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Background:

The Council periodically reviews TCDD’s Position Statements. This quarter, TCDD staff asked Council
members to review and recommend updates for the following Position Statements: Children &

Families, Emergency Preparedness, Family Support, and Guardianship Reform & Supported Decision-
Making.

The following Position Statement documents are included for your review:
A. Emergency Preparedness - Current Position Statement with Markups*
B. Family Support - Current Position Statement with Markups*
C. Guardianship Reform & Supported Decision-Making
1. Current Position Statement with Markups*
2. Position Statement with Recommendations Accepted
D. Children & Families
1. Current Position Statement with Markups*
2. Position Statement with Recommendations Accepted

* PURPLE Council Member input; RED Staff input.

Public Policy Committee Expected Action:

Agenda Item 6. The Committee will consider suggested changes to four position
statements and may recommend revisions to the Council.

Council Expected Action:
Agenda Item 10. The Council will consider any recommendations offered from the

Committee.
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Emergency Preparedness
Position Statement

The Texas Council for Developmental Disabilities supports the position that people with disabilities
deserve respectful, prompt and efficient assistance during “shelter in place,” evacuation, and relocation
resulting from a natural disaster or emergency event. Individuals must have access to appropriate and
accessible transportation, shelter, medical and mental health care, and information on temporary support
services. To achieve this, people with disabilities and their families, state agencies, first responders, relief
workers, and local and state government must work together to create emergency preparedness systems
and plans that are responsive to people with disabilities’ needs and stated preferences. There also must be
a priority on people with disabilities and their families creating individual emergency preparedness plans.

The Texas Council for Developmental Disabilities supports the position that people with disabilities and
their families must be involved in planning and implementing first responder and relief worker trainings
that address the needs of people with disabilities in an emergency event, including accessible
transportation, adherence to an individual’s existing emergency preparedness plan, and the importance of
keeping families and other support networks, including service animals, together throughout the
evacuation and relocation processes.

The Texas Council for Developmental Disabilities supports the following principles as integral to the
health and safety of people with developmental disabilities during an emergency event:

* Individuals and families create, review and revise as necessary (at least annually) individual
emergency preparedness plans, to include “shelter in place” plans, with support from long-term
eare services and supports programs when appropriate;

* Confidentiality of personal and medical information included in an individual’s emergency
preparedness plan or provided to any registry system or service provider;

* Participation of people with disabilities and families in developing local, regional, and state
emergency preparedness plans, to include “shelter in place” plans, that are responsive to the needs
and preferences of people with disabilities;

* Participation of people with disabilities and their families in developing trainings for first
responders and relief workers on the needs of people with all disabilities during and after an
emergency event, including information on invisible disabilities, self-determination, and
preserving support networks; and

* Information on emergency preparedness and preparedness planning activities and resources must
be available to everyone in plain language in a format that meets established accessibility
standards for people with disabilities.

Approved August-8-2014




‘ TEXAS COUNCILﬁ”’ (512) 437-5432 / (800) 262-0334
r - DEVELOPMENTAL | Fax (512) 437-5434
6201 E. Oltorf, Suite 600, Austin, TX 78741-7509

D I SAB I LITIES TCDD@tcdd.texas.gov / www.tcdd.texas.gov

Family Support

Position Statement

The Texas Council for Developmental Disabilities supports the position that families should have access
to supports and services needed to pr0V1de sustalned care throughout the hfespan of a child, a 51b11ng, or
an adult with disabilities. Family o :
with-disabilities—National caregiver studles estlmate that more than 85 percent of 1nd1v1duals w1th
developmental disabilities reside with and rely on their families for care. Emotional, social and economic
challenges accompany a family’s commitment to their family member with a developmental disability.

Throughout an individual’s lifespan, family support services are sometimes necessary intended-to
strengthen and maintain family connections while fostering self-determination, independence, and
participation in school, job, recreational and community activities. Adequate support services must be
available to people with disabilities so that they can remain in the community rather than face
inappropriate institutional placements.

