TEXAS

Department of Aging
and Disability Services

Long-Term Services and Supports
Quality Review 2012

As Required by
2012-13 General Appropriations Act (Article 11, Department of Aging
and Disability Services, Rider 13, House Bill 1, 82"
Legislature, Regular Session, 2011)

Texas Department of Aging and Disability Services

January 2013



Acknowledgements

Learning about how Texans experience long-term services and supports and their quality of life
would not be possible without the thousands of individuals who volunteered their time to be
interviewed or complete a participant survey. The state uses this information to identify
opportunities for improving services and supports and quality of life and areas where positive
experiences were reported. Thank you for providing valuable information to help DADS achieve
its mission to “Work in partnership with consumers, develop and improve service options that
are responsive to individual needs and preferences, and ensuring and protecting self-
determination, consumer rights, and safety.”



Table of Contents

] X oo (1 od o] o 1SS 1
Performance INAICALOIS .........oiiiiiieieie et 1
IMIEENOOS. ...t bbb bbbt e et bbb 2
AQUILS SUNVEYE ...ttt bbbt 2
Children and FamilieS SUMNVEYEM ..........ccviviiieiieiiese e 2

T o 1] o SR SSSPSSRS 3
N L1 ] RS TORURR 3
ACCESS 1O SEIVICES ...ttt sttt sttt bbbttt bbb ne e 3
DECISION-MEKING ...ttt bbbt 5

Control over TranSPOrtatiON............cccvevieieeieee e sreas 6

RESPECT ...t 7

REIATIONSNIPS ... ittt et e e nne s 10

EMPIOYMENT. ... 11

Barriers to EmpIOYMeNt..........cccooovviiiiice e 12

Helpfulness of Long-Term Services and SUPPOITS........ccooveveierenieienenisiseeeee 13

Children and FamMITIES .......cvoiiiiieiiie e 14
ACCESS 10 SEIVICES ..veevvieiieiteeiteeieeiee st e et e st te e ste e s s e beestesneesteesaeeneesteeneesneeneeas 14

OULCOMIES. ...ttt ettt b et b e e e nbe e e e e ne e e nn e e nnneeneesnne s 14

RESPECT ... 15

(03 To] [ SRR 15

SEIVICE DRIIVEIY ..t 16

CommUNIty CONNECLIONS .......ccveeiicieciiecie et nre e 17

SUMMAFY OF FINAINGS ...ttt 18
Recommendations for Improving Quality of LTSS and Quality of Life.........c..cccccoevvrnenen. 18



List of Tables and Figures

Table 1-Shared Performance Indicators across Adults and Children and Families Survey............ 1
Figure 1-Adults: Access t0 Services, SSLC ONIY ......c.coiiiiiiiiiieiieecie e 3
Figure 2—AdultS: ACCESS t0 SEIVICES .......ecuieieiiiiitiiieitesii ettt b b 4
Figure 3—Adults: DecCiSION-MAaKING ........ciiiiiiiiiiiie e 5
Figure 4—Adults: Decision Making, SSLC ONIY ... 6
Figure 5-Adults: Control over TranSPOrtatioN ............coieeeieieieiese e 6
Figure 6-Adults: Paid Staff who Help Individual Listened Carefully ...........cccooooiiiiiiiiiiienn, 7
Figure 7—Adults: Paid Staff were ReSPECHiUL...........cccooiiiiiiii e, 8
Figure 8—Adults: Individual and Individual’s Things were Safe with Paid Staff............................ 9
Figure 9—AdUItS: REIATIONSNIPS. ......cviiiiiiiiiiieiiee e 10
Figure 10—AdUlts: EMPIOYMENT......ccooiiiiiiiiiiiiiee e 11
Figure 11-Adults: Barriers to EMPIOYMENT..........cooiiiiiiiiee e 12
Figure 12—Adults: Helpfulness of Long-Term Services and SUPPOITS........ccccevererererennnieeriennns 13
Figure 13—Children and Families: ACCESS t0 SEIVICES ........ccceriiiriiiricieierie e 14
Figure 14—Children and FamiliesS: OQULCOMES .........ccviiiierieiiriiisieseeee e 14
Figure 15-Children and Families: RESPECT.........cccouiiiiiiiii e 15
Figure 16—Children and Families: CNOICE ..........ccoouiiiiiiiiee e 15
Figure 17—Children and Families: Service DelIVErY ... 16
Figure 18—Children and Families: Community CONNECTIONS .........ccccvvirieieiieiisic e 17



