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SUPPORTS, AND QUALITY OF LIFE FOR ENHANCING
INCLUSIVE EDUCATION OPPORTUNITIES IN
STUDENTS WITH INTELLECTUAL DISABILITY?V

Introduction and Overview

Inclusive education (IE) is a key element in countries’ education policy agenda
(Amor, Hagiwara et al., 2018). In the last 40 years different documents have ad-
dressed IE. The most important among these are the Warnock’s Report (1978),
the World Declaration on Education for All (1990), the Salamanca Statement and
Framework for Action on Special Needs Education (1994), the Dakar Framework
for Action (2000), the United Nation’s Convention on the Rights of Persons with
Disabilities (UNCRPD; United Nations, 2006), the 48" International Confer-
ence on Education by UNESCO (2008), and the Incheon Declaration (UNESCO,
2015).
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These documents have been accompanied by an increase in the effective and
real inclusion of diverse learners, but the inclusion of students with intellec-
tual disability (ID) is still a major challenge to be addressed (Amor, 2019). The
inclusion necessitates creation of a comprehensive framework that systemati-
cally guides the efforts of education systems to improve learning experience of
students with ID. To this end, the goal of this article is twofold: First, to offer
a detailed view of the rights approach, the supports paradigm, and quality of life
(QoL) model as keys to address the inclusion of students with ID; and, second, to
present a framework which brings these three approaches together to direct them
towards the improvement of personal outcomes in these students, thus offering
them better opportunities for an effective and real inclusion.

Article 24: The Right to Inclusive Education

The great change in educational trends regarding the inclusion of students
with disabilities occurred in 2006, when the UNCRPD was passed (United Na-
tions, 2006). Since this milestone, IE evolved from a principle guiding education
toward a right to be guaranteed for all students, regardless of their personal or
social conditions. The UNCRPD includes 50 articles: Social and Civil Rights
are embodied from article 5 to article 30, and the general principles, which are
common — and transversal — to all the rights, are detailed in article 3. These
principles are: (a) respect for inherent dignity, individual autonomy including
the freedom to make one’s own choices, and independence of persons; (b) non-
discrimination; (c) full and effective participation and inclusion in society; (d) re-
spect for difference and acceptance of persons with disabilities as part of human
diversity and humanity; (e) equality of opportunity; (f) accessibility; (g) equality
between men and women; and (h) respect for the evolving capacities of children
with disabilities and respect for the right of children with disabilities to preserve
their identities (United Nations, 2006).

Concerning IE, Article 24 stipulates that State’s Party must ensure an “inclu-
sive education system” at all levels and lifelong learning for all students directed
to: (a) the full development of human potential; (b) the development by persons
with disabilities of their personality, talents and creativity, as well as their mental
and physical abilities, to their fullest potential; and (c) enabling persons with
disabilities to participate effectively in a free society. To fulfill this right, signa-
tories must ensure that: (a) students with disabilities are not excluded from the
general education system on the basis of disability; (b) persons with disabilities
can access an inclusive, quality and free primary and secondary education on
an equal basis with others in the communities in which they live; (c) reason-
able accommodation of the person’s requirements is provided; (d) persons with
disabilities receive the support required, within the general education system,
to facilitate their effective education; and (e) effective personalized support
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measures are provided in environments that maximize academic and social
development, consistent with the goal of full inclusion (United Nations, 2006).
This article highlights two main implications regarding the meaning of IE. First,
IE involves providing education within a general education context, where all
children establish relationships and learn (i.e., regular schools and communities
of reference). Second, IE must ensure that all children access regular education
and contexts, and have the opportunity to participate, learn, and develop to their
fullest potential, both academic and social (Amor, Verdugo et al., 2018).

Having documents signed that recognize the right to IE give us a view of
the future we want, concerning the education of students with ID. However, the
process of paving the road towards this goal is a complex issue, and it is neces-
sary to offer different approaches that help in this task. The following section
presents the supports paradigm, which offers a conceptual model to understand
how supports can be provided to a student with ID and which is closely linked to
the proposals contained in Article 24 of the UNCRPD (Amor, 2019).

1. Supports Paradigm and Inclusive Education

Overview of the Supports Paradigm and its Relevance to Students
with Intellectual Disability

Decades of research in the field of ID indicate that education systems can in-
clude students with ID. One of the approaches which has brought more attention
to improve the inclusion opportunities of these students is the supports paradigm
(Amor, 2019). Specifically, the importance given to the supports paradigm is that
it provides: (a) a renewed view of ID and of the students who have the condi-
tion (Amor, Verdugo et al., 2018); (b) tools (e.g., Thompson et al., 2016); and
(c) a framework for action that makes possible a holistic support needs assess-
ment and planning strategy aimed at improving opportunities for students with
ID regarding their access, participation, and learning from the general education
curriculum (Thompson et al., 2018). The supports paradigm is also focused on
improving the development of students with ID to their fullest potential, because
it creates bridges between the classroom, the school, and the communities where
all children (with and without disabilities) live, grow, and develop, thus generat-
ing opportunities for a real participation in the school and society, and putting
the accent in a whole approach to education (Amor, Verdugo, 2017; Verdugo,
Amor et al., 2018).

The supports paradigm is embedded in a social-ecological model of disability
and in strengths-based perspective. As a social-ecological approach, the supports
paradigm approaches ID as a state of functioning characterized by a mismatch
between personal competences and environmental demands, defined by the con-
texts of participation, and age- and culturally-appropriated activities within these
contexts (Schalock et al., 2010). This mismatch originates the support needs,
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which are “a psychological construct referring to the pattern and intensity of
supports necessary for a person to participate in activities linked with normative
human functioning” (Thompson et al., 2009, p. 135). Focusing on the interaction
between the person and his/her environment and not on intrinsic personal char-
acteristics is the most salient feature of the supports paradigm. Thus, from this
perspective, the main difference between persons with and without ID is their
support needs, in the sense that the former have extraordinary support needs that
go beyond the supports required by the latter (Verdugo, Amor, Arias et al., 2019).

Several implications for the IE of students with ID emerge from this social-
ecological perspective. First, the supports paradigm is an inclusive approach as
it highlights the need to understand the support needs of students with ID for the
same contexts — and activities — where all students, regardless of their personal
and social conditions, learn; that is, in general education contexts (Amor, 2019).
Second, through the lens of the supports paradigm, students with ID are seen
as learners who experience a mismatch between their personal competence and
the environmental demands posed by general education context and activities.
These demands are defined by what the students with ID are expected to do in
the classrooms (i.e., in relation to access and learning from activities linked to
age-related curricular content), in the school, and in the community where the
school is located (Amor, Verdugo et al., 2018). And third, given that the contexts
of participation go beyond the classroom and the educational activities are not
only linked to learning, the extraordinary support needs of students with 1D
can be related to different areas beyond curriculum, such as social activities,
activities in the community and neighborhood, or activities related to self-deter-
mination, all of these relevant for a global development of the person (Verdugo,
Amor et al., 2018).

Within the supports paradigm, students with ID are understood from the
perspective of their global support needs. Thus, the student with ID is no longer
defined by his/her significant limitations in intellectual functioning and in adap-
tive behavior, but by presenting a pattern and intensity of support needs that
extend beyond what most of their typically functioning peers need to access,
participate in, and learn in the same activities and contexts (Amor, 2019). The
key, therefore, is to understand the pattern and intensity of the extraordinary
supports that students with ID require to overcome the contextual barriers to
learning and participation for all the contexts and activities relevant for their
integral education, always putting the emphasis on how to modify and adapt
the environment to meet the needs of the learners and not vice versa (Amor,
Hagiwara et al., 2019).

Together with the social-ecological approach, the supports paradigm adopts
a strengths-based perspective which assumes that, together with the support
needs, students with ID have strengths to build upon and which should be known
in the same way as their extraordinary support needs (Amor, 2019). Additionally,
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it is argued that the student should be the causal agent on the supports he/she
receives, taking an active role in the definition of relevant goals for his/her life
— including those pertaining learning — and in the vision of a desired future on
which to determine his/her strengths and support needs (Thompson et al., 2018).

Implementation of the Supports Paradigm

The active role of students with ID and the respect for their self-determination
in the definition of vital goals, and the knowledge of their strengths and support
needs relevant to participation in education contexts and activities, are the bases
for the implementation of systems of supports. Systems of supports focus on:
(a) meeting their needs; (b) boosting their strengths; (c) improving their function-
ing; and (d) achieving their personal-desired outcomes aligned with the goals of
access, participation, learning, and fullest development within general education
contexts (Amor, 2019). In the field of education, supports aim at reducing the
mismatches experienced by the students with ID, regardless of the type of sup-
port that is provided. That is, although some supports are aimed at improving the
student’s competencies (e.g., an augmentative and/or alternative communication
system), others are aimed at modifying environmental demands to make them
more accessible (e.g., Universal Design for Learning), and others address both,
the ultimate purpose of systems of supports is to reduce the misfit student x
environment, and not to eliminate the disability (Booth, Ainscow, 2011).

The Assessment of Support Needs

Although the goal of the supports paradigm is to provide personalized sup-
ports to cover the unique needs of each student, the emphasis in developing
standardized tools can help in the efficiency and effectiveness of supports
planning through the identification of areas where the need for supports and re-
sources is extraordinary, something critical regarding the cuttings in education
(Amor, 2019). At the time, the first and only standardized instrument designed
to the measurement of extraordinary support needs in children with ID is the
Supports Intensity Scale-Children’s Version (SIS-C; Thompson et al., 2016).
The tool has been developed to assess, under a social-ecological approach, the
type, frequency, and the daily timeof the extraordinary support that students
with ID (aged between 5 and 16 years) require to participate in 61 activities
in seven contexts of daily living: Home life, community and neighborhood,
school participation, school learning, health and safety, social activities, and
advocacy. Further, the tool also provides a comprehensive assessment of the
exceptional medical and behavioral support needs that the students with 1D
may require. The tool offers a “Support Needs Index”, which provides infor-
mation on the students’ global support needs; and a “Support Needs Profile”
that depicts the intensity of the support needs in each of the seven areas
aforementioned. This tool is critical to provide accurate information for the
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development of personalized educational plans (PEP) that allow to reduce the
mismatch experienced by students with ID in these areas, thus improving their
options to participate in a wide variety of contexts, consistently with a view
of education that focuses on the globality of the students and that goes beyond
literacy and numeracy (Amor, 2019).

Examples of Using Supports to Maximize the Person-Environmental Fit

Until now, we have highlighted the conceptual importance of the supports
paradigm and the availability of tools aimed at measuring extraordinary sup-
port needs to develop PEP’s. However, it is necessary to present examples of
the implementation of the supports paradigm to reduce the student x environ-
ment mismatches in different contexts and activities relevant for IE. Regarding
the improvement of access and participation, Virginia L. Walker, Stephanie
N. DeSpain, James R. Thompson, and Carolyn Hughes (2014) implemented
the supports paradigm with two students with ID in general education con-
texts. Specifically, these authors presented the “support needs assessment and
problem solving” (SNAP) process. Through this methodology, the authors
implemented the SIS-C (then under development) and trained teachers to
improve the PEP’s that were being implemented with their students with ID.
Specifically, the update of these PEP’s was based on the emphasis on a holistic
understanding of supports and students’ support needs, thus going beyond the
definition of behavioral and instructional goals. The SNAP process is charac-
terized by: (a) the observation of students with ID in school environments to
become familiar with the classrooms routines and generate a good working
climate among the student, the teachers, the peers, and other professionals;
(b) the SIS-C administration to obtain information on the global support needs
of the students; (c) the involvement of the classroom teams to review the stu-
dents’ support needs and readjust the supports that are currently being im-
plemented; (d) the training and guidance of teachers and classroom teams on
how to implement new strategies and support plans from this perspective; and
(e) the interview to the classroom teams to analyze the social validity of the
SNAP process. In their study, the authors found that, through the provision of
personalized supports in the areas detected (e.g., use of public transport in the
community), the discrepancies experienced by the students were reduced, thus
contributing to improve their access and participation in community contexts
and activities (Walker et al., 2014).

Notwithstanding the above, procedures like the SNAP are framed in the
so-called second generation of inclusive practices, characterized by generating
access and participation outcomes, but not learning (Hagiwara et al., 2019). In
addition to access and participation, the IE of students with ID also requires
quality learning experiences, which means to provide the required supports to
access and learning from age-appropriated curriculum within general education
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contexts (Wehmeyer, 2014). With this aim, starting from the supports paradigm,
Thompson et al. (2018) have proposed the “general education supports planning
model”, which addresses this challenge through three questions to answer: What
to teach?, How to teach?, and Where to teach?

Regarding the first question, the evidence suggests that students with ID can
benefit from the learning of age-appropriate general education curricular content
(e.g., Lee et al., 2010). Therefore, the supports paradigm advocates for the teach-
ing of general education curricular content to answer the “what to teach” ques-
tion. However, answering this question requires that the educator understands
the general education curricular content to identify: (a) the learning objectives
for the student with ID based on his/her current level of achievement and future
curricular demands (i.e., learning support needs, marked by the mismatch be-
tween the student’s learning competences and the expectations of learning from
the curriculum); and (b) the learning objectives that are relevant to the student
(according to his/her preferences and future learning environments) and that
are not addressed in the curricular content. Curricular adaptations (understood
as a proactive differentiation of the curriculum) are examples of supports that,
aligned with these critical questions, work best with respect to “what to teach”,
since they make the general education curriculum accessible and identify ad-
ditional important content for the student (Thompson et al., 2018).

After the access to the curriculum is facilitated, “how to teach” becomes the
key question to answer. The “how to teach” question refers to the field of peda-
gogy and teaching and learning practices. Generally, deciding the best peda-
gogical strategy for the student with ID will depend on his/her learning support
needs. Thus, there is no good or bad pedagogy, nor can a traditional pedagogy
be considered as more inclusive than a pedagogy coming from the field of spe-
cial education, since the most suitable will be the one that, implemented within
general education settings, is aimed at reducing the learning discrepancies that
the student with ID experiences. In this sense, employing strategies that make
the instruction that is normally delivered in general classrooms accessible, and
incorporating evidence-based practices (mostly coming from special education)
are two strategies to answer the “how to teach” (Thompson et al., 2018).

Once the “what to teach” and the “how to teach™ questions have been an-
swered, it is time to address “where to teach”. 4 priori, the answer to this ques-
tion is simple: in general education contexts. However, this answer is partially
correct from the point of view of the supports paradigm. As environmental
demand, instruction must take place in the reference settings where students
with ID and their typically functioning peers participate. This means that if, for
example, supplementary instruction strategies that require leaving the classroom
are adopted (e.g., to travel to community settings to facilitate learning generali-
zation), the ID should not be a reason for these strategies to be used with higher
or lower incidence in students with ID (Thompson et al., 2018).
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Going Beyond the Supports Paradigm in Inclusive Education

Despite the contributions of the paradigm presented in this section, more ef-
forts are needed to guide education systems towards the inclusion of students
with ID, especially regarding the adoption of approaches that focus on the
maximum development of all students. In fact, although it is embodied in the
UNCRPD (United Nations, 2006), ensuring the development of students with ID
to their fullest potential is a goal of IE that is not often highlighted explicitly in
the literature regarding IE, which tends to focus mainly on access, learning, and
participation (e.g., Booth, Ainscow, 2011; Hernandez-Sanchez, Ainscow, 2018).
Therefore, beyond the supports paradigm, developing education systems that
provide better inclusion opportunities to students with ID, makes it necessary to
rethink education as a process that pays attention to all the four goals stated in
the UNCRPD’s Article 24. Thus, it is necessary to adopt approaches to educa-
tion that are student-centered, and which consider education as a process which
is aimed at providing growth opportunities to the students (with and without
disabilities) and ensuring their outcomes in all relevant areas of their life and not
only regarding their learning (i.e., “whole child approach to education”) (Amor,
Verdugo et al., 2018). To this end, in the following section, we present the QoL
model by Robert L. Schalock and Miguel A. Verdugo (2002) as a framework
which can provide education systems with the conceptual and applied underpin-
nings that a “whole child approach to education” require to enhance inclusion
opportunities in students with ID.

2. Quality of Life and Inclusive Education

Different authors have highlighted the need to adopt a QoL framework to
support the transformation processes that education systems require to include
students with ID into regular educational programs (e.g., Amor, Fernandez et al.,
2017; Amor, Verdugo et al., 2018; Muntaner, 2013; Muntaner et al., 2010; Pazey
et al., 2016; Verdugo, 2009; Verdugo, Amor et al., 2018). These proposals strive
to highlight the several keys that an approach based on the student’s QoL can
contribute to IE. Understanding these keys requires understanding what we mean
by individual QoL as a starting point. To this end, prior to presenting how the
adoption of a QoL framework can support the development of inclusive education
and enhance the opportunities of inclusion for students with ID, we present the
conceptual and applied implications (as a measurement framework and change
agent) that a QoL framework focused on the person brings into action.

The concept of Quality of Life

QoL is composed of a number of core domains (Schalock et al., 2002). Of
all the existing approaches to individual QoL (Cummins, 2000, 2005; Felce,
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Perry, 1995, 1996; Petry, Maes, Vlaskamp, 2005, 2007; Schalock, Verdugo,
2002), an internationally validated and frequently referenced conceptual model
is the multidimensional model of Schalock and Verdugo (2002). As a conceptual
framework, the model is based on a solid basis aimed at understanding what QoL
is, and integrating current work in the field. The model also provides a basis for
application (Schalock et al., 2016) by going beyond the conceptual domain and
is oriented to action. This action allows the evaluation of QoLoutcomes through
observable and measurable indicators and basing decision-making on evidence
of the results (Amor, Verdugo, 2018).

Regarding the evidences that support the QoL model by Schalock and Verdugo
(2002), these are based in more than two decades of rigorous research that make
it the most relevant QoL model in the field of disability (Alcedo et al., 2008; Arias
et al., 2010; Fernandez, 2019; Gomez et al., 2014; Gomez et al., 2015; Gomez, Ver-
dugo, Arias, 2010; Schalock, Verdugo, 2013; Schalock, Verdugo, Gomez, 2011),
and the most accepted and recognized one internationally (Balboni et al., 2013;
Carbo-Carreté, Guardia-Olmos, Giné, 2015; Gémez et al., 2011; Schalock et al.,
2005; van Hecke et al., 2018; Wang et al., 2010). Although the development and
application of the model has been mainly in the field of ID (Schalock et al., 2016),
it has been studied and validated in different populations, including: (a) persons
without disabilities (e.g., Gomez-Vela, Verdugo, 2009); (b) drug users (e.g., Arias
et al., 2010); (c) persons with visual impairments (e.g., Caballo et al., 2005); (d) per-
sons with physical disabilities (e.g., Aguado, Alcedo, 2005); (¢) social services
recipients (e.g., Gémez et al., 2012); (f) elderly people (e.g., Alcedo et al., 2008;
Vanleerberghe et al., 2017); and, most recently, (g) persons with acquired brain
injury (e.g., Verdugo, Gomez et al., 2018) and (h) persons with autism spectrum
disorders (e.g., Arias et al., 2018; Gomez et al., 2018).

Beyond the development and validation of indicators to measure personal out-
comes in different target groups, the research on the implementation of the QoL
model has allowed the identification of personal and environmental character-
istics associated with personal outcomes (e.g., Verdugo, Fernandez et al., 2019).
Regarding the studies which have addressed the QoL construct structure, most
of the works support a factorial structure of eight first-order correlated factors
matching the eight central QoL domains (e.g., Verdugo, Fernandez et al., 2019;
Gomez et al., 2011). The development and application of the Schalock and Ver-
dugo’s model (2002) are allowing the development of a theory of individual QoL
as an integrative construct based on facts and experiences that allows generating
hypotheses that can be tested and used as a basis for providing explanations of
QoL (Schalock et al., 2016).

Quality of Life as a Measurement Framework and Change Agent

Through the lens of this model, QoL is understood as a state of personal
well-being that: (a) is multidimensional; it is composed by eight domains related
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with key areas in the life of the person (i.e., personal development, emotional
well-being, interpersonal relations, physical well-being, material well-being,
self-determination, social inclusion, and rights); (b) has universal and cultural
properties; (c) has objective and subjective components (related to how an ex-
ternal person considers another’s well-being, and self-perception of one’s QoL,
respectively); and (d) is influenced by personal and environmental factors, as
well as by the interaction between them (Schalock, Verdugo, 2002).

QoL domains are operationalized through their core indicators (Fernandez,
2019; Gomez, 2010; Schalock, Gardner, Bradley, 2007; Schalock, Verdugo, 2002),
which are defined as perceptions, behaviors, or specific conditions of the QoL
domains that reflect the person’s well-being, and which facilitate the measure-
ment of personal outcomes (Schalock, Verdugo, 2002). While there is a consen-
sus about the universal (i.e., cross-cultural) nature of the QoL domains (Jenaro
et al., 2005; Schalock et al., 2005; Wang et al., 2010), indicators are culturally
sensitive. Hence, QoL indicators must be validated for the specific populations
to which they are directed (Fernandez, 2019; Gémez, 2010). The operationaliza-
tion of QoL domains through their core indicators is essential for implementing
the model in practice as a measurement framework and as a change agent. As
a measurement framework, the indicators are specified through items that allow
for the measurement of personal outcomes, which reflect the person’s aspiration
and situation in the indicators that operationalize the QoL domains (Schalock
et al., 2007) and which makes it possible to gather evidences on the person’s
well-being. The following table describes the eight-domain structure of QoL
along with the indicators that operationalize them.

The operationalization of the QoL domains through indicators and the impor-
tance of the assessment of personal outcomes, has resulted in multiple standard-
ized tools as shown in Table 2, which also organizes these tools regarding their
target group, developmental stage, and QoL assessment approach (i.e., self-report
vs. report of others).

The information obtained through the assessment of personal outcomes can
be analyzed as disaggregated (i.e., individual) or aggregated data, bringing dif-
ferent types of information to use depending on the goal of assessment. This
analysis of QoL scores can be used to support evidence-based decision-making
processes regarding different levels (Verdugo, 2018). The uses of evidences
on personal outcomes to support decision-making, makes QoL a change agent
(Schalock, Verdugo, 2002). Understanding the role of QoL as a change agent
makes it necessary to highlight another important characteristic of the model:
QoL is based on a systems perspective (Bronfenbrenner, 1979). This perspective
assumes that persons live in a complex social system made up of different levels
(i.e., microsystem, mesosystem, and macrosystem) that encompass the necessary
areas for the persons to live, develop, and have the opportunity to improve, and
which influence the development of the persons’ values, beliefs, behaviors, and
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I

Table 1. Conceptual and measurement framework of Schalock and Verdugo’s (2002) model
(Amor, 2019, pp. 59-60)

to choose the things that one
considers relevant, choosing one’s
life, employment, leisure time,
living, and the people
to be with

QoL domain Description Indicators
Emotional Feeling safe, without worries, Satisfaction, self-concept, and lack of
well-being relaxed distress or negative feelings
Interpersonal Having relations with different Social interactions, having identified
relations people, having friends friends, familiar interactions and
and getting on well with others relations, positive social contacts,
relationships, and sexuality
Material Having enough money to buy Housing, workplace, salary (pension,
well-being whatever one needs income), belongings, and savings
and/or wants, having a proper
household or workplace
Personal Having the possibility of learning Limitations/capacities, access to
development different things, accessing information and communication
knowledge, technologies, learning opportunities,
and having the possibility work-related skills (or other activities),
of self-realization and functional abilities
Physical Being healthy, feeling fit, having Health care, sleep, health and its
well-being good eating habits alterations, activities of daily living,
access to technical aids, and food
Self- Being able to self-decide Goals and personal preferences,
determination and having the opportunities decisions, autonomy, and choices

Social inclusion

Going to different places
in the city or neighborhood where
other people go
and participating in different
activities with other people

Inclusion, participation, accessibility,
and supports

Rights

Being considered and treated
equally with other people and
being respected (i.e., personality,
opinions, wishes, privacy)

Intimacy, respect, knowledge,
and exercise of rights

attitudes, thereby affecting their QoL (Fernandez, 2019). The microsystem refers
to the immediate context in which the person lives and that affects the person
directly (e.g., household, family, friends, co-workers/classmates). The mesosys-
tem, for its part, includes everything that directly affects the functioning of the
microsystem (e.g., neighborhood, community, organizations, schools and high
schools). Finally, the macrosystem refers to the broader cultural patterns, socio-
political trends, and economic factors that directly affects values and beliefs.
Examples of the use of the personal outcomes assessed regarding different sys-
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Table 2. Summary of quality of life assessment tools based in Schalock and Verdugo’s model

Gomez et al., 2018)

injury

(2002)
Developmental
Scale Target group stage Approach
CVI-CVIP: Quality of life Children with Children aged Self-report and
assessment questionnaire in and without special between 8 and 11 | report of others
childhood (Sabeh et al., 2009) educational needs years
CCVA: Questionnaire for Adolescents with Adolescents aged | Report of others
assessing quality of life in and without special | between 12 and 18
adolescent students (Gomez- educational needs years
-Vela, Verdugo, 2009)
KidsLife (Gomez et al., 2016) Children, Children, Report of others
adolescents, and adolescents, and
youth with ID youth aged 4 to 21
years
KidsLife-Down (Gémez et al., Children, Children, Report of others
2017) adolescents, adolescents, and
and youth with youth aged 4 to 21
Down’s Syndrome years
KidsLife-TEA (Gomez et al., Children, Children, Report of others
2018) adolescents, and adolescents, and
youth with ID and youth aged 4 to 21
ASD years
FUMAT Scale (Verdugo, Elderly persons Adults Report of others
Gomez, Arias, 2009) recipient of social
services
GENCAT Scale (Verdugo, Social services Adults Report of others
Arias et al., 2009) recipients
Integral Scale (Verdugo, ID Adults Self-report and
Gomez, Arias et al., 2009) report of others
INICO-FEAPS (Verdugo ID Adults Self-report and
etal., 2013) report of others
San Martin Scale (Verdugo ID and extensive Adults Report of others
etal., 2014) support needs
CAVIDACE Scale (Verdugo, Acquired brain Adults Report of

others (self-
report under
development)

tem levels can be found in the social services (Gonzalez, 2019; Schalock, 2018;
Schalock, Verdugo, 2013). For example, at microsystem level, personal outcomes
provide information regarding the domains that make up the person’s QoL and,
in turn, serve as a basis for the development of personalized support plans and
for assessing their impact in the person’s QoL, which is useful to identify the
practices that work best for providing best personal outcomes. At mesosystem
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level, the use of aggregated data (i.e., aggregated information of the personal
outcomes of the users of an organization or school) enables the ongoing improve-
ment of organizational quality and the organizational redefinition, allowing also
organizations to establish suppliers profiles and decision-making regarding the
enhancement of plans implemented to improve their outputs. The comparative
analysis of the aggregated data provides information about the functioning of
a given organization (i.e., analyzing how these aggregated outcomes vary over
time) and facilitates the comparison between different organizations. Last, con-
cerning macrosystem, the implementation of QoL concept makes it possible to
guide new ways of developing, implementing, monitoring, and assessing public
policy (Amor, Verdugo, 2018). Figure 1 depicts Schalock and Verdugo’s QoL
model (2002) as a conceptual and applied framework (i.e., measurement frame-
work and change agent) from a systems perspective.

Using the QoL Conceptual Model in Inclusive Education: The Whole Child
Approach

The conceptual and applied nature of the Schalock and Verdugo’s model
(2002) are the bases which support the proposals for its use within general edu-
cation contexts. From a conceptual point of view, the emphasis is placed on the
importance of focusing on the whole person, thus attending to all the relevant
vital domains of the student with ID (i.e., “whole child approach to education”).
The concept of QoL is consistent with the values espoused in the UNCRPD
(Amor, Verdugo, 2018; Buntinx, 2013; Navas et al., 2012; Verdugo et al., 2012).
This congruity highlights the need to assume an educational perspective based
on the global view of students with ID to contribute their fullest development,
thus favoring their inclusion in society beyond schooling age (Amor, Verdugo
et al., 2018; Hagiwara et al., 2019; Verdugo, Amor et al., 2018). Regarding the
UNCRPD, QoL shares the same set of positive values about persons with ID
(Buntinx, 2013). Not in vain, QoL already included “rights” as a central domain
before the UNCRPD was passed (Schalock, Verdugo, 2002). Further, QoL in-
dicators are sensitive to the goals embodied in the UNCRPD’s articles, making
QoL a framework aligned with these goals and, therefore, useful to guide the
necessary actions for the persons with disabilities to enjoy their rights (Navas
et al., 2012; Verdugo et al., 2012). Concerning this, already-existing examples on
alignment between IE legislation goals and QoL domains can help to shed light
on the relationship between the goals embodied in the UNCRPD’s Article 24
and Schalock and Verdugo’s QoL domains. Barbara L. Pazey et al. (2016) sum-
marized the alignment provided by H. Rutherford Turnbull, III, Ann P. Turnbull,
Michael L. Wehmeyer, and Jiyeon Park (2003) between the core goals of the “In-
dividuals with Disabilities Education Act” (2004) and QoL domains: (a) equality
of opportunities would be related to “rights”; (b) full participation to “social
inclusion” and “interpersonal relations”; (c) independent living to “self-deter-

CNS nr 3(49) 2020, 5-33



Shaping the faces of the prism: Rights, supports, and quality of life... 19

mination”; and (d) economic self-sufficiency to “material well-being”. On the
other hand, “physical and emotional well-being”, and “personal development”
were conceived as “foundational skills” necessary to reach the outcomes inher-
ent to all the four goals. Following this work, a proposal of alignment between
the key outcomes to achieve in students with ID (following Article 24 of the
UNCRPD) and the QoL domains could be the following: (a) access: “rights”;
(b) participation: “social inclusion” and “interpersonal relations”; (c) learning:
“self-determination” and “personal development”; and (d) full development:
“emotional well-being”, “physical well-being”, “material well-being”, “self-
determination”, and “personal development”. Like in the proposal by Turnbull
et al. (2003), “emotional and physical well-being”, and “personal development”
could be considered as foundational skills relevant for achieving all the goals.

The “whole child approach to education” means to go beyond the traditional
view of education as a process focused mainly on the instruction on basic com-
petencies such as literacy, sciences or numeracy (Amor, Verdugo et al., 2018;
Verdugo, Amor et al., 2018). Besides that, it means to provide opportunities and
supports to students to achieve their fullest potential (United Nations, 2006).
In this sense, education of quality means integral education (Muntaner, 2013)
and, beyond instruction, it is necessary to support all students to acquire the
foundational skills that are relevant for all the areas important in their lives,
which means to provide learning opportunities concerning curricular and ex-
tracurricular content, and the acquisition of competences in the school and in
the community (Amor, Hagiwara et al., 2019; Hagiwara et al., 2019). This is
a requisite for achievement and for students to be “college and career ready”
(Morningstar et al., 2017). Although an integral education is important since
early stages of development, it becomes critical in secondary education and
transition to adulthood, being a key to the inclusion of persons with ID after
schooling (Morningstar et al., 2017; Verdugo, 2009).

The Concept of Quality of Life and the Development of Inclusive Education
Systems

Beyond its conceptual implications, QoL also offers an applied framework to
support the development of education systems that could offer better opportuni-
ties to include students with ID. As an applied framework, QoL: (a) shares values
with IE and makes it possible to bring them into action, thus updating practices with
students with ID (Pazey et al., 2016; Schalock, Garner, Bradley, 2007, Verdugo,
2009); and (b) is focused on the assessment of personal outcomes (Amor, Verdugo
et al., 2018; Verdugo, Amor et al., 2018), turning QoL into a framework that makes
it possible to assess the quality of education through the monitoring of students’ out-
comes and which supports decision-making in education for an ongoing improve-
ment of these outcomes (Muntaner, 2013; Muntaner et al., 2010; Verdugo, 2009).
Precisely, this emphasis on measuring and improving students’ outcomes in all the
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relevant areas of their lives, makes QoL an applied framework consistent with the
aforementioned “whole child approach to education” (Amor, 2019).

First, QoL shares with IE the values of equity, equality, empowerment, and
supports (Pazey et al., 2016; Verdugo, 2009). These values are central to the vision
of “education for all” (The World Declaration on Education for All, 1990) and are
supposed to defend the need to educate in equity following the principle of social
justice. Equity is supposed to provide the personalized educational and social
supports that each person requires to reduce the inequity that he/she experiences
(Hernandez-Sanchez, Ainscow, 2018). The QoL model can bring these values
into practice and its dynamizing role of the supports paradigm acquires special
relevance in this regard (Amor, Verdugo et al., 2018; Verdugo, Amor et al., 2018).
In this sense, although the supports paradigm offers the tools for an equitable
education, the QoL model is critical to mobilize the supports paradigm and to
assess its impact on students’ outcomes. Basically, the QoL model incorporates
the core domains for a life of quality that are relevant to make operative the vital
goals of the person, making it possible to specify through desired-life experi-
ences the inclusion contexts defined by the UNCRPD (United Nations, 2006).
The goals (learning goals and other relevant goals for the person) defined with
the active role of the person within educational settings are linked to specific
contexts and activities for their achievement. Thus, the QoL model contributes
to define the support needs on which to base the provision of personalized sup-
ports (through the supports paradigm) that guarantee the equity in education
regarding learning and other relevant outcomes. In addition, QoL allows for the
assessment of the impact that the systems of supports have in all the relevant
areas in the students’ lives, and not only concerning their learning, something
consistent with a global view of education which goes beyond instruction (Amor,
2019). Related to these principles, the QoL model, as a multidimensional and
holistic approach, offers four guidelines to update professional practices toward
students with ID: (a) the need to adopt a holistic and multidimensional approach
to understand students and students’ lives; (b) a community-based approach,
which is the context for a life of quality; (c) the use of best practices to reduce the
mismatches person x environment through the training in foundational skills, the
use of technological supports, the access to natural supports, and environmental
accommodations; and (d) the use of personalized supports and their relation with
QoL core indicators (Schalock, Gardner, Bradley, 2007; Verdugo, 2009).

As an applied framework, orientating the focus on measuring personal out-
comes has resulted in the use of the QoL concept and the supports paradigm to
improve quality of education through transforming the education systems toward
IE always bearing in mind the improvement of students’ outcomes (Muntaner,
2013; Muntaner et al., 2010; Verdugo, 2009). Amor (2019) summarizes the con-
tributions made by Miguel A. Verdugo (2009), Joan Jordi Muntaner (2013), and
Joan Jordi Muntaner et al. (2010) on the use of QoL as a framework for evaluating
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the quality of education and organizes their proposals within a systems perspec-
tive. This author gives importance to the twofold use of personal outcomes: (a)
to monitor the extent to which advances are being made in areas operationalized
through sensitive indicators to the goals of the UNCRPD; and (b) to support
decision-making processes related to educational practices (i.e., microsystem), and
schools organization and the redefinition of their relations with the community (i.e.,
mesosystem), without forgetting the importance of the development and evaluation
of educational policy (i.e., macrosystem). Regarding the microsystem, personal
outcomes could be used with different purposes. They could be used to moni-
tor the impact of the implemented supports on indicators sensitive to the goals of
access, participation, learning, and maximum development. The evidence on per-
sonal outcomes could also be used to support decision-making regarding practices.
For example, after assessing personal outcomes in a PEP in two different times
(i.e., prior to the definition of personal-desired goals and after the implementation
of the supports necessary to achieve the goals), the evidence of change in personal
outcomes would allow for identifying those supports that are most effective and ef-
ficient in producing changes in the outcomes (Amor, 2019). This information could
be used, in turn, to make practices evolve from best practices to evidence-based
practices (Schalock et al., 2011), or to make an external or internal evaluation of
education practices, something critical for improving quality in education (Ver-
dugo, 2009). The use of aggregated data on students outcomes (i.e., mesosystem)
allows to know on which QoL domains the school organization is focusing (as a set
of school practices, cultures, and policies), and this information can be used for
an ongoing improvement in the ways of organizing school toward new leader-
ships, cultures, and school policies that are focused on a global understanding of
their students (Muntaner, 2013; Muntaner et al., 2010), for a comparison between
different schools in a community regarding the personal outcomes achieved in
their students, or for a comparison of the same school in two different moments.
Finally, Amor (2019) connects the previous proposals with other approaches with
more weight within educational contexts, such as the one included in the Index for
Inclusion (Booth, Ainscow, 2011). The Index for Inclusion supports the reflection
by the school team on the current practices, cultures, and policies implemented
to provide inclusion opportunities to diverse learners. In a complementary way,
Antonio M. Amor (2019) proposes to support these reflections with evidence on
personal outcomes, thus moving beyond reflecting on processes (i.e., what schools
are doing) toward reflecting on outcomes (i.e., what schools are achieving through
their actions). Through the provision of evidences on personal outcomes, these
reflections can be sharpened, and this can help decision-making and focus it on key
areas to improve in the students for enhancing their access, participation, learning,
and maximum development.

Adopting a framework for assessing personal outcomes requires providing
education systems with tools to use as resources that facilitate its implementa-
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tion. In this sense, although there are tools aimed at assessing personal outcomes
in children and adolescents with ID that allow for the use of these personal out-
comes as disaggregated and aggregated data (e.g., Gémez et al., 2016; Gomez
etal., 2018; Gomez et al., 2017), these tools have been validated in special schools,
so their use within general education contexts would not be correct, because
indicators must be validated regarding the specific groups to which they are
directed. Regarding tools aimed at assessing personal outcomes in general edu-
cation contexts, the CVI-CVIP (Sabeh et al., 2009) and the CCVA (Gomez-Vela,
Verdugo, 2009) would be valid alternatives because they are directed to assess
personal outcomes in students with and without disabilities, including those with
ID. However, these tools do not include all QoL domains. Then, there is a need
for specific tools aimed at assessing personal outcomes within IE contexts, be-
ing necessary to develop a new measure that puts the focus on the assessment
of personal outcomes of students with and without disabilities under a holistic
approach to the student. To address this need, framed in a European Project
(IE+, reference 2017-338/001-001), Miguel A. Verdugo, Antonio M. Amor, and
Inés Heras (2019) are developing a “Quality of Life Index for Inclusive Educa-
tion” to support educational decision-making with the evidence of the personal
outcomes that schools are achieving in their students. The first version of the tool
is being developed for students in primary education (aged from 6 to 12 years).
The development of a specific measure focused on secondary and postsecondary
education (for students aged from 12 to 18 years old) will be addressed later.

Notwithstanding the aforementioned, it is one thing to have a QoL conceptual
and measurement framework which is consistent with a “whole child approach
to education”, and another is to focus education efforts toward the promotion of
personal QoL-related outcomes: Implementing the first, will greatly depend on
adopting the second. While, as we have discussed, the measurement of personal
outcomes is useful for monitoring and supporting educational decision-making
processes, focusing efforts on improving personal outcomes of students with
ID involves questioning and restructuring the way schools offer growth oppor-
tunities to these students in relation to their access, participation, learning, and
maximum development. In the final section of this article, we present a system-
atic approach that aligns the perspectives of rights, supports, and QoL for the
continuous improvement of personal outcomes of students with ID. This effort is
necessary to frame adequately the use of personal outcomes to support decision-
making and improve inclusion opportunities in students with ID.

3. A Systematic Approach Toward Enhancing Personal Outcomes
in General Education Contexts

In the above sections, we have presented the rights approach (United Na-
tions, 2006), the supports paradigm (Schalock et al., 2010), and QoL conceptual

CNS nr 3(49) 2020, 5-33



Shaping the faces of the prism: Rights, supports, and quality of life... 23

model (Schalock, Verdugo, 2002). The question to answer now is how to focus
the efforts of education toward the improvement of personal, QoL-related out-
comes. Specifically, it is necessary to justify why and how to do it. Regarding
the first question, the answer is that the core indicators of the QoL domains are
sensitive to the goals embodied in the different articles of the UNCRPD (Navas
et al., 2012; Verdugo et al., 2012). In this sense, evidence on the improvement of
personal outcomes can mirror a better enjoyment of students with ID regard-
ing their access, participation, learning and full development (Amor, 2019).
But how? Robert R. Schalock, Jos van Loon, and Remco Mostert (2018) offer
a systematic framework that is based on the alignment between rights, supports,
and QoL. Their proposal follows a logic model of horizontal alignment between
input, throughput, output, and outcomes.

Inputs: Resources, Foundation Principles, and Student’s Support Needs

Inputs refer to all the factors and elements provided to the education systems,
like: (a) resources (fiscal and social capital, time, expertise, and technology);
(b) foundational principles; (c) alignment of policy goals and desired outcomes;
and (d) pattern and intensity of students’ support needs. Regarding foundational
principles, the articles 7 (human rights and fundamental freedoms for children),
24 (inclusive and equal education), 30 (participation), and 21 (freedom of expres-
sion) of the UNCRPD offer a basis for those principles that drive valued out-
comes in students with ID because they are aligned with the core QoL principles
of inclusion, equity, empowerment, and self-determination. The alignment be-
tween policy goals and desired outcomes can serve as a framework that enables
policy makers, education providers, and support teams to begin to focus on what
needs to be in place for the desired (and measurable) outcomes to occur. A way to
make this operative is to align QoL indicators with QoL domains. Last, it is also
necessary to gather information on the intensity and pattern of the extraordinary
support needs of students with ID (Schalock, van Loon, Mostert, 2018).

Throughputs: Strategies and Support Practices

Throughputs allude to the strategies and educational and support practices
that bring the inputs component into action. These authors specify three main
throughputs: (a) the education reform foundational priorities; (b) the provision of
personalized supports; and (c) the establishment of IE environments. Education
reform foundational priorities allude to the communities of equality, respect, and
social supports; strengths-based models of disability; analysis of barriers and fa-
cilitators to change; and the need to develop 21 century skills. These priorities
influence the provision of personalized supports, which involves the planned and
integrated use of support strategies and resources composing system of supports
(made up by natural supports, technology, prosthetics, reasonable accommoda-
tions, etc.). Last, inclusive education environments are built upon the education
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reform foundational priorities aforementioned and provide personalized systems
of supports. These environments are focused on enhancing participation and the
fullest development of the students with ID by mediating access to education
and community resources. The culture of these environments is focused on the
students, respects them, and there is a commitment with the improvement of
students’ well-being. This culture should be based on a strong leadership, shared
responsibility, teamwork, and openness to new ideas and permeability to change
(Schalock, van Loon, Mostert, 2018).

Output: Products of an Inclusive Education Environment

Under this systematic approach, output focuses on the product of an IE envi-
ronment in which interventions, services, and supports are provided to enhance
the students’ participation and development (and thus improving their well-
being). The assessment of the outputs requires analyzing indicators related to
the structure, functioning, and culture of these IE environments. Regarding the
structure, it is necessary to analyze the degree to which the classroom provides
opportunities and supports students (e.g., assistive technology or modified
curricula). Analyzing the function makes it necessary to pay attention to the
extent to which the classroom enhances participation and development through
mediating access to education and community resources, facilitating everyday
participation in regular education activities and relationships, supporting op-
portunities for self-determination, and allowing students to build social capital.
Last, the analysis of culture implies the study of the degree to which the class-
room reflects values such as the respect for the students, student centeredness,
and the commitment to enhancing the students’ well-being (Schalock, van
Loon, Mostert, 2018).

Outcomes: Measures of Personal Well-being

Outcomes component refers to the assessment of personal outcomes that
reflect personal well-being of students with ID (Schalock, van Loon, Mostert,
2018) and which makes operative this “whole child approach to education”. The
uses related to the evidences of personal outcomes have been discussed previ-
ously, but it is worthy to highlight these uses again: (a) to monitor the extent
to which advances are being made in core indicators of QoL domains that are
sensitive to the articles of the UNCRPD; and (b) to support decision-making
strategies within education contexts from a systems perspective to support the
transformation of educational practices, cultures, and policy (Amor, 2019). The
following table summarizes the implementation guidelines for the four compo-
nents explained.

The following figure exposes the systematic approach to enhancing personal
well-being of students with ID highlighting the relationships between the differ-
ent components described.
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Figure 2. A systematic approach to enhancing personal outcomes of students with intellectual
disability (Schalock, van Loon, Mostert, 2018, p. 198)

Conclusion

Education systems face the duty of offering all students an enhanced QoL and
an inclusive educational experience. In this sense, decades of research and prac-
tice in the field of ID has enabled the development of approaches that allow ad-
dressing this challenge. The supports paradigm offers a new conceptual vision,
tools, and a methodology that allows us to bring equity to education. QoL, on
the other hand, shares values with UNCRPD and with IE, offers a “whole child
approach to education”, brings the supports paradigm into action, and makes it
possible to gather evidence of personal outcomes in areas sensitive to the goals
of access, participation, learning, and full development from which to support
educational decision-making regarding practices, cultures, and policies. The
challenge for providing better IE opportunities for students with ID is twofold:
(a) to offer resources to education systems to work in the desired direction; and,
at the same time, (b) motivate them to change so that they can adopt systematic
approaches that align the perspectives of rights, supports, and QoL.

We are aware that this task is complex, and that the development of IE systems
takes time and changes are slow. Thus, it is normal and expected that there are
different realities and that they overlap: Currently, some schools offer inclusive
opportunities, some are ready to provide those opportunities in a short- or mid-
term, for other schools this possibility is still far away. Similarly, we understand
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that changes do not have to continue in a linear fashion, and that there will be
different threats to change. Lack of commitment, fears, changes in leadership,
or public spending reductions are just some of them. However, the “Right to
Inclusive Education” is not an option that can be negotiated, and the goal is more
important than the sacrifices to be made: The development of a more inclusive
and fair society for all.
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SHAPING THE FACES OF THE PRISM: RIGHTS, SUPPORTS, AND QUALITY
OF LIFE FOR ENHANCING INCLUSIVE EDUCATION OPPORTUNITIES
IN STUDENTS WITH INTELLECTUAL DISABILITY

Abstract

Although inclusive education has evolved from a general principle to a recognized right,
a quality inclusive education is still not a reality for students with intellectual disability. In this
article, we discuss three approaches that can bridge the gap between “what is” current education
of these students and “what should be”. First, we address the underpinnings of Article 24 of the
United Nation’s Convention on the Rights of Persons with Disabilities and its implication for
educational systems concerning placement and goals to achieve in these students. Second, we
provide a general overview of the supports paradigm and its conceptual and practical implica-
tions regarding inclusive education. Third, we present a quality of life model as a value-based
and evidence-driven framework to enhance inclusive opportunities in students with intellectual
disability and to support decision-making in education from a “whole child approach”. Finally,
we provide a comprehensive, systematic framework that brings these three approaches together
to improve students’ outcomes linked to the goals of access, participation, learning, and devel-
opment.

Keywords: inclusive education, students with intellectual disability, rights, supports paradigm,
quality of life

NOWY PRYZMAT: PRAWA, WSPARCIE ORAZ JAKOSC ZYCIA W TWORZENIU
EDUKACJI WEACZAJACEJ DLA UCZNIOW Z NIEPELNOSPRAWNOSCIA
INTELEKTUALNA

Abstrakt

Pomimo tego, ze edukacja inkluzyjna przeszia ewolucj¢ stanowienia ogoélnej zasady do
uznanego prawa, wcigz duzo brakuje do tego, zeby stata si¢ rzeczywistoscig dla ucznidw
z niepelnosprawnoscig intelektualng. Artykut ten opisuje trzy podejscia, ktore moga potaczyé
to, jak wyglada obecnie edukacja tych ucznidéw, z tym, jak wyglada¢ powinna. Na poczatku
zaprezentowane zostaty podstawy Artykutu 24. Konwencji o prawach osob niepetnospraw-
nych ONZ oraz implikacje dla systemow edukacyjnych dotyczace celow do osiagnigcia przez

CNS nr 3(49) 2020, 5-33



Shaping the faces of the prism: Rights, supports, and quality of life... 33

osoby niepeilnosprawne, jakie z nich wynikaja. Nast¢pnie, artykut przedstawia ogoélny obraz
systemow wspierania, jak i konceptualnych oraz praktycznych implikacji dotyczacych eduka-
cji inkluzyjnej. Kolejno zaprezentowano model jakos$ci Zycia jako rame opartg na warto$ciach
oraz dowodach naukowych stuzaca do wzmocnienia mozliwosci inkluzyjnych dla studentéw
z niepetnosprawno$ciami oraz do wsparcia proceséw decyzyjnych bazujacych na podejsciu ho-
listycznym do dziecka. Na koniec, opisano wszechstronne, systematyczne ramy, ktore taczg te
trzy podejscia w celu poprawy sytuacji uczniow w takich obszarach, jak dostepnos¢, uczest-
nictwo, uczenie si¢ oraz rozwoj.

Stowa kluczowe: edukacja inkluzyjna, uczniowie z niepelnosprawnoscia intelektualna, prawa,
system wsparcia, jako$¢ zycia
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Introduction

Becoming self-actualized and being able to demonstrate autonomy in life does
not happen quickly or easily for any individual, but it is even more difficult for in-
dividuals with extensive and pervasive support needs. Students with extensive
and pervasive support needs sometimes are referred to as students with severe or
significant disabilities. The very nature of disabilities that result in extensive
and pervasive support needs frequently decreases an individual’s opportunities
to learn and use behaviors that demonstrate self-actualization and autonomy,
as other people in their lives might provide too much assistance and limited situ-
ations in which self-actualization and autonomy could be demonstrated to make
either immediate or life-changing decisions.

Opportunities to learn and use skills, including those for self-actualization and
autonomy, are necessary throughout educational experiences for all students, but
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especially for students with extensive and pervasive support needs. This paper
describes: (a) equitable schools and opportunities to learn; (b) theoretical con-
structs that underlie equitable education that provides opportunities to learn for
every student, including students with extensive and pervasive support needs, in
general education classes with grade-level classmates; (c) variables and practices
that lead to opportunities to learn; and (d) the impact of opportunities to learn on
one student’s self-actualization and autonomy.

Equitable Schools and Opportunities to Learn

Schools are a microcosm of society. If the goal is to create an equitable society
where adults have the ability to be active and engaged members of that society,
then it is imperative that we build equitable school communities where all stu-
dents have and share opportunities to learn (Taub, McCord, Ryndak, 2017). It
follows that equitable school communities must present equitable opportunities
to learn for each student. It must be noted that equitable opportunities to learn are
different from equal opportunities to learn. Both equitable and equal opportuni-
ties to learn involve all students making progress toward the same post-school
outcomes (Taub, McCord, Ryndak, 2017), such as having agency over where
to live, with whom to socialize, and in what work and in which hobbies to be
engaged. If the opportunities to learn were equal those opportunities would look
exactly the same for every student, regardless of each student’s learning need. If
the opportunities to learn were equitable those opportunities would look differ-
ent, with each student provided planned and organized instruction to meet their
own learning needs, allowing each student to effectively access those opportuni-
ties. Thus, as needed, some students would receive supports, accommodations,
and/or modifications to have the same opportunities as their general education
classmates to learn the instructional content (Taub, McCord, Ryndak, 2017).

In an equitable school community, all students work, play, and learn together
across the entire school day and other school-sponsored activities. Students with
and without disabilities take turns teaching and learning from each other, shar-
ing their strengths and supporting each other. The adults in the school do not
identify students as being either “general” or “special” education students; they
all are just students, with whom every adult is engaged. Instruction and class-
work is adapted to match how each student engages with it, accesses it, and/or
responds to it. While instruction, activities, and content are modified to include
less complex expectations for some students, ultimately all the students have
opportunities to learn the same overarching concepts and skills. Thus, when all
students have opportunities to learn together there would be alignment between
the general education content all students are expected to learn, the content that
is taught to all students, and the content on which each student’s progress is
assessed (Taub, McCord, Ryndak, 2017).
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By definition a student with a disability experiences barriers to learning that
might not exist for their general education classmates who do not have disabili-
ties. For instance, if a student uses an augmentative or alternative communica-
tion (AAC) system to interact with others during instruction or other school-
sponsored activities, then that student’s instruction must incorporate the use of
that AAC system, otherwise the student would not have either opportunities to
learn the content or demonstrate their acquisition of the content. This would be
the case for students with all types of disabilities (e.g., deafness, blindness, au-
tism, intellectual disability, physical disability, multiple disabilities). As Deborah
A. Taub, Jessica A. McCord, Diane L. Ryndak (2017) noted, research consistently
has determined that students with extensive and pervasive support needs who
receive special education services in segregated, self-contained special educa-
tion classes and schools have limited chances to engage in opportunities to learn
grade-level academic content, or acquire and generalize the use of embedded
essential skills, such as social interaction skills, self-care, mobility, communica-
tion, self-advocacy, self-determination (Carter, 2018; Soukup et al., 2007). Thus,
it follows that the acquisition and use of both grade-level academic content and
embedded essential skills would be greater when they receive instruction on
both sets of skills, and that instruction is embedded within inclusive general
education contexts (Ruppar et al., 2018).

