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Abstract

Background The changed societal views of persons
with disabilities are reflected in the 2006 United
Nations Convention on the Rights of Persons with
Disabilities. However, what is not specified in the
Convention is how to operationalise and measure
the Articles composing the Convention, and how to
use that information to further enhance the human
rights of persons with disabilities.
Method The authors analyse the relationships
between eight core quality of life domains and the
34 Articles contained in the Convention.
Results There is a close relationship between the
core quality of life domains and the 34 Articles con-
tained in the Convention. Furthermore, the current
status of these Articles can be evaluated through the
assessment of indicators associated with the eight
core quality of life domains.
Conclusions Based on the assessment of these
quality of life-related outcomes, three strategies can
be used to enhance the human rights of persons
with intellectual disability. These three are to
employ person-centred planning, publish provider
profiles and implement a system of support.

Keywords evidence-based practices, intellectual
disabilities, quality of life, rights, United Nations
Convention on the Rights of Persons with
Disabilities

Introduction and overview

Societal views on the human rights of persons with
disabilities have changed significantly over the last
40 years. This change is demonstrated in the devel-
opment of international conventions intended to
guide the policy of states and public authorities.
After the Universal Declaration of Human Rights
(United Nations 1948), the Declaration on the
Rights of Mentally Retarded Persons (1971) speci-
fied what equality and fundamental rights mean
for person with intellectual disability (ID). Rights,
however, are not sufficient if they are not accompa-
nied by opportunities to exercise those rights. The
Standard Rules on the Equalisation of Opportuni-
ties for Persons with Disabilities (United Nations
1993) therefore were an important additional inter-
national document defining the societal prerequi-
sites of equality. In 2006, the Standard Rules were
replaced by the United Nations Convention on the
Rights of Persons with Disabilities (UNCRPD;
United Nations 2006). These rules and related
Articles state the socio-political conditions for
achieving equality, autonomy, non-discrimination,
participation and inclusion in society. What is not
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specified in the Convention is how to operationalise
and measure the Articles and use that information
to further enhance the person’s life, including their
human rights.

We argue in this paper that, whereas these Con-
ventions and Articles focus on the socio-political
or macrosystem level, the emerging construct of
quality of life (QoL) reflects the dynamics of per-
sonally desired subjective and objective conditions
of life. This construct has become the link between
the general values reflected in social rights and the
personal life of the individual. It has also become a
vehicle through which individual referenced equity,
empowerment and life satisfaction can be under-
stood and enhanced. QoL models capture the
essential dimensions of an individual’s life situation,
including his or her human and legal rights
(Schalock et al. 2007; Brown et al. 2009; Buntinx &
Schalock, 2010). We argue further that the concept
of QoL might best be viewed as: (1) a relevant
concept both to public policy determination and
an outcome for social policies; and (2) a process of
achieving equal opportunities for people with dis-
abilities (Matikka 2000).

We recognise the importance of other constructs,
such as family QoL (see Samuel et al. 2012 for a
review) for three reasons. First, abuses and viola-
tions of rights often occur in and through the
family environment (e.g. Craig et al. 2010). Second,
relatives are usually who require the resources for
ensuring inclusive and effective home environments,
and most of them have a mediator role in other
environments (e.g. Rodríguez et al. 2008; Werner
et al. 2009). Finally, because people with profound
multiple disabilities are particularly dependent on
family support and care (e.g. Petry et al. 2005).
However, we will focus on the field of individual
QoL given that theories and models of family QoL
would need to be the subject of another paper.

This paper has three sections. The first discusses
the essential aspects of the QoL concept including
its eight domains. The second section summarises
the 34 Articles included in the UNCRPD, shows
how these Articles are closely related to the eight
QoL domains, and discusses briefly how the appli-
cation and current status of these Articles can be
evaluated through the assessment of QoL-related
personal outcomes. The paper concludes with a
discussion of three organisation strategies that can

be used to enhance the human rights of persons
with ID.

The concept of quality of life

Over the last three decades the QoL concept
has evolved from a sensitising notion to a social
construct that guides programme practices and
provides a useful conceptual and measurement
framework to assess the personal outcomes guaran-
teed under UNCRPD (Karr 2011). The issue that
the concept addresses is the lives of persons and
ensuring that citizens with ID experience the same
human rights and a life of quality as any other
member of society. To this end, the QoL concept
reflects the following four principles: (1) QoL is
composed of the same factors and relationships for
all people; (2) QoL is experienced when a person’s
needs are met and when the individual has the
opportunity to pursue life enrichment in major life
activity settings; (3) QoL has both subjective and
objective components; and (4) QoL is a multidi-
mensional construct, influenced by individual and
environmental factors.

