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The Supports Intensity Scale Overview of SIS

Overview of the Supports Intensity Scale (SIS)

What is SIS?

The Supports Intensity Scale (SIS) is a unique, scientific assessment tool specifically designed to
measure the level of practical supports required by people with intellectual disabilities (i.e.,
mental retardation) to lead normal, independent, and quality lives in society.

The Supports Intensity Scale system has two components. A comprehensive Manual explains
how to administer, score, and interpret the scale as well as how to use the instrument to
create individualized supports plans. A set of pre-printed interview forms, part of a
dynamic scoring system, is designed to measure support needs of the respondent in medical,
behavioral, and life activity areas. The SIS scoring system is paper-and-pencil based and is
meant to be administered by a qualified interviewer with feedback from one or more
persons who know the respondent well.

The Supports Intensity Scale was developed over a period of five years by a team of national
experts endorsed by the American Association on Mental Retardation (AAMR), a leader in
the developmental disabilities field since 1876. The creation of SIS included: (a) an extensive
literature review to identify initial items (i.e., candidate indicators of support needs); (b) a
Q-sort by 50 professionals working in the field of intellectual disabilities to establish the
content validity and initial grouping of items; and (c) three field tests where data were
collected on over 1,700 persons with intellectual disabilities. Apart from being empirically
based and field tested, SIS has excellent psychometric properties and the Manual discusses
these properties in detail.

What does SIS measure?

The Supports Intensity Scale is divided into 3 sections, each of which measures a particular
area of supports needs of the respondent:

Section |: Exceptional Medical and Behavioral Support Needs

This section measures supports needs in 16 medical conditions and 13 problem behaviors
commonly associated with intellectual disabilities. An underlying assumption is that certain
medical conditions and challenging behaviors predict that a person will require increased
levels of support, regardless of her or his relative intensity of support needs in other life
areas. For example, people with high support needs in terms of respiratory care need
maximum support in their daily life regardless of their level of support needs in specific
activities associated with home living, community living, and so forth.

Sections |l and Section lll: The Supports Needs Scale and the Supplemental
Protection and Advocacy Scale

The Support Needs Scale is the second section of SIS and consists of 49 life activities that are
grouped into six subscales: Home Living, Community Living, Life-long Learning,
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Employment, Health and Safety, and Social activities. The third Supplemental Protection and
Advocacy Scale measures 8 activities, but the score from this section is not used in the
determination of the total Support Intensity Score. When completing this scale, the support
needs for each life activity are examined with regard to three measures of support need:
Frequency, Daily Support Time, and Type of Support. Frequency is concerned with how
often “extraordinary support” (i.e., support beyond that which is typically needed by most
individuals without disabilities) is required for each targeted activity. Daily Support Time
assesses the amount of time that is typically devoted to support provision on those days
when the support is provided. Type of Support reflects the nature of support that would be
needed by a person to engage in the activity in question.

Finally, a Supports Intensity Level is determined based on the Total Support Needs Index
which is a standard score generated from scores on the 6 subscales mentioned above.

How the Supports Intensity Scale Can Help You

The Supports Intensity Scale is a unique assessment tool dedicated exclusively to identifying
and measuring the supports needs of persons with intellectual disabilities in order to help
them lead a regular, independent life. If you are a caregiver to a consumer or have a family
member with an intellectual disability, here’s what SIS can do for you:

+ Gives you a direct, reliable, and valid measurement of supports requirements in
57 life activities.

¢ Provides a clear ranking of support needs in 16 medical and 13 behavioral
conditions.

+ Presents an overall supports needs score and a percentile ranking of persons
needs based on national field test data.

+ Gives you a graphic plot of information recorded so that you have a visual display
of areas of high intensity vs. low intensity of supports needs.

+ Supplements adaptive behavior measures by telling you exactly what practical
supports are required to perform a task (Adaptive measures identify the skills an
individual has to do a task).

+ Allows feedback from respondent and those most close to him/her so that you have
a clear picture of person’s needs, preferences, and goals for life.

+ Empowers persons with intellectual disabilities by giving them an opportunity to
plan a life of their choice.

¢ DProvides a solid knowledge base on respondent to develop individualized,
person-centered plans.

+ Helps make clinical judgments regarding an individual’s support needs.

+ Assists with resource allocation and financial planning.

+ Leads to long-term independence and enhanced quality of life of persons with
intellectual disabilities.

The Supports Intensity Scale is the first scale to align conceptually with the AAMR definition
of mental retardation published in the 10% edition of Mental Retardation: Definition,

Classification, and Systems of Supports (2002).
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Five Trends that Created the Need for the Supports
Intensity Scale

Trend |: Changes in Expectations for Persons with Disabilities

The expectations for people with intellectual disabilities have changed dramatically over the
last 50 years. Prior to the 1950s it was accepted as inevitable that adults with intellectual
disabilities who lacked the skills needed to live independently and maintain employment
would live life on the margins of society.

Times have changed. Today people with intellectual disabilities receive supports that enable
them to live in the same communities as their loved ones. Moreover, since it has been
demonstrated that all people, including people with very significant functional
limitations, can do meaningful work in community settings, it is expected that people with
intellectual disabilities are able to work at paid jobs for community-based employers.
Further, it is now a person’s legal right to access public settings and services, including
community transportation services and recreational facilities (Americans with Disabilities
Act, 1990). It is not only realistic to expect people with intellectual disabilities to live their
lives as full-fledged members of a community, many consider it to be a failure of the system
when this does not occur.

Multiple factors have contributed to the changes in society’s perception of what is
possible for people with intellectual disabilities to achieve and experience during their
lives. Perhaps the most important factor was that people from different walks of life
successfully challenged prevailing assumptions and questioned why things could not be
done differently. In the words of George Bernard Shaw, “Some people look at things as they
are and ask ‘why’? I dream of things that never were, and ask ‘why not’?” As more people
began to dream and ask “Why not community houses? Why not real jobs? Why not
recreational opportunities that the rest of society seems to enjoy? Why not ...... ?”, efforts
were made to provide greater opportunities for community integration and participation. As
time went on, more positive expectations for the lives of people with intellectual
disabilities gained prominence. The high expectations were incorporated into policies and
practices that necessitated the need for practical tools and strategies that provided for the accurate
identification and meaningful provision of individualized supports.

