Public Policy Issues

Tab 17

Background:
A. State Policy Issues

TCDD staff will provide an update regarding recent public policy activities, including the
implementation of legislation and the budget adopted by the 83" Texas Legislature.

Discussion topics include:

» Senate Bill 7 Advisory Committee Appointments
» Settlement to Increase Community Options for Texans in Nursing Homes
» Guardianship Advocacy Activities

B. Update on State Supported Living Centers

The Committee will receive an update on recent advocacy activities involving State Supported

Living Centers.

C. Federal Policy Issues

TCDD Public Policy staff will provide an overview of the status and implementation of various
federal legislative initiatives that impact people with developmental disabilities. Additional
information is provided in meeting materials.

Public Policy Committee

Agenda Item 7.

Expected Action:

The Committee will receive updates on these items and may
make recommendations for consideration by the Council.

Council

Agenda Item 15. B.

Expected Action:

The Council will receive a report from the Public Policy Committee
and consider any recommendations offered from the Committee.
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Steward v. Perry ADA Interim Settlement Fact Sheet

The United States Department of Justice, the private Plaintiffs and the State of Texas have
entered into an Interim Agreement intended to enable Texans with intellectual and other
developmental disabilities who are 21 years of age or older to live in community settings rather
than nursing facilities. The two-year Interim Agreement will serve at least 635 people with
disabilities who are currently in nursing facilities or who are at serious risk of having to enter a
nursing facility. The Interim Agreement calls for the State to begin expanding community
alternativesto nursing facilities for persons with such disabilities, while the parties pause their
ongoing litigation and negotiate a comprehensive settlement of al remaining issues in the case.

e Oveview

o

The Interim Agreement partially addresses the Civil Rights Division’s finding and the
private Plaintiffs’ allegations that the State of Texas failed to serve individuals with
intellectual and developmental disabilities in the most integrated setting appropriate
to thoseindividuals' needs, in violation of the Americans with Disabilities Act

(ADA) and Olmstead v. L.C. In addition, the Interim Agreement pauses the ongoing
litigation in Seward v. Perry under the ADA and Olmstead.

The Interim Agreement requires the State to expand community-based services
through Medicaid waivers and individual supports for over 600 people with
developmental disabilities who are unnecessarily living in nursing facilities or who
are at risk of unnecessary institutionalization in nursing facilities. The Interim
Agreement beginsto offer the opportunity to live an integrated life to some of the
thousands of people with developmental disabilities currently segregated in Texas's
nursing facilities and ensures that they will receive specialized services while they are
still in nursing facilities.

Under the Interim Agreement, the State will begin providing community-based case
management, educational activities about community living options, transition
planning for people who want to move to the community, and services and systems to
transition people to the community and divert others from admission to nursing
facilities.

The Interim Agreement will help the State focus its resources on safe, individualized,
and cost-effective community-based services that promote integration and
independence and enable individuas to live, work, and participate fully in community
life.

e Rdief in Interim Agreement

(0]

Expansion of Community Services

= Beginning in September 2013, the State will provide 635 home and community-
based Medicaid waiversto help individuals with intellectual and other
developmental disabilities |eave nursing facilities and to prevent the unnecessary
ingtitutionalization of individuals who are at risk for entering nursing facilities.

¢ 360 Home and Community-based Services waiversto transition individuals
residing in nursing facilities to the community over the next two years.

1



¢ 150 Home and Community-based Services waivers and 125 Texas Home
Living Program waivers for individuals at-risk of admission to nursing
facilities over the next two years.

Individuals with “related conditions” (e.g., cerebral palsy), who arelivingin a
nursing facility or at risk of entry into a nursing facility, will be included in the
State’ s Home and Community-based waiver program.

0 Service Planning and Provision of Services

The State will conduct an assessment of al Texas nursing facility residents by
August 31, 2014, to ensure that all residents who have an intellectual or other
developmental disability are identified.

Service Planning Teams and Service Coordinators will be provided for all adults
with adevelopmental disability who livein anursing facility or are diverted from
entering anursing facility.

¢ Service Planning Teams will convene at least quarterly, develop—through a
person-centered process—a service plan to transition and serve each
individua in the most integrated setting, monitor implementation of that plan,
and provide the specialized services the individual needs while in the nursing
facility.

¢ Service Coordinators will meet face-to-face with individuals at least monthly,
help implement the service plan, and educate individuals and families about
available community supports and services. Service Coordinators will not be
employed by the nursing facility.