Over the last two decades the authors have devel-
oped and validated cross-culturally the QoL con-
ceptual and measurement framework summarised
in Table 1. The interested reader can find empirical
support for its validity (e.g. Aznar & Castañón
2005; Xu et al. 2005; Chou & Schalock 2009; van
Loon et al. 2010), verification of its factor structure
(e.g. Bonham et al. 2003, 2004; Wang et al. 2010;
Gómez et al. 2011a), determination of the etic and
emic properties of its dimensions and indicators
(e.g. Kober & Eggleton 2002; Jenaro et al. 2005;
Verdugo et al. 2005; Claes et al. 2010), and the role
of mediating and moderating variables (Schalock
et al. 2010a, 2011). The conceptual and measure-
ment framework summarised in Table 1 is the result
of more than two decades of research starting and
mainly focused in the ID field, but increasingly
applied in other areas such as ageing, physical dis-
abilities, mental health, special education, chemical
dependency and with individuals who are at risk for
social exclusion (e.g. Woodwill et al. 1994; Raphael
et al. 1995; Brown 1997; Bowling & Gabriel 2004;
Caballo et al. 2005; De Maeyer et al. 2009; Arias
et al. 2010; Cummins et al. 2010; Verdugo et al.
2010a; Gómez et al. 2012).
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In the Table 1 framework, QoL indicators refer to
QoL-related perceptions, behaviours and conditions
that define operationally each QoL domain. Further-
more, psychometrically robust and culturally sensi-
tive indicators are used to assess either the person’s
perceived well-being (’self report’) or an objective
indication of the person’s life experiences and cir-
cumstances (’direct observation’). Other QoL
models, which are similar to the one summarised
in Table 1, can be found in Cummins (2005), Felce
& Perry (1995) and Petry et al. (2005).

For consistency and standardisation purposes,
indicators and QoL-related personal outcomes are
selected on the basis of published research, expert
panels, Delphi studies and stakeholder focus
groups. Criteria for selecting specific indicators are
that those indicator items selected: reflect what
people want in their lives, are culturally sensitive,
are related to current and future policy issues, are
those that the individual (or service provider) has
some control over, and can be used for quality
improvement purposes (Verdugo et al. 2005, 2010a;
Walsh et al. 2006; Schalock et al. 2008). As dis-
cussed in the following section, the assessment
of these domains and indicators by means of
QoL-related personal outcomes is closely related
to the assessment of some specific rights, and the
eight-domain model becomes a conceptual frame-
work that helps to guide the assessment and appli-
cation of the rights appearing in the UNCRPD.

United Nations Convention on the Rights
of Persons with Disabilities

Initially, the international human rights movement
has focussed almost entirely on the activities of the

able-bodied and the able-minded (Koh 2004) rather
than persons with disabilities and the barriers they
face in their daily living (Stein & Lord 2009). The
normalisation principle encouraged the develop-
ment of disability rights legislation during the
1960s, and also served as an instrument for consid-
ering what is appropriate (rather than ‘normal’)
consistent with an ethical value theory (Nirje 1985).
As Reinders (1999) later pointed out, in the
absence of morally defensible caring practice, con-
temporary rights discourse will not be meaningful.

Prior to the UNCRPD, there were other Conven-
tions [e.g. Declaration on the Rights of Mentally
Retarded Persons in 1971; United Nations Declara-
tion on the Rights of Disabled Persons in 1975

(United Nations 1975)] that tried to re-affirm the
rights of people with disabilities, but these never
became international treaties and were not legally
binding. This could be one of the reasons, along
with the need of evidence-based practices regarding
its application (Schalock et al. 2011; Navas et al., in
press), why they were rarely applied in practice. To
overcome this disregard, Article 1 of the UNCRPD
declares the Convention’s objective 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. These objectives are reflected
in a series of Articles, which are shown in Table 2.