Trend 2: Functional Descriptions of Disabilities

The discipline of medicine provided the earliest descriptions of intellectual disabilities based
on biological anomalies. Sometimes these descriptions were useful. For example, at one time
mental retardation always occurred in children born with the amino acid disorder,
phenylketonuria (PKU), but newborn screening and special dietary restrictions are now very
effective in preventing intellectual disabilities resulting from PKU. However, most medical
descriptions have proved to be of limited usefulness in assisting people with intellectual
disabilities to reach meaningful life goals. The medical model’s emphasis on “curing”
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conditions was not particularly relevant when working with people whose disabilities could
not readily be treated by medical means.

Functional descriptions of disabilities do not focus solely on biological characteristics, but
rather on indicators of a person’s performance on tasks that are required for successful
functioning in contemporary society. Although medical and functional descriptions can
each provide useful information (e.g., the fact that a person has strabismus is a medical
description; the fact that a person cannot distinguish figures on a standardized computer
screen is a functional description), functional descriptions have proven to be extremely
useful to those seeking answers to questions such as: “What support does this person
need?” “What skills does this individual need to learn?”, and “How can the environment be
modified to better accommodate this person’s abilities and needs?”

Because functional descriptions provide information regarding ways in which a person’s
current level of skills is matched (or mismatched) with the demands of the environment,
functional descriptions are useful when identifying and creating supports that assist an
individual in participating in a variety of settings and activities (World Health
Organization, 2001). For example, if a person’s competence limits their ability to do
something that he or she wants to do, such as riding the bus to work, functional descriptions
may lead to identifying: (a) the specific skills a person needs to acquire and the strategies
needed to teach the individual these skills; (b) tools (i.e., assistive technologies) that an
individual might use to enhance his or her performance in particular settings or activities; (c)
strategies for modifying the design or the demands of settings and activities so that
individuals of differing abilities can be accommodated; or (d) a combination of these
supports. The focus on functional descriptions of disabling conditions has led to a focus on
identifying supports that enhance a person’s participation and successful functioning in community

life.
Trend 3: Chronologically Age Appropriate Activities

Previously, many assumed that people with intellectual abilities had “minds” similar to
those of children. The “developmentally age appropriate assumption” resulted in tailoring
life activities and experiences to people’s “mental ages.” For example, adults might be
encouraged to engage in childlike activities (e.g., playing with toys designed for young
children) as opposed to adult activities. Because they were considered to be “eternal
children,” an overriding value of the service delivery system was to provide protection from
life’s unpleasantries; therefore, adults with intellectual disabilities were not encouraged to
take risks in their lives.

In contrast, the “chronologically age appropriate” perspective holds that people,
regardless of intellectual abilities or limitations, should have the opportunity to have life
experiences and engage in activities consistent with their chronological ages. As this view
gained prominence, it became evident that the life experiences, attitudes, and behaviors of
adults with intellectual disabilities were very different from those of children. Moreover,
interacting with people consistent with one’s chronological age reduced stigmatization and
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afforded individuals greater personal dignity and respect. It was also found that individuals
with intellectual disabilities were capable of successfully fulfilling adult roles in society
when provided with proper support. The importance that has been placed on meeting
chronologically age appropriate needs has focused attention on developing and delivering supports in
age-appropriate settings.

Trend 4: Consumer-Driven Services and Supports

As services to persons with intellectual disabilities expanded during the past 50 years,
national, state, and local systems of service delivery emerged. Although these systems
provided new opportunities to people with disabilities and their families, often,
“consumers” had to fit in with the “programs” that were offered in order to receive
assistance. For example, if a person with a disability wanted assistance in finding and
keeping a job, he or she was compelled to participate in a service organization’s vocational
“program.” In the best cases, people had some options regarding various facets of a program
(e.g., options about types of work, where to work, which coworkers and supervisors with
whom to work). However, in far too many situations there were no such options and people
with disabilities had to participate in the pre-determined program or forfeit eligibility with
the sponsoring organization.

In contrast, the consumer-driven approach requires support providers to tailor supports to
the needs and preferences of the person and his or her family. In this approach, each
person determines the types of settings and activities in which he or she wants to participate,
and the onus is on the support provider to collaborate with people with disabilities and their
families to identify and arrange needed supports. Although many question the extent to
which the consumer-driven approach has truly gained prominence in today’s world, the
rapid growth of person-centered planning processes provides evidence that practices are
changing. Person-centered planning processes (e.g., Personal Futures Planning, MAPS,
Essential Life-Style Planning, Whole Life Planning) focus on identifying a person’s
preferences, skills, and goals to establish a vision of life experiences and conditions that the
person would like to have.

Another indication of the strength of the consumer-driven approach is the movement
toward providing funding directly to people with disabilities and their families as
opposed to funding “programs” that are administered by service provider organizations.
It has been argued that direct funding of organizations invariably leads to forcing people to
fit into existing programs offered by the organizations. An alternative being used in many
states is to have funds (e.g., cash or vouchers) go directly to people, who then have real
leverage to influence the types and intensities of supports provided because they can shop
for supports that meet their needs.

It is difficult to address effectively an individual’s support needs unless these needs are
clearly identified and communicated. The movement toward consumer-driven services and
supports is directly related to the need for tools such as the SIS that reliably and validly measure
individual support needs.
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Trend 5: Support Networks that Provide Individualized Supports

A change in thinking has also occurred with respect to the people who provide supports
to individuals with intellectual disabilities and how to best provide them. The traditional
“caregiver approach” assumed that due to limitations in adaptive skills, people with
intellectual disabilities needed paid care givers to help with dressing, grooming, cooking,
etc. Although some people require personal care, the role of “caregiver” is now perceived as
too narrow to meet the full needs of individuals. That is, there are many other critical
support needs across a broad range of settings and activities that should not be ignored.

