

NHRIs can provide an important link to policy influencing processes for social movement 

organisations (SMO) who have prioritised outsider tactics. The establishment of a NHRI 

presents a new route for DPOs to engage in the policy making process, through an independent 

statutory body. This finding complements a small body of literature which has considered the 

relationship between government sponsored gender units and the women’s movement.1319 An 

assessment of whether through engagement with a NHRI a SMO can harness the benefits of 

interaction with the state, whilst mitigating the risk of institutionalisation, will require further 

longitudinal analysis. However, this research has identified a possibility that a NHRI can 

provide an alternative form of policy influencing to SMOs who have prioritised outsider tactics.  

 

 

 

 

 
1316 Uggla (n. 523)  
1317 Chapter 5 (5.7.5)  
1318 Audre Lorde, The Master's Tools Will Never Dismantle the Master's House, Series: Penguin Modern 22/02/2018 
1319 See chapter 3  
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7.3.4 Addressing ‘alleged violations’ of the rights of disabled people  

 

Strategic Litigation  

 

Both the EHRC and the IHREC are empowered to provide individuals with legal help and 

assistance. However, the EHRC has limited resources to fund cases. DPOs in both of my case 

studies reported high levels of legal need amongst disabled people and expressed a desire for 

the NHRI(IMM) to increase the number of disabled people supported to bring litigation. DPOs 

levelled criticisms about the approach to offering legal assistance and the processes for 

obtaining assistance. In my view both NHRI(IMM)s have failed to explain to DPOs how their 

role in providing legal advice and assistance complements the existing forms of publicly 

funded legal services available in the states. It is important that NHRI(IMM)s do not overstate 

their ability to meet legal need. Through developing a more participative approach to setting 

legal priorities, a NHRI(IMM) could inform both itself and its stakeholders of circumstances 

in which it could add value through the exercise of its strategic litigation powers.  

 

Neither NHRI has brought proceedings in their own name. However, the EHRC has referred 

to this power when advocating for change. The EHRC has also funded litigation which has 

created precedents expanding existing protections for disabled people.1320 Assessing the 

effectiveness of any institution which embarks on strategic litigation is a complex exercise.1321 

For the purposes of this research, it is notable that both NHRIs tend to see the principal role of 

a DPO as assisting the NHRI in identifying cases which they may wish to support or intervene 

in. There is limited reflection within either NHRI(IMM) as to how they can potentially 

collaborate with a DPO in embarking on litigation or co-ordinate their strategic litigation 

activities with civil society. The fact that neither institution has exercised their powers to bring 

proceedings in their own name appears to be a consequence of a concern that such litigation 

may damage the NHRI’s relationship with Government.  

 

Noting the unique attributes of a NHRI they are well placed to perform the role of an intervener 

assisting the court and putting forward new and innovative interpretations of domestic 

 
1320 Chapter 5 (5.7.11) 
1321 Catherine Corey Barber ‘Tackling the evaluation challenge in human rights: assessing the impact of strategic litigation organisations’ 

[2012] The International Journal of Human Rights 411 
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provisions. I identified positive examples of both the IHREC and the EHRC influencing 

important precedents which have supported the rights of disabled people.  

 

A NHRI can play an important role in supporting the development of precedents which advance 

the rights of disabled people. The potential for a NHRI to collaborate with DPOs to generate 

strategic litigation and influence the development of new precedents requires further 

exploration. The potential for a NHRI to protect the rights of disabled people through bringing 

litigation in its own name, requires further exploration.  

 

A NHRI can potentially play a key role in facilitating discussions across civil society on 

opportunities for strategic litigation and for follow up to litigation. As more DPOs become 

involved in strategic litigation, a NHRI(IMM) has the potential to play a role in co-ordinating 

civil society to stimulate change following successful litigation.1322  

 

Investigation and Regulatory  

 

Both NHRIs in my case studies are also the national equality body. DPOs in both my case 

studies were of the view that their NHRI could exercise their regulatory powers more 

effectively. A number of DPOs in the UK considered that the transformative effect of equality 

laws is not being realised, in part, because of organisational failures within the EHRC to 

exercise their regulatory powers efficiently.1323 In citing the failure of the EHRC to respond to 

their concerns DPOs suggested that they had lost trust in the EHRC as a regulator. To a degree 

the focus on the inadequacies of the EHRC as a regulator has obscured the failure of the UK 

Government to ensure that the regulatory framework is sufficiently robust and to ensure that 

the EHRC is appropriately resourced to perform its functions effectively.  