Adequate medical, nursing, and nutritional management supports and services
will be provided in the community.

Access to an array of integrated day, employment, recreational and other activities
will be provided.

o0 Transition Planning

Information about community living options will be offered to individuals with
intellectual and other developmental disabilitiesin nursing facilities at least every
six months to alow individuals to make informed choices about where they want
to live.

Community Living Discharge Plans will be developed for individuals who wish
to transition to the community to ensure essential supports are in place before the
individual moves.

Individuals who want to move and are digible for acommunity-based waiver will
be enrolled in awaiver within 180 days from the date that awaiver slot becomes
available and will have opportunitiesto visit homes beforehand.



0 Nursing Facility Diversion

Individuals with developmental disabilities will be identified before they are
admitted to anursing facility.

Individuals at risk of admission to nursing facilities will be educated about
community alternatives to nursing facilities.

The State will establish Diversion Coordinators to identify and arrange
community services for individuals at-risk of nursing facility placement so they
can avoid being admitted to a nursing facility.

0 Implementation and the Comprehensive Agreement

The Interim Agreement provides for a mutually agreed upon Expert Reviewer to
assist the Parties in devel oping outcome measures to determine progress toward
these reforms.

The Expert Reviewer will assist the Parties in developing protocols to gather data
and ensure individuals needs are being met.

The Parties will continue negotiating a comprehensive settlement agreement,
expected to be complete within 150 days but may be extended if needed.



Settlement to Increase Community
Options for Texans in Nursing Homes

August 28, 2013

nder a preliminary lawsuit settlement,

Texas will expand community living options

for adults with intellectual disabilities and

related conditions in Texas nursing facili-
ties, while also working to prevent unnecessary admis-
sion of individuals and to ensure people in the institu-
tions obtain the level of services they need. The two-
year interim agreement calls for the state to identify
all people with developmental disabilities in nursing
facilities by Aug. 31, 2014, inform these individuals and
family members about community options, and help
individuals who want to move to the community to do
so.

The lawsuit, Steward vs. Perry, was filed by six adults
with intellectual and developmental disabilities, The
Arc of Texas and the Coalition of Texans with Disabili-
ties in December 2010. The lawsuit alleged that state
officials violated the Americans with Disabilities Act
and other federal laws by segregating about 4,500
Texans with intellectual and developmental disabilities
in nursing homes and failing to provide needed treat-
ment and services.

The interim agreement was filed on August 19, 2013,
and the U.S. District Court in San Antonio approved
the interim settlement on Aug. 26. It is designed to
resolve as many issues as possible for now and sus-
pend any legal action until July 1, 2015, when the par-
ties hope to reach a final agreement.

Beginning in September 2013, the State will provide
Medicaid waivers to help 635 adults with intellectual
and other developmental disabilities, 21 or older, to
leave nursing facilities or avoid unnecessary admis-
sions. The Texas Legislature allocated funding for 360
Home and Community-based Services waivers to help
individuals transition out of nursing facilities over the
next two fiscal years. To prevent nursing home admis-
sions, 150 people will receive services from the HCS
waiver program and 125 people will receive services
from the Texas Home Living waiver program.

The interim agreement offers meaningful opportuni-
ties for people like plaintiffs Eric Steward of San Anto-
nio and Benny Holmes of Dallas. Eric recently moved

to the community after spending nearly a decade in a
nursing facility. Benny moved to a community home
two years after being placed in a nursing facility, and
he now has his own room, wheelchair and regular
physical therapy.

The other plaintiffs in the case are Andrea Padron and
Linda Arizpe of San Antonio, Patricia Ferrer of Dallas
and Zackowitz Morgan of Houston. The plaintiffs are
represented by Disability Rights Texas, the Center for
Public Representation, and the law firm of Weil,
Gotshal & Manges LLP. The U.S. Department of Justice
also intervened in the case in 2012, on behalf of the
plaintiffs.

More adults with developmental disabilities will be able to
move out of nursing homes — or avoid admission — under a
preliminary settlement in a lawsuit signed Aug. 26, 2013.

