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SYSTEMS OF SUPPORT

SYSTEMS OF SUPPORT

The concept of Systems of Support (SoS) represents a fundamental paradigm shift in the
approach toward individuals diagnosed with intellectual or developmental disabilities. Moving
decisively away from models focused solely on deficits or immutable severity levels, SoS
establishes a comprehensive, dynamic framework used to accurately identify the profile and nature
of the services required to promote the individual's independence, self-determination, and inclusion
within the community. This framework is profoundly rooted in the premise that the functioning of an
individual is a direct outcome of the interaction between their personal capabilities and the
environment surrounding them. Therefore, modifying the environment through tailored supports is
the primary pathway to improved outcomes.

Unlike older classification systems that often led to static, lifelong labels based primarily on 1Q
scores, the SoS model mandates a thorough, multifaceted assessment. Key to this methodology is
the concurrent evaluation of adaptive skills and intellectual functioning, alongside a deep
consideration of the individual's personal context, health, and psychological makeup. The
framework acknowledges that effective support must be highly individualized, recognizing that two
people with the same intellectual functioning score may require vastly different types, intensities,
and durations of support based on their unique environments and specific adaptive challenges.
This holistic view ensures that support delivery is precise, maximizing resources while fostering
meaningful personal growth and community participation for the person receiving services.

The ultimate goal of implementing a robust System of Support is not merely maintenance, but the
elevation of the individual's Quality of Life (QoL). By structuring personalized assistance across
various life domains--including home living, employment, education, and recreation--the SoS
framework ensures that services are proactive rather than reactive, focusing on building capacity
and reducing barriers. This involves establishing interconnected layers of assistance that are
flexible and subject to periodic review, guaranteeing that the system remains responsive to the
changing needs of the individual as they progress through different life stages and transitions.

Historical Context and Evolution of Support Paradigms

The emergence of the Systems of Support framework is inextricably linked to the broader historical
movement toward de-institutionalization and the recognition of human rights for people with
disabilities. Prior to the mid-to-late 20th century, services were predominantly delivered through
segregated institutional settings, based on a medical model that viewed intellectual disability as a
fixed pathology requiring custodial care. This deficit-based approach relied heavily on a single
measure, the Intelligence Quotient (1Q), to classify individuals into broad, often stigmatizing,
categories of severity. Such classifications dictated generic treatment plans that frequently failed to
address the practical, daily needs required for genuine community integration or personal choice.
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A pivotal shift occurred with the formalization of the AAIDD (American Association on Intellectual
and Developmental Disabilities) standards, which began to redefine intellectual disability not as an
absolute personal trait, but as a condition characterized by limitations in both intellectual
functioning and adaptive behavior, originating before the age of 18. Critically, the AAIDD
framework, particularly in its later iterations, explicitly introduced the concept of support needs as
the defining element of classification, effectively moving the focus from the individual's inherent
deficiency to the environmental accommodations necessary for success. This monumental
change acknowledged that limitations often reside in the lack of appropriate supports, rather than
solely within the individual.

The contemporary Systems of Support model represents the maturation of this ecological
perspective. It fully embraces the understanding that functioning is context-dependent. This means
that a person may require extensive support in one setting (e.g., complex vocational training) yet
require only intermittent support in another (e.g., routine home management). This dynamic
assessment allows professionals to calibrate support intensity precisely, replacing the rigid,
outdated "mild, moderate, severe, profound" labels with the more functional and empowering
descriptors of support intensity: Intermittent, Limited, Extensive, and Pervasive. This evolution
ensures that the focus remains on enhancing functional capabilities and leveraging individual
strengths, rather than simply documenting limitations.

Core Components: Adaptive Skills and Intellectual Functioning

A foundational element of the SoS framework is the comprehensive assessment of two primary
domains: intellectual functioning and adaptive behavior. While intellectual functioning, typically
measured by standardized intelligence tests, provides an indication of cognitive capacity, it is the
assessment of adaptive skills that truly determines the intensity and nature of necessary supports.
Adaptive behavior encompasses the conceptual, social, and practical skills that people learn in
order to function successfully in their everyday lives. A significant limitation in adaptive skills is
required, alongside limited intellectual functioning, to warrant a diagnosis of Intellectual Disability,
making the evaluation of these skills central to planning support.

Adaptive skills are typically divided into three primary domains, each requiring specific
consideration when developing a support plan:

Conceptual Skills: These involve language (receptive and expressive), reading and writing,
money concepts, and self-direction. Support in this area often focuses on communication aids,
visual schedules, and literacy development programs.