The Texas Council for Developmental Disabilities supports the provision of a full array of flexible,
culturally competent family support services that include but are not limited to:

U adaptive equipment and/or specialized clothing;

Q) assistive technology devices and services;

Q counseling services;

U financial assistance with the extra expenses of providing support;
U home modifications;

BH-eisure-time-planning; meaningful day activities;

Q) person-centered eemprehensive-planning for transition from early childhood to school, from school
to adult life, and from adult life to retirement;

Q) personal assistance and habilitative services/direet-eare services;
Q respite care that is affordable, safe, age-appropriate and in the most integrated setting;

U service coordination including information and referral services;

U training to empower people with disabilities and their families to advocate for lifestyles they
choose and skills to effectively support their family member at home;

Q transportation_that is accessible and affordable; and

U vehiclewdar accessibility modifications.

Providers of family support services must have education and training that will prepare them to work with
families and people with disabilities of all ages to maximize each individual’s petential-self-determination

and full community inclusion-with-theirpeergroups.

To be effective and beneficial, family supports and services must be affordable, easy to access, designed
by the individual and their family, individualized based on functional needs rather than diagnosis, flexible
to changing needs and circumstances, and culturally appropriate.

Approved August-8:2044
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Guardianship and Supported Decision-Making

Position Statement

The Texas Council for Developmental Disabilities supports increasing opportunities for, and protecting
the civil rights and well-being of, people with developmental disabilities. The vast majority of people
with disabilities, including those with intellectual and developmental disabilities are able to make
important decisions, mdenendentlv or w1th support, w1thout the need for a guardlan —\Kl&h—the—pfews&eﬁ

Guardianship is a legal teelproceeding which allews-a-person-to-make-deeisionsforanotherperson—it

alse removes the civil rlghts and pr1v1leges of a person by ass1gn1ng control of thet-his or her life to
someone else. A o : se-th e o

abeﬂ{—thefr—h¥es—The broad deﬁmtlon of 1ncapa01ty in Texas Estates Code has a dlscrlmmatory impact
by enabling a court to appoint a guardian if an adult has a physical or mental condition and is
substantially unable to provide food, clothing, or shelter, to care for their physical health, or manage
their own financial affairs. Even though individuals with a disability may need supports and services or
assistance from others to provide for such needs, they should still be afferded able to maintain the right
to make choices about these aspects of their lives.

Recent legislative changes promoting alternatives to guardianship, including supported decision-

making and a bill of rights for individuals under guardianship, provide the opportunity to significantly
advance the rights and protections for individuals with disabilities. To achieve the goals of

guardianship reform there must be statewide monitoring and accessible and useable information,

training and technical assistance provided to individuals with disabilities, families, courts, attorneys,
guardians, educators, medical providers and state and local providers of services and supports.

The Texas Council for Developmental Disabilities supports the-feHewing changes to the guardianship
system in Texas that would promote the self-determination, well- being and preteetthe rights of peeple
individuals with disabilities:

O A person should not be presumed to need a guardian because of advanced age or the presence of a
physical or mental disability.

o The definition of incapacity in state law should be revised to consider the person’s everyday
functioning, values, preferences and cognition rather than their medical diagnosis. Fhe-




o __The physical examination and documentation for incapacity should be based on functional
abilities with or without services and supports.

o __Guardianship based solely on the diagnosis of intellectual disability should be prohibited.

A The court should be required to explain

Hve:

U The term “ward” should be revised changed to “persen-individual under guardianship” in state law
and supporting materials.

U A guardian should be required to meet with the person underguardianship-and-the-persen’s and
their physician before consenting to the administration of psychoactive medication for that

individual except in a medication-related emergency-as defined by the-Seetion574-+0H2);-Texas
Health and Safety Code.

Approved May9,2014
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Guardianship and Supported Decision-Making

Position Statement

The Texas Council for Developmental Disabilities supports increasing opportunities for, and protecting
the civil rights and well-being of, people with developmental disabilities. The vast majority of people
with disabilities, including those with intellectual and developmental disabilities are able to make
important decisions, independently or with support, without the need for a guardian.

