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Preface to “Disability Human Rights Law”

Human rights law has traditionally been siloed into individual rights and community rights.
Historical politics have forced civil and political rights to be conceived separately from social,
economic, and cultural rights. This has caused an unnecessary tension between these groups of rights
and has convoluted the implementation and realization of human rights. The Convention on the Rights
of Persons with Disabilities (CRPD) has broken down the distinction between individual and
community rights-between civil and political and social, economic, and cultural rights. It has ushered
in a new era of human rights law and instigated a new field of study: disability human rights law.

This new field is an interdisciplinary amalgamation of human rights law, disability studies, and
disability rights law. It views rights in a novel way, opening a new line of scholarly inquiry. It sees
rights as they apply to the individual, with regard to the individual’s particular abilities, needs, and
circumstances. The traditional, and often archaic, rights boundaries are broken down. Civil and
political rights exist entwined with social, economic, and cultural rights. The rights of the community
and the rights of the individual are often indistinguishable and dependent upon one another. It is the
epicenter of a new wave of rights protection.

This book focuses on this new field. The aim of the book is to begin to explore the potential of
Disability Human Rights Law to transform modern human rights law. The first chapter, written by
Professor Theresia Degener, Vice Chair of the United Nations Committee on the Rights of Persons with
Disabilities, lays out the foundations of this new rights landscape. She explores the history of the
disability rights movement and the move from a medical model to a social model of disability. She
argues for the adoption of a human rights model of disability and highlights the benefit of such a
model for providing actual guidelines on how best to realize the rights of people with disability-which
previous models were lacking. The next 10 chapters cover different areas of human rights law where
the CRPD has provided new guidance and interpretation.

Anna Arstein-Kerslake
Guest Editor
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Abstract: The Convention on the Rights of Persons with Disabilities (CRPD) is a modern human
rights treaty with innovative components. It impacts on disability studies as well as human rights
law. Two innovations are scrutinized in this article: the model of disability and the equality and
discrimination concepts of the CRPD. It is argued that the CRPD manifests a shift from the medical
model to the human rights model of disability. Six propositions are offered why and how the human
rights model differs from the social model of disability. It is further maintained that the CRPD
introduces a new definition of discrimination into international public law. The underlying equality
concept can be categorized as transformative equality with both individual and group oriented
components. The applied methodology of this research is legal doctrinal analysis and disability
studies model analysis. The main finding is that the human rights model of disability improves
the social model of disability. Three different models of disability can be attributed to different
concepts of equality. The medical model corresponds with formal equality, while the social model
with substantive equality and the human rights model can be linked with transformative equality.

Keywords: disability law; human rights; models of disability; discrimination; reasonable
accommodation; accessibility; models of equality; human rights model of disability; substantive
equality; transformative equality

1. Introduction

The United Nations Convention on the Rights of Persons with Disabilities (CRPD) [1] of 2006
has had profound impact on disability law and human rights law globally. With 162 State Parties
the Convention has reached more than 80% universal ratification for its 10th anniversary. Most State
Parties have reviewed and revised domestic disability law and have established National Monitoring
Mechanisms as prescribed by the Convention. The CRPD seeks to bring about a paradigm shift
in disability policy that is based on a new understanding of disabled persons as right holders and
human rights subjects. The theoretical background for this change is a modern model of disability
as developed in disability studies and recent group oriented approaches in modern human rights
law. According to Article 1 the purpose of the CRPD “to promote, protect and ensure the full and
equal enjoyment of all human rights and fundamental freedoms by all persons with disabilities, and to
promote respect for their inherent dignity.” It is the first human rights instrument which acknowledges
that all disabled persons are right holders and that impairment may not be used as a justification for
denial or restrictions of human rights. Such an approach recognizes that disability is a social construct
which is created when impairment interacts with societal barriers. It is based on a new thinking about
disability which is usually described as a paradigm shift from the medical to the social model of
disability. The theoretical background is disability studies, a multidisciplinary research school that
has emerged from disability rights movements in the UK and USA some 30 years ago. The debate
about medical versus social model of disability has been the central focus during the first two decades
and several scholars have emphasized that disability studies have moved on to new, less dichotomist
models such as the political/relational approach of Alison Kafer ([2], p. 7). While it is true that the

Laws 2016, 5, 35 1 www.mdpi.com/journal /laws
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dichotomy between medical and social model of disability is an outdated subject for disability studies
discourse, it has gained new attention within legal discourse. During the negotiations of the CRPD
the medical and social model played a pivotal role. During the first decade of its existence the CRPD
has been the catalyst for many law and policy reforms, which relate to the shift from, medical to
the social model of disability. It is important to understand the new model of disability, which is
supposed to be the foundation of modern disability law. Hence it is necessary to address the issue of
disability model again. During the negotiations, reference was usually made to the social model of
disability, which should replace the medical model of disability. While the latter reduces disability
to a medical phenomenon of impairment, the first takes a social-contextual approach to disability.
Persons with disabilities are described as “those who have long-term physical, mental, intellectual or
sensory impairments which in interaction with various barriers may hinder their full and effective
participation in society on an equal basis with others.”([1], art. 1). Disability as a social construct is
the main feature of the social model of disability. However, it is opined that the CRPD is based on the
human rights model of disability, which moves beyond the social model.

The CRPD also significantly impacts on international human rights law and its system. The CRPD
Committee, established in 2009, consists of 18 independent experts of whom all but one, are disabled
persons. No other treaty body has had such a high number of experts with impairments. As a
consequence accessibility of UN buildings and information and communication systems became
an issue. A Secretariat-Wide Inter-Departmental Task Force on Accessibility has been established
and several resolutions on making the United Nations more accessible and inclusive for persons
with disabilities have been adopted [3]. The CRPD is a modern human rights treaty with many
innovative provisions. For example, State Parties have to establish a national human rights mechanism,
the Convention allowed the EU to become a member as a regional integration organization, it has
two standalone development provisions, but most significantly it modernizes international equality
law ([1], art. 11, 32, 33, 42). As Andrea Broderick has analyzed recently: “From a theoretical and
comparative perspective, it can be said with certainty that the CRPD goes further in its approach to
equality than previous international human rights instruments” ([4], p. 149).

The purpose of this article is twofold. First, my goal is to show that the CRPD is based on the
human rights model of disability which builds on the social model but develops it further. Secondly,
I wish to demonstrate that the Convention introduces a new equality concept into international human
rights law, which can be categorized as transformative equality.

2. The Disability Model of the CRPD!

Since the 1960s, there have been many different models of disability in scientific literature.
The medical (bio)-model, the social model, the economic model, the minority group model, the
universalist model, the Nordic relational model, the capabilities model and others. All these models
attempt to understand and occasionally explain or define disability.?

The most important models of disability in the English-speaking world have been the medical
and the social model of disability. Both models were developed by scholars of disability studies during
the 1970s and 1980s in the UK and the USA. With the adoption of the United Nations Convention on
the Rights of Persons with Disability (CRPD), a new model emerged which is the human rights model
of disability.

The medical model of disability, which the CRPD tries to overcome, regards disability as an
impairment that needs to be treated, cured, fixed or at least rehabilitated. Disability is seen as a
deviation from the normal health status. Exclusion of disabled persons from society is regarded as an

1 Part 2 and 3 of this article are an updated version of an earlier publication, see [5]. I thank Maria Bergh, Michele Friedner,

Piers Gooding, Susan Schweik, Tom Shakespeare and Gerard Quinn for helpful comments on this earlier version.

2 For an overview of these and other models see ([6], pp. 61-181; [7]; [8], pp. 15-28).
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individual problem and the reasons for exclusion are seen in the impairment. Disability according to
the medical model remains the exclusive realm of helping and medical disciplines: doctors, nurses,
special education teachers, and rehabilitation experts. Michael Oliver, one of the founding fathers
of the social model of disability, has called this the ideological construction of disability through
individualism and medicalization, the politics of disablement [9]. Another feature of the medical
model of disability is that it is based on two assumptions that have a dangerous impact on human
rights: (1) disabled persons need to have shelter and welfare; and (2) impairment can foreclose legal
capacity. The first assumption legitimizes segregated facilities for disabled persons, such as special
schools, living institutions or, sheltered workshops. The second assumption has led to the creation of
mental health and guardianship laws that take an incapacity approach to disability [10,11]. During
the negotiations of the CRPD, the medical model served as a determent. While there was often no
consensus among stakeholders which way to go in terms of drafting the text of the convention, there
was overall agreement that the medical model of disability definitely was not the right path [12,13].
Rather the social model of disability was supposed to be the philosophical basis for the treaty. The
paradigm shift from the medical to the social model has often been stated as the main achievement of
the CRPD. However, while it is true that the social model of disability has been the prevalent reference
paradigm during the negotiation process, my understanding of the CRPD is that it goes beyond the
social model of disability and codifies the human rights model of disability.

The social model of disability explains disability as a social construct through discrimination
and oppression. Its focus is on society rather than on the individual. Disability is regarded as a
mere difference within the continuum of human variations. The social model differentiates between
impairment and disability. While the first relates to a condition of the body or the mind, the second
is the result of the way environment and society respond to that impairment. Exclusion of disabled
persons from society is politically analyzed as the result of barriers and discrimination.

3. The Difference between the Social and the Human Rights Model

While I do not claim ownership of the terminology, the human rights model of disability appeared
in an article on international and comparative disability law reform that I wrote together with Gerard
Quinn 1999/2000 and in the background study to the CRPD that we edited in 2001. In a chapter called
“Moral Authority for Change”, we wrote:

Human dignity is the anchor norm of human rights. Each individual is deemed to be of
inestimable value and nobody is insignificant. People are to be valued not just because
they are economically or otherwise useful but because of their inherent self-worth...The
human rights model focuses on the inherent dignity of the human being and subsequently,
but only if necessary, on the person’s medical characteristics. It places the individual center
stage in all decisions affecting him/her and, most importantly, locates the main “problem”
outside the person and in society [14].

In this background study to the CRPD, we did not discuss whether there is a difference between
the social and the human rights model of disability. I think there is and I have six propositions in
this regard.

3.1. Proposition 1: Disability Is a Social Construct but Human Rights Do Not Require a Certain Health or
Body Status

First, whereas the social model merely explains disability, the human rights model encompasses
the values for disability policy that acknowledges the human dignity of disabled persons. Only the
human rights model can explain why human rights do not require absence of impairment.
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The social model of disability was created as one explanation® of exclusion of disabled people
from society. It has been developed as a powerful tool to analyze discriminatory and oppressive
structures of society. To use Michael Oliver’s words:

Hence, disability according to the social model, is all the things that impose restrictions on
disabled people; ranging from individual prejudice to institutional discrimination, from
inaccessible public buildings to unusable transport systems, from segregated education to
excluding work arrangements, and so on. Further, the consequences of this failure do not
simply and randomly fall on individuals but systematically upon disabled people as a group
who experience this failure to discrimination institutionalised throughout society [16].

This sociological explanation of disability may lay the foundation for a social theory of disability.
However, the social model does not seek to provide moral principles or values as a foundation of
disability policy. The CRPD, however, seeks exactly that. According to article 1 CRPD the purpose
of the treaty is “to promote, protect and ensure the full and equal enjoyment of all human rights
and fundamental freedoms by all persons with disabilities, and to promote respect for their inherent
dignity.” In order to achieve this purpose, eight guiding principles of the treaty are laid down in
article 3 CRPD and the following articles tailor the existing human rights catalogue of the International
Bill of Human Rights* to the context of disability. Human rights are fundamental rights. They
cannot be gained or taken away from an individual or a group. They are acquired qua birth and
are universal, i.e., every human being is a human rights subject. Neither social status, nor identity
category, nor national origin or any other status can prevent a person from being a human rights
subject. Therefore, human rights can be called unconditional rights. It does not mean that they
cannot be restricted but it means that they do not require a certain health status or a condition of
functioning. Thus, human rights do not require the absence of impairment. The CRPD reflects this
message in its preamble and in the language of its articles. For example, when the universality of all
human rights for all disabled persons is reaffirmed ([1], preamble para. c), or when it is recognized
that the human rights of all disabled persons, including those with more intensive supports needs,
have to be protected ([1], preamble para. j). The article on the rights to equal recognition as a person
before the law with equal legal capacity ([1], art. 12, para. 1 and para. 2) is of course another example of
this assumption.

Thus, the human rights model of disability defies the presumption that impairment may
hinder human rights capacity. The social model of disability also acknowledges the importance
of rights ([16], p. 63) and has often been associated with the rights based approach to disability
as opposed to needs based or welfare approach to disability policy [17-20]. However, non-legal
scholars of disability studies have emphasized that the social model of disability is foremost not a
rights-based approach to disability but extends beyond rights to social relations in society, to the
system of inequality ([21]; [22], p. 23). They do, however, concede that social model advocates have
supported struggles for civil rights and anti-discrimination legislation ([16], pp. 152-56; [22], p. 23).

3.2. Proposition 2: Human Rights Are More Than Anti-Discrimination

Secondly, while the social model supports anti-discrimination policy civil rights reforms, the
human rights model of disability is more comprehensive in that it encompasses both sets of human
rights, civil and political as well as economic, social and cultural rights.

The social model of disability served as a stepping-stone in struggles for civil rights reform and
anti-discrimination laws in many countries ([18], p. 6; [23], pp. 10-13; [24]). Meanwhile, the social
model of disability has become officially recognized by the European Union as the basis for its disability

3 Other models are e.g., the normalization principle, the minority model, or the Nordic relational model [15].

Consisting of three human rights instruments: Universal Declaration of Human Rights, International Covenant on Civil and
Political Rights and International Covenant on Economic, Social and Cultural Rights.
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policy [25]. Within disability studies, this rights based approach in disability was characterized as
a tool for stipulating citizenship and equality [16]. To demand anti-discrimination legislation was a
logical consequence of analyzing disability as the product of inequality and discrimination. In the US,
where the social model of disability was conceptualized as the minority group model [26], the fight for
civil rights was similarly seen as a way to disclose the true situation of disabled persons as members
of an oppressed minority. The focus on rights was perceived as an alternative to needs based social
policy that portrayed disabled persons as dependent welfare recipients. The ideology of dependency
was coined by Michael Oliver as an essential tool of social construction of disability ([16], p. 83). Thus,
anti-discrimination legislation was seen as a remedy to a welfare approach to disability. Disabled
persons could thus be described as citizens with equal rights. Architectural barriers could be defined
as a form of discrimination. Segregated schools could be described as apartheid. The shift from welfare
legislation to civil rights legislation in disability policy became the focus of disability movements in
many countries [18,20,27]. “We want rights not charity” was and still is a slogan to be heard around
the world from disability rights activists.

However, anti-discrimination law can only be seen as a partial solution to the problem. Even
in a society without barriers and other forms of discrimination, people need social, economic and
cultural rights. People need shelter, education, employment or cultural participation. This is true for
all human beings, and thus for disabled persons. However, because impairment often leads to needs
for assistance, it is especially true that disabled persons need more than civil and political rights. While
welfare policies and laws in the past have failed to acknowledge and empower disabled persons as
citizens [28], laws on personal assistance services or personal budgets proofed that even classical social
laws can give choice and control to disabled persons ([29], pp. 15-20; [30,31]). It is thus illustrative
that the global independent living movement has always phrased their demands in terms of broader
human rights, rather than in terms of pure anti-discrimination rights. The human rights model of
disability includes both sets of human rights: political, and civil and economic, and cultural rights.
These two baskets of human rights, which have been adopted as distinct categories of human rights
during the cold war area for political reasons,’ are fully incorporated in the CRPD as they are in the
Universal Declaration of Human Rights (UDHR) of 1948 [33]. The legal hierarchy of civil and political
rights over economic, social and cultural rights is slowly but steadily decreasing through international
jurisprudence and the strengthening of monitoring and implementation of the International Covenant
on Economic, Social and Cultural Rights (ICESCR) [34].

A major milestone was the coming into force of an individual complaints procedure for economic,
social and cultural rights in 2012 enabling the United Nations “to come full circle on the normative
architecture envisaged by the Universal Declaration of Human Rights.”® The universality, indivisibility
and interdependence of all human rights were firmly established as a principle of international
human rights law on the World Conference of Human Rights two decades earlier in Vienna [36].
The CRPD is a good example of the indivisibility and interdependence of both sets of human rights.
It not only contains both sets of human rights, the text itself is evidence of the interdependence and
interrelatedness of these rights. Some provisions on rights cannot be clearly allocated to one category
only. For instance, the right to be regarded as a person before the law ([1], art. 12) is a right commonly
regarded as a civil right ([33], art. 6; [37], art. 16). However, article 12 (3) CRPD speaks of support
measures disabled persons might need to exercise their legal capacity. Are these support measures
realized by social services which fall into the economic, social and cultural rights sphere? Another
example would be the right to independent living ([1], art. 19). It is one of the few rights of the
CRPD which has no clear equivalent in binding pre-treaty law. The right to independent living and
being included in the community is an answer to human rights violations against disabled persons

For an illustrative account of the political history of human rights, see [32].

6 Statement by Mr. Ivan Simonovic, Assistant Secretary-General, see [35].
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through institutionalization and other methods of exclusion, such as hiding in the home or colonizing
at distant places. The concepts of independent living and community living do not root in mainstream
human rights philosophy, which is why the terms cannot be found in the International Bill of Human
Rights but in international soft law related to disability that preceded the CRPD. The concept derives
from the disability rights movement and other social movements such as the deinstitutionalization
movement’, which came into being in the 1960s and 1970s in the United States, Scandinavia, Italy and
many other countries [38—40]. The common catalogue of human rights of the UDHR does not contain
a right to independent or community living. If at all, the right to independent living can be traced
back to the freedom to choose one’s residence, which in other treaties is usually linked to the freedom
of movement and designed as a pure civil right.® However, independent living requires—among
others—personal assistance services, which are measures to realize social rights. Thus, the CESCR
Committee has interpreted the right to an adequate standard of living ([34], art. 11) to include a right
to independent living for disabled persons. However, it has also linked the issue to anti-discrimination
measures. Its General Comment No.5 interprets article 11 ICESCR as a right to “accessible housing”
and to “support services including assistive devices” which enable disabled persons “to increase their
level of independence in their daily living and to exercise their rights.” ([44], para. 33). During the last
15 years, there has been an influx of publications on deinstitutionalization, the right to independent and
community living and the member state obligations under article 19 CRPD [31,39,40,45,46]. Most legal
publications characterized this article as a social right with strong freedom and autonomy components.
In the words of the Council of Europe Commissioner of Human Rights, Thomas Hammarberg who
has published an issue paper on article 19:

The core of the right...is about neutralising the devastating isolation and loss of control over
one’s life, brought on people with disabilities because of their need for support against
the background of an inaccessible society. “Neutralising” is understood as both removing
the barriers to community access in housing and other domains, and providing access to
individualized disability-related supports on which enjoyment of the right depends for
many individuals ([47], p. 11).

The CRPD Committee has not qualified the right to independent living yet as either civil or
social human right. While the CRPD contains the progressive realization clause usually applied to
state responsibility regarding social, economic and cultural rights, it also includes a reminder that
even economic, social and cultural rights are immediately applicable under some circumstances in
public international law.’ The upcoming General Comment on article 19 CRPD will probably address
this issue.

3.3. Proposition 3: Impairment Is to Be Recognized as Human Variation

As a third argument, I would state: Whereas the social model of disability neglects the fact
that disabled persons might have to deal with pain, deterioration of quality of life and early death
due to impairment, and dependency, the human rights model of disability acknowledges these life
circumstances and demands them to be considered when social justice theories are developed.

The social model of disability has been criticized for neglecting the experience of impairment and
pain for disabled people and how it affects their knowledge and their identity. Both the dichotomy
of impairment and disability as well as the materialist focus of the social model have been criticized,

Which in some countries was part of the disability rights movement, in other countries it was not.

Art. 13(1) UDHR: “Everyone has the right to freedom of movement and residence within the border of each State.” [41].
See also Art. 12(1) ICCPR, Art. 5(d), (i) CERD, Art. 15(4) CEDAW [37,42,43].

Art. 4(2) CRPD reads: “With regard to economic, social and cultural rights, each State Party undertakes to take measures to
the maximum of its available resources and, where needed, within the framework of international cooperation, with a view
to achieving progressively the full realization of these rights, without prejudice to those obligations contained in the present
Convention that are immediately applicable according to international law.” [1].
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especially by feminist disabled writers such as Jenny Morris. In her famous book Pride against Prejudice,
she claims:

However, there is a tendency within the social model of disability to deny the experience
of our own bodies, insisting that our physical differences and restrictions are entirely
socially created. While environmental barriers and social attitudes are a crucial part of our
experience of disability—and do indeed disable us—to suggest that this is all there is to it
is to deny the personal experience of physical or intellectual restrictions, of illness, of the
fear of dying. A feminist perspective can help to redress this, and in so doing give voice to
the experience of both disabled men and disabled women ([48], p. 10).

In a later publication, she writes:

If we clearly separate out disability and impairment, then we campaign against the
disabling barriers and attitudes which so influence our lives and the opportunities which
we have. This does not justify, however, ignoring the experience of our bodies, even though
the pressures to do this are considerable because of the way that our bodies have been
considered as abnormal, as pitiful, as the cause of our lives not being worth living...In the
face of this prejudice it is very important to assert that autonomy is not destiny and that it
is instead the disabling barriers “out there” which determine the quality of lives. However,
in doing this, we have sometimes colluded with the idea that the “typical” disabled person
is a young man in a wheelchair who is fit, never ill, and whose only needs concern a
physically accessible environment ([49], p. 9).

Other writers followed this path of criticism. Marian Corker and Sally French who brought
discourse analysis to disability studies added that besides neglecting the importance of impairment,
the social model fails to “conceptualize a mutually constitutive relationship between impairment
and disability which is both materially and discursively (socially) produced.”([50], p. 6). Many other
disability studies scholars have shared this critique. Bill Hughes and Kevin Paterson proposed to
develop a sociology of impairment based on post-structuralism and phenomenology as a response to
this dilemma of impairment/disability dichotomy [51]. Tom Shakespeare has challenged the dichotomy
on the basis that both are socially constructed and inextricable interconnected ([52], pp. 72-91).
The founders and advocates of the social model have emphasized that the social model of disability
was never meant to ignore impairment. Michael Oliver states: “This denial of the pain of impairment
has not, in reality, been a denial at all. Rather it has been a pragmatic attempt to identify and
address issues that can be changed through collective action rather than professional and medical
treatment.” ([16], p. 38).

However, he also contends that the social model is not a social theory of disability which when
developed should contain a theory of impairment ([16], p. 42).

The human rights model of disability has not been brought into this debate yet. The CRPD
does not make any statement regarding impairment as a potential negative impact on the quality
of life of disabled persons because the drafters were very determined not to make any negative
judgment on impairment. However, persons with higher support needs are mentioned in the
preamble ([1], preamble para. (j)) as a reminder that they must not be left behind and that the CRPD
is meant to protect all disabled persons not only those who are “fit” for mainstreaming. Impairment
as an important life factor is also recognized in two of the principles of the treaty, though both
principles do not mention impairment explicitly. Article 3 (a) introduces “respect for the inherent
dignity...of persons” and paragraph (d) refers to “respect for difference and acceptance of persons
with disabilities as part of human diversity and humanity.” Respect for human dignity is one of the
cornerstones of international human rights and domestic constitutional law today. It was introduced
in many human rights catalogues after World War II as a response to the atrocities of the Nazi
Regime and today is recognized as a core value of the United Nations [53]. However, it needs to
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be recognized that the CRPD relates to the concept of human dignity more often than other human
rights treaties. Respect for the human dignity of disabled persons is the purpose and one of the
eight guiding principles of the treaty ([1], art. (1), (3)(a)). In addition, it is referred to five times in
such various contexts such as discrimination ([1], Preamble para. h)), awareness raising ([1], art. 8(1)(a)),
recovery from violence ([1], art. 16(4)), inclusive education ([1], art. 24(1)(a)) and care delivery by health
professionals ([1], art. 25(d)). Further, recognition of the “inherent dignity and worth and the equal and
inalienable rights of all members of the human family” are regarded as the “foundation of freedom,
justice and peace in the world.” ([1], preamble para. (a)).

The diversity principle of article 3 CRPD is a valuable contribution to human rights theory in that
it clarifies that impairment is not to be regarded as a deficit or as a factor that can be detrimental to
human dignity. Thus, the CRPD is not only build on the premise that disability is a social construct,
but it also values impairment as part of human diversity and human dignity. At this point, I think
the human rights model goes beyond the social model of disability. This recognition is important as
a fundamental premise for answering ethical questions that are triggered by the way society treats
impairment, such as euthanasia, prenatal diagnosis, or medical normalization treatment. As we have
stated in our background study:

The human rights model focuses on the inherent dignity of the human being and
subsequently, but only if necessary, on the person’s medical characteristics. It places
the individual centre stage in all decisions affecting him/her and, most importantly,
locates the main “problem” outside the person and in society. The “problem” of disability
under this model stems from a lack of responsiveness by the State and civil society to the
difference that disability represents. It follows that the State has a responsibility to tackle
socially created obstacles in order to ensure full respect for the dignity and equal rights of
all persons ([14], p. 14).

Another important aspect of the principle of human dignity is that it reaffirms that all human
beings are right-bearers. As Lee Ann Basser has pointed out, this is particularly important for disabled
people who have long been denied this status. She refers to Dworkin’s conceptualization of rights as
special entitlements as “trumps” [54], and says if rights are trumps “then dignity is the key that turns
the lock and allows entry into society and require that each person be treated with equal concern and
respect in that society.” ([55], p. 21). The international disability rights movement has fought for the
CRPD for more than two decades. I think the long time struggle for a human rights treaty was not only
a fight of DPOs for political change but also an individual struggle of disabled people for recognition
and respect in the sense of Axel Honneth’s recognition theory [56]. According to Honneth, political
struggles of social movements always have a collective and an individual dimension. The individual
dimension relates to the struggle as a process of identity formation, which needs to be facilitated by
self-respect, self-confidence and self-esteem. The struggle for human rights of disabled persons is thus
a struggle for the global collective of disabled people but also a fight for respect and recognition of the
disabled individual by society. The human rights model of disability clarifies that impairment does
not derogate human dignity nor does it encroach upon the disabled person’s status as rights-bearer.
Therefore, I think, the human rights model of disability is more appropriate than the social model
to encompass the experience of impairment, which might not always be bad but certainly can be.
It also allows us to analyze politics of disablement as the denial of social and cultural recognition,
which is an aspect of the critique of the social model of disability [57,58]. The human rights model
of disability demands that impairment is recognized in theories of justice. Whether these are social
contract theories, take a capability approach or take an ethics of care as their basis is another matter.!°

10" For a combination of capabilities and other approaches see [59].
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4. Proposition 4: Multiple Discrimination and Layers of Identity Are to Be Acknowledged

Fourthly, the social model of disability neglects identity politics as a valuable component of
disability policy whereas the human rights model offers room for minority and cultural identification.

The social model also has been criticized for neglecting identity politics as a valuable component
of emancipation. Identity politics can be defined as politics which values and cares for differences
among human beings and allows persons to identify positively with features that are disrespected
in society. Gay pride, black pride, feminism, or disability culture are manifestations of these identity
politics. The social model of disability does not provide much room for these issues because its focus is
not on personal emancipation but on social power relations. Identity politics in the context of disability
can have several meanings. The term might relate to impairment categories or impairment causes.
Deaf people have created their own culture and deaf studies have become an important strand of
disability studies in which deaf identity plays an important role [60,61]. Like deaf or hard of hearing
persons, blind and deafblind people were among the first groups who created their own organizations
who are still operative today [62,63] and so are many other impairment-related organizations.

Another identity factor in the context of disability might be the difference between acquired and
congenital impairment. To be born blind or deaf or physically or intellectually impaired is very different
from becoming disabled through illness, accident, violence or poverty. Further, some impairments
or “disorders” may come along with unique experiences of exclusion and identity. For example,
Peter Beresford, who identifies as a mental health user, argued for a social model of madness, way
before the CRPD came into being [64]. Finally, identity may be shaped by more than impairment, but
also by gender, “race”, sexual orientation and identity, age or religion. Disabled women were among
the first to criticize the disability rights movement (and the women’s movement) for neglecting other
identity features [48,65-67]. Disabled people of color followed [68] and authors like Ayesha Vernon
raised the issue of intersectional discrimination and multi-dimensional oppression [69].

Impairment related identity policy has been seen with suspicion by social model proponents
because these organizations were either seen as apolitical self-help groups or as another example of
the medicalization of disability. Anita Silvers found identity politics unsuitable for disabled persons
because of the heterogeneous constituency of the disability community or because other identity
constructs such as women's roles as caretakers or child-bearers are commonly denied to disabled
individuals [70]. Tom Shakespeare has offered a helpful summary of further criticism against identity
politics and the harm it might do to disability politics ([52], pp. 92-110).

Other systems of oppression such as sexism and racism have been acknowledged as an
important factor in constructing identity and social status from the beginning of the social model of
disability ([16], pp. 70-78), but it has been admitted that the social model of disability was not intended
to cover all different experiences of oppression ([16], p. 39).

Human rights instruments are at least partly the political response to collective experiences of
injustice. The history of human rights law as it developed after World War II shows that identity
based social movements were strong players in the making of international law [71,72]. The current
core human rights treaties are a manifestation of this process. The International Convention on
the Elimination of All Forms of Racial Discrimination (CERD) of 1965 as well as the International
Convention on the Protection of the Rights of All Migrant Workers and Members of Their Families
(CRMW) of 1990 are responses to colonization and racism, the Convention on the Elimination
of All Forms of Discrimination Against Women (CEDAW) of 1979 is the response to sexism, the
Convention on the Rights of the Child (CRC) of 1989 is the answer to adultism and the CRPD is the
answer to ableism. The development of these thematic human rights treaties have been called the
personification [73] and the pluralization ([74], p. 77) of human rights. These treaties were adopted
because human rights politics and theory as developed on the basis of the International Bill of Human
Rights were based predominantly on the experiences of western, white, male, nondisabled adults and
ignored the experiences of other individuals. This ignorance was and is a reflection of different systems
of subordination that run alongside axes of inequality such as “race”, gender, sexuality, body and mind
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functioning. The emergence of social movements that opposed these systems of subordination brought
with it the birth of critical studies such as gender studies, critical race studies and disability studies.
Human rights law as moral law and as ideology is not only a reflection of political conflict among states
or a reflection of global and domestic power relations, it is also a tool for social transformation. Whether
successfully or not, may be debated, but it is important to acknowledge these different functions of
human rights law. The current human rights treaties may be the outcome of World War II and cold
war conflicts, but they also reflect emancipation and democratic gains of social movements. Feminism
for example did have a major impact on international public law in theory and practice during the
last decades. The artificial distinction between private and public spheres of life and the assumption
that states only hold responsibility for violations in the public sphere were successfully challenged by
feminist international lawyers. The public/private distinction in international law is the result of the
hegemony of male experiences of human rights violations. Human rights violence taking place in the
private sphere, such as domestic violence, where ignored within the first four decades of international
human rights law. Feminist legal scholars such as Hilary Charlesworth, Christine Chinkin [75] and
Catherine MacKinnon [76] have successfully argued that this artificial distinction not only ignores
women’s experiences but that it also serves to hide state complicity with the perpetrators and that
this legal doctrine stabilizes patriarchal subordination. Feminist critical race lawyers such as Mari
Matsuda [77] and Angela Harris [78] have taken feminist legal theory a step further by introducing
anti-essentialist approaches to civil rights law. Thus, I would argue that current human rights law is
rather the result of human rights law becoming truly universal than seeing these group specific human
rights instruments as testimony “that there is something specific about these groups...which...cannot be
taken adequately into account by human rights instruments that have the ambition to covering the
whole human genre.”([79], p. 497, emphasis in the original).

The human rights model of disability as based on the existing canon of core human rights treaties
gives consideration to different layers of identity. It acknowledges that disabled persons may be male
or female, non-whites, disabled, children or migrants. It is clear that there are more layers of identity to
be considered in international human rights law and that the issue of intersectionality of discrimination
has yet to be solved [80,81].

In addition to human rights law in general, the CRPD also acknowledges different layers of
identity within the context of disability and human rights. For instance, disabled children and
disabled women have their own stand-alone articles. ([1], art. 6 and art. 7) The women'’s article even
acknowledges “that women and girls with disabilities are subject to multiple discrimination” which is
the first binding intersectionality clause in a human rights treaty. Further recognition of gender and
age can be found throughout the treaty.!! Other grounds, such as “race”, color, language, religion,
political or other opinion, national, ethnic, indigenous or social origin, property, or birth and age are,
however, only recognized in the preamble ([1], preamble para. (p)). For these and other layers of
identity—such as age or sexual orientation—lobbying was not strong enough during the negotiations.

A few impairment-related groups are recognized though. These are deaf, blind and deafblind
persons. Article 30 CRPD on cultural participation demands that states recognize and support their
“specific culture and cultural identity, including sign languages and deaf culture.” ([1], art. 30(4)).
The other context in which deaf, blind and deafblind persons are specifically mentioned is the right
to education. Article 24 CRPD demands that persons who belong to these impairment groups are
provided with the tools to education that are adequate to their identity, such as Braille and sign
language ([1], art. 24(3)(a) and (b)), that they are provided with role models and qualified teachers and
the most disputed paragraph reads:

1 Women and girls with disabilities are mentions in the following provisions: Preamble para. (p), (q), (r), (s); Art. 3(g), (h); Art.

4(3); Art. 8(2)(b); Art. 13; Art. 16(2), (3), (5); Art. 18; Art. 23(1)(b), (c), (3), (5); Art. 25 (b), Art. 28; Art. 29; Art. 34 CRPD [1].
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(1)...States Parties shall ensure an inclusive education system at all levels and lifelong
learning directed to:

(c) Ensuring that the education of persons, and in particular children, who are blind,
deaf or deafblind, is delivered in the most appropriate languages and modes and
means of communication for the individual, and in environments which maximize
academic and social development.

I remember very well the long nights we fought over the wording of this paragraph in the Ad Hoc
Committee. The World Blind Union, the World Federation of the Deaf and the World Federation of the
Deafblind were all represented with superb experts. We had long debates about whether or not there
should be a human right to special education or at least a right to choose between mainstream and
special education. The opinions oscillated between “segregation is always and inherently unequal”
and “mainstream education means assimilation which means for many bad education.” These debates
were loaded with identity issues and it showed us that it was important to make room for it.

The final text is a true compromise and in my opinion a masterpiece. The credit for it goes to a
large extent to Rosemary Kayess, an eminent international lawyer and disability rights activist from
Australia, who acted as a facilitator to the article on the right to education.

4.1. Proposition 5: Prevention Policy Can Be Human Rights Sensitive

My fifth argument is that while the social model of disability is critical of prevention policy, the
human rights model offers a basis for assessment when prevention policy can be claimed as human
rights protection for disabled persons.

Prevention of impairment is an element of public health policy which has long been criticized by
disability rights activists as being stigmatizing or discriminatory. The object of critique can be the mode
of implementation of public health policy or the goals. While prevention of traffic accidents or polio is
not seen as problematic, the ways these policies are proclaimed can be stigmatizing towards disabled
persons. For instance, if advertisement for safe driving is accompanied by a poster of a quadriplegic
person titled: “Being crippled for the rest of your life is worse than death”, disabled persons are abused
as determent. Another example are vaccination campaigns against polio which utilize slogans such
as “Oral vaccination is sweet, polio is cruel!” Public health campaigns like these led to fierce protest
from the disability rights movement in the 1970s and 1980s in several countries. The goals of medical
prevention programs can be the target of protest if it has to do with life or death issues such as selective
abortion or assisted suicide. The message that some see conveyed with these programs is that a life
with a disability is not worth living. What is claimed as prevention of impairment policy is in fact a
policy that aims at eliminating disabled persons. Michael Oliver has characterized these programs as
the core of ideological construction of disability [16]. Feminist disability studies scholars have written
widely on the conflicts between women'’s right to reproductive autonomy and disabled people’s right
to non-discrimination [81-84]. This particular difficult subject also came up during the negotiations of
the CRPD but was dropped due to time pressure and the unlikelihood to achieve a compromise on
this matter with pro-life advocates'? and many feminists in the room.

Unlike the UN World Programme of Action Concerning Disabled Persons (WPA) of 1982 [85]
and the UN Standard Rules on the Equalization of Opportunities for Persons with Disabilities of 1993
(StRE) [86], the CRPD does not refer to impairment prevention as a matter of disability policy. These
two declarations are the most important human rights instruments preceding the CRPD. At the time
of their adoption, they marked a milestone in the eventual recognition of human rights of disabled
persons because they added a human rights component to traditional disability policy. The latter

12 The Vatican is a UN member state and the delegation took a very active role in this matter.
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consisted of a three-tiered approach to disability: definition, prevention and rehabilitation. The WPA
and the StRE added a fourth element to disability policy: equality of opportunities. However, both
instruments refer to prevention of impairment as an element of disability policy and include prenatal
care as an important measure ([85], para. 13 and 52-56; [86], para. 22). Especially the WPA has been
influenced not only by an upcoming international disability rights movement ([87], pp. 97-99), but also
by health professionals. This is revealed by the fact that the Leeds Castle Declaration on the Prevention
of Disablement of 12 November 1981 is cited almost in full length in the WPA text ([85], para. 54).
This declaration which was written by a group of scientists, doctors, health administrators and
politicians praises biomedical research as “revolutionary new tools which should greatly strengthen
all interventions.” ([85], para. 54). The WPA even includes a paragraph on the cost effectiveness of
prevention programs: “It is becoming increasingly recognized that programmes to prevent impairment
or to ensure that impairments do not escalate into more limiting disabilities are less costly to society in
the long run than having to care later for disabled persons.”3

The WPA has been criticized for perpetuating the medical model of disability ([88], p. 278; [89]).
While the WPA and StRE are both referenced in the preamble of the CRPD ([1], preamble para. f)),
prevention does not appear prominently in the text of the treaty. This was a deliberate decision taken
during and before the negotiations ([13], p. 120). The purpose of the CRPD is to promote and to protect
the rights of persons who have a disability. It was argued that it was incoherent to deal with prevention
of disability in the same instrument. Thus, with the adoption of the CRPD, it was made clear that
primary prevention of impairment might be an important aspect of the right to health ([34], art. 12)
as enshrined in the ICESCR, but that it is certainly not an appropriate measure to protect the human
rights of people living with a disability. This is an important message to member states who claim that
they spend a lot of money for disabled persons and then submit reports which show that a large part
of the budget is spent on impairment prevention policy.

However, as Tom Shakespeare has pointed out [52], not all impairment prevention policy is
bad, and most disabled persons actually are in need of this kind of public health policy. In fact, the
2011 WHO World Report on Disability gives evidence that disabled persons experience poorer level
of health due to a variety of factors, such as inaccessible health care services, risk of developing
secondary conditions, higher risk of being exposed to violence, increased rates of health risk
behavior ([90], pp. 57-60). This is also recognized in the CRPD in the context of the rights to health.
There prevention is addressed not with relation to primary prevention but to secondary prevention
programs to “prevent further disabilities including among children and older persons” ([1], art. 25 (b)).
Article 25 CRPD is an example of framing the right of health of disabled persons in a human rights
context. It demands equal access to general and specialized health care services for disabled persons.
Services must be community based and sensitive to freedom rights and to the dignity of disabled
persons. Discrimination through provision or denial of health care must be prohibited and prevented.
As the WHO Report underlines:

Viewing disability as a human rights issue is not incompatible with prevention of health
conditions as long as prevention respects the rights and dignity of people with disabilities,
for example in the use of language and imagery.. Preventing disability should be regarded
as a multidimensional strategy that includes prevention of disabling barriers as well as
prevention and treatment of underlying health conditions [90], p. 8).

4.2. Proposition 6: Poverty and Disability Are Interrelated but There Is a Roadmap for Change

As a sixth argument, I opine: Whereas the social model of disability can explain why 2/3 of the
one billion disabled persons in this world live in relative poverty, the human rights model offers a
roadmap for change.

13 WPA para. 55 (emphasis added) [85].
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From early on, social model proponents and critics acknowledged the close link between poverty
and disability ([16], pp. 12-13). Indeed, the interrelatedness of poverty and disability was put forward
as evidence that not only disability but also impairment is a social construct ([52], pp. 34-35). There is
now abundance of evidence that impairment and poverty are mutually reinforcing ([90], pp. 10-11).
Impairment may increase the risk of poverty and poverty may increase the risk of impairment. Lack
of resources, lack of education, dearth of access to fundamental services are among the factors to be
considered when trying to understand why 2/3 of the world population of disabled people live in
the developing world. The social model has helped to understand that disability is a development
issue. Social model advocates and disability studies researchers have had a significant impact on
empowerment policies that address these issues ([86], pp. 206-59; [91], p. 15; [92-95]). The United
Nations, the World Bank and other development agents have long acknowledged that disability is
a development issue [96], however, disability was not mainstreamed in development policies. Thus,
disability was initially not recognized as one of the issues in the Millennium Development Goals. Only
after the adoption of the CRPD did this change dramatically, and disability became a central subject of
international cooperation policy.

The CRPD is the first human rights treaty with a standalone provision on development. Article 32
CRPD on international cooperation was one of the major controversial provisions from the beginning
to the end of the negotiations ([13], p. 132). Together with article 11 CRPD on situations of risk
and humanitarian emergencies, it provides a solid roadmap for disability policy in international
humanitarian und development cooperation. Article 32 CRPD demands that international cooperation
is inclusive and accessible to disabled people; that disability is mainstreamed in all development
programs; and that DPOs are involved in the monitoring of these activities. Article 11 CRPD
demands that states take adequate actions to protect disabled persons in situation of natural disaster
or humanitarian emergencies. This latter article was introduced after the Tsunami of 2004 in the
Indian Ocean, which led to the death of several hundred thousand human beings, among them many
disabled individuals who were excluded from rescue. By the end of the negotiations, the Lebanon war
had started in July 2006, which increased the already politicized nature of the article. Under these
circumstances, it was amazing to reach consensus on the text of these articles.!* Both these articles
bring at least three important aspects to the development and humanitarian policy: (1) a human rights
based approach to development and humanitarian aid; (2) disability mainstreaming as a leitmotif of
international cooperation; and (3) the importance of DPO involvement. These aspects are not new,
they have been raised before but with the CRPD, they have become binding international law.

A human rights approach in development means that people living in poverty are not objects
of welfare and charity but rights-holders who have a say in the distribution of resources and needs
assessment. Participation is a means, and a goal and strategies need to be empowering. Development
projects need to target disadvantaged, marginalized and excluded groups. These are some of the
principles that make up the UN common understanding of the human rights based approach to
development cooperation which was adopted in 1997 [97]. While the new rights based approach in
development is not without shortcomings [98], it is an important step into the direction of achieving
social justice in times of globalization. Disability mainstreaming is an important strategy to overcome
segregation structures implemented and maintained by traditional disability policies. Without active
and equal participation of disabled people and their representative organizations, development
strategies and programs will perpetuate and exacerbate discrimination against disabled persons.
The impact of the CRPD in combating poverty can be seen in various development policies of State
Parties, who have now incorporated disability inclusive development programs in their international
cooperation policies. At the international level the impact can clearly be seen in the 2030 Agenda, which

14 Actually, because there could not be reached consensus on a reference to foreign occupation in the treaty—initially in
article 11, later in the preamble—this issue was the only part of the treaty which could not be approved by consensus. For
details see ([13], p. 125).
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was adopted on 25 September 2015 by the UN General Assembly and include the new Sustainable
Development Goals (SDG) [99]. While disabled persons were not included in the predecessor, the
Millennium Development Goals which were in force until 2015, the 2030 Agenda contains eleven
references to persons with disabilities.!® This gives hope that disabled persons will not be foreclosed
from development initiatives and funding streams implementing the 2030 Agenda.

4.3. Developing the Social Model into a Human Rights Model of Disability

My intention is not to abandon the social model of disability, but to develop it further. The social
model of disability was the most successful dictum during the negotiations of the CRPD. If there is
one single phrase which summarizes the success story of the CRPD, it is that it manifests the paradigm
shift from the medical to the social model of disability in international disability policy. Not everyone
who used the term during the negotiation process was knowledgeable about disability studies. Indeed,
I concur with Rosemary Kayess and Phillip French in their analysis that the enormous influence the
social model had during the negotiations has come from a “populist conceptualization of the social
model as a disability rights manifesto and its tendency towards a radical social constructionist view of
disability, rather than from its contemporary expression as a critical theory of disability.” ([12], p. 7).
However, given that the drafting of international human rights norms is always a highly political
undertaking, the reductionism in the use of the social model is comprehensible. The social model of
disability had become the motto of the international disability movement and it served as a powerful
tool to demand legal reform. My intention is not to denounce the social model but to carry it further.
Like many other human rights projects, the CRPD once planted into this world through adoption
by the General Assembly took a life of its own. The impact has been significant in many areas, such
as human rights monitoring, international cooperation, accessibility and legal capacity discourse, or
inclusive education to name but a few. In our background study, we found that while the disability
rights movement had embraced the idea of human rights, many disability rights organizations had
not become human rights organizations in terms of agents in the system, comparable to mainstream
human rights organizations like Amnesty International or Human Rights Watch ([14], pp. 256-70).
Today, DPOs have influential agents in the UN human rights system. Thus, it could be concluded
that political activism has turned to human rights and the CRPD is a codification of the human rights
model of disability. The Committee has embraced the term human rights model of disability in its
concluding observations.!®

5. CRPD as an Equality Treaty

The CRPD has been modeled on existing treaties, notably the International Covenant
on Civil and Political Rights (ICCPR) [37], the International Covenant on Economic, Social
and Cultural Rights (ICESCR) [34], the Convention on the Elimination of all Form of Racial
Discrimination (CERD) ([102], p. 195), the Convention Against All Forms of Discrimination Against
Women (CEDAW) [43], and the Convention on the Rights of the Child (CRC) ([103], p. 3). While first
two treaties belong to what is called the International Bill of Human Rights'” and comprise the globally
recognized core catalogue of human rights, the latter are group focused and are of different legal
character. CERD and CEDAW are known to be anti-discrimination instruments, CRC is recognized

Three instances in the Declaration relating to human rights (para. 19), vulnerable groups (para. 23) and education (para. 25)
and seven instances in the SDG: goal 4 (education), goal 8 (employment), goal 10 (reducing inequalities), goal 11 (inclusive
cities) goal 17 (means of implementation and data) and one instance in follow up and review relating to data disaggregation
(para. 74, (g)) [100].

Concluding Observations on the initial report of Argentina as approved by the Committee at its eighth session
(17-28 September 2012), CRPD/C/ARG/CO/1, 8 October 2012, para. 7-8; concluding Observations on the initial report of
China, adopted by the Committee at its eighth session (17-28 September 2012), CRPD/C/CHN/CO/1, 15 October 2012,
para. 9-10, 16, 54 [101].

17" Together with the Universal Declaration of Human Rights of 1948 [33].
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as a more holistic treaty, comprising more than pure anti-discrimination rights. When the CRPD
was negotiated between 2002 and 2006, there was an early consensus, that the legal character shall
be a hybrid of both models. Thus, the CRPD demands State Parties to take positive measures with
respect to many areas of public and private live, such as infrastructure ([1], art. 9), international
cooperation and emergencies ([1], art. 32 and 11), inclusive education and employment ([1], art. 24
and 27), living ([1], art. 19), mobility ([1], art. 20), and decision-making in daily life ([1], art. 12).
However, there is no doubt that equality and anti-discrimination is at the heart of the Convention.
Every single substantive article includes an equality or anti-discrimination reference, the most typical
being “on an equal basis with others”. In addition there are two articles specifically dealing with the
right to equality and non-discrimination. ([1], art. 5 and 6). Furthermore, equality and discrimination
appear in the preamble ([1], preamble, para. (a), (c), (e), (h) (f), (k), (p), (r) and (y)), in the general
principles of the Convention ([1], art. 3(b), (e), and (g)) and in the definition article ([1], art. 2). There
are at least two reasons for the strong emphasis of equality and non-discrimination in the Convention.
There was consensus that the CRPD should not create new human rights or special rights for disabled
persons and thus, the goal was to provide human rights for disabled persons on an equal basis with
the general population in each member state. Secondly, the shift to non-discrimination and equality
reflects the supersession of the medical model with the social model. Recognizing disability as a social
construct turns the focus on the elements in our world, which contribute to the social construction of
disability. Discrimination is certainly one of the main factors in this regard. However, the CRPD did
not stop short at embracing the non-discrimination and equality principles and contextualizing them
to disability. It went further, in that it introduced new equality and non-discrimination concepts into
international human rights law and a new definition of discrimination.

6. Disability-Based Discrimination Transcending Concepts in International Law

Clauses of non-discrimination and recognition of the right to equality can be found in most of
the core international human rights treaties.!® The right to equality is considered one of the most
fundamental human rights in public international law. The early human right treaties do not contain
definitions of discrimination. ICPPR and ICESCR both prohibit discrimination and promote equality
in several of their provisions ([34], art. 3, 7, 13; [37], art. 2(1), 3, 14, 23, 25, 26),1 however, the
definition of discrimination and equality was left for the treaty bodies to be elaborated in General
Comments.2? Only the more group focused treaties provided for a definition. According to CERD,
racial discrimination is defined as “any distinction, exclusion, restriction or preference based on race,
colour, descent, or national or ethnic origin which has the purpose or effect of nullifying or impairing
the recognition, enjoyment or exercise, on an equal footing, of human rights and fundamental freedoms
in the political, economic, social, cultural or any other field of public life.” ([1], art. 1 (1)). Similarly,
CEDAW defines discrimination against women as “any distinction, exclusion or restriction made on
the basis of sex which has the effect or purpose of impairing or nullifying the recognition, enjoyment
or exercise by women, irrespective of their marital status, on a basis of equality of men and women,
of human rights and fundamental freedoms in the political, economic, social, cultural, civil or any
other field.” ([103], p. 3, art. 1). The CRPD adopts this definition but goes beyond. Disability-based
discrimination is defined as “any distinction, exclusion or restriction on the basis of disability which
has the purpose or effect of impairing or nullifying the recognition, enjoyment or exercise, on an equal
basis with others, of all human rights and fundamental freedoms in the political, economic, social,
cultural, civil or any other field. It includes all forms of discrimination, including denial of reasonable

For an overview see [104].