It has also become clear that people with intellectual disabilities need support networks
comprised of many individuals who provide many different types of support. Although
natural supports (i.e.,, supports that are inherent in the environment such as coworkers,
neighbors, classmates, bus drivers, and police officers) may not be sufficient to provide the
full range of supports that many people with intellectual disabilities require, true
community integration and inclusion will be unattainable as long as providing support
remains the sole purview of paid staff.

The new “supports paradigm” shifts the focus from caregiving to investing time in
creating and nurturing support networks; thus, this paradigm shift redefines, but does not
eliminate the role of paid staff persons. Paid staff persons should place emphasis on
identifying and developing the capacities of “natural supports” (i.e., persons who can
provide assistance on a daily basis that is not particularly intrusive or time consuming, and
who provide similar support to others in the environment). Support networks offer several
advantages over a caregiver model, including: (a) enhanced opportunities for individuals to
experience a sense of “social belonging” due to increased opportunities to establish
meaningful relationships with others; (b) increased number of people who become
committed to an individual’s success; and (c) increased capacity among the general
population for including people with disabilities.

The “supports paradigm” holds that supports should follow a person to whatever settings
the person wants and needs to be in. Supports should not only be mobile, but should also
be individualized (i.e., tailored to the unique characteristics of the individual and the
settings). A key premise of the supports paradigm is that assistance to people with
intellectual disabilities should be provided in settings where the individual needs and wants
to be. Two key implications of the supports paradigm are: (a) the need to identify, describe, and
understand people in regard to their pattern and intensity of support needs; and (b) focusing planning
and service delivery on providing supports that reduce the gap between an individual’s level of
personal competence and the demands of the settings in which the person participates.

The Spirit of the Age: The Supports Paradigm

Zeitgeist is a German word meaning “the spirit of the age.” Based on the trends of the past
several decades, today’s zeitgeist in the field of human services targeted to persons with
intellectual disabilities can be summarized as follows:
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Because of the mismatch between an individual’s repertoire of skills and the
demands of the environment, individuals with intellectual disabilities and closely
related developmental disabilities need support in establishing networks that
include a wide variety of family members, friends, acquaintances, and paid
support staff. People in a person’s network need to provide support that enables
that person to engage in chronologically age appropriate activities in community
settings that are consistent with his or her personal goals and preferences.

The five key trends that have been summarized above coalesce around the concept of
supports. Therefore, there is a need for assessment and planning processes that: (a) allow for
the reliable and valid assessment of individual support needs; (b) promote thoughtful
identification of and planning for support provision; (c) encourage conscientious monitoring
and revision of support plans; and (d) advance public policy and organizational structures
that enable individual support needs to be addressed in an efficient and equitable manner.

Although today’s zeitgeist is conceptually appealing, translating it into practice is
challenging. For example, what if a person wants to be supported in settings and activities
that are not chronologically age appropriate? In such cases the chronological age approach
clashes with the consumer-driven approach, and complex issues must be weighed against
each other to determine which approach takes precedence. What if resources are not
sufficient to support a person in settings and activities consistent with his or her personal
preferences? Can a consumer ever be told, “No, it’s not in the budget” in a consumer-driven
planning process? In a world of finite resources, how does a planning team decide which
activities and settings are priorities and how does a team monitor itself to assure that certain
settings and activities are not dismissed simply because they are relatively expensive or
inconvenient? How can existing service delivery systems and structures be transformed to
one providing consumer-driven, individualized supports?

While the Supports Intensity Scale and the planning procedures described in the
accompanying manual do not provide definitive answers to these questions, they can help
planning teams and organizations better align resources and strategies that enhance
personal independence and productivity. The SIS and the related planning processes
promote greater participation in a complex society by people with intellectual disabilities
and ultimately, improve their quality of life.
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How the Supports Intensity Scale Differs from Instruments
that Measure Personal Competence

The constructs of personal competence and support needs are related, but are not the same
thing. There is a growing consensus that intellectual disability (i.e., mental retardation) is
best conceptualized as significant limitations in the multidimensional construct of personal
competence. In addition to physical competence (which is not associated with
conceptualization of mental retardation), personal competence is conceptualized to include
the domains of conceptual, practical, and social intelligence.

For nearly 50 years the two cornerstones for diagnosing mental retardation have been I1Q
tests and adaptive behavior scales. Whereas IQ tests focus primarily on the maximal
performance of an individual on tasks related to conceptual intelligence, adaptive behavior
scales focus on the skill level a person typically displays when performing tasks in his or her
environment. Adaptive behavior scales measure aspects of conceptual, practical, and social
intelligence, even though performance on tasks requiring social intelligence are often
underrepresented on adaptive behavior scales. In addition to diagnosis, adaptive behavior
scales are useful in identifying educational or training related goals.

In contrast, the SIS focuses on the pattern and intensity of supports needed to enable a
person to participate in valued settings and activities. There are five major influences on
the support needs of people with intellectual disabilities and one of them is the level of
personal competence. It is likely that the greater an individual’s level of personal
competence, the less the intensity of support needs. Conversely, the lower a person’s level of
personal competence, the greater the support needs. The other four other major influences
on the intensity of a person’s support needs are: (1) Exceptional medical support needs; (2)
Exceptional behavior support needs; (3) The number and complexity of the settings in which
a person participates; and (4) The number and complexity of the life activities in which a
person participates. Inferring a person’s pattern and intensity of support needs from
traditional measures of personal competence is unlikely to result in specific and
practically useful conclusions because IQ scores and adaptive behavior measures do not
provide a complete measure of personal competence, nor do they account for the other
four influences on support needs.

