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Social Rights

Disability and
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EXECUTIVE SUMMARY

The adopton of a “rights-based approach” in legislation has.come
to constitute a core element being sought by groups representing
people with disabilities and those working with them. This study
secks to conulbute to this on-going debate by clarifying.some key
issues and informing the Irish discussion by a review of some
relevant experience elsewhere.

Currcnt consideration of the rights-based approach to services for
people with disabilities is taking place within a much broader debate
about economic and social rights, in lreland as elsewhere. This
study brings our first that the assumpdon which often seems to
underlic argumicnts from both propenents and opponenis, that
adopting a rights approach has a clear and rtransparent
interpretation, is not in fact warranted. A variety of.approaches to
delivering services, framing entitlements and instituting enforcement
mechanisms can legitimately be seen as arising from a rights
perspective.

In lreland, the starus of economic and social rights has been
debated particularly in the context of the Constitution. The
Constitution  Review Group’s majority decision  against
incorporation of new economic and social rights was drven by the
arguments that this would be an encroachment on democracy,
transferring power from elected representatives to the judiciary,
with unwarranted and/or unpredictable resource implications. On
the other hand, the recognitdon. of economic and soctal rights in the
Constitution, or in law, is argued by some proponents not to confer
absolute personal rights regardless of cost.

It seems commonly taken for pranted in the Irish debate that
there is an integral link between rights and justiciability. However, at
the conceprual level nights need not necessarily be associated with
the ability to have recourse to the courts, and in practice there may
be alternative effective enforcement mechanisms.

The logic of the rights-based approach is widely argued to apply
with particular force in the area of disability, with the Report of the
Commission on the Sratus of People with Disabilities (1996)
establishing the rights-based approach as the framework of
reference. The perceived failure to base the Disability Bill presented

i
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Rights and
Services

A Comparative
Perspective

to the Oireachtas in 2001 on an explicit rights foundation was
critical to the government’s decision to undertake a further
consultaton process. The proposals for core elements of a revised
Disability Bill published by the Disability Legislaton Consultation
Group (DLCG) in February 2003 see a rights-based approach as
central,

In terms of services, the DLCG propose that the individual’s
needs across the range of service areas are to be assessed
independently, that the services identfied as neceded by that
assessment should then be made available as a right, and that
together with other rights to be set out in the legislation this should
be justciable. If the services one has been identfied as needing are
not made available, then one can — ultimately — go to court to
enforce that right against the State. Under these proposals, decisions
about service provision and consequently resource allocation would
be made by professionals and the courts, without reference to the
Oireachtas or the availability of resources. The framing of economic
and social rights advanced by some proponents is more qualified,
with an emphasis on “progressive realizadon” of these rights and on
the State taking “reasonable steps to promote the general and
progressive enjoyment’’ of economic and social aghts “in view of
actual conditions, resources and standards”.

To inform the Irsh debate, the study reviews structures and
approaches in a number of other rich countries to the provision of
services and advocacy to people with disabilities. The countries
covered are the USA, Australia, New Zealand, Sweden and the UK,
which share with Ireland 2 legal structure based on common law, so
lessons of most direct relevance to Ireland can be learned. None of
these countries has independent assessment of need carrying with it
justiciablé rights to services. In the USA people with disabiliues may
have a right to assessment by statutory and local government health
care and social services providers, but only in reladon to the services
those agencies provide. Anti-discrimination legislaton does not
provide a generalised right to 2 particular health or support service
or standard of service for those with disabiliies. In Australia, classes
of services to be provided to people with disabilities and standards
to be met in the delivery of those services are set by the relevant
Minister, in the light of available resources. New Zealand has a
needs assessment and co-ordinadon system which assesses nceds
without reference to resource availability, but these assessments do
not entitle people to the services identified as needed: the distnct
Service Co-ordination function is responsible /ufer alia for rationing.
In Sweden, social rights covering health and social services are
enshrined in law, but in pracdce the services available differ
substantially from one area to the next. In the UK, entitlemcnt to
services is based largely on eligibility criteria set at local level and
assessment of need carried out by the relevant local authority setting
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Transparency
and Entitlement

those criteria. Councils are obliged to assess everybody who
presents as needing their services, regardless of resources. Councils
thereafter have 1o meet the person’s “reasonable needs”, they must
have transparent eligibility criterta that enable them to prodtuse
what needs it is reasonable to meer, and in establishing those criteria -
they can take resources available into account.

I[ may be possible to make progress incrementally in this area in
lreland while leaving the most hotly contested issues, relating to
justiciability and uldmate control of resources in particular, to one
side.

lt would be a significant advance if:

e the state, through the relevant authorues, set out clearly
what level of service provision the current level of resources
is intended to underpin;

e people with disabilities not only knew what this level of
service provision was at individual level, but had an
endtlement to those services with associated enforcement
mechanisms;

® it was also set out in concrete terms how services are 1o be
improved over time as more resources become available.

While this would have to overcome real practical difficulties, if
achievable it could empower the individual, provide a lever to
promote efficiency, greatly increase capacity to make long-term
planning and resource allocation decisions, and lead 10 2 much
better informed public debate and political process in addressing
those issues.



1. INTRODUCTION

Scrvices for people with disabilites have come towards the
forefront of public debate in Ireland in recent vears. Not only the
extent and nature of the services themselves but-aiso the basis on
which they are made available has become a central focus of
attention. In parricular, the adoption of a “rights-based approach” in
legislation now constitutes a core clement being sought by groups
representing people with disabilitics and those working with them.
The perceived failure to base the Disability Bill presented to the
Oireachtas in 2001 on an explicit rights foundation was cridcal to
the government’s decision to undertake a further consultation
process, and new legislation in this area is expected shordy. What
implications does adoption of a rights approach have, in particular
for peopie’s endtlements to services and how those are enforced?

While it is in the area of disability that these issues are first being
addressed in very concrete terms, this is part of a much broader
debate about economic and social rights in Ireland and clsewhere.
The approach adopted in the disability services area may well have
implications for many other areas of economic and social policy,
reinforcing the importance of careful consideration of the principles
involved at this stage.

This study secks to contribute to this debate by clarifying some
of the key issues and informing the lrsh discussion by a review of
some relevant experience clsewhere. Before coming specitically o
the area.of disability, we begin by setting out in Chapter 2 the broad
thrust of the debate about cconomic and social rights and the
international context in which it is taking place. We sec that the
language of rghts is increasingly being applied in the economic,
social and cultural spheres, but ‘this still leaves open critical
questions as 0 how these are o be interpreted and protected. In
Ireland, the issue of incorporating cconomic and social rights has
becn extensively debated in the context of the Constrution. The
related question of the legal sratus of economic and social rights,
and in particular whether it should be possible to vindicate them in
a court of law, has come to dominate the Irish debate.

Chapter 3 rurns to the applicadon of these arguments in the area
of services for people with disabilities in [reland. (Other significant
issues in relation to disability, and disability legislation, such as
employment or accessibility of transport and buildings are ouside
our scope) We first describe the evolution of perspectives on
disability away from the medical model towards sceing people with
disabiliies as having rights including the right to parocipate fully in
socicty, a fundamental shift in thinking worldwide. We look at how

1
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this has been reflected in international instruments, and at how it
has filtered through to Ireland. The centrality of the rights approach
in recent Irish debates about legislation in the disability area is then
discussed. Most concretely, the rights approach plays a central role
in proposals presented by the Disability Legislaton Consultation
Group (DLCG), made up of umbrella groups and organizations in
the disability sector, as part of the consultation process undertaken
in 2002, We discuss the 1mphcauons of the way they envisage that
approzch being operadonalised in reladon to services.

In order to inform the Irish debate, we then wrn in Chapter 4
1o a review of structures and approaches in a number of other rich
countries to the provision of services and advocacy to people with
disabilities. The countries covered, namely the USA, Australia, New
Zealand, Sweden and the UK, share with Ireland a legal structure
based on common law. We look in pardcular at the way these
countrics approach assessment of needs, provision of services,
appeals and enforcement, and advocacy.

Chapter 5 concludes by highlighang the key findings of the
study and .attempring 1o tease our their implications for 2pplying a
rights approach to improve services for people with disabilities in
Ireland. It emphasises in particular the importance of clearly
identifying the levels of service provision the current resources
allocated are intended to underpin, and discusses framing these as
entitlements. This could provide a basis for progressively improving
services and entitlements over time as further resources become
available.



2.1
Introduction

2.2

Widening the
Domain of
Rights

2. ECONOMIC AND SOCIAL
RIGHTS

Cun-ent consideration of the rights-based approach to services for
people with disabilitics is taking place within 2 much broader debate
about economic and social rights, in Ireland and elsewhere. Before
coming specifically to the area of disability, it is necessary to first set
out the broad thrust of this debate, and the international context in
which it is taking place. We look first in this chapter at how the
language. of rights is increasingly being applied in the economic,
social and cultural spheres as well as the more traditional application
to civil and political spheres. We then sketch in key aspects of the
development of the rights approach to economic, social and cultural
issues at UN, Council of Europe and European Union level, and
look at the recent criticisms by the UN Committee on Economic,
Social and Cultural Rights that have focused on the legal status of
economic and social rights in Ireland. We then describe the
insututional context and setting in ‘which these debates are taking
place in Ireland, and the manner in which economic, social and
cultural rights have béen debated pardcularly in the context of the
Constirution. We bring out how aspiring to recognise economic and
social nghts still leaves open critical questions as to how these are to
be interpreted and protected, and focus on the relatdonship between
rights, resources and justiciabiliry.

The traditional divide berween polidcal and civil rights on the one
hand, and economic, social and cultural rights on the other, has
been increasingly called into queston by those arguing for a
broadly-based “rights approach” to economic and social issues. Civil
and political rights relating to liberty of the person, property rights
and the right to vote have been developing in many countries since
the cighteenth century. These are now generally uncontested in
principle in the countries of the European Union, though their
application of course continues to raise complex issues and
concerns at the margin in individual cases. By contrast it is only
relatively recentdy — from around the middle of the 20 cenmury —
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2.3

The
International
Context

that the terminology of economic and social rights has come into
vogue, with the extension to cultural rights even more recent.!

In effect, it was the development of the welfare state that gave
rise to the noton of cconomic and social rghts. As health,
educaton and welfare provision developed, the state came w be
secn as having obligadons to its ciizens in'these areas — or putting it
another way, citizens came to be seen as having legidmate
expectations, cntitlements, or “rights” in that regard. Precisely whar
this means in practice of course varics a great deal across countries,
depending on the extent and nature of the welfare state and on the
legal system. Broadly speaking, though, when we say someone has a
“right”, we generally mean both that they have an endtement and
that there is a corresponding duty imposed on someone else or,
most often, on the state to deliver on or uphold thar entitlement.
This means that, as Daly (2002) has put it,

Rights, then, are an expression of a public consensus on the entitlements

and duties of different parties, but especially between individuals and the

state{p. 1).

Increasingly, the case is put for legal and consttutonal
protection to be extended from polideal and civil rights to include
economic, social and cultural rights. Apart from the intninsic
importance of economic, social and cultural rights, this is argued on
the basis that if they are not equally protected then the enjoyment of
civil and political rights is not effecdve. (Homeless people will find
it more difficult to vote, for example) Civil and politcal rights are
thus not independent of economic, social and culwral rights.
Similarly the sharpness of the distinction berween political and civil
rights on .the one hand and economic, social and cultural rights on
the other has been questoned. Neithér can be established and
defended without incurring significant costs, for example, and
defending civil and polidcal nights is not necessarily neueral i
distributional terms. It is the queston of how rather than whether
economic, social and culural rghts should be recognised,
pardcular via the tvpes of consttutional and legal mechanisms
emploved t protect political and civil rights, that is mosr
contentious, as we will see. First, though, it is worth sketching in the
background in terms of the development of internatonal
instruments in this area.

The internadonal context in which the “rights approach” to
economic, social and cultural issues is being debated in Ireland is
important, and includes UN, Council of Europe and European
Union dimensions. The prnciple of the universality,
interdependence and inter-relation of all human rights has been
accepted by the United Nations for many years. Economic, social
and cultural rights have already been enumerited in a variety of

! It is of course not notons of core entdements and obligations in the economic
and social sphere, but rather framing them in rights terminology, that is this recent.
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international conventions and other instruments to which Ireland
subscribes. Supplementing the United Nations Declaraton on
Human Rights, the UN Internatonal Covenant on lEconomic,
Social and Cultural Rights (UNCESCR) enumerates for example the
right to work and to just working conditions, to social security, to
freedom from hunger, to enjoyment of the highest artainable
standard of physical and mental health; to an adequate standard of
living, to adequate housing, to education, and to exercise of these
rights without discrimination. At present, unlike many other UN
human rghts treades, there is no individual or group complaints
system under the UNCESR. The UN Committee on Economic,
Social and Cultural Rights, a2 committee of appointed experts
mecting in Geneva, regularly reviews developments in the countries
which are parties 1o the Covenant, and its recent comments on
Ireland have received a good deal of attention, as we discuss shortly.
In addition, a draft Optional Protocol providing for individual and
group complaints is currently being debated within the UN system.?

Turning to the Council of Europe, the European Convention on
Human Rights (IXCHR), which protects civil and political rights, was
signed by Ireland in the 1950s but has only recendy been
incorporated into lrish law (following on the 1998 Belfast
Agreement). The ECHR, which Ireland helped to draft, sometimes
gives rise to positive state obligations, with cases based on it ruled
on by the European Court requiring various forms of positive
action which have had a resource cost for states, including ireland
(notably in the 1979 Airey case). This brings our that vindicaung
civil and politcal rights, as well as economic and social ones, may
well have resources implications.