The UNCRPD is consistent with the ecological
model of disability proposed by the American Asso-
ciation on Intellectual and Developmental Disabili-
ties (AAIDD; Luckasson et al. 1992, 2002; Schalock
et al. 2010b) and the World Health Organisation
(WHO 2001).Thus, the United Nations Convention
has been a major quantitative and qualitative step

Table 1 Quality of life conceptual and
measurement frameworkFactor Domain Exemplary indicators

Independence Personal development Activities of daily living
Self-determination Choices, decisions, personal goals

Social Interpersonal relations Social networks, friendships
Participation Social inclusion/community involvement
Rights Human and legal

Well-being Emotional well-being Safety and security
Physical well-being Health and nutrition status
Material well-being Financial status, employment
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forward in that it in considers both the environment
and supports and individual needs. It could be the
instrument that many Governments need to develop
and implement policies, laws and administrative
measures to ensure the rights under the Convention
(Harpur & Bales 2010) and, therefore, abolish laws,
regulations, customs and practices which constitute
discrimination. However, we should keep in mind, as
indicated in Article 4, that this is only a Convention
– a treaty – which implies no obligations unless the
States Parties sign the Optional Protocol. Once
signed, States Parties shall submit to the Committee
on the Rights of Persons with Disabilities (Articles
33 and 34) a report on the development and imple-
mentation of public policies that guarantee the rights

enshrined in the Convention. On the other hand,
history has shown that the effectiveness of this type
of convention is directly related to the capacity of
civil society to promote its implementation. As dis-
cussed by Quinn (2009), the UNCRPD is a mirror
to society; it makes us face up to our own values and
it forces us to acknowledge the large gap that still
exists between the ‘myth system’ (i.e. our own
values) and the ‘operations system’ (i.e. how these
values are dishonoured in daily practice).

The UNCRPD builds on the principles of
non-discrimination, equality of opportunity and
accessibility, and links these to a group of civil (e.g.
adequate standard of living and social protection)
and political (e.g. participation in political and
public life) rights. Most of the Articles are related
to fundamental freedoms, but it is especially impor-
tant that other rights, such as living independently,
personal mobility and habilitation and rehabilita-
tion, are addressed since without them, fundamen-
tal rights cannot be achieved by people with
disabilities (Stein & Lord 2009).

Relationship between quality of life
domains and United Nations Convention

The UNCRPD calls for rehabilitation, living
independently, education, health, work and
employment, and other measures to promote the
independence and QoL of people with disabilities.
However, although legal reforms are necessary, they
may not be enough in and of themselves to bring
about social change, and thus we need something
more than a treaty to improve QoL of people with
disabilities and guarantee that their rights are being
respected (Kynlicka & Norman 1994; Rioux &
Carbert 2003; Sabatello 2005; Karr 2011). More
specifically, we need a framework that allows policy
makers, service providers, and the population
in general to understand and evaluate how the
implementation of these rights are translated into
improved human functioning and personal out-
comes reflective of one’s human rights. In this
sense, we need to move from political concepts to
evidence-based practices (Council of Europe 2006;
Schalock et al. 2011).

The conceptual and measurement framework
presented in Table 1 can be used to guide the
development and implementation of the Articles

Table 2 Articles of the UNCRPD

Article Definition

5 Equality and non-discrimination
6 Women with disabilities
7 Children with disabilities
8 Awareness-raising
9 Accessibility

10 Right to life
11 Situations of risk and humanitarian emergencies
12 Equal recognition before the law
13 Access to justice
14 Liberty and security of person
15 Freedom from torture or cruel, inhuman or

degrading treatment or punishment
16 Freedom from exploitation, violence and abuse
17 Protecting the integrity of the person
18 Liberty of movement and nationality
19 Living independently and being included in the

community
20 Personal mobility
21 Freedom of expression and opinion, and access to

information
22 Respect for privacy
23 Respect for home and the family
24 Education
25 Health
26 Habilitation and rehabilitation
27 Work and employment
28 Adequate standard of living and social protection
29 Participation in political and public life
30 Participation in cultural life, recreation, leisure and

sport

UNCRPD, United Nations Convention on the Rights of Persons
with Disabilities.
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contained in the UNCRPD. That process begins by
seeing the close relationship between the eight core
domains and the most closely aligned Article(s).
These relationships are shown in Table 3. In review-
ing Table 3 it is interesting to note that the majority
of the Articles relate to the QoL domains of self-
determination, social inclusion, rights and physical
well-being.