For More Information

Disability Rights Texas news release:

State of Texas, Lawsuit Plaintiffs Reach Interim Agree-
ment Expanding Community Services and Opportuni-
ties for Persons with Intellectual and Developmental
Disabilities in Nursing Facilities (pdf)

Steward v. Perry ADA Interim Settlement Fact Sheet

Steward v. Perry ADA Interim Settlement Agreement
(pdf)



http://www.disabilityrightstx.org/files/DOJ_agreement_is_victory_for_Texans_with_disabilities_unlawfully_confined_to_nursing_homes.pdf
http://www.ada.gov/olmstead/documents/steward-fact-sheet.docx
file:///C:/Users/Cgalvan/AppData/Local/Microsoft/Windows/Temporary%20Internet%20Files/Content.Outlook/U60L3MYA/Steward%20v.%20Perry%20ADA%20Interim%20Settlement
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Guardianship

Position Statement

The appointment of a guardian is a legal proceeding designed to promote and protect the well-being of the
person. Establishing a guardianship removes rights and privileges from the individual and assigns control
to someone else. The Council believes guardianship should be granted only if all other alternatives are
insufficient, and only to the extent and only for the length of time determined to be necessary, with annual
reviews to determine if the guardianship can be terminated or reduced. The Council supports the position
that individuals should receive support, education or training to develop their capacity to make decisions
for themselves, so that the guardianship may be averted.

The Texas Probate Code requires that all guardianships be as limited as possible. The Council also
supports the position that guardianship must be demonstrated to be the most appropriate and least
restrictive alternative. When determined to be necessary, a guardianship should be tailored such that it is
limited to only those specific areas in which surrogate decision making is likely to be needed. The
individual’s ability to make decisions should be developed and supported to the maximum extent
possible, and guardianship should not decrease an individual’s dignity or the right to make choices if there
is no undue risk.

According to Texas Probate Code, Chapter XI1I, a court may appoint a guardian with full authority over
an “incapacitated person” or may grant a limited authority over an “incapacitated person” as indicated by
the person’s actual physical or mental limitations and only as necessary to promote and protect the well-
being of the person. Texas Probate Code further defines “incapacitated person” to mean (A) a minor;

(B) an adult who, because of a physical or mental condition, is substantially unable to provide for their
own food, clothing or shelter; to care for their own physical health; or to manage their financial affairs; or
(C) a person who must have a guardian appointed to receive funds due the person from any government
resource.

The Council supports the position that such limitations in abilities must be carefully evaluated, with a
presumption that persons with disabilities are competent and individual’s decision-making abilities can be
supported with education, training and/or assistance. Individuals may require assistance from others or
accommaodations based on their disability but still be able to make informed decisions based on their own
preferences. Most importantly, the presence of a physical or mental disability or the age of an individual
does not indicate the need for guardianship. The Council supports the position that the evaluation of a
person’s mental status must take into consideration and rule out any reversible conditions that can cause
confusion and seeming incapacity before certifying the need for a guardian.

(Continued)

! Texas Probate Code, Sec. 602. Purpose of Guardianship.



The vast majority of people with disabilities, including intellectual disabilities, do not need guardians.
An in-depth capacity assessment must be conducted prior to any guardianship hearing, focusing on the
person’s decision-making skills, experience, capacity and support system. The assessment should be
conducted by a professional trained to administer and interpret an appropriate instrument related to need
for guardianship. Additionally, there must be a mechanism for individuals to provide input during their
own capacity assessment and guardianship reviews.

There are a number of alternatives to guardianship that should be explored before proceeding with a
guardianship hearing. In the financial area, multi-party contracts, trusts, powers of attorney, representative
payees, and money management programs may enable an individual to successfully manage financial
issues without the necessity of having a guardian of the estate appointed. For health and programmatic
concerns, the use of advance directives or surrogate decision-makers (under the Health and Safety Code)
might prevent the need to establish a guar dian of the person. Consideration should be given to providing
education and support to develop decision-making skills and opportunities for additional experience.

If the alternatives are not sufficient to protect the interests of the individual, a guardianship hearing may
be necessary. It is important that a judge carefully evaluates the qualifications and interests of a proposed
guardian and gives special consideration to the nature of the relationship. It is also essential that an
appointed attorney ad litem adequately represent the interests of the person for whom guardianship is
being proposed, and that all attorneys ad litem appointed by judges in guardianship proceedings have been
certified in guardianship law by the State Bar of Texas as required by the Texas Probate Code. Further, a
professional evaluation of the individual by a physician or psyehelegist psychiatrist must clearly indicate
how the individual’s disability affects his or her ability to make and communicate informed decisions and
what proactive measures have been taken to maximize the ability of that individual to make and
communicate informed decisions.