Supplementing the European Convention on Human Rights is
the European Social Charter, adopted by the Council of Europe in
1961 and revised in 1996, aimed at protecting fundamental soctal
and economic rights. The revised Charter, which came into force in
1999, recognises the right ro for example social secunty, decent
affordable housing, accessible and effective health care, free primary
and secondary education, emplovment, protection against poverty
and social exclusion, and the right of disabled persons 1o social
integradon, independence and participation in the life of the
community. The Social Charter has been an influential point of
reference both at national and European Union levels. There is a
formal mechanism whereby the expert Committee of Social Rights,
appointed by the Council of Europe Council of Ministers, monirors
and reports on whether countries are honouring the undertakings
sct out in the charter, based on regular reports submitred by the
country in question. There is also provision for a collective
complaints procedure whereby recognised organisations including

2 Jreland recently joined in 2 common EU posidon to agree to set up a Working
Group within the EU o study the drafting of such a Protocal — which does not
represent a commitment to adopt the Protceol if it is produced (sec Irish Human
Rights Commission 2003a).
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employers” and unions’ federations and certain non-governmental
organisations may lodge complaints about specific features with the
Committee.

At European Union level, the Amsterdam Treaty stresses respect
for fundamental rights, especially those guaranteed by the European
Convention on Human Rights (ECHR), but also defines social
rights held to be fundamental, by reference in particular to the
European Social Charter and the 1989 Community Charter of the
Fundamental Social Rights of Workers. These fundamental social
rights mainly concern employment, living and working conditions,
social protection, social dialogue and the combating of exclusion.
That Treaty incorporated the Social Chapter previously agreed by 14
Member States {excluding the UK), and Ardcle 136 reaffirms that
social policy is a competence which the BEuropean Community
shares with the member states.

In June 1999, the European Council meeting in Cologne
estzblished a Convention tasked with drafting a Charter of
Fundamental Rights for the European Union. It reported to the
European Council in Nice in December 2000, when the Charter
was promulgated as a political declaraton.

The Charter draws together rights as they result, in particular,
from the constitutonal traditions and international obligadons
common to the Member States, the Treaty on European Union, the
Community Treaties, the European Convention for the Protection

.of Human Rights and Fundamental Freedoms, the social :charters

adopted by the European Union and by the Council of Europe and
the case-law of the EU Court of Justice.and:of.the-European-Court
of Human Rights.

The Charter includes chapters on: Digniry (including the right to
life and the prohibition of torture); Freedoms (including respect for
family life, freedom of religion-and the right to education); Solidarity
(including workers’ rights to information and consultaton and to
fair and just working conditons); Citizens’ Rights (including the

right to vote and stand in European elections .and the right to.good .,
.administration); and Justice (including the right to an effectve
Jremedy and a fair trial and to the presumption of innocence). Its
-final chapter conuains provisions of general applicadon which define

the extent of its scope and application. These make it clear that the
Charter applies to the institutions of the European Union and to the
Member States only when they are implementing EU law.

The European Council at Laeken in 2001 established a new
Convention to bring forward recommendations for a Consttudonal

. Trearty for the European Union. One of the questdons it was asked

to consider was whether the Charter should be incorporated in this
new Treaty. The European Conventon met from February 2002
until July 2003, It recommended that, if the Charter is to be
included in the new Treaty, a number of important amendments
should be made to its general provisions to ensure greater legal
clarity and cerinty as to its effect. In particular, the amendments it
recommended would make it clear that the Charter respects the
limits of the powers confetred on the Union by the Member States
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2.4
Ireland and the
UN Covenant

and does not extend their scope. The Irish Government welcomed
the important and positive- work done by the Convention towards
ensuring that agreement can be reached on its incorporation.

The draft Consututional Treaty prepared by the European
Convention included the Charter as an integral part of the new
document. The draft as a whole is now being considered by an
[ntergovernmental Conference, drawing together representatives of
the governments of Member States and of those countries that will
shorty join the Union.

We saw in the previous section that the UN Covenant on
Economie, Social and Cultural Rights (UNCESCR) has a formal
monitoring mechanism whereby the expert Committee on
Economic, Social and Cultural Rights, meeting in Geneva,.regularly
reviews developments in the countries which are pardes to the
Covenant. This review is based on a report prepared and submitted
by the relevanrt government, as well as inputs by non-governmental
groups. In its most recent comment on Ireland, this Committee
expressed concern that “a human rights based approach” had sdll
not been adopted in the Natonal Anti-Poverty Strategy. It argued
that Ireland has an obligation to make the Covenant rights
enforceable in domestc legislaton, and a legal obligation to
integrate economic, social and culwural rights into the Ann-Poverty
Strategy (UNCESCR 2002a).

Before wrning to the domestic debate about economic, social
and cultural rights, it is worth puttng this international commentary
on Ireland into context by noting that the Committee regularly
makes similar criticisms and recommendations in relaton to a wide
range of other countries, including some which inother respects are
regarded by the Committee as performing partcularly well in
safeguarding the rights enshrined in the Covenant. In commenting
on Australia 2t its most recent examinadon, for example, the
Committee expressed concern that:

L spite of existing guarantees pertaining o economite, socal and cultural

rights in the State party's demestic legislation, the Covenant continues to

have na legal status at the federal and state level, therely impeding the

Jull recopnition of and applicability of its provisions. ... The Committee

reprets that, becarise the Covenant bas viot been entrenched as law in the

domrestic legal order, ifs provisions cannot be invoked before a court of
law. The Committee strongly recommends that the State party
incorparate the Covenant in fts lepisiation, in order fo ensure the
applicability of the provisions of the Covenant in the domestic courts.

(UNCESCR 2000.)

The Commitice also urged Sweden, for cxample, “to take
appropriate steps to give full effect to the Covenant in its Jegal
system, so that the rights covered by it may be directly invoked
before the courts” (UNCESCR 2001). In its observations on
Canada, the Committee urged “the Federal Government to take
concrete steps to ensure that the provinces and territories are made
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aware of their legal oblipations under the Covenant and that the
Covenant rights are enforceable within the provinces and territories
through legislation or policy measures and the establishment of
independent and appropriate  monitoring and  adjudicadon
mechanisms.” (UNCESCR 1998a.)

The Committee’s comments in relaion to the UK are
particularly relevant given the similarity between its legal struceures
and Ircland’s. In its most recent report on the UK the Committee

...deeply regrets that, altbongh the State party bas adopied a certain

nupiber of laws in the area of economiic, social and cultural rights, the

Corenant has still not been incorporated in the dowestic legal order and

that there is no intention by the State party fo do so in the near future.

The Comumittee refferates its concern about the State party's position

that the provisions of the Covenant, with minor exceptions, constitute

principles and programmatic objectives rather than legal obligations that

are justiciable, and that consequently they camot be given direct

legislative effect. Affirming the principle of the inferdependence and

indivisibility of all human rights, and that all economic, sodal and
cwnltnral rights are justiciable, the Commitiee ... strougly recommends
that the State party re-examine the matler of incorporation of the

Intermational Corenant on Economic, Socal and Cultural Rights in

donsestic law. The Committee points out that, irrespective of the system

throngh which international law is incorporated in the domsestic legal
order (monism or dualism), following ralification of an international
mistriment, the State party is wnder an obligation to comply with it and

1o give it full effect in the domestie legal order. (UNCESCR 2002b.)

Issues relating to incorporation in domestic law are raised even
in relaton to.Denmark, where the Committee noted “the high level
of achievement by Denmark of its obligatons in respect of the
protection of the nghrts set forth in the Covenant”. The Committee
“commends the State party's long tradidon of respect for human
rights,” but then “regrets that the Covenant has not been
incorporated in domestic law”. It notes that, although the
provisions of the Covenant may be direcily invoked before the
courts or referred to by the courts, there is no case law as yet. In
this respect, the Committee expresses concern that lawyers and
judges “may not be sufficiently aware that the rights enshrined in

the Covenant may be invoked before the courts.” (UNCESCR

1999)

The issue.of the legal status of economic and social rghts and of
the UN Covenant itself is thus far from unique to Ireland. It is clear
that many other countries, paracularly ones in broadly the same
legal wadition as Ireland, have taken a rather different atdrude to
these issucs than the UN Committee. This is an evolving area, both
in terms of the interpretation of stares” international legal
obligations and the response of different countries. There is no
reason why lreland should not aim to be in the forefront in this
respect, but simply focusing on the Commirtee’s remarks in reladon
to Ireland misses our comparative posidon entirely.

It is worth noting that the lrish Human Rights Commission, in
recently-published Observations specifically in-the area of disability
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legislation to which we will be turning shortly, has addressed the
implicadons of the CESCR. These spell out first that domestic
constitutional or legal obstacles are not a defence (at least at the
level of internatonal law) with respect to non-performance of a
state’s treaty obligations. The conclusion is also reached that “there
is a strong presumption in favour of legal remedies under the
CESCR” (Human Rights Commission 2003a). It is noted that
General Comment 9 of the CESCR (UNCESCR 1998b) leaves
open the door to the possibility of equally effective administrative
remedies, but these must be “accessible, affordable, dmely and
effective”, and that an uldmate right of judicial appeal would also
often be appropriate.

The focus on the purcly legal aspects of the protection of
economic and social rghts is clearly a pardal one, and the UN
Committee in its reports does indeed pay considerable attention to
the concrete situation of particular groups in specific countries
(albeit in-a rather variable way). The broader point to be emphasised
is there may be little or no direct correladon berween explicir

constitutional or legal protecdon for such rghts and the concrete

situadon of people living in the country. Countries which have
attained a very high level of economic and social protection and
provision for their citizens may have these rights less firmly
enshrined in purely consdtutional and/or legal terms than others
artaining lower levels of protecdon in practice. As Daly (2002) has
noted, access to social rights cannot bé read off from the legal
framing or status of the fght. Furthermore, the direction of
causation historically is important: the extent to which such nights
are protected in constitutional and/or legal terms may as often
refleet as lead the level of concrete protection and provision “on the
ground”. This does not mean thart legal and constitudonal status is
unimportant or irrelevant, but they are important considerations to
keep in mind as we turn to recent debates about enshnning
economic and social rights in.the Irish Constitution.

Ccrtain economic and social rights are already recognised in the
[rish Constitudon. Specifically, the Constitution holds thar all
persons are to be held equal before the law, guarantees to protect
the family, obliges the State o provide for free primary education,
and recognises the right to prvate property in Articles 40, 41, 42
and 43 respecuvely. In addidon, Article 45 sets out “Directive
Principles of Social Policy”, which are intended for the guidance of
the Qireachtas and are not cognisable by the courts. These state for
example that the State shall direct its policy towards securing that
citizens “‘may through their occupations find the means of making
reasonable provision for their domestic needs”, and that “the State
pledges itself to safeguard with especial care the economic interests
of the weaker sections of the community, and, where¢ necessary, to
contribute to the support of the infirm, the widow, the orphan, and
the aged”. The Consttutdonal obligation on the State to provide free
primary education has been the subject of significant judicial acovity
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of late, particularly relevant to the area of disability. A number of
findings based on this amicle have supported those sceking
provision of services not hitherto made available to them by the
Stare. This has, 1n all likelihood, contributed to the focus of the Irsh
debate on economic and social rights on the question of
justiciability,. However, most recently the Supreme Court has struck
down decisions of lower courts which appeared to broaden the
interpretation.of this provision; has questioned the idea thar implied
socio-economic rights. could be found in the Constdruton; and has
limited the role of the courts on the grounds of the separadon of
powers berween the legislature and the judiciary.

Going beyond the Constitudon, in Ireland as elsewhere a
substandal range of socio-economic rghts are protected by
legislation, covering for example employment protection, health and
safety at work, and gender equality- Most recently the Employment
Equality Act, the Equal Status Act and the Education (Welfare) Act
have been officially described in the Review of the Nadonal Anti-
Poverty Strategy (2002) as “suengthening the rights available to the
citizen”, and the same could be said of the recently-introduced
minimum wage. That Review goes on to say that “The Government
is also committed to developing a strong infrastructure to promote
and protect a range of rights”, instancing the establishment of the
Equality Authority, the National Disability Authority, Combhairle
and the Human Rights Commission.

The Employment Equality Act (1998) outlaws discrimination in
the workplace. on nine stated grounds, including disability. The
Equal Status Act (2000) complements it by giving protecton against
discimination in non-workplace areas such as educadon, the
provision of goods, services and accommodation and the disposal
of property. The Equality Authority is an independent body set up
in 1999 under the Employment Equality Act 1998, replacing the
Employment Equality Agency with an expanded role and funcdons,
to promote and defend the rights established in the equality
legislation. A separaie equality tribunal {ODEI, the Office of the
Director for Equality Investgations) investigates or mediates
complainis of unlawful discrimination under both employment
equality and equal status legisladon.

The National Disability Authority (NDA) was established as an
independent statutory agency in 2000, to advise the Minister for
Justice, Equality and Law Reform on disability issues, to engage in
research and the development of standards and codes of pracdce
for programmes and services for people with disabilides, and to
monitor their implementation. Combhairle, a statutory agency set up
in 2000 under the Department of Social and Family Affairs, is the
natonal support agency responsible for the provision of
information, advice and advocacy to members of the public on
social services.

The Human Rights Commission was established in 2001 charged
with the promotion, protection, 2nd development of human rights
not only in the Republic of Ireland but jointly with the Northern
Ireland Human Rights Commission in the island of Ireland. lts
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responsibilities include reviewing the adequacy and effectiveness of
law and practice relating to the protection of human rights; making
recommendations to Government on measures to strengthen,
protect and uphold human rights; and wking legal proceedinigs to
vindicate human rights or providing legal assistance to persons in
that area. It has responsibility not only for examining law and
practice with reference to human rights and fundamental freedoms
contzined in the Irish Constitudon but also the European
Convention on Human Rights, the UN Convendons on Civil and
Political Rights and on Economic, Social and Cultural Rights, and a
variety of ‘other international conventions and agreements radfied
by the state. In its recently adopted strategic plan the Human Rights
Commission {2003b) announced that economic, social and cultural
rights would consttute a key area of irs work.