19 Art. 2 (1), Art. 3, Art. 14, Art. 23, Art. 25, Art. 26 ICCPR; Art. 2 (2), Art. 3, Art. 7, Art. 13 ICESCR.

The Human Rights Committee adopted General Comment No. 4 on equal rights between men and women in 1981 and
replaced it with General Comment No. 28 in 2000. General Comment No. 18 on non-discrimination was adopted in 1989.
The CESCR adopted GC No. 16 on equal rights of men and women in 2005 and GC No. 20 on non-discrimination in 2010.
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accommodation.” ([1], art. 2). The latter is defined as “necessary and appropriate modification and
adjustments not imposing a disproportionate or undue burden, where needed in a particular case,
to ensure to persons with disabilities the enjoyment or exercise on an equal basis with others of
all human rights and fundamental freedoms.” ([1], art. 2). Thus, the CRPD extends the officially
recognized definition of discrimination by explicitly embracing all forms of discrimination and by
adding state duties to provide for adjustments and modifications in order to eliminate barriers which
prevent disabled persons from equal enjoyment of human rights. Such a duty acknowledges the
fact that structural, environmental, communicative or other barriers exist in society which amount
to discrimination against disabled persons. In order to combat discrimination it is not sufficient to
refrain from “distinction, exclusion or restriction” some active measures need to be taken in order to
make society accessible. Similarly article 9 CRPD on accessibility demands that positive measures
are taken to eliminate barriers in the built environment, in information and communication and
with regard to transportation. In its General Comment No 2 of 2014 on accessibility the CRPD
Committee has distinguished the duty to provide reasonable accommodation from the duty to provide
accessibility. While the measures for creating accessibility—e.g., building a ramp—might be the
same, the personal scope is different. Accessibility duties target groups of disabled persons whereas
reasonable accommodation is oriented towards the individual. The duty to provide accessibility is
according to the General Comment No 2 “an ex ante duty. States parties therefore have the duty to
provide accessibility before receiving an individual request to enter or use a place or service. States
parties need to set accessibility standards, which must be adopted in consultation with builders and
other relevant stakeholders. Accessibility standards must be broad and standardized [105].” In contrast,
“[t]he duty to provide reasonable accommodation is an ex nunc duty, which organizations of persons
with disabilities, and they need to be specified for service-providers, means that it is enforceable from
the moment an individual with an impairment needs it in a given situation (workplace, school, etc.) in
order to enjoy her or his rights on an equal basis in a particular context. Here, accessibility standards
can be an indicator, but may not be taken as prescriptive. Reasonable accommodation can be used as a
means of ensuring accessibility for an individual with a disability in a particular situation. Reasonable
accommodation seeks to achieve individual justice in the sense that non-discrimination or equality
is assured, taking the dignity, autonomy and choices of the individual into account.” ([1], general
comment No. 2 CRPD/C/GC, 22 May 2014 para. 26). The Committee has also interpreted accessibility
as part of the equality principle in that “denial of access to the physical environment, transportation,
including information and communication technologies, and facilities and services open to the public
should be viewed in the context of discrimination” ([1], general comment No. 2 CRPD/C/GC, 22
May 2014 para. 23). Thus, the non-discrimination and equality concept enshrined in the CRPD has a
group component extending the notion of non-discrimination as purely individual. While the right to
non-discrimination as enshrined in art. 5 CRPD is designed as a traditional individual right, equality
is also understood as a group principle, which needs interaction with representative organizations of
persons with disabilities in order to be realized. This group component can be derived from General
Comment 2 but also from the text of the Convention itself. More than other human rights treaties, the
CRPD gives space to civil society as agents in human rights implementation. Article 4 (3) demands that
State parties closely consult with disabled persons and their representative organisations. Similarly,
article 33 (3) demands that civil society can fully participate in the national monitoring process. The
strong recognition of representative organizations of disabled persons—usually called DPO (disabled
persons’ organizations)—as instrumental in implementing and monitoring the CRPD can be attributed
to the process of negotiation of the treaty. It is well known, that civil society had a particularly
high influence in the making of the convention [12,13,106]. Disabled persons were actors in all stake
holder groups: Delegations of state parties, non-governmental organizations—most of them being
DPOs—UN organizations and National Human Rights Institutions. The majority of disabled experts
were representatives of DPOs. At the end of the negotiations, more than 400 NGOs had been accredited
to the Ad Hoc Committee, the body in charge of the drafting of the treaty. The “new diplomacy”
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obtained through negotiations such as the CRPD treaty?! gives voice to groups who have been invisible
in international human rights law because of systemic wide spread discrimination. Giving voices to
these groups in international human rights instruments also means to acknowledge that discrimination
effects individuals as members of social groups and hence non-discrimination measures need to
target individuals and groups. The duty to provide reasonable accommodation and the accessibility
obligations as well as the participation provisions relating to DPOs reflects this dual approach to
non-discrimination. Both, individuals who are at risk of discrimination as well as their collective voices
need to be protected and empowered by non-discrimination measures. In addition, the CRPD is the
first human rights treaty to explicitly acknowledge intersectional discrimination. Art. 6 CRPD speaks
of multiple discrimination of disabled women and demands that State Party take appropriate measures
against it. With relation to disabled women and girls multiple and intersectional discrimination is
clearly recognized. Thus, it is acknowledged that individuals experience discrimination as members
of a (or several) groups but these groups are not homogenous. All group members are individuals
with multiple layers of identities, statuses and life circumstances. Thus, the CRPD provides for a
new concept of equality which takes into account individual and structural as well as intersectional
discrimination. This new equality concept falls within a modern equality concept that has been
called transformative equality ([4], p. 36; [107], p. 56). According to Sandra Fredman transformative
equality requires not only the removal of barriers to inclusion but also positive measures to initiate a
real change that also addresses hierarchical power relations ([107], p. 115; [108]). Andrea Broderick
describes the transformatory approach to equality as seeking to “address the socially constructed
barriers, stereotypes, negative customs and practices which hinder the full enjoyment of rights by
marginalized groups.” ([4], p. 36). The transformative equality concept is distinguished from other
concepts of equality, most notably the substantive and the formal equality concept. Formal equality
seeks to combat direct discrimination by treating similarly situated persons similar and differently
situated persons differently. The problem with the formal equality concept is that it only works when
ignorance towards differences among human beings has equality effects. Typically it helps when
it results in the eradication of harmful stereotyping. It fails, however, when differences—such as
impairment—are taken as rational grounds for denial of rights. Furthermore, the formal equality
concept does not recognize the “dilemma of difference” as explained by Martha Minow. According to
her the “stigma of difference may be recreated both by ignoring and by focusing on it” ([109], p. 20).
The substantive equality model in contrast seeks to address structural and indirect discrimination and
takes into account power relations. Discrimination is seen less as an issue of differential treatment but
as treatment in the context of domination and oppression. Substantive and transformative equality
concepts have much in common, but as Andrea Broderick clarifies, the difference lies in the role for
positive measures to change structures and systems ([4], pp. 146—47). While the substantive equality
model seeks to combat discriminatory behavior, structures and systems, the transformative equality
concept targets changing these structures and systems with a variety of positive measures.

The evolution of these equality concepts coincides with recognition of the social construction
of identity markers. Once it was understood that discrimination operates as a process and within
hierarchical structures rather than being triggered by immutable and natural personal traits, the
shortcomings of the formal equality concept became obvious. Legal theory on discrimination and
equality evolved over different eras. For the realm of international human rights law Oddny M;joll
Arnadottir has most convincingly introduced three eras of equality concepts in international human
rights law and she describes the CRPD as a “legitimate child” of these developments ([110], p. 47).
The first era, which spans from 1950s to the 1970s, she calls universal sameness ([110], p. 47). In this
phase, the formal equality concept prevails in which equality rights are linked to sameness and

21 According to Sabatello, similar processes of civil society involvement took place in relation to the Rome Statute of the

International Criminal Court and the Ottawa Mine Ban Treaty ([97], pp. 239-58).
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symmetrical treatment approaches. The second phase runs from the 1970s to 1990s and is called
specific difference and the focus is on specific discrimination grounds, which were seen as natural or
immutable. During this phase, it is acknowledged that, as an exception to the rule of formal equality,
some differences need to be accommodated. CERD and CEDAW are children of this era and Arnadottir
names the equality model of this second era as substantive difference model ([110], p. 50). The third
era is called multidimensional disadvantage era and is linked to contemporary equality law, which
started in the 1990s. Concepts of multidimensional and structural disadvantage shape the thinking
about discrimination in this era. The equality concept in this phase is the substantive disadvantage
model. “It is a contextual approach that focuses on the asymetrical structures of power, privilege and
disadvantage that are at work in society. [...] This approach has been elaborated as a response to
the weakness of the other approaches that frame questions of equality in terms of the comparative
concepts of sameness and difference.” ([110], p. 54). The school of thought which brought about
this equality concept is framed as “social construction feminism.” ([110], p. 54). In this era, the state
has a more proactive role to bring about change in relation to eliminate discriminatory social and
political structures. While Arnadottir uses different terminology, I think it is possible to associate
these three eras with the concepts of formal, substantive and transformative equality.”? These eras
correlate to different models of disability. Most authors agree that the era of formal equality clearly
correspond with the medical model of disability ([4], p. 33 with further references). Disability is seen
as a personal characteristic which inhibits equality and thus disabled persons are kept outside the
equality and discrimination debate. Various opinions seem to exist regarding the two other concepts
of equality and their relation to different models of disability. Arnadottir clearly associates the social
model of disability with the third era of equality law and hence with transformative equality or in her
terms to substantive disadvantage ([110], p. 60). However, she does not reflect on any other model
of disability despite medical and social model. For her the CRPD “is expressly based on the social
model of disability.” ([110], p. 59) Broderick in contrast sees the CRPD as endorsing several models of
disability, among them “a holistic human-rights based model” of disability ([4], p. 149), the capability
model as well as the universalist model of disability ([4], pp. 141—42). Both, the universalist model of
disability as well as the human rights model of disability she associates with the third era of equality
law, the transformative equality concept ([4], pp. 45, 146). On the basis of the three phase division
regarding the evolution of equality law, I would associate the medical model of disability with the first
era of formal equality, the social model of disability with the second era of substantive equality and the
human rights model with transformative equality. The medical model of disability is associated with
formal equality because impairment is regarded as a difference that either must to be ignored or which
might legitimizes different, unfavorable treatment. The social model of disability can be linked to the
substantive model of equality, since impairment is seen as a difference that needs to be accommodated
in order to prevent the social construction of disability. The human rights model of disability can neatly
be fitted with transformative equality in that it provides the roadmap for change. However, it would be
a mistake to assume that formal or substantive equality are to be abolished. The CESCR has endorsed
different concepts of equality and discrimination in its recent General Comment No. 20, among them
formal and substantive equality. The General Comment emphasizes that discrimination of any kind
must be eradicated, both formally and substantively ([111], para. 8). Likewise the CRPD demands
that “all discrimination on the basis of disability” ([1], art. 5 (2)) is combated. Formal equality helps to
target direct discrimination and it should be kept in mind that disabled persons are often at risk of
direct discrimination. To refuse intellectually disabled persons entrance to a dance hall because other
guests might feel uneasy, cannot be sanctioned with the duty to provide reasonable accommodation.
Such discrimination must be tackled with a formal equality approach. Because discrimination is a

22 I think I am here in line with Andrea Broderick who argues, “that substantive disadvantage equality also takes a step into
the realm of transformative equality by seeking to target structural inequalities.” See ([4], p. 45).
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process and takes different forms, the CRPD endorses a wide concept of discrimination, and takes
collective as well as individual aspects into account. The shift to the human rights model of disability
and transformative equality does not replace older models of disability or equality. However it should
prevent models from legitimizing the denial or restrictions of human rights.

7. Conclusions

The CRPD was initially drafted as a human rights convention that replaces the medical model
of disability with the social model of disability. However, the drafters went beyond the social model
of disability and codified a treaty that is based on the human rights model of disability. While the
medical model of disability reduces the disabled individual to her impairment, the social model
dissects disability as a social construct and debunks exclusion and denial of rights on the basis of
impairment as ideological constructions of disability. The human rights model builds on the social
model in that it is built on the premise that disability is a social construct but it develops it further.
There are six propositions for this assertion. First, the human rights model can vindicate that human
rights do not require a certain health or body status, whereas the social model can merely explain that
disability is a social construct. Secondly, the human rights model encompasses both sets of human
rights, civil and political as well as economic, social and cultural rights and thus not only demands
anti-discrimination rights for disabled persons. Thirdly, the human rights model embraces impairment
as a condition which might reduce the quality of life but which belongs to humanity and thus must be
valued as part of human variation. Fourthly, the human rights model values different layers of identity
and acknowledges intersectional discrimination. The fifth proposition is that unlike the social model,
the human rights model clarifies that impairment prevention policy can be human rights sensitive.
Lastly, it is opined that the human rights model not only explains why 2/3 of the world’s disabled
population live in developing countries, but that it also contains a roadmap for change.

The CRPD additionally develops international equality law further. It introduces a new definition
of discrimination by amending “denial of reasonable accommodation” as a form of discrimination. It
further introduces a concept of discrimination that is both group and individual oriented. The duty
to provide accessibility and the duty to involve representative organizations of disabled people are
both group oriented obligations. They are supposed to overcome (past) barriers and discrimination
and bring the voices of disabled persons to the mainstream of society and help to transform it to
become more inclusive. The duty to combat discrimination, including the duty to provide reasonable
accommodation, is oriented towards the individual. Accessibility standards at times might be
inappropriate to meet the needs of an individual with rare impairments or a person who chooses to do
things differently.

The CRPD is based on a modern equality concept which has evolved over different phases of
equality law with different notions of equality. The first, formal equality seeks to combat direct
discrimination but fails to take account of the “dilemma of differences.” The second, substantive
equality seeks to address differences among individuals and power relations among them. The third is
coined transformative equality and thrives to overcome structural, institutional, as well as direct and
indirect discrimination by introducing positive duties to transform society. The human rights model is
based on this latter concept of transformative equality, while the medical model of disability correlates
to formal equality and the social model of disability corresponds to the substantive equality concept.

While formal and substantive equality theories have their shortcomings it would be premature
to drop them from anti-discrimination law and policy. The CRPD encompasses all concepts of
equality and, thus implicates formal, substantive and transformative equality duties for State parties.
State parties have to prohibit direct and indirect discrimination against disabled persons and they
have to provide accessibility and reasonable accommodation. They also have to enable meaningful
participation for organizations of disabled persons in the implementation and monitoring of the
Convention. Most State Parties have not yet comprehended the scope of these obligations. After all,
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the CRPD was not intended to create “new rights”, why then should it lead to new human rights
obligations? However, this is exactly what the CRPD is about.
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Abstract: In light of the recent adoption of the Optional Protocol to the International Covenant on
Economic, Social and Cultural Rights (OP-ICESCR) and the Optional Protocol to the Convention
on the Rights of Persons with Disabilities (OP-CRPD), there is a necessity for harmonisation among
the treaty bodies, particularly in the area of socio-economic rights. The equality norm in the CRPD,
including the duty to reasonably accommodate, is an important facilitator of socio-economic rights.
This article sets forth the opportunities for cross-fertilisation of socio-economic rights, and disability
rights in particular, at the level of international human rights law and beyond, as well as the potential
that exists for social change at the domestic level. The CRPD Committee and the United Nations
Committee on Economic, Social and Cultural Rights (UNCESCR) will undertake the task of assessing
measures adopted by States related to alleged violations under the optional protocols and will
determine compliance with treaty obligations under the State reporting procedure. In that regard,
a framework of “reasonableness review” is proposed, which could provide the opportunity to merge
individual rights’ violations with broader issues of socio-economic inequalities and could also lead to
coherent implementation of the normative content of socio-economic rights at the domestic level.

Keywords: disability; equality; reasonable accommodation; progressive realisation; socio-economic
rights; reasonableness review

1. Introduction

There has been a marked shift towards harmonised and integrated human rights treaty body
working methods at the international level. The treaty body reform and strengthening process has
been ongoing for some time now, with arguably limited success. In light of the established, and
expanding, system of individual communications under the core international human rights treaties,
the “necessity of harmonization, consistency and coherence of jurisprudence” is deemed to be of
“paramount importance” [1]. Nowhere does this statement ring truer than in the realm of disability
rights. Rowena Daw notes that “disability was, until very recently, the forgotten dimension of human
rights and went unacknowledged as a subject for a right to equality” ([2], p. 8). This situation has
changed substantially with the entry into force of the United Nations Convention on the Rights of
Persons with Disabilities (CRPD) and the establishment of the right to adjudication and remedy for
claims under the Optional Protocol to the CRPD (OP-CRPD).

The CRPD is a progressive human rights treaty, which endorses a substantive and transformative
model of equality. Substantive equality is concerned “with the effects of laws, policies and practices
and with ensuring that they do not maintain, but rather alleviate, the inherent disadvantage that
particular groups experience” ([3], para. 7). Transformative equality seeks to target the underlying
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structural inequalities that hinder the full enjoyment of rights by disadvantaged groups. Within
the realm of its substantive equality norm, the CRPD includes the duty to reasonably accommodate
persons with disabilities [4]. Reasonable accommodation entails positive measures—adaptations and
modifications to the environment and to established practices—to address the unique needs of persons
with disabilities in order to ensure the equal right to education and health, among others. The duty to
reasonably accommodate persons with disabilities spans all human rights in the CRPD, both civil and
political, as well as economic, social and cultural rights.

The equality norm is an important facilitator of socio-economic rights in the context of
marginalised groups. Furthermore, socio-economic rights are “an integral means by which systemic
disadvantage and inequalities are addressed” ([5] p. 220). Bruce Porter argues that “substantive
equality requires a recognition that to realise an equal right to effective remedies for all, [economic,
social and cultural rights] adjudication may have to meet different needs and develop new
approaches” ([6], p. 41). This article contends that “reasonableness review” is one such approach, which
could help to advance the realisation of socio-economic rights for disabled persons. Reasonableness
review has evolved at both the national and the international level, with a view to providing a
mechanism for adjudicating on the appropriateness of State action or inaction in realising progressively
socio-economic rights. It seeks to ensure that the content of socio-economic norms is adjudicated upon
in relation to the marginalised group in question, rather than basing an analysis on technical or abstract
indicators and benchmarks.

This article sets forth the inter-connectedness of treaty body adjudication and the opportunities
for harmonisation and cross-fertilisation of disability rights, and socio-economic rights more generally,
at the level of international human rights law (and beyond, at the regional level). This article also
addresses the potential that exists for a transformative human rights framework and for social change
at the domestic level if the human rights treaty bodies work together towards the realisation of
socio-economic rights, particularly in the context of persons with disabilities. The focus of this paper
is on the CRPD and the International Covenant on Economic, Social and Cultural Rights (ICESCR),
as well as the procedural mechanisms established under the two new optional protocols to those
treaties. Those procedural mechanisms harbour the potential to advance disability discrimination
and reasonable accommodation claims, provided that such claims are dealt with coherently by the
respective treaty bodies. The CRPD Committee and the United Nations Committee on Economic,
Social and Cultural Rights (UNCESCR) will both undertake the important task of assessing the
measures taken by States related to alleged violations under the optional protocols and will determine
compliance with treaty obligations under the State reporting procedure.

The core concern of this paper is to set forth the various criteria inherent in the duty to
provide reasonable accommodation, contained in articles 2 and 5(3) of the CRPD, and to apply
those criteria more generally to a framework of reasonableness review of socio-economic rights.
The duty to accommodate, and the obligation to realise progressively socio-economic rights to the
maximum of available resources, pursue different objectives—the reasonableness standard concerns
the implementation of economic, social and cultural rights in general and the duty to provide
reasonable accommodation relates to the prohibition of discrimination against disabled people.
Notwithstanding this, both obligations reflect, on the one hand, the needs and interests of persons
with disabilities and, on the other hand, the needs and interests of duty-bearers, including resource
limitations and other non-financial considerations. It is envisaged that the criteria forming part
of the reasonable accommodation norm may provide some degree of insight into the balancing
of interests that is implicit in the implementation of other rights and obligations in the disability
sphere that are subject to progressive realisation. These criteria will be drawn on throughout this
article to shape a framework of reasonableness review, which could provide the relevant committees
with the opportunity “to merge considerations of individual rights” violations with broader issues
of socio-economic inequalities” ([5], p. 233) and could also lead to coherent implementation of the
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normative content of socio-economic rights at the domestic level. The primary example used
throughout the paper to illustrate this framework of reasonableness review is the right to education.

In order to address the foregoing issues, this article is divided into six sections. The second section
of this paper provides a brief overview of the treaty body reform and strengthening process. The third
section outlines the relevance of the ICESCR and the CRPD, as well as the Optional Protocol to the
ICESCR (OP-ICESCR) and the OP-CRPD to advancing the realisation of socio-economic rights in
the context of disability. Section 4 details the constituent elements of the reasonable accommodation
norm in the CRPD. Those elements can potentially aid in the construction of a harmonised standard
of reasonableness review of measures taken to implement socio-economic rights (particularly in the
disability context, but also more generally). Section 4 of this article also contains a brief overview
of progressive realisation of disability rights via the proposed framework of reasonableness review.
Section 5 of this article elaborates on the potential for social change that exists in the disability context,
and on a wider scale, through harmonisation and cross-fertilisation of treaty body standards by means
of a framework of reasonableness review. Finally, Section 6 contains concluding remarks.

2. Treaty Body Reform and Strengthening

It has been acknowledged for some time now that the UN human rights treaty body system
“would benefit from institutional and other forms of strengthening in order to render it more efficient
and effective” [7]. Treaty body reform has also been the subject of much academic commentary [8].
One of the most pressing challenges for the human rights committees is to ensure coordination of
their activities with other treaty bodies and with other mechanisms within the UN seeking to ensure
protection and promotion of human rights. Harmonisation of the current modus operandi has been
high on the agenda of the treaty bodies since the reform and strengthening process began. However,
success has been limited. It is not just the treaty body working methods that need to be improved.
Most importantly of all, any reform and strengthening process must result in enhanced protection of
human rights on the ground.

The state reporting procedure is a central feature of the human rights treaty body system. It offers
an opportunity for each State Party to: Review the types of measures it has taken to “harmonize
national law and policy with the provisions of the relevant international human rights treaties to which
itis a party”; monitor progress in human rights implementation; assess future needs and goals for more
effective implementation of the treaties; and “plan and develop appropriate policies to achieve these
goals” [9]. The individual communications system, on the other hand, should provide a mechanism by
which to ensure that human rights are given concrete meaning in the context of the lived experiences
of disabled claimants.

The extent to which the jurisprudence and recommendations of the international human rights
treaty bodies are taken into account at the national, and indeed at the regional level, has long been the
subject of debate. Domestic courts and regional adjudicatory mechanisms, such as the European Court
of Human Rights, refer intermittently to the views of the treaty bodies. National courts have described
the general comments of the UNCESCR as “of importance for the interpretation and jurisprudential
development [of the Covenant] though they are not directly binding” [10]. However, not all domestic
courts have enthusiastically endorsed this source of international human rights law [11]. Perhaps this
is, in part, due to the vagueness of the normative standards emerging from the treaty bodies and their
lack of harmonisation inter se.

In the disability context, it is imperative that the treaty bodies develop coherent jurisprudence
and guidance for States Parties in the assessment of State action in order to ensure a more effective
realisation of the object and purpose of the relevant treaties at the national level. This paper seeks to
address that issue by setting out defined criteria, drawn from a reasonableness review framework,
to be considered by the human rights committees in their deliberations on disability rights, and
socio-economic rights generally. Before setting out in section five of this paper the criteria deemed
essential for consideration by the treaty bodies, section three of this paper demonstrates the links
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between the ICESCR, the CRPD and the advancement of socio-economic rights in the disability context
by means of a framework of reasonableness review and section four sets out defined criteria stemming
from the reasonable accommodation norm, to be applied and elaborated on in Section 5.

3. The ICESCR, the CRPD and their Optional Protocols: Advancing the Realisation of
Socio-Economic Rights in the Context of Disability

There are clear overlaps between standards in different human rights treaties and, as a result,
harmonisation and cross-fertilisation of the views of the human rights treaty bodies is not only
desirable, but essential, in order to ensure coherence of international and regional human rights
standards and effective implementation at the domestic level. This section of the paper provides an
overview of the relevance of the ICESCR and the CRPD, as well as their individual communications
mechanisms, to advancing socio-economic rights realisation in the disability context.

3.1. The ICESCR and Its Optional Protocol

The rights contained in the ICESCR are of great relevance to all marginalised groups, not
least persons with disabilities. The prohibited grounds of discrimination [12] listed in Article 2(2)
of the ICESCR do not include disability expressly. However, the inclusion of “other status” in
Article 2(2) emphasises the fact that the list is not exhaustive. General Comment 5 (1994) of the
UNCESCR confirms that disability-based discrimination falls under the label of “other status” in the
ICESCR ([13], para. 5). It details the manner in which the treaty should be interpreted in order to ensure
the equal enjoyment of the rights specified therein by persons with disabilities. Akin to the CRPD,
General Comment 5 endorses the social constructionist approach to disability, by acknowledging the
fact that the rights of disabled people are hindered in circumstances where discriminatory societal
barriers exist ([13], para. 22). It also acknowledges explicitly the link between equality norms on
the one hand, and participation and inclusion in society for persons with disabilities, on the other
hand ([13], para. 15). Significantly, it includes within the definition of disability-based discrimination a
denial of reasonable accommodation ([13], para. 15).

The UNCESCR has explained the reason for the absence of an explicit disability-related provision
in the ICESCR, attributing this “to the lack of awareness of the importance of addressing this issue
explicitly, rather than only by implication, at the time of the drafting of the Covenant over a quarter of a
century ago” ([13], para. 6). The mere fact that the ICESCR was drafted without explicit mention of the
rights of persons with disabilities demonstrates the necessity for cross-fertilisation and harmonisation
among the treaty bodies in the review of State progress on the implementation and realisation of
socio-economic rights.

The travaux préparatoires of the OP-ICESCR demonstrate the fact that there was controversy
amongst the participating States on the issue of “justiciability” [14]. In spite of this controversy,
consensus was reached among delegates at the negotiation sessions regarding the insertion of a
standard of review of steps to be adopted under the ICESCR in accordance with Article 2(1) of
the treaty (pertaining to progressive realisation of rights to the maximum of available resources).
Article 8(4) OP-ICESCR provides as follows:

When examining communications under the present Protocol, the Committee shall consider
the reasonableness of the steps taken by the State Party in accordance with part II of the
Covenant [...].

The UNCESCR has acknowledged the fact that measures taken by States to fulfil socio-economic
rights must be “adequate” or “reasonable” [15] and has outlined certain factors as being pertinent
considerations in assessing whether steps adopted by States are reasonable. ! Those factors have been

1 The factors listed by the UNCESCR as being relevant to a consideration of measures adopted by States are as follows:

(a) the extent to which the measures taken were deliberate, concrete and targeted towards the fulfilment of economic,
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deemed to demonstrate “a strong commitment to the principle of effective remedies” ([6], p. 46).
As Lillian Chenwei rightly points out, “the reasonableness standard in the Optional Protocol
acknowledges the institutional roles and limitations in giving effect to the right to effective remedies
for socio-economic rights violations” ([16], p. 756).

Since many ICESCR rights are relevant to persons with disabilities ([17], p. 80), the standard
of reasonableness to be developed by the UNCESCR must be harmonised with the standard of
reasonableness to be developed by the CRPD Committee, through its jurisprudence under the
individual communication procedure and in its general comments related to the assessment of positive
equality claims and socio-economic claims via the reasonable accommodation obligation. Bruce Porter
notes that the standard of review to be developed by the UNCESCR under Article 8(4) OP-ICESCR will
“inform and be informed by the way in which the principle of reasonableness review of substantive
social rights claims evolves at other treaty monitoring bodies, in regional systems and in domestic
law” ([6], p. 42).

3.2. The CRPD and Its Optional Protocol

The CRPD has the potential to be a truly transformative human rights treaty, if its provisions are
coherently interpreted and applied. The OP-CRPD allows for individual complaints to be submitted
to the CRPD Committee by individuals and groups of individuals, or by a third party on behalf
of individuals and groups of individuals, alleging that their rights have been violated under the
Convention. In order to ensure that the transformative potential of the CRPD is capitalised upon, it is
vital to place a framework around the progressive implementation of CRPD norms, both in terms of
resource allocation and programmatic design of socio-economic rights. This would serve to ensure an
appropriate balancing of the needs of disabled persons and the tasks of duty-bearers.

As lex specialis, the CRPD can be used to contribute to a better understanding of the normative
content of socio-economic rights in the context of disabled persons. For instance, Article 24 of the
CRPD contains a detailed elaboration on the right of persons with disabilities to inclusive education,
whilst the ICESCR articulates the vague right of everyone to the enjoyment of accessible education
at all levels in Article 13 thereof. The CRPD can be used as a tool to compel States to include in their
reports to the UNCESCR the specific implementation measures adopted by States with respect to
ensuring the accessibility, and full enjoyment, of education for persons with disabilities. Moreover, the
CRPD Committee can use the Convention to offer guidance to other human rights treaty bodies (both
international and regional) in their work in the field of disability.

Of course, it is not only ICESCR rights that should be cross-referenced with the CRPD, nor is it
merely in the realm of socio-economic rights that cross-referencing and harmonisation of disability
rights should occur. The interpretation of the rights of children with disabilities should also be
harmonised under the Convention on the Rights of the Child (CRC) and the CRPD. Moreover,
the Human Rights Committee should keep a keen eye on pronouncements made by the CRPD
Committee regarding the inter-dependency of civil and political rights and socio-economic rights.
Many of the substantive articles in the CRPD can be termed “hybrid” rights on account of the fact
that they fuse elements of immediately realisable civil and political rights, as well as progressively
realisable socio-economic rights.

The CRPD Committee can potentially advance the actualisation of disability rights by means of a
coherent elaboration on the standard of reasonableness to be applied across the substantive rights in the

social and cultural rights; (b) whether the State party exercised its discretion in a non-discriminatory and non-arbitrary
manner; (c) whether the State party’s decision (not) to allocate available resources is in accordance with international
human rights standards; (d) where several policy options are available, whether the State party adopts the option that least
restricts Covenant rights; (e) the time frame in which the steps were taken; (f) whether the steps had taken into account the
precarious situation of disadvantaged and marginalized individuals or groups and, whether they were non-discriminatory,
and whether they prioritized grave situations or situations of risk.
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CRPD. By integration of the equality norm (via the reasonable accommodation duty) in its assessment
of measures adopted by States to realise socio-economic rights progressively, the Committee can also
put forth a good example, which can serve to enhance the realisation of socio-economic rights more
generally. Bruce Porter notes that the CRPD offers an exceptional model of “convergent paradigms of
rights and remedies” on account of the “convergence of the right to equality and non-discrimination
and the economic, social and cultural rights” ([6], p. 42) of persons with disabilities in the Convention.
Furthermore, he draws attention to the fact that the standard adopted by the CRPD Committee will be
hugely important “in reviewing the right to positive measures in light of available resources in the
context of both equality rights and [economic, social and cultural] rights” ([6], p. 42). In light of the
foregoing, the next section of this paper outlines the constituent elements of the standard of review to
be adopted under the CRPD, before an elaboration in Section 5 on those various elements.

4. The Duty to Reasonably Accommodate: Its Constituent Elements and the Link to Progressive
Realisation of Disability Rights

In light of the importance of the reasonable accommodation duty to the implementation of the
equality norm and, in turn, the importance of the equality norm to the eradication of socio-economic
disadvantage, this section provides an overview of the constituent elements of the reasonable
accommodation duty ([18], pp. 151-76). These elements could potentially aid the CRPD Committee in
outlining its standard of reasonableness review and could serve as a helpful standard of review for the
UNCESCR in its assessment of disability-related measures adopted by States Parties to the Covenant.
The types of criteria applied to disability rights could also potentially aid the other treaty bodies in
their assessment of equality and socio-economic claims by marginalised groups generally.

4.1. The Constituent Elements of the Reasonable Accommodation Duty

In a similar vein to progressive realisation of disability rights, the reasonable accommodation
duty entails “a balancing of needs and interests” ([5], p. 151) between the disabled person and the
duty-bearer. It therefore represents a microcosm of the overall measures to be adopted by States
Parties to the Convention. The interests of disabled people and duty-bearers are captured by the
requirement that all accommodation measures must be “necessary and appropriate” in order “to
ensure to persons with disabilities the enjoyment or exercise on an equal basis with others of all
human rights and fundamental freedoms” [4]. The interests of duty bearers (States and entities),
on the other hand, are spelt out in the requirement that accommodation measures must not impose
a “disproportionate or undue burden” [4] on the duty-bearer. The necessity criterion signifies the
duty to take all essential measures to ensure access to, and enjoyment of, CRPD rights for persons
with disabilities ([5], p. 160). The use of the word “appropriate” in the definition of reasonable
accommodation implies that accommodations must be effective in ensuring realisation of the rights
of disabled persons, including socio-economic rights ([5], p. 160). The criterion of effectiveness is
confirmed by a contextual reading of the Convention. This is borne out by General Obligation 4(1),
which links the word “appropriate” with the full realisation of rights [19].

In order to determine the effectiveness of measures adopted under the duty to accommodate,
one must also consider the object and purpose of the duty itself. The specific objective of the duty
to accommodate is to promote equality and to eliminate discrimination. Equality considerations
will therefore be paramount in determining the effectiveness of measures adopted with a view to
reasonably accommodating disabled persons. Linked to the criterion of effectiveness and the equality
norm is the core notion of the inherent dignity of persons with disabilities. The duty to accommodate
is “based on the values underlying the Convention as a whole—human dignity and respect for
difference” ([5], p. 175). Where States or entities fail to accommodate a person with a disability, or where
they provide an ineffective accommodation, this will inevitably result in marginalisation and exclusion
of the disabled person from the enjoyment of rights and will, therefore, harm the inherent dignity of
persons with disabilities.
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The duty to reasonably accommodate “seeks to balance the rights of, and burdens and benefits
to, all persons affected by the proposed accommodation” ([5], p. 176). The primary consideration
under the CRPD will be “a detailed balancing of the costs and benefits of the proposed measure to the
entity providing it” ([5], p. 176). In addition, third-party benefits should be factored in as a “tangential
consideration” ([5], p. 176) in the assessment of the reasonableness of measures adopted under the
CRPD. In other words, where granting an accommodation to a particular individual results in benefits
to others, this can potentially be used to offset cost arguments advanced by States or entities.

4.2. Progressive Realisation and Reasonableness Review of Socio-Economic Rights in the Disability Context

The concept of progressive realisation has been described by the Office of the High Commissioner
for Human Rights (OHCHR) as “a practical device that acknowledge(s) the real world challenges” and
“helps to avoid overburdening [S]tates, employers and other duty-bearers” ([20], p. 5). Much like the
(individualised) balancing of burdens and interests inherent in the reasonable accommodation norm,
the progressive realisation norm entails a similar balancing act on a larger scale.

The reasonableness review model first evolved in South African jurisprudence as a means by
which to evaluate the right to positive measures under the South African Constitution and the actions
taken by States thereunder to realise socio-economic rights. There are some criticisms of reasonableness
review, particularly related to the fact that it is not an appropriate standard by which to develop the
substantive content of socio-economic rights. Fons Coomans, for instance, notes that reasonableness is
an “inherently vague” and “elastic” ([21], p. 187) notion. Any use of a reasonableness review standard
by the human rights treaty bodies must, therefore, be carefully balanced with the minimum core
content of human rights.

Reasonableness review came to the fore at the international level when the UNCESCR created a
‘reasonableness standard” under Article 8(4) OP-ICESCR. That standard essentially mandates that States
use limited resources in a reasonable, non-arbitrary, non-discriminatory manner and, furthermore,
that States should be held accountable for the manner in which they use their resources in the
implementation of socio-economic rights [22].

Invoking reasonableness review to assess alleged violations of disability rights compels an
assessment that is tailored to the specific national context at issue and the socio-economic disadvantage
faced by persons with disabilities in that context ([5], p. 210). Under the OP-CRPD and the
OP-ICESCR, the respective committees will have to ensure that rights are being realised effectively
in the circumstances of the individual’s lived experience, relative to the particular disadvantage
experienced by the petitioner. As Bruce Porter and Sandra Liebenberg observe, reasonableness review
in the context of the OP-ICESCR provides “for a dialectic between an individual rights claim and the
consideration of other needs and interests, to ensure consistency with broader values and purposes of
the Covenant in the context of limited resources” ([23], pp. 6-7).

In the next section of this paper, the various components of the proposed reasonableness
review framework for disability rights will be elaborated upon, taking (at various junctures) the
right to education as an example. It is hoped that this could provide the basis for a transformative
human rights framework, provided that the treaty bodies work together towards harmonisation and
cross-fertilisation of socio-economic rights in the context of disability. Such a transformative framework
could also have a wider impact on the interpretation and implementation of socio-economic rights for
other marginalised groups.

5. The Potential for Social Change: Harmonisation and Cross-Fertilisation of Disability Rights at
the International Level and Beyond

Reform of the treaty body system should not just result in enhanced efficiency at the international
level but should also “strengthen the capacity of rights-holders to enjoy their human rights and
support States to carry out their obligations to implement fully these rights” ([7], para. 7). Any
standard of review adopted by the treaty bodies should serve to ensure that failures by States to meet
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their obligations, for instance, under Article 2(1) of the ICESCR and under Article 4(2) CRPD, result in
effective remedies for individual victims of violations.

Since the human rights treaty bodies only began to harmonise the procedural aspects of their
working methods in recent times, some authors claim that “widespread formal efforts at substantive
coherence are likely far off but not unfathomable” ([24], p. 158). There is already some evidence of
harmoinsation of standards across the board. For example, General Comment 5 of the UNCESCR was
drawn on by many national representatives at the CRPD negotiation sessions in order to forge a link
in the CRPD between the duty to reasonably accommodate and the equality and non-discrimination
norms [25].

Back in 2002, Gerard Quinn and Theresia Degener conducted several case studies on the
use of the ICESCR in the context of disability, specifically analysing State Party reports in that
regard. Those case studies revealed that the two key messages of General Comment 5 (equality
and participation/inclusion of persons with disabilities in society) had “not percolated through to the
point where they influence all (or even most) policies and measures relating to disability in the areas
covered by the ICESCR” ([26], p. 112). To date, the overall implementation regime of international
human rights law is greatly lacking ([27], p. 358). Invoking a reasonableness standard of review across
the core human rights treaty bodies could provide a means by which to harmonise socio-economic
rights claims and equality claims, particularly in the context of disability, and this could trickle down
to the national level. The core treaty bodies might look to the CRPD Committee’s elaboration of
its standard of review via the reasonable accommodation obligation. In turn, the CRPD Committee
might draw some guidance from the manner in which interpretation of Article 8 OP-ICESCR unfolds,
through statements of the UNCESCR on what constitute “reasonable” measures, as well as decisions
of the Committee in which it deals with socio-economic rights claims.

In the following sub-sections of this paper, a framework of reasonableness review will be proposed,
taking into account the various criteria highlighted above as being primary objectives of any measures
taken to reasonably accommodate persons with disabilities.?

5.1. The Effectiveness of Measures Adopted by States

As highlighted above, the criterion of effectiveness is one of the constituent elements of a standard
of review based upon the reasonable accommodation duty in the CRPD. If we take the right to
education in both the CRPD and the ICESCR as an example, we can observe that both provisions
refer to the criterion of effectiveness. Article 24 of the CRPD provides that States Parties should
ensure that “persons with disabilities receive the support required, within the general education
system, to facilitate their effective education”. Similarly, Article 13(1) of the ICESCR provides that
States Parties to the Covenant agree that “education shall enable all persons to participate effectively
in a free society”. In its concluding observations on States Parties’ reports, the CRPD Committee has
already recommended that the Australian authorities should conduct research into the effectiveness of
current inclusive education policies, including the extent to which the relevant disability standards in
education are being implemented in each State and territory ([28], para. 46b). The Committee has also
urged States to “set targets to increase participation and completion rates by students with disabilities
in all levels of education and training” ([28], para. 46¢c). However, the Committee has not commented
further on the criterion of effectiveness in the context of education.

In its non-binding (but authoritative) statement outlining criteria pertinent to whether measures
taken by States to fulfil socio-economic rights are “adequate” or “reasonable,” the UNCESCR asserts
that a relevant consideration is whether the State adopts the option that least restricts Covenant rights,
in circumstances where several options are available ([15], para. 8d). However, the UNCESCR has

2 Sections 5.1-5.5 of this article draw on, and elaborate on considerably, where relevant to this article, the ideas and the

categorisations contained in ([5], pp. 213-31).
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not commented to any great extent on this criterion of effectiveness and therefore States are lacking
guidance on this vital aspect of fulfilment across each of the substantive socio-economic rights in both
the CRPD and the ICESCR.

In order to buttress the substantive and transformative framework of equality in the Convention,
and in order to go beyond merely normative discussions, it would be most helpful if the CRPD
Committee would elaborate further on the types of positive measures that might be effective in
ensuring fulfilment of the socio-economic rights contained in the Convention. The UNCESCR, and
the other treaty bodies, should keep a keen eye on the CRPD Committee’s standard of review in
that regard. There are many tools that can be used by the human rights treaty bodies to monitor the
progressive realisation of socio-economic rights [29]. The committees might bear in mind quantitative
tools, such as specific indicators, related to each of the substantive rights in the respective treaties and
tailor their assessments of measures taken by States to meet those indicators to the domestic context at
issue. With regard to the right to education, specific structural, process and outcome indicators, such as
those elaborated upon by Inclusion International [30] or by the Right to Education project [31], could
be drawn on as a tool to help States measure their progress in realising the right to education. States
themselves could tailor the indicators to their national context and collect data for application of the
indicators [32]. Such tools could also be used as a basis for the committees to reflect more deeply on
the types of measures that might be effective in realising the normative content of inclusive education
under Article 24 of the CRPD.

5.2. Equality Considerations

The adoption of the CRPD was deemed necessary in order to ensure that de facto equality is
attained—in other words, that the systemic inequalities and substantive disadvantage experienced
by persons with disabilities is remedied. The equality norm runs like a “red thread” through the
substantive provisions of the CRPD, and the reasonable accommodation duty breathes new life into the
practical application of both civil and political and socio-economic rights for persons with disabilities.

Sandra Liebenberg and Beth Goldblatt contend that “the most severe forms of disadvantage are
usually experienced as a result of an intersection between group-based forms of discrimination and
socio-economic marginalisation” ([33], p. 339). There are many recognised benefits to including
equality as a relevant criterion in the assessment of measures taken by States in the context of
realising socio-economic rights generally, and disability rights more specifically ([33], pp. 351-52).
If the equality norm were to feature prominently in socio-economic rights adjudication, and also
in the consideration of measures adopted by States under the reporting system, States “would be
required to provide heightened justifications for any alleged rights” violations” ([5], p. 223). This is
particularly so “in circumstances where denying access to the right(s) in question would cause further
entrenchment of inequalities or marginalisation for persons with disabilities” ([5], p. 223). Integration of
an equality perspective would also serve to ensure a deeper understanding of the “multi-dimensional
disadvantage” experienced by disabled persons in the enjoyment and exercise of socio-economic
rights ([5], p. 223).

The link between the actualisation of socio-economic rights and the principles of non-discrimination
and equality has been remarked upon by the UNCESCR in its general comments [34]. Furthermore,
in its 2007 statement outlining the guiding criteria for interpreting the reasonableness standard
incorporated in Article 8(4) OP-ICESCR, the Committee asserts that exercise by a State of discretion in
a non-discriminatory and non-arbitrary manner ([15], para. 8) will be relevant in any consideration of
whether States fulfil the “reasonableness” criterion under Article 8(4) OP-ICESCR.

Lack of access to education, culminating in unequal opportunities, has been recognised as a
“dominant problem in the disability field” [35] for both children and adults with disabilities. The CRPD
Committee has emphasised the fact that States Parties to the Convention must intensify their efforts to
ensure that disabled children can benefit to the same extent as non-disabled children from any system
of compulsory education established by domestic authorities ([36], para. 38). The Committee should
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now begin to adjudge any violations of the right to education (and indeed, all other socio-economic
rights) with regard to the “position of the claimant group in society, the nature of the resource or service
claimed and the impact of the denial of access to the service or resource in question on the claimant
group” ([37], pp. 89-90) as mandated by frameworks of reasonableness review. In circumstances
where the denial of the right results in entrenched inequalities, as is the case with denial of the right
to inclusive education, the committees must apply a heightened standard of review. Among other
things, the treaty bodies should enquire whether, in their enjoyment of the right to education, disabled
people have been granted equality before and under the law, equal benefit and equal protection of
the law. The treaty bodies will also have to enquire into the affirmative action measures adopted by
States to guarantee equal access for persons with disabilities to inclusive education. In circumstances
where the UNCESCR is adjudicating complaints of discrimination in relation to access to education,
it should take into account the specific approach developed by the CRPD Committee with regard to
reasonable accommodation.

In light of the overlapping issues that arise in the context of the work of the UNCESCR, on the
one hand, and the CRPD Committee, on the other hand, it is essential that the emerging standards
of equality, as elaborated upon by the CRPD Committee, should be factored into any consideration
by the UNCESCR of the standard of reasonableness it applies to disability rights. More generally,
the elaboration by the CRPD Committee of a substantive and transformative framework of equality
(through its jurisprudence and general comments) can potentially guide the other human rights treaty
bodies in adjudication related to the socio-economic rights of all marginalised groups. At the level
of international and regional human rights law, the understanding of the equality norm has evolved
greatly in recent times, from embodying the formal model of equality to endorsing a more substantive,
and even transformative, conception of equality ([38], pp. 47-64). Thus, there is scope for the treaty
bodies to learn lessons from the values underlying the CRPD and the CRPD Committee’s approach to
interpretation of the equality norm contained in the Convention.

5.3. Dignity Considerations

In any consideration of the core principle of equality, one must factor into account the inherent
dignity of disabled individuals as a pertinent concern. The Preamble of the CPRD recognises that
“discrimination against any person on the basis of disability is a violation of the inherent dignity and
worth of the human person” [39]. The object and purpose of the CRPD includes the promotion of
respect for the inherent dignity of disabled persons. Dignity also features as a central concern in General
Principle 3(d), which mandates “respect for difference and acceptance of persons with disabilities as
part of human diversity and humanity” [40]. The CRPD aims at overturning the stereotyped image
of persons with disabilities as lacking capabilities and aims to develop such capabilities and human
potential through the provision, by States and public and private entities, of sufficient resources and
other forms of assistance. The reasonable accommodation duty, which spans the socio-economic
provisions of the CRPD, is also based on the core norm of human dignity.

At the international level, dignity issues can be brought to life by claimants from marginalised
groups, including disabled claimants, under the individual communication mechanism. Dignity
considerations must therefore be central to any assessment of reasonableness by the respective human
rights committees in their adjudication and pronouncements on socio-economic rights. The UNCESCR
has already acknowledged, in its General Comment 5, that all services for persons with disabilities
“should be provided in such a way that the persons concerned are able to maintain full respect for
their rights and dignity” ([13], para. 34). However, the notion of “dignity” remains a vague normative
concept and some guidance is required at the level of the treaty bodies in order to harmonise this
fundamental principle for disabled persons (and, by extension, other marginalised groups) in the
application of socio-economic rights ([41], p. 20).

In spite of the many criticisms of its use as a normative standard for human rights
protection ([42], p. 5), it has been argued elsewhere ([5], pp. 224-28) that there are two strands to
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the concept of human dignity in human rights law generally, and, particularly, dignity as a guiding
normative value under the CRPD. The first strand of human dignity reflects the urgency of needs
of marginalised groups and requires that priority consideration be given to those needs by States.
This interpretation is mirrored in the various pronouncements of the UNCESCR, among others, related
to the necessity to cater for the needs of those in most dire circumstances ([15], para. 4). The second
strand of human dignity at the international level correlates with the equality norm and requires
consideration of the equal worth of all human beings. States must ensure to implement the rights of
persons with disabilities in a manner which respects the differential characteristics and ensures that
disabled persons are not forced to endure degrading circumstances in the exercise of their human rights.

Take, for instance, the right to education in both the CRPD and the ICESCR. Article 24 of the
CRPD provides that States Parties shall ensure an inclusive education system at all levels and life-long
learning directed to “the full development of human potential and sense of dignity [...] and the
strengthening of respect for [...] human diversity” [43]. In a similar vein, Article 13(1) of the ICESCR
provides that “education shall be directed to the full development of the human personality and the
sense of its dignity, and shall strengthen the respect for human rights and fundamental freedoms” [44].
Without further guidance at the level of the treaty bodies, it is difficult to expand on the notion of
human dignity in the context of individual rights.

The CRPD is based upon a human rights-based and capabilities-based approach [45] to disability,
which recognises the dignity and worth of each individual ([46], p. 775) and, therefore, the CRPD
Committee should always take human dignity into account when determining the reasonableness of
measures adopted by States. The CRPD does not provide any guidance as to priority setting - in other
words, which measures should be taken when a given State cannot ensure all capabilities immediately
in the same timeframe. However, as Caroline Harnacke rightly points out, “the focus of justice is not
on the question of what resources the State has to spend on every person but on the question of what
outcome is attained” ([46], p. 777).

The domestic case law of the Canadian Supreme Court expands on the notion of human dignity
in the context of persons with disabilities. In Law v Canada (Minister of Employment and Immigration),
the Court observes that “human dignity is harmed by unfair treatment premised upon personal traits
or circumstances which do not relate to individual needs, capacities, or merits” and, furthermore,
that “it is enhanced by laws which are sensitive to the needs, capacities, and merits of different
individuals, taking into account the context underlying their differences” [47]. In connection with
the right to inclusive education, the treaty bodies should maintain a focus on the effects of laws
and policies on the needs and capabilities of disabled people. Charles Ngwena claims that the
“repeated emphasis in the CRPD, including in Article 24, on the State’s duty to accommodate human
diversity by, inter alia, providing individualised support, is the Convention’s greatest transformative
modality” ([48], p. 478). He asserts that by placing responsibility on society, rather than on disabled
learners and their carers (in terms of the economic cost of accommodation measures), Article 24 seeks
to “repair, more holistically, the historical marginalisation and exclusion of disabled learners from not
just the education system, but also other socio-economic systems that have been constructed on the
assumption of able-bodiedness” ([48], p. 478). He further asserts that “under the CRPD, human dignity
cannot depend on functional capacities. Achieving, as a prerequisite, a certain prescribed baseline
of functional capacity cannot be what entitles a disabled person to have an equal claim on resources,
but the fact of being human” ([48], pp. 478-79). The CRPD Committee should endeavour to frame
its own capabilities-based approach and, by that token, evaluate the various measures adopted by
States under the right to inclusive education in order to ensure that Article 24 of the Convention is
coherently implemented.

In its draft General Comment 9, the CRPD Committee referred to the inherent dignity of
persons with disabilities as “a crucial element to be considered, including in the context of reasonable
accommodation” ([49], para. 24). In the provision of reasonable accommodations and in the overall
enjoyment of the right to education, full account must be taken of the physical and psychological
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integrity and empowerment, as well as the equal self-worth of disabled people. Persons with
disabilities should not be expected to exercise the right to inclusive education in conditions which are
degrading or humiliating.

Interestingly, the concept of dignity has been linked by the CRPD Committee to the notion of costs.
When elaborating on measures to be adopted to guarantee the general accessibility of the environment,
the Committee stated that “in adapting existing buildings, reasonableness of costs must be balanced
against respect for the inherent dignity of persons with disabilities” ([49], para. 24). However, the
Committee did not go on to refer to dignity in such terms in the final version of General Comment
9. The CRPD Committee should take the opportunity to expand on this normative value relative to
the rights contained in the Convention in order to ensure coherence in their application. This could
serve to aid the other treaty bodies in the application of the concept of “human dignity” in relation to
socio-economic rights realisation.

