Adult Family Survey

2015-16 Final Report

Edited 2/15/17

NATIONAL
CORE
INDICATORS™

A Collaboration of

!”

The National Association of State Directors of
Developmental Disabilities Services
and
Human Services Research Institute




Human Services
QSRI™ Research Institute

NASDDDS

National Association of State Directors of Developmental Disabilities Services

2.15.2017

Human Services Research Institute (HSRI)

2336 Massachusetts Avenue
Cambridge, MA 02140

National Association of State Directors o f
Developmental Disabilities Services
(NASDDDS)

301 N Fairfax Street, Suite 101
Alexandria, VA 22314



List of Abbreviations Used in This Report

AFSz Adult Family Survey

CIPz Core Indicators Project

CF& Child Family Survey

CM& Centers for Medicare& Medicaid Services

FG& Family/Guardian Survey

HCB& Home and CommunityBased Services

HSRIz Human Services Research Institute

NASDDDSg National Association of State Directors of Developmental Disabilities Services

NClz National Core Indicators



bl dA2ylLf /2NB LYR
Table ofContents
Adult Family Survey HIghlightS.........ooeuunii e 1
O TS U] TSRS 5
SUINVEY DEVEIOPMENL. ... enr e e e e e e e e e e e e eana s 6
Organization of the AdUlt Family SUIVEY...........uuuiiuiiiiieiirre s e e e e e e e e e e e e e e e e aaaaaeaaaaaaaees 6
Presentation Of Dala.........coiiiiiiiiiiiii e e e e et e e e e e e e e e et e e e e e e e e r it aeaaeeearaa 8
DT g ToTe = 1) Lo T 9
= 10 121/ =T 0 ] o= RSP PRSP 10
Table 1. More Than One Person Living in the Home Has.IDD..............oooiiiiiicccee e, 11
CFofS H® CI YALR. .. aSYOSNRA. LIS e, 11
¢CFofS o® CIFYAfRE..aSY.0SNRA..DSY. RSN . 12
¢FoftS nd CIYAfe& aSYaSNRa..wlkOS. . Ly.R.9G0LKY.AOALE........13
¢FofS pod CFYAfe@ .aSYaSNRA. .5AALOALAGASE e, 14
¢lFofS cod CkYAf@ aSYaSNRA..LSLELLAK. L2V RALAZY A ... 15
¢FofS 17® ClFIYAf& aSYoSNRa t.NBESNNBR..aSLy.a..2.F..,.2Y6dzyA Ol
Table 8. Family Member Has Legal Court Appointed Guardian or CONSELVALOL.......ccoeeeeieieeeeeeeieeeieeeeeeeeeannns 16
Table 9. Guardian or Conservator Relationship to Family Member............oooo i 17
Table 10. Familg SY0o SND& | A3KSaG...£.508f..2F.. . 9.RdzOL.4AA2. Y. oo, 17
¢Fo6ftS mMmMd ClYAt@& aSyYqRNdvidéatlnh. Ol f....5..8...1.Q.0AAA.0.4.513
¢Fo6ftS MHD® CFYAt& aSsyYqNBmal@réuplio®.l. f....5.k.8......00.A 3A.0.4.513
¢ 6ftS mMod CI YAfe& aSyYqFanNRaiinBaddAdMig.....5.1.8...1. . 0.0.A AA.0.A .51
¢lLotS mMnd CFYAf& aSYqhpdnictvitginiie@oromusity.&....!...0.0.A.F.A.01.A.S1®
¢lLotS mMpd® CIFYAf & aSYqhpdnictvitgindFadilifasdd ISeiting...O.0.A.D.A.{1.A..520
¢ 6ftS mMcd ClIYAfte aSyqo®hpa..¢2LAQL.f...5E&8..1.00A@A0.A529
¢CFoftS MTd® CFYAte& aSyYqSaydniHome LA.QL.f....5L.28..L.O0A DA 0452
¢FofS mMyd ClFYAfe aSyq@mna..¢2.LA.Ql.f...56L&8..1.00A3A0A4S52
¢CFLoftS Mpd CI YA Needs Br\SelifjNidua, DisraatideJAndr Destructive Behaviors............. 22

Table 20. Family Member's Level of Help Needed With Per§taral Activities



briA2ylt /2NB LYyF

¢FrotS HmMed ClYAft& aSYoSNRa bSSR..F2NLILSEHLL.ZAGLK.LIBSNI 51
TSy o0 0 =] | £ 24

Table 22, RESPONUENT'S AQ . ..ottt e e e e e e e e e et e e e e e e ee e s s e s e e e e eeeeeeeesssaaassastesaeeeeeeeeeesesannnsannnnreees 25

Table 23. ReSPONAENT'S HEALLN.........uiiiiiiiiiie e e e e e e e s re e e e e e e e e s e e s asseneeeeneees 25

¢Fo6fS Hnod wSalLRyRSyiQa .wSL.L.0A2Yy.AKALL.G2..CL.Y.AL.2..a26Y0SNJ

Table 25. Respondent or Other Family Member Provides Paid Support to Family Member......................... 26

Table 26. Number okdults in Household (Not Including Family Member Receiving Services).........cccocuvveee.. 27

Table 27. Number of Children (younger than age 18) in &fmld.............c.ooviiiiiiiiiiii e 27

Table 28. Respondent's Highest Level Of EUCALION. ...........iiiiiiiiie ittt 28

Table 29. Total Taxable Household Income of Wage Earners in the Past.Year..........ccccccvviiiieiiniiee e, 28

Table 30. Residential Designation (Urban/Suburban or RUral)............ccccceiiiiiiieiiiiieeee e 29
Services and SUPPOItS RECEIVEM.......ccooiiiiiii i 30

Table 31. Services and Supports Received From IDD AQENCY........cccoviiiiiieeeeiiiiiiiiiiiisesse e e e e eeaeseaeseeraneannns 31

Table 32. Additional Services and Supports Received (not from the IDD AQENCY)......cceeeeeeieieeeeeieieeiieeeiieennns 31
Adult Family Survey ResUlLS............cccooiiiiiiiici e, 32
Information and PIanning...........cooooi i 33

Table Q1. Do you get enough information to help you participate in planning services for your family?....... 34

Table Q2. Is the information you receive easy to UNAerstand?..............ovvvvriiiiiiiiiieie e e e e e e 35

¢FoftS vod 528a G(KS OFasS YIylFr3aSNkaSNIBAOS Q22NRAYI6G 2 NI N
Table Q4. Do you get enough information about other public services for which your family is eligible?......37
Table Q5. Doyouneedhdd LJX I yYAy3d F2NJ &2dzNJ FI YAt & YSY0o SNIRA.3SF dzii dzNE

Table Q6. If you asked for crisisemnergency services during the past year, were services provided when ne&@@led?

