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The ICF/ID training is designed for direct support professionals (DSPs) who
work in Intermediate Care Facilities serving youth and young adults with
intellectual and development disabilitiddDD). The purpose of the training is to
provide ICF staff information, resources, and-ageropriate strategies to increase
the independence and community integration of youth and young adults with 1/DD.

Definition of Intellectual and

Developmental Dsabilities
The American Association on Intellectual and Developmental Disabilities

defines |/ DD as Acharacterized by signi
functioning and adaptive behavior as expressed in conceptual, social, and practical
adaptives ki | | so ( AAI DD, 2010, p. 1). Il n the

understand that providing supports for people with I/DD can be a complex and
individualized processSupports should be dynamic and should consider the
intellectual abilities adaptive behaviorshealth participation andcontextsas
outlined by AAIDD (2010) below:

1 Intellectual Abilities. DSPs should be aware that individuals differ in their
ability to understand complex ideas, adapt to different environments, learn
from experiencegngage in different forms of reasoning, and overcome
obstacles.

1 Adaptive behaviors.Adaptive behaviors includeonceptual, social, and
practical skillsthatare learned and performed by individuals with I/DD in
their daily lives. DSP should assess adagpkiehavior based on an
i ndi vidual 6s typical performance dur
circumstances

1 Health. DSPs should understand how the individual effects of health and
mental health on functioning can facilitate and inh@ngagemenbased on
the types and quality of supports.

1 Participation. Participation refers to the roles and interaction in home,
work, education, leisure, spiritual, and cultural activiti2SPs should
encourage participation in valid activities that are considered nomrfativ
an individual 6s age group.

1 Context. Context often determines what an individual is doing, where the
person is doing something, when the person is doing something, and with
whom the person is engaged. DSPs should consider contextual factors with a
focus on inclusive education, living, and recreation/leisure settings.



Quality of Life Framework

DSPs must value, understand, and use strategies that prpmatite of life
(QOL) outcomes for people with I/DD. The idea of promoting QOL is important
because we know that all people strive for the same basic QOL outcomes including
emotional,economi¢candphysicatwell-being All people seek opportunities for
interpersonal relabnships social inclusion andselfdetermination.

Using a QOL framework to promote independence and community access is
Important because youth and young adults with ID/D are often marginalized and
experience higher levels of segregation and isoldtmn peers without
disabilities (Wilson et al., 2017) and segregation at school (McDonnel & Hunt,
2014).Youth and young adults with /DD also experience poor independent living
and poor employment outcomes (Winsor, et al., 2019). Because of these
differences, DSPs must not only value the importance of community access and
supports but must also have the capacity to meaningfully promote and teach the
skills for youth and young adults with 1/DD to access their communities.

This training is designed f@ovide DSPs with a basic understanding of how
supports for individuals with I/DD have evolved over the years. The training will
examine how to use persgentered planning and informed choice of youth and
young adults with 1/DD to promote saleterminatn and plan for independence
and full community participation. The training is divided into sevensated
online learning modules and this companion manual will serve as a reference guide
for each of the online training modules.



Quiality of Life Framework for Supporting Individuals with 1/DD

QOL is composed of the same factors and relationships for people with
intellectual disabilities that are important to those without disabilities;
QOL i s experienced when a person
has the opportunity to pursue life enrichment in major life settings;

QOL is primarily the perception of thedividual that reflects the quality of
life he/she experiences;

QOL is based on individual needs, choices, and control; and

QOL is a multidimensional construct influenced by personal and
environmental factors, such as intimate relationships, famdyfliflendships,
work, neighborhood, city or town of housing, education, health, standar
| iving, and the state of oneds ¢
(Schalock, et al., 2002).
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Each module explores tlfiellowing topics:

1

Policy Framework for Integrated Supports and Services

Rights and Privacy

Age-Appropriate Supports and Services

Informed Choice and PersonrCentered Planning
Collaboration and Transition from School to Adulthood
Independent Living Skills Instruction

Positive Behavior Support



Module 1: Policy Framework
for Integrated Supports and
Services
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The purpose of module 1 is to provide background information about
Intermediate Care Facilities for Intellectual Disabilities (ICF/IDs) and provide an
overview of specific legislation that has been enacted to improve independence,
access, and communibasd outcomes for people with disabilities.

At the end of this module, you will be able to:

1 Describethe Social Security Acin relationto ICF/IDsand Home and
CommunityBased Services (HCBS) waivers.

1 Describe the Rehabilitation Act for supported/customized employment
pre-employment transition services

91 Describe the Individuals with Disabilities Education Act (IDEA) for
transition to adult living.

91 Descrike Title Il of the Americans with Disabilities Act (ADA).

1 Describe the Olmstead Decision as it relates to community options for
people with disabilities

1 Describe the history of intermediate care facilities for individuals with l/Il

and

The following table lists key terms you will need to know ¥bodule 1.

Term Definition

Institutional bias

Favoring an institutional setting over services being
delivered in the home or community.

Statutory
requirements

Requirement or rule imposed by a law or policy.

Meaningful access

Access to the community that is purposeful and
individualized.

Most significant

A person with a severe physical or mental impairmen

disabilities that affects one or more functional abilities.

Competitive Employment that is paid at least at minimum wage ar
integrated commensurate witbther employees doing similar wor
employment and is done in the general community with coworkers

who may or may not have a disability.
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Congregate settings | A setting primarily or only used by individuals with
disabilities.

History and Background of ICF/IDs

Prior to the 197006s, the residenti al
large institutional facilities that were funded by states. These facilities were
overcrowded with poor living conditions. In 1965, Medicaid was authorized, and
resulted in the aviability of federal funding for I/DD services. At that time,

Medicaid became the major source of public funding for{@mm services and

supports for people with I/DD. In 1971, changes to the Social Security Act allowed
states to use Medicaid to pay &a&rvices in an Intermediate Care Facility for

Mental Retardation. These facilities are now referred to as Intermediate Care

Facilities for Intellectual and Developmental Disabilities (ICF/IDs). This provision
reqguired states 6 i pliancastandardsdoneseiverfederal f e d e
funds.

Needto Know

Ro s a 6(Public haw 1131256,

2017), required all refardatesnbdag
be changed to fAintellectual di salhb
Video:

https://www.jointherevolution.org/58amechangers/rosaaw

To qualify for Medicaid reimburs e me nt , | CF/ I D6 s m|
comply with federal standards in specific areas, including:

Management

Client protections

Facility staffing

Active treatment services

Client behavior and facility practices

Health care services

. Physical environmentra dietetic services

Seehttps [/www.law.cornell.edu/cfr/text/42/pa4B3/subparB

NoakowhPE

-12-


https://www.govinfo.gov/content/pkg/PLAW-111publ256/html/PLAW-111publ256.htm
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Facts About ICF/IDs

Approximately 73,885 individuals with intellectudikabilities live in
intermediate care facilities for individuals with intellectual disabilities (ICF/IDs) in
6,084 ICF/IDs across the country (Larson et al., 2020). Roughly 7% (4,919) of
these individuals are under 21 years old.

596
Individuals withl/DD live in private ICF/ID in Utah
64 individuals are under 21
Utah annual expenditure per person
$62,070

CMS Shift in Services

The Centers of Medicare and Medicaid Services (CMS) recognize there has
been a major shift in the way services are mtedito individuals with I/DD. The
emphasis is now on people with I/DD living in their own homes, controlling their
own lives, and engaging in local communities (CMS, n.d). This shift is reflected in
many position statements from advocacy organizationsrajor pieces of
legislation that are designed to improve individualized, integrated, and appropriate
services and supports to individuals with disabllities.

Position Statements

https://www.aaidd.org/newsolicy/policy/positionstatements/communiy
living-andparticipation

The Social Security Act

The SocialSecurity Act, signed into law in 1935, was designed to protect
U.S citizens against t heFDR BPaizedibrays and
n.d).The two primary outcomes in the initial Agere: Title |, Grants to States of
Old-Age Assistance and Title I, Federal Old Age benefits. These titles were
designed to protect the financial security of older citizens. In 1965, Medicaid was
added into the amendments of the Act. Medicaid becamadiwr source of
public funding for longterm services and supports for people with ID.

~13-
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In 1971, revisions to the Act provided an optional Medicaid benefit that
allowed states to provide comprehensive and individual rehabilitation services to
individualsthrough ICF/IDs. The Social Security Act was criticized for having an
Al nstitutional biaso, or, favoring i1Inst
addition, many recommendations have been made about how to create community
based services or alternativesservices provided in ICF/IDs

Medicaid Waivers

Soci al Security attempted to address
amendments to the Social Security Act and authorized the Medicaid Home and
Community Based Services (HCBS) waiver program. HCBSeavaiwere
specifically created to address this institutional bias so that Medicaid programs
could provide coverage for services in homes and communities. HCBS waivers are
intended to complement the regular services that are available through the
Medicaid $ate plan. A Medicaid waiver waives certain statutory requirements, like
requiring services to be provided in an institutional setting. This allows a state to
offer Medicaid beneficiaries the option of receiving services in their homes and
communitiesTheflexibility in the design and delivery of Medicaid home and
communitybased services allows states to specifically design service options that
are customized to the unique needs of people in the state.

UTAH HCBS Waiver Programs
Acquired Brain InjuryWaiver
Aging Waiver (for individuals 65 and older)
Community Supports Waiver
Community Transitions Waiver
Medically Complex Childrends | Waiyv
New Choices Waiver
Physical Disabilities Waver
Waiver for Technology Dependent Children

= 4 48 _9_-9_°8_-°2_-2°

https://medicaid.utah.gov/ltc/
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The CMS Final Settings Rule

The Centers for Medicare and Medicaid Services (CMS) issued the Home
and CommunityBased Waiver Services (HCBEnal Settings Rule (CMS2249
E/2296F) in 2014. TheFinal Settings Rulgvas designed to enhance the quality of
HCBS programs and increase opportunit@sridividuals with disabilities to have
meaningful access to integrated community settings.

Five Qualities for HCBS Waiver Settings

1. The setting is integrated in and supports full access to the greater
community;

The setting is selected by the indival from among setting options;
. The setting ensures individual rights of privacy, dignity and respect, and

freedom from coercion and restraint;
4. The setting optimizes autonomy and independence in making life
choices; and
5. The setting facilitates choice @t services and who gives them.

42 CFR Section 441.301 (c)(4)

SEN

According to the CMS, the Final Settings Rule requirements establish an
outcomeoriented definition that focuses on both the nature and quality of an
i ndi vi dual 6 s reguirpneents acerdesigned td maxisirze
opportunities for individuals with disabilities to have access to the benefits of
community living and the opportunity to receive services in the most integrated
setting The Final Settings Rule allows states to depedransformation process
to meet these new requirements. One of the challenges of meeting these
requirements, however, is ensuring that changes set forth by the Final Settings
Rule promote meaningful access to the integrated community (Friedman &
Spassiai, 2017).

The Rehabilitation Act

The Rehabilitation Act of 197as amended, is the major legislative source
for programs and initiatives administered by the Rehabilitation Services
Administration (RSA)The Act was a significant body of legislation for people
with disabilities. It recognizes that individuals with disabilities encounter various
forms of discrimination in areas such as employment, housing, public
accommodations, education, transportati@m@unication, recreation,
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institutionalization, health services, voting, and public service.

The Rehabilitation Act: Civil Rights

The Rehabilitation Act is a civil rights and funding statute. The civil rights
component is outlined under Section 504. &ntthis section, individuals with
disabilities cannot be excluded from participation in, denied benefits, or subjected
to discrimination in programs receiving federal funds

Civil Rights Provision
Section 504

ANoO ot her wi se (¢ u adisadiliiy m the United $tatas, s
defined in section 705(20) of this title, shall, solely by reason of her or his
disability, be excluded from the participation in, be denied the benefits of,
subjected to discrimination under any program or dgtréiceiving federal
financial assistance or under any program or activity conducted by any
executive agency or by t20eS.al/dit e ¢

TheRehabilitation Act: Programs

Supported and Customized Employmenhe Rehabilitation Act authorizes
the funding of vocational rehabilitation programs such as supported employment.
The purpose of supported and customized employment is to assist peopleewith
most significant disabilities to achieve their employment gddie.2014
Rehabilitation Act defines supported
employment, including customized employment, or employment in an integrated
work setting in which indiduals are working on a shetsdrm basis toward
competitive integrated employment, that is individualized and customized
consistent with the strengths, abilities, interests, and informed choice of the
individuals involved, for individuals with the most sificant disabilitie® for

en

whom competitive integrated enm@U8¢Cment

§709.
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https://www.law.cornell.edu/uscode/text/29/705#38
https://www.law.cornell.edu/uscode/text/29/705#38
https://www.law.cornell.edu/uscode/text/29/794

Supporting Youth and Young Adults with Significant Disabilities
As part of the 2014 amendments to the Rehabilitation Act, states must allo
half of the supported employment state grants to support youth with the m
significant disabilities (up to age 284 CER §363.2P In addition, these youtl
may receive extended services (i.e., ongoing supports to maintain an indiv
in supported employment) for up to 4 years.

The 2014 Rehabilitation Act Amendments also provided the first federal
definition of Competitive Integrated Employment (CIE). The Act defines CIE
asewor k that i s-timeermdrinre mesis (in@udingaelff ul |
employment) for which an individual (a) earns at least minimum wage, (b) is paid
commensurate wages abenefits, (c) is in a location where the employee interacts
with other persons without disabilities, and (d) is presented with opportunities for

advancement2Q U.S.C § 70b

Pre-empbyment Transition Serviced.he 2014 amendments to the
Rehabilitation Act emphasize a much larger role of state rehabilitation agencies in
youth with disabilities transition from school to adult life. These amendments
stipul ate that HOcycdatiandl releabilitation ®ridamustacssy p u b
be used for premployment transition servicd3reemployment transition
services include:

1 Job exploration counseling,

Work-basedearning,

Counseling on postecondary education programs,
Workplace readiess training, and

Instruction in seHadvocacy.

= =4 4 2

Only students with disabilities may receivefmaployment transition
services. A student with a disability is defined as an individual with a disability
who is not younger than the earliest age forpitmvision of transition services
under the Individuals with Disabilities Education Act (IDEA) and is not older than
21 years of age; or is student who meets the Section 504 definition of an individual
with a disability.
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The Americans with Disabilities Actof 1990, as

Amended

The Americans with Disabilities Act (ADA) was signed into law in 1990
and amended in 2008. This legislation guarantees important civil rights for people
with disabilities and ensures that people with disabilities have equal oppeduniti
for access and employment. The ADA extends the civil rightsdisarimination
mandate of the Rehabilitation Act to private employers and organizations that do
not receive federal financial assistantie ADA prohibits discrimination against
people with disabilities iitle I; employmentTitle Il; public servicesTitle IlI;
public accommodationditle IV; transportation andtelecommunicationgnd
Title V, miscellaneous provisions

Title Il Integration Mandate

Afa public entity shal/l admi ni ster
integrated setting appropriate to the needs of qualified individuals with
disabilitieso (28 C.F.R. A 35.130

It is important for DSPs, parents, amdlividuals with disabilities to
understand the Title Il integration mandate. The integration mandate influences the
way programs and services are provided to people with disabilities and it enables
individuals with disabilities to interact with personshatit disabilities to the
fullest extent possible.

- 18-



Segregated and Integrated Settings Informatiof.S. Department of
Justice (2011)

What is an integrated setting under ADA and Olmstead?

Theimost i ntegrated settingo i s dge¢
with disabilities to interact with nedisabled persons to the fullest extent

p 0 s s ilnkegraged éettings are those that provide individuals with
disabilities opportunities tlive, work, and receive services in the greater
community, like individuals without disabilities.

What is a segregated setting?

Segregated settings include, but are not limited to: (1) congregate settin
populated exclusively or primarily with individis with disabilities; (2)
congregate settings characterized by regimentation in daily activities, lac
privacy oOor autonomy, policies |
to engage freely in community activities and to manage their otwtizgs of
daily living; or (3) settings that provide for daytime activities primarily with
other individuals with disabilities.

The Olmstead Decision

The Olmstead decision of 1999 was a U.S. Supreme Court Case that
examined segregated placements of people with disabilities (Olmstead v. L.C., 119
S.Ct. 2176. 1999). The case centered around two women with developmental
disabilities and mental illness whkeere voluntarily admitted in the Georgia
Regional Hospital, psychiatric unithe two women requested that they be
discharged for the hospital and be provided with commbasged service3he
hospital staff agreed that the women could be placed in cortyvhased
settingsHowever, the State of Georgia was slow in developing community
placements and the women were placed on a waiting list for serViteg Cour t 6 s
decision has important implications for people with disabilities because it set forth
a three-part test to determine if community placement is appropriate for people
with disabilities:

-19-
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Three Part Test

1. The Stateds treatment professi of
placement is appropriate;

2. The transfer from institutional care to a lessrreste setting is not oppose
by the affected individual; and

2181)

The Individuals with Disabilities Education Act

The Education for All Handicapped Children Act (EAHCA), was enacted in

1975 to provide students with disabilities the opportunity to receive a public
education. Since its inception, the EAHCA made free and appropriate public
education (FAPEavailable to students with disabilities who were previously
excluded from public school.

Basic Rights of EAHCA

1. Afree, appropriate public education (FAPE).
2. An education in the least restrictive environment (LRE).
3. An individualized educatioprogram (IEP)

(Huefner, 2006)

al

In 1990 the act was revised and renamed the Individuals with Disabilities

Education Act (IDEA). The revisions explicitly addressed school district
responsibilities for helping students transition from schoaldualt life. The Act
required that a student with disab

services. Providing timely and effective transition services is one way to prepare

students with disabilities for integrated employment, inclusive a&syiaind

3. The placement can be reasonably accommodated, considering the respurces
to the state and the needs of others with mental disabilities (119 S. Ct. gt

independent living, and will help youth with disabilities prepare for the demands of

adult living. In 2004, IDEA was amended to further refine secondary school
requirements for transition (see Module 4).

-20-
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Module 1 Summary

Module 1 introduced the fioy framework for providing individualized,
integrated, and appropriate services and supports to individuals with disabilities.
The module provided a review of key legislation designed including The
Rehabilitation Act of 1973, as amended; The EducatioAliddandicapped
Children Act of 1975, as amended; The Social Security Act of 1935, as amended,;
and the Americans with Disability Act of 1990, as amended. The module also
reviewed the 1999 Supreme Court Ol mst ea
holding that entities must provide communligised services to people with
disabilities.