Social Skills: This domain includes interpersonal skills, responsibility, self-esteem, gullibility,
naiveté, social problem-solving, and the ability to follow rules and avoid victimization. Support
strategies here may involve social skills training, behavioral coaching, and emotional regulation
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techniques.
Practical Skills: These are skills needed for independent living, such as activities of daily living
(ADLSs), occupational skills, healthcare, travel/transportation, routines, and safety. Support often
manifests as direct training, job coaching, or assistance with personal finances and meal
preparation.

The degree of limitation across these three domains directly informs the required support intensity.
For instance, an individual requiring assistance primarily with complex financial transactions (a
conceptual/practical skill) might need Limited or Intermittent support, whereas an individual
needing constant supervision for personal safety and mobility (pervasive practical skills limitations)
would require Pervasive support. The assessment must be ecologically valid, meaning the skills
are measured in the actual environments where the individual lives, works, and interacts, ensuring
that the identified needs are relevant to their real-world context and daily challenges.

The Ecological and Environmental Factors

The Systems of Support model is fundamentally an ecological model, meaning it recognizes that
the environment plays a critical, modifiable role in an individual's functioning. The framework
mandates that support services must utilize environmental and situational factors to succeed.
This involves not only training the individual but also adapting the surroundings to facilitate greater
independence and functionality. Environment refers to the settings in which the person lives,
learns, works, and socializes, encompassing both the physical setting and the social context
provided by family, peers, and professional staff.

Support planning must systematically evaluate the potential of the environment to either hinder or
promote adaptive behavior. Key environmental considerations include the availability of community
resources, the accessibility of physical structures (e.g., ramps, elevators), the use of technology,
and the attitudes and acceptance of the general public. For example, a person struggling with
independent travel may require extensive support in an environment lacking public transportation,
but that need for support is drastically reduced if the environment provides highly accessible,
structured paratransit services or if assistive technology guides are available.

Furthermore, situational factors refer to the temporary or immediate conditions that influence
performance, such as stress levels, fatigue, predictability of routines, and the social demands of a
specific task. By stabilizing the situation--for example, by introducing clear, predictable routines in a
workplace or providing quiet breaks during high-stimulus events--the need for direct human
support can be minimized. This proactive approach to environmental engineering is a cornerstone
of effective SoS, maximizing the person's ability to use their existing skills by reducing
environmental friction and optimizing conditions for success.
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Multifaceted Factors of Support: Etiological, Physical, Emotional

Beyond adaptive skills and environment, the Systems of Support framework incorporates several
critical, often overlapping, factors--specifically etiological, physical health, emotional, and
psychological factors--to create truly comprehensive support plans. These elements provide
crucial context regarding the individual's long-term trajectory and immediate stability.

Etiological factors refer to the cause or origin of the intellectual disability (e.g., genetic condition,
prenatal injury, trauma). While the etiology does not determine the required support intensity, it
often informs potential co-occurring conditions, developmental prognosis, and specific medical
vulnerabilities. Understanding the etiology, such as in cases of Down Syndrome or Fragile X
Syndrome, allows support professionals to anticipate common health issues, target specific
developmental areas that may be delayed, and connect families with specialized support
communities relevant to that condition. This knowledge enables preventative care and highly
specialized therapeutic interventions.

Physical health factors are paramount, as individuals with intellectual disabilities often
experience higher rates of co-morbid physical health conditions, including epilepsy, respiratory
issues, and sensory impairments. Ongoing monitoring of physical health, including medication
management and specialized nutritional planning, is often an integral part of the support system.
Neglecting physical health can severely impact the person's participation in adaptive skill
development and overall quality of life. Similarly, emotional and psychological factors, including
co-occurring mental health diagnoses (often termed "dual diagnosis") and complex behavioral
challenges, must be addressed through specialized behavioral support plans (BSPs) and
therapeutic interventions. These supports are designed to understand the function of challenging
behaviors and replace them with more adaptive coping and communication skills, thus improving
the individual's stability and reducing the need for crisis intervention.

Classification and Intensity of Support Needs

The modern classification system within the SoS paradigm is defined by the intensity and duration
of the support required, rather than arbitrary 1Q cutoffs. This functional classification system
provides four specific levels of support intensity, which guide resource allocation and service
delivery:

Intermittent Support: Support is needed on an "as needed" basis, characterized by its episodic
nature. It may be required during life transitions (e.g., starting a new job, moving residence) or for
specific, time-limited tasks (e.g., filing taxes, managing a complex medical procedure). The
individual typically functions well without continuous support.