Theoretical Constructs that Underlie Equitable Education
and Opportunities to Learn

There are several theoretical constructs that underlie the practice of equitable
education for all students and, therefore, facilitate the provision of opportunities
to learn for all students. Two of these constructs, least dangerous assumption and
presumed competence, are particularly critical to the practice of equitable educa-
tion, and ensuring that each student has opportunities to learn. Let’s explore why.

Many students with extensive and pervasive support needs have difficulty
demonstrating and expressing their knowledge, feelings, concerns, and thoughts
due to physical, cognitive processing, or communication/language issues
(Kearns et al., 2011). Because of this, it is easy for others to assume that they do
not have knowledge, feelings, concerns, or thoughts to share on any given topic,
with any given person, or during any given activity. This assumption frequently
leads to a lack of expectation for a student with extensive and pervasive support
needs to engage in activities; this lack of expectation results in a lack of ensuring
a student has consistent opportunities to learn.

As early as 1984, Anne Donnellan discussed this phenomenon within the frame-
work of long-term goals of education and the possibility of limiting opportunities to
learn for students with physical, cognitive processing, or communication/language
issues by suggesting the adoption of the criterion of the least dangerous assumption:
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Given that the long-term goal of education is to ensure that students acquire the
skills necessary to be able to live, work, and recreate as independently as possible
as adults; and given that there are a variety of educational means or strategies cur-
rently available for instruction, and given that, through lack of conclusive data, we
are currently forced to make assumptions about the relative impact of various strate-
gies on the long-term goals, which assumptions will have the least dangerous effect
on the likelihood that the goal will be attained? [author-added emphasis] (p. 148).

Her answer to this pivotal question was that we must assume every student
is competent and, therefore, provide students the supports required to ensure
that each student has opportunities to learn that are consistent with high ex-
pectations. In contrast, the other alternative of assuming incompetence and/or
low expectations could result in doing more harm to a student, if that assumed
incompetence about any student eventually is proven to be incorrect.

As an example, consider a 15-year-old student with extensive and pervasive
support needs who for 10 years received special education services in segre-
gated classes that served only students with similar needs. Imagine this student
does not demonstrate progress in academic (e.g., reading, math) nor embedded
essential skills (e.g., self-care, social interactions, compliance). Within this seg-
regating setting there are often only special educators. The students in this class
have a wide range of ages. Now imagine this student leaving that segregated
special education class and joining general education classes of students her own
age. Her general and special education teachers, as well as any instructional
assistants and therapists, have the option of either: (a) presuming this student
is incompetent and provide instruction on content only at the student’s testing
level of performance, which is at least 12 years behind the general education
classmate and from which there has been no progress documented for multiple
years; or (b) presuming this student is competent and provide instruction on
some or all of the same general education curriculum content provided for the
general education classmates, with accommodations and/or modifications to the
content, instruction, and/or materials as needed to ensure opportunities to learn.
If at some time in the future the student’s education team has documentation
that demonstrates this student cognitively understands content but has difficulty
expressing knowledge and understanding of content, which assumption would
have done the student less harm ---- assuming incompetence, or assuming com-
petence? (Note: this example will be referred to again later in this paper).

This issue of “competence” was further discussed over a decade later when
Douglas Biklen (1999, p. 50) argued that “as a matter of basic sensitivity and
good educational practice, educators must presume that the person is intelli-
gent”. Because students with extensive and pervasive support needs increasingly
were gaining access to general education curriculum content and settings, these
concepts were further operationalized by Cheryl M. Jorgensen (2006; as cited
in Jorgensen, McSheehan, Sonnenmeier, 2007) who proposed that “the least
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dangerous assumption is to presume a student is competent to learn general
education curriculum and to design educational programs and supports based
on that assumption.” Thus, the acceptance and use of the theoretical constructs
of least dangerous assumption and presumed competence are essential to the
provision of opportunities to learn for students with extensive and pervasive
support needs.

Variables and Practices that Lead to Opportunities to Learn

For students with extensive and pervasive support needs to have increased
opportunities to learn, access is a key variable. The question of how best to
access the curriculum involves consideration of instructional setting, content,
and instructional practices or strategies. An emphasis on the general education
classroom as the instructional setting is embedded in other sections of this paper
as it serves as a fundamental goal of inclusive education; therefore, the follow-
ing section focuses on content, as in the general education curriculum, essential
skills, and modifications; instructional practices; and self-determination.

General Education Curriculum: Access, Content, and Practices

The general education curriculum is the content taught to students at a par-
ticular age or grade level, such as reading, writing, math, science, and social
studies. Curriculum is comprised of intended, enacted and assessed components.
The intended curriculum is based on the standards or grade level expectations
that become the adopted standards, or what all students are expected to learn or
know and be able to do, also referred to as knowledge and skills. The enacted
curriculum is the content and skills actually presented to students, which may
be guided by specific curricular programs or other approaches teachers use to
teach the intended curriculum. The assessed curriculum is what is assessed to
determine both individual progress and student outcomes at the grade level,
school level, or even state level. In the United States, two laws state clearly that
all students, including students with extensive and pervasive support needs,
are expected to access and make progress in the general education curriculum
(IDEA, ESSA); and thus, have access to the intended curriculum, practices and
approaches implemented to teach, or enact, the curriculum, and appropriate as-
sessments to determine progress on the assessed curriculum. Although there
are often issues of alignment between these curriculum components (Anderson,
Brown, Lopez-Ferrao, 2003; Martone, Sireci, 2009), the same considerations
should be in place for students with extensive and pervasive support needs as
they are for all students.
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General education curriculum content. It is clear: Students with extensive
and pervasive support needs will have the greatest access to the general educa-
tion curriculum in the general education classroom (Jackson, Ryndak, Wehmey-
er, 2009; Soukup et al., 2007). However, placement alone does not guarantee that
instruction in the general curriculum will occur appropriately. Access to the
general education curriculum and standards requires careful consideration of the
content and how to modify content and instruction in ways that preserve the in-
tent of the standards, or the intended curriculum. Implementation of UDL and
MTSS is an important step in preserving the standards and teaching all students,
but it is also necessary to maintain focus on fundamental well-validated teaching
strategies such as task analysis, least to most prompts, mnemonics, graphic or-
ganizers, and time delay, for example to focus on sow we teach the curriculum
rather than changing the curriculum goals.

Embedded essential skills. Although some researchers have debated that
students with extensive and pervasive support needs require instruction that fo-
cuses on functional skills (Hunt, McDonnell, Crockett, 2012), more recently, re-
searchers have suggested that the general education, standards-based curricu-
lum, and functional curriculum are not mutually exclusive (Ryndak et al.,
2014). Students with extensive and pervasive support needs often require in-
struction on essential skills such as choice making, how to engage appropriately
with peers and adults, and how to communicate, in addition to fundamental aca-
demic skills that most other students have mastered. In the past, these types of
skills have been conceptualized as “functional” skills; however, the curricula
built upon a functional framework are often dated and focus on skills that may
no longer be useful for many students or lacking in some skills that are essential
for living in the twentieth century.

These essential skills are more purposeful and generalizable when embed-
ded into natural routines and contexts rather than taught in isolation or through
massed trial teaching out of context (Hunt, McDonell, Crockett, 2012). There are
fundamental differences between tasks such as completing a worksheet by fill-
ing in missing alphabet letters and using the alphabet to access a communication
device to express a need or communicate with peers. The latter activity repre-
sents an essential skill that is embedded easily into multiple natural routines
with natural consequences (e.g., the student’s needs are met; student interacts
with peers). Further, generalization to other opportunities for interaction is built
into the instruction and practice of the skill. With small changes to the context
such as embedding instruction into natural routines, there may be a significant
change in a student’s demonstration of knowledge and ability to use that knowl-
edge appropriately. Pam Hunt, John McDonell, Margret A. Crockett (2012) noted
an increase in students’ abilities to generalize essential skills when they were
embedded as a part of natural routines in inclusive contexts. Addressing gener-
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alization purposefully is an inherent guideline of Universal Design for Learning,
UDL (described in the following section) that impacts students’ opportunities for
action and expression and engagement and expands teachers’ implementation of
options for representation.

Curriculum modifications. Suk-Hyang Lee, Michael L. Wehmeyer, Jane
H. Soukup, and Susan B. Palmer (2010) investigated the impact of curriculum
modifications on student behavior and found that high school students with dis-
abilities demonstrated increased academic responding when curriculum modifi-
cations were present. Curriculum modifications in the form of adaptations or
augmentations (Thompson et al., 2018; e.g., see Wehmeyer, Lattin, Agran, 2001;
Wehmayer, Lance, Bashinksaki, 2002) promote access to the general curriculum
for students with extensive and pervasive support needs (Lee et al., 2010). The
adaptations do not alter the content; rather, they provide additional ways for stu-
dents to access content and respond which is consistent with the UDL frame-
work. For example, using technology to present content in multiple formats
and with visual supports or allowing students to use technology to communicate
what they have learned are considered curriculum adaptations — same content,
different way to see or hear it or to demonstrate understanding.

Curriculum augmentations include additional strategies or skills that students
may need to succeed or benefit from the general education curriculum such as
learning supports, memory strategies, or goal setting. Evidence-based practices
and the use of technology to increase access to the general education curriculum
if they are implemented in the general education classroom when students with
extensive and pervasive support needs are learning alongside grade-level peers.
The use of curriculum modifications and UDL are closely aligned and serve
as critical approaches to ensuring all students have appropriate access to the
general curriculum that leads to improved student outcomes.

Instructional Practices and Supports

A clear vision and philosophy about how students with extensive and perva-
sive support needs should be afforded opportunities to learn in the same context
as their peers in a general education setting are essential for adopting an inclu-
sive approach that moves behind physical placement alone. For inclusion with
positive outcomes to become a reality for students with extensive and pervasive
support needs, key instructional practices and instructional content warrant con-
sideration.When evidence-based practices are implemented, student outcomes
improve (Kuntz, Carter, 2019). This is true for all students; and, it is no different
for students with extensive and pervasive support needs. The term, evidence-
based practices (EBPs), refers to strategies or practices that have been validated
empirically to have a positive impact on student outcomes. Because research on
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how to teach students with extensive and pervasive support needs has acceler-
ated over the past 40 years (Browder, Wood, Thompson, Ribuffo, 2014), there is
little confusion about the selection of EBPs, yet implementation of EBPs varies.
Implementation variables, such as context in which students receive services, the
focus of the intended curriculum, and match between what students need at vari-
ous points in time and access to curriculum and services, determine outcomes
for students beyond the mere selection of EBPs. The following practices will be
described as fundamental EBPs to support students with significant disabilities
in the context of an inclusive setting during the school-age years: Universal De-
sign for Learning, Multi-Tiered Systems of Support, and Peer Supports. In ad-
dition, a framework for personalized supports planning (Thompson et al., 2018)
will be introduced to provide further guidance on how to increase access to the
general education classroom and curriculum in meaningful ways.

Universal Design for Learning. Universal Design for Learning (UDL), is
a teaching framework that reduces barriers to learning and increases opportuni-
ties for all students to learn and benefit from instruction in general education
classrooms (Meyer, Rose, Gordon, 2014). A primary assumption that guides the
implementation of UDL is that the barriers to learning exist in the environment
and therefore, can be modified rather than learners adjusting to the environment.
Three guidelines and the related checkpoints within the UDL framework, pro-
vide teachers flexibility to meet the needs of all learners through means of En-
gagement, Representation, and Action and Expression. The implementation of
each guideline is possible when teachers follow the checkpoints for providing
options; and, while there are multiple ways to address each one, there is no set
number that determines whether UDL is implemented effectively or not. The
most important key to effective implementation is that teachers consider the bar-
riers in the environment, content, and context to address the needs of all students
prior to planning lessons rather than developing a lesson and modifying it later
to fit a specific student’s needs. James R. Thompson and colleagues (2018) dis-
cussed how implementation of the UDL framework is part of personalized sup-
port planning for students with extensive and pervasive support needs.

Representation refers to the “what” of learning: the content or knowledge
and skills taught to students. When teachers address means of representation,
they are presenting content in various ways while appealing to the recognition
network of learners’ brains to develop an understanding of information, details,
facts, and other discrete knowledge for students to acquire, retain, and apply
learned knowledge. For example, when teachers provide options for how con-
tent is presented such as an audio-recording of text read or images paired with
key vocabulary, they are following guidelines for means of representation. For
a student whose reading ability is below grade level or for one who has difficulty
comprehending complex language structures, the use of audio recordings and
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visual aids serves to decrease barriers to learning and increase access to the
curriculum.

Action and Expression refers to the “how” of learning: the ways that students
demonstrate learning and understanding. Teachers who address means of action
and expression are providing options for students to respond and are addressing
the brain’s strategic network. When teachers implement UDL and are planning
lessons with all students in mind, they generate opportunities for students to
demonstrate learning in multiple ways. For example, if the goal is for students
to demonstrate they comprehend text (whether they read it independently or
with support or listen to an audio recording — all options under means of rep-
resentation), students may have the option to write a response, select answers
to multiple-choice questions using technology, listen to a recorded summary of
a section and use a gesture or response mechanism to indicate the accuracy of
the summary. Additionally, students may have the option to illustrate or select
pictures that convey the meaning of the reading.

Engagement refers to the “why” of learning, or motivation and engagement.
As teachers consider means of engagement for UDL implementation, they
acknowledge the affective network and incorporate guidelines for increasing
motivation and engagement for all students. Teaching students to set goals, self-
monitor progress, collaborate, and reflect all relate to means of engagement. In
addition, teachers who consider students’ interest and select materials and expe-
riences that are relevant and authentic and who challenge students strategically,
are implementing a UDL framework.

Multi-Tiered Systems of Support. Multi-Tiered Systems of Support (MTSS)
is a framework that schools implement to provide systematic support for all stu-
dents to succeed academically through levels or tiers that increase in intensity and
individualization. Two specific MTSS frameworks are Response to Intervention,
RTTI, and Positive Behavior Interventions and Supports, PBIS. While RTT focuses
more specifically on academic content, usually reading and math, and PBIS fo-
cuses on behavior, implementation of MTSS through either RTI or PBIS or a com-
bination, academic and behavioral outcomes improve for all students (Fuchs,
Fuchs, Stecker, 2010; Mumbardo, Shogren, Guardia-Olmos, Ging, 2017, Walker et
al., 2018). This description and examples will address MTSS more generally, but
the fundamental components are similar for both RTI and PBIS.

Within an MTSS framework, there are multiple layers or tiers of support with
most implementations including three tiers. All students, including students with
disabilities, benefit from instruction at the core level, or Tier 1. Tier 1 instruc-
tion is that which is implemented in the classroom for all students and when
a program or approach is used that is built on evidence-based practices and it
is implemented effectively, most students succeed. A fundamental component
of any MTSS implementation is the use of assessment data (Jimerson, Burns,
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VanDerHeyden, 2016). Assessments are administered and data analyzed at key
time points in a given school year for multiple purposes: to confirm if students
are on track for meeting standards or benchmarks, to identify students who are
not on track and may benefit from additional support provided through Tier 2 or
Tier 3 intervention, and to determine if Tier 1 instruction is effective for most
students, or at least 80% of the class or grade. Tier 1 instruction for reading or
math is based on the grade level standards and the programs implemented to
teach those standards. Supports already in place for students with disabilities
would also be considered as part of Tier 1 instruction.

For any students who are not meeting grade level expectations or standards,
schools provide support through intervention at Tier 2 or Tier 3. Generally, the
intervention is provided in small groups or individually and is designed to target
the specific areas that students may need to accelerate progress and meet the
expectations or standards. Tier 2 intervention for reading or math focuses on
fundamental skills such as phonics or fluency for reading and computation or
problem-solving for math. Tier 2 intervention for behavior may focus on coping
skills, making friends, anger management, or impulse control. The classroom
teacher may be the person to implement Tier 2 interventions or a specialist is
likely if available. While students receive Tier 2 support, they continue to benefit
from instruction in Tier 1 so the Tier 2 support is additive and not a replacement
for Tier 1.

When an instructional team determines through data analysis that Tier 2 sup-
port in addition to Tier 1 is insufficient for accelerating student progress, the
student then receives Tier 3 intervention. A primary difference between Tier 2
and Tier 3 intervention is intensity, which is adjusted through group size (often
one on one or one teacher working with 2 students) and duration (amount of time
per intervention session increases). The focus of the intervention is similar to
Tier 2 for academic foundational skills or challenging behavior and brief assess-
ments and review of student data occur at least as frequently as every other week
to determine the effectiveness of the intervention. When Tier 2 intervention
support transitions to Tier 3, the student still continues to receive Tier 1 so core
instruction to teach grade level standards remains intact. For students with ex-
tensive and pervasive support needs, Tier 2 and Tier 3 interventions would focus
on the fundamental skills necessary to make progress toward individual goals
and standards. Again, Tier 1 instruction would continue with supports already
in place, but students would benefit from intervention to make further progress
and any specific instructional or support needs for students with disabilities may
occur at all three tiers.

Peer supports. When students with extensive and pervasive support needs
have access to peers without disabilities in general education classrooms, the use
of peer supports is possible and more importantly, effective. The effectiveness of

CNS nr 3(49) 2020, 35-52



The impact of opportunities to learn with grade-level classmates without disabilities... 45

peer supports has been validated across contexts and with students of varying
disabilities and severity (Jameson et al., 2008; Stenhoff, Lignugaris, 2007), but
are unlikely to be implemented unless students with extensive and pervasive
support needs are learning alongside their peers who can serve as supports.
Thus, the use of peer supports in inclusive settings helps to ensure that all stu-
dents are benefitting from instruction. Peers with and without disabilities can
play a vital role as tutors and as models for social interaction, communication,
behavior, and other skills that support social and academic achievement (Hud-
son, Browder, 2014; Malone, Fodor, Hollingshead, 2019). Students with extensive
and pervasive support needs have experienced increased numbers of social inter-
actions (Carter et al., 2010) and peers without disabilities have shown improve-
ments in academic outcomes when peer supports were implemented (Carter
et al., 2011). While regular and daily interaction between peers with and without
disabilities is a fundamental feature, deliberate action is equally fundamental.
The effectiveness of peer supports improves when teachers use them systemati-
cally and intentionally and teach peers how to fulfill the role (Biggs, Carter,
Gilson, 2019; Carter et al., 2010). For example, peers without disabilities need to
be taught how to engage students with extensive and pervasive support needs,
model behavior or steps of a task, use technology such as AAC, or prompt re-
sponses.

Personalized supports planning. Thompson and colleagues (2018) suggest
that consideration of students’ support needs is necessary to focus on changes or
enhancements to the general education classroom environment for the purpose
of teaching students with significant [cognitive] disabilities and to facilitate “per-
sonalized learning.” This concept aligns very closely with the tenets of UDL and
is grounded in accumulating research evidence supporting the positive outcomes
associated with inclusive education for students with extensive and pervasive
support needs. With the assumption that we understand “what” to teach students,
as described in a previous section on curriculum content and that we maintain
“appropriately ambitious” goals (see Yell, Bateman, 2017) for students with ex-
tensive and pervasive support needs, attention to personalized supports ad-
dresses further “how” to teach students in the general education classroom. With
the goal to provide support for students to make progress toward appropriate
goals, Thompson and colleagues provide a framework for planning personalized
supports that includes categories and subcategories of supports: (a) curricular
adaptations (i.e., supplementary, modified, and alternative goal adaptations);
(b) instructional supports (i.e., instructional and alternative adaptations); and
(c) participation supports (i.e., accommodations, modifications, and personalized
supports). As goals are developed and opportunities to address the goals are
embedded into the students’ classroom schedule and routines, specific supports
are identified to support student attainment of the goals.
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Self-Determination

Self-determination is the ability to control the direction of one’s own life
(Shogren et al., 2015a). Skills associated with self-determination include setting
goals, evaluating options, making choices and achieving goals (Morningstar,
Clavenna-Deane, 2018). Since all students benefit from developing and using
these skills both immediately and throughout their lives, they can be used to by
students to make decisions about their own involvement in general education
classes and other activities, as well as the general education curriculum (Palmer
et al., 2004). Research has demonstrated that when students with disabilities
who have acquired self-determination skills exit their school program, they are
more likely to be employed and live independently as adults in the community of
their choice (Morningstar et al., 2010; Shogren et al., 2015b). As with acquiring
other academic and embedded essential skills, the educational services provided
for students with extensive and pervasive support needs must be systematic and
reflect evidence-based practices if they are to acquire and use self-determination
skills (Kurth, Marks, Bantz, 2017; Taub, McCord, Ryndak, 2017).

Several research-based self-determination models have been developed,
including:The Self-Directed IEP (Martin et al., 1996), Steps to Self-Determina-
tion (Field, Hoffman, 1994), Self-Advocacy Strategy (Van Ruesen et al., 1994),
and Self-Determination Learning Model of Instruction (SDLMI) (Agran et al.,
2006). The use of these models has been linked to positive outcomes of students
with extensive and pervasive support needs, such as increased (a) student par-
ticipation in the development of their educational program (Martin et al., 1996),
(b) student self-identification of strengths and opportunities for growth (Test,
Neal, 2004), and (c) overall development of behaviors that reflect self-determi-
nation (Wehmeyer et al., 2011). Mary E. Morningstar and Elizabeth Clavenna-
Deane (2018) describe several components that reflect evidence-based practices,
including self-assessment, goal development, identification of support resources,
and self-advocacy. When used consistently over a student’s educational career,
these components have led to improved acquisition and use of the skills that
reflect the degree to which a student’s life is self-determined.

Equitable schools have used models such as the Self-Determination Learning
Model of Instruction (SDLMI) for students with extensive and pervasive sup-
port needs, resulting in increased access to general education curriculum (Agran
et al., 2006) and improvement in students’ use of self-determination skills. These
skills are fundamental to ensuring equitable access to opportunities and re-
sources for individuals with extensive and pervasive support needs both during
students’ school experiences and in adults’ engagement in their community of
choice. When schools increase opportunities to learn through the development
of student-directed instructional plans, students gain foundational skills for self-
actualization in adulthood.

CNS nr 3(49) 2020, 35-52



The impact of opportunities to learn with grade-level classmates without disabilities... 47

Impact of Opportunities to Learn on Self-Actualization and Autonomy

In a seven-year case study of a student’s services and progress on both grade-
level academic content and embedded essential skills, Diane L. Ryndak, Andrea
P. Morrison and Lynne Sommerstein (1999) provide an excellent comparison of
this student’s opportunities to learn first in segregated, self-contained special
education classes, and then in inclusive general education classes, for a student
with significant intellectual, language, and speech disabilities. In this study, the
student had received special education services in self-contained classrooms for
10 years (i.e., 5—15 years of age). Over multiple years the student’s test scores
consistently demonstrated 1% and 2" grade performance levels in reading and
mathematics; her behavior and social interactions demonstrated a need for her
to have constant adult supervision; and her anticipated limited growth was in-
terpreted to predict an adulthood that required her living in a fully supervised
group living facility, as well as a fully supervised day activity program for only
adults with disabilities, instead of work in an equitable community. Although
this student had been working on the same basic reading and math skills for 5
consecutive years, she had demonstrated little to no progress on those skills and
her social behaviors and interactions with both adults and students in school
settings increasingly were problematic and aggressive.

This student’s family saw her perform differently in the community and at
home and, therefore, had a different long-term vision for her. They believed that
when she exited high school at age 18, she would attend a university and later
work at a regular competitive job, live in her family’s community where she
already had friends, live in her own apartment, and advocate for herself as inde-
pendently as she could with supports provided as needed.

Through the family’s advocacy for her school to follow the education laws
in the United States, they were able to change this student’s educational place-
ment and services. She was moved from the segregated, self-contained special
education classes to grade-level general education classes where she was a fully
engaged member of all class instruction, routines, and other school-sponsored
activities with same-aged classmates who did not have disabilities. This stu-
dent’s opportunities to learn quickly changed dramatically, as did the content she
learned, the amount of that content she learned, her use of that content across
contexts, and her overall behaviors. She became self-driven; her behaviors and
social interactions became consistent with those of her same-aged general educa-
tion classmates; she began reading openly for classes, for pleasure, and everyday
activities; and she developed many more friendships.

To accomplish this her general and special education teachers, as well as other
educational personnel (e.g., speech/language pathologist, occupational therapist),
provided instruction on math, reading, and embedded essential skills within and
during the general education class instructional activities, as well as during other
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school-sponsored activities. Her work became age- and grade level-appropriate,
which provided her opportunities to learn and practice foundational academic
skills within meaningful activities and contexts with her general education
classmates; she also, however, had access to higher level math and language arts
concepts and skills, to which she previously had no access. While this student’s
formal assessment scores did not change, the differences in her acquisition and
use of academic and embedded essential skills was dramatic, both immediately
upon having opportunities to learn that content and over the remaining 7 years
of her educational experiences.

The difference in this student’s outcomes were related directly to her in-
creased opportunities to learn grade-level and embedded essential skills through
the identification and use of accommodations and/or modifications to instruc-
tion, activities, materials, and curriculum content that were determined with
the student and her family through person-centered planning approaches. These
four variables (i.e., instruction, activities, materials, curriculum content) can
be considered as barriers to providing services for students with extensive and
pervasive support needs in inclusive general education classes, they also can be
considered facilitators of the provision of opportunities to learn.

Conclusion

The importance of every student having opportunities to learn and use the
general education curriculum content, as well as embedded essential skills, is
critical for each student’s long-term success. Research clearly demonstrates that
students with extensive and pervasive support needs acquire and use more skills
when they receive instruction embedded within general education settings with
general education classmates. To develop and sustain effective services in general
education settings, however, requires a change in how teachers, administrators,
parents, therapists, and other personnel think about students with extensive and
pervasive support needs, as well as how they envision the purpose of educational
services for all students.

In this paper we provided information about some of the educational practices
that have been found to be effective at building equitable schools that serve all
students in the same grade-level appropriate general education classes. This is
not an exhaustive review of such strategies, but is meant to lay the foundation
for an understanding of inclusive education for students with extensive and per-
vasive support needs. Such changes in how individuals think about these issues
and how they develop and sustain this type of education system requires a great
deal of collaborative teaming. While collaboration frequently is discussed in
relation to general and special education teachers co-planning, co-teaching,
and co-evaluating instruction with other service providers, the same need for
collaboration exists among school system administrators, policy makers, and
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advocates. This type of change requires coordinated efforts at all levels; that is,
classroom, school, school system, and national levels.

To accomplish this type of systemic change and ensure it is sustained over
time, a field of science is newly being applied to the field of education — imple-
mentation science. While this field began to look at getting a specific practice
used consistently by everyone in a system (e.g., a specific hand washing regimen
in hospitals), what those researchers found now is being reviewed for potential
effectiveness in relation to developing and sustaining equitable schools that fa-
cilitate inclusive education for students with extensive and pervasive support
needs (Lazarus et al., 2019).
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THE IMPACT OF OPPORTUNITIES TO LEARN WITH GRADE-LEVEL
CLASSMATES WITHOUT DISABILITIES ON SELF-ACTUALIZATION
AND AUTONOMY FOR STUDENTS WITH EXTENSIVE AND PERVASIVE
SUPPORT NEEDS

Abstract

Inclusive education encompasses both theoretical constructs (e.g., least dangerous assumption,
presumed competence) and implementation variables (e.g., curriculum, settings, instructional
practices). When these variables are addressed collectively, the complex and multilayered pro-
cess of developing equitable schools and implementing evidence-based practices that facilitate
inclusive education results in students with extensive and pervasive support needs demonstrating
unpredicted progress in the acquisition and use of both academic and embedded essential skills
across situations that are meaningful in their lives, as well as progress related to self-actualization
and autonomy. These variables are discussed, and examples of how opportunities to learn with
grade-level peers without disabilities impacted self-actualization and autonomy for one individual
with extensive and pervasive support needs, following 15 years of educational segregation fol-
lowed by 7 years of inclusion at school and in the community.

Keywords: self-actualization, autonomy, self-determination, equitable education, opportuni-
ties to learn, access, content, practices, essential skills, Universal Design for Learning (UDL),
Multi-Tiered Systems of Support (MTSS), peer supports, personalized learning

WPLY W MOZLIWOSCI NAUKI Z UCZNIAMI BEZ NIEPELNOSPRAWNOSCI
NA PROCES SAMOREALIZACJI I AUTONOMIE UCZNIOW ZE ZNACZNA
I TRWALA POTRZEBA WSPARCIA

Abstrakt

Edukacja inkluzyjna zawiera w sobie zardwno konstrukty teoretyczne (np. najmniej ryzy-
kowne zatozenie, zatozenie kompetencji), jak i zmienne wdrozeniowe (np. program nauczania,
otoczenie, praktyki instruktazowe). Jesli zmienne te sg rozpatrywane razem, wylania si¢ ztozo-
ny i wielowarstwowy proces rozwoju szkot wiaczajacych. Dodatkowo, istnieje proces wdrazania
praktyk opartych na badaniach naukowych, ktére pomagajg uczniom z potrzebg wsparcia. Pomoc
ta owocuje niespodziewanym postepem w nabywaniu oraz wprowadzaniu w zycie nowych umie-
jetnosci, a takze rozwojem procesow samorealizacji i autonomii. Wspomniane zmienne sg opisane
na przyktadzie historii osoby z niepetnosprawnos$ciami, ktora przez 15 lat uczyla si¢ w odosob-
nieniu, a przez kolejne 7 — z rowiesnikami, uczestniczac w zyciu spotecznosci. Réznica ta miata
znaczace przelozenie na proces samorozwoju oraz nabywania autonomii przez opisang uczennice.

Stowa kluczowe: samorealizacja, autonomia, determinacja, edukacja inkluzyjna, mozliwosci
uczenia sig, tres¢, praktyki, niezbedne umiejetnosci, Universal Design for Learning — UDL (Po-
wszechne Ramy Edukacyjne), Multi-Tiered Systems of Support — MTSS (Wielopoziomowe Sys-
temy Wsparcia), wsparcie rowiesnicze, personalizowane uczenie si¢
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FOR PEOPLE WITH INTELLECTUAL DISABILITY

Introduction

This article arose as a result of invitation from the Maria Grzegorzewska
University to look into the unity in diversity as an important aspect of inclusive
education. Phenomenon of disability in the wider areas is a multi-layered concept
involving personality, self-actualization, responsibility, safety, and autonomy. In
this article different models of inclusion of students with intellectual disability
experiencing university life are outlined. A rationale is given for selecting full
inclusion such as within uni 2 beyond — an initiative at the University of Sydney.
Challenges regarding making such initiatives fully inclusive are covered leading
to a call for an international network to be set up for all stakeholders of inclusion
within university settings.

Background to inclusion within university settings

The title for my article was Crossing the higher educational divide for people
with intellectual disability, the content of which is now expanded within this
article. The article is set within the context of Article 24 of the United Nations
Convention on the Rights of Persons with Disabilities (CRPD) (United Nations,
2006) which reinforces that all persons with disabilities have the right to an
inclusive educational system. The CRPD did not arise in isolation but reflected
earlier international influences, such as, the Civil Rights movement of the
1960’s (Janken, 2010), where Rosa Parks sat in the front of the bus as part of the
Montgomery Bus Boycott for the rights of African Americans to be recognised;
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another influence was that of Legal Class Suits to close institutions that can be
traced back to theorists who focused on the lack of humanity where people with
disabilities were congregated together in large residential settings (Blatt, Ka-
plan, 1974; Wolfensberger, 1972, 1983); another major influence was the parent
movement arising from the advocacy of family members wanting their sons and
daughters with disability to gain equal opportunity, with education being one of
the major areas of their focus (Temby, O’Brien, 2019). With respect to education
the 1970’s saw the start of legislation being introduced across the western world
enabling all children with disabilities to have a right to education, ameliorating
prevalent attitudes that children with moderate, severe and profound disabilities
were considered to be in educable (Keogh, 2007). Two decades on into the 1990’s
inclusive educational pioneers saw the opportunity for further advancement in
the provision of equal educational opportunity where students sat beside their
same aged peers within mainstream settings (Ainscow, 1997, 1999, 2005). As
a result, the right to inclusive education was born with children with disabilities
across early childhood, primary and secondary school settings, starting to be
educated in the same settings as their peers without disabilities. The right of
choice for family members to choose between special and inclusive education for
their sons and daughters was no longer a concept but had become a reality, aided
by such statements as Salamanca (UNESCO, 1994) that called for inclusion to
be the norm and more recently the CRPD in 2006 with its foundational empha-
sis on inclusion. However, crossing the divide between secondary to university
education has needed a depth of understanding to counteract how students with
intellectual disability have been shut out of university life for lack of linguis-
tic, logical and mathematical skills. Howard Gardner (1983, 1993) through his
theory of multiple intelligences has suggested that we have been asking the
wrong question, not sow smart are you but how are you smart? He argues that
there are many forms of intelligence, such as, being music smart, people smart,
word smart, logic smart, nature smart, body smart and picture smart. The theory
of multiple intelligences has shifted our thinking away from the normal curve
and replaced it with an abundance of intelligences making it easier to bridge
this chasm between the finish of secondary schooling and opportunities within
university settings for students with intellectual disability.

Models of inclusion within university setting

My first experience of inclusive education for students with intellectual dis-
ability within a university setting arose from the birth of my granddaughter in
England who was diagnosed with Rett Syndrome, a neurological condition. Evie
is now 18. In the early 2000’s after her diagnosis I looked for work in Europe to
move from New Zealand so that my husband and I could be closer in providing
support for Evie and the family. As the luck of the Gods would have it I was
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appointed in 2004 to Trinity College Dublin to set up the National Institute of In-
tellectual Disability (NIID) where we developed the first accredited qualification
for students with intellectual disability within a university setting across Europe,
the Certificate in Contemporary Living (CCL) (O’Brien et al., 2008; O’Brien
et al., 2009). The CCL comprised both core and elective units, with the core
units including: Written and Oral Communication, Mathematics and Financial
Management, Information and Communication Technology, and Inclusive Stud-
ies and Research. This latter unit gave students a choice of undertaking a course
from the undergraduate offerings of the University. The CCL was a great success
with students graduating in the same hall as famous others that had gone before
them: Oscar Wilde, Jonathan Swift and Mary Robinson. All Ireland celebrated
with the students. They had succeeded in showing the world that the last frontier
of inclusion for students with intellectual disability of gaining a university quali-
fication had been broken through.

Reaction from the students and staff to the outcomes of being and becoming
university students at Trinity College Dublin was positive as outlined below:

Our mentors are not treating us like we have disability. They are treating us more
like ordinary people... they have not got a disability and we have got disabilities so
like, they don’t treat you like a kid (Student voice, O’Brien et al., 2009, p. 290).

What I like about the course is where we learn different things, like we get to sit in on
mainstream lectures... I like everything... talking about different issues... also I like
International Awareness and now the course is running I like the lot and learning
new things (Student voice, O’Brien et al., 2009, p. 290).

I am more independent. I am not reliant on my parents, I have great support. I am
really getting more independence and it is great ... and [ meet people and at 31 [ am
ready to move on and get a life of my own (Student voice, O’Brien et al., 2009, p. 290).

Then from a lecturer perspective, Barrie O’Connor, John Kubiak, Deborah
Espiner and Patricia O’Brien (2012, p. 250) spent time in conversation with lec-
turing staff from across the university who commented on the CCL program
as “an inherently morally worthwhile thing to do to be inclusive and to give
opportunities to students who might otherwise not get them”. Another lecturer
remarked, “I think it’s an excellent thing to be more inclusive generally with the
students” (O’Conor et al., p. 250).

In 2009 I returned to Australia to take up a position as Director, Centre for
Disability Studies, affiliated with the University of Sydney, where I started to
consider how to introduce students with intellectual disability into the life of the
campus. Apart from setting up a steering committee I reflected on what would
be the best model? Three types of models had been identified by Debra Neubert,
M. Sheril Moon, Meg Grigal and Vanessa Redd (2001): Segregated, Hybrid and
Full Inclusion. Segregated one was where students were on the university campus
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but learned as a student group without any interaction with other undergraduate
students; hybrid was where students learned both within classes set up for people
with learning disabilities as well as attended mainstream university classes; full
inclusion meant that the students were sitting in mainstream lectures with peers
who did not have a disability participating in the same university course.

To date the efficacy of these approaches has only been studied independent of
one another, with the need for a major comparative international research study.
My own world view at the time of choosing a model to introduce students with
intellectual disability into Sydney University was influenced by a visit to the
University of Sydney by Bruce Uditsky, Inclusion Alberta and Professor Anne
Hughson, University of Calgary, who had been instrumental in developing a ful-
ly inclusive post-secondary model that had been adopted and funded by the state
of Alberta and introduced across all its universities (Uditsky, Hughson, 2012).
Their writing in this area had indicated that students with intellectual disability
who experience university life through a fully inclusive model benefit both eco-
nomically and socially (Hughson, Uditsky, 2019). Their work coupled with my
own observations, later confirmed by Niamh Lally, Patricia O’Brien and Robert
Gilligan (2019), that a hybrid approach did not easily facilitate transition into
employment, higher education settings, or sustain university friendship. This led
to the Canadian model of full inclusion being introduced as a pilot program on
the University of Sydney campus. The choice of this model was premised on the
assumption that it would not only promote lifelong learning but sustain social
connections.

My own experience of working with people with intellectual disability is that
the need for social connection if not met can lead to loneliness which can be mani-
fested in behavioural issues (Gilmore, Cuskelly, 2014). The pilot programme that
became known as uni 2 beyond supported students with intellectual disability
to attend lectures and socialise within the university. This was facilitated by the
co-ordinating staff of the Centre for Disability Studies but was also dependent
upon each student being introduced to both an academic and social peer mentor.
Academic mentors attended the same course giving content support both prior to
the lectures and afterwards, while the social mentor arranged to share lunches,
coffee, university club activities as well as activities beyond the university. Re-
search on uni 2 beyond found that the students with intellectual disability were
perceived to have increased both in confidence and independence (Rivas et al.,
2012; Gadow, MacDonald, 2019), with their peer mentor relationships being of
prime importance. A recent study captured the stories of students involved in
the initiative being told to and interpreted by two members of the Centre for
Disability Studies (CDS) inclusive research network (Kelly, Wagstaff, 2018).
These stories reflected how increased confidence and independence gained by
uni 2 beyond students was linked to feeling more accepted as evidenced by their
mentor relationships.
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The CDS inclusive research network began in 2012 where co-researchers with
intellectual disability partnered with university co-researchers in undertaking
research projects that people with intellectual disability saw as having meaning
for their lives (Walmsley, Johnson, 2003). This approach to research is relevant
when considering concept versus reality, as hearing the voice of students with
intellectual disability through being interviewed by their disabled peers is likely
to capture more closely the reality of the concept of inclusion (O’Brien, Mc-
Conkey, Garcia-Iriarte, 2014).

The model that has been implemented at the University of Sydney where
students are fully included can bereferred to an auditing model where students
participate in lectures and tutorials,as non-credit students. They are encouraged
to complete academic work to the level that suits their strengths, abilities and
interests and receive a Certificate of Completion issued by CDS at the end of the
2-year program (Gadow, MacDonald, 2019).

Apart from mentor support, family support is also critical with families being
invited to attend a family support group twice a year, as well as six monthly for-
mal presentations by the students on a specific topic that has captured their inter-
est in the lecture series they have attended. Family feedback as reported in a fol-
low up study at the end of the two-year program in 2018 identified several areas
that families believed had impacted positively their sons and daughters through
being fully included at the university. These covered increased independence;
higher expectations by the family on what their son or daughter, brother or sister
could achieve; acknowledgement that families could and needed to step back
from being involved in all decision making; and acceptance by university peers.
This last point connects with my premise that being fully included would lead to
social connection and not only to academic knowledge. Family members raised
that the life at university for their sons and daughters brought with it“a more
open type of acceptance from their university peers in comparison with their
experience of the secondary schooling system” (O’Brien, Murray, 2019, p. 201).
The following quote sums up that university life focused less on the person’s
disability.

One of the great things about the programme was total inclusion, and that disability
was not in the language, which I think makes it such a big success for the students
because they’ve lived a world of disability and it’s forever in their mind to come into
this environment and not to be labelled, be part of the university (A family member
perspective, O’Brien, Murray, 2019, p. 199).

International perspective on inclusion

In 2019 a group of international colleagues who had been instrumental in
opening up universities to students with intellectual disability collaborated on
a book entitled, People with intellectual disability experiencing university life:
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Theoretical underpinnings evidence and lived experience (O’Brien, Bonati,
Gadow, Slee, 2019). The reader is introduced to inclusive educational programs
across several universities, specifically Trinity College Dublin, University of
Iceland, University of Calgary, Canada, University of South Carolina, United
States, University of Sydney and Flinders University, Australia. Within the re-
spective universities there were variations around how inclusion was interpreted
ranging from a hybrid approach to that of full inclusion. The alternative to full in-
clusion found students attending only a percentage of mainstream courses while
other courses were an extension of what students had experienced within their
secondary schooling. Specialised courses and activities related to preparation for
employment as well as skills for independent living “placed the student back in
the world of disability” (O’Brien, Murray, 2019, p. 199). In turn, full immersion
brought with it what John O’Brien (2019, p. 272) described as “typical and valued
expectations and experiences of student life as the primary medium for their
growth and development”. Regardless of the model adopted, these universities
have broken down the barriers that have existed for centuries associated with
shutting out students with intellectual disability. Their innovation has begun to
build pathways for students with intellectual disability to cross into higher educa-
tion post-secondary schooling. What needs to be safeguarded against ,however,
is that a divide does not become entrenched philosophically between universities
about what constitutes inclusion at this level. Patricia O’Brien, Michelle Bonati,
Friederike Gadow and Roger Slee (2019) have called for a worldwide network to
support one another in setting up postsecondary initiatives for people with intel-
lectual disability. Their call is best summed up by them in the following way,

To ensure that such initiatives follow values underpinned by human rights and inclu-
sion, we believe that an international network, consisting of peers and stakeholders
who champion inclusive education at the tertiary level should be formed... It would
support one another to navigate common obstacles, such as rigid university struc-
tures and polices, barriers to funding and overcoming resistance from key decision
makers (O’Brien, Bonati, Gadow, Slee, 2019, p. 285).

O’Brien and Bonati (2019) have expanded on what they see as being needed
for inclusive rhetoric to become reality and also have called for collective action
to ensure that the following elements are in place, starting with choice of model.
They see something as fully inclusive if it reflects the CRPD’ s principle of full
participation (United Nations, 2006). Funding also needs to be secured through
government and recurrent subsidies otherwise such initiatives run the risk of
being “one off”. Also, of challenge to universities is admission to non-accredited
courses requiring alternative entry standards and accessible assessment require-
ments. Here advocacy is needed to resist students being directed to vocational
courses outside of university offerings. Similarly, without government subsidies
university support services may not be officially available to students who do
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not meet entry requirements. Apart from lack of support services inclusive of
learning and teaching aid, graduation policies are likely not to approve students
who have completed an inclusive initiative to walk across the same graduation
stage and at the same time as all other students.

Such barriers will need the support of an international network, if inclusive
practice within university settings is to be grounded sustainably. Universal human
rights legislation spoke about the unity in diversity regarding discrimination and
lack of distribution of resources (Birkenbach, 2009). However, often general limi-
tation clauses in such can argue that in certain circumstances the implementation
of such rights can be interpreted as both unreasonable and demonstrably unjustifi-
able (e.g., Queensland Government, 2018). Importantly, Nancy Roseneau’s work
(2004) on relational social justice provides another lens through which to promote
acceptance of students with intellectual disability within university settings. She
focuses on the connection between mind and heart and sees the development of
relationships as a human right, levelling the relational playing field between those
in hierarchical positions with those who are stigmatised as different. Narratives
of the outcomes for students with intellectual disability experiencing university
life are rich in documenting relational social justice between mentors and students
as well as lecturers and students (Messenger, Lindsay, Rillota, 2019; Montissol,
Cook, 2019; Turley, 2019; Walker, MacDonald, 2019).

Conclusion

In closing the article, I would like to return to my opening comments that
came from recognising inclusion as a multi-layered concept involving personal-
ity, self-actualisation, responsibility, safety and autonomy. Research on the out-
comes for students with intellectual disabilities attending university is in its early
stages. However, published research associated with descriptions of programmes
and stories of students who have attended university, and also ongoing research
(O’Brien, Bonati, Gadow, Slee, 2019) suggest that students grow in responsibil-
ity, confidence and demonstrate self-determination and autonomy reflecting the
subthemes of the conference. Further investigation of the drivers and facilitators
to inclusion within university settings for students with intellectual disability,
particularly international, would shed light on what can cross the divide and sus-
tain the encouraging outcomes. The positive effects for those with disability can
be observed specifically in the following areas: personality, self-actualisation,
responsibility, safety and autonomy.
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CROSSING THE HIGHER EDUCATIONAL DIVIDE FOR PEOPLE
WITH INTELLECTUAL DISABILITY

Abstract

In this paper university life for people with intellectual disability will be described across
international boundaries, with a particular emphasis on the model of inclusion at the University of
Sydney. How the latter model was developed, researched and implemented will be included in the
presentation followed by a critique of positive and challenging outcomes reported by universities
that have opened their doors to students with intellectual disability. The student voice and that of
lecturing staff will be digitally heard within the presentation exemplifying how unity in diversity
has enabled students to self-actualize, through increasing their responsibilities and autonomy as
adult learners. In keeping with the philosophy of the Maria Grzegorzewska University it will be
argued that inclusion at the higher education level means a “good university for all”. Within the
presentation the work of the Inclusive Research Network (IRN) at the Centre for Disability Studies
will illustrate how in real life both co-design and co-researching between people with intellectual
disabilities and people without can add to the concept of both building unity across diversity and
crossing the divide.

Keywords: people with intellectual disability, the model of inclusion at the University of
Sydney, self-actualize, responsibilities, autonomy, adult learners, the Inclusive Research Network
(IRN), the Centre for Disability Studies, co-design and co-researching between people with intel-
lectual disabilities and people without

POKONY WANIE PODZIALOW NA POZIOMIE SZKOLNICTWA WYZSZEGO
DLA LUDZI Z NIEPELNOSPRAWNOSCIA INTELEKTUALNA

Abstrakt

Artykut opisuje zycie uniwersyteckie ludzi z niepetnosprawnoscia intelektualng na $wiecie,
a w szczeg6lnosci skupia si¢ na modelu inkluzyjnym na Uniwersytecie w Sydney. Artykut przed-
stawia, jak 6w model byt stworzony, zbadany i wprowadzony w zycie. Nastepnie opisane zostaja
pozytywne rezultaty, ale takze 1 wyzwania, z jakimi mierza si¢ uniwersytety, ktoére otworzyly
swoje drzwi dla osob z niepelnosprawnoscia intelektualng. Wybrzmi glos zaréwno studentow,
jak 1 wyktadowcdow, ktorzy podkresla, w jaki sposob jedno$¢ w réznorodnosci umozliwila stu-
dentom samorealizacj¢ poprzez zwigkszanie ich wlasnej odpowiedzialnosci i autonomii. W zgo-
dzie z filozofia Akademii Pedagogiki Specjalnej im. Marii Grzegorzewskiej, artykul sugeruje,
ze integracja na poziomie szkolnictwa wyzszego oznacza ,,dobry uniwersytet dla wszystkich”.
Prace Sieci Badan Integracyjnych (Inclusive Research Network, IRN) w Centrum Studiéw nad
Niepetnosprawnosciag (Centre for Disability Studies) obrazuja, w jaki sposdb w zyciu codzien-
nym zaréwno wspoélne planowanie, jak i prowadzenie badan przez ludzi z niepetnosprawnosciami
z ludZzmi bez niepetnosprawno$ci moze przyczynié si¢ do idei budowy jedno$ci w réznorodnosci
oraz pokonywania podziatow.

Stowa kluczowe: ludzie z niepelnosprawnoscia intelektualna, model inkluzyjny na Uniwer-
sytecie w Sydney, samoaktualizacja, odpowiedzialno$¢, autonomia, dorosli studenci, Sie¢ Ba-
dan Inkluzyjnych (Inclusive Research Network, IRN), Centrum Badan nad Niepelnosprawnoscia
(Centre for Disability Studies), wspolne badania naukowe prowadzone przez ludzi z niepetno-
sprawnoscia intelektualna i bez niepelnosprawnosci

CNS nr 3(49) 2020, 53—62



,,CZLOWIEK — NIEPEENOSPRAWNOSC — SPOLECZENSTWO” ISSN 1734-5537

DOI: 10.5604/01.3001.0014.3576
CNS nr 3(49) 2020, 63-78

BEATA SZABALA*

FUNKCJONOWANIE ZAWODOWE OSOB
Z NIEPELNOSPRAWNOSCIA WZROKOWA -
UWARUNKOWANIA I MOZLIWOSCI WSPIERANIA

Wprowadzenie

Praca jest definiowana jako ,,celowe i zorganizowane dziatanie, w wyniku
ktorego przeksztalca si¢ rzeczywistos¢ (przedmioty, materialy, wiadomosci,
informacje), celem uzyskania nowych débr (wartosci), stuzacych zaspokojeniu
roznych potrzeb spoteczenstwa. Polega ona na wykonywaniu okreslonych za-
dan, w wyniku ktorych uzyskuje si¢ te dobra” (Majewski, 2004, s. 23). Anthony
Giddens (2006) podkresla, ze praca obejmuje zajecia o charakterze umystowym
i fizycznym, zmierzajace do tworzenia dobr i §wiadczenia ustug ukierunkowa-
nych na realizacj¢ ludzkich potrzeb. Wprawdzie praca zajmuje istotne miejsce
w zyciu kazdego cztowieka, lecz stosunek do niej poszczegdlnych ludzi jest
zrdznicowany. Podczas, gdy jedni traktuja ja autotelicznie — jako warto$¢ sama
w sobie, inni postrzegajg instrumentalnie, tzn. jako szans¢ na dostarczenie $rod-
kéw materialnych do realizacji potrzeb zyciowych. Sa tez ludzie, ktorych stosu-
nek do wykonywanej pracy ma charakter punitywny, co oznacza, ze utozsamiaja
ja z przykra koniecznos$cig zyciowa, a nawet ztem, ktore nalezy w miar¢ mozli-
wosci eliminowa¢ (Kozek, 1994, za: Rutkowska, Filipek, 2008).

