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ABSTRACT

Historically, disability has been conceptualized within deficits-based models. But, newer
models that emphasize the fit between health, the environment, and personal factors are
leading to strengths-based approaches to supporting people with disabilities. This article
explores implications for such models on disability, in general, and special education,
specifically. The importance of self-determination to operationalizing such models is
discussed. Finally, the shift to a supports paradigm as part of the response to person-
environment fit models is examined, along with a discussion pertaining to a series of
measures of support needs.

Keywords: Strengths-based approaches; self-determination; Supports Intensity Scales.

RESUMO

Historicamente, a deficiéncia foi conceituada em modelos baseados em déficits. Contudo,
modelos mais recentes que enfatizam a adequacgéo entre saude, meio ambiente e fatores
pessoais estdo levando a abordagens de potencialidades para apoiar as pessoas com
deficiéncias. Este artigo explora implicagcbes para esses modelos sobre deficiéncia na
educagdo regular e, especificamente, na educagdo especial. A importancia da
autodeterminacdo para operacionalizar esses modelos é discutida. Finalmente, €
examinada a mudanca para um paradigma de suporte como parte da resposta aos modelos
de ajuste pessoa-ambiente, juntamente com uma discusséo referente a uma série de
medidas de necessidades de suporte.

Palavras-chave: Abordagens baseadas em potencialidades; autodeterminacéo; Escalas de

Intensidade de Suporte.

RESUMEN

Historicamente, la discapacidad ha sido conceptualizada dentro de modelos basados en déficit.
Pero, los modelos més nuevos que enfatizan el ajuste entre la salud, el medio ambiente y los
factores personales estan conduciendo a enfoques basados en potencialidades para apoyar a
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las personas con discapacidad. Este articulo explora las implicaciones para tales modelos
sobre discapacidad, en general, y educacién especial, especificamente. Se discute la
importancia de la autodeterminacion para poner en practica dichos modelos. Finalmente, se
examina el cambio a un paradigma de apoyos como parte de la respuesta a los modelos de
ajuste persona-ambiente, junto con una discusion relacionada con una serie de medidas de
necesidades de apoyo.

Palabras clave: Enfoques basados potencialidades; autodeterminacién, Escalas de
Intensidade de Apoyo.

Introduction

The standard for how people with disability should be treated has been set forth in the
United Nations Convention on the Rights of Persons with Disabilities. Those standards, as
articulated in the General Principles of the CRPD, are of “respect for inherent dignity,
individual autonomy including the freedom to make one’s own choices, and the
independence of persons.” In Article 24 of the CRPD, pertaining to education and to the
focus of this conference on inclusive education, the CRPD states that parties who adopt the
CRPD “shall ensure an inclusive education system at all levels and lifelong learning directed
to: “shall ensure an inclusive education system at all levels and lifelong learning directed to:
a) the full development of human potential and sense of dignity and self-worth, and the
strengthening of respect for human rights, fundamental freedoms and human diversity; 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; c) Enabling persons with
disabilities to participate effectively in a free Society” (COMMITTEE ON THE RIGHTS OF
PERSONS WITH DISABILITIES, 2016, Art. 24).

It is clear, then, that issues of special education are linked to themes of dignity,
autonomy, self-worth, choice, and participation (WEHMEYER, 2019). Yet, if we examine
how people with disability have been treated, historically, these themes are far too often
absent. Indeed, one can easily argue that the opposite of dignity—indignity—is the state that
most people with disability experience (SMITH; WEHMEYER, 2012; WEHMEYER, 2013a).
This is, | believe, in large measure a function of how we have understood the construct of
disability over time. Historically, disability was understood within a model that was an
extension of a medical model that conceived health problems, including disability, as an
individual pathology. Disability was understood to be a characteristic of the person; as

residing within the person and that person was seen as broken, diseased, pathological,
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atypical, or aberrant; as outside the norm. Not surprisingly, such attributions led mainly to
segregation, and disability was associated with negative societal outcomes and people with
disabilities viewed as social problems (SMITH; WEHMEYER, 2012).