At one level, depending on how one interprets “‘rights”, the
broadening of the rights agenda has already met with 2 significant
degree of acceptance in Ireland as in other EU members. The
National Economic and Social Council, for example, stated in 1999
that social inclusion i1s essentially about full participation in society
and that such partdcipaton is dependent on access to “citizenship
rights”, going on to make clear that:

WWhen we-refer to ctigenship rights and obiigations we include nof only

widely taken-for-granted cvil and polifical rights and oblipations but

also social, econowiic and cultural rights that guarantee equalily of
oppoertunity and access to education, emiployment, bealth, housing and

social services. (1999, p. 77).

In a similar vein the official government position as stated in the
recent Review of the National And-Poverty Strategy (NAPS 2002)
is that: :

Citigenship rights encompass nat only the core civil and political rights

and obligations but also sodal, economtc and cultural rights and

obligations that underpin equality of opportunity and policies on access fo

education, employnient, health, housing and socal polices (2002, p.

20).

The Natonal Economic and Social Council’s more recent report
An Investment in Quality: Services, Inclusion and Enmterprise (2003)
reaffirms the importance of economic, social and cultural rights, and
goes on to present some very useful reflections on the meaning and
insttutionalisation of rghts. [t notes for example that an air of
“absolutism” can attend rights discourse, with the language of rights
expressing claims in a way that seems to allow for no balancing or
compromise, whereas the assertion of rghts cannot provide an
escape from scarcity, trade-offs, and conflicts berween rights. It
draws the distinction between moral versus legal rights: to say
someone has a moral right to something does not necessarily mean
that they should have a legal right 1o it, since there are many policy
and institutional ways in which something may be secured for
someone without them having a legal right 1o it. Socie-economic
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rights often imply significant redistribution of resources, and their
protection depends on widespread public support. Rights are thus
conunually being negotiated and renegotiated, interpreted and
reinterpreted as part of the democratic process. The procedures and
institutions that protect civil and political rights may or may not
then be appropriate, effecdve or legitimate in securing economic,
social and cultural rights.

So the crux of the matter that'is currendy contested, in Ireland as
elsewhere, is not whether economic, social -and culwral rights
should be recognised burt rather what these rights should comprise
and how they should be underpinned. In pardcular, much of the
debate in Ireland has been focused on the appropriateness of
constitutional and legal recognition of economic, social and culwural
rights. This was among the issues -addressed by the Constirution
Review Group set up by the government in 1995 to review the
Constitution and establish areas where constitutional change was
necessary or desirable.

The Report of the Constmton Review Group, published in
1996, devoted considerable attention to the quesdon of
incorporaton  of economic and social rights in the lIrish
Constitution. It addressed in particular “whether there should be a
right to freedom from poverty and social exclusion” and “whether
there should be provision for specific economic rights as a
counterweight to economic inequality”. A number of arguments for
and against were sct out, and these illustrate some central elements
in the broader debate about thesc issues in Ireland (as elsewhere).
The arguments advanced in favour include

¢  because lIreland is a reladvely wealthy society, it is
appropnate to have a constitutional provision giving a right
to freedom from poverty;

o thar Ireland’s commitment to the eradicadon of poverty ‘as
an cthical, social, political and economic imperative of
humankind’, as set out in the UN World Social Summit
Declaration of 1993, should find consttutional expression,

e that constitutional recognition of nghts such as adequate
food, clothing, housing or income would signal a
commitment by the State to ensuring basic material needs,
enabling the judiciary to provide redress to anyone denied
these minima;

e that such consttutional recognitton would recognise the
interdependence between people’s resources and their access
to justice and other aspects of equality;

¢ that such an assurance was needed as a counterweight to
economic inequality;

o that greater economic equality would lead o greater political
stability on which the effecdve functioning of democracy
depends; and

e that economic inequality and poverty are socially and
economically dysfunctional.

The arguments against, on the other hand, included




EconoMIC AND SociaL RicHrs 13

¢ the Constiuton should not confer personal rights to
frecdom from poverty, or other specific economic or social
cntitlements, because these are essentially polincal matters
which in a democracy should be the responsibility of the
people’s elected representadves rather than an unelected
judiciary;

® it would not accord with democratic principles o confer

absolute personal rights in the Constitution in relation to
economic and social objectives and leave the Oireachtas
with no option but to discharge the cost, whatever it might
be, as determined by the judiciary;

e It is open to the Government and Oireachtas to reduce

inequalites of wealth and income as desired,;

¢ The Constutudon already “appears to offer” ulumate

protecdon from lack of food, shelter or clothing through
judicial vindication of fundamental personal rights such as
the right to lifc and the right to bodily integriry.

A majority of the Review Group agreed with the arguments as
stated against the inclusion in the Constrution of a personal right to
freedom from poverty or of specific personal economic rights. It is
important in this context that the Group addressed these arguments
after having stated that the inclusion of such a right in the
Constiturion would render it justiciable, The arguments against,
which the majority supported, included the statement that “there
could however be no objection to expressing the subsrance of these
objectives as directive principles addressed to Government and
Oireachtas but not justiciable in the courts” (p. 2306).

The Review Group’s stance was further demonstrared by irs
consideration of the right to education, the rght o a primary
education of course already being provided for in the Irish
Constitudon. The Group recommended thar “The Oireachtas
should also seriously consider extending this right to second level
education”. While some members favoured the extension of the
right to education to all persons and argued that the right could be
qualified so thar it would not entail unrealistic financial demands on
the State, the majority was against that amendment “because of its
indefinite nature and unassessable implications” (p. 465).

The Review Group’s conclusions have been challenged, notably
by the irish Commission for Justice and Peace (1998) and by Whyte
{(2001). These point iufer afia to internal inconsistencies and critical
unstared assumptions in the Review Group’s reasoning — and
indeed often do greater justice to the subdety of the arguments
involved. Lven if (more) economic, social and cultural rights are not
explicitly enshrined in the Constitudon, lreland has international
legal obligadons in that regard in any case, as already discussed.
None the less, the constitutional discussion serves to highlight kev
1ssues in the broader debate about economic and social rights. Two
central issues in reladon to the “rights approach”, which apply more
broadly and urgenty need clarificadion before the debate can
progress fruitfully, are the relationship benween rights and resources,
and between rights and justiciability.
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2.7
Rights and
Resources

Two arguments against enshrining economic, social and cultural
rights in the Constituton that played a key role in the Review
Group’s majority decision are also very often advanced in the
broader debate. These are that is an encroachment on democracy,
transferring power from elected representatves to the judiciary, and
that the resource implications are unwarranted and/or
unpredictable. These arguments are clearly inter-connected, since
the “encroachment of democracy” argument assumes that there
would indeed be a substantial shift to the judiciary of the power to
determine how resources are allocated (see also McDowell 2002).

This is where the need for clarification is pressing. On the one
hand, the “encroachment on democracy/separation of powers”
argument takes no account of the fact that the courts are already
involved in a wide range of issues with important resource
implications. Indeed, it can be argued that legal protection of civil
and political rights is also an encroachment on democracy, and that
protectdon of cconomic, social -and cultural rghts can underpin
rather than undermine democradc participation. On the other hand,
there is significant divergence of views, including among
proponents of legal/Constitutional recognition of economic and
social rights, as 1o what such recognition would mean in practice.
Some proponents argue strongly that it does not wo confer absalute
personal rights regardless of cost. As in other areas, they argue, the
obligation on the State is not absolute, in that its obligaton is only
to defend and vindicate these rights as far as practicable. (The same
applies to for example the citizen’s personal rights and the rght w
access to the courts.) The Irish Commission for Justce and Peace
(1998), for example, in arguing the case for Consdmutonal
recognition of soctal and economic dghts, note the Review Group’s
observation that property rights must vield to a wide range of
countervailing interests, among them the redistribunon of wealth,
the protection of the environment, and the necessity for consumer
protection. The Commission then state:

It is diffecuit to see why sinlar countervatling considerations would not

or could not apply equally to other constitttionally enshrined socio-

economic rights and permit iheir judicions regulation by the Oireachtas

in the same way as property rights. (1998, p. 12).

The Commission for justice and Peice go on to argue that it is
quite possible to state socio-economic rights in a2 form which will
avoid the putatve nightmare of leaving the Oireachtas with no
option but to discharge the cost, whatever it might be, as
determined by the judiciary. This is a common theme among some
proponents of constitutonal and legal recognition of economic,
social and cultural rights: that those opposing such recognition
misunderstand what is involved and do not appreciate that such
rights could be framed, or would be interpreted, in a manner which
met their concerns about the implicadons for resource allocation.

It is argued, for example, that this applies 0 the way
internadonal instruments are interpreted at present. The UN
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Convention on Economic, Social and Cultural Rights commits
states to ensure the satisfaction of minimum essendal levels of
various rights. The relevant UN Committee recognises that any
assessment as to whether a srate is sadsfyirig this obligadon must
take account of resource constraints applying there. At national
level, it is argued that rights can be worded in such a way that claims
will be interpreted in due proportion to current standards and the
resources currently available within the community. For example,
they could be designed to protect people’s ability to enjoy or
exercise the right up to a defined minimum srandard: the Oireachtas
rather than the courts would then define what that minimum is (as
in thé case of Social Welfare enddements). In addition, it is argued
that explicit qualification in the way rights are framed by the use of
terms such as “endeavour to ensure”, “where reasonable”, “where
appropriate” can be used to ensure that the resource commitment is
not open-ended. The emphasis is on the progressive realisadon of
economic, social and cultural rights, and this requires in the firse
place the effecive use of the resources available rather than
necessarily an increase in those resources.

A number of observations are relevant in this regard. The first is
that this understanding of the “rights approach” seems to diverge
significantly from that often featuring in recent Irish debates on
both sides of the argument. On the one hand we have seen thar the
majority of the Consdmution Review Group, effectively coming
down against the approach, clearly did not share such an
understanding. On the other side of the argument some proponents
of the adoption of the rights approach regard the use of such
qualifying terms as “‘where reasonable” as negating the value of
explicit recognidon of the right in the first place. It is one thing to
assign the courts a role in assessing whether transparent and fair
systems are in place for the use of resources currendy being devoted
to, for example, education or health care — which is seen by some of
those arguing for the rights approach as a core benefi. It is very
different if the courts are being asked to adjudicate on whether
independent standards of adequacy are being met and by extension
whether resources being devoted by the State are sufficient. As we
shall see, this distincdon has direct relevance in the context of
disability and current Irish debates in that area.

The second and related observation relates to the way in which
such rights — whether recognised in the Constrution or stated in
legislation — would acrually be interpreted by Irish courts. The
advantages of the rights approach are often put forward at quite a
high level of generality, and assumptions made abour how this
would operate in the Irsh context without going into any depth.
The lrish Commission for Justice and Peace, on the other hand, has
made concrete proposals in a consttutional conrext for the way
social and economic rights might best be framed. They state
unambiguously that the right should be worded in such a way that
claims made of it will be interpreted and discharged — by the
community; the State; individual claimants and by the cournts — in
due properton to current standards and to the resources currently
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2.8
Justiciability
and Rights

available within the community. The test of reasonableness should
apply. Concretely, then, they suggest that the right might be framed
to include something like the following wording:

As guardian of the common good the State shall take reasonable steps to

prowmiote the general and progressive enjoyment of this right in view of

actual conditions, resonrces and standards. {p. 27).

The question to be asked is how Irish courts would interpret
such a formulatian. This is something on which legal scholars and
practiioners may differ, and about which there is an inherent
uncertainty. While some indications may be gleaned from the way
the current Constitutional right to primary education has been
interpreted by the courts, that has itself not been static, and even
predicting how that relatively specific right will evolve is not
straightforward. It would certainly be very valuable if legal expertise
were to be devoted to the question of how ldsh courts might treat
such concrete attempts to frame economic and social rights in a
manner which explicitly recognised that such nghts are qualified by
Inter afja tesources. Quinn, for example, has argued that rights
framed in such a manner would make it much more difficult for
[rish courts to respond to particular cases by injuncave relief against
Departments and Ministers than is the case with current
Constitutional provisions. (The quesdon then ansing, from the
peint of view of some proponents of the rights approach, will be
whether rights framed in that way are indeed of value; at this point
though we are focusing on the prior issue of whether such
qualification can be explicitly and effectively built into the way rights
are framed.)

The second general issue to be highlighted before turning to the
specific arca of disability in the next chapter relates to justiciability
and rights. As we have seen, the Consdrution Review Group came
down against enshrining new economic and social rights in the
Constitution since these would be justiciable, but saw no objection
to expressing the substance of these objectives as directve
principles addressed to Government and Oireachtas but not
justciable in the courts. The Irish Commission fot Jusdce and
Peace, on the other hand, concluded that new economic and social
rights should indeed be specified “in such a way as to be capable of
being arbitrated, determined and enforced by the courts, ie. they
should be made justiciable”. They saw this as essennal on the basis
that the experience of sixty vears has made it clear that the
relegation of certzin martters to the non-jusdciable scope of Artcle
45 of the lrish Constitution, serung out Direcave Principles of
Social Policy, has largely marginalised their constitutonal impact.
The issue we would highlight here is not whether expressing
such Directive Principles in the Constitudon has value, but rather
the broader one of whether rights necessarily entail justiciability, and
in what form. It appears to often be commonly tken for granted in
the lrish debare that there is an integral link between the two —
because it is either being assumed that rights always entail
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justiciability in principle, or that jusdciability is in practice the only
way in which rights can be effectively guaranteed. It is worth simply
pointing out first of all that at the conceptual level, rights need not
necessarily be associated with the ability to have recourse to the
courts.

Secondly, in practice there may be alternative enforcement
mechanisms which can allow rights to be supported. Thus the
NIiSC, for example, was explicitin its 1999 report that:

The view of the Coundil is that social inclusion is not based on a set of

spectfic riphts undersiood in a justiciable sense. (1999, p. 78.)