Nie jestesmy w stanie przeceni¢ znaczenia pracy jako naturalnej formy ak-
tywnosci i podstawowego czynnika rozwoju dorostego czlowieka, takze do-
swiadczajacego niepetnosprawnosci. Trzeba jednak zdawac sobie sprawe z tego,
ze rolg pracy zawodowej w zyciu 0sob z niepetnosprawnos$cia nalezy rozpatry-
waé wieloaspektowo. Wlasciwie dobrana praca ma znaczenie terapeutyczne,
ktore ujawnia si¢ w nastepujacych zakresach:
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— zapewnienie warunkéw bytowych — stwarzanie okazji do uzyskania pelnej
lub znaczaco zwigkszonej niezaleznosci ekonomicznej, czego efektem jest
odcigzenie systemow ubezpieczen spolecznych i opieki socjalnej (Kobus-
-Ostrowska, 2018);

— stymulowanie aktywnosci zZyciowej — transfer aktywnosci z obszaru zawodo-
wego na zyciowy przeciwdziata biernosci w kontaktach spotecznych, powo-
duje poszerzenie grupy znajomych, przyjaciot (Majewski, 2008) oraz wdraza
do podejmowania decyzji i kierowania wlasnym zyciem (Stanko, 2009);

— rozwijanie strategii radzenia sobie — mobilizowanie wysitkéw zmierzajacych
do pokonywania trudnosci, poszukiwania innego sposobu wykonywania za-
dania, przetamywania barier emocjonalnych zwigzanych z otrzymywaniem
porad u innych (Majewski, 2008);

— poprawa stanu zdrowia — umozliwianie powrotu do czesciowej lub pelnej
sprawnosci, kompensowanie ograniczen wynikajacych z niepetnosprawno-
$ci, czego nastepstwem jest wyzsza jakos¢ zycia (Kwitok, 2017);

— nadawanie zyciu sensu — praca staje si¢ glowna wartoscia, dla ktorej warto
zy¢, pozwalajaca na ustalanie celow i regulujgca aktywno$¢ osoby z niepet-
nosprawnoscia, szczeg6lnie samotnej (Rutkowska, Filipek, 2008);

— ksztattowanie okreslonych aspektow osobowosci — zwigkszanie poczucia
wlasnej wartoSci, stabilizacja samooceny, rozwijanie kreatywnosci i obniza-
nie leku przed nowymi zadaniami (Kirenko, Sarzynska, 2010);

— stwarzanie warunkow do samorealizacji — rozwijanie aspiracji zyciowych
1 zawodowych, zapewniajacych osiggnigcie pewnego statusu zawodowego
oraz spolecznego (Stanko, 2009);

— zmiana wizerunku spolecznego — postrzeganie 0sob z niepelnosprawnoscia
nie przez pryzmat istniejgcej niepetnosprawnosci, lecz jako ludzi posiadaja-
cych okreslone kompetencje zawodowe, prawa i obowigzki (tamze);

— wzmacnianie integracji spolecznej — ksztaltowanie poczucia integracji z ota-
czajacym S$rodowiskiem spotecznym, zwlaszcza $rodowiskiem pracowni-
czym, poczucia przynaleznosci, bycia jednym z wielu innych pracownikéw
(Majewski, 2008).

Terapeutyczna rola pracy w zyciu osob z niepelnosprawnos$cig jest szero-
ko analizowana w literaturze przedmiotu, co starano si¢ syntetycznie uja¢ we
wprowadzeniu. Biorac pod uwage zatrudnienie wspomnianej grupy, niezwykle
istotne jest to, ze kwestie dotyczace funkcjonowania zawodowego maja swoje
odzwierciedlenie w wielu dokumentach prawnych. Ide¢ wiaczenia osob z niepet-
nosprawnoscia do aktywnego uczestnictwa w réznych obszarach zycia, a wigc
takze zawodowego, podkreslaja liczne dokumenty o charakterze migdzynarodo-
wym, np. Dyrektywa Rady Unii Europejskiej 2000/78/EC, Deklaracja Madryc-
ka (2002), Wspolnotowy Program Przeciwdzialania Spotecznemu Wykluczeniu
na lata 2002-2006, oraz krajowym, np. Konstytucja RP, Karta Praw Osob Nie-
petnosprawnych (Kobus-Ostrowska, 2018). Zwazywszy jednak na to, ze w Pol-
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sce praca jest wartoscig trudno dostepna dla wielu ludzi, rowniez mozliwosci
zatrudnienia 0sob z niepetnosprawnoscia sg w pewnym zakresie ograniczone.
Istnieje jednak w tym obszarze duze zr6znicowanie. Dotychczasowe analizy do-
tyczace funkcjonowania zawodowego osob z niepelnosprawnoscia prezentuja
szeroki zakres uwarunkowan. Wsér6d omawianych znajduja si¢ czynniki odno-
szace si¢ do wszystkich rodzajow niepetnosprawnosci, np. socjodemograficzne,
spoteczne, oraz wynikajace z istoty danej niepelnosprawnosci. Z taka sytuacja
mamy do czynienia m.in. w przypadku niepetnosprawnosci wzrokowej, ktorej
poswigcono prezentowane opracowanie. Skupiono si¢ w nim na analizie czyn-
nikow socjodemograficznych, medycznych, posiadanych umiejetnosciach, za-
sobach podmiotowych i spotecznych, by w ten sposob przedstawi¢ mozliwie
szeroki zakres uwarunkowan funkcjonowania zawodowego os6b niewidomych
i stabowidzacych. (W artykule zastosowano pisowni¢ faczna, zgodna z sugestia-
mi jezykoznawcow. Natomiast w tytutach prac zrodtowych zachowano pisowni¢
oryginalng). Ich syntetyczne uj¢cie ma nie tylko znaczenie dla teorii pedagogiki
specjalnej, gdyz wzbogaca stan wiedzy, lecz takze dla praktyki, poniewaz wska-
zuje na obszary wymagajace oddzialywan terapeutycznych. W tym kontekscie
zwrocono uwage na mozliwosci wspierania funkcjonowania zawodowego 0sob
z niepetnosprawnoscig wzrokowa.

Uwarunkowania funkcjonowania zawodowego 0s6b z niepelnosprawnoscia
wzrokowg

W dostepnych opracowaniach zwraca si¢ uwage na czynniki socjodemo-
graficzne, ktore moga wyznacza¢ funkcjonowanie 0sob z niepelnosprawnoscia
wzrokowa w analizowanym obszarze (m.in. La Grow, 2004; Lee, Park, 2008;
Darensbourg, 2013). Jednym z nich jest wiek. Yuh Jang ze wspotpracowni-
kami (2013), poddajac eksploracji osoby niewidome i stabowidzace (N = 313;
$rednia wieku: 37,86 lat), zauwazyli, ze mtodszy wiek badanych istotnie wig-
ze si¢ z aktywnoscig zawodowa. Niestety autorzy nie wyjasnili, jak rozumieja
mtlodszy wiek. Bardziej precyzyjna jest eksploracja zrealizowana przez Stevena
J. La Growa (2004), ktory ujawnit, diagnozujac czynniki zwigzane z funkcjo-
nowaniem zawodowym o0s6b niewidomych i stabowidzacych (N = 150; wiek:
18—63 lata), ze wskazniki pracujacych ustalone wérdd mtodszych respondentow,
ktorych wiek miesci si¢ w przedziatach 18—32 lata oraz 33—47 lat (odpowiednio:
42,5% 145,7%), sa wyzsze od wskaznika ustalonego wsrod respondentow repre-
zentujacych starsze grupy wiekowe, tj. powyzej 47. roku zycia (34,2%). Z ko-
lei Brandi L. Darensbourg (2013), realizujagc badania w bardzo licznej grupie
0s0b niewidomych i stabowidzgcych (N = 3610; wiek: 18—65 lat), zauwazyt, ze
wiek 36 lat lub ponizej jest najsilniejszym predyktorem ich zatrudnienia. Poza
tym w literaturze przedmiotu mozna takze odnalez¢ eksploracje wskazujace na
nieistotna role wieku w kontekscie aktywnosci osob niewidomych i stabowi-
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dzacych w obszarze zawodowym (Capella-McDonnall, 2005; Lee, Park, 2008;
Bell, Mino, 2015). Rownie niejednoznaczna sytuacja dotyczy udziatu zmiennej
ptci. Ik S. Lee i Soo K. Park (2008), poddajac badaniom 874 oso6b niewido-
mych i stabowidzacych (wiek: 18—65 lat), stwierdzili, ze pte¢ jest wazng zmien-
ng wigzacg si¢ z ich zatrudnieniem, przy czym mezczyzni istotnie czesciej niz
kobiety sa aktywni zawodowo. Verena R. Cimarolli i Shu-wen Wang (2006),
realizujgc eksploracje w grupie 97 osob niewidomych i stabowidzacych (wiek:
25—-64 lata), zauwazyly, ze wsérdd pracujacych jest znacznie wigcej mezezyzn,
natomiast wsrod niepracujgcych — kobiet. Podobne prawidtowosci ustalili takze
La Grow (2004) oraz Darensbourg (2013), podczas gdy inni autorzy wskazali na
brak powigzah pomigdzy picig a zatrudnieniem badanych niewidomych i sta-
bowidzacych (m.in. Capella-McDonnall, 2005; Shaw, Gold, Wolffe, 2007; Bell,
Mino, 2015; Jang i in., 2013).

Bardziej spojny obraz funkcjonowania zawodowego osob z niepeino-
sprawnos$cig wzrokowa zarysowuje si¢ w pracach analizujacych udziat takich
zmiennych socjodemograficznych, jak wyksztatcenie (m.in. La Grow, 2004;
Bell, Mino, 2015) i wczesniejsze doswiadczenia zawodowe (m.in. Capella-
-McDonall, Crudden, 2009; Joseph, Robinson, 2012). La Grow (2004), wy-
kazat, ze respondenci niewidomi i stabowidzacy legitymujacy si¢ wyksztal-
ceniem $rednim cze¢$ciej podejmujg prace niz respondenci bez wyksztatcenia
(odpowiednio: 70,4% i 45,8%). Z kolei Lee i Park (2008) ujawnili, ze posia-
danie co najmniej wyksztatcenia Sredniego zawodowego jest predyktorem
zatrudnienia badanych oséb niewidomych i stabowidzacych. Interesujace sa
ustalenia bedace efektem pracy Edwarda C. Bella i Natalii Mino (2015), kto-
rzy zrealizowali eksploracje w licznej grupie osob niewidomych i stabowidza-
cych (N = 1056; wiek: 18-70 lat). Autorzy zauwazyli, ze najwigksze szanse
na znalezienie pracy maja ci badani z niepetnosprawnos$cig wzrokows, kto-
rzy legitymujg si¢ wyksztatceniem prawniczym lub tytulem doktora (80%).
W nastepnej kolejnosci znalazty si¢ osoby z tytulem magistra (65%) badz li-
cencjata (59%). Natomiast najmniejsze szanse na aktywne funkcjonowanie
w analizowanym w obszarze majg badani, ktorzy ukonczyli wylgcznie szkote
$rednig czy tez zawodowa (36%). Poza tym réwniez inni autorzy wykazali, ze
mozliwo$¢ zatrudnienia wzrasta wraz z poziomem wyksztatcenia oso6b niewi-
domych i stabowidzacych (Cimarolli, Wang, 2006; Shaw, Gold, Wolffe, 2007;
Giesen, Cavenaugh, 2012).

Uwzgledniajac role wczesniejszych doswiadczen zawodowych, stwierdza
sig, ze s3 one pozytywnie powigzane z aktywno$cig zawodowa osob z niepet-
nosprawnosciag wzrokowa, o czym $wiadczy eksploracja Michele E. Capella-
-McDonall i Adele Crudden (2009), przeprowadzona wsrod 41 mtodych osob
niewidomych i slabowidzacych (wiek: 15-21 lat). Autorki ustality, ze badani
z doswiadczeniem zawodowym czgsciej podejmowali prace niz badani pozba-
wieni go (odpowiednio: 58,3% i 23,5%). Wniosek ten koresponduje z doniesie-
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niami, z ktorych wynika, ze doswiadczenie zawodowe zdobyte w okresie do-
rastania motywuje mtodych niewidomych i stabowidzacych do poszukiwania
bardziej wymagajacych i odpowiedzialnych prac. Umozliwia bowiem przyswa-
janie konkretnej wiedzy na temat Srodowiska pracy oraz rozwijanie kompetencji
niezbednych do efektywnego funkcjonowania w miejscu pracy, np. podejmo-
wanie decyzji, tempo wykonywania zadan (Joseph, Robinson, 2012). Poza tym
autorzy ujawnili, ze istotnym predyktorem aktywnosci zawodowej 0sob z nie-
petnosprawnoscia wzrokowg jest posiadanie zatrudnienia w momencie jej zdia-
gnozowania (Capella-McDonall, Crudden, 2009).

Czynniki medyczne tworzg kolejng grupe zmiennych, ktorg wielu badaczy
uwzglednito w prowadzonych eksploracjach. Analiza ich znaczenia dla funk-
cjonowania zawodowego 0sob niewidomych i stabowidzacych, w poréwnaniu
z kontekstem wyznaczonym przez czynniki socjodemograficzne, prowadzi
do bardziej jednoznacznych wnioskow, zwlaszcza odnosnie do czasu istnienia
niepelnosprawnosci wzrokowej (Leonard, D’Allura, Horowitz, 1999; La Grow,
2004) oraz wystgpowania dodatkowej niepelnosprawnosci (La Grow, 2004;
Lee, Park, 2008). Robin Leonard, Tana D’Allura i Amy Horowitz (1999), dia-
gnozujac czynniki ksztaltujace zatrudnienie 167 0s6b niewidomych i stabowi-
dzacych (wiek: 18—79 lat), ustalili, ze posiadanie wrodzonej niepelnosprawnosci
wzrokowej jest istotnie z nim powiazane, gdyz wyznacza podejmowanie pracy
zgodnie z posiadanymi umiejetno$ciami. Autorzy sugeruja, ze wazng funkcje
peini system rehabilitacji. Osoby z wrodzong niepetnosprawnos$cia z racji swojej
sytuacji sg wczes$nie poddawane odpowiednim oddzialywaniom, pozwalajagcym
na zdobycie umiejetnosci 1 kompetencji niezbednych w §rodowisku pracy, co
jednoczesnie sprawia, ze ich atrakcyjnos¢ jako pracownikéw przewyzsza analo-
giczng bedacg udziatem osob, u ktdrych niepelnosprawnos¢ wzrokowa pojawita
si¢ p6zniej. W tym kontekscie interesujagce wyniki uzyskat La Grow (2004),
ktoéry badajac osoby niewidome i stabowidzace, zauwazyt, ze zdiagnozowani
we wczesnym dziecinstwie (do 5. r.z)) maja wicksze szanse na zatrudnienie niz
zdiagnozowani w wieku 6-39 lat badz po ukonczeniu 40. roku zycia. Wskazniki
0s0b pracujacych ustalone dla poszczegolnych kategorii wiekowych wynosity
odpowiednio: 44,4%; 27,4%; 25%. Biorac pod uwagg wystgpowanie dodatkowe;j
niepetnosprawnosci, autor ujawnit, ze respondenci ze ztozong niepetnosprawno-
scig (28,1%) rzadziej sa aktywni zawodowo niz respondenci, u ktorych wyste-
puje wylacznie niepetnosprawnos$¢ wzrokowa (47,7%). Podobne prawidtowosci
stwierdzono takze w innych badaniach (Lee, Park, 2008).

Pewne zréznicowanie wynikow zauwaza si¢, analizujac role kolejnej zmien-
nej medycznej, a wigc stopnia niepetnosprawnosci wzrokowej. Wspomniani juz
Leonard, D’Allura i Horowitz (1999) ustalili, ze badani niewidomi cz¢$ciej niz
stabowidzacy podejmuja prace. Do podobnych ustalen doszedt Jang ze wspot-
pracownikami (2013), ktorzy takze poddali eksploracji respondentéw niewido-
mych i stabowidzacych. Autorzy zauwazyli, ze wérdd zatrudnionych masazy-
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stow przewazaja osoby niewidome (80%). Z innych prac wynika natomiast, ze
osoby stabowidzace, w poréwnaniu z niewidomymi, w wigkszym zakresie sg
aktywne w obszarze zawodowym. Na przyktad Alexander Shaw, Deborah Gold
i Karen Wolffe (2007), diagnozujac doswiadczenia mtodych os6b niewidomych
i stabowidzacych zwigzane z zatrudnieniem (N = 328; wiek: 15-30 lat), ujawni-
li, ze stabowidzacy niemal dwukrotnie czg¢Sciej niz niewidomi podejmujg prace
(odpowiednio: 36%; 19%). La Grow (2004) wykazal, ze wskazniki zatrudnie-
nia wérdéd badanych niewidomych i stabowidzacych sa znaczaco zréznicowane
i uzaleznione od zachowanej zdolno$ci widzenia. Wynosza one odpowiednio:
36% dla osob niewidomych i 64% dla osob stabowidzacych. Poza tym dost¢pne
sg inne doniesienia empiryczne, ktore wskazuja, ze respondenci stabowidzacy
znaczgco przewyzszaja niewidomych pod wzgledem aktywnos$ci w obszarze za-
wodowym (Lee, Park, 2008; Giesen, Cavenaugh, 2012; Darensbourg, 2013).

W literaturze poruszajacej problematyke funkcjonowania zawodowego
0s0b z niepelnosprawnoscia wzrokowa akcentuje si¢ znaczenie posiadanych
umiejetnosci, np. w zakresie postugiwania si¢ pismem (m.in. Leonard, D’Al-
lura, Horowitz, 1999; Bell, Mino, 2015). Leonard, D’Allura i Horowitz (1999),
ustalili, ze wykorzystywanie materialdow drukowanych przez respondentow
niewidomych i stabowidzacych jako glownego nosnika informacji sprzyja
podejmowaniu pracy. Natomiast Ron Ryles (1996), badajac osoby niewido-
me (N = 74; wiek: 18-55 lat), zauwazyt, ze postugiwanie si¢ pismem punk-
towym jest waznym predyktorem zatrudnienia. Okazato si¢, ze respondenci
wykorzystujacy pismo Braille’a jako gtéwny srodek przekazu i dostgpu do
informacji istotnie cze¢$ciej sg zatrudniani niz respondenci bedacy uzytkow-
nikami druku jako pierwotnego medium. Poza tym wigksze szanse na podje-
cie pracy majg osoby znajace pismo punktowe od dziecinstwa i postugujace
si¢ nim intensywnie jako poczatkowym nosnikiem informacji. Do podobnych
wnioskéw doszli takze Bell i Mino (2015). Autorzy ujawnili, Ze umiejetnos¢
postugiwania pismem Braille’a r6znicuje aktywno$¢ badanych niewidomych
w obszarze zawodowym. Uzytkownicy pisma punktowego, w przeciwien-
stwie do osob nie postugujacych si¢ pismem Braille’a, sg istotnie czgsciej
zatrudniani. Rolg znajomosci pisma punktowego w kontek$cie analizowane]
problematyki akcentujg w swoich pracach takze inni autorzy (Golub, 2006;
Lee, Park, 2008).

Wielu badaczy zawraca uwage na umiej¢tnosci 0sob z niepetnosprawnoscia
wzrokowg w zakresie postugiwania si¢ wspotczesnymi technologiami komu-
nikacyjnymi i informacyjnymi (m.in. Capella-McDonall, Crudden, 2009) oraz
orientacj¢ przestrzenng (m.in. Leonard, D’Allura, Horowitz, 1999) jako czyn-
niki zwigkszajace ich szanse na zatrudnienie. Capella-McDonall i Crudden
(2009), ustality, ze az 91% aktywnych zawodowo respondentow niewidomych
i stabowidzacych potrafi efektywnie korzysta¢ ze wspotczesnych technologii.
Szczegodlnie przydatna jest dobra znajomos¢ obstugi komputera (Lee, Abdul-
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lah, Mey, 2011). Li Zhou i wspotpracownicy (2013), realizujac eksploracje
wsrod 390 oséb niewidomych i stabowidzacych (wiek: 15-30 lat), stwierdzili,
ze badani wyzej oceniajacy swoje kompetencje w tym zakresie, w porownaniu
z badanymi nizej oceniajagcymi swoje umiejegtnosci, istotnie czesciej podejmu-
ja prace. Zwazywszy na to, ze wiele stanowisk pracy wymaga postugiwania
si¢ komputerem, technologie komunikacyjne i informacyjne pomagaja poko-
nywac¢ trudnosci zwigzane z praca zawodowa, np. konieczno$¢ zorganizowa-
nia transportu, przeczytania materiatu drukowanego, uzyskania informacji na
temat mozliwos$ci zatrudnienia. Analizujac natomiast mobilno$¢ osob niewi-
domych i stabowidzacych, Leonard, D’Allura i Horowitz (1999) ujawnili, ze
wigksze umiejetnosci w zakresie orientacji przestrzennej sprzyjaja aktywno-
$ci zawodowej. Do podobnych wnioskow doszli takze inni autorzy (m.in. Go-
lub, 2006; Lee, Abdullah, Mey, 2011). W tym obszarze problemowym intere-
sujace sg rowniez ustalenia Bella i Mino (2015). Autorzy zauwazyli, ze badani
niewidomi poruszajacy si¢ za pomocg biatej laski istotnie cz¢$ciej podejmuja
prace¢ niz ci, ktorzy jej nie uzywajg. Ponadto, w znacznie wickszym zakresie
sa zatrudniani respondenci wykorzystujacy laske sztywna, w przeciwienstwie
do postugujacych si¢ laska sktadang czy tez krotka.

Réwnie spdjny obraz funkcjonowania zawodowego 0sob z niepetnosprawno-
$cig wzrokowa zarysowuje si¢ w pracach analizujgcych udziat posiadanych za-
sobow podmiotowych (m.in. Cimarolli, Wang, 2006; Lee, Abdullah, Mey, 2011).
Capella-McDonall i Crudden (2009), badajac mlode osoby niewidome i stabo-
widzace, ustalily, ze poczucie umiejscowienia kontroli jest zmienng wigzgca si¢
z ich zatrudnieniem. Badani cechujacy si¢ kontrola wewnetrzng istotnie czesciej
podejmowali prace po ukonczeniu szkolenia zawodowego niz badani cechujacy
si¢ kontrolg zewnetrzng. Cimarolli i Wang (2006), zwrocity uwage na role lgku
i satysfakcji z zycia jako waznych czynnikow wyznaczajacych aktywnosé zawo-
dowa os6b niewidomych i stabowidzacych. Przeprowadzone badania wykazaty,
ze respondenci pracujacy, w poréwnaniu z niepracujgcymi, ujawniali istotnie
nizszy poziom lgku i znacznie wyzsza satysfakcj¢ z zycia. W tym kontekscie in-
teresujace wyniki uzyskali Melissa N. Lee, Yen Abdullah i See Ch. Mey (2011),
ktorzy objeli eksploracja niewidomych i stabowidzacych nauczycieli (N = 24;
wiek: 25-30 lat). W ich opinii, zasobami odgrywajacymi znaczaca role podczas
poszukiwania pracy przez osoby niewidome i stabowidzace sg optymizm, pew-
no$¢ siebie, prezno$¢ osobowa, rzetelnos¢, otwartos¢ (takze w odniesieniu do
niepelnosprawnosci). Tak szeroko pojmowana otwarto$¢ wigze si¢ z akceptacja
niepetnosprawno$ci. Osoby akceptujace ograniczenia wynikajace z uszkodze-
nia wzroku traktujg niepetnosprawnos¢ jako zrodto sity, dzigki ktorej potrafia
wykorzysta¢ wlasne umiejetnosci i efektywnie funkcjonowac na rynku pracy
(Jo, Chen, Koscieluk, 2010), gdzie pojawia si¢ konieczno$¢ przeprowadzenia
rzeczowej rozmowy z pracodawcg na temat niepetnosprawnosci wzrokowe;j,
posiadanych kompetencji, potrzeby dokonania niezb¢dnych adaptacji w miej-
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scu pracy itp. (Joseph, Robinson, 2012). Z ujawnionymi we wspomnianych ba-
daniach tendencjami nie koresponduja doniesienia dotyczace samooceny i de-
presji, z ktorych wynika, ze zarbwno poziom samooceny (Capella-McDonall,
Crudden, 2009), jak i depres;ji (Cimarolli, Wang, 2006) nie roznicuje aktywnych
i nieaktywnych zawodowo 0sob niewidomych i stabowidzacych.

Interesujacym dyskusjom podlega problematyka funkcjonowania zawo-
dowego 0sob z niepetnosprawnoscia wzrokowa w konteks$cie oddzialywania
czynnikow spotecznych. Zalicza si¢ do nich wsparcie spoteczne (m.in. Le-
onard, D’Allura, Horowitz, 1999; Lee, Park, 2008) oraz postawy pracodawcow
i wspotpracownikow (m.in. La Grow, Daye, 2005; Lee, Abdullah, Mey, 2011).
Leonard, D’Allura i Horowitz (1999), badajac osoby niewidome i stabowidza-
ce, ustalili, ze wsparcie otrzymywane przez nich od czlonkéw rodziny, przy-
jaciol, podczas poszukiwania zatrudnienia wigze si¢ z pomys$lnymi efektami
w tym zakresie. Poza tym okazalo si¢ znaczacym predyktorem podjecia pra-
cy, w ktorej zakres obowigzkow jest zgodny z posiadanymi umiejetnosciami.
Okreslone powigzania wskazujg zatem na konieczno$¢ uwzgledniania sieci
wsparcia spotecznego w procesie rehabilitacji, zwlaszcza wsparcia uzyskiwa-
nego od najblizszych, ktérzy motywuja osoby niewidome i stabowidzace do
aktywnosci w obszarze zawodowym. Warto w tym miejscu odwotac si¢ do
eksploracji Cimarolli i Wang (2006). Autorki zauwazyty, ze wsparcie spolecz-
ne jest zmienng, ktéra réznicuje respondentow niewidomych i stabowidzacych
pracujacych i niepracujacych. Osoby pracujace, w poroéwnaniu z niepracuja-
cymi, cechowaty si¢ istotnie wyzszym poziomem spostrzeganego wsparcia
spotecznego od przyjaciot oraz rzadszym do§wiadczaniem nadopiekunczosci
ze strony najblizszych. Rol¢ wsparcia spotecznego w kontekscie analizowanej
problematyki akcentujg w swojej pracy takze Lee i Park (2008), ktorzy badajac
liczng grupe osob niewidomych i stabowidzacych, ustalili, ze wsparcie prak-
tyczne od czlonkéw rodziny, w przeciwienstwie do wsparcia emocjonalnego
i informacyjnego, jest predyktorem ich zatrudnienia. Stwierdzona zaleznos¢
ma jednak charakter ujemny, co oznacza, ze wyzsze natgzenie percypowane-
go wsparcia praktycznego zmniejsza szanse badanych na znalezienie pracy.
Wyjasniajac ustalone powigzanie, autorzy zasugerowali, ze prawdopodobnie
wsparcie materialne, dzigki eliminacji trudnosci ekonomicznych, obniza mo-
tywacje ukierunkowana na podejmowanie zatrudnienia.

Wyrazng spojnos¢ stanowisk przyjmowanych przez poszczegdlnych auto-
row zauwaza si¢, analizujac role innego czynnika spolecznego ksztattujacego
aktywno$¢ w obszarze zawodowym 0sob z niepelnosprawnoscia wzrokows,
a mianowicie postaw pracodawcow 1 wspotpracownikoéw. Z dostepnych opra-
cowan wynika, ze dyskryminowanie os6b niewidomych i stabowidzgcych
przez pracodawcoéw 1 wspotpracownikow, ignorowanie ich umiejetnosci, nie-
zapewnianie warunkow bezpieczenstwa utrudniajg odnalezienie si¢ na rynku
pracy (La Grow, Daye, 2005; Lee, Abdullah, Mey, 2011; Joseph, Robinson,
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2012). W tym kontek$cie interesujace wyniki otrzymat Dawn B. Golub (2006),
ktoérego eksploracja dotyczyta modelu efektywnego zatrudniania oséb niewi-
domych i stabowidzacych. Autor objat badaniami 22 pracodawcéow, sposrod
ktérych 36,5% pracowato w instytucjach dziatajacych na rzecz osob z niepet-
nosprawnosciag wzrokowg. W proponowanym modelu pracodawcy wskazali
przede wszystkim na znaczenie wzajemnego przystosowania oraz czynnikow
spotecznych i kulturowych, ksztattujgcych harmonijng integracje pracowni-
kéw niewidomych i stabowidzacych. Oprocz koniecznosci poznania umiejet-
nosci takich pracownikow, ich mozliwosci, potrzeby dokonania stosownych
adaptacji na stanowisku pracy, pracodawcy wyakcentowali takze inne kwestie.
Znalazty si¢ wérod nich nastepujace dziatania: stawianie jednakowych wyma-
gan wszystkim pracownikom, stwarzanie warunkow utatwiajacych akceptacje
pracownikow niewidomych i stabowidzacych, edukowanie cztonkow zespotu,
zwlaszcza w kontek$cie mitow i stereotypow odnoszacych si¢ do osob z nie-
pelnosprawnoscia wzrokowa.

MozliwoS$ci wspierania funkcjonowania zawodowego os6b
Z niepelnosprawnoscia wzrokowg

Oczekiwaniom osob niewidomych i stabowidzacych w zakresie funkcjono-
wania zawodowego, uwarunkowanego licznymi czynnikami, wychodzi naprze-
ciw aktywizacja zawodowa, ktdra jest procesem polegajacym na uruchomieniu
zespotu specjalnych dziatan przez roznego rodzaju pomioty. Dziatania te wiaza
si¢ glownie z przygotowaniem do pracy, udzieleniem pomocy w wejsciu na ry-
nek pracy, zatrudnieniem okreslonych osob lub grup spotecznych. Na uwage
zashuguja tutaj dzialania, niejednokrotnie wieloletnie, ukierunkowane na przy-
gotowanie do pracy, np. po wczesniejszym okresie rehabilitacji zawodowej. Ak-
tywizacja zawodowa wymaga uwzglednienia wielu czynnikow, ktére doprowa-
dzaja do podjecia pracy i jej wykonywania (Garbat, 2013). Kluczowym aktem
prawnym w konteks$cie aktywizacji zawodowej jest Ustawa z dnia 27 sierpnia
1997 r. o rehabilitacji zawodowej i spotecznej oraz zatrudnianiu osoéb niepetno-
sprawnych, wraz z p6zniejszymi zmianami (Dz.U. 2019, poz. 1172), gdzie znaj-
duja si¢ regulacje dotyczace specjalnych potrzeb zawodowych 0séb z niepeino-
sprawnoscia.

W Polsce dziata wiele instytucji rzadowych, ktore aktywizujg i wspomaga-
ja zatrudnienie 0s6b z niepetnosprawnoscia wzrokowa. Wérdd nich znajduja
si¢: Panstwowy Fundusz Rehabilitacji Osob Niepelnosprawnych, Powiatowe
Centra Pomocy Rodzinie, Powiatowe Urzgdy Pracy, Miejskie Osrodki Pomo-
cy Spolecznej. Instytucje te proponuja réozne formy aktywizacji zawodowej. Sa
wsrod nich m.in.: refundacja kosztow poniesionych przez pracodawce zwigza-
nych z zatrudnianiem o0sob z niepetnosprawnos$cig oraz wyposazaniem dla nich
stanowisk pracy, wspotfinansowanie projektow realizowanych ze srodkéw po-
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mocowych UE (Panstwowy Fundusz Rehabilitacji Osob Niepelnosprawnych);
przyznanie osobom z niepetnosprawno$cig srodkow na podjecie dziatalno$ci
gospodarczej, refundacja wynagrodzenia oraz skladek na ubezpieczenie spo-
teczne pracodawcy zatrudniajacego osoby z niepelnosprawnos$cia (Powiatowe
Centra Pomocy Rodzinie); staze, przygotowanie zawodowe dorostych, szkolenia
(Powiatowe Urzedy Pracy); integracja zawodowa osob z niepetnosprawnoscia,
udzielanie pomocy na zakup sprzetu rehabilitacyjnego (Miejskie Osrodki Po-
mocy Spotecznej) (Kobus-Ostrowska, 2018). W aktywizacji zawodowej 0sob
z niepetnosprawnoscia wzrokowa istotne znaczenie majg takze organizacje po-
zarzadowe, ktore podobnie jak organizacje rzadowe, organizujg rozne formy
rehabilitacji zawodowej, prowadza szkolenia zawodowe, a takze szkolenia w za-
kresie zatrudniania. Najbardziej wartosciowe sg te dziatania, ktérych efektem sa
programy zmierzajace do podniesienia kwalifikacji zawodowych i zwigkszenia
mozliwosci zatrudnienia (Becker-Pestka, 2012). W literaturze przedmiotu opisy-
wane sg rozne przedsiewzigcia, w tym programy i projekty, realizowane w celu
aktywizacji zawodowej 0sob niewidomych i stabowidzacych (m.in. Czerwinska,
Zejmis, 2007; Konieczna, 2009; Majewski, 2011; Obtaczek, 2013; Wittich i in.,
2013; O’Mally, Antonelli, 2016; Kobus-Ostrowska, 2018).

Inicjatywy proponowane w ramach aktywizacji zawodowej 0sob z niepet-
nosprawnoscia wzrokowa powinny by¢ dopasowane do ich aktualnej sytuacji.
Dopasowanie to wigze si¢ nie tylko z konieczno$cig uwzglednienia stopnia
niepetnosprawnosci, lecz takze indywidualnych potrzeb odbiorcy uzaleznio-
nych np. od fazy radzenia sobie z utratg sprawnos$ci. Pracownicy zajmujacy
si¢ wspieraniem funkcjonowania zawodowego 0sob z niepetnosprawnoscia
powinni §wiadczy¢ m.in. nastgpujace ustugi: indywidualne doradztwo zawo-
dowe, indywidualne porady prawne, indywidualne porady psychologiczne,
udziat w grupach wsparcia, udzial w warsztatach psychologicznych, korzysta-
nie z pomocy trenera pracy, posrednictwo pracy, udziat w stazach, korzystanie
z informacji o systemie wsparcia zatrudnienia (Wolski, 2010). Szeroki zakres
proponowanych ustug wskazuje, ze w proces aktywizacji zawodowe]j osob
z niepetnosprawnos$ciag wzrokowa zaangazowanych jest wielu specjalistow,
wsrod ktorych nie moze zabraknac tyflopedagogow. Ich role i zadania doskona-
le ujeta Marzenna Zaorska (2015).

W polityce zatrudnienia realizowanej w odniesieniu do os6b niewidomych
1 stabowidzacych mozna wyrdznic€ trzy kierunki/formy aktywizacji zawodowe;:
zatrudnienie na otwartym rynku pracy, samozatrudnienie, zatrudnienie na chro-
nionym rynku pracy.

Pierwsza forma oznacza zatrudnienie m.in. w zaktadach produkcyjnych lub
uslugowych i jest wyrazem rzeczywistej integracji spotecznej 0sob z niepeino-
sprawnos$cig wzrokowa. Szczegdlnie cennym rozwigzaniem w tym obszarze jest
zatrudnienie wspomagane, czyli ,,specjalna forma zatrudnienia os6b z umiarko-
wanym i znacznym stopniem niepetnosprawnosci w zwyktych zaktadach pracy
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przy zapewnieniu potrzebnego wsparcia przez tzw. trenera pracy lub asystenta
pracy (jobcoach)” (Majewski, 2011, s. 42). Przez samozatrudnienie nalezy rozu-
mie¢ prowadzenie wlasnej dzialalnosci gospodarczej, natomiast zatrudnienie na
chronionym rynku pracy wigze si¢ z podjeciem pracy w specjalnych warunkach,
czyli w zaktadach pracy chronionej (tamze). Analizujac t¢ form¢ zatrudnienia,
trzeba pamigtac o tym, ze chroniony rynek pracy stanowi zagrozenie dla proce-
su integracji spotecznej, nie sprzyja przedsi¢biorczosci 0so6b z niepelnospraw-
noscig wzrokows i utrudnia rozwijanie kompetencji niezbednych do funkcjono-
wania w srodowisku 0sob petnosprawnych (Rimmerman, Morgenstern, 2003).

Niezaleznie od warunkow, w jakich pracujg osoby niewidome i stabowidzace,
kazdy rynek pracy moze by¢ przyktadem dobrych praktyk, ktdére mozna okresli¢
jako sposob pracy z osobami z niepetnosprawnosciag ukierunkowany na zwigk-
szenie ich kompetencji zawodowych oraz uzyskanie trwatego zatrudnienia, be-
dacego ostatecznym celem catego procesu aktywizacji zawodowej (Majewski,
2011; Kobus-Ostrowska, 2018). W literaturze przedmiotu podawane sg przykta-
dy dobrych praktyk wskazujacych na efektywne zatrudnianie oséb z niepetno-
sprawnos$cig wzrokowg na otwartym (Majewski, 2011; Oblaczek, 2013; Kobus-
-Ostrowska, 2018) i chronionym rynku pracy (Kobus-Ostrowska, 2018). Wazna
inicjatywa jest zatem promowanie pracodawcow, ktorzy zatrudniajg osoby nie-
widome i stabowidzace. Przedsiebiorcy ci sg najbardziej wiarygodna rekomen-
dacja, ktéra moze skutecznie motywowac innych pracodawcéw do podejmowa-
nia podobnych dziatan (Wolffe, Candela, 2002), co jest skutecznym narzedziem
w walce z istniejagcymi w tym obszarze stereotypami.

Planujac dziatania zmierzajace do wspierania funkcjonowania zawodowego
0s0b niewidomych i stabowidzacych trzeba pamietaé¢ o tym, ze z ich zatrud-
nienia wynikaja korzysci nie tylko dla nich samych. Zyskuja pracodawcy oséb
z niepelnosprawnos$cia wzrokowa, ich wspotpracownicy, a w szerszej perspek-
tywie rowniez cate spoleczefistwo. Jest to jednak bardzo duze wyzwanie dla
panstwa i organéw ponoszacych odpowiedzialnos¢ za aktywizacje zawodowa
0s0b z niepelnosprawnoscia (Becker-Pestka, 2012).

Zamiast zakonczenia

Praca ma istotne znaczenie w zyciu kazdego czlowieka. Przyjmuje sie, ze
osoby z niepelnosprawno$cig wzrokowa przypisuja jej wigkszg role niz osoby
petnosprawne, umieszczajac na wysokiej pozycji w systemie wartosci (Kuczyn-
ska-Kwapisz, 2009), co niewatpliwie powigzane jest z terapeutycznym znacze-
niem pracy. Niewidomi i stabowidzacy majg szerokie mozliwo$ci zawodowe. Sa
w stanie wykonywac wiele zawodow i zajmowac réznorodne stanowiska, a ich
funkcjonowanie w analizowanym obszarze wyznaczane jest przez liczne czyn-
niki, np. socjodemograficzne, medyczne, zasoby podmiotowe, posiadane umie-
jetno$ci. Zwazywszy na mozliwosci zawodowe osob z niepetnosprawnoscia
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wzrokowa, w literaturze przedmiotu nie wskazuje si¢ juz na zawody dostepne
dla tej grupy osob, lecz wymienia profesje, ktorych z oczywistych wzgleddéw nie
moga wykonywac, co oznacza, ze inne sg dostepne, chociaz pod pewnymi wa-
runkami (Majewski, 2009). Bardzo trafnym wyrazem tego stanowiska sg stowa
wieloletniego prezesa Amerykanskiej Federacji Niewidomych (za: Duda, Kukla,
Zajac, 2014, s. 110), ktory stwierdzit, Ze ,,przeci¢tna osoba niewidoma moze wy-
kona¢ przecigtng prace w przecigtnym zaktadzie pracy, tak samo jak jej widzacy
kolega, pod warunkiem, ze otrzyma odpowiednie przeszkolenie i stworzy si¢
jej odpowiednie warunki pracy”. Znamienne jest takze to, ze osoby z niepet-
nosprawnoscia, wykonujace zadania dostosowane do ich umiejetnosci, kompe-
tencji i mozliwosci, sg postrzegane jako wartosciowi pracownicy. Obowiazki
zawodowe wykonujg sumienne, z ogromnym zaangazowaniem, poswieceniem
1 oddaniem, szanuja prace i s3 odpowiedzialne, krotko mowigc — posiadajg wiele
zalet 1 umiejgtnosci. Badania prowadzone w tym obszarze problemowym po-
zwolity na okre§lenie atutow pracownikow z niepetnosprawnoscia, zaré6wno
niespecyficznych, jak i specyficznych. Znalazty si¢ wsrod nich m.in. nastgpu-
jace cechy: kwalifikacje merytoryczne, kompetencje osobiste i spoleczne, pra-
cowitos$¢, zyczliwo$¢ (Smoczynska, 2008, za: Becker-Pestka, 2012). Skutkuje to
tym, ze osoby z niepelnosprawnoscia, takze niepetnosprawnoscia wzrokows, sa
coraz czesciej doceniane jako pracownicy (Duda, Kukla, Zajac, 2014).

W Polsce wiele 0sob z niepetnosprawnoscia, ale takze petnosprawnych, ma
status bezrobotnego. Wprawdzie petnienie roli zawodowej przez osoby z niepel-
nosprawnoscig jest znaczaco utrudnione, jednak sg wsrod osob niewidomych
i stabowidzacych takie, ktore wykazuja duzg aktywnos¢ ukierunkowang na
zmiang swojej sytuacji zawodowej, wlaczajac si¢ w rozne inicjatywy mieszczace
si¢ w ramach szeroko pojmowanej aktywizacji zawodowej. Aktywizacja zawo-
dowa 0s6b z niepelnosprawnoscia jest procesem dwufazowym, ktory obejmuje
dziatania o charakterze wewn¢trznym i dziatania o charakterze zewnetrznym.
Pierwszy typ dziatan wigze si¢ z niwelowaniem barier motywacyjnych, rozpo-
znawaniem potrzeb, mozliwos$ci, zainteresowan zawodowych, okreslaniem go-
towosci do zmiany sytuacji zawodowej. Drugi typ dziatan dotyczy natomiast
likwidowania barier informacyjnych, co urzeczywistnia si¢ poprzez dostarcza-
nie wiedzy i1 ksztaltowanie umiejetnosci praktycznych w zakresie aktywnego
poszukiwania pracy i funkcjonowania w miejscu pracy. Mozna zatem przyjac,
ze aktywizacja zawodowa odnosi si¢ nie tylko do konkretnych dziataf, lecz
takze obejmuje nauke umiejetnosci i ksztattowanie postaw aktywnosci w od-
niesieniu do wlasnej sytuacji zawodowej (Mrzygtocka-Chojnacka, 2013, za:
Kleszcz-Ciupka, Drozd, Kornasiewicz, 2014).

W procesie aktywizacji zawodowej istotny jest sposob rekrutowania pra-
cownikow z niepelnosprawnos$cig wzrokowsa. Sytuacja na rynku pracy nie jest
zadnym uzasadnieniem dla praktyk polegajacych na proponowaniu stanowisk
o niskim wynagrodzeniu, niespelniajacych oczekiwan i zagrazajacych zdrowiu.
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Zatrudnienie niezgodnie z preferencjami i predyspozycjami zawodowymi jest
zjawiskiem bardzo niekorzystnym, gdyz hamuje rozwoj zawodowy i spoteczny.
Poza tym nalezy przywigzywac wigksza uwage do mozliwosci wspierania 0sob
niewidomych i slabowidzacych w procesie samozatrudnienia, ktore, podobnie
jak zatrudnienie na otwartym rynku pracy, jest zrodtem satysfakcji i tworczej
stymulacji rozwoju. Dzieki dobrze przeprowadzonemu treningowi zawodowe-
mu i konsultacji prawnej, ta forma aktywnosci zawodowej, moze sta¢ si¢ na-
rzgdziem pozwalajagcym odnalez¢ si¢ na rynku pracy (Kobus-Ostrowska, 2018).
W ostatnich latach coraz bardziej wzrasta rola jeszcze jednej formy zatrudnienia
pracownikow z niepetnosprawnoscig wzrokowg — telepracy. Jest to praca wy-
konywana przy pomocy nowoczesnych technik informatycznych i telekomuni-
kacyjnych, w dowolnej odlegtosci od miejsca, gdzie jest tradycyjnie rozliczana,
np. wprowadzanie danych do komputera, ttumaczenie tekstow (Majewski, 2011).

Analizujgc funkcjonowanie zawodowe osob niewidomych i stabowidzacych,
nalezy zauwazy¢, ze problem ich aktywizacji zawodowej w réoznym stopniu i za-
kresie znajduje si¢ w centrum zainteresowania instytucji dzialajacych w obszarze
zatrudnienia. Taka sytuacja wiaze si¢ z koniecznoscig wiaczenia wielu struktur
w proces realizacji zadan sktadajacych si¢ na aktywizacje zawodowa. Wzajem-
na wspolpraca oraz spdjne programy i plany dziatan sa gwarantem stworzenia
innowacyjnych i wlasciwych rozwigzan. Specyfika funkcjonowania 0sob z nie-
pelnosprawnoscia wzrokowa w spoleczenstwie wymaga wlasciwego podejs$cia
do zagadnien dotyczacych ich miejsca w przestrzeni zycia publicznego. Wspar-
cie ekonomiczne jest waznym rozwigzaniem, lecz niestety niewystarczajacym.
Istotne sg warunki do rozwoju. W polityce spotecznej zardwno rehabilitacja,
jak 1 zatrudnienie osob z niepetnosprawnoscia majg istotne znaczenie, gdyz sa
czynnikami sprzyjajacymi integracji (por. Becker-Pestka, 2012).
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FUNKCJONOWANIE ZAWODOWE OSOB Z NIEPELNOSPRAWNOSCIA
WZROKOWA — UWARUNKOWANIA I MOZLIWOSCI WSPIERANIA

Abstrakt

Praca ma istotne znaczenie w zyciu kazdego czlowieka. W literaturze przedmiotu podkresla
si¢, ze osoby z niepetnosprawnoscia wzrokowa przypisuja jej wigksza rolg niz osoby pelnospraw-

CNS nr 3(49) 2020, 6378


https://doi.org/10.1177%2F0145482X0309700906
https://doi.org/10.1177/0145482X9609000311
https://doi.org/10.1177%2F0145482X1310700609
https://doi.org/10.1177%2F0145482X1310700104

78 Beata Szabala

ne, co niewatpliwie powiazane jest z terapeutyczng funkcja pracy. Wprawdzie osoby niewidome
i stabowidzace sag w stanie wykonywac¢ wiele zawodow i zajmowac réznorodne stanowiska, lecz
ich aktywno$¢ zawodowa ksztaltuje si¢ bardzo r6éznie. Wobec tego warto blizej przyjrzec si¢
czynnikom wyznaczajacym efektywne funkcjonowanie osob z niepetnosprawnoscia wzrokowa
w analizowanym obszarze. Dokonujac przegladu dostepnej literatury, w artykule omdwiono m.in.
czynniki socjodemograficzne, medyczne, zasoby podmiotowe, posiadane umiej¢tnosci. Poza tym
zwrocono uwage na mozliwosci wspierania funkcjonowania zawodowego osob niewidomych
i stabowidzacych.

Stowa kluczowe: znaczenie pracy, niepelnosprawnos¢ wzrokowa, uwarunkowania funkcjono-
wania zawodowego, aktywizacja zawodowa

PROFESSIONAL FUNCTIONING OF PEOPLE WITH VISUAL IMPAIRMENT —
DETERMINANTS AND POSSIBILITIES OF SUPPORT

Abstract

Work plays a significant role in every person’s life. In the literature of the subject it is highlight-
ed that persons with visual impairment ascribe a greater role to it than persons without disabilities,
which is undoubtedly related to a therapeutic function of work. Even though visually impaired
persons or partly sighted ones are capable of performing many jobs and holding various positions,
their professional activity may take different forms. Therefore, it is worth taking a closer look at
the factors determining effective functioning of people with visual impairment in the researched
area. Based on the bibliographic review, the article focuses on the analysis of factors such as
socio-demographic and medical ones, personal resources and skills possessed, to name but a few.
In addition, the emphasis is placed on the opportunities for the support of professional activities
undertaken by visually impaired and partially sighted people.

Keywords: significance of work, visual impairment, determinants of professional functioning,
employment support policy
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WSPARCIE SPOLECZNE W ROZWIJANIU
KOMUNIKACJI JEZYKOWEJ SLYSZACYCH DZIECI
W NARRACJACH NIESLYSZACYCH RODZICOW

Wprowadzenie

Wystepowanie gtuchoty w rodzinie ma wptyw na wiele aspektow zycia ro-
dzinnego, m.in. na interakcje i zasoby w rodzinie, rodzicielstwo, potrzebg wspar-
cia spotecznego (Hintermair, 2000; Jackson, Turnbull, 2004). Na tamach prezen-
towanego artykutu zajeto si¢ problematyka wsparcia spotecznego w rozwijaniu
komunikacji jezykowej styszacych dzieci w narracjach niestyszacych rodzicow.
Styszace dzieci niestyszacych rodzicéw bywaja czasem okreslane akronimem
CODA od Children of Deaf Adults. Termin ten jednak, jak wyjasnia Urszula
Bartnikowska (2010, s. 91), ,,wydaje si¢ by¢ zarezerwowany dla osob identyfi-
kujacych si¢ ze spotecznosciag CODA, ktérzy uznaja, ze bycie styszacym dziec-
kiem niestyszacych rodzicow w znaczacy sposob wplyneto na ksztaltowanie
si¢ ich tozsamosci”. Stad uzywanie go nie zawsze bywa adekwatne, zwlaszcza
w odniesieniu do matych styszacych dzieci wychowywanych przez ghluchych
rodzicéw, ktore nie sg Swiadome swojej sytuacji, nie identyfikuja si¢ jeszcze
z odmienng kulturg, wynikajaca z uzycia odmiennego sposobu porozumiewania
si¢. Skrot CODA zostat wybrany przez Millie Brother, zatozycielke (w 1983 r.)
organizacji CODA International, ktorej gtdéwnym celem jest wsparcie i propago-
wanie wiedzy na temat doswiadczen styszacych dzieci gtuchych rodzicow (sze-
rzej: https:/www.coda-international.org). W Polsce, w roku 2010, powstalo Sto-
warzyszenie CODA Polska Styszace Dzieci — Niestyszacy Rodzice, zrzeszajace
osoby zainteresowane dzialalno$cig na rzecz styszacych dzieci niestyszacych
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rodzicow (szerzej: http:/www.codapolska.org). W tym artykule bardziej ade-
kwatnym okresleniem jest Kid/Kids of Deaf Adults, a wiec KODA — poniewaz
odnosi si¢ do dzieci w wieku do 17. r.z. (Czajkowska-Kisil, Klimczewska, 2016,
s. 6) i dlatego skrot KODA bedzie stosowany zamiennie z okresleniem ,,styszace
dzieci niestyszacych rodzicow”.

Szacuje sig, ze ponad 90% dzieci urodzonych przez niestyszacych rodzicow
styszy (Mitchell, Karchmer, 2004). Dzieci te sg z reguty dwuj¢zyczne (por. dwu-
jezyczno$¢é rownolegta, Kurcz, 2007) — postuguja si¢ jezykiem migowym lub/i
jezykiem fonicznym. Jednoczes$nie sa bimodalne (por. Emmorey, Borinstei,
Thompson, 2005) — w procesie odbioru i nadawania komunikatéw jezykowych
wykorzystujag modalno$¢ stuchowo-gtosowa lub/i modalno$¢ wzrokowo-gesto-
w3, co w konsekwencji moze wymusza¢ rowniez dwukulturowo$¢ — identyfika-
cje ze spolecznoscia osob styszacych i ksztattowanie tozsamos$ci osoby stysza-
cej lub/i identyfikacje ze spotecznoscig oséb ghuchych/Ghuchych i ksztattowanie
tozsamosci osoby ghuchej/Gluchej (por. Bartnikowska, 2010; Toohey, 2010; Za-
borniak-Sobczak, Perenc, 2017).

Problematyke specyfiki srodowiska jezykowego i jego znaczenia w proce-
sie rozwoju mowy i jezyka styszacych dzieci niestyszacych rodzicow omawiali
m.in.: Naomi B. Schiff, Ira M. Ventry, 1976; Michael L. Jones, Stephen P. Qu-
igley, 1979; Jacqueline Sachs, Barbara Bard, Marie L. Johnson, 1981; Judith
Murphy, Neil Slorach, 1983; Naomi B. Schiff-Myers, Harriet B. Klein, 1985;
Jeanne M. Johnson, Ruth V. Watkins, Mabel L. Rice, 1992; Marzenna Zaorska,
1996; Lorn Allsop, Jim Kyle, 1997; Jenny L. Singleton, Matthew D. Tittle, 2000;
Tim Brackenbury, Tiffany Ryan, Trinka Messenheimer, 2006; Ginger Bianca
Pizer, 2008; Urszula Bartnikowska, 2010; Erin N. Toohey, 2010; Laura Kanto,
Kerttu Huttunen, Marja-Leena Laakso, 2013; Malwina Kocon, 2019. W syste-
mie rodzinnym proces wymiany werbalnych i niewerbalnych sygnatow, celem
osiggniecia lepszego poziomu wspotdziatania, umiejscowiony jest w szerszym
kontekscie relacji miedzy wszystkimi cztonkami rodziny (Braun-Gatkowska,
1987; Radochonski, 1998; Harwas-Napierata, 2008; Krok, 2010; Gurba 2013;
Wach, 2016).