Key Takeaways
1 The Rehabilitation Act, as amended, addresses both civil rights and funding.
The Act outlines that gualified individual with a disability shall not be
exduded, denied, or discriminated under any program or activity receiving
Federal financial assistancupported and customized employment are
added services under the act.

1 The Americans with Disabilities Act integration mandate influenced the way
programsand services are provided to people with disabilities and it enables
individuals with disabilities to interact with persons without disabilities to
the fullest extent possible.

1 The Individuals with Disabilities Education Act recognizes transition
servicesas meaningful inclusive education and that employment experiences
are directly linked to quality adult outcomes. Providing timely and effective
transition services is one way to prepare students with disabilities for
integrated employment, inclusive adti®s, and independent living.

1 The Olmstead Decision noted that unjustified isolation of people with
disabilities is a form of discrimination

_921-



Reflection Questions

1 Given the intent of legislation to improve integrated outcomes for people
with disabilities, what are ways that you can assist people with I/DD to
engage more meaningfully in community environments?

1 How do you think the ADA integration mandate impact the services and
supports you provide individuals with 1/DD?

-22-
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Module 2: Ensuring Rights and
Privacy
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In the first module we identified the federal law and a key Supreme Court
deci sion that guarantee individual sé ci
communities, and supports. This modul e
(administrative code arevs) related to ICF/ID and reviews the Code of Ethics for
DSPswhi ch ensur e an imodule endsdvthealdidcsissioni g ht s .
about supporting people in ways that do
life.

At the conclusion of this mold you will be able to:

1 Identify the rights of people with disabilities guaranteed in Utah.

9 Describe the principle of normalization and how to apply it to the servicgs
you provide.

1 Follow the National Alliance for Direct Suppd?Ptofessionals (NADSP)
Code of Ethics

The following table lists key terms you will need to know Kbodule 2.

Quality of life The overall quality of g
safety, and ability to participate and enjbings that are
important to the person.

Basic human rights | Rights entitled to each individual without discriminatiq

Exploitation Unfairly benefitting frq
treating someone poorly.

Principle of Havingat y pi c all or Anor mal O

Normalization compared to others without a disability.

Restraint and Includes physical restraints and seclusion from other

seclusion

Ageappropriate Using a personé6és chronol

activities and/or tasks.

Rights of People with Disabilities

Utah Administrative Code R43P52 requires ICF/IDs to use and follow
policies and practices about individuals with I/DD in many areas, including (a)
rights; (b) finances(money); (c) communication (talking with others); and (d) staff

_24-



treatment (how staff ca for people with disabilities). As a DSP supporting people
with disabilities daily, it is important that you understand how these policies
impact your role in supporting individuals with 1/DD.

The rights shown in R43252 ensure that individuals withsdbilities living
in an ICF/ID have the same rights as all U.S. Citizens. Many are basic human
rights and activities that most people without disabilities take for granted every
day. These rights guarantee individuals are respected as people and not viewe
only as clients. As part of this guarantee, individuals are encouraged to file official
complaints, grievances, and make recommendations for changes in policies and
procedures to staff and outside representatives without reprisal (getting back at
someongby ICF/ID administrators or staff. The following summary gives an
overview of these rights.

For the full code, visit
https://rules.utah.gov/publicat/code/r432/r432 .htm

Healthcare

The ICF/ID must inform individuals, parertds legal guardians, of an

i ndi vidual with |/ DD6s

‘ status. The individual with I/DD has the
right to know about any medical
condition; potential treatments and risks
associated with those treatments; and the
right to refuse treatment. Exampleould
include needing antibiotic for an ear
infection; a recommendation for
removing tonsils due to chronic strep
throat; or being placed on birth control due to irregular menstrual cycles.
Individuals with disabilities will also receive active treatminteduce any
dependency on unnecessary drugs.

’
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https://rules.utah.gov/publicat/code/r432/r432-152.htm

Safety

Individuals shall not be physically, verbally, sexually or emotionally abused,
or punished. Examples would include being
hit, punched, grabbed; being called bad
names or racial slurs; being
bullied/intimidated, threatened or insulted;
being humiliated; or being isolated from
others (such being required to sit alone or
not being allowed to join activities). In
addition, individuals with I/DD will not be
given unnecessary drugs or unnecessarily beigdilysrestrainedAn example
would include giving medication to sedate (make them sleepy) individuals to
enforce an early bedtime.

Communication Privacy

Basic rights to privacy include the ability to send and get unopened mail.
Individuals with disabilies also must have access to telephones and may have
privacy for incoming and outgoing local and ledigtant calls. Exceptions to
private calls may be made if written in their individual program plans. The staff
must ensure that individuals have the tighcommunicate and meet privately with
people of their choice including attorneys or religious clergy. For example, staff
cannot require they sit with the person when they meet with their priest or bishop.

Personal Privacy
Individuals are given theght to privacy during personal treatment and
r | caring for their personal needs (which includes
" sexual masturbation). Married couples living in
the same facility may reside together as a couple.
In addition, individuals have the right to own and
“ use their owrclothes and personal belongings.
Staff are required to ensure individuals are
wearing their own clothes each day.

i
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Group Activities

Individuals with disabilities must have opportunities to participate in social
and community group activities widameaged peers. Examples would include
attending a high school, college or professional sporting or cultural event;
attending community dances and
festivals; or participating in their
i preferred activities with their saraged
peers. They may also be givire
opportunity to practice their religious
beliefs and go to religious worship
services without being forced to perform
any religious activity. For example, an
individual may choose to attend mass but

=NV not to kneel or receive communion.
DSPs should remerebthat the preferred activities of individuals will differ, as
will their preferences for who is in a group togeti#dthough a 16yearold boy
may enjoy a sporting event, his preferred group is likely to be his-agetepeers.

Free from Exploitation

Individuals with 1/DD shall not be told to join in publicity events, fund
raising activities, movies or any activity that would/could exploit the person. For
example, a minor child cannot be required to have their picture taken and used for

publicationg(such as calendars or brochures) including social media posts without
permission of the parent or legal guardian.

In addition, individuals with I/DD may not be told to perform services for
the facility. If an individual chooses to work for the facilithey must be paid
wages commensurate to a person without a disability performing that work skill.
For example, if individuals who work in a cafeteria are paid the federal minimum
wage, the individual with 1/DD should be paid at the same rate.

Finances

Individuals with disabilities should be taught how to manage their finances
(money) to the best of their ability and be allowed to do so. Money skills are
categorized as an independent living skill and DSPs should understand how to use

_27-



systematic instruabin to teach financial
skills (seemodule4). For example,

DSPs can teach an individual with I/DL
to identify and count coins and/or bills;
pay for purchases using necollar

strategy; or create and follow a budget
The Utah law also requires that any of
an i ndividual wi t h
personal valuables kept within the ICF
must be given to the individual upon request.

Communication with Individuals,

Parents, and Guardians

There are two types of communication with individuals with I/DD, parents,
and gardians which are addressed in the Utah Code 25822 (a) communication
for treatment; and (b) maintaining relationships outside of the ICF/ID.

Healthcare

R432152 specifies that ICF/IDs encourage the individual to talk to
doctors/nurses/counselors and be involved in their healthcare, and if applicable
their legal guardian or parent during the treatment. If an individual is younger than
18yearsold, their @rent should be included in treatment plans when appropriate
and possible. In the event of a serious iliness, accident, death, abuse or
unaut horized absence (person runs away
supposed to), the administration should cantact he i ndi vi dual 6s p
immediately. R432152 requires that ICF/ID staff respond promptly to all
communication from family and friends.
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SocialRelationships
The quality of life of individuals with severe and profound I/DD is impacted
by having many friends and family members involved in their lives (Bramston et
al., 2005; Campo et al., 1997; Lunsky & Benson, 2001; Miller & Chan, 2008;
Renty & Roeyers, 2006). 2 to the limitations of living in an ICF/ID and that
some individuals with I/DD cannot call or write to a person independently, staff
attitudes and encouragement for talklnglwrltlng to family and friends is important
in keeping relationships
(Campo et a).1997). R432
152 requires ICF/ID staff to
encourage visits by family,

and advocates at any
reasonable hour. Prior notice
of a visit is not required as
long as the visit does not

I nterfere with
rightsorandter i ndividual 6s privacy. The | CF/
visit is not good for the individual and not allow visits in some situations, for

example, if the parent has abused the child and the visit would cause additional

trauma (harm; cause persanlkte scared or upset). Parents or guardians are

encouraged to visit with their child in any area of the facility that gives direct client
care service to an i1 ndividual. Agai n, t
and ot her | n dprivadgy.dnuiadditienpR432b2gdyuires thatstaff

promote frequent home visits, trips, or vacations with the individuals and their

friends and family members. Staff helping these community activities with friends

and family have been identified by resdens as factors resulting in increased life
satisfaction for people with disabilities (Miller & Chan, 2008).

Staff Treatment of Individuals with Disabilities

DSPs must ensure the rights and protections of individuals with I/DD meet the
seven requirementautlined in R432152.
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These requirements stipulate the following:

1. The facility shall develop and implement written policies and procedures
that prohibit mistreatment, neglect, or abuse of a client.

2. Staff of the facility shall not use physical, verba&xsal or psychological
abuse, or punishment.

3. Staff shall not punish a client by withholding food or hydration (water,
drink) that contribute to a nutritionally adequate diet.

4. The facility shall prohibit the employment of individuals with a conviction
or prior employment history of child, client abuse, spouse abuse, neglect or
mistreatment.

5. The facility shall ensure that all allegations of mistreatment, neglect or
abuse, or injuries of unknown source, are reported immediately to the
administrator and to othefficials in accordance with 628-302 through
established procedures.

6. The facility shall have evidence that all alleged violations are thoroughly
investigated and shall prevent further potential abuse while the investigation
IS in progress.

7. The result®f all investigations shall be reported to the administrator or
designated representative and to other officials within five working days of
the incident and, if the alleged violation is verified, appropriate corrective
action shall be taken.

Improvements in laws and policies may be needed, but those can only est
a framework. Real human connectionsfused with positive values are what
will make all the difference in the lives of people with disabilities.

-Ed Burke

Other Considerations

DSPs should also understand that defining how to appropriately interact with
individuals with I/DD is not always outlined in law. The way DSPs interact and
provide supports can I mprove or hurt an
toprovidingsupports to individuals with disat
nor mal i zat i o While thidNgrincipleehas b&e® &rduind for over 50
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year s, and we have replac
developmentall i sabi | i ti es o, It s
DSPs provide

Principle of Normalization

ANor mali zation means a nor mal r
getting out of bed and getting dressed even when you are profoundly
retarded and physically disabled. It means eating under normal
circumstances: sometimes, during the span of the day, you may eat ||
large groups, but mostly eating is a family situation which implies res;
harmony, and satisfaction. A normal daily rhythnoaiseans not having
to go to bed earlier than your peers because you are mentally retarde
earlier than your younger sisters and brothers, or not too early becau|
lack of personnel. Facilities must also give consideration to the
individual's needdr a personal rhythm, allowing him to break away
occasionally from the routine (g
principle also implies a normal routine of life. Most people live in one
place, work or attend school somewhere else, and have lgipare
activities in a variety of places. Consequently, it is wrong when a reta
person, for example, has his training classes, his structured therapies
his recreation activities in tAHh

(p.1).

Limit the Use of Bstraint and Seclusion

DSPs should use least restrictive measures when supporting a person who
have behaviors. Using least restrictive measures in a respectful and dignified
manner aligns with the improving the qualdftlife theme of this training. Tén
importance of using leaséstrictive measures is important because of the negative
results from with using more restrictive measures such as physical restraints (for
example tying a person in a chair or using a rope/leash to keep person from
running ahad of group) and seclusion (keeping a person from others for example
requiring a person to sit at a table alone). Physical restraints and seclusion can
result in physical injury, psychological and/or emotional harm, and problem
behaviors occurring at thamme or increasing frequency (Finke, 2001; Vollmer et
al., 2011; Walker & Pinkelman, 2018). Further, restraints and seclusion are often

used inappropriately, are overused, dehumanizing, and dangerous. Any behavioral

intervention should not infringe on digyior rights of individuals with I/DD.
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DSPs should make a concerted effort to prevent restraining or secluding by using
escalation techniques and positive behavior supportsM$dale 7).

Sadly, there also have been recent examples were physicaintsshave resuli
in death of the individual with a disability
(https://www.npr.org/2018/12/09/675145052/schalerestudentwith-

autismdiedviolatedstateregqulationsofficials-say)

Include Individuals in Conversations
You can show respect of

individuals with 1/DD by including

them in conversatianFor example,

asking questions directly and looking

the person in the eye rather than

looking to other staff to answer your

qguestions. You will also be able to

model this respect in public in many

ways. For example, when ordering at _ 4 ¢ Ly

restaurant, the waittes may | ook at staff and ask,

instance, you could turn your body facing the individual you are supporting and

wait for the individual to reply. This is a naerbal cue (hint) that you are not

talking for the person and the inaiual will be speaking for themselves. In

addition, it is important to not takkegativelyabout an individual with I/DD with

other staff when the of the person with I/DD is in the roBor example, do not

talk about a behavior when there is a DSP sihifinge in front of the individual

with 1/DD.

e

Develop Strategies to Communicate with People who are\iobal

DSPs should ensure that individuals who arevernbal are given
meaningful time to communicate their feelings and wants and neéés show
look at how the individual is using neserbal actions and behaviors as a way to
communicateDevelop strategies to help an individual communicate such as
communication books and choice boards and/or utilize assistive technology.
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Give the Individual Tme to Process

When you ask questions of people you support, it is essential you give
adequate processing time of the question so the individual may respond
themselves. Processing time refers to giving time to think about the question and
understand what iseing asked plus time to think of a response and then say the
words. Recommendations range from five seconds for college students without
disabilities to 15 seconds to 2 minutes for elementary age children (McCarthy,
2018). You may have to fight your owmternal discomfort to answer for the
individual, but it is essential the individual is given the time to speak for
themselves.

Assume Competence

Assume that all individuals with 1/DD
have the ability to be in many places and lea
new skills. Do not assne that the way a pers
looks and communicates is how they think a
feel. TASH, an international advocacy
association focused on people with the highe™
support needs, gives guidance on strategies
presuming competence. R

Please read and refleat these strategies.

https://tash.org/wygontent/uploads/2019/03/Strategiesuming
Competence.pdiTASH, 2007).

AgeAppropriate Expectations

As a DSP, you should have agepropriate expectations of the person with
a disability. You may be in a position where you support both children and adults
with disabilities. In these situations, you should strive to develop activities or make
living arrargements that are age appropriate. For example, if a resideryeadd
old they may be interested in playing on the playground. This is an activity that
typical 10yearolds do; a48earo |l d pl ayi ng on a chil dren
age appropriate, is not a typical activity for a single, 4fearold man.

AgeAppropriate Activities

Activities should be based on a pers
example, any ningearold child would have difficulty sitting quietly watching a
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romantic comedy movie for an hour and a half. It is more appropriate the child
watch an agappropiate movie with their same agpeers and laugh with their
friends. In contrast, another example would be for ageks-old person with I/DD
to dress up and go tricker-treating which is an activity appropriate for fiens;
in this example it would beore appropriate for this person to wear a costume
while handing out candy rather than going dtwsdoor.

Limit Large Group Activities

DSPs should be aware that the community interest of individuals with I/DD
are not all similarCommunity activitesshul d be based on an i1
interest and needs and not be based on ease of transportation or time constraints
For example, do not arrange a large group activity, consisting only of people with
| / DD to attend a communiotfy tfruenecst,ioo m rs wa
Social inclusion happens when people are not segregated or in a largeFgroup
example, when at a community dance, it is unlikely that a dozen people with
disabilities staying in a group would be talkedy nondisabled people.
However, if two peoplevith disabilitieswere at a danc¢é is more likely that
people will talk to them and dance with them.

Ensure Appropriate Living Arrangements

Living arrangements should be age appropriate. For example, a child with an
intellectualdisability should not share a room or a bathroom with an adult. If an
individual lives with a roommate, the individual should have an opportunity to
choose a roommate of similar agdacing a person in a room merely because there
iIsanopenbedisnot@aonc ent ered pl acement or hel pi
of life.

Code of Ethics

The National Alliance for Direct Support Professionals (NADSP) Code of
Ethics (2016) may guide DSPs on their work and support of people with
disabilities and ensure their righ lead seldirected lives, and be included in their
communities. Although we will be highlighting the contents of the document, we
encourage you to read and discussdbde of Etiicswith your supervisor. The
NADSP identifies nine core principles of the code of ethics for DSPs. As a DSP,
you should read each principle as a commitment or oath to the people with
disabilities you support.

When working with children, the National Assaiton for the Education of
Young Children (NAEYC) also a code of ethical conduct which may give
guidance on your work with children. This code is based on the understanding that
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chil dhood is a Aunique and valuabl e st a
are highlighting specific ideals and principles of the NAEYC Code, we encourage

you to review the entir€ode of Ethical Conduct an Statement of Commitment

When working with children, the foundation of positive learning and development
outcomes is based on individual relationships with children that recognizes their
individual strengthsqualities, and potential while recognizing their vulnerability

and dependence on adults. As a DSP it is important that you support the rights of

each child to play and learn in positive and social environments that are age
appropriate for children withan wi t hout di sabilities tha
culture, language, and ethnicity (NAEYC, 2011).

NADSPO6s nine core principles

1 My first allegiance is to the person | support; all other activities and
functions Iperform flow from this allegiance.

1 1 will commit to promoting the emotional, physical, and personal-we
being of the people | support. | will encourage growth and recogniz
autonomy of those receiving support while being attentive and ene
to reducing the risk of harm.

9 I will support the mission and vitality of my profession to assist peo
in leading seHdirected lives and to foster a spirit of partnership with
people | support, other professionals, and the community.

1 1 will safeguard andaspect the confidentiality and privacy of the
people | support.

1 I will affirm the human rights as well as the civil rights and
responsibilities of the people | support. | will promote and practice
justice, fairness, and equity for the people | support and the commt
as a whole.

1 1 will respect the human dignity andigqueness of the people | suppo
| will recognize each person | support as valuable and promote the
value within communities.

1 I will assist the people | support to develop and maimntationships.

-35-


https://www.naeyc.org/sites/default/files/globally-shared/downloads/PDFs/resources/position-statements/Ethics%20Position%20Statement2011_09202013update.pdf

Module Summary

This module reviewed laws relatéo rights and privacy of individuals with
I/DD who live in an ICF/ID rights including healthcare, communication privacy,
personal privacy, group activities, free from exploitation, finances, and
communication to maintain relationships. The National Altefor Direct Support
Professionals has a Code of Ethics which provide guidance for providing quality
services. The Code includes DSP providing: pexsantered supports; physical
and emotional welbeing; integrity and responsibility; confidentialitysjice,
fairness and equity; respect; and relationships.

