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What is NCI?

The National Core Indicators (NCI) program is a voluntary effort by state developmental disability agencies to track their performance
using a standardized set of consumer and family/guardian surveys with nationally validated measures. The effort is coordinated by the
National Association of State Directors of Developmental Disabilities Services (NASDDDS) and the Human Services Research Institute

(HSRI).

NCI has developed more than 100 standard performance measures (or ‘indicators’) that states use to assess the outcomes of services for
individuals and families, including outcomes in the areas of employment, rights, service planning, community inclusion, choice, health,

and safety. In 2015-16 a total of 45 states, the District of Columbia and 22 sub-state entities were participating in NCI.

What is the NCI Adult Family Survey?

The NCI Adult Family Survey is used to gather data on family outcomes. It is mailed to families who have an adult family member who
lives in the family home and receives services from the state DD agency. The survey collects demographic information on both the
individual receiving services and the person who fills out the survey (the ‘respondent’) as well as information on services and supports

received. The survey is continually refined and tested to ensure that it is valid and reliable.

In 2015-16, a total of 5,716 Adult Family Surveys were completed across 15 statesl. The survey contained six groupings of questions
(“sub-domains”) that probe specific areas of quality service provision: information and planning, access and delivery of services, choice
and control, community connections, satisfaction, and outcomes (see Table 1 on the following page). Respondents also had the option of

writing open-ended comments concerning their family’s participation in the service system.

1 States that conducted the Adult Family Survey in 2015-16 were: AK, AZ, DC, FL, GA, HI, LA, MD, MS, NC, NH, OK, PA, VA, and WA.
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Table 1. NCI Family Survey - Sub-Domains and Concern Statements

Sub-Domain Concern Statement

Information and Planning Families/family members with disabilities have the information
and support necessary to plan for their services and supports.

Access & Support Delivery Families/family members with disabilities get the services and
supports they need.

Choice, Decision Making & Control  Families/family members with disabilities determine the services
and supports they receive and the individuals or agencies who
provide them.

Involvement in the Community Family members with disabilities use integrated community
services and participate in everyday community activities.

Satisfaction Families/family members with disabilities receive adequate and
satisfactory supports.

Outcomes Individual and family supports make a positive difference in the
lives of families.

How were people selected to participate?

States were asked to administer the survey to a random sample of at least 1,200 families, all of whom have an adult family member with
a developmental disability who lives in the family home and receives at least one direct service or support other than service

coordination.

All states mailed out a paper survey to families selected in their sample. A sample size of 1,200 was recommended with the expectation
of a 40% return rate or greater (yielding 400 or more usable responses per state). However, most states decided to sample more than
1,000 families, expecting a lower response rate than 40%. A final sample size of 400 would guarantee a +/- 5% margin of error and a
95% confidence level when interpreting the results. Both the confidence level and margin of error used are widely accepted standards

for reviewing results, regardless of population size. States with fewer than 1,000 potential respondent families were instructed to send
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surveys to all eligible families. With response rates lower than expected, we included in our national reports those states that submitted

fewer than 400 surveys up to a margin of error of no greater than +/- 7%.

Limitations of the data

The NCI Adult Family Survey is a tool for assessing system-wide performance. It is not intended to be used to monitor individuals or
providers. The NCI Statewide Average should not be interpreted as defining or providing a benchmark for “acceptable” levels of
performance or satisfaction. Instead, it describes average levels of performance or satisfaction across the State; it is up to public

managers, policy-makers, and other stakeholders to use the data to determine programmatic and policy-related priorities.

What is contained in this report?