To summarize, the SIS is a support needs assessment scale, and is not a scale to measure
personal competence. Whereas intelligence tests and adaptive behavior scales attempt to
directly measure aspects of personal competence, the SIS attempts to directly measure
support needs. The reason for developing a support needs scale is that it is assumed that a
direct measure of support needs will provide more specific and direct information and
therefore will be more useful for planning teams and those involved in systems-level
supports management who are trying to determine how to best support an individual in
community settings.
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The Supports Intensity Scale and Adaptive Behavior Tests

Since both the Supports Intensity Scale and adaptive behavior scales are concerned with
typical performance in everyday activities, there is a greater likelihood for the SIS to be
confused with adaptive behavior scales as opposed to other standardized assessment
measures. Because the SIS and adaptive behavior scales measure are related, but different
constructs, the scales should be used for different purposes. It is essential to understand
that the SIS, as well as any other scale that is designed to measure support needs, does not
supplant the need for adaptive behavior scales or other measures of personal competence
that are essential for diagnosing the condition of intellectual disabilities.

A key distinction between the two scales is that adaptive behavior stems are “skills”
needed to successfully function in society, whereas the SIS stems are activities that a
person does during the course of participating in everyday life. For example, take a daily
activity such as preparing food. Whereas there are usually a number of more specific food
preparation items on an adaptive behavior scale (e.g., cuts foods with knife, mixes and cooks
simple foods, plans a meal for 4 people), the SIS is used to assess only how much extraordinary
assistance or support a person needs in order to prepare food that he or she consumers on a typical
day. Everyone has to eat, thus everyone must get food prepared - it is a regularly occurring
part of life. An adaptive behavior scale focuses on the skills a person has in regard to food
preparation; the SIS focuses on the relative intensity of support the person needs to
accomplish the food preparation.

Although item stems on adaptive behavior and support needs scales are comparable, the
responses are extremely different. Adaptive behavior responses deal with level of mastery
or performance. Items are usually scored on a Likert scale ranging from “no skills” to “some
skills” to “fully skilled.” The response on a support needs scale reflects intensity of supports
needed to accomplish the task.

The SIS Manual discusses the differences between the two scales in greater detail.
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Frequently Asked Questions on the Supports Intensity
Scale

Publication date: December 2003

What is the AAMR Supports Intensity Scale?

The AAMR Supports Intensity Scale (SIS) is a unique, new assessment tool specifically
designed to measure the pattern and level of supports required by an adult with mental
retardation or a closely related developmental disability in order to lead a normal,

independent life in society. The SIS has two components: a manual explains how to
administer the instrument and a set of pre-printed forms rate the respondent on the intensity

of supports required in medical, behavioral, and life activity areas.

What are supports?

Supports refer to an array of resources and strategies, including individuals, money or
tangible assets, assistive devices, or environments that enable people with developmental
disabilities live normal lives in regular community settings.

What support areas does the SIS measure?
The Supports Intensity Scale measures supports required by an individual in_57 life activities

in the areas of home living; community living; life-long learning; employment; health and

safety; social interaction; and protection and advocacy. Each activity is evaluated according
to the frequency, daily support time, and type of support required by the person to
participate in the activity.

The Supports Intensity Scale also measures 16 exceptional medical needs and 13 behavioral
support needs of the individual being tested. The rationale here is that certain medical
conditions and challenging behaviors predict that a person will require increased levels of
support, regardless of his or her relative intensity of support needs in other life areas.

How is the Supports Intensity Scale administered and who can administer SIS?

The Supports Intensity Scale is conducted as a semi-structured interview by a qualified
interviewer with preferably two or more respondents that know the individual well. The
interviewer should be a professional who has completed at least a bachelor level degree.
The respondents must have know the person being rated for at least three months and have
had recent opportunities to observe the person function in one or more environments for
substantial periods of time.

How is the SIS different from an adaptive behavior scale?

The Supports Intensity Scale fills a unique niche not covered by adaptive or other
measurement scales. Adaptive measures identify skills that a person has learned, i.e., what
the person can or cannot do whereas the Supports Intensity Scale identifies what supports it
will take for the person to perform the task in question. While an adaptive behavior scale is
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used to diagnose mental retardation and identify relevant educational and training goals, the
Supports Intensity Scale is used to determine a person’s support needs in different areas of life
to develop individualized support plans. The SIS is a planning tool could be used no matter
which adaptive or IQ test is administered.

Has the SIS been field tested?
The Supports Intensity Scale has been normed on a sample of 1306 people between the ages of
16 and 70+ identified with mental retardation or other developmental disabilities. The SIS

sample was drawn from 33 states and 2 Canadian provinces and the data was collected
between spring 1999 and fall of 2002.

Who are the authors of the SIS?

The Supports Intensity Scale was developed over a 5-year period by a team of ten experts and
researchers in the area of mental retardation, disabilities, and measurement. See back of this
document for complete list of authors.

What is the need for SIS today?

Contemporary society has moved away from viewing individuals with developmental
disabilities as needy, to seeing them as people who have a life and need support, and the
Supports Intensity Scale was developed in response to this change in society’s view of the
concept of disability. The SIS also reflects the shift we have seen over the past 50 years to the
focus on functional rather than medical descriptions of disabling conditions.  Disabling
conditions like mental retardation can be enhanced with the provision of appropriate life
strategies and resources, and SIS helps achieve this end by providing a clear and scientific
assessment of the unique needs of the individual with the disability.

Who should buy SIS?
The Supports Intensity Scale can be used by agencies and individuals who provide services for
people with mental retardation and related developmental disabilities.

To obtain a copy of SIS, call 301-604-1340 or email aamr@pmds.com
Questions on content? Email books@aamr.org

Product Information

Title: Supports Intensity Scale

Authors: Dr. Jim Thompson, Ph.D. et al

Pages: Manual: 128 pp. Interview forms: 12pp.

Sale price (till December 31, 2003): $99.95 (Manual and 25 interview forms)
Regular set price: $125

Regular Manual price: $95

25 interview forms: $38.75

100 interview forms: $147.25

11

American Association on Mental Retardation
444 North Capitol Street, NW » Suite 846  Washington, DC 20001
202.387.1968 « Fax:202.387.2193 « www.aamr.org



The Supports Intensity Scale Authors of SIS

James R. Thompson, Ph.D.

Chairperson, Department of Special Education
Illinois State University, Campus Box 5910
Normal, IL 61790-5910

Brian Bryant, Ph.D.

President, Psycho-Educational Services
5114 Balcones Woods Dr., #307-163
Austin, TX 78759

Edward M. Campbell, Ph.D.