Key Takeaways

)l

All people deserve a quality of life that matches their normal daily
rhythms

People with disabilities have rights that must be recognized and ensured
by staff.

People with disabilitie should be supported to have commubiéged
experiences based on their individual interests and preferences.

The Code of Ethics should be followed by all DSPs to ensure people with
disabilities are given the same rights as all American citizens.

Childhodal is an important developmental state which requires us to
acknowledge their dependence on adults and their vulnerability.
Providing children with a positive playing and learning environment is
facilitated by respectful and aggpropriate activities.

Rdlection Questions
1 How have you helped individuals with I/DD communicate with family
members?
1 In what ways do you support children to communicate differently with their
family than a middleaged person?
1 How have you developed communltgsed activities for an individual with
I/DD based on interests, preferences and age?
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1 What are three ways you treat yteens differently from teenagers>yéar

olds? Or senior citizens?

SelfReflection
Ask yourself:

ok owbhE

N O

Do you listen to the children and youth you support?

Do you give youth time to express their feelings?

Do you allow the youth to make choices, even if bad choices?

Do you praise the child when they do a good job?

Do you ask children to perform tasks tha¢ the same what children their
age without disabilities are doing?

Do you tell the youth that you care about them?

Do you criticize the children and youth you support?

Do you criticize youth harshly when they misbehave?
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Module 3: AgeAppropriate
Supports and Services
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The purpose afnodule 3 is to provide DSPs with information about how to
ensure services and supports for youth, teenagers, and young adadjs are
appropriate The module will explore how to appropriately support different age
groups.

At the end of the module, you Mak able to:

1T Descri be why it is important to
make decisions about supports.

1 Describe ag@appropriate strategies to support elemenggy individuals
with 1/DD.

1 Describe ag@appropriate strategies to suppadolescentsiith I/DD

1 Describe ag@appropriate strategies to support young adults with 1/DD.

The following table lists key terms you will need to know for Module 3.

Term Definition

Chronological age | The actual age of an individual.
Mental age The age of someoneds mer
compared to individual v
chronological age.

Augmentative and | Alternative ways of communication to replace or

alternative supplement speech.

communication

Ageappropriate Using a personds chronol
activities and/or tasks.

Adolescent Children aged 108.

Young adult Adults aged 185.

Seltdetermination | The attitude and/or ability to make choicesdarselves
without external influence or interference.
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Introduction

DSPs working in ICF/IDs may work with children, teenagers, and young
adults with I/DD. Each age group engages in different developmental tasks and
skills. Services and supportsshdul b e devel oped according
individualized support needs. One common issue that arises when supporting

i ndi vidual s with | /DD is professionals
ment al age rat her t haageimdevelopskivieesahd al 6 s
supports. The idea of mental age was traditionally used as a way to express a

childdés intellectual devel opment; an i

performance of another individual without disabilities chronalabage. For
example, a 14earold- young adult who has a mental age of 5.5 years is
perceived to perform similar to a child who is 5.5 years. Unfortunately, relying
only on the mental age of an individual often results in low expectations and
services ad supports that are not always aggropriate.

As we previously indicated in Module I, the AAIDD describes intellectual
disability as a significant limitation in intellectual functioning and adaptive
behavior as expressed in conceptual, social, andiadakills. The AAIDD
outlines five specific assumptions for this definition that DSPs should understand
are listed in the table 3.1.

Table 3.1

AAIDD Five Assumptions

Assumption 1 Limitation in present functioning must be considered with th
context of community envir
age, peers, and culture.

The standards against whicl

Definition =~ compared are typical communibased environments, not
environments that are isolatedsmgregated by ability. Typical
community environments include homes, neighborhoods,
schools, businesses, and other environments in which peog
similar age ordinarily live, play, work, and interact.

Assumption 2 Valid assessment considengdtural and linguistic diversity as
well as differences in communication, sensory, motor, and
behavioral factors.

In order for assessment to be meaningful, it must take into
Definion account the 1 ndividual 6s di
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individual 6 s cul ture or ethnici
home), nonverbal communication, and customs that might
influence assessment results, must be considered in making
valid assessment

Assumption 3 Within an individual, limitations oftenoexist with strengths.

This means that people with I/DD are complex human beinc¢

Definition  who likely have certain gifts as well as limitations. Like all
people, they often do some things better than others. Indivic
may have the capabilities anengths that are independent ¢
their I/DD (e.g., strengths in social of physical capabilities,
some adaptive skill areas, or one aspect of an adaptive skill
which they otherwise show averall limitation).

Assumption 4 An important purpose afescribing limitations is to develop a
profile of needed supports
Merely analyzing someoneods

Definiton speci fying | imitations shot

developing a description of the supports the individeaids on
order to improve his or her functioning.

Assumption 5 With appropriate personalized supports over a sustained pe
the life functioning of the person with an intellectual disabilit
generally will improve.

If appropriate and personalized supports are provided to an

Definition  individual with ID, improved functioning should resuit lack
of improvement in functioning can serve as a basis for
reevaluating the profile of needed supports.

DPSs should consider these assumptions when supporting children,
teenagers, and young adults with I/DD as their support needs will shift according
to chronological age, context, and environment.
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Age-Appropriate Strategies to
Support Youth with I/DD

Youth (512 years old) progress through a number of critically important
developmental tasks and skills including developing social relationships and social
skills and learning and developing agjepropriate independent and sedire skills

Developing 8cial Relationships and Skills

Developing social relationships and social skills is a critical developmental
task for youth with and without disabilities. |
During this time, youth begin to develop
friendships and the skiIIs necessary to

important playtime and sharing skills (Sma‘
2012). As outlined |
assumptions above,
functioning must be considered with the
context of community envir ormpeesmabhds typic
cul ture. o Because these early experien
with other individuals across developmental stages, it is important that youth with
I/DD have meaningful opportunities to engage in structured and unstructured
schooland community activities with sanage peers with and without disabilities.

DSPs can support and encourage the development of social relationships
through the perseoentered planning process. DSPs should also work with parents
and guardians to determihew to create meaningful interactions by asking basic
guestions, such as:

1 With whom does the child have relationships and friendships outside of

the ICF?

1 Who does the child like to spend time with outside of the ICF?

1 What type of communitpased activigs does the child like to do?

Communication is one of the barriers to meaningful interactions between
peers. To help facilitate interactions, the DSP sheskkss he yout hodos
communication and social skills to determine what skills need to be targeted for
support/instruction and how to develop personalized supports that can be sustained

prese
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Figure 3.1 gives examples of areas to assess for communication and socialization.
Once a DSP has assessed the communication and social skills of child,

the DPS can theredlelop instruction, supports, and specific

accommodations to facilitate meaningful social skifisr youth who do not

have verbal communication skills, DSPs should determ@uirggnentative and

alternative communication (AAC) devices that can be used titdéei

meaningful interactions. In the past, communication devices were commonly

used to articulate preferences and have conversations with others. The

American SpeechanguageHearing Association explains that there are two

types of AAC: unaided systemaaaided systems.

American SpeechLanguageHearing Association Definitions of AAC

Unaided Systems
You do not need anything but your own body to use unaided systems. T}
include gestures, body language, facial expressions, and some sign
vocabulary.

Aided Systems

An aided system use®me sort of tool or devic&here are two types of aide
system8 basicandhightech.A pen and paper islasic aided system.
Pointing to letters, words, or pictures on a board is
abasicaidedsystem.Touchingletters orpictures on a computer screen that
speaks for you is high-techaidedsystem Some of thesepeeckgenerating
devices, or SGDganspeakn different languages.

Refer tohttps://www.asha.org/Practigeortal/Professional

Issues/AugmentativandAlternative Communication/#collapse_far
resources on how to develop AAC for individuals you support.
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Figure 3.1
Areas to Target for Instruction and Support

Communication and Socialization Checklist

Communication Social Skills
Yes | No Yes | No

1 Expresses continuation or 1 Responds to the presenc

more and interaction of others
1 Makes choices when 1 Initiates social interaction

provided options
1 Makes requests 1 Sustains social interactiol
1 Expresses rejection/refusa 1 Terminates social

interaction

1 Express greeting/goodbyeg 9 Distinguishes interaction

with different people
(family, friends,
acquaintances, strangers

1 Sustains communication 1 Maintains socially
with others acceptable behavior

1 Initiates communication 1 Accepts assistance from
with others others

1 Responds to questions
9 Asks questions
Notes: Notes:

Note: Adapted fronGGiangreco, M. F., Cloninger, C. & lverson, V. (2005)
Choosing outcomes and accommodations for children: A guide to education
planning for students with disabilitieg" edition. Baltimore, MD, Paul H. Brooks

Developing AgéAppropriate Independent and S€lare Skills

An important development tasér youth with I/DD is learning skills for to
be more independent such as drinking and eating, using utensils, dressing and
undressing, using the restroom, washing hands, brushing hair, recognizing
dangerous situations, using crosswalks, etc. DSPs should assess what a youth with
I/DD needs to learn to become more independent in these areas. Madllile
review how DSPs can uslee ecological assessment framework to assess and teach
these skills.
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AgeAppropriate Communication

DSPs should use simple sentences anehpgeopriate vocabulary and
provide clear expectations when interacting with youth with I/DD. When supporting
children, refrain from using vocabulary and phrases which they may misinterpret.
Youth with I/DD and maynterpret words literally. Therefore, saying common
idioms (such as save your breath; bite your tongue; and, pulling your leg) should
not be used becaudeely can cause confusion. Sarcasm and words/phrases with
double meanings may also be difficult for youth, individuals with autism, and
individuals that English is a second language to interpret correctly and should not
be used

Using Visual Supports

When youth are asked to engage in a sequence of tasks, using visual cues are
ways to provide support to the youth and allowing them to perform the task
independentlyThere are multiple strategies
which may be used by a DSP. You may find
thatsome strategies work well for some youth =
and not others. Providing visual supports of re
pictures may make instructions or requests
clearer to youth. A real picture allows the chilc
to see what you are asking of them rather thal
showing a drawing which ay be misinterpretec
by the youth. The picture may also help the
child recall what you are asking of them. In this
example, this youth is being told the schedule of where they are going to be. A
visual reminder may be helpful to prepare youth what tastksetivities are
scheduled throughout the ddsigure 3.2 gives an example of visual reminder of a
schedule.
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Age-Appropriate Strategies to
Support Teenagerswith 1/DD

The developmental tasks for teenagers with I/DD shifts as they physically
mature ad prepare for emerging young adult roles. DSPs should develep age
appropriate supports and serviceg
that align with the developmental,
tasks and skills for this age grOU|cL
Important considerations for .
teenagers include developing
social skills, developingetf-
regulation skills, understanding
and supporting physical
development and sexual maturit
developing skills for
independence, and developing a vocational identity.

Developing Social Skill$eenagers

The social skills of adolescent and young adultgrbeo shift to emerging
skills needed to engage in school, work, and commioased recreation and
leisure environments. When a young adult with 1/DD does not develop certain
social skills or adaptive skills to engage in multiple environments, it maty lim
access to these environments. There are number of adaptive social skill areas that
DSPs can assess and develop supports for teenagers and young adults (Paraschiv &
Olley, 1999). Figure 3.3 lists these areas. As you examine these areas, consider
ways inwhich an adolescent or young adult who does not have verbal
communication can use these skills.
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Figure 3.3

Adaptive Social Skills Areas for teenagers and young adults.

Basic Social Skills
Starting and maintaining a
conversation
Asking questions

Saying thank you
Giving and receiving complements
Introducing oneself

Problem Solving
Asking for help
Following directions
Dealing with conflicts
Asking for permission

Self-Advocacy
Knowing personal rights
Advocating for personaleeds and
concerns

Boundaries
Understanding physical boundarie
Understanding sexual boundaries

Communicating personal

boundaries

Paraschiv and Ollef1999) recommend specific strategies to assist and teach
individuals learn these skills:
1 Engage in active learning of the skilearn by doing in applied environment.
1 Uses natural reinforcement. Let the individual experience positive results for
engagingn the appropriate social skills.
1 Use individual instruction. Develop individualized programs to teach these
skills.
It is important to consider that these skills will not develop in isolaBoweial skills
are learned skills that need to be taught mext. DSPs should look for meaningful
opportunities to teach individualized skills and provide opportunities for the
individuals to practice.

Developing 8lf-DeterminationSkills

Self-determination skills are important skills for teenagers and youngsadul
(Carter et al., 2013). Seffetermination is directly correlated to improved quality
of life because an individual with I/DD makes decisions that directly impact their
life (Wehmeyer & Field, 2007).
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Definition of Self-Determination
Wehmeyer(1992)
AThe attitudes and abi | causakege mte qiun r ®mde
| i fe and to make choices about on
or interferenceo (p. 3¢

According to Wehmeyer & Field (2007), the components Ibf se
determination include:
9 Choice making

Decisions making

Problem solving

Goal setting and attainment
Self-regulation and selfnanagement skill
Selfadvocacy and leadership skills
Selfawareness

Self-knowledge

=4 =42 =4 4 5 -4 4

A DSP can help facilitate setfetermination of teenagers with I/DD by
teaching and supporting each of the skills above in applied contexts. Teaching and
supporting these setfetermination skills is important for teenagers and young
adults because this @agroup is expected to engage in a variety of educational,
community, and vocational settings. In fact, research suggests that teaching choice
making, decision making and problesulving skills improves community
outcomes, improves vocational tasks, img®the capacity of individuals to
identify abusive social interaction, and improves options for meaningful recreation
and leisure options (Wehymer & Field, 2007).

The National Center on Secondary Education and Transition (Bremer et al.,
2003) developed @p sheet for promoting setfetermination (Table 3.1). DSPs
should reference this sheet when facilitating-dellermination.
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Table 3.1

NSCETOSs

Tip Sheet

f or Promot i SD

ng

Promoting SelfDetermination in Youth with Disabilities: Tips for Families

= =4 =4

and Professionals

Promote Choice Making

Promote Self Advocacy

Identify strengths, interests, and 9§ Encourage communication and se

learning styles;

Provide choices about clothing,
social activities, family events, anc
methods of learning new
information;

Hold high expectations for youth; §

Teach youth about their disability;

Involve children and youth in self

determination/seladvocacy;

opportunities in school, home, and

community;

Prepare children and youth for
school meetings;

Speak directly to children and
youth;

Involve children and youth in
educational, medical, and family
decisions;

Allow for mistakes and natural
results;

Listen often to cidren and youth.

Encourage Exploration of
Possibilities
Promote exploration of the world
every day;
Use personal, tactile, visual, and
auditory methods for exploration;

Identify young adult mentors with

similar disabilities;

representation;

Praise all efforts of assertiveness
and problerrsolving;

Develop opportunities at home an
in school for seHadvocacy;
Provide opportunities for leadersh
roles at home and in school;
Encourage selddvocates to speak
in class;

Teach about appropriate
accommodation needs;

Practice ways to disclose disability
and accommodation needs;
Create opportunities to speak abo
the disability in school, home,
church, business, and community.

Facilitate Development of Sel
Esteem
Create a sense of belonging withir
schools and communities;
Provide experiences for children
and youth to use their talents;
Provide opportunities to youth for
contributing to their families,
schools, and communities;
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Talk about future jobs, hobbies, ar § Provide opportunities for

family lifestyles;

Develop personal collages/scrap
books based on interests and goa
Involve children and youth in
service learning (4H, AmeriCorps,
local volunteering).

Promote Reasonable Risk Taking
Make choice maps listing risks,
benefits, and results of choice;
Build safety nets through family
members, friends, schools, and
others;

Develop skills in problem solving;
Develop skills in evaluating results

Encourage Problem Solving
Teach problem solving skills;
Allow ownership of challenges anc
problems;

Accept problems as part of health:
development;

Hold family meetings to identify
problems at home and in the
community.;

Hold class meetings to identify
problems in school;

T

T

T

T
T

T

T

l
T

=

individuality and independence;
Identify caring adult mentors at
home school, church, or in the
community;

Model a sense of seffsteem and
self-confidence.

Develop Goal Setting and Planning

Teach children and youth family

values, priorities, and goals;

Make posters that reflect values a

are ageappropriate;

Define what a goal is and

demonstrate the steps to reach a

goal;

Make a road map to mark the sho

term identifiers as they work towat

a goal;

Support children and youth in

developing values and goals;

Discuss family history and culture

make a familytree;

Be flexible in supporting youth to

reach their goals; some days they

may need much motivation and

help; other days they may want to

try alone.

Help Youth Understand Their
Disabilities

Develop a process that is directed

by youth for seHidentity: Who are

you? What do you want? What are

your challenges and barriers? Wh

supports do you need?

Direct childrenand youth to write

an autobiography;

Talk about the youth's disability;

Talk about the youth's abilities;
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1 Allow children and youth to 1 Involve children and youth in their
developa list of selfidentified IEP;
results. 1 Use good learning style inventorie
and transition assessments;
1 Identify and utilize support system
for all people.

Supporting Physical Development and Sexual Maturity
DSPs should understand and positivel
support the physical development and sexu§
maturity of teenagers and young adults withi=
I/DD. Teenagers and young adults will
experience many physical, sexual, and
emotional changes from a period roughly
between ages 1P1. Figure 3.4 gives a & R
timeline for the stages of adolescence adapted from Healthchlldren org (2019).

Figure 3.4.
Timeline for Development

Timeline for Development

Age Stage Description
1013 Early 1 Body changes, including hair growth under
Adolescence the arms and near the genitals, breast
Development & development in females and enlargement ¢
Growth the testicles in males.

1 Many girls may start theperiod at around
age 12, on average3years after the onset
breast development.

1013 Early 1 Things are either right or wrong, great or
Adolescence terrible, without much room in betwedhis
Concrete normal at this stage for young peojpie
Thinking center their thinking on themselves (called

"egocentrism")
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10-13 Early 1 Early teenagers explore ways of being
Adolescence independent from their family. In this
Need for Privacy process, they may push boundaries and m
react strongly ifparents or guardians
reinforce limits.