As the 20th Century progressed, traditional conceptualizations of disability began to
be replaced by ways of thinking about disability that focused more on the interaction
between personal capacity and the context in which people with disabilities lived, learned,
worked, and played (WEHMEYER, 2013b). Particularly, two World Health Organization
taxonomies of disability emerged that provided us with a language to begin talking about

strengths-based and positive approaches to disability.

Changing Understandings of Disability

The first taxonomy introduced by the WHO was the International Classification of
Impairments, Disabilities, and Handicaps, or ICIDH, introduced in 1980. What had become
apparent by then was that thinking about chronic or long-term health issues, like disability,
solely within a pathology model was no longer helpful. The ICIDH was intended not as a
classification of diseases or disorders for diagnostic purposes, as prior WHO classification
systems were intended, but instead as a means to classify the consequences of disease,
injuries, and other disorders and of their implications for the lives of the person experiencing
these. The ICIDH recognized that disability was not simply a function of health problems,
but instead was a function of health-related issues and their interaction with the context and
the person. The ICIDH was a first step in ‘externalizing’ disability; by that | mean that it was
a first step in moving the understanding of disability from an internal pathology or a
characteristic of the person, to being a result of the interaction between health, environment,
and personal factors (BUNTINX, 2013).

In 2001, the WHO introduced the International Classification of Functioning, Disability,
and Health, or ICF, which extended this understanding to conceptualize disability as a
function of health, environmental, and personal factors and, importantly, conceptualized
disability as a part of, and not apart from, typical human functioning (BUNTINX, 2013).

Let me summarize what I think the WHO classifications established in a more simplistic
way. The focus of these new models of disability termed social-ecological or person-
environment fit models, shifted from an emphasis on disability as deficits and disability as
residing within the person to a focus on the fit between a person’s capacities, their strengths,
and the demands of the context in which he or she might live, learn, work or play. Disability
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resides only in this gap, and the degree to which we can reduce the gap between a person’s
capacity and the demands of the environment, then although the impairment that resulted

in disability doesn’t go away, the disability becomes, in essence, irrelevant.

Implications for Person-Environment Fit Models in Disability Supports

There are multiple implications of conceptualizing disability as a function of the fit
between the demands of the environment and the person’s capacities that can guide our
efforts to achieve the vision of the parent movement. First, this is a strengths-based
approach to disability. In 2013, | edited the Oxford Handbook of Positive Psychology and
Disability (WEHMEYER, 2013b), a book that | would not have been able to edit ten years
before that because we lacked the language and frameworks within which to talk about the
strengths of people with disabilities. Second, these person-environment fit models
emphasize disability within the context of typical human functioning, and not in some way
apart from the typical human experience. The focus of action as a function of such models
is on the identification and design of supports to address the person’s participation within

typical contexts.

Implications for Person-Environment Fit Models for Special Education

The good news for those of us in the field of special education is that we don’t have to
start from scratch with the design of interventions that are driven by person-environment fit
models of disability. There are, in fact, multiple examples from emerging best and effective
practices in the education of learners experiencing a disability that illustrate the application
of this new disability paradigm to educational practice and that, in turn, promote greater
inclusion. These include the implementation of Universal Design for Learning and the use
of technology to promote greater access to curricular materials; schoolwide applications like
Positive Behavior Intervention and Supports and Multitiered Systems of Supports; the
application of a personalizable education; a focus on self-determination and self-determined
learning, and active student involvement and engagement in educational planning
(WEHMEYER, 2019).

All of these take approaches consistent with person-environment fit models of disability
by focusing as much on changing the environment and the context and providing supports
as on changing the person (THOMPSON; WEHMEYER; HUGHES, 2010). For example,
positive behavior interventions and supports involve changing or modifying the environment
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or context so that problem behavior is no longer necessary and then providing instruction
on more social-acceptable ways to achieve one’s goal or purpose (SHOGREN;
WEHMEYER; LANE, 2016).