Management Analyst, State of South Dakota Department of Human Services
Hillsview Properties Plaza

C/o 500 East Capitol

East Highway 34

Pierre, SD 57501-5070

Ellis M. (Pat) Craig, Ph.D.

Research Specialist, Texas DMH/MR
PO Box 12668

Austin, TX 78711

Caroyln Hughes, Ph.D.

Professor, Department of Special Education
Box 328, Peabody, Vanderbilt University
Nashville, TN 37203

David A. Rotholz, Ph.D.

Project Director, Center for Disability Resources (UAP)
University of South Carolina School of Medicine
Columbia, SC 29208

Robert Schalock, Ph.D.

Professor Emeritus, Hastings College
P.O. Box 285

Chewalah, WA 99109-0285

Wayne Silverman, Ph.D.

Research Scientist, Institute for Basic Research in Developmental Disabilities
1050 Forest Hill Road

Staten Island, NY 10314

12

American Association on Mental Retardation
444 North Capitol Street, NW * Suite 846 « Washington, DC 20001
202.387.1968 = Fax:202.387.2193 = www.aamr.org



The Supports Intensity Scale

Authors of SIS

Marc Tassé, Ph.D.

Clinical Associate Professor of Psychiatry
Center for Developmental Learning
University of North Carolina at Chapel Hill
Chapel Hill, NC 27599-7255

Michael Wehmeyer, Ph.D.
Beach Center on Disability
Haworth Hall

1200 Sunnyside Ave., Room 3136
Lawrence, KS 66045-7534

13

American Association on Mental Retardation

444 North Capitol Street, NW * Suite 846 « Washington, DC 20001
202.387.1968 = Fax:202.387.2193 = www.aamr.org



Special pre-publication price till December 31, 2003!

Supports Intensity Scale

INFORMATION

TO ORDER

Call: 301-604-1340 to place order or request a Publications
Order form

Email: aamr@pmds.com

Sale Price: $99.95 (Manual and 25 Interview forms)
Special discount till December 31, 2003!

Regqular Price: Set: $125.00
Manual: $95.00
25 Interview forms: $38.75
100 Interview forms: $147.25

American Association on Mental Retardation
444 North Capitol Street, NW * Suite 846 « Washington, DC 20001
202.387.1968  Fax:202.387.2193 « www.aamr.org

14






MENTAL RETARDATION

VOLUME 40, NUMBER 5: 390-405 | OCTOBER 2002

Integrating supports

ensure that cultural and other factors are being con-
sidered in the process of support plan development.
In addition, using multiple methods of obtaining
information, such as informal interviews and direct
observation, will increase the likelihood that the
perspectives of all interested parties are included
when identifying an individual’s support needs.

A Four-Component Approach to Support
Needs Assessment and Planning

Addressing the support needs of persons with
disabilities requires a systematic analysis of what
they want to do (e.g., interests, preferences) in their
daily lives and the types of assistance they need to
participate in the settings and activities they desire.
Such assistance includes both extraordinary assis-
tance that most other people in society do not re-
quire and typical assistance that many people in so-
ciety need on a regular basis. Based on this needs
analysis, a plan for providing individualized supports
across a wide range of environments can be devel-
oped, implemented, and evaluated. We propose a
four-component approach (Figure 1) to guide the
support needs assessment and planning process.
Each component is described below.

Component 1: Identify Desirable Life
Experiences and Goals

A person-centered planning process is recom-
mended for determining how a person’s current life
experiences conform to or differ from his or her
desired life experiences and goals. A variety of dif-
ferent person-centered planning processes have
been described (e.g., Butterworth et al., 1993; Mal-
loy, Cheney, Hagner, Cormier, & Bernstein, 1998;
Mount & Zwernik, 1988; O’Brien & Lovett, 1993;
Smull & Harrison, 1992; Vandercook, York, & For-
est, 1989). A common theme is focusing on the
development of “a vision of the life-style the indi-
vidual would like to have, and the goals needed to
achieve it, that is unrestricted by current resources
or services” (Butterworth, Steere, & Whitney-
Thomas, 1997, p. 7). Ideally, an outcome of person-
centered planning is the identification of daily ex-
periences and daily settings/environmental condi-
tions that provide an individual with an improved
quality of life.

An interview will typically provide the best
means to identify the areas of support that are most
important for an individual. The principles and
techniques of “person-centered planning” should
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guide this interview process as well as subsequent
team-planning activities. Through conversations
with the person, and in many cases the individual’s
advocates, those areas of the person’s life can be
identified in which change is desired. In situations
where the interview reveals that an individual does
not desire any changes in his or her life (i.e., “ev-
erything is fine”), it is still important to understand
what supports are needed to maintain these con-
ditions and experiences. Types of supports that the
individual may want to increase or decrease include
natural supports (i.e., sources of support that are
naturally present in settings and activities, such as
family, coworkers, neighbors, or other community
members), generic supports (i.e., supports used by
people without disabilities, such as public transpor-
tation), supports provided by disability services or-
ganizations (i.e., formal services that involve paid
staff), and technological supports (i.e., assistive
technologies).

A standardized and highly structured interview
would not have sufficient flexibility to tap the key
information sought at this stage. Individual differ-
ences are simply too great to permit a rigid structure
to be both valid and practical, given that the em-
phasis is on discovering what each individual
uniquely values. Nevertheless, some general unifor-
mity needs to be maintained, and guidelines for the
initial interview are as follows:

1. A conversational style should be used versus a
standardized structured interview.

2. Key content areas need to be addressed during
this interview (see sample questions in Table 1).

3. Although the individual’s personal views are
critical, it may be necessary to include caregivers
or family members who are intimately familiar
with the individual during this interview.

4. Avoid using questions that may be answered yes/
no; open-ended questions will generally produce
more detailed and useful responses.

5. Based on the person’s response to your probe
question, you may need to follow-up with addi-
tional inquiry in that area.

6. If major themes/goals seem to emerge from the
individual’s responses, confirm these issues by go-
ing over them again with him or her.

