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Organization of Report

Nine states conducted the National Core Indicators (NCI) Family Guardian Survey during the 2006-

2007 project year and submitted their data. The Family Guardian Survey was administered to

individuals having an adult family member with disabilities livingo ut si de o fhomeh®Bisf ami | y 0s
Final Report provides a summary of results, based on the data submitted by September 2007.

This report is organized as follows:

I. INTRODUCTION

This section provides an overview of the National Core Indicators effort, and a brief history of the
development, administration, and participation of states in the NCI Family Guardian Survey.

[l. FAMILY GUARDIAN SURVEY
This section briefly describes the structure of the survey instrument.

. METHODS

This section illustrates the protocol used by states to select families to participate in the survey,
administer the survey, and convey the resulting data for analysis. It also includes information on the
statistical methods used by Human Services Research Institute (HSRI) staff to aggregate and
analyze the data.

IV. RESULTS

This section provides aggregate and state-by-state results for demographic, service utilization,
service planning, access and delivery, choice and control, community connections, satisfaction and
outcome data. It also provides an overall view of the aggregate survey results and takes a look at
state trends, comparing individual state results against the state averages.



l. Introduction

Overview of National Core Indicators

In 1996, the NASDDDS Board of Directors |l aunched t
aim is to support state developmental disabilities authorities (SDDAs) in developing and
implementing performance/outcome indicators and related data collection strategies that will enable

them to measure service delivery system performance. The project strives to provide SDDAs with

sound tools in support of their efforts to improve system performance and thereby to better serve

people with devel opment al disabilities and their
facilitates states pooling their knowledge, expertise and resources in this endeavor.

Phase | of CIP began in 1997 when the CIP Steerin
performance/outcome indicators (focusing on the adult service system), in order to test their
utility/feasibility. Seven states conducted a field test of these indicators, including administering the
projectds consumer and family surveys and compili
analyzed and reported back to participating states.

During Phase Il (1999-2000), the original indicators were revised and data collection tools and
methods were improved. The new (Version 2.0) indicator set consisted of 60 performance and
outcome indicators. Twelve states (see below) participated in Phase Il, and this data is considered
baseline project data. In Phase Il (2000-2001), additional states joined the effort and the project
expanded its scope to include services for children with developmental disabilities and their families.

In 2002, the Core Indicators Project changed its name to the National Core Indicators (NCI) to reflect
its growing participation and ongoing status. And between 2002 and 2007, the NCI effort continued
to expand. The following figure summarizes state participation in the National Core Indicators since
its inception through the 2006-2007 data collection cycles. States are listed if they participate in one
or more of the NCI activities (e.g., consumer survey, family surveys, expenditure/utilization data, etc.).

Table 1
State Participation in National Core Indicators

Phase | Phase Il Phase Il Phase IV Phase V Phase VI Phase VI Phase VIl Phase IX
Field Test 1999-2000 2000-2001 2001-2002 2002-2003 2003-2004 2004-2005 2005-2006 2006-2007

AZ AZ AZ AL AL AL AL AL AL

CT CT CT AZ AZ AZ AZ AR AR

MO KY DE CA-RCOC|] CA-RCOC| CA-RCOC CA-RCOC AZ AZ
NE MA 1A CT CT CT CT CA-RCOC CA-RCOC

PA MN KY DE DE DE DE CT CT

VT NE MA Hi HI DC DC DE DE

VA NC MN IL IN HI HI DC GA

PA MT IN 1A IN KY GA HI

RI NE 1A KY KY MA HI IN

VT NC KY MA MA ME KY KY

VA PA MA ME ME NC MA MA

WA RI NE NE NE OK ME ME

uT NC NC NC PA NM NM

VT OK OK ND RI NC NC

WA PA PA OK SC OK OK

RI RI PA VT PA PA

uT SC RI WA RI RI

VT SD SC wv SC SC

WA VT SD WY SD X

WV WA VT TX VT

wy wv WA VT WA

wYy wv WA WV

wyYy WV wy

WY
Denotes first year of participation in NCI.
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Family Indicators

Getting direct feedback from families is an important way for states to gauge service and support
satisfaction, as well as pinpoint areas for quality improvement. The results garnered from family
surveys enable a state to establish a baseline against which to compare changes in performance
over time, as well as compare its own performance against that of other states.