Zycie rodzinne jest uniwersalnym do$wiadczeniem niemalze kazdego czto-
wieka. Jednak Zzadna z dwoch oséb nie dzieli si¢ doktadnie tym samym do-
$wiadczeniem, czesciowo z powodu unikalnego wzorca komunikacji w kazdym
systemie rodzinnym. Wzorce komunikacji w rodzinie stuzg do konstruowania,
a takze odzwierciedlania, rodzinnych do$wiadczen. Jako cztonkowie rodziny
posiadamy pewne przekonania, ktore wptywaja na to, jak postrzegamy wiasng
rodzing i panujagce w niej wzorce komunikacji (Galvin, Braithwaite, Bylund,
2015). Autorzy ksigzki Family Communication. Cohesion and Change (2015)
przyjmujg podstawowe zatozenia dotyczace wspolczesnej rodziny:

1. Istnieje wiele sposobow na bycie rodzing. Zycie rodzinne jest tak réznorodne,
jak osoby, ktore tworza rodzing.
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2. Rodzina ,,doskonata” nie istnieje. Kazda rodzina musi walczy¢ o stworzenie
wiasnej rodziny, jako ze przez wiele lat przezywa dobre czasy i stresujace ja
czasy. Wszystkie rodziny sa pod wptywem wickszego kontekstu, w jakim
istnieja.

3. Komunikacja stuzy budowaniu i odzwierciedlaniu relacji rodzinnych. Odbywa
si¢ to przez porozumiewanie si¢, w czasie ktorego osoby definiuja swoja toz-
samos¢, negocjuja swoje relacje z innymi cztonkami rodziny, z resztg $wiata.

4. Komunikacja jest procesem, za pomocg ktorego cztonkowie rodziny tworza
i dzielg si¢ znaczeniami. Czlonkowie rozwijajg kulture relacyjng, wspolny
$wiatopoglad, ktory przyczynia si¢ do tworzenia dos¢ wyjatkowego systemu
komunikacji.

5. Rodziny socjalizujg cztonkéw do swoich podstawowych wartosci i przekonan
na temat istotnych aspektow zycia spolecznego, kwestii zyciowych, takich
jak: pte¢, zdrowie, mitos¢ i religia.

6. Rodziny obejmujg wiclopokoleniowe wzorce komunikacji. Cztonkowie sa
pod wplywem wzorcéw poprzednich pokolen, nawet jesli tworza one wiasne
wzory, ktore z kolei wpltywajg na przyszte pokolenia.

7. Rodziny odzwierciedlaja takze wzorce komunikacji kulturowej. Pochodzenie
rasowe 1 etniczne wptywaja na styl zycia i zachowanie, jak rowniez na normy
komunikacji, ktore z kolei wplywaja na przyszte pokolenia, chyba Ze zostang
one §wiadomie zmienione.

8. W dobrze funkcjonujacych rodzinach cztonkowie pracuja nad wzajemnym
zrozumieniem, uznajg, ze rozwoj 1 utrzymanie zwigzku wymaga wysitku.
Cztonkowie rozwijaja zdolno$¢ adaptacji, tworzenia relacji, radzenia sobie
z konfliktami, wigkszo$¢ z nich stara si¢ osiagnac cel efektywnej komunika-
cji (tamze, s. 16).

Wymienieni autorzy podkreslaja, ze wspotczesnie proba zdefiniowania,
czym jest rodzina, jest zadaniem niezwykle trudnym oraz ze nie istnieje szero-
ko uzgodniona definicja terminu ,,rodzina”. W ostatnich trzech dziesi¢cioleciach
rodziny zostaty opisane zgodnie z powigzaniami biologicznymi i prawnymi jako
sieci 0sOb, ktore mieszkajg ze sobg przez pewien czas, wspierajac si¢ nawzajem,
oraz jako grupy ludzi, ktérzy majg ze soba zwigzki matzenskie i/lub pokre-
wienstwa. Autorzy publikacji, analizujac literatur¢ naukowg dotyczacg rodziny,
zauwazaja, ze rodziny zmieniaja swoj rozmiar i ksztalt w calej swojej historii,
przez caly czas, lecz mimo zmian, rodzina nadal pozostaje rodzing (Stewart
iin., 1997, s. 245-246). Obecnie rodzing mozna postrzegac szerzej jako grupe
ludzi z przeszloscia, historia, rzeczywistoscig w terazniejszosci i oczekiwania-
mi w przysztosci, dotyczgcymi wzajemnego oddziatywania na siebie. Czlonko-
wie czesto, ale nickoniecznie, sg zwigzani przez dziedziczenie, prawne zwigzki
matzenskie, adopcje lub dobrowolne wigzi. Frederick S. Wamboldt i David. Re-
iss (1989, s. 728) definiujg rodzing jako ,,grupe intymng”, ktora generuje poczu-
cie tozsamosci domowej 1 grupowej, co wiagze si¢ z silnymi wig¢zami lojalnosci
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i emocji oraz do$wiadczeniem historii i przysztosci. W systemie rodzinnym
autorzy podkreslaja centralng role komunikacji we wszystkich aspektach zycia
rodzinnego. Obecnie rodzina staje si¢ coraz mniej ,,tradycyjna”, biorgc pod uwa-
ge wzrost liczby rodzicow samotnie wychowujacych dzieci, rodziny przybra-
ne, adopcyjne i rodziny prowadzone przez lesbijki albo gejowskich partnerow.
Wydtuza si¢ wiek zycia cztowieka, stad takze wiek podejmowania pierwszego
rodzicielstwa, poprawia si¢ stan zdrowia osob starszych, zmienia si¢ hierarchia
wartosci, prestiz spoteczny w zwigzku z rosngcym wyksztatceniem ludzi. Zmie-
niajg si¢ rowniez role spoteczne poszczegolnych cztonkdéw rodzin, w tym role
dziadkow, ktore sg ostatnimi sposroéd najwazniejszych rol tak zwanych przypi-
sanych, to znaczy nie wybieranych, ale narzuconych jednostce przez przynalez-
no$¢ do srodowiska rodzinnego: po roli dziecka, partnera seksualnego i rolach
rodzicielskich (Chodkowska, 2010).

Wsparcie spoteczne odgrywa istotng rolg w procesie normalizacji zycia kaz-
dej rodziny, zadna bowiem nie funkcjonuje w izolacji spotecznej. Srodowisko
spoleczne stanowi szczegodlne zrodto wsparcia dla rodzin obcigzonych niepel-
nosprawnoscia ktorego$ z jej czlonkéw. Brak racjonalnego i adekwatnego do
potrzeb wsparcia moze prowadzi¢ do patologizacji zycia rodzinnego (Krause,
2004). W badaniach witasnych, przyjmujac systemowe ujecie rodziny, zainte-
resowano si¢ sieciami wsparcia spotecznego na rzecz rodzin oséb z niepeino-
sprawnoscig stuchowa. W szczegdlnosci starano si¢ zrozumie¢, jakie znaczenie
w rozwijaniu komunikacji jezykowej KODA ma wsparcie spoteczne, od kogo
jest ono otrzymywane i najbardziej oczekiwane przez niestyszacych rodzicow.

Metoda

Badania realizowano w latach 2015/2016, 2016/2017 w ramach projektu ba-
dawczego ,,Gtuche” rodzicielstwo. Wybrane aspekty psychopedagogiczne funk-
cjonowania 0sob z wadg stuchu w roli rodzicow; badania statutowe — rozwoj
potencjalu badawczego (507) Wydzialu Pedagogicznego Uniwersytetu Rze-
szowskiego. Zebrany material badawczy zostal wykorzystany do opracowania
dwoch innych artykutéw (Zaborniak-Sobczak, Perenc, 2017; Zaborniak-Sob-
czak, 2020). Badania przeprowadzono zgodnie z zatozeniami badan jakoscio-
wych, w paradygmacie konstruktywistyczno-interpretatywnym, ktory przyj-
muje relatywistyczng ontologie — zaktada wielo$¢ rzeczywistosci, subiektywna
epistemologi¢ — poznajacy i badany wspottworza rozumienia, oraz naturali-
styczny zespot procedur badawczych, metodologicznych — badanie odbywa si¢
w naturalnym $rodowisku badanego (Denzin, Lincoln, 2009, s. 52). Celem cate-
go projektu badawczego bylo:

— poznanie, opis i zrozumienie przebiegu procesu wychowania jezykowego
dziecka styszacego, wychowywanego przez niestyszacych (migajacych) ro-

dzicow (szerzej w: Zaborniak-Sobczak, Perenc, 2017);
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— wylonienie, w subiektywnej perspektywie niestyszacych rodzicow, proble-

mow zwigzanych z:

e codzienng komunikacja jezykowa w relacji niestyszacy rodzic — styszace

dziecko (szerzej w: Zaborniak-Sobczak, 2020);

e wsparciem spolecznym otrzymywanym przez niestyszacych rodzicow
w zakresie rozwijania komunikacji j¢zykowej, adekwatnej do potrzeb sty-
szacego dziecka (ocena realnego wsparcia, wskazanie oczekiwan w tym
zakresie), co uczyniono przedmiotem opisu na tamach tego artykutu.

Wiodacg metoda badawczg byt wywiad narracyjny, ktory pozwolit odpowie-
dzie¢ na pytania o to, jak badani do§wiadczajg rzeczywistosci spotecznej. Wy-
wiad narracyjny koncentruje si¢ na historiach opowiadanych przez badanych,
jest subiektywnym sprawozdaniem z przebiegu calego zycia danej osoby — nar-
racja kompletna lub jego fragmentéw — narracja tematyczna. ,,Jest poznawcza
reprezentacja rzeczywistosci, w ktorej jednostka retrospektywnie porzadkuje
doswiadczenia, przedstawia siebie, swdj §wiat, zaistniate wydarzenia jako histo-
rie” (Kos, 2013, s. 96, por. Kvale, 2012).

Badania prowadzono wérdd pigciu rodzin Gluchych z wojewdodztwa matopol-
skiego. Uprzednio spotkano si¢ z kilkoma rodzinami (7) z wojewodztwa pod-
karpackiego. Rozmowy prowadzone podczas tych spotkan (w obecnosci thuma-
cza jezyka migowego) nie byly jednak odnotowywane, a jedynie sporzadzono
luzne notatki, stad material nie zostal wykorzystany do dalszych analiz.

Zatozono, ze uczestnikami badan beda doroste osoby niestyszace, posiada-
jace orzeczenie o niepetnosprawnosci z uwagi na gtuchote (03-L), wychowu-
jace styszace dzieci, w wieku od 2 do 18 lat — KODA. Po wstepnej rozmowie
z rodzing, przedstawieniu celu badania, uzyskano stowne zgody na spotkanie
i przeprowadzenie wywiadu. Wywiady prowadzono od stycznia do marca 2017
roku. Kazdy wywiad trwat $rednio do trzech godzin. Trzy wywiady prze-
prowadzono z niestyszagcymi rodzicami w ich mieszkaniach. Pozostate dwa
spotkania odbyly si¢ poza domem rodzinnym niestyszacych matek, poniewaz
ojcowie nie uczestniczg w wychowaniu dzieci. Wszystkie badane osoby zo-
staty poproszone o wyrazenie zgody na nagranie (audio-video) prowadzonego
wywiadu. Niestety, w wigkszosci przypadkéw badani nie wyrazili zgody na
nagrania, najczesciej thumaczac si¢ skrgpowaniem, checig zachowania wigk-
szej anonimowos$ci. W kazdym wywiadzie, prowadzonym i notowanym 0s0-
biscie przez autorke artykulu, uczestniczyl wykwalifikowany i doswiadczo-
ny ttumacz jezyka migowego, zatrudniony na podstawie stosownej umowy.
Prowadzaca badania, postuguje si¢ jezykiem migowym (SJM), z czego takze
korzystata w czasie wywiadow.
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Tabela 1. Charakterystyka badanych oséb

L Badani Stopien Wyksztalcenie Liczba dzieci
P- | (pteé, wiek w latach) | ubytku stychu | Y (pleé, wiek w latach)
1. A. (K 40) gleboki $rednie 1 (Ch13)
B. (M 45) gleboki zawodowe
2. C.(K>51) gleboki $rednie 1 (D 17)
3. D. (K 36) znaczny zawodowe 1 (D 12)
4. E. (K 42) umiarkowany $rednie 2(D8§,Ch5)
F. (M 47) gleboki $rednie
5. G. (K 3)5) znaczny zawodowe 2(D10,D5)
H. (M 40) gleboki $rednie

Legenda: K — kobieta, M — mezczyzna, Ch — chtopiec, D — dziewczynka. Imiona badanych zostaty
zmienione w ten sposob, ze inicjalom imion nadano kolejne litery alfabetu, celem ochrony danych
osobowych respondentow.

Zrédto: opracowanie wihasne.

Wyniki badan

Te czegs$¢ artykutu podzielono na cztery fragmenty, nadajac im osobne §rod-
tytuly. Prezentowany podziat jest odzwierciedleniem tresci, ktore wytonity sie
w narracjach badanych, zwigzanych z szeroko rozumiang problematyka wspar-
cia spotecznego otrzymywanego przez niestyszacych rodzicow w zakresie roz-
wijania komunikacji jezykowej KODA. Zabieg ten postuzyt przede wszystkim
zachowaniu porzadku i przejrzystosci catosci analiz (por. Bartnikowska, 2010;
Kijak, 2019; szerzej o procesie analizy, porzadkowania i prezentowania jako-
Sciowego materiatu badawczego pisze rowniez Dorota Podgorska-Jachnik, 2013,
s. 231 i dalej).

Pomoc w opiece nad malym styszacym dzieckiem, z uwzglednieniem
wsparcia rozwoju jego mowy i jezyka, w narracjach niesltyszacych
rodzicow

Naturalnymi dawcami wsparcia (w pierwotnym systemie wsparcia) sg cz¢sto
czlonkowie rodziny — blizsi i dalsi, jak dziadkowie, krewni (por. Kawczynska-
-Butrym, 1998).

,Babcia, dziadek [rodzice C. — przyp. M.Z.-S. tu i w pozostatych wypowiedziach
respondentow], jak W. [corka C.] ptakata w nocy, to mnie budzili.” (wypowiedz C.)

»lesciowa [badanej D.] pomagata w wychowaniu, gdy trzeba bylo i$¢ do lekarza,
co$ zatatwic, ale w domu to sama wychowywatam corke. Jeszcze bratowa, jest piele-
gniarka i ona tez pomagala na zewnatrz.” (wypowiedz D.)
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»Jak dziecko w nocy plakale, to tesciowa [matka H.] mnie budzila. Osiem lat
mieszkali$my razem. Poczatkowo babcia [matka H.] chodzila tez z dzieémi do le-
karza. Teraz lepiej jak mieszkaja osobno. To byta wazna pomoc, babcia [matka H.]
rozmawiala, opowiadala, czytala dzieciom, duzo méwila do wnuczek, mowita co
robi, uczyla je i opickowata si¢ dzie¢mi, gdy my byliSmy w pracy.” (wypowiedz E.)

Przypadki badanych C., D. i E. pokazuja, jak wazng rol¢ odegrali styszacy
rodzicie obecnie dorostych niestyszacych oséb, znajdujacych si¢ w nowej dla
nich roli — rodzicow. Przytoczone wypowiedzi wskazuja, ze zwlaszcza styszace
babcie (co pokazujg takze inne badania, por. Bartnikowska, 2010, s. 343 i da-
lej) czesciowo przejety funkceje opiekuncze nad niemowlgciem, jednoczesnie nie
odbierajac matce obszaru jej wlasnego dzialania w tym zakresie, a tym samym
przestrzeni do ksztattowania nowych umiejetnosci zwigzanych z macierzyn-
stwem. Reprezentowatly niestyszaca matke tam, gdzie mogty, jednoczesnie jej
nie wyreczajac.

Kolejny watek, na ktory zwrdcono uwage, zwigzany byt z nauka mowy wer-
balnej. Krewni, najczesciej dziadkowie, majac §wiadomo$¢ niepetnych kompe-
tencji w zakresie porozumiewania si¢ fonicznego 0sob niestyszacych, wspierali
takze ten aspekt rozwoju matego styszacego dziecka.

,»Okoto 1 r.z. W. [corka C.], a moze jak W. miata 2 lata, W. méwila z babcia [matka
C.], a do mnie zwracata si¢ przez gesty. Pierwsze migi to byto okoto 3 r.z.” (wypo-
wiedz C.)

»Pierwsze jednak byly stowa, gdy P. [corka D.] na przyklad ogladata ksigzeczki,
tesciowa [matka meza D.] zaczela do niej mowic i to ona wspierala ten jezyk. Jak
P. byta niemowlgciem, to ja do niej mowitam proste stowa, jak ptakata. [...] TeScio-
wa pomagala nauczy¢ méwic P. — wyjasniala stowa, zawsze byta w wychowaniu.”
(wypowiedz D.)

,Dziadkowie, babcia i dziadek — jedni i drudzy na zmian¢ mieszkaja na wsi i bardzo
pomagali, to byta wazna pomoc.” (wypowiedz E.)

»Jak D. [syn A. i B.] byl maty spedzat wakacje u dziadkow [rodzicéw B.]. Babcie
styszace to rozmawial z nimi. One ttumaczyly, co jest niebezpieczne. Ja mowitam
«uwazaj to jest niebezpieczney, ale nie umiatam ttumaczy¢, wakacje spedzat u babci
i moze ona thumaczyta.” (wypowiedz A.)

Babcie styszacych wnuczat, wychowywanych na co dzien przez niestysza-
cych rodzicow, majac juz doswiadczenia w zakresie wspierania rozwoju mowy
1j¢zyka wlasnych niestyszacych dzieci, odgrywaty istotng role w nauce mowie-
nia. Wiedziaty bowiem, co robi¢, jak wspiera¢ ten rozwoj, np. czytajac wnukom,
ttumaczac niezrozumiate dla nich stowa. Jak pisze Urszula Bartnikowska (2010,
s. 344), ,rodzice glusi, szczegdlnie postugujacy si¢ jezykiem migowym, cze-
sto nie sg w stanie sprosta¢ temu zadaniu rozwojowemu [nauka mowy — przyp.
M.Z.-S.]. Rowniez ci rodzice, ktérzy postugujg si¢ mowg moga mie¢ problemy
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w tym zakresie, poniewaz sposéb wypowiadania si¢ moze by¢ specyficzny [z tej
odmiennosci zdaja sobie sprawe objete badaniami wlasnymi osoby niestyszace:
»Corka (P.), jak byla mata pytata mnie dlaczego tak stabo mowie, ja thumaczy-
fam, ze nie stysze.” (wypowiedz D.) — przyp. M.Z.-S.]. Konieczne wydaje si¢
zatem pojawienie innych osob, ktore beda stanowily dla dziecka wzor postugi-
wania si¢ tym typowym dla ludzi styszacych srodkiem komunikacji”.

Znaczenie opieki logopedycznej nad malym slyszacym dzieckiem
w narracjach niestyszgcych rodzicow

W procesie opanowania przez dziecko podstaw jezyka moze pojawic si¢ wiele
trudnosci i watpliwosci, ktore niejednokrotnie budzg zainteresowanie wsrod ogo-
hu rodzicow. Czes¢ z identyfikowanych przez rodzicow probleméw w rozwoju
mowy 1 jezyka ich dzieci zaliczana jest przez specjalistow (logopedow, peda-
gogow, psychologdéw) do zachowan normatywnych (np. nieprawidtowosci arty-
kulacyjne w wielu poniemowlecym, bedace jednak zjawiskiem rozwojowym,
jak substytucje glosek czy ich elizje, p6zniej neologizmy dzieciece). Czgs¢ za-
chowan jezykowych ma jednak charakter pozanormatywny (np. znieksztatcenia
wymawianych glosek — realizacje zdeformowane, migdzyzgbowe), co wymaga
wsparcia logopedy. Niestyszacy rodzice maja znaczne trudnosci w identyfikowa-
niu tych zjawisk, a nastepnie wspieraniu prawidtowego rozwoju mowy i jezyka
swoich styszacych dzieci, stad niezbedna staje si¢ interwencja specjalistyczna.

»Dawno W. zgloszona byla do logopedy, ale ona powiedziata, Ze nie trzeba, poma-
gata babcia [w rozwijaniu mowy]. Potem, jak W. byta mata, to chodzila do poradni
logopedycznej, tam byla pani nauczycielka, ktora pomagata dzieciom uczy¢ si¢ to
byta poradnia dla gtuchych przy PZG.” (wypowiedz C.)

»D. [syn A. 1 B.] byl w zlobku od 1. r.z. i tam méwil, do domu przychodzili stu-
denci, co robili kurs jezyka migowego przy PZG — przychodzili i pomagali tez
w nauce D. Ta pomoc byta wazna, wszyscy byli zadowoleni z tego. D. jest styszacy
i potrzebowal pomocy, my — niestyszacy popelniamy btedy w jezyku, a inni ludzie
to zauwazaja i poprawiali D. — to byto dla nas wazne. Jak D. byl maty miat ok. 2, 3
lata, chodzit do logopedy i ona poprawiata btedy, bo ja nie wiem czy dobrze mowit.
Chciatam, zeby dobrze méwit, zeby mu dzieci nie dokuczaty, bo byly takie sytuacje
i on si¢ wtedy wstydzil.” (wypowiedz A.)

»Najpierw logopedka powiedziala, ze P. moze nie méwic, bo ok. 1. r.z. zaczeta
miganie, szybko tapata. Potem P. chodzila do logopedy jak miata 6 albo 7 lat, w ze-
rowce — wtedy kto$§ wystuchat, Zze Zle méwi i zaczeta chodzié, ale krotko, moze 3, 4
miesigce, potem pani z zerowki kontynuowata te ¢wiczenia, juz jak si¢ poprawito to
byt koniec. Bytam zadowolona z tej logopedy.” (wypowiedz D.)

»Przedtem jak K. [corka E. i F.] miata okoto 3,5 roku to przez 2 lata chodzila do lo-
gopedy, prywatnie, ja chciatam, zeby K. uczyta si¢ mowic. Teraz K. [syn E. i F] tez
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chodzi, bo przestat mowi¢. Chodzi do centrum pomocy osobom niepetnosprawnym.
Tam jest praca w zespole psycholog, logopeda, pedagog.” (wypowiedz E.)

,Nie mamy pomocy w nauce dzieci i to jest dla nas trudne, czasami kiedys przycho-
dzili studenci, teraz czasem babcia [matka H.]. O. [corka E. i H.] chodzi do logopedy
w przedszkolu 1 raz w miesigcu, ale logopeda mowi, ze O. stabo moéwi. D. [corka
E. i H.] tez chodzita do logopedy co 2 tygodnie od 2,5. r.z. do 5. r.z.” (wypowiedz E.)

Warto nadmienié, ze obserwacja corek D. 1 O. panstwa E. 1 H. wskazuje na
opozniony rozwoj mowy jednej z nich. Mtodsza corka O. (lat: 5,9) ma wymo-
we z licznymi substytucjami: [r] na [1], dentalizowane zgbowe i dzigslowe na
srodkowojezykowe, migkkie, miejscami ubezdzwigcznia, zauwaza si¢ agrama-
tyzmy, glos dzwieczny, dos¢ wysoki, typu dziecigcego. Starsza corka D. (lat:
10,6) ma obecnie prawidlowa wymowg, sporadycznie formutuje zdania agra-
matyczne, ma trudnos$ci na starcie mowy, z widoczng tendencja do ttumaczenia,
wyjasniania. Do rodzicéw chetniej od siostry miga O. — mniejszy udziat w jej
wychowaniu mieli dziadkowie. D. miga niech¢tnie, wstydzi si¢, mimo ze rodzi-
ce namawiajg ja do takiego sposobu komunikowania sie.

Niestyszacy rodzice, czy to z wlasnej inicjatywy, czy tez za sugestiag krew-
nych, w procesie rozwijania mowy i jezyka swoich matych styszacych dzieci
korzystaja z zasobow instytucji wspierajacych — najczesciej poradni logopedycz-
nych. Stad wazne wydaje sig, by poradnie te, czgsto znajdujace si¢ przy klubach
Polskiego Zwigzku Gtuchych, obejmowaly swa opieka réwniez dzieci styszace.
Niezwykle istotne sg réwniez profilaktyczne badania lekarskie zwigzane z bi-
lansem dziecka i czujnos$¢ lekarza pediatry, takze w zakresie obserwacji malego
pacjenta w aspekcie rozwoju jego mowy i jezyka. Mate styszace dziecko niesty-
szacych rodzicow, nieobjete jeszcze z reguty zadng opiekg instytucjonalna, na-
razone bywa na niewystarczajacy monitoring i wsparcie, stymulacje w zakresie
rozwoju mowy i jezyka.

Nauczyciele i ich rola we wsparciu styszacych dzieci niestyszacych
rodzicow w narracjach respondentéw

Panstwo E. i H. zwracaja szczegdlng uwage na role szkoly w wychowaniu
ich styszacych corek, wskazujac jednoczesnie, ze pomoc ta jest zdecydowanie
za mala i nieadekwatna do potrzeb. Na pytanie o to, co nauczyciele w szkole
mogliby zrobi¢ odpowiadaja:

»Wiecej, dtuzej uczy¢, zeby w domu nie byto nauki, zeby nauczyciele indywidual-
nie wyjasniali watpliwosci, bo ja nie umiem, nie wiem. Jak D. [corka E. i H.] byta
w szkole, to potem ja si¢ pytam, jakie ma oceny, a ona mowi, ze dobre, sprawdzam
w komputerze 1 widzg ze stabe. Do $wietlicy nie chce chodzié¢, pani ma duzo dzieci
i nie ma czasu zeby pomoc indywidualnie D. Pedagog szkolny nie chce pomagac.”
(wypowiedz H.)

CNS nr 3(49) 2020, 79-93



88 Malgorzata Zaborniak-Sobczak

»Pytam pani wychowawczyni, zeby kto§ pomogt dziecku w odrabianiu zadan,
a pani wychowawczyni odestata mnie do $wietlicy, a corka nie chce tam chodzi¢. Na
przyktad zeszyt lektur — D. [corka E. i H.] musi sama nad tym pracowac, bo my nie
wiemy, nie potrafimy jej pomoc.” (wypowiedz E.)

Rodzice niestyszacy wskazuja takze na biernos¢ nauczycieli, na trudnosc¢ za-
dan, ktdra niekiedy przekracza mozliwosci dzieci.

,»W nauce pomagata trochg babcia dawniej, a teraz W. (corka C.) ma korepetycje.”
(wypowiedz C.)

,»P. [corka D.] ma teraz stabe oceny, to tes¢ zalatwil pania korepetytorke, ktora
pomaga w nauce, thumaczy jej. P. nie traktuje powaznie tego, co ja jej mowie, thuma-
cz¢. Ta pani przychodzi odptatnie 2 lub 3 razy w tygodniu po 1 godzinie. Przedtem
przychodzili wolontariusze, ale nieregularnie.” (wypowiedz D.)

»leraz dziadek [ojciec F.] przychodzi codziennie i odbiera dzieci, pomaga tez w na-
uce, czasami przez telefon.” (wypowiedz E.)

Z narracji niestyszacych rodzicow wylania si¢ obraz niewystarczajacej po-
mocy plyngcej ze sSrodowiska edukacyjnego placowek oswiatowych. Wydaje sig,
ze styszace dzieci niestyszacych rodzicow nie sg objete w szkotach odpowiednia
do ich potrzeb pomocg psychologiczno-pedagogiczng. Pomoc psychologiczno-
-pedagogiczna polega na rozpoznawaniu i zaspokajaniu indywidualnych potrzeb
rozwojowych i edukacyjnych ucznia oraz jego mozliwosci psychofizycznych
i czynnikow Srodowiskowych wplywajacych na jego funkcjonowanie w pla-
cowce, w celu wspierania potencjatu rozwojowego i stwarzania warunkéw do
aktywnego i pelnego uczestnictwa ucznia w zyciu przedszkola, szkoty i pla-
cowki oraz w §rodowisku spotecznym (Rozporzadzenie MEN z dnia 9 sierpnia
2017, Dz.U. 2017, poz. 1591, § 2). KODA moga wymaga¢ pomocy psychologicz-
no-pedagogicznej w procesie edukacji z powodu niedostatecznie opanowanego
jezyka, podobnie jak uczniowie dwukulturowi czy dwujezyczni, stajac si¢ tym
samym uczniami o specjalnych potrzebach edukacyjnych (por. Czajkowska-Ki-
sil, Klimczewska, 2016). Wsparcie zatem nie tylko dziadkow, logopedow, lecz
takze nauczycieli wydaje si¢ niezbedne, celem prawidtowego przebiegu procesu
rozwoju mowy i jezyka styszacych dzieci niestyszacych rodzicow.

Jezyk migowy w komunikacji ze styszacym dzieckiem w narracjach
niestyszacych rodzicow

W narracjach badanych rodzicow wylonit si¢ jeszcze jeden watek dotyczacy
kwestii jezyka. Tym razem dotyczyt on jezyka migowego, czyli jezyka prefero-
wanego przez rozmowcow.

,,Babcia [matka C.] nie miga, ale miga W. [corka C.] i to jest dla mnie wazne, ze zna
ten jezyk, ze mozemy porozmawiaé.” (wypowiedz C.)
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,»Chciatabym, zeby corka nauczyta si¢ migac, zeby tez rodzina widziata, Ze styszace
dziecko umie migaé, bo ani teSciowie, ani moja mama nie potrafia miga¢. Prosi-
fam moja mame, zeby nauczyla si¢ miga¢, ale ona mi thumaczyta, ze mnie kocha,
ale nie ma czasu na nauke, bo ma czworo dzieci. Oddata mnie do internatu, tam
nauczytam si¢ miga¢. W domu bytam na uboczu i teraz tez jestem, nie rozumiem, co
mowig. Teraz tak samo jest, oni razem, ja mam swoje zycie — inne. Oni nie chcieli
sie¢ nauczy¢ migaé. Glusi sa dyskryminowani, spychani na bok, czasem jestem cie-
kawa, o czym rozmawiaja, ale nie chca mi thumaczy¢, wigc juz nie pytam. Jak juz
mieszkalam w internacie to rodzice nie pozwolili mi na zycie towarzyskie, bali si¢
o mnie. Jak wracatam z internatu, to nie mogtam nigdzie chodzi¢. Nic nie wiedzia-
tam, oni nie prébowali mi niczego ttumaczy¢.” (wypowiedz D.)

»INasi rodzice nie uczyli si¢ migaé, tylko mowili. Nauczyciele w szkole nie pozwa-
lali miga¢ i rodzicom tez zabraniali. Nasi rodzice, widzac jednak, ze migamy, nie
denerwowali si¢. Tylko moi rodzice [F.] nie chcieli, zebym migat w miejscach pu-
blicznych. Teraz K. [corka E. 1 F.] wstydzi si¢ miga¢ na ulicy, a K. [syn E. i F.] jeszcze
maty, to nie rozumie i si¢ nie wstydzi.” (wypowiedz E. i F))

Stosunek do jezyka migowego styszacych dzieci uzalezniony jest nie tyl-
ko od postaw niestyszacych rodzicow wobec komunikacji migowej, lecz przede
wszystkim od 0s6b z najblizszego otoczenia rodziny — wspierajacych te rodzing,
np. dziadkéw, krewnych. Jezeli osoby z najblizszego otoczenia nie akceptujg mi-
gowych sposobow komunikacji, wowczas styszace dzieci (wnuki, krewni) moga
mie¢ slabsze umiejgtnosci w zakresie jezyka migowego. Dzieci w kontaktach ze
styszacymi czlonkami rodziny naturalnie dostosowuja formy komunikacji. Wy-
bierajg formy foniczne, jezyk migowy moze by¢ traktowany marginalnie, takze
z powodu braku akceptacji takiego sposobu komunikacji przez styszacych czton-
kow rodziny, ktdrzy nie nauczyli si¢ migaé (por. Mallory, Zingle, Schein, 1993).

Zakonczenie

Komunikacja w rodzinie petni zasadnicza funkcj¢ scalajaca i regulujaca dzia-
tania cztonkow rodziny. Prawidtowy proces porozumiewania si¢ powoduje, ze
ludzie wymieniaja migdzy soba informacje, dziela si¢ swoimi emocjami, prze-
zyciami, obawami. Komunikacja petni funkcje regulujaca zycie w rodzinie. Za
jej pomoca mozna rozwigza¢ konflikty, doskonali¢ funkcjonowanie zycia ro-
dzinnego. Nietypowa komunikacja w rodzinie bedzie miala miejsce wowczas,
gdy jej czlonkowie, z powodu chociazby réznych mozliwosci percepcyjnych
i realizacyjnych (Grabias, 1997) beda musieli postugiwac si¢ mniej typowy-
mi kodami jezykowymi, r6zne bedg ich potrzeby i preferencje w tym zakre-
sie. Proces nabywania kompetencji jezykowych i komunikacyjnych, nastepnie
umiegjetnosci jezykowych (tamze), ich doskonalenie, s3 procesem wymagajacym
stalego uczestnictwa w komunikacji z uzyciem okreslonego jezyka. Odmienna
jest zatem sytuacja rozwoju i doskonalenia mowy i jezyka styszacych dzieci nie-
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styszacych rodzicow. KODA obserwuja sposob porozumiewania si¢ Gluchych
rodzicow — za pomoca jezyka migowego, a jednoczesnie maja peilne zdolnosci
percepcyjne i realizacyjne, by naby¢ umiej¢tnosci komunikowania sie w jezyku
fonicznym. Niezbe¢dny staje si¢ zatem udziat osob trzecich we wspieraniu roz-
woju mowy i jezyka dziecka — najczesciej dziadkow i krewnych, ale takze lo-
gopedow i nauczycieli. Od tych ostatnich wymaga si¢ zrozumienia specyficznej
sytuacji jezykowej, w jakiej znajduja si¢ styszace dzieci niestyszacych rodzicow
i uruchomienia niezbgdnej pomocy psychologiczno-pedagogicznej w celu dal-
szego stymulowania mowy i jezyka tak, by dziecko bez przeszkoéd mogto naby-
wac wiedze 1 umiejetnosci na podstawie jezyka fonicznego.

W procesie szeroko rozumianego wsparcia spotecznego nalezy u§wiadamiac
niestyszacych rodzicow, ze ich styszace dzieci moga opanowac biegle jezyk migo-
wy (mnigjszosci) oraz jezyk foniczny (wickszo$ci), jednak dzieci nie moga by¢ po-
zostawione ,,same sobie” w procesie nabywania jezyka fonicznego. Wazne jest, aby
w procesie wychowania jezykowego korzysta¢ z do§wiadczenia 0sob styszacych,
krewnych, profesjonalistow (nauczycieli, logopedow), od mozliwie wczesnych
lat zycia dziecka (w tym celu mozna przyktadowo zorganizowaé¢ w warunkach
domowych pomoc styszacej opiekunki (por. strategie nauczania dzieci drugiego
jezyka, strategia: osoby, miejsca, czasu, przemienna — Kurcz, 2007), mozliwie
szybko zapisa¢ dziecko do ztobka, nastepnie przedszkola, umozliwi¢ dziecku ko-
rzystanie z zaje¢ logopedycznych (np. w poradni psychologiczno-pedagogicznej,
poradniach logopedycznych czesto dziatajacych przy osrodkach Polskiego Zwigz-
ku Gluchych). Podkresli¢ nalezy, ze nie mozna podwaza¢ kompetencji rodziciel-
skich, w tym jezykowych i spotecznych, niestyszacych rodzicow, jedynie z po-
wodu ich gluchoty. Nalezy ich jednak, w miar¢ mozliwosci, wspiera¢ w procesie
wychowania jezykowego styszacych dzieci. Istotne jest, aby styszace osoby z oto-
czenia dzieci (np. dziadkowie, krewni, nauczyciele, logopedzi) wspieraty takze
komunikacje w jezyku migowym i rozumiaty, Ze jest to sposob porozumiewania
si¢ dziecka z niestyszacymi rodzicami (por. znaczenie prestizu jezyka w rozwoju
dwujezycznosci, tamze). Brak mozliwosci komunikacji z rodzicami moze mieé¢
powazne konsekwencje psychologiczne (Bene, 1977; Halbreich, 1979). Dlatego
nalezy organizowaé dzieciom kontakty z roznymi osobami niestyszacymi, w tym
z dzie¢mi gluchymi (migajacymi), doskonali¢ komunikacje w jezyku migowym,
np. przez udziat w imprezach kulturalnych dla oséb ghtuchych/Gluchych. Osoby
z otoczenia spotecznego dziecka (niestyszace i styszace) powinny szanowac wza-
jemnie swojg odrebnos¢ jezykowa/kulturowa, a takze dawac dziecku poczucie
bezpieczenstwa i mozliwo$¢ budowania dwujezycznej tozsamosci.
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WSPARCIE SPOLECZNE W ROZWIJANIU KOMUNIKACJI JEZYKOWE]J
SEYSZACYCH DZIECI W NARRACJACH NIESEYSZACYCH RODZICOW

Abstrakt

W artykule omdéwiono znaczenie komunikacji dla zycia rodzinnego, a nastepnie ukazano
wage wsparcia spotecznego w rozwijaniu komunikacji w $rodowisku jezykowym tworzonym
przez niestyszacych rodzicow wychowujacych styszace dzieci. Niezbedny wydaje si¢ tu udziat
0s0b trzecich, przede wszystkim najblizszych styszacych krewnych — dziadkow, takze specjali-
stow — logopedow i nauczycieli.

Stowa kluczowe: komunikacja jezykowa, styszace dzieci niestyszacych rodzicow (KODA),
wsparcie spoteczne

SOCIAL SUPPORT IN DEVELOPING VERBAL COMMUNICATION FOR
HEARING CHILDREN IN THE NARRATIVES OF DEAF PARENTS

Abstract

The article discusses the meaning of communication for family life, and then shows the impor-
tance of the social support process in developing this communication in the lingual environment
created by deaf parents bringing up hearing children. The participation of third parties seems to
be necessary here, above all the closest hearing relatives — such as grandparents, and also special-
ists — speech therapists and teachers.

Keywords: verbal communication, hearing children of deaf parents — Kid/Kids of Deaf Adults
(KODA), social support
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Wprowadzenie

Gminy, powiaty i wojewodztwa jako jednostki samorzadu terytorialnego sa
zobligowane do oferowania i praktycznego realizowania dziatan wpierajacych
oraz pomocowych wobec przedstawicieli grup i srodowisk defaworyzowanych —
w tym takze 0sob z niepelnosprawnosciami. Jest to wyraz polityki opartej o de-
centralizacje struktur panstwa. Niepetnosprawnos¢ w perspektywie spotecznej,
a co za tym idzie takze administracyjnej czy samorzadowej, jest wcigz rozpatry-
wana w ramach problemu spotecznego. Potwierdza to procedura opracowywa-
nia przez gminy Strategii rozwigzywania problemow spotecznych i lokowanie
w nich zagadnien dotyczacych niepetnosprawnosci.

W polityce spotecznej realizowanej wobec oséb z niepetnosprawnosciami na-
lezy rozrézni¢ terminy: niepefnosprawnii niepetnosprawnosc. ,,Niepetnospraw-
ni rozumiani s3 jako okreslona grupa funkcjonujaca w danej spolecznosci i wy-
miarze czasowo-przestrzennym. Niepetnosprawnos¢ interpretowana jest z kolei
jako zjawisko, ktéremu nalezy zapobiega¢, ale tez antycypowacé jego powstawa-
nie, rozwdj 1 skutki” (Kotaczek, 2010, s. 29). Przyjmuj¢ wiec, za Tadeuszem Ma-
jewskim (1994, s. 35), ze osoba z niepetnosprawnos$cig (osoba niepetnosprawna)
to jednostka, ,,w przypadku ktorej istotne uszkodzenie albo obnizenie sprawno-
$ci funkcjonowania organizmu powoduje utrudnienie, ograniczenie lub wrecz
uniemozliwia wykonywanie zadan zyciowych oraz wypelnianie rol spotecznych
wynikajgcych z jej wieku, plci oraz czynnikéw spotecznych, srodowiskowych
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oraz kulturowych”. Definicja ta jest szczegolnie trafna, gdyz wieloaspektowo
oraz z uwzglednieniem kontekstu spotecznego i kulturowego (bardzo waznego
dla kazdego cztowieka) przedstawia sytuacje i gtowne problemy 0séb z niepel-
nosprawnoscia.

Podejscie do 0sdb z niepetnosprawno$ciami na przestrzeni dziejow przeszto
znaczacg ewolucje (por. Kulbaka, 2012). Byta (i wciaz jest) to droga zmierzajaca
w kierunku respektowania praw do godnosci i poszanowania oraz wilaczania
w nurt zycia spotecznego. Wspotczesnie propagowane i wdrazane sa przedsig-
wzigcia i dzialania oparte na partnerstwie i wzajemnym szacunku. Oczywistym
jest, ze cze$¢ z nich przyjmuje posta¢ pozorna, majgcg niekiedy za gtéwny cel
inne interesy, niz dobro oso6b z niepelnosprawnosciami. Jednakze w wielo$ci
roznych dzialan zawsze znajda si¢ te autentyczne, ktore sprzyjaja rozwojowi
obecnie propagowanego nurtu inkluzji spoteczne;.

Dos¢ trudna pozostaje zmiana wzglednie trwatych postaw spolecznych i wy-
obrazen, nacechowanych falszywymi stereotypami. Cztowiek czgsto nie jest
nawet $wiadomy tego, ze posiada okreslone oczekiwania w stosunku do innych
ludzi. Jego prawdziwe nastawienie staje si¢ widoczne wtedy, gdy jaka§ osoba
nagle nie odpowiada danym normom, nie wypetnia oczekiwan, czy nie posiada
wszystkich cech, ktore byty jej dedykowane (Lejzerowicz, Ksigzkiewicz, 2012).
Spory tocza si¢ nie tylko w aspekcie realnych postaw i stosunku petnospraw-
nych wobec 0s6b z niepelnosprawnosciami, lecz takze w aspekcie etyki jezyka
i okreslen stosowanych wobec tej grupy, np. pojgcie osoba niepetnosprawna ver-
sus osoba z niepetnosprawnoscia (por. Przytuska-Fiszer, 2013).

Niewystarczajgcym jest juz oferowanie przez jednostki samorzadow teryto-
rialnych dzialan pomocowych czy wspierajacych, bezposrednio adresowanych
do 0s6b z niepetnosprawnosciami. Wazna jest edukacja i aktywizacja zr6znico-
wanych $srodowisk i grup wchodzacych w sktad gminy, powiatu czy wojewodz-
twa. Chodzi o edukacje spolecznosci lokalnej na temat niepetnosprawnosci. Do
realizacji takich zamierzen i celéw jednostki samorzadu terytorialnego wyko-
rzystuja wspotczesnie podejscie o charakterze strategicznym.

Przedtozone opracowanie sktada si¢ z czterech czg¢sci. W pierwszej z nich do-
konano charakterystyki gminnych Strategii rozwigzywania problemow spotecz-
nych, a'w drugiej bioekologicznej teorii systemow Urie Bronfenbrennera. Sedno
opracowania stanowi czg¢$¢ trzecia, w swoim zakresie obejmujgca prezentacje
wynikow badan wlasnych. To badania dotyczace zapiséw i wynikajacych z nich
przedsigwzig¢ o znamionach inkluzji, adresowanych do oséb z niepetnospraw-
nosciami i ulokowanych w Strategiach rozwigzywania problemow spotecznych.
Catos¢ podsumowuja konkluzje zestawione w czwartej czesci.

Celem tego artykutu jest rozpoznanie zapisow i wynikajacych z nich dziatan
inkluzyjnych, przeznaczonych dla os6b z niepelmosprawnos$ciami, zapisanych
w Strategiach rozwigzywania problemow spolecznych powiatow zywieckiego
(14 gmin) oraz cieszynskiego (12 gmin). Celem jest ponadto rozpatrzenie wspo-
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mnianych zapisow na podstawie bioekologicznej teorii systemow Urie Bronfen-
brennera.

Strategie rozwigzywania problemow spolecznych jako narzedzia pomocne
w kreowaniu lokalnej polityki inkluzyjnej

Termin ,,strategia” uzywany byt gtéwnie na potrzeby dziatan o charakterze
militarnym, wojskowym lub politycznym. Dopiero w XX w. znalazt zastosowa-
nie w teorii oraz praktyce szeroko rozumianego zarzadzania organizacja. Prze-
miany ustrojowe zapoczatkowane w 1989 r. sprawity, ze gminy, a po 1999 r.
takze powiaty, staly sie pewnego rodzaju samodzielnymi organizacjami, ktore
dzialaja w zro6znicowanych i zmiennych warunkach (m.in. demograficznych,
gospodarczych, politycznych). Potrzebuja dtugookresowych planéw dzialania,
by zagwarantowac stalo$¢ w realizacji wyznaczonych celow. Planowaniem
strategicznym dla potrzeb gminy okresla si¢ podejmowanie systematycznych
i cigglych dziatan, podczas ktorych samorzad przewiduje i planuje przysztose,
a takze dokonuje analizy zmian zachodzacych w otoczeniu, obiera priorytetowe
cele rozwoju, okreslajac odpowiednie etapy i procedury ich realizacji oraz realne
zasoby stuzace do ich osiagnigcia (Krzyszkowski, Przywojska, 2011).

Etymologicznie termin ,,strategia” pochodzi od greckiego stowa ,,strategos”,
ktore jest zbitka: ,,stratds” 1 ,,agein”. ,,Strat6s” oznaczato armie¢ roztozong obo-
zem, a ,agein” przywodztwo. Stowo ,.strategds” opisywalo wigc kogos, kto
przewodzil armii i tworzyl plan walki (Obtoj, 2001). Obecnie strategia uchodzi
za jeden z podstawowych instrumentéw zarzadzania. W najbardziej ogdlnym
swietle bywa utozsamiana z celowym i zamierzonym dziataniem (Oblgj, Trybu-
chowski, 2006). Definicji wyjasniajacych podstawowy zakres tego pojecia jest
wiele. Przyktadowo George A. Steiner, John B. Miner i Edmund R. Gray (1986,
s. 5, cyt. za: Obtgj, Trybuchowski, 2006, s. 127) uwazaja, ze: ,,Podjecie strategii
odnosi si¢ do formutowania glownych misji, zamierzen i celow organizacyjnych;
polityki i programéw osiggania ich; metod niezbgdnych, aby strategie zostaly
wdrozone dla osiaggnigcia celow organizacyjnych”. Herbert Simon (1976, s. 163,
cyt. za: Obtoj, Trybuchowski, 2006, s. 127) charakteryzuje ja jako ,,ciag de-
cyzji okreslajacych zachowanie w pewnych przedzialach czasu”. Strategia jest
skrupulatnym i wnikliwym planem dzialania o jasno wyznaczonych celach oraz
okreslonych zasobach, ktére moze wykorzysta¢ organizacja lub jednostka do
podjecia dziatan w wyznaczonym do tego obszarze. Dobre strategie powinny
respektowa¢ ponadto wymiar czasowo-przestrzenny, gdyz konstruowane sg na
dang kadencje, podczas ktorej panujg okreslone warunki.

Tworzenie przez gminy lokalnych strategii rozwigzywania probleméw spo-
tecznych jest jednym z instrumentéw tworzenia spdjnosci spotecznej (Hrynie-
wiecka, Lipke, 2011). Strategie rozwigzywania problemow spotecznych przed-
stawia si¢ jako ,,uogolnione, stosunkowo trwale i czesto — cho¢ nie zawsze
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realizowane w toku dziatalnosci prowadzonej przez wyspecjalizowane organi-
zacje, wzory interwencji spotecznych” (Frieske, Poptawski, 1999). Niczym od-
krywczym jest to, ze zasadniczym powodem ich tworzenia przez gminy jest
przymus prawny wnikajacy z art. 17 Ustawy z dnia 12 marca 2004 o pomo-
cy spotecznej (za: Krzyszkowski, Przywojska, 2011), ktéry na te najmniejsze
jednostki samorzadu terytorialnego naktada obowiazek opracowywania wspo-
mnianego dokumentu. To niekiedy przyczynia si¢ do niepozadanego zjawiska
pozorowania zawartych w strategiach dziatan.

Lokalna polityka spofeczna oznacza taka dzialalno$¢ jednostek samorzadu
terytorialnego, ktéra zaspokaja potrzeby wszystkich cztonkow spotecznosci
lokalnej. Nalezy wiec dokladnie rozpoznaé potrzeby mieszkancéw z niepel-
nosprawnoscia (ktorzy takze reprezentuja zroéznicowane warstwy spoteczne)
1 okresli¢ priorytety zwigzane z podejmowanymi aktywnosciami (Glabicka,
2013). Taki stan rzeczy dobrze wpisuje si¢ w rozwoj inkluzji spotecznej, ktora
przeciwdziata spotecznemu wykluczeniu. Inkluzja jest rozumiana jako wigcza-
nie poszczegdlnych jednostek lub grup (gtownie tych zagrozonych spotecznym
wykluczeniem i defaworyzowanych) do mozliwie petnego uczestnictwa w Zyciu
spotecznym. O efektywnie przebiegajacym procesie inkluzji mozna mowi¢ wte-
dy, gdy osoby funkcjonujace w okreslonej przestrzeni czujg si¢ zintegrowane
z dang spolecznoscia i w petni uczestnicza w jej zyciu (Fidelus, 2016) oraz ni-
welowane sa skutki negatywnej stereotypizacji i postaw. W tym przypadku cele
spotecznej inkluzji, jak i realizacji polityki spojnosci, ktérej narzedziami moga
by¢ Strategie rozwigzywania problemow spotecznych, sa ze soba zbiezne i1 do-
brze si¢ dopetniajace. Wedle strategicznych zatozen podejmowane sg na roznych
poziomach proby aktywizacji spotecznej i zawodowej takich grup oséb oraz
udzielanie im fachowej pomocy doradczej, terapeutycznej czy psychologicznej
(Glabicka, 2013).

Przygotowanie dobrej Strategii rozwigzywania problemow spotecznych wy-
maga od przedstawicieli jednostek samorzadéw terytorialnych znacznego na-
ktadu czasu poswieconego na wnikliwa diagnozg¢ potrzeb srodowiska lokalnego
oraz zaangazowanie w procedure jej opracowywania instytucji i podmiotéw
zewnetrznych, ktore zajmuja si¢ fachowym poradnictwem czy udzielaniem
wsparcia konkretnego typu. Zdaniem Michata Porowskiego (1998, s. 43) tworzy
to ,,sie¢ powigzanych ze soba stuzbowo lub funkcjonalnie albo pozostajacych
w uktadach komplementarnych urzedow, organizacji pozarzagdowych, niesfor-
malizowanych grup zadaniowych badz pojedynczych oséb, ktore z profesjo-
nalnego obowiazku, na zasadzie wolontariatu czy z wilasnej woli i wlasnym
sumptem realizujg w granicach swojej kompetencji, pod kontrolg prawa lub
tylko sumienia dziatania polegajace na pomaganiu cztowickowi w odzyskaniu
poczucia wlasnej wartosci, unikaniu skutkow bezradnosci, usprawnieniu lub
odzyskaniu zdolno$ci spotecznego funkcjonowania przez odpowiednio dobrane
czynnosci wspierajace, wyreczajace, ochraniajace, rehabilitacyjne czy korekeyj-
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ne, a takze tworzeniu makrostrukturalnych i srodowiskowych warunkéw po-
trzebnych do osiggnigcia tych celow”.