Introduction

The Long-Term Services and Supports Quality Review (LTSSQR) report is mandated by the
Texas Legislature (2012-2013 General Appropriations Act (Article 11, Department of Aging and
Disability Services, Rider 13, House Bill 1, 82" Legislature, Regular Session, 2011). The
purpose of the report is to inform the Texas Legislature, Texas Health and Human Services
Commission, Department of Aging and Disability Services (DADS), and stakeholders about
individuals’ experiences with long-term services and supports (LTSS) administered by the state.
The report also includes data about quality of life, which encompasses aspects of a person’s life
that are not necessarily related to the direct delivery of services or supports (e.g. whether a
person has relationships or friends), but helps with understanding how people feel about their
quality of life. DADS has published the LTSSQR report since 2005.

Performance Indicators

The LTSSQR uses three different surveys to learn about an individual’s experience with LTSS
and quality of life.! The surveys share five common performance indicators: access to and
delivery of services and supports; choice and control; respect/dignity; community
integration/inclusion; and outcomes (Table 1). Responses from representative questions for each
performance indicator are reported by the two primary groups surveyed in 2010: adults who
received LTSS and families of children who received LTSS.

Table 1-Shared Performance Indicators across Adults and Children and Families Surveys

Performance  Performance Indicator Children and
Indicator Description Adults Families
Access to and  Services are accessible and meet + Access to services » Access to
delivery of the individual’s needs services
services and » Service
supports delivery
Choice and Individuals have input into and < Decision-making « Choice
control choices about their servicesand < Control over
supports transportation
Respect/ Individuals are treated with * Respect * Respect
Dignity respect by providers
Community  Individuals take part in » Relationships « Community
Integration/  activities outside their home * Employment connections
Inclusion
Outcomes Services and supports are * Helpfulness of services  Qutcomes
helpful and individuals and supports

experience beneficial outcomes

! National Core Indicators Adult Consumer Survey (all Adult programs except Community-Based Alternatives
program), Participant Experience Survey (Elderly/Disabled) (Community-Based Alternatives only), National Core
Indicators Children/Family Survey (Children and Families)
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Methods
Adults Surveyed

DADS contracted with an independent organization to collect data about the quality of services
and quality of life from October 2009 to March 2010. Interviewers conducted 4,352 face-to-face
interviews with adults who receive LTSS through programs DADS administers. Individuals
with physical or intellectual/developmental disabilities who need help with housework and light
chores, individuals who need continuous nursing care, and individuals who reside in institutional
settings were surveyed. Representative samples were drawn from each program so that findings
can be generalized to all individuals in a program.

Individuals enrolled in the following programs were interviewed:

Adult Foster Care (AFC)

Community Attendant Services (CAS)

Consumer Managed Personal Attendant Services (CMPAS)
Family Care

Primary Home Care (PHC)

Programs of All-Inclusive Care for the Elderly (PACE)
Residential Care

Special Services to Persons with Disabilities (SSPD)

SSPD with 24-hour Shared Attendant Care (SSPD SAC)
State Supported Living Centers (SSLC)

Children and Families Surveyed

DADS mailed surveys to families of children who receive services through DADS-administered
programs. Like the adult programs, representative samples were drawn from each program so
that findings can be generalized to all individuals in a program.

Responses were received from 617 families of children enrolled in the following programs:

Community Living Assistance and Support (CLASS)
CLASS using Consumer Directed Services (CDS) option
Home and Community-based Services (HCS)

Medically Dependent Children Program (MDCP)

Texas Home Living Waiver (TxHmL)



Findings

Adults

Access to Services

Findings:

e Most people reported having access to services and supports with the help of staff paid
to help them and their case manager.
e Some people had trouble getting equipment they needed to help them with everyday
activities.