The Family Indicators were developed and approved by the NCI Steering Committee in 2002. The
table below details the Family Sub-Domains, Concerns, and Indicators, and identifies the surveys in
which the indicators are explored. The Sub-Domains include: Information and Planning, Choice
and Control, Access and Support Delivery, Community Connections, Family Involvement,
Satisfaction and Outcomes. The structure of each family survey follows this framework.

Table 2
Family Indicators

FAMILY INDICATORS

The projectdéds family indicators concern how well the public
DOMAIN families, to exercise choice and control in their decision-making, participate in their communities, and maintain family relationships.
Additional indicators probe how satisfied families are with services and supports they receive, and how supports have affected their

llives.
SUB-DOMAIN CONCERN INDICATOR DATA SOURCE
The proportion of families who report they are informed about the array of existing|
and potential resources (including information about their family member's All Surveys
disability, services and supports, and public benefits), in a way that is easy to 4
Families/family members with understand.
Information & |disabilities have the information |The proportion of families who report they have the information needed to All Surveys
Planning and support necessary to plan  |skillfully plan for their services and supports. 4
for their services and supports. The proportion of families reporting that their support plan includes or reflects
X R All Surveys
things that are important to them.
The proportion of families who report that staff who assist with planning are All Surveys

knowledgeable and respectful.
The proportion of families reporting that they control their own budgets/supports Children & Adult

Families/family members with | e, they choose what supports/goods to purchase). Family Surveys
Choice & disabilities determine the T . £ famnili h Cthey ch hi d thei
Lo services and supports they e‘pro/po ion 0 aryl; ies who report they choose, hire and manage their All Surveys
ontro receive, and the individuals or service/support providers.
agencies who provide them. The proportion of families who report that staff are respectful of their choices and All Survevs
decisions. 4
The proportion of eligible families who report having access to an adequate array All Surveys
of services and supports. 4
The proportion of families who report that services/supports are available when All Surveys

needed, even in a crisis.

The proportion of families reporting that staff or translators are available to
provide information, services and supports in the family/family member's primary All Surveys

Access &  |Families/family members with language/method of communication .

Support disabilities get the services and

Delivery supports they need. The proportion of families who report that service and support staff/providers are All Surveys
available and capable of meeting family needs. 4
Thg proporpon of families who report that services/supports are flexible to meet All Surveys
their changing needs.
The proportion of families who indicate that services/supports provided outside of
; . N ) Both Adult
the home (e.qg., day/employment, residential services) are done so in a safe and
: Surveys
healthy environment.
. i The proportion of families/family members who participate in integrated activities All Surveys
) Famlhes/famlly members use in their communities. Y!
Community Jintegrated community services - — ———
Connections |and participate in everyday The proportion of families who report they are supported in utilizing natural
community activities. supports in their communities (e.g., family, friends, neighbors, churches, colleges, All Surveys
recreational services).
Family F?m'“es.malmam Connec.m.ms The proportion of familes/guardians of individuals not living at home who report Family/Guardian
with family members not living af| ; - L
Involvement home the extent to which the system supports continuing family involvement. Survey
Families/family members with | The proportion of families who report satisfaction with the information and
Satisfaction |disabilities receive adequate and|supports received, and with the planning, decision-making, and grievance All Surveys
satisfactory supports. processes.
Family Individual ar.“.j f""”?"y SuPpO.rtS The proportion of families who feel that services and supports have helped them | Children & Adult
make a positive difference in the X . L )
Outcomes to better care for their family member living at home. Family Surveys

|Iives of families.
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II. Family Guardian Survey

Background

This report focuses on the Family Guardian Survey.