Prawidtowo skonstruowana Strategia rozwigzywania problemow spotecz-
nych moze by¢ narzgdziem szczego6lnie przydatnym oraz porzadkujacym wspo-
mniane kwestie. Powinna by¢ czytelna przede wszystkim dla odbiorcéw pro-
ponowanych w niej rozwigzan, a lokowane w niej aktywnosci by¢ wlasciwie
realizowane oraz odpowiednio umotywowane. Tylko w taki sposob dzialania
proponowane przez jednostki samorzadu terytorialnego moga si¢ faktycznie
przyczyni¢ do wspomagania nurtu inkluzji, co za tym idzie podnie$¢ jakos¢
zycia 0sob dotknigtych niepelnosprawnoscia.

Bioekologiczna teoria systemow Urie Bronfenbrennera — podstawowe
zalozenia

Cho¢ bioekologiczna teoria systeméw Urie Bronfenbrennera jest powszech-
nie znana z r6znych opracowan, to jednak w aspekcie podjetej problematyki
warto przypomniec jej podstawowe zatozenia. Bedg one przydatne do klasyfi-
kacji i uporzagdkowania materiatu badawczego zgromadzonego na potrzeby tego
opracowania.

Srodowisko spoteczne jawi sie jako twor, w ktorym w sposob kontekstowy
przebiega rozwoj jednostki. Niewatpliwie istnieje staty, dynamiczny obustron-
ny 1 wzajemny zwigzek miedzy rozwijajaca si¢ osobg a otoczeniem, w ktérym
przyszto jej funkcjonowaé (Brzezinska, 2005). Urie Bronfenbrenner i Ann
C. Crouter (1983, za: Brzezinska, 2005) srodowisko rozwoju ujmuja jako: zwigz-
ki miedzy ludzmi, szczegdlnie w rodzinie (jak u Zygmunta Freuda); pole psy-
chologiczne, przestrzen zyciowa (jak u Kurta Lewina); wewnetrzna konstruk-
cja umystowa (jak u Jeana Piageta); socjalizacja w kontekscie kulturowym (jak
u Granville Stanley’a Halla); zbiér symbolicznych interakcji (jak w szkole chi-
cagowskiej symbolicznego interakcjonizmu, z ujeciem socjalizacji podkresla-
jacym role ,,znaczacych innych” w rozwoju jednostki zarowno w rodzinie, jak
1 poza nig); czy kontekst kulturowy, ze szczegodlna rola bardziej zaawansowa-
nych uczestnikow kultury (np. dorostych), petniong wzgledem mniej zaawanso-
wanych (np. dzieci) i podkreslaniem roli mowy w rozwoju czlowieka (jak u Lwa
S. Wygotskiego).

Bronfenbrenner (1979, za: Brzezinska, 2005) traktuje srodowisko spoteczne,
w ktorym funkcjonuje cztowiek jako uktad wzajemnie oddziatujacych na sie-
bie podsystemdw, umiejscowionych jedne w drugich (jak rosyjskie lalki — ma-
trioszki). Analizujac wptyw otoczenia na jednostke, podkresla, ze:

— kazdy cztowiek w indywidualny dla siebie sposéb spostrzega i interpretu-
je otoczenie, w ktorym funkcjonuje i to jest ,,jego rzeczywistos¢”, w ktorej
podejmuje rézne dziatania, samodzielnie lub przy partycypacji innych osob,
kazdy cztowiek rozwija si¢ wiec w innym $rodowisku i w innym kontekscie;
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— wplyw otoczenia moze by¢ bezposredni — zwigzany z tym, z kim i w jakie
interakcje wchodzi jednostka w danym siedlisku oraz posredni — zdarzenia
i sytuacje w innym siedlisku, w ktéorym sama jednostka bezposrednio nie
uczestniczy, a nawet nie funkcjonuje na zasadzie obserwatora majg na nig
jednak wplyw albo przez innych uczestniczacych w nich ludzi (powigzanych
z ta jednostka), albo poprzez stwarzanie w ten sposéb warunkéw do dziata-
nia zarowno samej jednostce, jak i powigzanych z nig ludzi; to co si¢ dzieje
w jednych siedliskach oddzialuje na to, co dzieje si¢ w innych;

— jednostka w czasie swojego zycia zmienia Srodowiska (siedliska), w ktorych
funkcjonuje, zajmuje wtedy inna pozycj¢ spoteczng, uczy si¢ petnienia no-
wych ro6l, wchodzi w odmienne interakcje, podejmuje nowe dzialania, okre-
slane to bywa ,,przesunicciem ekologicznym”;

— wyréznia si¢ pig¢ rodzajow systemow, w ktorych rozwija si¢ jednostka: mi-
krosystem, mezosystem, egzosystem, makrosystem, chronosystem (tamze).
Mikrosystem to ta czg¢s¢ srodowiska spotecznego osoby, z ktorg ma ona bez-

posredni kontakt. Charakterystyczne jest dla niego to, ze zachodzg w nim wza-

jemne bezposrednie relacje migdzy cztonkami. Mniejsze srodowiska mikrosys-
temu okreslane sa jako siedliska (setting). Najczesciej ich egzemplifikacja sa:
dom rodzinny, ztobek, przedszkole, grupa rowiesnicza. Mezosystem odnosi si¢
za$ nie tylko do okreslonego srodowiska czy siedliska, lecz takze do powigzan
oraz wzajemnych zaleznosci migdzy poszczegdlnymi siedliskami mikrosyste-
mu. Ujmuje on $cistg zalezno$¢ miedzy tym, co si¢ dzieje w jednym siedlisku

a tym, jak osoba funkcjonuje w kazdym z nich. Egzosystem to z kolei $rodo-

wisko, w ktorym osoba nie uczestniczy bezposrednio, lecz uczestniczag w nim

inni cztonkowie jego mikrosystemu. Egzosystem ma wptyw zar6wno na mi-

krosystem, jak i poszczegolne jego siedliska. Makrosystem rozumiany jest jako

polityka panstwa, ktora przektada si¢ na kwestie gospodarcze, ekonomiczne,
kulturowe czy oswiatowe — czyli wszystkie obszary zycia cztowieka wchodzace

w sktad sfery spotecznej. Chronosystem pojawil si¢ w koncepcji Bronfenbren-

nera jako ostatni. Zwigzany jest on z czasowym wymiarem do§wiadczen osoby.

Laczy si¢ z kontekstem historycznym, ktory kreuje terazniejszo$¢ zycia, warun-

ki gospodarcze, kulturowe, spoteczne. Moga nimi by¢ np. kryzys gospodarczy,

zmiana ustrojowa, postep techniczny (Chrzanowska, 2015).

Osoby z niepelnosprawnos$ciami, funkcjonujac w spoteczenstwie w interak-
cjach z innymi ludzmi czy organizacjami, znajdujg si¢ cz¢sto w trudnych sytu-
acjach deprywacji, przecigzenia i zagrozenia. Wspolczesny §wiat szczegolny
nacisk ktadzie na warto$ci o charakterze utylitarnym. Konkurencja i trudna
sytuacja, chociazby na rynku pracy, przyczyniaja si¢ do powstawania licznych
barier odnoszacych si¢ do 0s6b z niepetnosprawnosciami, ktore czgsto stabiej
bronig swoich praw lub z géry skazuja si¢ na niepowodzenia (Stochmiatek,
2004). Bioekologiczna teoria systemow Urie Bronfenbrennera bedzie przy-
datna do przeprowadzenia swoistej diagnozy sytuacji oséb z niepelnospraw-
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nosciami na terenach gminnych. Rozpatrzenie na jej podstawie omawianego
obszaru najmniejszych jednostek samorzadu terytorialnego umozliwi rozpo-
znanie uwarunkowan i zaleznosci, ktore determinujg spoleczno-gminne funk-
cjonowanie 0sOb z niepetnosprawnos$ciami na poziomie wyrdznionych przez
Bronfenbrennera systemow. Interesujaco wydaje si¢ przedstawia¢ ponadto za-
gadnienie dotyczace zapiséw i dziatan zwigzanych z szeroko pojeta inkluzja
0s0b z niepetnosprawnosciami, ktore lokowane sa przez wtodarzy gminnych
w Strategiach rozwigzywania problemow spotecznych. Zweryfikowanie zapi-
sow przez pryzmat bioekologicznej teorii systemow pozwoli na ich uporzadko-
wanie oraz ukazanie wzajemnych powigzan migdzysystemowych, ktore przy-
czyni¢ si¢ moga do poprawy sytuacji spotecznej (na poziomie spotecznosci
lokalnych) osob dotknigtych niepetnosprawnoscia, a takze upowszechnienie
dobrych praktyk.

Koncepcja badan wlasnych

Stanistaw Kowalik (2007) wskazuje, ze w rozwigzywaniu problemow i barier

o charakterze psychospotecznym tak samo wazne sg oddziatywania skierowane

na osob¢ usprawniang, jak i na ludzi, ktérzy tworza jej spoteczne srodowisko.

Kieruje uwage na zalozeniowo bliskg teorii Bronfenbrennera koncepcije¢ eko-

systemow spolecznych opracowang przez Juliana Rappaporta (por. Rappaport,

1977). Osoba z niepetnosprawnoscia zwykle jest mniej lub bardziej uwiklana

we wilasny ekosystem spoteczny. Jesli te wigzi sg silne, wowczas ekosystem ma

duze mozliwos$ci regulowania aktywnosci swych cztonkéw. Z kolei, gdy uwikta-
nie w ekosystem jest niewielkie, wowczas w zasadzie znikajg jakiekolwiek moz-
liwosci wywierania wptywu. Stanistaw Kowalik (2007) proponuje uwzglednic¢

w procesie rehabilitacji nastgpujace postulaty, ktore moga si¢ takze przyczynic

do zlikwidowania badz niwelowania barier spotecznych:

1. Nalezy zainteresowa¢ mozliwosciami rehabilitacyjnymi cztonkéw rodziny
osoby dotknigtej niepetnosprawnoscig. Moga oni stac si¢ najwazniejszymi
sprzymierzencami w aktywizowaniu cztonka swej rodziny. Niestety, czesto
w tym mikrosrodowisku mozna napotkac¢ na najsilniejszy opor wobec dziatan
usprawniajacych (nadopiekunczosc). Niezbedne jest wigc prowadzenie w ro-
dzinie dziatan edukacyjnych na rzecz rehabilitacji.

2. Proces mobilizowania do aktywnosci 0sob z niepelnosprawnoscig powinien
obejmowac calg spolecznos¢ lokalng. Im wigcej ludzi bedzie zaangazowa-
nych w usprawnienie, tym bardziej ta dziatalno$¢ bedzie traktowana jako
naturalna i pozbawiona znamion wstydu.

3. Nalezy umozliwi¢ osobom z niepelnosprawnoscia uczestniczenie w progra-
mach rehabilitacyjnych w dogodnych miejscach i w dogodnym czasie. Chodzi
o to, aby w ekosystemie spotecznym dziatali odpowiedni specjalisci w za-
kresie rehabilitacji, aby byl zapewniony transport do miejsca zaje¢, aby oso-
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by z powaznymi dysfunkcjami miaty zapewniona pomoc w dojsciu do tego

migjsca 1 przygotowania si¢ do zajec.

4. Nalezy dazy¢ do tego, aby wszelkie zajecia rehabilitacyjne byty prowadzone
w matych grupach (8—15 0sob). Taka grupa moze w wigkszym stopniu mobi-
lizowa¢ swoich cztonkéw do podjecia wigkszej aktywnosci. Grupy bardziej
liczne uniemozliwiaja tworzenie si¢ bardziej intymnych relacji mi¢dzy oso-
bami rehabilitowanymi oraz moga zwigkszac poczucie wstydu.

5. Nalezy starac si¢ stopniowo integrowaé¢ zorganizowane grupy osob z niepet-
nosprawnoscia z szersza spotecznoscig lokalng (m.in. poprzez wystepy ar-
tystyczne, zawody sportowe przy wspotudziale rodzin, prezentacje w mass
mediach osiaggnie¢ zawodowych). To najlepszy sposob na usuwanie negatyw-
nych stereotypow spotecznych, ktore ciggle dominujg w $wiadomosci spo-
teczne;.

W ramach podjetego zagadnienia analizie poddano kwestie zwigzane z za-
pisami w Strategiach rozwigzywania problemow spotecznych oraz wynikajace
z nich dziatania o znamionach inkluzji wobec 0séb z niepelnosprawnosciami.
Problematyka badawcza zostala zawarta w nastepujgcych pytaniach badaw-
czych:

— Na poziomach jakich systeméw wyroznionych w teorii Bronfenbrennera re-
alizowane sg propozycje dziatan wiaczajacych wobec 0sob z niepetnospraw-
no$ciami zapisane w Strategiach rozwigzywania problemow spotecznych?

— Jakie formy zapisy te przyjmuja w obszarze zidentyfikowanych systemow?
Szukajac odpowiedzi na postawione problemy badawcze, jakosciowej analizie

dokumentéw zostaly poddane Strategie rozwigzywania problemow spotecznych

gmin wchodzacych w sktad powiatu zywieckiego (14 gmin) oraz cieszynskiego

(12 gmin). Doktadny spis analizowanych strategii zostat umieszczony po biblio-

grafii. Strategie zostaly pozyskane z domen BIP (Biuletyn Informacji Publicz-

nej) gmin, witryn internetowych urzedéw gmin lub poprzez bezposredni kontakt

z przedstawicielami gmin. Uzyskano dostep do wszystkich strategii z gmin po-

wiatu cieszynskiego (12 gmin). W przypadku powiatu zywieckiego dostep uzy-

skano do 14 z 15 strategii wchodzgcych w sktad powiatu gmin. W przypadku
jednej gminy dostep do strategii okazat si¢ niemozliwy, ze wzglgdu na obecng
jej aktualizacje). Jest to kolejny etap badan pilotazowych zwigzanych z lokowa-
niem problematyki niepelnosprawnosci w strategiach gminnych. Wybor gmin
wchodzacych w sktad tych dwdch powiatéw jest celowy. Sa one porownywalne
ze sobag pod wzgledem wielkosci 1 demografii oraz ze wzglgdu na bliskie sa-
siedztwo. Taki dobor obszaru badan wynika tez z planowanych szerzej zakrojo-
nych badan eksploracyjno-diagnostycznych, ktére beda dotyczyly czgstotliwosci
wystepowania w strategiach gminnych okreslonych zapiséw. Ich celem bedzie:
rozpoznanie i opisanie zapisOw dotyczacych osob z niepelnosprawno$ciami

w Strategiach rozwoju gmin i w Strategiach rozwigzywania problemow spoltecz-

nych, szczegotowe rozpoznanie procedury opracowywania gminnych strategii
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i lokowania w nich problematyki niepetnosprawnosci, okreslenie wskaznikow
realizacji proponowanych w strategiach badan. Beda one jednak przedmiotem
innego opracowywania. W badaniach prezentowanych na tamach tego artykutu
skupiono si¢ na wybranym wycinku wspomnianej problematyki.

W ramach przyblizanych badan jako metoda zostata zastosowana analiza do-
kumentéw o charakterze jakosciowym, porzadkujacym. Poddano jej Strategie
rozwigzywania problemow spolecznych gmin wchodzacych w sktad powiatu
zywieckiego oraz cieszynskiego.

Analiza dokumentow jest metoda, ktora pomaga w doprecyzowaniu odpo-
wiedzi na pytania, takie jak: co chciat przedstawi¢ autor danego dokumentu,
jakie wyrazil w nim tresci, o czym te tre$ci moga $wiadczy¢ badz w jaki sposob
sa oryginalne i wyrozniajace si¢ (Lobocki, 2011). Przyjmuje si¢, ze w analizie
jakosciowej klucz kategoryzacyjny to okreslony wynik badania lub lista zagad-
nien ujmowanych w materiale badawczym, ktora podkresla ich zréznicowanie
oraz r6znorodnos$¢ (Szczepaniak, 2012). Analiza kategoryzowania przynalezno-
$ci pozwala badaczowi jako$ciowemu na odkrywanie regut dokonywania opi-
su jako takiego oraz dotyczy normatywnych i kognitywnych form zaktadanych
spolecznych relacji, ktore sg zawarte w procesie tworzenia i rozumienia tekstow
(Perékyld, 2010).

W przypadku przedtozonego opracowania wazne jest, po pierwsze zidenty-
fikowanie (z pomocg zatozen teorii Bronfenbrennera) systeméw, na poziomie
ktorych realizowane sg dziatania i przedsigwzigcia wlaczajace osoby z niepeino-
sprawno$ciami w nurt zycia spotecznego. Ponadto zatozono, ze w wyniku pro-
wadzonej analizy do zidentyfikowanych systemow przypisane zostang sprecy-
zowane zapisy w ich obrgbie ulokowane w strategiach. Przyjeto, ze ukaze to ich
zroéznicowanie oraz réznorodnos¢, a takze stanowito bedzie kolejny przyczynek
do dalszej diagnozy sytuacji 0sob z niepelnosprawnos$ciami na terenie Srodo-
wiska lokalnego. Oczywiscie na podstawie badan pilotazowych trudno jedno-
znacznie potwierdzi¢, ktore dziatania o charakterze wtaczajacym osoby z nie-
petnosprawno$ciami realizowane sg faktycznie, a ktore tylko pozornie. Tych
zagadnien bedzie jednak dotyczyl kolejny etap badan. Pewnym jest natomiast,
ze powinny by¢ to oddzialywania zawierajace kompleksowg oferte pomocy, a to
pomoga juz ustali¢ badania zrealizowane na potrzeby tego opracowania.

Prezentacja i oméwienie wynikéw badan

Prezentowane wyniki badan pilotazowych sg dopelnieniem wczesniej-
szych, rozpatrywanych w réznych kontekstach rozwazan, dotyczgcych sytu-
acji osob z niepetnosprawnos$ciami w strategiach gminnych (por. Gajdzica,
Mrozek, 2017; Mrozek, 2019a, 2019b). Wraz z nimi stanowig podstawe sze-
rzej zakrojonych badah w obrebie wspomnianej tematyki, ktore uwzgledniac
beda czestotliwos¢ wystepowania sprecyzowanych zapiséw dotyczacych osob
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z niepetnosprawnosciami w wybranych gminach polskich (uwzgledniajac po-
dziat na gminy miejskie, miejsko-wiejskie, wiejskie). Weryfikacji poddane zo-
stang takze procedury lokowania problematyki niepetnosprawnosci w dwoch
typach strategii gminnych: Strategii rozwoju gmin 1 Strategii rozwigzywania
problemow spotecznych.

Umieszczone w tym artykule wyniki stanowig porzadkujaca analizg w aspek-
cie bioekologicznej teorii systemow Urie Bronfenbrennera. W Strategiach roz-
wigzywania problemow spotecznych wspomniane zapisy ulokowane sg w roz-
nych miejscach — gltéwnie we fragmentach poswigconych na analiz¢ SWOT
gminy oraz w rozdziatach dotyczacych celow strategicznych gmin na najblizsze
lata. W dokumentach zapisy te nie tworza uporzadkowanej catosci, tylko roz-
mieszczone sg w roznych czesciach sktadowych strategii. Tym bardziej trudno
rozpatrywac je jako konkretne, realizowane postulaty. Wprawdzie przy wybra-
nych z nich znajdujg si¢ wskazniki dotyczace ich realizacji, jednak nie sg to
skonkretyzowane dane liczbowe, a jedynie orientacyjne hasta (np. liczba rodzin
korzystajacych z pomocy PCPR, liczba 0séb z niepetnosprawnosciami korzy-
stajacych z WTZ). Prezentowana analiza powinna by¢ traktowana w umownych
ramach, gdyz nie rozpatruje danych kazdej z gmin z powiatu zywieckiego i cie-
szynskiego w sposob oddzielny, a zwraca uwage na zapisy dotyczace glownych
obszardéw i rozwigzan na poziomie réznych systemow spotecznych (czesto si¢
o siebie zazgbiajacych).

Za zapisy wobec 0s0b z niepetnosprawno$ciami w obrebie mikrosystemu
przyjeto te, ktore w sposob bezposredni odnosza si¢ do osdb z niepetnospraw-
nosciami i ich najblizszego otoczenia (rodzina, opiekunowie). Do mezosys-
temu przyporzadkowano zapisy zwigzane ze zmianami i przeobrazeniami
srodowiska na poziomie lokalnym (pod wzglgdem problematyki funkcjono-
wania osob z niepetnosprawnosciami). W obrebie egzosystemu wyodrebniono
zapisy dotyczace szeroko pojetej diagnozy sytuacji oséb z niepetnosprawno-
$ciami w Srodowisku lokalnym. W przypadku makrosystemu wyrdzniono za$
zapisy zwigzane z regulacjami prawnymi oraz systemowymi dotyczace osob
z niepetnosprawnos$ciami na poziomie ogoélnokrajowym. W chronosystemie
odnalez¢ mozna zapisy swiadczace o zmianie postrzegania samej niepetno-
sprawnos$ci na przestrzeni lat. Ich szczegdtowe uporzadkowanie znajduje si¢
w dalszej czesci artykutu.

Analizujac uporzadkowany w tabelach materiat, mozna zauwazy¢, ze naj-
wigcej zapisow w Strategiach rozwigzywania problemow spotecznych przypo-
rzadkowanych zostato do mikrosystemu. Na potrzeby badan wlasnych przyje-
to za nie zapisy i wynikajgce z nich przedsigwzigcia, ktoére odnoszg si¢ do osob
z niepetnosprawno$ciami i ich najblizszego otoczenia, w przypadku ktérych za-
chodzi¢ moga bezposrednie relacje miedzy stronami tych oddzialywan. Katalog
zapisow, ktore zostaty przyporzadkowane do mikrosystemu jest dos¢ bogaty,
zawierajgc w sobie tresci zwigzane z rehabilitacja, pomocg socjalng, wsparciem
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Tabela 1. Zapisy dotyczace 0s6b z niepetnosprawnosciami w obrebie mikrosystemu

Zapisy bezpoSrednio odnoszace si¢ do os6b z niepelnosprawnosciami i ich najblizszego
otoczenia (np. rodzina, opiekunowie)

— Dziatalno$¢ Miejskich Osrodkow Pomocy Spotecznej: udzielanie §wiadczen pracy
socjalnej, udzielnie pomocy finansowe;j (zasitki state i okresowe), organizowanie form
opiekunczych, udzielenie konsultacji oraz porad dotyczacych praw, przywilejow,
mozliwos$ci rozwoju dla oséb z niepetnosprawnos$ciami (nauka, praca, rehabilitacja
spoteczna i zawodowa);

— Wyplacanie przez Zaktad Ubezpieczen Spotecznych §wiadczen typu rentowego;

— Realizowanie programéw Panstwowego Funduszu Rehabilitacji Os6b Niepetnosprawnych
(programy aktywizujace zawodowo, spotecznie), adresowane bezposrednio do osob
z niepetnosprawnosciami i ich najblizszych;

— Dziatalno$¢ na terenach gmin lokalnych oddziatow Panstwowego Urzedu Pracy
i Ochotniczych Hufcow Pracy informujacych o dostepnosci wolnych miejsc pracy dla osob
z niepetnosprawnosciami, prowadzacych ich regularna rejestracje oraz realizujacych staze
i szkolenia do nich adresowane;

— Dziatalno$¢ na terenach wybranych gmin Warsztatow Terapii Zajeciowej i Klubow
Integracji Spotecznej;

— Funkcjonowanie na terenach wybranych gminy zaktadow pracy chronionej, zaktadow
aktywnoS$ci zawodowej i innych form pracy alternatywnej adresowanych do os6b
z niepetnosprawnosciami;

— Funkcjonowanie na terenach wybranych gmin placowek krotkoterminowego pobytu dla
0s0b z niepetnosprawnos$ciami;

— Funkcjonowanie/tworzenie na terenach gmin domoéw pomocy spolecznej przeznaczonych
i oferujacych specjalistyczng opieke dla 0sob z niepetnosprawnosciami;

— Funkcjonowanie na terenach gmin szkot specjalnych, integracyjnych lub z oddziatami
integracyjnymi oraz OREW-6w oferujacych zajecia rewalidacyjne, korekcyjno-
-kompensacyjne, wyréwnawcze, nauczanie wielopoziomowe, stymulowanie rozwoju,
treningi spoteczne;

— Mozliwosé¢ dowozu dzieci do szkot i placowek specjalistycznych funkcjonujacych na
terenach gmin;

— Mozliwos$¢ skorzystania w wybranych gminach z wypozyczalni sprzetu rehabilitujacego;
— Udzielanie pomocy rodzicom w wychowaniu, edukacji oraz terapii dziecka o specjalnych
potrzebach edukacyjnych (np. organizowanie zaj¢¢ z zakresu wezesnego wspomagania

rozwoju dziecka, konsultacje w poradniach PPP);

— Funkcjonowanie na terenach gmin placowek stuzby zdrowia oferujacych osobom
z niepetnosprawnos$ciami pomoc medyczng czy rehabilitacyjng oraz dziatania
profilaktyczne;

— Dowozy positkow do miejsca zamieszkania osob z niepetnosprawnosciami, dowdz opatu
w okresie zimowym i inne formy $§wiadczen rzeczowych;

— Funkcjonowanie na terenach gmin Asystentéw Osoby Niepelnosprawnej;

— Funkcjonowanie grup wsparcia dla 0sob z niepelnosprawnosciami i ich opiekunéw (opieka
psychologa);

— Organizowanie warsztatow informacyjnych i treningéw dla opiekundow oséb
z niepetnosprawnosciami, z udziatem specjalistéw z PFRON, ZUS, PCPR, GOPS.

Zrbdlo: opracowanie wlasne.

CNS nr 3(49) 2020, 95-114



106 Sebastian Mrozek

Tabela 2. Zapisy dotyczace 0s6b z niepetnosprawnosciami w obrebie mezosystemu

Zapisy dotyczace zmian i przeobrazen Srodowiska na poziomie lokalnym, w ktérym
funkcjonuja osoby z niepelnosprawnos$ciami

— Realizowanie zadan inwestycyjnych i remontowych pod katem dostosowania gmin do
potrzeb mieszkancow z niepetnosprawnos$ciami;

— Realizowanie zadan opartych na PFRON: dofinansowanie na likwidowanie barier
funkcjonalnych, organizowanie turnuséw rehabilitacyjnych, zaopatrzenie w przedmioty
ortopedyczne i inne $rodki niezbedne dla 0sob z niepetnosprawnosciami;

— Wlaczanie i angazowanie 0sob z niepetnosprawnosciami w zadania z zakresu rozwoju
kultury, sportu, rekreacji;

— Propagowanie nurtu spolecznej integracji czy inkluzji poprzez tworzenie szkot i klas
integracyjnych, inkluzyjnych oraz podejmowanie dziatan uwrazliwiajacych spoteczenstwo
na potrzeby 0sob z niepelnosprawnosciami;

— Organizowanie przez samorzady lokalne imprez integracyjnych (sportowych,
kulturalnych itp.), wycieczek, w ktore zaangazowane sa zardwno osoby petnosprawne, jak
i z niepelnosprawnosciami;

— Dziatalnos¢ fundacji, stowarzyszen oraz innych podmiotdéw (organizacji pozarzadowych)
przeznaczajacych pozyskane $rodki na poprawe sytuacji zyciowej, mieszkaniowej,
zdrowotnej 0sob z niepetnosprawno$ciami oraz podejmujacych si¢ dziatan aktywizacyjnych
poprzez prace, edukacje 0sob zagrozonych spotecznym wykluczeniem oraz zwalczanie
fatszywych stereotypow;

— Propagowanie wsroéd mieszkancow uprawiania zdrowego i aktywnego trybu zycia;

— Zwigkszanie udziatu i roli sektora niepublicznego oraz aktywno$ci mieszkancow
w realizacji zadan spotecznych;

— Rozwoj i propagowanie w$rod spotecznosci lokalnej wolontariatu dziatajacego na rzecz
0s0b starszych oraz 0sob z niepetnosprawno$ciami;

— Realizowanie projektéw propagujacych pozytywny wizerunek osob
z niepetnosprawnosciami w spoteczenstwie (zrodla finansowania z funduszy unijnych);

— Kreowanie przyjaznego osobom z niepetnosprawnosciami lokalnego rynku pracy (zaktady
pracy chronionej, Asystent Pracy, telepraca, praca w §rodowisku domowym);

— Systematyczny rozwoj kapitatu spotecznego wspierajacego osoby z niepelnosprawnosciami
na terenach lokalnych.

Zrodto: opracowanie wlasne.

spotecznym i zawodowym 0séb, czasem wolnym. Cho¢ z tresci zapisow wyni-
ka, Ze sa to przewaznie dziatania oferowane przez zr6znicowane podmioty (za-
rowno wsparcie formalne, jak i nieformalne), to jednak przeznaczone sg one dla
konkretnego odbiorcy, ktorym w tym przypadku jest osoba z niepetnosprawno-
$cig lub jej opickunowie.

Na poziomie mezosystemu wyrozniono zapisy, ktore pod wzgledem znacze-
niowym odnoszg si¢ do przeobrazen srodowiska lokalnego w aspekcie niepet-
nosprawnosci. Sg one niekiedy analogiczne i bezposrednio zwigzane z zapisami
ulokowanymi w mikrosystemie, poniewaz mezosystem sam w sobie ukazuje
zaleznos$ci zachodzace pomigdzy poszczegdlnymi siedliskami mikrosystemu.
W tym przypadku chodzi o zalezno$¢ migdzy najblizszym Srodowiskiem funk-
cjonowania 0sob z niepetnosprawnoscia a kreowaniem bardziej rozlegtego $ro-
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Tabela 3. Zapisy dotyczace osdb z niepetnosprawnosciami w obregbie egzosystemu

Zapisy zwiazane z diagnoza sytuacji osob z niepelnosprawnoscia w gminnym Srodowisku
lokalnym

— Dziatalno$¢ w wybranych gminach oddziatléw Powiatowych Centrow Pomocy Rodzinie
diagnozujacych sytuacje podmiotow oferujacych wsparcie, wspotpracujacych z PFRON;

— Dziatalnos$¢ powiatowych i wojewodzkich zespotéw do spraw orzekania
o niepetnosprawnosci;

— Diagnozowanie, opiniowanie, prowadzenie mediacji przez Poradnie Psychologiczno-
-Pedagogiczne, wydawanie orzeczen do celow edukacyjnych oraz wspotpraca
z przedszkolami, szkotami przy opracowywaniu indywidualnych programéw edukacyjno-
-terapeutycznych;

— Przeprowadzanie w jednostkach samorzadu terytorialnego Narodowych Spisow
Powszechnych Ludnosci i Mieszkan — uwzglgdniajacych sytuacje spoteczng i liczbowa 0sob
z niepetnosprawnosciami na terenach konkretnych gmin;

— Wzajemna wspotpraca i przepltyw informacji pomiedzy placowkami socjalnymi,
edukacyjnymi, wychowawczymi czy opiekunczymi oferujacymi zréznicowane rodzaje
wsparcia;

— Systematyczny monitoring sytuacji 0osob z niepetnosprawno$ciami poprzez powotane do
tego w gminach specjalistyczne komisje o charakterze socjalnym;

— Dostegpnosc¢ szerokiego zaplecza eksperckiego (ekspertow ogélnokrajowych,
zagranicznych), konsultacji ze specjalistami z ré6znych dziedzin, ktérych propozycje moga
przyczyni¢ si¢ do poprawy sytuacji spotecznej osob z niepetnosprawnosciami;

— Rozwoj darmowego poradnictwa specjalistycznego;

— Funkcjonowanie na terenach gmin i powiatéw interdyscyplinarnych zespotéw pomocowych
(wspomagajacych prace asystentow, koordynujacych wspotprace i dziatania miejskich
osrodkow pomocy spotecznej, szkot i innych instytucji wspierajacych);

— Organizowanie kurséw i szkolen dla specjalistow/nauczycieli/opiekunéw pracujacych
z osobami z niepelnosprawnos$ciami;

— Wezesna diagnostyka i opieka — funkcjonowania na terenach gmin oddziatlow wczesnego
wspomagania i wezesnej interwencji dziecka z niepelnosprawnoscia.

Zrbdto: opracowanie wiasne.

dowiska lokalnego i przeobrazen w nim zachodzacych, np. pod wzgledem po-
strzegania 0sob z niepetnosprawnosciami.

W egzosystemie wyrdzniono zapisy zwigzane z diagnozowaniem sytuacji
0s0b z niepetnosprawnosciami na poziomie lokalnym. Osoby z niepetnospraw-
nosciami nie uczestniczg w tych dziataniach bezposrednio, a raczej przyjmuja
role warstwy spotecznej, ktorej potrzeby sa rozpoznawane, a dopiero w nastgp-
nej kolejnosci dobierane sg do nich poszczegdlne rozwigzania w tym zakresie.
W przytoczonych zapisach przewazaja wigc te opisujace dziatalnos¢ takich pla-
cowek czy instytucji o charakterze diagnostycznym, rozpoznajacym sytuacje,
jak PCPR czy Poradnie Psychologiczno-Pedagogiczne.

Zapisy na poziomie makrosystemu dotyczg przede wszystkim kwestii zwia-
zanych ze Srodowiskiem spotecznym ogolnokrajowym oraz prawem panstwo-
wym. Zostaty przyporzadkowane do zestawienia, aby wyrazac spdjnos¢ dziatan
podejmowanych wobec 0so6b z niepelnosprawnosciami i realizowanych na po-
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Tabela 4. Zapisy dotyczace 0sdb z niepetnosprawnosciami w obrebie makrosystemu

Zapisy zwiazane z regulacjami prawnymi oraz systemowymi dotyczacymi oséb
z niepelnosprawnos$ciami na poziomie ogélnokrajowym

— Dziatalno$¢ ZUS-u, orzekajacego o niezdolnosci do pracy osoby z niepetnosprawnoscia;

— Realizowanie postulatow w oparciu o Ustawe o rehabilitacji zawodowej i spotecznej oraz
zatrudnianiu osob niepetnosprawnych z dnia 27 sierpnia 1997 roku;

— Realizowanie postulatéw na podstawie Ustawy o pomocy spoteczne z dnia 12 marca 2004
roku;

— Partnerstwo z sektorem obywatelskim;

— Funkcjonowanie na terenach gmin lokalnych oddziatéw Panstwowego Funduszu
Rehabilitacyjnego Oso6b z Niepetnosprawnos$ciami;

— Prowadzenie systematycznej diagnozy sytuacji lokalnej (porownujac z sytuacja
ogolnokrajowa) ludzi starszych i z niepetnosprawnoséciami;

— Dofinansowania pochodzace z budzetu panstwa na dziatalno$¢ specjalistycznych placowek
opiekunczych i medycznych;

— Uwzglednienie w lokalnej strategii zapisow znajdujacych si¢ w dokumentach na poziomie
wojewodzkim: Strategia Rozwoju Wojewodztwa Slaskiego ,,Slaskie 2020+, Strategia
Polityki Spotecznej Wojewodztwa Slaskiego na lata 2006-2020 i ogdlnokrajowym: Strategii
Dtugookresowej Kraju Polska, Strategii Sredniookresowej Kraju Polska, Krajowej Strategii
Rozwoju Regionalnego, Narodowego Programu Zdrowia, Strategii Rozwoju Kapitatu
Ludzkiego, Strategii Rozwoju Kapitatu Spotecznego, Krajowego Programu Dzialan na
Rzecz Integracji Spotecznej, Krajowy Program Przeciwdziatania Ubdstwu i Wykluczeniu
Spotecznemu 2020.

Zrbdto: opracowanie wihasne.

Tabela 5. Zapisy dotyczace 0s0b z niepetnosprawnosciami w obrebie chronosystemu

Zapisy zwiazane z przemianami Srodowiska zycia os6b z niepelnosprawnosciami

— Niepelnosprawnos¢ nie jest juz rozumiana jako rezultat uszkodzenia ciala czy choroby, lecz
jako rezultat barier spotecznych, ekonomicznych, fizycznych wystepujacych w srodowisku;

— Niepelnosprawnos¢ jest jednym z wazniejszych problemow wspotczesnego Swiata;

— Funkcjonowanie terminu ,,0soba z niepetnosprawnoscia” zamiast ,,0soba niepetnosprawna”;

— Osobom z niepetnosprawno$ciami powinny przystugiwac pewne szczegélne prawa, tak aby
w takim samym stopniu mogty korzystac z praw przystugujacych wszystkim ludziom;

— Wzrost spolecznej akceptacji 0sob z niepetnosprawnosciami, starszych i chorych;

— Upowszechnianie w mediach problematyki niepelnosprawnosci w celu ksztaltowania
pozytywnych postaw wobec tej grupy osob;

— Respektowanie praw 0so6b z niepelnosprawnosciami na podstawie dokumentow i aktow
krajowych oraz ogdélnonarodowych: Uchwaty z dnia 1 sierpnia 1997 r. Karta Praw Osob
Niepetnosprawnych, Konstytucji RP, Powszechnej Deklaracji Praw Cztowieka, Konwencji
Praw Dziecka, Standardowych Zasad Wyréwnywania Szans Osob Niepelnosprawnych,
Konwencji ONZ o Prawach Oséb Niepetnosprawnych oraz Miedzynarodowej Klasyfikacji
Funkcjonowania Niepetnosprawnosci i Zdrowia (ICF).

Zrédto: opracowanie wihasne.

ziomie lokalnym z tymi, ktére obowigzujg na wyzszych pod wzglgdem admi-
nistracyjnym poziomach. Stad w tym systemie odnalez¢ mozna rézne progra-
my, akty prawne czy dokumenty krajowe, z ktérymi lokalne strategie sg spojne.
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Przynajmniej teoretycznie powinno to przyczynia¢ si¢ do stalosci wprowadza-
nych rozwigzan i braku wyraznych r6znic miedzy poszczegolnymi jednostkami
administracyjnymi. Tylko poprzez dziatania konsekwentne i precyzyjnie dobra-
ne mozna rozszerzy¢ nurt inkluzji, réwniez na poziomie lokalnych $rodowisk.
Sa to jednak takze kwestie wynikajace z legislacji prawnych (ustawy i rozpo-
rzadzenia), ktérym musza si¢ podporzadkowac¢ wszystkie jednostki samorzadu
terytorialnego.

W chronosystemie wyroznione zostaty ogolne zapisy dotyczace osob z nie-
petnosprawnosciami. Sg one zwigzane z przemianami srodowiska zycia osob
z niepetnosprawno$ciami, a takze zmianami historycznymi i mentalnymi w po-
strzeganiu samej niepelnosprawnos$ci. Zapisy ulokowane w Strategiach roz-
wigzywania problemow spolecznych pod tym wzgledem ukierunkowane sg na
zmiang paradygmatu niepelnosprawnosci i odejscia od modelu medycznego na
rzecz spolecznego i biopsychospotecznego. W opisach lokalnej sytuacji osob
z niepelnosprawnosciami akcentowany jest nacisk na to, ze niepelnosprawnosé
jest rezultatem nie tylko uszkodzen fizycznych, organicznych, lecz w duzej mie-
rze takze barier o charakterze spolecznym. Strategie w swoich tre§ciach przyta-
czaja rowniez wazne dokumenty, ktore z pewnoscig przyczynity si¢ do szerokiej
zmiany w postrzeganiu osob z niepetnosprawnosciami na poziomie ogoélnona-
rodowym: Europejska Konwencja Praw Cztowieka (1953), Standardowe Zasa-
dy Wyréwnywania Szans Osob Niepelnosprawnych (1993), Konwencja ONZ
o Prawach Oso6b Niepelnosprawnych (2006) oraz Miedzynarodowa Klasyfikacja
Funkcjonowania, Niepetnosprawnosci i Zdrowia (ICF, 2001). W analizowanych
tre$ciach zauwazalna jest ponadto tendencja do odchodzenia (w kwestiach ter-
minologicznych) od okreslen ,,uposledzenie”, ,,0soba niepetnosprawna”, ,,sepa-
racja” na rzecz ,,niepetnosprawno$¢ intelektualna”, ,,0soba z niepetnosprawno-
$cig” czy ,,wlaczanie spoleczne”. I cho¢ inkluzja jest rownoznacznym terminem
co do tego ostatniego, to cickawym jest, ze pojawia si¢ ona bardzo rzadko —
wcigz jakby byta tylko kolejnym etapem integracji.

Zakonczenie

Analiza zapiséw dotyczacych oséb z niepetnosprawnosciami ulokowanych
w Strategiach rozwigzywania problemow spotecznych gmin powiatow zywiec-
kiego 1 cieszynskiego umozliwila przyporzadkowanie ich do poszczegdélnych
ekosystemow. Zapisy zostaty przypisane do wszystkich pigeciu wyrdznionych
w teorii Bronfenbrennera systemow, poczawszy od mikrosystemu, poprzez
mezo-, egzo-, makro- po chronosystem. Swiadczy to o tym, ze gminy, opraco-
wujac strategie, w sposob kompleksowy podchodza do kwestii niepetnospraw-
nosci, a same osoby z niepetnosprawnosciami (przynajmniej teoretycznie) maja
zagwarantowane wieloaspektowe wsparcie udzielane przez zréznicowane pod-
mioty i na roznych poziomach. Rozpoczyna si¢ ono od najblizszego, codzien-

CNS nr 3(49) 2020, 95-114



110 Sebastian Mrozek

nego $rodowiska funkcjonowania oséb z niepetnosprawnosciami, po zmiany
mentalne i wyobrazeniowe na poziomach spotecznosci lokalnych, az po respek-
towanie i wdrazanie przez samorzady gminne rozwigzan obowigzujacych na
skalg ogdlnokrajowa czy nawet ogélnoswiatowa, zgodnie z polityka spdjnosci.
Cho¢ o inkluzji spotecznej nie mowi si¢ w strategiach incydentalnie, to jednak
z analizowanych zapisow wynikaja przedsigwzigcia, ktore mozna okresli¢ jej
znamionami.

Wielo$¢ i zréznicowanie zapisow w strategiach nie moze jednak $wiadczyc
o jakosci realnych dziatan pomocowych podejmowanych w $rodowisku lokal-
nym. Nalezy mie¢ swiadomo$¢ tego, ze czg$¢ z nich przyjmuje tylko postaé
pozorna, na potrzeby umieszczenia ich w strategiach. To, ze jest ich duzo oraz
zazgbiajg si¢ ze sobg zarowno pod wzgledem tresciowym, jak i na poziomie
poszczegdlnych systemow, ma tez stabsze strony. Brak ich uporzadkowania
(zajmuja rozne miejsca w strategiach), bardzo ogolne sformutowania tresciowe
oraz niedobdr konkretnych danych liczbowych w obrgbie ich wskaznikowania
w powazny sposob utrudniaja, a wrecz niekiedy catkowicie uniemozliwiajg roz-
liczenie gminy z realizacji proponowanych zamierzen. Potrzebne sg do tego do-
ktadniejsze dane liczbowe i statystyki prowadzone przez wlodarzy gminnych,
ktore nie zawsze sa publicznie dostgpne. Stad zaplanowany kolejny etap badan,
weryfikujacy czestotliwos¢ wystepowania zapisow w strategiach gminnych.

Dla 0s6b z niepetnosprawnosciami i ich najblizszych strategia powinna ucho-
dzi¢ za dokument klarowny i zrozumialy w obcowaniu z nim — niestety tak nie
zawsze jest. Oczywistym jest, ze w przypadku Strategii rozwigzywania proble-
mow spotecznych osoby z niepetnosprawno$ciami sg tylko jedng z wielu grup,
do ktorej dokument jest adresowany. Trudno jednak uporzadkowaé wszystkie
zapisy, ktore zwykle znajdujg si¢ w roznych miejscach: przy definiowaniu sa-
mej niepelnosprawnosci, w miejscu poswigconym na analize SWOT, czy w wy-
znaczonych to tego celach strategicznych i formach ich ewaluacji, przyjmujac
zwykle dos¢ ogolne formuty. To wydtuza czas poswigcony na znalezienie przez
osoby z niepetnosprawnosciami i ich opiekunow, konkretnej formy pomocy,
o ktdra musza si¢ jeszcze pozniej (zazwyczaj w toku procedur administracyj-
nych) ubiega¢. Analiza danych przygotowana na potrzeby tego opracowania ma
charakter umowny i nie odnosi si¢ w sposob indywidualny do kazdej z gmin.
Pozwala jednak zakresli¢ ogolne ramy wsparcia 0sob z niepetnosprawnosciami,
z wykorzystaniem do tego zréznicowanych $rodowisk 1 siedlisk spotecznych.

Uporzadkowanie wspomnianych zapisow pozwolito na ukazanie ich wielo-
aspektowosci oraz wynikajacych z nich oddziatywan na réznych poziomach
funkcjonowania cztowieka. Odnosza si¢ one zarowno do sfery spotecznej, edu-
kacyjnej, zawodowej, jak i zwigzanej z rehabilitacja lub specjalistyczna opieka,
proponujac w tych zakresach zréznicowane rozwigzania. Ponadto bardzo waz-
nym jest, ze przedsigwzigcia z nich wynikajace nie odnoszg si¢ tylko do osoéb
z niepelnosprawnos$ciami, lecz podejmuja takze role uswiadamiajaca i eduku-
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jaca spoteczenstwo na poziomie lokalnym. Taki stan rzeczy przyczynia si¢ do
rozpowszechniania kultury inkluzji oraz stalego podnoszenia jakosci zycia osob
Z niepetnosprawnosciami.
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Gminna Strategia Rozwigzywania Probleméw Spotecznych na lata 2014-2020, Gmina Chybie;
Strategia Rozwiazywania Probleméw Spotecznych w Gminie Dgbowiec na lata 2012-2020;
Strategia Rozwigzywania Probleméw Spotecznych Gminy Goleszéw na lata 2016-2020;
Gminna Strategia Rozwigzywania Problemow Spolecznych Miasta Cieszyna na lata 2014-2020;
Strategia Rozwigzywania Problemdéw Spotecznych Gminy Hazlach na lata 2018-2020;

Gminna Strategia Rozwigzywania Probleméw Spotecznych w Gminie Istebna na lata 2016—-2022;
Gminna Strategia Rozwigzywania Problemow Spotecznych Gminy Skoczow na lata 2014-2020;
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Strategia Rozwigzywania Probleméw Spotecznych Gminy Ustron na lata 2016—2020;

Strategia Rozwigzywania Probleméw Spotecznych Gminy Strumien na lata 2019-2026;
Gminna Strategia Rozwigzywania Problemow Spotecznych w Miescie Wista na lata 2016-2024;
Strategia Rozwigzywania Probleméw Spotecznych Gminy Zebrzydowice na lata 2018—-2024.

Powiat zywiecki:

Strategia Rozwigzywania Probleméw Spotecznych w Gminie Czernichéw na lata 2019-2029;

Strategia Rozwigzywania Probleméw Spolecznych Gminy Gilowice na lata 2008-2020;

Strategia Rozwiazywania Probleméw Spotecznych dla Gminy Jeles$nia na lata 2018—2022;

Gminna Strategia Rozwigzywania Problemow Spotecznych w Gminie Koszarawa na lata
2016-2021;

Strategia Rozwigzywania Probleméw Spotecznych Gminy Lipowa na lata 2018-2023;

Strategia Rozwigzywania Probleméw Spotecznych dla Gminy Lekawica na lata 2016-2025;

Strategia Rozwigzywania Probleméw Spotecznych Gminy Lodygowice na lata 2014-2024;

Gminna Strategia Integracji i Rozwigzywania Probleméw Spotecznych w Gminie Miléwka na
lata 2014-2020;

Gminna Strategia Rozwigzywania Problemow Spotecznych Gminy Radziechowy-Wieprz na lata
2014-2020;

Strategia Rozwiazywania Probleméw Spotecznych Gminy Slemien na lata 2016—2025;

Strategia i Rozwiazywania Probleméw Spotecznych Gminy Swinna na lata 2015-2020;

Strategia Rozwigzywania Probleméw Spotecznych Gminy Ujsoty na lata 2014-2020;

Strategia Integracji i Rozwigzywania Problemow Spotecznych Gminy Wegierska Gorka na lata
2014-2020;

Strategia Rozwigzywania Problemow Spotecznych dla Miasta Zywca na lata 2014-2020.

OSOBA Z NIEPELNOSPRAWNOSCIA W STRATEGIACH ROZWIAZY WANIA
PROBLEMOW SPOLECZNYCH — ANALIZA ZAPISOW W PERSPEKTYWIE TEORII
URIE BRONFENBRENNERA

Abstrakt

Artykut sklada si¢ z czterech czeSci. W pierwszej zostala zawarta charakterystyka gminnych
Strategii rozwigzywania problemow spotecznych. Obejmuje ona omdéwienie fundamentalnych
zatozen i funkcji tego rodzaju strategii, ktore pelnia w polityce spotecznej — ze szczegdlnym
uwzglednieniem potrzeb i sytuacji 0sob z niepetnosprawnosciami. Druga cze$¢ tego opracowania
przybliza najwazniejsze zalozenia bioekologicznej teorii systeméw Urie Bronfenbrennera. Przez
pryzmat tej teorii zostal zebrany i uporzadkowany material badawczy. Meritum opracowania
stanowi trzecia cz¢§¢. W swoim zakresie obejmuje uporzadkowane, zgodnie z zatozeniami bio-
ekologicznej teorii systemow, zestawienia tabelaryczne, zawierajace zapisy i wynikajace z nich
dziatania realizowane przez gminy na rzecz spotecznej inkluzji oséb z niepelnosprawnosciami.
Calos¢ opracowania zamykajg konkluzje zestawione w czwartej czesci.

Celem opracowania jest jakosciowa analiza Strategii rozwigzywania problemow spolecznych
gmin wchodzacych w sklad powiatu zywieckiego i cieszynskiego. Umozliwi ona rozpoznanie zapi-
séw 1 wynikajacych z nich dziatan inkluzyjnych, przeznaczonych dla 0oséb z niepelnosprawnoscia-
mi. Celem jest ponadto rozpatrzenie wspomnianych zapisow na podstawie bioekologicznej teorii
systemow Urie Bronfenbrennera, w tym rozpoznanie, na jakich poziomach wyréznionych we wspo-
mnianej teorii zapisy te obecne sa w strategiach oraz jakie dzialania z nich wynikaja. Pozwoli to tez
na czg$ciowe zweryfikowanie roli, jaka przyjmuja gminy, najmniejsze jednostki samorzadu teryto-
rialnego w kreowaniu kultury inkluzji i przestrzeni przyjaznej osobom z niepetnosprawnosciami.

Stowa kluczowe: osoba z niepetnosprawnoscia, strategie rozwigzywania probleméw spotecz-
nych, inkluzja spoteczna, srodowisko spoteczne
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A PERSON WITH DISABILITY IN STRATEGIES FOR SOLVING SOCIAL PROBLEMS
— ANALYSIS OF RECORDS IN PERSPECTIVE OF URIE BRONFENBRENNER’S
THEORY

Abstract

The article consists of four parts. The first contains the characteristics of communal Strategies
for solving social problems. It includes a discussion of the fundamental assumptions and func-
tions of the types of strategies which play a part in social policy — with particular emphasis on
the needs and situation of people with disabilities. The second part of study introduces the most
important assumptions of the bioecological theory of Urie Bronfenbrenner’s systems. Through the
prism of this theory, research material has been collected and ordered. The merits of the study are
captured in the part three. In its scope, it includes tabular systems ordered in accordance with the
assumptions of the bio-ecological system theory, containing records and the resulting activities
implemented by communes for the social inclusion of people with disabilities. The whole text ends
with the conclusions presented in the fourth part.

The purpose of the study is a qualitative analysis of the Strategy for solving social problems of
communes that are part of the Zywiec and Cieszyn counties. It will make it possible to recognize
records and the resulting inclusion activities for people with disabilities. The purpose is also to
consider these entries based on the bioecological theory of Urie Bronfenbrenner’s systems and
recognition what levels distinguished in the theory mentioned above are present in strategies and
what actions result from them. This will also allow for partial verification of the role taken by mu-
nicipalities — the smallest local government units in creating a culture of inclusion and a friendly
space for people with disabilities.