Table Q7. Does your family member have a SENBBT. ........ooi i e e e e e e 40
Table Q8. Does the plan include all the services and supports your family member needs?........................41
Table Q9. Does your family member receive all the services listed in the.plan?...........ccccooi e 42
Table Q10. Did you or another family member help develop the plan?...........ccccccoiiiviiiiiee . 43
Table Q11. Did your family member help develop the plan?...........ceeiiiii e 44

Table Q12. Did you discuss how to handle emergencies (such as a medical emergency or a natural disaster) at your
FILYAft@ YSYOSNRA I &ad.. aSNIEAQS. . LI Ly y.Ay. 2. Y.5S0Ay.3K. 45



briA2ylt /2NB LYyF

Table Q13. Do you feel prepared to handle the needs of your family member in an emergency such as a medical

Table Q14. If your family member transitioned out of school services during the past year, did he/she have a
LU= T EST 11T 1 ] - T U RRSRRRRY” ¥ 4

Table Q15. If yes to Q14, did the transition plan include getting or continuing work in a community.job?2....48

Table Q16. Does your family member have enough supports (for example, support workers, community resources)
to work or volunteer in the COMIMUNITY.? .......ooiiiiiii e e et e s 49

Access and Delivery of Services and SUPPOIIS. .....oeviiiiiiiiiiiiiiiiee e 50
Table Q17. Are you or your family member able to contact his/her support workers when you want.to?.....51

Table Q18. Are you or your family member able to contact his/her case manager/service coordinator when you want

L0 1P PR PP 52
Table Q19. Do support workers come and leave when they are supposed.tQ?........ccceevvvvveeviiiiiiiiiieee e, 53
¢FofS vaund 52 &ASNWAOSaA | yR &dzLJJ2 NILA...QK.L.y.3.S.. . 6.KSy548 2 dzNJ
Table Q21. Do support workers speak to you in a way that you understand?..............cccoviviieiineineeeniniiiinnns 55

Tablev HH® ! NB aSNBWAOSa RSt AGSNBR Ay | ..al.@. . 0KL.G. .. A&d50N5aLISC

Table Q23. If your family member does notroaunicate verbally (for example, uses gestures or sign language), are
there support workers who can communicate With RIM/NEE2............iiiiii i 57

¢CFoftS vand 52 &dzZLILR NI 62N] SNER KIF@S GKS NARIKG..AYEB2 NYI G

Table Q25. Does your family mber have access to the special equipment or accommodations that s/he needs (for

01537701 110 00151 PRSP PPPPPPPPN 60
¢ ofS vHT® 5258 82dz2NJ FI YAf & YSYOSNRA LINAYINE OFNB R20
NISTNET ISADIIITY 2.ttt e e e ettt e e e st e e e s e e e e e st e e e nnnneee 6l
Table Q28. Do you have access to dental services for your family member2.........ccccoiiiiiiiiee e, 62

Table Q29. If yesto Q28,do@2 dzNJ FI YAf & YSYOoSNDRa RSyGAad dzyRSNERGI YR @

Table Q30. If your family nived SNJ G 1 Sa YSRAOF A2y asz..R2..8.2.dz.1.Y.2.664KI G

Table Q31. If your family member takes medications, do you, your famitgber or someone else in your family
know what is needed to safely take the medications (when it should be taken, how much to take, potential side

Table Q32. If your family member uses mental health services, does the mental health professional (for example,
LA OK2f 234240 LAGOKAFIONARAGT O2dzyaSt 2ND dzy RSNE.L.LBFR & 2dz

Vi



briA2ylt /2NB LYyF

Table Q33. If you need respite services, do you have access t0 them?........ccccccvvveeeee i 67
Table Q34. If Yes to Q33, are you satisfied with the quality of the respite ServiCes2.........ccovvvvreeerreeeeennninnns 68
Table Q35. Does your family get the SUPPOIt NEEAEA?........cciie e 69
Table Q36. If nto Q35, what additional services are needed?................coovvvvveveriiiiiiiiiiiiieieeeeeeneeeeeeeeeseeennnnn d O
Choice, Decision Making and CONIOL...........uiiiiiiiiie e e e e e eeaeaas 71

¢tofS voTr® /Iy @2dzNJ FEYAf&e OKz224$8 2NJ OKI y3s..0kKS23Syd
¢Fo6tS voy® /Iy &2dNJ FFEYAfe OKz22a$S 2NL.OKL.Y.3S5.82d) T YA
Table Q39. Does your family directly manage support workers (for example, hiring and deciding scheduley?
Table Q40. Do service providers for your family member work together to provide support?...............cc.eeee.. 75

Table Q41. Didyou, yourfdnf @ YSY0OSNE 2NJ 42YS2yS St &S Ay @2dz2NJ FF YAL

MANAQEI/SEIVICE COONUINALOLR. .. . e i ie i et e e e e e e e e e e e ettt e e e e e e e e e e e e e eeteeeeeeeeesesesentann s e aeseaaaaeaaaaaaeaannnnns 76
Involvement iN thECOMMUNILY...........uuuiiiiirs e e e e e e e e e e e e e e e eeeeaaaeaaeeasssenssennnenanid 1

Table Q42. Does your family member take part in activities in the community (for example, going out to a restaurant,

MOVIE, OF SPOITING EVEINE)2.... e ieiiiiiie ettt ee ettt ettt e e e bbb et e e o bt e e a4 e b b e et e e e skt e e e s bbbt e e e s anb ittt e e e e annneeas 78

Table Q43. If no to Q42, why does your family member not take part in community activities?.*.................. 79

Table Q44. Does your family member have friends other than paid support workers or family?................... 80

Table Q45. In your community, are there resources that your family can use that are not provided by the I1/DD

=0 1] 103 PSPPSR 81
Table Q46. Does your family take part in any fataiffamily networks in your community?...........cccceeeiiiinnenn. 82
Satisfaction With Services and SUPPOLLS.........uuuiiiiiiiiiiiiiiiiiie e 83
Table Q47. Overall, are yaatisfied with the services and supports your family currently receives?............... 84
Table Q48. Do you know how to file a complaint orgiece about provider agencies or staff?...........c........... 85

Table Q50. Do you know how to report abuse or neglect related to fimoity member?.........cccceeeveiiiiiiiinnennnn, 87

Table Q51. Within the past year, was a report of abuse or neglect filed on behalf of your family member?..88

= 111 YA @ LU (o0 1 0= SRR 89
Table Q52. Do you feel that services and supports have made a positive difference in the life of your.famil9@

¢FLofS vpod 52 &2dz FSSt GKI G &SNIDA Ofpackdt egpensdsdel Jalz it K| O
Y SY 0 SNILA ... 0L NIS Koottt 91

Vii



bridA2ylrf / 2NB LYFR
Table Q54. Have the services or supports that you or your family member received during the past year been
reduced, suspended, OF tEIMINALEAZ. .........uuii et e e et e e et e e e e annnes 92

Table Q55. If services or supports received by the family were reduced, suspended or terminated during the past
year, did the reduction, suspension, or termination of these services or supports affactayoily or your family