5.4. Participatory Processes/Accountability

In the application of Article 8(4) OP-ICESCR, and in any analysis by the CRPD Committee of the
reasonableness of measures adopted by States under the State reporting procedure and the individual
communications mechanism, the fundamental notion of participatory processes should be factored
into account. General Obligation 4(3) of the CRPD recognises the pivotal importance of participation
of persons with disabilities and their representative organisations in every aspect of implementation
of the Convention. In order to achieve full and effective participation in society, the UNCESCR
has noted that “the specific measures necessary to realise the rights of persons with disabilities
must be developed in cooperation with representatives of persons with disabilities” ([13], para. 14).
Furthermore, the UNCESCR has asserted that the reporting process should also “encourage and
facilitate, at the national level, popular participation, public scrutiny of government policies and
constructive engagement with civil society [...]"” ([9], para. 10).

Bruce Porter contends that in order to realise socio-economic rights more effectively, the UNCESCR
“may have to create procedures that are new to treaty bodies, in order, for example, to hear the evidence
of rights claimants, access independent experts, or hear from NGO interveners” ([6], p. 53). Porter
and Sandra Liebenberg contend that the OP-ICESCR “provides a new opportunity for claimants to
assist the Committee in elaborating on the content of rights, properly informed by the voice and
understanding of those affected.” The onus would then shift “to the respondent to explain the basis for
its policies or decisions” ([23], p. 7). In the context of the CRPD, non-State actors play an important role,
in particular in the implementation of the individualised reasonable accommodation duty. On account
of this, it will be vitally important that the respective treaty bodies develop new processes to ensure
that adequate weight is given to the voice of disabled applicants and their representative organisations,
as well as to non-State actors (who often have a great impact on ensuring respect for human rights) [50],
in the application of human rights norms in particular national contexts and in the implementation of
appropriate remedies. In arguing for aligned models of interaction between treaty bodies, national
human rights institutions and civil society, Suzanne Egan notes that “there is much room to harmonise
[the treaty body] working practices so as to create a less confusing landscape for these key contributors
to the process” ([51], p. 228).

A consultative process of exchange of views between all stakeholders would make it easier
for the treaty bodies to determine whether steps taken by States are reasonable in conception and
implementation and, moreover, whether they are in compliance with the obligations contained in
the respective human rights treaties. Involving persons with disabilities in socio-economic rights
realisation, through, for example, drafting human rights action plans, results in increased potential for
actual needs to be met and also serves to ensure that remedies are moulded to address the particular
needs and contextual background against which claims have been advanced. In the context of the right
to education, such plans can serve to ensure that barriers to inclusive education are eradicated and that
goals towards achievement of fully inclusive systems are met, taking into account the recommendations
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of the human rights treaty bodies. However, these plans must not merely be a token gesture on the
part of States and must be followed through on.

In addition, outcome accountability is essential. The focus of Article 24 of the CRPD is on
both equality of opportunities and outcomes. In order to ensure that these objectives are being met,
accountability provisions must be enacted in national laws and policies to enhance the effectiveness
of services for pupils with special educational needs, as well as to enhance the outcomes for all
learners. Outcomes for students with special educational needs must be consistently monitored
in order to ensure that learners with disabilities are making progress commensurate with their
ability and that State resources are being used to optimal effect. With regard to implementation
and monitoring tools, Gauthier de Beco points to the fact that the CRPD Committee could also
“encourage international collaboration to provide an overall review of relevant experiences to date
and to undertake an examination of the way in which these experiences could help to improve such
tools within their particular context” ([52], pp. 58-59). Disabled people should naturally be involved
in all of these processes. In order to measure progress towards the full realisation of the right to
inclusive education for disabled people, de Beco maintains that “when national human rights action
plans and human rights indicators are available, the Committee could request [State Parties] to
provide information on them and evaluate the [State Party’s] capacity to implement Article 24 of the
CRPD” ([52], pp. 58-59). The Committee could then “indicate to [State Parties] which targets [within
their national human rights plans] need to be achieved by the national human rights action plans and
evaluated by the human rights indicators for the next reporting cycle” ([53], p. 276).

5.5. Disproportionate Burden and Third-Party Benefits

The notion of disproportionate burden contained in the reasonable accommodation norm requires
an individualised balancing act between the needs and interests of disabled persons, on the one
hand, and duty-bearers, on the other hand. A balancing of needs and interests also takes place in
the context of the obligation to realise disability rights progressively to the maximum of available
resources, albeit on a different scale. There is little research available on the latter obligation and this
has inevitably hindered the realisation and enforcement of rights at the national level. As de Beco
points out, the progressive realisation of socio-economic rights remains problematic on account of both
timing and prioritisation issues, in particular which criteria will be applied “in determining whether
a State’s priorities are acceptable” or the “best option” in the context of the maximum of available
resources ([53], p. 276).

Without principled guidelines in human rights implementation, Jos Philips maintains that
“priority setting risks becoming an ad-hoc exercise, which may harm the cause of disabled persons as
well as the cause of human rights” ([54], pp. 150-51). While budget analysis is a “powerful tool for
understanding government’s priorities” ([55], p. 36), many questions remain unanswered with regard
to “how effectively or efficiently the money is being spent, or whether the resources allocated are
reaching their intended purpose” ([55], p. 36). Concerning the duty to use the maximum of available
resources, Sandra Fredman has stated that three elements of government appropriations are capable of
concrete assessment, namely (a) the sufficiency of government spending/investment; (b) the equity
of expenditure patterns; and (c) the efficiency of expenditure ([56], p. 82). The human rights treaty
bodies can look to these various aspects of resource allocation by States Parties to the Convention in
determining the reasonableness of State action. The committees must look to the resource prioritisation
and resource optimisation efforts of States and should pay close attention to arguments brought
forward by non-governmental organisations, in particular, regarding State capacity and failure to
meet benchmarks set for the full realisation of disability rights. National authorities should develop
performance-based budgets, which seek to allocate resources for the achievement of certain objectives
and, thereby, allow assessment of the cost-effectiveness of measures taken relative to achieving the
desired result for all those in need.

37



Laws 2016, 5, 38

In addition to consideration of the financial and other costs imposed by particular measures on
States or private entities, another potentially relevant consideration is the issue of the benefits of the
requested measures accruing to persons other than the disabled individual in question. In the wider
context of progressive realisation, the treaty bodies might consider whether measures adopted for
the benefit of one particular target group could result in benefits to a wider cohort of individuals
and this may be a factor mitigating against cost arguments advanced by States. Christopher Brown
notes that courts (and, by extension, the treaty bodies) could “correct the asymmetric treatment
of costs by recognizing the existence of positive externalities of accommodation and taking these
into account when evaluating whether a proposed accommodation is reasonable” ([57], p. 329). In
that regard, Brown elaborates on the positive externalities inherent to third-party benefit analysis
of reasonable accommodations on three levels in the context of employment, namely benefits to all
disabled employees, benefits to the firm itself and the net social benefits model ([57], p. 329). A similar
analysis could apply in the context of the progressive realisation of inclusive education. It has been
argued elsewhere ([5], p. 231) that “ensuring accessibility of the educational curriculum arguably
benefits other students in terms of learning outcomes (both disabled students and non-disabled
students)” ([5], p. 231). Therefore, “measures taken to ensure accessibility of the curriculum could
contribute to the implementation of the right to education for all” ([5], p. 231). In addition, ensuring
that disabled people receive an appropriate education, and can therefore transition to full employment,
has clear net social and economic benefits [58].

While each treaty body will be directly concerned with the rights of those bringing the particular
claim at issue, the treaty bodies may factor into account the issue of third-party benefits in the overall
consideration of whether a measure constitutes a disproportionate burden for a State or entity. This may
prove to be another area in which the human rights treaty bodies can learn from each other in order to
harmonise implementation of socio-economic rights and to ensure a more effective implementation at
the domestic level.

6. Conclusions

This article has demonstrated the necessity for cross-fertilisation and harmonisation of
socio-economic rights in the context of the international human rights treaty bodies and beyond.
A particular focus was maintained on cross-fertilisation of disability rights under the CRPD and the
ICESCR. It was argued throughout this article that the intersection of equality and socio-economic
rights in the CRPD may provide a key to unlocking the structural inequalities which disabled people,
and by extension other marginalised groups, have encountered for too long now. In turn, this has the
potential to result in a transformative application of socio-economic rights at the international, national
and regional levels.

As Janet Lord and Rebecca Brown point out, the OP-CRPD taken in conjunction with the
OP-ICESCR “provide new entry points for claimants with disabilities and their representative
organizations with the opportunity to enrich human rights advocacy through the application of
reasonable accommodation across all spheres of life” ([59], p. 273). The interpretation of the CRPD
by the CRPD Committee can inform socio-economic rights interpretation by all of the treaty bodies.
Furthermore, the CRPD Committee might learn from the UNCESCR in its elaboration of the standard of
reasonableness to be applied under the OP-ICESCR. This has the potential to advance socio-economic
claims, and to harmonise disability rights (and indeed the rights of other marginalised groups), at the
level of the human rights treaty bodies.

Bruce Porter argues that “the guiding principle of reasonableness review should be the right to
adjudication and effective remedies” for socio-economic rights claimants, with “a particular focus on
the claims advanced by marginalised and disadvantaged groups” [60]. The CRPD, as a transformative
human rights treaty, taken together with the OP-CRPD and the OP-ICESCR, holds great potential for
social change in the realm of socio-economic rights. The CRPD Committee and the UNCESCR, in
particular, should set out coherent criteria based, inter alia, on the types of criteria outlined in this article
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and should tailor them to diverse national contexts. It should, furthermore, require from each State
an account of how these criteria are being applied and implemented at the domestic level relative to
socio-economic rights. This would allow the CRPD Committee to judge the diverging priority choices
of States according to their overall reasonableness. Then, and only then, can persons with disabilities
(and other marginalised groups) begin to enjoy their human rights on an equal basis with others.
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The following abbreviations are used in this manuscript:

CRC Convention on the Rights of the Child

CRPD Convention on the Rights of Persons with Disabilities

ICESCR International Covenant on Economic Social and Cultural Rights

OHCHR Office of the High Commissioner on Human Rights

OP-CRPD Optional Protocol to the Convention on the Rights of Persons with Disabilities

OP-ICESCR Optional Protocol to the International Covenant on Economic Social and Cultural Rights
UNCESCR United Nations Committee on Economic, Social and Cultural Rights
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Abstract: This article provides an applied analysis of Article 12 (Equal recognition before the law)
of the Convention on the Rights of Persons with Disabilities (CRPD) and Article 13 (Access to
justice) in the context of Article 6 (Women with disabilities). Recent literature on the CRPD has
extended the analysis of Article 12 to consider its broader relevance for the interpretation of Article 13.
The interaction between Article 12 and Article 13 is an emerging issue in CRPD debates. This article
argues that the CRPD must be interpreted in light of current human rights theory. It provides a case
study of the interaction between Article 12 and Article 13 based on the facts recited in the Court of
Appeal case in the United Kingdom (RP v Nottingham City Council (2008)) and RP’s petition to the
European Court of Human Rights (RP and Others v United Kingdom (2012)). The analysis shows that
CRPD principles could and should have been applied in RP’s case. It concludes that current practices
excluding people with disabilities from participation in legal proceedings are contrary to the CRPD.
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1. Introduction

The Convention on the Rights of Persons with Disabilities (CRPD) continues to generate vigorous
debate, particularly with respect to Article 12 (Equal recognition before the law) [1-18]. The Article
12 debate is characterized by a marked diversity of opinion and sometimes heated disagreement.
In a contested intellectual environment, there is a danger that the contribution of the CRPD may be
missed if the “philosophical and moral assumptions underpinning the formal structures of the law”
remain unexamined [15]. As the scope and reach of Article 12 becomes more clearly defined, previously
taken for granted structures in the law are thrown into sharp relief. This is especially so when Article
12 is considered in tandem with other articles in the CRPD. The purpose of this article is to consider
the interaction between Article 12 (Equal recognition before the law) and Article 13 (Access to justice).
The fundamental importance of the interaction between these two articles has been highlighted by
Eilionoir Flynn, Lucy Series and Eilionoir Flynn and Anna Lawson [19-21]. Other CRPD scholars have
commented on the application of Article 13 in the criminal law [14-18,22-25]. This article considers
the application of Article 13 (Access to justice) in family law proceedings. Specifically, it considers the
question of instructional capacity through an analysis of the factual situation in the English case of RP
v Nottingham City Council (2008) and RP’s petition to the European Court of Human Rights [26]. RP’s
case illuminates the way taken for granted attitudes, practices and processes in the law compound the
discrimination experienced by people with disabilities. The effect of such practices is the exclusion
of people with disabilities from participation in the law. Without participation, access to justice is
limited and the right to equal recognition before the law is compromised. Considering RP’s case in
light of the CRPD provides an opportunity to illustrate how a “shift from substituted decision making
to supported decision making” would enable RP’s active participation in the legal process consistent
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with Article 13 (Access to Justice) ([26], para. 22). The argument advanced in this article is that RP’s
involvement in the legal proceedings could and should have been maintained. Rather than being
excluded on the basis of a lack of mental capacity, RP should have been provided with appropriate
information and support. In addition, institutional structures and processes should have been altered
to accommodate her disability. The interpretation of Article 12 put forward by the Committee on the
Rights of Persons with Disabilities asserts that determinations that a person “lacks mental capacity for
the purposes of the law” are not permitted in a human rights compliant framework [27]. If the latter
proposition is accepted, a profound shift in current practice is required.

RP’s case is significant because it illustrates the process and consequence of exclusion from the law.
RP was a 21-year-old young woman with a mild intellectual disability who gave birth to a premature
infant with significant health problems. After a period of intensive hospital treatment, the health
authority initiated formal care proceedings, seeking to place RP’s child with a foster family. At that
time, it was determined that RP lacked the capacity to instruct her appointed solicitor. A guardian
ad litem or guardian solicitor was appointed to represent RP in the proceedings. RP and her family
contested the subsequent placement [26].

The litigation surrounding RP provides a “case study” for the analysis of CRPD principles.
Considered from a CRPD perspective, three CRPD articles are directly relevant to RP’s situation:
Article 6 (Women with disabilities) recognises the multiple discriminations faced by women and
girls; Article 13 (Access to justice) requires state parties to facilitate the participation of people with
disabilities in all legal proceedings; and Article 12 (Equal recognition before the law) asserts the right to
recognition before the law [1]. The analysis of substitute decision making in CRPD General Comment
11is also relevant for the analysis of RP’s case [27]. It may be the case that had appropriate support been
provided from the outset, RP may have been better assisted in the care of her child. With respect to the
legal proceedings, had support been provided, RP could have understood the legal context, contested
the evidence, expressed her point of view and challenged the decision to remove her child. This does
not mean that the outcome of the care proceedings should have been different ([26], paras. 19-20).
The point being made is that the grounds upon which a child is removed should be clear and
untainted by discrimination and preconceived ideas about disability and motherhood. To this end,
the CRPD requires the provision of support to enable the full involvement of people with disabilities
in the processes of the law, including the modification of institutional practices that work to exclude
people from participation in such processes. Ultimately, what is at stake is the democratic ideal
of full participation in society for people with disabilities. As the work of Tom Tyler has shown,
procedural justice and due process play a vital role in ensuring individual and community acceptance
and confidence in legal decisions and processes [28-30]. Procedural justice informs contemporary
approaches to justice and complements the human rights approach. The current practice of excluding
people with disabilities from legal proceedings following a determination of instructional incapacity,
as occurred in RP’s case, no longer accords with the expectations of a modern community.

The argument for universal participation is advanced in the five parts of this article. Part 2
provides a brief sketch of the evolution of human rights thinking from the 20th to 21st centuries
showing how international human rights law and critical disability theory entwine to illuminate the
meaning and significance of the CRPD. Part 3 provides an extended account of RP’s case. Part 4
provides an analysis of RP’s situation in light of Article 12, showing that the assessment of instructional
capacity in the first instance was not conducted according to law. In keeping with CRPD General
Comment 1, the extended analysis in Part 5 concludes that tests for capacity are not compatible with
the CRPD ([27], para. 25 (i)). In summary, this article illustrates how the principle of universal legal
capacity can be pursued by showing how the CRPD ethos of social and legal participation could and
should have been applied in RP’s case.
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2. Social and Legal Inclusion as a Human Right

Gerard Quinn argues that the CRPD requires scholars to re-conceptualise the philosophical and
legal relationships thought to constitute citizenship, entitlement and the power and responsibilities
of the state [15]. Quinn alludes to the conceptual developments in international human rights
law that recognise human rights as entitlements adhering to socially, economically and spiritually
contextualised human persons ([14]; [31], p. 31; [32], p. 274). In human rights documents, recognition
of the human context is crystallised in the statement that “all human rights are universal, indivisible,
interdependent and interrelated” [33]. Much of the human rights discourse since the World Congress
in 1993, when the latter phrase was coined, has sought to articulate the interconnectedness of human
rights and their relevance for the human condition ([34], p. 110). For example, Amartya Sen posits a
contemporary analysis of justice as one that seeks the actual realisation of rights in society (understood
as integrated rights) ([35], p. 9). The emergence of a complex, contextualised account of human
rights is also evident in the medical understanding of the social determinants of health and the
economic appreciation of development [36,37]. In human rights terms, these ideas manifest in the
principle of substantive equality. Accordingly, “...the notion of equality in international law has (also)
changed...with the conceptual shift from formal equality to substantive equality” ([27], para. 14).
The disability rights movement has taken the theoretical analysis of interconnected human rights a
step further by appreciating the intersections between human rights theory, feminism, critical theory,
critical disability studies, and the notion of embodiment [14,22]. Disability theory responds to the
documentation of the mechanisms and effects of discrimination, marginalisation, inequality and
exclusion [38,39]. The direct involvement of people with disabilities in the drafting of the CRPD also
underpins the human rights logic expressed in the CRPD [2]. The CRPD recognizes social and legal
exclusion as the basis of discrimination against people with disability (author’s emphasis). The CRPD
is oriented toward social and legal inclusion and recognises social and legal inclusion as a tool for
reintegration in society.

The emphasis in the CRPD on inclusion and participation is evident in the “social model of
disability”, the requirement of equal access and equality before the law, the inclusion of reasonable
accommodation and the overarching concern with participation in society as a measure of social
change ([38]; [40], p. 15). Recognition of the barriers experienced by people with disability has
informed the new approach. In CRPD terms, inclusion is the key to the realisation of human rights
for people with disabilities. CRPD principles point to the proposition that the starting point for all
decisions or procedures in the law and elsewhere is the involvement of people with disabilities [14].

3. The Facts of RP’s Case

This section provides a brief summary of the facts in RP’s case based on the European
Court of Human Rights (ECrtHR) judgment [26]. As is noted above, RP was a young woman
of 21 years of age with a mild intellectual disability who gave birth to a 27-week-old premature
baby ([26], para. 7). RP had not known she was pregnant and was not in a relationship with the
father of the child ([26], para. 7). She lived with her family in modest circumstances. The family was
“known” to the health authority. RP’s baby had serious health problems requiring 24-hour intensive
care. RP visited the hospital and participated in the care of her child but did not establish a good
rapport with hospital staff ([26], para. 8). The staff reported that she “only” attended for 1-2 hours a
day and seemed unable to complete basic care tasks ([26], para. 9). It appears that the health authority
did not view other family members as suitable caregivers. It is not clear from the documentation
whether the practical and emotional difficulties any young woman would face in RP’s situation were
considered. The local authority was concerned about RP’s ability and motivation to care for her child,
and conducted a “parenting assessment” ([26], para. 10). The baby was placed in temporary foster
care. Over the following seven months, RP participated in parenting education and supported contact
visits. Following another parenting assessment, the health authority instigated care proceedings for
permanent foster placement, contrary to RP’s (and her family’s) wish to keep her child ([26], para. 11)
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In anticipation of the care proceedings, it was arranged that RP be represented by a publically funded,
independent solicitor. After their initial interaction, RP’s solicitor raised serious concerns about RP’s
ability to understand the advice she was given ([26], para. 12). RP’s “capacity to instruct” was assessed
by a clinical psychologist, who advised the appointment of a guardian ad litem or litigation guardian.
In English law, the appointment of a litigation guardian, pursuant to the Mental Capacity Act is
the responsibility of the Official Solicitor ([41], s51(2)(e)). The role of the litigation guardian is to
represent a person who lacks instructional capacity on a best interests basis ([26], para. 13). RP’s
original (independent) solicitor was appointed as her guardian ad litem.

The care proceedings resulted in the permanent placement of RP’s child. RP appealed
unsuccessfully in the UK courts. The Official Solicitor did not oppose the making of the care order.
Acting in accordance with the best interest obligation, therefore, the litigation guardian did not put
RP’s case to the court nor contest the evidence ([20], p. 68). RP and her mother, father, and brother
subsequently brought parallel applications before the ECrtHR, with the Equality and Human Rights
Commission (United Kingdom) intervening [26]. RP argued, unsuccessfully, that her rights under
Articles 6, 8, 13 and 14 of the European Convention on Human Rights (ECHR) had been breached [42].
While the ECrtHR accepted that RP had litigation capacity for its purposes, the court found that the
earlier appointment of the guardian was appropriate; that further assessment of RP's capacity had
been taken during proceedings; that there were appropriate and effective means in place to enable
RP to challenge the involvement of the guardian; that it would not have been practical to review RP’s
capacity in the courts; that the solicitor had taken proper steps to make RP aware of the involvement
of the Official Solicitor and the nature of the guardian’s role; and that the guardian solicitor was
not obliged to advance the argument desired by RP, or to ensure that her views were put to the
court ([26], paras. 69-76; [43]). Curiously, the CRPD was mentioned in support of the court’s findings
but was not discussed at length [44].

4. CRPD Based Analysis

Article 13—Access to justice

1. States Parties shall ensure effective access to justice for persons with disabilities on an
equal basis with others, including through the provision of procedural and age-appropriate
accommodations, in order to facilitate their effective role as direct and indirect participants,
including as witnesses, in all legal proceedings, including at investigative and other
preliminary stages.

2. In order to help to ensure effective access to justice for persons with disabilities, States
Parties shall promote appropriate training for those working in the field of administration
of justice, including police and prison staff.

Article 13 (Access to justice) requires States Parties “to ensure effective access to justice for persons
with disabilities on an equal basis with others” [1]. This is to be achieved “through the provision
of procedural and age appropriate accommodations”, applies to “all legal proceedings” and to both
direct and indirect participatory roles ([1], Article 13(1)). As is noted above, RP was excluded from
participation in the legal proceedings in the UK on the basis that she lacked instructional capacity.
While Article 13 is silent about the notion of instructional capacity, CRPD General Comment lindicates
that it is correct to read Article 13 in tandem with Article 12 [4,5,27].

Article 12 invokes the proposition that people with disabilities should never be excluded from
participation in legal proceedings on the basis of disability. According to General Comment 1, “(d)enial
of legal capacity must not be based on personal traits such as gender, race, or disability, or have the
purpose or effect of treating the person differently” ([27], para. 9). Moreover, while individuals may
have different cognitive capabilities, a person’s lack of mental capacity must never be the basis for a
denial of legal capacity ([27], paras. 13-14). This means that both direct and indirect discrimination
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on the basis of disability are not permitted under the CRPD. Tests for mental capacity offend the
principle of indirect discrimination because they will have a disproportionate impact on people with
cognitive impairment ([27], para. 9). The principle of indirect discrimination, therefore, creates a
conundrum for the operation of laws that rely on determinations of mental capacity. If capacity testing
is unacceptable, how will the law operate? Answering this question requires a close examination of
the text of Article 12.

4.1. Article 12(1)—Recognition as a Person before the Law

1. States Parties reaffirm that persons with disabilities have the right to recognition
everywhere as persons before the law.

Article 12 is pivotal to the CRPD’s conception of social and legal inclusion. Article 12(1) affirms
the universal right to “recognition everywhere as persons before the law” without exception or
limitation ([3], p.124).

4.2. Article 12(2) on an Equal Basis with Others

2. States Parties shall recognize that persons with disabilities enjoy legal capacity on an
equal basis with others in all aspects of life.

Article 12(2) recognises that “persons with disabilities enjoy legal capacity on an equal basis with
others in all aspects of life” [1]. Legal capacity refers to the dual concepts of legal standing (where
the person who is recognised as a holder of rights) and legal agency (where the person is recognised
as being able to “create, modify or end legal relationships” ([27], para. 12; [45], p. 23). A person with
legal standing is entitled to the full protection of his or her rights by the legal system. Legal capacity
therefore encompasses the right to be recognised as a person before the law and the subsequent right
to have one's decisions legally recognised [3]. In CRPD terms, protection of the law is not sought
through withdrawal from the law, but through active participation in legal processes. In short, the
CRPD promotes a radical revision of the law. Its approach stands in contrast with laws that operate
on the assumption that mental incapacity is a threshold requirement or necessary precondition of
legal capacity.

Article 12(2) recognises that people with disabilities are frequently denied legal capacity on
discriminatory grounds ([27], para. 8). Typically, legal capacity is denied on the basis that the person
has a disability (the status approach), that the person makes an unpalatable decision (the outcome
approach) or that the person’s reasoning is faulty (the functional approach) ([27], para. 15). A key
difficulty for the CRPD approach to universal legal capacity is that modern legal systems promote
functional tests of capacity as enlightened, objective standards that are capable of equal application
to all people ([27], para. 9). RP’s case illustrates Amita Dhanda’s substantive point that capacity
assessments are typically overlaid with discriminatory attitudes and practices [2]. The first instance of
discrimination in RP’s case was the erroneous assessment of capacity.

4.3. The Assessment of Capacity in RP’s Case

In English law, the relevant standard for capacity is found in Articles 2 and 3 of the Mental
Capacity Act 2005 (UK) [41]. The standard for instructional capacity is found in the Court of Appeal
decision of Masterman-Lister (Masterman-Lister v Brutton & Co (Nos 1 and 2)) [46].

Article 2 (1) of the Mental Capacity Act states:

For the purposes of this Act, a person lacks capacity in relation to a matter if at the material
time he is unable to make a decision for himself in relation to the matter because of an
impairment of, or a disturbance in the functioning of, the mind or brain.

Article 3 (Inability to make decisions) of the Mental Capacity Act states:
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(1)  For the purposes of Section 2, a person is unable to make a decision for himself if he
is unable—

(a)  tounderstand the information relevant to the decision,

(b)  to retain that information,

(c) to use or weigh that information as part of the process of making the
decision, or

(d)  tocommunicate his decision (whether by talking, using sign language or any
other means).

(2) A person is not to be regarded as unable to understand the information relevant
to a decision if he is able to understand an explanation of it given to him in a way
that is appropriate to his circumstances (using simple language, visual aids or any
other means).

(8)  The fact that a person is able to retain the information relevant to a decision for a short
period only does not prevent him from being regarded as able to make the decision.

Article 3 represents a codification of the common law of capacity as developed in the English
case law in the second half of the twentieth century, and is a standard that has been adopted in most
Anglo-American jurisdictions [47,48].

In Masterman-Lister (Masterman-Lister v Brutton & Co (Nos 1 and 2)), Lord Justice Chadwick
considered how instructional capacity should be assessed. His Honour stated that capacity must
be assessed contemporaneously and in relation to the relevant transaction or decision “What is
required is the capacity to understand the nature of the transaction involved when it is explained” ([46],
per Chadwick L] at para. 58). His Honour continues:

...the test to be applied, it seems to me, is whether the party to legal proceedings is capable
of understanding, with the assistance of such proper explanation from legal advisors
and experts in other disciplines as the case may require, the issues on which his consent
or decision is likely to be necessary in the course of proceedings. If he has capacity to
understand that which he needs to understand in order to pursue or defend a claim, I can
see no reason why the law whether substantive or procedure should require the imposition
of a next friend or guardian ad litem...([46], per Chadwick L] at para. 75).

According to Chadwick L], a person is considered able to understand the information relevant to
the decision if he or she can understand an explanation about that information in broad terms and
simple language. Moreover, he or she should not be regarded as unable to make a rational decision
merely because it is not a decision that another person with ordinary prudence would make.

In RP’s case, a clinical psychologist assessed her instructional capacity independent from the
informational context. The psychologist’s report concluded that RP had a significant learning disability,
stating that:

Because of the difficulties [RP] has in understanding, processing and recalling information,
I believe that she will find it very difficult to understand the advice given by her solicitor.
She will not be able to make informed decisions on the basis of this advice, particularly
when this involved anticipating possible outcomes. It would be appropriate for the Official
Solicitor to become involved ([26], para. 13).

This passage indicates that the clinical psychologist applied an incorrect legal test. Many
individuals who are permitted to instruct solicitors have a general understanding of the objectives and
purpose of legal proceedings, but would be unable to follow the detail of legal argument. To provide
expert advice on such matters is the very purpose of seeking legal advice. The discriminatory basis
of RP’s assessment is evident. First, an assessment of capacity should never occur in isolation from
the information that is relevant to the decision. Second, there should always be an opportunity for
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explanation. Finally, the psychologist placed the bar of understanding too high. What is required is an
ability to understand the general nature of the transaction.

4.4. Substituting RP’s Judgement

The consequence of the determination that RP lacked instructional capacity was the appointment
of a substitute decision maker in the form of a guardian ad litem. Once the guardian was appointed,
RP was considered to be a “protected party” and was barred from giving instructions ([26], para. 28).
One of the major achievements of CRPD General Comment 1 is the clear definition of what constitutes
substitute decision-making. Substitute decision-making occurs when:

(a)  The legal capacity of the person is removed;

(b) A substitute decision maker is appointed by another person without the consent or
approval of the person with a disability; and

(c) The substitute decision-maker is required to make decisions on a best interest
basis ([27], para. 27).

Substitute decision-making, as defined in the General Comment, is contrary to CRPD principles.
In RP’s case, the appointment of guardian ad litem was made without RP’s knowledge or consent,
because RP was never effectively informed that the appointment had been made. RP believed
(mistakenly) that the solicitor was acting as an independent advocate, when, in fact, the solicitor
had been appointed as the litigation guardian. The failure to effectively inform RP that she was subject
to special arrangements lies at the heart of procedural justice deficit in the justice process.

4.5. Best Interests

The special arrangement also involved the substitution of RP’s wishes with a best interest test.
CRPD General Comment 1 makes it clear that “(T)he ‘best interests’ principle is not a safeguard which
complies with Article 12 in relation to adults” ([27], para. 21). It states that “the ‘will and preferences’
paradigm must replace the ‘best interests’ paradigm to ensure that persons with disabilities enjoy the
right to legal capacity on an equal basis with others” ([27], para. 21). RP was represented in the care
proceeding by a litigation guardian on a “best interest” basis. Aside from the immediate observation
that the CRPD does not support a best interest approach, the court’s discussion of best interests reveals
that in RP’s case, RP’s best interests were conflated with the best interests of her child. As is the norm
in the Official Solicitor’s scheme, RP’s child was not represented in the proceedings. The matter of the
child’s representation is a separate issue that is beyond the scope of this article. However, in RP’s case,
the Official Solicitor appeared to interpret the responsibility of the litigation guardian as including
consideration of the best interests of the child. It was assumed that it was in RP’s best interests for the
child’s best interests to dictate the outcome of the proceedings. The conflation of best interest between
mother and child reveals the role that an ideal standard of motherhood played in determining the
outcome. That the legal actors involved were willing to interpret RP’s most intimate responses to the
experience of motherhood, in her absence and without consultation, and with full knowledge of her
desire to mother the child, encapsulates the loss of dignity that is concomitant of the denial of legal
capacity. Both the UK court and the ECrtHR accepted without question the appropriateness of the
substitute decision-making arrangement.

4.6. Article 12(3)—The Obligation to Provide Support

3. States Parties shall take appropriate measures to provide access by persons with
disabilities to the support they may require in exercising their legal capacity.

The CRPD’s answer to the traditional system of substitute decision-making is the introduction of
“measures to support legal capacity”. The CRPD requires all substitute decision-making arrangements
to be replaced by supported decision-making. The requirement in Article 12(3) is expressed as
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the requirement that individuals with disabilities are entitled to “support...in exercising their legal
capacity” [1] The CRPD debate has tended to focus on “supported decision-making” in its various
forms rather than the idea of “support for legal capacity” which has a broader meaning [4]. Support
for legal capacity should enable persons with a disability to exercise their legal capacity and should
otherwise give effect to the decisions of people with disabilities. Measures of support for capacity
encompass “informal and formal support arrangements of varying types and intensity” ([27], para. 17),
with the overarching requirement that such arrangements are suitable for the person, desired by them
and subject to appropriate safeguards in accordance with Article 12(4) ([27], para. 20).

In RP’s case, the independent solicitor was appointed as her guardian ad litem. RP argued that
she was never informed of the appointment. At the time, she believed that her solicitor continued to
act on her behalf. RP claimed that no one explained the situation to her. She did not know that she
could challenge the determination of capacity or challenge the appointment of the Official Solicitor.
The Official Solicitor claimed that RP was informed of these matters by way of a standard letter that RP
received in the post ([26], paras. 14-15). The letter set out the legal matters and the consequences of the
determination that RP lacked instructional capacity. The letter was written in complex and technical
language. It seems strange that such a letter was posted to a person who is known to have a learning
disability, as a means of communication. In the absence of a verbal or plain language explanation,
it seems unlikely that RP could have understood the information in that form.

It cannot be concluded that because RP did not understand the letter, she lacked the capacity
to understand the information. Rather, it illustrates the importance of appropriate explanation and
support. Without appropriate explanation, most people are unable to understand complex legal
concepts. It is significant in the context of the letter that consideration of RP’s functional literacy
appears to be absent. Moreover, because RP continued to have some contact with her solicitor, she
assumed the original instructing relationship continued. In the absence of a proper explanation of the
changed relationship, RP was prevented from considering how best to proceed, or whether to seek
additional assistance. She was not made aware that the scheme allowed for the appointment to be
revoked if there was a challenge to the determination of capacity, if it were determined that the person
had capacity, or it was determined that the person had regained capacity. Without such information
and advice, RP was effectively prevented from triggering the “safeguards” that were embedded in the
Official Solicitor scheme. The practices of the Official Solicitor rendered the rights embedded in the
scheme illusory.

4.7. Article 12(4)—Safeguards

4. States Parties shall ensure that all measures that relate to the exercise of legal capacity
provide for appropriate and effective safeguards to prevent abuse in accordance with
international human rights law. Such safeguards shall ensure that measures relating to
the exercise of legal capacity respect the rights, will and preferences of the person, are free
of conflict of interest and undue influence, are proportional and tailored to the person’s
circumstances, apply for the shortest time possible and are subject to regular review by a
competent, independent and impartial authority or judicial body. The safeguards shall be
proportional to the degree to which such measures affect the person’s rights and interests.

RP’s case illustrates the importance of surrounding “measures that support capacity” with
appropriate safeguards as outlined in Article 12(4). The question of how the safeguards requirement
in 12(4) should be satisfied is yet to be fully addressed in the CRPD literature [3,4]. Article 12(4)
safeguards require that measures supporting legal capacity are directed toward recognition of the
person’s “rights, wills and preferences”. Article 12(4) therefore speaks to the quality of support
relationships and mechanisms. It aims to ensure that interactions with the people with a disability
are free “from fear aggression threat deception or manipulation” ([27], para. 22). It contemplates the
introduction of both formal and informal arrangements to monitor such relationships.

50



Laws 2016, 5,13

A similar point was made in the submissions of the Equality and Human Rights Commission
(United Kingdom) to the ECrtHR. The Commission submitted that:

...Articles 6, 8 or 14 could be breached if limitations were placed on a learning-disabled
litigant’s right of access to a court which were not strictly necessary, or if a litigation friend
did not take sufficient positive steps to ensure that the specific needs and interests of such
a parent were properly taken into account. In particular, it was important that strong
procedural safeguards existed to ensure that the parent’s views were properly, fully and
fairly advanced before the court. In order for this to be the case, it was essential that
decisions about the parent’s litigation capacity should not be taken on the basis of a joint
report part funded by an opposing party in family litigation; that the question of capacity
be kept open, with a formal institutional /legal mechanism for it to be challenged by the
learning-disabled person and reviewed if any evidence suggested it could be wrong or that
the position had changed; and that the case put forward by the Official Solicitor or other
litigation friend should be focused solely on the needs of the parent ([40], para. 60).

In RP’s case, the Official Visitor scheme included processes of appeal and review. Such processes
are a typical feature of many statutory schemes and are commonly referred to as safeguards. To what
extent such mechanisms constitute effective safeguards, sufficient to satisfy 12(4), is a matter of
evaluation. In RP’s case, the safeguards in the Official Visitors scheme were rendered meaningless by
the absence of appropriate decision-making support for RP.

4.8. Reasonable Accommodation
Article 2 (Definitions)

Reasonable accommodation means necessary and appropriate modification and
adjustments not imposing a disproportionate or undue burden where needed in particular
case, to ensure to persons with disabilities the enjoyment or exercise on an equal basis with
others of all human rights and fundamental freedoms.

Articles 12(3) and 12(4) mandate special, positive measures for the support of legal capacity,
governed by the requirement of “reasonable accommodation” [1] (Article 2 Definitions).

Considered in light of RP’s case, the reasonable accommodation requirement imposes a positive
obligation to provide specific measures that support RP’s legal capacity and secure her participation
in the legal proceedings [32]. Under the reasonable accommodation principle, RP would have been
entitled to additional explanation, communication and support with respect to all legal decisions
and processes. Maintaining RP’s effective role in the legal proceedings could have been achieved
by (i) providing an adequate explanation to RP of her legal circumstances and implications of the
clinical psychologist’s determination that RP lacked litigation capacity; (ii) ensuring that RP had the
opportunity to challenge the determination; and (iii) ensuring that RP was properly represented by an
independent solicitor or advocate.

Without limiting the range of possible solutions that might be found, the following suggestions
address the practical implications of the obligation to provide support outlined in the previous
paragraph. The first point could be achieved by ensuring that there was a “legal interpreter” or an
advocate who would assist RP to understand her legal situation. The second point could be achieved by
ensuring that an independent opinion was sought, and that the determination of capacity was reviewed
by an independent authority or tested in a court of law. The third point could be achieved by enabling
RP to appoint an independent solicitor who was willing to advocate on her behalf. The deciding factor
should be the strategy preferred by RP.

5. Discussions

Tom Tyler’s work emphasises the importance of considering the perspective of the person who is
at the centre of the legal process [30]. Considered in light of the CRPD, procedural justice principles
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provide a framework for implementing Article 13 obligations. Understanding the philosophical
underpinnings of the CRPD assists in appreciating the way in which Article 12 and 13 combine
to extend the principle of universality to individuals with disability through the requirement for
support and participation. In RP’s case, the determination of incapacity resulted in her exclusion
from the legal process. The absence of legal standing was interpreted as a requirement that RP be
removed from participation in the proceedings. It was assumed that her current thoughts, opinion
and aspirations were irrelevant. Article 12 indicates that the person’s legal capacity must always be
respected. The person must always be involved. If a person is not involved, the CRPD requirement
of making decisions in accordance with the “rights, will and preferences” is difficult to meet. If they
are not involved, only the person’s past preferences are available for consideration, not their current
views or their response to changing circumstances. In RP’s case, once it was determined that she
lacked instructional capacity, she was no longer viewed as a participant in the proceedings in any
meaningful way. RP’s preference for the child to be placed in her care was made known to the court,
but not pursued. Her second preference, that the child be placed with her family, was dismissed
from the outset. RP was never involved in active discussions about possible options and solutions.
This dynamic suggests that as the adversarial format of all legal proceedings is modified by active
negotiation between the parties or is imbued with mediation strategies, the disadvantage associated
with exclusion from legal proceedings on the grounds of incapacity is increased.

The argument advanced in this article is that the CRPD should be interpreted in light of critical
theory’s challenge to the reification of disembodied “reason” or rational capacity as the defining
characteristic of the human personality. The human person in modern philosophy is imbued with
social, cultural and emotional experiences and relationships [49]. Accepting a proposition of relational
autonomy allows for a reading of Article 12(2) that challenges the conclusion that only independent
rational beings are entitled to participate in the law. Instead, the contextualised perception of each
individual is recognised as part of subjective reality that must be incorporated into the legal landscape.
In RP’s case, the practical consequence of the determination of incapacity was that RP did not
participate in the original legal proceedings. The European Court of Human Rights compounded the
legal exclusion by basing its decision on an assessment of the outcome of the earlier proceedings, not
on the processes that should have ensured RP’s access to justice. A procedural justice focus would
have altered the court’s reasoning.

RP’s case highlights a point of conceptual confusion associated with the notion of mental capacity.
Threaded through disability related literature is a persistent inference that one’s “mental capacity”
is a fixed attribute that can be determined objectively without reference to the decision-making or
informational context. This is out of step with the CRPD and with the modern law of capacity. Mental
capacity must always be determined in the context of the provision of relevant information and in
a way that takes into account the particular circumstances of the person. The CRPD recognises that
“understanding” is never a stand-alone concept. It is influenced by a person’s ability to receive and
comprehend, in the sense of “make sense of”, the information. For example, a person who is frightened
or stressed may be unable to hear or comprehend basic instructions. A person may not comprehend
information that is provided in an unfamiliar language. Information may be incomprehensible if it
is related to knowledge or facts that are unknown. In short, mental capacity is always subjective,
information driven and context dependent. A failure to comprehend does not indicate an inability to
do so, but points to possible deficits in the information or its delivery.

Article 12 is important because it requires the law to engage with the subjective, contextual
nature of decision-making. It requires support measures that are tailored to the needs of each
individual. Above all, CRPD based decision-making requires the involvement of people with
disabilities. A re-orientation toward support for legal capacity as required by the CRPD can be
summarised as the shift toward the principles of support, participation and procedural justice. CRPD
requirements cannot be met unless the person is present and involved. When support is understood in
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the light of the principle of participation, the basic proposition in modern law that people who lack the
requisite understanding should not be permitted to participate in the law evaporates.

6. Conclusions

In RP’s case, the interaction between Article 12 and Article 13 occurs in the context of Article 6
(Women with disabilities). Article 6 recognises that “women and girls with disabilities are subject
to multiple discrimination” ([1], Article 6). It requires states parties to take measures to ensure the
full and equal enjoyment by the name of all human rights and fundamental freedoms ([1], Article 6).
RP is multiply disadvantaged. She is far from the ideal rational legal subject of classical liberal theory.
Feminist legal scholarship has long observed that when “freedom” is inscribed as the inalienable and
inherent right of a legally privileged, atomistic, individual citizen, the call to equality will inevitably
challenge basic precepts in the law ([19], p. 22). RP’s case underscores this observation. Eilionoir Flynn
and Anna Artstein-Kerslake argue that the CRPD requires “a radical rebalancing of autonomy and
protection” ([3], p. 127). This article has argued that the radical rebalancing required by the CRPD is
one that secures the effective, voluntary participation of people with disabilities in the legal process.
RP was not in need of protection in the traditional sense. She was in need of effective, accessible,
honest, information. She was in need of support for her legal capacity. She was in need of support
from her family, who were also excluded. Had the necessary information been provided to her, in a
timely way, a more suitable legal outcome may have been reached, and the ongoing litigation avoided.
In retrospect, it can be seen that the (erroneous) determination of instructional incapacity not only
excluded RP from the legal proceedings, but reinforced the initial premise of the proceedings which
was the assumption that RP was and always would be, an unsuitable mother. The determination
of instructional incapacity foreshadowed and secured the pre-ordained outcome—that RP’s child
would be permanently placed with another family. From a CRPD perspective, if appropriate support
had been provided, RP could have taken her place as an active participant in the legal proceedings.
Ultimately, it is her right to legal capacity that underpins her right to access to justice on an equal basis
with others.
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Abstract: The United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) was
the first legally binding instrument explicitly focused on how human rights apply to people with
disability. Amongst their obligations, consistent with the social model of disability, the Convention
requires signatory nations to recognise that “ ... persons with disabilities enjoy legal capacity on
an equal basis with others in all aspects of life” and mandates signatory nations to develop “ ...

appropriate measures to provide access by persons with disability to the support they may require in
exercising their legal capacity”. The Convention promotes supported decision-making as one such
measure. Although Australia ratified the UNCRPD in 2008, it retains an interpretative declaration in
relation to Article 12 (2, 3, 4), allowing for the use of substituted decision-making in situations where
a person is assessed as having no or limited decision-making capacity. Such an outcome is common
for people with severe or profound intellectual disability because the assessments they are subjected
to are focused on their cognition and generally fail to take into account the interdependent nature
of human decision-making. This paper argues that Australia’s interpretative declaration is not in
the spirit of the Convention nor the social model of disability on which it is based. It starts from the
premise that the intention of Article 12 is to be inclusive of all signatory nations’ citizens, including
those with severe or profound cognitive disability. From this premise, arises a practical need to
understand how supported decision-making can be used with this group. Drawing from evidence
from an empirical study with five people with severe or profound intellectual disability, this paper
provides a rare glimpse on what supported decision-making can look like for people with severe
or profound intellectual disability. Additionally, it describes the importance of supporters having
positive assumptions of decision-making capacity as a factor affecting supported decision-making.
This commentary aims to give a focus for practice and policy efforts for ensuring people with severe
or profound cognitive disability receive appropriate support in decision-making, a clear obligation of
signatory nations of the UNCRPD. A focus on changing supporter attitudes rather than placing the
onus of change on people with disability is consistent with the social model of disability, a key driver
of the UNCRPD.

Keywords: UNCPRD; supported decision-making; severe or profound cognitive disability; human
rights; decision-making capacity

1. Introduction

The United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) is
not only the first human rights treaty of the twenty-first century, it is the first legally binding
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instrument that explicitly provides an explanation of how human rights can be applied to people
with disability [1]. Although Australia ratified the Convention in 2008, it included an Interpretative

“

Declaration specifically relating to Article 12. An interpretative declaration is, . a unilateral
statement, however phrased or named, made by a State or an international organization, whereby
that State or that organization purports to specify or clarify the meaning or scope of a treaty or of
certain of its provisions” ([2], p. 21). Australia’s Interpretative declaration relating to Article 12 states:
“Australia declares its understanding that the Convention allows for fully supported or substituted
decision-making arrangements, which provide for decisions to be made on behalf of a person, only
where such arrangements are necessary, as a last resort and subject to safeguards” [3]. Substituted
decision-making occurs where “guardians and administrators [are] appointed to make decisions in
the ‘best interests’ of the person concerned” ([4], p. 26). Australia’s interpretative declaration has the
effect of enabling Australia to retain laws that use substituted decision-making in situations where
a person is believed to have no or limited decision-making capacity, denying them their right to
legal capacity. Because such an assessment outcome is common for people with severe or profound
intellectual disability, Australia’s declaration has the effect of excluding them from the protections
promised under Article 12. It is important to note that at the time at which Australia created the
Interpretative Declaration, the theory around supported decision-making and understanding of
Article 12 was in its infancy. There is a clear need to incorporate contemporary understandings of
supported decision-making, the social model of disability, and Article 12, into practice and legal reform
particularly in relation to those with more severe cognitive disability.

The UNCRPD promotes supported decision making as the vehicle by which people with
disabilities can exercise their legal capacity to the greatest extent possible [1]. Considering its clear
relationship with supported decision-making it is important to operationally define legal capacity, as it
is conceptualised in this paper. Legal capacity is a universal human attribute enshrined in law. It allows
a person to be recognised as a person before the law [1]. Accepting the right to legal capacity as a given,
this paper’s focus is on the more practical construct of decision-making capacity. Decision-making
capacity is conceptualised within the context of this paper as a person’s ability to lead a self-directed
life with support. It is acknowledged that while the term “decision-making capacity” is not considered
synonymous with the notion of legal capacity, where a person is perceived to have decision-making
capacity, they are more likely to have their right to legal capacity, under Article 12 realised.

From here on the term severe or profound intellectual/cognitive disability is used to describe
those who are the focus of this paper. Over the last two decades, philosophies that have emerged within
disability culture generally have discouraged the use of labels to describe people with intellectual
disability for fear of their individuality being buried within stereotypes. Despite these views, there
is a compelling argument for using specific language to signal the unique, and poorly understood,
support needs of people with severe or profound cognitive disability. Although the use of a label
does not take precedence over seeing the person first, an explicit acknowledgment of their needs is
necessary if they are to receive the significant support they require to lead a self-determined life.

People with severe or profound intellectual disability require support in most aspects of
their lives. They generally communicate informally using nonverbal behaviours such as facial
expression, gesticulation, vocalisations, eye gaze and touch. They have difficulty understanding formal
communication such as speech, sign, written text, pictures, or photos. In addition to communicating
informally, many people with severe or profound intellectual disability communicate unintentionally.
This means, they appear unaware that their actions can have an impact on their environment. This
means that for effective information transfer communication partners infer meaning from the person’s
behaviours, an activity acknowledged in the intellectual disability related literature as an ambiguous
and subjective task [5-7].

While research and practice guidance focused on Article 12 and supported decision-making
for people with mild to moderate cognitive disability and mental illness is emerging [8-11], such
guidance is clearly lacking for people with severe or profound cognitive disability. There are likely
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to be numerous reasons for this lack of empirical attention. Firstly, within an Australian context,
while an interpretative declaration allowing for substitute decision-making for people with severe or
profound cognitive disability is in place, there is no legislative incentive for researchers to work toward
enhancing this group’s capacity to lead self-directed lives. Moreover, there is less ambiguity around
the intention of Article 12 for people with milder as opposed to more profound cognitive disability,
making research with this group less attractive. Flynn and Arstein-Kerslake, examining the granting
of personhood through the permitting or denying of legal capacity, have articulated this, describing
people with severe/profound cognitive disability as the “hard cases” ([12], p. 98). Additionally, a lack
of empirical attention maybe due to widely-held prejudices regarding people with severe or profound
cognitive disability’s ability and right to be supported to lead self-directed lives [13,14].

These beliefs regarding people with severe or profound cognitive disability’s ability and right to
be supported to lead self-directed lives maybe rooted in the premise that a person’s ability to make
and communicate decisions is characterised solely by a set of cognitive based pre-requisites, such as
an ability to understand abstract notions of causality. These cognitive skills are seen as independent of
environmental factors such as support from family and friends [15]. These beliefs are emphatically
rejected within the social model of disability [16-18]. Clough ([18], p. 31) argues that this focus on
individualised cognitive skills “fails to accord with the reality of human interdependence” Moreover,
Kittay argues that although the phenomenon of human interdependence is considered acceptable
within the non-disabled community, for people with the most profound disabilities different rules
apply. Rather than being embraced, their dependency on others is exceptionalised as problematic and
in order to be recognised as having a human right to lead a self-directed life, they are expected to
measure up to standards of cognitive capacity not applied to the rest of the population [17].