Keywords: person with disability, strategies for solving social problems, social inclusion,
social environment
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Introduction

Basic information about the country. Spain (officially Kingdom of Spain)
is a parliamentary monarchy and a transcontinental country in the south of
Europe with more than 500 years of history. The country’s surface is over 500
thousand km? being the 52" biggest country in the world and the 3 in Europe
after Russia and France. According to the National Institute on Statistics (INE
in Spanish), Spain’s population in 2016 was over 46 million® (29" in the world
and 7" in Europe) and its population density is 92 habitants/km? (as of 1 Janu-
ary 2016). The demography in Spain is characterized by elderly population and
one of the highest life expectancy in the world with a mean of 82.8 years® (2™

* Institute on Community Integration (INICO). Faculty of Psychology. University of Sala-
manca. Salamanca (Spain)

D Tekst pochodzi z ksiazki Studies on disability. International theoretical, empirical and
didactics experiences (2017) pod redakcja Joanny Glodkowskiej, Justyny Marii Gasik, Marty
Pagowskiej (s. 115-139). Warszawa: Wydawnictwo APS.

2 This work has been co-funded by the Ministry of Education, Culture, and Sports of Spain
(FPU Program, reference FPU13/03897), the Autonomous Community of Castile and Leon (R & D
Programs, SA120U13), and the Ministry of Economy and Competitiveness (Grant PSI2015-
65193-P; MINECO/FEDER).

3 http://www.ine.es/dyngs/INEbase/es/operacion.htm?c=Estadistica_C&cid=1254736176951
&menu=ultiDatos&idp=1254735572981.

4 http://apps.who.int/gho/data/node.main.688?lang=en.
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in the world after Japan). Spain has one of the oldest universities in the world,
the University of Salamanca, which has almost 800 years of history (funded in
1218). Since then, the number of universities has been growing in the country
with a total of 82% (as of 31 of December 2016), of which 32 are private and
50 public.

Strategy for the development of education. Higher education in Spain
has its own regulation with the Organic Law on Universities (LOU 6/2007).
According to the Ministry of Education, Culture and Sport (MECD®) there are
8 domains regarding higher education: education; humanities and arts; social
sciences and law; science and computational sciences; engineering, industry
and building; agriculture and veterinary; health and social services; and ser-
vices. Related to the studies on disabilities, the main focus is on the areas
of humanities and arts, education, social sciences and law, health and social
services, and services.

In Spain, research and development strategy and work is conducted pri-
marily by Universities, Institutes of Research, Enterprises, and The Spanish
National Research Council (CSIC in Spanish). Research in Spain is funded by
both public and private budgets. Public funding composes approximately 50%
of the total research funding” and is provided via “research and development
projects” obtained across competitive calls where stakeholders submit their
research and development projects to be assessed. The agency that funds and
manages the public budget for research is the State Agency of Investigation
(AEI® in Spanish). According to the United Nations Institute on Statistics for
the Education, Culture and Science, summarized in a World Bank Report, in
2013 the expenses in Spain for research and development activities was a total
of 1.26% of the GDP, being in the 28™ position in the world, but still far away
from the 3% of the GDP that European Union (EU) encourages its members
to reach by 2020'”- However, due to political instability and the economic cuts
in public expenses in research — among other areas-, the trend is negative, and
data by the /NE show that this amount, in the year 2015, has decreased until
the 1.22%!'Y of the total DGP.

3) http://www.universia.es/universidades.

9 https://www.educacion.gob.es/notasdecorte/rendimientos.action.

7 http://marcaespana.es/talento-e-innovaci%C3%B3n/investigacion-desarrollo.

® https://europa.eu/european-union/topics/research-innovation_es,  http:/www.idi.mineco.
gob.es/portal/site/ MICINN/menuitem.8d78849a34f1cd28d0c9d910026041a0/?vgnextoid=664ctb
7¢04195510VgnvVCM1000001d04140aRCRD.

9 http://datos.bancomundial.org/indicador/GB.XPD.RSDV.GD.ZS.

100 https://europa.eu/european-union/topics/research-innovation_es.

)" http:/www.ine.es/prensa/imasd_prensa.htm.
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Taking into consideration the data provided by Eurostat'? (updated in Febru-
ary 2017), the number of researchers full-time in EU was of 1.82 million in 2015.
Regarding these data, Spain is in the 4™ position in EU after Germany, United
Kingdom, and France (data still consider UK). Spanish researchers compose the
6.73% of the total number of researchers within the EU. According to Scimago
Journal & Country Rank'®, Spain’s research activity regarding the number of pub-
lications is excellent, occupying the 10" position in the world and the 5 in Europe.
About the strategies for developing the research and innovation activities, Spain
has always been a collaborative country. In the eighties, the Ibero-American Pro-
gram of Science and Technology for Development (CY TED) established a network
of scientists in Latin America and Spain and, thanks to this program, nowadays
more than 28,000 researchers are connected. Other relationships regarding science
diplomacy take place between (Elorza et al., 2017): USA and Spain (i.e., increasing
the visibility of Spanish researchers in different areas in USA), UK and Spain
(i.e., establishing a Society of Spanish Researchers in the UK), and Germany and
Spain (i.e., career development for Spanish researchers).

Spain is also following strategies and guidelines embodied in the Strategic
Framework for Education and Training 2020 for the development of education
in the EU. Universities themselves in Spain are really concerned with the strat-
egy for the development of education and are keeping track really closely to
the developments made by the Government regarding this issue. For example,
in 2013, a Commission composed by a team of experts provided guidelines in
different areas on how to improve the educational system'¥: the selection of
research and teaching personnel, the assessment of universities’ quality, the
head of universities, the funding, and the undergraduate and post graduate
programs.

The national reports documenting the phenomenon of disability. There is
a lack of updating regarding the data about the phenomenon of disability (Ver-
dugo, Gémez, Navas, 2013). Latest data come from the Survey on Disabilities,
Personal Autonomy and Dependency Situations (EDAD in Spanish, 2008).

Taking into consideration the EDAD Survey'?, data show that there were
3.8 million of persons with disability in Spain in 2008 (it was 8.5% of the
total population). This Survey also provided information on the distribution
of disabilities per age groups; the prevalence of disability per gender and
region; the total number and percentage of people with disability that had

12) http://ec.europa.eu/eurostat/statistics-explained/index.php/R_%26_D_personnel#
Source data_for tables and figures .28MS_Excel.29.

13 http://www.scimagojr.com/countryrank.php.

9 http://www.usc.es/export9/sites/webinstitucional/gl/web/descargas/propuestas-reforma.
pdf.

15 http://www.ine.es/dyngs/INEbase/es/operacion.htm?c=Estadistica C&cid=125473617678
2&menu=resultados&secc=1254736194716&idp=1254735573175#.
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a job; the percentage of students with disability (and the percentage of those
students who had academic success); the percentage of individuals with dis-
ability that suffer discrimination; and the kind of environment where people
with disability live — and who lived with them — (Esparza, 2011). In Spain,
the incidence of disability increases with biological age, especially after the
54 years of age (Verdugo, Gémez, Navas, 2013). Under a legal point of view,
people with the “recognition” of disability are a total of 2.8 million habitants
in Spain, according to official data provided by the Institute of Elderly and
Social Services in 2014'9. The EDAD Survey was supposed to be updated
in 2016'7 according to the National Statistical Plan 2013-2016, but political
instability has delayed it.

Apart from the statistical reports conducted, there has been a raise of the
rights perspective towards people with disability in Spain. Although the United
Nations’ Convention on the Rights of Persons with Disabilities (CRPD, United
Nations, 2006) claims that “every human being has the inherent right to life”
(p. 10), the existing jurisdiction has been applied with fewer rigors to persons
with disabilities (Verdugo, Gémez, Navas, 2013). The CRPD was signed in 2008
and since 2011 it’s developed in Spain. Aligned with the European Disability
Strategy 2010-2020: A renewed commitment to a barrier-free Europe, and the
cited CRPD, Spain established its own National Strategy on Disability 2012—2020
(Ministry of Health, Social Policies and Equality, 2011) which includes some
guidelines on how to ensure the rights embodied on the CRPD, by addressing
different areas, like: accessibility, employment, education and training, poverty
and social exclusion, real and effective participation, equality, health, external
actions, economy, and information.

The legal instrument for assuring the rights of individuals with disabilities, and
both their social and educational inclusion in Spain, is the General Law on the
Rights of Persons with Disabilities and their Social Inclusion (Ministry of Health,
Social Services, and Equality, 2013). This law supposes the framework for all the
actions regarding the obligations and rights of individuals with disabilities in dif-
ferent areas aligned with the Spanish and European strategies, and the CRPD.

Historical and contemporary approach towards disability

Facts — leading representatives. The first attempt for educating students
with disability in Spain was back in the XVI century. Fray Pedro Ponce de Ledn
(1508?7—-1584), monk and pedagogue, was pioneer in the world by developing
a new pedagogical approach to teach deaf students to speak, and he created
a school where other representatives in the study and scientific approach towards

16 http://imserso.es/InterPresent2/groups/imserso/documents/binario/bdepcd_2014.pdf.
1) https://www.boe.es/boe/dias/2012/12/08/pdfs/BOE-A-2012-14907.pdf.
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disability developed their work. One of those representatives was Juan Pablo
Bonet (1573-1633), pedagogue and speech therapist, who wrote the first book
about the education of deaf students in Spain. Regarding sensory disabilities, the
XIX century was important due to Claudio Moyano y Samaniego (1809—-1890),
lawyer, philologist, philosopher and politician concerned about the educational
system. In 1857, he initiated an important reform within educational system by
developing Moyano’s Act (1857). In this Act, the regulation of key aspects related
to the education of blind and deaf students were addressed. However, this law
didn’t put the accent on individuals with intellectual disability (ID).

In comparison with other European countries, Spain was in the back of both
research and professional practice towards students with disability. Regarding
students with ID, Francisco Pereira Bote created a journal strictly dedicated to
the study of Abnormal Children in 1907. He also created The Psychiatric-Ped-
agogic Institute-Sanatorium for children with mental retardation in 1908, and
the Psychiatric and Pedagogic Institute in 1930 (Fernandez-Santamaria, 2011).

However, they were not the first institutions in Spain regarding the education
of students with ID. The Central School for the Abnormal was created in 1922
(Fernandez-Santamaria, 2011), as a public school for addressing the education of
children and adolescents with ID until 14 years old, and its importance is transcen-
dental for the scientific studies on disability and special education in Spain (Molina,
2009). Maria Soriano Llorente (1900—1996), who was an elementary and middle-
school teacher and the director of the Central School for the Abnormal since 1923,
was one of the forerunners in the scientific study of disability and special education
in Spain. She travelled to foreign countries where she received instruction on the
newest scientific approaches, and she also participated in different scientific as-
sociations and international forums (Fernandez-Santamaria, 2011), applying that
knowledge and leading the changes in the special education field in Spain. The
first legal document that addresses the education of students with ID was the Law
on Elementary Education in 1945 (Scheerenberger, 1984). Finally, the Central
School for the Abnormal changed his denomination in 1960, acquiring the name
of National Institute on Therapeutic Pedagogy. Carmen Gayarre (1900—-1996) was
another pioneer of special education in Spain. She created different Schools and
she was also interested in the transition processes, leading the creating of different
workshops towards transition to adulthood in Spain (Fernandez-Santamaria, 2011).

In 1975 the National Institute on Special Education was created as an autono-
mous organism dependent of the Ministry of Education and Science. Three years
later, in 1978, the National Plan on Special Education was published based on
Warnock’s Report, and established the principles of special education in Spain:
normalization of services, integration of students with special needs, sectorisa-
tion of services, and individualization of teaching (Fernandez-Santamaria, 2011).
These achievements aforementioned have lead the change from and exclusion
perspective to the current paradigms in the study of disability.
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General current trends — formulating paradigms. Looking throughout
history of disability in Spain, there have been many changes regarding both the
way of thinking as society about people with disability and the kind of services
and supports provided by professionals (Verdugo, Gémez, Navas, 2013). When
addressing the issue of the construction of disability paradigms in Spain, the
Puig de la Bella Casa’s perspective (1990) and the Demetrio Casado’s one (1991),
are the most commonly referred.

According to Puig de la Bella Casa (1990), there are three main paradigms
in the building of phenomenon disability in Spain: the traditional paradigm, the
rehabilitation paradigm and the personal autonomy paradigm. In the first one,
people with disability were marginalized because they were dependent, with low
performance, and had to be in segregated settings. Under the rehabilitation para-
digm, disability was considered a deficit inside the person that determined the
performance. The key aspect was the rehabilitation lead only by professionals,
and was focused on the level of functionality restored and whether the person
with disability had a remunerated employment or not. Finally, the personal au-
tonomy paradigm, which is based in the independent living movement, is against
the marginalization of people with disability. This paradigm is closely linked to
people with sensory and physical disability and is near to the self-determination
movement of people with ID who claimed control of their own lives and the
suppression of social and physical barriers within society.

A similar review of paradigms in Spain is provided by Demetrio Casado
(1991). This author identifies four paradigms: utilitarian integration, annihilation
exclusion, specialized and technic intervention, and accessibility. In the utilitar-
ian integration, the disability was considered as a God punishment (or proof),
and the best option for individuals with disability was to work within the family,
and they had marginal roles in society (e.g., crier or shoemaker). The annihilation
exclusion paradigm coexisted with the previous one, and consisted in occulting
persons with disability (overall with intellectual and/or developmental disability)
by enclosing them at home. The specialized and technic intervention paradigm,
put the focus on the improvement of the quality of attention towards people with
disabilities but, professionals had the active role and people with disability were
passive (they received supports normally in segregated settings). The accessibility
paradigm is the current paradigm in Spain, closely linked to the interdisciplinary
scientific work that nowadays takes place in the country. The normalization and
inclusion are the key aspects for people with disability to enjoy the same rights
than their equals without disability and to participate within their community of
reference alongside their peers.

In the field of special education, three moments can be described in Spain
(Echeita, 2013): the exclusion paradigm, the integration paradigm, and the in-
clusion paradigm. In the exclusion paradigm, students with disabilities of any
kind were considered as non-teachable within general education settings and the

CNS nr 3(49) 2020, 115-137



Gathering evidences in all system-levels for the applied impact of Disability ... 121

main response towards them was special education centers. In Spain, the inte-
gration movement started in the eighties, with the Social Integration of Disabled
People Act (1982), and was characterized by the presence (but not participation
and learning) of students with disability within general education settings. Al-
though this movement put the accent on environmental factors, it still was under
a medical perspective and didn’t analyze the difficulties that ordinary schools
had in the education of students with disability. The inclusion paradigm started
in Spain with the Salamanca Statement and Framework for Action on Special
Needs Education, adopted by the World Conference on Special Needs Educa-
tion and organized in Salamanca (Spain) in 1994. This paradigm is based on
a socioecological understanding of the needs of students with disability and puts
the accent on identifying and removing barriers for learning and participation of
those students, guaranteeing their access, promotion, learning, and participation
within general education settings alongside their peers without disability.

Disability studies — scientific discipline, field of study. In Spain, Disabil-
ity Studies is understood as an interdisciplinary field and has the recognition of
scientific study. The first Cathedra specifically dedicated to the scientific study
on disability was created in the year 2002 at the University of Salamanca. The
interdisciplinary and scientific study of disability in Spain, assumes the most ad-
vanced paradigms and models in the international framework: the biopsychosocial
approach, based on the World Health Organization’s International Classification
of Functioning, Disability and Health (ICF); a strengths-based approach regarding
the capability of the person; a personalistic approach that considers the active role
of the person, its needs and its wanting; the supports paradigm for bridging the gap
between personal capabilities and environmental demands; and the rights perspec-
tive assumed by the CRPD. Quality of Life (QoL) is considered the framework
for the provision of supports that improves the functioning of individuals with
disability and leads the achievement of their personal desired outcomes and enjoy
their rights. Spain has not only assumed this perspectives, the country has also
done important contributions in the development of those approaches, especially
in the field of QoL (Schalock, Verdugo, 2002, 2007, 2012a, 2012b).

The first and only university institute on the scientific study about disability
in Spain is the Institute on Community Integration (INICO). This institute was
created in 1996 and is composed by interdisciplinary professionals that lead ac-
tivities linked to training, research, and counseling in the field of disability with
the aim of easing and enhancing the QoL and self-determination of people liv-
ing at social disadvantages in different contexts and throughout their life cycle.
Its scientific activity has been summarized recently due to its 20™ anniversary.
Table 1 shows Institute’s scientific achievements. Data concerning all INICO'’s
achievements are available'®.

18 http://inico.usal.es/432/el-inico/20-aniversario-del-inico-1996-2016.aspx.
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Table 1. Scientific activity of the /nstitute in terms of outputs

0,
Kind of scientific activity Nun'lb'er of % Of t?tal
activities activity
Scientific publications (articles, books, handbooks, 1295 31.98%
chapters)

Contributions to scientific conferences and congresses 1825 45.06%
(presentations, roundtables, communications, etc.).

Research Projects 542 13.38%

End-of-Master thesis 333 8.22%

PhD Thesis 55 1.36%

Source: self-elaboration.

Perhaps the most ambitious project developed by the INICO has been the crea-
tion of the Service on Information about Disability (SID in Spanish) in 1999. The
SID, which was jointly created by the Ministry of Health, Social Services and
Equality and the INICO, is a public internet portal that is aimed at professionals,
politicians, and developers and managers of public policies. This service has
three main functions: acquire, systematize, and spread information on disability.

The growth of the scientific study of disability in Spain has given place to
the development of several post-graduate programs where professionals com-
ing from different undergraduates (e.g., psychology, pedagogy, teaching, social
work, medicine, law, or physiotherapy) receive an updated and scientific-based
training regarding different issues pertaining disability studies. According to
the SID, in Spain there are more than 100 post-graduate programs related to
disability'?.

Two of the most important post-graduate programs in Spain are: Master on
Integration of People with Disability-Quality of Life, co-developed by INICO
and Plena Inclusion (a confederation of organizations that act in benefit of peo-
ple with disability and their families in different areas like education, health,
citizenship, employment, or rights) and the University Master on Research in
Disability, developed by INICO. The first master is aimed to direct-practice pro-
fessionals and its main goal is to train them under evidence-based approaches
and strategies. This master was created in the year 1991. It lasts two academic
courses and is currently on its 25" promotion. Due to the importance and impact
of INICO in Ibero-American context, this master’s degree has also an online
version called Master on Integration of People with Disability-Ibero-American
Program which is on its 9" edition. The University Master on Research in Dis-
ability was created in the year 2011 by /NICO, and its aim is to provide a special-
ized training and improve the research abilities of future professionals in the field

19 http://sid.usal.es/formacion.aspx.
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of disabilities allowing them to access to the latest paradigms and current trends
in scientific research in the field of disability.

Apart from the postgraduate programs, INICO organizes every three years
the International Congress on the Scientific Research on Disability since 1995.
The last Congress took place in 2015 and it was composed by 242 scientific
activities, including: 3 plenary conferences, 1 scientific session, 1 colloquium
about humor and disability, 7 roundtables, 30 symposium, 30 communication ta-
bles (120 presentations), and 72 posters. It gathered more than 500 people, from
interdisciplinary fields and from different countries in Europe and America?”.
The INICO has also established its own interdisciplinary and collaborative
network of research between Spain and Ibero-America regarding the field of
disability. Thus, the Ibero-American Network on Research on Quality of Life
(REDICABI in Spanish) was created in 2012 with the aims of: spreading the
QoL model developed by Schalock and Verdugo (2002, 2007, 2012a, 2012b),
promoting organizational change, and spreading and adapting different tools for
QoL assessment in different countries®?.

Different scientific journals are dedicated to the study of disability in Spain.
These journals are: Revista Espariola sobre Discapacidad (Spanish Journal on
Disability); Siglo Cero. Revista Espariola sobre Discapacidad Intelectual (Zero
Century: Spanish Journal on Intellectual Disability); and Autonomia Personal
(Personal Autonomy). All of them are based on an interdisciplinary understand-
ing of disability.

As a conclusion of the picture of Disability Studies field in Spain, this is
a well-defined field, and it is mainly accomplished by universities in general and
by institutes of research. Apart from the aforementioned /NI/CO, there are differ-
ent universities that undertake Disability Studies, like the University of Murcia
with the Center on Disability Studies and Personal Autonomy promotion, which
promotes research and advocates for personal autonomy in individuals with dis-
abilities??.

Interdisciplinary empirical analysis of the phenomenon of disability

Research analysis in the positivist orientation. This orientation has three
main goals: to explain, to control, and to predict. The positivist orientation has
been mainly developed by the natural sciences, but nowadays it has been also
adopted by the social sciences. The methodology of this orientation is quantita-
tive and typically involves three methods: experimental, cuasi experimental and
ex-post-facto (Sarrado, Cléries, Ferrer, Kronfly, 2004). This orientation has given

200 http://inico.usal.es/c52/jornadasdiscapacidad.aspx.
2D http://inico.usal.es/c152/rivicabi.aspx.
22 http://www.um.es/web/dipap/.
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place to different scientific publications in Spain regarding the interdisciplinary
fields that study disability (e.g., psychology, education, medicine, physiotherapy,
or social work).

One of the most prolific fields of research under positivist orientation within
disability field is psychology, because it is incardinated in health, social, and
educational services. In the field of psychology, one of the main efforts under
the positivist orientation is the study of different constructs pertaining disabil-
ity, such as support needs, self-determination, and QoL — among others. The
scientific study of those constructs has been addressed from different ways,
like studying the relationship between them, or trying to act in those constructs
somehow under socioecological perspectives. However, for each aim, a high
level of accurateness is required, thus, it is necessary to assess those constructs
for establishing statistical relationship between them, and it is also necessary
a good assessment when providing interventions. That’s why in Spain, an im-
portant branch of research has focused in the development of new assessment
tools that will lead the development of evidence-based practices. Psychometric
studies put the accent on the building of high-quality assessment tools (i.e., tests
or questionnaires). Psychometry is commonly based in the hypothesis that the
tool (and the items) will have a good functioning, being reliable and valid for
measuring the proposed construct. Hypotheses are directly transformed into sta-
tistic tests (e.g., normality or colinearity). Thereby, there are many tools recently
developed regarding support needs construct (Guillén, Verdugo, Arias, Vicente;
2015; Verdugo, Arias, Ibanez, Schalock, 2010), QoL (Verdugo, Gomez et al.,
2014; Verdugo, Aguilella, Sainz, 2012; Verdugo, Gémez, Martinez, Santamaria,
Clavero, Tamarit, 2013; Goémez, Alcedo, Verdugo et al., 2016), and self-determi-
nation (Verdugo, Vicente et al., 2014).

Regarding support needs, one of the most important tools developed in Spain
is the Supports Intensity Scale for Adults, which shows excellent psychometric
properties regarding reliability and validity (SIS, Verdugo et al., 2010). The data
obtained went in the same direction than those obtained in the different versions
of the scale (i.e., English, French, Italian, Catalan, and Dutch). The SIS is com-
monly used in different organizations as a basis for providing supports to adults
with ID in Spain. Similar results were found in the development of the Supports
Intensity Scale for Children (SIS-C) aimed for children and adolescents with ID
(Guillén et al., 2015; Verdugo, Arias, Guillén, Vicente, 2014; Verdugo, Guillén,
Arias, Vicente, Badia, 2016). In those cases, the SIS-C also provided evidence of
its reliability and validity in its different versions. Based on the use of these tools,
different studies have been conducted within a positivist approach (Verdugo,
Arias et al., 2016; Verdugo, Guillén, Amor, Aguayo, Arias, 2016). For example,
Verdugo, Guillén et al. (2016), based on the use of the SIS-C, found that there
were statistical differences on the support needs depending on the level of intel-
lectual functioning in a sample composed by 400 students (100 with common
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development, 100 with mild ID, 100 with moderate, and 100 with severe, all
of them aged 5-16 years old). The hypothesis they established was that if indi-
viduals had a high intellectual functioning, then they would have lower support
needs. By using an ANOVA they found statistical differences on the statistic
means of support needs between four different levels of intellectual function-
ing: higher level of intellectual functioning entails lower support needs and vice
versa. Verdugo, Arias et al. (2016) found that there were statistical differences
in the support needs depending on the age of students and that those differences
tended to be concentrated in the means of the younger and older children (5-10
vs. 11-16 years old).

Other construct addressed under this orientation is the self-determination.
Concerning the assessment of self-determination, Verdugo, Vicente et al. (2014)
developed the ARC-INICO Scale, for assessing self-determination of students
with ID aged 11-19 years old. This scale also showed good psychometric proper-
ties regarding reliability and validity (Vicente, Verdugo, Gomez-Vela, Fernandez-
Pulido, Guillén, 2015). There are some studies that have explored self-determi-
nation’s relationship with other important constructs like support needs. These
studies are useful in the design of interventions letting professionals to establish
predictions and hypotheses. For example, Vicente, Guillén, Verdugo, Gémez-
Vela, Arias, and Navas (2012), established the hypothesis that individuals with
less self-determination would have higher support needs and vice versa. In the
study, authors assessed a sample composed by 35 children and adolescent with
ID and found a significant linear and inverse relationship between the support
needs of children and adolescents with ID and the level of self-determination.
The self-determination has also been important in the direct practice with indi-
viduals with disability (Arellano, Peralta, 2013; Arranz, 2007; Ortiz, Tarraga,
2015; Peralta, Arellano, 2014). For example, Ortiz and Tarraga (2015) developed
and tested a program for improving self-determination in a child with mild ID. It
was a pre-experimental pre-test and post-test design without control group. The
findings showed an improvement on the self-determination assessed by using
a questionnaire after program’s implementation.

The most important construct of research in Spain within the disability field
is QoL, because of its importance in the health, educational, and social services
(Schalock, Verdugo, 2002). Regarding this issue two scales have been recently
developed in Spain. San Martin Scale (Verdugo, Gomez et al., 2014) is aimed to
individuals with significant disabilities. Its psychometric properties are excel-
lent. Gémez, Alcedo, Verdugo et al. (2016) have developed the KidsLife Scale
focused in children and adolescents with ID (aged 4-21 years old) and this scale
also shows evidences of good psychometric properties (Gomez, Alcedo, Arias,
et al., 2016). While the San Martin Scale provides both objective (based on the
professional assessment) and subjective (self-report) information, KidsLife is ob-
jective. There are different works aimed to improve individuals’ QoL. For exam-
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ple, Pascual-Garcia, Garrido-Fernandez, and Antequera-Jurado (2014) wanted
to assess the impact of a program focused to improve self-determination, on the
QoL of individuals with ID. Authors were based on an experimental design with
experimental and control groups, and the hypotheses were: (1) at the beginning
both groups would have similar QoL and (2), after the intervention, experimental
group would have a better QoL. Results showed that there were not statistical
differences on QoL between the two groups prior to the intervention but, after it,
there was a QoL improvement within experimental group.

In the field of educational sciences, there are also many evidences under a posi-
tivist orientation in Spain. The efforts of researchers have been directed mainly
to two areas: capacity building (i.e., academic performance), and improvement
of inclusion outcomes. As an example of the first kind of research, Ripoll, Bravo-
Iriso, Iruzun, Pérez-Pérez, and Zuazu (2016), developed a pre-experimental pre-
test and post-test design with one group where they tested an intervention for
improving reading skills in students with different conditions, including autism
spectrum disorders. Results showed that there was statistical difference between
the pre-test and the post-test in terms of number of read words per minute.
Regarding the second kind of studies, Lozano-Martinez, Alcaraz-Garcia, and
Colas (2010) conducted a pre-experimental pre-test and post-test intervention
with one group, where authors designed and assessed a program for improving
the emotional and cognitive recognition in students with autism spectrum disor-
ders. They found that the program also improved the social interactions between
students with and without disability.

Research analysis in the humanistic orientation. This tradition includes
those studies that provide original empirical data produced by researches within
an epistemological logic framework under a subjectivist tradition, whether phe-
nomenological, interpretative or critic perspective (Sarrado et al., 2004). This
approach addresses the mental representation that different people (i.e., families,
professionals, community members and people with disabilities themselves)
have towards disability and different issues concerning about it (e.g., inclusion,
QoL, barriers towards inclusion or attitudes).

Under families’ perspective, different researches have been developed in
Spain (Arellano, Peralta, 2015; Giné et al., 2011; Gonzalez-del-Yerro, Simon, Ca-
gigal, Blas, 2013; Lizasoain, Onieva, 2010). For example, Gonzalez-del-Yerro et
al. (2013); were interested in how families of individuals with ID understood the
term “family QoL”, which variables concerning this issue families considered
as important ones, the satisfaction with their own QoL, and their opinion on
how familiar QoL could be improved. Based on interviews authors provided
guidelines on how improve the QoL of individuals with disabilities and their
families. Arellano and Peralta (2015) were concerned in identifying the key
aspects of the relationships between families and professionals regarding their
children with ID. Based on interviews, authors detected the needs in this is-
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sue and provided strategies on how to address those needs and improving the
supports towards families’ children with disability based on the collaboration
families-professionals.

Another field commonly studied is the attitudes towards disability by differ-
ent individuals of the community where people with disability live (Alemany,
Villuendas, 2004; Fernandez-Cid, 2010; Sepulveda, Medrano, Martin, 2010;
Suria, 2012). The aim of these studies is to identify barriers that underlay at-
titudes towards disability and to provide guidelines on how to improve those
attitudes as a way to promote the inclusion and participation of individuals with
disability within mainstream settings. For example, Alemany and Villuendas
(2004) described the attitudes towards students with disability of different kind
among different teachers in a school in Spain. Using the interpretative approach
and based in interviews, authors found that pedagogy teachers, special education
teachers, music teachers, and hearing and language teachers, had positive at-
titudes toward students with disability. However, preschool teachers and foreign
language teachers had negative attitudes, and elementary teachers and physi-
cal education teachers had ambivalent attitudes. Finally, authors summarized
the aspects underlying the attitudes found. Suria (2012) interviewed teachers
with the aim of detecting the difficulties that teachers had towards the inclusion
of students with disability, and also the attitudes that teachers perceived from
“typical-development students” towards their classmates with disability. Based
on the interviews, author concluded that teachers didn’t feel ready enough for
providing support to students with disability and that students without disability
had positive attitudes towards their peers with disability.

Different researches have focused on the perception and feelings of indi-
viduals with disability (Morifia, 2010, 2015; Morifia, Molina, 2011; Rojas, Haya,
Lazaro-Visa, 2016). Rojas, Haya, and Lazaro-Visa (2016) studied a controver-
sial issue: sexuality and relationships in people with ID. Based in the interview
methodology, authors found out that people with ID claimed to have control over
their (social and sexual) relationships but they also assured that there were still
too many stereotypes surrounding this topic in Spain. Morifia and Molina (2011)
were interested in analyzing both barriers and supports that students with dis-
ability found in the university. Thus, authors interviewed 44 students from the
University of Sevilla with different kind of disability. Based on those interviews,
authors managed to identify the barriers and the supports that students with dis-
abilities themselves found in their daily life and, based on those findings, authors
designed an online program for training University’s teachers on how to address
properly the real needs of their students with disability.

Another important focus is aimed to contrast different stakeholders’ views
and interpretations about different issues pertaining disability (Castro-Belmonte,
Vila, 2014; Pallisera, Fullana, Puyalto, Vila, 2016; Pallisera et al., 2014; Verdugo,
Rodriguez, 2012). Pallisera et al. (2016) conducted a qualitative case study in
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order to analyze barriers, difficulties, and supports in the transition process from
the point of view of young people with ID and their families. Based on different
qualitative strategies (interviews, focus groups, and visual methods), students
with disability claimed to have experienced difficulties throughout their educa-
tional process especially in the transition process. Families complained about
the guidance received from professionals upon finishing secondary school and
about the lack of training options available to young people with disability. This
was directly translated into fears towards the possibilities of inclusion and labor
market integration. Based on the families’ and people with disabilities’ point
of view, the authors of this study provided guidelines on how to improve op-
portunities for the social inclusion of young people with ID in their transition to
adulthood. Verdugo and Rodriguez (2012) wanted to explore how the inclusion
of students with ID was in Spain taking into consideration the point of view of
students, families and professionals. This study found that the speech of partici-
pants changed depending of the educational level, being the secondary educa-
tion (in Spain, from 12 to 16 years old) the point where all participants referred
problems towards inclusion of students with ID. Based on this research, authors
also highlighted the need of providing supports beyond curricular aspects going
to other supports needs commonly forgotten inside schools.

Methodological pluralism. Such a complex field of study like disability
needs both quantitative and qualitative procedures of research to address its
multifaceted nature. Thus, there are many works under a mixed-methods per-
spective in Spain (Becerra, Montaner, Lucero, 2012; Cerrillo, Izuzquiza, Egido,
2013; Gonzalez, Cortés, 2016; Moro, Jenaro, Solano, 2015; Pérez-Castafieda,
Verdugo, 2008).

Moro, Jenaro, and Solano (2015) were interested in the study of fears, hopes,
and claims of parents of children with autism spectrum disorders. Authors based
their work on participant observation and interviews with 13 families that had
children with autism spectrum disorders. In this study families claimed that
professionals must provide the appropriate support and not only a diagnose.
Families also claimed the need to receive resources, as well as guidance on how
to raise up their children.

Pérez-Castafieda and Verdugo (2008) valuated the experience of having
siblings with autism in the family because of the special characteristics this
disability presents. Authors studied siblings’ perceptions in two aspects: the
influence of this experience on the fmily QoL, and the special characteristics
that the relationship between siblings could have in this case. This study had two
approaches: a quantitative approach, characterized by the assessment of family
QoL by using a scale; and the second stage was characterized by using focus
groups strategy. Findings showed that: the experiences of autistic siblings had
not a negative impact on the family QoL; the most valued family QoL dimen-
sions were health and security and supports for the person with disability; and
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that some autism characteristics, such as behavior disorders had an especial
influence on siblings’ relationship.

Luque and Luque (2015), using a mixed methods approach, assessed the
relationship existing between the kind of disability and the friendship and ac-
ceptation of students with disability. They used a brief survey which had closed
questions (quantitative approach) and an opened one (qualitative approach).
Authors didn’t find differences in friendship and acceptance by gender, socio-
cultural level, or sociocultural setting with regard to classmates with disabilities.
Significant influence was found, however, as a function of age, educational level,
and type of disability, associated with the individual characteristics of students
with disabilities. Authors highlighted the importance of developing values of
acceptance, respect, tolerance, positive consideration of diversity, as well as
supports and selfless help between classmates, because students with disability
commonly require individualized supports and thus have a greater probability of
distancing themselves from their peers without disability.

Selected constructs of recognition of the phenomenon of disability

Personalistic perspective. Personalism puts the accent on the human being
himself, as an actor and causal agent of its life. This consideration, normally
assumed by and for people without disability, has been denied to individuals
with disability, being marginalized in the society throughout history. Nowadays,
the consideration of disability claims an active role of people with disability and
defends a positive approach towards this condition, based on the capability of
the person and not on their limitations. Thus, it is necessary that people with dis-
ability become the main characters of their lives. To add more, the personalistic
perspective must be a key aspect towards the normalization and inclusion of
individuals with disability, like the personal autonomy, accessibility, and inclu-
sion paradigms defend. And this is especially important in individuals with in-
tellectual and/or developmental disabilities, because those individuals have had
more compromised their self-determination. All the constructs aforementioned,
are considered not only under a socioecological perspective, they also consider
the person with disability with an active role and assume a personalistic perspec-
tive by letting them to express their wanting and needs. Perhaps, the construct
that better defines personalism is self-determination. Self-determination is un-
derstood as the independence to decide and act as the causal agent in one’s life.
These are unchanging demands by empowerment movements focused on people
with disabilities and by people with disabilities themselves (Verdugo et al., 2015).

However, in Spain, personalism does not only define constructs, it also defines
the understanding of disability, recognizing the identity, rights, and abilities of
individuals with disability under a strengths-based perspective. The voices of
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individuals with disability under the personalistic perspective is a capital issue,
and so it must be when providing supports for improving their functioning and
personal desired outcomes, like self-determination, emotional wellbeing, inclu-
sion, or rights. Thus, the understanding and professional practices towards people
with disability takes two approaches: an objective approach, defined by families
and professionals; and a subjective (personalistic) approach, based on the needs,
wanting, beliefs and achievements desired by the own person with disability.

In an applied framework, the detection of needs also takes into considera-
tion individual’s view. For example, the assessment of self-determination with
the ARC-INICO Scale has two approaches: the professionals scale, and the
subjective scale, where the person provides information about its autonomy,
self-regulation, empowerment, and self-knowledge. The same comment can be
done with the INICO-FEAPS Scale (Verdugo, Gémez, et al., 2013) for assessing
QoL of individuals with disability. Once the needs have been detected by pro-
fessionals, families, and individuals with disabilities themselves, the provision
of individualized supports starts. And, again, the person with disability has an
active role. Firstly, because the provision of supports is based on individual’s ca-
pability and strengths; secondly, because the provision of those supports is done
mainly by natural supports, including those whom the person has freely elected.
A common strategy of providing supports to individuals with intellectual and/
or developmental disabilities is the development of individualized support plans
(ISP). The development of an ISP starts by identifying desired goals and experi-
ences in life of the person with disabitliy. The goal of this procedure, under the
person-centered planning process (PCP), is to detect what is really important for
the person with disability and what kind of barriers the person perceives. This
PCP involves the person with disability itself (main character), and those indi-
viduals selected by the person from its reference group (i.e., natural supports).
Once the goals to achieve are detected, it is also necessary to assess the needs of
individuals with disability and, based on that assessment, to provide the supports
that will improve their functioning and that will also lead the person to obtain
the desired outcomes.

Self-determination is also transcendental regarding the normalization and
inclusion of people with disability. What is more, in Spain, as research and
evidence have determined, self-determination is considered a domain of QoL
(Schalock, Verdugo, 2002, 2007, 2012a, 2012b). Thus, it is difficult to choose
which constructs are mainly under a personalistic approach and which ones are
mainly important for the normalization of individuals with disability. That’s
why, in general, all the constructs aforementioned, assume both an objective and
personalistic approach, and are aimed towards the normalization and inclusion
of individuals with disabilities.

Perspective of normalization of life of people with disabilities. QoL is the
main framework for achieving normalization and inclusion of persons with dis-
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ability. According to Schalock and Verdugo (2002, 2007, 2012a, 2012b), QoL
refers to a desirable condition of personal well-being and life satisfaction, which
is multidimensional in nature, has universal properties linked to culture, is
influenced by personal characteristics and environmental factors, and is made
up of objective and subjective aspects (i.e., authors recommend methodological
pluralism to address its assessment). However, like any social construct, QoL
cannot be directly measured; it has to be implemented through domains, indica-
tors and personal results. The concept of a domain refers to the factors that com-
prise well-being (Schalock, Verdugo, Gémez, Reinders, 2016). Eight domains
are proposed in this model: material well-being, physical well-being, emotional
well-being, social inclusion, personal relationships, self-determination, personal
development, and rights. The relative importance given to each of these domains
may vary from one person to another, and even at different moments in the life
of the same individual (Schalock, Gardner, Bradley, 2007). These domains are
implemented through core indicators, which refer to specific QoL perceptions,
behaviors and conditions that reflect personal or family well-being (Schalock
et al., 2016). This model has been supported worldwide and, although it was
first developed for individuals with ID, it is being adapted to other conditions in
Spain, like: visual impairment, elderly, drugs dependency, multiple disabilities,
and social services users in general (Verdugo, Gomez et al., 2013).

The QoL model acts as a framework for assessing the needs of individuals
with disabilities of any kind and for the provision of supports (Schalock, Verdugo,
2007). It is also a framework for the organizational change (Schalock, Verdugo,
2012a), and it is commonly used as a framework for the assessment, development
and enhancing of public policy regarding the field of disability (Schalock, Ver-
dugo, 2012b). This understanding of QoL acting at the microsystem, mesosys-
tem and macrosystem of individuals with disability, makes of it a key construct
regarding the normalization and the inclusion of individuals with disability in
the community. The QoL model aligns with the current paradigms regarding
disability and the CRPD, and that’s why beyond research, is a framework for
practitioners. Since the mid-90’s, Plena Inclusion, which includes almost 1,000
organizations in Spain, has adopted the QoL model as the main compromise
with its users and families (Tamarit, Espejo, 2013).

There are evidences on how this model con promote the normalization and
inclusion of individuals with disability (Badia et al., 2011; Badia, Orgaz, Ver-
dugo, Ullan, Martinez, 2013; Longo, Badia, Orgaz, 2013). For example, Badia
et al. (2013) explored the relationships between objective and subjective QoL
and leisure participation of adults with developmental disability. Authors found
that there weren’t relationships between objective QoL and leisure participation,
but correlations between some leisure participation dimensions and specific
subjective QoL domains were observed. Complementary results were obtained
by Longo, Badia, and Orgaz (2013). In this case, based on the assumption of the

CNS nr 3(49) 2020, 115-137



132 Antonio M. Amor Gonzdlez, Miguel A. Verdugo Alonso, Maria Ferndndez Sanchez

importance that leisure participation has in individuals’ QoL, authors analyzed
the patterns and predictors of participation in leisure activities outside school of
Spanish children and adolescents with cerebral palsy. They found that, although
the participants had low diversity and intensity of participation, they had high
levels of enjoyment. The provision of leisure participation opportunities to indi-
viduals with disability and providing the supports for being in their community
alongside their peers, is a good way for promoting their QoL and, what is more,
their presence and participation in the community will lead to the normalization
of disability and their inclusion.

Beyond research, Plena Inclusion keeps on developing “good practices hand-
books” on how to promote QoL of their users. Thus, research and practice are
acting jointly with a higher aim: to make the normalization and inclusion of
individuals with disability come true. To reach this aim, research and organiza-
tions adopt a socioecological approach that considers the strengths, rights, and
view of individuals with disability, and the goal of improving their functioning
and their QoL by providing proper supports.

Cultural construct. As a cultural construct, disability is no longer something
inside the person, so the response towards disability must be social. This under-
standing of disability emphasizes that the physical and social barriers within
environment, as well as the practices, organizational structures, and social atti-
tudes, define the disability. In Spain, the disability as a cultural construct started
closely linked to individuals with physical and sensory disabilities. This way of
understanding disability puts the accent on the participation of individuals as
services consumers that must take an active role in the planning and develop-
ment of those services. Under this perspective, the aim is to suppress physical
and social barriers within environment and stress a political accent on the per-
sons with disability movement (Verdugo, Gomez, Navas, 2013).

The implementation of social-constructivist approach towards disability has
been weak in Spain (ibid.). Ferreira (2008) assumes that the key of it is that the
social construction and identity of individuals with disability lies on a heterono-
mous mechanism triggered when people with disability face that they are different.
Moreover, differences regarding different kind of disabilities add difficulty to the
social identity of disability as a group. The group with the stronger social and
cultural identity is the group of people with hearing impairment, because they
claim to belong to a “Deaf Culture” with an own idiosyncrasy (e.g., different com-
munication).

The lack of implementation of a social model in Spain, led to the development
of the diversity model of disability (Verdugo, Gémez, Navas, 2013). The con-
structivist or social model aspired to a normalization which was incompatible
with the diversity that individuals with disability present. The diversity model,
however, changes the term “person with disability” by “person with functional
diversity” without making any distinction on the kind of disability related to the
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person. The diversity model advocates for dignity, by detaching it from capacity
and considering that diversity brings in wealth to the society.

However, although the models aforementioned brought a new perspective that
was not considered before, and played a fundamental role in the rights move-
ment, both of them suffer from certain limitations, because those models don’t
mention the individual perspective and they are mainly focused on a sociopoliti-
cal understanding of disability and not on the supports that the person may need
(ibid.). The individual perspective, however, puts the focus on the strengths of
the person, and is aimed at improving their functioning and desired outcomes.
However, the study of the social-constructivist model does not put the focus
on what abilities the person has, and how to enhance them. On the one hand, it
claims the dignity and the rights of individuals; but, on the other hand, it doesn’t
create a framework for achieving what it demands.

Conclusion

In this article authors have put the focus on the evolution of the disability field
in Spain, regarding both the social understanding and evolution of paradigms
about disability, and the main constructs of research and the ways for addressing
them. This paper is aimed to provide researchers in other countries an overview
on how is this field currently in Spain, and how has been the path walked.

The current paradigms in Spain regarding the personal autonomy, the acces-
sibility and the inclusion of individuals with disability are aligned with the rights
perspective embodied in the CRPD. The main topics of research concerning dis-
ability in Spain are QoL, supports, self-determination and inclusion (educational
and social), and are addressed using quantitative, qualitative and mixed-methods,
taking into consideration the voices of people with disability and their normaliza-
tion and inclusion. The final aim of the disability field in Spain, is not only to un-
derstand what disability is and what are the main constructs concerning disability
and their relationships, is to generate an inclusive framework for the provision of
supports based on the strengths of individuals with disabilities of any kind, to help
them live a life of quality and enjoy their rights. QoL is the framework for the pro-
vision of supports for improving functioning of individuals with disability and for
leading the achievement of their personal desired outcomes; for the organizational
change; and for the policies’ development and assessment.

The main challenge that disability field still has to face in Spain, is the devel-
opment of inclusive public policies regarding disability. Although the research is
directly related to the needs of individuals with disability and the organizations
providing multidisciplinary supports to them, the administrations still keep on
ignoring research and the voices of individuals with disability. Thus, the public
policies regarding disability developed in Spain are really far away from real-
ity, they are just a compendium of good wishes and general outlines, but don’t
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generate an specific framework for achieving the rights of the CRPD. Although
research provides the framework for the development and assessment of public
policy regarding disability, political organisms still have to take it into consid-
eration. Spain has always been a country with a majority in the Government, but
the situation has changed. Current situation makes necessary a dialogue between
political parties and creates a new opportunity for the development of new in-
clusive policies pertaining disability, policies that must be based on the rights of
individuals with disabilities, on their voices, and on the evidences provided by
research for making those rights come true.
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Introduction

Basic information about the country

Taiwan is an island state in the Southeast Asia with a population of 23,464,787
habitants (as of July 2016). Geographically it is strategically located off the
southeastern coast of China with the Taiwan Strait in between (Central Intel-
ligence Agency, 2016). Due to China’s insistence that Taiwan belongs to China,
most countries in the world do not recognize this tiny island state of 36,000
km?2, slightly bigger than Belgium, as an independent country. The majority of
international organizations including the United Nations and the World Bank
have rejected Taiwan’s membership applications. However, to its 23 million
residents, Taiwan is a de-facto nation. It has a functional and democratic govern-
ment that exercises sovereignty over a well-defined territory and population and
conducts its own foreign relations. Han Chinese people make up around 98%
of the population. The remaining 2% percent are comprised of native Taiwan-
ese of Austronesian ancestry and recent immigrant spouses and workers from
Southeastern Asian countries (Rubinstein, 2007; The Executive Yuan, 2016).
The main language people speak on Taiwan is Mandarin Chinese, along with
regional Chinese languages of Min, Hakka and aboriginal languages, and lan-
guages brought by immigrants from their home countries of Vietnam, Indonesia,
Thailand, and others.
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Strategy for the development of education

In 2014, Taiwan’s compulsory education was extended to 12 years and stu-
dents are required to finish elementary (6 years), junior high school (3 years),
and high school (3 years). Special education is an integral part of the education
system and students receiving special education services follow the same educa-
tion pathways along with their typically developing peers.

Although each student will eventually find a school to attend up to high
school, the idea about what schools are for, which has been formed and strength-
ened until the very recent past, continues to influence many parents’, teachers’,
and teacher trainers’ beliefs and practices in schools and teacher training in-
stitutions. Education in Taiwan, a Chinese-dominant society, has been viewed
as a competition among students for high examination scores which are tickets
to top-ranking schools and universities. Education qualifications are highly
regarded and beneficial to securing a good job and therefore one’s position in
the society. The recent results of TIMSS 2015 revealed that students in Taiwan
scored high on both Mathematics and Physics tests; however, the same students
were at the bottom on a related context survey investigating their interest and
self-confidence in Mathematics and Physics (Huang, 2016). Making high school
a part of compulsory education in 2014 will not change people’s ideas about
education overnight but it is a good start. In addition to this new change, the
Ministry of Education, agency responsible for national academic and education
administration, is actually aware of the education situation described above and
adopted the following education reform policies hoping to add alternatives or to
change the current views about education in Taiwan.

e ‘Exam free’ pathways to upper secondary school

e Decentralized an overly restrictive curriculum

e High-quality early childhood education to all students

e Subsidized students from disadvantaged homes, and strengthened supports
for disadvantaged students

Improvement of vocational training and education programs

e Arts education available to all students

e Promotion of e-learning

The national reports documenting the phenomenon of disability

The special education has the dominating role within the field of disability in
Taiwan. The parents’ organizations and scholars promoted the equal rights with
education and adult life for the people with disabilities. The approaches started
from the legislation and then the supervision of government implementation.

The Special Education Act in Taiwan was first enacted in 1984 and had 25
sections. It was recently amended in 2009 and now has a total of 51 Articles
(Ministry of Education, 2009).
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The Enforcement Rules of the Special Education Act were amended to imple-
ment the Special Education Act in 2012. The least restrictive environment and
the provision of appropriate education are the main principles for schooling of
students with disabilities.

The main mission of special education in Taiwan is stated in the Article 1:
The Act is enacted for the purpose for individuals with disabilities and/or
giftedness to receive appropriate education, fully develop their potential,
develop a sound personality, and be empowered to provide social services to
others (Ministry of Education, 2009). Article 18 states that the provision and
programming of special education and related services should be based on
the principles of appropriateness, individualization, localization, accessibil-
ity, and inclusion. This stipulation clearly advocates inclusive education for
students with special educational needs. In addition, Article 22 announces the
zero-rejection policy in general education schools, including the public and
private schools, and tests catered for students with special educational needs.
Based on Taiwan’s special education legislation, all school-age students with
special educational needs are to attend an age-appropriate general education
school in their neighborhoods alongside their peers without disabilities. As
the special education legislation evolves, inclusive education has become the
guiding principle and practice for special education policy in Taiwan.

Sufficient budget is needed for the special education sector to provide the
appropriate education. Article 9 of the Special Education Act stipulates the
amount of budget guaranteed for the special education. All governmental enti-
ties should configure the special education budget to the extent that is no less
than 4.5% of the yearly educational budget in the central government and no
less than 5% in the local government. When the local government plans for its
budgets, special needs education is the top priority. In order to keep the quality
of local special education development, the central government should reim-
burse the local government for budgets in special education personnel costs
such as the teachers’ salary. The Ministry of Education in Taiwan has been
publishing national statistics pertaining to special education annually since
1999. Those data come from the national Special Education Transmit Net that
collects special education-related information across the whole country. Based
on the 2016 Special Education Statistics, the central government spent on the
education of students with disabilities was around 290,195,204.73 EUR and it
was 4.38% of the 2016 national education budget (if we include gifted educa-
tion, the figure rose up to 4.54%). The central movement did follow the legisla-
tion requirement. All local governments spent about 698,255,317.31 EUR in the
special education sector which was a total of the 5.80% of yearly educational
budget. In the local government budget, it was about 642,297,359.67 EUR
(91.99%) for students with disabilities and 8.01% for gifted students (Ministry
of Education, 2016a).

CNS nr 3(49) 2020, 139-158



142 Su-Jan Lin, Chen-Chen Cheng

Based on the legislation, special education services begin at early interven-
tion, from age 2, and ends in the higher education phase. The Special Education
Act also defines the continuum of the service system of special education schools
and special education classes, or programs in the general education schools.
When an authority considers the placement of students with disabilities, the
principle of proximity is followed. The practice of special education is embed-
ded in four different phases, which are stated in Article 10: (A) Preschool: in
hospitals, families, kindergartens, nursery, social welfare facilities, preschools
of special education, or other adequate places. (B) Compulsory education: in
general, elementary schools, junior high schools, special education schools, or
other adequate places. (C) Senior high school: in general, senior high schools,
special education schools, or other adequate places. (D) Higher/adult education:
in colleges, universities, or other adult education facilities.