The assessment of the QoL domain-referenced
indicators results in valid and reliable measures
of the rights and freedoms guaranteed under
UNCRPD (Karr 2011). Once assessed, these mea-
sures can be reported either by Article (or Article
cluster) or for the respective QoL domain/Article
cluster. Furthermore, the information obtained
from the assessment can be used at the organisation

Table 3 Relationship between quality of life (QoL) domains and articles in the UNCRPD

Domains of QoL QoL indicators
UNCRPD articles (directly
related to QoL indicators)

UNCRPD articles (indirectly
related to QoL indicators)

Personal development Education status Article 24 Article 27
Personal skills
Adaptive behaviour

Self-determination Choices/decisions Article 14 Article 9
Autonomy Article 19 Article 12
Personal control Article 21
Personal goals

Interpersonal relations Social networks Article 23 Article 30
Friendships
Social activities
Relationships

Social inclusion Community integration/participation Article 8 Article 19
Community roles Article 9 Article 21
Supports Article 18 Article 24

Article 20
Article 27
Article 29
Article 30

Rights Human (respect, dignity, equality) Article 5 Article 14
Legal (legal access, due process) Article 6 Article 16

Article 7 Article 18
Article 10 Article 21
Article 11
Article 12
Article 13
Article 15
Article 22

Emotional well-being Safety and security Article 16 Article 23
Positive experiences Article 17 Article 25
Contentment
Lack of stress

Physical well-being Health and nutrition status Article 16 Article 17
Recreation Article 25
Leisure Article 26

Material well-being Financial status Article 28
Employment status
Housing status
Possessions

UNCRPD, United Nations Convention on the Rights of Persons with Disabilities.
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level to enhance the rights and freedoms as
guaranteed under the Convention. Three ways
of achieving this are discussed in the following
section.

Organisation strategies to enhance the
human rights of persons with disabilities

The QoL framework emphasises the need to incor-
porate the systems perspective (Bronfenbrenner
1979) because people live in a number of systems
(micro, meso and macro) that influence the
development of their values, beliefs and attitudes
(Schalock 2004). The microsystem refers to the
immediate social context, as the family, home, peer
groups and the workplace, which directly affects
the life of the person. The mesosystem includes the
neighbourhood, community, service agencies and
organisations that directly affect the functioning of
the microsystem. The macrosystem reflects the
larger cultural patterns of culture, socio-political
and economic systems. This section of the article
focuses on strategies at the organisation (i.e. mesos-
ystem) level and describes three strategies related
to person-centred planning, provider profiles and
individualised supports.

Person-centred planning

Focusing on enhancing personal outcomes/human
rights encourages organisations to develop person-
centred planning, provide individualised supports
and involve people in the decision making of their
own lives and supports. However, these interven-
tions should be made on the basis of empirically
validated conceptual frameworks and by means of
assessment instruments that are reliable and valid.
Two instruments that meet those criteria (and were
developed on the basis of the eight-domains QoL
model summarised in Table 1) are the Integral
Scale (Verdugo et al. 2007, 2009a, 2010b) and the
Personal Outcomes Scale (van Loon et al. 2008).
The first of these was developed for use in Spain;
the second for Holland and Belgium. Both were
developed to assess QoL-related personal outcomes
in adults with ID, to enable the development
of provider profiles to guide continuous pro-
gramme development and to enhance personal
outcomes.

Provider profiles

Provider profiles are used at the organisational level
to describe the characteristics of service/support
agencies, to report their annual quality assurance
and quality improvement activities, and to sum-
marise yearly aggregated QoL outcome measures
for their clientele and to compare these scores with
those of members of the community. Three such
provider profiles are described below.

Maryland

In Maryland, consumers with ID administer a QoL
survey (based on the QoL framework – Table 1) to
a representative sample of people with disabilities in
order to provide feedback to organisations manag-
ers on predictors of personal outcomes. The project
also includes an annual training session for all
participating providers about strategies to enhance
QoL, especially personal development, self-
determination and rights domains (Bonham et al.
2004; Keith & Bonham 2005).

Nebraska

The Nebraska approach assesses the QoL of service
recipients with ID on eight core QoL domains and
publishes the aggregated results (i.e. total scores
obtained by all consumers in an organisation) for
each of the eight domains and a total index for
persons with and without ID in the provider’s city.
With these data, providers can compare their results
with the ones obtained by similar organisations and
with the ones obtained by people without disabili-
ties in their community.