The Council supports the position that if a guar dianship of the person is granted, it should be of the
limited type in which the specific areas of needed assistance are listed in the order by the judge. The
guardianship should encourage the development of maximum self-reliance and independence for the
individual. Further, the required annual review of the guardianship must involve a serious consideration
of whether it needs to be continued, modified or terminated, and a yearly report of this review must be
filed in each guardianship. It is essential that annual reviews are not limited to a financial review, but also
consider the individual’s capacity and needs. Additionally, the judicial system must have the resources
needed to make and review guardianship assessments. The Council further recommends that participants
in the annual review should include, but not be limited to, the individual, the guardian, attorney ad litem,
and an outside advocate/ombudsman.

It is estimated that many of the Texans with disabilities who do not have the capacity to provide informed
consent for services, treatments or legal issues have no one to provide assistance in decision-making or
even to serve as a guardian. Financial barriers (bonds and court costs) often prevent family members from
serving in this role. The Council supports the position that the state of Texas should remove these barriers.
Local guardianship and money management programs (supported in part by the Health and Human
Services Commission) plus surrogate consent committees (for ICF-MR residents only) fill part of this
gap, as do services provided by the Texas Department of Family and Protective Services. However, more
resources are sorely needed in this area. Additionally, the Council believes that the state needs to establish
statutory authority to regulate private professional guardians more closely.

Reviewed May 3, 2012



State Policy Issue Guardianship

Guardianship

Texas Council for Developmental Disabilities public policy staff are engaged in a number of advocacy
efforts during this legislative interim that will advance the Council’s position on guardianship.

Network of Guardianship Stakeholders (WINGS)

The National Guardianship Network awarded an incentive grant and technical assistance to the Texas
Office of Court Administration to establish a Texas Working Interdisciplinary Network of Guardianship
Stakeholders (WINGS). The network, which includes TCDD representation, will:

(1) identify strengths and weaknesses in the state’s current system of adult guardianship and less
restrictive decision-making options;

(2) address key policy and practice issues;

(3) engage in outreach, education and training; and

(4) serve as an ongoing problem-solving mechanism to enhance the quality of care and quality of
life of adults in, or potentially, in the guardianship and alternatives system.

Interim Advocacy Collaboration

A cross-section of groups, including organizations representing constituents with physical, mental,
intellectual and developmental disabilities, seniors, and the legal community, including TCDD and
Disability Rights Texas, are collaborating to develop policy recommendations that address opportunities
and challenges associated with the guardianship system and the Texas Probate Code.

So far, this collaboration has developed policy recommendations for:

(1) a bill of rights for wards;
(2) supported decision making agreements, and
(3) alternatives to guardianship.

Bill of Rights for Wards

There are few legal processes more restrictive of citizens in a free society than guardianship. People in
the guardianship system are referred to as wards throughout the Texas Probate Code. Guardians have a
special responsibility for the rights of wards. This responsibility includes protecting wards’ rights and
supporting wards in exercising their rights and privileges. Because guardianship is seen as a broad
restriction of rights, it is important that the individual under guardianship know their rights that they get
to keep. Important rights that a person under guardianship should know that are not restricted include
one’s rights for due process, such as the right to have a copy of guardianship orders and have it
explained in a way they understand; and rights around personal choice, such as the right to visit with
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people of their choice - unless the court has determined otherwise. For individuals under guardianship,
Texas Probate Code, Sec. 675A, states that wards have: “all rights, benefits, responsibilities, and
privileges granted by the Constitution, and state and federal law, except where lawfully restricted.” The
direction ends there with no list of those rights.

TCDD staff are engaged in advocacy efforts to promote the individual’s dignity and right to make choices
when there is no undue risk by developing a bill of rights of a ward to be listed in code.

Supported Decision-Making Agreement

Supported decision-making is an informal alternative to guardianship intended to maximize the
autonomy and exercise of rights by people with a disability. It is broadly defined as individuals choosing
people they trust to help them make decisions or have them interpreted, and to communicate their
decisions to others.” Supported decision-making is an option of a more informal process that involves
friends and family instead of specific court-appointed substitute decision-makers.