Figure 1-Adults: Access to Services, SSLC Only?

Individual got the services they needed

Paid staff came when they were supposed to

Individuals got help working out problems with

Case manager got individual what they needed

paid staff

o

Percent of Individuals (%)

25 50

75 100

Case manager got
individual what they
needed

Individuals got help
working out problems
with paid staff

Paid staff came when
they were supposed to

Individual got the
services they needed

mSSLC

85.8

93.7

95.7

96.1

Z Data are only available for SSLCs because these questions were only asked on the National Core Indicators Adult

Consumer survey, which was used for people who reside in SSLCs.
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Figure 2—-Adults: Access to Services

Paid staff spend all the time they are
supposed to with individual

Individual got needed equipment

Percent of Individuals (%)
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100

Individual got needed equipment

Paid staff spend all the time they are
supposed to with individual

B AFC 100.0
B CAS 66.2 94.1
H CMPAS 58.3 95.3
B Family Care 70.7 95.0
B PACE 97.6 97.7
H PHC 75.0 95.9
[ Residential Care 64.5 64.5




Decision-Making

Findings:
[ ]

Most people felt like they could make decisions about taking risks and helping other people.
About one in four individuals participated in self-advocacy activities.
Among people who reside in SSLCs, most people made decisions about where they live and
how they spend their free-time and spending money. About half made decisions about their
daily schedule and where they go during the day.

Figure 3—Adults: Decision-Making

Percent of Individuals (%)

25 50

75 100

Individuals participated in self-advocacy

Individuals got to help other people

Individuals are free to take risks

Individuals are free to take | Individuals got to help other | Individuals participated in
risks people self-advocacy
HAFC 95.1 83.3 14.0
H CAS 86.2 68.9 11.0
m CMPAS 85.3 70.9 23.9
B Family Care 88.6 64.0 7.5
m PACE 74.2 68.3 7.7
W PHC 84.9 64.4 8.0
1 Residential Care 87.3 74.1 19.0
W SSPD 96.1 77.8 40.0
SSPD SAC 80.0 81.8
mSSLC 69.0 57.3 38.6




Figure 4-Adults: Decision Making, SSLC only®

Percent of Individuals (%)

0 25 50 75 100
] ] ] ]
Individuals like where they live
Individuals decide how to spend their free-time
Individuals chose what to buy with their spending money
Individuals made decisions about their daily schedule
Individuals chose where to go during the day
Individuals chose where they work
L L Individuals L
. Individuals Individuals Individuals
Individuals . chose what to . L .
chose where to | made decisions . .| decide how to | Individuals like
chose where . . buy with their . .
go during the about their . spend their | where they live
they work . spending .
day daily schedule free-time
money
| mSSLC 49.3 54.5 56.3 69.8 75.2 79.3

Control over Transportation

Findings:
While individuals in some programs had control over their transportation, less than half
in other programs reported having control over their transportation.

Figure 5-Adults: Control over Transportation
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SAC Care
Care
lHadcontroIovgrthew 81.3 79.7 73.4 70.5 70.5 64.3 60.8 57.4 49.1 22.0
transportation

® Data are only available for SSLCs because these questions were only asked on the National Core Indicators Adult
Consumer Survey, which was used for people who reside in SSLCs.
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Respect

Findings:
e Most people reported that staff paid to help them listened to what they asked staff to do,
were respectful, and had never hurt them or taken their things without asking.

Figure 6-Adults: Paid Staff who Help Individual Listened Carefully

Percent of Individuals (%)
0 25 50 75 100

Staff at day program listened to what
individual asked them to do

Paid staff who routinely helps individual
listened carefully to what individual asked
them to do

Paid staff who routinely helps individual .