Such a focus on cognitive as opposed to ecological barriers to self-determination is exemplified in
the medical model of disability and is in direct conflict with the social model, firmly embedded
within the UNCRPD. The social model of disability promotes that the barriers and enablers to
self-determination exist well beyond an individual, and are constructed by the society in which a person
lives. Such an ecological view of self-determination is consistent with a supported decision-making
approach, and places the onus of change on supporters, rather than those being supported. Brayley
reflects Kittay’s views calling for a system of law that moves away from this focus on cognition,
to one that universally recognises that a person’s legal capacity (and consequently their recognition as
a person) does not rest on their individual cognitive capability but on the quality of support available
to help them to make decisions [19]. Beamer and Brooks articulated this view half a decade before the
drafting of the UNCRPD stating that:

The starting point is not a test of capacity, but the presumption that every human being
is communicating all the time and that this communication will include preferences.
Preferences can be built up into expressions of choice and these into formal decisions. From
this perspective, where someone lands on a continuum of capacity is not half as important
as the amount and type of support they get to build preferences into choices. ([20], p. 4)

There is little doubt that the cognitive approach to the granting of legal capacity underlies
Australia’s interpretative declaration in relation to Article 12. As described such an approach is
reflective of the medical as opposed to the social model of disability. Considering the importance
of the social model of disability within the drafting of the UNCRPD, it can be argued that while
it continues to have an interpretative declaration with regard to Article 12 in place, Australia is
contravening the Convention. McSherry further articulates this concern suggesting that while the
universality of Article 12 is not recognised Australia is not acting within the spirit of the Convention [4].
Reinforcing these concerns, in 2014 the UN Committee on the Rights of Persons with Disabilities
shared this view, articulating that it was “...concerned about the possibility of maintaining the regime
of substitute decision-making, and that there is still no detailed and viable framework for supported
decision-making in the exercise of legal capacity ... The Committee recommends that the State
party [Australia] uses effectively the current inquiry process to take immediate steps to replace
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substitute decision-making with supported decision-making and provides a wide range of measures
which respect the person’s autonomy, will and preferences and is in full conformity with article 12
of the Convention” [21]. In response to the UN Committee’s report, the Australian Law Reform
Commission (ALRC) mirrored the Committee’s concerns in its 2014 Inquiry and Report, Equality,
Capacity and Disability in Commonwealth Laws [22]. In its report the Commission emphasised the
universality of the right to lead a self-directed life, suggesting that the understanding articulated in the
Australian Declaration does not comprehend the true intention of Article 12, which extends beyond
the provision of supported decision-making to include measures that respect a person’s autonomy,
will and preferences. The notion of ‘will and preference’, which is particularly relevant to people
with severe or profound cognitive disability is explicitly mentioned in Article 12 (4) of the UNCRPD,
indicating the Article’s clear intention to be inclusive of this group. In its report the ALRC pays explicit
attention to the exclusionary impact this lack of understanding of the intention of Article 12, has on
people with severe or profound cognitive disability [22].

2. Empirical Study Methodology

This paper draws on research with five people with severe or profound intellectual disability and
their support networks [23,24]. Each participant and their support network participated in a supported
decision-making process [25]. This process provided a lens through which to observe and characterise
the phenomena of supported decision-making and identify practical strategies for the realisation of
Article 12 for this group. An interpretative, multiple case study design was used, and interview, focus
group, questionnaire and observation data were collected and analysed.

The process of gaining ethics approval for this study was complex. There is ample discussion
in the literature regarding the vulnerability of people with severe to profound cognitive disabilities
when participating in research [26,27]. The HREC that evaluated the research proposal had particular
concerns relating to obtaining consent from research participants with cognitive disability. The
researcher spent considerable time with the HREC discussing these concerns, particularly the ethical
question around whether to exclude this group from the study and its associated benefits or obtain
proxy consent from people who know them well. A decision was made to obtain proxy consent from
those who knew the participants well, using the principles of supported decision-making embedded
in the study itself. It is important to note that there is concern in the literature around the validity of
proxy reporting with regard to the expression of personal preferences [28,29]. McVilly et al. (2000)
stated, “overall research findings to date indicate a need for caution when interpreting proxy-based
data” ([29], p. 60). Heeding these concerns, those providing proxy consent were required to adhere
to the principle of assent, an important characterisation of supported decision-making methodology
used in the study. That meant any consents obtained by proxy were required to be accompanied by
nonverbal indications that the person was comfortable participating in the study, and as mandated
by the National Human Medical Research Committee (NHMRC) any indication at any time over the
course of the study of refusal to participate had to be respected [30].

3. Empirical Study Findings and Implications

3.1. Characterising Supported Decision-Making for People with Severe or Profound Cognitive Disability

There is no doubt that supported decision-making for people with severe or profound cognitive
disability is likely to look different than for other members of the population, but it is also undeniable
that decision-making is a mandated right for all citizens living in jurisdictions that are signatory to
the UNCRPD. This begs the question of “what is decision-making” for this group, or perhaps more
usefully framed, “what is supported decision-making?”

An analysis of the study’s data provided a characterisation of supported decision-making for
people with severe or profound intellectual disability, in terms of two distinct but interdependent
roles. The data highlights the roles played by (a) the person with a disability (supported); and (b)
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the supporters in the supported decision-making process. The role of the person with a disability
in this dynamic was to express will and preference, either intentionally or unintentionally, using a
range of communication modalities, including behaviour, vocalisation, vocal pitch, muscle tone, facial
expression, eye movement, and physiological reactions (e.g., changes in breathing patterns). The role
of supporters within this dynamic is to respond to the expression of will and preference of those they
support. Within this decision-making dynamic, supporter responsiveness, as opposed to focus people’s
expression of preference, is the component that is amenable to change through structured practice
guidance, making the enablement of responsiveness a crucial strategy for supported decision-making.

3.2. Supporter Responsiveness

The act of supporter responsiveness is not well examined in the research literature, and therefore,
is poorly understood. The data collected evidenced that supporter responsiveness to the expression
of will and preference of those they support is a multi-faceted activity, made up of a number of
tasks. These tasks include acknowledging, interpreting and acting on the expression of will and
preference of those they support. The study has highlighted, that although each of these tasks are
important, none of them in isolation, characterise responsiveness. Rather, supporter responsiveness
was observed to be reliant on the implementation of these tasks collectively. To respond, firstly
supporters acknowledged /noticed, as opposed to ignored, expressions of preference, secondly, they
interpreted these expressions of preference, assigning meaning to them, and thirdly they acted on
this meaning.

In addition to the previous characterization, key factors underlying supporter responsiveness
to the will and preference of people with severe or profound intellectual disability within
a supported decision-making context were identified and examined. These factors were clustered
into five overarching domains, (1) focus person’s attributes; (2) supporter attitudes and perceptions;
(3) relational closeness; (4) functioning and make up of circles of support; and (5) characteristics of
the service system. A discussion of each of these factors is beyond the scope of this paper, and will be
reported elsewhere. The remainder of this paper will focus on one identified theme, the association
between supporter responsiveness to expressions of will and preference and the views they hold
regarding the ability of those they support to lead self-directed lives. This emphasis on supporter
responsiveness to the expression of preference of those they support is consistent with the social model
of disability (embedded within the UNCRPD), where the onus of change is not on the person with
a disability, but rather, the environment of which they are a part.

3.3. Supporters’ Views Regarding the Ability of Those They Support to Lead Self-Directed Lives

The literature highlights a widely held belief that concepts relating to self-determination and
autonomy are irrelevant to people with cognitive disability, because they have limited ability to
lead self-directed lives [31-35]. “Historically, people with an intellectual disability have been
assumed to be incapable of exercising the sort of control over their own lives which others take for
granted” ([32], p. 362). Jenkinson and Nelms made the point: “since by definition intellectual disability
is characterized by significant impairments in adaptive behaviour, discretion, social competence,
and comprehension of own self-interest, the temptation has been to presume total incompetence in
decision-making” ([36], p. 199). Ward and Stewart, referring to people with intellectual disability,
stated “it is often assumed that they are eternal children, unable to speak on their own behalf and
therefore not competent to make their own decisions” ([34], p. 305). This negative perception of
the ability of those they support to lead self-directed lives is particularly apparent for people with
severe or profound cognitive disability. Wehmeyer, Agran and Hughes surveyed over a thousand
teachers regarding their understanding of self-determination of their students. They reported that the
severity of a student’s disability influenced these teachers’ perceptions of the self-determination of their
students. Specifically, teachers working with students with severe or profound intellectual disability
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rated the capacity of their students to make decisions significantly lower than their colleagues working
with students with milder intellectual disability [37].

The value of supporters having a positive perception of the ability of those they support to
lead self-directed lives is reflected within the research literature. This literature provides evidence
that people are more likely to lead self-determined lives, when those who support them have
a positive view of their ability to lead self-directed lives [38,39]. Reviewing over one hundred articles,
Harchik et al. (1993) concluded that people who are expected to express choice and preference are more
likely to behave autonomously, be happy, and exhibit positive as opposed to negative behaviour [38].
Rawlings et al. (1995) conducted a participant observation study of four women with intellectual
disability. They concluded that supporters who presume those they support can guide the decisions
that are made about them are likely to be willing and able to “encourage, recognise and respond
to expressions of choice” ([39], p. 143). In contrast, Antaki et al., drawing from their analysis of
interactions between staff and fifteen people with intellectual disability, report that the negative
perceptions of the capacity of a person to guide their own decisions, is one factor responsible for
reducing the opportunities people with intellectual disability have for decision-making [40]. The
impact of supporters” assumptions regarding a person’s ability to lead a self-directed life is not only
reflected in the research literature relating to people with intellectual disability, but also that related to
acquired brain injury (ABI). Drawing from two case studies and the research literature, Knox ef al. (2013)
discuss the impact of clinicians holding negative assumptions regarding decision-making for people
with ABI. They suggest that negative assumptions held by rehabilitation professionals that people
with ABI cannot participate in decisions is a factor that influences the self-determination of their
patients [41].

The importance of positive perceptions of a person’s ability to lead self-directed lives is not only
reflected in the research literature, but in principles guiding contemporary law and policy. For example,
the UNCRPD promotes an assumption of decision-making capacity [1], while the English and Welsh
Mental Capacity Act 2005 (MCA), has as its first principle, a need for supporters to assume a person
has decision-making capacity [42]. This focus on the need for a change in supporter attitudes, rather
than a change in people with disability, is reflected in the social model of disability, solidly embedded
within the UNCRPD.

Findings from my research further highlights the importance of supporters having positive
perceptions of the ability of those they support to make decisions. Supporters who held such
perceptions, predominantly demonstrated greater responsiveness to expressions of will and preference
overall, than those who did not hold these beliefs. Considering the value of supporter responsiveness
within a supported decision-making process, this finding is legally and practically important.
It reinforces the value of inclusion of principles such as “a person must be assumed to have capacity”,
in legal frameworks such as the UNCRPD [1] and the English and Welsh Mental Capacity Act [42].
In practice, it points to a need for supporters having a belief in the universality of decision-making
capacity, inclusive of those with severe or profound cognitive disability.

4. Conclusions

Australia’s interpretative declaration regarding Article 12 of the UNCRPD, allowing for
substituted decision-making, stems from a belief that some Australians, such as those with severe
or profound cognitive disability, are not capable of having their will and preference reflected in the
decisions made about them. This paper has challenged this view, providing a characterisation of
supported decision-making for people with severe or profound cognitive disability.

Supported decision-making for people with severe to profound intellectual disability is
an interdependent and complex process carried out between supporters and supported. Within
this dynamic, both parties contribute differently. The person facing the decision contributes by
expressing their will and preference, using a range of informal communication methods such as body
language, facial expression, gesture, and physiological reactions (e.g., changed breathing patterns).

61



Laws 2016, 5, 6

Supporters contribute to the process by responding to these expressions of will and preference,
through acknowledging (as opposed to ignoring), interpreting and acting on this expression. Effective
supporter responsiveness was found to be most likely when supporters had a positive view of the
decision-making capacity of those they supported.

This paper calls for an emphasis on legislative, policy and practice guidance that aims to enhance
supporters’ understanding that a person’s ability to lead a self-directed life is universal, as relevant
to people with severe or profound cognitive disability as those with milder disability. The findings
reported in this paper, point to the value of this emphasis in enhancing supporter responsiveness to
a person’s will and preference, an essential component of supported decision-making. Such a focus
is consistent with the social model of disability, a construct that is core to the UNCRPD, where
the onus of change is not on the person with a disability, but the environment of which they are
a part. This environment includes the perceptions supporters hold regarding a person’s ability to lead
a self-directed life, and therefore have access to supported approaches to decision-making. Without
this focus, the promises of Article 12, and the recommendations of the ALRC report, are likely to
remain a pipe dream for people with severe or profound cognitive disability and their supporters.

Due to their complex lives decision-making is obviously challenging for people with more severe
cognitive disability. However, if signatory nations to the UNCRPD are to live up to their obligations
under Article 12, interpretative declarations, such as Australia’s need to be abandoned, and significant
attention needs to be paid to how best to support all citizens to have their preferences heard and
reflected in the decisions that are made about their lives, both practically and within the context of
law reform.
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Abstract: Coercive treatment with antipsychotic drugs was commonly used in German psychiatric
institutions until it became a topic of substantial medical, legal and ethical controversy. In 2011
and 2012, several landmark decisions by Germany’s Constitutional Court and Federal Supreme
Court challenged this practice in all but life-threatening emergencies. In March 2013, the new legal
provisions governing coercive treatment took effect allowing coercive medication under stricter
criteria. While mainstream psychiatry in Germany resumed the use of coercive medication, although
less frequently than before 2012, there are examples where clinicians put an even greater emphasis
on consensual treatment and did not return to coercive treatment. Data from a case study in a local
mental health service suggest that the use of coercive medication could be made obsolete.

Keywords: coercive treatment; human rights; psychiatry; Germany; constitutional court;
UN convention

1. Introduction

Coercive use of antipsychotic medication is common in psychiatric institutions and usually affects
people with severe mental illness [1,2]. Nevertheless, few studies into the rationale, frequency and
effects of coercive medication have been conducted. While there is a remarkable absence of randomized
trials on coercive antipsychotic treatment in hospitals, the use of community treatment orders has been
studied in an experimental design in the UK and was found not to be effective in reducing relapse and
readmission to hospital [3].

In 2011, Germany’s Constitutional Court declared the regulations on coercive treatment in
two German states (Rhineland-Palatine and Baden-Wurttemberg, 2 BvR 882/09 and 2 BvR 633/11)
unlawful, which effectively stopped coercive antipsychotic treatment in these parts of Germany [4].
It was not the view of the Constitutional Court that coercive treatment per se was unconstitutional but
rather that the criteria under which it could be given were far too wide. In 2012, Germany’s Federal
Supreme Court followed these rulings (XII ZB 99/12, XII ZB 130/12) [4] and extended the ban on
coercive antipsychotic treatment across Germany, when it found the regulations governing coercive
treatment in German guardianship law unconstitutional.

An outcry of protest, amongst others from Germany’s professional association for psychiatry [5],
led to changes in federal law allowing coercive treatment [6] under strict criteria (impaired capacity,
prior attempts to reach consensual treatment, treatment is necessary to avert serious damage to the
patient’s health, least restrictive option, expected benefit exceeds the expected adverse effects).

Additional procedural safeguards were put in place, such as an assessment by a second opinion
doctor and the option for the patient to go through an appeal process before treatment is commenced.
In 2013, against fierce protest from users’ organizations and a small minority within the psychiatric
profession [4], these changes in guardianship law were passed by the German Bundestag.
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Between the decisions by Germany’s Federal Supreme Court in June 2012 and the amendments in
guardianship law passed by the Bundestag in January 2013 Germany was left without a law governing
coercive treatment in psychiatry in all but life-threatening emergencies. The legal hiatus applied to
both people with and people without capacity to consent to the treatment. Doctors were left with
section 34 of Germany’s criminal code, which allows action in justified emergencies (Rechtfertigender
Notstand) to avert an imminent danger (similar to self-defense).

However, this section is not regarded as a justification for treatment of mental or other illness,
and will only be used in exceptional circumstances, for example rapid tranquillization in a hospital
emergency department, when the delay incurred to make a formal application and to call a judge
would infer serious health risks.

The debate in public and in parliament [7] revealed an absence of data on the rationale, frequency,
form and effect of coercive treatment in Germany’s psychiatric hospitals. In small studies, coercive
treatment is reported in 2%-8% of inpatients of psychiatric hospitals [8]. There is some data however,
on the use of detention in hospitals and on the use of mechanical restraint (being strapped to a bed
frame), physical restraint (being held down by staff), and seclusion (being locked in a small room).
These vary considerably from hospital to hospital (between 2% and 10% of inpatients) [9] and between
German states [10], suggesting perhaps that the use of coercion reflects the institutional culture rather
than a variation in patient behavior for example between rural Bavaria and urban Hamburg.

At the same time on an international stage, combating human rights abuses in mental health
care was identified as the “single most important priority for global mental health” ([11], p. 362). The
2015 first report of Germany by the UN Committee on the Rights of Persons with Disabilities [12]
expressed serious concerns on Germany’s compliance with the UN Convention and called on German
authorities to acknowledge torture, inhuman and degrading treatment in psychiatric institutions and
to end substitute decision making in German Guardianship proceedings.

Nevertheless, the legal void created by the court decisions did not prompt a huge interest in the
research community to study this unique opportunity. Some observations were made and will be
described in this paper.

2. Methods

A benchmark project [10] established in 1994 involves a network of psychiatric hospitals
voluntarily submitting their data on the use of coercion in their institutions. These data will be
reviewed against data on the use of coercive treatment in a group of hospitals in Bavaria since 2014 [13].
Furthermore, in an attempt to shed some light on institutional cultures some more detailed data will be
presented from one institution with an uncommon approach to violence and coercion in mental health
care. These data will highlight areas for further research and consideration of standard clinical practice.

In this paper a narrow definition of coercion is used. Included are: physical restraint (holding
someone down), mechanical restraint (strapping someone to a bed frame), seclusion (locking someone
in a room) and coercive medication (medication being administered against the declared will and/or
with physical force).

3. Results

3.1. Data on Coercion in Mental Health Institutions in Germany

Prior to the Constitutional Court decisions of 2011, coercive medication could be administered to
those patients being detained in psychiatric institutions under German mental health laws without an
additional judicial procedure. As long as an individual was detained in hospital by a court of law, he
or she could be treated against his or her will. The decision on involuntary medication was left to the
treating physician.

Soon after the Constitutional Court rulings, some psychiatrists reported an increase in violence
and other coercive measures in their hospitals as they felt unable to control their patients” disruptive
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behavior when these patients objected to treatment with antipsychotic medication. Flammer and
Steinert looked at the network data and concluded that with the court rulings of 2011 and the ban on
coercive antipsychotic medication, other forms of coercion were used more frequently in a defined
group of patients, those with psychotic disorders, and presumably in situations where coercive
medication was not permitted anymore [14]. They also reported significantly more violent incidents in
patients with a diagnosis of psychosis (+44%).

Recently, data from a group of psychiatric institutions in Bavaria suggested that coercive
medication under the new 2013 rules is used for 0.5% of inpatients [13]. This may well represent a
less frequent use compared to pre-2011 data indicating coercive medication in 2%-8% of inpatients [8],
as the new rules from 2013 introduced stricter criteria and additional safeguards regarding its use: a
separate judicial procedure, a second opinion given by a doctor who is independent from the institution
where the patient is detained and procedural requirements involving a separate court hearing.

3.2. Data from Heidenheim Mental Health Service

In a case study on a smaller level but over a longer time period, observations in a psychiatric
department of a general hospital in South-West Germany allow for a more detailed narrative. The
Heidenheim Department of Psychiatry serves a population of 130,000 in a small town and rural part of
Baden-Wurttemberg. Against the mainstream of German psychiatry, coercive antipsychotic medication
was not reintroduced with the new law in 2013, but remained obsolete since the 2011 court rulings.

Before 2011, coercive medication was used in 2-5 cases per year, thereby affecting up to 0.4% of
inpatients. Compared to the data of the pre 2011 studies quoted above [8], this appears low and may
well represent the therapeutic culture of this institution. The department, from its beginnings in 1995
operated an open-doors policy. There are no locked wards, voluntary and detained patients are being
treated on open wards. All members of staff are trained in de-escalation, the department is a member
of the above mentioned network of hospitals aiming to reduce coercion in mental health care. The
department does not use seclusion rooms to contain disruptive behavior.

The hospital keeps detailed records of violent behavior of inpatients, of the use of coercion
(according to the network definitions) and the use of antipsychotic medication. Violent incidents
are defined as incidents where disruptive behavior by a patient leads to painful or harmful physical
contact with another patient or member of staff (for example: when a cup is thrown and hits a wall,
this is not a violent incident. If the cup hits a person, this will be counted. Threatening language is not
counted; kicking, beating, pulling hair are counted).

For the data on antipsychotic medication, defined daily doses (DDDs) according to the WHO
Collaborating Centre for Drug Statistics Methodology are used. This accounts for the different dose
ranges of various antipsychotics. Some antipsychotics are used in a dose range between 2-12 mg,
others between 100-900 mg. From the amount of each antipsychotic used within one year by a hospital
department, defined daily doses can be calculated and added up. This allows a quantification of
the use of medication of a certain group (antibiotics, antidepressants, antipsychotics, efc.) within a
defined period.

Contrary to assumptions made by mainstream psychiatry and within the hospital network, the
frequency of violent behavior (Table 1) and the frequency of other forms of coercion (mechanical
restraint, Table 1) did not increase in Heidenheim once coercive use of antipsychotic medication was
abandoned. During this period however, a shift in the therapeutic culture led to a reduction in the use
of antipsychotic medication of more than 40% (Figure 1).

67



Laws 2016, 5, 15

Table 1. Violent incidents and mechanical restraint in Heidenheim Psychiatric Department 2009-2015.

Percentage of Inpatients Subject

Violent Incidents to Mechanical Restraint

2009 30 32
2010 49 3.1
2011 38 45
2012 21 52
2013 14 5.4
2014 31 4.8
2015 19 29
18,000
16,000 /
14,000 /
12,000 /k
10,000 -
8,000 - ‘ ,
6,000 -
4,000 -
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0 : — : : : -
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Figure 1. Defined Daily Doses of antipsychotic medication in Heidenheim Psychiatric
Department 2009-2014.

It appears unlikely that these data result from a different mix of diagnoses treated in this
hospital, as the population served by the institution, the number of inpatients (between 1250 and
1300 admissions per year) and the distribution of recorded diagnoses has largely remained the same
during the period from 2009 to 2015.

4. Conclusions

Constitutional court rulings in Germany sparked a lively debate on the use of coercion in
psychiatric institutions. Welcomed by users’ organizations, the court rulings stipulated additional
efforts in the field of human rights and mental health care. Germany’s largest professional organization
for psychiatry and psychotherapy responded with the formulation of an ethical position on autonomy
and coercion in mental health care [15].

National and local data during the legal void between 2011 and 2013 and thereafter suggest that
giving up coercive medication is not straightforward and problems arise when one form of coercive
treatment (coercive medication) is stopped but other forms of coercion (restraint) and violence in
psychiatric institutions increase. This was observed in several mental health services.

The data from one mental health service in south-west Germany go against this trend. In this
service, giving up coercive medication did not coincide with an increase in another form of coercion
(restraint or seclusion). Also, the service did not observe an increase in violent behavior and managed
to reduce the use of antipsychotic medication substantially. On a cautious note, the data from a
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small-town/rural area may not be representative for mental health services in urban areas. Yet, the data
cover a time period of several years and may well offer an opportunity to study complex interventions
aimed at reducing coercion and violence in mental health care and to formulate best-practice models.

A further limitation to the research is that compulsory treatment was abolished, but compulsory
detention was not. It may well be the case that while people were not legally coerced, they were well
aware that if they wanted to get out, they would have to follow medical advice. Case reports about
what happened in clinical situations without the option of coercive medication provide an insight into
the institutional culture of this service [4].

From a human rights perspective, the German experience of the brief hiatus in the legal sanction
of coercive medication from 2011 (in some parts of Germany, from June 2012 across Germany) to 2013
was largely disappointing. Little research was conducted until the new law was passed. There are
however promising experiences, albeit on a small scale, which suggest that a reduction in the use of
coercive treatment is possible under strict legal regulation.

An important barrier to accessing mental health services in high income countries is the stigma
involved with mental illness and mental health services. Efforts to reduce stigma have been largely
unsuccessful [16]. Stigma may be an obstacle in reporting human rights abuses ([11], p. 371). One
might argue that reducing coercion in mental health services will help to reduce the stigma of mental
illness and mental institutions. A mental health system treating everyone with care, dignity and
respect would eventually earn respect from all corners of the community.
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Abstract: Despite the standards set out by the United Nations Convention on the Rights of Persons
with Disabilities (CRPD), states are reluctant to put an end to substitute decision-making regimes
all at once. Persons with mental health problems are particularly affected by such regimes that are
instituted by independent authorities through legal capacity proceedings. In order to allow the
person to express their will and preferences throughout the proceedings, the right to be heard is of
primary importance for the person concerned. The objective of this paper is to review the essential
support mechanisms as well as procedural accommodations for the implementation of an equal and
effective right to be heard for persons with mental health problems. Fulfilling the right to be heard in
legal capacity proceedings is a step towards more individualized regimes that promote the autonomy
of the person.

Keywords: mental health; legal capacity proceedings; right to be heard

1. Introduction

This paper addresses the gap between current practices regarding legal capacity as well as
substitute decision-making and the standards set out by the United Nations Convention on the Rights
of Persons with Disabilities (CRPD), from a procedural point of view. Most, if not all, state parties to
the CRPD still legally allow for the possibility to restrict a person’s legal capacity and appoint a third
person who is able to take decisions in the “best interests” of the person concerned regarding property,
finances or other personal matters (such as housing) ([1]; [2], p. 25). Such legal capacity proceedings are
also known as proceedings regarding guardianship, curatorship, and protection of adults. According
to the first general comment of the CRPD Committee, interpreting Article 12 of the Convention,
guardianship constitutes substitute decision-making and must be abolished ([3], paras. 9, 29).

Throughout legal capacity or guardianship proceedings a person’s capacity is generally assessed
or the assessment made by a medical doctor evaluated. Although capacity assessments might be
necessary in certain cases of compulsory intervention as “the recognition of equal human dignity
may sometimes require limits on the right to self-determination” [4], these assessments as well as
involuntary treatment proceedings, that are usually regulated in separate mental health laws, are not
the primary focus of the study.

Indeed, this article specifically focuses on the right to be heard for persons with mental health
problems in legal capacity proceedings. A variety of terms are used for people with mental health
problems or psychosocial disabilities. According to the European Agency for Fundamental Rights
and in the absence of a common terminology, we will refer to them as “persons with mental health
problems” ([5], p. 10).
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We start by referring to increasing critical commentary on the interpretation of Article 12 by the
CRPD Committee and by highlighting the discrepancies between the CRPD Committee and national
practices regarding legal capacity. We focus on how authorities appoint external decision-makers
and look at previous studies that show a lack of participation on the part of persons concerned in
proceedings. Then we set out what is understood as the right to be heard and its significance from the
person’s perspective. We further analyze what would be required for the implementation of an equal
and effective right to be heard and look at whether the identified components are legally provided
across a sample of eight countries in Europe. We argue that if a person is effectively heard in legal
capacity proceedings, there is an increased probability that the competent authority will adopt least
restrictive, individualized measures and thus promote the autonomy of persons concerned. These
procedural issues, as noted in Article 13 of the CRPD, are non-negligible in light of current practices
and the powers conferred to authorities dealing with the legal capacity proceedings. These authorities
are legal or administrative bodies composed of a single decision-maker or multidisciplinary panel.

2. Background

The purpose of the Convention on the Rights of Persons with Disabilities is to promote, protect
and ensure the full and equal enjoyment of all human rights and fundamental freedoms by all persons
with disabilities, and to promote respect for their inherent dignity. The Convention applies to persons
who have long-term physical, mental, intellectual or sensory impairments, which in interaction with
various barriers may hinder their full and effective participation in society on an equal basis with others.
Adopting a human rights perspective on mental health, the Convention places a particular emphasis
on individual autonomy and freedom to make one’s own choices. Furthermore, the CRPD underlines
the importance of support for and inclusion of adults in decisions affecting them ([6], Article 1).

Article 12 of the CRPD on the right to equal recognition before the law is pivotal in this regard as its
second paragraph establishes a right to the enjoyment of legal capacity for persons with disabilities on
an equal basis with others. Legal capacity has generally been defined as consisting of two components:
legal standing—the right to be a holder of rights and duties—and legal agency—the right to act
upon these rights and to have them recognized by law [7]. Article 12.3 further states that all persons
should be given access to support in order to exercise the right to legal capacity, i.e., supported
decision-making regimes must be available to all. This is confirmed by the interpretation of Article 12
given by the first general comment of the CRPD Committee. The Committee also underscored that
legal capacity and mental capacity are distinct concepts: mental capacity refers to the decision-making
skills of a person, which naturally vary from one person to another and may be different for a given
person depending on many factors, including environmental and social factors; but legal capacity
does not vary and is a human right ([3], paras. 9, 29). Finally, the Committee states that “persons with
cognitive or psychosocial disabilities have been, and still are, disproportionately affected by substitute
decision-making regimes and denial of legal capacity” and explicitly calls for the abolishment of
guardianship and other forms of substitute decision-making regimes ([3], paras. 9, 29).

Recently, the professional mental health community, as well as legal practitioners and academics
have come out in opposition to this strong interpretation of Article 12 [8-11]. These comments
acknowledge that the CRPD is exemplary in many respects and underline the importance of
promoting the human rights of persons with disabilities and opposing paternalistic forms of substitute
decision-making that ignore the views of persons with disabilities. However, it is increasingly being
argued that the ambiguities of the CRPD, especially in light of General Comment 1, are highly
problematic for progress towards the rights of persons with disabilities. In addition, it is argued that
this Comment failed to give a balanced interpretation of article 12.

Even though some states parties have modified their legal capacity laws, they have been reluctant
to discontinue guardianship and other substitute decision-making regimes all at once. Indeed,
upon ratification of the Convention, several states made declarations or reservations with regard
to Article 12 of the CRPD. These states expressed their intention to follow the Convention in a way
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that allows for restrictions of legal capacity in certain circumstances, for example in cases where
protective measures “are necessary, as a last resort and subject to safeguards” [12]. Complying
with the standards as interpreted by the CRPD Committee is thus proving to be a challenge at
the national level. Currently, no jurisdiction in the world can claim to be fully compliant with
Article 12 of the CRPD, and countries still regulate proceedings instituting substitute decision-making
regimes [1,2], which allow a decision-maker to make decisions for the person based upon what is
believed to be in “the best interests” of the person concerned, even if opposed to the person’s will and
preferences ([3], paras. 27-28). This despite the clear language of article 12.4:

States Parties shall ensure that all measures that relate to the exercise of legal capacity
provide for appropriate and effective safeguards to prevent abuse in accordance with
international human rights law. Such safeguards shall ensure that measures relating to the
exercise of legal capacity respect the rights, will and preferences of the person (...)

Article 12.4 is clear that the state cannot proceed in a manner that is against a person’s will
and preferences. The general comment further strengthens this by insisting that that the ‘will and
preference’ test must replace the ‘best interests’ test to ensure that persons with disabilities enjoy the
right to legal capacity on an equal basis with others ([3], paras. 27-28).

It is argued that “the first thing that a political authority should do is to put in the supports that
enable individuals to make decisions, rather than take away this opportunity and do the easier thing
of letting another person make the decision for them” ([13], p. 90). This opportunity is often removed
in legal capacity proceedings conducted by independent authorities, generally judicial authorities such
as courts or tribunals. Procedural rights operate as safeguards throughout these proceedings, and this
is where Article 13 of the CRPD comes into play. It establishes a right to an equal and effective access
to justice for persons with disabilities, which includes being able to participate in the proceedings.
An equal participation means that no distinction, exclusion or restriction on the basis of disability which
has the purpose or effect of impairing or nullifying participation may occur ([6], Article 2). An effective
role as a direct or indirect participant in legal proceedings might require the provision of procedural
and age-appropriate accommodations as referred to in article 13. These accommodations are necessary
and appropriate adjustments made by the authorities in the justice system to treat a person as a subject
of rights and not as an object of protection ([14], p. 95). However, accommodations should not impose
a disproportionate or undue burden on the authorities ([6], Article 2). Implementing an equal and
effective right to be heard would provide persons with support in order to allow them to express their
will and preferences in legal capacity proceedings. Read in conjunction with Article 12, persons with
mental health problems should thus be guaranteed the necessary support and accommodations in
order to participate in proceedings, including legal capacity proceedings ([15], p. 103).

Legal proceedings on mental health issues are often not perceived to be fully inclusive of the
person concerned. Previous studies demonstrate a lack of participation and empowerment of persons
with mental health problems in judicial decision-making processes as well as too much decision-making
power granted to legal authorities, which perhaps places excessive emphasis on protection and not
enough on the autonomy of the person concerned ([16], p. 10; [17], p. 168). Authorities are reported
as lacking awareness of the importance of the roles of power and powerlessness and focusing on the
illness rather than the person ([18], p. 43; [19], p. 138). Finally, authorities are thought to perform their
activities as formal routine and face-to-face interviews between the person with the mental health
problems and the legal authority are exceptional [20]. A kind of mutual alienation is thereby created
between competent authorities and the persons involved ([21]; [22], p. 578). Although most of these
studies concern legal proceedings on involuntary psychiatric admission or treatment, the findings
can be compared to what would prevail in proceedings on legal capacity as these deal with similar
questions regarding a person’s decision-making capacity.

Discrepancies can thus be noted between the legal standards set out in the CRPD and the current
situation. While the paradigm shift from substituted to supported decision-making has not been
implemented in states parties, in this paper we depart from the current state of procedural practices to
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consider how the participation of persons with mental health problems might be strengthened by a
more rigorous enforcement of the right to be heard. Also, we ask whether this right can contribute to
promoting autonomy, or in other words, whether the essence of individual autonomy can be preserved
by minimizing decisions taken on behalf of persons with mental health problems.

3. Right to Be Heard

The right to be heard has had recognition at the international level. Although the entry into
force of the CRPD superseded other instruments such as the 1991 United Nations Principles for the
Protection of Persons with Mental Illness and the 1999 Council of Europe, Committee of Ministers
Recommendation No R(99)4 on Principles concerning the Legal Protection of Incapable Adults, these
instruments outlined various procedural safeguards for mental health related proceedings, such as the
“right to attend, participate and be heard personally in any hearing” [23] or “the right to be heard in
person in any proceedings which could affect his or her legal capacity” [24]. These instruments have
had a major impact on legal capacity laws and proceedings across Europe.

More recent human rights developments regarding the right to be heard can be found throughout
case law of the European Court of Human Rights (ECtHR) as referred to within this article. However,
we start by establishing what we understand as the right to be heard and its significance from the
perspective of the person concerned by legal capacity proceedings.

3.1. Main Characteristics of the Right to Be Heard

The right to be heard and express one’s views relates to the active inclusion of the person
throughout proceedings and is essential for effective participation ([25], p. 11). It implies that the
person needs to be allowed to express her concerns and experience that what is said is taken into
consideration in the decision-making process ([18], pp. 34, 37; [22], p. 574; [26]). Rather than the
expression of concerns, within the scope of this article and in alignment with the CRPD, we understand
the expression of a person’s will and preferences related to the matters discussed in legal capacity
proceedings as constitutive of the right to be heard. It requires competent authorities to personally
meet with adults with mental health problems who are the subject of a case and to talk with them
rather than about them ([14], p. 49). The person is thus part of the proceedings and able to influence
its results through the articulation of their will and preferences. It does not mean, however, that the
outcome of the proceedings will align with the will of the person, as the competent authorities are the
ones taking the decisions.

The right to be heard needs to be distinguished from the right to be informed or consulted.
Informing the person does not actively involve her in a decision-making process and is purely an act
of providing someone with facts or information. Consulting goes a step further than informing as the
person is actively asked for information or advice. Nevertheless, the facts or information provided by
the person do not need to be taken into account, and so consultation can be carried out “purely for the
politically correct but ultimately vacuous purpose of legitimizing decisions” [27].

3.2. Significance of the Right to Be Heard

Being heard and given the opportunity to participate in legal capacity proceedings is of significant
importance for the persons whose rights are affected by the proceedings. Indeed, legal authorities
provide people with information about their standing both in the eyes of the law and in society
more generally ([28], pp. 443—-44). Perhaps no type of hearing more directly threatens a person’s
equal membership of society than proceedings in which legal capacity is at issue. These proceedings
touch upon the very essence of personhood and are key to accessing meaningful participation in
society as they deal with a person’s decision-making capacity. As stressed by the European Court
of Human Rights, “an individual’s legal capacity is decisive for the exercise of all the rights and
freedoms” [29,30]. Moreover, without the participation of the person with mental health problems
in decisions affecting them, the outcomes seem to be granted as largesse rather than obtained as of
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right [15]. Throughout its case law, the ECtHR underlines the importance of personal contact in legal
capacity proceedings, given the fact that that the person is both the interested party and the main
object of the court’s examination [29,31]. As a consequence, the Court stresses, “that strict scrutiny
(of the decision-making process) is called for where measures that have such adverse effect on an
individual’s personal autonomy, as deprivation of legal capacity has, are at stake” [32,33].

In addition, people are often most strongly affected by the procedures used to reach the outcomes,
or by the judicial process itself, rather than the outcomes themselves [28]. If persons feel that
they are able to participate in proceedings, that they are being treated with dignity and respect,
and if they view the authorities as trustworthy, then they are more likely to accept the court’s
decisions ([22], p. 573; [28], p. 439). Being heard and feeling that what is said is taken into account
by independent authorities, moreover, facilitates the acceptance of what might at times be highly
intrusive outcomes.

4. Components of an Equal and Effective Right to Be Heard

In what follows, we assume for the sake of the argument that everyone is capable of expressing
their will and preferences in some way, even where that expression is not easily understood and
support and accommodations are needed to facilitate this expression [34,35]. Similarly, the ECtHR
argued that “the fact that an individual has to be placed under guardianship because he lacks the ability
to administer his affairs does not mean that he is incapable of expressing a view on his situation” [36].
We review some of the main components required for the implementation of an equal and effective
right to be heard for persons with mental health problems, components that would facilitate the
expression of the person’s will and preferences. We then apply these components to a sample of
national laws in Europe in order to compare the actual state of statutory provision in order to assess
whether these provisions provide are feasible framework, given the current state of national practices.

4.1. Identification of Components

The components, as represented in Table 1, have been selected based on statutory indicators
provided by the European Agency for Fundamental Rights on the right to be heard for children ([25],
p- 14). Given that children may also need support and accommodation, these components were
selected because they seem relevant to legal capacity proceedings involving persons with mental
health problems. The selection and specification of the components was done based on a review of the
literature on participation in legal proceedings and the right to be heard as well as case law [14,15,37].
The result is a non-exhaustive list of support mechanisms and procedural accommodations, some of
which are general and apply to all citizens, while others are specific for persons with mental health
problems ([14], p. 45).

Table 1. Framework for an equal and effective right to be heard.

Concept Component

Right to be heard
Exclusion criteria do not depend on mental capacity
Right to representation
Person of trust
Most favorable setting
Multidisciplinary authority
Mandatory training

Equal and effective right to be heard

NN

4.1.1. Fulfilling the Right to Be Heard and Exclusion Criteria

First, we look at whether the right to be heard is statutorily provided and whether it contains
exceptions. The European Court held that persons are entitled to public oral hearings unless
exceptional circumstances justify dispensing with the hearing [38]. As mentioned earlier, the ECtHR
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emphasizes the importance of personal contact with the person concerned by the legal capacity
proceedings [29,31-33,39,40]. Exceptional circumstances have been accepted in cases where proceedings
concerned exclusively legal or highly technical questions [38]. The Convention on the Rights of the
Child (CRC) in turn provides that a child who is capable of forming his or her own views should be
provided the opportunity to be heard [41]. This provision does not depend on the decision-making
skills of the child. By analogy, exceptions to the right to be heard in legal capacity proceedings must not
depend on the mental capacity of the person if equality is the aim. This would constitute a functional
approach, which attempts to assess mental capacity and deny legal capacity accordingly. As stated
in the general comment, the functional approach may result in the determination that a person’s
decision-making skills are deficient, which leads to a denial of his or her legal capacity:

It is often based on whether a person can understand the nature and consequences of
a decision and/or whether he or she can use or weigh the relevant information. This
approach is flawed for two key reasons: (a) it is discriminatorily applied to people with
disabilities; and (b) it presumes to be able to accurately assess the inner-workings of the
human mind and, when the person does not pass the assessment, it then denies him or her
a core human right—the right to equal recognition before the law ([5], para. 15).

Applied to the right to be heard, such an exclusion from a hearing based on a person’s
decision-making skills would discriminatorily exclude persons with mental health problems from the
right to be heard. A contrario, the waiving of the right to appear and be heard must be established in
an unequivocal manner and be attended by minimum safeguards commensurate to its importance [42].
For similar reasons persons should not be forced to attend hearings if they reach an informed decision
not to.

4.1.2. Support Mechanisms: Right to Representation and Person of Trust

Secondly, support mechanisms and procedural accommodations might be required in order
to practically achieve equality and effectiveness and balance out prevalent power relations in legal
capacity proceedings. According to the first general comment of the CRPD Committee Comment,
support in the exercise of legal capacity in relation to access to justice can take various forms, including
recognition of diverse communication methods, allowing video testimony in certain situations,
procedural accommodations, the provision of professional sign language interpretation, and other
assistive methods ([3], para. 39). Regarding the right to be heard, we can distinguish between
support mechanisms at the individual level and procedural accommodations made at the court level.
By support mechanisms, we refer to the support of other persons during the proceedings, which can for
example take the form of assistance or representation by counsel or by a person of trust accompanying
the person throughout the proceedings and beyond.

In a recent judgment, the ECtHR emphasized that in cases of persons with mental health problems,
there is an obligation “to ensure afforded, independent representation” in order to fulfill the right of an
effective access to a court [43]. Indeed, without adequate representation, the right to equal and effective
participation in legal proceedings is likely to be void, especially in matters related to the practice of
guardians “as these can be particularly complex, intrusive or far-reaching” [44]. This goes hand in
hand with the right to information of the person and a sense of understanding as good preparation
with the person will contribute to effective participation and will allow counsel to stand alongside the
person and not in their place ([19], p. 136; [28], p. 495; [39]; [45], p. 97). Effective assistance by counsel
thus comprehends the representation of the will and preferences of the client [46].

Assistance from a person of trust, freely chosen by the person with mental health problems,
can enhance the person’s understanding of the proceedings, and make it more likely that the will of
the person will be expressed. A person of trust can come from the person’s social network or from
independent advocacy services. Care must be taken, however, to clearly distinguish the role of the
person of trust from that of counsel. Indeed, no undue burden should be put on persons in close
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relationships with the person with mental health problems ([47], pp. 141-42), and legal representation
should remain a mandate of the counsel. Nevertheless, the involvement of a person of trust increases
the consideration given to the family, friends, and support people including the appreciation of the
social network of persons standing before the legal authorities [48,49]. As such, it allows the competent
authorities also to take into account the perspectives of others affected by the decisions ([45], p. 100).

4.1.3. Procedural Accommodations: Most Favorable Setting, Multidisciplinary Authority and Training

Procedural accommodations, in the sense of necessary and appropriate adjustments in the
justice system, can also take various forms. One possibility is to adapt the setting of the hearing
to accommodate the person’s needs. Another way is to adapt the composition of the competent
authorities deciding about legal capacity, by using multidisciplinary panels. This adaptation facilitates
a collaborative exchange between members from different disciplines or walks of life. This may
also defuse some of the implicit power relations, where, for example too much weight was given to
the medical doctor’s opinion and not enough to the input from social workers who deal with the
persons on a day-to-day basis ([19], p. 138; [45], p. 89). Another procedural accommodation involves
explicitly training those working in the administration of justice to involve the person concerned in
the proceedings. In Article 13, the CRPD refers to the promotion of appropriate training for those
working in the field of administration of justice. Such training would allow, not just the panels of
deciding authorities, but also counsels and persons acting as guardians, “to be better informed about
the communication needs of clients with mental disabilities and the characteristics associated with
different mental disabilities” [44,50]. In addition, an appropriate training might contribute to avoid
the temptation to substitute the judgment of those working in the field of administration of justice
for the person’s judgment [50]. Finally, procedural accommodations can also be to set up less formal
proceedings with regular breaks ([14], pp. 4, 55). Although these accommodations might greatly
improve how these proceedings are conducted from a human rights perspective, without observational
studies, it is difficult to say whether this would be the result.

4.2. Application across Europe

We now apply this framework to countries in Europe to determine which components are already
statutorily provided. We selected Belgium (BE), the Czech Republic (CZ), England and Wales (E&W),
Finland (FI), Germany (DE), the Netherlands (NL), Spain (ES), and Switzerland (CH) as these countries
represent a good geographical coverage and a variety of legal traditions. All of these countries are
bound by the evolving standards of the ECtHR. We also took care to include countries that have
recently made modifications to their legislation and those that have not. It should be noted that only
the Netherlands and Finland have failed to ratify the CRPD, although for both countries they have
signed and expressed their intention to comply with its standards.

Table 2 sets out the results of the assessment by component and country. It starts by mentioning
the main sources used and the year of the latest revision relevant for this study. The legal provisions
expressing the right to be heard in legal capacity proceedings and the other components were found in
procedural laws of the eight countries. For the Czech Republic and Switzerland, the right to be heard
is set out in the substantial legislation on legal capacity while for Finland it is provided for in both
substantial and procedural legislation [51-54]. In England and Wales, it is the 2007 Court of Protection
Rules that provides guidance on this matter.

4.2.1. Fulfilling the Right to Be Heard

Overall, the regulations refer to a right to be heard in legal capacity proceedings, although this
can be given different formulations. Either the person literally has “the right to be heard” (Switzerland)
or the right “to exercise his or her right to be heard” (Finland), the court “shall hear” the person
(Finland, Germany), the person “will be heard” (Spain), is “convoked to be heard” (Belgium), is given
an opportunity to “share his opinion” (Netherlands) or “must have been seen” and his “statement
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heard” or “his opinion obtained” (Czech Republic). In England and Wales the court “may hear” the
person, so the right to be heard is not mandatory [51,55-62].

Table 2. Results of the assessment per component and per country.

Framework BE cz E&W FI DE NL ES CH
Act on
Judicial ~Civil Court (?f Guardianship ~ Proceedings Cg@e of Cf)dg of Civil
Protection . . B Civil Civil
Source Code  Code Rules Services Act  in Family Procedure  Procedure Code
2014 2014 2007 1999 Matters 1994 2015 2013
2009
Fulfilling the right to be heard ~ / v X v v Vv Vv v
Exclusion criteria do not
depend on mental capacity v v v x v v x v
Right to representation v vV v vV v vV vV vV
Person of trust vV vV X X v X X X
Most favorable setting v v x v v v x x
Multidisciplinary authority X X X X X X X v
Provision of training X x X x x X X x

4.2.2. Exclusion Criteria and Dependency on Mental Capacity

All countries provide for exceptions to the right to be heard. The Czech Civil Code states that the
person must be seen unless it is “impossible due to an insurmountable obstacle” [61]. The Spanish Code
of Civil Procedure states that the person will be heard if she has enough mental capacity [58]. In Finland,
a person without full legal capacity shall exercise the right to be heard if he or she has attained eighteen
years of age and is able to understand the significance of the matter [52-54]. In turn, the German
Act on Procedures in Family Matters specifically states that “in matters concerning custodianship,
the person concerned has the capacity to participate in the proceedings without consideration of his
capacity to contract” [57]. Capacity to participate is here separated from mental and legal capacity.

The Belgian Judicial Code states that the person’s opinion does not need to be asked in matters
related to legal capacity if the person is considered unable to share his or her opinion [59]. This
exception is not based on the inability to have an opinion but on the inability to share it. Other
exceptions are mainly related to a proportionality criterion or health reasons. In the Netherlands and
Switzerland for example, if a matter related to legal capacity is considered secondary or complementary,
the hearing does not need to take place, as this would be out of proportion [56,60]. The same reasoning
applies to the Finnish exception of the right to be heard, where no hearing needs to take place if the
petition is at once rejected as ill-founded [51]. In Belgium, Germany, and Finland, legal authorities
can also depart from the right to be heard if there is a risk of detriment to the health of the person,
if the hearing is impossible because of the condition of the person, or if it would cause her undue
inconvenience [51,57,59].

Consistent with ECtHR case law, exclusions to the right to be heard based on health reasons are
mostly determined by the opinion of a medical expert [31]. This is intended to guarantee that this
inability is based on an objective assessment. The ECtHR has questioned, however, the quality of
medical evidence used in domestic legal capacity cases ([15], p. 117; [31,32]). The CRPD implicitly
raises a concern about an overreliance on medical evidence for these determinations ([15], p. 118). It is
often all too easy to allege that an adult cannot understand the procedure in order to bypass his or
her right to be heard ([14], p. 53; [63], p. 43; [64]). There might, moreover, be a potential conflict of
interest if the medical doctor assessing the person’s ability to participate in the proceedings is the same
doctor who assesses legal capacity. The medical doctor then risks being both judge and party to the
proceedings, which violates the right to a fair trial by an independent authority.
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4.2.3. Right to Representation

In most countries, a right to representation is statutorily provided. This contrasts with previous
findings in other countries where minimal access to counsel is rarely mandated statutorily (or even
judicially). However, and although provided for in law, access to counsel is rarely implemented
in legal capacity proceedings [64]. Furthermore, the right to representation in legal capacity
proceedings is often conferred to public authorities, such as in the Czech Republic, England and
Wales, Finland, Germany, Spain, and Switzerland [53,56-58,61,62]. This raises questions with regard to
the independency of the representation. Accordingly, the CRPD Committee expressed its concerns
with regard to the “the designation of public defenders that treat the person concerned as if they lacked
legal capacity” asking whether these are not “patronizing measures” undermining effective support in
the decision-making process [65].

4.2.4. Person of Trust

Several countries allow for persons of trust to accompany the person concerned into legal capacity
proceedings while in Finnish courts more generally, family members can be appointed as support
persons in main hearings ([14], pp. 60-61; [53], Section 21). Only Belgium, the Czech Republic and
Germany however specifically refer to the possible participation of a person who the concerned person
trusts in their legislation ([57], Section 274 (4) 1; [59], Section 1243; [66]).

4.2.5. Most Favorable Setting

Five out of the eight countries regulate the possibility of letting the hearing take place at a more
favorable setting for the person than the courtroom. In Belgium and the Netherlands, the judge can go
to the place where the person resides or where he finds himself, and the German law also states that
the hearing can take place in the person’s usual environment [57,59,60].

In Finland, the hearing of the person can be arranged outside the main hearing of the court
if the person cannot appear in court without considerable inconvenience. In addition, given the
sometimes long distances to courtrooms in Finland, the possibility of video hearings is also legally
provided for, while the Czech law says that the person can elect the way of communicating his
opinion ([14], p. 58; [61], Section 56).