Or, consider at how principles of Universal Design for Learning operationalizes person-
environment fit models. These principles emerged fom the field of architecture and
suggested that all buildings/environments should be designed to be accessible to all people
without the need for modification or adaptation by incorporating ramps, wide doors, or
accessible restrooms (ROSE et al., 2002).

Education policymakers, throughout the world, adopted this approach to supporting
students to gain access to the general education curriculum. The “universal” in universal
design does not imply one optimal solution for everyone, but rather it underscores the need
for inherently flexible, customizable content, assignments, and activities. My favorite
definition of UDL defines it as “the design of instructional materials and activities that allows
learning goals to be achievable by students with wide differences in their abilities to see,
hear, speak, move, read, write, understand [English], attend, organize, engage, and
remember” (ORKWIS; MCLANE, 1998, p. 9). | don’t know too many students, with or without
a disability, who aren’t described to some degree by this list! And, back to my main point,
UDL is all about changing the context or the environment (in this case, the curriculum) to be
usable by everyone, as suggested by person-environment fit models.

We tend to equate UDL with technology, and although there are ways to ensure
universal access to educational content that does not use technology, it is a fact that there
are a myriad of barriers to full participation that will be removed by technology in education
and other life domains (WEHMEYER et al., 2012b). Digital talking books, smartphones, and
tablets provide platforms for universally designed learning materials to be presented. The
growth of cloud based technologies will soon make the specific device you use irrelevant,
as all personalization features will reside in the cloud and you will be able to access them
anywhere, with any type of device. 3D printing will, over the next decades, change the face
of manufacturing. Instead of buying mass-produced products that do not fit their needs, 3-D
printing will allow people with disabilities to manufacture exactly what they need to be
supported to do what they want. Finally, you may have heard the term “the Internet of
Things” or the “Internet of Everything” (WEHMEYER, 2019). This is the idea that someday,
and that day will be sooner rather than later, everyday objects, people, processes, and data

will be networked and connected such that what you cannot do will be irrelevant; what will
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matter will be the supports available for you to succeed. Right now, about 7 billion objects
are connected to the internet; by 2025, that figure is estimated to be almost 25 billion objects
(EVANS, 2011). If you can'’t drive, it won’t matter, cars will drive themselves; Google glass
and Apple watch are only the tip of the iceberg for wearable computing.

Finally, before talking more extensively about the role of supports and the supports
intensity scales, it is important to note the critical role that promoting self-determination plays
in operationalizing person-environment fit models of disability and in ensuring that students
with disabilities are successful in 21st Century schools.

A world class education, according to Yong Zhao in his book World Class Learners:
Educating Creative and Entrepreneurial Students (2012), is characterized by student voice
in school governance and environment, student choice in a broad and flexible curriculum,
and a strengths-based focus on student uniqueness and curiosity. Zhao notes that because
of increased human productivity and the rapid rise of technology, people spend much less
of their annual income on necessities like food, clothing, and shelter and substantially more
(in fact, more than twice what was the case in the 20th Century) on everything else. While
traditional jobs may be lost in a global, technological economy, jobs will be gained in other
largely unidentified domains. As a result, more and more talents and abilities will have

economic importance. He noted:

Today, in the new age, a majority of traditional routine tasks that required a
homogenous set of skills and knowledge are now performed by machines,
and human needs have shifted from basic needs to more psychological,
aesthetic and intellectual needs. Thus, the full spectrum of human talents has
become economically valuable (ZHAO, 2012, p. 57).