14-17 Middle 1 Males typically start their growth spurt, and
Adolescence pubertyrelated changes continue. Males m
Physical Change:  have some voice cracking, for example, as
their voices lower.
Some develop acne.
Physical changes may be nearly complete
females, and most girls now have regular
periods.
Interest in Sexual  Teenagers begin to explore their sexual
Exploration identity
1 Adolescent males and females typically
explore sex and sexuality through
masturbation.
1 May engage in sexual activity with partners
1921 Late Adolescence  Physical development complete and full ad
height

= =4

Given the adolescence timeline, DSPs should develop@g®priate and
respectful strategies to support adolescent development, including: (a) teaching
proper hygiene skills, (b) teaching feminine hygiene skills, (c) allowing for privacy
for sexual explaxtion, and (d) teaching about private and public space. Itis
Important to remember that because adaptive skill deficits of teenagers with I/DD,
many of skills will need to taught. Teaching and supporting these skills should
always be implemented with pesfsionalism and respect. Many of these skills can
be taught using the strategies discussed in Modul&ivexample of how female
researchers taught feminine hygiene skills (changing sanitary napkins,
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC489302@ individuals with
disabilities in the presence of their mothers is described below. (Veazey et al.,
2016). The researchers developed &tEp task analysis (TA) and used prompting
strategies that will be discussed in Module Mihis analysis and corresponding
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research demonstrate that hygiene skills can be respectfully taught to individuals

with

|/DD.

NoghkobdhE

© ®

. Puts underwear on and pulls up to her knees.
10.
11.
12.

13.
14.
15.
16.

TA to Teach Sanitary Skills
Walks to the bathroom.
Pulls down underwedrelow knees and sits on toilet.
Removes soiled sanitary napkin from underwear.
Wraps soiled sanitary napkin in toilet paper.
Disposes of sanitary napkin in the garbage can.
Removes soiled underwear.
Wipes vaginal area at least once with toilet papeenaove residual blood
and drops paper in toilet.
Removes clean underwear from basket near the toilet.

Opens clean sanitary napkin from basket near the toilet.
Disposes of outer covering in the trash can.

Fastes sticky side of sanitary napkin lengthwise in underwear and preg
into place.

Pulls up underwear and outer clothes.
Flushes toilet.

Washes hands.

S€EeS

Grabs underwear by the waistband and places it into the washing mac

In regard to sexual educatioorfindividuals with 1/DD, DSPs should teach
specific skilk, such as, healthy boundaries about appropriate touching and
hugging, inappropriate and appropriate sexual language, inappropriate and
appropriate times for masturbation, and sexual rights. DSRedshe cognizant of
the fact the individuals with I1/DD have the right to explore sexuality without
judgement of staff; the role of the staff is to teach appropriate times and places to
engage in this exploration. There are a number of resources thalpdn3f
provide ageappropriate, respectful strategies for sexual education.

o Vehmas, S. (2019). Persons with profound intellectual disability and their

right to sex Disability and Society34, (4), 519539.
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o Dauvis, T., Machalicek, W., Scalzo, R., Kobylecky, Campbell, V.,
Pinkelman, S., Chan, J., & Sigafoss, J. (2016). A review and treatment
selection model for individuals with developmental disabilities who
engage in inappropriate sexual behavior

o0 Association for Behavior Analysis Internationfl(4),389-403.
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5118249/

0 Sexual Resource Center for parents.

= http://www.srcp.org/for_some_parents/developmental_disabilities/
the_specifics/mastDD.html

0 Respect Ability.

= https://www.respectability.org/resources{tsaleducation
resources/

Module 3 Summary

Module 3 provided information about how to provide amgpropriate
services and support®SPs should take steps to ensure that supports and services
are provided to individuals with I1/DD based dmronological and not mental age.
DSPs should also ensure that youth and teenagers with 1/DD are taught skills that

align with the developmental tasks and
Finally, ageappropriate supports and services should be tasedhance an
i ndi vidual 6s strengths and interests.

Key Takeaways

i Limitation in present functioning must be considered with the context of
community environments typical of the

1 Social skills are learned best in réi€ settings.

Self-determined individuals make important life choices.

1 Teenagers should be taught healthy boundaries about appropriate touching and
hugging, inappropriate and appropriate sexual language, inappropriate and
appropriate times for masturbati@nd sexual rights.

=
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Module 4: Informed Choice and
PersorCentered Planning




This module gives information about persoentered planning (PCP) and
services to ensure youth, teenagers, and young adults with I/DD are actively
involved in planning their longerm and shofterms goals. This module will
explore the use PCPsdevelopmeaningful activities that are tailored to the
i ndi vidual s6 unique strengths and i nter
understand the relationship between PCP, informed choice, and supported decision
maki ng which are key tyofliemproving the vy

At the conclusion of the module, you will be able to:

1 Understandselhdvocates and their f amil

1 Understand the difference between systeststered vs. perserentered
services.

1 Describe the PCP and why itimportant to quality of life.

1 Describe how PCP services and programming results in informed
choice.

91 Describe supported decision making and its process in supporting the
independence of youth with disabilities as they become adults.

The following tabldists key terms you will need to know for Module 4.

Term Definition

Informed Choice Being able to make an independent decision based ¢
information given, realife experiences, and examples
Capacity The mental and/or physical ability to madkecisions ang
provide for oneself.

Seltsufficiency |l ndependently being abl g
financially and emotionally such as food, shelter, and
safety.
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Introduction

The practices shown in this module are based are théhaemformed,
independent decisiemaking is a learned skilled. DSPs play a key role in helping
youth with I/DD learn to make daily choices and informed decisions about their
lives. Supports to make informed decisions shifts as the individual with I/DD
learns these critical skills. The opportunities to gain multiple experiences and
practice daily decision making cannot begin at age 18, it must start at younger ages
and build over time to more complex decisions in getting ready for adulthood
Self-advocatesnd families with disabilities have led the movement for improving
the quality of services for people with disabilities. By sharing their lived
experiences and advocating for equality, people with disabilities assist all of us to
understand the perspeds of people with disabilities and their preferences for
supports. One advocacy effort centers around informed choice and legal capacity.
Laws and policies have helped and encouraged DPS to support the informed
choice of individuals with I/DD. A new suppqgraradigm is emerging requiring
DSP and agencies who support individuals with I/DD to recognize that all people
have the ability to make informed choices in their lives

PersonCentered Planning Process

To support youth with disabilities with making imfised choices, the DSP
can use the PCP process. PCP is way to help individuals with I/DD strengthen their
ability to make meaningful, informed choices about their futures. The PCP process
focuses on the person rather than their disability shown in thé=igure 4.1, the
PCP approach contrasts with the systantered approach that traditionally
focused on the i ndi viPbudng gesorcdnieeedy nosi s
supports is the first requirement of the NADSP Code of Ethics. The Code states
that toprovide persosrt e nt er ed supports DSPO6s must
social network, circumstances, personality, preferences, needs and gifts of each
personé|[ which are] the primary gui des
supports forthatpes on 6 ( NADSP, 2016, p. 4) .
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Figure 4.1
Evolution of the PCP Process

System Centered

1 Focus on diagnosis 1 Focus on the person

1 Deficit (weaknesses) 1 Strengths based
based 1 Person chooses activitiep

7 Staff choice based on interests and

1 Restricted choice (give preferences
1 or 2 choices that may 1 Person engages with
not even interest a people of choice and
person) similar interests

1 Group activities 1 Person engages in

1 Segregated settings communitybased

settings

Adapted rfireoom &6 Bri en; 2000; T
2007; Werner, 2012.

Identifying persorcentered supports begins with the PCP process. PCP
recognizes that the individual with a disability and their families are the experts
and should be given the pesct and dignity to make decisions (Ciccarello &
Henry, 2014). PCP is a flexible process which is led by the person with a disability
and includes a planning team made up of people important to the person and who
know the person best (including family meen$, friends, neighbors, community
members) and professionals. PCP focuses
preferences, support needs to develop g
2000; Taylor & Taylor, 2013; Werner, 2012). A PCP may focus/bole-life
planning or address one area such as individualized supports, housing, or
employment. Although PCP does not quickly fix problems, when PCP is
devel oped, the persond6s outcomes shoul d
presence (being in the commuit(b) more community activities and
relationships; (c) helped others by having valued roles; (d) make choices and have
control of their lives; and (e) improved skills and abilities in their strengths and
I nterest areas ( Qdhe AAIRDM(2010) réeadnmBnendstimat 1998
planning teams work together using a fstep process to assess, develop, plan,
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and deliver supports through a pers@mtered process
9 Step 1. Identify desired life experiences and goals.
1 Step 2. Determine the pattern antensity of support needs
1 Step 3. Develop an individualized plan
1 Step 4. Monitor the progress.
1 Step 5. Evaluate.

Information from this process should be used to creat@pgepriate
supports and services. Information about age appropriates suppgbgsraices is
discussed imodule 3.

As a DSP, you may be asked by an individual with a disability to participate
in their PCP meeting. Therefore, we want you to be familiar with the meeting
process. PCP requires a facilitator (leader) using a PCP frarkewmethod to
lead the planning meeting. Most PCP methods include (a) creating a vision for the
future (Where do | want to be in 5 years? What do | want to be doing in 5 years?
Where do | want to be working iengthss year
and interests (What am | good at? What do | like doing?); (c) identifying the
personbés support needs and preferences
helping me? What do | like doing best?); (d) identifying needed resources and/or
skills toachieve the goals (What do | need to learn?); (d) identifying-skont
goals which are focused on the vision (What can | do today to help me get the job |
want?); (f) developing an action plan to achieve the deom goals (Taylor &
Taylor, 2018&; O68Bren, 2003).

Charting the LifeCourse framework has been adopted statewide by the Utah
Department of Human Services, Division of Services for People with Disabilities

(https//dspd.utah.gov/resources/persmmtereeplanningj.

The Charting the LifeCourse (CtLC) framework was created to help
individuals and families of all abilities and all ages develop a vision for life
think about what they need to know and do, idgrtow to find or develop
supports, and discover what it takes to live the lives they want to live.
CtLC includes planning for eight areas: daily life and employment; commu
living; social and spirituality; healthy living; safety and security; advoeancy
engagement; supports for family; and supports and services.

There are multiple Charting the LifeCoutsels which may be used to lead
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a PCP meeting. To learn more about each of these tools review the linked videos.
9 Tool for Developing a VisiarThe tool helps the individual and the PCP in
developing a shared vision with the individual in the 8 areas. The outcome
of this tool is setting longange goal for the individual to develop an
improved quality of life in all life areas.
9 Life Trajectory WorksheeT his tool helps the individual to create a vision
for the future basd on their preferences and past experiefidas tool
helps the individual and PCP team to figure out what they want based on
their preferences as well as things to avoid based on their past negative
experiences. This tool results in a visual which shawmngterm goal of
what a person wants, as well as what
1 Integrated Supports Starhis tool leads a discussion with the individual
and their team for a holistic (whole life) analysis of the support available.
1 The Relationship Map : This tool leads a conversation to idgnpeople
who ar e i n t hEhistoa chnidentdyarads wherel i f e
relationships are and are not in the
9 Tool for Exploring DecisioAViaking SupportsThe tool helps individuals
and PCP team explore the level of support needed in making decisions for
each area.
1 Integrated Loneterm Support Needs Todrhis tool is used to visualize a
daily schedule of the supports an individual currently receives, figure out
needed where supports may be needed.

Reflection Questions
1 In what ways are you supporting a person to lalaionships with
friends & family?
In what ways ddahe people you support show their preferences?
What opportunities do the people you support have to learn & prac
independence?
T How are you | istening and ackn

= =

Informed Choice
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Without reallife experiences, the person with a disabilit
will be unable to make an informed choice about theiy
strengthsinterestsand preferences.

All individuals are given more freedom and choice as they growaonsth
are guided by parents, gdans, teachers, support professionals as they go to
school, daily living skills, and be active in their towAs a child becomes a
teenager, more and more choices for independence are given to the individual. By
the time and they start middle school dagh school (1421-yearold), teenagers
are encouraged to make choices and make decisions about their employment,
training, independent living (where they live) and community participation (where
they go and what they do in their town). Unfortunately thomith I/DD may have
limited experiences in life to explore and learn about the different careers, training,
housing, and community activities (Wehman et al., 2019). Many people with
significant disabilities are not always given opportunities to makenreéd
choices(NeelBar nes et al ., 2008). Why arenot
chances to learn about being an adult? First, people may think the youth with a
disability is not able to make informed choice. Second, an individual may lack
experiencesis chool , home, and community (town
real i f e experiences, the person with a d
informed choices about their strengths, interests and preferences (Curryer et al.,
2015). For example, a transitirage youth has only worked in the laundry sorting
clothing by color. When asked what type of a job they would like in the future,
they are more likely to say the only job they krioworking in a laundry.
However, if this youth had the chance to perfonany jobs in different
businesses, they might want a different job.

Concerns about Health Care
Parents and family members of people with disabilities are frequently wq
about decision making about healthcare.
Supported Decision Makingdeo gives examples of individuals making
supporteedecisions related to their healthcare.

By giving many opportunities to explore jobs, community events (festivals,
clubs, dancesgnd recreational activities (swimming, biking, hiking, skate
boarding, skiing, etc.), youth and young adults with I/DD are able to make an
informed choice of their preference of daily activities and commbaged
activities.
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Research on Transition b Work
Research suggests that transiHage youth who have more work experience
or jobs before exiting high school are four times more likely have a paid j(
an adult (Mazzotti et al., 2021).

There are evidendeased lesson plan starters for teaghidecision making
skills for youth with I/DD (for exampldJsing SelfMonitoring to Teach Decision
Making for Leisure Activitiey For youth who are newerbal, a chice board of
pictures of activities given to them may be used to point/eye gaze and pick the
preferred activity. The first step in decistoraking instruction is to assess the
youthdéds current | evel of dSeog Losk, anch maki n
Listen: Planning for Independence and Adult Decisubeking Supportcan be
used with any age of youth to develop a baseline of their opportunity for making
decisions in their lives.

Activity
DownloadStop,Look, and Listen and complete it for a youth that you
support at the ICF/ID. After completing the assessment and reading th|
the opportunities to develop independence and practice decision maki
ask yourself how you can integrate this tool intoayoh 6 s pr og
and supports every day.

Supported Decision Making

Parent(s) or guardian(s) must be included in all decisions about youth who
have not reached the age of majority. Once a youth reaches the age of majority
(age 18 as established by Utabde 152-1), the youth becomes and an
emancipated adult. An emancipated adult means the person has the legal right and
responsibility to make all education, housing, healthcare, financial, legal, and daily
decisions in their lifeSSome people will requeradditional support in order to learn
and practice decisiemaking skills (Werner, 2012). Supported decismaking
(SDM) ensures people can make their own decisions and have personal control of
their lives, while receiving the support and guidance tlemdriio make informed
choices. SDM empowers people with disabilities to use a combination of supports
from family members, friends, trusted community members and professionals to
provide supports and guidance for decision making (Dinerstein, 2012). Through
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SDM, people with disabilities can be independent with the least restrictive support.
Research has shown that youth independence and decision making is a predictor to
postschool success (Mazzotti et al., 2021).

The National Resource Center for Supported Decision Mdiasgdentified
the following process for an individual with a disability to consider when
establishing a support relationship:

1 Think about the type of decisions the person you supeedshelp
making and the type/amount of help needed.

9 Talk to people who can help and discuss what type of help is needed
when.

1 Then, when the person needs to make a decision and needs help to
understand it, the person and supporter get together peitsan can get
the help and make the decision.

1 Create a written plan saying the people who will provide support, whe
they will provide it, and how. The person with a disability may want tc
share that plan with others. For example, if the individual wtheis
sisterds support making medical
person and their sister would outline that support. Then, the plan wol
shared with the doctor, so the doctor recognizes the sister as part of
persondés health care team.

Guardianship and Least Restrictive Alternatives

Guardianship decisions are based on the assessment of the capacity of an
individual. Under Utah code, capacityincapacity is measured by functional
limitations and means a judge decides after proof by clear evidence that an lacks
the ability, even witlappropriate technological assistance, to meet the essential
requirements for financial protection or physical health, safety, ccasdfand (a)
receive and evaluate information, (b) make and communicate decisions, and (c)
provide for necessities suchfa®d, shelter, clothing, health care, and safety (Utah
Uniform Probate Code 75-110). A court petition for guardianship must include a
written report/evaluation that was performed by a physician or psychologist. The
report must provide a comprehensiveessment of any functional impairments
and a description of how theselni mpair me
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aligning with the QOL standards previously discussed, a guardianship should serve
as an advocate for an individual with 1/DD to be more atfiinvolved in the
decisionmaking process.

When addressing healthcare needs, tagadalGuardianship Associations
(NGA)st ates that the per s omakisgpmassshowd pat i
be maximized. The guardian should learn all of theioa¢dacts about the person
with I/DD and understand the health care options and the risks/benefits of each
option. After the guardian educates themselves, it is important they encourage and
assist the individual with 1/DD to learn the same facts aboute¢haéh care
options. Based on that knowledge, the individual with 1/DD should be supported to
direct the decision (National Guardianship Association, 2013, p.15).

Although an adult with I/DD may have a guardian appointed by the court,
the guardian shouldontinue supporting the setetermination and independence
of the person with I/DD. Any decisions that are made should have the input and
direction of the individual with I/DD. The guardian should also ensure that all
deci si ons r es pightstandtbépeovided id thevidast nesrictives
environment (National Guardianship Association, 2013, ). 8
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National Guardiansh Associations (NGABtandards

for DecisionM aking
The guardian shall i denti fy and
preferences. Goals are what are important to the person under guardian
whereas preferences are specific expressions of choice.
First, the guardian shall ask the person whay tvant.

preferences.
Third, only when the person, even with assistance, cannot express Higir

person to determine what the individual would have wanted.
Finally, only when the personds

Association, 2013, pp-3).

Second, if the person has difficulty expressing what they want, the guarc
shall do everything possible to help the person express their goals, need

and preferences, shall the guardian seek input from others familiar with {

may the guar di an bebstanterest National Guandensiuy

Implications for Youth Under Age 18

DSPs can support youth under age 18 to build functional capacity to make

informed decisions. Functional capacity skills are particularly importarmiusec
petitions for guardianship appointments are often made with the intention of
protecting the safety and wdikeing of an individual with I/DD. The court uses
i nformation submitted to the court

limitations. Unfortunately, the
tests used to determine the
capacity of individuals with
I/DD are typically
standardized assessments st
as intelligence (1Q) test and
behavior scales (Millar &
Renzaglia, 2002). These test
do not accurately address th
functional skils needed to

N N,

abou

make independent living choices. Further, there seems to be little planning at the
middle school and high school level to prepare and support youth and young adults

to make important decision (Pay@dristiansen & Sitlington, 2008). The midd|
school and high school transition years are critical time to teach the functional
skills need to make informed decisions. There are multiple assessments (i.e.