 

The role of the IHREC as a regulator is more limited and DPOs were more complimentary of 

the IHREC’s approach to their regulatory powers. However, there was a view that the IHREC 

are not being sufficiently ambitious in the way in which they are exercising their regulatory 

powers.1324 The IHREC have placed a notable emphasis on managing the expectations of civil 

society in relation to its role as an equality regulator. This approach may go some way to 

 
1322 Jacqui Kinghan and Lisa Vanhala, ‘Supporting systems changers through tht euse of collaborative legal approaches’ (PLP 2020) p. 6 
1323 ibid 
1324 Chapter 6 (6.7.9) 
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mitigating the risk of DPOs and other CSOs losing confidence in its role as a regulator. 

However, this approach may also lead to a lack of ambition, undermining the potential for the 

IHREC to collaborate with DPOs in harnessing the potentially transformative power of the 

public sector human rights and equality duty.  

 

The experience of the EHRC underscores the need for a NHRI(IMM) to explain its role as a 

regulator and highlights the risk that a NHRI(IMM) which performs the role of an equality 

regulator may become associated with failings in the equality framework which are outside of 

its control.1325 The EHRC has unsuccessfully attempted, through engaging in strategic 

litigation, to extend the public sector equality duty to require policy makers to have to consider 

the UNCRPD when developing disability policy.1326 The question of how a NHRI(IMM) 

addresses the challenge of promoting the UNCRPD whilst regulating an equality framework 

which does not fully reflect the UNCRPD, requires further exploration.  

 

7.3.5 Principle of nothing about us without us  

 

NHRIs are required to be pluralistic. Much of the literature relating to the designation of 

NHRIs as IMMs has presumed that as pluralistic bodies NHRIs will have developed 

participative ways of working with civil society. It was hoped that these ways of working 

would provide a foundation for the development of bespoke arrangements to facilitate the 

participation of disabled people and DPOs in the monitoring of the UNCRPD.1327 However, 

in my evidence gathering I found that there has been a lack of exploration of the relationship 

between NHRIs and civil society. NHRIs do not necessarily have effective mechanisms for 

engaging with civil society.  

 

Pre-existing literature focuses on how the requirement that a NHRI be pluralistic can provide 

a bulwark against the independence of the NHRI being encroached upon by the state. The 

pluralistic character of a NHRI has rarely been examined as a feature which supports both its 

effectiveness and the effectiveness of civil society. The Paris principles do not offer guidance 

to how individuals who have been appointed as members of a NHRI should manage their 

 
1325 UK Government Equalities Office, Tailored Review of the Equality and Human Rights Commission (UK Gov 2018)  
1326 Stuart Bracking & Ors v Secretary of State for Work and Pensions [2013] EWCA Civ 1345 (06 November 2013)  
1327 Meredith Raley (2016) The drafting of Article 33 of the Convention on the Rights of Persons with Disabilities: the creation of a novel 

mechanism, The International Journal of Human Rights, 20:1, 138-152 p. 140  
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relationship with sectors of society or with any CSO.1328 As set out, the GANHRI SCA has 

made clear that office holders should act in their individual capacity. NHRI representatives 

broadly support this position.1329 However this position stands in stark contrast to the 

emphasis which the text of the UNCRPD and UNCRPD Committee place on disabled people 

being represented through their representative groups.1330  

 

NHRIs are responding to emerging jurisprudence from the UNCRPD Committee by 

establishing advisory committees. A model which was reflected in both of my case studies 

during my evidence gathering.  Notably in both NHRIs individuals have been appointed to 

advisory committees in their individual capacity rather than as representatives of their 

organisation. I observed that the appointment of members on an individual basis undermines 

the potential for these advisory committees to support the development of the DPM and the 

potential for advisory committees to act as a mechanism for engagement with DPOs.  

 

My overarching conclusion is that there is a need for further reflection on what it means to 

operationalise the principle of ‘nothing about us without us’ amongst those NHRIs which have 

been designated as IMMs. NHRIs have a concern that to include DPOs in all their monitoring 

activities may create governance issues and may dilute the unique status of a NHRI as a trusted 

adviser of government. This concern is not completely unfounded. NHRI representatives 

highlighted that their staff and officers have often developed constructive working 

relationships with civil servants who tend to grant them greater access due to their status as 

public servants. These relations could potentially be undermined if NHRI staff sought to 

include DPOs.1331 However there are many circumstances in which the inclusion of a DPO 

could potentially enrich discussions. There is a need for reflection on when it is appropriate for 

a NHRI to realise the principle of ‘nothing about us without us’ through including a DPO 

representative in a meeting and when it is possible to realise the principle through other 

measures. Overall, NHRIs need to develop their confidence in engaging in participative 

working practices.  