It did qualify this with a footnote statng thar:

The Connail recognises that developments at EU level and in Ireland in

relation to the Human Rights Commission may ai some stage in the

Sutnre bring the issue of justiciability into consideration. (1999, p. 78,

footnore 21.)

In its recent 2003 Report the Council first restated its earlier view
that social inclusion is not based on a set of specific rights
understood in a justiciable sense. Ir went on to note that
commitment [0 socio-economic rights does not necessarily entail
commitment to judicial review, a Bill of Rights, or insertion of
socio-cconomic rights in a consdtution. Socio-cconomic rights can
be sccured by a variery of legal, policy and institutional metheds,
each having strengths, weaknesses and unintended consequences.
This report’s discussion also noted that where socio-economic
rights are justciable a number of tensions and complexities can
arise. These include for example the tension between the legal
pursuit of unique remedies or damages and the social policy need
for enduring systemic remedies, and berween the argument from
principle or precedent that is the focus of judicial decision and
considerations of aggregate welfare that resolve trade-offs and
compromises inherent in complex policy issues.

We have already seen in this context that the Committee charged
with assessing compliance with the UN Convention on Economic,
Social and Cultural Rights has stated (in its General Comment 9)
that “the nght to an effective remedy need not be interpreted as
always requiring a judicial remedy”, though alternatives must be
“accessible, affordable, dmely and effective” (UNCESCR 1998b). Lt
does go on to state that an ultimate right of judicial appeal would
also often be appropriate. (The lrish Human Rights Commission
(2003a) interprers the Commirtee’s various Comments as meaning
that “there is a strong presumption in favour of legal remedy under
the CESCR”))

BEven if judicial appeal is built in to administradve appeals
systems, it is important to be clear thar this might well apply to the
decision-making processes involved rather than outcomes per se.
(This is the case, for example, in the current Irish svstem of social
welfare appeals).

The realisation of economic, social and cultural rights clearly
depends on the creation of effective insdtutions and policies. As
Daly’s (2002) report for the Council of Lurope notes, access to
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social rights forms a chain whereby the declaradon and framing of
the right, the process whereby it is to be realised and the activities
and resources necessary to realise it areall interconnected — or as
the NESC report puts it, the link between rights, institutions and
commitment is “a loop not a line” (p. 368). The NESC report
emphasises in particular the connection between rights and
standards, for example applying to State services. If social and
economic rights are to be delivered it is necessary o develop
specific, detailed norms in relation to these rights; establish how
these norms or standards are to be monitored; clarify the role of the
state; establish accessible, transparent and effective- mechanisms of
accountability; and ensure that all members of society are fully
aware of the rights and standards thart they are endtled to expect.

This is reflected in, for example, the Review of the National
Anti-Poverty Strategy last year (NAPS 2002), where the government
gave a commitment to mler alia move towards a more formal
expression of entitlements across the range of public services and to
serting standards and guidelines regarding the standard of service
delivery which can be expected by the customer; to monitor, by
means of indicators, access to services of a given standard; and to
work to improve performance over tume; and to focus on effectve
outcomes and indicators to monitor outcomes. The Review also
stated thar the principles set out in the Internadonal Covenant on
Economic, Social and Cultural Rights and other international
human rights instruments adoptéd by Ireland “will inform the
future development of social inclusion policy” (p. 21).

Before one arrives at. the judgement that in particular
circumstances justciability is required to fully and effecdvely
support economic and social rights, that case has to be argued on its
merits rather than rtaken for granted « prsr. Furthermore,
jusdciability itself may take rather different forms, and may focus on

processes rather than outcomes. The relevance of these

considerations in the context of services for people with disabilities
will become clear as we turn to that specific area in the next chapter.



31
Introduction

3.2

The Rights
Perspective and
Disability

3. DISABILITY AND RIGHTS
IN IRELAND

Having filled in the broader context and made some relevant
general observatons in reladon to economic and social rights, we
now tum to the application of these arguments in the area of
services for people with disabilides in Ireland. The logic of the
rlghts -based approach is widely argued to apply with particular force
in the area of disability. Starting from a position where people with
disabiliies have often in effect been regarded as a problem, the
central themes in current discourse relate to people with disabilities
as having rights, rejecdng the medical model of disability. We
therefore start this chapter with a discussion of the evolution of
perspectives on disability away from the medical model; which has
been a fundamental shift in thinking world-wide. We then look at
how this has been reflected in international instruments, and then at
how it has filtered through to Ireland. We then come to the
centrality of the rights approach in recent Irish debates about
legislation and disability.

Thc way issues reladng to disability-are approached in a paracular
society at a partcular point in tme, by legislaton and by
insdtudonal structures as well as individuals, depends on how
disability is thought of — which model, as it-were, people generally
have in their minds about the nature of disability. Recent years have
seen a major shift in thinking in this regard, away from what has
been termed the medical model of disability towards what has-been
termed a social model. Arguably, the social model is now ftself
evolving towards a model based firmly and explicitly on human
rights (see for example Quinn 2002). It is worth briefly sketching
out that evoluton in thinking, since it provides the. backdrop to
recent Iish debates on the rights of people with disabilities.

The medical model of disability, which focuses on people’s
specific impairments and implicitly sees the problem as located only
there, was for many years the dominant model internationally. The
underlying assumptions of that model are that people with a
disability are different from the norm, and that they need to be
helped and if possible cured so that they might conform to that
norm. They are sick, unfortunate, and will not be able to have
autonomy or full pamc1p1t10n in society. The power 1o address the
“problem” of disabiliry is then located with the medical profession

19
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and the aim is to cure the impairment. The focus of State activity is
on rehabilitation, vocarional training, and sheltered employment, as
well as dedicated income support. The emphasis is on the individual
and their inability, and the resulc is very often segregation of people
with disabilities into separate institutions, in a manner which may
deprive them of basic human rights.

Starting from the early 1970s, this way of thinking about
disability was increasingly challenged and rejected by people with a
disability, in favour of what has been termed the social model of
disability. The central shift in thinking was that disablement arose
from the environment and the organisaton of society rather than
from the individual and their impairment. Disability is seen as a
consequence of social, attitudinal and environmenral barriers that
prevent people from participating in sociery: disability is a social
construct. The focus is then on the need to change socictal
conditions to accommodate the needs of the person with a
disability, rather than on curing the impairment. Failure to adjust to
the needs of the person with a disability can be viewed as a form of
discrimination. Those with disabilides should be able to participate
in such activities as education, employment, and leisure along with
everyone clse.

Rather than the medical profession, from the perspecdve of the
social model the power and responsibility to address barriers to
participation lies with the state. This sea-change in thinking about
disability has been reflected in a wide range of instirutional changes,
notably a move away from scgregated education and
insututionalisation for people with a disability, and also in and-
discrimination legislation to promote access of people with
disabilities to employment, transport and services. A duty is placed
on employers and on suppliers of goods and services to “reasonably
accommodate’ the needs of the person with a disability, to use the
term at the heart of disability discrimination laws in many countries.
Where possible, services for people with disabilities should also be
delivered through the mainstream rather than separately. The
emphasis is on the ability rather than inability of the person, and on
changing atdtudes and structures in society.

While the social model has been enormously influendal, it has
continued to evolve and in particular since the 1980s disability is
increasingly being seen within a rights-based discourse or model
(sec for example Quinn 2002). The human rghts perspective on
disability continues to locate the main problem outside the person,
in society and in its lack of responsiveness to difference, but
emphasises that persons with a disability should have autonomy and
enjoy the same cconomic, social and cultural rights as others.
Persons with a disability should have power over their own lives,
and should be admitted into the mainstream of society on an equal
basis with evervone else. The human rights model is not just
concerned with restructuring society to meet the economic, social
and cultural rights of persons with a disability, it insists on their
right to independence and self-determination and on full
participation in all aspects of life:
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The disability rights movement can thus be seen as a particularly
powerful current in a broader human rights agenda. Promotng
autonomy, valuing difference, and the need for economic and social
supports to underpin civil and political rights are common themes
in that broader human rights agenda which resonate particularly
deeply in the disability context. The area of disability is thus seen as
highlighting the inter-dependence of civil and political rights-on the
one hand and economic, social and culrural rights on the ather.
People with disability are cnttled to the support required to allow
them to participate fuily in the life of their society, to liberate them
in their own lives.

This human rights approach to disability is increasingly reflected
in and underpinned by international covenants and instruments (see
for example Quinn, Degener ¢f af 2002). There are at present no
United Nadons human rights treades which apply solely to persons
with disabilities, but their anti-discrimination clauses guarantee that
the rights recognised will be exercised without distinction of any
kind, “such as race, colour, sex, language, religion, politcal or other
opinion, natonal or social origin, property, birth or other status”.
Although disability is not expressly included it is widely accepred
that it falls under the heading “other status™ and is thus treated as a
ground in respect of which discrimination is prohibited. In addition
the UN General Assembly, in a Declaration on the Rights of
Disabled Persons in 1975, proclaimed the right of persons with a
disability to 7uter alia respect for their human dignity, to measures
designed to enablc them to become as self-reliant as possible, and to
treatment and rehabilitaion to enable them to develop their
capabilities and skills to the maximum and hasten the processes of
their social integration or reintegration.

With its emphasis-on rehabilitation this Declaration still reflected
a notion of disability that falls within the medical model. Over the
following years a much greater emphasis on equalisation of
opportunities was seen, with the 1982 World Programme of Acton
on disability emphasising that the environment fargely determines
the effect of an impairment on a person’s daily life. States were
urged in particular to develop and follow a nadonal plan of action
for people with disabilities, and to draft narional rights based
legislation dealing with disability. In 1993, the General Assembly
adopted the “Suindard Rules on the Equalization of Opportunites
for Persons with Disabilities”, the purpose of which is to ensure
that all persons with disabilities “may exercise the same rights and
obligations as others”. The Standard Rules emphasise the principle
of equal rights, and urges states to create the legal basis to allow
persons with disabilites to achieve full partcipation in all aspects of
life. They are not binding on member states, being monitored by a
United Nations Special Rapporteur who reports to the Commission
for Sacial Development.

As far as the UN Covenant on Economic, Social and Cultural
Rights is concerned, the relevant UN Commirtee issued a General
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Comment in 1994 making explicit that persons with disabilines
should enjoy all the rights it sets out on an equal basis with the rest
of society. Thus the right to education is violated whenever children
with disabilities are denied access to public educational institutions
{e.g. because buildings are not accessible) or when their special
educatonal needs are not taken inro account in developing national
educational programmes. According to the article on the right to
health, persons with disabilities must be provided with the same
level of medical care as other members of society, and have the
right to have access to, and to benefit from, medical and social
services which enable them to become independent, prevent further
disabilities and support their social integration. Similarly the right 1o’
work may be violated when the State fails to adopt adequate
reguladons and policies to make the workplace accessible to
disabled persons, to provide persons with disabilities with adequate
technical and vocational guidance to improve their capabilides and
skills or to support the integradon of the disabled in mainstream
employment.

There remains a concern that the rights of persons with a
disability are not adequately captured and protected in this manner,
with the lack of binding human rights law for persons with
disabilities leading to a demand for adoption of a new convendon
specifically to protect and promote the rights and dignity of persons
with disabilities.? In December 2001, the UN General Assembly
established an Ad Hoc Committee to consider such proposals. This
Committee held its first session in mid-2002, and both Stares and
experts attending expressed the view that a convention would
improve the quality of life of persons with disabilities by including
in a single, comprehensive and legally binding instrument, all the
norms that are currently dispersed in the existing human rights
instruments. A number of optons for how to proceed were
proposed, such as elaborating a comprehensive human rights weaty
taitored 1o the needs of persons with disabilities versus focusing on
human rghts principles particularly relevant in the context of
disability. These were considered at the second session of the Ad
Hoc Committee in June 2003, where it was informally agreed to
proceed with the drafting of a convention on the rights of persons
with disabilities, with a further meeting of the Committee planned
for May/June 2004. '

The recent revision of the European Social Charter in itself
provides an illustradon of changing perspectives on disability. The
Revised Charter refers to the right of persons with disabilities to
independence, social integration and participation in the life of the
community, and commits states to not only providing education and
vocational training and promoting access to employment, but also
to promoting the full social integration and participation of persons

3 For a number of years a resolution calling for such a conventon to be considered
was tabled at the UN Human Rights Commission sessions, with Ireland among the
countries rabling such a resolution.
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with disabilittes, specifically mentioning overcoming barriers 1o
communication and mobility and enabling access to transport,
housing, cultural activides and leisure. This is in contrast to the
original formulation in the 1961 Charter, which referred to
vocational training and rehabilitation, including “where necessary
specialised insdtutions”, and to “specidlized placing services,
facilities for sheltered employment and measures 10 encourage
employers to admir disabled persons to employment”. As Quinn
(2003) points out, at that time granting access to welfare and
rehabilitation was seen as exhausting the human rights entdements
of persons with disabilities, whereas the Revised Charter reflects the
paradigm shift from a welfare 1o 2 rights approach taking place
around the world.

At the Malaga Ministerial Conférence convened by the Council
of Europe in May 2003, a Political Declaration was adopted. In that
Declaration states-undertook inter alia to promote the provision of
quality services, responding to the needs of individuals with
disabilities which are accessed via published eligibility criteria, based
on thorough and equitable assessment, shaped by the disabled
person’s own cheices, autonomy, welfare and representation, with
proper safeguards, regulaton and access to independent
adjudication of complaints. This Declaration is to guide the
claboration of a decade-long Acdon Plan on disability for Europe.

In an Irish context, the Commission on the Status of People with
Disabilities represented a major watershed in terms of the
articuladon of a nghts approach to disability. The Commission
expressed this in the following terms in their Report (1996}, based
on the submissions and listening meetings which formed a major
part of their work:

Peaple with disabilities and their families niade it clear that they want

equality, that they want to more from a reliance on charify towards

establishing basic rights. They want, and are entitled fo, equality and

Sull particpation as citizens. (1996, para 1.2).

