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History the Disability Movement

 First Wave: 
Professionals

 Second Wave: Parents
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Third Wave of the Disability 
Movement

 Self-Advocacy Movement
– Community Inclusion
– Empowerment
– Self-Determination

 Independent Living and 
Disability Rights

 People First
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Changing Expectations: 
Changing Understanding



Implications of Changing 
Understandings of Disability

• Strengths-based 
• Focus on environment/context fit, not 

“fixing” the individual.
– Moves field toward Supports model

Emerson, E., McConkey, R., Walsh, P.N., & Felce, D. (2008).  
Intellectual disability in a global context.  Journal of  Policy and 
Practice in Intellectual Disabilities, 5(2), 79-80.  

Presenter
Presentation Notes
So, the question becomes, what do we know about intellectual disability from a strengths focus?  



(1) Supports pertain to resources and strategies, 
including individuals, money and other assets, 
assistive devices, and education and training; 

(2) Supports enable individuals to access other 
resources, information, and relationships within 
integrated environments; and 

(3) Supports use results in increased integration and 
enhanced personal growth and development 

What are Supports?



Array of Supports
 Luckasson and 

Spitalnik (1994) 
suggested that 
“supports refer to an 
array, not a 
continuum, of 
services, 
individuals, and 
settings that match 
the person’s needs” 
(p. 88).
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Nonpaid Supports
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Supports Intensity Scale



Why Was the SIS Developed?

 The need for supports is, in essence, a defining 
feature of mental retardation/intellectual disability 
within the AAIDD 1992/2002/2010 framework.

 Information on the intensity and patterns of needed
supports becomes a critical feature in providing 
support services.

 The SIS was developed to provide a tool that allows 
for reliable and valid measurement of support needs.
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The statement shown on this slide:
The need for types and patterns of support that most others in the population do not need is the essential commonality among the heterogeneous population of persons with mental retardation/intellectual disabilities and related developmental disabilities
is the primary assumption on which the SIS is based. If this assumption is false, then the SIS will probably be of limited usefulness – because the whole purpose of the scale is to measure support needs.

So, we are assuming that the answer to the question:
   What differentiates people with mental retardation/intellectual disabilities and related developmental disabilities from most others in the population?
IS:
   A need for patterns and types of support that most others do not need.

Because progress is a field is oftentimes related to the ability to measure key concepts – there is a need to have a scale that provides reliable and valid measurement of individual support needs




The SIS is not a Measure of Personal 
Competence

 IQ tests and Adaptive Behavior scales measure 
aspects of personal competence, but do not 
measure support needs.

Presenter
Presentation Notes
Intelligence tests mostly measure conceptual intelligence (e.g., abstract reasoning, understanding language, mastery of academic analytic skills)

Adaptive behavior scales are mostly comprised of measures of typical functioning (e.g.,self-maintenance, daily living skills, vocational skills) – these scales provide an indication of an individual’s level of achievement or mastery relative to a set of tasks – many scales also provide norm referenced information so you can get information about a person’s skills relative to others.

The SIS does not supplant the need for IQ tests, AB scales, or any other measure of achievement or skill level – The SIS measures the intensity of support that a person needs to participate in the activities of daily life. The SIS and traditional assessment instruments used in the field of mental retardation do not provide the same information, and therefore are not interchangeable with one another and are not in competition with one another. 

The SIS should not be used for purposes of diagnosis of mental retardation, but rather is a tool that can be helpful in developing, implementing, and monitoring individualized support plans, as well as understanding the support needs of a population of persons with mental retardation and related developmental disabilities.  

In summary,

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  useful for planning teams and those involved in systems-level supports management who are trying to determine how to best support individuals in community settings. 



The Three Sections of the SIS
 Section 1. Support Needs Scale: Presents an array of life activities 

against which an individual's support needs in six parts (Home Living 
Activities, Community Living Activities, Life-long Learning 
Activities, Employment Activities, Health and Safety Activities, 
Social Activities) are rated in regard to frequency, duration, and time.  
Raw scores are totaled and converted to a standard score for each part, 
which scores are, in turn, totaled to compute the Support Needs Index 
(SNI) Score.  