Supported decision-making promotes autonomy because it does not require a person with a disability to
give up his or her decision-making rights under a guardianship based on the person’s capacity. Even
though guardianship orders can be limited to specific areas of a person’s life or plenary, meaning all
rights and privileges are revoked, both styles still reduce an individual’s decision making authority and
are usually permanent. Alternatively, supported decision making can be used as a temporary
arrangement while an individual learns independence and new skills.

Texas is the only state with a pilot program designed to incorporate supported decision-making into the
existing statute, according to research conducted by Disability Rights Texas. HB 1454 established a
volunteer-supported decision-making advocate pilot program for persons with cognitive disabilities who
live in community settings.> The Health and Human Services Commission delegated oversight of the
program to the Department of Aging and Disability Services. TCDD agreed to award funds for
demonstration projects since neither DADS nor HHSC received appropriations for those projects. One
grant was awarded for a project to The Arc of San Angelo.

TCDD staff are engaged in advocacy efforts to encourage the incorporation of supported decision-
making agreements into the Probate Code as an alternative to guardianship.

! See United Nations Enable, Handbook for Parliamentarians on the Convention of Rights of Persons with Disabilities Ch. 6
(2007), available at http://www.un.org/disabilities/default.asp?id=212 (providing a parallel but longer definition).
2

Id.
% Volunteer-Supported Decision-Making for People with Cognitive Impairments - A Report on the San Angelo Alternatives to
Guardianship Project: Prepared in Response to House Bill 1454, 81st Texas Legislature, Regular Session, 2009. Available at
http://www.dads.state.tx.us/news_info/publications/legislative/hb1454-december2012.pdf
4

Id.
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Alternatives to Guardianship

Although the purpose statement for guardianship in Texas Probate Code includes the charge to maintain
the maximum level of self-reliance and independence of the “incapacitated person”, judges indicate
they have no direction about how to achieve this goal. As such, courts routinely use full, or plenary,
guardianship instead of alternatives to guardianship or even limited guardianship because it is the only
clear course of action. Most of the alternatives already exist in statute, such as a medical power of
attorney or representative payee, but they are located throughout the code and not referenced in one
place. The only recommended alternative not included in current statute is the inclusion of a proposed
supported decision-making agreement being developed by the interim advocacy collaboration.

TCDD staff are engaged in advocacy efforts to encourage the listing of specific alternatives to
guardianship in the Texas Probate Code immediately following the charge relating to maintaining the
maximum level of independence.
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What The Shutdown Means For Disability Services
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As the first U.S. government shutdown in more than 17 years takes hold, some programs
benefiting people with disabilities will continue with business as usual while others grind to a
halt.

The shutdown, which began Tuesday, comes after Congress failed to reach a deal to fund
the federal government for the new fiscal year starting in October. Under a shutdown, some
services considered “essential” will continue operating while many other government
activities will come to a standstill as 800,000 federal workers are sent home until a new
budget takes effect.

Here’s a look at how the shutdown will impact programs that people with developmental
disabilities rely on:

SOCIAL SECURITY Benefit payments will continue to be distributed on schedule to
individuals receiving Social Security and Supplemental Security Income. Local offices will be
open, but only to perform select services.

MEDICAID Services provided by Medicaid will largely proceed as usual since an advance
appropriation ensured that states receive funding for the program on Oct. 1. However,
disability advocates say they are worried that the shutdown could exacerbate payment
delays that providers of long-term services and supports are already facing. “"The long delays
have put many of our affiliates in almost untenable cash flow positions and further delays
may cause some to cease Medicaid services,” said Katy Neas, senior vice president of
government relations at Easter Seals.

HOUSING The U.S. Department of Housing and Urban Development says it will not be able
to provide further funding to local housing agencies during the shutdown. However, most
local agencies already have enough money to fund rental assistance vouchers for the month
of October, more than half of which help the elderly and people with disabilities.

SPECIAL EDUCATION Schools won't see much impact immediately, with states receiving $22
billion in special education funds on schedule this month from the federal government, the
U.S. Department of Education said.

DISABILITY RIGHTS ENFORCEMENT The U.S. Department of Justice says that civil litigation,
which includes the enforcement of disability rights laws like the Americans with Disabilities
Act, will be “curtailed or postponed” to the extent possible.

RESEARCH Developmental disability surveillance programs — which track the prevalence of
such conditions — will come to a halt during the shutdown, said Barbara Reynolds of the U.S.
Centers for Disease Control and Prevention. Meanwhile, the National Institutes of Health will
not make any new grant awards for research.
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