This report illustrates the 2015-16 NCI Adult Family Survey demographic and outcome results from Pennsylvania compared to the NCI
Average (the average of all 15 state averages). All results are shown in chart form. States with fewer than 20 responses to a question
were excluded from analysis for that question. The number of responses for each question by state and across NCI states are included in
each chart. All state and national data results for this survey can be found online at

http://www.nationalcoreindicators.org/resources/reports/.
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Results: Demographics of Family Member

ILLUSTRATES THE DEMOGRAPHIC PROFILE OF FAMILY MEMBER ABOUT WHOM THE SURVEY WAS COMPLETED
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GRAPH 1. GRAPH 2.
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More Than One Person Living in the Home Has IDD Family Member's Age
100
100%
80
80%
60
60%
40
40%
20
20% 14% 14%
I ||
0% -
™ Pennsylvania " NCI Average = Pennsylvania = NCI Average
N=438 N=5,551 N=410 N=5,172
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GRAPH 3. GRAPH 4. *
4 . N i . I
Family Member's Gender Family Member's Race and Ethnicity
American Indian or Alaska Native
100%
Asian
80%
Black or African-American
60% Hawaiian or Pacific Islander
42% 42% White
40% -
Other or Unknown
20% Two or More Races
Hispanic or Latino
u% 4
Male Female 0% 20% 40% 60% 80% 100%
™ Pennsylvania = NCI Average o Pennsylvania = NCI Average
\_ N=425 N=5,306 ) U N=445 N=5,612 y,

*Race and Ethnicity groups are not mutually exclusive; two or more races category indicates the percentage of cases in which the respondent selected two
or more races/ethnicities. The results from this column are not excluded from the results on specific race/ethnicities
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GRAPH 5. * GRAPH 6. *
4 N i ; . N
Family Member's Disabilities Family Member's Disabilities
100%
100%
80%
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60%
60%
40%
40% o 27% 31%
28 21
27% L 17% 17% 18% 1%
20%
20% 10% 11%
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- AN J/
GRAPH 7. ** GRAPH 8. **
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Family Member's Health Conditions Family Member's Health Conditions
100% 100%
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40%
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25% 20% J B
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High Dysphagia Pressure Ulcers Alzheimer's Other
Cardiovascular Diabetes Cancer High Blood Cholesterol Disease or other
Disease Pressure Dementia
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*Disability categories from Chart 5 and Chart 6 are not mutually exclusive; N’s are not displayed as they may vary by disability type
**Health Conditions from Chart 7 and Chart 8 are not mutually exclusive; N’s are not displayed as they may vary by disability type
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GRAPH 9. GRAPH 10.
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GRAPH 13. GRAPH 14.
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GRAPH 17. GRAPH 18.
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GRAPH 21. GRAPH 22.
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Results: Demographics of Respondent

ILLUSTRATES THE DEMOGRAPHIC PROFILE OF THE SURVEY RESPONDENTS
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GRAPH 24. GRAPH 25.
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GRAPH 28. GRAPH 29.
4 . . . ' i . ™
Number of Adults in Household (Not Including Family Number of Children in Household
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GRAPH 30. GRAPH 31.
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Services and Supports Received

ILLUSTRATES THE SERVICES AND SUPPORTS RECEIVED BY FAMILY MEMBERS
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GRAPH 33.* GRAPH 34. *
( - - ‘\ - . - - \
Services and Supports Received From State Additional Services and Supports Received (Not From
: the IDD Agency)
Financial Support 100% 93% 94%
In-home Support
80%
Out-of-home Respite
Day or Employment 59% 0%
Supports % 41%
" 59% 40%
Transportation 60%
Other 20%
Self-direction or Fiscal
Intermediary Services 0%
0% 20% 40% 60% 80% 100% SS1/sSB Services or Supports From Other
Afencies or Organizations
L ™ Pennsylvania = NCI Average m Pennsylvania W NCI Average
AN J

*Categories are not mutually exclusive N’s are not displayed as they may vary by service
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National Core Indicators©

Information and Planning

FAMILIES AND FAMILY MEMBERS WITH DISABILITIES HAVE THE INFORMATION AND SUPPORT NECESSARY TO PLAN FOR

THEIR SERVICES AND SUPPORTS
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National Core Indicators™