Reflecting international trends but also firmly based in the expressed
views of people with disabilides in Ireland, this was enormously
influential in establishing the rights-based approach as the frame of
reference.

The shift to a rights-based approach is reflected in the way
disability has now been mainstreamed in the State’s main legislative
wenpons against discrimination. In the Employment Equality Act
(1998) and the Equal Status Act (2000), disability is one of the nine
stated grounds on which discdmination ts outlawed. It is worth
noting that the protection originally provided in the case of
disability had to be weakened following a Supreme Court judgement
that the original formulation was unconstitutonal, because it

required employers and service providers to make such special

provisions as would facilitaté people with disabilities who could not
otherwise access the employment or service. This was held to be a
breach of property rights unless only-nominal costs were involved,
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so emplovers and service providers now may be required 1o provide
special arrangements to persons with a disability who could not
otherwise access the employment or service, and then only if there
is only nominal cost involved. The Equality Authority is required to
promote and defend the rights established in the equality legislation,
including for people with disabilities, and the complaints of
unlawful discriminadon invesdgated or mediated by ODEI, the
cquality tribunal, include ones based on disability.

The aim of mainstreaming services for persons with a disability,
consistent with the philosophy of the equal status approach, led 10
the dissolution of the Natonal Rehabilitadon Board in 2000. The
newly-established Combhairle was  assigned responsibility  for
information, advice and advocacy functions previously carried out
in reladon to disability by the NRB, with functions of the NRB in
the training and rehabilitation areas taken over by FAS. At the same
time the Nadenal Disability Authority (NDA) was established, 2
dedicated agency to develop and monitor the implementatdon of
standards in services for people with disabiliies. The Authordry
presents its core role as striving “to ensure that the rights and
entitements of people with disabilites are protected”, and its
Strategic Plan for 2001 — 2003 is enttled “A Matter of Rights”. In
operational terms, it srates, this approach is seen in the
mainstreaming of a range of programmes and services, including
training and employment, informatdon and advocacy and in the
establishment of new institutional structures — including rthe NDA
itself.

The rights approach has also come to play a central role in current
debates abour legislation in the disability area in Ireland. The
enactment of rights based legislaton has come to represent a core
demand of many in the disability sector. This was articulated clearly
and emphatically at a conference held in December 2001 and
entided “Get Your Act Together”, immediately prior to publication
of the Disability Bill, 2001. This was attended by over 400 people,
individuals with disabilitics, families of people with disabilities and
organisadons of and for people with disabilities. There was what
was described as “a resounding consensus among the pardcipants
that the Disability Bill must be rights based and person centred”
(Conference Report 2002 p. 26). The Conference Report
highlighted the need for the Disability Bill to reflect “real disability
rights legislation”, and called for it to inter alia
¢ Be comprehensive and mandatory, clearly establishing the
rlghts of people with disabilies to participate in the
mainstream of society, clarifying how those rights are to be
given effect.
® Focus on the rights of individuals to disability support
services, including a range of advocacy services and
assessments of needs.
¢ Provide for an independent, comprehensive and holistic
assessment of need.
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* Provide for a mandatory obligation o meet the necds
identified in accordance with an individual’s Assessment of
Need.

» Provide for an independent and effective appeals/mediadon

process.

The Disability Bill presented 1o the Oireachras in December
2001 was crticised by many in the disability sector as failing to
reflect this rights focus. Particular criticism was levelled av a clause
which stated that, “withour prejudice to any right of action existing
apart from the Bill”, it did not “confer a right of acdon in any civil
proceedings by reason only of a failure by a public body to comply
with any duty imposed on it under this Act” (Disability Bill 2001,
Section 47). After the general elecdon of June 2002, the Agreed
Programme for Government benween Fianna Fal and the
Progressive Democrats stated in that regard that:

We will complete consultations on the-Disabilities Bill and will

bring the amended Bl through the Oireachtas and include

provisions for riphts of assessment, appeals, provision and

enforcement. (2002, p. 27).
In this consultation process the Department of Justice, Equality and
Law Reform was assisted by an Expert Consultadon Team (of
which the author was a member). The NDA was invited to facilirate
dialogue within the disability sector and this led o the formadon of
the Disability Legislation Consultation Group (DLCG), made up of
umbrella groups and organizations in the disability sector. A rights-
based approach underpins Equal Citigens: Propesals for Core Elenients of
Disabiiity Legislation produced by the DLCG (and published on the
NDA’s web site) in early 2003 as a key input into the consultation
process. Following the completon of the consultation process, the
preparadon  of a revised Disability Bill is in progress with
publication expected before the end of the vear. Since the rights
approach plays such a central role in the debate around Irish
disability legislation and in the DILCG’s proposals, it is worth
teasing out here some implications of the way these proposals
envisage thar approach being operarionalised in relation to services.
(Our focus here is strictly on the relationship between the rights
approach and the provision of services, and other aspects of the
proposals on a range of important issues such as accessibility,
mainstreaming and disability proofing, public service employment,
will not be discussed here.)

The DLCG believe that new legislation on disability in Ireland
represents an important shift in thinking abour how services can be
provided more effectvely and efficiendy in order 0o meet the
expectatons and rights of people with disabilities. They believe that
rights of people with disabilides need to be further elaborated
bevond those found in ant-discrimination legisladon to ensure that
appropriate economic and social supports are available to enable
people with disabilities to exercise those rights in practce. The
proposals idendfy the posidoning of the individual with disabilides
ar the centre of service provision as a key component of the rights-
based approach. Through needs assessment and service
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coordinatdon, resources are attached to the person him/herself. The
purpose of new legislaton should include the establishment of
enforceable rights to enable people with disabilities to achieve equal
access, participation and ourcomes. in all areas of service provision
and employment and to exercise the same rights and obligations as
others to fully partcipate in Irsh society, including independent
needs assessment, services, advocacy and redress.

The DLCG is of the view that there should be a statutory nght
to an independent assessment of need leading to a Statement of
Need for the individual. The proposals go on 1o state that:

The DLCG consider that the right to independent needs assessment

shonld result in services that are made avatlable as a right for people

with disabifities. These services shonld be identified to meet the needs set
out in the Statement of Need. It the event of services not being avatlable

a programmie of neasuves should be put in place in order to realize these

services within an established timeframe. (2003, p. 9.)

It goes on to say that provision should be made for legal redress,
complaints and appeals. Effectdve and accessible complaints systems
should cover all service provision. These should include service
providers own internal systems for handling complaints and
complaints mechanisms of public bodies funding services, and an
independent complaints process through the Ombudsman’s Office
with enhanced powers. The rights stated in the legislation should
also be justiciable, with people having access to the courts to
enforce these rights. These rights should also include advocacy, to
be provided through an independent advocacy agency.

The situatdon envisaged in the DLCG’s proposals, in terms of
services, could be baldly summarised as follows. The individual’s
needs across the range of service areas are to be assessed
independenty — that is, independent of service providers and of
current availability of services. The services idenufied by that
assessment should then be made available as a right. Together with
other rights to be set out in the legislation, this right should be
justiciable. If the services one has been identified as needing are not
made available, then one can — ultimately — go to court to enforce
that right against the State. Implicidy but self-evidendy, the clear
understanding is thar the legislaton would be framed in such a way
as to ensure that the courts would indeed vindicate the righr to
those services.

At first blush, there seems to be a substantial divergence
berween such an implementation of the rights-based approach and
the more qualified framing of economic and social rights favoured
by some proponents and discussed in the previous section, with its
emphasis on the State taking “reasonable steps to promorte the
general and progressive enjoyment” of economic and social rights
“in view of actual conditions, resources and standards”. The DL.CG
proposals do however nuance the bald outine presented in the
previous paragraph in (at least) two important respects.

First, in the event of services not -being available ““a programme
of measures should be put in place in order to realise these services
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within an established tmeframe”. This is open to different
interprerations, and could perhaps be seen as providing some scope
for the “progressive realizaton of oghts” seen as central by some
proponents’ of the rights approach. However, generally this is
discussed in terms of rights being progressively realised over time as
inter alia the society becomes more prosperous and more resources
become available. The time-scale involved could then be quite long,
whereas the more obvious interpretadon of “within an established
dme-frame” is that delivery within 2 reladvely short space of dme is
envisaged. More fundamentally, a State fully commiued o a
progressive realisadon of rights might sdll find the pace at which
that could be achieved in terms of services across a very broad
range indeterminate looking forward, whereas a guarantee that
specific services will be made available within a specified ime-frame
is clearly envisaged here.

Secondly, the basis on which the independent assessment of
needs is itself carried out is clearly of central importance. The
DLCG proposals explicitly state that needs assessment should
provide for a professional service and accurate identification of
needs “that are not influenced by exising service levels or
cost/economic considerations”. The proposals do state that
“detailed guidelines on effective systems, structures and processes
for independent needs assessment should be made through
Ministerial regulations which are supported by NDA Standards and
Codes of Practice”. This seems to relate to the manner in which the
assessment is carried out, however, rather than to the basis or
standards against which needs will be judged — although the text as
quoted is not entirely unambiguous.

We saw earlier that some proponents of explicit recognition of
economic and social rights see these as (at least in some instances)
being designed to protect people’s ability 1o enjoy or exercise the
right up to a defined minimum standard: the Oireachtas rather than
the courts would then define what that the minimum is, as in the
case of Social Welfare enddements. What seems to be envisaged
here (again subject to some ambiguity in interpretation) is quite
different: professionals are to base their assessment of needs on
standards that have not been set down or endorsed by the
Oireachtas. It hardly needs to be said that this is likely to prove
unpalatable to those who argue against justiciability of economic
and social rights on the basis of the primacy of the legislature.

The Human Rights Commission has published its observations
on the DLCG’s proposals (2003a), focusing on the
recommendadon that “provision should be made for legal redress,
comnplaints and appeals” in the context of the provision of services
to meet independently assessed needs. The primary purpose of
these observations is to explore whether, or w whar extent,
international law supports this proposal. The conclusion reached, on
the basis of an examinaton of the General Comments of the
UNCESCR Committee already discussed in earlier chapters, is that
“the Internadonal Covenant on Economic, Social and Cultural
Rights is indeed supportive of the kind of proposal made by the
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DLCG” (2003a). It does however acknowledge that these
Comments leave open the door to equally effective administratve
remedics, as mendoned earlier. In addidon, while there may indeed
be a strong presumpton in favour of legal remedies under the
CESCR, this.does not necessarily imply a judicial appeals procedure
designed to ensure that an individual receives all the services an
independent assessment process has determined they need. Again,
the way the DLCG’s proposals are interpreted is criucally
important.

We will rerurn to these issues in our concluding chapter. First,
though, it is helpful to put them in comparatve perspective by
cxamining how some other countries approach the provision of
services and advocacy ‘to people with disabilities. From this
examination, presented in the next chapter, some imponant lessons
emerge which may be helpful in thinking about how best to proceed
in the Irish case.
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In order to inform the Irish debate, we now turn to a review of
structures and approaches in a number of other rich countries to'the
provision of services and advocacy to people with disabilities. The
countries covered all share with Ireland a legal structure based on
common law, 50 lessons of most direct.relevance to Ireland can be
learned. The countries covered are the USA, Australia, New
Zealand, Sweden and the UK, and we first describe the way the
review was framed before presenting the results.

As noted in the introductory chaprer, our focus in this study is
strictly on services — health, education, personal social services —
and advocacy rather than on access to public or private buildings,
transport, or employment. Within this, the approaches adopred in
different countries can uscfully be studied in terms of four distnct

arcas:

*  Assessment

*  Provision of services

e  Appeals/enforcement

¢ Advocacy.
To provide a framework for the comparative review, a number of
key questions have been identified in each of these areas: it has not
always been possible to answer them definitively, but they serve to
structure both the investigation of country approaches and the
presentation of the material here. These quesuons are as follows:

1/ ASSESSMENT:

(a) Is there an entitlement or right to an assessment of needs?
(b) If so, whar form does this assessment take?

29
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©
Q)
(®
®

Are there established (national?) standards for service levels
and quality against which the assessment is made?

Can the resources available to the provider affect the
assessment?

[s the assessment carried out by the service provider or by
an independent enrity?

Is the assessment a unified one or are there different
assessments for different areas of need (e.g. health vs.
educadon}?

2/ PROVISION OF SERVICES:

(2)
(b)

(©

(In what sense) Is there an entitlement/right to services?
Does this cover the services indicated by an assessment of
need?

What do the services provided generally cover?

3/ APPEALS/ENFORCEMENT:

(@)
(b)

©

(d)
(©)

0
®

Is there a right to appeal against an assessment?

If so, is the adjudicatng body independent of the service
provider?

If services indicated by an assessment of need are not being
delivered, is there a right to appeal to a third:party?

If so, is this body independent of the service provider?
How can this appeals body seek to enforce a favourable
judgement?

Can resource constraint be used by the provider/State to
justify non-delivery of services?

When can someone not receiving what they regard as
appropriate services succeed in enforcing
endtlements/rights through the civil courts?

4/ ADVOCACY:

@

(b)
(c)

In addition o provision of information, is there available a
State-supported service to help people understand and
claim their endtlements to services?

Can this service represent people in seeking to claim these
entitlements/get better services?

Is this advocacy service independent of the service
provider?