4.2.6. Multidisciplinary Authority

Only Switzerland has a multidisciplinary system, instituted when its modified legal capacity
legislation entered into force in 2013. The competent legal authority is composed of one legal member
able to guarantee a correct application of the law, and, depending on the litigated matter, two other
persons who must have the required psychological, social, pedagogical, accounting, actuarial, or
medical competencies. The decisions need to be made by at least three members, but the regions can
fix a higher number depending on the case ([56], Article 440). Such a system was implemented because
of the perceived increasing complexity of psychosocial problems involved in the “protection of adults”
and pursuant to the requirement that individualized measures be instituted [67]. The Swiss system
allows authorities to obtain a comprehensive understanding of the case. Finally, and although not
multidisciplinary, the English Court of Protection and the German Custodianship Court are specialized
legal authorities in the sense that they only deal with capacity related cases while authorities in the
other countries also deal with other legal matters.

4.2.7. Provision of Training

So far, none of the countries specifically regulate the promotion of training for persons working in
the field of the administration of justice and involved in legal capacity proceedings.
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4.3. Preliminary Conclusion

The application of our framework to a sample of countries in Europe shows that the overall
compliance with the statutory components of an equal and effective right to be heard is rather deficient.
A limitation here, however, is that we do not assess the concrete implementation of statutory provisions
such as the right to representation, on one hand, nor practices such as legal authorities who displace
themselves to the person despite the lack of legal provisions, on the other hand. Nonetheless, recently
modified legal capacity laws seem to be moving towards more participation of the person with mental
health problems in legal capacity proceedings. This is exemplified by the Swiss interdisciplinary legal
authorities and by the Belgian, Czech, and German provisions regarding a person of trust. Therefore,
it reinforces the idea that the selected components have the potential to be effectively implemented
and promote an equal and effective right to be heard for persons with mental health problems. How
this can contribute to the autonomy of the persons involved in the legal capacity proceedings is briefly
discussed in the final section.

5. Conclusions

This article did not go into the question of how authorities can legitimize decisions deviating
from a person’s will and preferences but rather provided a framework for the implementation of an
equal and effective right to be heard, a right we argued was particularly significant for the person
involved in legal capacity proceedings. As a further step in promoting the autonomy of the person, we
would also need to look at the significance of the right to be heard from the perspective of competent
authorities. Arguably, an effective hearing on legal capacity would require authorities to base their
decision about legal capacity from different perspectives, going beyond the medical certificate to other
evidence and documents in person’s file.

In previous years, results of court applications regarding legal capacity have been inflexible
and followed an “all or nothing” approach ([47], p. 139). Persons were either placed under plenary
guardianship regimes or not provided with any kind of protective measures at all. Competent
authorities were said to “rubberstamp the conclusions of the clinical experts”, and attorneys often
seemed to “act in concert with the judge and clinical experts” [68]. Today, the freedom to make one’s
own choices is given particular significance across international human rights instruments, most
especially the CRPD. This entails that there is a need to individualize the procedures used to make
legal capacity determinations, which, we have argued, can only be realized if an effective hearing
takes place.

The implementation of the proposed framework allows authorities to hear what a person’s will
and preferences are in relation to the discussed matters. In short, a person’s mental capacity cannot be
used solely to exclude her from a hearing. However, if considered necessary and to ensure that the
person is provided equal standing before the law, supportive, as well as procedural accommodations
need to be provided, such as trained multidisciplinary authorities and more favorable settings. Only in
this way can the person’s will and preferences be communicated and entail measures tailored to the
circumstances of each individual.

Individualized measures would be least restrictive of autonomy in as much as decision-making
capacity is preserved in all areas that do not require any type of protection or support. A proper
implementation of the proposed framework would thus contribute to closing the gap between the
current situation in countries and the standards set out by the CRPD, and to overcome the assumption
that, because of mental health problems, people lack will and preferences. In addition, these measures
lead to a fundamental rethinking of the foundations of guardianship proceedings ([15], p. 128).
As small steps pave the ways to change, an equal and effective hearing is one step in a gradualist
approach towards promotion of the autonomy of persons concerned by legal capacity proceedings.
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Abstract: Article 19 of the UN Convention on the Rights of Persons with Disabilities requires states
to ensure that disabled people can choose where and with whom they live with access to a range
of services including personal assistance. Based on qualitative research of the implementation
of Article 19 in Nordic countries, this paper focuses on Sweden, which was at the forefront of
implementing personal assistance law and policy and has been the inspiration for many European
countries. Instead of strengthening access to personal assistance, this study found that since the
Swedish government ratified the Convention in 2008, there has been an increase in the numbers of
people losing state-funded personal assistance and an increase in rejected applications. This paper
examines the reasons for the deterioration of eligibility criteria for accessing personal assistance in
Sweden. The findings shed light on how legal and administrative interpretations of “basic needs”
are shifting from a social to a medical understanding. They also highlight a shift from collaborative
policy making towards conflict, where courts have become the battleground for defining eligibility
criteria. Drawing on the findings, we ask if Sweden is violating its obligations under the Convention.

Keywords: independent living; personal assistance; Sweden; the United Nations Convention on the
Rights of Persons with Disabilities

1. Introduction

The United Nations Convention on the Rights of Persons with Disabilities! opened for signatures
in March 2007 and entered into force in May 2008. The Convention “embodies a ‘paradigm shift’,
from the charitable and the medical approaches to disability to one which is firmly rooted in human
rights” [1]. Article 19, in particular, “expresses the paradigm shift by outlining a series of tangible
obligations to achieve independent living (something assumed for most people) and inclusion in
the community” ([2], p. 22). Under the heading “Living independently and being included in the
community” it requires states to ensure that “persons with disabilities have access to a range of
in-home, residential and other community support services including personal assistance necessary to
support living and inclusion in the community”. The paradigm shift also requires the involvement of
disabled people’s organizations (DPOs) [3]. To comply with Articles 33.3 and 4.3, states need to involve
organizations representing disabled people when bringing law and policy in line with the obligations

1 Hereafter referred to as the CRPD or the Convention.

Laws 2016, 5,23 85 www.mdpi.com/journal /laws



Laws 2016, 5,23

in Article 19—"some of which have immediate effect and others which are subject to “progressive
achievement” over time” ([2], p. 24). Yet, “even where progressive achievement is the case, states are
under an obligation to show that they are taking steps to the maximum of their available resources
to implement this right” ([4], p. 31). Contrary to this, regressive measures are ones “that directly
or indirectly leads to backwards steps being taken” with regard to obligations under international
law ([5], p. 28).

The Convention aims to strengthen access to support services, including personal assistance in all
state parties that ratify the CRPD including countries that already have such policies in place. Contrary
to this, Sweden, which is often regarded as the “golden standard” of personal assistance law and
policy in Europe [6], has in recent years, narrowed eligibility for personal assistance and has seen a
sharp increase in the numbers of people losing state-funded personal assistance. In 2007, the year the
Swedish government signed the Convention, 56 persons had their state-funded personal assistance
removed [7]. This number increased significantly in the following years. The number of persons who
lost their personal assistance peaked in 2012, when 284 people lost their assistance. The latest figures
from 2015 show that 145 lost state funded personal assistance [7]. Furthermore, the proportion of first
time applicants being denied personal assistance has increased. In 2007, the same year that the Sweden
signed the Convention, 34.5% of applications were rejected. The latest figures from 2015 show that
rejected applications have risen to 68.8% [7].

This paper examines why and how these cutbacks have occurred following the ratification of a
UN Convention that requires access to personal assistance services and should strengthen the right to
live independently in the community. The paper is based on a qualitative research project carried out
between 2011 and 2014, which examined the implementation of Article 19 of the Convention in Iceland,
Norway and Sweden [8,9]. The qualitative project involved in-depth semi-structured interviews with
leaders of the independent living movement and government officials who oversee the implementation
of the policy changes in Sweden. The findings of the qualitative fieldwork lead us to undertake an
extensive review of laws, policies and literature on personal assistance in Sweden. This paper focuses
on the findings of this extensive review and aims to shed light on the deterioration of personal
assistance policy and discuss it in relation to Sweden'’s obligations under the CRPD. Section 2 describes
the methods used in the study. Section 3 outlines the development of the international independent
living movement and personal assistance, and their connection to the CRPD principles. Section 4
introduces Swedish personal assistance law and policy, examines the government’s justifications for
the review of this law and describes the changes that have occurred in recent years as a result of court
rulings and the bureaucratic reinterpretation of “basic needs” and eligibility criteria. In Section 5, we
discuss the changes to Swedish personal assistance law and policy and conclude by asking if Sweden
is violating its commitments under the Convention.

2. Methods

This is one in a series of articles written as part of a larger project that aimed to examine the
development and the implementation of Article 19 of the CRPD, with a focus on the Nordic countries.
The overall objective of the project was to chart progress towards independent living and personal
assistance. We aimed to provide an in-depth and critical understanding of the meaning of independent
living and personal assistance. Qualitative research was conducted in Iceland, Norway and Sweden.
Of these three countries Sweden was of particular interest because it is commonly considered to have
the most advanced and extensive personal assistance law and policy in Europe [6]. In this article, we
focus on Sweden where the qualitative research comprised two stages: fieldwork and an in-depth
review of policy, law and literature on Swedish personal assistance. This paper focuses on the latter
stage of the research. The review of Swedish law, policy and literature was informed by qualitative
fieldwork that carried out in Sweden between January and May 2013. In-depth, semi-structured
interviews were carried out with 19 leading figures in the Swedish independent living movement.
Follow-up interviews were conducted with four policy makers and government officials who were
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responsible for reviewing and implementing changes to Swedish personal assistance policy. Fieldwork
was carried out by the first author of this paper.

The constant comparative method of grounded theory was used to collect and analyze the
qualitative data [10]. This involves analyzing the data, creating analytical memos during the data
collection process and searching for central themes “and to continue looking (and interviewing) until
the new information obtained does not further provide insight” [11]. We began with a broad set of
questions about personal assistance and Article 19, but these became more focused as themes began
to emerge. For example, analysis of interviews in Sweden indicated that many participants who
were entitled to personal assistance feared that they would lose hours or their personal assistance
would be removed altogether. Furthermore, government officials were in the process of reviewing and
implementing new measures that narrowed the eligibility criteria for personal assistance. The findings
of the qualitative fieldwork lead us to undertake an in-depth review of law, policy and literature
on personal assistance in Sweden. All public policy papers since the ratification of the CRPD were
reviewed as part of this stage of the research. This included a major policy paper, which analyzed
court cases and interpreted the rulings to define “basic needs” for personal assistance [12]. There court
cases have directly affected the assessment process for determining if and to what extent an individual
is entitled to personal assistance. We examined these policy reviews and court cases in relation to the
human rights commitments made by the Swedish government when it ratified the CRPD. Furthermore,
we analyzed documents about the development and the history of independent living and personal
assistance in Sweden. The findings of this review are outlined and discussed in this paper.

3. The Independent Living Movement and the UN Convention on the Rights of Persons
with Disabilities

Personal assistance is rooted in disability rights activism. It began as a political struggle, which
was initiated by a group of disabled students on the campus of the University of California, Berkeley in
the late 1960s [13]. Independent living principles promote user-led services that enhance participation
in society and equality with other citizens. Independence does not mean doing everything by oneself
or living in isolation from others [14-17]. Jenny Morris [18] described independent living as:

..ameans to an end: it is a way of people accessing their human and civil rights. Disabled
people have the same human and civil rights as non-disabled people but we are different
from non-disabled people in that we have additional requirements, such as mobility needs,
communication assistance, personal assistance, and so on ([18], p. 428).

Independent living organizations (ILOs) have advocated for the goals and principles of the
movement to be implemented in law and policy. ILOs are a distinct kind of disabled people’s
organization that focus on independent living, choice and control over services and participation in
society. They are established primarily by disabled people, with a few exceptions of organizations that
were founded by parents on behalf of their disabled sons or daughters. ILOs offer peer support, peer
counseling and developed user-led services. Many ILOs have formed non-profit personal assistance
user co-operatives which offer management and administration services in exchange for a small
portion of the personal assistance payment.

Article 19 of the CRPD is a landmark for the international network of independent living
organizations, which have struggled to have personal assistance recognized as a human rights
issue. These organizations have been at the forefront of developing personal assistance services
since the 1960s. Many of the key goals of independent living organizations are reflected in the general
principles of the Convention, outlined in Article 3, which include freedom to make one’s own choices,
independence of persons, full and effective participation in society and equality of opportunity. The
international disability community had a great deal of influence on the drafting of the CRPD as is
reflected in the fact that there were 400 representatives of NGOs and disabled people’s organizations
in the drafting committee [19]. The important role of civil society continues to be recognized in the
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Convention itself, which requires that “persons with disabilities should have the opportunity to be
actively involved in decision-making processes about policies and programs, including those directly
concerning them” (preamble 0). Under the heading “National implementation and monitoring”,
Article 33.3 of the Convention recognises that “civil society, in particular persons with disabilities and
their representative organisations, shall be involved and participate fully in the monitoring process”.
Furthermore, Article 4.3 requires that:

In the development and implementation of legislation and policies to implement the
present Convention, and in other decision-making processes concerning issues relating
to persons with disabilities, states parties shall closely consult with and actively
involve persons with disabilities, including children with disabilities, through their
representative organisations [20].

Personal assistance is a cornerstone of the independent living movement. It is a catalyst for
participation in society for persons who require a significant amount of support in their daily
lives. The Convention does not contain a specific definition of “personal assistance”. However,
high level human rights organizations reflect definitions that were developed by the independent
living movement. For example, a thematic study of independent living by the Council of Europe
Commissioner for Human Rights [4] acknowledges that “persons with disabilities must have control
over the support provided and be the ones who hire, employ, supervise, evaluate and dismiss their
assistants”. This reflects an earlier definition by Adolf Ratzka, a leader of both the Swedish and the
European independent living movements. He explained that

“Personal” assistance means that users exercise the maximum control over how services are
organised and custom-design their services according to their individual needs, capabilities,
life circumstances and aspirations. In particular, personal assistance requires that the
individual user decides: who is to work, with which tasks, at which times, where and
how. Thus, the individual user must be able to recruit, train, schedule, supervise, and, if
necessary, fire his or her own assistants. Simply put, "personal assistance", means that the
user is the boss [17].

These definitions emphasize the control that users should have over their personal assistance
scheme. There is an emphasis on user-leadership. However, in his definition of personal assistance,
Adolf Ratzka also acknowledges that “users with learning or mental disabilities will need support
from third persons with these functions” [17].

4. Independent Living and Personal Assistance in Sweden

Independent living organizations were the strongest advocates for the implementation of personal
assistance law and policy in Sweden. The first Scandinavian conference on Independent Living
was held in Stockholm in 1984 and was organized by Adolf Ratzka alongside leaders from the
movement in the United States [17]. The Stockholm Centre for Independent Living (STIL) was
established that same year. STIL comprised a non-profit user co-operative and offered peer support
to members on how to become employers of personal assistants. The Gothenburg co-operative
for independent living was founded in 1989. Other centers for independent living emerged in the
early 1990s. In most countries, ILOs were developed primarily by and for persons with physical
impairments [13]. However, in Sweden, ILOs diversified to reflect the heterogeneity of persons who
wanted to access to personal assistance services. For example, the JAG association was established in
1992, followed by a non-profit user co-operative in 1994. The JAG organization pioneered a model of
personal assistance? for individuals who require support from a third party to co-ordinate the scheme

2 Often called the “JAG model”.
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on their behalf. The model is based on the premise that all people, regardless of impairment can
self-determine if they have the appropriate individual support [21]. Non-profit user co-operatives
spread throughout Sweden in the 1990s. In 1993, the Gothenburg Independent living co-operative and
STIL established the Institute on Independent Living (ILI) which has “trained over 600 persons on how
to manage the transition from being object of the local government’s home help services to becoming
good employers of their personal assistants and how to start up similar cooperatives” [22].

Swedish personal assistance providers are not limited to user co-operatives. In fact, user
co-operatives only accounted for 9.2% of personal assistance providers in 2015, while for-profit
companies were 54% of providers [7]. This is a result of calls for a market-driven approach to personal
assistance, whereby individuals receive direct payments instead of services from the state and have a
choice between a range of for-profit and non-profit providers [23,24]. This approach appealed to the
center-right coalition government that was in power between 1991 and 1994. There was an increase in
private providers during the 1990s in areas such as health care, primary school education and social
services [24]. This continued after the election of another center-right coalition in 2006. The Act on
System of Choice in the Public Sector [25] applies to health and social services (excluding services
for children). The Act strengthens a “system of choice” in welfare, which “means a procedure where
the individual is entitled to choose the supplier to perform the service and with which a contracting
authority has approved and concluded a contract” (Article 1). The market of private providers was
one of the most contentious issues when developing and implementing a law for personal assistance.
There was significant political opposition against the private market using public funds to provide
services [23]. This tension persists. For example, a report entitled “Measures to Combat Fraud and
Misconduct with Assistance Allowance” [26] argued that there are strong economic incentives for
companies to increase the number of hours for their customers in order to maximize profits.

Due to the fast growing numbers of personal assistance users, there have been increased attempts
to regulate the market for personal assistance providers. The year 2009 was the first time personal
assistance providers, including user- co-operatives had to apply for authorization to offer services.
In 2015, 1109 assistance providing agencies were registered with the Health and Social Care Inspectorate
(Inspektionen for vard och omsorg (IVO)) [7,27]. While many of these companies claim to abide by
independent living principles, they are not necessarily led by disabled persons or their family members.
Therefore, when we refer to ILOs, we are specifying those that are run primarily by disabled people
and those that are run by relatives on behalf on their disabled family member. It was these ILOs that
were instrumental in the development of personal assistance law and policy.

4.1. Swedish Personal Assistance Law and Policy

Personal assistance is one of ten rights outlined in the Act Concerning Support and Service for
Persons with Certain Functional Impairments [28]. Other rights covered in the legislation include,
relief service in the home, short-term respite stays, specially serviced housing for adults or other
specially adapted housing for adults and daily activities for people of working age who are not
employed in the open labor market [6]. The goals of LSS include “equality in living conditions”,
“full participation in the life of the community”, “to live as others do” and “self-determination and
privacy”. Personal assistance applies to persons with “major and lasting functional impairments” who
require assistance with five “basic needs”: (1) personal hygiene; (2) meals; (3) dressing and undressing;
(4) communication with others; and (5) help that requires extensive knowledge about the person with
a functional impairment [28]. If a person qualifies for personal assistance, the number of hours of
assistance per week should be calculated based on how much assistance they require due to these
five needs.

The majority of personal assistance is funded and administered at national level.
Askheim et al. ([29], p. 14) point out that personal assistance was implemented in Sweden in the
early 1990s during a recession and therefore the “handing over of the main financial responsibility
to the state could...be seen as a strategy for ‘protecting” vulnerable groups against financial cutbacks
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in municipalities”. An applicant for personal assistance must be assessed as requiring more than
20 h per week in order to qualify for state-funded personal assistance at the Social Insurance Agency
(Forsakringskassan). If an applicant is assessed as needing less than 20 h they can apply for municipal
personal assistance. People who have personal assistance are supposed to be reassessed every two
years. Hence, people may have to move from the national to the municipal system upon reassessment
of their needs if they fall below the 20 h threshold required for receiving state-funded assistance. People
who lost state-funded personal assistance due to reassessment, received, on average a 25% reduction
in their hours (from 72 to 54 h per week) when they transferred from state to municipal system [30].
This is problematic because there is a difference between national and local government policies and
municipal policies vary. This problem was identified by the UN Committee on the Rights of Persons
with Disabilities ([31], p. 2), which noted in their general comment to the Swedish government that
“there is a serious gap between the policies followed by the state party and those followed by the
municipalities with respect to the implementation of the Convention”.

4.2. Civil Society’s Influence on Law and Policy

Swedish personal assistance illustrates how the demands of ILOs are articulated in law and
policy. The legislation is the “envy of many representatives of the international independent living
movement” ([6], p. 2). There is a deeply rooted tradition of popular movements in Sweden that
put pressure on pressure on the government and they are important consultative partners, showing
how services are arranged in practice [32]. There were several ways in which Swedish independent
living organizations influenced law and policy. For example, members of ILOs took part in a personal
assistance pilot project in six local governments throughout Stockholm in 1987 [22]. They led the way
in demonstrating the viability and desirability of personal assistance as an alternative to traditional,
segregated services [8]. Members of the movement lobbied and met with politicians and succeed
in finding political allies in government. There was a breakthrough when a close political allie of
the independent living movement became the Deputy Prime Minister of Sweden in 1991. In 2012,
Adolf Ratzka [23] wrote that “in retrospect, the reform, which added to the state budget what were
once municipal expenditures, must be viewed as the result of Bengt Westerberg’s strong personal
commitment to the issue”. Furthermore, members of the Swedish independent living movement were
successful in their calls for national-level funding of personal assistance. Disabled people argued that
“to be able to live in any municipality with the same quality of life...the responsibility for financing
must be as centralized as possible” [33].

Sweden was not the only European country to implement personal assistance law and policy.
However, it had the most extensive provisions in terms of who was entitled. This is due to the strong
advocacy and pressure from independent living organizations. For instance, members of the JAG
association met with politicians and ran an intense campaign to include persons who could not direct
personal assistance for themselves to be included in the legislation [34]. As a result, personal assistance
is available to children and adults with intellectual and physical disabilities, autism and acquired
brain injuries.

While many principles of the independent living movement were reflected in the goals of the
Swedish legislation, some issues divided the independent living movement and the government.
Consumer choice of personal assistance providers, including private companies was one of the more
controversial issues in the lead up to the law and policy reform. Sections of the independent living
movement campaigned for direct payments instead of services, and for a wide choice of personal
assistance providers. They faced opposition from, for instance, the municipal workers union and
the communist party [23]. On the other hand, consumer choice appealed to the center right coalition
government that was in power between 1991 and 1994, when personal assistance law and policy was
developed and implemented. Calls for direct payments and consumer choice between many for-profit
and non-profit providers prevailed and resulted in an unregulated market of personal assistance
providers until 2009.
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4.3. Justifications for Law and Policy Reviews

The goals of the Swedish law and policy for personal assistance demonstrate a social
understanding of disability and bear a striking resemblance to some of the general principles of
the Convention [35]. How can it be that the government is reviewing personal assistance law and
policy with the aim to restrict access to this service immediately following the ratification of the CRPD
which clearly strengthens access to personal assistance?

Our analysis indicates that a major reason for the reviews was due to an unprecedented rise in
demand for personal assistance, which far exceeded the government’s initial expectations when the
law was implemented. In 1994, it was estimated that 7000 people would receive assistance, for an
average of 40 h per week. In 2014, more than 16,000 persons received assistance, for an average of
126 h per week [36]. The crucial difference between personal assistance and other services is that it
is demand-driven [23]. Furthermore, there was no limit on the amount of money the government
would allocate towards the personal assistance budget. Hence, the cost of personal assistance grew
beyond expectations.

Concerns arose that a significant proportion of personal assistance payments were not being used
for what the legislation intended. A report, published in 2012 entitled “Measures to Combat Fraud
and Misconduct with Assistance Allowance” produced by an Inquiry on State Assistance argued
that a significant proportion of state funds for personal assistance are a result of over-use, fraud or
cheating during the assessment process [26]. The report suggested that these problems were a result of
the strong economic incentive to seek the maximum number of hours and the weak monitoring and
controls in place at the Social Insurance Agency. Furthermore, there were concerns about municipalities
overusing state-funded personal assistance. Some reports have suggested that municipalities grant
too many hours of personal assistance, thereby passing the costs on to the state instead of providing
municipal services, which they would have to pay for if the person needed less than 20 hours of
assistance per week [26,36].

The government claims that a stricter definition of “basic needs” is required for clearer rules and
guidelines to increase safety, uniformity and consistency of the assessment process [12]. It justified a
review of the original goals of the legislation, claiming that they were too ambiguous. For instance,
the Social Insurance Inspectorate (Inspektionen for socialforsakringen) ([36], p. 4) suggested that key
concepts underpinning the legislation, such as participation and independence were not defined in the
law or legislative history. Another area of concern is the potential for personal assistance providers,
in particular, for-profit companies, to misuse the direct payment system to make large profits from
state funds.

4.4. Reinterpreting “Basic Needs”

Since the government ratified the Convention in 2008, several measures have been taken to
clarify what it means to “need” personal assistance. The five “basic needs” outlined in the LSS have
undergone intense scrutiny. Prior to this review process, civil society organizations representing
disabled people collaborated with the government and influenced the policy making process. Disabled
people’s organizations and ILOs in particular, were instrumental in the original development of
personal assistance law and policy. However, the relationship between the government and civil
society organizations deteriorated during policy and legal reviews. In 2010, the National Board of
Health and Welfare reported that representatives from the disability movement withdrew from a
reference group in protest to proposals for a new assessment process, claiming that, among other
things, it was too intrusive [37]. As a result, ILOs and other disabled people’s organizations are on
the margins or excluded from the policy review process. Instead of the previous collaborative process
of policy making, the courts have become the main authorities in the review of “basic needs” for
personal assistance. Interpretations of the courts were regarded as problematic by the UN Committee
on the Rights of Persons with Disabilities ([31], p. 2). In their concluding observations to Sweden,
the Committee said it was:
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...concerned that the Convention has not been integrated into Swedish law and is therefore
left to the interpretation of authorities and courts. The Convention articles cannot serve
as guidelines in court rulings, as they are not explicitly included in the texts of the
national law [31].

The Social Insurance Agency was authorized by the government to develop tools and methods
that would lead to a more consistent and fair assessment process [38]. The Agency did so by closely
scrutinizing the interpretation of “basic needs” in court rulings. In 2011, a report by the Social
Insurance Agency aimed to determine what does and what does not constitute a “basic need” for
personal assistance. It did so by reviewing thirty-five judgments that were made by administrative
and county courts between July 2009 and September 2010 [12]. In all of these cases, only three of five
“basic needs” were considered by the courts: dressing and undressing, meals, and personal hygiene.
The other two needs, assistance with communication and help that requires extensive knowledge
about the person, were not considered in any of the rulings. In the majority of these rulings, judges
reference an earlier ruling by the Supreme Administrative Court’ [12] in 2009. The court ruled that
only needs that are considered to be of a very private nature, of a demanding and complex nature and
of very personal character ([12], p. 8) were necessary to qualify for personal assistance. For instance,
the need to prepare and pick up food with a knife and fork was not of a sensitive nature and therefore
should not be considered the assessment of “basic needs” ([12], p. 8).

The court cases referenced in the report went into detail about the nature of the person’s
impairments and the support they required. Some of the “basic needs” judged to qualify an individual
for personal assistance were: assistance to wipe oneself after using the toilet* and the need for
constant supervision during meals, difficulty chewing and swallowing and a tendency to vomit®.
The report described one particular case involving a woman who was described as having weakness
and numbness on one side of her body and a visual impairment as a result of a stroke. Only three of
the five “basic needs” were considered in the case. In relation to the first need, help with dressing and
undressing, it was noted that she could not put on her bra, pull up her pants and required assistance
with zippers, buttons on jackets and with her shoes. The second need, meals, it was stated that she
could not make a sandwich, peel potatoes, gut fish, or pour a milk carton. The third need, personal
hygiene, it was noted that she depended on assistance to transfer to the toilet and to the shower chair
and that it took a very long time for her to wash the “healthy” side of her body. The court ruled that
she did not satisfy the “basic needs” for personal assistance. It was suggested that her needs could be
met by the social welfare committee and by her husband ([12], p. 27).

4.5. Medicalisation of Needs

The shift from a medical, towards a social understanding of disability is a key element of the
CRPD. The recent reviews of Swedish personal assistance law and policy have focused on defining
who is eligible based on impairment and medical classification. In its ruling on 25 June 2015, the
Supreme Administrative Court concluded that the fifth “basic need” (assistance from another person
who has detailed knowledge of the user) only applies to persons “with mental disabilities”. Following
this ruling, a report by the Social Insurance Agency [39] noted that there was no uniform definition
of mental disability, and this, therefore, would have to be clarified. In December 2015, the Social
Insurance Agency published a report [40] defining mental disability as reduced mental function.
Their definition drew on the World Health Organisation’s International Classification of Functioning,
Disability and Health (ICF). If a person claims that they need assistance from another person who has
detailed knowledge of the user, they must first prove that they have a mental disability by producing a

3 The ruling by the Supreme Administrative Court is referenced in the report as “RA 2009 ref. 57"
4 Appeal in Sundsvall (Case No. 3845-08).
5 Appeal in Jonkoping (Case No. 48-10).
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medical certificate. Although the implications of this ruling remain to be seen, the Social Insurance
Agency [39] has acknowledged that persons who do not meet their definition of mental disability will
lose assistance upon reassessment of their “basic needs”. This example demonstrates a shift to a medical
understanding of the need for personal assistance. In 2015, the Social Insurance Inspectorate was
commissioned by the government to produce a report “to provide an analysis and define shortcomings
in legislation and its application” [36]. The report by the Social Insurance Inspectorate suggests that:

...one way to make the assessment more transparent would be to start from the International
Classification of Functioning, Disability and Health (ICF) and convert the assessment based
on ICF to the number of hours that would be reasonable to grant to the person. Also,
regulations about which medical professions that should be allowed to issue medical
certificates regarding functional ability need to be considered ([36], p. 5).

The Government’s strategy for the Social Insurance Agency in 2016 outlines its goals for personal
assistance benefits. The government instructs the Agency to help break the trend of the hours for
assistance benefit by ensuring uniform application of the law, combating overuse and to promote
medical investigations and to ensure that the medical investigation is of high quality [41].

4.6. Civil Society, the CRPD and the Cutbacks

The cutbacks are continuing despite concerns from the UN Committee on the Rights of
Persons with Disabilities report in 2014 [31]. In its concluding observations to Sweden, it made
the following comment:

The Committee is concerned that state-funded personal assistance has been withdrawn
for a number of people since 2010 due to a revised interpretation of “basic needs” and
“other personal needs”, and that persons who still receive assistance have experienced
sharp cutbacks, the reasons for which are unknown or only seemingly justified ([31], p. 6).

This raises the question of why the CRPD has not prevented the deterioration of personal
assistance law and policy in Sweden. The qualitative research carried out for the wider project,
conducted in Sweden in 2013, we found very little evidence that the CRPD was being used by ILOs in
the years following ratification. Some leaders of independent living organizations complained that all
of their energy was spent on challenging and opposing further deterioration of the law, resulting in
insufficient time to develop strategies to advance the CRPD in Sweden. Recently, however, there is
evidence to suggest that the CRPD is being used by ILOs as a tool to fight the revised interpretations
of law and policy. One example is an organization called “Med lagen som verktyg” (MLSV) (“With
the Law as a Tool” in English). The organization was established in 2015. It aims to defend and
advance human rights for people with disabilities and counter disability-based discrimination in
Sweden [42]. This is the first collective effort by the Swedish independent living movement to challenge
the deterioration of the law and policy by using the CRPD. Another example is the Independent Living
Institutes (ILI) development of a website which features an online service for reporting disability based
discrimination and provides a database with information about personal assistance service providers
in Sweden [42]. This is an example of capacity building and dissemination of information regarding the
policy changes. Articles and papers on the website highlight the value of personal assistance, which
is strikingly different to the focus of the government reports. These examples reflect the resistance
against the policy reviews and the current conflict between the independent living movement and the
government. This is in contrast to the previous collaboration in the policy process and is far from the
requirements of the CRPD to include disabled people and their organizations in policies and practices
influencing their lives.

5. Discussion

Changes to Swedish personal assistance law and policy demonstrate the precariousness and
fragility of rights. People who have had personal assistance for several years, now risk losing it, not
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because their needs or their impairments have changed, but because of new interpretations of the law
and new administrative approaches to assessing needs.

At the beginning of this paper, we asked if Sweden is violating its commitments under the
Convention. The Council of Europe’s Commissioner for Human Rights [4] Thomas Hammarberg,
who is Swedish, wrote an issue paper on the implementation of Article 19. In it, he highlighted the
importance of collecting historical data in order to measure trends over time, including progression or
regression. Measuring an “increase or decrease in types and size of entitlements, and...the number of
beneficiaries of support services in the community” over time is one of the indicators for monitoring
the extent to which Article 19 of the CRPD is violated ([4], p. 52). Extensive statistical information and
data have been available in Sweden since personal assistance was outlined in legislation in 1993. Hence,
an abundance of statistics, historical documentation and policy papers documenting the Swedish
experience of personal assistance provide valuable information on progress or regression over time. In
this final section, we discuss changes in personal assistance law and policy and consider if Sweden is
in breach of its obligations under the CRPD.

5.1. From a Social to a Medical Understanding of Disability

The goals of the Swedish law for personal assistance bear a striking resemblance to some of the
general principles of the CRPD including full and effective participation in society and equality of

”ou

opportunity. Likewise, the goals of LSS include “equality in living conditions”, “full participation in
the life of the community”, “to live as others do” and “self-determination and privacy” [28]. These
goals reflect the influence of independent living organizations in the formulation and implementation
of personal assistance law and policy. ILOs collaborated actively in developing a social, rights-based
understanding of personal assistance by emphasizing its value for individual users, their family
members and the wider society. However, when civil society organizations withdrew from a reference
group working on the policy reviews the Social Insurance Agency and the courts became the main
authorities when interpreting “basic needs” for personal assistance [37]. Major policy decisions, which
ultimately lead to cutbacks, were made in the absence of key representatives from DPOs. We would
argue that this compromises Sweden’s obligation to involve disabled people and their representative
organizations in decision making processes relating to law and policy for personal assistance.

Court rulings and reviews of eligibility criteria have shifted from the original goals of the
law towards a medical understanding of disability, which focuses on deficit rather than equality
and participation in society. The Social Insurance Agency used the World Health Organisation’s
International Classification of Functioning, Disability and Health (ICF) to define mental disability
as reduced mental function [40]. This is a limited and selective interpretation of the ICF, which
addresses four areas: (1) bodily functions; (2) bodily structures; (3) activity and participation; and
(4) environmental factors [43]. The Swedish Social Insurance Agency has focused mainly on the first
two areas and appears to have much less emphasis on the second two, despite the fact that they are
clearly more in line with the CRPD’s understanding of disability. This selective use of the ICF does
not take its broader frame into consideration when applying it to measure entitlements to personal
assistance. In this context it is also noteworthy that General comment (number 5) by the UN Committee
on Economic, Social and Cultural Rights (ESCR) outlines “the right to physical and mental health also
implies the right to have access to, and to benefit from, those medical and social services—including
orthopedic devices—which enable persons with disabilities to become independent, prevent further
disabilities and support their social integration” [44]. Whichever measurements are used to allocate
personal assistance, the aim should be to enhance the applicant’s independence and social participation.
However, currently, it appears that in Sweden measurements are employed to restrict and limit access
to personal assistance based on narrow medical considerations and this is a clear sign of regression in
implementing Article 19.
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5.2. Confrontation in Courts

This paper has highlighted the shift from a collaborative approach to policy making, towards a
confrontational reaction to the policy reviews. Instead of collaboration, the courts have become the
main authority when interpreting the law and have emerged as a battleground for determining rights.
This is particularly problematic considering that the UN Committee on the Rights of Persons with
Disability ([31], p. 2) highlighted that the Convention “has not been integrated into Swedish law and
is therefore left to the interpretation of authorities and courts”. If the struggle for personal assistance is
moved to the courts, then it is of utmost importance that judges and lawyers are well-informed about
the CRPD and the social understanding of disability.

The court rulings and the subsequent reports by the Social Insurance Agency reveal the high levels
of surveillance and scrutiny an individual is subjected to when she or he challenges the assessment
of their “basic need” for personal assistance. The 2011 report by the Social Insurance Agency which
assessed the court rulings, provided details about the age, gender, the municipality in which the person
resided and when into detail about the nature of their impairment. Ironically, privacy is one of the
goals of the legislation [28]. As a result, Sweden may be in violation of its obligation under Article 22
of the CRPD, which requires that states “shall protect the privacy of personal, health and rehabilitation
information of persons with disabilities on an equal basis with others”.

5.3. Over-Use or High Demand?

In many ways, personal assistance policy is a victim of its own success. A tension has arisen
whereby, on one hand, the disabled people’s movement sees the increase in personal assistance as
a success because more and more people are able to live in the community, lead independent lives
and participate in society. The government, on the other hand, views the unexpected increase and
rising costs of personal assistance as out of control and a sign of fraud or over-use. Personal assistance
is different from other services because it is demand-driven, rather than supply-driven [23]. The
independent living movement has measured its success in relation to the desirability and demand for
personal assistance. Its success was reflected in the diverse groups that joined the campaign to have
access to personal assistance services.

The principles of choice, control and individual autonomy that underpin personal assistance
appealed to the center-right coalition government that was in power in the early 1990s [23]. Personal
assistance has also been presented as a cost-saving service because of the minimal role of the state
in administrating services and employing staff. This cost saving, however, was largely dependent
on people transitioning from a costly state service, such as residential care, to personal assistance
and did not take into consideration persons who were living with their families, receiving unpaid,
informal care from family members, relatives and others. The demand for personal assistance far
exceeded the government’s initial expectations when the law came into force in 1994. Government
reports portray personal assistance law and policy as a problem in need of fixing, without considering
the societal and individual value. Even the titles of reports make personal assistance sound like
a problem; for instance, the report entitled “Assistance Benefit—Shortcomings in Legislation and
Application” [36]. The Swedish government sees the increase as the consequence of overuse, both in
numbers of individual users and hours that the individual personal assistance user is allowed. As a
result, the eligibility criterion for accessing personal assistance has become a matter of public debate
and intense bureaucratic scrutiny.

5.4. Targeting Individuals rather than for-Profit Providers

The state has legitimate concerns regarding the regulation of the market of assistance providers.
Some effort has been made to weed out rogue companies. Cases of fraud and overuse of personal
assistance payments has strengthened the government’s argument for regulation of personal assistance
providing agencies. However, most of the cutbacks have been directed at individuals, rather than
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the service providers. Private providers continue to profit from state funds, while there is a sharp
rise in the numbers of persons losing their state-funded personal assistance. The distinction between
for-profit personal assistance providers and non-profit co-operatives that are part of ILOs run by and
for disabled people or their relatives is important when discussing state obligations under the CRPD.
It was the ILOs and user co-operatives that pioneered personal assistance services in Sweden. It is
these ILOs that developed the independent living movement and independent living principles in
Sweden. Hence, they are particularly well positioned to guide the policy making process and monitor
the implementation of Article 19.

6. Conclusions

In countries that already have incorporated personal assistance into law and policy, such as
Sweden, the CRPD should have strengthened this service. Sweden has been at the forefront of
advocating for and developing wide ranging rights to personal assistance in Europe since the 1980s
and has served as an inspiration to other countries. Due to this, in our study of the implementation of
Article 19 in three Nordic countries, we assumed that Sweden would be the “star” country. Instead
we found that since Sweden ratified the CRPD in 2008 many disabled people have lost their personal
assistance at a state-level or had their first application rejected.

This situation is disturbing to those advocating for human rights under the CRPD and can be an
important lesson for other countries. Sweden is not the only European country to exercise cutbacks
to personal assistance and services that support independent living. Other examples are found in
the UK and the Netherlands [45]. As a result, some disability activists and disability scholars are
cautious about the positive impact that the CRPD will have in practice [3,46]. There are concerns
that the CRPD came into force shortly before a recession and austerity measures in Europe, which
threatened the future and the sustainability of independent living and personal assistance in countries
that implemented relatively extensive policies prior to the Convention. Clearly, states have the right to
take regressive measures if there are “strong justifications” for doing so ([47], p. 16). While it could be
argued that the unprecedented cost is a strong justification, in the case of Sweden, it is noteworthy
that personal assistance law and policy were introduced during a recession in the 1990s [29]. Another
interesting point is that the Swedish economy was less affected than other European countries in the
recession that began after 2008. Furthermore, a contradiction arises whereby companies profiteer
from personal assistance provision, while, at the same time, measures are taken to control costs by
reinterpreting basic needs of individual users.

How can it be that a country with extensive legal rights to personal assistance prior to ratifying
the CRPD has, upon ratification, cut back rights that are clearly articulated in the Convention? We have
attempted to answer this question in this paper. Regressive action is not prohibited under international
law which begs the question if these cut backs are justifiable under the limited principles that governing
regression. Our conclusion is that the reinterpretation of the criteria for accessing personal assistance
constitutes regression beyond what can be justified and, thus, violates the progressive achievement
called for in the CRPD. As a result, we conclude that Sweden is in violation its obligations under
the CRPD.
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Abstract: The Australian state has ratified the Convention on the Rights of Persons with Disabilities
(CRPD), which emphasizes a social justice-based, personalized service delivery model. The upcoming
National Disability Insurance Scheme (NDIS) reflects this model and aims to facilitate people living
with a disability being able to access services while housed within the private residential market, a
move away from a state-based combined residential/service care model. However, in Australia’s
neo-liberal housing market government intervention tends to shy away from policies that overtly
impose restrictions on private firms. Therefore, in the absence of a subsidy from the state, the CRPD
is of limited use in encouraging private developers to improve the appropriateness of its new built
stock for people with a disability. A more persuasive approach is to highlight the size, diversity,
and economic power of the disability-friendly housing consumer market when housing provision is
separated from disability care delivery. This paper examines the feasibility of sustaining innovation
in the volume builder housing market by aligning accessibility promoting changes to the existing
innovation channels within Australian firms, suggesting that the NDIS concentrate on assisting the
housing industry transition to a make-to-order model from the current make-to-forecast one.

Keywords: housing; NDIS; innovation; disability

1. Introduction: A Person-Centred Approach to Disability Service Delivery

The 2006 United Nations Convention on the Rights of Persons with a Disability (CRPD) advocates
a person-centred approach to the provision of services for people with disabilities. This approach
seeks to move service provision away from a mindset where disability is perceived to be a largely
medical problem to be solved by the state, to one where the state intervenes to overcome obstacles
to an individual participating in civil society as fully as their unique circumstances allow. Central to
this position is the language of social justice. Ideas of independence, freedom, choice and control, are
prominent in person-centred service discourse, as are the related notions of citizenship, autonomy,
agency and community participation [1,2]. In respect to the built environment, this is manifested
in the CRPD in several of the 50 articles. Article 9 ‘Accessibility” addresses the issue of access to
the physical environment, transport, and public buildings and infrastructure. Article 19, ‘Living
Independently and Being Included in the Community’, states the right to live in the community with
access to public facilities as well as in-home support, while Article 28, “Adequate Standard of Living
and Social Protection’, states in part the right to ‘an adequate standard of living for themselves and
their families, including adequate food, clothing and housing, and to the continuous improvement of
living conditions’ ([3], p. 20). Although couched largely in language that encourages the state to ensure
the public realm does not exclude people with disabilities, the Convention includes promoting private
sector participation, if not full responsibility, around the right to choose to live independently in the
community. This raises a feature of person-centred discourse and policy noted by both advocates and
critics of the approach, that although social justice is the overt frame through which the method is
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articulated, there is a parallel rationale of delivery that favours a neo-liberal free market approach,
employing the framework of economic rationalism that ‘small government’ is best and that privatized
services are more efficient, and ultimately more cost effective [1,4]. It has been described as a model
that encourages the ‘marketization of solutions” and a ‘commercialisation of care” ([5], p. 642).

In keeping with the spirit of the CRPD, the National Disability Insurance Scheme (NDIS), the
upcoming national restructuring of Australia’s disability sector based on individualised service
delivery, has both a strong social justice rhetoric in its policy outlines and aims, and a person-centred,
market based delivery mechanism. While this is true for all areas of service provision covered by
the NDIS, this paper has a focus on housing outcomes under the scheme. It has been estimated
that when fully operational from 2017, the NDIS will have 410,000 participants, 255,000 of them
aged between 25 and 64 who will require appropriate accommodation. Estimates of the current
unmet need for affordable housing for eligible NDIS participants range from 83,000 to 122,000 [6].
A 2012 survey reported that around 100,000 people with disabilities (over 25) were living with their
parents [7]. Publicly available discussion papers and presentations to date have emphasized the desire
of the NDIS to use its capital allocation (between 3% and 4% of the total costs, or approximately
$700 million a year) as a catalyst to leverage a much larger contribution and involvement by the
private housing development sector [8]. The stated intention was not to allocate funds for construction
of more government institutions to house people with disabilities, but to promote independent
community living wherever possible ([8], p. 13). Central to this is the separation of housing provision
from service provision. The following sections of this paper explore the feasibility of a voluntary
increased involvement of the private housing sector in providing housing suitable for people with
disabilities. After setting out the main characteristics of Australia’s housing sector, the paper describes
the principal modes of production and innovation that occur in the construction industry, highlighting
a system of multiple inter-relationships and actors, and the large drag on innovation that uncertainty
plays, particularly in the residential housing market. The paper concludes with a discussion of how
the NDIS may be able to use its leverage to address the issue of uncertainty and promote more
market-led competition.

2. Characteristics of the Australian Housing Sector

In order to assess the likely success of a move to increase private housing market engagement
with the disability housing sector, it is necessary to examine some of the defining characteristics of
Australia’s housing market and review the performance of the current housing stock in relation to
people with disabilities. Most fundamentally, Australia is a property owning, market based society
with a strong cultural bias towards private home ownership. As a consequence, the vast majority
of housing stock in Australia is delivered by the private sector at nearly every stage in the process
from financing to design, construction, and sales. Government involvement is limited to ensuring
a basic level of building control and safety through the Building Code of Australia, and at a local
level setting planning regulations and controls. As a federal system of government, Australia has
no central authority responsible for housing and responsibility sits at state and local government
level. Even then, Australia’s regulatory system regarding housing is considerably less intrusive than
many other countries [9]. Despite periodic concern with housing affordability, this system has served
the mainstream housing market in Australia well since the 1950s. A notable exception to the market
provision of housing however, has been in the disability housing sector. Responsibility for housing and
caring for people with disabilities has long been considered a core area of government or state-based
provision, notwithstanding a slow progression towards de-institutionalisation over the last several
decades [10,11]. To date, the private sector has had very little engagement with the disability sector,
as the actual housing of people has been undertaken within the public housing sector, or within
institutional settings. Regulations regarding accessibility and the provision of suitable facilities in
public buildings and spaces, such as Australian Standard 1428 (AS1428.1-2009 Design for access and
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mobility, General requirements for access, New building work), are exempted in the case of private
dwellings and so have had little influence of mass private housing market in Australia.

As a consequence, the current performance of Australia’s housing stock for people with disabilities
is very poor. Whether considering appropriateness for residents with mobility, vision or hearing
impairment, or a cognitive disability, todays housing stock continues to be built with little or no
forethought despite a full one-fifth of the Australian population, 4.2 million people in 2012, having a
disability, with 3.8 million of those having:

“A specific limitation or restriction that meant they were limited in the core activities of
self-care, mobility or communication, or restricted in schooling or employment ... and one
in five people with disability (19% or 813,900 people) reported a mental or behavioural
disorder as the long-term health condition causing them the most problems. This included
5.6% with intellectual and developmental disorders, 3.8% with depression and mood
affective disorders and 2.1% with dementia and Alzheimer’s disease” [12].

3. Production and Innovation in the Construction Industry

The construction industry is a manufacturing one. It makes products (commodities) for
consumption. In general terms, production strategies may be categorised into four types which
differ primarily in where and when consumer choice enters the production stream. The strategies are
termed Concept-to-order, Design-to-order, Make-to-order, and Make-to-forecast [13]. Concept-to-order
and Design-to-order strategies are associated with ‘complex systems’ manufacturing where the final
product is both highly technical and highly individual in nature, in building terms something akin to
the Sydney Opera House or a state-of-the-art new hospital. Make-to-forecast is synonymous with mass
production, where new products are designed in expectation of consumer demand rather than due to
specific requests from consumers. The recent boom in investment apartments in central Melbourne is an
example of this production method. Make-to-order is associated with a flexible production system that
nevertheless can operate at high volume. It is sometimes referred to as lean production (particularly
with reference to the car industry), and also as a mass customisation process. Volume housing
production presents as the closest building industry version of lean production, although mass housing
production has had such a close relationship with land development that historically development
gain, rather than productivity gain, has been the principal motivation for profit making [13,14]. This is
problematic for the strategy envisioned by the NDIS of consumer-based innovation, as the development
gain profit motive favours make-to-forecast methods over make-to-order ones. That is, the potential
benefits to producers of having a more attractive final dwelling, in terms of accessibility or universal
design features for example, is undermined in terms of profit by the simplicity of capturing land
value uplift.

Multiple definitions of innovation exist in the construction literature, but the definition of Freeman
cited by Slaughter [15] captures the essence, that innovation is the ‘actual use of a non-trivial change
and improvement in a process, product, or system that is novel to the institution developing the
change’ ([15], p. 226). In developed countries, different governing strategies have a significant impact
of how building innovation is supported. Australia, in common with the USA, UK, and Canada,
operates in what has been described as a market-driven system, where it is assumed that innovation
occurs due to the opportunities created by competitive forces in the marketplace, reflecting the
dominance of neo-liberal policy settings in the construction industry ([14], p. 190). On the surface,
this should complement the consumer-driven approach advocated by the NDIS. However, several
complicating issues exist. The Australian federated government system has several implications for the
effectiveness of a consumer-driven policy. Responsibility for construction rests at a state level, and is
split between several agencies. Multiple interest groups and peak bodjies exist, including the Property
Council of Australia, the Urban Development Institute of Australia, the Master Builders association,
and the Housing Industry of Australia, often advocating conflicting positions. As a consequence,
no unified industrial representation at a Federal level exists to support innovation.
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Notwithstanding this, where does construction innovation come from and what forms can it
take? Innovation, like all of building, takes place within a system of inter-related actors and processes.
As such, the source of an innovation may come from a variety of stakeholders including research
and development organisations such as universities, manufacturers and product suppliers, designers,
contractors (builders) and sub-contractors, as well as owners and occupants [15,16]. Reflecting this
interlinked system, innovations may be described by the affect they have on the system as a whole.
Incremental innovations are those that improve upon and existing product, practice or process but
do not involve any substantial change, this type of innovation is common and ongoing and often
originates from within construction companies. Modular innovations are also likely to develop within
technically competent organisations such as manufacturers and suppliers, and involve a significant
improvement to a particular component, but have a limited impact on the linkages between different
parts of the overall system. Architectural innovations on the other hand, may involve only a slight
change to a particular component but set in motion considerable modifications to the linkages between
different actors in the system. Accordingly, these are likely to originate from parties that have a higher
degree of control over relationships within the system, such as contractors and owners. Systems
innovations are targeted specifically at modification of the linkages between the various actors, and
so to be implemented require an expertise in managing both modular and architectural innovations,
likely coming from companies with design and implementation responsibilities and strong ties to
project owners [15]. Housing consumers remain largely outside of the system of linkages that form
the industry, and so have little knowledge of the potential effect on other actors of requested changes,
which are difficult enough to predict even by those inside the system, as the next section discusses.
This severely restricts their ability to effectively advocate for change.

4. Uncertainty in the Residential Construction Industry

Historically within the building industry, the dominant relationship that promoted innovation
was between manufacturers and product suppliers, and contractors. This relationship tended to try to
drive innovation both from the supplier to the contractor (known as technological push), and from the
contractor to the product supplier (known as market pull). That is, suppliers encouraged the uptake of
new building products, and contractors attempt to influence suppliers to provide new products that
are cost effective, quicker and safer to install. As noted above, at the mass produced, made-to-forecast
end of the housing market, the influence of both consumers and designers has been much less. One of
the reasons for this bias lies in the uncertainty inherent in housing innovation.