The Family Guardian Survey was developed and first utilized during Phase |l of the Core Indicators
Project (1999-2000), inr espons e [

indi vi

dual s

wi t h

to
di sabi l

var i
it

ous
€es

statesbo
invol ved

in their efforts to be involved, and their level of satisfaction with how the service system was meeting
the needs of their family member with disabilities. In this effort, seven states administered the Family
Guardian Survey.

wer e

nterest

States were instructed to mail the survey to 1,000 randomly-selected families who met two criteria:
(1) an adult family member with a developmental disability lived outside of the family household and
(2) the individual received at least one service or support besides case management. If fewer than
1,000 families met these criteria, the state was instructed to mail the questionnaire to all qualified
families. The requirement that questionnaires be mailed to 1,000 families was based on an expected
return rate of 40%, which in turn would yield 400 completed questionnaires in hand for each state.

Between 2001 and 2007, seven to ten states have participated each year. Response rates within
states have varied greatly, between 23% - 81%, yet each year, NCI has had between 2,800 7 5,000
completed surveys available for analysis.

State Participation

Below is a chart indicating participation in the Family Guardian Survey since its inception.

Table 3

State Participation in NCI Family Guardian Survey

(Adults Living Out-of-Home)

Phase 1 Phase VI
Field Test | 1999-2000 | 2000-2001 | 2001-2002 | 2002-2003 | 2003-2004 | 2004-2005 | 2005-2006 [ 2006-2007

NA CT AZ CA-RCCC A7 AZ AZ CA-RCOC AZ
KY DE HI CA-RCOC CA-RCOC CA-RCOC CcT CT
MN MA NE HI CT CcT GA DE
NE MN NC IN ME HI ME GA
PA NC PA MA NC PA NC HI
VA PA ut NC ND sC PA ME
WA RI WA PA PA WY SC NM
SC 5C sSD PA
sSD WA WA wYy

WY WY WY
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Survey Instrument

States that administer the Family Guardian Survey agree to employ N C | léase instrument and
guestions. If it wishes, a state may include additional questions to address topics not dealt with in the
base instrument. Since all states use the standard questionnaire, the results are comparable state-
to-state. Here, we describe the Family Guardian Survey developed by the project. Later, we discuss
how the surveys were administered and how the results were analyzed.

The Family Guardian Survey used in 2006-2007 not only asks families to express their overall level

of satisfaction with services and supports their family member receives, it also probes specific
aspects of the service syst clodwithcdanpgsaphicinformatens and e
the survey includes questions related to: the exchange of information between individuals/families

and the service system; the planning for services and supports; access and delivery of services and

supports; connections with the community; satisfaction and outcomes. Combined, this information

provides an overall picture of family satisfaction within and across states.

Demographics i The survey instrument begins with a series of questions tied to characteristics of

the family member with disabilities (e.g., individ
by a series of demographic guestions perageai ni ng
relationship to individual, level of involvement with family member).

Services Received 1 A brief section of the survey asks respondents to identify the services and
supports their family member receives.

Service Planning, Delivery & Outcomes i The survey contains several groupings of questions that
probe specific areas of quality service provision (e.g., information and planning, access to and
delivery of services, choice and control, community connections, satisfaction and outcomes). Each
guestion is constructed so that the respondent can select from three possible responses ("always or

usually”, "sometimes”, and "seldom or never"). Respondents also have the option to indicate that
they don't know the answer to a question, or that the question is not applicable.

Additional Comments i Finally, the survey provides an opportunity for respondents to make
additional open-ended comments concerning their family memberb s parti ci pati on i n
system.

. Method s

Sampling & Administration

States administered the Family Guardian Survey by selecting a random sample of 1,000 families
who: a) have an adult family member with developmental disabilities living outside of the family
home, and b) receive service coordination and at least one additional fi id r eserticeé or support.
Adults were defined as individuals with disabilities age 18 or older. A sample size of 1,000 was
selected in anticipation that states would obtain at least a 40% return rate, yielding 400 or more
usable responses per state. With 400 usable responses per state, the results may be compared
across states within a confidence level of +10%. In states where there were fewer than 1,000
potential respondent families, surveys were sent to all eligible families.

Final Report i Family Guardian Survey i April 2008 4



Each state entered responses into a standard file format and sent the data file to HSRI for analysis.