Spain

A third approach to provider profiles has recently
been employed in Spain (Catalonia) using the
Gencat Scale (Verdugo et al. 2008a,b, 2009), which
is an objective instrument to assess QoL-related
personal outcomes. The scale was applied to a rep-
resentative sample of more than 11 000 social
service consumers within 288 organisations. Among
them, there were not only people with ID, but also
people with other disabilities, people with mental
health problems, older people, persons with drug
dependences (i.e. adults with prescribed drug
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problems) and people with HIV/AIDS. In this way,
data based on the eight-domain model may be used
not only to compare results among organisations,
but also among different groups in order to develop
evidence-based practices (Schalock et al. 2011).
Furthermore, data may be used for the develop-
ment of policies at the macrosystem level aimed to
improve results in those domains with the lowest
scores (i.e. personal development, social inclusion
and self-determination).

In addition to these three profiles, a recent study
illustrates how the assessment of QoL-related per-
sonal outcomes may be used to explore the knowl-
edge and exercise of human rights. Gómez et al.
(2011b) show how the eight-domain model allows
key agents to monitor and assess different human
rights. The research uses a double perspective: self-
report of the persons with ID by means of the
INTEGRAL Scale, and observations of the staff
working with them by means of the GENCAT Scale.
The results found that there are still many situa-
tions involving abuse and neglect, and that there
is an urgent need for assessing the Convention
implementation in a systematic way.

Individualised supports

Since its introduction into the ID field in the mid-
1980s, the concept of supports has been expanded
to a framework on the systematic assessment of an
individual’s support needs, and are individualised
to provide a structure for enhancing personal out-
comes and human rights. In this sense, the Support
Intensity Scale (Thompson et al. 2004) has become
a useful tool to answer the question regarding the
supports that are needed to help people participate
in their community, assume valued social roles,
and experience greater satisfaction and fulfilment
(Thompson et al. 2002).

Such a system of supports includes (Schalock &
Verdugo 2012): (1) developing a system of supports
based on a QoL conceptual framework leading to
the provision of individualised support; (2) involving
consumers through the knowledge of their rights and
empowering them to be effective self-advocates; (3)
increasing support staff competencies and effective-
ness through the use of evidence-based practices;
and (4) expanding to new programme options and
opportunities that involve community living,

employment, educational and natural supports. As
an example, the Gipuzkoa Autistic Society (Spain)
is a not-for-profit parents’ organisation with the
mission of informing and creating awareness among
society and offering the appropriate services to
people with autism.This organisation is improving
rights in daily work by using a QoL framework to
individual assessment and programming.The main
characteristics of its work are: the use of an ethical
framework, which specifies the values that underpin
the idea of person, and including the exercise of
rights in each individual support plan, and a new
organisational policy that defines how to manage
self-determination of people in planning their life
projects, emphasising support for communication.

A second example is that of FEAPS, the Spanish
member organisation of Inclusion International,
which is composed of 891 organisations and more
than 100 000 persons with ID. FEAPS has pub-
lished a ‘best practices guide’ to help people with
ID to learn, evaluate and defend their rights for
improving their QoL. Organisations are using this
guide for training persons with ID to be active self-
advocates. The guide has been developed with the
involvement of people with ID who, according to
the eight dimensions of QoL, have analysed situa-
tions in which their rights have been somehow vio-
lated, encouraging them to analyse consequences of
these events, and providing them with information
about how to avoid these situations and improve
their behaviour.

Conclusion

Human and legal rights are essential components to
a life of quality and equality. We argue in this article
that human rights extend across a wide range of
human activities that involve each of eight QoL
domains listed in Table 1. The UNCRPD and its
related Articles articulate well the rights of people
with disabilities. However, the Convention does
not specify how to operationalise and measure the
Articles so as to develop a metric that can be used
to evaluate the progress and changes in peoples’
status regarding their human rights and a life of
quality and equality. The QoL conceptual and
measurement framework presented and discussed
in this article provides that template and allows
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organisations and systems to implement QoL-
related enhancement strategies that impact the
desired results of the Convention. The three strate-
gies discussed in this article were person-centred
planning, provider profiles and individualised
supports.

The UNCRPD encourages a strong monitoring
mechanism to ensure accountability for appropriate
programme and policy planning. States Parties’
legislative and programmatic progress are tracked
through Article 35, which requires states and non-
governmental organisations to submit comprehen-
sive reports on measures taken to give effect to
[their] obligations under the Convention and on
progress made. We have argued in this article that
the reliable and valid assessment of QoL-related
domains and indicators that are aggregated accord-
ing to the Convention’s Articles will allow states
and organisations to fulfil that requirement.
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