Guardianship is a legal proceeding which removes the civil rights and privileges of a person by
assigning control of his or her life to someone else. The broad definition of incapacity in Texas Estates
Code has a discriminatory impact by enabling a court to appoint a guardian if an adult has a physical or
mental condition and is substantially unable to provide food, clothing, or shelter, to care for their
physical health, or manage their own financial affairs. Even though individuals with a disability may
need supports and services or assistance from others to provide for such needs, they should still be able
to maintain the right to make choices about these aspects of their lives.

Recent legislative changes promoting alternatives to guardianship, including supported decision-
making and a bill of rights for individuals under guardianship, provide the opportunity to significantly
advance the rights and protections for individuals with disabilities. To achieve the goals of
guardianship reform there must be statewide monitoring and accessible and useable information,
training and technical assistance provided to individuals with disabilities, families, courts, attorneys,
guardians, educators, medical providers and state and local providers of services and supports.

The Texas Council for Developmental Disabilities supports changes to the guardianship system in
Texas that would promote the self-determination, well- being and rights of individuals with disabilities:

O A person should not be presumed to need a guardian because of advanced age or the presence of a
physical or mental disability.
o The definition of incapacity in state law should be revised to consider the person’s everyday
functioning, values, preferences and cognition rather than their medical diagnosis.
o The physical examination and documentation for incapacity should be based on functional
abilities with or without services and supports.
o Guardianship based solely on the diagnosis of intellectual disability should be prohibited.
O The court should be required to explain the bill of rights for persons under guardianship in a
manner accessible to the individual.
O The term “ward” should be changed to “individual under guardianship.”

O A guardian should be required to meet with the person and their physician before consenting to the
administration of psychoactive medication for that individual except in a medication-related
emergency as defined by the Texas Health and Safety Code.

Approved
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Children and Families
Position Statement

The Texas Council for Developmental Disabilities supports the position that all children belong in
famlhes Where theV feel loved and cared for and have the Sum)orts and Omoortumtv to that-previdetove-

s ; S ; hem to learn to be
1ndeDendent and successful —gfe%develrep—aﬂd—thme— Chlldren with dlsablhtles are no different from
other children in their need for the unigue benefits that come only from growing up in a loving permanent
family-relationship. All children benefitand-are enriched by being part of aninelastve-envirenment a
family and community that promotes their physical, social, and intellectual well-being and leads to
independence and self-determination.

Families of children with disabilities often need supports and services to sustain-famitytife-and-keep their
children at home and included in the community. Family support services are #tended-meant to

strengthen-support the famiy’srele-as-family to continue as primary caregiver, maintain family unity and
prevent expensive and isolating out-of-home placement of individuals with disabilities raintaimnfamiby-

whity-andtosterseH-determination.
The Texas Council for Developmental Disabilities supports the position that:

Q All children can and should hve ina famﬂy%d—l—ehﬂd—reﬁ—ﬁeed—a—famﬂy to best grow develop and
thrive. AH-eh e -

a F&mfhes—eeme—ffemﬂaﬁy—eu&ufes—aﬁd—afe—&m}&&meﬂs&eﬁa% No matter its eempesttion-makeup
or cultural background, a family is the best chance for a effersa-child_to have a home and-a-

Lifelengecommitmentto. love, belonging and permanency. Parents with disabilities are-capable-of
can and do provide loving famitesand-homes to children.

Q All Familiesrineluding parents-with-disabilities;-families should have-avaiable the level-of

supports and services needed to keep their children with and without disabilities in their own
homes. Family support services should include, but are not limited to, respite eare, provision-of
rehabilitation, habilitation and assistive technologies, personal assistant services, parent training
and counseling, ¥ehiewtar-vehicle and home modifications, and assistance with extraerdinary-
expenses associated with disabilities. tr-additionss

Since the vast majority (over 85%) of individuals with disabilities restde-live with families #-their
ereetiReebre e e ool e e e e e d- oy need sreesseappeessae—child
care and te-before- and after-school programs with the necessary accommodations to their
dlsablhtv Dr0V1ded in the same settmgs as other chlldren Ghﬂd—e&re—fe%elﬂ-}édﬁeﬁ—w%h—é&abﬂ-iﬁes—

ID

O Providers of family support services must have education and training that will prepare them to
work with people with disabilities in inclusive settings to achieve this goal.