As necessary, HSRI personnel #dAcleanedo (i.e., excl

x The question "Does this person live at home with you?" was used to screen out
respondents who received a survey by mistake. For instance, if a respondent indicated
that their family member with disabilities lived at home with the family, yet received the
Family Guardian Survey, their responses were dropped.

x If the respondent indicated that the family member was under the age of 18, the
responses were dropped.

x If demographic information was entered into the file, but no survey questions were
answered, these responses were also dropped.

Response Rates

During 2006-2007, nine states administered the Family Guardian Survey. Table 4 shows the number
of surveys each state mailed out, the number and percent returned, and the number of valid surveys
accepted for inclusion in data analysis. The desired response rate (the percentage of surveys
returned versus the number mailed) is 40%.

Table 4

Family Guardian Survey - State Response Rates

State Surveys Surveys Response Usable
Mailed Returned Rate Surveys

Arizona 1,000 237 24% 171
Connecticut 1,200 331 28% 319
Delaware 768 284 3% 275
Georgia 1,669 583 35% 545
|Hawaii 1M 154 81% 139
|Ma ne 922 421 46% 420
[New Mexico 1,013 431 43% 424
|Pennsy|va nia 2,760 1,320 48% 1,243
Wyoming 815 325 40% 255
Overall 10,338 4,086 42% 3,791
* denotes data missing

Table 4 shows the response rates by state, based on the number of returned surveys entered into
the database and submitted for analysis, compared to the total number mailed out.

Data Analysis

NCI data management and analysis is coordinated by HSRI. Data is entered by each state, and
files are submitted to HSRI for analysis. All data is reviewed for completeness and compliance
with standard NCI formats. The data files are cleaned and merged, and invalid responses are
eliminated. HSRI utilizes SPSS (v. 15) software for statistical analysis and N6 software for
support in analysis of open-ended comments.

Final Report i Family Guardian Survey i April 2008 5



V. Results

The charts below provide the findings from the Family Guardian Survey. Findings are
presented in aggregate, as well as by state.

Please note that the TABLES provide individuals state results and result averages that are
calculated through two separate methods:

1. Total % indicates the percentage across all individual respondents.

2. State Average % indicates the average percentage across the nine states that
conducted this survey.

The CHARTS in this section illustrate the state average results, as do the COMMENTS (unless
otherwise noted).

Participating States

x  Nine states provided data sets to be included in the Final Report. They include Arizona,
Connecticut, Delaware, Georgia, Hawaii, Maine, New Mexico, Pennsylvania, and

Wyoming.
Chart 1
States Participating in the NCI Family Guardian Survey
2006-2007

Participating States

Final Report i Family Guardian Survey i April 2008



Characteristics of Family Members with Disabilities

This section provides information about the individual with disabilities living outside of the
fami |l ybs home.

e On average, across the states, over half (55%) of the family members with disabilities
lived in group home settings. 13% lived in adult foster care or host family homes, 11%
lived in their own homes or apartments, 11% in specialized facilities, 5% lived in agency-
owned apartments, 1% in nursing homes, and 4% in a variety of other settings.

e On average, 55% of family members were male across the participating states. The
remaining 45% were female.

e Across states, the average age of family members with disabilities was 44.4, with a
range in age from 18 to 94.

e On average, 77% of the family members were White, 7% were Asian, 6% were Hispanic,
5% were Black/ African American, 5% were American Indian/Alaska Native, 3% were
Mixed Races, 2% were Native Hawaiian/Pacific Islander, and less than 1% marked
Other or Unknown. (In this category, respondents could indicate one or more
races/ethnicities. For this reason, the percentages may not total 100%.)

¢ On average, over one-third (37%) of the family members with disabilities had a diagnosis
of severe or profound mental retardation. Additionally, 29% were individuals with
moderate mental retardation, 14% had mild mental retardation, and 3% had no mental
retardation diagnosis. Additionally, 17% of respondents were unsure of their family
member 8s diagnosi s.