A high uncertainty innovation differs from low uncertainty ones in the amount of information that
potential adopters are missing when they first hear about the innovation [17]. Incremental innovations
have a low uncertainty as they are developed largely in house and by definition do not interrupt
existing linkages within the industry. Architectural or systems based innovations do interrupt and
change linkages, and as such may have a series of unintended consequences that are very hard to
predict and quantify for innovators and so are likely to be considered highly uncertain. For adoption of
an innovation to occur, a firm must be convinced that a relative advantage exists, that is, some tangible
benefit from adoption will occur. In a typical firm, relative advantage has two primary components;
the innovations ability to improve the performance of a particular work task, and/or the ability of the
innovation to increase the survivability of the firm in the market ([17], p. 324). Judging the relative
advantage of an innovation is difficult. On just the first issue of improving a particular task, the firm
must consider several housing related variables including the considerable variation in housing types,
the long time frame and wide range of conditions involved in house building, the fact that many parts
of a house consist of interacting parts or dynamic systems, the tacit knowledge and skills required
to complete the task, and finally that each task requires interaction with a large number of diverse
entities (suppliers, sub-contractors, inspectors, clients). In addition, hostility and competition from
other firms, the unpredictable and dynamic nature of the housing industry, and the level of complexity
of any particular housing developer (who might also be involved in land speculation, financing, sales
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etc.), add considerably to levels of uncertainty of outcome when considering new innovations. Any
innovation must be able to satisfactorily negotiate all of these factors. In these circumstances, firms
seek advice from trusted sources of information. Research from the US suggests that these sources
are primarily other builders, in-house testing facilities, and experienced sub-contractor firms. Only in
cases of low uncertainty innovations were designers or homeowners actively consulted ([17], p. 328).
Innovations necessary to move an established house building firm into an area with a further set of
multiple variations and potential unknowns, such as accessible housing for people with disabilities,
will be seen as highly uncertain to bring about the required market advantage to justify the risk.
At present, there is no market leader to evaluate or emulate.

5. The NDIS and Innovation: Prospects for a Greater Engagement with Housing for Disability

In setting out to separate housing from disability service provision, the NDIS may create a
space for the private housing industry to engage with the disability sector that it has not had to date.
The intimate, and institutionalised, connection between care and dwelling effectively excluded mass
market producers who need a broad customer base for their products, not just for the initial sale, but
for multiple resales afterwards. Loosening this connection may provide opportunity. Nevertheless,
significant market-based barriers exist to encouraging innovation in residential housing due to the
complexity and uncertainty of the relationships of the many actors involved in housing design,
production, financing and sales. Being able to transition from a make-to-forecast to a make-to-order
model that would be able to accommodate modifications suitable for people with a disability has
the potential to open up a substantial new market for private housing producers. From the current
make-to-forecast model with only a single level of (low) accessibility, to a make-to-order situation where
a choice of accessibility levels were available that might include mobility, hearing, vision, or calmness
and clarity (for cognitive illness) packages. If designed well, these packages could have a much wider
customer appeal than just the housing for disability market, particularly among consumers looking to
accommodate aging in place concerns. Despite the appearance of a positive business opportunity for
the development industry however, research from the UK shows that the experience of people with
disabilities looking to purchase their own house from builders is often unsatisfactory, due to a lack
of understanding and training of sales staff, and lack of provision of accessible entrances to display
homes [18]. This mirrors the experience of the tourism industry in Australia, where again frontline
staff were unaware or unprepared for questions about the disability related appropriateness of hotel
rooms, notwithstanding current legislation requirements [19]. In both these cases, there had been
little development of strategies that treated people with disabilities as a distinct, and valuable, market
segment, despite studies that highlighted their likely economic value. Where there was interaction,
it was focused primarily on access issues, and was reactive rather than proactive [19]. Moving to a
mass customisation strategy would allow for an earlier, and more cost effective, voice of the consumer
in final housing outcomes, without necessarily weakening the existing strong innovation axis between
manufacturers and contractors. However the market for truly flexible housing designs will need an
opportunity to mature and develop before anything resembling a system where ‘innovation occurs
due to the opportunities created by competitive forces in the marketplace” exists. The challenge for
the administrators of the NDIS is to create an incentive system that will underpin the person-centred
approach, giving their participants the freedom, choice and control advocated for in the housing
market, while providing an acceptable level of certainty to producers willing to innovate with their
supply chain in an unfamiliar, and as yet not-well-understood, market.
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Abstract: The research literature indicates that legislative changes in recent years, including the
introduction of tribunal fees, have made it harder for workers in general to enforce their rights
under UK employment laws. Drawing on the author’s qualitative study, conducted in 2015 and
with information from 265 participants, this paper finds that these legislative changes could be
having disproportionate adverse impacts on disabled workers. Of particular note, fees had deterred
substantial numbers from submitting discrimination claims; and it appeared that this reluctance to
take legal action had in turn emboldened some employers to commit what might have been found to
constitute unlawful acts if taken to tribunal. The paper goes onto consider whether these adverse
impacts on disabled workers could render fees unlawful under UK and European equality and
human rights law and/or could entail violations of rights under the United Nations Convention on
the Rights of Persons with Disabilities. The paper concludes that the intent behind UK laws might (in
relation to the lawfulness of fees) have been frustrated in the domestic courts and that the impact of
any future successes in the domestic courts, or under international law, might be dependent upon
public opinion and political expediency. The paper also briefly compares developments in Britain
with developments in neighbouring and other comparable jurisdictions.

Keywords: UN Convention on the Rights of Persons with Disabilities; Equality Act; discrimination;
disability; tribunal fees; justice; employment

1. Introduction

Disabled individuals in the UK have long experienced work-related disadvantage [1], including
higher levels of unemployment and lower wages ([2], p. viii) and being more likely to be subject
to ill-treatment in the work-place [3]. Disability employment protections in the Equality Act (EqA)
2010, and in the predecessor Disability Discrimination Act (DDA) 1995, have played an important
role in reducing this disadvantage for many disabled workers. In particular, adjustments (to working
arrangements and the working environment) have facilitated recruitment, progression, and retention
(e.g., [4], pp. 81-83); and the DDA /EqA Reasonable Adjustments Duty has encouraged adjustments
(e.g., [5], Figure 4.2). There are, however, indications that disability employment laws are quite often
breached, with, for example, adjustments not being made when there could have been a legal duty to
make them (e.g., [6]). A wide range of factors have contributed to failures to comply with disability
employment law requirements. These might usefully be divided into individual factors, such as the
attitude of particular line managers (e.g., [7], p. 412); organisational factors, including the size of an
organisation ([8], p. 66); and external factors, including problems with enforcement, which are the
focus of this paper.

As Elias L] put it in Unison v The Lord Chancellor ([9], para. 26), “A right is rendered illusory if
there is no practical mechanism for enforcing it.” The research literature indicates that legislative and
policy changes in recent years have made it harder for workers in general to enforce their rights at the
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employment tribunals [10], with relevant changes having included a narrowing in the scope of legal
aid ([11], para. 3.1), as well as cuts in grants to voluntary sector advice providers ([12], p. 7); changes
to tribunal procedures ([13], pp. 416-17); and the introduction of fees to take a case to tribunal [12].
Of particular note, with fees introduced in July 2013, total claims to employment tribunals went down
by 81% between the first quarter of the 2013/14 financial year and the first quarter of the 2014/15
financial year ([14], Table 1.2), as shown in Table 1 below. There are also grounds to suspect that fees
could have had disproportionate adverse impacts on disabled workers. Except for a small number of
passing references (e.g., [11], p. 79; [15], p. 8), however, the research literature does not address this
matter. If it turns out that there have been disproportionate adverse impacts, these might render the
fees scheme unlawful under UK, EU, and/or international law.

Table 1. Changes in tribunal claims following the introduction of fees.

Adapted from data from the Office for National Statistics, Table 1.2 [14],  Change Q1 of 2013/14

licensed under the Open Government License v.3.0. to Q1 of 2014/15
Change in total employment tribunal claims accepted —81%
Change in disability discrimination claims accepted —63%

Whilst challenges to the lawfulness of the fees scheme have so far failed in the High Court
(Unison v The Lord Chancellor [2014] EWHC 218 (Admin) (henceforth referred to as Unison 1) [16], and
Unison v The Lord Chancellor [2014] EWHC 4198 (Admin) (Unison 2) [9], and in the Court of Appeal
(Unison v Lord Chancellor [2015] EWCA Civ 935 (Unison 3) [17], the door has in effect been left open
for parties to return to court with additional evidence and argument. First, in relation to whether
the EU “principle of effectiveness” had been breached, the High Court in Unison 2 indicated that
more evidence was needed to show that the fees scheme makes it virtually impossible or excessively
difficult for individuals to take a case to an employment tribunal ([9], para. 60), with the Court of
Appeal in general concurring ([17], para. 68). Second, as regards the indirect discrimination claim, the
claimants—and, in their stead, the courts—focussed on the disproportionate impact of the fees scheme
on women as a group and did not other than nominally address the impact on disabled people as a
group ([9], para. 65). In the light of this, there might be thought to be some value in presenting the High
Court with evidence of indirect disability discrimination. However, the court’s findings in relation
to justification ([9], paras. 82-91) might be argued to have closed off the possibility of a successful
disability claim. Third, the Public Sector Equality Duty (PSED), which the High Court in Unison 1 [16]
found had been complied with in relation to the introduction of the fees scheme, may subsequently
have been breached in relation to requirements to monitor the impact of the scheme. There also appear
to be possibilities under the United Nations Convention on the Rights of Persons with Disabilities and
the European Convention on Human Rights. There are, however, problems with all of the above legal
routes. Not least of these is that (even with legal decisions hostile to the fees scheme) any decision to
remove tribunal fees in England and Wales appears likely to depend in large part upon changes in
public opinion convincing the government that it would be politically expedient to do so.

Against this background, this paper draws upon the author’s qualitative study (hereafter referred
to as the Disabled Workers Study), and an analysis of the literature and some of the principal relevant
case law, to address the following questions:

e What has been the impact of tribunal fees, and other potential barriers to justice, on whether and
how disabled workers have enforced their rights under equality and employment laws?

e  How if at all have restrictions on access to employment justice influenced employer behaviour
towards disabled workers?

e  Have restrictions on access to justice for disabled workers entailed breaches of UK, EU, and/or
international law?

e  How can legal and campaign action together help improve access to justice?
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The author’s Disabled Workers Study was conducted between April and September 2015;
and involved collecting information from 265 disabled workers, using two qualitative online
surveys, follow-up questions emailed to the third of respondents who agreed to be sent these, and
11 semi-structured in-depth telephone interviews. The paper approaches the above questions from the
social sciences side of socio-legal studies.

The study methodology is outlined in the next section; then the findings are presented—in the
context of the existing literature and in the context of the legal environment; and the paper finishes
with conclusions and discussion.

2. Methods

2.1. A Pragmatic, and Exploratory, Qualitative Study

The study was pragmatic in that it aimed to produce, within a reasonable space of time, robust
evidence to feed into ongoing policy and legal debates, and, in particular, in relation to the House
of Commons Justice Committee’s Court and Tribunals Fees and Charges Inquiry [18] and expected
future legal challenges to the fees regime. In addition, the study aimed to help fill gaps in the
research literature referred to above. The reason for taking a qualitative approach was that qualitative
approaches appear better suited, than quantitative ones, to the study’s purpose of identifying causal
processes [19], concerning, for example, why and how disabled workers achieve or do not achieve
access to employment justice. It is accepted here that limited and provisional generalisations, including
what Williams calls moderatum generalisations [20], can be drawn from qualitative research ([20], p. 216).
Ideally, however, qualitative research based generalisations require more detailed data (such as from
a greater number of in-depth interviews), as well as a wider range of perspectives (including from
managers and HR officers), than was available in this study. In addition, to go beyond moderatum
generalisations, it might be argued to be necessary to use quantitative methods [21]. Therefore, while
the study indicated the presence of relevant processes in particular cases and indicated where some of
these processes were common across cases, the study is best regarded as exploratory and the findings
cannot be assumed to be generalizable to wider populations. The findings do, however, suggest
questions which could be used in a quantitative survey of a representative sample of disabled workers.

2.2. Data Collection and Analysis

Data collection and analysis ran in parallel. In particular, drawing on Strauss and Corbin [22],
concepts developed from collected data suggested additional data that needed to be collected to
further develop and test these concepts. For example, answers to the qualitative survey suggested that
fees might have a particularly strong deterrent effect on casual workers, and, therefore, some of the
follow-up semi-structured telephone interviews discussed what it was about being a casual worker
which militated against taking legal action. The Framework Method [23] was used as a tool to help
organise and analyse the data. The principal sources of study data were the following:

e The literature review. This included government documents and the research literature. The
findings from the review are reported alongside the study findings in Sections 3 and 4 below.

e Two online qualitative surveys. These surveys asked disabled individuals principally open-ended
questions about their work-related experiences, including, for example, “What has been your
experience of taking..legal action?” The first survey was conducted between April and June 2015;
and the second between June and September 2015, with the findings from the first survey having
suggested topics to explore in the second. The surveys were publicised with help from the UK
campaign Disabled People against Cuts and links to the surveys were posted on organisational
websites and extensively tweeted (see Appendix 1). 154 individuals responded to the first survey
and 158 to the second. Where respondents gave email addresses, it was clear that some had
responded to both surveys; and it was estimated that a total of around 265 individuals responded
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to the first and/or the second survey. A short extract from the second survey is shown at
Appendix 2.

e Follow-up email information and in-depth telephone interviews. The surveys asked respondents to
indicate if it would be OK to email them follow-up questions and around a third indicated that it
would be. This provided an opportunity to seek clarification of answers and further details about
experiences referred to. All those who emailed the author additional information, and referred to
tribunals, were asked whether they would be prepared to be interviewed on the phone. Twenty
five agreed to be interviewed and 11 in-depth semi-structured telephone interviews had been
conducted at the time of writing.

The data analysis drew upon the grounded theory “constant comparative method” [22], including,
for example, when comparing cases where legal action was taken with cases where it was not taken.
With a self-selecting on-line sample of respondents, threats to validity were manifold. In addition,
it seems likely that the places where the surveys were publicised (see Appendix 1)—including, for
example, in tweets from trade unions—would have significantly increased the likelihood of attracting
respondents opposed to tribunal fees and whose answers would include comments critical of fees and
their impact. That the surveys indicated the involvement of Disabled People against Cuts could well
have increased the possibility of such bias. It is also worth noting that the composition of the sample
did not appear to reflect the composition of the workforce along a number of important dimensions.
There was, for example, a disproportionate number of public sector workers. Along with making clear
the study limitations (including in relation to bias and generalisability), attempts to address threats
to validity included, in particular, “member checking” (e.g., [24], p. 322) searching for “discrepant
data” (e.g., [19], p. 258); and individual triangulation. As regards member checking, the 15 survey
respondents, sent the draft interpretations of their responses, in general agreed with the thrust of
the interpretations; while, in a significant number of cases, suggesting some changes in detail. HR
officers and managers sent some of the study conclusions in general expressed the opinion that the
recorded problematic organisational practices might happen but far less frequently than appeared to
be indicated in the draft study conclusions. The findings and conclusions were amended in the light of
this feedback. As regards discrepant data, this led, in some cases, to a concept being abandoned; and,
in others, to it being amended. For example, the initial conclusion that serious health problems and
no representation would in most cases prevent legal action was amended as a result of finding that a
number of individuals with serious health problems took action without representation (albeit without
success) where a family member was able to provide considerable support. Individual triangulation
included exploring, during the in-depth interviews, some of the assertions (such as about fees deterring
action) that the interviewee had made in his/her survey responses. This was particularly aimed at
addressing the possible biases arising from how the study sample was recruited.

In the findings sections below, the author’s study presented in this paper is referred to as the
“Disabled Workers Study”.

3. Findings in the Context of the Existing Literature

3.1. The Impact of Law on Practice

Consistent with the literature (e.g., [5], Figure 4.2) discussed in the “Introduction”, legal
requirements appear to have encouraged improvements in disability employment practice in many
of the organisations in the author’s Disabled Workers Study. This was most apparent in the case of
the Equality Act 2010 Reasonable Adjustments Duty. There were indications that adjustments (to
working arrangements and the working environment) had facilitated the recruitment and retention
of disabled workers; reduced sickness absence; and improved performance. An NHS worker, for
instance, wrote—"I have a very low sickness rate because of my adjustments. It’s lower than the
able bodied in my building.” It also appeared that the Reasonable Adjustments Duty could have
encouraged the adjustments in a substantial number of cases. This was clearest in the nine cases where
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study respondents reported that an employer had initially refused an adjustment and then later agreed
to it when the respondent was able to show that he/she was disabled under the Equality Act. It was
hard or impossible from the limited information provided (and that from one source in each case) to
assess the likelihood of the legal requirements having been breached in particular instances, except
where the study respondent reported that he/she had won his/her case at tribunal. Nonetheless, again
consistent with the existing literature (e.g., [6]), it appeared that practice may well have quite often
fallen short of what was required in law. In some cases, it was said that no adjustments were made;
and, in others, that adjustments were inadequate. For example, a central government worker, referring
to additional adjustments that he had needed but did not get, wrote—"MS is progressive and what
might have been an adequate adjustment 5 years ago would now not be adequate.” This might have
been inconsistent with the Reasonable Adjustment Duty being in law a continuing one.

There appear to have been a wide range of factors contributing to what could have been failures to
comply with legal requirements. These included individual factors, such as the perceived importance
of the disabled worker to the organisation, with casual workers being least well served; organisational
factors, including organisational policies; and external factors, which might be taken to include, among
others, social norms and (the focus of this paper) the enforcement of legal requirements. Arguably, the
effectiveness of anti-discrimination law depends, in large part, upon a realistic prospect of workers
being able (if poor practice continues) to enforce their rights at an employment tribunal. The findings
of the Disabled Workers Study reported here suggest the possibility that the limited availability of free
legal advice and representation, combined with the introduction of fees, and fear of victimisation, could
have left the majority of study respondents with no realistic prospect of enforcing their employment
rights. For example, referring to fees and lack of legal advice, a local council officer wrote —“The
whole lot has a chilling effect on even contemplating a case, no matter how bad or personally hurtful
the level of discrimination.”

This section next looks at some of the impediments to enforcement encountered at different stages
between what might be a discriminatory workplace incident and possibly fighting a case at tribunal.

3.2. Pre/No Legal Claim Actions

The coalition government justified the introduction of tribunal fees in part on the grounds that
informal dispute resolution within the workplace is preferable to enforcement action and that fees will
encourage the former ([25], para. 1). However, in addition to it appearing, from the existing literature,
that tribunal fees could in fact have discouraged informal dispute resolution ([12], pp. 6-7), the
mechanisms for such resolution appear in general to be ineffective. For example, Kirk et al. ([10], p. 3)
found that “[p]articipants who attempted to resolve disputes within workplace procedures frequently
found their grievances were ignored, hearings were pointless or managers simply covered one another.”
Being in a trade union can assist workers in obtaining their rights through informal means [26],
with, for example, unions helping disabled workers to negotiate adjustments [27]). However, the
general weakening of unions—with laws curtailing union activities ([28], p. 221), and the decline in
membership ([29], p. 5) and in collective industrial relations (e.g., ([30], p. 359)—has reduced the power
of unions to influence decisions in favour of individual workers (e.g., [31], p. 1521). Informal dispute
resolution action does not, of course, take place in isolation from the legal environment. In some cases,
for example, employees referring to legal requirements (without explicitly or at all threatening legal
action) led to previously denied adjustments being made (e.g., [31], p. 1517).

The author’s Disabled Workers Study, in general, reflected these findings about informal resolution
in the existing literature. Of particular note, the study provides little or no evidence to support the
government’s claim that fees would encourage internal resolution of disputes. Indeed, consistent with
Rose et al. [12], there were indications that tribunal fees have reduced the incentive for employers to
resolve disputes through internal procedures, as employers, according to some respondents, know
that non-resolution of disputes is now unlikely to lead to an employment tribunal case (on account
of their employees not being able to afford tribunal fees). In addition, 35 of the 43 respondents who
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referred to grievance procedures either indicated that they had little faith in them, and so had not
used them; or that they had used them and were disappointed with the results. A central government
worker, for example, wrote—"took out a grievance, which is managed by the two managers against
whom the grievance was.” Union representatives did appear to have helped some study respondents
to use internal procedures to secure their rights, with union support being referred to in 5 of the
8 cases in which the respondent appeared satisfied with the outcome of the grievance procedure.
In one case, for example, a union rep assisted in making a successful complaint about reasonable
adjustments not having been made, with the study respondent, a government agency control room
operator, reporting—" Assessments, new chairs, less screens. When I and my union complained.” A
number of respondents, however, indicated that their union had provided insufficient help. Even
where legal action was not initiated, threats of initiating it appear to have brought about improvements
in practice. However, fear of an adverse reaction left some disabled workers reluctant to threaten
legal action. This seemed to be particularly the case with casual workers, on account of regarding
their positions as vulnerable. A retail worker, for example, referring to being bullied after requesting
adjustments, wrote—"I didn’t do anything about it because I was on a temporary zero hours contract,
and they could have reduced my hours to zero at any time. After they found out I was disabled, they
halved my hours.”

3.3. Submitting a Claim

The Coalition government Business Secretary, Vince Cable, justified plans to “radically reform
the tribunals system” in part on the grounds that “there is a widespread feeling it is too easy to make
unmerited claims” [32]. Government representations of the tribunal system did not, however, strongly
reflect the statistics or the realities that potential claimants appear (from the existing literature) to face.
First, that the majority of claims are permitted to go onto a full hearing (i.e., are not dismissed at a
preliminary hearing) (e.g., [33], Table E.2) supports a conclusion that a majority of claims have merit.
Second, the discrepancy between indications that potentially unlawful treatment could be relatively
common place (e.g., [2]) among the millions ([34], p. 10) of UK disabled workers, and there only having
been 7492 disability discrimination claims in the year before fees came in ([14], Table 1.2), suggests that
it might in fact be too difficult to make merited claims, rather than too easy to make unmerited ones.
Third, claims which are made appear in general to be made reluctantly and sometimes after years of
ill-treatment ([10], p. 2). Reasons why most disabled workers do not attempt to enforce their rights at
an employment tribunal include workers not knowing that their legal rights could have been breached.
Edwards and Boxall ([35], p. 448), for example, report that the Disability Discrimination Act “featured
little in the experiences of the participants with CF (cystic fibrosis). Few were aware of the [A]ct and
others questioned whether they would be covered by it”. For those who feel that their employment
rights might have been breached, there are a number of principal deterrents to taking legal action.

These deterrents might include a not unrealistic perception that the odds will be stacked
against them. Ewing and Hendy ([36], p. 120), for instance, referring to claims that have been
submitted to the employment tribunal, report that “only 8% of unfair dismissal claims ultimately
succeed at full hearing...” Difficulties getting initial legal advice can further discourage claims, with
Holgate et al. ([37], p. 772), for example, finding “a paucity of individual employment advice...”.
It also seems that lack of advice at this stage has the potential to impact upon the likelihood of
winning at tribunal later on, and, in particular, as a result of how well the case is made out in the ET1
tribunal claim form. Busby and McDermont ([38], p. 175), for example, found, in their interviews
with Citizens Advice Bureau clients, that “[t]hose who completed the ET1 themselves found this a
daunting experience”. As with representation throughout the process, employees will in general be
at a disadvantage compared to employers at the submission stage. For example, Harding et al. ([39],
p- 6) found that “Three in ten claimants (31 percent) nominated a representative on the ET1 tribunal
claim form, compared to five in ten (49 percent) of employers on the ET3 tribunal response form”.
Problems arise in part from the restriction of employment legal aid to discrimination cases; and legal
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aid in discrimination cases having become more limited in application and scope, and more difficult
to access ([40], para. 27). There can also be fears that initiating a claim will lead to victimisation.
Suggesting possible substance to these fears, O’Sullivan et al., in their study of union officials’ views in
Ireland, found ([41], p. 236) that “half of survey respondents” indicated “that claimants are victimised
by their employer”.

Again reflecting the existing literature (e.g., [10], p. 2), as well as contradicting the Business
Secretary’s claim quoted above, the author’s Disabled Workers Study suggested that workers do not
easily or readily submit tribunal claims. In 17 of the 55 cases in which a reason for not submitting a
claim was given, it was indicated that the employer’s behaviour, or the dispute that this led to, had
contributed to the disabled worker being too ill to go onto submit and see through a legal claim. This
appears to have been the case with a speech therapist who wrote,—”If I had not felt so ill and upset by
the time I left I would have explored my legal options for constructive dismissal”. However, a more
commonly cited reason for not submitting a claim was fear of victimisation and/or aggravating an
already difficult situation (this being cited in 26 of the 55 cases in which a reason was given). One
voluntary sector worker, for example, stated—"I've not taken legal action...because I fear my employer
making me redundant as a result”. There were also fears that taking action could make it harder to
find work in future; and, for one local authority officer, it was not only being without a job that he
feared, it was the changed and punitive conditions for those not working. He stated—"I know, and my
family know, there is no longer any financial safety net if I lose the job I have now”.

3.4. The New Requirement to Pay Tribunal Fees

The most powerful obstacle to submitting a disability discrimination claim could now be the
requirement, introduced in July 2013, to pay a fee of £1200 to have a discrimination or other class B
claim heard at an employment tribunal. This is the first time that fees have been charged to take a
claim to tribunal since the UK tribunals were established in 1964 ([42], p. 136). There is, however,
a remission scheme, with individuals qualifying to pay a reduced fee or no fee if their disposable
capital and monthly income are below the specified thresholds. The government’s fees consultation
document suggested the possibility ([43], p. 19) that “Tribunal users required to pay a fee would not be
especially price sensitive...”. What, in fact, happened was a striking fall of 81% in claims accepted by
the employment tribunals between the first quarter of the financial year 2013/14 and the first quarter
of the financial year 2014 /15 ([14], Table 1.2), as shown in Table 1 above. In addition, the government
took a sanguine view of potential equality impacts. It’s equality impact assessment of its proposed
fee structure concluded that the structure would have few if any adverse impacts on equality [44];
and that “the measures” they “have put in place would mitigate any equality impacts” ([44], p. 9).
Subsequent evidence, however, indicates that fees could be having disproportionate adverse impacts
on disabled workers.

A principal impact has been reduced access to legal redress for disability discrimination.
Following the introduction of tribunal fees, there was a fall in accepted disability discrimination
tribunal claims of 63% between the first quarter of the financial year 2013/14 and the first quarter of
2014/15 ([14], Table 1.2), as also shown in Table 1 above. As well as the sequence and timing of this
fall being suggestive of fees having contributed to it, research indicates that fees have deterred
large numbers from submitting employment claims ([12], pp. 4-5). In addition, the evidence
does not support the government’s assertion that fees would be about “filtering out weaker and
non-meritorious” employment claims ([45], p. 18). Of particular note, Anthony and Crilly ([11], p. 78)
report that “success rates for employment tribunals remained broadly the same in the year before and
after the introduction of fees.” The reduced access to legal redress for disability discrimination would
appear to entail a number of disproportionate adverse impacts on disabled workers. It is self-evident
that disabled workers are more likely than non-disabled workers to experience unlawful disability
discrimination, as only those who meet the Equality Act 2010 definition of disabled can be the subject
of such discrimination. Therefore, a measure (in this case tribunal fees) which makes it harder for all
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groups to take a disability discrimination case to an employment tribunal will have a disproportionate
adverse impact on those groups with the greatest likelihood of needing to take such a case, i.e., disabled
workers. The government’s principal defence (in its equality impact assessment) to the argument that
fees could have disproportionate adverse impacts on disabled people was that “disabled people are
more likely to fall into the lower income brackets”, than non-disabled people, and so “would be more
likely to qualify for partial or full fee remissions” ([44], p. 7). This, however, gives insufficient weight
to the fact that individuals can be on low incomes and ineligible for a substantial or any fees remission.
The impact question in relation to low income groups should arguably have been whether the greater
likelihood of those in such groups being eligible for a fee remission compensates (in terms of numbers
affected and individual impacts) for the greater likelihood that individuals on low incomes will find
it harder to pay whatever fee is not remitted. In addition, as disabled workers may be prevented by
fees from bringing claims involving breaches of employment provisions other than those dealing with
disability discrimination, the potential impact of fees on disabled workers is greater than the drop in
disability discrimination claims reveals. Reduced access to redress for disability discrimination, and
for other employment law breaches, could in turn embolden some employers to discriminate against
disabled employees or to subject them to other detriment. Rose et al. ([12], pp. 6-7) lend indirect
support to this possibility, in so far as their study indicates that fees have left workers in general in a
weaker position vis-a-vis employers in relation to workplace disputes.

As the existing literature does not address the impact of fees on disabled workers, other than in
passing (e.g., [15]) or to record the drop in disability claims [14], there is a limited basis for making
comparisons with the author’s Disabled Workers Study. The author’s study findings do, however, add
substance to concerns that the Equality and Human Rights Commission ([46], para. 19) and others
have expressed about the possible negative impact of fees on disabled workers. Only a minority (73 out
of 265) of respondents, in the Disabled Workers Study, addressed the issue of whether fees deterred
claims. One of these respondents stated that “the fee would not prevent” him if he “needed to go to
tribunal”; and five indicated uncertainty as to the impact of fees. All the others indicated a deterrent
effect. First, this included respondents indicating that the fee would have deterred them if it had been
in place when they took their case. Second, some respondents suggested that fees would deter them
from taking another case in future. For instance, a third sector worker, with a visual impairment,
referring to fees, wrote—"I wouldn’t do it again. The financial implications are too high...and the
service for those on legal aid is not fit for purpose”. Third, there were those who had not taken a case
before and stated that fees would stop them from doing so in future. In some cases, the additional
costs of being disabled were indicated to have helped push the fee out of reach. For example, the
just quoted third sector worker wrote—"It’s a lot of money to lose—money that many of us simply
don’t have access to. Being disabled is incredibly expensive”. In another case, the suggestion was that
the money was there but that it was needed for difficult times ahead as the respondent’s condition
deteriorated. A data analyst wrote—"With a fee of £1200 to pay, and not being eligible for any relief
(my wife received a relatively small sum...we have kept it against when times get even worse than they
already are). I don’t think that I could possibly file a claim against a large, well-funded organisation
that already employs its own legal staff”. Fee remissions could, of course, allow some not to pay all or
part of the fee. However, just one respondent indicated being found eligible for a remission (though
many more might well have so indicated if there had been a specific question about remissions). She
wrote—"I was very wary of making a claim. Luckily I had the fee waived due to my disability (or paid
by legal aid, I'm not sure...it’s all so very confusing)”.

Not feeling able to make a claim seems to have contributed to some individuals feeling compelled
to put up with what they considered to be discrimination. For example, one respondent wrote—"I'm
unlikely to make a claim. Things have on occasion been disgustingly discriminatory (getting trapped
during a fire evacuation, anyone?) but I'm not likely to risk justice now. I will simply lump it until the
stress of it simply drives me from my job”. In addition, a significant number of respondents (19 of
the 73 who discussed tribunal fees) seemed to suggest that employers realised that employees could
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not afford tribunal fees, and that this realisation had or would embolden some employers to behave
in ways which before fees were introduced might have landed them at an employment tribunal. For
instance, a voluntary sector worker wrote, with reference to fees,—“I think employers care much less
about following rules because they know there is little or no comeback for their behavior”. Another
respondent suggested an impact on dismissal, writing that employers were now “willing to let people
go due to lack of action. Tribunal fees stop people taking their case further”.

3.5. Fighting the Case

For claimants who get as far as the employment tribunal, the chances of losing are higher than
those of winning (e.g., [33], Table E.2 on unfair dismissal). A case might be lost in large part as
a result of the statute and how the courts have interpreted it. Of particular note, despite having
experienced substantial disadvantage, there would have been no unlawful disability discrimination
if the affected individual did not meet the quite restrictive definition of disabled in the Equality Act
2010. Even if the definition is met, it can be difficult or impossible to prove this to the satisfaction of
the tribunal. For instance, Bell ([47], p. 202) notes that “there are examples in the law reports of first
instance tribunals and courts doubting, for example, whether even a condition as well-recognised
as schizophrenia satisfies the test”. A case might also be lost as result of a lack of representation.
Employers are more likely than claimants to be represented at the tribunal hearing ([39], p. 6); and the
tribunal process is heavily weighted against the unrepresented party ([48], p. iv). In addition to legal
aid reforms ([11], para. 3.1), a number of other recent government policies further tilted the balance
against the unrepresented claimant. For example, changes to tribunal procedures made it easier to
reject claims without a full hearing ([13], p. 417); and the discrimination questionnaire procedure was
abolished ([49], p. 207). This procedure had provided a statutory incentive for the employer to give
non-evasive answers to questions about its actions, with the answers providing a potentially useful
resource at any subsequent tribunal hearing.

Among respondents in the author’s Disabled Workers Study, the biggest problem in fighting
a case seemed, consistent with the literature (e.g., [48], p. iv), to be lack of representation. While it
was far from clear, it appeared that all those who indicated that they had won at tribunal had some
kind of representation. That one successful claimant had representation was implied, for example, in
her comment that the case was “awarded to” her “without” her “having to appear”. Without formal
representation or access to professional advice, steering a case through the tribunal process would
tend to prove difficult or impossible. For instance, a carer’s support worker wrote—"Fighting that
case was the hardest thing I have ever done and probably the most stressful. There is virtually no
advice if you don’t have legal representation and no legal aid. You have to work out how the system
operates for yourself at every stage”. In some cases, inadequate advice or representation, rather than
none at all, appears to have been the problem. For instance, referring to advice provided through
legal aid, a voluntary sector worker wrote—"the service I got was outsourced to another part of
the country and I had no representation and minimal support”. Once at tribunal, it appeared that
there could be problems with accessibility. Of particular note, the carer’s support worker, quoted
above, wrote—"trying to get the Tribunal to make the same reasonable adjustments I was at the
Tribunal about was a complete nightmare at every hearing.” However, only two other respondents
referred to problems getting reasonable adjustments to the tribunal process, with this suggesting
the possibility that tribunal adjustments related practice could have improved since earlier studies
(e.g., [50], para. 5.6.3). Whilst none of the respondents in the author’s Disabled Workers Study referred
to the recent government policies (additional to fees), which seem (as referred to in the previous
paragraph) to tilt the balance further against the unrepresented claimant, there were indications that
these policies could have been having an impact. For example, as regards the tightening up of tribunal
procedures, all three of the telephone interviewees who referred to their cases being dismissed at a
preliminary hearing appear to have been unrepresented, and their cases appear to have been dismissed
for procedural reasons.
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4. Findings in the Context of the Legal Environment

The existing literature (e.g., [15]), and the Disabled Workers Study reported here, suggest that the
fees scheme, and some of the other barriers to justice discussed above (at Sections 3.1-3.5), could be at
odds with domestic, European, and/or international law. However, there appear to be major obstacles
to establishing this in relevant courts. In addition, it is far from certain that any judgements finding the
fees scheme unlawful would lead to its abandonment or even to its substantial modification.

4.1. The Equality Act 2010 Public Sector Equality Duty (PSED)

The PSED requires that a “public authority” must, in the exercise of its functions, have due regard
to a number of specified needs, including, for instance, “the need to”
The High Court in Unison 1 dismissed Unison’s argument that fees had been introduced in breach
of the PSED ([16], para. 69), and the Court of Appeal in Unison 3 dismissed Unison’s appeal ([17],
para. 125). The High Court’s grounds for dismissing Unison’s PSED challenge included, it seems,
that (1) whilst the duty requires the public authority to collect and consider all relevant information,
“it is for the public authority to decide what is relevant..., subject only to challenge on conventional
public law grounds” ([16], para. 59), i.e., on the grounds that the decision is outwith the range of
reasonable decisions; and (2) in any event, the Lord Chancellor did collect and adequately consider an
impressive amount of information ([16], para. 60). However, as Fredman argues ([51], p. 357), Moses
L], in Unison 1, adopted “a very light touch standard of review of the duty to have due regard under
the PSED”; and, as Fredman seems to imply, Moses L] did not take adequate account of the extent
to which requirements under the PSED go beyond what would be required in public law without
the PSED ([51], p. 358). Amongst specific requirements under the PSED, the judgment in R (Brown)
v Secretary of State for Work and Pensions [2008] EWHC 3158 (Admin) (para. 92) seems of particular
relevance, stating that the due regard “duty must be exercised...with rigour and with an open mind”.
Moses L] does ([16], para. 58) cite the reference to “rigour” in Brown but not the reference to “an open
mind”; and it is the absence of an open mind, and a consequent lack of rigour, which might be argued
to have entailed a breach of the PSED. Both the consultations and the equality impact assessments
(EIAs) appear to have been directed at supporting an already reached policy decision to introduce fees.
The second EIA, for instance, seems to dismiss the consultation evidence wherever it goes against this
policy decision (e.g., [44], pp. 23-24).

The pre-fees introduction EIAs, despite their apparent inadequacies, are now effectively clear of
possible domestic legal trouble. The PSED, however, is a continuing duty. That the author’s research
reported here (at Section 3.4), and other research (e.g., [15], p. 6), indicate that the now implemented
fees regime could be having disproportionate adverse impacts on “equality groups” seems to provide
a compelling reason as to why the government needs (if it is to remain compliant with the PSED) to
conduct a fresh impact assessment (albeit not necessarily a formal EIA). However, despite evidence [52]
that PSED judicial reviews can hinder unwelcome policies, it is not clear that a great deal would be
gained in this case. Even if the High Court were to instruct the Ministry of Justice to conduct a
new assessment, and this assessment was to prove damming, there would seem to be no consequent
requirement under the PSED to abandon or even adjust the fees scheme. As Dyson L] said in comments
about the Race Equality Duty which also apply to the PSED, it “is not a duty to achieve a result...”
(R (Baker and others) v Secretary of State for Communities and Local Government [2008] EWCA Civ 141,
para. 31).

eliminate discrimination...”.

4.2. The European Union Principle of Effectiveness

In Unison’s second case (Unison 2) [9], there were two principal challenges to fees carried over
from Unison 1. The first was that the fees scheme breaches the “principle of effectiveness”. As Elias
LJ explains ([9], para. 23)—"That principle has been defined by the CJEU (Court of Justice of the
European Union) in the following terms: ‘The procedural requirements for domestic actions must

115



Laws 2016, 5,17

not make it virtually impossible or excessively difficult to exercise rights conferred by [EU] law’.”
This principle is of relevance to fees in that their payment is a procedural requirement which has the
potential to prevent individuals from enforcing employment rights conferred under EU directives.
Whilst Elias L] could “see the force of” Unison’s “submission” on effectiveness ([9], para. 60), he
rejected it, arguing that “the court has no evidence at all that any individual has even asserted that he
or she has been unable to bring a claim because of costs” ([9], para. 60). The Court of Appeal agreed
that additional evidence was needed, but was more amenable than the High Court to the idea that the
individuals, whose circumstances constituted this evidence, could be “notional” ([17], para. 69) i.e.,
hypothetical case studies could be relied upon. The principle of effectiveness ground would, therefore,
appear to remain open, with Unison needing examples of individuals for whom fees made it “virtually
impossible or excessively difficult” to take their case to tribunal. There again, the High Court had
raised the possibility ([9], para. 63), which the Court of Appeal ran with ([17], para. 72), that the
Lord Chancellor’s existing discretion to waive fees in “exceptional circumstances” meant that such
additional evidence might not be sufficient to show a breach of the effectiveness principle. In essence,
the suggestion appears to be that this discretion could be used to accommodate the rights of those
whose access to justice is rendered illusory by the fees scheme as currently administered, so long as the
number of individuals involved is “very small” ([9], para. 63). Whilst the focus in this section is on the
lawfulness of the tribunal fees scheme, other policies which restricted access to justice (such as changes
to legal aid) also need to be born in mind, in the sense that (combined with fees) these other policies
might have reduced access to such a degree as to render fees unlawful. The following comment from
Elias L] in Unison 2 ([9], para. 51) suggests some authority for this approach—"As the CJEU observed
in the Duarte Heros (sic) case (Soledad Duarte Hueros v Autociba SA [2014] 1 CMLR 53, para. 34), the
effect of any restrictions must be considered in the context of the procedures as a whole...”.

The author’s Disabled Workers Study produced findings of potential relevance to the effectiveness
claim. The study—consistent with the literature (e.g., [39], p. 5)—indicated that fees could be having a
substantial deterrent effect on tribunal claims (as discussed at Section 3.4). Further, it appeared that, in
some cases, fees might have made it “virtually impossible or excessively difficult” to take a claim to
tribunal (suggesting the possibility that the principle of effectiveness had been breached). For instance,
five of the study respondents, whose survey responses had indicated that fees had a strong deterrent
effect, agreed to take part in telephone interviews, and four of these credibly maintained during the
interviews that they simply could not afford the fee. In general, survey responses cited the fee as
a barrier which deterred a claim when combined with other barriers. Of particular note, there was
indicated to have been concern that paying a fee would (in the absence of legal aid) have necessitated
forgoing legal representation and that without representation it would have been difficult or impossible
to successfully pursue a case. In addition, it did appear, also consistent with the literature [38], that
legal representation could make a substantial difference to outcomes. The author’s Disabled Worker
Study findings might be thought to lend support to the argument that, in determining the lawfulness
of fees, the courts should give more weight, than the High Court did [9], to the deterrent effect arising
from the interaction between tribunal fees and the cost of legal representation, as well as from the
interaction between these factors and other impediments to action indicated in this study. These other
impediments included, for example, the impact of health problems on the ability of some disabled
workers to take a case without legal assistance. However, as referred to above, the Lord Chancellor’s
discretion to waive the fee could prove a stumbling block to any attempt to show that the effectiveness
principle has been breached. The Disabled Workers Study casts some possible light on this issue.
While the sample was not representative, the significant numbers who, it appears, might have been
prevented from making a disability claim (as a result of the fee) suggests the possibility that the total
numbers across Britain prevented from making any kind of employment tribunal claim could well
be greater than the “very small” numbers that the High Court ([9], para. 63) appears to imply could
be accommodated through the Lord Chancellor’s existing discretion to waive the fee in “exceptional
circumstances”. It is also possible that there are individuals among the study respondents who would
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be willing to provide evidence to the Court of having been prevented by fees from pursuing legitimate
employment claims. However, this would present potential ethical difficulties; and, instead, a separate
study (with this legal purpose flagged up from the start) might need to be conducted. In addition,
as Busby writes ([53], p. 257), referring to individuals who were refused a fees remission,—"to
require such individuals to participate in litigation which is not directly concerned with resolving their
personal dispute is a lot to ask.”

4.3. Indirect Discrimination

The second principal challenge to fees carried over from Unison 1 to Unison 2 was that the fees
scheme constitutes indirect discrimination under EU law and under the UK Equality Act (EqA) 2010.
Under EqA section 19 (indirect discrimination), which Elias L] focussed on in Unison 2 ([9], para. 67),
a provision, criterion or practice (PCP) is discriminatory where (to take the case of disability) it is
applied or would be applied to non-disabled persons; it puts or would put disabled persons at a
particular disadvantage compared to non-disabled persons; it puts or would put the disabled person
in question at that disadvantage; and the person who applies or would apply the PCP cannot show it
to be a proportionate means of achieving a legitimate aim. Elias L] ([9], para. 65) states that Unison’s
case “focussed almost exclusively on discrimination against women”, and that “The court does not
have the material to determine whether there has been any other form of discrimination”, such as
against disabled people. The first two arguments that Unison put forward, as to why there was indirect
discrimination, were rejected on the grounds that the comparisons (which Unison argued established
disproportionate impact) were not legitimate (e.g., [9], para. 71) and the third argument was rejected
on the grounds that (with the most recent statistics) the comparison did not support its claim that
women were discriminated against ([9], paras. 77-78), as well as on the grounds of justification ([9],
para. 90). The Court of Appeal upheld the High Court’s rejection of Unison’s indirect discrimination
challenge [17]. However, in addition to it not being clear that the High Court had good reasons in law
to reject the first two arguments, the third argument, which failed on the statistical facts in relation
to women as a group, might (if a court were to consider the matter) be thought to have some hope
of succeeding on the statistical facts in relation to disabled people as a group. For this reason, Elias
L] might not have been correct in asserting—"if the sex discrimination claim does not succeed, it
is unlikely that any claim based on any other protected characteristic would do so” ([9], para. 65).
The third argument alleged that the fees scheme “as applied to all class B cases discriminates against
women” ([9], para. 76), with class B fees being higher than class A fees. While the latest statistics may
or not support this argument ([9], paras. 77-81), they appear fairly likely to support the argument
that the fees scheme as applied to all class B claims discriminates against disabled persons. In essence,
this is because it is likely that the ratio of disabled to non-disabled persons caught by the class B fees
(which apply to discrimination and, for instance, unfair dismissal claims) is greater than the ratio
of disabled to non-disabled persons in the labour force as a whole. It is notable, for instance, that
52% of all discrimination claimants (not just those making disability claims) in 2013 had a long-term
disability ([54], p. 84 cited in [11], p. 79). However, even if the courts were to accept that the higher
class B fees put disabled persons at a particular disadvantage, the tenor of the High Court and Court
of Appeal judgments (in Unison 2 and 3), including comments on how “legitimate” policies justified
disproportionate adverse impacts on women (e.g., [9], para. 69), suggest that the courts may well be
minded to regard any discriminatory impact on disabled persons as justified in law. Indeed, as the
Court of Appeal notes ([17], para. 88), the High Court judgment includes a section “which appears to
be intended to address the question of justification rather more generally in respect of any disparate
impact which the Fees Order might have been shown to have on members of protected classes”; and
this section in the High Court judgement ([9], p. 90) concludes that “the scheme taken overall...is
justified and proportionate to any discriminatory effect”. In short, the indirect disability discrimination
claim could well be a legal cul de sac. There again, additional evidence (including that from the
author’s Disabled Workers Study discussed next) may contribute to showing that the discriminatory
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effect of the fees scheme on disabled workers is greater than the “very small” “extent of any adverse
impact” ([9], p. 81) that the High Court refers to in relation to women as a group, thus potentially
making the impact harder to justify. Additional evidence may also contribute to showing that some of
the aims (that fees are taken to be a proportionate means of achieving) might not be as legitimate as
the High Court assumed.

The findings of the author’s Disabled Workers Study provide some support for the argument that
fees have had disproportionate adverse impacts on disabled workers (see Section 3.4). This includes in
relation to barriers to legal redress for discrimination and in relation to the consequences of weakened
enforcement. In relation to barriers to legal redress, there were, for example, indications that the fees
remission scheme itself entailed indirect disability discrimination. First, disposable capital—which
individuals are in effect expected to expend on fees to below a specified threshold before being granted
a remission—can be of greater importance to disabled individuals. For example, an individual might
need to finance medical treatment not available from the UK National Health Service. Second, it can be
harder for work-limited disabled individuals to replenish disposable capital expended on fees during
a case. In relation to the consequences of weakened enforcement, the study findings were consistent
with Rose et al.’s ([12], pp. 6~7) more general finding that fees tilted the power balance in the workplace
further against the employee. However, the Disabled Workers Study reported here more specifically
indicated that fees could have contributed to disabled workers being subject to increased workplace
ill-treatment, including possible discrimination (as discussed at Section 3.4). As regards the suggestion
above that the courts may be minded to regard fees as a proportionate means of achieving a legitimate
aim, the Disabled Workers Study, along with earlier studies (e.g., [11], p. 79), arguably chip away at the
legitimacy of these stated aims. For example, the information from study respondents did not seem
to suggest that fees were helping to achieve the government’s indicated aim of principally reducing
unmeritorious claims and claims which could be settled informally ([45], p. 50). Indeed, it was telling
that all the individuals who indicated that they had won a case in the past (suggesting, of course,
that their case had merit), and who discussed fees, stated that they would not have taken the case
if fees had been in place at the time. However, for the reasons discussed in the previous paragraph,
it remains questionable as to whether a future indirect disability discrimination claim would have a
realistic prospect of success.

4.4. United Nations Convention on the Rights of Persons with Disabilities (UN CRPD)

The UNCRPD was ratified by the UK on 8 June 2009 ([55], p. 428). A central motivation behind the
Convention was to help ensure that disabled individuals can enjoy on an equal basis, with non-disabled
individuals, rights provided for in international human rights treaties ([56], pp. 752-53); and the Convention
aims to achieve this in part through requirements to make reasonable accommodations ([57], p. 5).
CRPD Article 13 (Access to Justice) (1), for instance, requires—"“procedural...accommodations, in order
to facilitate” disabled persons’ “effective role...in all legal proceedings...”; with it being notable that
the UK Employment Appeal Tribunal recently drew on this Article in considering the reasonable
adjustments that courts are required to make for disabled litigants (Rackman v NHS Professionals
Ltd [2015] UKEAT/0110/15/LA, para. 59). Reiss ([58], pp. 113-14) argues that to “properly comply”,
with the CRPD, “governments may have to review nearly the entire corpus of existing law for lacunae,
ignoring the needs of the disabled...”. The CRPD also imposes monitoring obligations on States
Parties [59]. These include the requirement to submit periodic reports to the Committee on the Rights
of Persons with Disabilities (the Committee) on the steps that the state has taken to implement the
Convention, and to respond in these reports to concerns raised by the Committee in its concluding
observations to previous reports. In addition, as Bartlett ([56], pp. 754-55) points out—"for those
countries such as the UK that have signed the optional protocol to the CRPD, individuals or groups
of individuals may complain to the Committee regarding alleged breaches of the CRPD, and the
Committee adjudicates the matter in quasi-judicial fashion”; with the Committee also having “authority
to undertake inquiries into systematic violations of the CRPD” ([55], p. 429).
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A number of the barriers to justice discussed above (Sections 3.1-5) appear at possible variance
with the CRPD. These include what was referred to above (at Section 3.5) as the “quite restrictive
definition of disabled in the Equality Act”. In 2007, as Lane and Munkholm report ([60], p. 6), the
European Union (EU) ratified the CRPD, “making it an integral part of the EU legal order, thus
placing an obligation on the ECJ (European Court of Justice) to interpret the (EU Equal Treatment
Framework) Directive in a manner consistent with the Convention” (wording in brackets added).
Lane and Munkholm go onto note that, in the joined cases of Jette Ring and Skoube Werge, the Court
of Justice of the European Union (CJEU) concept of disability was, in the light of the CRPD, brought
“much more into line with the social model” ([60], p. 6). In essence, the social model focuses on
external factors—such as inaccessible work environments—as a principal cause of a disabled person’s
disadvantage ([61], pp. 29-36). With this CJEU change in how disability is understood, and reasonable
adjustments required under the Framework Directive, it could be argued that the right to reasonable
adjustments should not be restricted to those who meet the definition of disabled in the UK Equality Act
2010 (which focuses on the nature of the individual’s impairment and so is based on a predominantly
medical model of disability) but instead should be extended (at least in relation to matters covered in
the Framework Directive) to those who would meet the broader definition of disabled in the CRPD.