 

 
1328 De Beco G and Murray R, A commentary on the Paris principles on national human rights institutions (Cambridge University Press 

2014) p. 67 
1329 Quinn, Gerard and Crowther, Neil ‘Human rights and disability: A Manual for NHRIs’ (Asia Pacific Forum 2017), p. 111, see further 
Chapter 4  
1330 Article 4(3)  
1331 Pegram, Tom ‘The New Architecture in Global Human Rights Governance’ Millennium vol 43(2), p 618-639, 2015 
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The relationship between NHRIs and DPOs in both of my case studies would benefit from an 

open discussion on where it is and is not possible to include disabled people and their 

representative groups. An open discussion on the ways in which a NHRI can influence change 

is also necessary. DPOs in both of my case studies tended to have a high expectation that a 

NHRI can effect change through the exercise of their powers. NHRI representatives 

interviewed for this research tended to be more circumspect and less confident of their ability 

to effect change. It is important that NHRIs engage in open and honest conversations with 

DPOs about the level of influence they exert.  NHRI(IMM) need to reflect on their staffing 

structures. DPOs interviewed for this research continually emphasised the value of a 

NHRI(IMM) having staff members with responsibility for engagement with disabled people.  

NHRI(IMM) need to consider appointed staff members with specific responsibility for 

engaging with DPOs and need to consider whether they have appropriately trained staff 

members who can engage with DPOs and account to DPOs for the decisions taken by the 

NHRI(IMM). 

 

NHRIs also need to reflect on how they make and explain their decisions. As institutions with 

broad mandates NHRIs inevitably must make strategic decisions on issues which are prioritised 

and those that are not. As my case study on the UK indicates, if a NHRI does not seek to explain 

their decision-making process to DPOs, there is potential for a perception to develop that a 

NHRI is unresponsive to civil society requests. This can lead to a breakdown of trust in the 

institution which can have long-term damaging effect.  

 

In light of these findings and conclusions I have made a number of recommendations which I 

consider will address some of the issues I have identified in my research.   

 

7.4 Recommendations  

 

Whilst this PhD is focused on the exploration of existing practices, I have throughout asked 

myself how the situation could be improved. I propose a number of recommendations for 

reform.  
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DPOs have only been included within a IMF in two jurisdictions.1332 This is partly a 

consequence of a lack of umbrella DPOs with sufficient capacity to take on a role in monitoring 

the UNCRPD at the time of ratification. However, if a state meets its obligations towards 

disabled people and DPOs, this should result in the establishment of DPOs and coalitions of 

DPOs are likely to emerge. Going forward, the UNCRPD Committee should encourage states 

to reflect on the composition of its monitoring framework with a view to ensuring the 

participation of DPOs. The Committee should also routinely ask NHRI(IMM)s in states under 

examination whether a DPO could potentially be included in an IMF. Rather than the 

designation of a IMM being seen as a one-off event, it should be considered during the periodic 

examination process.  

 

The GANHRI are both the regulators and representative body for NHRIs. A number of 

academics have in my view correctly raised concerns relating to the robustness of the 

accreditation process.1333 The unique feature of a NHRI is that it has been accredited as being 

in compliance with the Paris Principles. The Paris Principles focus on the independence of an 

institution from government. They do not in my view elaborate fully on the relationship 

between NHRIs and CSOs. Human rights theorists strongly emphasise the necessity of a 

vibrant civil society for the realisation of human rights compliance.1334 Throughout my 

research I detected a tendency for NHRIs to take civil society and the existence of CSOs for 

granted. There has been a lack of reflection on the role of a NHRI in supporting CSOs to form 

and sustain themselves. A number of NHRIs, in particular the EHRC, operate on the 

assumption that the effective execution of their statutory duties creates ancillary benefits for 

CSOs. However, they do not consider that they have a role in supporting civil society. This has 

in my view contributed to a breakdown in relations between the EHRC and significant sections 

of civil society in GB. There is a need for GANHRI to reflect on the role of a NHRI in 

supporting civil society generally. Whilst the GANHRI has adopted a general observation 

relating to the role of NHRIs designated as IMMs, this is rather vague and is not routinely 

applied by the SCA during accreditation hearings. I recommend that the GANHRI develop a 

more specific observation on NHRIs designated as IMMs which should include a section on 

the inclusion of disabled people and their organisations in the full range of activities of a 

NHRI(IMM).  