 Section 2. Supplemental Protection and Advocacy Scale:  Promotes 
consideration of support needs related to protection and advocacy 
activities.  Can be scored, but scores are not included in SNI.

 Section 3. Exceptional Medical and Behavioral Support Needs: 
Identifies exceptional support needs related to medical and behavioral 
concerns.  Results in total scores for both exceptional medical and 
exceptional behavioral support needs.

Presenter
Presentation Notes
Distribute the SIS now. Give audience a chance to skim the scale for 2 or three minutes – orally present information from the slide.

Section I:  Exceptional Medical and Behavioral Support Needs 
17 medical & 13 behavioral items are rated on a 3 point Likert scale (No Support Needed, Some Support Needed (i.e., providing monitoring or occasional assistance), Extensive Support Needed (providing regular assistance to manage the medical condition or behavior)

Section II: Support Needs Scale
49 items (life activities), grouped into six support  subscales, are rated on three (in regard to Frequency, Daily Support Time, and Type of Support) 5-point Likert scales
The finite set of Items assure that life activities are held constant across individuals to control for influence of complexity of activities and settings
Essential that all items are completed, even if it requires a “best guess” 

Section III: Supplemental Protection and Advocacy Scale
8 items are rated on three 5 point Likert Scales just like Section II – This supplemental scale was originally part of Section II, but lacked sufficient inter-rater reliability to be included. However, the items are important for a planning team to consider when assessing a person’s need for support and when developing a support plan; thus, this is a supplemental scale that simply provides additional information for consideration. 






How the SIS Was Developed

 Literature Review – 12 initial support areas
 A pool of 130 indicators across the 12 areas was 

developed. 
 Q-Sort was used to reduced and validated the initial item 

pool
 An initial SIS requiring ratings of frequency, daily support 

time, and type was developed
 4 Field Tests involving 1,700 consumers were used to 

expand and refine the instrument.
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Literature Review
Candidate indicators of support were identified from the relevant literature by searching: (a) major electronic databases (e.g., ERIC, Psychlit); (b) published assessments of adaptive behavior (e.g., ICAP, ABS); (c) relevant texts and recent review articles; and (d) unpublished governmental reports related to service provision. A total of 33 descriptors (e.g., supported employment, social supports, supported living) were used alone or in combination. Approximately 1,500 sources were identified. 

Pool of Items
These search efforts resulted in the identification of 130 indicators of support needs (e.g., shopping and purchasing goods, participating in educational decisions, socializing within and outside the family)

Q-Sort

50 professionals currently working in the field of developmental disabilities were asked to categorize the indicators according to the 12 support areas  - told to place a “1” in the support area column for which the respective support indicator will have its maximum and/or most logical impact and a “2” if the respective support indicator would also have a secondary effect on a specific support area (that is, less than a maximum effect, but still an effect). Indicators with a mean of 1.1 or less were kept.  8 of 12 support domains were kept.

An initial SIS was piloted - 93 individuals were rated; A second SIS was field tested with 288 individuals – a significant amount of qualitative data was collected in this test asking for raters and respondents questions and impressions of the items; a third SIS was field tested 2 times – standardization sample consisted of 1306 people, and reliability sample was comprised of 106 individuals (all of which were rated by 2 different people). 

DISTRIBUTE HANDOUT 3 - Description of SIS Items



 Reliability
– Internal Consistency Statistics Extremely High
– Standard Error of Measurement Very Low
– Interscorer Reliability is Excellent 
– Test-Retest Reliability is Good
– Inter-rater reliability is Fair

Reliability of the SIS

Presenter
Presentation Notes
Internal consistency coefficients exceeded .90 in all instances. Authorities (e.g., Aiken, 2000; Anastasi & Urbina, 1997; Nunnally & Bernstein, 1994; Salvia & Ysseldyke, 1998) cite .90 as the acceptable level for demonstrating adequate reliability for assessment scales, and the individual SIS subscales far exceed this criterion.