And, at the heart of these innovations in education are student agency and self-
determination. It is clear that to prepare young people for the 21st Century world, among the
most important things we can do is to presume that students are capable of being
successful, promote self-determination and student involvement, emphasize goal setting
and problem solving, and consider student strengths and support students to design a life
based on those strengths, interests, and abilities (WEHMEYER; ZHAO, 2020). As a field,
we have compelling evidence of the positive impact on promoting self-determination on
students with disabilities on more positive school and adult outcomes (SHOGREN et al.,
2012; WEHMEYER et al., 2012a; SHOGREN et al., 2015; WEHMEYER, 2019). It is clear
that if we are to fulfill the vision of the CRPD, an important part will be by promoting self-

determination.
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Supports, Support Needs, and The Supports Intensity Scale Measures

Turning now to the importance of a supports focus in person-environment fit models
and strengths-based approaches. Both of these focus on the importance of supports to
improve the fit between the person’s strengths and the demands of the context
(THOMPSON; WEHMEYER; HUGHES, 2010). Supports are “resources and strategies that
aim to promote the development, education, interests, and personal well-being of a person
and that enhance individual functioning” (LUCKASSON et al., 2002, p. 151). Resources and
strategies are anything, really, that enable people to function successfully, from technology
to services to relationships. Support needs refer to “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). That enable, | would
argue, people to live self-determined lives. Further, supports “refer to an array, not a
continuum, of services, individuals, and settings that match the person’s needs” where the
person is in the center, and types of supports radiate out from self-directed and self-
mediated supports, to supports from the person’s family and friends and non-paid supports,
like coworkers or neighbors, to generic supports (those that everyone uses) and specialized
supports, like those provided in a disability service system.

It is important to recognize that there are multiple influences on the support needs of
people with intellectual disability. One of these influences is level of personal competence,
what people can do well. It is likely that the greater an individual's level of personal
competence, the less the intensity of support needs. Conversely, likely the lower a person’s
level of personal competence, the greater the support needs. Thus, education plays a critical
role in enhancing personal competence and, as such, improving the fit between what a
person can do and what that person wants to do by providing the knowledge and skills they
need to function more successfully.

But a focus only on personal competence misses the fact that there are many other
factors that influence support needs. Among these are exceptional medical support needs
(the greater the medical needs the greater the support needs) , exceptional behavior support
needs (again, the greater the behavioral considerations, the greater the support needs); the
number and complexity of the settings in which a person participates (the more complex,
the greater the support needs — moving about a small town requires less support than
moving around a large city); and the number and complexity of the life activities in which an
person participates (e.g., the more complex the job, the greater the need for support).
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Inferring a person’s pattern and intensity of support needs from traditional measures of
personal competence (or incompetence) is unlikely to result in less useful information
because such measures, like 1Q scores and adaptive behavior measures, do not provide a
complete measure of personal competence, nor do they account for the other influences on
support needs.

As a means to move the field from a focus on deficits and disorders and as a means
to provide a means to measure support needs, a number of us involved in the American
Association on Intellectual and Developmental Disabilities (AAIDD) were tasked with
developing an assessment of support needs for people with intellectual disability
(THOMPSON et al., 2004). We operated under two assumptions: people with intellectual
disability are different from the general population because they require more and different
types of support to fully participate in the activities of daily life and that understanding people
by their support needs is more functional (i.e., useful) for purposes of planning than
understanding their deficits or the etiology of the disability.

Those of us tasked with developing a measure to operationalize changing ways of
conceptualizing disability have, over time, created a suite of standardized assessment tools
specifically designed to measure the pattern (e.g., the regular and consistent way in which
people need support) and the intensity of supports needed by an children, youth, or adults
with intellectual and developmental disabilities. These Support Intensity Scales (or SIS)
move the field away from measures of incompetence or indirect indicators of support needs,
and focus on what supports are needed for the individual to be successful in typical
environments. The SIS has been validated in Brazil (ALMEIDA; BOUERI; POSTALLI, 2016).
The SIS tools are intended to assist planning teams in making clinical judgments regarding
a person’s support needs. The SIS tools are not diagnostic tools (i.e., does not diagnose
intellectual disability). In 2004, we published the original Supports Intensity Scale. It was the
first standardized measure of support needs and was validated with adolescents and adults
ages 16 to 64. The SIS became widely adopted nationally and internationally for resource
allocation and supports planning (see https://www.aaidd.org/sis/international). In 2015, we
published a ‘refreshed version’ of the SIS, now referred to as the Supports Intensity Scale-
Adult version, or SIS-A. The following year, in 2016, a Children’s version of the SIS was
published (THOMPSON et al. 2016a), which was the first standardized measure of support
needs for children ages 5 to 16. The following year, we published a SIS-A annual review

