TEXAS SIBLING SURVEY
FUTURE PLANNING

Future planning:

"@:. Is a process for creating a plan for the future so a person with disabilities can lead a
good life
o}

o aw Gets the whole family thinking about the future in a person-centered and family-
centered manner

i
ﬁ Helps the family talk about things like where the person with disabilities wants to live
and who the person wants to provide support in the future

GIVES EVERYONE A VOICE AND A CHOICE!

108 ADULT SIBLINGS OF PEOPLE WITH DISABILITIES
RESPONDED TO THE TEXAS SIBLING SURVEY

BARRIERS TO FUTURE PLANNING

Sibling survey respondents indicated the following barriers to future planning:

Difficulty finding services 49%
Difficulty trusting system/professionals
Fighting system for services

Financial costs

Lack of information

Fear of mortality

Procrastination

Family disagreement

Family refusal

NEED FOR FUTURE PLANNING

Respondents indicated their need for future planning:

5.6% 7.9%

H Not at all B A little bit Somewhat B Very much HA lot
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FUTURE PLANNING ACTIVITIES NOT DONE IN FAMILIES

Sibling survey respondents’ families had not done the following future planning tasks:

Took steps for residential placement [ NG 70%
Created letter of intent [ NG 68%
Located residential program [ NN 65%
Made residential plans [N 63%
Established special needs trust [ NG 52%
Located an attorney [ NN 49%
Discussed future plans with entire family [ INERERMIEEE 49%
Established powers of attorney [ NNENEREEEEEEEGEGEGGNE 46%
Discussed future plans with brother/sister [ NRNRMEEEEENEEEN 41%
Identified successor [N 39%

ANTICIPATED FUTURE CAREGIVING ROLE

Most respondents anticipate providing caregiving for their brother/sister with disabilities in the future:

0 of sibli.ngs anticipated 0 of siblings anticipated
6 3 /() becoming a 3 1 /() becoming a
Primary Caregiver Secondary or
N in the future @ ©@  Shared Caregiver

- - in the future

ROLE OF SIBLINGS IN FUTURE PLANNING

The following are roles siblings can play in the future planning process with their families:
L o V"
Identify and share Gather helpful Advocate for services Network with other
concerns information and supports siblings and families

TIPS TO START THE DIFFICULT DIALOGUE OF PLANNING FOR THE FUTURE

= a)- 2] =7
223 @ e-0 =
Talk to your parents and Think about your role | Think about the people Bring resources to share
sibling(s) who should be part of the | with your family

conversation
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RESOURCES

Texas Sibling Network (TSN) aims to create a community for adult siblings of
people with intellectual and developmental disabilities. TSN provides support,
resources, leadership and advocacy skill building opportunities for siblings. TSN is a
community for siblings of people with disabilities by siblings of people with
disabilities.

@ Website: https://disabilitystudies.utexas.edu/TSN

o Facebook: Texas Sibling Network
o Twitter: https://twitter.com/TexasSibling

(®) Instagram: https:/www.instagram.com/texassiblingnetwork/

The Arc.

The Arc’s Center for Future Planning:
https://futureplanning.thearc.org/

SPECIAL NEEDS

ALLIANCE.

Special Needs Trusts: To find a lawyer that specializes in special needs planning,
search the Special Needs Alliance: http://www.specialneedsalliance.org/

T8

ASAVINGS PROCRAM FOR TEXANS WITH DISABILITIES

The Texas ABLE (Achieving a Better Life Experience) Program helps people with
disabilities set up savings accounts that will not negatively impact benefits:
https://www.texasable.org/

Benefits

Learn about various benefits for people with disabilities at Your Texas Benefits:
https://www.yourtexasbenefits.com/Learn/Home

Supported Decision making is a process of supporting an adult with disabilities to make his or her own
decisions that fosters the people’s self-determination and does not take away their rights. In 2015 Texas
became the first state to put supported decision-making in law.

Dis ability@(’gﬁts Disability Rights Texas has sample supported decision-making agreements:

TEXAS https://www.disabilityrightstx.org/resources/supported-decision-making

National Resource Center for Supported Decision-Making National Resource Center on Supported Decision-Making:

EVERYONE has the Right To Make Choices http://supporteddecisionmaking.org/about
The University of Texas at Austin The Texas Center for Disability Studies conducts trainings

Texas Center for Disability Studies for siblings and families on future planning. Contact

SIBLING &3
LEADERSHIP

NETWORK

TCDS to find out about the trainings:
https://disabilitystudies.utexas.edu/
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