Fo-be-effectiveand-benefietalsSupports and services must be easy to access, family-driven,
individualized, flexible to changing needs and circumstances, culturally sensitive-appropriate and
based on functional needs rather than categorical labels.

When children with disabilities cannot remain in their own families, for whatever reason, the first
priority should be to reunite the family threueh-the-infusion-of by offering the necessary services
and supports_they need to continue to be a family. When that-reunification is not possible and-the-
famiy-ecanremainactivelinvolvedinthe-ehild s tifethe rataral-family should be an active
participant in the child’s care plan and a key participant in selecting an alternate family situation
for their child, including foster families, co-parenting and adoption.

When families cannot be actively involved in their children’s lives, permanency planning must
occur to allow each child to live in a family.

School districts and health and human services agencies are integral sources of information and
training for parents. Coordination among school districts and outside agencies is eritiealnecessary
to provide parents with accurate, timely information regarding-about services and elgibility-
reguirements-supports to help their child stay in the home and transition to independent adult life.

It is essential to guarantee that all children are safe from abuse and neglect. Support of the families
of children with disabilities from this system is critical to make sure children remain in a safe,
family environment and are not unnecessarily removed from families due to the absence of
necessary services and supports.

The Council supports the public policy statement adopted by the State of Texas recognizing-that
recognizes the value of families in children’s lives and supports the development of programs, policies
and funding mechanisms that allow all children to live and grow up in a family.

Approved Atgust8;2044
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Children and Families
Position Statement

The Texas Council for Developmental Disabilities supports the position that all children belong in
families where they feel loved and cared for and have the supports and opportunity to learn to be
independent and successful. Children with disabilities are no different from other children in their need
for the benefits that come only from growing up in a loving permanent family. All children are enriched
by being part of a family and community that promotes their physical, social, and intellectual well-being
and leads to independence and self-determination.

Families of children with disabilities often need supports and services to keep their children at home and
included in the community. Family support services are meant to support the family to continue as
primary caregiver, maintain family unity and prevent expensive and isolating out-of-home placement of
individuals with disabilities.

The Texas Council for Developmental Disabilities supports the position that:
Q To best develop and thrive, children can and should grow up in families.

O No matter its makeup or cultural background, a family is the best chance for a child to have a
home, love, belonging and permanency. Parents with disabilities can and do provide loving homes
to children.

Q All families should have the supports and services needed to keep their children with and without
disabilities in their own homes. Family support services should include, but are not limited to,
respite, rehabilitation, habilitation and assistive technologies, personal assistant services, parent
training and counseling, vehicle and home modifications, and assistance with expenses associated
with disabilities.

Q Since the vast majority (over 85%) of individuals with disabilities live with families they need
child care and before- and after-school programs with the necessary accommodations to their
disability provided in the same settings as other children.

Q Providers of family support services must have education and training that will prepare them to
work with people with disabilities in inclusive settings to achieve this goal.

QO Supports and services must be easy to access, family-driven, individualized, flexible to changing
needs and circumstances, culturally appropriate and based on functional needs rather than
categorical labels.

O When children with disabilities cannot remain in their own families, for whatever reason, the first
priority should be to reunite the family by offering the necessary services and supports they need
to continue to be a family. When reunification is not possible the family should be an active
participant in the child’s care plan and a key participant in selecting an alternate family situation
for their child, including foster families, co-parenting and adoption.

O When families cannot be actively involved in their children’s lives, permanency planning must
occur to allow each child to live in a family.



O School districts and health and human services agencies are integral sources of information and
training for parents. Coordination among school districts and outside agencies is necessary to
provide parents with accurate, timely information about services and supports to help their child
stay in the home and transition to independent adult life.

O It is essential to guarantee that all children are safe from abuse and neglect. Support of the families
of children with disabilities from this system is critical to make sure children remain in a safe,
family environment and are not unnecessarily removed from families due to the absence of
necessary services and supports.

The Council supports the public policy statement adopted by the State of Texas that recognizes the value
of families in children’s lives and supports the development of programs, policies and funding
mechanisms that allow all children to live and grow up in a family.

Approved
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