MEMDET NEGATIVEIY . ...ttt e e 4o bbbt e e e et e e s bbb et e e s e n bbb et e e s e e e e s 93
Table Q56. Have the services or supports that your family member receivedrimeeased in the past year?....94
Table Q57. Are services and supports helping your family member to live a good life2...........ccooveereininnn. 95
(1. NCI HiStory and ACHVILIES..........uuuiiieiiiiiiiici e eanr e e e s 96
Overview of National Core INAICAIOLS..........covviiiiiiiiiiiiiier e 97
StAtE PAITICIPALION. ... ..ottt e e e e e s e r e e e e e e e e e e e e e nr e e e e e e e e s 98
Figure 1. NCI State PartiCiPation.........cciiiii i e e e e e e e e e e e e e e et et e e e e e e e e e e aeasa s e s e e e e e eaeaaaaaeees 98
L O (=3 [ 1o (o= 1o ] £ TR PR PTOUPPPPPRPPPRR 98
SubDomans and CONCEIN STATEMENLS. ........icuriiiiiiiiiii ettt e et e e e s e e e e e s e e e s annreeens 99
Figure 2. Family Survey SDbbmains and Concern StatemMeNLS..........uuuuuiiiiiiieie e eeeeee e s 99
HOW NCI DAta Are USEA........eeiiiiiiieiiiiiiiiiiii ettt e e e e e e e s ettt e e e e e e e e e s s s nsnnsreeeeeeeas 100
Cautian AN LIMITALIONS. .. ..ottt e e et e e e e s e e e e et e e e e s s e e e e s annneeeenaan 100
TR \Y =1 g o T [ oo Y 2R 102
Sampling & AdMINISTIAtION...........coooviiiiii e eeeeeenns 103
Daa ENtry and ANAIYSIS........coooiiiiii e aaaaas 104
RESPONSE RALES. ...t e e e et e e e e e e e e n e n e e e e e ennnnes 104
Figure 3. Adlt Family Survey: State RESPONSE RALES ......cccoiiiiiiiiiiiiiii et 105
Y Y o] o= [0 |G NPT 106

viii



bldA2ylLt [/ 2NB LYFR

Adult Family Survey Highlights

Adult Family Survey Final Report: 2a1i65| 1



LOOKING AT THE 2015-16
ADULT FAMILY SURVEY (AFS)

bt GA2Yyl ¢

Respondents: families or guardians of an adult (aged 18 and over) with an
intellectual/developmental disability. The adult with the disability lives in the
family home (with the respondent) and receives at least one service funded by
the state developmental disability agency in addition to case management.

15 states®: Total sample: 5,716

/| 2 NB

RH\ -
: \

-5 \—,r
xh —
NCI AFS Survey AFS B
Respondent:
Family or I::>
guardian of __
adult with
disability
o
2.3
Adult with disability (receiving
supports from state) lives with the
family/guardian who responds to
*AFS: AK, AZ, DC, FL, GA, HI, LA, MD, MS, NC, NH, OK, PA, VA, WA AFS survey

LYF
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Legal guardianship arrangement for adult with disabilities

4%

Average Age : 34 years old
of the sample of family members
with disabilities receiving supports
from the state

DA%
Gender Breakdown : ', £89%

of the sample of family members

B

..

® Mone ® Limited m Full m» Has Guardianship -- Level is Unknown

with disabilities receiving supports
from the state

= Male m Female

Characteristics of respondents
Diagnoses of the sample of family members with disabilities (family or guardian of the adult with disability)

ivi rts f the state
receiving supports from the s Age of respondents

ellectual Disability |
Intellectual Disability 66% @2% 323% 653% °11%

Mood Disorder/Psychiatric Diagnosis [ 18%

Autism Spect Disord . .
fsm Spectrum Disorder NS 28% Total taxable income of wage earners in the household

Cerebral Palsy [N 21% over past year

Brain injury [ 11%

44% of respondents report a total

Seizure/Neurological Disorder || NN 31°;
taxable income of 525,000 per year

D dro
own Syndrome I 17% or less

0% 10% 20% 30% 40% 50% 60% 70%
NATIONAL

— {’I CORE

INDICATORS™

LY R



Information and Planning

Respondents reported...

42%

* Always receive enough information
to help plan services for family
member with disability

* |nformation received to help plan
services is always easy to
understand

35%

Access and Delivery of Supports and Services

Respondents reported.___

y

64%

4

Always able to
contact adult with

49%

78% Services and disability’s case
supports always manager/service
Services and change when coordinator when
supports are family’s needs wanted
delivered in a change
way that is
respectful of
family’s culture
—

bl A2yl t [/ 2NB

Choice, Decision-making and Control

Family can always choose or change the
agency that provides supports to the
adult with disability

66%

Involvement in the Community

Respondents reported...
89%

Adult with disability
takes part in
community activities

13%

Adult with disability

has friends other

than paid su:r&arl‘

workers and tamily

/

NATIONAL

Respondent is always
satisfied with services and
supports family receives

CORE
v
" INDICATORS™

Ly E
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Thissection providestate-by-state and national results for

demographic and survey outcomes data.
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Survey Development

The Adult Family Survey was developed and firsitilized in 1997-99 by a technical advisory group
to measurethe experiences of families who had an adult family member with developmental
disability living at home. Results and feedback frorthe first administration of the survey
demonstrated that it was relatively straightforward to administer, yielded good response rates,
and provided sound feedback to the participating state DD agencies.

Many questions were drawn from survey instruments already in use in the field; othemwere
developed specifically fo NCI. NCI staff routinely refine the instrument based on feedback from
families and state staff.

Most participating states use the basic survey tool developed by the project. However, some states
opt to incorporate additional survey questions to look moe deeply at specific issues. The addition
of supplementary questions is typically done aftea state participates in NCI for at least a year and
establishes baseline results.

Organization of theAdult Family Survey

The Adult Family Survey is composed dhe three sections described below. Additionally, at the
end of the survey, respondentsnay write open-AT AAA AT i 1T AT 66 AT T AAOT ET ¢
participation in the service system.

Demographics

The survey instrument begins with a series of questionsn the characteristics of the family
member with a developmentaldisability (e.g.,age, race, type of disability) followed by a series of
demographic questionson the survey respondent (e.g.age, health status, relationship to the
individual with the developmental disability).

Services and Supports Received

A brief section of the survey asks the respondent to identify the services and suppotteat they
and/or their family member with a developmentaldisability receive.



Questions Regarding Services and Supports

The survey contains six groupings of questions that probe specific areas of quality service
provision: information and planning, access and delivery of services, choice and control,
community connections, satisfattion, and outcomes.

Each question is constructed so the respondent selects from either five possible responses

("always," O O O Gdfsbrhetimes," "seldomineverec @ T O Ox1 OACHIIT60R0 2 AP (e
also have the option to indicateghat they don't know the answer to a question othat the question

is not applicable

*Please note: In the 2015 -16 AFS sirvey toolh  OEA O3 Al AT ireSporsé obtios, AOAO6
which were separate in previous years, were combined ET 0T A O3 A1 Al i 7. AOAOG
option . This may affect comparisons from year to year.



Presentation of Data

Direct feedback from families is an important means for states to gauge service and support
satisfaction and to pinpoint areas for quality improvement. All demographic and individual
outcome results from the Adult Family Survey are presented in this reparOutcome results are
presented in sixsubsectionsthat correspondwith the sections of the Adult Family Survey.

For each question, outcome resultare first shown in a graph with the NCI Averagand then in a
table that shows a brealouti| £ A AAEerc®ridedA S O b

For all outcome data, ables are formattedso thatall states are listed in descending ordeof
percentageand are categorized as statistically significantly above the NCI Average, within the
range of the NCI Average, and significantly belowéhNCI Average. Statistical significance is taken
to be at or below the .01 level. For those states that fall within the NCI Average Range, their

z A s A oz Z

OAl xAUOGS8 1T O OUA O35 ticaAddferént fromM theNEOvetaged OOAOE O
States are not included for aurvey item if fewer than 20 people responded.

The NCI Average is the average of all individual state percentages.