The SEM estimates the amount of error that may be reflected in an individual’s test score due to less-than-perfect reliability of a test. The SEM for the SIS Support Needs Index Score is 1.5, For example an examiner knows with 68% probability that a person who scored 98 would have a true score lies between 96.5 and 99.5; 95% probability that the true score lies between 94 and 102 and 99% probability that the true score lies between 90 and 106.

For Interscorer, Test-Retest, and Inter-rater reliability, Cicchetti & Sparrow (1981) provided the following guidelines for evaluating reliability coefficients: < .40 is poor; .40 - .59  is fair; .60 - .74 is good; and > .75 is excellent. While there are some differences in subscales, the interscorer reliability scores were excellent, the test-retest was good, and the inter-rater was only fair. 

However, looking at the reliability of the scale as whole across all of the measures, one can conclude that it is a credible test in terms of reliability.



Validity of the SIS
 Validity

– Content Validity established though lit review and Q-Sort
– Content Validity verified through strong item 

discrimination index
– Criterion Validity confirmed through strong correlations 

with raters measures of support needs
– Construct validity was ascertained through item validity 

measures as well as correlations of SIS scores with AB and 
IQ measures
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The Validity Measures were also very credible. 

Content validity was established from the outset by incorporating the literature review and the Q-sort into the design of the scale. The item analysis also provided strong support for content validity – there was a reasonable correlation among items, however they clearly provided distinct information.

In summary, the SIS is a psychometrically sound instrument to measure support needs of adults with mental retardation and related developmental disabilities. 

Criterion validity was established by asking raters to rate a persons support needs on a Likert scale prior to completing the SIS. The good news was that there was a strong correlation, both for the subscale and overall scores, between rater Likert rating and SIS scores. 

A number of analyses were completed to assess the construct validity of the scale. Internally, the SIS subscale scores had the right degree of  correlation – these were clearly correlated with one another but were not measuring the same thing. The same went for measures of personal competence (AB and IQ), there was a proper correlation between the SIS and IQ scores as well as ICAP and Vineland scores.
 



Inferring Support Needs from Measures of 
Personal Competence can be Misleading

Personal
Competence

PATTERN & INTENSITY
OF SUPPORT NEEDS

Presenter
Presentation Notes
The constructs of personal competence and support needs are related, but are not the same thing. 

Five major influences on the support needs of people with intellectual disabilities are shown this Figure 1.1. One of these influences is 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, likely the lower a person’s level of personal competence, the greater the support needs. 

Four other major influences on the intensity of a person’s support needs are also shown in the figure: 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 cit); 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). 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 shown in this figure.  





Planning Supports
Mismatch of 

competency and 
demands
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Improved 
personal
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Self-Determination
 Self-determined behavior refers to volitional actions that 

enable a person to be the causal agent in their lives.  
– People who are self-determined make or cause things to happen in their 

own lives.
 Research in K-12 education suggests that students with 

intellectual disability who are more self-determined:
– Achieve more positive adult outcomes, including employment and 

independent living.
– Gain access to the general education.

 It’s likely that being self-determined is an important ingredient 
in postsecondary education success for students with 
intellectual disability.



Measuring Self-Determination
 The Arc’s Self-Determination Scale (Wehmeyer et al)

– Self-report measure of self-determination for adolescents and adults 
with cognitive disabilities.

 AIR Self-Determination Assessment (Mithaug et al)
– Student, teacher, and parent report versions

 ChoiceMaker Self-Determination Assessment (Martin et al)
– Curriculum referenced measure.

 Wayne State University  Self-Determination Assessment 
Battery (Field et al.)
– Student, parent, teacher versions, observation checklist

 All available online at OU Zarrow Center web site 
(http://education.ou.edu/zarrow/). 

http://education.ou.edu/zarrow/�
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