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National Core Indicatos (NCI), a joint venture betweenthe National Association ofState
Directors of Developmental Disabilities Services and the Huan Services Research Institute, ha:
been in operation since 1997. Participating states utilize @ommon set of data collection
protocols to gather information about the performance of service delivery systems for peopl
with intellectual and developmental disabilities. ata from NCIlare aggregated andused to
support state efforts to strengthen long &€rm care policy, inform the conduct of quality
assurance activities and compare performance with national norms. NCI data additionally ha\
been usedasthe basis ofdata briefson specificareas of interest such aemployment andautism
spectrum disorders.

On the national level, NCI data provide a rich source of information for researchers seekir
answers to important policy questions. Increasingly, these data sets are being requested f
research purposes, and several articles have been published in peeviewed journals in recent
years. In 2008,the University of Minnesota, in partnership with NASDDDS and HSRI, wi
awarded five years of funding from theNational Institute on Disability and Rehabilitation
Research NIDRR to further investigate research questions using the NCI Consumer Surve'
multistate data set.

As of June2008, the NCI collaboration included26 participating states and1 sub-state entity.
We are pleased to launch the first NCI Annu&8ummary Report, which highlights activities and
key findings from 2007-2008.
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INTRODUCTION

National Core Indicators @) began in 1997 as a collaborative effort between the National
Association of State Directors of Developmental Disabilities Services (NASDDDS) and the Human
Servies Reseatt Institute (HSRI). Thgpalof the
program was tcgncourage and suppoNASDDDS NCI Vision
member agencies to develop a standard set , . )

To influence national and state policy
performance measures that could be us®y 14 improve practice at the state level
states to manag quality and across states fol » To add knowledge to the field
making comparisons and setting benchmmark » Toinformthel 3342 OAl GA 2y
Fifteen states initially stepped forward to work ol planning and priority setting
the Core Indicators Project, as it was originali,
known, and pooled their resources to develop
valid and reliable data collection protocower time, NCI has become an integral piecewdr half
thea il 6SaQ ljdzrtAde YIrylFI3aSYSyid aeadsSvya FyR FfAdya
HCBS Waiver NCI states and project partners continue to work toward the vision of utilizing NCI
data not only to improve practice at the state level but alsoadd knowledge to the field, to
influencestate and national policy, and to inform strategic planning initiativeN@SDDDS

PARTIQPATING STATES

In2007-2008 the membership of NQjrew to26 states and one sutate entity (see Figurg).

AGURE 1. PARNIAPATING NA STATES2007-2008
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CORE INDICATORS

The NCI framework includes approximately 100 performaacd outcomeindicators organized
across five broad domains: Individual Outcomes, Health Welfare & Rights, Staff Stability &
CompetencyFamily Outcomesand System PerformancEach domain is further broken down into

= INndividual Outcomes

wWork

wCommunity Participation
wConsumer Satisfaction
wChoice and DecisieMaking
wRelationships

ma Health, Welfare, and Rights

wRespect and Rights
wHealth
wMedications
wSafety

ma Staff Stability and Competency

wStaff Stability

= Family Outcomes

winformation and Planning
wChoice and Control

wFamily Satisfaction

wAccess and Support Delivery
wCommunity Connections
wFamily Outcomes

= System Performance

wService Coordination

DATA SOURCES

sub-domainsrepresenting specific expectations.
For example, the expectatiof2 NJ G KS &2 2 NJ ¢
sub-domain is People have support to find and
maintain community irégrated employment
The subdomains are measured by one or more
performance indicators selectduy the steering
committee of participating statebased upon a
set of criteria including face validity, usefulness
as a benchmark, and feasibility to colleBome
indicators are measured using survey data
gathered on a sample of individuals, while
others are computed using population data
available through state data systems (e.g.,
incident reports).The full list of core indicators
may be viewed and downloadedn the NCI
website atwww.nationalcoreindicators.org

This report highlights selected aggregate results
from 200708. For some measures trends
noted over the past five yearare included
Detailed summary reports ofstate by state
results and national averagegor all NCI
measuresare available on the websiteThefull
reports are organized by data sourc&he
graphic to the left summarizes thparticular
domains and sulomains addressed in this
annual report.