Note on Significance: InOT I A AAOAOh A OOAOA j1 AOGEO AAI1 EO C
POl pT OOETT OEAT AT T OEAO OOAOA I A@dtéowfithelNCI EO OC
Average even though the other state that is further away from the NCI Average is ndtis may

happen because statistical significancdepends in part onthe sample size of the stateSo, for

example, when state A has a larger valid swle for the indicator than state B, state A may be

OECT EEZEAAT Ol U AEAZAOAT O EOT I OEA AOAOACA xEAT (
OEAO AOAOACA EO Thdladgpikie sampldsize dddstatd Ahe snialeBthe

difference needs to be to be statistically significant.

Note:

z A~ 2NN

O2A0PT 1 AAT 66 OAEAOO OI OEA PAOOIT j OOOAITI

O&AT E1T U & AOMABROO Of celirgheniizds Whblthe re€pdndent is
answering questions about in this survey.
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Demographics
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Family Member

This section provides demographic information about tFemily memberreceiving services

Adult Family Survey Final Report: 2a15| 10



Tablel. More Than One Person Living ihe Home Has IDD

State
AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

Table2. Family Membef &

State
AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

Yes ‘

14%
15%
15%
17%
14%
10%
17%
13%
11%
13%
12%
12%
14%
12%
17%
14%

1 38

86%
85%
85%
83%
86%
90%
83%
87%
89%
87%
88%
88%
86%
88%
83%
86%

Age
30.8
32.0
36.2
35.7
36.9
34.5
35.2
33.9
38.2
325
33.2
34.4
33.2
35.1
31.4
34.2

bl dAz2ylf [/ 2NB

138
322
229
427
436
209
385
733
497
244
438
470
438
162
423
5,551

133
328
238
390
412
195
376
669
440
221
402
427
410
160
371
5,172

Adult Family Survey Final Report: 25| 11
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Table3. Family Membef a

State
AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

DSYRSNJ

Male ‘

56%
58%
66%
58%
54%
64%
53%
57%
55%
58%
58%
53%
58%
61%
63%
58%

Female ‘

44%
42%
34%
42%
46%
36%
47%
43%
45%
42%
42%
47%
42%
39%
37%
42%
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134
329
237
400
421
201
372
693
466
231
417
437
425
158
385
5,306

Adult Family Survey Final Report: 25| 12
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Tabled.Cl YAf & aSYo Smmaty wik OS | yR

American Indian i Black or Hawaiian or i Other or Two or Hispanic or

or Alaska Native African-American Pacific Islander Unknown More Races
AK 30% 4% 3% 2% 76% 0% 15% 1% 137
AZ % 2% 6% 0% 67% 1% 8% 25% 327
DC 0% 1% 91% 0% 3% 0% 0% 5% 238
FL 1% 3% 21% 0% 62% 2% 5% 17% 428
GA 1% 1% 41% 1% 56% 0% 2% 2% 441
HI 2% 64% 3% 30% 30% 3% 28% 9% 218
LA 1% 1% 37% 0% 61% 1% 3% 2% 391
MD 3% 5% 31% 0% 63% 1% 5% 3% 733
MS 1% 1% 48% 0% 51% 0% 2% 1% 500
NC 2% 1% 30% 0% 68% 1% 4% 3% 250
NH 2% 2% 0% 0% 95% 1% 2% 2% 441
OK 19% 2% 11% 0% 7% 0% 11% 3% 475
PA 2% 1% 10% 0% 84% 0% 3% 5% 445
VA 2% 2% 26% 0% 69% 2% 4% 3% 162
WA 4% 9% 5% 1% 7% 2% 7% 10% 426
NCI Average 5% 7% 24% 2% 63% 1% 6% 6% 5,612

Adult Family Survey Final Report: 2al5| 13



Table5.C Il YA §

Intellectual
Disability

& aSyoSNna

Mood
lllness or

Psychiatric
Disorder

Autism
Spectrum
Disorder

5AaloAfAGASaA

Cerebral
Palsy

Limited
(o] @\[o]
Vision

SEVEIE
or
Profound
Hearing
Loss

Seizure
Disorder or
Neurological
Problem

Chemical
Dependency

Down
Syndrome

bl A2yl t [/ 2NB

Prader-
Willi
Syndrome

Fetal
Alcohol
Spectrum
Disorder

Ly E

AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

74%
61%
53%
61%
68%
66%
58%
69%
61%
63%
64%
75%
78%
66%
66%
66%

14%
18%

9%
19%
22%
16%
19%
17%
15%
22%
20%
15%
19%
19%
19%
18%

36%
37%
27%
28%
25%
27%
23%
29%
18%
31%
32%
19%
27%
36%
29%
28%

17%
21%
22%
24%
20%
18%
17%
17%
25%
25%
14%
31%
18%
27%
17%
21%

9%
12%
8%
9%
14%
13%
11%
8%
13%
13%
8%
13%
7%
15%
10%
11%

7%
5%
5%
8%
6%
6%
7%
6%
8%
5%
8%
9%
6%
9%
9%
7%

7%
12%

7%
12%
10%
11%

9%

9%
13%
12%
12%
15%
10%
10%
12%
11%

29%
27%
20%
35%
29%
32%
28%
27%
38%
37%
27%
40%
27%
33%
32%
31%

0%
1%
0%
3%
1%
2%
1%
0%
1%
0%
0%
1%
0%
1%
1%
1%

19%
18%
12%
19%
14%
19%
18%
18%
19%
13%
14%
17%
17%
14%
17%
17%

0%
1%
0%
0%
0%
0%
1%
1%
0%
0%
0%
0%
0%
1%
0%
0%

6%
1%
2%
0%
0%
1%
0%
1%
1%
1%
1%
1%
0%
0%
4%
1%
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bridA2ylt /2NB LyF

Table6.Cl YA f & aHealtohdHcns

Cardiovascular Diabetes Cancer High Blood High Dysphagia Pressure Alzheimer's

Disease Pressure Cholesterol Ulcers Disease or

Other

Dementia
AK 16% 11% 8% 24% 13% 6% 0% 0% 67%
AZ 9% 23% 6% 31% 32% 6% 2% 2% 44%
DC % 21% 4% 51% 27% 4% 0% 0% 31%
FL 10% 14% 7% 32% 33% 12% 4% 2% 43%
GA 11% 22% 6% 44% 36% 9% 3% 3% 23%
HI % 22% 6% 21% 34% 9% 1% 2% 50%
LA 12% 19% 4% 36% 28% 12% 4% 3% 39%
MD 11% 17% 6% 30% 33% 8% 2% 1% 38%
MS 11% 19% 2% 44% 29% 12% 3% 3% 36%
NC 4% 18% 3% 29% 32% 13% 2% 0% 43%
NH 12% 15% 9% 24% 33% 13% 6% 3% 36%
OK 12% 17% 5% 28% 25% 13% 2% 2% 45%
PA 12% 13% 3% 25% 24% 11% 2% 1% 49%
VA 10% 20% 1% 27% 35% 6% 1% 6% 52%
WA 15% 18% 5% 24% 25% 15% 2% 1% 44%
NCI Average 11% 18% 5% 31% 29% 10% 2% 2% 43%
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Table7. Family Membef Breferred Means of Communication