GRAPH 35. GRAPH 36.
4 . . 4 . . ™
Gets Enough Information to Help Plan Services Information About Services and Supports Is Easy to
Understand
100% 100%
80% 80%
60% 60%
a1% 42% 44%  a19
40% - 37% _36% 40%
20% 18% 159 20%
a% 6%
0% - 0%
Always Usually Sometimes Seldom or Never Always Usually Sometimes Seldom or Never
o Pennsylvania = NCI Average o Pennsylvania = NCI Average
N=404 N=5,227 N=41 N=5,2
9 0 5 L 3 5,264 )
GRAPH 37. GRAPH 38.
4 . _ . 4 . . . ™
Case Manager or Service Coordinator Respects Family's Gets Enough Information About Other Public Services
Choices and Opinions for Which Family Is Eligible
100% 100%
80% 80%
eg% 70%
60% | 60%
40% - a0% | 8% 37% =
30% 30%
25% 3390
20% | 20%
6% 5% 3 2%
0% - ‘ . 0%
Always Usually Sometimes Seldom or Never Always Usually Sometimes Seldom or Never
o Pennsylvania = NCI Average o Pennsylvania = NCI Average
L N=410 N=5,369 L N=374 N=4,871 )
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GRAPH 39. *

National Core Indicators™

GRAPH 40. *

(
Respondent Needs Help Planning for Family Member's

Future Needs

4 I
Respondent Needs Help Planning for Family Member's

Future Needs

100% 100%
80% 80%
60% 55% 60%
40% 39%
0% - % T e
20%
20%
0%
0% Medical Social or Transition From  Recreation Other
Employment Financial Housing Legal Relationships School
® Pennsylvania " NCI Average ® Pennsylvania = NCI Average
N=244 N=3,2 = =
9 3,239 L N=244 N=3,239 )
GRAPH 41. GRAPH 42.
4 . . i 'd . . N
Crisis or Emergency Services Were Provided When Family Member Has a Service Plan
Needed (If Requested in the Past Year)
100% 100% 94%
87%
80% 80% -
60% 539% 57% 60% |
40% - 40% -
20% | 20% -
0% - 0% -
™ Pennsylvania " NCI Average ™ Pennsylvania = NCI Average
N=92 N=1,257 N=411 N=4,672
- - J

*Categories are not mutually exclusive
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National Core Indicators™

GRAPH 43. GRAPH 44.
/ g ™
Service Plan Includes All the Services and Supports Family Member Receives All Services Listed in the
Family Member Needs Service Plan
100% 95% 100% 94%
80% | 80%
60% - 60% -
40% | 40% -
20% - 20% -
0% - 0% -
™ Pennsylvania " NCI Average ™ Pennsylvania " NCI Average
N=352 N=3,628 N=343 N=3,610
. . J
GRAPH 45. GRAPH 46.
' s ™
Respondent or Other Family Member Helped Develop Family Member Helped Develop Service Plan
Service Plan
100% 100%
80% | 80%
60% | 60%
40% | 40% -
20% 20%
0% - 0% -
™ Pennsylvania " NCI Average ™ Pennsylvania " NCI Average
N=363 N=3,845 N=358 N=3,788 )
. e
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National Core Indicators™

GRAPH 47. GRAPH 48.
. s ™~
Respondent Discussed How to Handle Emergencies Respondent Feels Prepared to Handle the Needs of
Related to Family Member at the Last Service Planning Family Member in an Emergency
w0% ———— Meeting 100% 93% 92%
80% 80%
60% - 60% -
40% - 40% -
20% - 20% -~
0% - 0% -
™ Pennsylvania " NCI Average ® Pennsylvania 1 NCI Average
N=323 N=3,658 N=352 N=3,732
. \ /
GRAPH 49. GRAPH 50.
. s ™~
Family Member Had a Transition Plan (If Transitioned Transition Plan Included Getting or Continuing Work in
Out of School in the Past Year) a Paid Community Job
100% 100%
80% 80%
60% - 60% -
40% | 40% -
20% - 20% -
0% - 0% -
™ Pennsylvania " NCI Average ® Pennsylvania 1 NCI Average
N=52 N=487 N=36 N=130 )
. e
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GRAPH 51.
-
Family Member Has Enough Support to Work or
Volunteer in the Community
100%
80% 74%
60% -
40%
20% -
0% -
™ Pennsylvania " NCI Average
N=298 N=3,654
A