Five primary data sources are referenced in this report. NCI utilizes an Adult Consumer Survey to
gather information directly from service recipients and their families or other representa®tates

are expectedo interview a random sample of at least 400 individuaslditionally, three Family
Surveys are administered by mail to collect data on family and guardian perspectives of the quality
of services and supports received by adults living at home, adults living outsdhoime, and
children living at homef-or each Family Survey, states typically send out 1,000 to 1,200 surveys in
order to obtain a target return of 400 responses per surv@pally, the Provider Survey on Staff


http://www.nationalcoreindicators.org/

Stability is a brief twgpage survey usedotcollect information from provider agencies airect
supportstaff turnover rates, average length of employment, arstancy ratesThis survey is sent

to all providers or a representative sample of at least 50 agenuidsrger statesDepending on
resources and other factors, some states alternate which surveys they administer from year to year.
Figure 2 below provides a brief description of the target population for each survey, the method of
administration, the total number of states thatsedeachtool in 200708, and the total number of
surveys collected overall.

AGURE2. SUMMARY OF SURVEYSBY STATE 2007-2008

NCISurvey Target Population Method of # of States | Total # of
Administration 2007-08 Surveys

Adult Consumer | Adults 18+ receiving deast one | In-person interview | 24 12,058

Survey service besides case managemel

Adult Family Families of adults 18+ living at Mail 15 6,321

Survey home

Child Family Families of childrennder 18living | Mail 8 2,711

Survey at home

Family Guardian Familiesor guardians ofadults 18+ | Mail 11 4,828

Survey living outside the home

Provider Survey All provider agencies Mail/E-mail 10 606

on Staff Stability

2007-2008 ACCOMPLISHMENTSAND ACTIVITIES

State participation in NCI continues to grow. New memlx@rd007#2008 included Louisiana, New
Jersey, New York, and thenmwed membershipof a founding NCI state, Missouri. With the
increasing number of participants, the program underwent some restructuring aimed at maintaining
the active involvement of all mebrers while providing additional oversight and direction to the
overall effort. These changes includeshgaging the NASDDDS Research Committee in an oversight
role, changing the name of the Steering Committee to the Operations Committee to reflect its focus
on implementation of NCland brmation of the Content Review and Field Test (CRAFT) Committee,
a group of states that will work in conjunction with program staff to recommend changesoand
assist with pilot testing of revised NCI protocols

A major accmplishment of the last year was the revision and testing of the Adult Consumer Survey
which includes expanded questions on health, -defction, and community participation. In
addition, a new online data entry system applicati@DESAwas developeda facilitate data entry.

On the research front, severgurnal articles based on analyses of NCI data from six statre
published in collaboration witlresearchersat the University of Minnesota. A related achievement
was the acceptance of twblIDRRgrant applicatios, which will provide five years of funding to
continue the analyses of multistate data and to conduct case studies of NCI implementation.




Visit www.nationalcoreindicators.orgfor detailed state by state results and

national averagedor all NCI measures.

SELECTED RESULTS2007-2008

INDIVIDUAL OQUTCOMES

WORK

In 20072008 a total of 6,538 responses were receivieaim the supplemental employmergection

of the consumesurvey,of which 4,29866%)indicated that the individual was participating in some
form of employment for some portion of the past monti€ategories included competitive
employment individual supported employment, group supported employment and fadikised
employment As shown in Figure 3 belpmdividualswho worked in group supported employment
settings and facilihased work programs worked more hours and earned less money per month on
average than those who worked in competitive or individual suppoeiegloyment settings.

HGURE 3. AVERAGE HOURSAND WAGES PERMONTH BY EMPLOYMENT SETTING IN 2007-08
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HGURE4. PERCENT OF INDIVIDUALS PARTIGIPATING IN EACH
GoMMUNITY ACiVITY IN 2007-08
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COMMUNITY PARTICIPATION

The majority of individuals surveyed
participated in at least one activity in the
community in 200708. As illustrated in
Figure 4, roughly 90% ofindividuals went
shopping, on errands or appointmentsyt
for entertainment,or ate in a restaurant. A
smaller percentage went to religious
servces 60%) or took part in integrated
sports activities 7%). It is important to
note that while 37% oindividualsreported
participating in  communityntegrated

sports, an additional 33% reported participating in riotegrated sports, andnother30% wee not
active in any sportsactivities Participation rateshave changed only minimally since 2003. In
addition, in 200708 there were minimal state differenc&scommunity activity participation rates.


http://www.nationalcoreindicators.org/

QHolce AND DEQ'SION-MAKING

Analysis ofndividualdata over the past five years from states that provided data for at least four of
those years indicated thgieople surveyedvere more likely to chosethe staffwho support them

in their homes tlan to choosewhere they lived Further, they weremore likely to choose their
home and home staff thawith whom they
lived. As illustrated in Figureb, these
differences were consistent over this fivi | .o,

year period despite small fluctuations il 60% 599 58%
] . 56% 63% —&— chose
each type othoice over time. h
550 ome

o0, ;:m- staff

HGURES. AVE YEAR TRENDSIN HOME-RBLATED CHOICE

Another interesting trend washe increase 52% 52% A —®m—chose
) . 51% home
in the percentage ofndividualswho were 45% A X 8%