Where the arguments against fees have failed so far under domestic and EU legislation, similar
arguments could potentially succeed under the CRPD. For example, as noted earlier (at Section 4.1), the
Equality Act 2010 Public Sector Equality Duty (PSED) requires public authorities to have “due regard”
to the “need to—(a) eliminate” unlawful discrimination, and Moses L] appeared in Unison 1 [16]
to consider that the government’s impact assessments met this requirement, regardless of whether
these assessments had led to any action to eliminate discrimination. In contrast, CRPD Article 4 (1)
(e) requires States Parties “to take all appropriate measures to eliminate discrimination on the basis
of disability...”. If fees for disability discrimination claims are emboldening a significant number of
employers to discriminate against disabled workers—as the author’s Disabled Workers Study suggests
could be happening (Section 3.4)—then abolishing fees (outright or for disability discrimination claims)
might be taken to be an “appropriate” measure “to eliminate” this additional discrimination.

Some of the other CRPD Articles which, in combination with others, tribunal fees might be argued
to have the potential to be at variance with include Articles 5 and 27. Under Article 5 (Equality and
non-discrimination) (2), “States Parties shall...guarantee to persons with disabilities equal and effective
legal protection against discrimination...”. The UK might be argued to be violating this article if, as the
author’s study suggests could be the case (Section 3.4), the fees scheme has resulted in many disabled
workers no longer being able to afford to enforce their rights at tribunal and so, for them, there is no
“effective legal protection...”. Under Article 27 (Work and employment) (1), “...States Parties shall
safeguard and promote the realization of the right to work,...by taking appropriate steps, including
through legislation, to, inter alia:...(b) Protect the rights of persons with disabilities, on an equal basis
with others, to just and favourable conditions of work..., including protection from harassment, and
the redress of grievances”. Tribunal fees could go against all of these specified obligations. This
is most clearly indicated in relation to the Equality Act 2010 Reasonable Adjustments Duty, as this
duty is in essence about safeguarding and promoting the realisation of the right to work (e.g., [31],
p- 1511). However, if workers cannot afford, as a result of tribunal fees, to enforce their rights under
the Reasonable Adjustments Duty, then the duty and its impact could be greatly diminished.

The impact of fees, in relation to these CRPD Articles, might provide the basis for an inquiry, by
the UN Committee on the Rights of Persons with Disabilities, into whether the fees scheme entails
systematic violations of the CRPD. There could also be grounds for individuals to bring complaints
of violations of their rights under the Convention. Indeed, it is not impossible that such violations
occurred in the case of some of the study respondents (though it was not possible to hear employer
accounts of alleged incidents). One study respondent, for example, indicated that his workplace
disability discrimination grievance was not taken seriously; and that the tribunal fee prevented him
from going onto to take legal action. The problem, he explained, was that his disposable capital was
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just above the eligibility limit for a fee remission but he could not use this capital to pay the fee, since it
was needed to fund care as his progressive condition deteriorated. It might be argued that, in these
circumstances, he was denied his right under CRPD Article 5 (2) to “effective legal protection against
discrimination” and under CRPRD Article 27 (1) (b) to “redress of grievances”. While the Committee
on the Rights of Persons with Disabilities will examine the impact of a national law on a particular
individual (e.g., CRPD/C/12/D/5/2011, para. 10.2) [62], the Committee’s recommendations in these
cases can have wider effect; and, in particular, in so far as the State Party can be placed under an
obligation to take measures to prevent similar violations in future (e.g.,, CRPD/C/14/D/21/2014,
para. 9. (b))[63]. In addition, the CRPD periodic reporting requirements (referred to above) could
provide opportunities to raise concerns about fees and for the UN Committee to recommend changes.
Indeed, the Equality and Human Rights Commission writes that, as part of the UK Independent
Mechanism on the CRPD, it contributed to a report which “called on the UN CRPD Committee to ask
the UK government to provide evidence of the effect on disabled people of the introduction of fees for
ET cases...” ([46], para. 19). There are also possibilities arising from the CRPD’s role in strengthening,
from a disability rights perspective, international human rights agreements. For example, in so far
as the CRPD is used as “a reference point for interpreting... ECHR (European Convention on Human
Rights) law relating to discrimination on the grounds of disability...” ([64], p. 38), the CRPD could add
weight to what might already be a good case under the ECHR against fees in the case of particular
disabled individuals. Of particular note, in a number of non-UK cases (e.g., Podbielski and PPU Popure
v Poland [2005] ECHR 543, para. 64), the application of court fees has been found to have compromised
a claimant’s rights under Article 6 (covering the right to a fair trial); and, assuming that the UK fees
regime has a particular impact on disabled people (which the study reported here suggests could be
the case), Article 6 read with Article 14 (which guarantees non-discrimination in the enjoyment of the
other Convention rights) might be engaged.

There are, however, major limitations on the potential usefulness of the CRPD. These include
the slow pace at which UN procedures progress. For example, referring to the periodic reporting
requirements, Lawson and Priestly ([59], p. 742) “estimate the likely time from submission of state
parties’ reports to their scrutiny by the UN Committee on the Rights of Persons with Disabilities may
now be approaching seven years”. In addition, domestic political priorities could render pyrrhic any
victories in international law. In recent years, UK governments do not appear to have taken allegations
from international bodies very seriously. For example, the 22 page letter to the UK government
in 2014 from the Office of the United Nations High Commissioner for Human Rights [65] sets out,
in considerable detail and with 116 citations, why austerity policies could amount to retrogressive
measures prohibited under the International Covenant on Economic, Social and Cultural Rights. The
heart of the UK government’s 2 page response [66], however, is—“We were disappointed that your
letter cites generalised rather than specific allegations with few sources cited”. It seems possible
that the government might give similarly short shrift to any recommendations regarding the CRPD
and tribunal fees. Further, bearing in mind that the government is committed to abolishing the
Human Rights Act 1998 ([67], p. 58), and the Prime Minister would not rule out quitting the European
Convention on Human Rights [68], it would not be surprising if a series of adverse decisions from
the Committee on the Rights of Persons with Disabilities prompted the government to talk about
opting out of the inquiry procedure under the CRPD optional protocol. In such circumstance, in
which national governments can ignore judgments or rescind international obligations, the impact of
decisions under international law could depend to a considerable degree upon the state of domestic
public opinion. It also seems that influencing public opinion in contradiction to dominant media and
government narratives presents a major challenge. For example, government plans to abolish the
Human Rights Act (HRA) might be expected to have provoked outcry from the public whose freedoms
the Act is designed to protect; and yet the UK government has succeeded in portraying the HRA as
akin to a terrorist’s charter [69]. A similarly hostile reception could well await any adverse CPRD
decision on tribunal fees. Indeed, the media reaction to the ongoing UN CRPD inquiry might give a
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taste of what to expect, with the Daily Mail headline [70] announcing—“Now UN sparks fury after
launching human rights investigation into Britain’s disability benefit reforms”.

5. Conclusions and Discussion

Currie and Tegue ([71], p. 2) refer to a “huge expansion in individual employment rights that
has occurred almost simultaneously across Anglo-American (sic) countries”, and which “can be
traced back to the 1970s” ([71], p. 7). However, the authors go onto argue ([71], p. 11) that “active
efforts are occurring to design institutional arrangements to dull the impact of” this expansion. These
efforts might be argued to have accelerated under the UK coalition government (2010-2015) and to
have focussed on weakening enforcement, including through curtailing the enforcement powers and
resources of the Equality and Human Rights Commission 2011 ([72], p. 319); cuts to legal aid and
to legal advice services ([40], para. 27), and (the focus of this paper) the introduction in 2013 of fees
to have a case heard at a British employment tribunal. UK governments have also begun reversing
the expansion of the individual employment rights themselves, with, for instance, a doubling in
the qualification period for protection from unfair dismissal ([49], p. 206). A number of Currie and
Tegue’s other so-called “Anglo-American” countries seem set to introduce or increase fees and/or
make them non-refundable (see, for example, recommendation 17.1 of the Productivity Commission
to the Australian government ([73], p. 56)). The picture with regards to fees, however, is different
in jurisdictions neighbouring Britain. In the case of the devolved Northern Ireland administration,
the Minister for Employment and Learning “ruled out the introduction of fees...” ([74], p. 2); and, in
the Republic of Ireland, a fee is only payable where a party who failed to appear at the Workplace
Relations Commission without good cause wishes to appeal the decision to the Labour Court [75]. In
addition, within Britain, the ruling Scottish National Party has indicated that it would abolish tribunal
fees if and when further devolution gives the Scottish government the power to do so ([76], p. 3).

With a majority UK government committed to fees, and the possibility of it continuing in power
after the 2020 General Election, it seems that fees might be there to stay in England and Wales. That is
unless fees are found unlawful. Fees have been successfully challenged in a number of jurisdictions.
Of particular note, the Canadian Supreme Court (Trial Lawyers Association of British Columbia v British
Columbia (Attorney-General) [2014] SCC 59) ([77], para. 46) found—"A fee that is so high that it requires
litigants who are not impoverished to sacrifice reasonable expenses in order to bring a claim may,
absent adequate exemptions, be unconstitutional because it subjects litigants to undue hardship,
thereby effectively preventing access to the courts”. In addition, criticisms on constitutional grounds
(e.g., [78], paras. 40-72) of the Productivity Commission’s recommendations on fees (referred to above)
suggest the possibility of legal action if the Australian government implements these recommendations.
Challenges to the lawfulness of the fees scheme have so far, however, failed in the UK High Court
(Unison v The Lord Chancellor [2014] EWHC 218 (Admin) (“Unison 1”) [16] and Unison v The Lord
Chancellor [2014] EWHC 4198 (Admin) (“Unison 2”) [9], and in the Court of Appeal (Unison v Lord
Chancellor [2015] EWCA Civ 935 (“Unison 3”) [17]. This seems to have been in part on account of
the courts requiring that fees cause more hardship (to be taken to be unlawful) than in the test that
the Canadian Supreme Court indicated. There again, the door has in effect been left open for parties
to return to the UK courts with additional evidence and argument. First, in relation to whether
the EU “principle of effectiveness” had been breached (Section 4.2), the High Court indicated that
more evidence was needed to show that fees make it virtually impossible or excessively difficult for
individuals to take a case to an employment tribunal (e.g., [9], para. 60), with the Court of Appeal
in general concurring ([17], para. 68). Second, as regards the indirect discrimination claim, the
claimants—and, in their stead, the courts—focussed on the alleged disproportionate impact of the fees
scheme on women as a group, with the court ruling that the latest tribunal statistics did not indicate
such an impact, as well concluding that “the scheme taken overall...is justified” ([9], para. 90). There
might, therefore, be thought to be some value in the High Court being presented with evidence of
indirect disability discrimination (though, as returned to below, an indirect disability discrimination
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claim may now have little prospect of success). Third, while the High Court dismissed Unison’s
argument that fees had been introduced in breach of the Public Sector Equality Duty (PSED) [16], the
PSED is an ongoing duty, which might be argued to require the Ministry of Justice to re-assess the
equality impact of the fees scheme now that it has been in place for several years (Section 4.1).

As discussed in this paper (Sections 4.1-4), the author’s Disabled Workers Study produced
findings of potential relevance to the effectiveness and indirect discrimination claims and to whether
the PSED has been breached. A total of 265 disabled workers took part in the study; with the study
including two qualitative surveys, emailed follow-up questions, and 11 in-depth semi-structured
telephone interviews. As regards the principle of effectiveness (Section 4.2), the study suggested, for
example, that fees, combined with the limited availability of legal aid, could have made it “virtually
impossible or excessively difficult” for dozens of the study respondents to take their claims to tribunal.
As regards indirect discrimination (Section 4.3), the study provided support for the argument that fees
have had a disproportionate adverse impact on disabled workers. This includes in relation to barriers
to legal redress for discrimination and in relation to the consequences of weakened enforcement. Of
particular note, 19 of the 73 study respondents, who discussed tribunal fees, seemed to suggest that
employers realised that employees could not afford tribunal fees, and that this realisation had or
would embolden some employers to commit what might have been found to constitute unlawful
acts if taken to tribunal. Study evidence of disproportionate adverse impacts on disabled individuals
also adds weight to the argument that the Ministry of Justice should, so as to remain compliant
with the PSED, reassess the equality impact of the fees scheme. There are, however, major obstacles
to bringing about change through these domestic law approaches. The principle of effectiveness
challenge, presented with the kind of evidence that the courts have called for, appears to have the
greatest prospect of meaningful success. However, from the Court of Appeal judgement, it seems that
the most that might be hoped for is that “the level of fees and/or the remission criteria will need to be
revisited” ([17], para. 75), and presumably adjusted. A possible problem with an indirect disability
discrimination claim is that, even if the courts were to accept that the fees scheme put disabled persons
at a particular disadvantage, the tenor of the High Court judgement (in Unison 2 and 3) suggests that
the courts may well decide that the particular disadvantage (that disabled people are put at) is justified
in law. A PSED judicial review application might succeed. However, a finding against the Ministry of
Justice would, at best, require a new assessment, subsequent to which there would appear to be no
requirement under the PSED to make changes to the fees scheme.

In these circumstances, there could be value in additionally seeking remedy in international law
and with European or international bodies. There are indications from the author’s study (Section 4.4)
that the fees scheme could be at variance with a number of Articles of the UN Convention on the
Rights of Persons with Disabilities (CRPD), and that this could provide the grounds for an inquiry by
the UN Committee on the Rights of Persons with Disabilities into possible systematic violations of the
CRPD, as well as providing grounds for an individual to bring a complaint that their individual rights
under the CRPD have been violated. Indeed, it seems possible that violations had occurred in the case
of some of the study respondents. There are, of course, major obstacles to using international law to
successfully oppose fees. Problems include the slow speed at which UN quasi-judicial wheels turn.
However, the more substantial problem is that the UK government appears inclined to reject or ignore
adverse decisions from the UN; with the foreign secretary, for example, describing as “ridiculous” the
recent UN panel finding that Julian Assange [79] had been subject to “arbitrary detention”. In addition,
the media appears in general prepared to present government dismissal of UN decisions as defending
British sovereignty (e.g., [70]) rather than as flouting international law that the UK has signed up to.
Indeed, bearing in mind that the UK government has talked about leaving the ECHR [68], it seems
unlikely to baulk at the prospect of opting out of the CRPD optional protocol inquiry mechanism. In
these circumstances, an important challenge will be how to use the CRPD to help see off fees without
the CRPD itself being seen off.
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Indeed, none of the (domestic and international) legal options discussed above may be enough
on their own or together to see off fees or the current fees scheme in England and Wales, even if the
applicants are successful in court. In contrast, fees could well be abolished in Scotland without the
need for any further legal action ([76], p. 3). The future of fees will ultimately be a political decision.
With the UK government ideologically committed to charging fees ([45], pp. 49-50), any decision to
end them in England and Wales is likely to depend upon it being made politically expedient to do so.
Efforts to make it politically expedient might in turn benefit from combining legal actions and wider
campaigning so as to generate coverage for the most egregious cases, provide a platform from which
to address the more general arguments, and help persuade public opinion that tribunal fees are an
unacceptable denial of access to employment justice. That the Lord Chief Justice has recently stated
that “our justice system has become unaffordable to most” [80] can only bolster the effectiveness of
these efforts. In addition, at the time of writing, Unison is waiting to find out if it has been granted
permission to appeal its tribunal fees claim to the Supreme Court [81].
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Appendix 1

The following table lists every third website, facebook page and tweet which (during an internet
search) was found to have publicised one or both of the qualitative surveys. Non-organisational tweets
were not included for ethical reasons. The table provides links to the organisational home page or the
page which publicises the survey.

Table Al. Sample of places publicising the study.

Name of Organisation Link to Website, Facebook Page, or Tweet

http:/ /www.bfawu.org/dpac_launches_survey_into_

Bakers Food and Allied Workers Union reasonable_adjustments_for_disabled_workers

Black Triangle Campaign http:/ /blacktrianglecampaign.org
Breakthrough UK http:/ /www.breakthrough-uk.co.uk
British Association for Supported Employment http:/ /base-uk.org/
Disabled Living Foundation https:/ /twitter.com/DLFUK
Disabled People Against Cuts http://dpac.uk.net/
https:/ /www.facebook.com/EhlersDanlosUK/posts/

Ehlers-Danlos Support UK 10155456255180414

https:/ /twitter.com/Legal ActionGrp?cn=cmV0d2VI1d

Legal Action Group FOtZW50aW9uZWRFdXNlcg%3D%3Déerefsrc=em
Sense https:/ /twitter.com/sensetweets /status/644083632370487296
SEN RT https:/ /twitter.com/rt_sen

https:/ /www.tuc.org.uk/equality-issues/disability-issues /

Trade Union Congress campaigning-disability-equality /impact-uk-coalition-government
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Appendix 2

The following is a short extract from the second qualitative survey. The complete surveys will be

emailed on request. There were a total of 60 questions asked across the two surveys.

Why Were Reasonable Adjustments Made for You?

1.

What reasonable adjustments have been made for you by an employer (you worked for or applied
for a job with) and when were these adjustments made?
What factors do you think contributed to the adjustment(s) being made? For example,

(@)  Who suggested an adjustment? Was it you or someone else?

(b)  Who supported the request for an adjustment; who, if any one, opposed the request; and
what form did any support or opposition take?

(c)  Was an adjustment considered inexpensive and/or was it considered essential to you
doing your job?

(d) Did you have to fight for an adjustment; and, if so, what did this involve?

(e)  Did your organisation have a central fund to pay for reasonable adjustments?

Did the fact that there is a legal duty to make reasonable adjustments seem to contribute to you
getting an adjustment, and, if so, how?”
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Abstract: On 25 September 2015, the United Nations (UN) General Assembly unanimously voted
for the post-2015 UN resolution on the post-2015 Sustainable Development Goal (SDG) agenda.
This article argues that although the post-2015 SDG agenda is an advance on its precursor the
Millennium Development Goals (MDGs)—especially for progressing the human rights of persons
with disabilities in development settings, everywhere—it should nonetheless be approached with
caution. This article will identify “three steps forward” for persons with disabilities within the broad
content of the post-2015 SDGs, while also highlighting four potential “steps back”. It concludes
persons with disabilities, disability rights advocates and their supporters must remain vigilant
as the post-SDG UN resolution is now operationalised and implemented by UN Member States
and their many partners. This is particularly so if the content of the Convention on the Rights of
Persons with Disabilities is to be effectively integrated into the post-2015 development policy and
planning landscape.

Keywords: human rights; disability; sustainable development goals; SDGs; UN resolution;
Convention on the Rights of Persons with Disabilities; CRPD

1. Introduction

The United Nations (UN) General Assembly’s 25 September 2015 resolution, “Transforming our
world: the 2030 Agenda for Sustainable Development”, is a “plan of action for people, planet and
prosperity” ([1], p. 1, preamble). Consisting of a 35-page, 91-paragraph document, this formative
resolution sets out the global community’s post-2015 Sustainable Development Goal (SDG) action plan
for the next 15 years, until the year 2030. Although it contains much of the “unfinished business” of its
precursor blueprint for development, the eight Millennium Development Goals (MDGs), which were
introduced to the world in UN Secretary-General Kofi Annan’s Road map towards the implementation
of the UN Millennium Declaration (Road Map report) of September 2001 (Figure 1) [2], the 17 SDGs
outlined in the September 2015 resolution undoubtedly advance the MDG agenda (Figure 2). This is
primarily because the UN resolution on the post-2015 SDGs shifts the world’s development focus from
poverty eradication (as emphasised by the MDGs) to poverty eradication and sustainable development,
while also reinforcing the inclusive nature of the new goals through its central principle—"that no one
will be left behind” ([1], p. 1, preamble).
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Figure 1. The eight MDGs contained in the UN Secretary-General’s Road Map report of September

2001 [2].
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Figure 2. The 17 SDGs outlined in pages 14-27 of the UN resolution on the post-2015 SDG agenda [1].

The question I will seek to address in this article for Laws’ Special Issue on Disability and Human
Rights, however, is whether the 17 SDGs are as “bold and transformative” ([1], p. 1, preamble), if not
adequately sulfficient, to provide seminal instruction for the de facto advance of the human rights of
persons with disabilities in the unfolding twenty-first century. My views in response to this question
are based on having worked as part of a right to health research collaborative for the last three years,
tasked with empirically monitoring and providing advice to the European Commission on health’s
location in the unfolding post-2015 SDGs [3-5]. These views are further grounded in my recent, parallel
experience in both disability research and rights advocacy [6-10].

This article will begin by setting the scene through establishing the relationship of the Convention
on the Rights of Persons with Disabilities (CRPD) with sustainable development, followed by
examining the formulation of the post-2015 SDG agenda. Once this contextual landscape has been
outlined, the three key ways in which the SDG framework is an advance on the MDG agenda for
persons with disabilities will be highlighted. I will then proceed with trepidation; detailing four reasons
why I fear that the cogency of the SDG moment is not all that it seems for advancing not only human
rights generally, but more specifically, the human rights of persons with disabilities. I wil conclude by
briefly recommending potential advocacy strategies for ensuring the rights of persons with disabilities
in the next 15 years are in the post-2015 SDG spotlight. However, this will not be “a doddle”.
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2. Background

2.1. The CRPD and Sustainable Development

Since the eight MDGs were introduced to the world in 2001 in the wake of the Millennium
Declaration of September 2000 [2,11], the international human rights legal landscape for persons with
disabilities has significantly progressed. This is due to the international community’s development and
adoption of the CRPD [12], which builds upon the social model of disability and “introduces a new
disability rights paradigm” [13]. The CRPD, along with its Optional Protocol, was adopted by the UN
General Assembly on 13 December 2006 and entered into force on 3 May 2008 [12]. Within its preamble,
the CRPD reiterates the “integral” rights-based relationship between persons with disabilities and the
achievement of sustainable development; a relationship that must be mainstreamed ([12], preamble g).
The CRPD’s preamble further highlights how pursuit of the human rights of persons with disabilities
will ultimately assist in overcoming poverty and the varied yet interconnected development challenges
facing many millions of persons with disabilities, their families and communities ([12], preamble m).

Although it took until the new millennium and some 60 years since the birth of the UN Charter
for a UN Convention to be devised to ensure affirmative steps are taken to respect, promote and fulfil
the human rights of the “biggest definable disadvantaged group on the planet” ([14], p. 548), one
positive burgeoning effect of the CRPD is no less evident—and most welcome—in the international
development field. Article 32 of the CRPD (International Cooperation), for example, has been an
instructive legal catalyst for high-income countries to devise and advance (and importantly allocate
resources toward) disability-inclusive development programs in their foreign affairs and international
development portfolios [15]. Therefore, what has traditionally been a neglected area in development
policy and planning efforts—disability-inclusive development [16,17]—is now increasingly at the fore
and must be lauded.

The growing global focus and promotion of disability-inclusive development, particularly since
2010, is without doubt intimately connected to the CRPD’s parallel arrival on the world stage. Indeed,
Article 32(1)(a) directs States Parties to ensure, among other measures, “that international cooperation,
including international development programmes, is inclusive of and accessible to persons with disabilities”
[emphasis added] [12]. Although Article 32 sets out all nation’s extra-territorial obligations to support
“the importance of international cooperation and its promotion, in support of national efforts for the
realization of the purpose and objectives of the present Convention” [13], the primary onus is on State
Parties to take the necessary measures to realise the CRPD’s provisions in both de jure law and de facto
reality inside their sovereign borders. Again, Article 32(2) makes this clear: “The provisions of this
article are without prejudice to the obligations of each State Party to fulfil its obligations under the
present Convention” [12].

It is estimated approximately 80% of the world’s more than one billion persons with disabilities
reside in a developing country context, frequently in poverty [1,18]. Accordingly, “Disability is a
development issue, because of its bidirectional link to poverty: disability may increase the risk of
poverty, and poverty may increase the risk of disability” ([19], p. 10). Subsequently, today there is great
onus on low- and middle-income countries to step up and work hard to overcome the extraordinary
legal, policy, social, structural, environmental, socio-cultural and other entrenched barriers (including
those related to the human right to health and health’s underlying social determinants) for persons with
disabilities [18,19]. In turn, and pursuant to Article 32, high-income nations and their partners must
also rise to support countries with lessor resources, technical capacity, and knowledge to implement
the Convention’s terms. It is of little wonder, therefore, that disability advocates are now asking
whether or how the SDGs of September 2015 and Article 32 intersect.

2.2. A Closer Look at the Formulation of the Post-2015 SDG Agenda

Similar to the CRPD, the post-2015 SDG agenda emanates from a UN resolution that enjoys
unanimous government support [1]. The September 2015 resolution is the output of a formidable global
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consultation process involving Member States, the UN, civil society, non-government organisations
(NGOs), academic agencies, and a host of other actors and advocates. From the UN Conference
on Sustainable Development (Rio+20 Conference) in Brazil in June 2012 to UN Director-General
Ban Ki-moon’s July 2012 appointment of a High-Level Panel of Eminent Persons on the Post-2015
Development Agenda (High-Level Panel), vigorous dialogue continued over the framing of the
MDG’s successors. The UN Development Group (UNDG) also took steps to realise the UN’s aim to
incorporate as many voices into a global post-2015 dialogue, including voices that may otherwise not
be heard [20]. An ambitious post-2015 consultative strategy was thus embarked on. This involved the
UNDG supporting at least 100 national-level dialogues, convening 11 global thematic consultations
(in conjunction with its governmental partners), and creating an interactive web portal to stimulate
citizen and stakeholder engagement [20].

The global thematic consultation process occurred between May 2012 and June 2013, and divided
post-2015 discussion priorities into 11 thematic branches (Table 1) [21]. While disability was not a
thematic topic in and of its own right, persons with disabilities and international disability advocacy
agencies, and their supporters, certainly contributed to the dialogue within each thematic branch,
as well as ensuing discussion in UN, country, and other forums. Within these forums, there was strong
promotion by disability advocates, such as the International Disability Alliance and International
Disability and Development Consortium, for the new SDG framework to be expressly underpinned
by human rights [22]. The importance given to including the rights of persons with disabilities in the
formulation of the post-2015 goals culminated in a High-Level Meeting on Disability and Development
on 23 September 2013 at the UN headquarters in New York [23]. The overarching theme of this
meeting, “The way forward: a disability inclusive development agenda towards 2015 and beyond”,
was attended by heads of state and government and resulted in an action-oriented outcome document
in support of the aims of the CRPD and the realisation of the MDGs [23,24].

Table 1. Focus of the 11 global thematic consultations.

Thematic Consultation Number Issue Focus

-

Conflict, Violence and Disaster
Water
Education

Energy

Environmental Sustainability

Food Security and Nutrition

Governance
Growth and Employment
Health
Addressing Inequalities
Population Dynamics

O 0 NN Ul W

_ =
=]

When the SDG document was adopted by UN Member States on 25 September 2015, the profile
of—and need to prioritise—persons with disabilities within the new post-2015 development agenda
was arguably high. This sharply contrasted with the wholesale lack of participation and focus on
the development needs of the world’s persons with disabilities in the MDG formulation process
14 years earlier [25]. In contrast, the MDGs were devised in a cloistered “top down” manner by a select
cluster of high-level UN technocrats (and their associates) in the spring and summer of 2001 [26-29].
Although the content of the eight MDGs was allegedly based on the broadly worded goals of the
Millennium Declaration that UN Member States had already collectively agreed to and signed in
September 2000 [27,30], the MDGs release in the annexure of UN Secretary-General Kofi Annan'’s
Road Map report a year later raised concern. The new United States government, led by President
George W. Bush, especially queried the MDGs’ legitimacy in light of the eight goals not being officially
developed nor formally endorsed by the Member States at the UN General Assembly [31].
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Human rights were a victim of this closed, high-level negotiation and decision-making process [28].
When reflecting on the MDGs’ construction, co-chair of the UN inter-agency expert group responsible
for the MDGs, Jan Vandemoortele, is unequivocal in terms of human rights’ marginalisation from
MDG decision-making:

“[The MDGs] express targets that are feasible at the global level. They should not been seen
as a normative statement of what is desirable in an ideal world, which is already embedded
in the various human rights treaties that have been ratified by member state to varying
degrees. There is no need to repeat or overlap with these instruments ... ” ([32], p. 14).

David Hulme, a second-hand informant who has written extensively on the MDGs formulation,
reinforces the eight MDGs and their associated targets were configured in 2001 to avoid “potentially
difficult-to-measure goals like human rights and participation” [33]. Hulme explains MDG architects
were amenable to placing such concepts in the introductions and conclusions of the key documents
“but not in the lists that were to guide plans of action” [33].

Although human rights were not expressly incorporated in the MDG list, they were repeatedly
referred to in the UN Secretary-General’s Road Map report, to which the MDGs were annexed.
Moreover, the Millennium Declaration, which facilitated the release of UN Secretary-General Kofi
Annan’s Road Map report, was explicitly grounded in a vision for development that advanced human
rights [34]. However this vision for development did not affirmatively identify persons with disabilities
and constructive advancement of their rights [25].

As established, the CRPD was negotiated after the MDG'’s release. The positive participation of
persons with disabilities in the CRPD’s development between 2002 and 2006 reflected the international
disability movement’s long-standing mantra, “Nothing About Us Without Us” [35]. The successful,
speedy formulation of this UN Convention clearly demonstrated to the UN and its Member States
how the formulation of future human rights treaties, and future formulation of high-level policy and
planning frameworks such as the post-2015 development goals, must be done. That is, inclusively;
with the people at the heart of the document participating in formal UN deliberations. Of course, while
it is unknown how much the voices (and whose voices) elicited through the vast post-2015 consultation
process actually influenced the final SDG text in September 2015, the effort and resource invested in
attempting to engage voices from the global community in the SDG’s formulation is progress on the
nature of the MDG'’s birth.

3. The Post-2015 SDGs Are an Advance on the MDG Agenda for Persons with Disabilities

Following the secretive manner in which the MDGs were born, the MDG framework became
interpreted and applied by the UN, its Member States and development partners as a development
agenda applicable to “the Other” residing in poor countries [36]. While the enormous positive,
life-changing benefits that have flowed for millions of highly marginalised people and disadvantaged
communities as a result of the eight MDGs should not be decried [37], there were two obvious deficits
with the MDG framework that the post-2015 SDG agenda seeks to remedy (among others). These two
factors are connected to, and pertinent for, advancing the human rights of persons with disabilities
around the world. Firstly, the SDGs are a universal agenda and apply to everyone, everywhere; and
secondly, the SDGs expressly include persons with disabilities.

3.1. The SDGs Are a Universal Agenda

In light of the basic principle of the post-2015 SDGs “that no one will be left behind”, the SDGs
contain a “new universal Agenda”: they are applicable to all, everywhere, in low-, middle- and
high-income countries alike ([1], p. 1, preamble). Paragraphs 4 and 5 of the UN Resolution of
September 2015 are most eloquent in establishing the SDG’s universal character:
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“As we embark on this great collective journey, we pledge that no one will be left behind.
Recognising that the dignity of the human person is fundamental, we wish to see the Goals
and targets met for all nations and peoples and for all segments of society. And we will
endeavour to reach the furthest behind first” ([1], para. 4).

“This is an Agenda of unprecedented scope and significance. It is accepted by all
countries and is applicable to all, taking into account different national realities, capacities
and levels of development and respecting national policies and priorities. These are
universal goals and targets which involve the entire world, developed and developing
countries alike. They are integrated and indivisible and balance the three dimensions of
sustainable development” ([1], para. 5).

Iteration within the resolution that its contents are applicable to all, everywhere, ensures the
SDGs clearly depart from the MDGs: the SDGs are to be applied to all rather than occidentally applied
to “the other” in “those” lower income nations. While the world must not divert its attention from
the plight of persons living in utterly desperate circumstances in low-income nations and fragile and
conflict-affected states in pursuing the post-2015 SDG agenda [38,39], today the bulk of people living
in poverty reside in middle-income countries [40]. Furthermore, in ensuring “that no one will be left
behind” ([1], p. 1, preamble), the SDGs recognise the importance of redressing inequities experienced
by vulnerable and marginalised groups and communities (including persons with disabilities) in
high-income nations. Even though such persons do reside in high-income countries, their experience
of relative poverty, disenfranchisement and disadvantage remains unjust, and their governments
need to be held accountable and accordingly improve domestic policy and law in line with their SDG
commitments [41].

3.2. The SDGs Explicitly Embrace a Human Rights Agenda

The UN General Assembly’s September 2015 resolution reiterates the association between human
rights and the post-2015 SDG agenda:

“[The 17 SDGs and 169 targets are a] ... new universal Agenda. They seek to build on the
MDGs and complete what they did not achieve. They seek to realise the human rights of all ... ”
([emphasis added] ([1], p. 1, preamble)).

The Declaration envisages a world “of universal respect for human rights and human dignity, the
rule of law, justice, equality and non-discrimination” ([1], para. 8), noting the new SDG agenda is:

“Guided by the purposes and principles of the Charter of the UN, including full respect for
international law. It is grounded in the Universal Declaration of Human Rights, international
human rights treaties, the Millennium Declaration and the 2005 World Summit Outcome. It is
informed by other instruments such as the Declaration of the Right to Development” ([emphasis
added] ([1], para. 10)).

Within paragraph 19, the Declaration again reinforces human rights’ centrality to the SDG’s
achievement, which expressly includes the “human rights and fundamental freedoms” of persons
with disabilities:

“We reaffirm the importance of the Universal Declaration of Human Rights, as well as other
international instruments relating to human rights and international law. We emphasize
the responsibilities of all States, in conformity with the Charter of the UNs, to respect, protect and
promote human rights and fundamental freedoms for all, without distinction of any kind as to race,
colour, sex, language, religion, political or other opinion, national or social origin, property,
birth, disability or other status” ([emphasis added] ([1], para. 19)).
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Through the content of the resolution’s preamble, and paragraphs 8, 10, 19 and 20, the following
observations about human rights” intersection in the post-2015 SDG agenda can be made. First, not
only are human rights prominent in the SDG agenda, they are integral to its realisation: the post-2015
agenda is a human rights agenda explicitly grounded in international law, and more specifically,
the laws espoused in international human rights treaties. According to the resolution, sustainable
development cannot and will not occur if human rights for all as established in international law, and
especially the human rights of women and girls (“half of humanity”) are not respected, protected and
promoted ([1], para. 20). Therefore, human rights permeate, and are fundamental to, the post-2015
outcome document; international human rights law underpins the post-2015 policy agreed to by UN
Member States.

It is also important to illuminate that unlike the Millennium Declaration of 2000, the UN resolution
on the post-2015 SDG agenda contains the 17 SDGs. Inclusion of the goals, associated targets and
means of implementation within the SDG text juxtapose the eight MDGs release a year after the
Millennium Declaration in the annexure of a UN Secretary-General’s report. Hence there can be no
quibble among UN Member States as to the authority of the 17 SDGs, nor the human rights agenda
that underpins them. Together, the latter is visible in the one UN document that the UN General
Assembly cumulatively voted on after several years of post-2015 discussion and negotiation.

The UN resolution on the post-2015 SDG agenda also incrementally builds on the CRPD’s
reconciliation of the rights contained within the International Covenant on Political and Civil Rights
and the International Covenant on Economic, Social and Cultural Rights of 1966 ([35], p. 10). The UN
resolution of September 2015 repeatedly uses the phrase “integrated and indivisible” to describe both
the interlinkage of all 17 SDGs and 169 associated targets, and the 17 SDG'’s subsequent interconnection
with the remaining content of the UN resolution on the post-2015 agenda ([1], p. 1, preamble 5, 18, 55, 71).
For example, the UN General Assembly states: “We [the UN General Assembly] reiterate that this
Agenda and SDGs and targets, including the means of implementation, are universal, indivisible and interlinked”
[emphasis added] ([1], para. 71). Use of the words “universal” and “indivisible” echo the Vienna
Declaration and Programme of Action of 1993’s historic affirmation “all human rights are universal,
indivisible and interdependent and interrelated” ([42], para. 5), which the CRPD (the first international
convention to be drafted following the Vienna Declaration of 1993) embraced ([35], p. 10).

Use of these terms by the UN General Assembly in September 2015 is not accidental: it is a
nod to the Vienna Declaration of 1993 and the holistic nature of human rights (as interlinked and
indivisible). Yet, and perhaps most significantly, paragraph 71 implicitly attaches human rights to the
SDG metrics framework ([1], pp. 14-27). This significantly differs to the MDG list, wherein the UN
technocratic decision-makers purposively sidelined human rights from the Millennium Declaration’s
plan of action: the eight MDGs released one year after the Millennium Declaration. Now, the post-2015
metrics framework is embedded in, and an expression of, political, civil, economic, social and cultural
rights and their realisation. In other words, the 17 SDGs have metamorphosed into the new human
rights and development post-2015 road map, which is not annexed to a UN Secretary-General report,
but incorporated in the UN resolution adopted by the UN General Assembly in September 2015.

3.3. The SDGs Expressly Include Persons with Disabilities

Not only are persons with disabilities implicitly included in the SDGs through its universal agenda,
they are explicitly identified:

“People who are vulnerable must be empowered. Those whose needs are reflected in the
Agenda include all children, youth, persons with disabilities (of whom more than 80 per cent
live in poverty), people living with HIV /AIDS, older persons, indigenous peoples, refugees
and internally displaced persons and migrants” ([emphasis added] ([1], para. 23)).

It follows that persons with disabilities are expressly referred to in four locations in the 17 goals
and their 169 associated targets and means of implementation. Persons with disabilities are identified
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with respect to the achievement of three SDGs: Goal 4 (Quality education), Goal 8 (Decent work and
economic growth) and Goal 11 (Sustainable cities and communities) (Table 2). In light of persons with
disabilities omission from the eight MDGs and their associated targets annexed to the UN-Secretary
General’s Road Map report in 2001 [2], the specific inclusion of persons with disabilities in both the
terms of the UN Declaration and the content of its 17 SDGs could be interpreted as a major win.
Certainly, and as Mercer and MacDonald point out, it is “astonishing” that the MDGs excluded persons
with disabilities, especially when many of the MDGs (if not all) “cannot be met without addressing

disability issues in the developing world” ([14], p. 549).

Table 2. Inclusion of Persons with disabilities in the SDG metrics framework ([1], pp. 14-27).

SDG Metric Target Aim
4.5 By 2030, eliminate gender disparities in education and
Goal 4: Goal 4 Target 5 ensure equal access to all levels of education and vocational
Quality Education s 1aTE training for the vulnerable, including persons with disabilities,
indigenous peoples and children in vulnerable situations
Goal 8: 8.5 By 2030, achieve full and productive employment and decent
Decent work and Goal 8, Target 5 work for all women and men, including for young people and
economic growth persons with disabilities, and equal pay for work of equal value
11.2 By 2030, provide access to safe, affordable, accessible and
Goal 11: sustainable transport systems for all, improving road safety,
Sustainable Cities Goal 11, Target2  notably by expanding public transport, with special attention to
and Communities the needs of those in vulnerable situations, women, children,
persons with disabilities and older persons
Goal 11: By 2030, provide universal access to safe, inclusive and
Sustainable Cities Goal 11, Target 7 accessible, green and public spaces, in particular for women and

and Communities

children, older persons and persons with disabilities

4. Three Steps Forward, But Four Steps Back

The UN resolution on the post-2015 SDG agenda is a remarkable achievement—its contents
definitively highlight and advance the rights of persons with disabilities in development contexts
worldwide. This is especially so when compared to the vacuous hole in the MDG list regarding
human rights and persons with disabilities, as well as in the MDG’s antecedent the Millennium
Declaration, which excluded persons with disabilities. Nonetheless, this article identifies four reasons
why the post-2015 SDG agenda, as a human rights agenda and a human rights agenda for persons
with disabilities, is to be cautiously approached. These four reasons include: the lack of binding status
in international law for the UN resolution on the post-2015 SDG agenda; its weak governance and
accountability mechanisms; the SDG metrics framework’s (that is, the 17 SDGs and their 169 associated
targets and means of implementation) sidelining of human rights; and finally, the SDG metrics
framework’s insufficient identification and inclusion of persons with disabilities.

4.1. The UN Resolution on the Post-2015 SDGs Is a High-Level Policy Document Only, It Is Not Binding
Instrument of International Law

This article has established that the UN resolution on the post-2015 SDGs references, and is
grounded in, the body that is international human rights law ([1], p. 1, preamble, para. 3, 8, 10,
19-20, 29, 35). And, this body of international human rights law (in its various iterations) has been
widely adopted by the international community of UN Member States. However, the UN resolution
on the post-2015 SDG agenda is not a UN treaty document or binding international human rights law
instrument per se, which means it is not governed by international law. Rather, it is a piece of soft law:
it is an expression of agreed-upon international goals and aspirations, despite espousing some norms
of customary international law.
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The lack of “hard law” status for the UN resolution on the post-2015 SDG agenda is problematic
for several reasons. Even though there was widespread government endorsement (and vote) for the
SDGs in September 2015, countries are not legally obliged to implement or realise within their domestic
jurisdictions the terms of this human rights document, or the content or human rights framing of its
17 SDGs. As a piece of soft law, the provisions of the Vienna Convention on the Law of Treaties 1969
do not apply [43]. This includes the Pacta Sunt Servanda rule encapsulated in Article 26: Every treaty in
force is binding upon the parties to it and must be performed by them in good faith ([43], Article 26).

Alternatively, others might argue that if the UN resolution on the post-2015 SDG agenda
cannot be interpreted as a matter of international statutory law, then it should be construed as
customary international law per Article 38(1)(b) of the Statute of International Court of Justice
(IC]) [44]. Supporters of this argument might point to the UN resolution on the post-2015 SDG
agenda’s international human rights law underpinning, and its ensuing containment of a cluster of
customary international law rules. Yet successfully characterising the UN resolution on the post-2015
SDGs as a piece of customary international law pursuant Article 38(1)(b) is unlikely. This is because the
ICJ is cautious in ascertaining the existence of customary international laws [45], and in its reticence
has settled on two components necessary for the constitution of custom per Article 381(1)(b); the state
practice (or the material fact) and the opinio juris; a subjective or psychological element that is related to
the consent (or belief) of the State that such behaviour is “law” ([46], para. 10; [47], p. 58). The argument
that either of these two components exists for this UN resolution to constitute customary international
law is wanting.

Firstly, the state practice component is weak. Turning to the historical, it was UN Member State
practice to treat the MDGs, the SDG’s predecessor, as a non-binding policy commitment only.
Also, the opinio juris component is equally feeble. This is because analysis of the high-level contemporary
discourse on the formulation of the SDGs reveals it was never the collective intention of the UN General
Assembly’s Member States to create a piece of binding international law (especially human rights law)
when engaging in the formulation of the text of the UN resolution on the post-2015 SDGs or in the
formulation of its list of 17 goals therein [48]. Had this been otherwise, decision-making consensus
between UN Member States would have been extremely difficult to reach at the UN in New York in
September 2015 [48].

4.2. As a High-Level Policy Document without Legal Standing, Its Accountability Mechanisms Are Flimsy

The next reason the UN resolution on the post-2015 SDG’s lack of standing in international law is
problematic for the SDG'’s de facto achievement is because without such legal standing, the resolution
cannot establish an authoritative international implementing body or accountability mechanism
akin, for example, to the overseeing committees of the UN treaty documents. While the power and
influence of these overseeing bodies has been criticised, at least there is an overarching implementation
mechanism for the monitoring of UN treaty implementation, grounded in international law (however
imperfect), in existence. The fact this is not the case for the ambitious post-2015 SDG action plan—a
“plan of action for people, planet and prosperity” ([1], p. 1, preamble)—is a major deficit.!

Following on, “SDG 17: Strengthen the means of implementation and revitalize the Global Partnership
for Sustainable Development” and its 19 targets ([1], pp. 26-27) appear to be an expanded yet recycled
version of “MDG 8: Global Partnership for Development” and its six targets (Tables 3 and 4) [50].
As has been well-documented, government support for MDG 8 waned as the MDG agenda progressed
in the mid-to-late 2000s, particularly in the wake of the Global Financial Crisis of 2008 [37,50], and

Inote that subsequent to writing this article, and such is the dynamic nature of the entire SDG process, a High-Level Political
Forum on Sustainable Development (the “HLPF”) has been advertised by the UN as the planned “central platform for the
follow-up and review of the 2030 Agenda for Sustainable Development and the SDGs” [49]. As to whether the HLPF will be
duly respected by the UN Member States (and their development partners), and duly funded, so as to become an effective
overarching accountability mechanism remains to be seen.
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government’s viewed MDG 8 as a “weak goal” [51]. Compounding matters, MDG 8's targets and
indicators were reported as being “indifferent to human rights principles”, and perversely creating
“dynamics and incentives for policy-making that were ultimately detrimental to the implementation
of norms on international cooperation for the achievement of human rights” ([52], p. 276; [53]).
Consequently, Member States treatment of MDG 8 combined with MDG 8's distilled content (i.e., its
emphasis on sweeping general statements as opposed to quantitative, time bound benchmarks: [53]),
is a worrying precedent that the content of SDG 17 appears not to have adequately responded to.

Table 3. SDG 17: Strengthen the means of implementation and revitalize the Global Partnership for
Sustainable Development.

Finance SDG-Target Detail

Strengthen domestic resource mobilization, including through international support to developing countries, to

171 N X X v
improve domestic capacity for tax and other revenue collection

Developed countries to implement fully their official development assistance commitments, including the
commitment by many developed countries to achieve the target of 0.7 per cent of gross national income for official

17.2 development assistance (ODA /GNI) to developing countries and 0.15 to 0.20 per cent of ODA/GNI to least
developed countries; ODA providers are encouraged to consider setting a target to provide at least 0.20 per cent of
ODA/GNI to least developed countries

17.3 Mobilize additional financial resources for developing countries from multiple sources

Assist developing countries in attaining long-term debt sustainability through coordinated policies aimed at
174 fostering debt financing, debt relief and debt restructuring, as appropriate, and address the external debt of highly
indebted poor countries to reduce debt distress

17.5 Adopt and implement investment promotion regimes for least developed countries

Technology

Enhance North-South, South-South and triangular regional and international cooperation on and access to science,
technology and innovation and enhance knowledge sharing on mutually agreed terms, including through

17. X o - R N : . .
6 improved coordination among existing mechanisms, in particular at the United Nations level, and through a global
technology facilitation mechanism
177 Promote the development, transfer, dissemination and diffusion of environmentally sound technologies to

developing countries on favourable terms, including on concessional and preferential terms, as mutually agreed.

17.8 Fully operationalize the technology bank and science, technology and innovation capacity-building
17.8 mechanism for least developed countries by 2017 and enhance the use of enabling technology, in particular
information and communications technology

Capacity-Building

Enhance international support for implementing effective and targeted capacity-building in developing countries
179 to support national plans to implement all the Sustainable Development Goals, including through North-South,
South-South and triangular cooperation

Trade
17.10 Promote a universal, rules-based, open, non-discriminatory and equitable multilateral trading system under the
) World Trade Organization, including through the conclusion of negotiations under its Doha Development Agenda
Significantly increase the exports of developing countries, in particular with a view to doubling the least developed
17.11 can
countries’ share of global exports by 2020
Realize timely implementation of duty-free and quota-free market access on a lasting basis for all least developed
1712 countries, consistent with World Trade Organization decisions, including by ensuring that preferential rules of
) origin applicable to imports from least developed countries are transparent and simple, and contribute to
facilitating market access
Systemic Issues Policy and institutional coherence
17.13 Enhance global macroeconomic stability, including through policy coordination and policy coherence
17.14 Enhance policy coherence for sustainable development
17.15 Respect each country’s policy space and leadership to establish and implement policies for poverty eradication and

sustainable development

Multi-stakeholder partnerships

Enhance the Global Partnership for Sustainable Development, complemented by multi-stakeholder partnerships
17.16 that mobilize and share knowledge, expertise, technology and financial resources, to support the achievement of
the Sustainable Development Goals in all countries, in particular developing countries

Encourage and promote effective public, public-private and civil society partnerships, building on the experience

1717 and resourcing strategies of partnerships

Data, monitoring and accountability

By 2020, enhance capacity-building support to developing countries, including for least developed countries and
small island developing States, to increase significantly the availability of high-quality, timely and reliable data
disaggregated by income, gender, age, race, ethnicity, migratory status, disability, geographic location and other
characteristics relevant in national contexts

17.18

By 2030, build on existing initiatives to develop measurements of progress on sustainable development that

17.19 complement gross domestic product, and support statistical capacity-building in developing countries
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Table 4. MDG 8: Develop a global partnership for development.

Develop further an open, rule-based, predictable, non-discriminatory trading and financial system
8.A  Includes a commitment to good governance, development and poverty reduction—both nationally
and internationally

Address the special needs of the least developed countries Includes tariff and quota free access for the
least developed countries” exports; enhanced programme of debt relief for heavily indebted poor
countries (HIPC) and cancellation of official bilateral debt; and more generous ODA for countries
committed to poverty reduction

8.B

Address the special needs of landlocked developing countries and small island developing States
8.C  (through the Programme of Action for the Sustainable Development of Small Island Developing States
and the outcome of the twenty-second special session of the General Assembly)

Deal comprehensively with the debt problems of developing countries through national and

D . . . . .
8 international measures in order to make debt sustainable in the long term
8F In cooperation with pharmaceutical companies, provide access to affordable essential drugs in
’ developing countries
8F In cooperation with the private sector, make available the benefits of new technologies, especially

information and communications

In fact, whilst continuing to apply this dose of political realism, the likely obsequious treatment
by UN Member States toward SDG 17 is only reinforced by way of the noncommittal (if not
evasive) configuration of Target 17.15. This target advises UN Member States to (rather weakly)
“Respect each country’s policy space and leadership to establish and implement policies for poverty
eradication and sustainable development” [emphasis added] ([1], p. 27). Thus, the governance
and accountability mechanisms for the SDG’s implementation are not only appearing increasingly
weak—they are crumbling. Indeed, it is arguable the UN General Assembly’s aspirational aim for
MDG'’s 8 “resuscitated” Global Partnership for Development is undermined from the outset ([1], para. 60).

4.3. What Matters Is What Governments Will Prioritise for SDG Implementation: The 17 Goals, Their Targets
and Means of Implementation, and Inter-Linked Country Indicators

What might a non-binding high-level policy document with questionable governance mechanisms
practically offer persons with disabilities so as to substantively progress their human rights and
sustainable development needs in the post-2015 context? In response, disability advocates might
(rightly) cite the UN resolution on the post-2015 SDG agenda’s gains over the MDG agenda. That is, the
post-2015 SDG agenda embodies a (i) universal (ii) human rights agenda (grounded in international
human rights law) that (iii) expressly includes persons with disabilities. Certainly on paper these gains
are monumental. However, this “bold and transformative” ([1], p. 1, preamble) post-2015 vision for
development might be a mirage not only for persons with disabilities, but for meeting the human
rights and development needs of other potentially vulnerable groups identified in the post-2015 UN
document (i.e., children, youth, people living with HIV/AIDS, older persons, indigenous persons,
refugees and internally displaced persons and migrants ([1], para. 23). Such cause for concern is again
grounded in the historical, or on UN Member State’s behaviour in interpreting their MDG commitments.