7. Confirm/validate the needed support areas with
appropriate caregivers or family members.

8. Even a nonverbal individual can identify pref-
erences when given options/choices; when a per-
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Table 1 Sample Questions for Initial Interview

Domain

Global—Life Goals

Sample questions

What are your hopes and aspirations, and what can be done to help you
achieve these?

Who are the key people in your life, and what types of relationships do you
desire?

Tell me about where you are living. What do you like about living there, and
are there any changes you might be considering? What kind of meals are
you able to prepare by yourself and with what meals do you need help?
What kind of help do you need with your daily personal care (such as bath-
ing, toileting)?

Tell me what kinds of things you do outside the home. Where do you go
shopping? How do you get around the community? Tell me about some new
things that you would like to do.

Global—Relationships

Home Living

Community Living

Education/Training Tell me about your reading and writing skills. Tell me what you like to read.
What kind of things do you want to learn?
Employment Are you currently employed? What do you like about your job? Tell me about

the jobs you've had in the past. Tell me about what kind of job you would
like to have. What kind of special assistance do you need on a job?

How is your health in general? What medications do you take? What kind of
exercise do you get? How safe do you feel in your neighborhood?

How do you get along with other people? What kind of help could you use in
order to do the things you would like to do?

Social What kind of things do you do with your family? What kind of new things
would you like to do with other people? Tell me about your friends. Tell me
about your boyfriend/girlfriend.

How do you tell people when you want to do something new? Who helps you
make decisions? What do you know about self-advocacy groups?

Health & Safety

Behavioral

Protection & Advocacy

commodations to make in the person’s environ-
ment. It is also essential to understand the person’s
current level of functioning, strengths and talents,
as well as any potential barriers to achieving desired
changes. Health status, as well as behavioral and
cognitive skills, must be taken into account.

A person’s lack of experience in expressing

son’s preferences are not clear, consult with a
family member or caregiver.

9. Have the individual, family members, and/or
caregivers identify any significant health or safe-
ty issues.

The purpose of the initial interview is to iden-

tify the areas of special importance to the person
with developmental disabilities. Some suggested
questions for the interview are provided in Table 1.
The first two questions are “big picture” questions
that provide overall direction to the support plan-
ning process. The remaining questions are related
to eight support areas (how these support areas were
selected is discussed later in this article).

Some major themes likely will emerge from this
discussion with the individual and his or her rep-
resentatives. Even if there are significant limitations
in verbal communication skills, an analysis of pref-
erences and dislikes can often suggest important ac-
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choices or lack of opportunity to participate in a
variety of community-based and other activities
may limit his or her ability to state personal goals
or make informed choices. Obviously, informed
choices can only be made when an individual is
aware of the options available. Nevertheless, the in-
formation gleaned from this initial interview should
help determine priority areas that need to be ad-
dressed by the team that develops the support plan
(i.e., Component 3). This planning group’s primary
task is to identify the necessary supports required to
enable the person to achieve his or her stated goals
to the maximum degree possible.
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[t is important that a person specifically trained
to conduct person-centered planning facilitates this
process. Because person-centered planning has
achieved a grass-roots level of acceptance in recent
years, it is likely that there is a great degree of var-
iance in the way in which the approach is imple-
mented. Training as a facilitator in one of the rec-
ognized approaches to person-centered planning
helps ensure that the process is being used appro-
priately. In addition, it is critical to have the person
who is actively participating in the process not be
an employee of the organization that provides sup-
ports/services to the consumer. This addresses an
inherent conflict of interest of all provider agency
employees, who may be inclined to offer supports
and services provided by their organization rather
than utilize other appropriate supports and services
to meet the individualized needs of the consumer.

Finally, although the content of the questions
listed in Table 1 is important, it is most vital to
discern the meaning behind the answers. For ex-
ample, a consumer with a significant degree of cog-
nitive and physical disabilities may respond that he
wants to be a police officer. Although some other
members participating in the planning session may
view that as unrealistic, there might be some activ-
ities that the consumer associates with this goal that
could be both satisfying and achievable. In this ac-
tual case, the consumer was eager to spend more
time riding in a car in his neighborhood, a goal that
was feasible, even though employment as a police
officer was not. Although this example is a simple
one, the point that it illustrates is essential. Inter-
viewers must probe to be sure that the consumer’s
true intent is discovered.

Component 2: Determine the Intensity of
Support Needs

The Supports Intensity Scale—SIS (Thompson
et al., 2002) is a multidimensional measure designed
to determine the intensity of an adult’s support
needs. The instrument was designed to assess sup-
port needs, determine the intensity of needed sup-
ports, monitor progress, and evaluate outcomes.
Moreover, SIS results can be useful for projecting
support costs and justifying access to certain types
of funded services/programs (e.g., supported em-
ployment, supported living). The SIS, which is in
its second stage of field development, assesses sup-
port needs according to:

* Eight support areas: home living, community liv-
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ing, education/training, employment, health and
safety, behavioral, social, and protection and ad-
vocacy

* Four medical areas: respiratory care, feeding assis-
tance, skin care, and “other exceptional medical
needs”

* Four challenging behavior areas: externally direct-
ed destructiveness, self-directed destructiveness,
sexual problem behavior, and “other challenging
behaviors”

The SIS contains three separate 4-point Likert
rating scales that allow users to evaluate the fre-
quency and duration of daily support, as well as the
type of support, for each specific item within the
eight life areas (the selection of these areas is dis-
cussed later). It also enables the assessment of none
to critical support needs in the medical and chal-
lenging behavior areas. The SIS is based on (a) a
literature review of support functions to identify po-
tential indicators of support, (b) an aggregation of
potential support indicators into the support areas
referenced above by a group of education and ha-
bilitation professionals, (c) an initial field test to
determine the appropriateness of scale items and
structure, and (d) an extensive field test on a large
sample to determine reliability and validity (cur-
rently in progress). An expanded description of
each of these activities is provided later in this ar-
ticle.

