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Presentation Notes
A map of the US showing the states the National Core Indicators are conducted in. There are 42 states including the district of Columbia included. 


NCI Guardian Status Tracking

All NCI States 2013-14 Florida 2013-14
Adults with |/DD receiving Adults with I/DD receiving
services across NCI states: services in Florida:

No guardian - 50% No guardian - 70%

Limited guardian - 7% Limited guardian - 8%

Full guardian - 43% Full guardian - 20%

Don’t know - 2% Don’t know - 2%
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Presentation Notes
Use of guardianship is still rising in the average across NCI states! 
In 2012-13 those without guardian was 53% (dropped 3% in a year) and those with full guardian 40% (increased 3% in the year)
No guardian - 53% 
Limited guardian - 5% 
Full guardian - 40% 
Don’t know - 2%


Experiences are Different by Legal Status

Rights
Choice
Relationships
Employment

7711
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Presentation Notes
“The US Constitution, federal laws, and federal court decisions have declared that people with intellectual and developmental disabilities (I/DD) are guaranteed the same basic rights as other citizens. The CMS Home and Community-Based Services rules regarding support settings and person-centered planning create an additional imperative to ensure (and document) that people exercise their rights to be full participants in their community and pursue a life of their choosing. Yet despite these protections, people with I/DD continue to experience violations of their rights. These transgressions affect their ability to live independent, autonomous, and self-determined lives.” (Source: NCI Brief, What NCI Data Reveal About Service Delivery and the Respect Given to the Rights of People With I/DD, by Dorothy Hiersteiner, Alexandra Bonardi & Val Bradley)


Exercising Rights
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No
guardianship

Limited
guardianship

Full
guardianship

Rights

Can be alone with

without restriction

friends or visitors at 81% 75% 71%
home

Peopl.e ask before 91% 899, 8%,
entering home

Uses phone or internet 929% 90% 7%

Source: NCI-DD Adult Consumer Survey data 2013-14
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Presentation Notes
Graph showing the questions related to rights and the corresponding guardianship status. 

Rounded numbers: 
Can be alone with friends or visitors at home: N = 13,542
No 81.1%
Limited Guardian (LG) 75.1%
Full Guardian (FG) 71.3%

People ask before entering home: N = 10,353
No  90.7%
LG  88.7%
FG  87.5%

Uses phone or internet without restriction: N = 11,988
No 92.1%
LG 89.5%
FG 86.5%


Exercising Choice
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No
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Full
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Choice — Made decision or had some input into decision

Home 62% 46% 41%
Roommates 54% 42% 35%
Staff (day & residential) 69% 64% 60%
Daily schedule 90% 79% 77%
What to buy 93% 83% 81%

Source: NCI-DD Adult Consumer Survey data 2013-14
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Presentation Notes
Graph showing the questions related to exercising choice in home, roommates, staff, schedule, and purchases with the corresponding guardianship status. 

Home: N=9,719
No 61.6%
LG 45.7%
FG 41.3%

Roommates N= 9,687
No 54.0%
LG 42.0%
FG 34.8%

Staff (day & residential) N = 13,874
No 68.8%
LG 63.7%
FG 60.4%

Daily schedule N = 14,927
No 89.5%
LG 79.3%
FG 76.8%

What to buy N = 14,893
No 93.1%
LG 83.0%
FG 80.7%



Employment
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Full
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Employment

past 2 weeks

Integrated

employment goal 30 % 22 % 21 %
in service plan

Had community

paid job during 19 % 13 % 12 %

Source: NCI-DD Adult Consumer Survey data 2013-14
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Presentation Notes
Graph showing the questions related to employment and the corresponding guardianship status. 


Integrated employment goal  in service plan: N = 14,805
No 30.3%
LG 22.2%
FG 20.5%

Had a community paid job during past 2 weeks: N = 14,864
No 19.2%
LG 13.0%
FG 11.8%


Relationships

restrictions

7/ ol No Limited Full

INDICATORS™ guardianship |guardianship |guardianship
Relationships
Has friends who are

. 78% 74% 73%
not family or staff
Can date without

71% 68% 58%

Source: NCI-DD Adult Consumer Survey data 2013-14
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Presentation Notes
Graph showing the questions related to relationships and the corresponding guardianship status. 


Can you go on a date if you want to? 
__ 8 NOT APPLICABLE – does not want to date 
__ 2 Yes, can date, or is married or living with partner 
__ 1 Yes, but there are some restrictions or rules about dating 
__ 0 No 
__ 9 Don’t know, no response, unclear response 

Has friends who are not family or staff: N=10,574
No 77.9%
LG 73.5%
FG 73.2%

Can date without restrictions: N = 8,506
No 70.5%
LG 67.5%
FG 57.9%

Helps others/ valued social role: N=10,411
No 87.9%
LG 87.2%
FG 82.5%


Personal Characteristics

v NATIONAL No Limited Full
W Woicators. guardianship |guardianship |guardianship

Co-occurring:

Mild level ID 49% 33% 28%
Use speech to

- 85% 72% 65%
communicate
Live with parents or
Ve with p 38% 29% 33%

other relatives

Source: NCI-DD Adult Consumer Survey data from 2013-14


Presenter
Presentation Notes
Graph showing the questions related to personal characteristics including mild intellectual disability level, use of speech to communicate, and living with family and the corresponding guardianship status. 

Personal characteristics of the people in the no guardian and guardianship groups show an associated differences in level of ID, using speech and a home type of living with parents, but we cannot say these characteristics are the cause of the different experiences in NCI outcomes. People might assume that, but NCI data does not show that. NCI ACS asks adults about their experiences but does not evaluate causation – to evaluate cause (the why a difference exists) we would need to have a controlled study methodology.


NCI Guardian Status Tracking

2015 Adult Consumer Survey New Question

If under guardianship, guardian’s relationship to person:
Family
Friend
Employee of state or guardianship agency

Other



Resources & Contact Information

National Core Indicators (NCI) website: www.nationalcoreindicators.org

NCI data brief on Rights & Respect explores extent to which public I/DD services
are delivered in ways that respect service recipients' privacy, choices, and control.
Highlights significant differences by race and ethnicity, guardianship status,
residence type, and other variables. Presents programs preserving rights and
respect: www.nationalcoreindicators.org/resources/data-briefs

National Resource Center on Supported Decision Making:
http://supporteddecisionmaking.org/

Elizabeth Pell, Policy Associate
Human Services Research Institute
2336 Massachusetts Ave, Cambridge, MA 02140
617-844-2307
epell@hsri.org

Human Services
HSRI Research Institute
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