The MDG list of September 2001 did not explicitly contain a human rights agenda. Thus as the
new millennium unfolded, a handful of scholars argued that a far greater overlap between human
rights and development was needed [52-54]. As mentioned however, the multilateral interagency
technocrats who constructed the MDGs in 2001 had no intention of expressly intersecting human rights
law with the MDG action plan. Nor did governments, in turn, collectively interpret the eight MDGs
through a human rights lens. If anything, the release of the MDG’s by way of annexure to the UN
Secretary General’s Road Map report in 2001 ensured this schism existed between the eight MDGs and
human rights located in the MDG'’s formative document, the Millennium Declaration. Unsurprisingly,
in terms of MDG implementation, government at all levels (national, regional, international) focused on
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achieving the MDG metrics framework, or the eight goals and their associated targets and indicators, in
a somewhat vertical or reductionist fashion. And, as the MDG decision-makers had ensured, there was
a purposive human rights dearth in this framework.

If over ten years of MDG implementation is the litmus test, then it is unlikely the SDGs will
be implemented by UN Member States and their partners with human rights foregrounding their
SDG investment efforts. This is in spite of the fact the UN resolution on the post-2015 SDG agenda’s
preamble, the content of its declaration, as well as its 17 SDGs are clearly grounded in international
human rights law. Conversely, following MDG experience, it is likely government focus on the SDGs
will narrow to solely fixate on implementation of the SDG metrics framework; on achieving the 17 goals,
their associated targets and means of implementation, and country-specific indicators. This aligns
with the potent adage in international development circles—"“what gets measured gets done”.

If the SDG metrics will be the UN Member State’s (and their partners) main focus, then this is
concerning for human rights and disability rights advocates alike. This is because the treatment of
human rights within this one UN document is not consistent. For instance on the one hand, human
rights principles and international human rights law are privileged within the text of the preamble
and larger declaration. Yet, on the other hand, the SDG metrics (found within the same document [1],
pp. 14-27) scarcely mention human rights. In fact, “human rights” are referred to only once in the
SDG metrics framework, while none of the 17 headline goals explicitly refer to “human rights”.

Indeed, close examination of the 17 SDG’s 169 targets and means of implementation serves
to only reinforce human rights’ marginal presence in the SDG metrics. Human rights” shortened
version—"rights”—is explicitly found in six locations in the SDG metrics framework: in four targets
and two means of implementation (Table 5). This ensures “rights” are expressed in only five of
the 17 goals, or less than a third of the SDGs. Further, where “rights” are referred to as “human
rights” in the one standalone—but inadequate—target, Target 4.7 (see Table 5), this phrase is inserted
to affirm that the learning of human rights in educational settings is to be promoted in educational
settings. Of course, the learning of human rights (and greater generation of human rights awareness)
is important, but this insertion of human rights within the education goal does not go far enough.
Instead, if the SDGs truly embodied a human rights agenda, then SDG 4 and its targets should be
explicitly promoting the attainment of education as a matter of human rights for everyone, or express
achievement of the human right to education as underscoring the post-2015 education goal [55].

Disparate meaning can also be attached to the framing of “rights” in the SDG metrics. For example,
in Target 1.4 and Means of Implementation 5.a, rights are identified as “equal rights to economic
resources” (i.e., economic rights). On the other hand, Target 8.8 refers to rights in the context of the
protection of “labour rights” (i.e., employment rights). Whereas in Means of Implementation 3.b, rights
are now being used to affirm country rights (i.e., “the right of developing countries”). In each instance,
the use of “rights” language lacks consistency, and is hardly contentious. Conversely, the lack of
rights language to frame numerous targets, embedded in human rights, is particularly instructive.
For example, the content of “Target 10.2: By 2030, empower and promote the social, economic and
political inclusion of all, irrespective of age, sex, disability, race, ethnicity, origin, religion or economic or
other status” and “Target 10.3: Ensure equal opportunity and reduce inequalities of outcome, including
by eliminating discriminatory laws, policies and practices and promoting appropriate legislation,
policies and action in this regard”, are not presented as a matter of fundamental human rights already
entrenched in international human rights law.
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Table 5. Rights in the post-2015 SDG framework.

Post-2015 Goal

Target

Means of Implementation

Goal 1: End poverty in all its
forms everywhere

1.4: By 2030, ensure that all men and women, in
particular the poor and the vulnerable, have equal
rights to economic resources, as well as access to
basic services, ownership and control over land
and other forms of property, inheritance, natural
resources, appropriate new technology and
financial services, including microfinance.

Goal 3:

Ensure healthy lives and
promote well-being for all
atall ages

3.b Support the research and development of vaccines and
medicines for the communicable and non-communicable
diseases that primarily affect developing countries, provide
access to affordable essential medicines and vaccines, in
accordance with the Doha Declaration on the TRIPS
Agreement and Public Health, which affirms the right of
developing countries to use to the full the provisions in the
Agreement on Trade-Related Aspects of Intellectual Property
Rights regarding flexibilities to protect public health, and, in
particular, provide access to medicines.

Goal 4:

Ensure inclusive and equitable
quality education and
promote lifelong learning
opportunities for all

4.7: By 2030, ensure that all learners acquire the
knowledge and skills needed to promote
sustainable development and sustainable
lifestyles, human rights, gender equality,
promotion of a culture of peace and non-violence,
global citizenship and appreciation of cultural
diversity and of culture’s contribution to
sustainable development.

Goal 5:
Achieve gender equality

5.6: Ensure universal access to sexual and
reproductive health and reproductive rights as agreed
in accordance with the Programme of Action of
the International Conference on Population and

5.a: Undertake reforms to give women equal rights to
economic resources, as well as access to ownership and control
over land and other forms of property, financial services,

and empower all women

. inheritance and natural resources, in accordance with
and girls

national laws.

Development and the Beijing Platform for Action
and the outcome documents of their
review conferences.

Goal 8: Promote sustained,
inclusive and sustainable
economic growth, full and
productive employment and
decent work for all

8.8: Protect labour rights and promote safe and
secure working environments for all workers,
including migrant workers in particular women
migrants, and those in precarious employment.

4.4. The SDG Metrics Framework Does Not Sufficiently Identify and Include Persons with Disabilities

If the UN resolution on the post-2015 SDG agenda amounts to a non-binding policy document
with questionable governance mechanisms that do not adequately reference “human rights” (or even,
“rights”) in the SDG metrics framework (which will become, in light of MDG experience, the
implementation action plan for “people, planet and prosperity” for the next 15 years), then concern
the human rights of persons with disabilities will likely be sidelined from SDG implementation is
well-founded. This concern is furthered by the SDG metrics’ insufficient identification and inclusion
of persons with disabilities (along with other vulnerable population’s alluded to in paragraph 23 of
the UN resolution on the post-2015 SDG agenda). While persons with disabilities are identified in
the achievement of three post-2015 goals (see Table 2), if the rights of persons with disabilities are to
be mainstreamed in development per the CRPD’s preamble then persons with disabilities must be
identified and named in the achievement of each and every SDG—not only three.

To summarise, if persons with disabilities are not affirmatively named in SDG metrics then, as
with human rights omission from such metrics, it is unlikely governments will pro-actively identify
and adequately include persons with disabilities in implementing their SDG targets and plans of
action. Subsequently there is a real risk persons with disabilities will fall between the SDG cracks.
Certainly, if MDG experience is anything to go by [56,57], if persons with disabilities are not named in
the metrics of all 17 SDGs, it is highly unlikely affirmative action will be taken by UN Member States
to specifically redress the development inequities, abuses and complex human rights breaches persons
with disabilities unconscionably, and all too-often, silently suffer in low-, middle-, and high-income
nations around the world.
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5. Conclusions

Persons with disabilities and their advocates should not be deceived by the post-2015 SDG’s
appearance as a major accomplishment for advancing both human rights and the human rights of
persons with disabilities, everywhere, in global development policy and planning efforts. Although
the SDGs appear to be an advance for human rights and persons with disabilities, especially in
contrast to parallel omission of both human rights and persons with disabilities from the MDG agenda,
this “double coup” might transpire to be little more than subterfuge. This is because, as this article
contends, a worrying disjunct exists between human rights’” treatment in the one post-2015 SDG
text agreed upon by the UN General Assembly. It follows the UN General Assembly’s emphasis on
human rights and the prioritisation of the development needs and issues of persons with disabilities
in the preamble and content of the declaration of the UN resolution on the post-2015 SDG agenda
is in keeping with the CRPD and enormously promising. Yet conversely, the marginalisation of
human rights as well as persons with disabilities in the SDG metrics framework found within that
same—unenforceable—UN policy document, creates intense unease. Based on over ten years of MDG
experience this unease is well-founded: it is highly unlikely UN Member States will seek to extend
their implementation of the UN resolution on the post-2015 SDG agenda beyond the parameters of its
SDG metrics framework—from which human rights and persons with disabilities are sidelined.

Somewhat paradoxically, the UN resolution on the post-2015 SDG agenda reveals that as at
September 2015, the UN General Assembly has not agreed on the location of, or overlap between,
human rights and development in the post-MDG world. Thus it can be reasonably anticipated
MDG antagonism and discord between rights and development will continue in UN Member State’s
implementation of the SDG program. Therefore, for persons with disabilities in particular, the UN
resolution on the post-2015 SDG agenda might not be “the bold and transformative” development
plan that it initially appears on paper. Rather, this article identifies a real risk exists that persons with
disabilities, and other vulnerable populations, will be left behind in global post-2015 SDG planning
and implementation efforts. Arguably, the post-2015 SDG action agenda might be inherently flawed.

Persons with disabilities and disability rights advocates must remain vigilant as the post-2015 SDG
agenda moves into 2016 and beyond. Including, or better still mainstreaming, persons with disabilities
in country-specific SDG targets and indicators is an excellent starting point. Ensuring that those same
targets and indicators are integrated into all government SDG-related policy and planning efforts is the
next step. Generating in-country, community awareness as to UN Member State’s responsibilities under
both the CRPD and the UN resolution on the post-2015 SDG agenda in progressing disability-inclusive
development, and holding UN Member State’s accountable, will be crucial. Disability advocates must
also not forget to include vulnerable non-nationals with disabilities in post-2015 advocacy efforts, such
as those individuals with disabilities fleeing persecution or caught in complex, irregular migration
contexts. Tracing UN Member State’s incorporation of persons with disabilities in their post-2015 SDG
development policy and planning efforts outside State borders is of equal import, especially in relation
to progressing Article 32 CRPD achievement.

Clearly, persons with disabilities and their advocates have much to monitor in the unfolding
post-2015 SDG landscape. If such persons and advocates are dissatisfied that UN Member States (and
their partner’s) burgeoning implementation of the post-2015 SDGs lacks adequate focus on persons
with disabilities, then further action must be taken. If this is the case (and I think it likely), then it is
recommended that persons with disabilities, disability advocates and their supporters together press
individual countries, SDG regional monitoring bodies, the recently devised High-Level Political Forum
on Sustainable Development [49], as well as the UN General Assembly for a new goal and/or cluster of
new disability-inclusive targets to be inserted into the SDG list. This new goal and/or cluster of targets
(or indicators) must be explicitly linked to Article 32 of the CRPD, as well as the CRPD’s broader
content. It is also advisable that advocacy on this front begins now and not later. It is instructive that
there is precedent for such action: sexual and reproductive health and rights advocates were successful
in expanding MDG 5: Improve Maternal Health to include Target 5B (Achieve, by 2015, universal access
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to reproductive health) some years after the MDGs were devised [58], while Afghanistan and other
nations introduced a country-relevant MDG 9 [59].

In addition to pressing for international, regional, and national accountability and monitoring
mechanisms for the specific implementation of the SDG agenda for persons with disabilities,
I further recommend that advocates call for a fourth and critical level of SDG monitoring [60].
Here, I recommend persons with disabilities and their advocates establish a specialist international
disabilities and SDG commission (or peak body of similar nature), which could work with communities,
countries, as well as other regional and international SDG monitoring agencies, to streamline and
link Member States” SDG metrics reporting to their international reporting obligations under the
CRPD [60]. In this way, the accountability concerns relating to the soft law nature of the post-2015
SDG outcome document might have greater chance of being remedied. This in turn leads to my
final point: disability advocates must also press that implementation of the SDGs, and the parallel
progression of the rights of persons with disabilities around the globe, is not “all about the metrics”, or
the numbers and the quantitative. Indeed, reducing disability-inclusive development to “the numbers”
places the people at the heart of such development efforts—the person with disabilities—secondary
to an all-consuming focus by government on quantitative measurement. This secondary positioning
is arguably an insidious and repackaged form of the biomedical model approach toward disability
creeping into the human development policy and planning efforts of the CRPD States Parties. This is
not only morally unacceptable; it is unlawful pursuant the terms of the CRPD. Therefore, within efforts
to measure SDG achievement for persons with disabilities, the qualitative must also be captured, or
the voices and the experiences of SDG development on persons with disabilities and their supporters.
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Abstract: The Convention on the Rights of Persons with Disabilities (CRPD) is unique among
international human rights instruments for including a “civil society mandate”. Within the
convention, disabled persons organizations (DPOs) are identified as having the responsibility to
“be involved and participate fully in the monitoring process” of the CRPD. In response to this
mandate, international funders, NGOs (non-governmental organizations), and networks committed
to the CPRD have begun to implement capacity-building programs that target grassroots DPOs with
the goal of ensuring they become advocates and monitors of the CRPD. While the goals of these
capacity-building programs are admirable, they must be critically assessed. The NGO-ization theory
within development studies offers a framework for analyzing the potential unintended consequences
of donors providing new funding, NGOs providing training, and global networks integrating local
partners. NGO-ization studies have identified how grassroots associations are co-opted by outside
actors through formalization and professionalization processes that significantly alter local groups
and alienate members, thus making those associations less representative and less responsive to local
needs and interests. Human rights scholars and international organizations focused on the CRPD
should incorporate an NGO-ization perspective into their research and project-implementation to
ensure that grassroots voices are heard and local needs addressed.

Keywords: civil society; human rights law; non-governmental organizations; disabled persons
organizations; capacity building; grassroots associations

1. Introduction

Law, obviously, is meant to change behavior. International treaties, including human rights
conventions, are typically designed to change the behavior of the States Parties that have signed
and ratified them. As such, socio-legal scholars researching human rights focus on the ways in
which international rights instruments affect the actions of states in relation to their citizens. Indeed,
Risse, Ropp, and Skikkink promoted this line of human rights research in their much-cited volume
The Power of Human Rights: International Norms and Domestic Change (1999) by asking “Have the
principles articulated in the Declaration (Universal Declaration of Human Rights) had any effect at
all on the actual behavior of states towards their citizens?” ([1], p. 1). In turn, socio-legal researchers
have alternately answered this question in the affirmative and in the negative, with human rights
champions often pointing to the most successful cases and human rights critics pointing to the worst
disasters. A more nuanced response to Risse, Ropp, and Sikkink’s question, however, has emerged:
Human rights success in altering states” behavior depends on an effective civil society.

International human rights laws do not succeed by themselves but only when there is an active
global civil society promoting those rights abroad and a vibrant national civil society advocating for
those rights on the ground. For example, the presence of non-governmental organizations (NGOs)
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and transnational civil society networks is perhaps the most important correlation between state
compliance and human rights treaty ratification [2,3]. Keck and Sikkink’s Activists Beyond Borders
(1998) provides the classic account as to why grassroots organizations in non-compliant countries
are able to link with international groups that in turn can “name and shame” human rights violators
and call upon other states and organizations to apply pressure and bring violating states into line [4].
Smith-Cannoy (2012) builds upon this line of argument by demonstrating that, while many states may
adopt human rights instruments with no real intention of implementing them, the treaties themselves
often empower and embolden local civic activists to begin filing complaints for violations and thus
ultimately holding their states accountable [5]. This monitoring process has increasingly become
institutionalized in international human rights instruments through optional provisions for treaty
implementation that involve the right of citizens and civil society to report violations. These optional
provisions, in fact, are a statistically significant factor in predicting the compliance of states with
human rights standards [6]. What is overlooked, however, is that monitoring and complaint provisions
within international treaties not only impact states, but also civil society, as well often reshaping local
civil societies in profound ways.

The 2006 Convention on the Rights of Persons with Disabilities (CRPD) is not only the exemplar
but the most advanced human rights treaty in terms of integrating a role for civil society and specifying
the practices those civic associations should engage in. Not only does the CRPD’s Optional Protocol
allow the United Nations Committee on the Rights of Persons with Disabilities to “receive and
consider communications from or on behalf of individuals or groups” (Article 1), but a monitoring
role for persons with disabilities and their representative organizations is specified in the text of the
Convention itself. As Maya Sabatello, international disability rights lawyer and permanent civil society
representative to the UN on disability rights, writes:

Although participation of NGOs and civil society organizations in human rights debates
and enforcement has been on the rise, particularly in the past couple of decades, there is
no doubt that the disability rights movement has taken it to a new level. For the first time
in an international human rights treaty, the expertise of those to be protected under the
Convention, including their representative organizations, is fully recognized. Importantly,
the Convention established an explicit positive legal obligation on states to seek their input
in all levels of development, monitoring, and implementation of disability rights ([7], p. 23).

In this “groundbreaking provision” ([7], p. 23) not only are States Parties required to
“consult and actively involve persons with disabilities...through their representative organizations”
in Article 4, “General Obligations”, but Article 33, “National Implementation and Monitoring”,
specifically mandates that “Civil society, in particular persons with disabilities and their representative
organizations, shall be involved and participate fully in the monitoring process” of their human rights.
Additionally, Articles 29, 34, and 40 also refer to a role for disabled persons organizations (DPOs) in
the interpretation, implementation, and monitoring of their rights. In short, a rights advocacy role
for civil society organizations made up of or representing persons with disabilities is written into the
Convention itself.

While this innovation in the CRPD is certainly a victory for the global disability rights
movement—the dozens of international NGOs and networks that successfully advocated for the
creation and adoption of a human rights convention specific to persons with disabilities—it raises
important socio-legal questions regarding the ways in which the treaty is reshaping local civil societies
and DPOs on the ground. The intended effect of the inclusion of “persons with disabilities and their
representative organizations” in a monitoring role in the CRPD is to ensure that there is both bottom-up
(as well as top-down) pressure upon states to not only ratify the CRPD but to actively implement it.
But this inclusion of a role for civil society also carries the potential of fundamentally changing the
mission and practice of grassroots associations.

Many local disability associations in developing countries have heretofore prioritized self-help
and social service provision over and above human rights advocacy [8,9]. Furthermore, many persons
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with disabilities view human rights with suspicion, associating its ideology with the legacy of Western
intervention in the Global South [10] or simply do not identify with the social model of disability or
politically identify as persons with disabilities despite being individuals with impairments [11].

International funders, disability NGOs, and global DPO networks committed to the success of the
CRPD have anticipated this disconnect and begun to implement capacity-building programs around
the world focused on transforming local DPOs into human rights advocates. The immediate goal of
these programs is often implicitly, if not explicitly, to change the very nature of what activities and
aims grassroots DPOs work towards, thus creating a “new kind of disability NGO—or amalgam of
NGOs—with a clear mandate to monitor human rights developments around the world” ([12], p. 179).
While the specific objectives of these programs and the larger goal of integrating persons with
disabilities into the monitoring and implementation of the CPRD are laudable, they raise important
questions regarding the reshaping of grassroots civil society. What are the potential consequences
of reorienting existing DPOs towards human rights advocacy? How does this change impact the
persons with disabilities who are the members, volunteers, and beneficiaries of these local disability
associations in their home communities? How can capacity-building programs be designed to ensure
that local leaders continue to respond to members’ priorities in context-specific ways rather than
feel pressured to focus and utilize the objectives and global “best practices” introduced to them by
international actors?

Because the civil society mandate within the CRPD is an unprecedented phenomenon, there has
been very little research specific to the impact that human rights instruments have upon changing the
behavior of grassroots civil society generally, much less DPOs. There is, however, existing literature
in development studies on outside intervention in local civil societies. A large swathe of critical
development studies theory falls under the rubric of “NGO-ization” [13], which is broadly concerned
with the “institutionalization, professionalization, depolitization and demobilization of movements
for social and environmental change” ([14], p. 1). This research perspective raises significant
questions regarding the legitimacy [15], autonomy [16], and accountability [17] of local associations that
receive aid or benefit from capacity-building initiatives sponsored by states, businesses, multilateral
organizations, and international NGOs. These latter two—multilateral organizations and international
NGOs—have played an important role in promoting the CRPD by partnering with grassroots DPOs
around the world and supporting their human rights advocacy activities. The purpose of the article
is to advocate for critical self-reflection among international disability rights advocates in the design
and implementation of outreach programs. If grassroots DPOs are to remain connected to their local
constituencies and the rights-based approach to disability is to succeed worldwide, the international
disability rights community must be aware of both the positive and negative potential of funding,
training, and partnership hold in terms of DPOs achieving their goals.

In this article, I argue that disability human rights law scholars must go beyond simply researching
and analyzing the CRPD’s impact on states to also include the CRPD’s impact on civil society. In doing
so, critical development studies scholarship, namely NGO-ization theory, provides an important way
forward. In this article, I will review NGO-ization theory, analyze public statements, documents, and
reports of international foundations, NGOs, and networks implementing capacity-building projects for
DPOs in developing countries, and discuss implications for human rights, civil society, and disability
studies researchers.

2. NGO-Ization Theory

The potential power of the CRPD is often seen as hinging on civil society’s role in advocating
for disability rights. As such, “disability awareness-raising and coordinated actions among disabled
peoples’ organizations are prerequisites for transforming the CRPD’s promises into reality” ([18], p. 27).
This human rights perspective on civil society reflects both the long-established participatory
development paradigm [19], which focuses on grassroots associations as the foundation of both
economic and political development, and the newer human rights-based [20] and inclusive [21]
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development paradigms, which focus on the empowerment of marginalized groups by integrating
political advocacy into development planning and practice. This turn towards civil society in
development and human rights has resulted in the prioritization of capacity-building activities [22]
and funding [23] meant to strengthen civil society throughout the Global South. The unintended
consequences or negative implications of this rapid rise of transnational capacity-building projects and
partnerships, however, are rarely questioned, much less examined [24]. Strengthening civil society
initiatives, paradoxically, may actually weaken the voices of marginalized groups at the local level
and, in the case of DPOs, rendering them silent or circumscribing their advocacy to pre-determined
scripts focused exclusively on the rights inscribed in the CRPD [25]. It is also linked with shifting
grassroots groups’ (and the international NGOs that have typically funded and supported them)
focus and resources from meeting the short-range, material needs of members in the community
to national or international advocacy initiatives that may yield few or no practical benefits in the
immediate future [26-28], thus making members of these groups more vulnerable in the interim.
In short, political advocacy does not necessarily help marginalized people, such as disabled persons,
address their daily needs for food, shelter, and health care in the “here and now”. The effects of
NGO-ization—the formalization and professionalization of local civil societies—can be profound, yet
are rarely systematically addressed within human rights-based approaches to social marginalization.

Capacity-building projects benefiting civic associations can, in fact, decrease their ability to
adequately represent the needs and wants of their members. Chahim and Prakash, for example,
argue that foreign funding and corresponding professionalization initiatives “creates dualism among
domestic civil society organizations” ([17], p. 487), increasing the influence of “modern” NGOs, which
are essentially local incarnations of international NGOs, and decreasing the profiles of grassroots,
membership-based organizations that reflect local culture and traditional (and particular) associational
models. This “modernization” of NGOs through NGO-ization processes is often a one-size-fits-all
pursuit, where the organizational attributes that international groups help local groups develop
are chosen “without consideration for economic, social and political context within which these
issues arise” ([16], p. 193) even if other organizational models have proven effective in the local
environment [29].

Factors driving the transformation of the grassroots associations into modern NGOs are: local
groups developing dependence on foreign funding, integrating into hierarchical networks, increasing
professionalization where local community members are replaced by trained professionals, and/or the
taking of cues from outside, agenda-setting entities, such as influential international NGOs. Grassroots
groups that do not succumb to NGO-ization are often ignored, if not made invisible, by outsiders
who see them as backwards, lacking the legal and financial infrastructure (i.e., official certification or
tax status) necessary for partnership, or simply do not recognize them as civic associations. “Formal
NGOs”, as opposed to the diversity of informal and formal associations based upon kinship, religious
tradition, reciprocal relations, and self-help networks, however, are just one element of civil society,
yet “often the part which external donors ‘see” as civil society and find most bureaucratically amenable
to engage with” ([30], p. 720). Thus, those groups most “in touch” with the people are sometimes
the least likely to be listened to or included in larger discussions about the needs and interests of
vulnerable groups.

In addition to the reordering of local civil societies, where certain types of grassroots associations
are raised up over others, another principal concern within NGO-ization theory is that for those local
groups that are targeted and chosen and whose “capacity” is built up by international organizations,
there is a concomitant loss in autonomy and local accountability [13,16,17]. International organizations
teach and “discipline” [31] grassroots groups through the provision of professional consultants and
the communication of new ideas, both of which replace local leaders and existing beliefs about
what needs to be done with alternatives that meet global, rather than local, expectations and
interests. In essence, NGO-ization turns local organizations into satellites or franchises of international
organizations, thus “de-localizing” them and pulling their leadership away from their members.
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Or, outsider organizations will simply enter the local organizations and “manufacture civil society” [30],
establishing in communities entirely new organizations that reflect international values, yet are meant
to represent local concerns. This can result in a “dislocated new civil society” ([32], p. 50) that has little
connection to the actual populus, yet claims to speak for “the people” at the grassroots level.

Traditionally, NGO-ization research has focused on the ways in which local groups are co-opted
by the “state and capital” [14], thus making them a part of the “development hegemony” [13] by
which states and markets dictate the direction of political and economic development. What is often
overlooked by development studies (and human rights researchers), however, is that the co-optation
of grassroots associations goes far beyond governments and businesses to also include other civil
society actors, such as international NGOs, foreign donors, and global networks, all of whom have an
interest in having local partners who support their global agendas. The shaping of local civil society
for this purpose thus requires some exercise of power; whether that power be hard or soft, it still has
consequences. As Eschle has argued, “oppression and conflict within civil society and between social
movement actors cannot simply be wished away or ignored” ([33], my emphasis, p. 74).

The result, however, is that attempts to build up grassroots associations can actually pull the rug
out from under local civil society by alienating the very citizens who supposedly belong to it. Human
rights, which has been so instrumental in advancing the rights of citizens around the world, can play
a role in denuding local groups of the power to represent their members. Within grassroots groups
themselves, elites can form, made up of leaders capable of interacting with the staff of international
NGOs, leaving regular participants out of the conversation ([34], pp. 298-99). As Clifford Bob has
noted, funding initiatives, for example, reward groups led by leaders with “marketing” savvy and
the willingness to adopt the priorities of international donors, which can in turn pull local leaders
away from their base in their quest for resources. Unfortunately, there is often an inverse relationship
between the types of things local groups need to say and do to get international support and those
things the members and beneficiaries of their organizations are saying or want done themselves, as
“what plays best overseas seldom corresponds to what matters most domestically” ([26], p. 193).

In regards to networks, which often consciously adopt horizontal forms of participation, power
still concentrates in the hands of the full-time, media savvy, or well-positioned (i.e., in Washington
D.C. or Geneva) few who have the time or wherewithal to respond to calls or attend meetings
with governments, multilateral organizations or other international NGOs. This can leave partners
marginalized from the agenda-setting process ([35], p. 51; [36]) and lead to “oligarchy”. Several critical
studies of international NGOs [37] and transnational networks [36] have cited Michels” “iron law of
oligarchy”, first enunciated in his Political Parties: A sociological study of the oligarchic tendencies of modern
democracy. In it, Michels argues that within ostensibly democratic parties representing their members,
anti-democratic tendencies develop to deal with the “tactical and technical necessities” ([38], p. 365)
of organizing and representation. An elite is formed, usually made up of an elected chair or council,
in some cases “self-appointed” [36], who, for the sake of efficiency, begin to set agendas and make
decisions without consulting their base.

A common response to these concerns above is for international NGOs, networks, and movements
to commit to a greater “consciousness” regarding their activities. Consciousness, however, does little
to address the underlying power differential between the Global North and Global South in terms of
economic, cultural, and organizational resources. For example, studies on the international feminist
movement have found that even when northern women'’s groups sought to “reverse the North-to-South
flow of ideas and development strategies, the organization and its [southern] counterparts were
circumscribed in locally-specific ways by the very power imbalances they were attempting to
undo” ([39], p. 45). Not only do offers of grants and other forms of assistance “nudge” local groups into
meeting outsiders” expectations, but capacity-training workshops provided by international NGOs are
often activities with the explicit mission of bringing in new forms of social knowledge and identities
(i.e., women-as-citizens) that displace local knowledge or silence alternative (and often more complex
and intersecting) identities [40]. These sorts of changes can take place independently of NGO and
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network activities by being communicated by the law itself. Masaki [41], for example, shows how
the UN Declaration on the Rights of Indigenous Peoples defines indigenous persons on the basis
of outsider oppression (i.e., colonialization), a facet of their identity that may be far less important
than gender, class, and even occupational group. As a result, rights protected in law and policies
that pre-suppose a “shared will” on the basis of “shared oppression” silence intersecting and often
marginalized identities within indigenous groups.

Transitioning from service-provision to political advocacy is one of the most important directions
that international funders, NGOs, and networks, especially those centered on human rights, try to
move grassroots associations. The service vs. advocacy divide is perhaps the most significant divide
within civil societies, including global civil society. In a study of only formal NGOs that have contact
with the UN system, Sikkink found that NGOs based in the North were far more likely to be in contact
with the UN’s human rights apparatus, such as the Human Rights Centre in Geneva, while southern
NGOs were far more likely to be in contact with the UN’s more service-oriented agencies, such as
UNICEF and the UN Development Program ([42], p. 307). The split is even wider when informal NGOs
are taken into account, including kinship networks, religious groups, and other forms of traditional
association, many of which are based on norms of reciprocity and a focus on social support, self-help,
charity, and/or mutual beneficence.

When grassroots groups are incentivized or pressured to adopt advocacy practices, their members
are likely to resist. For example, in a study of “local survival initiatives” in Africa, Cheru warns that
“the more the representatives of African social movements spend their time on worthy international
[human rights] campaigns that are little understood by their own constituencies, and devote less
time to critical local ‘bread-and-butter and rights’ issues, the more they risk losing legitimacy and
fostering an ethic of isolationism” ([27], p. 125). However, perhaps the most significant effect is that
these new professionalization activities focused on advocacy are replacing prior programming focused
on training local individuals in providing substantive social and economic services (i.e., teacher or
health care worker training) to marginalized populations. Rugendycke has observed that “where
once NGOs concentrated their work on establishing projects to do things like build water supplies
or encourage income generation, the same NGOs have increasingly devoted resources to advocacy
campaigns directed at global actors” ([28], p. 2).This shift in funding focus is evident in training
programs implemented in the Global South where a new class of professionals has been created
who are adept in “watchdogging” government activities, but are unable to meet the more immediate
material needs of their followers.

3. Disabled Persons Organizations Capacity Building around the World

The passage of the CRPD in 2006, with its important civil society mandate, has acted as a clarion
call for international disability NGOs and global disability networks to reach out to local DPOs around
the world, especially the Global South, to build their capacity and integrate them into their networks.
In recognition of the fact that the CRPD established an “explicit positive legal obligation on states to
seek (‘representative disability organizations’) input in all levels of development, monitoring, and
implementation of disability rights” ([7], p. 23) international disability organizations have implemented
funding, training, and other forms of outreach to local DPOs. The stated purpose of these activities
is for DPOs to adopt a new, rights-based perspective on disability and to incorporate advocacy into
their organizational practice. This new role for DPOs, thus, “involves a change in identity of the
organization and in its strategic direction” in which “they now actively aim to convey the rights-based
approach to disability” ([43], p. 369).

Changes in “identity” and the adoption of a new “strategic directions” can have both a positive
and negative impact on the ability of DPOs to remain relevant in the lives of their members. I argue that
capacity-building activities that formalize grassroots associations and orient their activities towards
human rights advocacy and away from service-provision and other non-advocacy-related practices
may succeed in bringing them in line with international priorities, but, if designed in ways that are
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not sensitive to local needs and contexts, could fail in terms of ensuring that their activities remain
germane to their members. While it is important that local DPOs fulfill their responsibilities as outlined
in the CPRD, their foremost responsibility is to the persons with disabilities that belong to them.
As such, international capacity-building initiatives must be aware of their potential to NGO-ize local
groups and, in fact, distance them from their memberships or render them ineffective in their specific
social and political contexts. These processes are carried out through the creation of new funding
opportunities, organizational development trainings, and integration into global networks, all of which
have a narrow vision of DPOs around the world as supporters of the CRPD and, therefore, advocates.
DPO research, unfortunately, has often been complicit in this process, dismissing local organizational
diversity and dissidence, thus demonstrating the need for a critical development studies perspective
in this era of transnational outreach towards civil society.

3.1. Funding

A wide array of international actors based in the Global North, ranging from government agencies
for international cooperation through to disability and mainstream foundations and funds have begun
funding DPOs in the Global South. The grant-giving criteria institutionalizes specific organizational
forms and activities through funding priorities and eligibility requirements.

The majority of official foreign aid for DPOs is specific towards activities, limiting the money to
only include “organizational capacity, advocacy efforts, cross-disability coalition building, coordination,
and leadership and training” [44]. This holds both an implicit and explicit expectation that DPOs
should be focused on advocacy rather than service provision or social support. These funds are
also limited to formal DPOs. For example, the Australian Agency for International Development
(AusAID)-funded Pacific DPO Fund specifies that grantees must “be non-governmental, non-profit
and a DPO” and, furthermore, that “the organisation should have a plan to meet its purpose and
objectives, a transparent organisational structure, clear administrative and financial systems to manage
funds” [45]. These sorts of requirements create a selection-bias against less formal, traditional, and
grassroots associations of persons with disabilities and towards professionalized groups that are
“bureaucratically amenable” ([30], p. 720) for AusAID to partner with, even if these formal groups are
both geographically and socially distant (i.e., in the capital and staffed by an educated elite) from the
majority of persons with disabilities in the developing country they represent.

Both disability and mainstream international foundations prioritize disability rights advocacy
over and above other forms of organizational practice. For example, the disability-specific Disability
Rights Fund'’s grants program based in the United States explicitly states that its grants are to be used to
“strengthen local stakeholders who can hold governments accountable for fulfilling the rights of persons
with disabilities”, and frames its grants program strategy in terms of the CRPD, stating “By supporting
civil society efforts at country level to ratify, implement, and monitor the CRPD, DRF seeks to make
a more direct impact on improving the conditions of (persons with disabilities)” [46]. The ABILIS
Foundation of Finland similarly provides capacity-building grants to DPOs in developing countries,
again framing their mission in terms of disability human rights advocacy: “ABILIS makes grants to
carefully chosen DPOs in developing countries in order to strengthen the capacity of disabled peoples
organizations (DPOs) in the global South so that they are better able to advocate for their Human
Rights as articulated by the Convention on the Rights of Persons with Disabilities (CRPD)” [47]. Along
with this advocacy priority, ABILIS also notes it only funds organizations with a formal “certificate
of registration”. In addition to these disability-specific foundations, mainstream funders such as the
Open Society Foundation also emphasize human rights advocacy. Open Society explains its DPO
grantmaking program as ensuring “persons with disabilities enjoy human rights on an equal basis
with others” and outlining project activities as those that “tackle deeply entrenched discriminatory
laws, practices, and attitudes that hinder full equality and inclusion of persons with disabilities” [48].

This prioritization of rights advocacy over service provision is, obviously, no accident, but, as
shown above, explicitly linked to the CRPD, which provides a blueprint of what DPOs in developing
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countries should be doing. It may also display the historical experiences of the Northern (or
Western) disability movements, where many of the needs for persons with disabilities were achieved
through rights advocacy and legislative change, success that may not be as replicable in states where
governments lack the institutional capacity to implement many of the rights they promise their citizens.

3.2. Training

A number of international disability NGOs, such as Action for Disability and Development, CBM
International, and Handicap International have implemented global capacity-building projects aimed
at increasing the rights advocacy and monitoring role of DPOs in developing countries. Virtually all
programs directly reference human rights and the CRPD. The specific types of outreach ranging from
organizing activities (i.e., bringing persons with disabilities together) through to consciousness raising
and advocacy skill training.

Action for Disability and Development, an international NGO based in the United Kingdom,
explains its approach as “We work with Disabled People’s Organizations throughout Africa and Asia
because the fight for equality starts with disabled people themselves”, going on to outline a civil society
outreach program wherein they “fight alongside disabled people’s organizations and the disability
movement to eradicate the injustice and the discrimination disabled people face” through activities
such as organizing workshops, giving advice, and so forth.

CBM (Christian Blind Mission) International’s International Advocacy and Alliances program is a
global partnership program to promote human rights advocacy “within the guiding frameworks
of the UNCRPD” (CBM 2013) that guides their activities around the world, specifying that
“DPOs are a priority for capacity development by CBM, particularly in management and
PCM (project cycle management).” As such, the focus is not only on advocacy, but also on
professionalization—transforming grassroots advocates into project managers, presumably to
implement projects funded by CBM or other international donors. In addition to CBM's direct outreach
to DPOs, it also encourages other NGOs to do the same. In its Disability Inclusive Development Toolkit,
which was developed as a guide for other international actors, it advises that groups assess DPOs in
terms of the question: “Are people with disabilities able to exercise their right to be part of debate,
advocacy and responsibility within their communities” ([49], p. 112) and, if not, building their capacity
to do so. The toolkit explicitly outlines a human rights basis to its work and the civil society mandate
in the CRPD, pointing to the importance of DPO involvement, because “A shadow/alternative report
gives civil society an opportunity to have its voice heard on how the State is implementing the
CRPD” ([50], p. 96).

Handicap International has its own global capacity-building campaign called Making It Work,
which provides technical assistance to local DPOs in developing countries around the world to
“strengthen their advocacy to influence social change”. The “It” in Making It Work refers to the
Convention on the Rights of Persons with disabilities. A Handicap International policy paper on
supporting DPOs states that the CRPD constitutes a “roadmap for DPOs” and encourages them to
use it, arguing that “the CRPD represents a major step, it is a tool that can be effective and make a
difference for persons with disabilities only if used and enacted. This calls for all stakeholders to
play their role to make these rights a reality” ([51], p. 16). The report goes on to advocate that DPOs
are assisted in developing the “relevant capacities and resources” to become effective human rights
advocates and that “DPOs have a responsibility” to do such advocacy. The policy paper goes on to
explain that “HI has observed that in most developing countries there is a discrepancy between the
important role that DPOs have to play and the limited opportunities, resources and capacities they
have had to fulfill their role” ([50], p. 23) and to then outline project components meant to address the
DPOs’ (1) organization and technical weaknesses; (2) lack of awareness and knowledge of the “new
conceptual models of disability developed at the international level”; (3) experience as human rights
monitors; and (4) lack of actions that empower individual members ([50], pp. 23—-64). Again, the role
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that DPOs are to play and the deficits identified are based on the CPRD and not the expressed needs
or interests of persons with disabilities themselves within the targeted DPOs.

All of these programs are based on the global prioritization of the CRPD, an international
instrument, rather than the expressed needs or mission of the DPOs targeted by these campaigns. The
specific capacities strengthened range from project management through to human rights reporting,
but not social service or self-help provision, the original purpose of many of the DPOs found in the
world today. In that way, the local groups are engaged on the international NGOs terms, which are
focused on their mission to ensure that DPOs are advocates for the CRPD. This, obviously, risks being
a top-down process where grassroots groups are NGO-ized according to a globally-defined template.

3.3. Network Integration

Lastly, there are a number of global DPO networks, the two most prominent of which are
hierarchical, moving from national to regional to the global network, which then claim to speak on
behalf of persons with disabilities worldwide. For example, the International Disability Alliance (IDA)
describes itself as “the most authoritative representative voice of persons with disabilities” ([51], p. 7)
globally and Disabled People International (DPI), another global network, uses “A Voice of Our
Own” as its motto, presumably also representing the voice of persons with disabilities around the
world. These networks also emphasize unity in message, which they instill through their own
capacity-building programs and guidance, much of which teaches regional and national coalitions
how to be “good” network members by using the CRPD in advocacy and developing human rights
monitoring reports that contribute towards the goals of global unity in message. This, however, may
come at the cost of covering up diversity and regional and national particularity.

Disabled People International is the older of the two international DPO networks. DPI was
founded in 1981 as a “human rights organization committed to the protection of the rights of people
with disability and equal participation in society” and was instrumental in advocating for the CRPD.
It claims over 130 member cross-disability DPOs. It was founded in the Global North, but has since
expanded globally to include national DPOs that are then aggregated into regional DPO networks
for North America, South America, Africa, Arab Nations, the Asia-Pacific, and Europe that are then
members of the World Council and report to the world headquarters in Canada. Acknowledgement
of diversity was present from the beginning of DPI. Jim Derksen, who was a disability advocate
in Canada who believed in unity, argued to DPOs “Let us reason together, let us deliberate on our
problems and needs, let us consider our abilities, and when we have agreed on the problems and
solutions let us articulate our opinions and ideas in a strong and united voice” ([52], p. 1).

The idea of collectively agreeing upon problems and solutions, however, has not been achieved in
DPL In an extraordinarily honest report from DPI’s World Council Meeting in Dhaka in 2015, which
resulted in “withdrawing of confidence” in DPI's Chair, the report lays out its grievances, stating that
“Most decisions in the name of DPI have been taken unilaterally by the chair without any approval
by the World Council and consultation with the executive officers”, listing such instances as the
headquarters making “The unilateral announcement of controversial DPI political decisions in the
United Nations and other platforms that undermined the unity of the disability movement without
any approval from the executive officers”, the “unconstitutional intervention in countries where DPI
is established by revoking elected leadership and replacing it by a new one”, and other complaints
demonstrating a flagrant disregard to democratic norms within the organization [53].

The other global disability network is the International Disability Alliance, which was created in
1999 by seven transnational DPO networks and several disability NGOs that were principal advocates
for the creation of a UN disability convention. In 2007, IDA changed into a global alliance of global and
regional DPO coalitions and was subsequently given full consultative status within the UN, giving it an
official advisory role on international disability rights. The mission of IDA is “to promote the effective
and full implementation of the United Nations Convention on the Rights of Persons with Disabilities
worldwide, as well as compliance with the CRPD within the UN system, through the active and
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coordinated involvement of representative organisations of persons with disabilities at the national,
regional and international levels” [54]. This global coordination is promoted in two ways: direct
advocacy capacity building and CRPD-reporting guidelines. The reporting guidelines for parallel
reports, which are outlined as a responsibility of civil society in the CRPD, contain recommendations
that paradoxically “ensures that issues that are important to small organizations are given a voice”,
but also ensure that DPOs submitting to the report speak with a “unified voice” and only submit
“one comprehensive report” ([51], p. 28), thus creating obstacles to DPOs focused on community or
disability-specific issues [25]. The report is also based upon the CRPD, specifying specific rights to be
addressed and how their implementation is to be measured. IDA also has its own capacity-building
program that “includes long-term coaching of few national coalitions in the preparation of parallel
reports, punctual trainings at national and regional for key DPO representatives and other stakeholders
on the monitoring of CRPD” [55]. There are no public reports of dissent (or confidence) as there is
for DPI, but a similar emphasis on unity of message is present in IDA as it is in DPI, but without
acknowledgement of diversity.

Within global networks, there is cause for concern with “oligarchy”, as Ghirmire [36] found
with transnational networks, wherein a chair, as evidenced by DPI’s Dhaka Statement, is empowered
(or takes the power) to set agendas and make unilateral decisions without consultation of members.
A critical development studies perspective is needed in the face of procedures and processes by which
grassroots groups are integrated in international disability networks through hierarchical patterns
(local-national-regional-global) that are meant to create a unity in message. Top-down capacity building
and guidance, wherein network headquarters “coach” and “advise” and “guide” members groups
have the potential to NGO-ize grassroots groups, thus shaping them according to global concerns
rather than enabling them to be organic, bottom-up representations of their local memberships. The
importance of network integration and the difficulty of including and consulting highly diverse
groups of persons with disabilities around the globe potentially increases the risk of such networks
misrepresenting their base, especially in the face of the bureaucratic complexity of representing those
groups to the CRPD Council of Experts.

3.4. Research Deficit

Much of the current research on DPO capacity building fails to take a critical stance on funding,
training, and network integration initiatives. Instead, much research specifically advises how
international NGOs and other actors can better achieve their goal of turning local DPOs into advocates
for the CRPD and becoming part of a worldwide movement.

For example, in a study on an organizational development initiative involving six
disability-specific NGOs and DPOs in East Africa implemented by Light for the World,
a Netherlands-based disability rights NGO, the authors describe how the “six organizations have
translated the legal responsibilities enshrined in the CRPD into new activities” ([43], p. 362) for the
purposes of lessons being applied to other DPOs making the transition around the world. While the
authors note that, as the DPOs in the study began to focus increasingly on human rights activities,
this “led to tensions with the beneficiaries” and the DPO’s members were “afraid that their group
would be forgotten”, they then go on to uncritically and positively report that the changes were
accomplished because “most employees of the organisations and their partners had found a collective
drive, confidence and fostered the ambition to realise the new desired role” ([43], p. 371). From
an NGO-ization perspective, however, the “collective drive and confidence” of the DPOs’ staff and
management to forge ahead despite resistance from their base supporters (i.e., persons with disabilities
themselves) should raise questions about the costs of professionalization in member participation in
organizational decision-making. Further in the article, the authors note that the DPOs were able to
make these changes because of their ability to “market their new approach” ([43], my emphasis, p. 379)
to funders, without questioning their usage of the term “marketing”, a strategy Clifford Bob [26]
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suggested, as reviewed above, that can lead to grassroots leaders adopting the priorities of foreign
funders over and above domestic audiences and local movement participants in the quest for resources.

In a different context, but with a similar outcome concerning the adequacy of pre-existing NGOs
in low-income countries to advance the disability rights agenda, Sarah Phillips, an anthropologist
studying the Ukrainian disability movement, states that contemporary DPO coalitions in Eastern
Europe are “plagued by socialist legacies” because “these groups have unwieldy, rather ossified
structures and tend to have a narrow focus on shoring up social programs for certain groups of the
disabled” ([56], p. 283). She sees this as antithetical to the human rights approach she supports for
DPOs in the age of the CRPD. In her concluding remarks, Phillips suggests that Ukrainian NGOs
need to pursue more international partnerships so that they have the “opportunities to travel to
the United States, Canada, and other countries to participate in seminars, meet fellow activists, and
become familiar with different approaches to rights issues” ([56], p. 291) and also “pursue international
partnerships that can teach them a new model” ([56], p. 283). In short, she wants these groups to
change and be brought in line with international, rather than local, priorities.

Research such as this is based on a northern priority of encouraging DPOs to take up their
responsibilities under the CPRD as rights advocates, regardless of local priorities or purposes of
organizing. It fails to integrate a critical development studies perspective that could open up important
questions about international funder, NGO, and network interventions into local civil societies and the
possible consequences that may have for those groups to remain connected to and answerable to their
local members. An example of the latter is important.

One critical exception to the predominant DPO research is a consultancy report on
capacity-building initiatives implemented by Northern DPOs and NGOs for grassroots DPOs in
Mozambique. By taking an unbiased research position, the author demonstrates why an NGO-ization
perspective is necessary to uncover real issues in the interactions between DPOs and international
actors. The author reports that the initiatives of the international actors working in Africa often overlook
the needs of local groups, noting that local DPOs saw “Northern NGO partners as concentrating their
limited support on technical inputs, without paying attention to how organisations survive from day
to day” and also “expressed anger at what they saw as unequal power with their Northern NGO
partners” and that the local “DPOs reported feeling as if they are treated more like clients or objects
than the primary constituency” [57], often noting that they were used by the North to fundraise for
monies the Mozambique NGOs only benefitted from indirectly. In this case, rather than call for the
local DPOs to fall in line, the consultant suggests that the international NGOs should question their
practices. This is the sort of research where NGO-ization theory, which questions international funder,
NGO, and network practices from the beginning is helpful in highlighting local voices rather than
global agendas.

4. Implications and Conclusions

Human rights instruments can offer a blueprint of what civic associations should be doing by
specifying “communication” (or complaint) processes and spelling out the specific issues (i.e., rights
and violations) and “identities” (i.e., definitions of specific groups) that local organizations should
pay attention to and represent. Equally, if not more importantly, global human rights campaigns
led by international donors, professional NGOs, and transnational networks often implement civil
society capacity-building programs meant to educate and empower local civil societies by teaching
marginalized groups about their rights and building up grassroots associations operating on the
ground by providing small grants, holding workshops and training, and integrating those groups into
transnational networks. These activities, however, can fundamentally reshape local civil societies by
prioritizing some groups over others and implicitly (or explicitly) setting organizations” agenda.

The civil society mandate in the CRPD has made grassroots DPOs targets for change. While
human rights protecting persons with disabilities are vital, the consequences of DPOs being specified
within the convention as monitors must be investigated. The transformation of local associations may
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not be an unmitigated good—it may also have negative consequences in terms of the ability of local
members to continue to exercise ownership over the groups that they have joined and supported, often
for decades before the CRPD was written and signed and ratified around the world. In many cases,
DPOs are critical service providers and social support mechanisms that persons with disabilities in
poor communities rely on. A shift towards advocacy is often a shift towards a long-term strategy where
recognition of disability rights by states will eventually address needs and create opportunities for
disabled persons. But it may have short-term, or in the case of states with limited capacity, long-term
consequences when DPOs shift their time, resources, and attention towards advocacy over and above
their founding purpose to provide material assistance to their members. As such, these groups can, in
fact, work against the very people they claim to represent.

NGO-ization theory within critical development studies raises important questions regarding
the way grassroots associations can be co-opted by other actors, including representatives of global
civil society such as foreign donors, international NGOs, and transnational networks. Utilizing this
perspective is important to ensure that the voices of all persons with disabilities are heard and not
simply an international elite. It also holds the promise of better allocating resources, providing training,
and organizing representation to and for local DPOs in a way that reflects their members’ priorities,
thus ultimately and organically strengthening grassroots civil society rather than transforming it in
accordance with a pre-determined and global blueprint.

For the civil society mandate within the CRPD to truly be empowering for grassroots DPOs
and for the unmet needs of persons with disabilities in the Global South to be met, the mandate’s
interpretation and implementation must be left to local groups. The international disability rights
community can (and often does) play an important role in helping DPOs reach their full potential. It is,
however, the responsibility of those involved in designing and implementing global capacity-building
programs to engage in critical self-reflection so as to be aware of the power that funding, training,
and other forms of assistance hold to both bring grassroots associations closer or to push grassroots
associations further away from their memberships. Outside interventions should be assessed not only
from the point of view of their ability to introduce and support a rights-based approach, but to allow
local DPOs to interpret and integrate that approach in context-specific ways that remain focused on
local priorities and can flexibly accommodate a range of interpretations and practices.
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