. S Staff at day program listened to what

listened carefully to what individual asked S

individual asked them to do
them to do

H AFC 98.1 100.0
B CAS 99.8
m CMPAS 99.0
B Family Care 98.6
H PACE 97.5 100.0
H PHC 97.5 100.0
M Residential Care 96.5 98.0
1 SSPD 100.0




Figure 7-Adults: Paid Staff were Respectful

Paid staff respectful in the individual's
home

Paid staff respectful when helping with
transportation

Paid staff respectful at the individual's day
program

o

Percent of Individuals (%)

25 50

75 100

Paid staff respectful at the
individual's day program

Paid staff respectful when
helping with transportation

Paid staff respectful in the
individual's home

HAFC 97.0 97.0 98.1
B CAS 98.5 99.4
m CMPAS 100.0 99.0
B Family Care 98.6 99.8
B PACE 100.0 100.0 100.0
m PHC 100.0 98.1 99.6
# Residential Care 96.1 98.7 99.1
1 SSPD 100.0 100.0




Figure 8-Adults: Individual and Individual’s Things were Safe with Paid Staff

Percent of Individuals (%)
0 25 50 75 100

Paid staff never injured individual

Paid staff was never mean to or yelled at
individual

Paid staff never took individual's things
without asking

. l?a.ld St?ff n?ver t(_)Ok Paid staff was never mean to| Paid staff never injured
individual's things without s s
. or yelled at individual individual
asking

H AFC 98.1 96.2 100.0
H CAS 98.4 99.0 100.0
H CMPAS 98.5 99.5 100.0
B Family Care 97.7 99.3 99.8
H PACE 98.0 100.0 100.0
B PHC 99.8 99.2 99.6
1 Residential Care 88.4 93.0 98.2
m SSPD 92.3 94.3 94.3




Relationships

Findings
e Most individuals had close relationships and could see their friends whenever they
wanted. Fewer people reported being able to see their family whenever they wanted.
e About 3 of every 4 individuals were happy with their personal life.
e Just under half of the people who reside in SSLCs reported feeling lonely.

Figure 9-Adults: Relationships*
Percent of Individuals (%)

25 50 75 100

o

Could see friends when they wanted

Had a best or close friend

Happy with their personal life

Could go on a date if they wanted

Could see family whenever they wanted

Felt lonely more than half the time

|

Felt lonely more|Could see family| Could go on a Happy with Could see
. . Had a best or .
than half the | whenever they | date if they their personal . friends when
. . close friend
time wanted wanted life they wanted
mSSLC 42 63 71 77 83 89

* Data are only available for SSLCs because these questions were only asked on the National Core Indicators Adult
Consumer survey, which was used for people who reside in SSLCs.
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Employment

Findings:
e Most individuals were unemployed.
¢ Individuals want to work.

e Lack of training or education and lack of job opportunities are the greatest barriers to
employment.

e Lack of transportation and job supports are also barriers to employment.

Figure 10-Adults: Employment

Adults who are employed or want to be employed

Percent of Individuals (%)

100

50 75
Wants a job
Employed
Employed Wants a job
H AFC 7.3 22.9
H CAS 0.6 16.8
m CMPAS 13.6 21.2
B Family Care 0.4 17.1
B PACE 0.7 10.8
H PHC 0.2 15.1
I Residential Care 4.8 31.6
1 SSPD 41.1 53.6
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Barriers to employment

Figure 11-Adults: Barriers to Employment

Percent of Individuals (%)

0 75 100
Lack of training/education _
Lack of job opportunities _.
Lack of transportation _I
Lack of job coach/supports _I
Fear of losing benefits |
Fear of losing - Lack of job Lack of Lack of job Lack of
benefits coach/supports transportation opportunities training/education
mSSLC 0 1 2 3 13
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Helpfulness of Long-Term Services and Supports

Findings:
e Most people reported that their long-term services and supports helped with their health
and well-being and reaching their personal goals.

Figure 12—-Adults: Helpfulness of Long-Term Services and Supports

Percent of Individuals (%)

0 25 50 75 100

Helped with health and well-being

Helped with reaching personal goals

Helped with reaching personal goals Helped with health and well-being

B AFC 96.1 98.1
B CAS 94.0 92.9
m CMPAS 92.8 90.0
B Family Care 94.1 95.8
B PACE 94.6 97.7
H PHC 93.8 94.8
M Residential Care 90.3 95.6
1 SSPD 87.0 90.7

SSPD SAC 69.0 69.0
1 SSLC 95.0 96.0
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Children and Families

Findings:

e Most families reported that their children always or usually could access services, had
good outcomes, and were treated with respect by providers, and had some choice about
their services and supports.