Based on the 2016 Special Education Statistics, the vast majority of students
with disabilities in grades K-12 studied in general education schools (94.32%)
while the remainder of the students was placed in special education schools
(5.68%). In general education schools, only 12.74% were in full-time self-con-
tained classes. The most students with special education needs were served in the
general education classes and received special education services with resource
rooms programs (55.94%), itinerant programs (15.61%) and special education
support in the general classes (15.72%). This data indicated that around 87.26%
of students were in the inclusive education settings. This data also confirmed
that special education services were implemented by general education teachers
with some special educator cooperation and support.

Since 1997, the Special Education Act defines thirteen categories of disabili-
ties, including intellectual disabilities, learning disabilities, autism, develop-
mental delays, severe/multiple impairments, cerebral palsy, severe emotional
disorders, physical impairments, health impairments, hearing impairments,
communication disorders, visual impairments and other disabilities. When
a student presents more than one category of disability, then he or she will be
identified as having multiple disabilities.

Article 6 also stipulates that central and local authorities should set up
a Special Education Students’ Diagnosis and Placement Counseling Commit-
tee (DPCC) to identify the students with special educational needs. The central
and every local DPCC need to invite scholars, medical experts, education and
school administrators, and delegates of parents to participate in the processes
of identification and schooling decisions. Article 16 of Special Education Act
also stipulates that local authorities should provide diagnoses standard including
diagnostic criteria, procedure, duration, educational needs assessment, reas-
sessment procedure, and other details that are determined by central authorities
within the Disabled and Gifted Students Identification Regulation (Ministry of
Education, 2009)
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Based on the 2016 Special Education Statistics, the percentages of the 13
legislative disabilities from ages 2—18 (total: 108,635 students) are as follows:
learning disabilities (28.9%), intellectual disabilities (24.5%), autism (11.7%),
developmental delays (10.6%), severe/multiple impairments (5.1%), severe emo-
tional disorders (5.1%), hearing impairments (2.8%), health impairments (2.6%),
physical impairments (2.5%), communication disorders (1.7%), cerebral palsy
(1.7%), other disabilities (1.7%), and visual impairments (1.0%).

Meanwhile, the higher education had 12,678 students with special education
needs cross the 13 categories. The top three categories are: learning disabilities
(22.5%), physical impairments (16.0%) and autism (12.7%) (Ministry of Educa-
tion, 2016a).

Historical and contemporary approach towards disability
Facts — leading representatives

In 1891, the first special education institution was established in Taiwan. The
founder was Dr. William Campbell who was the pastor of the British Presbyte-
rian Church. This institution was founded for the persons with visual impairment
to teach them Braille to read the Bible and other prints. They also were taught
the skills of handicrafts for their independent living. In 1915, this institution was
transformed to become a private school and enrolled students with hearing impair-
ment (Ministry of Education, 2008a; National Taichung Special Education School
for the visually impaired, 2016; Sheu, 1982). In those beginning years, the special
education was developed by the Catholic and Christian church and private institu-
tions in Taiwan. In 1922, during the Japanese colonial period, the government took
over this school and it became the first public special education school in Taiwan.
From that time on, the government has been responsible for special education for
students with disabilities. Generally speaking, the church was the main institution
for Taiwan’s special education development. These special education pioneers were
pastors, priests, and other church-related personnel who dedicated their whole life
to the disability education in this land of Taiwan. They came from the oversea such
as Scotland, Hungary, Holland, Italy, and the United States (Ministry of Education,
2008b; Ministry of Education, 2016b; Sheu, 1982).

Gradually, the government was responsible for the special education system
established in the Japanese colonial period. The Self-contained Class was first
founded in the public primary school for the students with intellectual disability
in 1962. The self-contained class for the students with physical impairment was
established in 1963. Afterwards, many primary schools and junior high schools
started to receive the students with different categories of disability. To develop
a better understanding of these children’s educational needs, the government
held the first National Census for Children with Special Educational Needs aged
6 to 12 years old in 1974. This survey reported that there were 31,053 students
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needing special education and they were grouped under six different categories:
mental retardation, visual impairment, hearing impairment, physical impair-
ment, health impairment, and multiple impairments. This educational popula-
tion survey also facilitated the Taiwan first version of the Special Education Act
in the 1984. The second national census for children with special educational
needs was held in the 1990. This time children’s age was extended up to 15
years old. This survey found there were 75,562 students with special educational
needs. Five categories were also added in this national census: communication
disorders, severe emotional disorders, learning disabilities, facial disability, and
autism. The number of students classified as special education students, doubled
during 16 years. This phenomenon caught government’s attention and people
started to realize the importance of special education and how special education
is related to the equal education and civil rights (Ministry of Education, 2008a).
This concern became an important social issue in the following days. It also
influenced the second amendment of Special education Act in 1997 (Ministry of
Education, 2008b).

General current trends — formulating paradigms

Currently, according to the Special Education Law of 2009, the implemen-
tation authority in the central government is the Department of Student Affairs
and Special Education within the Ministry of Education. The local authori-
ties are the Special Education Division in each city’s or county’s Education
Bureau. Our special education service of the school system presents as shown
in Table 1.

Table 1. Taiwan’s Special Education System

Level Age Special Ed. Schools Regular Schools
Higher 19-22 Universities and Colleges
Education
Sepior 16-18 Senior High Senior ﬂigh/ Five-year colleges
High Vocational
Education [resource room program,
Regular Classes]
Civil Education | 13-15 Junior High Junior High Schools
[resource room program,
Regular Classes]
6-12 Elementary Elementary Schools
[resource room program,
Regular Classes]
Early Childhood | 2-5 Kindergarten Kindergarten
[resource room program
Regular Classes]
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Following an identification protocol, students with disabilities qualified for
special education will be given an appropriate placement and related service.
The schools will provide the proper education based on Individual Education
Plans (IEP) for each student. The educational placement and arrangement of
each student can be reassessed annually by competent authority (Ministry
of Education, 2016b).

At the higher education level, the government has improved the university
admission system for students with disabilities in the past decades. Through
multiple admissions and separate entrance exams for students with disabilities,
around 12,376 students with disabilities entered the higher education system in
2016. So far, 10.16% of higher education students were students with disabili-
ties. There are a total of 157 universities and colleges in Taiwan. Almost every
school has a Resource Room program to support their students with disabilities.
When the university/college has at least 8 students with disabilities, the special
education budget assumes the cost of hiring counselors working with students
on campus. In addition, 13 universities with special education departments and
centers have been providing professional consultancy, learning support and re-
lated service for students from all universities.

At the preschool level, the government encourages both public and private
kindergartens to increase the number of special education teachers. It also pro-
vides additional special educational training and workshops for all preschool
teachers in order to provide quality special educational service for students of
preschool age with disabilities. The significant achievement is that the number
of children with disabilities accepted in early intervention service rose from
9,612 in 2006 to 15,559 in 2016 (Ministry of Education, 2016a; Ministry of Edu-
cation, 2016b).

Since 1997, the Ministry of Education biennially monitors the implementation
of local governments with a focus on the special education process and products
for each two years. In 2009, it extended to a three-year interval between required
re-evaluations based on the law amendment.

From 1983 onward, the national curricula for students with disabilities
(such as intellectual disabilities, visual impairments, hearing impairments and
physical impairments) were developed as separate from the general education
curriculum. Students with other categories of disabilities have been taught the
general education curriculum with some adaptation for their special educational
needs. This dual-track of the national curriculum, from elementary to high
school level, existed in Taiwan until recently. Following the movement toward
inclusive education, the dual-track curriculum became a problem, since most
students with disabilities were receiving services in general education class-
rooms. The Ministry of Education was engaged in curriculum reform efforts
through the amendments of the Special Education Act of 2009. The new national
curriculum for special education is infused in the national twelve-year basic edu-
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cation curriculum and focuses cross-categories and access to the general cur-
riculum. In addition to the general curriculum, a range of specific subjects are
also offered as an alternative to formal curriculum for students with disabilities.
These alternative curricula include life skills, social skills, communication train-
ing, learning strategies, orientation mobility training, and assistive technology
among other areas. Instruction using alternative curriculum become the duty of
special education teachers. Meanwhile, the abilities to perform core academic
curriculum adaptation and differentiated instruction are required competencies
for both special and general teachers.

Special education teacher training is under the same regulations as for general
education in the Teacher Education Act in Taiwan. Basically, pre-service special
education teacher training is treated as a specific academic program in our teach-
er education system. Currently, 13 universities have special education depart-
ments running special education teachers training programs to meet the needs
of various school levels. To assure special education teacher quality, the Ministry
of Education sets a minimum of 40 credits and credits references for courses
designed in different universities. These 40 credits include four types of courses:
educational foundations, common courses, specific requirement courses, and
optional courses in disability topics. All 13 special education departments also
offer 40 course credits that are similar and in accord with the requirements of the
Ministry of Education. Actually, there are about totally 70—80 credits of special
education related courses required for the special education major in the differ-
ent universities. In addition to majors in special education, special education de-
partments also offer minors in special education for students pursuing a general
education major. Based on the 2016 special education statistics, of all teachers
teaching students with special educational needs at various grade levels, 89% are
qualified special education teachers, 4% are qualified general education teach-
ers, and 7 % are without the teacher certification (Ministry of Education, 2016a).

The related services and interdisciplinary collaboration are identified in
Article 24 of the Special Education Act. It requires combining services in
the fields of health and medical treatment, education, social work, independ-
ent living, and vocational rehabilitation. As such, speech therapists, physical
therapists, occupational therapists, and psychologists all could be involved in
the program of a student with special educational needs in the school settings.
This support services regulation was enacted in 1999 and re-enacted in 2012
with more comprehensive contents.

Disability studies — scientific discipline, field of study

As mentioned before, the education is the main force in the field of Disabil-
ity Studies in Taiwan. Taiwan has been focusing on the scientific discipline in
the special education for a long time. The research findings mostly came from
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the grant research and the graduate thesis and the dissertation. Most of the grant
research applicants are university professors. Those professors could apply for
research grant from the Ministry of Science and Technology, Ministry of Educa-
tion, and the local governments to study any issues related to special education.
The grant applicants are required to undergo a peer review process by reviewers
from the Ministry of Science and Technology and the Ministry of Education.
The Ministry of Education and the local government also commission research
projects to support evidence-based policy making.

The most research grants of the special education are from the Ministry
of Science and Technology. The predecessor to the Ministry of Science and
Technology, the National Science Council of the Executive Yuan, traces its
history back to the 1959. Currently, the Ministry of Science and Technology
(MOST) has established 7 goals, 27 strategies and 58 important measures,
all of which are jointly implemented by 22 government agencies, including
the MOST, Ministry of Economic Affairs, Ministry of Education, Ministry of
Health and Welfare, etc. (Ministry of Science and Technology2016). The study
of the disability is benefited from its issues related to the Ministry of Education
and the Ministry of Health and Welfare.

The special education studies focus on the empirical research for more than
30 years especially in teaching children with disabilities. The approved research
mostly follows the social science methodology. The doctoral dissertations and
master theses also produce much scientific research findings to improve the
development of special education field. The field of special education in Taiwan
also has more than 4 academic journals, 2 quarterlies, and others to publish these
research results Three of them were recognized on the Taiwan Social Sciences
Citation Index (TSSCI) list.

Meanwhile, we introduce alternative approaches to the above medical
understanding of disability in Taiwan. To achieve this goal, we researched
in articles and essays published in a major, possibly the largest, academic
database in Taiwan, Airiti, and other online sources. The keywords we used
for the search were, in Chinese, medical model of disability, social model of
disability, or disability study. This search yielded 20 research studies and con-
ceptual papers published between 2003 and 2015. We also found two books
related to Disability Studies. The great majority of these publications were
works of sociologists. These scholars have been problematizing the concepts
of disability and questioning how historical, cultural, and societal contexts
“produce” people with disabilities. Most of their works were introductory
essays to bring disability study concepts into their professional fields which
were mostly dominated by biomedical views of disability (Chang, 2007; Chiu,
2011; Wang, Lin, and Chang, 2012; Wang, 2011). They remained a minority in
their own field of sociology and were almost unheard of to the special educa-
tion professionals and researchers from the authors understanding.
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Chiu (2011) traced the historical trajectory of how at different times, different
people were categorized as having disabilities in Taiwan. He attempted to organ-
ize a localized historical frame to tackle questions such as what is disability,
who are people with disabilities, what are the categories of disability, and how
the identification process reflects what the society think of disability. Especially
when the Taiwanese government decided to adopt the International Classifica-
tion of Function, Disability, and Health (ICF) by the World Health Organization
(WHO) for disability classification in 2012. Although ICF is a result of multi-
national discussions, this system remained a borrowed one for Taiwan. How the
Taiwanese government utilized this system also reflected how disabilities were
imagined in the local historical frame.

A textbook of Disability Studies: Theories and Applications for Policies edit-
ed by Wang, Lin, and Chang (2012) turned to a very different aspect of Disability
Studies — universal design. The ideas of special education and Disability Stud-
ies came from the western societies. While promoting these ideas, Taiwanese
scholars do not usually question the foundation and philosophical underpinnings
of these theories and practices. Universal design is also one of these concepts.

From the policy aspects of Disability Studies, Wang, Lin, and Chang (2012)
attributed the discrimination, prejudice, charity-based practices, and the viola-
tion of students’ rights in special education schools to the lack of reflections and
critical examinations of the meaning of disability. Even when there were articles
about Disability Studies by Taiwanese scholars, they were meant for publications
in overseas journals with a non-Taiwanese audience in mind. This tendency to
produce works that matched the viewpoints of a western readership distracted
Taiwanese scholars from local social phenomena and prevented them from form-
ing a more systematic understanding of and reflections on disability based on our
own local history and social contexts.

Wang (2011) concentrated on the application and contribution of ICF and ICF
for Children and Youth (ICF-CY) to special education. Taiwan’s adoption of ICF
in its identification and classification of people with disabilities as mentioned
previously demonstrated a paradigm shift in how disability was being under-
stood. Wang stressed that the underpinning philosophy behind these ICF and
ICF-CY tools was universal in nature and when these principles were making
their way to Taiwan, they were not practices transplanted from the West. Wang
also introduced how ICF-CY could be applied in special education.

Interdisciplinary empirical analysis of the phenomenon of disability
Research analysis in the positivist orientation

The purpose of educational research is looking for the new findings that
help educators become better informed about teaching practices for learning,
classroom management, and human development. At the same time educational
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research also could focus on the administration and the policy making to support
the high quality of education service. In 1974, the Taiwan government held the
first National Census for Child with Special Education Needs. The findings were
used to define the categories of disabilities and appropriate educational place-
ment. Following this research-based model, Taiwan’s many important special
education policies always had the research first to guide the practices.

The teaching and related issues in the special education have been encour-
aged with research orientated by the government. Most of researchers (profes-
sors) will apply their grant research from the National Science Council and now
named Ministry of Science and Technology. Chiu (2005) analyzed 2000 to 2005
grant researches in the special education field. She pointed that the research top-
ics included the different teaching approaches, positive behavior support, early
intervention, curriculum adaptation, and transition. Ko (2005) also found out
that reading and writing research were focus on the diagnosis, characteristics,
intervention, and materials accommodation for the students with special edu-
cational needs during 2000-2005. Chang (2005) reported the different positive
findings with different learning strategies for the students with disabilities at
different levels. Those research reports guided the orientation for the pre-service
teachers’ training and related policy making. Pan et al. (2007) also analyzed the
2005 to 2006 popular grant researches in the special education field from the
National Science Council. They found the research topics mostly focused on the
curriculum and instruction for the students with autism, hearing impairments
and intellectual disability. However, the appropriate process of identification and
student’s schooling with disabilities also got some attention from the research-
ers. The environment or the society issue also was explored by the researchers,
such as general curriculum accommodation in the inclusive education, family
support for students with disabilities, universal design of learning, supportive
society in the early intervention, accessibility environment, and the support to
the immigrant family with the disabilities child.

Chiu (2011) investigated how people with disabilities were categorized from
1905 when the first island-wide census was taken during the Japanese occupa-
tion. Five categories were noted and they were: blindness, deafness, muteness,
craziness, and idiocy. The purpose of this census was related to the development
of public health and medical policies. In 1931 and till 1953, to formulate criteria
including and excluding candidates for positions in public services, people with
contagious diseases, sensory and physical disabilities (loss of sight, language,
hearing, or movement), and psychiatric illness were forbidden to serve in the
government offices. Even in 1969, candidates who lost two feet were not eligible
to run for legislator at the central level.

The earliest identification of disability for social welfare purpose was in 1957
when the government stipulated that people who had corrected vision of 0.08
and below, were deaf'in both ears, were mute, had lost two upper limbs or one
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lower limb, or had other obvious physical impairment with loss of functions
could use public transportation at a discount fare.

With the first Taiwan Welfare Law for the Disabled in 1980, the identification
of people with disabilities was aimed for distributing social welfare resources
and assistance. Finally in 1991, all restrictions on people with disabilities who
ran for government offices were abolished. Also according to the law, employers
in private sectors were not allowed to discriminate people with disabilities. In
2012, the government started to adapt ICF principles in identifying people with
disabilities for their civil rights. However, the ICF-based classification process
continued to be controlled by the medical professionals and people had to meet
the medical requirement of the “loss or impaired body functions and structures”
to be classified as people with disabilities. These different historical stages of
disability identification reflected how the Taiwanese society viewed the civil
rights of their citizens with disability.

Research analysis in the humanistic orientation

Chiu (2014) examined a wide range of church and government documents and
records, reviewed government statistics, and interviewed persons with visual
impairment to study how the education for the blind in Taiwan emerged and
developed along with the political, social, and economic changes from 1870’s to
1970’s. Chiu first pointed out that different from how special education rose with
industrialization and mass education in the West, Taiwan’s special education fol-
lowed a distinct trajectory as a result of colonialism, proselytization of Christian
church, and internationalization. The special education in the case of the persons
with visual impairment is not necessarily a sign of progress or beneficial to their
livelihood.

Methodological pluralism

In Taiwan, the disability research could be separated into two different fields:
pedagogy and sociology. Therefore, the research methodology also showed the
difference in the different professions and focuses. This article will use the quan-
titative, qualitative, and mixed research to present the diversity of the research
methodology.

In pedagogy-focused Disability Studies, the above three paradigms were in-
cluded but quantitative research was most popular (Pan et al., 2007). The main
reason is the educational researchers are mostly from psychology and education
background. When the research topics were related to the educational policy
or the reality phenomena, then the survey, interview, focus group method and
other types of qualitative research methods are used. When the topics were about
the curriculum and instruction for the students with special educational needs,
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then the most popular methods were quasi-experimental designs, experimental
designs and the single subject design. Some researchers also liked to conduct an
experiment (quantitative) and followed by interview study with the participants
(qualitative) to conclude the results (Chiu, 2005; Tjeng, 2005). The characteris-
tics of people with disabilities also receive a great attention and, on those cases,
the survey or the case study methods are used.

Scholars from rehabilitation medicine, public health, social work, teacher
training, and special education also contributed to the area of disability study
from their own professional perspectives. In sociology-focused Disability Stud-
ies, researchers applied ethnography, historical archival search, and many other
qualitative research methods to develop deeper insight to the contexts of special
education and disability issues.

Selected constructs of recognition of the phenomenon of disability
Personalistic perspective

The chapter of the Great Harmony was written by Confucius and has been
spread for more than two thousand years in the Chinese societies. Confucius
tried to build an ideal world and it should be pursued by the human beings.
This peaceful world should take care of the Helpless widows and widowers,
orphans and the lonely, as well as the sick and the disable people. Confucius was
respected as the greatest teacher in the Chinese society and also the mentor of
the virtue for everyone. Confucius wished that the society should take care of the
people with disabilities and it became the duty of the government and educators
(Zukeran, 2016).

The people with disabilities are the disadvantaged group in the society. It
has been viewed as a virtue to care for people who need the support in our
society. However, our attitude has been transformed from the negative pity to
the positive “equality rights”. The perspective of disabilities has been changing
from a lack of the abilities to the lack of the opportunities for learning. Eve-
ryone has potential to learn even when they have significant disabilities. We
believe that independent life skills could be taught successfully to people with
severe disabilities. That is the reason why we need to invest in the national
budget in the special education from early intervention when children are two
years old. This basic value helps the parents’ groups of children with disabili-
ties and other advocates to push the society to gradually alter its perspectives.
If we do not invest in the education today and tomorrow we will need to use
more national resources in the welfare. Education is the best way to change the
destiny of human beings, including people with disabilities.

Confucius was respected as the greatest teacher in the Chinese history. His
birthday, September 28", is a national holiday, the “Teacher’s Day”. The disci-
ples of Confucius recorded his wise speech and talk in the Confucian Analects.
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Confucius proposed a very powerful teaching principle that becomes the highest
guideline for the education and special education. The principle, says that in
teaching should be no distinction of classes. The “classed” also could be inter-
preted in terms of intellectual capacities and learning abilities. Based on this
highest education guideline, there is no excuse for schools for not implementing
the zero rejection and differentiated instruction for the students. The disabili-
ties are caused by the physical and mental difference. These differences can be
improved by the education, training and support. People could not change the
existing differences or the disabilities but people could change their perspec-
tives toward the disabilities. This is the focus and goal that the special education
advocates have worked on.

Chiu (2014) also explained why the Taiwanese society was slow in applying
universal design principles to enable people with disabilities to be more independ-
ent. Family has been traditionally supporting members of disabilities, relegating
people with disabilities to recipients of assistance. The notion of an independent
child hardly occurred to parents who believed they were responsible for their
children’s livelihood. This notion was extended to social welfare policies. Rather
than encouraging people with disabilities to become independent, the support
offered by the government often came in the form of a hired helper who oversaw
the daily routines and activities of the person with a disability. With this type of
manpower support, the society was relinquished of the responsibility to become
more accessible to people with disabilities.

About the disability, rights, and the state, Chang (2007) introduced the social
model of disability into the special education field. Reviewing studies and arti-
cles by mainly western scholars, Chang applied this social model of disability to
the examination of the historical development of special education, criticized the
inequality created by special education practices, and brought to fore the impact
of labeling and stigma as the byproducts of special education.

Perspective of normalization of life of people with disabilities

The mission of the Special Education Act states that special education in Tai-
wan is to fully develop their (students with disabilities) potential, develop a sound
personality, and be empowered to provide social services to others. The educa-
tion is part of life for everyone. The People with Disabilities Rights Protection
Act continues to support the people with disabilities after they have graduated
from the schools. This act was amended from the title of Physically and Mentally
Disabled Citizens Protection Act in the 2007 to its current title. The Physically
and Mentally Disabled Citizens Protection Act was first enacted in 1980. This
act aims to protect the legal rights and interests of people with disabilities, secure
their equal opportunity to participate in social, political, economic, and cultural
activities fairly, while contributing to their independence and development. In
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short, The People with Disabilities Rights Protection Act is the uppermost level
of legislation to ensure that people with disabilities could have the equal op-
portunity to be independent regardless their disabilities. The central authority
is the Ministry of Health and Welfare, and the county (city) governments are
authorities at the local level. The People with Disabilities Rights Protection Act
requires that any given government department (agency/organization) of indi-
vidual levels, public school, or public business agency/organization/institution
whose total number of employees is no less than 34 shall employ people with dis-
abilities with capability to work and the number of employees with disabilities
shall be no less than 3 percent of the total number of the employees.

Any given private school, association, or private business agency /organiza-
tion/institution whose total number of employees is no less than 67 shall employ
people with disabilities with capability to work and the number of employees
with disabilities shall be no less than 1 percent of the total number of the employ-
ees, and no less thanl person (The Legislative Yuan, 2015).

In addition, employers can receive monthly reimbursements of NT$12,000
(US$380) for each person with disability employed and who was referred by
a public job placement center. Persons with disabilities participating in state-run
or government-commissioned vocational training programs can receive allow-
ances equal to 60 percent of the nation’s minimum monthly wage for up to one
year (The Executive Yuan, 2016).

Based on the Ministry of Labor statistic report in 2016, The Ministry of Health
and Welfare statistics showed that by 2014, there were 1.14 million people with
disabilities (people who held disability certificates) in Taiwan. It was the 4.9%
of the total population. The number of people with disabilities increased a 0.9%
compared to 2004, and the 70% of the people with disabilities were in the mild
and moderate ranges of disability. Among people with disabilities, 440,000 of
them had a mild disability and 369,000 had a moderate disability (Ministry of
Labor, 2016).

About the participation of people with disabilities in the labor forces, the Min-
istry of Labor conducted a survey on the participation of people with disabilities
in the labor forces in June, 2014. They found that the percentage of people with
disabilities who were in the labor forces was 19.7%, much lower than the national
participation of labor forces (58.4%). Also in June, 2014, the unemployment rate
of people with disabilities was 11%, much higher than the national unemployment
rate of 3.9%, indicating that people with disabilities had great difficulty in finding
jobs.

In 2014, the number of people with disabilities hired (74,000) was more than
the quota set by the government for employers to hire people with disabilities
and it was an increase of 23.8% since 2009. In 2009, the number of people with
disabilities was 125.7% more than the government quota, and in 2014 it was
137.7%. The increase in the number of employed people with disabilities showed
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that the government’s quota system was conducive to protecting the employment
rights of people with disabilities (Ministry of Labor, 2016).

Chang (2015) published a more locally based study on the civil right move-
ment initiated by people with disabilities in Taiwan. He followed two major
disability groups in their campaigns and analyzed their strategies, rhetoric, and
discourses using civil rights as the frame for their movements. He found that
globalization and information from overseas via online social media served as
mobilizing forces and motivated people with disabilities to push the government
to act more carefully in its response to the demands of people with disabilities.
For example, a local airlines company claimed that wheelchair users were not al-
lowed to board the plane because the airport was not equipped with a jet bridge.
The disability groups then demanded the government to provide jet bridges or
any types of boarding ramps at domestic airports but were met with a bureau-
cratic reply that they could not find any appropriate jet bridges for that particular
airport. A member from the disability group was studying in the US and found
many kinds of boarding ramps and procurement information online. She posted
the information and it was quickly re-posted by others online. Before long, the
lawmakers were involved. Within one year, the Ministry of Transportation pur-
chased suitable boarding ramps for all domestic airports and the year after, the
law governing the welfare of people with disabilities stipulated that no airlines
are allowed to refuse to serve people with disabilities.

Globalization and fast transmission of information on the internet helped Tai-
wanese disability groups more effectively spread their rights discourses while
most people in Taiwan continued to regard the special treatment provided for
people with disabilities were welfare benefits. Young people with disabilities
especially rejected the welfare discourse and initiated campaigns to disrupt the
conventional ideas about accessibility right to the public buildings. For example,
a group of wheelchair users decided to “take a walk™ in a park at the same time
to protest against the barred entrance to that particular scenic park. The en-
trances to the park was barred and only allowed one able-bodied person to enter
at a time. To enter the park in a wheelchair, the user had to nudge and adjust the
angle of the wheelchair to get in. On the day of the protest, 10 wheelchairs lined
up to enter the 10 barred entrances. Each person spent about 10 minutes to get
through and entered the park ground. Many people who waited to get in took
photos and wrote in their blogs to share their observations. Three weeks later, the
park administration removed the bars and opened up the entrances.

Cultural construct

The most common view of disability in Taiwan continues to be medically-
based. Disability is regarded as an individual’s impairment that requires similar
medical diagnosis and intervention. It is expected that with medical identifica-
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tion and treatment, people with disabilities probably could closer to the perfor-
mance like the people without disabilities. In the past, some people believed that
disability is a personal tragedy that although is unfortunate to this particular
person, this person is responsible for the consequences his/her disability incurs.
The purpose of special education corresponds to this medical view of disability.
Special education teachers are entrusted with the tasks of identifying and pro-
viding services to students with disabilities in academic, social, emotional, and
physical areas so the achievement gaps between students with disabilities and
students without disabilities can be reduced as much as possible (Chang 2007;
Cheng, 2010; Chang, Lin, 2009; Tseng, 2015).

Chiu (2014) summarized the meanings of disability in the Taiwanese society.
First people with disabilities were regarded as a group of people whose social
role was deemed as deviant and needed to be contained so the societal system
would not be affected. Public health and medical professionals were entrusted
with the responsibility for containing the negative impact that people of disabili-
ties brought about and providing them with treatment so people with disabilities
could return to the society as a productive member. Disability identification also
was used as an administrative category for distribution of social welfare benefits.
To manage limited social resources, the identification of people with disabilities
could be manipulated according to the financial situations of the state. Identifi-
cation of people with disabilities also meant needs assessment. In Taiwan, the
government assumed that people with disabilities must have needs that were to
be fulfilled. However, the government tended to lump all people with disabilities
together and managed to conclude that people with disabilities shared the same
characteristics, living situations, medical needs, and social service needs (Chiu,
2014, p. 201). This needs identification process inadvertently proclaimed that the
needs of people with disabilities were different from needs of people without
disabilities, further widening the divide between people with and without dis-
abilities. At present, although ICF regarded disability as a dynamic and universal
experience and in adopting ICF as the guiding principle of disability identifica-
tion, the government recognized that the needs of people with and without dis-
abilities were not that different. However, Chiu concluded that the line between
people with and without disabilities should be maintained due to people with
disabilities did face some unique political and social issues.

In general, the traditional values and educational influence make sure
a smooth and successful implementation of inclusive education in the past 20
years. We did overcome discrimination, rejection, and isolation. Fortunately,
today’s society has the common understanding with a positive attitude toward
the people with disabilities. In the Taiwanese culture, we have a strong family
relationship like the most of the Chinese cultures. The family is the main deci-
sion maker for their children or siblings with disabilities (Lin, 2016). In addition,
it seems that everyone agrees with the government and the family should take
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good care of the people with disabilities. On the other hand, people with dis-
abilities become dependent on their family members to make decisions for them.
Therefore, the overprotection from the parents sometimes is the big challenge for
the educators and the employers. The self-determination and the self-advocacy
are not the main focuses in the education like other western countries. When the
government takes the responsibilities for education, social welfare and the medi-
cal care for the people with disabilities, the motivation of employment becomes
a challenge for the educators and advocates in the special education field.

Conclusion

This article stresses the inclusive development in Taiwan with the placement
and pedagogy of people with disabilities in the society. The idea of inclusion is
meant for pursuing equity and fairness for people with disabilities. People with
disabilities always have barriers for participation in the learning and living envi-
ronments. Therefore, the society should create access to the same opportunities
for the people with disabilities.

Education is one of the social phenomena. Today’s class or school is the to-
morrow society. Special education is a social evolution with gradual changes and
progress was made on the way. Taiwanese people with disabilities were excluded
from the school for the past 125 years. We did have a dark and difficult time on
the road toward the inclusive education. After 1984, no school could reject the
enrollment of the students with disabilities. After 2010, the teachers, including
the special and general education teachers, must adapt the general education cur-
riculum for their students with special educational needs. This change presents
the shift of the power of decision making from the school and teachers to the par-
ents and students themselves. For the parents and students, they had no choice in
the past but now they could have many choices among general education school,
special education school, and other special education services.

The parents’ organizations, scholars and advocators stimulate the movement
of the governments and the schools on their policy and attitudes. The legisla-
tion did produce a powerful guidance to ensure the equity for the people with
disabilities in Taiwan. The Taiwan governments play a responsible role to imple-
ment the requirements of the special education regulations. Generally speaking,
with efforts accumulated over the hundreds years, our law and the administra-
tion have arrived at the intended location for the special education. We could
see it from the quantity perspective that we have achieved adequate number of
laws, regulations, and special education service. We still need to make effort on
the quality aspects of the pedagogy and social attitude toward the disabilities is-
sues. We still have many tasks to accomplish such as teacher training, education
studies, teacher professionalism, and civic literacy. These are the most difficult
challenge on our way to the top of the equity mountain.
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In this article, we only introduced a few sociological studies of disability in
Taiwan. Their works represented various aspects and possibilities of studying
disability. Our only wish is to see a dialogue happening between scholars of Dis-
ability Studies and special education. As there is a productive tension between
medical and social models of disability and despite the strategic need to polarize
these two models or choose one over the other for different agendas and purposes
(Huang, 2014), professionals and scholars can make good use the contradictions
and drastically different worldviews to reflect on the theories we subscribed to
and question the daily practices we usually take for granted. It was about time
to conduct the local Disability Studies issues to raise the awareness of Disability
Studies and offer alternative views about disability in Taiwan.
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Introduction

Basic information about the country. Spain (officially Kingdom of Spain)
is a parliamentary monarchy and a transcontinental country in the south of
Europe with more than 500 years of history. The country’s surface is over 500
thousand km? being the 52" biggest country in the world and the 3 in Europe
after Russia and France. According to the National Institute on Statistics (INE
in Spanish), Spain’s population in 2016 was over 46 million® (29" in the world
and 7" in Europe) and its population density is 92 habitants/km? (as of 1 Janu-
ary 2016). The demography in Spain is characterized by elderly population

* University of Salamanca. Faculty of Psychology. Institute on Community Integration
(INICO). Salamanca, Spain

University of Oviedo. Faculty of Education. Institute on Community Integration (INICO).
Oviedo, Spain

D Tekst pochodzi z ksiazki Studies on disability. International theoretical, empirical and di-
dactics experiences (2017) pod redakcja Joanny Gtodkowskiej, Justyny Marii Gasik, Marty Pa-
gowskiej (s. 158—195). Warszawa: Wydawnictwo APS.

2 This work has been co-funded by the Ministry of Education, Culture, and Sports of Spa-
in (FPU Program, reference FPU13/03897), the Autonomous Community of Castile and Leon
(R & D Programs, SA120U13), and the Ministry of Economy and Competitiveness (Grant
PSI12015-65193-P; MINECO/FEDER).

3 http://www.ine.es/dyngs/INEbase/es/operacion.htm?c=Estadistica_C&cid=1254736176951
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and one of the highest life expectancy in the world with a mean of 82.8 years?
(2™ in the world after Japan). Spain has one of the oldest universities in the
world, the University of Salamanca, which has almost 800 years of history
(established in 1218). Since then, the number of universities has been growing
in the country with a total of 829 (as of 315 of December 2016), of which 32
are private and 50 public. In the academic year 2015-2016, a total of 1,496,017
students were registered as university students (1,269,926 in public universi-
ties, and 226,091 in private ones®).

Current status of higher education. According to Eurydice and the Span-
ish Network on Information on Education, Spanish Higher Education System
comprises three mainly kind of studies: university studies, professional training
(FP in Spanish), and special teaching studies, such as arts, fine arts, and sports”.
Higher education training in Spain is divided into three levels: first cycle level,
which comprises the “Degree” and “Higher Professional Training” programs;
“Master’s Degree”, which are the second cycle programs; and “PhD Programs”,
which compose the third cycle.

According to the Organic Law on Education of Spain (LOE 2/2006), the
“Degree” and the “Higher Professional Training” programs, although both of
them are part of the first cycle, they are not comparable, because each one offers
a completely different academic and professional teaching approach. Thereby,
“Degree” programs are taught at universities and their approach is mainly
academic; and “Higher Professional Training” programs provide students the
qualification for a given employment, and they are not taught at university (typi-
cally in High Schools). “Degree” programs provide a level 2 within the Spanish
Framework on Higher Education Qualification (MECES in Spanish), while
“Higher Professional Training” programs provide a MECES-level 19.

The second cycle level is composed by the “Master’s Degree”. These pro-
grams are intended for the acquisition of an advanced, specialized, and multidis-
ciplinary training, orientated to the professional and/or academic specializing.
They are also aimed at improving the research skills of students. They compose
the MECES-level 3. Thus, taking into account the aim of the “Master’s Degree”,
they can be: professional, academic, or research programs. The knowledge areas
of these programs are: humanities and fine arts; sciences; health sciences; social

4 http://apps.who.int/gho/data/node.main.688?lang=en.

) http:/www.universia.es/universidades.

9 https://es.statista.com/estadisticas/479407/alumnos-matriculados-en-universidades-en-
espana-por-tipo/.

7 https://webgate.ec.europa.eu/fpfis/mwikis/eurydice/index.php/Espa%C3%B1la:
Educaci%C3%B3n_Superior.

8 https://webgate.ec.ecuropa.eu/fpfis/mwikis/eurydice/index.php/Espa%C3%B1la:
Programas_de primer_ciclo.
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and juridical sciences; engineering and architecture?. “Master’s Degree” can
be either official (recognized by the Ministry and universities) or not official
(recognized only by universities).

The third cycle level is where the “PhD Programs” are located, and supposes
the MECES-level 4. In the “PhD Programs”, qualifications are aimed at provid-
ing an advanced training of students in research activities'?.

About the current status of higher education, the annual report on the Na-
tional Student Fee and Support System in European Higher Education gives
updated information on the fees and the grants that concern students within
higher education system. In the case of Spain, in the academic year 2016-2017,
approximately 71% of full-time students paid fees, which range from 714€ to
2,011€ (average 1,110€) in the first cycle, and from 1,298€ to 3,211€ in the second
cycle programs (average 1,991€). The fees are determined by the study field,
the level, the number of ECTS taken, and also the number of times a student
has taken each subjects. The amount of fee also differs between Autonomous
Communities (regions in Spain) as each one has a different fee range. There is
no difference in fees between full-time and part-time students. Exemptions of
the fees are possible depending of the needs of students (e.g., large families and
people with disability have very significant discounts, and may even be exempt).
About the supports given to students, in the academic year 2016—2017, the need-
based grants ranged from 200€ to 6,797€ (average 2,164€). The national grant
system has several components. For example, each student may receive one or
more components depending on family incomes. The components are: a fixed
amount of 1,500€ based on student’s family income; a fixed amount of 1,500€ for
living costs for students living outside their family home; and a variable amount,
based on the student’s family income and grades!V.

If we analyze the weight that the spending in higher education system has had
in the Spanish GDP, we can find that regarding the general education system, the
spending trend in Spain has been decreasing in the last years (data by UNESCO).
In 2013, the total GDP spending on education was of the 4.3%'?), a 0.1% less than
in 2012, and 0.56% less than 2011. Specifically looking at the spending on higher
education (as % of the total Government’s spend on education), it comprises
a total of the 22.44% of the GDP dedicated to education'?.

%) https://webgate.ec.europa.eu/fpfis/mwikis/eurydice/index.php/Espa%C3%Bla:
Programas_de segundo_ciclo: Master.

10 https://webgate.ec.europa.eu/fpfis/mwikis/eurydice/index.php/Espa%C3%Bla:
Programas_de_tercer_ciclo:_Doctorado.

D https://webgate.ec.europa.eu/fpfis/mwikis/eurydice/images/5/58/EN_Fees_and_sup-
port 2016 _17.pdf.

12) http://datos.bancomundial.org/indicador/SE.XPD.TOTL.GD.ZS?locations=ES.

13 http://datos.bancomundial.org/indicator/SE.XPD.TERT.ZS?locations=ES.

CNS nr 3(49) 2020, 159-194



162 A.M. Amor Gonzdlez, M.A. Verdugo Alonso, P. Navas Macho, L.E. Gomez Sanchez

Finally, looking throughout the evolution in the number of total registered
students in Spain, table 1 summarizes the number of students, and the kind of
university where they are registered.

Table 1. Students registered in public and private Universities.

Academic Public Universities Private Universities Total
Year N % N %

2008/2009 1,275,143 89.16 155,004 10.84 1,430,147
2009/2010 1,302,926 88.53 168,793 11.47 1,471,719
2010/2011 1,336,517 87.36 193,345 12.64 1,529,862
201172012 1,371,355 87.20 201,262 12.80 1,572,617
2012/2013 1,344,695 86.84 203,839 13.16 1,548,534
2013/2014 1,325,197 86.07 214,512 13.93 1,539,709
2014/2015 1,284,772 85.30 221,407 14.70 1,506,179
2015/2016 1,269,926 84.89 226,091 15.11 1,496,017

Source: self-elaboration based on statista-Spain'¥

As can be seen, in general, the total number of students have been increasing
since the last 10 years, although it seems that lately this number has slightly
decreased (trend has a form of inverse U). The only significant trend is the in-
creasing number of students registered in private universities through the years
(from 10.84% in 2008/2009 to 15.11% in 2015/16).

Strategy for the development of education. Higher education in Spain has
its own regulation with the Organic Law on Universities (LOU 6/2007), Ac-
cording to the Ministry of Education, Culture and Sport (MECD'")) there are
8 domains regarding higher education: education; humanities and arts; social
sciences and law; science and computational sciences; engineering, industry
and building; agriculture and veterinary; health and social services; and ser-
vices. Related to the studies on disabilities, the main focus is on the arcas
of humanities and arts, education, social sciences and law, health and social
services, and services.

In Spain, research and development strategy and work is conducted pri-
marily by Universities, Institutes of Research, Enterprises, and The Spanish
National Research Council (CSIC in Spanish). Research in Spain is funded by
both public and private budgets. Public funding composes approximately 50%
of the total research funding'® and is provided via “research and development

4 https://es.statista.com/estadisticas/479407/alumnos-matriculados-en-universidades-en-
espana-por-tipo/.

15 https://www.educacion.gob.es/notasdecorte/rendimientos.action.

19 http://marcaespana.es/talento-e-innovaci%C3%B3n/investigacion-desarrollo.
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projects” obtained across competitive calls where stakeholders submit their
research and development projects to be assessed. The agency that funds and
manages the public budget for research is the State Agency of Investigation
(AEI'” in Spanish). According to the United Nations Institute on Statistics for
the Education, Culture and Science, summarized in a World Bank Report, in
2013 the expenses in Spain for research and development activities was a total
of 1.26%'® of the GDP, being in the 28" position in the world, but still far away
from the 3% of the GDP that European Union (EU) encourages its members
to reach by 2020'?. However, due to political instability and the economic cuts
in public expenses in research —among other areas-, the trend is negative, and
data by the INE show that this amount, in the year 2015, has decreased until
the 1.22%2% of the total GDP.

Taking into consideration the data provided by Furostat®V (updated in Feb-
ruary 2017), the number of researchers full-time in EU was of 1.82 million in
2015. Regarding these data, Spain is in the 4" position in EU after Germany,
United Kingdom, and France (data still consider UK). Spanish researchers com-
pose the 6.73% of the total number of researchers within the EU. According
to Scimago Journal & Country Rank*?, Spain’s research activity regarding the
number of publications is excellent, occupying the 10" position in the world
and the 5" in Europe. About the strategies for developing the research and in-
novation activities, Spain has always been a collaborative country. In the eight-
ies, the Ibero-American Program of Science and Technology for Development
(CYTED) established a network of scientists in Latin America and Spain and,
thanks to this program, nowadays more than 28,000 researchers are connected.
Other relationships regarding science diplomacy take place between (Elorza et
al., 2017): USA and Spain (i.e., increasing the visibility of Spanish researchers
in different areas in USA), UK and Spain (i.e., establishing a Society of Spanish
Researchers in the UK), and Germany and Spain (i.e., career development for
Spanish researchers).

Spain is also following strategies and guidelines embodied in the Strategic
Framework for Education and Training 2020 for the development of education
in the EU. Universities themselves in Spain are really concerned with the strat-
egy for the development of education and are keeping track really closely to

1) https://europa.eu/european-union/topics/research-innovation_es, http://www.idi.mineco.
gob.es/portal/site/MICINN/menuitem.8d78849a34f1cd28d0c9d910026041a0/?vgnextoid=664cfb
7¢04195510VgnVCM1000001d04140aRCRD.

18 http://datos.bancomundial.org/indicador/GB.XPD.RSDV.GD.ZS.

19 https://europa.eu/european-union/topics/research-innovation_es.

200 http://www.ine.es/prensa/imasd_prensa.htm.

2D http://ec.europa.eu/eurostat/statistics-explained/index.php/R_%26 D_personnel#Source
data_for tables and figures .28MS Excel.29.

22 http://www.scimagojr.com/countryrank.php.
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the developments made by the Government regarding this issue. For example,
in 2013, a Commission composed by a team of experts provided guidelines in
different areas on how to improve the educational system?¥: the selection of
research and teaching personnel, the assessment of universities’ quality, the head
of universities, the funding, and the undergraduate and post graduate programs.

Education and rehabilitation of people with disabilities

Historical Overview. The first attempt for educating students with disability
in Spain was back in the X VI century. Fray Pedro Ponce de Leon (1508?7-1584),
monk and pedagogue, was pioneer in the world by developing a new pedagogical
approach to teach deaf students to speak, and he created a school where other
representatives in the study and scientific approach towards disability developed
their work. One of those representatives was Juan Pablo Bonet (1573-1633),
pedagogue and speech therapist, who wrote the first book about the education
of deaf students in Spain. Regarding sensory disabilities, the XIX century was
important due to Claudio Moyano y Samaniego (1809-1890), lawyer, philologist,
philosopher and politician concerned about the educational system. In 1857, he
initiated an important reform within educational system by developing Moyano’s
Act (1857). In this Act, the regulation of key aspects related to the education of
blind and deaf students were addressed. However, this law didn’t put the accent
on individuals with intellectual disability (ID).

In comparison with other European countries, Spain was in the back of both
research and professional practice towards students with disability. Regarding
students with ID, Francisco Pereira Bote created a journal strictly dedicated to
the study of Abnormal Children in 1907. He also created The Psychiatric-Ped-
agogic Institute-Sanatorium for children with mental retardation in 1908, and
the Psychiatric and Pedagogic Institute in 1930 (Fernandez-Santamaria, 2011).
However, they were not the first institutions in Spain regarding the education
of students with ID. The Central School for the Abnormal was created in 1922
(Fernandez-Santamaria, 2011), as a public school for addressing the education
of children and adolescents with ID until 14 years old, and its importance is
transcendental for the scientific studies on disability and special education in
Spain (Molina, 2009). Finally, the Central School for the Abnormal changed his
denomination in 1960, acquiring the name of National Institute on Therapeutic
Pedagogy.

The basis for today’s education towards students with disability started back
in 1975 when the National Institute on Special Education was created as an au-
tonomous organism dependent of the Ministry of Education and Science. Three

23) http://www.usc.es/export9/sites/webinstitucional/gl/web/descargas/propuestas
-reforma.pdf.
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years later, in 1978, the National Plan on Special Education was published based
on Warnock’s Report, and established the principles of special education in
Spain: normalization of services, integration of students with special needs, sec-
torisation of services, and individualization of teaching (Fernandez-Santamaria,
2011). These achievements aforementioned have lead the change from and exclu-
sion perspective to the current paradigms in the study of disability.

Formally talking, these advances can be summarized into three moments
regarding the education of students with disability (Echeita, 2013): the exclusion
paradigm, the integration paradigm, and the inclusion paradigm. In the exclu-
sion paradigm, students with disabilities of any kind were considered as non-
teachable within general education settings and the main response towards them
was special education centers. In Spain, the integration movement started in
the eighties, with the Social Integration of Disabled People Act (1982), and was
characterized by the presence (but not participation and learning) of students
with disability within general education settings. Although this movement put
the accent on environmental factors, it still was under a medical perspective
and didn’t analyze the difficulties that ordinary schools had in the education of
students with disability. The inclusion paradigm, where different authors claim
that Spain is (Echeita, 2013; Muntaner, Rossello, de la Iglesia, 2016), will be
discussed in the next section.

Present day. Current situation of education towards students with disabilities
in Spain can be defined as inclusion movement (Echeita, 2013; Muntaner, Ros-
sello, de la Iglesia, 2016). However, this is more a given name for making the
distinction with the integration movement described than a reality. There are
different barriers that actually difficult the inclusion of students with disabilities
within general education framework, especially regarding students with intellec-
tual and/or developmental disability. These barriers are: the outdated procedures
for assessing the needs of students with disabilities (especially ID) (Echeita et al.,
2017), the need of professionals with more competencies and abilities to meet the
needs of students with disabilities within general education framework (Anaya,
Pérez-Gonzalez, Suarez, 2011); and the increasing number of students with
ID within especial education centers (Ramos, Huete, 2016). Nevertheless, this
movement started in Spain with the Salamanca Statement and Framework for
Action on Special Needs Education, adopted by the World Conference on Special
Needs Education and organized in Salamanca (Spain) in 1994. This paradigm
is based on a socioecological understanding of the needs of students with dis-
ability and puts the accent on identifying and removing barriers for learning and
participation of those students, guaranteeing their access, promotion, learning,
and participation within general education settings alongside their peers without
disability.

The education and rehabilitation of students with disabilities nowadays will
be discussed through the legislation for the education of these children, the
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candidate students to receive special education services, and the procedures for
determining their needs and provision of supports, and the general functioning
of the educational system for providing the required supports to these students.

Before this, it is necessary to clarify how students with disability are under-
stood in Spanish Educational System. First, in Spanish Educational System, all
students who need different to ordinary supports are defined as students with
“Specific Educational Support Needs”. Those students are classified into many
groups for providing a general overview and systematize their needs’ detection
and provision of supports. Figure 1 provides a general overview of the classifica-
tion of students with specific educational support needs, where students with
disability can be found:

Developmental
disability

—
)

Students with disability Sy Gl

Students with specific

educational support
needs

.

Students with special
educational needs

~—
.

Students with learning
difficulties
~—
.
Gifted students
~—

)

Late enroliment
students

~—
)

Students with personal
or familiar concerns

~—

Students with
challenging behaviors
and/or emotional
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(hearing and visual)

~—
.

Motoric disability

~—
)

Physical disability

~—

Figure 1. Students with disabilities within Spanish educational system

Source: self-elaboration based on Spanish educational law.

As can be seen, students with disabilities are a part of Students with “Special
Educational Needs” (SEN). Those students are “those who require for all of
their education or for a part, a different educational attention from the ordinary
because of disability or challenging behaviors” (LOE, 2/2006, art. 71.2). Thus,
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in the rest of the chapter, students with disability will be named as students with
“Special Educational Needs linked to Disability” (SWSEND).

About the current legislative mandates for the education SWSEND, Navas,
Gomez and Verdugo (2017) have recently summarized the main characteristics
of this issue in Spain. Although as has been aforementioned that the attention to
SWSEND was established in the 70’s of the XX century, the very first law en-
suring access to education in either public or private schools for SWSEND was
the Royal Decree 334/1985. The current educational law, LOE (LOE 2/2006),
partially modified by the Organic Law on the Improvement of the Quality of
Education (LOMCE 8/2013), states that education should be provided within
ordinary settings and should be adapted to SWSEND so that they are able to
access, permanence, and advance in ordinary environments, and only when the
needs of students are extraordinary and the supports needed for addressing those
needs are not generalizable within general education settings, then students
should attend to a special education center. However, in Spain, each Autonomous
Community has competences in Education, and so it has its own development
and procedures regarding SWSEND. Thus, educational authority from each
Autonomous Community must establish all the procedures and resources for the
early identification of students’ educational needs and provide the required sup-
ports and resources to meet the identified needs, so that SWSEND may achieve
their maximum development as possible. Curriculum foresees many possibilities
for adjusting to special education needs (general, ordinary, and extraordinary/
specific attention to diversity measures) intended for students to overcome the
difficulties they found within educational system. Measures are applied follow-
ing steps, starting with the general attention to diversity measures and, if there’s
evidence on that measures don’t cover students’ needs, then ordinary measures
will be adopted and, if again they are not successful, extraordinary ones are ap-
plied. At the end of each academic year, a specialized team evaluates the results
achieved by each SWSEND, and all the procedures taken (including the kind of
schooling of student) can be reversed and always looking to the least restrictive
environments (Navas, Gomez, Verdugo, 2017). It is necessary to highlight that,
although Spain has developed an adaptation of the United Nations’ Convention
on the Right of Persons with Disabilities for assuring students with disabilities’
rights embodied there —specially within article 24-, the reasonable adjustments
defined in the Convention are described in the aforementioned LOE (2/2006)
(and its partial modification).