¢ In addition to mental retardation, many family members experience other disabilities as
well (e.g., seizure disorder, cerebral palsy, physical disability, communication disorder).
The most prevalent additional disabilities included: seizure disorders/neurological
problems (30%), physical disabilities (27%), vision or hearing impairments (23%), mental
illness (22%), communication disorders (21%), and cerebral palsy (17%).

Final Report i Family Guardian Survey i April 2008 7



Type of Residence

Chart 2: Type of Residence

Adult Foster
Home
13%

Own Home or
Apt.
11%

O Group Home
B Own Home or Apt.
OAdult Foster Home

Agy-Owned OAgy-Owned Apt.

Apt. B Specialized Facility
5% .
ONursing Home
B Other
Group Home Specialized
55% Facility

11%

Nursing Home
1%

Other
4%

Table 5
Type of Residence in Which Family Member Lives
State Specialized Group Home Agy-Owned | Own Home/ A((:I:rt;: ::;ftr Nursing Other
MR Facility Apartment | Apartment Family Home

AZ 13.1 66.1 24 71 65 12 3.6
CT 18.9 676 2.7 81 00 0.0 2.7
DE 10.5 67.8 71 34 94 0.0 19
GA 53 4186 79 224 81 09 6.8
HI 6.3 276 24 71 535 16 16
ME 14.4 624 32 47 102 17 32
NM 6.7 513 70 197 86 0.2 6.5
PA 18.2 548 29 105 51 3.9 47
WY 9.1 64.7 6.7 107 60 0.0 28
Total n 424 1,908 163 408 301 65 154
Total % 12.4 55.7 4.8 11.9 8.8 1.9 4.5
State Avg. % 11.2 55.6 5.0 10.8 12.6 1.0 3.8
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Gender of Family Member

Table 6
Ch art. 3 Gender
Gender of Family Members
State % %
Male Female
Female
45% OMale AL 4.7 45.3
mF CT 51.4 48.6
emale

Male DE 53.9 46.1
55% GA 60.7 393
HI 53.2 468
ME 53.7 463
NM 57.8 423
PA 56.4 43.6
WY 561 439
Total n 1,908 1,470
Total % 56.5 435
State Avg. % 55.3 447

Age of Family Member

Table 7
Age of Family Member

State Average Age Range

A7 44.2 1882

CT 45.2 1889

DE 451 1892

GA 43.0 18-86

5l 43.8 1885

ME 46 6 18-86

NM 436 1894

PA 471 19-86

WY 409 21-84

Total n 3,659

Total Avg. 451 18-94

State Avg. 44 4
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Race/Ethnicity of Family Member

Table 8
Race/Ethnicity of Family Member (%)

. Bk.mkl . Amer. Indian/ |Hawaiian/Pac |, . Other/ Hispanic/

State White Adrican Asian | Natve | Idander |Med Races| o T

American
AZ 71.5 3.0 18 127 00 24 0.6 121
CT 93.1 46 03 1.3 00 1.0 1.0 26
DE 89.1 101 00 1.6 00 0.4 0.0 04
GA 75.0 233 04 06 00 1.3 0.2 09
HI 289 23 578 3.9 172 141 0.8 23
ME 97.3 02 0.0 14 00 1.0 0.0 0.2
NM 551 19 14 145 02 36 0.0 302
PA 96.5 19 0.2 0.6 00 0.3 0.1 0.7
WYy 88.4 12 08 4.8 00 3.6 0.4 44
Total n 3,102 210 91 122 23 65 8 183
Total % 84.0 5.7 2.5 3.3 0.6 1.8 0.2 5.0
State Avg. % 77.2 54 7.0 4.6 19 3.1 0.3 6.0
Final Report i Family Guardian Survey i April 2008 10