Most families reported that services and information were only sometimes delivered.

e Helping children and families make connections in the community is an area with

opportunities to improve quality of life.

. . - . NS
Figure 13-Children and Families: Access to Services o \)%o‘l*
S &
SN
Necessary medications
M CLASS NO CDS
m CLASS YES CDS
Health services = HCS
= MDCP
m TxHmL
Dental services
Percent of Responses
Figure 14-Children and Families: Outcomes & %@\\%
¢
SN

Child is happy

m CLASS NO CDS

M CLASS YES CDS
Services and supports help keep child at = HCS
home
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B TxHmL

Services and supports improved family
life

Percent of Responses
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Figure 15-Children and Families: Respect

Planning staff are respectful and
courteous

m CLASS NO CDS
m CLASS YES CDS
W HCS

m MDCP
Support staff are respectful and

courteous B TxHmL

Percent of Responses

Figure 16—Children and Families: Choice

Chose provider
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Figure 17—Children and Families: Service Delivery

Provider responds to requests for new
services

Emergency services are provided quickly

m CLASS NO CDS

Support workers know how to

. . ) B CLASS YES CDS
communicate with child
mHCS
H MDCP
Staff helps family learn how family and
friends can provide supports = TxHmL

Family receives information about
child's development

Provider is informed about available
services

Percent of Responses
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Figure 18—Children and Families: Community Connections
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supports
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Summary of Findings

Individuals had positive experiences with some services

Adults were able to access services, made decisions about their lives, and were satisfied with
their services and supports. Staff paid to help individuals were respectful and listened
carefully to what the person asked them to do. Families reported positive experiences in
being able to access services, outcomes, respect, and making choices about their provider and
people paid to help their children.

The findings suggest areas to improve LTSS and quality of life

Some adults reported having trouble getting equipment they needed for daily activities.
Individuals want to work and have control over their transportation. Few participated in self-
advocacy activities. People who reside in SSLCs want more choice and control over
decisions about their life. Improving service delivery and helping families make connections
in the community represent opportunities for improving childrens’ quality of life.

Improving the quality of LTSS is important for improving quality of life

Improving services and supports is important because services and supports allow individuals
to access care, have relationships with family and friends, and participate in their community.
For example, problems with control over transportation could affect getting and keeping a
job, being able to visit family and friends, and access to activities in the community.

Recommendations for Improving Quality of LTSS and Quality of Life

Focus in on areas for improving LTSS and continue to benchmark progress in these
areas

While the LTSSQR report provides areas with opportunities to improve services and
supports, in order to identify specifically where the gaps lie and how to bridge or close them,
a closer look at the issues is recommended. For example, the LTSSQR consistently finds
that individuals want more control over their transportation. In-depth research with
individuals and providers about barriers to control over transportation would help to identify
specific strategies, which, if implemented, could result in greater control over transportation.
Using LTSSQR to track whether improvement occurred over time is key to learning whether
the strategies implemented actually improved services and supports, and ultimately, a
person’s quality of life.

Share LTSSQR findings with families, providers, state agencies, the Legislature, and
others to help them prioritize their activities

Survey results identified specific areas for improvement among adults (people want more

choice and control over their services and supports) and children and families (families want
improved service delivery and connection to the community). Positive changes in quality of
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services and supports and quality of life can be initiated by the person receiving services, the
primary caregiver, the community, the service provider, DADS, the Legislature, and others.
Everyone has a role in working cooperatively or independently to make a positive difference
for individuals. Findings from LTSSQR recommends areas for improvement, which is
helpful for prioritizing activities and allocating human and fiscal resources.

Form partnerships to address systems-level issues

While some changes are relatively easy and simple to implement, most take time and
planning to implement correctly. Some issues involve navigating multiple systems,
programs, and people. For example, identifying a way to allow people more control over
their transportation requires cooperation among multiple state entities, providers, the
community and family members. Partnerships between public, private, and non-profit
organizations are recommended to address systems-level issues, such as transportation and
community inclusion.
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