protocol (THOMPSON et al., 2017), which provides professionals with a means to determine
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if there is a need to perform a full SIS-A assessment. Finally, most recently, we published a
guide to person-centered planning using the SIS-A (THOMPSON et al., 2016b). This suite
of tools provides a comprehensive way to assess support needs and design supports.

Both the SIS-A and the SIS-C are administered and scored in identical ways. An
interviewer, who is a person, including a teacher, with training and experience in assessing
people with intellectual disability, must interview and at least two respondents who know the
person who is being assessed well. The interviewer must probe and make scoring
judgments if respondents disagree. These interviews can be one-on-one, or in groups.
Respondents provide their assessment of the frequency, daily support time, and type of
support needed for the person to perform successfully in typical contexts. When a person is
not currently performing an activity, clinical judgment must be used in estimating support
needs, but ratings should reflect the supports that would be necessary for this person to be
successful in each activity. A description of the instruments and items can be found at
https://www.aaidd.org/sis/product-information. Each item makes an assumption that the
person has the opportunity to participate at levels potentially requiring maximum frequency,
time, and type of support. Therefore, respondents should remember that ratings can reflect
this maximum level of potential activity.

The SIS measures yield two indicators of support needs: first, is the Support Needs
Index (SNI), which is a norm referenced support needs score (based upon responses to
each of the items in the measure) that provides an indication of a person’s intensity of
support needs relative to other people with intellectual disability. The mean on the SNI is
100 and the Standard Deviation is 15. Higher scores mean greater support needs, lower
scores mean less support needs. Thus, a person with an SIS Support Needs Index Score
of 70 would be 2 SD below the mean in terms of support needs, and therefore require less
support than 98% of the standardization sample. Second, the SIS results in a support needs
profile, which summarizes a person’s relative intensity of needed support across different
life areas (Home Living Activities, Community Living Activities, Lifelong Learning Activities,
Employment Activities, Health and Safety, and Social Activities). The different areas on the
support needs profile are measured by the subscales on the SIS, and therefore enables
consideration of the pattern of an individual’s support needs. A person may have relatively
less support needs in one area versus another.

Because we are focused on special education, the remainder of this discussion will

focus on the Supports Intensity Scale — Children’s Version, called the SIS-C (see
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https://www.aaidd.org/sis/sis-c for details). The SIS-C was developed using the same
general measurement framework, rating system, and several common support need
domains as were presented in the SIS-A. It has two sections: Exceptional Medical and
Behavioral Needs and the Support Needs Scale. There is close alignment between support
needs domains in the SIS-A and the SIS-C, including parallel constructs that are common
across the two measures. But, there are also domains that are unique to children’s support
needs that are not parallel to domains in the SIS-A, such as school-related activities.

The response scale for the SIS-C also closely resembles the SIS-A, with some
adjustments. The Type of Support response scales and the Daily Support Time response
scales are identical between the two measures. The Frequency of Support ratings, however,
were modified based upon feedback from users of the SIS-A, changing from time-based
(how often are supports provided) to response items to items that range from ‘negligible’ to
‘always.’ The SIS-C was normed with six cohorts of children who were diagnosed by schools
with intellectual disability across multiple levels of cognitive impairment. We presumed that
support needs would be confounded with age, with younger children having greater support
needs than older children., since younger children need more help to perform most activities.
So, we adopted a stratified sampling plan, with age cohorts of two years (e.g., 5-6 year olds,
7-8 year olds, etc.). There were over 4,000 children in the norming sample, across ages
between 5 and 16 and across mild, moderate, and severe/profound cognitive impairments
(THOMPSON et al., 2016a).