Level of Mental Retardation of Family Member

3%

No MR

Profound MR

Chart 4: Level of Mental Retardation

Mild MR
14% Moderate MR O Don't Know
29%
B No MR
OMild MR
Don't Know

179% OModerate MR

B Severe MR
Severe MR
23% OProfound MR

Table 9
Level of Mental Retardation of Family Member

State NOMR | pigmr | Modere | goveremr | PTOOUM | ot Know
Diagnosis MR MR
A7 42 127 333 242 133 121
CT 1.7 131 298 249 16 6 13.8
DE 36 10.0 319 219 108 219
GA 259 193 291 216 1M15 155
HI 24 73 274 27 4 153 20.2
ME 20 121 285 210 202 16.2
NM 43 16.2 254 203 16 4 17 4
PA 1.9 158 26 .4 202 14 8 209
WY 24 186 399 225 63 10.3
Total n 94 545 1,043 780 518 634
Total % 2.6 151 289 216 143 17.5
State Avg. % 2.8 13.9 30.2 227 139 16.5
Final Report i Family Guardian Survey i April 2008 11



Other Disabilities of Family Member

Table 10A
Other Disabilities of Family Member

State Mental lIness Autism C:::ga I Bram Injury [?.2 ::;:r DS::':"(;::IW
AZ 245 12.3 19.0 10 4 26.4 1.2
CT 15.7 17.8 18.5 70 26.5 0.7
DE 16.6 17.8 146 71 29.6 0.4
GA 259 117 123 125 25.0 06
HI 15.4 12.0 171 77 28.2 26
ME 236 14.7 210 102 354 16
NM 286 10.2 209 147 348 0.7
PA 241 8.2 17 1 106 29.2 0.9
WY 26.2 6.0 15.3 125 33.1 0.8
Total n 835 401 608 384 1,059 33
Total % 235 11.3 17 1 108 298 0.9
State Avg. % 22.3 12.3 17.3 10.3 29.8 1.1
Table 10B

ste | newmg | ol | Cmmew | mmemors | Do | oter
Impaimment isability Disorder Disease Syndrome Disability
AZ 23.3 227 17.8 12 80 20.2
CT 22.0 23.0 18.8 17 18.5 146
DE 21.7 26.1 19.0 16 130 12.6
GA 19.8 239 19.4 02 112 117
HI 222 239 205 17 18 8 17.1
ME 241 349 26.8 24 126 142
NM 25.6 299 291 12 72 229
PA 24.4 27.7 18.5 09 116 13.9
WY 26.6 315 23.0 00 133 15.7
Total n 834 979 752 39 426 537
Total % 235 275 21.1 1.1 12.0 15.1
State Avg. % 23.3 27.1 21.4 12 127 15.9
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Characteristics of Respondents

This section provides information about survey respondents. Respondents are the individuals
who completed the survey forms, not the individual with disabilities living outside of the
household.

e Across states, most respondents (61%) fell between the ages of 55 and 74. One-fourth
(25%) of respondents were 35 to 54, and 12% were 75 years old or over.

e Three-fifths of respondents were parents of adult children with disabilities (58%).
Twenty-four percent (24%) were siblings, less than 1% were spouses, and the remaining
17% had other relationships to the individual.

e On average, half (51%) of respondents indicated they saw their family member more
than twelve times per year (e.g., once a month or more). Others visited with their family
members less frequently: 18% saw their family member 7 to 12 times per year, 15%
visited their family member four to six times per year, 12% saw their family member one
to three times per year, and the remaining 3% less than once per year.

e Onaverage,76% of respondents indicated that they we
guardian or conservator. In Maine and Wyoming, nearly all respondents served as their
family member 6s Q@eorgiaadd Panmsylvamid) ieweethan malf of
respondents held this role.

Age of Respondent

Table 11
Age of Respondent

State Under 35 35-54 55-74 75 or Older
A7 6.2 39.8 46.0 8.1
CT 1.3 18.4 53.2 27 1
DE 0.0 18.0 60.5 214
GA 1.5 227 60.8 150
5l 0.0 147 581 27 1
ME 1.2 230 576 182
NM 1.9 295 513 173
PA 1.5 215 54.3 228
WY 28 247 60.6 120
Total n 60 855 2,076 727
Total % 1.6 23.0 55.8 19 6
State Avg. % 1.8 23.6 55.8 18 8
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Relationship of Respondent to Individual with Disabilities

Frequency of Visits between Respondent and Individual with Disabilities
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