Although we are not aware of any other in-
struments that are comparable to the SIS in regard
to scope or format, any psychometrically sound
scale that includes measures of support needs could
be used within the planning process that is outlined
in Figure 1. It is also important to note that the
SIS is appropriate to use anytime there is a need to
assess an individual adult’s support needs. There-
fore, it can be used independently of the four-com-
ponent approach for addressing the support needs
that is described in this article.

Component 3: Develop the Individualized
Support Plan (ISP)

The evaluation of frequency, duration, type,
and sources of supports needed for each of the eight
support areas included in the scale will result in a
support needs profile. This profile, in conjunction
with information gleaned from Component 1 (the
person-centered interview), will guide planning
teams in developing an ISP that specifies what,
when, where, how, and by whom supports will be
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Table 6 Intercorrelations of Supports Intensity Scale (SIS) Subscales With Inventory for Client and Agency

Planning (ICAP) Subscales

SIS subscale?

ICAP subscale HL CL E/T EMP H&S BEH soc PRA
Motor Skills .67 41 NS NS .40 NS A1 NSP
Social and Community Skills .63 .57 31 .34 .52 NS .49 .33
Personal Living Skills .76 NS NS NS NS NS 13 NS
Community Living Skills .68 .58 .32 .38 .58 NS .51 .32
Broad Independence Index .51 .35 NS NS .36 NS .15 NS
Internalized Maladaptive Index NS NS NS NS NS .32 .39 NS
Asocial Maladaptive Index NS NS NS NS NS NS .24 NS
Externalized Maladaptive Index NS NS NS NS NS .30 .29 NS
General Maladaptive Index NS NS NS NS NS .37 .39 NS
ICAP Service Score .79 .66 .39 42 .66 .45 .61 .50

Note. Coefficients indicated as absolute values.

aHL = Home Living, CL = Community Living, E/T = Education/Training, EMP = Employment, H&S = Health
& Safety, BEH = Behavior, SOC = Social, P&A = Protection & Advocacy. "Not significant at the .05 level;
all other coefficients were significant at .05 or better. Because SIS and ICAP items are inversely worded, all

correlations were negative.

weak relationship to adaptive behavior (although
the maladaptive coefficients were as hypothesized).
The Behavioral and Social SIS subscales also do not
meet criterion, with one of six and two of six co-
efficients below .35, respectively. Also, the Behav-
ioral and Social SIS subscales, respectively, have
one and two of four coefficients depicting relation-
ships above .35 with the maladaptive scales, which
provide somewhat equivocal findings.

Discussion. When one considers all of the data
exploring the construct validity of the subscales
(i.e., subscale intercorrelations, correlations with
rater estimates of support needs in other content
areas, and the relationship with SIS scores), the re-
sults seem to provide considerable evidence of the
construct validity of the SIS. Clearly, however,
more research is needed.

To summarize, the item analyses support the
reliability and content validity of the SIS subscales,
verifying the appropriateness of the process of se-
lecting items based on comprehensive literature re-
view followed by a Q-Sort by experts in the field of
mental retardation. Criterion-related validity was
examined by comparing SIS scores to ratings by
professionals of their clients’ support needs in the
eight areas assessed by the SIS subscales. The find-
ings provide support for the criterion-related valid-
ity of seven of the eight subscales. Finally, SIS
scores were examined by looking at the subscales’
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intercorrelations, the intercorrelation of the sub-
scales with estimates of support needs in different
content areas, and comparisons of SIS scores with
the ICAP. Converging evidence for the construct
validity of the SIS was evident, providing strong
justification for the continued development of the
instrument.

Proposed Uses of a Systematic
Approach to Support Needs Assessment
and Planning

Information generated from the four-compo-
nent assessment and planning process can be used
for a number of purposes. In this section we suggest
that three primary uses will involve (a) determining
ISPs, (b) identifying persons based on their inten-
sity of needed supports, and (c) developing objec-
tive and equitable approaches to funding supports
for persons with disabilities.

Individualized Support Plans

As indicated earlier, a planning team will con-
sider an individual’s personal goals and preferences
as well as the nature and intensity of support needs
in developing the ISP. In addition, the team must
consider all of the sources of support that are avail-
able to the individual and the settings in which
supports will be provided. Once an ISP is devel-
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oped, the planning team must ensure that it is im-
plemented with fidelity and as intended throughout
an individual’s day and throughout the year. A de-
tailed and comprehensive ISP will specify who will
be responsible for providing what type of support,
and where and when the support will be provided
(e.g., an ISP may identify a coworker to help an
individual with limited vision choose lunch items
in the cafeteria at work during lunch breaks).

Collaboration and communication among sup-
port providers and the planning team is critical to
ensure that all supports are, to the greatest extent
possible, provided as specified in the ISP without
duplication or interruption. For example, if a family
member typically drives an individual to school or
work, but the family member is for any reason un-
available, the planning team must identify an effec-
tive alternative. Ongoing monitoring is critical to
evaluate the extent to which the ISP is being im-
plemented effectively as well as to determine (a)
the individual’s satisfaction with support received
and (b) areas of support requiring modification and
accommodation.

Identifying an Individual’s
Support Needs Level

The AAMR’s 1992 definition of mental retar-
dation and its proposed supports intensity-based
classification system (Luckasson et al., 1992) high-
lighted the issue of measuring support needs within
the field of mental retardation and closely related
development disabilities. MacMillan, Gresham, and
Siperstein (1993) expressed concern that the ab-
sence of instruments to measure the intensity of
support needs made such a classification system “less
precise and less reliable” than traditional alterna-
tives that focused on the extent of a person’s limi-
tations/deficits. Vig and Jedrysek (1996) questioned
how a support needs classification system could be
relevant to young children. They pointed out that
all young children “need maximum adult support in
all aspects of their lives because of their young age.
Attempting to specify support functions or kinds
and intensities of supports for this age group is apt
to be subjective or artificial” (p. 246). Luckasson,
Schalock, Snell, and Spitalnik (1996) responded to
Vig and Jedrysek by asserting that assessment for
young children with mental retardation should cen-
ter on identifying the types and intensity of supports
that families of the children need. They concluded
that a support need orientation was especially rel-
evant and useful for this age group.
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Although the discourse on the merits of imple-
menting a classification system based on support
needs has been enlightening, there is a danger that
a false dichotomy may emerge, pitting the measure-
ment of personal support needs against the mea-
surement of personal competence (i.e., an individ-
ual’s relative strengths and weaknesses in areas tra-
ditionally associated with intelligence and adaptive
behavior). Support needs and personal competence are
related but distinct constructs, and both need to be
adequately assessed.