With these questions to the forefront, we now look in-turn at the
approaches adopted in the USA, Australia, New Zealand, Sweden
and the UK in these areas.
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4.3

Provision of
Health and
Social Services
to People With
Disabilities in
the USA

In the USA, there are rwo separate types of laws relevant to
services for people with disabilides. One set of laws prohibit
discrimination against individuals with disabilities. The most
prominent of these is the Americans with Disabilides Act (ADA) of
1990. This prohibits discrimination on the basis of disability in the
areas of employment, State and local government, public
accommodations, commercial facilities, transporration, and
relecommunicadons. Tide [1 of the ADA requires that State and
local governments give people with disabilities an equal opportunity
to benefit from all of their programmes, services, and activities,
including health care and social services. (This involves in particular
access to their buildings and communicadng effectively with people
who have hearing, vision, or speech disabilites.) Tide III of the
ADA prohibits discriminaton by prvate businesses, including,
among others, health and social service providers, educational
institutions, and shops rendering consumer services (e.g., dry
cleaners and beauty salons). Tide IV of the ADA requires phone
service providers to establish a relay service for customers with
speech and hearing impairments. Section 504 of the Rehabilitation
Act also places 2 nondiscrimination requirement on services
provided by recipients of federal grants.

These laws do not in themselves require the provision of health
and personal services, nor assessments of the need for services.
They simply require that any goods, services, accommodations, etc.,
provided by an entity subject to the laws must be made available on
a non-discriminatory basis to people with disabilities. (One might
categorise certain requirements of the non-discrimination laws, such
as the duty to make reasonable accommodations and to provide
auxiliary aids, as a requirement to provide a service, bur this is
regarded not as a special service but as an element of not
discriminating,) As far as health and associated services are
concerned, the Department of Health and Human Services (DHHS)
secks to ensure that people have equal access to and opportunity to
receive services in all health and associated programmes without
facing unlawful discrimination.

People with disabilities may have a right to assessment of their
personal health and medical needs by statutory and local
government health care and social service providers, as well as need
for auxiliary aids or services. However, this assessment will relate to
the service area involved and generally be carried out by the service
provider — e.g. by a care centre, to assess whether they can meet the
needs of the person involved. There is no unified assessment of
need across different areas, nor is there generally a right to an
assessment independent of the service provider. Developmental
Disabilities legislaion requires various kinds of services to be
provided for habilitation, training, and residential services for
persons with disabilides meeting the statutory eligibilicr standards.
The federal Medicaid programme provides funding for various
kinds of health-related services and eswablishes standards and
procedures for such services and for establishing eligibility for them.
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Each of these and similar statutes contains its own critena for
eligibility, specifications of types of services authorised and required,
assessment requirements, and procedures for review and appeal of
unfavourable determinations.

People who believe they have experienced discrimination
because of their disability (or race, age, sex etc.) by a health care or
human services provider receiving funds from the DHHS may file 2
complaint with the Office for Civil Rights {OCR). (Such providers
include hospitals, nursing homes, community mental health centres,
alcohol and drug treatment centres, family heaith centres and clinics,
physicians, day care and senior citizen centres) The OCR is
independent of service providers and of the Department of Health
and Human Services, operating under the Department of Justice.
Discussion and mediation must be tried first, and resolves most
complaints. 1f agreementis not reached the case enters the litigaton
stage and can end up in the Supreme Court. Penalues can include
injunctive relief, damages and civil penalties for the discrimination
involved.,

The ADA, does not provide a generalised right to a particular
health or therapeutic service/support or standard of service for
those with disabilides. Nonetheless, this ant-discrimination
legislation, with its focus on the treatment of those with disabilides
versus those without, can have a significant impact on service
provision. This was illustrated in 1999, in the Supreme Court ruling
on the “Olmstead case”. Tite I of the ADA and its implementing
regulation require public endties to administer their programmes “in
the most integrated setting appropriate to the needs of qualified
individuals with disabilites,” thar is, a setdng which “enables
individuals with disabilities to interact with non-disabled persons to
the fullest extent possible.” The Supreme Court ruled thar under
certain circumstances, this requires states to provide community-
based treatment for persons with disabilities. The Court said that
institutionalizing a person with a disability who can benefit from
living in the community and wishes to do so constirutes
discrimination because it severely diminishes the individual’s abilicy
to’interact with family and friends, work and make a life for him or
herselt.

The decision also makes clear that the right of people with
disabilities to receive services in the “most integrated setting” is not
absolute. Tide Il does not require measures that would
“fundamentally alter” the nature of a public entity’s programmes,
and costs may bear on that determination. In the Olmstead ruling,
the Supreme Court indicated that, in evaluatng a state’s
“fundamental alteration” defénce, courts are o consider nor only
the cost of providing community-based care to individuals, but also
the range of services the state provides to others with disabilities
and the stare’s obligatton to mete out those services in an equitable
manner. A state may demonstrate compliance with the ADA by
adopting a plan to provide services in the “most integrated secting”
that is comprehensive and effective and by ensuring that any waiting
list for community-based services moves at a reasonable pace. This
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ruling is having a major impact on the approach to provision of
scrvices in institutions versus the community, and is requinng very
substantial additional expenditure. Pardy in response, the Federal
government introduced the New Freedom [nitiative for Americans
with Disabilities in 2001 aimed at providing grearer opportunity for
work and integrited community living. An Executive Order from
President Bush called for a broad review of federal laws,
programmes and policies that may interfere with community based
living for those with disabilites.

As far as advocacy is concerned, varous divisions and agencies
under the Department of HHS provide information, help people
understand their entitlements, and give advice on how to submit
clzims and complaints. In addition, the Department of Justice can
represent people pursuing ADA cases.

The comparison with education is instructive. The Individuals
with Disabilities Education Act requires public schools to make
available to all children with disabilities-a free appropriate public
educadon in the least restrictive environment appropriate to their
individual needs. People with disabilities have a right to evaluation
of their education needs. Each public school child who receives
special educadon must have an Individualised Educadon
Programme, devised by his or her reachers, parents, and where
appropriatc the student. This sers goals and specifies what
additonal supports etc. are required, with re-evaluadon at least
every three years, in accord with nadonally-established standards
and procedures. Parents who disagree with an assessment can take
their child for an independent educational evaluation, and ask the
school system to pay. If they agree with the assessment but not the
programme, they can appeal to a State-level board, which is
independent of the service providers. If sdll dissatsfied, they can
file a complaint with the OCR. The Office of Special Educarion
Programmes monitors State compliance and the results achieved for
students with disabilities.

Despite this, education services for students with disabilities sull
vary substantially from state to state, with the level of funding
plaving an important role — although the federal government has
injected significant resources since 1999 to uv to reduce gross
disparities berween states in terms of levels of financial provision.
Lack of resources may not in principle justfy non-delivery of
services, but in practce the onus may be cast back on the disabled
individual and/or parents to challenge that failure through the
courts Entidement to an independent assessment and to the
proviston of services assessed as required are still clearly much more
firmly based under the Individuals with Disabilities Education Act
than in the area of health and related services.
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4.4 In Australia the Disability Services Act (1986) provides the basis
Provisi ) on which services are to be provided 10 people with disabilities —
rovision of . . o ) . .

Services to including rehabilitation  therapies, advocacy and informaton
. services, respite carc, employment training and supported

People With : S . A
. e s employment services, as well as assistance with modification of
Disabilities in accommodation and meeting special transport needs. The relevant

Australia ’ 5 5P P )

Minister has the power to approve classes of services o be
resourced by the federal government, and to set standards which
must be met in the delivery of these services. The aims include
assisting people with disabilities to receive services necessary to
enable them to work towards full participaton as members of the
community. The Act states explicitly that “in construing the objects
and in administering this Act, due regard must be had to the limited
resources available to provide services and programmes under this
Act”.

The decision as 1o which services to support and what standards
to set in the provision of these services thus appears to rest fully
with the Minister. The monitoring of service standards covers both
government and non-government service providers, In the majority
of cases this combines provider self-assessment with a level of
independent  monitoring.  Service agreements  between  the
government and the disability service provider dictate the quality
expected and these agreements are reviewed regularly.

There is a federal agency which undertakes assessment of needs,
the Commonwealth Rehabilitation Service (CRS). When the CRS
takes on a case it tailors an individual programme to suit the client’s
needs, but the client is not directly involved in their assessment,
Specific agencies or networks of agencies in the different states also
carry out assessments with public funding — in South Australia, for
example, there is a state-wide nerwork of five agencies. These have
differing procedures, and generally cover only health and personal
services, with distinct assessments required for different areas of
need such as educaton. There is no national standard for
assessments, in terms of what services will be deemed necessary in
particular circumstances. The Department of Health and Family
Services is currently considering an independent assessment and
referral mechanism for people with disabilides.

The Disability Services Act requires that services for people with
disabilities be provided in a manner consistent with their rights as
Australian citizens and as human beings — including the nght to
dignity, privacy, choice and the fulfilment of their capacity to
contribute fully to community life. The Disabilizy Discrimination
Act (1992) and the Equal Opportunity Act (1994), as well as state-
level equal opporunities legisladon, specify that people with
disabilities have the same rights as other members of the Australian
community to the assistance and support that will enable them to
exercise their rights, discharge their responsibilitics and attain a
reasonable quality of life. This anti-discrimination legislation defines
disability-based discrimination and clearly prohibits it, with the
stated overall aim being complete social equality and integration for
people with disabilities. The DDA prohibits discrimination in the
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areas of work, housing, education, access to prémises, and provision
of goods and services. The key term employed is ‘reasonable
accommodaton’ or reasonable adjustments that have to be
undertaken by-the employer, service provider, government or other
entity. The Disability Discrimination Act does not establish
entitlement to services, it establishes a complaints-based process in
relation to discrimination.

An overall planning framework for Commonwealth (federal)
agencies to ensure access to all Commonwealth programmes,
services and functons for people with a disability was set out in the
Commonwealth Disability Strategy (1994). This, together with the
Disability Discrimination ‘Act, is presented as reflecting a change in
focus from a welfare approach to a rights-based approach to
meeting the needs of people with a disability. Quotations from the
Strategy help to convey this.emphasis:

Thiv Strategy takes us further toward onr goal of beng a
progressive, fair and inclusive.society in which all atizens have
equal rights.

The Strategy is based on a belief that people with a disability
have the same fundamental rights as other Awstralians, and
should have eqnal opportunities.to participate in community lfe.
The Commonwealth government recognises. that each person with
a disability has a right to:

be recognised as a valnable citizen;

bave equal asess fo the systems of society, the emvironment and

conrmunity life;

o the opportunity to contribite fo the econonic, social, political and

cultural life of the commnnity;

o have their needs recognised in the planning and administration of public

services and infrastructiires;

maximise opportunities for their independence;

patiicipate in decisions which affect their lives: and the comminnities in
which they live; and form and maintain relationships of their choice.

The Strategy is also scen as providing a framework to meet
Australia’s obligatons under the UN Standard Rules on the
Equalisation of Opportunitics for Persons with Disabilities.

The Strategy seeks to address access by people with a disability
to the services which are available to the rest of the communiry. It
takes as given the continuing need for a range of specialist services
to support people with a disability, where necessary, to-gain access
to the systems and facilitics of community life, and does not deal
with those services: it concentrates on acdvides by agencies to
reduce or eliminate barriers within mainstream Commonwealth
programmes. “If does not relaie to proposals for increased ontlays on disability
services (italics added).” A Commonwealth Office of Disability
undertakes a range of functons in connecoon with the Strategy
including assisting Departments and Agencies to identify and fulfil
their responsibilities.

Advocacy and appeals mechanisms are available under the anu-
discrimination and equal opportunides legislation. Complaints can
be made to independent state-level legal or advocacy agencies,
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which will mediate with service providers. They can also forward
complaints to the Human Rights and Equal Opportunites
Commission (HREOC). However, this focuses primarily on
discrimination in employment, and HREOC itself states that “The
Commission is not a major source of information or expertse on
disabiliry specific programmes including those under the Disabilicy
Services Act”. Issues relating o service provision are channelled
through administrative complaints procedures, While HREOC can
require organisations to develop action plans towards compliance
with the DDA, it has no power to enforce acdon plans. The
government’s principal response in this context is to fund third
party, non-judicial, advocacy support for people with a disability.

New Zealand has recently embarked on a fundamental
restructuring of its health services, which has major implications for
services to people with disabiliies which have not-vet fully worked
their way through. The NZ Public Health and Disability Act (2000)
now provides the basis on which health and support services are to
be provided to people with disabilities. The main focus of that Act
is to set up a structure of (21) District Health Boards throughout
the country, and in time these will become responsible for disability
support services, which as vet remain centrally administered by the
Ministry of Health. Among the stated objectives of the Public
Health and Disability Act is “the promotion of the inclusion and
participation in society and independence of people with
disabilities” and “the best care or support for those in need of
services”. However, it also states explicitly thar “these objectives are
to be pursued to the extent that they are reasonably achieved within
the funding provided” (3 (2)).

The District Health Boards, already responsible for e.g. hospital
services, are in ime to become responsible for determining health
and disability strategies, and providing or arranging for both health
and disability support setvices. Their core function is “to ensure the
provision of services”. This will be within the framework of natonal
health and national disability strategies. The development and
applicaton of natonal standards, quality assurance and monitoring
for health services is explicitly legislated for; disability support
services are not. mentoned explicitly in that context. The act

imposes obligations on the District Health boards to provide

services and to promote the inclusion and pardcipation of people
with disabilities — it is not framed in terms of rights or entitdements
of individuals in relation to services. The Minister of Health may
require the District Health Board to provide, or arrange for the
provision of, specified services, having. regard to the health scrategy
and the disability strategy. It is worth noting that at least some
organizations representing people with disabilities oppose the
devolution of responsibility to District Health Boards for disability
support services, on the grounds that it would “re-medicalise™
disability since these boards are dominated by health professionals
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who will tend towards a biomedical perspecdve rather than sceing
disability in social and environmental terms.