0,
able to choose their case manager, frol s " say A A chose
roughly 47%during 20032006 to roughly | ss Mm% foomals
52%during2006-2008. '03-04 '04-05 '05-06 '06-07 '07-08

RELATIONSHIPS

Between 200304 and 200708, roughly 90% HGUREG. AVE YEAR TRENDSIN LONELINESS

of individuals surveyedgtated that they had

friends Of these, the majority had friends | 60% |- 53%—54%- o — 519%— 55%

who were not staff or familyin 200708 AR, —4—no

DE, ME, MO, NM, OK, and Rad a | 400 e

significantly higher proportion ofpeople 3:0/_.0——3:)/—.——.0 imes

with friends who were not staff or family o 3%% 90% 5% 3% ten
20% :

than the other NCI states. A A 4 yes

g 16% 149
Roughly 35% dihdividualsstated that they 0% | L1% 10% T 10%
were sometimes lonely during this five yee '03-04 '04-05 '05-06 '06-07 '07-08

period andonly a minority stated that they
often felt londy. As presentedin Figure6,
the proportion of people who were often lonely was highest in 2606, and conversely the
proportion of individualsvho were not lonely wakwest during thidastcycle®

A 2007 study of NCI data found a link betwdemeliness, relationships with friends and family, and
feelings of safety. Specificallyjgarding to Stancliffe, Lakin, Doljanac, Byun, Taub, and Chiri {2007)
significantly greater feelings of lonelines®re reported byNCI participants who were afraiat

! These findings refer to the 15 statémt provideddata for at least four years during this five year period.

% Stancliffe, R.J., Lakin, K.C., Doljanac, R., Byun, S., Taub, S., & Chiri, G. (2007). Loneliness and living
arrangementsintellectual and Developmental Disabilities, 380-390.




home or in their neighborhoodvho did not like where they livedyr who had less contact with their
familyand friends

CONSUMER SATISFACTION

There were very higlevels of individual
satisfaction with work and home life ir
2007-08. Specifically, most people sai
they were satisfied with where they livec
(95%) and worked (95%), and felt the¢
home (90%) and work staff (94%) wel Live with family
respectful. There were minimal state Live with nonfamily .870/‘1 J
differences in home and work satisfactior 60% 70% 80% 90% 100%
However, a few states differed or

whether individuals felt their home and

work staff were respectful. Significantly more individuals in RI, AR, IN, LA, NM, ME, and PA felt their
home or day support staff treated &m with respect than those in other states.

HGURE 7. PROPORTION OF DIFFERENT GROUPSWHO
USUALLY/ ALWAYSLIKE WHERE THEY LIVE

Chose where to live 90%
Did not choose where to live

Figure 7 above illustrates findings from a 2009 article by Stancliffe, Lakin, Taub, Chiri, & Byun
examining satisfaction and wdleing among NCI participafitsAccording to this study, individuals
who were give more choice about their living situation reported significantly higher home
satisfaction. In addition, those who lived with their families liked where they lived more than those
who did not live with their families.

® Stancliffe R J.,Lakin K.C.Taub,S.,Chiri,G.,& Byun S.(2009). Satisfaction and sense of well being among
Medicaid ICF/MR and HCBS recipients in six sthtesdlectual and Developmental Disabilities, $3-83.



HEALTH, WELFARE, AND RIGHTS

RESPECT AND RIGHTS

Between 200304 and 200708, individual survey results have indicated high ratescofisumer
privacy and other rightsas shown in Figurg For instage, over 80% gbeople surveyedeported
having privacy at homand control over who opens themail, and over 9% ofindividualssaidthey
had no telephoneelated restrictions. In additiorthe percentage ofndividualswho said their malil
was only read with permission increasiedm 82% in 20084 to 88% in 200D8.

RAGURE 8. AVERAGE RATES OF PRIVACY AND RIGHTS BETWERN 2003-04 AND 2007-08

#
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People read mail only with permissiot

No restrictions on using the telephone

&
T

60% 70% 80% 90% 100%

SFL -ADVOCACY

On average, onguarter ofindividualsattended seadvocacy meetings during this five year period,
and an additional 6% had the opportunity to attend sumbetings but chose not tarheremaining
nearly70% ofindividualsreported that they had neveattended a sef-advocacy meeting.