Guardian Alternative Model, Guardian Alternative Assessment Template,
Supported Decision Makingersonal Factors Inventorgyailable for
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professionals to guide individuals, parents, family members to figure out the level
of support needed for decisiomaking (Oertle & Riesen, 201%or example, the
Guardian Alternatives Assessment Template (GAdd@yeloped by Millar (2014),

Is designed to ensure youth with I/DD explore alternatives to guardianship and to
develop the skills that are aligned with salffficiency.

The GAAT helps individuals with I/DD and their family identify a vision
identify values, and identify preferencé@fie GAAT has several sections
that examine:
1 Daily living
o0 Independent living, money, transportation, social skills,
vocational skills.
1 Cognitive functioning
o Problem solving, executive functioning, communication.
1 Risk of harm and least restrictive guardianship alternatives
o Consent for medical treatment, money management.
1 Opportunities to enhance capacity

The GAAT and other assessment strategies reinforce the need to look for
least restrictivalternatives to guardianship and prepare individuals for the
demands of adult livingrable 4.1 provides a summary of the most common least
restrictive alternatives.

Table 4.1
Summary of Least Restrictive Alternatives

Summary of Least Restrictive Altermnags

Alternative Description
Advanced health| Oral and written instructions about future medical care
care directives | should the individual become unable to make decisions (
example, unconscious or too ill to communicate). Each s
regulates theise of advance directives differentlyliding
will is one type of advance directive. It takes effect when
patient is terminally ill. An advanced health care directive
can be part of a living will.
Health care A health care power of attorney lists who is assigned to 1
power of attorneyheal t h care rel ated deci s
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document includes the age
guidance on the preferences and wishes of the individua
(including endof-life care), and when the document will
become effective.

Financial
representative
payee

A representative payee is for Social Security Income. It
all ows another person or
income The payee will need to keep good recordsase
there is an audit to show how the money is spent to pay
personal living expenses the person with a disability.

Credit limits and
prepaid credit
cards

Credit limits and prepaid credit cards can be option for
individuals who may have difficulty leping track of credit
limits or finances

Special needs
trusts

Trusts are legal arrangements between an individual ang
another person (or institution) called a trustee. The truste
manages the adultds asset

including their monewand property. Upon the death of the
person with a disability, any money left over will go to the
beneficiary
of the trust.

Durable power of
attorney

A financial power of attorney is a document designating
another person to manage and assist the indilidith
finances. A durable power of attorney becomes effective
immediately upon signing the document.

Module Summary

This module provided an introduction to persmmtered planning and the
foundation it gives to facilitate informed choice and supped&dsion making

related to independent living, competitive integrated employment, inclusive social

and recreational agities. This module provided information on ways in which

people with disabilities can make informed choice through supported decision
making Finally, this module addressénhe various types of guardians and gives
guidance for guardians to promote thédinv i d u al 0 s -detdrngnatiorsin a n d

the least restrictive environments.
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Key Takeaways

)l
)l
)l
)l
)l

PCP focuses on the personds strength
to develop goals with the person.

Youth independence and decision making is a predio postschool
success.

At the age of 18, all individuals become emancipated adults regardless of
disability.

Supported decision making allows people with disabilities to make informed
choices and maintain their rights and independence.

Theguar di andés role iIis to advocate for
preferences in the least restrictive environment.
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Module 5: Collaboration and
Transition from Secondary
School to Adulthood
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This module gives information about how to successfully collabavéte
parents, guardians, and adult service providers to support traregggoyouth with
I/DD obtain meaningful adult outcomes. The moddkntifies ways a DSP may
collaborate with secatary special educatots develop transition individualized
education programs (transition IERg) successful postsecondary outcomes. The
module will also review how to work with adult service providers, such as
vocational rehabilitation counselors ardlli service agencies, to work toward
community inclusion and competitive integratsdployment goal.

At the conclusion of this module, you will be abte to

services

1 Understand the roles and responsibilities of parents and transition
stakeholders in thigansition process.
0 Understand effective communication and collaboration strategies
with parents
o Know the impact of age of majority on planning meetings and

o0 Know the essential elements of effective collaboration
1 Understand the purpose of the tiéina IEP and its components.
o Know the predictors for successful postsecondary outcome$
0 Able to read and understand the sections of the transition 1P
0o Learn what information to exchange daily with school conta¢t
1 Identify ways to contribute to the successfansition for youth into
inclusive community living, participation and competitive integrated wo

The following table lists key terms you will need to know fbodule 5

Collaborate

To work jointly with others to completetask or goal.

Secondary educatior

Education from grade 6 to 12.

Postsecondary

Education following secondary education.; typically
done from age 18 to 21.

Community inclusion

Inclusion in the community through employment, leis
and recreational activities, and/or health services.

Competitive

integrated

Employment that is paid at least at minimum wage ar
commensurate with other employees doing similar w
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employment andis done in the general community with coworkers
who may or may not have a disability.

Independent living | Having opportunities, skills, services, and adaptive
equi pment I f necessary t
home or community.

Introduction to Special Education Transition

In this context, transition describes the process of moving from secondary
education to adult lifeFor youth with disabilities, the Individuals with Disabilities
Education Improvement Act (IDEA, 2004quires that secondary education
prepare for life after high school by writing and following a transition
individualized education program (IEP) at the age of 16. In Utah, the transition IEP
Is required to be written and followed when a youth turns 1dsyad (Utah State
Board of Education, Special Education Rules, 2008EA (2004) specifies that
the transition IEP must include transition services which are a coordinated set of
activities that are (ajesigned to be within a resultsiented processhat is
focused on improving the academic and functional achievement of the child with a
disability to facilitate t-dcheolachvitdsdds mo
including postsecondary education, vocational education, integrated employment
(including supported employment), continuing and adult education, adult services,

i ndependent 1 iving, or community partic
needs, taking into account the chil doés
includes instruction, related services, community experiences, employment and

other postschool objectives, and daily living skills.

Alone we can do so little; together we can do so much.

~Helen Keller

To prepare youth for successful adult outcomes, relsees identified
secondary instruction, activities, and experiences which are predictors of
postsecondary success (Mazzotti et al., 2021). These predictors are practices of
youth behaviors that increase the likelihood of the youth with a disability otmain
valued posschool outcomes. Although as a DSP, you will not be in a position to
address and support all of these areas, you should know there are areas that could
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be prioritized on their individual plans to develop skills outside of their classroom
instruction For example, possessing se#fre skills and independent living skills,

and developing social skills are within the scope of daily activities outside of the
classroom room. Module 6 addresses instructional strategies which you would use
to teachthese skills. It is essential for transitiage youth that you offer support to

an individual to learn the task, rather than doing the task for the youth. The
National Technical Assistance Transition Center (NTACT)éwadencebased

lesson plan startewghich can be used as instructional guides for evidéased
teaching methods for many of these skills

EvidenceBased Predictors
Career and Technical Education
Exit exam/high school diploma
Inclusion in the general education curriculum,
Paid employment/work experiences
Parent expectations
Psychological empowerment
Program of study
Self-care/independent living skills
Seli-determination/seladvocacy
Self-realization
Social skills
Youth support
Work-study

O OO0 O0OO0OO0OO0OO0OO0OO0OOoOOoOOo

Because all students with disabilities between the ageafdde entitled to
a free appropriate public education (FAPE, seelule 1), the public school
system has been the single provider of education, job training, employment
supports, therapies, and commusigsed instruction for youth with disabilities.
However, when a youth exits secondary education by graduating or@giog
special education services at 21 years of age, those services end. As youth prepare
to exit secondary education, there is a shift from entitlement to eligibility for
services. In order to receive ongoing services, the transgeryouth must be
found eligible for services. Further complicating the process, each agency has its
own application and eligibility process. There is not a single funding source or a
single agency that will fund and provide the broad range of services that were
provided by he school. For many youth and families, this becomes a confusing
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process which requires support, guidance, and interagency collaboration with the
transitonage yout hds case conference commit:Ht
representatives, provider agency represamstiand agency staff. Many
researcherg.g.Kohler et al., 2016Noonan et al., 200&®ertle & Trach,

2007 Test et al., 2009; Wehman et al., 2Dfeferencanteragency collaboration

as a promising practice in the transition process.

Collaborationisdef i ned as Adirect interactior
parties voluntarily engaged in shared decision making as they work toward a
common goal (Friend & Cook, 2017). o0 Co
educators, and adult agency representstivéearn from each other and develop a
unified plan for assisting the youth to transition successfully to adultrasd.
interagency collaboration to be effective, all of the partners must be familiar with
each person and/ or atee(Ariend & €ook, 20078 Inand r e
the following section, the roles and responsibilities of interagency collaboration are
highlighted.

The youth should always be included in meetings about their education,
healthcare, and services. As part of the transgimeess, youth should join in the
PCP process and communligsed activities to identify their strengths, interests,
preferences, and needs. Completing functional assessments aappagaiate
transition assessments help to identify and refine postsagogdals for
employment, education/training, and independent living.

Parents are the experts on their chi
advocate for a quality of life for their child with a disability. They will give critical
information aboutte i r chi |l drends strengths, inter
needs as part of the perscentered planning process and case conferences. When
their child is a minor (<18 years), they will also be responsible for applying for
resour ces i ne dudhas Supplententdl Sebusity Incanme (SSI),

Medicaid Insurance, Medicaid Eligibility, and Vocational Rehabilitation (VR)
ServicesParents may also support their child to register for a training with a
Center for Independent Living, purchase a publindpmrtation pass, and obtain a
state identification card. (See Table 5.1 for a summary of these community
resources.) As discussed in Module 4 when a youth with a disability reaches the
age of 18, they become an emancipated adult and are legally respémsibl

making their own decisions (Utah Code28). As a legal adult, the transitiage
youth with a disability must agree their parent/guardian may attend their meetings,
case conferences, doctor appointments, and agency appointment.
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Table 5.1

Communiy Resource Summary

Community
Resource

Social Security
Administration

Medicaid Benefits

Medicaid Home &
Community Basec
Services (HCBS)
Waivers

Information

Ssa.gov
Benefits for Children with Disabilities:

https://www.ssa.gov/pubs/EBE-10026.pdf
What You Need to Know about SSI When You Turn 18

https://www.ssa.gov/pubs/EBGE-11005.pdf

Medicaid is a state/federal program that pays for medical
services for lowincome pregnant women, children,
individuals who are elderly or have a disability, parents a
women with loeast or cervical cancer. To qualify, these
individuals must meet income and other eligibility
requirements.

https://medicaid.utah.gov/a edicaid/

Utah waiver programs that provide home and community
based services to a limited, targeted group of individuals
whose cost to live in the community hadtthe same or
less than if they lived in a nursing facility.

Individuals may participate in a waiver only if they require
the level of care provided in a hospital nursing facility (NF
or an intermediate care facility for people with intellectual
disabilties (ICF/ID). If a youth is selected for a waiver, thg
may choose to leave the ICF/ID and move into a commu
setting with waiver supports.

Utah Has Eight Medicaid 1915(c) HCBS Waivers:

1 Acquired Brain Injury Waiver

1 Aging Waiver (For Individuals Age 6&r Older)

1 Community Supports Waiver for Individuals with
Intellectual Disabilities or Other Related Conditions
Autism Waiver

Medically Complex Chil dr
New Choices Waiver

Physical Disabilities Waiver

Technology Dependent Children

= =4 -4 4 -
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https://medicaid.utah.gov/apply-medicaid/
https://medicaid.utah.gov/apply-medicaid/
https://medicaid.utah.gov/ltc/
https://medicaid.utah.gov/ltc/
https://medicaid.utah.gov/ltc/
https://medicaid.utah.gov/ltc/

1 For more information clickttps://medicaid.utah.gov/Itc/
Utah Disability Intermediate Care Facility Services for Individuals with
Care Services Intellectwal Disabilities (ICF/ID) provide twentjour-hour
residential supports for people with developmental
disabilities. They are a part of the continuum of care for
people with special needs in our communities. ICFs/ID
specialize in caring for people with inedtual disabilities
with the goal to assist each individual to become as
independent as possible. Ranging in age from children t
elderly, each resident is taught life skills and receives
additional training, encouraging them to reach their highe
potental. For more information click
https://disabilityservicesutah.org
Utah Office of A mandate partner in the transition process with secondz

Vocational special education. USOR supports eligible individuals wit
Rehabilitation disabilities in obtaining and maintaining competitive,
(USOR) integrated employment through professional vocational

counseling and guidance, atitough partnerships with
employers, school districts, higher education and other
agencies.

https://jobs.utah.gov/usor/vr/index.html

Division of The Division of Services for People with Disabilities
Services for (DSPD) gives supports for people with disabilities to lead
People with self-determined lives by overseeing home and comibg-
Disabilities based services. Support includes community living, day
(DSPD) services, and support&inployment services.

https://dspd.utah.gov/
Utah Center for The Utah Center for Assistive Technology (UCAT) is a

Assistive statewide resource offering information and technical
Technology services to help people with disabiliti@squire and use
(UCAT) assistive technology devices. UCAT offers free evaluatio

to anyone within the state of Utah.
https://jobs.utah.gov/usor/vr/services/ucat.html

Utah Independent The mission of the Utah Independent Living Center (UIL(

Living Center IS to assist persons with disabilities achieve greater
(UILC) independence by providing services and activities which

enhance indepeent living skills and promote the public's
understanding, accommodation, and acceptance of their
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rights, needs and abilities. Services focus on independer
living skills, advocacy, peer support, information and refe
and transition
https://uilc.ora/en/
Utah Parent The mission of the Utah Parent Center (UPC or Center) i
Center help parents help their children, youth, and young adults
with all disabilities to liveincluded, productive lives as
members of the community.
We accomplish our mission by providing accurate
information, empathetic peer support, valuable training a
effective advocacy based on the concegiasents helping
parents.
https://utahparentcenterg

Vocational Rehabilitation

The Vocational Rehabilitation Counse

guidance, career counseling, and information about competitive integrated
employment and the training and support required. The VRC may contribute to the
development of the postsecondary goal for employment in the transitiomlEP
addition, the VRC may have recommendations for transition services and activities
that would be beneficial to the youth to complete during high school as they
develop and acquirgkills to obtain their career go®ne of the services that may

be recommended is Remnployment transition services (FE&S) which are

funded by VR PreETSare offered to any youth with a disability (see Module 1)

and supports youth in exploring anidmning for successful future employment,
through targeted training
(https://jobs.utah.gov/usor/vr/services/youth/preemployhtarlor to exiting high
school, the transiticage youth should apply to VR; the VRC determines the
eligibility for the VR services; if found eligible, the VRC will develop an
Individualized Plan for Employment (IPE) to support the transiige youth to

obtain their career goal. There are a numibengployment services offered by

Utah VR.

Supported employmen§E givessupport to find and maintain employment.
Often the job seeker will work with a community rehabilitation provider (CRP) to
find and maintain the job through job development, job placement and job
coaching services provided by the CRP, but paid for by OVR.
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Customized employment (CEJLE isdesigned for people with more

significant disabilities. CE explores a
interests, and needs through a discover process. Job content, tasks and environment
are tailoredtotheeml oy ment seekero6s skills and i

negotiation and collaboration between the client, the CRP, and the employer.

Individual job placement and support (IPS)P San evidencédased
supported employment model to assist individuals wphiraary or secondary
diagnosis of mental illness in finding employment that meets their specific needs,
interest and skills, and supports them in ways that promote success in the
workplace(https://jobs.utah.gov/usor/vr/services/work.html

Communication to Improve the Transition Process

In addition to providing opportunities for transitiage youth to learn and
practice the skills which are predictors to postsecondary success, thetieeare
practical ways for you to help in the transition process. The following shows ways
the DSP can use to collaborate with the secondary education staff.

Daily Communication Exchange

Through an agreed upon method, provide the teacher with daily
communi@tion about the youth. This is especially important if the youth is non
verbal and cannot share specific joys or frustrations with the teacher. Ongoing
communication will assist the teacher with appropriate support for the youth in the
classroom. For exang the communication can let the teacher know if the youth
Is going home for the weekend and excited to see their parent or if the student
experienced situations that might impact the student at school (e.g. an argument
with a roommate). This type of isfmation can help a teacher be proactive in their
approach and programming with the student for that day. Other information to
communicate to the teacher might include: medicine changes/medical issues, food
intake, physical injury, or toileting needs. D&Pwuld talk to the teacher to
determine whatype ofcommunication is preferred in certain situations (e.g. email,
text, written notes, phone call). For example, there may be times a text that is read
immediately is neede®ther times the communicatioowd be an email that
could be read before the youth arrives at schotilers may prefer a written
journal to travel back and forth daily with the youth.
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Practicing Scripts

A speech language pathologist (SLP) may develop a script for youth to
practice greeting people or other social communicatismg a script is an
evidencebased practice where a verbal or written description of a conversation
that a youth would encounter. By practicing scripts, the youth practices speaking
for themselves. fie staff should ensure that that the youth is answering questions
and speaking for themselves. Staff should not speak for the person with a
disability, instead they should wait for the individual to respond. The script acts as
a model for the learner antdauld be practiced repeatedly for the youth to learn the
skill (Wong et al., 2015)See examples of sample scripts in Figure 5.1.

Figure 5.1
Example Practicing Script

A youth is going ice skating with his friends from the YMCA.

A script could be prawing requesting a pair of skates

AHI , May | have a pai

AHI , May | have pal eaasi€

The rink employee would find the correct skate
and hand to the youth

AThank you. o

AThank you. oo

A script may be used to practice different responses to conversations. For
example, if a youth is learning how to greetworkers at their work experience at
Intermountain Healthcare, they would have to know how to respond to positive and
negative comments. See Figure 5.2 below as an example.

Figure 5.2
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Example Practice Scrip

Emily Greets
receptionist at the
front desk

Good morning Jenny!

How are you today?

Jenny

Awesome!

| am tired, | stayed up
too late. ™~

Emily

If | can do anything to
help today, let me
know.

Me too, | love this
warm weather

| am sorry, | hope you
feel better soon.

Using Consistent Visual/Picture Prompt or Communication
The teacher may use Picture Exchange Communication System (PECS) in

the classroom to communicate with the youth or use visual schedules to prompt the

youth throughout the day. Working with the teacher to implement this consistent

communication tool throdgo ut a

yout hds

day wil I

bene

tasks independently. For example, developing a visual schedule for getting dressed

in the morning or preparing a simple meal or snack.