The NZ Disabitity Strategy, drawn up by the Ministry of Health
in 2001, has among its objectives to “ensure rghts for disabled
people”. Its Introduction states that:

The desire to break down the barmers that canse disability is

afto closely linked fo ideas abont the human rights of peaple with

inppairments. Without human rights we caunot lLre as full

buman beings. Human rights include political, cirel, social,

culural and economiic rights. Human rights are described by

nternational instrments... In New Zealand we  have

legislation such as the Bill of Rights A, the Human Rights

At and the Privacy Alet. (2001, p. 9)
The Strategy does not however specify any rights for disabled
people (its preferred term) in relation to services, over and above
the general provisions included in the Bill of Rights and the Human
Rights Act,! and rights of service users under the Code of Health
and Disability Services Consumers’ Rights (see below). Instead, it
aims to “uphold and promote the rights of disabled people”,
commiting the government to, /ufer alia,

¢ Review Human Rights legislation to ensure the ongoing
enhancement and strengthening of the rights of disabled
people.

¢ Investigate, and if appropriate, support, development of a
United Nations convention on the rights of disabled
people.

o  Investigate the level of access that disabled people have to
independent advocacy, and address any shortfall in service
provision.

e Evaluate New Zealand’s performance on the rights of
disabled people.

e Consider disabled people whenever New Zealand’s
performance.is being evaluated against international human
rights obligations. '

As far as service provision is concerned, the Strategy includes a
commitment to “create a quality assessment and service delivery
system that is centred on disabled people, ensures their participation
in assessment and service delivery, has invisible borders and is easy
tw access’”. [t also includes commitments to “investigate the
development of a holisdec approach to assessment and service
provision, that applies across agencies and funding sources”, and to
“identify unmet need and develop affordable solutions to fill these

gaps’.

In another significant recent structural change, disability support
services are now assessed and awarded through a Needs Assessment
& Service Coordinaton systern. This was set up in response to the
widely held belief by disabled people that needs assessment was.

budget driven. Needs Assessment is in principle now separate from

* The Human Rights Act was amended in 2000 1o explicitly include disabiliny.
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Service Coordination, so that needs are assessed without any
reference to resource availability.3 However, these assessments are
then passed on to the Service Coordination function which does the
radoning. (Some disability groups see recent changes, although
developed and framed in terms of empowerment of disabled
people, as, in practice, a move away from the previous situation
where people had entitdements to services towards whar are in effect
capped budgets without entitlements.) It is not endrely clear that
disabled people have a rght 10 a needs assessment, this is not
explicitly stated in law or regulation; however, since an assessment is
necessary to qualify for state provision of services, it is felt that such
a right might indeed be upheld in court.

A set of rights for users of health and disability services are set
out in the Code of Health and Disability Services Consumers
Rights. This covers hospitals, doctors, special needs assessors, and
other providers, whether public or private, and endtles consumers
o inter alla non-discrimination and proper standards. An
independent Director of Advocacy has' been established to
purchase, administer and promote advocacy services. Advocartes and
the Health and Disability Commissioner can assist in, progressing a
complaint, but providers are obliged to do only “what they
reasonably can under the circumstances”. In practce the Health and
Disability Commissioner Act is used little by disabled people so far,
and its emphasis is not on enforcing rights. Like the.Human Rights
Act, it has focused on mediation, low-level dispute.resolution rather

-than case law determination of rights. Over 85 per cent of the

complaints to the Health and Disability Commissioner are referred
by the invesugadon service to the advocacy service, which so far
appears to have functioned primarily as 2 complaints service.

This complaints mechanism is open only to those already getting
health and disability services, not those who are unable to access
services in the first place. Human rights-related legisladon could
perhaps be employed in such a situation, though this remains to be
clarified. Availability of disability support services at present is seen
as constrained in particular by workforce, training and remuneration
issues.

Sociﬁl, economic and cultural rights are meéndoned in the Swedish
Constitudon, but this does not give them the status of
Constitutional rights that the individual can use in legal actions. The
stated aim of policy is that people with disabiliies have the same
chance as others of participating in- community life. Responsibility
for achieving this objective is borne by society as a whole, but
ultimately by the state, local authorities and county councils.

Social rights covering social services, health, and education are
enshrined in law, and apply to people with disabiliies in the same

5 In practice, it appears the separation of neceds assessment and service
coordinatdon may often be ignored in many districts.
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way as everyone else. The ambiton is for financial security and
social rights to be guaranteed to all citizens — not by being focused
on certain hard-pressed groups in society, bur by being given to
everyone. Each person who resides in a municipality has “a right to
assistance from the social welfare board for his support and way of
life in general”; this covers both cash assistance and care and other
services. However, the right to assistance is not defined with any
great precision in the (1980} Social Services Act, and the application
of this right varies greatly from one municipality to another. The
Natdonal Board of Health and “Welfare issues general advice and
guidelines to the municipalities, but these need not follow them.
Appeals are processed by a system of administrative courts, but
these decide every case on its merits without establishing precedents
that would apply more generally. The county council is also
responsible for public health and medical services, with supervision
by the National Board of Health and Welfare. The (1982) Public
Health and Medical Services Act leaves county councils with a good
deal of freedom to organise these services according to local
conditions.

Over and above these general provisions, there are a number of
rights and financial benefits that supplement and augment welfare,
notably for people with. functional impairments. This is set out in
special legislation, initially for “developmentally disabled persons”,
i.e. those with an intellectual impairment (1986) and then a broader
codifving reform in 1994, the 1SS (Support for Persons with
Certain Functional Impairments). This is stated to be based on an
environmental view of disability (a handicap is not viewed as a
characteristic of a person, but as something that arises when a
person with a functional impairment is confronted by an
inaccessible environment) and on the principle of universal human
equality of dignity and rights, so persons with functional impairment
must be given the opportunity of taking part in the life of the
community on the same terms as others. Social welfare services
must endeavour to ensure that persons who for various reasons
encounter considerable difficuldes in their everyday life are enabled
to participate in the life of the community and live on the same
terms as others.

Division of responsibility is critically important in the Swedish
case. The state is responsible for legislaton, social insurance,
planning, and setting out the objectives of policy. However the local
authorides have basic responsibility for education, housing, child
care and social services, and the county councils have primary
responsibility for health care. Local authorities and county councils
enjoy preat freedom to decide on the quality and nature of the
measures actually undertaken, and they themselves levy taxes to
finance their work. 1t is the local authories' social services that
have ultimate responsibility for ensuring thar all those who are
resident in the area obrain the support and help they need.

In terms of responsibility for different types of benefits and
services, the National Social Insurance Board provides full financial
assistance for the hiring of personal assistants; financial assistance to
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families for home care of a child with disabilides; and financial
assistance for modificatons to vehicles for disabled drivers. Councy
councils provide free or subsidised travel; orthopaedic and technical
aids and cquipment (such as wheelchairs, lifts); rehabiliration
services (including occupational therapy, physiotherapy and speech
therapy); and cxtension education. Municipalities provide special
housing; adaptations to housing; short-stay respite homes; support
families; dedicated recreational facilides; and special schools.

A central element in the legislation is the appeal procedure.
Those entitled under the legisladon can appeal to county
administrative courts if they are not receiving the services they
believe they are endtled to, and about two-thirds of appeals are
decided in favour of the individual. Refusals to provide the services
is generally justified by lack of money (and there is no state subsidy
1o counties). For example, in refusing people applying for places in
group homes, municipalitics rypically do not deny that the service
was needed, but state no places are available. The administrative
courts, including the Administrative Supreme Court, do not accept
financial arguments where the need appears pressing (e.g. an
individual with disability and living with elderly parents) but can do
so when it is less urgent (e.g. an individual in an insdrution, where
the policy of de-institutionalisation is being implemented over time).
Further, the court judgments may not then be implemented: a
significant proportion of positive judgmenrs are ignored by the local
authorities, and the natonal government and the courts have no
power to force them to follow the law, there are no binding
sanctions. Fines on such authorities were however introduced in
2000 by the Nadonal Board of Health and Welfare and are
becoming. increasingly common.

There is also a Disabiliy Ombudsman appointed by the
government to moniter the nghts and inrerests of people with
disability, so that people with various kinds of disability can
participate fully in the life of the community and live on the same
terms as others. This is based on the UN Standard Rules on the
Equalization.of Opportunities for Persons with Disabilites, adopted
by the General Assembly of the UN in 1993, which lay down what
15 required of a state to ensure that people with disability have the
same opportunities as other citizens. Sweden has approved the
Standard Rules and undertaken to comply with them. The Disability
Ombudsman was established in 1994 among other things 1o
monitor how the Standard Rules are observed in Sweden. (The UN
Committee on Economic, Social and Cultural Rights has however
criticised Sweden on the basis that the Covenant on Economic,
Social and Cultural Rights is not fully incorporated into its legal
system, so that the rights covered by it may not be direcdy invoked
before the courts.)

The Disability Ombudsman investugates complaints from
individuals who consider that they have been excluded or
discriminated against owing to their disability. The investigation may
be concluded by the Ombudsman issuing a formal opinion. The
Ombudsman may also contact local authorities, businesses or other
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organisanons in order to achieve an improvement for people with
disabilicy. If the matter involves inadequacies in current legislation,
the Disability Ombudsman can draw the autendon of the
Government to this. Lawyers in the Ombudsman's office also
provide advice on rights, laws and rules, relating to, for example,
employment, educadon or health care. A person who is dissansfied
with the decision made by an authority in those areas can, for
example, get advice from the Ombudsman on how to appeal against
it. As regards discrimination in employment only, staff of the
Ombudsman may represent an individual in her/his action in the
Labour Court.

The Ombudsman and disabilicy rights organisadons mect
regularly to exchange information and develop collaboration, and
the Ombudsman also collaborates with other authorities working
within the disability sector, for example, the National Board of
Health and Welfare, the National Board of Housing, Building and
Planning, and the Nadonal Road Administration. The Disability
Ombudsman alse monitors work in the area within the EU, the
Council of Europe and the UN, and together with Sweden’s other
Ombudsman organizations — including the Ombudsman for Equal
Opportunites {focused on gender), the Ombudsman against
Discrimination because of Sexual QOrentation, and the Ombudsman
against Ethnic Discrimination — participates in various internatonal
fora on human rghts.

In the UK, the Disability Discrimination Act (DDA) (1995) gives
disabled people rights in the areas of émploymem, access to goods,
facilities and services, and buying or renting land or property. Pan
LI of the DDA gives disabled people rights of access to ceveryday
services that others take for granted. It is unlawful for a provider of
goods, facilities or services to discriminate against disabled people
by:

refusing to provide a service without justficaton;

providing a service to a lesser standard without justification;
providing a service on worse terms without jusdficaton;
failing 1o make reasonable adjustments to the way services
arc provided for disabled people;

* and, from the vear 2004, failing to make teasonable
adjustments to the physical features of service premises, o
overcome physical barriers to access.

Those affected include, central and local government services,
courts, hospitals and doctors’ and dentists” clinics, and bus and
railway stations. Cases where individuals feel the DDA has been
breached can be brought to the Disability Rights Commission
(DRC) and the county courts. The DRC is an independent body set
up by the Government to help secure civil rights for disabled
people.

However, health and social services per se are covered by the

DDA only in the sense that a disabled person must not receive less
favourable treamment in receipt of those services as compared to a
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non-disabled person, as with any other service provided to 2
member of the public. There is no right to a specified level of
services set nadonally. The officially-stated aim is 1o ensure that
there is no discrimination on the grounds of disability in delivering
health and social services. Under health and social services
legislation, enttlement to services is based largely on the assessment
of need. In practice there is substantal variaton in the delivery of
services across the UK because eligibility criteria are set locally, by
the relevant local authorties responsible for health and social
services. It is however becoming clear that, once an individual is
assessed as eligible, entdtement to services may be vindicated
through the courts..

Starutory guidance on “Fair Access to Care Services”
{Department of Health, 2002) has recendy been developed and
circulated to councils with social services responsibilities throughout
England and Wales. This sets out a framework for determining
eligibility for adult social care, covering how councils should carry
out assessments and reviews of needs and support individuals
through these processes. The aim is to have a more consistent
approach to eligibility and fairer access to care services across the
country. None the less, it is explicit that in setting their eligibility
criteria local councils should take account of their resources, local
expectatons, and local costs, It is not intended that individuals with
similar needs receive similar services up and down the country, and
because of different budgetary decisions some councils will be able
to provide services to proportionately more people seeking help
than others. Case-law up to the House of Lords has made clear that
councils are obliged to assess evervbody who presents as needing
their services, regardless of resources. Councils thereafter have to
meet the person’s “reasonable needs”, they must have transparent
eligibility criteria that enable them to prioritise what needs it is
reasonable to meet, and in establishing those criteriz they can take
resources available into account.

As far as advocacy and support to ensure that people with
disabilities get proper service or treatment from health and social
services is concerned, Secdons 1 to 3 of the Disabled Persons
(Service, Consultation and .Representation) Act 1986 provide for
“authorised representatives™; this has not been implemented, but a
recent government-appointed task force recommended that doing
so could strengthen access for those people who would benefit
from this type of representaton. In terms of assessments for social
care, the 2002 “Fair Access™ guidelines set out that councils should
promote the development of-services that provide interpreters,
translators, advocates, and supporters to help individuals access and
make the best use of the assessment process. There should be one
assessment, it should be rounded and person-centred, and where
appropriate should take accounr of health and housing needs as well
as social care. Councils should recognise that individuals are the
experts on their own situations and encourage a partnership
approach to assessment,
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The Special Educational Needs and Disability Act (2001) seeks
to improve the standard of educaton for children with Special
Educational Needs and brings access to educadon within the remit
of the Disability Discrimination Act. This makes it unlawful for
cducation providers to discriminate against disabled pupils, students
and adult learners. In addidon, local education authorities and
schools are now under a duty to plan to increase progressively the
accessibility of schools to disabled pupils.