Gestures or

Body Language

Sign Language or

Finger Spelling

Communication
Aid or Device

br A2yl ¢

/ 2 NB

WA
NCI Average

84%
80%
74%
71%
76%
78%
7%
78%
69%
2%
84%
75%
85%
65%
76%
76%

7%
13%
18%
18%
17%
17%
15%
17%
22%
22%
10%
19%
10%
29%
13%
16%

4%
1%
4%
3%
2%
1%
1%
2%
1%
2%
4%
2%
1%
1%
2%
2%

2%
3%
1%
3%
1%
2%
1%
1%
0%
2%
1%
0%
2%
1%
1%
1%

Table8. Family Member Has Legal Court Appointed Guardian or Conservator

Limited

Has Guardianship,

123
328
231
430
437
218
391
730
449
251
447
472
442
150
432
5,531

AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

0%
25%
29%
36%
40%
17%
63%
50%
35%
15%
16%
22%
50%
22%
28%
30%

4%
8%
11%
18%
15%
10%
6%
12%
10%
13%
9%
8%
10%
12%
11%
10%

96%
65%
50%
42%
40%
71%
22%
32%
49%
67%
2%
66%
36%
64%
56%
55%

Level Is Unknown

0%
1%
10%
4%
5%
2%
9%
6%
6%
6%
2%
4%
4%
2%
4%
4%

138
320
217
400
397
206
336
671
433
248
445
460
399
153
412
5,235
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Table9. Guardian or Conservator Relationship to Family Member

State Employee or

Guardianship Agency

br A2yl ¢

/ 2 NB

WA
NCI Average

Table10. Family Membef a

Middle or

Junior
High

1%
0%
2%
0%
1%
0%
0%
1%
0%
1%
1%
0%
1%
0%
0%
0%

2F 9RdOFGAZY

High School
Diploma or
GED

Vocational
Training

Some
College

1%
0%
2%
1%
3%
4%
5%
0%
1%
2%
1%
0%
0%
1%
2%
2%

College
Degree
or Higher

134
216
127
218
186
155
108
267
213
196
353
341
168
94
276
3,052

AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

4%

6%
8%
7%
8%
3%
10%
2%
8%
7%
5%
7%
2%
4%
7%
6%

95% 3%
99% 0%
96% 1%
99% 0%
93% 3%
93% 3%
93% 3%
98% 1%
98% 1%
97% 1%
98% 0%
100% 0%
99% 1%
98% 1%
98% 0%
97% 1%
I A3KSad tSoSt

Currently High

in High School

School | Certification

2% 59%

8% 29%

2% 40%

5% 45%

2% 54%

4% 54%

4% 63%

1% 65%

0% 65%

9% 47%

2% 46%

2% 27%

6% 26%

6% 54%

8% 38%

4% 47%

26%
42%
33%
26%
29%
26%
14%
17%
16%
20%
35%
55%
56%
25%
38%
31%

2%
2%
11%
6%
2%
3%
3%
7%
6%
7%
3%
4%
6%
5%
2%
5%

3%
8%
5%
5%
3%
6%
4%
6%
2%
6%
5%
4%
2%
4%
3%
4%

4%
4%
2%
5%
3%
4%
4%
3%
2%
5%
5%
2%
3%
2%
5%
4%

127
290
190
363
380
188
335
675
389
232
410
427
400
142
412
4,960
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briA2ylt /2NB LYyF

Table1l. Family MembeR & ¢ & LJA Ol ¢ Paid Badivid@iJab@ A G A S &

State Never Does This Usually/Often Sometimes N
AK 78% 20% 2% 128
AZ 90% 9% 1% 258
DC 82% 14% 4% 175
FL 88% 10% 2% 345
GA 85% 12% 3% 341
HI 88% 9% 3% 185
LA 90% 9% 2% 290
MD 67% 29% 5% 550
MS 89% 9% 2% 375
NC 82% 14% 3% 202
NH 58% 37% 6% 402
OK 84% 13% 2% 385
PA 7% 22% 2% 346
VA 92% 5% 4% 130
WA 67% 26% 6% 367
NCI Average 81% 16% 3% 4,479

Tablel2Cl YAf &8 aSYoSNRa ¢c@PatSobliGroapldéd ! OG A PAGASE

State Never Does This Usually/Often Sometimes N
AK 92% 5% 3% 121
AZ 86% 12% 2% 261
DC 88% 6% 5% 165
FL 95% 3% 2% 324
GA 90% 8% 3% 319
HI 91% 8% 1% 182
LA 89% 10% 1% 280
MD 74% 18% 8% 520
MS 89% 6% 4% 369
NC 93% 5% 2% 194
NH 87% 9% 4% 358
OK 86% 12% 2% 371
PA 91% 7% 2% 324
VA 91% 5% 3% 129
WA 92% 7% 1% 340
NCI Average 89% 8% 3% 4,257
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Tablel3 Cl YAf &8 aSYoSNRa ¢padFadiitBased AetivityOld A A G A SaA

State Never Does This Usually/Often Sometimes N
AK 85% 13% 2% 117
AZ 76% 22% 2% 268
DC 87% 8% 5% 166
FL 83% 13% 4% 335
GA 73% 20% 8% 333
HI 92% 6% 1% 173
LA 7% 19% 4% 295
MD 60% 30% 11% 549
MS 71% 22% 7% 391
NC 81% 16% 4% 198
NH 89% 8% 4% 359
OK 72% 26% 2% 398
PA 67% 30% 3% 361
VA 79% 16% 5% 134
WA 90% 8% 2% 336
NCI Average 79% 17% 4% 4,413

Tableld ClI YAt & aSYoSNRa dqngaidActivity inlthe Com@unky@ A G A S &

State Never Does This Usually/Often Sometimes N
AK 41% 41% 19% 123
AZ 71% 17% 12% 255
DC 55% 31% 14% 176
FL 2% 16% 12% 330
GA 56% 30% 13% 323
HI 61% 18% 21% 180
LA 76% 14% 10% 282
MD 56% 25% 19% 529
MS 84% 9% 7% 363
NC 55% 33% 12% 204
NH 34% 51% 15% 389
OK 66% 20% 14% 382
PA 60% 28% 13% 337
VA 64% 22% 14% 125
WA 62% 21% 17% 353
NCI Average 61% 25% 14% 4,351
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Tablel5.CF YAf & aSYoSNDa d¢c¥npaidActivity ha FacilityBndeliSsting A S a

State Never Does This Usually/Often Sometimes N
AK 50% 45% 4% 121
AZ 53% 41% 7% 258
DC 47% 46% 7% 186
FL 68% 27% 5% 336
GA 54% 41% 5% 322
HI 64% 30% 6% 179
LA 74% 23% 3% 276
MD 55% 37% 8% 5YE3
MS 62% 33% 5% 378
NC 67% 28% 5% 200
NH 7% 19% 3% 351
OK 86% 12% 2% 361
PA 67% 29% 4% 326
VA 52% 44% 4% 131
WA 87% 8% 5% 321
NCI Average 64% 31% 5% 4,259

Tablel6.Cl YAf & aSYoSNRa o¢Staodl t 518 ! OGAGAGASE

State Never Does This Usually/Often Sometimes N
AK 83% 12% 5% 111
AZ 73% 26% 1% 222
DC 75% 22% 3% 120
FL 2% 26% 1% 269
GA 86% 12% 2% 267
HI 84% 13% 3% 152
LA 83% 16% 1% 228
MD 87% 8% 5% 395
MS 93% 6% 1% 287
NC 67% 29% 4% 162
NH 86% 10% 4% 321
OK 90% 8% 2% 305
PA 81% 17% 2% 282
VA 80% 19% 1% 99
WA 81% 17% 2% 305
NCI Average 81% 16% 3% 3525
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Tablel7.ClF YAf & aSYoSNDa dcStays@Homes5F & ! OGADBAGASaE