In regard of SWSEND eligible to receive special education, considering
the total number of students (with and without disabilities) enrolled in public
or private schools, students with SEN comprise around 2.1% of total students.
According to Spanish Ministry of Education, Culture, and Sports, for the aca-
demic course 2013-2014, there was a total of 165,101 students with SEN: 131,349
(79.5%) were in regular classrooms with their peers without disabilities, while
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33,752 students with SEN (20.5%) were receiving special education services,
most of them with ID (43.6%) and severe developmental disorders and challeng-
ing behaviors (25.7%) (Navas, Gémez, Verdugo, 2017).

Students observed or suspected to be SWSEND are commonly referred by
teachers, parents, or other members of community education, especially those
working for special education services. In pre-elementary and elementary or
primary education, counseling, guidance, and psychopedagogical services,
which are dependent at Autonomous Community level, are responsible of the
identification and assessment of special educational needs and, when necessary,
the development of a report regarding the most suitable and appropriate kind
of schooling for students. When parents of a child aged between 0—6 years old
suspect that their son/daughter may present SEN, the child will be evaluated by
the services even before enrolling school to determine the attention to diversity
measures to be applied in the future. It is important to highlight that the needs
assessment must be carried out by using different approaches and sources of
information (Navas, Gémez, Verdugo, 2017).

In regard to the age range when addressing the education of SWSEND, in
Spain, public compulsory education is provided for free to SWSEND from 3 to
16 years old (though they may remain in compulsory system until 18 years old
depending on the extraordinary measures applied). In special education schools,
the age of schooling may extend up to 21 years old. As different authors have
appointed in Spain (Fullana, Pallisera, Martin, Ferrer, Puyalto, 2015; Izuzquiza,
Rodriguez, 2015) there is a lack of programs giving continuity to students with
disability once they are out of the traditional transition programs: there is a lack
of coordination when addressing higher education of students with ID. Based on
this rationale and need, Fullana et al. (2015) developed the Promentor Program
in 2004, a higher education program aimed at individuals with ID so that they
can acquire both personal and employment competencies so that they will have
more opportunities in the labor market. As data, in the year 2014, a total of 115
had graduated in the program, showing its strength and the possibility of higher
education in students with ID (Izuzquiza, Rodriguez, 2015).

Taking a look into the places were supports are provided to SWSEND, as has
been aforementioned, current educational law in Spain is based on the normali-
zation and inclusion principles. However, the number of SWSEND in general
education classrooms may depend on the severity of their disability. Thus, if
SWSEND have extensive and pervasive support needs, students will receive the
supports and aids within special education centers, when the resources are not
generalizable within ordinary centers. If SWSEND present high support needs,
the maximum number of students per class is two. In the year 2012-2013, of the
33,000 students with SEN receiving special education supports, almost the 80%
(n = 26,390) were placed in special education schools, whereas 20% (n = 6,632)
were receiving special education supports within ordinary settings (Navas,
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Gomez, Verdugo, 2017). The number of students with disabilities within inclusive
settings sharing experiences and time with their peers, seems to have a decreas-
ing trend as students grow. The /I Study on the inclusion level of Spanish Higher
Education System regarding the disability reality, showed that, in the academic
year 2013/2014, of the total of university students in Spain, 17,702 (1.3%) have
a disability. Of those students, 16,065 students (50.9% males, 49.1% females)
studied undergraduate program (first cycle) composing a 1.3% of the total Span-
ish undergraduate students; 1,259 students (54.4% males, 45.6% females) studied
a master’s degree program (1.2% of total master’s degree students); and just 378
students (49% males, 51% females) studied in a PhD program (0.6% of total PhD
students). There is no differences between gender, but the main difference is in
the kind of studies: when the university is a traditional one and students must
attend to the classes, the number of students with disability in the academic year
2013/2014 comprised just a 0.9% of total students, but when the university had
online undergraduate or master’s degree programs, the percentage rose up to 3%
of students®?. In the Spanish framework, only the 56% of the University Guid-
ance Services claim to have a plan for providing psycho-educational guidance
for students with disability.

The LOE (2/2006) defines that all the necessary resources for SWSEND should
be guaranteed by each Autonomous Community, so that they can achieve their
maximum personal development and, when possible, the academic objectives.
Each education center must develop an educational project which has to embody
the educational priorities for SWSEND aligned with the resources and attention
to diversity measures to organize the resources in order to reach the priorities
described. These priorities and procedures should guarantee significant learn-
ing and promote personal, academic, and professional/vocational development
(Navas, Goémez, Verdugo, 2017).

Students receiving special education services are eligible for related services,
which usually depend on the severity of student’s support needs. For students
with ongoing support needs, special education teachers commonly provide
pedagogical aid and assistance within ordinary centers. Regarding both ordinary
and special education centers, other related services are: physiotherapy (ratio 1
professional for every 15-20 students), speech therapy (ratio 1/15-20 for students
with extensive and pervasive support needs and 1/20-25 for students with ID and
less support needs). Regarding special education centers, if they have enrolled
more than 20 students with severe developmental disorders, then they may have
a permanent psychologist. This number rises to 1/90—-100 regarding students
with lesser support needs. If the ratio criterion is not met, special education cent-
ers are also eligible for a certain number of hours for psychological services per
week (Navas, Gomez, Verdugo, 2017).

24 http://sid.usal.es/idocs/F8/FD0O26780/11_Estudio_universidad_discapacidad.pdf.
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Finally, in relation to the prevalent practices used for providing supports
to SWSEND, both in ordinary and special schools, the pedagogical principles
underlying interventions take into account the SWSEND’s developmental level
(i.e., intellectual, communicative-linguistic, socio-affective, and motor). Inter-
ventions are focused on promoting significant learning in autonomous way (i.e.,
learning to learn), focusing not only on academic competencies but also on adap-
tive behavior skills (Navas, Gomez, Verdugo, 2017). Table 2 summarizes the
kind of practices and supports typically provided to SWSEND depending on the
disability:

Table 2. Practices commonly develop with SWSEND.

Disability Supports Provided

Strategies for promoting and strengthening alternative channels
Organization of spaces (i.e., furniture, windows, floor, walls)
Students’ location (i.e., students with disability in preferential positions)

Sensory disability Effective interaction teacher-student
Braille materials usually free of charge
Alternative communication systems (sign language, bimodal system)
Audiological and oral rehabilitation

Develop their mobility in the classroom by manipulating objects,
accessing educational resources, and receiving integrated information
of verbal and visual type

Students with
physical disability

Develop oral communication (e.g., speech therapist support)
Students with ID . L

Alternative communication system (e.g., TEACCH, PECS)
and developmental

disability Behavioral techniques: imitation, modeling, elicitation techniques by
providing visual and/or physical aids

Source: self-elaboration based on Navas, Gomez, Verdugo (2017).

Different initiatives are taken for SWSEND who are reaching adulthood.
Transition services are intended for promoting personal autonomy and social
inclusion. These services are available for students aged 16 years old with com-
pleted compulsory basic education in special school settings or those aged 16
without completed compulsory education but whose support needs can be ap-
propriately addressed and met in these programs. Programs are organized in two
years, which may extend depending of student’s educational achievement and
the availability of employment opportunities (Navas, Gomez, Verdugo, 2017).

Academic training preparing for working with people with disabilities

The origins and some representatives. All the historical facts aforemen-
tioned summarize the beginning of the studies on special education as approach
for meeting the needs of SWSEND. Especially important is the creation of the
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National Institute of Special Education in 1975 which established the basis and
principles of special education in Spain. Apart from this, it is necessary to high-
light the vital trajectories of the two main forerunners of special education field
in Spain: Maria Soriano Llorente and Carmen Gayarre.

Maria Soriano Llorente (1900-1996), who was an elementary and middle-
school teacher and the director of the Central School for the Abnormal since
1923, was one of the forerunners in the scientific study of disability and special
education in Spain. She travelled to foreign countries where she received instruc-
tion on the newest scientific approaches, and she also participated in different
scientific associations and international forums (Fernandez-Santamaria, 2011),
applying that knowledge and leading the changes in the special education field in
Spain. The first legal document that addresses the education of students with ID
was the Law on Elementary Education in 1945 (Scheerenberger, 1984).

Carmen Gayarre (1900—-1996) was another pioneer of special education in
Spain. She created different Schools and she was also interested in the transi-
tion processes, leading the creation of different workshops towards transition to
adulthood in Spain (Fernandez-Santamaria, 2011).

Current professional training. There are specific undergraduate programs
to become a pre-clementary or elementary teacher. Pre-elementary teachers
don’t necessary require to have an undergraduate degree, but they must com-
plete a professional training education program. However, in the case of those
professionals specifically working with SWSEND in specific services as early
intervention programs, they are often required to have a master’s degree or
specific and specialized training (Navas, Gomez, Verdugo, 2017). According
to the Spanish Ministry of Education, Culture and Sport, the aforementioned
undergraduate programs are four years (European Higher Education Area).
Education programs for pre-elementary and elementary teachers are organized
in a way in which pedagogical and practical training are provided ar the same
time as courses in specific subjects. The consecutive model (i.e., pedagogical and
practical training follow the education training) is more common for secondary
teachers (Navas, Gomez, Verdugo, 2017).

Due to the nature of Spanish educational system, there is not a specific under-
graduate program for training teachers specialist in special education. Special
education teacher or therapeutic pedagogy teacher is a specialization within the
broader undergraduate on education. However, the education of SWSEND is not
only a matter of teachers, it involves a wide variety of professionals. Thus, in
addition to teachers licensed or certified to teach in special education settings,
the related-personnel team involved in the education of SWSEND may vary de-
pending of the nature of the school (ordinary or special) and student’s intensity
of support needs. However, this team usually includes: physiotherapist, speech
and language therapist, psychologist, pedagogue, psychopedagogist, and social
worker (Navas, Gomez, Verdugo, 2017).

CNS nr 3(49) 2020, 159-194



172 A.M. Amor Gonzdlez, M.A. Verdugo Alonso, P. Navas Macho, L.E. Gomez Sanchez

In the case of teachers providing supports to SWSEND, all teachers, no matter
if they are specialist in special education or not, are required to complete between
250 and 300 hours of activities every six years pertaining lifelong learning and
professional development. This requisite is essential if they want any promotion
or salary increase. The content of the professionals’ development programs and
activities is mandated and specified by regional education authorities (Navas,
Gomez, Verdugo, 2017).

Faculties and specialties. Currently, special education doesn’t exist as an
own undergraduate program. There are only two undergraduate programs for
future pre-elementary and elementary teachers who will provide educational
supports and services to SWSEND: pre-elementary education undergraduate
program and elementary education undergraduate program?>.

Thereby, as a part of these two undergraduate programs, in-training teach-
ers who are interested in working and providing supports to SWSEND must
choose different optional courses and create an itinerary which will allow them
to get the special education mention. Teacher candidates must pass a competitive
examination to get a job within public educational system, either general setting
or special one. Secondary teachers don’t need to have a specialized training for
meeting the needs of SWSEND. However, as part of their requirement, they must
pass a master’s degree called University Master on Secondary Education where
they can take different ECTS addressing attention to diversity measures and
procedures (Navas, Gomez, Verdugo, 2017).

There are different options of specialized training within master’s degree
programs in Spain regarding how to properly address the needs of SWSEND
under an inclusive perspective. In this regard, the Service on Information about
Disability (SID in Spanish) has developed a dossier where shows more than 100
master’s degree programs pertaining disability?®, with a total of 16 official mas-
ter’s degree programs in the academic year 2016—2017 pertaining education of
SWSEND (see table 3).

Disability studies as a field of study or specialization. In Spain, Disability
Studies are understood as an interdisciplinary field and have the recognition of
scientific study. Next section gives an accurate overview of this field at Univer-
sity of Salamanca. The Institute on Community Integration, interdisciplinary
institute for promoting research aimed at improving quality of life of individuals
with disability, is the main value in the Disability Studies field in Spain, as well
as the first and only research institute entirely dedicated to the interdisciplinary
and scientific study of disability.

Apart from the aforementioned /INICO, there are different universities that
undertake Disability Studies, like the University of Murcia with the Center on

25 https://www.educacion.gob.es/notasdecorte/busquedaSimple.action.
260 http://sid.usal.es/formacion.aspx.
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Table 3. Master’s degree addressing education of SWSEND.

and Exclusion Processes: Policies,
Programs, and Practices

Master’s Degree Program Title Province Region University
Advances studies on learning Salamanca Castile and University of
difficulties Leon Salamanca
Inclusive education and society Burgos Castile and University of Burgos

Leon

Special Education Master Almeria Andalusia University of Almeria
Special Education Master Huelva Andalusia University of Huelva
Special Educational Needs and Seville Andalusia University of Seville
Attention to Diversity in Schools
Educational Psychology. Advances Seville Andalusia University of Seville
on Psychoeducational Intervention
and Special Educational Needs
Attention to Diversity in Inclusive Gerona Catalonia University of Gerona
Education
Educational and Psychological Navarra Navarra University of Navarra
Intervention
Special Education Valencia Valencia University of Valencia
Cognitive Neurosciencie and Valencia Valencia University of Valencia
Specific Educational Support University of
Needs La Laguna
Educational Psychology: La Coruia Galicia University of Santiago
Development and Learning de Compostela
Specific Educational Support Pontevedra Galicia University of Vigo
Needs
Learning Difficulties and Pontevedra Galicia University of Vigo
Cognitive Processes
Educational Intervention and La Rioja La Rioja University of La Rioja
Innovation
Special Educational Needs Vizcaya Basque University of Deusto

Country
Socioeducational Intervention and | Principality of | Principality of | University of Oviedo
Research Asturias Asturias
Educational and Social Inclusion Murcia Murcia University of Murcia

Source: self-elaboration. Only official masters. On-line masters excluded.

Disability Studies and Personal Autonomy promotion, which promotes research
and advocates for personal autonomy in individuals with disabilities*”. How-
ever, due to its tradition and the vast number of research lines, R & D projects

2D http://www.um.es/web/dipap/.
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conducted, and the numerous activities developed for promoting the inclusion
of individuals with disabilities, the present chapter gives an in-depth analysis
on the Disability Studies at University of Salamanca, specifically at the INICO.

Disability studies at University of Salamanca. The Institute on Community
Integration

The history of the University of Salamanca and the present day. The Univer-
sity of Salamanca was created in 1218 and along with Paris, Oxford, and Bologna
universities is one of the oldest universities in the world, and is the only Spanish
university which has maintained its activity through the centuries. The University
of Salamanca met a great period of expansion throughout the XV and XVI centu-
ries. Many of the American universities (within Spanish Empire) were created fol-
lowing the same statutes than University of Salamanca. More than the 70% of the
universities created in the XV, XVI, and XVII centuries considered the University
of Salamanca as their alma mater. In these years, the University of Salamanca’s
prestige was worldwide and started to gather students from different parts from
Spain, Europe, and even America. According to the number of students, at the end
of the XIV century, more than 500 students were enrolled. This number increased
up to 2,500 students in the XV century, 6,500 students in the XVI century, and
decreased in the XVIII to 2,000. Since the 90’s of the XX century, the University
has a stable number of 30,000 enrolled students more or less?®.

In the University of Salamanca there have been many faculties and specialties
addressing the needs of SWSEND. This issue and the current situation of the
educational system providing support to SWSEND, as well as the training that
must receive teachers, have already been addressed during the chapter. Thus,
it is necessary to put the focus on the recent history of the university regard-
ing the Disability Studies as a scientific field. The first Cathedra specifically
dedicated to the scientific study on disability was created in the year 2002 at the
University of Salamanca. The Cathedra was created mainly based on the studies
and researches conducted by the Institute on Community Integration. Next sec-
tion provides an in-depth analysis of the conceptual framework of the disability
studies in Spain, as well as the Institute on Community Integration’s scientific
activities and contributions for both the research and applied work with individu-
als with disabilities and their families with the aim of promoting the quality of
life of individuals with disability of any kind in different settings, including the
social, health, and educational services, where SWSEND interact and develop.

Characteristics of the Disability Studies in University of Salamanca. The
Institute on Community Integration. The interdisciplinary and scientific study
of disability in Spain assumes the most advanced paradigms and models in the

28 http://www.usal.es/node/941.
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international framework: the biopsychosocial approach, based on the World Health
Organization’s (WHO) International Classification of Functioning, Disability and
Health (ICF); a strengths-based approach regarding the capability of the person;
a personalistic approach that considers the active role of the person, its needs and
its wanting; the supports paradigm for bridging the gap between personal capa-
bilities and environmental demands; and the rights perspective assumed by the
United Nations’ Convention. Especially important is the Quality of Life (QoL)
framework, which is considered the framework for the provision of supports that
improve the functioning of individuals with disability and leads the achievement of
their personal desired outcomes and enjoy their rights. The QoL is the framework
for detecting the needs of individuals with disability (microsystem), the needs of
organizations providing supports (mesosystem), and the needs of public policies
(macrosystem). Spain has not only assumed this perspectives, the country has also
done important contributions in the development of those approaches, especially
in the field of QoL (Schalock, Verdugo, 2002, 2007, 2012a, 2012b).

The first and only University Institute on the scientific study about disability
in Spain is the Institute on Community Integration (hereafter INICO). This insti-
tute was created in 1996 and is composed by interdisciplinary professionals that
lead activities linked to training, research and counseling in the field of disability
with the aim of easing and enhancing the QoL and self-determination of people
living at social disadvantages in different contexts and throughout their life cy-
cle. Its scientific activity has been compiled recently due to its 20" anniversary.
Table 4 summarizes the main scientific achievements by IN/CO on its 20 years:

Table 4. Scientific activities of the Institute on in terms of outputs.

o
Kind of scientific activity Nun.nb.ef* of % 01: t?tal

activities activity

Scientific publications (articles, books, handbooks, chapters) 1295 31.98 %

Contributions to scientific conferences and congresses 1825 45.06%
(presentations, roundtables, communications, etc.).

Research Projects 542 13.38%

End-of-Master thesis 333 8.22%

PhD Thesis 55 1.36%

Source: self-elaboration based on INICO'’s webpage®.

Currently, the Institute has a total of 55 members working in different univer-
sities in Spain and in other countries. The main research lines held at INICO are:
— Environment, participation, and QoL.

— Autism and severe disabilities.

) http://inico.usal.es/432/el-inico/20-aniversario-del-inico-1996-2016.aspx.
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— QoL, supports, and self-determination.

— Inclusive education.

— Employment inclusion, supported employment, and social policies.
— Health, mental health, and disability.

— Transition to adulthood, employment, and QoL.

— Demography and disability.

— Technology and disability.

— Others.

Of the total of the scientific production within /NI/CO, research projects, sci-
entific contributions to congresses, and publications can be organized according
the research lines aforementioned. Figures 2 to 4 systematically organize and
summarize this information according to the topics described:

30

25

20

15

10

& : N N &
N 2 "N 2 & o » 0 &
] %@o\ (\bc’ o.\f,’a & Qoé é\b \,&o Q\f,z 0.\‘9 [§)
¥ S > e N & » > >
& & G s o o¥ o 3
N 9 Q & -8 8 xS o@\ &
> N & © N & &° o &
£ 2 o « ? & <& N
;&6‘ of & & & P <@ e&"’
8 & L N
& o o o
& S N
<& & I

Figure 2. Research Projects in percentages (1996-2016)

Source: self-elaboration.

Perhaps the most ambitious project developed by the INICO has been the crea-
tion of the Service on Information about Disability (SID in Spanish) in 1999. The
SID, which was jointly created by the Ministry of Health, Social Services and
Equality and the INICO, is a public internet portal that is aimed at professionals,
politicians, and developers and managers of public policies. This service has
three main functions: acquire, systematize, and spread information on disability.

The INICO also carries out a total of three master’s degree programs for train-
ing future professionals who are interested on providing supports to people with
disabilities of any kind, at any age, including SWSEND. These programs, which
will be deeply discussed later, are:

— Master on Integration of People with Disability-Quality of Life. This is

a professional master’s degree aimed at direct-practice professionals wor-
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Figure 3. Scientific publications in percentages (1996-2016)
Source: self-elaboration.
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Figure 4. Contributions to Congresses in percentages (1996-2016)

Source: self-elaboration.

king at organizations providing supports in the educational, social, or health
services.

— University Master on Research in Disability. The master’s degree is mainly
focus on the development of advanced research skills, and also prepares stu-
dents for doing the PhD.

— Master on Integration of People with Disability-Iberoamerican Program. The
master’s degree is similar to the first one, but co-developed between INICO
and other organizations from different countries in South America.
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Two main aspects must been addressed when specifying the characteristics
that Disability Studies has as a scientific discipline in Spain: ongoing and updat-
ing learning for professionals and the scientific journals. Apart from the master’s
degree programs, /NICO organizes different activities for the ongoing training
and lifelong learning of professionals working with people with disabilities,
including those working with SWSEND. For example, INICO organizes every
three years the International Congress on the Scientific Research on Disability
since 2005, and specifically talking about the development of good practices
in the field of education of SWSEND, INICO co-develops yearly alongside the
Cultural Exchange Association from Uruguay (AICU in Spanish) the interna-
tional congress on inclusive education since 1999, where different professionals
actively join in this knowledge-sharing experience*?. More programs and activi-
ties are developed, but they will be described later due to their impact and benefit
in the life of individuals with disabilities. Finally, different scientific journals are
dedicated to the scientific study of disability in Spain. These journals are: Revista
Espariola sobre Discapacidad (Spanish Journal on Disability); Siglo Cero. Re-
vista Espariola sobre Discapacidad Intelectual (Zero Century: Spanish Journal
on Intellectual Disability); and Autonomia Personal (Personal Autonomy). All of
them are based on an interdisciplinary understanding of disability.

General information about the program and the characteristics of the
graduate profile. As has been described, three main master’s degree programs
are carried out by /NICO. In this section, basic information about the programs
and the plans for training future professionals are presented.

The very first master’s degree that systematically started to train future pro-
fessionals for working with individuals with disabilities of any kind was the
Master on Integration of People with Disability-Quality of Life. This master’s
degree was co-created by INICO and Plena Inclusion, a confederation of organi-
zations that act in benefit of people with disability and their families in different
areas like education, health, citizenship, employment, or rights, which final aim
is to improve the QoL of individuals with disabilities and their families. This
master’s degree program saw the light more than 25 years ago and is aimed at
improving direct-practice professionals’ abilities in their direct work with these
individuals for improving their QoL.

The program targets interdisciplinary training and is aimed at people with
a different training that habilitates them for working with individuals with dis-
abilities of any kind. As general pre-requisites for accessing the master’s degree
program, it is necessary to have a degree title within the “Social and Juridical
Sciences”, like Pedagogy, Psychopedagogy, Sociology, Social Work, Teacher,
Especial Education Teacher, or Social Education; or within the “Health Scienc-
es”, specially Psychology, Occupational Therapy, Nursery, and Physiotherapy.

300 http://inico.usal.es/c122/formacion-continua-periodica-discapacidad.aspx.
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This master’s degree is a two-year program that started in 1991 and is cur-
rently on its 25" promotion and is mainly interested in the development of prac-
tical and professional skills, and also addresses a scientific vision of research
understood as the natural and logic steps for the development and assessment of
evaluation and intervention programs that are intended for improving the QoL
of people with disabilities.

It is important to highlight the shared nature of this program. As has been
aforementioned, this master’s degree is co-developed by INICO and Plena
Inclusion. Thus, about a 25-30% of the students joining this program are
continuing their studies (after their degree), and the 75-70% of the students
are in-service professionals working within Plena Inclusion Confederation
that keep on with their training as an ongoing activity for learning the latest
scientifically-based approaches for a better understanding of disability, support
needs, inclusion, rights, and QoL of individuals with disability. The program
admits a total of 40 students per promotion, and the fact that students and
professionals share their work and space is already important for knowledge
and experiences sharing.

As a general overview, based and starting from an interdisciplinary perspec-
tive, the theory-practical specialized training that this master’s degree program
offers, aims at (a) preparing different professionals in the knowledge, abilities,
and attitudes that are necessary for working with individuals with disabilities
of any kind, (b) training in the development of innovation and ongoing quality
improvement of the services providing supports to people with disabilities, and
(c) developing management tasks and coordination of interdisciplinary teams.
The specific aims are especially directed to the competencies of future profes-
sionals working with individuals with disabilities:

a) Professionals have and apply the most important knowledge towards disa-
bility, in order to identify and differentiate the individualized needs of each
person; (professionals) know the main action’s guidelines in different kind of
services and with different kind of deficiencies; as well as (professionals) are
able to properly channel in each moment the rehabilitation process of a person
in a given moment.

b) Professionals know how to conduct research within disability field and are
able to plan, implement and assess the necessary rehabilitator processes for
each person with disability, under an interdisciplinary approach and synergic
collaboration with others.

¢) Professionals may have management and direction abilities regarding centers,
programs, and services aimed at population with disabilities of any kind.

d) Professionals manifest and know how to promote positive attitudes towards
people with disabilities of any kind, so that they assume a personal and pro-
fessional commitment to defend and improve the situation of these individu-
als, by assuming a leadership role as community agents.
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Both the general and the specific aims are addressed using different meth-
odologies of education, which combines the traditional lessons, with practices,
seminaries, information and communication technologies, and visits to centers
that actually provide supports to individuals with disabilities. Specifically, the
training includes different modules:
1. First Academic Year:

Module A: Conceptual and Introductory Issues (6 ECTS). Main topics
to study and work within the first module:
1. Rights, conceptual fundaments of disability, and functional assessment.

1.

2.
3.
4.
. Module B: People with ID I (9 ECTS).

NN AW —

N U A WN =

Social policy and legal and welfare aspects.
QoL.
Ethics and disability.

Concept, classification, and system of supports.

. Social adaptation skills assessment.

Interpersonal relationships and emotional wellbeing.

. QoL assessment.

Personal development, individualized programs, and practical skills.

. Sexuality and disability.

. Good Practices: Plena Inclusion framework.

. Module C: Support Services (9 ECTS).

Self-determination.

. Person-Centered Planning. Facilitators’ roles.

Early intervention and stimulation.

. Education for all.

Living, residence, and day services.

. Families’ attention.

. Good Practices: Plena Inclusion framework.

. Module D: Professionals’ Skills and Competencies (6 ECTS).
L.
2.
3.

Work-team abilities.
Attitudes towards individuals with disability.
Organizational and professional competencies.

4. Documentary sources within disability studies.

5.
. Module E: External Practices I (10 ECTS). Students must visit and have
training in the direct practice with people with disability in different orga-
nizations providing supports to those individuals. Because of the master’s
degree program is co-developed, the practical training of students takes
place mainly within Plena Inclusion Confederation’s entities, although
students are free to establish any agreement with any organization they
consider relevant, as long as the mission and vision of the entity is aligned
with the master’s degree purposes and with the improvement of the QoL

Information and communication technologies.
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of individuals with disability. Practices are supervised closely by master’s
degree staff and a tutor is assigned while student is in-training within the
designed organization. Once the training is finished, student must develop
a memory of their training period which will be evaluated both by the
tutor and the master’s degree program staff.
2. Second Academic Year:
1. Module F: People with ID II (5§ ECTS).
. Extensive and pervasive support needs.
. Autism and other development disorders.
. Rare syndromes related to ID and supports.
Aging.
. Mental health issues and concerns.
. Positive behavior support.
Leisure activities and disability.
odule G: Employment Integration (5 ECTS).
Employment integration and supported employment.
Professional guidance and training.
Good Practices: Plena Inclusion framework.
odule H: ID and other Disabilities (5§ ECTS).
Rehabilitation Psychology.
People with Cerebral Palsy.
People with hearing disability and with ID; and people with visual di-
sability and ID.
Universal design (and universal design for learning) and cognitive ac-
cessibility.
4. Module I: Management, Organization, and Program Assessment
(5 ECTS).
1. Programs’ assessment based on the QoL Model.
2. Organizational development and bases. The Plena Inclusion project.
People policies. Key for changing.
3. Quality on the third sector.
4. Direction and direction efficiency.
5. Module J: External Practices IT (10 ECTS).
3. Ongoing Activity since the beginning of the program: End-of-Master’s de-
gree Dissertation (30 ECTS). All students attending the program must develop
a research project based on the contents that are being worked during the whole
program. Projects are related to different areas, taking into account the multifac-
eted nature of the program: inclusive education, social services, physiotherapy,
organizational change and transformation towards QoL model, and so on.
Due to the importance and impact of /N/CO in Ibero-American context, this
Master has also an online version called Master on Integration of People with
Disability-Ibero-American Program which is on its 9™ edition. It shares the

[\°]
WNmZWN 2N AW

>
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general aim, the specific aims, as well as the contents, and is targeted at iber-
oamerican professionals developing their work with individuals with disability
in different countries of South America and Caribe.

Finally, as was previously appointed, research training for future researchers
is also really important for the development of models, as well as data-based and
research-based practices. Thus, the INICO yearly develops the University Master
on Research in Disability created in 2011, and aimed at providing a specialized
training and improving the research abilities of future professionals in the field
of disabilities allowing them to access to the latest paradigms and current trends
in scientific research in the field of disability.

This master’s degree is aimed at training professionals in the areas of research
and practices within the disability field, by developing abilities, competencies,
strategies and specialized attitudes that lead students to assess, guide, and pro-
vide supports in the educational, social, and cultural environments of individuals
with disabilities of any kind at every community setting. This training allows
students to: (a) do assessments, interventions, and support planning; and (b) de-
velop innovative research practices pertaining disability studies, putting the
accent in the QoL promotion, self-determination, supports, and participation in
the community under a right-based approaches aligned with the United Nations’
Convention on the Rights of Individuals with disabilities.

This program is also aimed at the same professionals than the previous ones.
Regarding the training of professionals, as shown in table 5, the specialized
training is more oriented to the development of research skills for addressing the
aims described:

Finally, the other main training program within disability studies was the
PhD Program on Advances in research on Disability, which was absorbed by
the PhD on Psychology due to political decisions within University of Salamanca
back to the academic year 2014/2015. This program offered a wide and diversi-
fied training aimed at the knowledge of disability nature, as well as promoting
the research skills and improving treatment and intervention programs’ efficacy.

The PhD Program arose as the answer to the need of training more special-
ized researchers that would assume the responsibility of developing researches
focused on the characteristics and needs of individuals with disabilities of any
kind. Graduated students are trained following a very specialized profile, which
main domains are: (a) the knowledge of the current challenges of the research
pertaining characteristics, biological grounds, and intervention ways in the dif-
ferent manifestations disability may have, (b) current problems related to the
impact that disability has in the immediate context of the person, as well as the
intervention ways, problems and challenges concerning educational attention
and social and employment integration of people with disability, (c) the study
and knowledge about the social exclusion phenomenon, and, finally, (d) in-depth
training on the latest research methodology in the disability area.
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Table 5. University Master on Research in Disability’s training program

Semester
Module Content ECTS
First | Second
M]1: Research Information resources for research X 3
methodology Methodology for the design and X 1.5
(10.5 ECTS) development of scientific works
Tests construction (Psychometry) X 3
Qualitative research methodology X 3
M?2: People with ID and supports X 2
disability (10 ECTS) Assessment and treatment in autistic X 3
spectrum disorders
Research and intervention in cerebral palsy X 1.5
People with visual disability X 1.5
People with hearing disability X 1
Person-Centered Planning X 1
M3: Inclusive Inclusion within educational system X 6
education (9 ECTS) Developing inclusive educational centers X 3
M4: QoL and Self- Research in QoL X 2.5
determination Research in Self-determination X 1.5
(4 ECTS)
M5: Environment Transition to adulthood X 1.5
and participation Supported employment X
(6 ECTS)
Employment QoL X 2
Environment and social participation X 1.5
M6: Habilitation and | Functional abilities’ habilitation X 3
health (3.5 ECTS) Assessment and psychological intervention X 1.5
in people with chronic pain: fibromyalgia
Bio-psycho-social health of caregivers of X 1
people living in dependent situations
M7: Research Research in mental health (optative™) X 3
in mental health
MS: Early Early intervention and stimulation X 3
intervention and (optative*)
stimulation
End-of-Master’s End-of-Master’s degree Dissertation X X 12
degree Dissertation
(12 ECTS)
Total (ECTS) 60

* Students must choose one of the two optative offered. Source: self- elaboration based on University
of Salamanca and INICO information about the master’s degree in their websites3.

3D http:/www.usal.es/node/57859/plan_estudios.
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Within this PhD, all the training skills used to have a theory-practical charac-
ter, aimed at strengthening a technical and applied knowledge for the developing
of researches. The technic training was compensated with different practical
activities, intended for PhD students so that they could apply their dissertations
and researches in the practical and professional life3?.

Previous academic experience and prognosis. All the mentioned master’s
programs have strong tradition within University of Salamanca. For example, for
the next academic year 2017/2018, the program Master on Integration of People
with Disability-Quality of Life has been positively informed by the University
of Salamanca, and next year will start its 26" promotion¥. This program has
always been qualified in good ranks among master’s degree programs aimed at
training future professionals providing supports to individuals with disabilities,
winning the 2013 award as the best master’s degree program within the category
“Family and Integration™¥ in Spain.

More detailed data can be provided in relation to this master’s degree. Accord-
ing to the memories about /NICO'’s activity (i.e., both academic and scientific),
in total, 455 professionals have been trained in this master’s degree program
(M =35 students per promotion) who have applied the acquired knowledge
for transforming organizations working and providing supports to individuals
with disability. Thus, in the last years, more than the 50% of professionals who
have been trained in the program have reached responsibility positions within
their organizations as managers and directors, actively acting in services and
organizations’ transformation processes towards the QoL framework applied at
organizational level®).

About prognosis, the program is stable and the new promotion has been posi-
tively informed and next year is starting.

University activities undertaken for the benefit of people with disabilities.
Many activities have been promoted and accomplished by /NICO for the benefit
of people with disabilities of any kind, especially ID. Most of the activities de-
veloped by INICO within the University of Salamanca overlap with each other,
due to the multifaceted nature of the activities developed. However, as a didactic
presentation, different activities can be described: (a) research outcomes that
impact in the life of individuals with disability, (b) guides for practitioners and
families of people with disability, (c) programs and experiences for promoting
the inclusion of individuals with disabilities within society, (d) counseling to
foreign countries’ ministries for the development of inclusive education, (e) col-
laboration and scientific guidance to organizations that act in benefit of individu-

32 http://inico.usal.es/c143/formaci%C3%B3n-doctorado.aspx.
33 http://inico.usal.es/c147/master-propio.aspx.

3 http://sid.usal.es/idocs/F1/ACT47272/250MASTER2013.pdf.
35 http://inico.usal.es/c44/el-inico.aspx.
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als with different kind of disabilities, especially ID (and others, like traumatic
brain injury or cerebral palsy) (f) ongoing training programs for professionals,
and (g) activities for promoting the normalization, inclusion, and recognition of
people with disability in the mainstream community.

Researches outcomes that impact in the life of individuals with disability.
As a result of different researches, /INICO has developed different assessment
tool based on the most important constructs pertaining disability nowadays,
such as: support needs, QoL or self-determination. The aim of developing tools
is to provide professionals a reliable and valid framework which they may use
as a starting point when working with individuals with disabilities, organiza-
tions, and communities, for both detecting the needs in those system’s levels,
as well as for meeting those needs. Thus, by conducting research activities, the
Institute can improve community’s, organization’s, and individual’s outcomes,
acting at different levels of the system. Table 6 summarizes some of the devel-
oped tools and their aim.

Table 6. Assessment tools based on scientific models for the development of evidence-based
practices

Tool Population Aim

Kidslife Scale (Gomez et al.,
2016)

Children, adolescents, and
young adults with ID

QoL assessment

ARC-INICO Scale (Verdugo
etal., 2014)

Children and adolescents
with intellectual and/or
developmental disability

Subjective self-
determination assessment

Organizational’s Efficiency
and Eficacy Handbook
(Schalock et al., 2015)

Organizations providing
supports of individuals with
ID

Help organizations
providing supports to be
more effective, efficient, and
sustainable

INICO-FEAPS Scale
(Verdugo, Gomez, Arias,
Santamaria, Clavero,

& Tamarit, 2013)

Adults with intellectual and/
or developmental disabilities
(above 18 or above 16 when
working)

QoL assessment under an
integral approach (i.e., both
objective and subjective
assessment)

San Martin Scale (Verdugo,
Gomez, et al., 2014)

Adults with multiple and
significative disabilities
(above 18 years old or above
16 when out of educational
system)

Objective QoL assessment

Family Quality of Life
Scale (Verdugo, Rodriguez,
& Sainz, 2012)

Families of individuals with
disability

Family QoL assessment

Source: self-elaboration. All information at INICO webpage®®).

30 http://inico.usal.es/c135/coleccion-herramientas.aspx.
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More scales are being developed (and many others have already been pub-
lished), but the table only summarizes the scales aimed at population with
disability and organizations providing supports to individuals with disabilities
that are free and accessible (other scales are developed under international
treaties and are not for free). All the presented tools can impact within the
social, health, and educational services, as well as in the different levels of the
system.

Guides for practitioners and families of people with disability. The Institute
has also developed guides for practitioners and families aimed at providing
an updated framework for the understanding of the needs of individuals with
disabilities as well as for the provision of the proper supports. Some of the
remarkable guides developed by the institute have been: (a) the guide for teach-
ers working with students with disabilities, called “Apreciamos las diferencias:
orientaciones diddcticas y metodologicas para trabajar sobre la discapaci-
dad en educacion primaria [We appreciate differences: didactic and meth-
odological guidelines for working and addressing disability within primary
education]” (Verdugo, Gonzalez, Calvo, 2003); (b) the “Guia de ayuda en la
programacion educativa para alumnos con discapacidades graves y mutiples
[Guide for helping in the lesson planning for students with severe and multi-
ple disabilities]” (Gonzalez, Canal, Centro Obregon, 2008); and (c) the family
guide “Un nifio con autismo en la familia: guia basica para familias que han
recibido un diagnostico de autismo para su hijo o hija [A child with autism in
the family: basic guide for families who have received an autism diagnose for
their son or daughter]|” (Bohorquez et al., 2008). The two first guides are aimed
specifically at professionals, so that they can promote the inclusion of students
with disability addressing the attitudes and other components closely linked
to them (Verdugo, Gémez, Calvo, 2003), and develop individualized lesson
planning related to the needs of students with pervasive and extended support
needs (Gonzalez, Canal, Centro Obregén, 2008). The last guide is aimed at
families so that they can manage the initial impact which diagnose has, and the
guide also provides resources and information on the needs in the different ar-
eas of their children’s development and also in the different services providing
supports to children with autism in the social, educational, and health services
(Bohorquez et al., 2008).

Programs and experiences. Two of the newest programs developed by INICO
and directly aimed at promoting the social inclusion and participation of people
with intellectual and/or developmental disabilities are the programs: PRACTI-
CAPACES and YOTUEL.

The PRACTICAPACES program started in 2016 and is defined as an employ-
ment practices program aimed at people with intellectual and/or developmental
disabilities. It was developed jointly by University of Salamanca (Faculty of
Psychology) and the /NICO. The program is focused on the practical training
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of people with intellectual and/or developmental disability in employment is-
sues based on the supported employment. Students from Occupational Therapy
and the University Master on Research in Disability closely participate in this
program’s development. Table 7 summarizes the purpose, aims, and targeted
population of the program:

Table 7. Purpose, aims, and target population of PRACTICAPACES program

Purposes Aims Targeted Population
Improving the access To develop job experiences People with intellectual and/
possibilities to ordinary within ordinary settings for or developmental disability
employment settings in people with intellectual and/

individuals with intellectual | or developmental disability
and/or developmental

disability

Increasing the employment To develop professional Occupational Therapy
access opportunities for practices for students from and University Master
Occupational Therapy Occupational Therapy and on Research in Disability
and University Master the University Master on students

on Research in Disability Research in Disability

students through professional

practices

Source: self-elaboration.

The program would not have been possible without the active collaboration
and participation of direct-practice organizations that act in Salamanca, like
Ariadna Association, Asprodes Association, Down Salamanca Association, and
Insolamis Association. This gives an example on the links established between
INICO and the different organizations providing supports to individuals with
disability. The program and its results have been shared in the /NICO'’s social
media. Result of its impact are freely available on INICO webpage®”.

Based on the direct collaboration with the aforementioned organizations pro-
viding supports to individuals with intellectual and/or developmental disability,
INICO and University of Salamanca also have developed the YOTUEL Pro-
gram. This program is aimed at the development of participation, contact, and
knowledge about people with intellectual and/or developmental disability, under
inclusive approaches, by developing shared leisure activities. All students from
university community are invited to actively join the program. More information
about the program is available on INICO webpage?®.

37 http://inico.usal.es/431/programas-servicios/-practicapaces-programa-de-practicas-labo-
rales-para-personas-con-discapacidad-intelectual-o-del-desarrollo.aspx.

3 http://inico.usal.es/458/programas-servicios/-yotuel-programa-de-actividades-comparti-
das.aspx.
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Counseling activities. The INICO as also actively collaborated with foreign
countries’ governments, in the development of research for the promotion of
inclusive education. This has been the case of Costa Rica*” and Ecuador*?.

Collaboration and scientific guidance with organizations that act in benefit of
individuals with disability. In Spain, different organizations have asked /NICO to
develop researches for the updating and data collection pertaining the needs and
current status to certain group of people with disability. Plena Inclusion asked
INICO to develop a research related to the rights and QoL of individuals with
ID with extensive and pervasive support needs. This initiative was co-funded by
Plena Inclusion, Spanish Royal Board on Disability (see annex), and the Ministry
of Health, Social Services, and Equality of Spain. As a result, an executive report
has been recently published addressing deeply this issue (Verdugo, Navas, 2016).
Currently, the latest research that has been asked INICO to develop is a report
on the characteristics, health state, and access to socio-sanitary services in aging
individuals with ID. This research has been funded by the Ministry of Economy
and Competitiveness.

Ongoing training programs for professionals. As has already been described,
INICO develops different training programs. Apart from the postgraduate
programs, INICO organizes every three years the Infernational Congress on
the Scientific Research on Disability since 1995. The last Congress took place
in 2015 and it was composed by 242 scientific activities, including: 3 plenary
conferences, 1 scientific session, 1 colloquium about humor and disability,
7 roundtables, 30 symposium, 30 communication tables (120 presentations), and
72 posters. It gathered more than 500 people, from interdisciplinary fields and
from different countries in Europe and America*). Next year 2018 coterminous
with the 800" anniversary of the University of Salamanca, the city of Salamanca
is holding the X International Congress on the Scientific Research on Disabil-
ity*?. The INICO has also established its own interdisciplinary and collaborative
network of research between Spain and Ibero-America regarding the field of
disability. Thus, the Ibero-American Network on Research on Quality of Life
(REDICABI in Spanish) was created in 2012 with the aims of: spreading the
QoL model developed by Schalock and Verdugo (2002, 2007, 2012a, 2012b),
promoting organizational change, and spreading and adapting different tools for
QoL assessment in different countries*). Other programs are the Transversal

39)
40)

http://inico.usal.es/integra-contenidos-inico.aspx?num=34+#a5.
http://inico.usal.es/integra-contenidos-inico.aspx?num=34+#a6.
4D http://inico.usal.es/c52/jornadasdiscapacidad.aspx.

42) http://jornadas-inico.usal.es/.

43 http://inico.usal.es/c152/rivicabi.aspx.
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Competencies program*® (for people with disabilities that are unemployed) and
the Employment Trainer program*>.

Activities promoting the normalization and inclusion of people with dis-
abilities. Last but not least, there are initiatives conducted for improving the
normalization and inclusion of people with disabilities of any kind within their
mainstream community. Thus, since 2003 /NICO with the collaboration of
North Group Foundation started a photography contest which aim is to show
people with disability within ordinary and daily life. The contest seeks to sensi-
tize society through photography, showing a normalized and integrated view of
people with disability. Thereby it focuses on everyday life showing people with
disability in their day to day. In addition, the contest also rewards especially the
best image that relates disability and university, with the same normalizing and
integrating nature*®). Image 1 shows the winner of the 12" Contest in 2014:

Title: The New Sexy
Author: Elisa Pullara (2014).

Awarded with the first place in
the 12" edition of INICO-North
Group Foundation’s “People
with Disability in the daily life”
photography contest.

Image 1. The new sexy. Winner of the 12 edition of INICO-North Group Foundation’s “People
with Disability in the daily life” photography contest.

Discussion. Present work has provided a general overview of the organization
of Disability Studies as a scientific, recognized, and well-defined field of study
within Spanish context. Although the starting point in the provision of supports
towards individuals with disabilities was mainly conducted in the educational

49 http://inico.usal.es/c158/Competencias%20Transversales.aspx.
%) http:/inico.usal.es/c167/Preparadores%20Laborales.aspx.
46 http://inico.usal.es/c157/concurso-fotografia.aspx.
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system (it was the main interest of special education), today is clear the necessity
of addressing the needs and providing the supports not only within educational
system but also in the social and health services. The key concepts regarding the
Disability Studies field in Spain are the WHO framework, the positive psycho-
logy and the strengths-based approach regarding the capability of the person and
not only their limitations, the personalistic approach that considers the active
role of the person, its needs and wanting, the supports paradigm for bridging the
gap between personal capabilities and environmental demands, the rights per-
spective assumed by the United Nations’ Convention, and the QoL framework.

Current situation in Spain regarding this field makes necessary to change the
focus from the quantity to the quality of the training that professionals working
with individuals with disability have. Thus, as future lines of research within
this field, it is necessary to systematically organize and compare the training
received by professionals in the different training programs, to see if there
is still a lack of updating with the newest key constructs. This is important
because proper training is the first step for overcoming the repeating structures
(and problems) that some programs and traditions have created (especially in
the field of special education and education). However, having research-based
constructs for the developing of training programs, will shed lights on the
establishment of evidence-based practices in no matter which environments
(i.e., social, educational, or health services), but with a clear goal: guaranteeing
the rights of individuals with disabilities and improving their QoL within their
community.
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Annex

Selected acts of law

Real Decreto 334/1985, de 6 de marzo, de ordenacién de la Educacion
Especial. https://www.boe.es/boe/dias/1985/03/16/pdfs/A06917-06920.pdf.
Ley Orgéanica 2/2006, de 3 de mayo, de Educacion. https:/www.boe.es/boe/
dias/2006/05/04/pdfs/A17158-17207.pdf.

Ley Organica 8/2013, de 9 de diciembre, para la mejora de la calidad edu-
cativa. http:/www.boe.es/boe/dias/2013/12/10/pdfs/BOE-A-2013-12886.pdf.
Real Decreto Legislativo 1/2013, de 29 de noviembre, por el que se aprueba
el Texto Refundido de la Ley General de derechos de las personas con di-
scapacidad y de su inclusion social. http://www.boe.es/boe/dias/2013/12/03/
pdfs/BOE-A-2013-12632.pdf.

Ley 39/2006, de 14 de diciembre, de Promocion de la Autonomia Personal
y Atencion a las personas en situacion de dependencia. https:/www.boe.es/
buscar/pdf/2006/BOE-A-2006-21990-consolidado.pdf.

List of selected national institutions working for people with disabilities

Plena Inclusion. Webpage of Plena Inclusion (established in 1964), a confe-
deration of organizations that act in benefit of people with disability and their
families in different areas like education, health, citizenship, employment,
or rights, which final aim is to improve the quality of life of individuals with
disabilities and their families. http://www.plenainclusion.org/.

ONCE (National Organization of Spanish blind people, Organizacion Na-
cional de Ciegos Esparioles, in Spanish). Spanish organization (established in
1938) which aim is to facilitate and support, through specialized social servi-
ces, the personal autonomy and social and employment inclusion of people
with visual disability and blindness. http://www.once.es/new. ONCE created
its foundation in 1988 (Foundation ONCE http:/www.fundaciononce.es/)
for enhancing the inclusion of individuals with different disabilities diffe-
rent from visual one, through employment, training and different programs
aimed at removing physical and sensory barriers; and the ONCE Foundation
for Latin America (FOAL http://www.foal.es/), for helping people with visual
disability in the region.

CNSE (State’s Confederation of Deaf People, Confederacion Estatal de
Personas Sordas, in Spanish). The CNSE (established in 1936) is a NGO
which fights for ensuring equal opportunities for people with hearing disabi-
lity, through the development of policies aimed at suppressing barriers. http://
www.cnse.es/index.php.

FIAPAS (Spanish Confederation of Families of Deaf People, Confedera-
cion Esparniola de Familias de Personas Sordas, in Spanish). FIAPAS (esta-
blished in 1978) is a national confederation composed by 46 organizations
which aim is the representation and defense of the rights and global interests
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of individuals with hearing disability and their families, both at national and
international level, before the Society, Administrations, and other Institu-
tions, integrating and promoting with this aim the action of the Autonomous
Federations and the Associations of Parents of Deaf People. http:/www.fia-
pas.es/FIAPAS/index.html.
Spaish Mental Health Confederation (previously named FEAFES, Fede-
racion de Asociaciones de Familiares y Personas con Enfermedad Mental,
in Spanih). This confederation (established in 1983) has the aim of improving
the quality of life of people with mental illness and their families as well as
defending their rights and representing the associative movement. https://con-
saludmental.org/.
COCEMFE (Spanish Confederation of People with Physical and Organic
Disability, Confederacion Espaiiola de Personas con Discapacidad Fisica
y Orgdanica, in Spanish). COCEMFE (established in 1980) is a NGO aimed at
grouping, strengthening, training, and coordinating all the efforts and activi-
ties of all the entities (+1600) which work in favor of people with organic and
physical disabilities and are aimed at defending their rights and improving
their quality of life. http://www.cocemfe.es/portal/.
RPD (Royal Board on Disability, Real Patronato sobre Discapacidad, in
Spanish). The RPD (established in 2000) is an autonomous organism attached
to the Spanish Ministry of Health, Social Services, and Equality, which mis-
sion is (a) to promote the deficiencies prevention, the rehabilitation, and the
social insertion of people with disability; (b) to facilitate the exchange and
collaboration among different public administrations, as well as in between
public administrations and the private sector, both at national and internatio-
nal level; (c) to give support to organisms, entities, specialists, and promoters
in areas of studies, research and development, information, documentation,
and training; and (d) to emit technical advices and recommendations in areas
related to disability. http:/www.rpd.es/.

CERMI (Spanish Committee on Legal Representatives of People with Di-

sability, Comité Espariol de Representantes de Personas con Discapacidad,

in Spanish). The CERMI (funded in 1997) is the platform of representation,
defense, and action in benefit of Spanish citizens with disability (more than

3.8 million). www.cermi.es/.

Other (research and information)

o INICO (Institute on Community Integration, /nstituto Universitario de
Integracion en la Comunidad, in Spanish). The INICO (created in 1996) is
composed by interdisciplinary professionals that lead activities linked to
training, research, and counseling in the field of disability with the aim of
easing and enhancing the QoL and self-determination of people living at
social disadvantages in different contexts and throughout their life cycle.
http://inico.usal.es/.
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o Spanish Network on Information and Documentation on Disability:

¢ SID (Service on Information about Disability, Servicio de Informa-
cion sobre Discapacidad, in Spanish). The SID (1999) is a public in-
ternet portal that is aimed at professionals, politicians, and developers
and managers of public policies. This service has three main functions:
acquire, systematize, and spread information on disability. http://sid.
usal.es/default.aspx.

¢ CEDD (Spanish Center on Documentation about Disability, Cen-
tro Espaiiol de Documentacion sobre Discapacidad, in Spanish). The
CEDD is a Service that the RPD offers to public and private entities,
professionals, and any other person interested in the disability field. It
systematically collects and catalogues the relevant scientific literature
as well as the documents edited by the international organisms, public
administrations, and third sector entities in the disability field. http:/
www.cedd.net/.

¢ OEDD (State’s Observatory on Disability, Observatorio Estatal de
la Discapacidad, in Spanish). OEDD is a technic instrument from the
General Administration of the State (related to the Ministry of Health,
Social Services and Equality, General Direction of Policies in Support
of Disability and the RPD) which collects, systematizes, updates, gene-
rates, and disseminates information related to the disability field so that
individuals with disability and other citizens, public administrations,
universities, and the third sector can access to it. http://observatoriode-
ladiscapacidad.info/.
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