Limited Support: Support is needed consistently over time, though not necessarily daily. It is
typically time-limited, such as during employment training or for skill acquisition in a specific
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domain. The support is less intensive than Extensive support and requires fewer staff or financial
resources, focusing on coaching and guidance rather than direct physical assistance.

Extensive Support: Support characterized by regular (e.g., daily or several times per week)
involvement in at least some environments (e.g., home or work). The support is not necessarily
continuous across all environments but is essential for the person to participate in daily life
activities. This level often involves long-term, ongoing assistance, such as daily assistance with
meal preparation or transportation.

Pervasive Support: Support that is constant, high-intensity, and potentially life-sustaining across
multiple environments and domains. This level involves 24-hour supervision and assistance with
basic life functions, including personal care, mobility, and communication. Pervasive support is
long-term and often requires specialized medical or behavioral management teams.

The determination of these intensity levels is crucial for service provision, as it directly impacts
funding decisions, staffing ratios, and the type of residential or vocational placement deemed
appropriate. This structured approach ensures transparency and accountability, linking assessed
need directly to the resources deployed, thereby optimizing service efficacy and preventing both
over-servicing (which hinders independence) and under-servicing (which leads to failure and
frustration).

Implementation and Person-Centered Planning (PCP)

The successful implementation of any System of Support is realized through the process of
Person-Centered Planning (PCP). PCP is a fundamental methodology that places the individual
receiving services, along with their family and chosen network, at the very center of the planning
process. Unlike traditional service plans written primarily by professionals, PCP focuses on the
individual's dreams, preferences, strengths, and goals, ensuring that the supports provided are
aligned with their desired lifestyle and aspirations for the future.

The PCP process involves several iterative stages. It begins with a comprehensive discovery
phase, where the individual's history, preferences, and support needs (as categorized by the SoS
framework) are thoroughly documented. This leads to the creation of an Individualized Support
Plan (ISP) which details specific objectives, the roles of various support providers, and the
resources required. Crucially, the ISP outlines measurable goals related to independence,
community participation, and personal development.

Effective implementation relies heavily on a multidisciplinary team approach, often involving
service coordinators, therapists (occupational, speech, physical), medical professionals, educators,
and direct support professionals (DSPs). These teams must collaborate seamlessly, using the ISP
as their guiding document, to deliver supports consistently across all relevant settings--home,
work, school, and community. The efficacy of the support system hinges upon the competence and
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commitment of the DSPs, who are responsible for translating the complex theoretical framework of
SoS into practical, respectful, day-to-day interactions that encourage skill development and
maximize choice.

Outcomes and Quality of Life Measures

The effectiveness of a System of Support is ultimately judged by the degree to which it improves
the individual's Quality of Life (QoL). QoL is defined broadly within the SoS framework,
encompassing domains well beyond simple physical safety or medical stability. Evaluation must
assess outcomes across eight critical domains, ensuring that the individual is living a life that is
meaningful and valued:

Personal Development: Including education, skill acquisition, and personal growth.
Self-Determination: The individual's ability to make choices, exercise control, and advocate for
their own needs.

Interpersonal Relations: The extent and quality of social networks, friendships, and family
connections.

Social Inclusion: Participation in community activities, integration into local life, and reduction of
segregation.

Emotional Well-being: Happiness, absence of stress, and mental health status.

Physical Well-being: Health, fitness, and access to necessary medical care.

Material Well-being: Financial security, appropriate housing, and possessions.

Rights: Enjoyment of legal rights and freedom from abuse or exploitation.

The evaluation phase of the SoS framework is ongoing and adaptive. Support plans are not static
documents; they are reviewed regularly--at least annually, or more frequently if a major life change
occurs or goals are met/not met. Evaluation utilizes both quantitative measures (e.g., skill
acquisition metrics) and qualitative measures (e.g., feedback from the individual and family
regarding satisfaction and perceived control). If evaluation reveals that the current support intensity
or strategy is not yielding the desired QoL outcomes, the entire system is revisited, and
adjustments are made to the support delivery, environmental adaptations, or skill training focus.

In conclusion, the Systems of Support framework provides a powerful, ethical, and empirically-
grounded methodology for supporting individuals with intellectual disabilities. By integrating
environmental, situational, etiological, physical health, emotional, and psychological factors, the
framework ensures that support is precisely tailored, fostering true inclusion and maximizing the
potential for a high-quality, self-directed life. This systemic approach continually works towards
improving the support given to people with intellectual challenges, ensuring dignity and full
participation in society.
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