State Never Does This Usually/Often Sometimes N
AK 13% 58% 29% 104
AZ 28% 49% 22% 211
DC 56% 32% 12% 117
FL 18% 61% 22% 274
GA 36% 41% 22% 264
HI 27% 51% 22% 138
LA 26% 62% 12% 234
MD 50% 30% 19% 381
MS 25% 55% 20% 309
NC 19% 64% 17% 165
NH 27% 49% 25% 309
OK 18% 68% 14% 352
PA 27% 55% 18% 287
VA 23% 53% 24% 108
WA 14% 74% 13% 323
NCI Average 27% 53% 19% 3,576

Tablel8 Cl YAt & aSYo S NDigtiesc®tr OF f 51 &

State Never Does This Usually/Often Sometimes N
AK 38% 62% 0% 26
AZ 49% 40% 10% 77
DC 16% 76% 8% 37
FL 43% 54% 4% 80
GA 37% 51% 12% 67
HI 25% 63% 13% 56
LA 38% 53% 9% 64
MD 38% 51% 10% 107
MS 36% 55% 9% 76
NC 40% 56% 4% 48
NH 19% 68% 14% 74
OK 24% 66% 10% 79
PA 37% 56% 7% 54
VA 33% 50% 17% 30
WA 15% 72% 14% 81
NCI Average 33% 58% 9% 956

Adult Family Survey Final Report: 25| 21



Tablel9.Cl Y A €

WA

br A2yl ¢

&  aSHppartdleEnddr Selfinjurious, Disruptive, and/or Destructive Behaviors

None ‘ Some ‘ Extensive \ N
40% 32% 28% 136
53% 32% 15% 321
60% 27% 13% 226
52% 32% 16% 422
54% 30% 16% 428
47% 31% 22% 213
54% 23% 23% 370
60% 28% 13% 714
55% 24% 21% 472
46% 36% 18% 251
57% 30% 13% 438
60% 24% 16% 458
61% 28% 11% 435
47% 32% 22% 161
40% 36% 24% 418
52% 30% 18% 5,463

NCI Average

Table20. Family Member's Level of Help Needed With Personal Care Activities

State
AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

None Some Extensive N
18% 44% 39% 140
14% 46% 40% 329
37% 38% 26% 226
21% 36% 43% 428
30% 35% 35% 434
29% 33% 38% 212
20% 40% 40% 386
33% 37% 29% 734
21% 31% 49% 491
19% 35% 47% 249
34% 37% 29% 449
19% 36% 45% 472
37% 38% 25% 443

9% 32% 59% 165
11% 41% 48% 428
23% 37% 39% 5,586
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briA2ylt /2NB LYyF

Table2l.Cl YA f & a SYor$npWw’ith BtBefDRily Activities

State ‘ None ‘ Some ‘ Extensive \ N
AK 3% 18% 79% 141
AZ 4% 17% 80% 332
DC 12% 30% 57% 227
FL 5% 17% 7% 425
GA 7% 23% 70% 434
HI 7% 23% 71% 211
LA 6% 21% 73% 382
MD 7% 25% 68% 728
MS 5% 16% 79% 491
NC 4% 17% 79% 248
NH 4% 26% 69% 447
OK 2% 16% 82% 469
PA 6% 26% 68% 440
VA 2% 10% 88% 164
WA 3% 11% 86% 428
NCI Average 5% 20% 75% 5,567
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Respondents

This section provides demographic information about the respondent
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Table22. Respondent'sAge

Under 35

55-74

75 or Older

br A2yl ¢

WA
NCI Average

4%
2%
2%
3%
3%
1%
4%
2%
2%
2%
2%
3%
2%
1%
1%
2%

Table23. Respondent's Health

State
AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

Excellent
18%
18%
12%
11%

9%
11%
11%
13%

4%
15%
17%
13%
14%
13%
14%
13%

Very Good

50%
44%
54%
40%
45%
48%
34%
46%
35%
47%
52%
45%
48%
46%
46%
45%

66%
57%
62%
59%
63%
67%
60%
69%
63%
50%
67%
68%
60%
70%
68%
63%

Fairly Good

29%
34%
31%
41%
42%
37%
45%
36%
52%
36%
29%
40%
35%
37%
36%
37%

6%
10%
18%
15%
13%
11%
12%
11%
15%
10%

8%
11%
12%

9%

5%
11%

Poor
4%
4%
3%
8%
4%
4%

10%
5%
9%
2%
2%
3%
3%
4%
4%
5%

139
334
227
427
441
215
389
740
503
252
448
475
446
166
436
5,638

139
326
234
424
443
215
388
742
496
249
445
471
443
163
434
5,612

/ 2 NB
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Table24. Responden® a

wStlGA2yaKALl G2

Sibling

Spouse

bl dAz2ylf [/ 2NB

CLYate aSyoSNJ

Grandparent

WA
NCI Average

88%
89%
78%
83%
83%
88%
79%
88%
81%
79%
91%
90%
89%
85%
88%
85%

6%
5%
7%
9%
8%
7%
9%
4%
10%
8%
7%
4%
7%
8%
4%
7%

0%
0%
0%
0%
1%
0%
0%
1%
0%
0%
0%
0%
0%
0%
0%
0%

1%
3%
8%
3%
3%
2%
4%
4%
4%
6%
0%
4%
4%
3%
3%
3%

Table25. Respondent or Other Familylember Provides Paid Support to Family Member

State
AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

Respondent

11%
35%
17%
12%

6%
16%

3%
10%

2%
22%
22%
40%

7%
17%
67%
19%

Other Family

14%
12%
4%
6%
3%
18%
17%
2%
8%
7%
6%
12%
6%
17%
11%
10%

\[o] N
75% 138
53% 334
79% 236
82% 423
91% 436
66% 218
81% 390
88% 732
90% 500
71% 252
72% 440
48% 472
86% 442
66% 158
21% 434
71% 5,605

139
332
228
430
440
217
394
738
493
252
447
477
444
166
436
5,633
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Table26. Number of Adults in Household (Not Includirigamily MemberReceiving Services)

WA
NCI Average

29%
33%
45%
36%
36%
25%
36%
31%
43%
30%
30%
35%
28%
31%
26%
33%

40%
38%
25%
37%
39%
41%
38%
43%
33%
46%
49%
46%
43%
53%
50%
41%

Table27. Number ofChildren(younger than age 18 Household

State
AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

One
12%
10%
8%
5%
8%
10%
10%
8%
6%
12%
5%
%
8%
10%
10%
9%

Two

3%
5%
7%
5%
5%
6%
3%
4%
2%
3%
2%
3%
3%
3%
5%
4%

Three

1%
4%
2%
1%
2%
2%
1%
1%
1%
1%
1%
2%
1%
1%
2%
1%

22%
18%

9%
15%
13%
24%
12%
14%

8%
14%
13%
11%
20%
11%
18%
15%

Four or More

4%
1%
1%
2%
0%
1%
0%
1%
1%
1%
1%
0%
0%
1%
1%
1%

br A2yl ¢

138
329
231
422
436
217
381
734
488
252
446
472
444
162
431
5,583

\[o]q[<}

80%
79%
82%
87%
84%
81%
85%
87%
89%
82%
92%
88%
88%
86%
83%
85%

138
329
225
425
431
218
384
736
486
253
446
473
443
163
426

5,576

/ 2 NB
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Table28. Respondent's Highest Level of Education