Portfolio Development

Supporting the youth to create a personatfplo is a positive way for a

youth to share their personal strengths, interests, preferences andlheegsuth

would pick items to include and could use it as an introduction during their
transition IEP meeting or when they are meeting with aduliceproviders.

As this module shows, preparing a youth to transition from secondary

education to adulthood is a complex procé&sseh person and agency has an

important role and responsibilities which will contribute to the young person
achieving a meangful life.

Module Summary

This module gave information about howdoccessfullycollaboratewith
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parents, guardians, and adult service providers to support the transition from
secondary education to adulthood. The modbhleved ways a DSP may

collaborate with secondary special educatomdevelop transition individual

education programs (transition IEFs) successful postsecondary outcomes. The
module reviewed the roles and responsibilities of the youth, parent and community
transition agencies in the transition process to work toward community inclusion
and competitiventegratedemployment goals

Key Takeaways
1 Interagency collaboration is needed for successful transition from school
to adulthood.
1 Evidencebased predictors should be taught during high school to prepare
the youth for a successful transition to adulthood
1 There are multiple ways a DSP can assist a youth to prepare for
independence during daily activities.

Reflection Questions
91 Do you support the transitieseige youth you work with to perform tasks
independently or do you do tasks for them becausegouwlo it faster?
1 Have your practiced communication scripts with the trans#iga youth
you work with or do you talk for them?

-80-



Module 6:IndependenLiving
Instruction
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Module 6 gives information about hdw identify training areas for
independent residential and community skills such ascaedf, meal preparation,
laundry, transportation, social and ssfills, recreation and leisure, and
employment skills. The module will explore how DSPs can develppapate
instructional programs and use systematic instruction to teach individuals with
disabilities the acquisition of these critical skills

At the conclusion of the module, you will be able to:

= =4 4 =4

91 Describe the importance of teachingependent living skill and
community skills instruction to individuals with I/DD.

Describe how to determine what skills to teach.

Describe how to conduct an ecological inventory.

Describe how to develop and use a task analysis.

Describe how to use respmprompting and fading procedures.
1 Describe how to collect and summarize instructional data.

The following table lists key terms you will need to know for Module 6.

Term Definition

Systematic A plannedout sequence of instruction in order to teac
instruction learner a new skill.

Ecological A list of demands of specific environments and skills
inventories necessary to participate in these environments.

Task analysis

A process of breaking downtask into smaller,
teachable steps.

Non-controlling
prompt

A prompt that wildl I nNcr e
response.

Controlling prompt

A prompt that will reliably and consistently elicit a
correct response from the learner.

Hierarchy ofprompts

Prompts that are sequenced in a particular order, sug
least to most.

Compensatory

Strategies for supporting an individual that may incluc
modifications or additional equipment to complete a
task.
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The Importance of Individualized Instruction

DSPs must understand howtoteach
and prepare individuals with /DD to [ d
independently engage in multiple living o '
and community domains. The notion of | ¥
independence is directly correlated to
improved QOL. That is, when a person
canindependently complete a task and &
engage in meaningful community
environments, that person overall QOL
improves (Shalock et al., 2005).
Meaningful community integration and participation also increases choice and self
determination, improved employmennproved family contact, and improved
social skills. In addition, meaningful community integration also improves
adaptive skills and challenging behaviors of persons with I/DD (Larson et al. 2013)

It is important to highlight that learning opportungieust be directly
connected to the strengths and interests of an individual and be aligned with that
per sono6s .hdepeadent livingeeddc@mmunity skills should be taught
after support staff conduct thorough and consistent assessments to roetehnaai
skills will maximize and facilitate independence and community participation.
Without proper planning and systematic instruction, many individuals with 1/DD
will not develop their full potential for successful community living.

|

Improving Adaptative Behaviors
Researchers conducted a review of associations between moving from
institutions with 16 or more residents to smaller community settings and
adaptive behaviors (Larson et al., 2013). The researchers found highly cor
evidence that people who live and engage in the community have improves
adaptive skills such as language/communication, social skills, motor skills,
vocational skills.
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TeachingIndependent Living Skills

Determining what skills to teach is critical component of instructional

planning Each skils houl d enhance a person with 1/
to physical welbeing, material welbeing, social weitbeing, productive WeJI
being, emotional welbeing, and civic ) j g

well-being and be taught in meaningful .,_;.gvf,:-f
residential, community living,
employment, and recreation
environments. The skills may also be
identified as a priority during the persor :
centered planning process. DSPs shou s
address an indivi ,
of supports available, the modifications
and adaptations, and the skilat need
to be taught in a number of domains including, domestic, personal care, health and
safety, money management, home maintenance, food management, time
management, morning, day, and evening routines, and leisure (Storey & Miner,
2011)

Consideraions for Teaching Independent and Community Skills (Sailor et
al., 1988)

The skill that is taught has immediate utility for the person.

The skill is desirable for the person.

The skill is acquired in a social contéxacquisition is the product of
interactions with more than one care giver.

4. The skill is acquired in the actual, physical environment where the skill
naturally performed.

The skill is ageappropriate.

The skill is adaptable.

W=

S

UsingEcological Inventory to Determine Skills Teach

Ecological inventories are used to analyze the demands of specific natural
environments and to determine relevant skills needed to engage in these
environments. According to Storey and Miner (2011), there are a number of steps
to conducting an ecolagal inventory.
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Step 1
Determine whether the skill or task occurs in a residential and commun
domain. These domains should be socially valid and relevant for the
individual with a disability. For example, cleaning the floorboards on a
daily basis is not relevant to d&y-dayliving. Learning to wash and fold
clothing, however is relevant to d&y-day living.

Step 2
Identify the current and future natural environments wimesteuction is

necessary. This is important because we know that teaching people wirh

I/DD in the environments where they are expected to perform is critical
maintaining a skill (i.e. Vocational tasks should be taught in applied/ree
life work settings)

Step 3
Identify the sub environments within larger environments. For example
you were exploring domestic skills, the environment would be the
residential setting and the sahvironments where a skill or activity
occurs such as the bathroom, kitchen, bedreten,

ity

to

Step 4
The fourth step is to identify the activities that occur within the sub
environment. Using the bathroom example, the DSP would document
activities that occur in a bathroom such as washing hands, brushing te
and usng the restroom.

bth,

Step 5
Identify the skills that @& necessary to meaningfully engage in the activity

For brushing teeth, the individual would need to turn sink water on, uns{

toothpaste, apply toothpaste, brush teeth, rinse

Example Ecological Inventory

We provided two examples etological inventories. One example is an
inventory for a residential setting/restroom and the other is for a community
setting. When completing an ecological inventory, it is important to observe other

individuals performing each activity to determine thquisite skills After
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observing others complete the activity, observe the person with I/DD complete the
skill and document whether the person completed the skill correctly or incorrectly
and document the type of instructional support the person wil fié&e type of
instruction support can include teaching the skill or adapting/modifying the skill.

Figure 6.1
Example Ecological Inventory for Grooming

Ecological Inventor
Personal Care and Hygiene/Grooming

Name: Eddy Vedder
Environmental Setting: Residential
Sub-Environment: Bathroom

Skill Performance Level Notes
Independent  Needs
Support
Washing Eddy does not thoroughly
Hands X was his hands He briefly

places the in water, use no
soap, and does not
sufficiently scrub hands. This
skill needs to be taught.
Brushing Teeth Eddy does not thoroughly
X brush his teeth. He only
briefly brushes each side
Possible adaptation is a sonic
care tooth brush. This skill
needs to be taught.

Figure 6.2 is an example of an ecological inventory for using an ATM in the
community. In this example, the DSP observes an individual making a deposit and
withdrawing cash at an ATM'he DSP documents the performance of the

individual by recording if they correctly or incorrectly perform the task. The DSP
then indicates what type of instruction support is needed to deposit or withdraw
money In this examplethe DSP decides that the individual needs instruction and
support on both skills.
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Figure 6.2
Example Ecological Inventory for Community Setting

Ecological Inventory

Banking

Name: Eddy Vedder
Environmental Setting: Key Bank
Sub-Environment: Outdoor ATM

Skill Performance Level Notes
Independent  Needs
Support
Using an ATM He knows his pin number and
for deposit X can enter his debit card into
Using an ATM the machine. Eddy has
for a X trouble selecting the correct
Withdrawal buttons on the ATM screen.
Task Analysis

After conducting an ecological inventory to document what type of
instructional support is needed to learr
the targeted skill, the DSP should /
develop a plan and corresponding >
instructional programs to teach ' f
identified skills \{
because theyetp identify every s, R
discrete behavior needed to accomplis
a specific activity or taskl'he most
effective method for developing a
comprehensive task analysis is to
personally complete each step of the task. In addition, the DSP should develop a
clear defirtion of the activity or skill that the individual is expected to perform in
observable and measurable langu&ggures 6.3 and 6.4 are examples of a TA for
a residential and communityased skill.

The first step to teaching is to develop a tas&lysis (TA)A TA is a process
of breaking a task down into smaller teachable steps.
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Figure 6.3
TA for Hygiene/Brushing Teeth

TA Brushing Teeth

Observable and Measurable objectiveGiven atoothbrush and toothpaste,
Jerry will independently brush teeth with 100% accuracy for 3 consecutive
trials according to the steps outlined in the task analysis.

Setting: Bathroom

Materials: Toothbrush, toothpaste, sink, and running water

Step Quality and | Comments

Speed

Pick up theoothbrush

Wet the brush

Remove cap of toothpaste

Put paste on the brush

Brush the top teeth on the right side
Brush thebottom teeth on the right side

Brush the top teeth on the left side
Brush the bottom teeth on the left side
Brush the top front teeth

Brush the bottom front teeth

Rinse brush

Spit in sink

Put brush in holder

Rinsemouth with water

Figure 64
Using an ATM

TA for Withdrawing Money from an ATM

-88-



Observable and Measurable objective:Given a debit card and an ATM
machine, Jerry will independently withdraw $20.00 from an ATM 100%
accuracy for 3 consecutive trials according to the steps outlined in the
task analysis

Setting: ATM at KEYBank

Materials: Debit card

Step Quality and Comments
Speed

Insert debit card into ATM
Enter fourdigit PIN 6383
Pressenter

Select withdraw

Select checking account

Select at pushutton for $20.00
Press button to confirmithdrawal
Select exit/print receipt

Remove card

Removecash

Remove receipt

Instructional Strategies

DSPsshould be familiar with an array of strategies that can be used to teach
the acquisition and maintenance of residential, community, and vocational tasks.
Professionals use response prompts to increase the probability of correct responses
(Wolery et al., 188).

Table 6.1
Types of Response Prompts
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Response Promp Description

Indirect Verbal
Prompt

Direct Verbal
Prompts

Gesture Prompts

Model

Physical
Assistance

An indirect verbal prompt is an indirect verbal statement
that cues andividual about an expected response. For
example: fAiwWwhat do you nee
next ?o0

A direct verbal prompt explicitly cues the individual abot
the expected response. Fo
yourt oot hbrush. o

Nonverbal instructor prompts or gestures that draw atte!
to the stimulus material such as pointing at the correct
button on the ATM. Screen.

The DSP models and demonstrates how to perform the
expectedesponse.

An DSP may use a full physical prompt such as haref
hand prompting to guide the individual to a correct
responseA DSP may use a partial physical prompt, suct
touching a hand or an elbo#or example, the DSRight
tap the individual on the elbow to cue him/her pigkthe
toothpaste

Prompts are typically categorized from the least intrusive to the most

intrusive and may include indirect verbal prompts, direct verbal prompts, gestures,

model prompts, and physical prompts (Table 6.1).

According to Wolery et al. (1988), there are sikary guidelines for using
response prompt#n order to maximize the effectiveness of an instructional

program and increase the effectiveness of the response prompt it is recommended

that these guidelines be followed:

9 Select the least intrusive but efftive promptThe instructor should use the
least intrusive prompt that effectively elicits the correct target behavior from

the studentThat is, the instructor should allow the student to perform the
target behavior as independently as possible.
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1 Combine prompts if necessarlf.necessary, instructors can combine or
blend prompts to increase instructional effectiveness. For example, the
instructor can blend a model prompt with a direct verbal prompt.

1 Select natural prompts and those related to thehavior. Instructors should
use prompts that reflect natural behavidisat is, prompts should resemble
behaviors that are used naturally in environments.

1 Prompt only when the individual is attendingResponse prompts are
designed to assist an indivalun performing a specific target behavior,
therefore it is important that the individual is attending to the task at Hand
the individual is not attending, then he or she will not learn the target
behavior.

1 Provide prompts in a supportive, instrucévmanner.The purpose of
response prompting is not to punish or adversely affect individual
behavior.Therefore, prompts should never be used in a corrective manner,
rather, they should be used to facilitate learning of a target behavior.

1 Fade prompts asoon as possiblén order for an individual to perform a
target behavior independently, instructors must systematically fade the
prompts.

System of Least Prompts

Before describing the system of least prompts, DSPs should understand two key

concepts related to instruction and the use of promptscontrolling and
controlling prompts.

Non-Controlling Prompt
Non-controlling prompts increase the likelihood oflacr ent | ear
but may not always elicit a correct response. For example, when teaching
to brush his teach, the DSP would use the least intrusive prompt first and §
Eddy the opportunity to resporiflhe does not respond, then the Di&ffivers
the next level or prompt, up to the controlling prompt.
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Controlling Prompt
The controlling prompt is the prompt that reliably and consistently elicits a
correct response from the learner. Consider Eddy who is learning to brushj
teeth. TheDSP determines that the controlling prompt is a verbal prorafier
the DSP delivers a verbal prompt, Eddy always performs the step correctly

One of the most commairategies use to teach independent living skills is
the system of least prompts. The systems of least prompts require the DSP to
systematically use a hierarchy of prompts sequenced from the least to the most
level of assistance. When implementing a systéfeast prompts, DSPs need to
determine a minimum of three prompts in the hierarchy that will be used during
instruction. The first level is the opportunity to respond aithaprompt and the
second and subsequent levels are prompts arranged fromashateusive to the
most intrusive concluding with the controlling prompt (the prompt that reliability
elicits the correct response). DSPs also need to determine the length of the
response interval (the time before a prompt is delivered). The DSP should
determine the results to be used for each response and determine the appropriate
feedback for correct and incorrect responses.

Consider the example of an individual who is learning to brush his teeth
(figure 6.4). To begin instruction, the DSP would provide an instructional cue and
allows theindividualt he opportunity to respond #AEd
t eet h. o0 dInbtregpdnd withid thesappropriate response interval, the DSP
systematically increases the amount assistance using tieontolling prompts,
AEddy, what is nexto and so on up to th
picku p t he t o onghhb initinlsphaseoof im3tauction, the DSP should
verbally reinforce the individual after he completes each of the steps in task for
brushing teeth. As the individual acquires the skill, the reinforcement should fade
to natural levels.
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Figure 6.4
Diagram of System

e N
1stLevel
Cue Person to Start the Activity
\nEddv. it |st|m)
( . - - \
Wait appropriate response interyal
| second}s
i 3 seconds

CorrectResponse

Positive Reinforcemen

ifGood Jolb
Move to next step on
TA

L

Data Collection

Incorrect or No Response

3rd Level
(Controlling Prompt)
i Ed d ytime to brudsls
your teetflho

(
:

Incorrect or
No Response

One way to ensure fidelity to instructional procedure is to develop an
instructional script that outlines critical elements of instruction such as the
measurable objective, setting and materials, teaching strategy, prompts, response
interval, and error corrections. (Figure 6.5)
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Figure 6.5

Example Instructional Scripof Teeth Brushing

Instructional Script for Brushing Teeth

Name: Eddy

Setting: Bathroom

Measurable Objective Given atoothbrushand toothpaste
Eddywill independently brush teeth with 100% accuracy
for 3 consecutive trials according to the steps outlined ir
task analysis
Materials: Toothbrushtooth paste,
sink, and running water

Teaching Strategy System of Lead®rompts

Response Interval:3 seconds Controlling Prompt : Verbal (V)

Non-Controlling prompts:
Independent (1) Indirect Verbal (1V)

Error Correction
Correct
Response:
Incorrect
Response:

Provide verbal reinforcem
prompted and unpromptedrrect response.
Verbally identify the err
step correct | y aAskBddy torepeatthe
step.

The DSP should also collect dataindividual performance in order to

implement and adjust the program based on data patterns (Wolery, et al., 1992)
Collecting meaningful instructional data can help DSPs determine how fast learner

Is acquiring and new task DSP, therefore, should develop easy to use data
collection sheethat can be converted to display data graphically. Figure is an
example of a leagb-most data collection sheet for brushing teeth.
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Figure 6.6
Example Data Collection Sheet

Student: Eddy

Measurable Objective Given atoothbrushand toothpaste, Jerry will independently brush teeth with 1009
accuracy for 3 consecutive trials according to the steps outlined in the task analysis.

Setting: Bathroom

Materials: Toothbrushtoothpastesink, and running water

Steps Session

Baseline Instruction

1 2 3 4 5 6 7 8 9 10
Pick up thetoothbrush \% Vv v |1 I I I I I I
Wet the brush MV Y v V \% I I I I
Remove cap of toothpaste M v v IV | I v | I |
Put paste on the brush M v 1V Vv Y (AVAR I I |
Brush the bottom front teeth M Y \Y \Y | I I I I |
Brush the bottom teeth on the left side M Y \Y \Y v | I I I |
Brush the bottom teeth on the right side MV vV Vv v 1v | I I |
Brush the top front teeth \% V vV Vv v 1v IV | I |
Brush the top teeth on the left side \% V vV Vv v | I I I |
Brush the top teeth on the right side \% V vV Vv | I I I I |
Brush tongue \% \% \% \% \% \% I I I |
Spit in sink v IV IV I I I VAR I I
Rinse brush \% \% v | | I I I I |
Put brush in holder \Y \ v 1 | I I I I |
Percent of unprompted Correct Responses 0 0 0 28 50 64 78 100 100 100

Summary Data

% % % % % % %

100 100 10 100 100 100

0

90 90 90 90 90 90 90 90 90

80 80 80 80 80 80 80 80

70 70 70 70 70 70 70

60 60 60 60 60 60 60

50 50 50 50 50 50 50 50

40 40 40 40 40 40 40 40

30 30 30 30 30 30 30 30 30

20 20 20 20 20 20 20 20 20

10 10 10 10 10 10 10 10 10

0 0 0 0 0 0 0

As, you can see, data is collected for each step of the task analysis and the
DSP collects both baseline and instructional dd#seline data is used to provide
a baseline for the
controlling promptThe DSP documents the type of prompt needed to elicit the
correct response for both baseline and instructional biicamation on the data
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sheet can be easily graphed to allow for a visual inspection of thel tiata.
information allows the DSP to sedlie employee is acquiring the new task. As
you can see, this graph allows the DSP to determine if Eddy how quickly Eddy is
learning how to brush his teeffhe graph indicates that after four instructional
trials, Eddy could brush his teeth independently.