 
1332 Namely Spain and New Zealand 
1333 Rosenblum (n. 22)  
1334 Beth Simmons, Mobilizing for Human Rights (Cambridge University Press 2009)  
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DPOs are currently entitled to make submissions during the accreditation process. However, 

this is not well known amongst DPOs.1335 The GANHRI should conduct a review of the ways 

in which CSOs are engaging in the accreditation and re-accreditation processes. The GANHRI 

should place a specific obligation on NHRIs to promote awareness of the accreditation and re-

accreditation process amongst civil society and DPOs. DPOs should be supported by the 

GANHRI to provide views on the activities of a NHRI(IMM) in advance of the accreditation 

hearing. The GANHRI staff should also engage with DPOs during the UNCRPD examination 

process to record their views on the activities of a NHRI(IMM). These should then be tabled 

at the NHRI(IMM)’s next re-accreditation hearing. The International Disability Alliance as the 

transnational DPO could also play a key role in supporting DPOs to make submissions in 

advance of an accreditation hearing.  

 

Noting the recent survey of NHRI(IMM) activities by GANHRI I consider that there is a need 

for the GANHRI Working Group on the UNCRPD to consider how NHRIs can engage with 

disabled people through their organisations.1336 There is a need for GANHRI to raise awareness 

amongst NHRIs as to the value of engaging with disabled people through their organisations 

and to provide them with guidance on collaborative working with DPOs and disabled people. 

NHRIs need to be supported to mainstream disability and engagement with DPOs across all its 

functions. GANHRI should consider the development and delivery of a training programme to 

educate NHRI officers and staff on participative ways of working.  

 

I make these recommendations firstly because I consider that they will encourage reflection 

amongst NHRI(IMM)s as to how they are including disabled people and their representative 

groups within their monitoring activities. Secondly, I consider that they will potentially provide 

NHRIs with a basis upon which to argue for new powers or resources to support their role as 

an IMM. In addition, they will provide DPOs with a stronger basis upon which to engage in 

the accreditation process and to raise any concerns they may have.  

 

Finally, I recommend that the OHCHR reflect on how they are promoting new techniques for 

bringing about implementation of the UNCRPD at the domestic level. The OHCHR and other 

international organisations have prioritised the transmission of technical knowledge to NHRIs 

 
1335 Chapter 5 (5.6.3) 
1336  GANNHRI Working Group on UNCRPD 2019 survey, available at: https://ganhri.org/2019-survey-report/ 
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over other actors.1337 NHRIs have shared knowledge on engagement with the international 

system with DPOs and civil society more generally. However, they have not always shared 

technical knowledge relating to the domestic implementation of rights. I suggest that the 

OHCHR and other international organisations which provide funding and training to 

NHRI(IM)s place a requirement on the NHRI(IMM) to ensure the diffusion of knowledge on 

UNCRPD implementation throughout DPOs. This recommendation will encourage reflection 

amongst NHRI(IMM) on how they can share their expertise with DPOs and other CSOs.  

 

7.5 Warrants on Research  

 

As I have interviewed a relatively small number of NHRI(IMM) I consider that it is important 

that I do not make exaggerated claims relating to the general application of my findings and 

conclusions. My findings are principally of relevance to NHRI(IMM)s which reflect the 

Commonwealth Commission model. I have assessed the activities of the two NHRIs in my 

case studies against evidence gathered through interviews with seven NHRI(IMM)s who have 

been particularly active in their role as an IMM. I therefore consider that my findings may be 

taken to be illustrative of the challenges and opportunities emerging from collaboration 

between a DPO and NHRI(IMM). However, they should not be considered to be a conclusive 

assessment of activities by all NHRI(IMM)s.  

 

7.6 Further research  

 

In my evidence gathering I noted that there was a lack of published research on the 

approaches of NHRIs and DPOs to examination processes by treaty bodies. I have explored 

whether there are any emerging practices in how NHRIs and DPOs have engaged with the 

UNCRPD Committee. Due partly to coronavirus restrictions, I was unable to explore fully 

the ways in which NHRIs and DPOs have engaged with the UNCRPD Committee. This is a 

topic that would merit further exploration.   

 

In addition, I consider that there is a need for the further research into the potential for public 

sector equality duties to be used as a domestic policy vehicle for bringing about 

implementation of the UNCRPD and other international human rights treaties.  

 
1337 See for instance OHCHR ‘Tripartite Partnership to Support NHRIs’ 2019  
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Finally, I consider that the role of a NHRI in supporting the advocacy activities of SMOs who 

have chosen to prioritise outsider tactics requires further reflection.  
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Arnardóttir O M, ‘A Future of Multidimensional Disadvantage Equality’ in Arnardóttir OM 
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