National Core Indicators™
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National Core Indicators©

Access and Delivery

FAMILIES AND FAMILY MEMBERS WITH DISABILITIES GET THE SERVICES AND SUPPORTS THEY NEED
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National Core Indicators™

GRAPH 52. GRAPH 53.
'd i ™
- Respondent or Family Member Is Able to Contact Case
Respondent or Family Member Is Able to Contact Manager or Service Coordinator When S/He Wants
Support Workers When S/He Wants 100%
100%
80%
80%
60% -
60%
40% -
40% 28% 27%
20% -
20% 3% 5% 1% 2%
a% 7% 2% 2% 0% T ‘
0% : | Always Usually Sometimes Seldom or Never
Always Usually Sometimes Seldom or Never = Pennsylvania = NCI Average
® Pennsylvania = NCI Average \_ N=419 N=5,391 Yy,
N=384 N=5,042
-
GRAPH 54. GRAPH 55.
e (" : i )
Support Workers Come and Leave When They Are Services and Supports Change When Family's Needs
Supposed to Change
100% 100%
80% 80%
60% 60% 55%
40% 40%
20% 20%
3% 5 1% 2%
0% T 1 0%
Always Usually Sometimes Seldom or Never Always Usually Sometimes Seldom or Never
M Pennsylvania " NCI Average ® Pennsylvania = NCI Average
L N=388 N=4,691 L N=315 N=3,956 )
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National Core Indicators™

GRAPH 56. GRAPH 57.
4 . 'd . . . )
Support Workers Speak in a Way Respondent Services and Supports Are Delivered in a Way
Understands Respectful of Family's Culture
100% 100%
82%
80% - 80%
60% - 60%
40% - 40%
20%
20% - 20% 159%  18%
2% 3% 1% 1% 1% 3% 1% 1%
0% | T ) 0% r e T !
Always Usually Sometimes Seldom or Never Always Usually Sometimes Seldom or Never
o Pennsylvania = NCI Average o Pennsylvania = NCI Average
N= N=4, N=4 N=5,161
9 399 900 L 05 5,16 )
GRAPH 58. GRAPH 59.
( - - - ( - - -
Support Workers Can Communicate With Family Support Workers Have the Right Information and Skills
Member (If Non-Verbal) to Meet Family's Needs
100% 100%
80% 80%
60% 60%
50%
40% 40% 32%  32%
20% 20%
9%
6% 0 2%
0% 0% T !
Always Usually Sometimes Seldom or Never Always Usually Sometimes Seldom or Never
o Pennsylvania = NCI Average o Pennsylvania = NCI Average
L N=58 N=1,220 L N=389 N=4,708 P
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National Core Indicators™

GRAPH 60. GRAPH 61.
. s ™
Family Member Has Access to Special Equipment or Family Member Can See Health Professionals When
Accommodations Needed Needed
100% 100% 99% 97%
80%
80%
60% 539%
50% 60%
40%
40%
20%
20%
0%
Always Usually Sometimes Seldom or Never
0%
® Pennsylvania = NCI Average ™ Pennsylvania " NCI Average
N=146 N=2,369 N=438 N=5,546
. . J
GRAPH 62. GRAPH 63.
. s ™
Family Member's Primary Care Doctor Understands Respondent Has Access to Dental Services for Family
Needs Related to His/Her Disability Member
100% 99% 97% 100%
80% 80%
60% - 60%
40% | 40%
20% 20%
0% - 0%
™ Pennsylvania " NCI Average ™ Pennsylvania " NCI Average
N=416 N=5,339 N=428 N=5,432
1\ - J
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National Core Indicators™