Compensatory and Other Support Strategies
There are other compensatory and support strategies that can be used to
support an individual with independent and commuhaged skills.

9 DSPs can create simple picture schedules to assist an individual with his or
her daily scheduleCell phones and ifls can be used to create video
modeling programs to teach new skills

1 DSP can teach an individual to use memory/organizational notebooks to
keep important information such as calendars, phone numbers, emails.

9 Use alarms or timers to cue an individual wiiteis time to complete a task.

1 Maintain predictable routines and structures.

1 Minimize background distractions when the individual is trying to complete
a difficult task.

1 Use assistive technology such as a switch to turn on kitchen appliance; or
Alexa tetinology to record grocery list.

Module Summary
This module provided information about how to identify training areas for
independent skillsThe module explored how to use ecological inventories to
determine residential and community skills to teach iddials with disabilities.
Specific teaching and data collection strategies were reviewed

Key Takeaways
9 Learning opportunities must be directly connected to the strengths and
I nterests of an individual and be al
1 Skil shoul d enhance a person with |/ DI
physical wellbeing, material welbeing, social wetbeing, productive well
being, emotional welbeing, and civic welbeing and be taught in
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meaningful residential, community living, efopment, and recreation
environments

1 Use ecological inventories to analyze the demands of specific natural
environments and to determine relevant skills needed to engage in these
environments.

9 DSPs should be familiar with an array of instructional stiatethat can be
used to teach the acquisition and maintenance of residential, community, and
vocational tasks including response prompting and fading and compensatory
strategies.

Reflection Questions
1 How do you learn about what skills to teaghesson with 1/DD in
residential and community settings?
1 Have you used systematic instructional strategies in the past? What
strategies did you use?
1 What types of compensatory strategies have you used to support a person
with I/DD to become more independen
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Module 7: Positive Behavioral
Interventions and Suppsr




This module gives DSPs information about supporting individuals with
challenging behaviors. The module will provide a review about hamderstand
behaviors from a different perspective (i.e. what are challenging behaviors, what
influences behaviors, what behaviors are trying to communicate). The module will
conclude with a discussion about how to support people using a positive behavior
support framework.

At the conclusion of this module, you will be able to:

Describe the function of challenging behaviors
Describe what influences challenging behaviors
Describe how to document and observe challenging behaviors using a
functional behavioral assessment framework
Describe how to develop positive behavior supports
Describe the stages of behavior escalation and strategies to support and
de-escalate.

= =4 =9

= =4

The following table lists key terms you will need to know for Module 7.

Escape Behavior to leave a situation, activity, person, or area
Sensory/self Behavior as aeaction to relieve sensory or self
stimulation stimulation needs such as having a headache or pos

or negative reactions to sounds, smells, or touch.
Behavior to get access to or have something such as
or an activity.

Access/tangible

Positive Strengthening the likelihood of a behavior happening

Reinforcenent again.

Operationalized Description of the behavior including what happened

Description before the behavior took place, the behavior itself, an
what followed.

Antecedent Thesituation, event, or conditiathattook place before i
behavior occurred.

Behavior An action or emotiomxhibitedby an individual.

Consequence The situation and/or event that follows the behavior.

ABC data sheet

A data sheet that documents the antenedehavior,
and consequence.

Hypothesized
function of the

An educated guess as to why the behavior occurred.
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behavior

Board-certified A specialist who has been educated and certified to

behavior specialist | analyze and treat unwanted behavior.

Least restrictive Supporting an individual exhibiting unwanted behavig

alternatives in the leastestrictive way. For example, removing the
trigger of the behavior and providing reasonable choi
and options.

Framework for Positive Supports

Challengingbehavior can manifest in a variety of forms including, but not
limited to, selfinjury, aggression and destruction to property. Challenging
behavior is often referenced as major contributor to more restrictive placements
(Kennedy & Haring, 1992; Manete &it, 2010). Unfortunately, when a person
with an intellectual disability exhibits challenging behavior, there is a potential that
the overall quality of life for the person will dimmish because of further
segregation. The first step to support an indiglduho exhibits challenging
behavior is to understand the function of a behavior.

The idea of thinking about the function of a behavior is important because
help DSPs more fully understand the communicative intent behind the bel
TheDSPs houl d analyze the function tlhroug

perspective.

Function of Behavior

DSPs who have not had much exposure working with people with
challenging behaviomnhay view behavior from a narrow framework and react or
overact to behavior(s) when the behavior is

(a) harmful to the individual,
(b) harmful to others, and
(c) destructive.

It is important to recognize that the way a DSP respondspeafic behavior
can impact how the individual with a disability will react in future situations
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A DSP should take steps to understand the function of the behavior and what
outcome that behavior produces. When thinking about the function of behaviors, it
Is importantto consider that most behaviors are learned and shaped by what
happens beforand after the behavioMost behaviors serve one of several
functions:attention escapesensory/seltimulation access/tangibl@Alstot et al.

2015). The functions of behavior are outline in Table 7.1

Table 7.1
Function of Behavior

Functions of Behavior

Attention Escape Self- Sensory Tangible
Behaviorisa Behaviorisa  Stimulation Behavioris Behavioris a
way to get way to escape Behavior is for the reaction way to get a
attention an activity or selfstimulation to sensory tangible item

situation factors
1 Attention 1 Escape 1 Sounds 1 Headache § Toys
from peers from 1 Touch 1 Seizures 9 Objects
I Attention difficult 1 Taste 1 Smells 1 Food
from DSPs  tasks 1 Visual 1 Sounds 9§ Activities
1 Attention 9§ Escape

from from social

roommates situations
1 Attention 9§ Escape

from from

parents unknown

tasks
1 Escape
from a
specific
person

Consider the example of a child who is shopping at a grocery store and asks his
parent for a candy bar (figure 7.2).
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Figure 7.2
Function of Behavior

Child sees a Child asks Parents says Child
candy bar at |$ parent for I$ you can §>t Scraame,
the store candy candy yells

Parentgives child candy E> Child stops :> Child learns crying
to stop child from crying crying produces a tangible
function (Candy bar)

The parent tells the child that he ¢
not had lunch. The child begins to scream, yell, and flop on the ground. fém pa
needs to complete the shopping and tells the child that he can have the candy bar if
he stops crying. The chil dbs behavior w
learned that screaming, yelling, and flopping is the quickest way to get a tangible
item.

Assessing the Function of a Behavior

When observing the function of a behavior, the DSP should document (a)
the situations, events, and conditions that occurred prior to the behavior
(antecedent), (b) an operationalized description of the behaviavibe) and (c)
the situations and events that follow the behavior (consequéliwhree
variables related behavior are documented: antecedent, behavior, consequence
(Figure 7.3).

A DSP can use an ABC data sheet as a starting point for direct observati
to document the function of a behavior. Consider the following example, a DSP is
supporting Edward, a }gearold with intellectual disability who becomes upset,
screams, and swears when asked to stop playing games on his Ipad. The DSPs uses
an ABC datasheet to more formally learn about the function of the behavior
(figure 7.4)
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Figure 7.3
Description of the Antecedent, Behayiand Consequence

Antecedent
Situations, Events,

Conditions prior to
behavior

Behavior
Cleardescription of

the behavior

Consequence

Situations and events
that follow the behavior

Considerations
Where does the
behavior happen?
When does the
behavior happen?
With whom does the
behavior occur?
What is happening ir
the general
environment (nise,
light, smells)

Considerations
Describe behaviors
as clearly and
concisely as
possible

Non examp
was aggressive
today. o
Operational
exampl e,
pinched the back of
Janes han

9 Describeresultsas

Considerations

clearly and
concisely as
possible There may
be multipleresults
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Figure 7.4
Example ABC Sheet

Name: Edward

needs to put
down iPad and
get ready for
school DSP
physically
removes iPad.

Date/Time Setting Antecedent Behavior Consequence
3/27/21 In the DSP entered | Edward Ignored
6:45 am | bedroom/lying | room to tell S cr e a meg languagé
in bed Edwarditwas|d on 6t v prompted
time to eat eat é1 t|Edwardthat he
breakfast you are needs to eat in
st upi dqg10 minutes
loudly.
3/27/21 At the DSP told Edward Ignored
7:15am | breakfast table| Edward he s c r e a me language and
needs to stop | want to finish | prompted
playing games| my g a me Edward that he
and get ready | yelled loudly | has %2 an hour
for school and threw his | to get ready for|
fork on the school
ground.
3/27/21 In the bedroom| DSP told Edward DSP prompted
8:15 am Edward he screamed and| Edward to get

threw socks at
the DPS. He
then laid on
the floor and
did not move.

ready for
school
Attempted to
take iPad away
Screaming
escalated
Edward misseq

the bus.

After the initial observation, the DPS should develop a hypothesized
function of the behavior that mased on the ABC data collection (Figure 7.5).
observati on, t
escape behavior because he did not want to go to school.

Based

on t he
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Behavior
Initial behavior begins with
screaming and swearinghe
intensity of the screaming an

Antecedent swearing increases each time Consequence
Edward is playing a a prompt to get ready for DSP physically
game on his iPadnd school is delivered. Behavior removes iPad
DSP prompts Edward escalates to throwing zts Edward misses the
to get ready for Edward laid on floor and doe bus.
school. not move.

Function Summary
ABC data was collected during morning routines from March 27 to April 1
The datawaanalyzedand t he DSP hypothesi zef(

throwing objects, and laying on the floor serves as an escape from getting
the school bus

Figure 7.5.
Diagram of the Function of Behavior

It is important to note that DSPs should work with a professional trained in
behavior assessments and interventions such a fatdied Behavior
Analyst (BCBA, Sedttps://www.bacb.com/abolitehavioranalysis/).

Based on this information, the DSP should consider conducting further
observations on the bus to determine if there are events that occur on the bus that
Edward is trying to avoidThe DSP should develop strategies to teach more
acceptable replacement behaviors and work with the school transportation to
eliminate any behaviors on the bus that Edward is trying to avoatldition, the
DSP should consider implementing other scheduling and routine adjustments to
help Edward be morgrepared to get on the bus.
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Other Considerations When Determining the Function of a Behavior

DSPs should consider other factors that might be influencing or triggering a
challenging behavior

There may be underlying medical or physical concernatagtbe the
antecedent for a behavior. These include sleep issues, seizures, digestive i
allergies, medications, headaches, hormonal changes, menstruation, sexua|
maturity, etc. There may also be underlying mental health concerns such as
depression,r&iety, or obsession and compulsion.

A DSP should develop a monitoring system to deteenf underlying
medical or physical concerng the Figure 7.6 below, Edward was recently given
a new medication to decrease episodes ofiigeify. The DPS wanted to observe
Edward to determine how the meAtcacati on
be seen from the data collected, it appears the new medication is causing
drowsiness and lethargy. The DPS may consult the medicaticefssdts
pamphlet to determine if drowsiness is indeed a side effect and to determine how
long these effects last. TEESP should develop supports for Edward during this
timeframe to reduce the potential for challenging behaviors.

Another example, Ben a young transitiage youth with autism had the
habit of constantly putting a hand in the back of his pants. Staff thbeghas
trying to get the negative attention of st&fbwever, when his mother took him to
the doctor, he had a cyst on his tailbone that had to be surgically removed. This is
an example that health concerns should always be elevated first when analyzing
behavior.

»
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Figure 7.6

Medication Monitoring Sheet

Name: Edward

Medication Name: Risperidone
Medication Dose: 1.5 mg daily/mornings

Date and Time Behavior
SelfInjury, Hitting Tics Drowsiness
Side of Head
3/21/2021 8:00 | None None | Edwardappeared to be
am drowsy with lethargy.
3/21/2021 1:00 | None None | Edward appeared to be

pm

drowsy with lethargy.

3/21/2021 7:00
pm

Edward engaged in | Minor | Edward appeared to be
two episodes of mild| Tics drowsy with lethargy.

SIB.
3/21/2021 8:00 | None None [Edwardoés see
am today. He is having a time
staying on task.
3/21/2021 1:00 | None None | Edward appears to be very
pm drowsy and nodding off to
sleep
3/21/2021 7:00 | Edward engaged in | None | Drowsiness seems to be
pm One episodes of milo tapeing off
SIB.

Stages of Behavior Escalation and Strategies to Support and De

Escalate

DSPs should be prepared to use the least restrictive alternatives to support an

individual with 1/DD who exhibits behavior3o develop the least restrictive

alternatives, the DSPs should understand the stages of behavior and ways to de
escalateFigure 7.7 gives information about the stages of behavior and specific

interventions you can use to-decalate a behavior situation.
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Figure 7.7
Stages oBehavior

Stages of Behavior and Intervention Ideas

Adapted from Colvin and Sugai, 1989

Behavior Stage

Intervention Ideas

Calm 1 Maintain a clear and consistent
1 Individual is relatively calm and environment
cooperative 1 Establish BehaviordExpectations
1 Give positive feedback
Trigger 1 Focus on prevention and redirecti
1 Individual experiences conflict thay  behavior
causes the behavior to escalate | { Remove/adjust the trigger (if
1 Individual may displace anger on appropiate)
safe target (DSP, parent) 1 Use behavior momentum to shapg
behavior.
1 Remind the individual to use
replacement skills
Agitation T Focus on reduci
9 Individual is unfocused and upset, anxiety and increasing the
1 Avoidance predictability in the environment
1 Challenging others 1 Use nonrconfrontational, nonverba
behavior
1 Provide reasonable options/choicg
1 Set clear, reasonable, enforceablg
limits.
Acceleration 1 Maintain a safe environment for th
1 Individual may become individual, yourself, and any
noncompliant observers.
9 Individual may loss rational thougt § Use short phrases and allow for
1 Conflict becomes the sole focus processing time
1 Maintain calmness and detachme
1 Use active listen
1 Do not try to teach as this is not a
teachablanoment
Peak 9 Focus on crisis intervention
procedures to maintain safety
1 Remove non relevamtbservers
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1 Individual lost control and may
have temporarily lost the ability to
think rationally.

1 Exhibitssevee behavior (SIB,
screaming, aggression to persons
objects)

= A

Call for assistance if needed
Dondt tomseqentes n

De-Escalation

T I ndividual 6s be
subside

1 Drop in energy level

= =4

Focus on removing excess attenti
help the individual regain
composure with neutral requests
Allow cooldown time

Ensure the individual has regaine
control, look for signs (normal
breathing, less tense appearance

Recovery

T I ndi vidual 6s ma
sorrow, fear, regret

1 May not be able to verbalize
feelings

Focus on debriefing and
transitioning backo routine
Problem solve and develop suppo
plan

Document and determine
antecedents and maintaining resu

Final Considerations to Improve Quality of Life

When supporting people with I/DD who exhibit challenging behaviors, DSPs

should value and practice positive behavior supports framework. A positive

behavior supports framework requires DSPs to consider multiple component
interventions that addressape@® behavi or
(Kincad et al., 2002)A positive behavior approach framework requires support

staff change the way services and supports are delivered in order to reduce

behaviors and enhance overall quality of.lifaesechanges are reflected in nine

common themes for positive supports outlined by Horner et al., (1990)

1 An emphasis on lifestyle change®ehavioral support should result in

durable, generalized changes in the way an individual behaves, and these
changes shdd affect the individual's access to community settings, to social

contact, and to a greater array of preferred events.
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o Implications for DSPsSDSPs should look for ways to expand access
to integrated community settingSupports should be tailored to the
individual with a disability and information gathered from the PCP
should be used to determine preferences.

1 Functional analysis.Defining when challenging behaviors are likely to
occur and what events are likely to be maintaining the behavior.

o Implicationsfor DSPs: DSPs should collect assessment data using the
ABC format If behaviors are complex, DSPs should work with a
behavior specialist or BGBwho can conduct a functional behavior
assessment.

1 Multicomponent interventions. Single intervention to adéss a single
challenging behavias not sufficientintervention should instead
manipulate many variables including movement of a person to less
segregated settings, ignoring minor inappropriate behavior, choice making,
instruction on new functional betiars, increase access to preferred events,
and staff training.

o Implications for DSPSDSP should implement interventions in
applied community settings. Inventions should lead to increased
access to inclusive education, employment, and recreation amctleis
activities DSPs should teach individuals to sedfjulate. Sel
regulation is a skill that people use to manage behaviors in certain
situations. Selfegulation is a learned skill and the DSP should
identify and teach individualized sekgulation skis.

9 Manipulation of ecological and setting eventdf broad behavior patterns
are to be affected, a greater range of variables must be considered (not just
manipulated the events that immediately precede and follow targeted
behaviors). Staff should cowl&r diet, living arrangement, noise level,
sleeping patterns, and density of housing as contributing to the behavior.

o Implications for DSPsSDSPs should monitor diet and access to
healthy food choices. DSPs should ensure that living arrangement are
approprate such as living with preferred room/housemates and living
with sameage peersDSPs should ensure that individual with a
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disability is engages in normal daily rhythms such as eating, sleeping,
and exercising.

9 Emphasis on antecedent manipulationdModifying events in a setting so
that the stimuli eliciting the undesirable behaviors are removed or reduced
Add activities that increase the likelihood of positive behaviors.

o Implications for DSPs:DSPs should use information obtained from
the PCP process identify preferred activities and stimuli.

i Teaching adaptive behaviorDefining the function of a challenging
behavior and teaching the individual acceptable ways of achieving that
function (communication).

o Implications for DSPs: DSPs should teach alternative methods to
communicate wants and needs. DSPs should also respect the
communicative intent of the individual. For example, if the individual
uses an acceptable way to ask for a break while performirfgcaldi
task, that request is respected.

9 Build environments with effective results Use differential reinforcement
of alternative behavior (Alt R) and differential reinforcement of other
behavior (DRO)Other strategies include identifying reinfors¢hd
maintain a challenging behavior and deliver reinforcement at higher rate for
desirable behavior.

o Implications for DSPs:DSPs should use information from the PCP
process to identify reinforcing activitieBreference assessments
should also be used tdantify highly reinforcing stimuli material.

1 Minimize the use of punishersThe delivery of punishers for challenging
behaviors is not desirable. DSPs should redirect to more appropriate
behaviors and manipulate environment to reduce the undesired behavior.

o Implications for DSPsSDSP should eliminate the use of punishers.
DSPs sbuld not withhold food or use food during this process.