[t is important to note that efforts to measure
support needs are in their infancy and that there is
currently no process that has gained wide accep-
tance. However, despite a much longer history, pro-
cedures to measure personal competence are cer-
tainly less than perfect. In terms of identifying and
classifying individuals in regard to personal com-
petence, there are considerable differences in diag-
nostic and classification practices across states and
over time (Butterworth, Gilmore, Kiernan, &
Schalock, 1999; Denning, Chamberlain, & Pollo-
way, 2000; Frankenberger & Fronzaglio, 1991; Mac-
Millan, Gresham, Siperstein, & Bocian, 1996).
Moreover, for over 20 years, Greenspan and others
have argued convincingly that components of per-
sonal competence associated with social intelli-
gence have been overlooked during the assessment
process (Greenspan, 1979; Greenspan & Driscoll,
1997; Greenspan & Granfield, 1992).

Whether people should be identified and/or
classified by level of support needs or by level of
personal competence should not mask the need to
assess both areas, nor should it divert attention from
the importance of developing reliable and valid as-
sessment instruments to measure both areas. The
SIS appears to have the potential to identify peo-
ple’s support needs within specific areas as well as
on the basis of a summative score.

Data-Based Approach to Funding Supports
There are many factors that influence how
much funding is provided to an individual for the
purpose of purchasing supports (e.g., disability pro-
file and actual needs, strength of advocacy network,
service program models, geographic location, diag-
nostic label and classification, residential setting).
One use of the four-component approach for as-
sessing support needs that has been described in this
article is to provide objective information regarding
individual support needs and strengthen the weight
given to this information in the process of allocat-
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ing public funds. With everything else being equal,
people with more significant support needs will re-
quire more resources (including funding) in order
to participate in home and community life. Al-
though decisions regarding funding formulas must
always be made thoughtfully and will always be in-
fluenced by a multitude of considerations, a system
for objectively identifying and measuring support
needs should be among the major priorities of those
who strive to achieve an equitable system for dis-
tributing public funds.

Although a support needs scale such as the SIS
has the potential to provide helpful information in
regard to broad decisions about the composition of
funding formulas, data from an assessment scale is
not going to be sufficient for resolving all budget
dilemmas. As stated previously, the individual with
the disability, his or her family, and other members
of the support team must be prepared to make
choices regarding support priorities in a world of
finite resources. Information from a person-centered
planning process (i.e., Component 1) should be
helpful in deciding how funds are spent in individ-
ual cases.

Issues and Challenges Associated With
Support Needs Assessment and Planning

Any new approach to measuring support needs
and planning personalized support programs will
raise significant issues and encounter challenges.
These should be anticipated and addressed when-
ever possible to increase the likelihood of broad ac-
ceptance, adoption, and utilization. Several of these
major concerns have been considered in developing
the approach described in this article.

The first concern has to do with the breadth
of acceptance. As of yet, no specific procedures for
systematically identifying the support needs of in-
dividuals with disabilities have gained widespread
acceptance. The lack of a clearly defined procedure
to measure support needs may be a major reason
why the AAMR’s 1992 definition and classification
system has not been implemented universally (Pol-
loway, Chamberlain, Denning, Smith, & Smith,
1999). The adoption of recommendations by exist-
ing organizations and authorities is essentially dis-
cretionary. Therefore, it is important that proposals
are structured to be appealing, both practically and
intuitively, to as broad a community of potential
users as possible. Otherwise, the proposed approach
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will have a narrow constituency and minimal im-
pact on practice.

A proposed approach to assessing individual
support needs must be manageable in scope if it is
going to be widely adopted. Support need assess-
ments must be concise enough to be completed in
an acceptable amount of time. Moreover, they must
be simple enough to permit participation by indi-
vidual consumers or people with significant first-
hand familiarity with the consumer’s priorities.
Also, assessments must entail acceptable costs.

Information collected through a support needs
assessment process should capture the full range of
individual needs within the population of persons
with mental retardation and related developmental
disabilities. Assessment scales should have adequate
reliability and validity and should be sufficiently ob-
jective and representative to permit meaningful
comparisons among individuals and across time
within individuals.

These considerations all require that an assess-
ment process provide sufficient structure and uni-
formity to permit ISPs to be developed in an ob-
jective, even-handed, dynamic, and realistic way.
The situation for each consumer will be unique
with respect to individual priorities and environ-
mental settings. Further, each provider agency may
have established procedures that are not readily
compatible with a new approach to evaluation.
Therefore, sufficient flexibility must be incorporated
into the design of the assessment process to permit
each support plan to be tailored to the unique needs
of each individual within their particular support
network.

On the other hand, a support needs assessment
process should acknowledge practical constraints
that are currently imposed, either by lack of support
availability or the limits of consumer abilities. How-
ever, these limitations need not be permanent bar-
riers, and a good approach to measuring needs and
planning personalized support programs will en-
courage both the expansion of services and growth
of consumer capabilities. Although a successful ap-
proach needs to address current circumstances ef-
fectively, it must also stimulate enhancements in
supports availability to broaden access to best prac-
tices.

Obviously, a fine balance will need to be
achieved in order to deal with these concerns suc-
cessfully, and whether this has been achieved in the
current case will be a matter for the future record
to decide. Considering these concerns, we have
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tried to maximize the chances for broad implemen-
tation of the proposed approach for determining in-
dividual needs and designing programs of supports
that are most likely to be consistent with consumer
priorities. Ultimately, our goal is to facilitate the
provision of supports that will have the greatest
positive impact on each individual’s quality of life,
and we believe that the approach described in this
article will provide a significant step in that direc-
tion.
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