We found, in performing the psychometric analyses, that there were age-related
differences, as we presumed there would be, with intensity of support needs decreasing
across age, though children 5 to 10, 11 to 14, and 15 to 16 tended to have similar mean
levels of support needs. For 142 students ages 15-21, we completed both a SIS-A and a
SIS-C to compare the relationships among the two measures, and found strong correlations
across the SIS-A and SIS-C measures. We examined the reliability and validity of the SIS-
C in subset of the norming sample who were identified with intellectual disability only (n =
1,861) or with intellectual disability and autism (n = 2,124). There was excellent internal
consistency across the domains for children in both groups, and as would be expected,
children with a co-occurring diagnosis of autism had consistently higher social support needs
that did children with intellectual disability only (THOMPSON et al., 2016a).

Of course, having a statistically reliable and valid measure is not the only important

consideration when developing tools to be used by teachers. We surveyed more than 1,500
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teachers who had conducted more than 10 assessments during the norming process, and
found that the feedback was, almost universally positive. Teachers indicated the following
about the SIS-C:

* I's a more authentic assessment than other assessments because it is not
just looking at academic performance. It is looking at the child’s total
performance.

* It's easy to say what students can’t do. The SIS-C helps you know what they
can do with support.

* Helps to suggest where to go next in planning activities with a student.

* Good for communication with transitions to new teachers and to new
schools.

» With the SIS-C, we are not just looking at what students can’t do. Because
we are looking at supports, we are not looking at what is ‘good/not good’ about
what a student does. Instead, we are looking at what we can do to help support
them.

» Achievement scores provide a snapshot of what a child has learned, but the
SIS-C provides a profile of a child in all the major areas of life (THOMPSON
et al., 2016, p. 15).

Finally, we are currently engaged in a large grant to develop instructional materials and
supports for teachers to use to take information generated by the SIS-C to identify supports
and create support plans. This support needs assessment and planning process involves
teacher observations, the administration of the SIS-C, a problem-solving process to identify
supports and prioritize needs. The problem-solving process includes consideration of:

1. What portions of the child’s school day do you feel he/she has the greatest level of
participation/engagement with activities associated with the General Education Curriculum?

2. What portions of the child’s school day do you feel he/she has the least level of
participation/engagement with activities associated with the General Education Curriculum?

3. Are there ways to support the child that are being used in #1 (above) that could be
applied to #2 (above)?

4. Are there certain activities or times of the day that you feel the child is
“‘undersupported”? These are times and activities where the child could participate more
fully and be more engaged if additional support was provided.

5. Are there certain activities or times of the day that you feel the child is
“oversupported” or perhaps is receiving the wrong kinds of support? These are times when
the support — although well-meaning — is perhaps getting in the way of a child fully

participating.
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Conclusions

So, let me return to the premise of this article. That is, that the supports paradigm and
the SIS tools are critical to moving the field of special education to operationalize person-
environment fit models of disability and strengths-based approaches to disability. Why are
the SIS tools, and particularly the SIS-C, important for this? Quite simply, when we
understand students by their support needs, we are more inclined to:

a. look for strengths (potentials, contributions to make) that supports can build on,

b. perceive successful participation in a classroom as being the consequence of the
classroom’s capacity to meet a wide range of student needs, and

c. understand that the primary charge of educators involves problem solving to identify
and arrange supports (instruction is a support strategy).

The implementation of a supports paradigm, and the measurement of support needs,
to an education context is in its early stages. However, there is every reason to believe that
this approach will, along with efforts to promote self-determination and other interventions
that operationalize a person-environment fit model of disability, enable us to achieve the

vision for full inclusion, participation, dignity, respect, and value proposed by the CRPD.
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