1 Distinguish emergency procedures from proactive programming
Distinguish between crisis interventions that are only used in emergency
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situations and ongoing proactive strategies designed to prodosistive
change.

o Implications for DSPsSDSPs should be trained to recognize that some
behavior does not constitute a cridikere are behaviors that can be
extinguished

Module Summary

This module was designed to provide DSPs information about supgporti
individuals with challenging behaviors. The module explored ways to examine the
examine the intent of a challenging behavior rather than simply acting to a
behavior when it occurs. DSPs should examine a way to use a positive behavior
support perspectivi® develop multiple interventions that reduce challenging
behaviors and ultimately improve the quality of life of the individuals who are
supported

Key TakeAways
1 Challenging behavior often serves one of many functions including,
attention, escape, $edtimulation, sensory, or tangible.

1 DSPs should use the ABCb6s to det er mi
develop plans based on this information.

9 DSPs should examine other medical and physical factors that may influence
a behavior.

9 DSPs should value ammtactice positive behavior supports framework.

-112-



References

ASAN, (n.d).The institutional bias: What it is, why it is bad, and the laws,
programs, and policies which would change it
https://autisticadvocacy.org/actioncenter/issues/community/bias/

American Association on Intellectual and Developmental Disabilities. (2010).
Intellectual Disability: Definiton, Classification, and System of Supports
(11thed.). Washington, DC: Author.

Bramston, P., Chipuer, H., & Pretty, G. (2005). Conceptual principles of quality of
life: an empirical explorationlournal of Intellectual Disability
Research49(10),728733.

Bremer, C. D., Kachgalm, M., & Schoeller, K. (2008gltDetermination:
Supporting Successful Transitiddational Center on Secondary Education

and Transitionhttp://ncset.org/pblications/viewdesc.asp?id=962

Carter, E. W., Lane, K. L., Cooney, M., Weir, K., Moss, C. K., and Machalicek,
W. Seltdetermination among transitieage youth with autism or
intellectual disabilities: Parent perspectiResearch and Practice for
Personwith Severe Disabilities38, 3, 129138.

Centers for Medicare and Medicaid Services (n.d.) Intermediate Care Facilities for
Individuals with Intellectual Disabilities (ICFs/IID).
https://www.cms.gov/Medicare/Provid&nrolimentand

Certification/CertificationandComplianc/ICFIID

Ciccarello, M. J., & Henry, M. (2014). Wings: Persoentered planning and
supported decisiemaking.Utah BarJournal 27(3), 4852.

Collins, B.C., Yayu, Lo, Park, G., & Haughney, K. (2018). Repopsempting as
an ABA-based instructional approach for teaching students with disabilities.
Teaching Exceptional Childre®0, (6), 343355.

Colvin, G.,& Sugai G. (1989).Understanding and managing escalating behavior

-113-


https://autisticadvocacy.org/actioncenter/issues/community/bias/
http://ncset.org/publications/viewdesc.asp?id=962
https://www.cms.gov/Medicare/Provider-Enrollment-and-Certification/CertificationandComplianc/ICFIID
https://www.cms.gov/Medicare/Provider-Enrollment-and-Certification/CertificationandComplianc/ICFIID

(ppt). https://fliphtm|5.com/tyot/pboc/basic

Curryer, B., Stancliffe, R. J., & Dew, A. (2015). Sd#termination: Adults with
intellectual dsability and their familyJournal of Intellectual and
Developmental Disabilityd0(4), 394399.

FDR Online Library (n.d)http://docs.fdrlibrary.marist.edu/odssast.html

Friedman, C., & Spagmi, N.A. (2017). Getting out there: Community support
services for people with intellectual and developmental disabilities in
Medicaid HCBS waiverdnclusion, §1), 3344.

Friend, M. & Cook, L. (2017)interactions: collaboration skills for school
professional{8™ edition). Pearson Publishing.

Giangreco, M. F., Cloninger, C. & Iverson, V. (2006hoosing outcomes and
accommodations for children: A guide to education planning for students
with disabilities 2"9 edition. Baltimore, MD, Paul H. Brooks.

Horner, R.H., Dunlap, G., Koegel, R. |., Carr, E., Sailor, E., Anderson, J., Albin, R.
W. & OONei ||, R. (2005). Toward a Te
support.The journal of the association for the sewtgandicappedl5 (3).

Healthchidlren.org. (2019). Stages of Adolescence.
https://www.healthychildren.org/English/agetsges/teen/Pages/Staamés

Adolescence.aspx

Huefner, D. (2006)Getting comfortable with special education law: A framework
for with children with disabilitiesNorward MA: ChristopheGordan.

Individuals with Disabilities Education Act, 20 U.S.C. 81400 et seq. (2004).

Jenaro, C., Verdugo, M. A., Caballo, C., Balboni, G., Lachapelle, Y., Otrebski, W.,
& Schal ock, R. L. (2005). Cross cul't
life domains and indicators: a replicatidournal of Intellectual Disability
Research49(10), 734-739.

Kennedy, C. H. & Haring, T.G. (1992). Reducing the serious behavior problem of

people with developmental disabilities living in the commuriighavioral
Residential Treatmen? (2), 8198.

-114-


https://fliphtml5.com/tyot/pboc/basic
http://docs.fdrlibrary.marist.edu/odssast.html
https://www.healthychildren.org/English/ages-stages/teen/Pages/Stages-of-Adolescence.aspx
https://www.healthychildren.org/English/ages-stages/teen/Pages/Stages-of-Adolescence.aspx

Kincaid, D., Knoster, T., Shannon, P. Bustamante, S. (2002). Measuring the
impact of positive behavior support. Journal of Positive Interventions, 4 (2),
109-177.

Kohler, P. D, Gothberg, J.E , Fowler, C & Coyle, J. (20T&xonomy for
transition programming 2.0: A model for planning, organg, and
evaluating transition education, services, and prograwiestern Michigan
University. Available fromhttp://www.transitionta.org

Larson, S.A., Eschenbacher, H.J., Taylor, B., Petlin§e Sowers, M., & Bourne,
M.L. (2020). Irhome and residential lortgrm supports and services for
persons with intellectual or developmental disabilities: Status and trends
through 2017. Minneapolis: University of Minnesota, Research and Training
Cener on Community Living, Institute on Community Integration.

Larson, S. A., Lakin, K. C., & Hill, S. L. (2013). Behavioral outcomes of moving
from institutional to community living for people with intellectual and
developmental disabilities: U.S. studiesrh 1977 to 2010Research and
Practice for Persons with Severe Disabiliti83(4), 235246.

http://dx.doi.ora/10.2511/027494813805327287

Lunsky, Y., & Benson, B. A. (2001). Association betw@enceived social support
and strain, and positive and negative outcome for adults with mild
intellectual disabilityJournal of Intellectual Disability Research(2),
106-114.

Manente, C. J., Maraventano, J. C., LaRue, R. H., Delmolino, L., Sloa2Q1D0)(
Effective behavioral intervention for adults on the Autism Spectrum: Best
practices in functional assessment and treatment develoddetravior
Analyst Todayl1 (1) 3648.

Mazzotti, V. L., Rowe, D. A., Kwiatek, S., Voggt, A., Chang, W. H., Foyl&r
H., ... & Test, D. W. (2021). Secondary Transition Predictors of Postschool
Success: An Update to the Research Bdaecer Development and
Transition for Exceptional Individualgd4(1), 47-64.

Millar, D.S. (2014). Addition to transition assessmasaurces: A template for

determining the use of guardianship alternatives for students who have
intellectual disability Education and Training in Autism and Developmental

- 115-


http://www.transitionta.org/
http://dx.doi.org/10.2511/027494813805327287

Disabilities, 49 (2), 171181.

Millar, D.S., & Renzaglia, A. (2002). Factors affiect guardianship practices for
young adults with disabilitieg&xceptional Children68 (4), 465484.

Miller, S. M., & Chan, F. (2008). Predictors of life satisfaction in individuals with
intellectual disabilitiesJournal of Intellectual Disability Resezh, 52(12),
10391047.

Neely-Barnes, S. L. Marcenkd/. O., & Weber, L. (2008). CommunHyased,
consumeddirected services: Differential experiences of people with mild
and severe intellectual disabiliti€social Work Resear¢l32(1), 5565.

Nirje, B. (1969).Changing patterns in residential services fiee mentally
retarded President's Committee on Mental Retardation, Washington, D.C.
https://www.disabilitymuseum.org/dhm/lib/detail.html?id=1941&page=all#
6

Noonan, P. M., Morningstar, M. E., & Gaumer Erickson, A. (2008). Improving
interagency collaboration: Effective strategies used by-pagforming local
districts and communitie€areer Development for Exceptional
Individuals 31(3), 132143.

O'Brien C. L. & O'Brien J. (2000). The origins of persmmtered planning: a
community of  practice perspective. In: Pers@entered Planning:
Research, Practice, and Future Directions (eds. S.Holburn & P. Vietze). Paul
H Brookes.

Oertle, K. & Riesen, T(2019). Responsibility to inform: rehabilitation counselors,
students with disabilities, alternatives to guardianship, anédeticacy
instruction.The Journal of Forensic Vocational Analysis, 195568.

Oertle, K. M., & Trach, J. S. (2007). Inteeawy Collaboration: The Importance of
Rehabilitation Professionals' Involvement in Transitidournal of
Rehabilitation 73(3), 3644.

PayneChristiansen, E, M., & Sitlington, P. L. (2008). Guardianship: Its role in the

transition process for studentstvdevelopmental disabilitieEducation
and Training in Autism and Developmental DisabilideX1): 3 19.

-116-


https://www.disabilitymuseum.org/dhm/lib/detail.html?id=1941&page=all#6
https://www.disabilitymuseum.org/dhm/lib/detail.html?id=1941&page=all#6

Paraschiv, I., & Olley, G. (1999eneralization of social skills: Strategies and
results of a training and problesolving skills ERIC number EB43207.
https://eric.ed.qgov/?id=ED443207

Rehabilitation Act, 29 U.S.C 8§ 701 et seq. (1973).

Renty, J. O., & Roeyers, H. (2006). Quality of life in higimctioning adults with
autism spectrurdisorder: The predictive value of disability and support
characteristicsAutism 10(5), 511524,

Sailor, W., Goetz, J., Anderson, J., Hunt, P., & Gee, K. (1988). Generalization and
maintenance: Lifestyle changes in Applied Settings. Baltimore, MD: Paul
H. Brookes.

Schalock, R. L., Verdugo, M. A., Jenaro, C., Wang, M., Wehmeyer, M., Jiancheng,
X., & Lachapelle, Y. (2005). Cros=ultural study of quality of life
indicators.American Journal on Mental Retardatialil((4), 298311.

Shogren, Karrie A., Misael L. Wehmeyer, Hatice Uyanik, and Megan Heidrich.
"Development of the supported decision making inventory system."
Intellectual and developmental disabilitigs, no. 6 (2017): 432309.

Saleh, M. C., Shaw, L., Malzer, V., & Podolec, M. (2018)eragency
collaboration in transition to adulthood: A mixed methods approach to
identifying promising practices and processes in the NYS PROMISE
project.Journal of Vocational Rehabilitatioh1(2), 183198.

Smart, J. (2012Disability across the devepmental life span: For the
Rehabilitation CounseloiSpringer Publishing

Social Security Act42 U.S.C88 3011305 (1935)

Tanis, E.S. (2020). The cost of doing business: Institutional boas and comimunity
based services and support. Georgetown Journal on Poverty Law and Policy,
XXVII, (2).

Tanis, E.S., Lulinski, A. & Wu, J., Braddock, D. & Hemp, R. (2021). The State of

the Sates in Intellectual and Developmental Disabilities, Department of
Psychiatry, University of Coloradauww.stateofthestates.org

-117-


https://eric.ed.gov/?id=ED443207
http://www.stateofthestates.org/

Taylor, J.E. & Taylor, J.A. (2013). Persorntered planning: evidenbased
practice, challenges, and potential for th& @dntury.Journal of Social
Work in Disability & Rehabilitation, 12:3, 21335.

https://doi.org/10.1080/1536710X.2013.810102

Test, D. W., Mazzottiy. L., Mustian, A. L., Fowler, C. H., Kortering, L., &
Kohler, P. (2009). Evideneleased secondary transition predictors for
improving postschool outcomes for students with disabiliGaseer
Development for Exceptional IndividuaB2(3), 16G181.

U.S. Department of Justice. (201$atement of the Department of Justice on
Enforcement of the Integration Mandate of Title Il of the Americans with
Disabilities Act and Olmstead v. L.Retrieved fromhttps://www.ada.gov/

olmstead/g&a_olmstead.htm#_ftnref8

Utah State Board of Education, 2020ah State Board of Education Special
Education Rules.

https://www.schools.utah.gov/specialeducation/programs/rulespolicies?mid
=4962&tid=1

Utah Uniform Probate Code 75110.

Vaezey, S. E., Valentino, A. L., Low, A. |., McElroy, A. R., LeBlanc, L. A. (2016).
Teaching feminine hygierskills to young females with autism spectrum
disorders and intellectual disabilixssociation for Behavior Analysis
International 8 (2), 1841809.

Wang, M., & Brown, R. (2009). Family quality of life: A framework for policy
and social servicprovisions to support families of children with
disabilities.Journal of Family Social Worki2(2), 144167.

Werner, S. (2012). Individuals with Intellectual Disabilities: A Review of the
Literature on DecisioMaking since the Convention on the Right$efople
with Disabilities (CRPD)Public Health ReB4, 14.

https://doi.org/10.1007/BF03391682

Wehman, P., Schall, C., Carr, S., Targett, P., West, M., & Cifu, G. (2014).
Transition from school to atthood for youth with autism spectrum
disorder: What we know and what we need to kntmarnal of Disability
Policy Studies25(1), 3040.

-118-


https://doi.org/10.1080/1536710X.2013.810102
https://www.ada.gov/%20olmstead/q&a_olmstead.htm#_ftnref8
https://www.ada.gov/%20olmstead/q&a_olmstead.htm#_ftnref8
https://www.schools.utah.gov/specialeducation/programs/rulespolicies?mid=4962&tid=1
https://www.schools.utah.gov/specialeducation/programs/rulespolicies?mid=4962&tid=1
https://doi.org/10.1007/BF03391682

Wehman, P., Schall, C., McDonough, J., Sima, A., Brooke, A., Ham, W., ... &
Riehle, E. (2019). Competitive employmeéar transitionaged youth with
significant impact from autism: A mulsiite randomized clinical
trial. Journal of autism and developmental disorgér46.

Wehmeyer, M. L. ((1992). Setfetermination and the education of students with
mental retardatiarEducation and Treatment of Childrei/, 302315.

Wehmeyer, M. L. & Field, S. (2007%elfdetermination: Instructional Assessment
StrategiesThousand Oaks, CA: Corwin Press

Wolerly, M., JonesAult, M., & Munson Doyle, P. (1992)Teachingstudents with

moderate to severe disabilities: Use of response prompting strategies
White Plaines, NY: Longman Publishing.

-119-



Institute for Disability Research, Policy & Practice
6800 Old Main Hill, Logan, UT, 84328 nn =~ «  n d¥BR-USHEdWy m



	Introduction
	Definition of Intellectual and
	Developmental Disabilities
	Quality of Life Framework

	Module 1: Policy Framework for Integrated Supports and Services
	History and Background of ICF/IDs
	Facts About ICF/IDs
	CMS Shift in Services
	The Social Security Act
	Medicaid Waivers
	The CMS Final Settings Rule
	The Rehabilitation Act
	The Rehabilitation Act: Civil Rights
	The Rehabilitation Act: Programs

	The Americans with Disabilities Act of 1990, as Amended
	The Olmstead Decision
	The Individuals with Disabilities Education Act
	Module 1 Summary
	Key Takeaways
	Reflection Questions


	Module 2: Ensuring Rights and Privacy
	Rights of People with Disabilities
	Healthcare
	Safety
	Communication Privacy
	Personal Privacy
	Group Activities
	Free from Exploitation
	Finances

	Communication with Individuals,
	Parents, and Guardians
	Healthcare
	Social Relationships

	Staff Treatment of Individuals with Disabilities
	Other Considerations
	Limit the Use of Restraint and Seclusion
	Include Individuals in Conversations
	Develop Strategies to Communicate with People who are Non-Verbal
	Give the Individual Time to Process
	Assume Competence
	Age-Appropriate Expectations
	Age-Appropriate Activities
	Limit Large Group Activities
	Ensure Appropriate Living Arrangements

	Code of Ethics
	Module Summary
	Key Takeaways
	Reflection Questions
	Self-Reflection


	Module 3: Age-Appropriate Supports and Services
	Introduction
	Age-Appropriate Strategies to
	Support Youth with I/DD
	Age-Appropriate Communication
	Using Visual Supports

	Age-Appropriate Strategies to
	Support Teenagers with I/DD
	Developing Social Skills/Teenagers
	Developing Self-Determination Skills
	Supporting Physical Development and Sexual Maturity

	Module 3 Summary
	Key Takeaways


	Module 4: Informed Choice and Person-Centered Planning
	Introduction
	Person-Centered Planning Process
	Informed Choice
	Supported Decision Making
	Guardianship and Least Restrictive Alternatives
	Implications for Youth Under Age 18

	Module Summary
	Key Takeaways


	Module 5: Collaboration and Transition from Secondary School to Adulthood
	Introduction to Special Education Transition
	Vocational Rehabilitation

	Communication to Improve the Transition Process
	Daily Communication Exchange
	Practicing Scripts
	Using Consistent Visual/Picture Prompt or Communication
	Portfolio Development

	Module Summary
	Key Takeaways
	Reflection Questions


	Module 6: Independent Living Instruction
	The Importance of Individualized Instruction
	Teaching Independent Living Skills
	Using Ecological Inventory to Determine Skills to Teach
	Example Ecological Inventory
	Task Analysis
	Instructional Strategies
	System of Least Prompts
	Data Collection
	Compensatory and Other Support Strategies

	Module Summary
	Key Takeaways
	Reflection Questions


	Module 7: Positive Behavioral Interventions and Supports
	Framework for Positive Supports
	Function of Behavior
	Assessing the Function of a Behavior
	Other Considerations When Determining the Function of a Behavior
	Stages of Behavior Escalation and Strategies to Support and De-Escalate
	Final Considerations to Improve Quality of Life

	Module Summary
	Key Take-Aways


	References