GRAPH 64. GRAPH 65.
s s ™~
Family Member's Dentist Understands Needs Related Respondent Knows What Family Member's
to His/Her Disability Medications Are for
100% 98% 98% 100% 97% 97%
80% 80%
60% - 60% -
40% | 40% |
20% - 20% -
0% - 0% -
™ Pennsylvania " NCI Average ™ Pennsylvania " NCI Average
N=368 N=4,307 N=349 N=4,815
. . J
GRAPH 66 GRAPH 67.
. s ™
Respondent, Family Member, or Other Family Member Family Member's Mental Health Professional
Knows What Is Needed for Family Member to Take Understands Needs Related to His/Her Disability
97% Medication Safe 97
00% — ly sl 100% T
86%
80% - 80% -
60% - 60% -
40% | 40% |
20% 20%
0% - 0% -
™ Pennsylvania " NCI Average ™ Pennsylvania " NCI Average
N=350 N=4,811 N=169 N=1,930 )
. A
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National Core Indicators™

GRAPH 68. GRAPH 69.
s e ™\
Respondent Has Access to Respite Services Respondent Is Satisfied With the Quality of Family
Member's Respite Services
98%
100% 100% 93%
80% 80% |
60% | 60% |
40% | 40% |
20% | 20% |
0% - 0% -
™ Pennsylvania " NCI Average ™ Pennsylvania " NCI Average
N=229 N=3,431 N=129 N=2,137
. - /
GRAPH 70. GRAPH 71.%
s s ™~
Family Gets Needed Supports Additional Services Needed
Respite 5;;‘%
100%
Regularly Scheduled Support...
80% | Homemaker Services
Home or Vehicle Modifications
60% -
Counseling
40% - Family-to-family Networks
Support or Training to Use...
20% -
30%
Other 31%
0% - 0% 20% 40% 60% 80% 100%
= Pe:msylvania = NC_I Average ™ Pennsylvania ™ NCI Average
g N=390 N=4,982 . N=53 N=939 y,

*Categories are not mutually exclusive
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National Core Indicators©

Choice, Decision Making and Control

FAMILIES AND FAMILY MEMBERS WITH DISABILITIES DETERMINE THE SERVICES AND SUPPORTS THEY RECEIVE AND THE

INDIVIDUALS OR AGENCIES WHO PROVIDE THEM
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National Core Indicators™

GRAPH 72. GRAPH 73.
4 . . \ ' . R , ™
Family Can Choose or Change Family Member's Family Can Choose or Change Family Member's
Provider Agency Support Workers
100% 100%
80% 80%
67% 66%
60% 60%
40% 40%
20% 20%
0% 0%
Always Usually Sometimes Seldom or Never Always Usually Sometimes Seldom or Never
o Pennsylvania = NCI Average o Pennsylvania = NCI Average
N=27 N=3,677 N=27 N=3,717
L (1] 3,6 L 8 3 )
GRAPH 74. GRAPH 75.
' . . ' i i _ ™
Family Directly Manages Support Workers Family Member's Service Providers Work Together to
Provide Support
100% 100%
83% 83%
80%
80% -
60%
47% 60% -
40%
40% -
20%
20% |
0%
Always Usually Sometimes Seldom or Never
0% -
® Pennsylvania = NCI Average W Pennsylvania " NCI Average
9 N=264 N=3,660 L N=233 N=2,923 )
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GRAPH 76.

100%

80%

60%

Respondent, Family Member, or Other Family Member
Chose or Can Change Case Manager or Service
Coordinator

65%

Yes, Chose Didn't Choose but Can Didn’t Choose and Cannot
Change Change
= Pennsylvania W NCI Average
N=323 N=4,391

National Core Indicators™
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National Core Indicators©

Involvement in the Community

FAMILY MEMBERS WITH DISABILITIES USE INTEGRATED COMMUNITY SERVICES AND PARTICIPATE IN EVERYDAY

COMMUNITY ACTIVITIES
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National Core Indicators™