HEALTH

The proportion of individualswho had basic health Highest rates of health exams in 20@B8:
examinations remained high between 2063 and AR, KY, LA, ME, N O
2007-08. Over 90% oihdividualshad a health exam Highest rates 0DB/GYNexams in 200708:
in the past year,almost 70% of women had ¢ CT, DE, MO, NC, OK, NY, TX

gynecologicaéxam in the past year, and over 60%

N . . Highest rates of dental exams in 20@B8:
individualshad a dental exam in the past six months.

CT. DE, ME, NJ, NM, NY, OK, RI, TX, W\

MEDICATIONS

Overall, moreindividualstook psychotropic medications than were diagnosed with a mental illness
or psychiatric disorderBetween 200804 and 200708, almost onethird (3099 of individualson
averagewere diagnosed with a psychiatiiiness, andalmost onehalf @46% on averagetook at
least one psychotropic medicatiorThe rate at which individuals receive psychotropic medications
has remained constant since the inception of NCI.




Of particular concerrsithe subgroup of individuals in the sample who have a diagnosis of autism.
Figure 9 below shows that consumer survey respondents with autism are less likely to have a co
existing diagnosis of mental illness and more likely to be taking medications for psychotic, mood,
anxiety, and behavioral disorders than those without a diam®f autism. For a more detailed
comparison of outcomefor those respondents with and withoutdiagnosisof autism see the NCI

Data Brief athttp://www.hsri.org/docs/DATA%20BRHEA20AItism. pdf

HAGURE9. MENTAL ILLNESS DIAGNOSSAND TYPE OF MEDICATION RECAVED, BY AUTISM DIAGNOS'S

Diagnosis of
mental illness

Meds for
psychosis

Meds for
mood

m Autism

No Autism
Meds for
anxiety

Meds for
behavior

SAFETY

Over 80% oindividualsfelt safe in their home and neighborhood between 26m8and 200708. In
addition, in 200708 slightly over ten percent dhdividualsreported feeling afraid sometimes in
their home (13%) or neighborhood (11%), and roughly 5% felt afraid in their home or neighborhood
most of the time

STAFF STABILITY AND COMPETENCY

STAFF STABILITY FGURE 10. DIRECT CONTACT STARF TURNOVER: FY2005-FY2007

From FY005 to FY2007there has
been a steady decrease in sta

50%

45%

turnover in residential andin day 459% - 43%
service settingsas Figurd0 shows :0\ 40% —e— Residential
4006 | 43%
40%

In FY2007, residential and day —&—Day
service providers had a 7% vacan 35% 38%

rate for their fultime positicns, and

a 13% vacancy rate fopart-time 30% . . .

positions FY2005 FY2006  FY2007



http://www.hsri.org/docs/DATA%20BRIEF-%20Autism.pdf

Amongall staff that left their jobs in FY20040% hadworked inthe agencyfor over one year
Slightly fewer (39% residential staff and 38% day dtaif) waked six months or less

FAaMILY OUTCOMES

I NFORMATION AND PLANNING

In 200708, roughly 40% of adult family and child family survey respondents reported that they
usually or always received information about serviees supports available ttheir family (42%

and 39%, respectively). Roughly 40Pbath respondent groups said they sometimes received this
information (38% and 40%, respectively), and approximately 20% responded that they seldom or
never received information.

Of those who received this information, 55% of both adult family and clatdily survey
respondentsreported thatthis information was usually or always easy to understand, 38% of both
groupsrated the informationas sometimes easy to understarahd 7% responded that the material
was seldom or never easy to understanihus, alhiough the majority of respondents receive and
understand this information abouavailableservicesand supports it should be noted that this
outcome is metonly some of the time for a substantial humber of adult and child fasukyey
respondents, and Z® almost never receive information.

CHolcE AND CONTROL

Over half of adult family and child family survey respondents usually or always chose the agencies or
providers who worked with their family member in 2008 (65% and 59%, respectively). In
addition, roughly 20% of adult family and child family survey respondents sometimes made these
choices (17% and 22%, respectively). These figures did not change substantially over the five years.

Regarding control over and knowledge fohding amounts forservicesand supports, all family
survey respondents haveported anincreasing awanmeessof how much money was spent on their
FILYAf @ YSYoSNDa afé@NydarsOAcsordiagd® Mdguré BhSthe Inéxtipage the
proportion of adult and child family survegespondentswho reported knowing this information
decreased between 200d5 and 20086, but increased each year betwe200506 and 200708.