TO conclude this chapter, we highlight the main findings from its
review of approaches to provision of services to people with
disabilides in some other countries,

In the USA, people with disabiliies may have a nght o
assessment by statutory and local government health care and social
services providers, but only in relation to the services those agencies
provide. Ant-discimination legislaton does not provide a
generalised right to a particular health ot support service or standard
of service for those with disabilities. 1t can nonetheless have a
significant impact on service provision, as illustrated by the impact
of the recent “Olmstead”™ Supreme Court ruling in promoung a shift
from institudonal to community-based care.

In Australia, classes of services to be provided to people with
disabilides and standards to be metin the delivery of those services
are set by the relevant Minister; the Disability Services Act makes
explicit reference to resource constraints: “due regard must be had
to the limited resources available to provide services and
programmes under this Act”.

New Zealand has set up 2 needs assessment and co-ordination
system, which assesses needs without reference to resource
availability, but these assessments do not entte people to the
services identdfied as needed: the distinct Service Co-ordinadon
function is responsible inter alia for rationing,

[n Sweden, social, economic and cultural rights are mentoned in
the Consdtution, but this does not give them the status of
Consttutonal rights which ¢an be used in legal actions. Social rights
covering health and social services are enshrined in law, but in
pracdce the services available differ substantally-from one area 10
the next. .

In the UK, health and social services are not covered by the
Disability Discrimination Act, and there is no right to a specified
level of services determined natonally. Under health and social
services legislation, entitlement to services is based largely on
eligibility criteria set at local level and assessment of need carried out
by the relevant local authority seming those criteria. Councils are
obliged to assess everybody who presents as needing their services,
regardless of resources. Councils thereafter have to meer the
person’s “reasonable needs”, they must have transparent eligibility
criteria that enable them to prioritise what needs it is reasonable to
meet, and in establishing those criteria they can take resources
available into account:
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The adoption of a “rights-based approach” in legislation has come
to constitute a core element being sought by groups representing
people with disabilities and those working with them. This provides
the rationale for the present study, which seeks to contribute to the
on-going debate about how best to proceed legislatively in
addressing services for people with disabilities in Ireland. In this
concluding chapter, our aim is to highlight the key findings of the
study and try to tease out their implications in a constructive
fashion.

We have seen that cutrent consideradon of the rights-based
approach to services for peuple with disabilities is wking place
within a much broader debate abour economic and social rights in
Ireland as elsewhere. It is in the area of disability that these broader
issues are first being addressed in very concrete terms, so the
direction taken there may have implications for many other areas of
economic and social policy. The present study makes clear that the
assumption which often seems to underlie arguments from both
proponents and opponents, that adopting a rights approach has a
clear and transparent interpretation, is not in fact warranted. This
means that a variety of approaches to delivering services, framing
enttlements  and  institudng  enforcement mechanisms  can
legitimarely be scen as arising from a rights perspecdve.

In Ireland, the status of economic and social rights has been
debated  particularly in the context of the Constwdon. The
Consdtudon  Review  Groupls majority  decision  against
incorporaton of new economic and social rights was driven by the
arguments also most frequendy advanced in the broader debate:
that enshrining economic, social and cultural rights is an
encroachment on democracy, transferring power from elected
representatives to the judiciary, and that the resource implications
are unwarranted and/or unpredictable. On the other hand, the
recognition of economic and social rights in the Constituton, or in
law, is argued by some proponents not to confer absolute personal
rights repardless of cost. A common theme among those
ptoponents is that those opposing such recoghition do not
appreciate that such rights could be framed or would be interpreted

44
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53
Disability and
Rights

in a manner that met their concerns about the implicatons for
resource allocation,

1t appears to be commonly taken for granted in the lrish debate
that there is an integral link between the rights and justiciability —
because it is either being assumed that rights always cntail
justiciability in principle, or that justiciability is in practice the only
way in which rights can be effectively guaranteed. It is important to
be clear that at the conceprual level rights need not necessarily be
associated with the ability to have recourse to the courts, and in
practice there may be alternative enforcement mechanisms which
can allow rights to be effectively supported.

The logic of the rights-based approach is widely argued to apply
with particular force in the area of disability. The Report of the
Commission on the Status of People with Disabilides (1996) is
widely seen as a watershed in Irsh disability policy, serting the
rights-based approach as the framework of reference. The perceived
failure to base the Disabilicy Biil presented to the Oireachtas in 2001
on an explicit fghts foundadon was crdcal to the government’s
decision to undertake a further consultation process. The proposals
for core elements of a revised Disabilicy Bill prepared by the
Disability Legislation Consultation Group (DLCG) see a rights-
based approach as central, and detail what they see thar entailing.

The recent proposals produced by the DLCG in terms of
services can be baldly summarsed as follows. The individual’s needs
across the range of service areas are to be assessed independently,
the services identified as needed by that assessment should then be
made available as a nght, and rogether with other rights to be ser
out in the legislation this should be justiciable. If the services one
has been identified as needing are not made available, then one can
— uldmately — go to court to enforce thar right against the State.

At first blush, there seems to be a substantal divergence
between such an implementation of the rights-based approach and
the more qualified framing of ecconomic and social rights advanced
by some proponents. Those proponents emphasisc for example the
“progressive realization” of these rights and the Srate taking for
example “reasonable steps to promote the general and progressive
enjoyment” of economic and social nghts “in view of actual
conditons, resources and standards”. The DLCG proposals do
nuance the bald summary presented in the previous paragraph,¢ and
these elaborations are open to different interpretations. However,
on the face of it the import of the proposals still seems to be that

6 The most important qualifications or elaboratons in this respect are that in the
event of services noi being available “a programme of measures should be pur in

lace in order o realize these services within an established tmeframe”, and that
p .
“derailed guidelines on effecrive systems, structures and processes for independent
necds assessment should be made through Ministerial reguladons which are
supported by NDA Sundards and Codes of Practice™,

PP ¥
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5.4
Transparency
and Entitlement

decisions about service provision and consequently resource
allocation would be made by professionals and the courts, without
reference o the Oircachtas and unconstrained by the availability of
resources.

Without repeating the detailed findings of our review, the
approaches adopted to provision of health and other support
services in the other countries reviewed in Chapter 4 — the USA,
Ausrralia, New Zealand, Sweden and the UK — could not be
characterised, and do not operarte, in that way. In the USA people
with disabilities may have a right to assessment by statutory and
local government health care and social setvices providers, but only
in relation to the services those agencies provide. And-
discrimination legisladon does not provide a generalised right to a
particular health or support service or standard of service for those
with disabiliies. In Australia, classes of services to be provided to
people with disabilities and standards'to be met in the delivery of
those services are set by the relevant Minister, and the Disability .
Services' Act makes explicit reference to resource constraints. New
Zealand has a needs assessment and co-ordination system which
assesses needs without reference to resource availability, but these
assessments do not endtle people to the services idendfied as
needed: the distinct Service Co-ordinaton function is responsible
inter alia for ratoning. In Sweden, social rights covering health and
social services are enshrined in law, but in practice the services
available differ substantially from one area to the next. In the UK,
entitlement to services is based largely on eligibility criteria set at
local level and assessment of need carried out by the relevant local
authority setting those criteria. Councils are obliged to assess
everybody who presents as needing their services, regardless of
resources. Councils thereafter have to meet the person’s “reasonable
needs”, they must have transparent eligibility criteria that enable
them to prioritise what needs ir is reasonable to meet, and in
establishing those criteria they can take resources available into
account.

We have argued that adopton of a “rights approach” to the
provision of disability-related sérvices would not necessarily involve
acceptance that independent assessment of need carry with it
justiciable rights to services. Such a combinaton, though seen by
people with disabilities as desirable or indeed essential, might be
expected to be anatherna to those arguing that economic and social
rights differ fundamentally from civil and poliacal nghts, and that
the separation of powers is the best guarantor of not only civil and
polincal Liberry but also economic and social progress. The position
currently adopted by many people with disabilities no doubt reflects
their long-running experience of services that do not meet their
needs and their disappointment with alternadve approaches, but if
carried to the extreme it runs the sk that “the best may be the
enemy of the good™ an impasse would be to no-one’s advantage.
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Without in any way pre-judging how the political process is likely to
address current legisladve issues, it may be worth seeing if there are
ways to make progress incrementally while leaving the most hotly
contested issues, relating to justiciability and to uldmare control of
resources in particular, to one side.

With this in mind it may be useful to distinguish wwo different
aspects of service provision: what people actually receive, and what
they are enttled to and know they can access. At present, people
with disabilities face not only what they clearly regard as serously
inadequate levels of service provision. They also face the frustration
of not {generally) having an entitlement to those services, and very
often having to work hard to find out and access what is available.
(Much of this also applies to users of for example the health
services generally.) There is litde transparency in the way the
resources made available nationally are allocated, and at local level
there may be substandal variation in the services available from area
to area or Health Board to Health Board. Those seeking to access
services are to a large extent disempowered, at the mercy of what
they rmay well see as atbitrary or capricious decisions by various
organs of the state.

For those with long memories this has echoes of the system
whereby, up-to the carly 1970s, those in need but not meeting the
qualifving conditions for the various social welfare schemes could
apply for safety-net income support through “Home Assistance”.
The scope for local discretion and lack of formalised entitlement
meant that there was substantial variaton across areas in the
amounts actually paid out, and the scheme was replaced in 1973 by
Supplementary Welfare Allowance, with nadonally-set qualifying
criteria and payment rates.

In the same vein, it is worth tentartively suggesting that it would
be a significant advance if:

e the state, through the relevant authorities, set out clearly
what level of service provision the current level of resource
is intended to underpin;

® people with disabilities not only knew what this level of
service provision was at individual level, but had an
endtlement to those services with associated enforcement
mechanisms;

® |t was.also set out in concrete. terms how services are to be
improved over time as more resources become available.

Once again this obviously has parallels with the current situation
with respect to social welfare payments. The Oireachtas votes each
year on the level of payment for each social welfare scheme, but
people then have an entitlement to that level of support if they meet
the qualifying conditions, with a formal appeals procedure. A
- system of endtlements is thus entrely consistent with the primacy
of the legistature. The acrual level of expenditure in'a given year on
social welfare may well be different to that budgeted for, because
the numbers claiming on different schemes may differ from that
anticipated in framing the budger. The granting of enttlements does
in that way dilute the most direct form of control over resources,
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but adjustments can be-made to those entitdemnents in subsequent
years, if necessary, to fit within the resources the political process
decides to make available.

It may be objected, with some force, thar the paralle! is unhelpful
because service provision cannot be seen in the same light as social
welfare payments. The contingencies being dealt with are much
more vatied, and the decision is not simply whether someone is or
Jis not to benefir, but rather which services and to whar level they
should receive. In addition, the case for discretion and judgement in
the allocation of the available resources 1o maximise the benefits
may well be stronger in the case of services. However, it hardly
seems conducive to cither efficiency or equity if the state is not in a
position to set out clearly the level of services thart it aims to make
available with a given quantum of resources. Indeed, if it cannot say
that, how can rarional decisions about either the size of the overall
resource bundle for those services or its allocation across different
uses be made?

Having arrived at a position where the state was able to specify
the level of services it intends to make available, attributing that as
an entidement to individuals would be possible. As well as working
to empower the individual, this could provide another lever to
promote efficiency in the producton of services. It may once again
be objected that services are different to cash transters and that it is
much more difficult to define entitlement in an operational way. It
may also be asked why there should be entilements to services for
people with disabilities when there.is no gencralised cntidement to,
for example, health services for the population as a whole: While it
is certainly true that framing a system of endtlements to services is
challenging, the Health Strategy Quality and Faimess: A Health System
Jor You has in fact already set our a commitment to preparing new
legisladon “to move away from the rather theoretical model of
‘eligibility’ to a system of entidement to services within a reasonable
timeframe” (p. 74).

Furthermore, in thinking about service provision there is an
increasing emphasis on “attaching the money to the person”, as
reflected, for example, in the DLCG’s proposals emphasis that
funding should be attached to the person, so that where possible
people with disabilities are responsible for organising their own
provision. [t may then be possible 1o define areas and degrees of
need and identify the base level of resources to be devoted to each,
in the form of cash transfers or direct provision. Anyone meeting
the criteria would be enttled to that level of support, with resources
for addidonal needs adjudicated on through a transparent process.

It may also be objected that key service provision decisions are
often made at loca! rather than naoonal level, at the level of the
Health Board for example, and that the discretion this provides is
an essenual element in current structures. Once again this is an issue
that will have to be faced in the health services context as well. The
best balance between (local) discretion and (national) rules is always
a difficult one to find. A system of enttlements could clearly allow
for some scope for discretion at local level but specify a minimum
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set of services applying throughout the country. Any meaningful
system of enttlements also has to have a credible appeals and
enforcement mechanism, and international experience suggests a
‘range of approaches are possible in that regard.

‘Having spelt out the level of services it sees as underpinned by
current resources, the state would also be in a position to set out in
concrete terms how it intends ro progressively improve the services
made available over time as resources become available. A system of
independent assessment of needs for peoplée with disabilities could
then play a key role. While this assessment would not automatically
mandate access to the full range of services seen as needed by the
assessars, a clear picture of the gap between actual and desired
services would be seen, and that could be a critical input into the
planning process. It would also serve to inform the public debate
and political process in addressing the issue of resource allocation.

The discussion here has been ar a high level of generality and the
practcal difficuldes to be faced in developing a transparent system
of service provision and entitlements are not to be underestimated.
Success is not guaranteed and certainly could not be arrived at
overnight, bur, if set out as a priority objective, could be worked
towards over a period. Many of the challenges involved will have 1o
be dealt with anyway if the Strategic Management Initadve is to be
fully implemented in the public service and the capacity to make
long-term planning and resource allocaton decisions is to be
properly developed. From the perspectve of those advocating a
nights approach, the framing of entitlements would be a crucial step
forward and the gap berween what is currenty provided and what is
independently assessed as required would become visible. From the
perspective of those arguing for the primacy of the polidcal process,
that transparency would be a key ingredient in promoting informed
public debate and the making of resource allocation and
redistributve choices through that process.
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