GRAPH 77. GRAPH 78.
. ~N ™~
Family Member Takes Part in Activities in Community Reasons Family Member Does Not Take Part in
Community Activities
100%
100%
80%
80% 0% .
ae% 0%
60% 40%
20%
40%
0%
20% Lack of Cost Lack of Support Negative Other
Transportation Staff Attitudes From
Community
0% Members
™ Pennsylvania m NCI Average M Pennsylvania = NCI Average
N=436 N=5,516 N=41 N=460
. /o /
GRAPH 79. GRAPH 80.
4 ™ g I
Family Member Has Friends Other Than Paid Support There Are Resources in the Community the Family
Workers or Family Member Can Use That Are Not Provided by the IDD
100% 100% Agency
83%
80% 80% |
60% 60% -
40% 40% -
20% 20% |
0% 0% -
™ Pennsylvania " NCI Average ™ Pennsylvania " NCI Average
N=423 N=5,415 N=321 N=4,300
. J J
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GRAPH 81.
( - - - -
Family Takes Part in Family-to-family Networks
100%
80%
60%
40%
23%
18%
20% _:
0%
™ Pennsylvania " NCI Average
N=369 N=4,650

National Core Indicators™
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National Core Indicators©

Satisfaction

FAMILIES AND FAMILY MEMBERS WITH DISABILITIES RECEIVE ADEQUATE AND SATISFACTORY SUPPORTS
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National Core Indicators™

GRAPH 82. GRAPH 83. *
4 Lo ) : 'd . . )
Overall, Respondent Is Satisfied With Services and Respondent Knows How to File a Complaint or
Supports Family Receives Grievance About Provider Agencies or Staff
100% 100%
80%
80%
60%
60% -
45% a1% 42%
40% |
40%
20% | 11% 13%
4% 4% 20% -
0% -
Always Usually Sometimes Seldom or Never
0% -
= Pennsylvania = NCI Average ™ Pennsylvania " NCI Average
- - N=433 N=5,488
L N=428 N=5,477 L )
GRAPH 84. GRAPH 85. *
4 . . . 'd N
Respondent Is Satisfied With the Way Complaints or Respondent Knows How to Report Abuse or Neglect
Grievances About Provider Agencies or Staff Were
100% - Handled and Resolved (If Filed in the Past Year) 100%
80% 80%
63%
60% | 60% -
40% | 40%
20% 20%
0% - 0% -
™ Pennsylvania " NCI Average ™ Pennsylvania = NCI Average
N=40 N=676 N=436 N=5,555
- o J

*For this question, ‘No’ and Don’t Know’ responses were combined.
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GRAPH 86.

'

100%

80%

60%

40%

20%

0%

Abuse or Neglect Was Reported on Behalf of Family
Member in the Past Year

4% 3%
| |
™ Pennsylvania » NCI Average
N=421 N=5,320

National Core Indicators™
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National Core Indicators©

Outcomes

INDIVIDUAL AND FAMILY SUPPORTS MAKE A POSITIVE DIFFERENCE IN THE LIVES OF FAMILIES

Adult Family Survey State Results: 2015-16 | 38



National Core Indicators™

GRAPH 87. GRAPH 88.
. s ™~
Services and Supports Have Made a Positive Difference Services and Supports Have Reduced Family's Out-of-
in Family's Life Pocket Expenses for Family Member's Care
100% 929% 95% 100%
80% 80%
60% 60% -
40% - 40% -
20% - 20% -~
0% - 0% -
™ Pennsylvania " NCI Average ® Pennsylvania 1 NCI Average
N=390 N=5,055 N=385 N=4,911
. \ /
GRAPH 89. GRAPH 90.
. s ™~
Services or Supports Were Reduced, Suspended, or Service Reduction, Suspension, or Termination Affected
Terminated in the Past Year the Family or the Family Member Negatively
100% 100%
88%
80% 80%
60% 60% -
40% 40% -
20% 15% 20% -
10%
™ Pennsylvania " NCI Average ® Pennsylvania 1 NCI Average
N=392 N=5,015 N=33 N=595 )
A A
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National Core Indicators™

GRAPH 91. GRAPH 92.
. s ™~
Services or Supports Were Increased in the Past Year Services or Supports Help Family Member Live a Good
Life
100% 100% 01% 93%
80% 80%
60% 60%
40% 40%
20% 17% 17% 20%
0% “ 0%
™ Pennsylvania " NCI Average ™ Pennsylvania " NCI Average
N=387 N=4,936 N=391 N=4,951
. . J

Adult Family Survey State Results: 2015-16 | 40