Vocational

School

br A2yl ¢

College Degree
or Higher

/| 2 NB

Ly R

State No High School High School
Diploma or GED Diploma or GED

AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

4%
12%
12%
12%
12%

6%
15%

5%
11%

7%

3%

5%

7%

5%

9%

8%

21%
19%
42%
26%
34%
25%
31%
25%
34%
23%
28%
28%
36%
25%
21%
28%

4%
7%
7%
7%
6%
9%
8%
3%
4%
6%
6%
9%
6%
7%
6%
6%

Some 1
College
30%
32%
20%
24%
19%
27%
19%
22%
22%
24%
17%
24%
21%
20%
29%
23%

Table29. Total Taxable Household Income of WaBarners in the Past Year

41%
30%
20%
31%
30%
34%
27%
44%
29%
40%
46%
34%
30%
44%
35%
34%

WA
NCI Average

32% 5%
16% 11%
10% 22%
10% 21%
15% 21%
20% 9%
14% 19%
29% 11%

5% 27%
19% 13%
22% 11%
18% 9%
16% 12%
25% 12%
21% 5%
18% 14%

111
261
183
342
351
174
311
561
394
212
335
372
334
113
349
4403

129
329
226
427
441
215
388
736
462
252
446
474
447
162
434
5,568

Adult Family Survey Final Report: 25| 28



Table30. ResidentiaDesignation (UrbahSuburban or Rural)

Urban or Suburban

bl dA2yl £ [/ 2NB

AK
AZ
DC
FL
GA
HI
LA
MD
MS
NC
NH
OK
PA
VA
WA
NCI Average

59%
82%
99%
80%
61%
56%
55%
69%
52%
54%
47%
66%
61%
62%
70%
65%

41%
18%

1%
20%
39%
44%
45%
31%
48%
46%
53%
34%
39%
38%
30%
35%

139
314
171
412
421
203
370
714
479
251
438
470
423
159
422
5,386
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Services and Supports Received

This section provides information about the services and supports received by théyfami
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Table31. Services and Supports Received FromD Agency

Financial In-home Out-of-

Support Support home

Respite

AK 29% 65% 66%
AZ 15% 37% 49%
DC 16% 62% 33%
FL 17% 51% 24%
GA 16% 34% 21%
HI 15% 33% 30%
LA 8% 66% 23%
MD 8% 20% 18%
MS 10% 60% 22%
NC 8% 64% 47%
NH 38% 29% 38%
OK 19% 52% 13%
PA 10% 30% 26%
VA 12% 53% 28%
WA 27% 31% 35%
NCI Average 17% 46% 32%

Day or
Employment
Supports

46%
61%
67%
42%
64%
54%
41%
76%
55%
49%
57%
38%
59%
60%
38%
54%

Transportation

56%
64%
82%
53%
71%
60%
55%
7%
61%
51%
61%
46%
59%
63%
44%
60%

Table32. Additional Services and Supports Received (not from the Aygency)

State 1 SSI/SSB Other Agencies

or Organizations
AK 94% 47%
AZ 95% 24%
DC 90% 27%
FL 94% 25%
GA 98% 21%
HI 91% 35%
LA 95% 20%
MD 91% 23%
MS 95% 14%
NC 97% 38%
NH 93% 19%
OK 97% 13%
PA 93% 41%
VA 98% 28%
WA 93% 26%
NCI Average 94% 27%

bl dAz2ylf [/ 2NB

28%
38%
45%
31%
19%
20%
14%
16%
13%
22%
24%
26%
20%
24%
17%
24%

Self-direction or
Fiscal Intermediary
Services

27%
21%

0%
38%
32%
29%
22%
15%
14%
20%
42%
24%
24%
45%
25%
25%
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Adult Family Survey Results
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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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Gets Enough Information to Help Plan Services

100%

80%

60%

40%

20%
6%

0%

Always Usually Sometimes  Seldom or Never

TableQ1. Do you get enough information to help you participate in planning services for your family?

State Always Usually Sometimes Seldom or N
Never

Significantly Above Average

LA 53% 30% 12% 4% 361

Within Average Range

AK 50% 39% 9% 2% 137
DC 47% 27% 22% 4% 214
VA 46% 37% 13% 3% 157
NC 44% 33% 14% 8% 236
AZ 44% 39% 10% 7% 304
OK 44% 40% 12% 4% 458
HI 43% 41% 12% 5% 207
NH 42% 37% 13% 7% 433
FL 42% 37% 15% 7% 398
PA 41% 37% 18% 4% 404
MS 36% 36% 20% 8% 430
Significantly Below Average

WA 36% 44% 12% 8% 403
GA 35% 33% 22% 11% 406
MD 29% 38% 21% 12% 679
NCI Average 42% 36% 15% 6% 5,227
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Information About Services and Supports Is Easy
to Understand

100%
80%
60%
41%
40% 35%
19%
20%
50/0
0% r .
Always Usually Sometimes  Seldom or Never
Table Q. Is the information you receive easy to understand?
State Always Usually Sometimes Seldom or N
Never
Significantly Above Average
LA 45% 37% 16% 2% 363
Within Average Range
DC 43% 33% 21% 3% 216
VA 37% 40% 21% 2% 161
NH 37% 43% 14% 6% 430
AZ 36% 46% 14% 4% 311
FL 36% 37% 22% 5% 393
MS 35% 36% 23% 6% 452
PA 35% 44% 18% 4% 413
HI 34% 47% 17% 1% 212
OK 34% 46% 16% 4% 455
AK 32% 47% 17% 4% 137
NC 31% 44% 18% 7% 236
WA 30% 40% 21% 9% 412
Significantly Below Average
MD 29% 41% 21% 9% 675
GA 28% 40% 24% 8% 398
NCI Average 35% 41% 19% 5% 5,264
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Case Manager or Service Coordinator Respects
Family's Choices and Opinions

100%

80% 70%

60%

40%

20%

0%

Always

Usually

Sometimes

2%

TableQ3. Does the case manager/service coordinatd a LIS O i

State

Always

Significantly Above Average

AK
AZ
FL
Within Average Range
LA
WA
HI
VA
NC
MS
DC
PA
OK
NH

79%
7%
76%

75%
73%
71%
71%
70%
70%
68%
68%
67%
66%

Significantly Below Average

MD
GA
NCI Average

60%
58%
70%

Usually

19%
18%
17%

20%
21%
23%
25%
22%
23%
19%
25%
26%
24%

29%
29%
23%

Sometimes

1%
2%
4%

4%
4%
4%
4%
5%
6%

10%
6%
6%
7%

6%
9%
5%

Seldom or Never

e2dzNJ FI YAt eQa

Seldom or
Never

1%
2%
3%

1%
1%
1%
1%
3%
2%
2%
1%
1%
4%

4%
3%
2% 5,

135
324
417

376
419
214
163
230
460
224
410
469
429

694
405
369

/| 2 NB
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Gets Enough Information About Other Public
Services for Which Family Is Eligible

100%

80%

60%

37%

20% - 16% 17%

0% -

Always Usually Sometimes Seldom or Never

TableQ4. Do youget enough information about other public services for which your family is eligible