For child family survey respondentkge overall increase was 9% over the five yeariod. Between
200607 and 200708, the percentage of family guardian survey respondents who reported having
this knowledge jumped from a relatively stable 24% to 39%6strend may be the result of the
increased use of supports waivers with financeg< as well as an increased emphasis on individual
allocations and budgets.
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HGURE11. RVE YEAR TRENDSIN KNOWING HOW MUCH MONEY ISSPENT ON SSRVICES

Adult Family ChildFamily
55% 253 1 55%
0 0 44% 0
0—\ / 3905 1% »
48%
35% 350 &
\/‘/27% o— 20
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15% . : . 15% . : . :
'03-04 '04-05 '05-06 '06-07 '07-08 '03-04 '04-05 '05-06 '06-07 '07-08

Family Guardian

55%

39%

35% ’

23% 24% 23 24%/

'03-04 '04-05 '05-06 '06-07 '07-08

15%

FAMILY SATISFACTION

Trendsinalf I YAf & adz2NBWSe NBALRYRSYyGaQ FFEYATAFINRGE
years followed the same pattern as trends in knowing how much money was spent on services (as
shown in Figurell). Namely, the proportion of adult family and child familynsey respondents

who were usually or always familiar with these procedures decreased by about 20% frofd2604
200506, and then increased by this amount from 2% to 200708. These findings may be the
result of the increased expectations from therters for Medicare and Medicaid Services regarding
guality management in HCBS waivers generally and a renewed emphasis on complaint data in

particular.
ACCESSAND SUPPORT DELIVERY

In 200708 roughly 90% of adult family and child family surv
respondentsreported that their family member had access t
health services and medications. However, while 87% of c
family survey respondents reported that their family memb
had access to dental services, only 74% of adult family sui
respondents said theirafnily member had access to thes
servicesLack of access to dental care was a common conc
expressed in opeended commentsas well.

O0AOOI T O xEOE
disabilities have a right and
should receive dentiehealth
care. Oral healthcare is just as
important as general medical
care and treatment and
preventative. Oral healthcare
could prevent future medical
AT i bl EAAOGET 1T 08
(2007-08 Adult FamilySurvey
Comment)

g AGK



EMERGENCY SUPPORT

One area of concern regarditige delivery of supports and servicissthe extent to which adult and
child family respondents felt supports were available in a crisis or emergency. IF080@3ughly
one-third of respondents said they felt these supports were seldom or never available. In addition,
as presented in Figurg2, roughly 20% felt these supports were sometimes available, and only 40 to
50% reported they were usually or always available in a crisis or emergency.

RAGURE 12. SUPPORTSARE AVAILABLE IN ORISSOR
BviERGENCY IN 2007-08

m Seldom ol
29% 20% A Never
H Sometime

Adult Family

Child Family 37% | 22% B ' Usually or
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CoOMMUNITY CONNECTIONS
Over the past five years, familguardian survey respondenf{stho have a family member living

outside the home) were much more likely than adult and child family survey respon(entse
family members live at home with them) to report that their family members hageesso and
participate in community activitiesThere was

HGURE 13. COMMUNITY ACCESSAND PARTIQPATION a significant gap between the number of
IN2007-08 families that saidtheir family membershad
community access and tse who said they
Child Fam”yT D used this access (participation) for all three
m ACCESS surveys. Community access and participation
_ 49% levels for family members of these three
Adult Family 5 .
31% Partick respondent groups in 20008 are presented
pation in Figure 3.
Family Guardian 419
= = T These levels have stayed roughly the same for
5%  25% 45%  65% the adult family and family guardian survey

groups since 20084. However, access and
participation increased between 20@6 and 200708 for families that had a child at home by
roughly 9%.

11
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FAMILY OUTCOMES

The majority of family respondents haveported positive family outcomes over the past five years.
For instance, as illustrated in Figuré, bver 65% of adult family, family guardian, and child family

survey respondents said that service
and supportshave usually or always
made a positive difference in thei
TEYAfte& YSYoSNBB3Andf
roughly 70% of adult family and chili
family survey respondents said ths
services have usually or always made
difference in helping to keep their
family menber living at home. These
responses are characteristic ¢
responses since 200,

SYSTEM PERFORMANCE

SERVICE COORDINATION

There have been several interestin
trends in service coordination outcome
in the past five yearsAs illustrated in
Figure 15, the majority of individuals
(roughly 90%) have consistently reporte
knowing who theirservice coordinatois.
However, people surveyed were more
likely to report that their service
coordinator got them the suppors and
services they needed and that their
service coordinatorsasked what was
important in 200405 rather than in2005
06 than in other years. The reason fo.
these trend is unclear.

RGURE 14. FAMILY OUTCOMESIN 2007-08
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HGURE 15. SsRVICE GCOORDINATION BETWEEN 2003-04 AND 2007-08
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