State Always Usually Sometimes Seldom or N
Never

Within Average Range

DC 44% 23% 16% 17% 204
LA 43% 26% 15% 16% 331
AZ 41% 27% 14% 18% 294
HI 41% 31% 13% 15% 193
FL 40% 25% 16% 20% 374
VA 39% 29% 16% 16% 145
OK 38% 40% 12% 9% 432
AK 38% 37% 16% 9% 132
PA 38% 30% 16% 16% 374
MS 37% 27% 16% 20% 398
NH 36% 31% 15% 18% 398
WA 32% 40% 17% 11% 406
GA 31% 27% 19% 24% 364
NC 31% 29% 22% 18% 215
Significantly Below Average

MD 23% 31% 21% 25% 611
NCI Average 37% 30% 16% 17% 4,871
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Respondent Needs Help Planning for Family
Member's Future Needs

Employment

Financial

Haousing

Legal

Medical

Social or Relationships
Transition fram Schoaol
Recreation

Other

60% 80% 100%

TableQ5.52 @€2dz YSSR KStLJ LI yyAy3a F2N &2dzNJthefolowiige YSYo SNDa ¥

Employment | Financial Housing Social or Transition Recreation

Relationships From
School
AK 47% 38% 52% 31% 33% 40% 16% 40% 19% 90
AZ 30% 31% 47% 36% 30% 28% 12% 40% 17% 178
DC 45% 24% 49% 33% 24% 28% 9% 45% 9% 148
FL 28% 33% 42% 42% 35% 30% 14% 42% 16% 281
GA 22% 35% 48% 37% 36% 26% 8% 40% 10% 250
HI 36% 41% 48% 51% 35% 33% 16% 30% 11% 130
LA 25% 25% 36% 28% 30% 24% 11% 35% 25% 206
MD 36% 39% 61% 38% 30% 38% 5% 42% 14% 485
MS 15% 22% 34% 34% 32% 22% 5% 29% 26% 268
NC 33% 36% 46% 41% 31% 36% 16% 45% 14% 160
NH 44% 43% 59% 29% 30% 44% 6% 39% 13% 268
OK 28% 32% 48% 35% 42% 29% 9% 35% 15% 186
PA 32% 31% 55% 32% 23% 33% 10% 40% 9% 244
VA 28% 41% 62% 44% 36% 38% 15% 47% 13% 86
WA 46% 35% 52% 40% 32% 32% 14% 41% 13% 259
NCI 33% 34% 49% 37% 32% 32% 11% 39% 15% 3,239
Average
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Crisis or Emergency Services Were Provided
When Needed (If Requested in the Past Year)

100%

80%

60%

57%

40% +———

20% +——

0% -

Table @@. If you asked for crisis or emergency services during the past year, were services provided when needed?

Yes

43%

State Yes \[o] N
Within Average Range

HI 70% 30% 47
VA 70% 30% 33
LA 69% 31% 96
MS 62% 38% 143
DC 61% 39% 83
NC 57% 43% 60
AK 56% 44% 27
FL 55% 45% 110
PA 53% 47% 92
WA 53% 47% 81
NH 53% 47% 97
AZ 51% 49% 67
GA 49% 51% 107
OK 45% 55% 77
Significantly Below Average

MD 45% 55% 137
NCI Average 57% 43% 1,257
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Family Member Has a Service Plan

100%

87%

80% +——

60% ———

40% +——

20% +—

0% -
Yes

Table @. Does your family member have a service plan?

State

Significantly Above Average

AK

PA

HI

OK

FL

Within Average Range
AZ

VA

NH

NC

LA

DC

WA

Significantly Below Average
MS

MD

GA

NCI Average

Yes

96%
94%
94%
93%
93%

91%
89%
87%
86%
86%
83%
83%

80%
80%
74%
87%

No
\[o] N
4% 121
6% 411
6% 188
7% 421
7% 381
9% 291
11% 139
13% 386
14% 213
14% 315
17% 199
17% 349
20% 350
20% 574
26% 334
13% 4,672
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Service Plan Includes All the Services and

Supports Family Member Needs
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100%

80% +——

60% ——

40% +—

20% ———

0% -

88%

Yes

Table @. Does the plarinclude all the services and supports your family member needs?

State

Yes

Significantly Above Average

LA
PA

96%
95%

Within Average Range

MS
HI
AZ
DC
NC
VA
WA
OK
FL
NH
GA
AK

92%
91%
91%
90%
87%
87%
86%
86%
85%
85%
84%
82%

Significantly Below Average

MD
NCI Average

82%
88%

12%
No
\[o] \
4% 248
5% 352
8% 259
9% 165
9% 240
10% 153
13% 170
13% 114
14% 246
14% 356
15% 310
15% 312
16% 210
18% 105
18% 388
12% 3,628
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Family Member Receives All Services Listed in
the Service Plan
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100%
88%
80% +——
60% +——
40% +—

20% ———

0% -

Yes

Table @. Does your family member receivall the services listed in the plan?

State

Significantly Above Average
PA

Within Average Range

NC

LA

VA

NH

OK

MS

HI

FL

GA

WA

AZ

AK

DC

Significantly Below Average
MD

NCI Average

Yes

94%

92%
92%
91%
90%
90%
90%
89%
88%
87%
87%
86%
80%
80%

78%
88%

\[o]

6%

8%

8%

9%
10%
10%
10%
11%
12%
13%
13%
14%
20%
20%

22%
12%

343

168
239
109
314
356
255
159
315
214
240
247
110
155

386
3,610
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Respondent or Other Family Member Helped
Develop Service Plan

100%
86%

80% +———

60% +—

40% +——

20% +—— 14%
Yes No

Table Q0. Did you or another family member help develop the plan?

State

Significantly Above Average
AK

OK

NH

Within Average Range

AZ

PA

NC

VA

WA

MD

HI

FL

LA

MS

Significantly Below Average
GA

DC

NCI Average

Yes

94%
93%
91%

89%
89%
88%
88%
87%
86%
85%
84%
82%
80%

79%
75%
86%

No

6%
7%
9%

11%
11%
12%
13%
13%
14%
15%
16%
18%
20%

21%
25%
14%

br A2yl ¢

113
381
327

255
363
179
120
262
432
169
336
254
266

229
159
3,845
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100%

80%

60%

40%

20%

0%

Table Q1. Did your family member help develop the plan?

State

Significantly Above Average

PA
MD
NH

bl dA2yl £ [/ 2NB

Family Member Helped Develop Service Plan

64%

Yes

Within Average Range

AK
GA
FL
LA
DC
HI
AZ
OK
WA
VA
NC

Significantly Below Average

MS

NCI Average

36%

Yes

73%
71%
71%

67%
67%
66%
64%
64%
63%
62%
61%
60%
58%
56%

50%
64%

No \
27% 358
29% 416
29% 326
33% 113
33% 233
34% 330
36% 255
36% 154
37% 165
38% 244
39% 373
40% 263
42% 113
44% 178
50% 267
36% 3,788
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Table @2.Did you discuss how to handle emergencies (such as a medical emergency or a natural disaster) at your family
YSYoSNRa tlFrad aSNBAOS LXIyyAy3d YSSGAy3aK

State Yes No N
Significantly Above Average

LA 94% 6% 262
HI 84% 16% 164
FL 83% 17% 324
WA 81% 19% 253
OK 78% 22% 360
Within Average Range

NC 7% 23% 171
MS 70% 30% 253
DC 69% 31% 153
PA 66% 34% 323
MD 64% 36% 410
Significantly Below Average

AZ 58% 42% 245
GA 58% 42% 212
AK 53% 47% 109
VA 53% 47% 115
NH 52% 48% 304
NCI Average 69% 31% 3,658
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