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Indiana Autism Support Services Gap Analysis
Executive Summary June 30, 2016

Dear Colleagues,

By request of the State, HANDS in Autism® has continued with the gap analysis process that
commenced in 2014 and is continuing at the current timgrtioer determine the state of the state in
autism services in Indiana. The gap analysis prao@#ues in progress to ensure tredequate
representationf all willing and interestedtakeholders are given opporturtidyparticipate in this
evaluation This will lead to assurance that there suHicient baseline upon which to base the

success of future efforts statewide. The purpose of the current report is to report as of June 30, 2016,
the status of the analyses and the directions forward in the coming months and year. This report will
briefly reiterate the basic significance, process and approach taken to achieve these results. Further
informationrelated to thesmay be accessed from in theevious 2014015 report located at
http://www.in.gov/fssa/ddrs/3355.htmIn addition, we have updategerarching themes as well as

noted strengths and gajist have beeoollectivelynotedacross the period of 2042016 Given the

scope of the analyses, this time period and into the fall of @dlL§erveasthe baselinestatus upon

which future comparisons of perspectives, actions and progress withlva Further analyses and
conclusions will considdpoth state andational trends in ASRswell.

In the current reporting year, concemchefforts have been taken to increase the accessibility of the
needs assessment survey as well as other means for involvement anthitimatdocument, we have
updated the results of tigapanalyses to this time pointjith analyses continuing icoming months

as further activities targeted to increase consumer input is soGgren the scope of effoaind

desired outcome of effecting systems chaiitge essential that adequate attempts to engage and
incorporate all interested stakeholdeke pace. Both recruitment efforts and analyses must be
thorough anadomprehensive to ensure that theommendations for services, training, and resources
are based upoatruestate representation of stakeholders. In this waycdl@borative efforts of the
Indiana Interagency Autism Coordinating Council (IIACC)wisrkgroups the Local Community
Cadres (LCCs) and others to isolate priorities and take action steps related to the Comprehensive State
Plan(CSP)will be relevant, funtonal and meaningful to each and every consumer across the state.

Datadriven decision making is being utilized at each step to progressively and systemauicaly
forwardwith identified state priorities based upon the gap analyses rdealtsing vithin the IACC
and related work and study groups well as using the Comprehensive State Plan as a base

framework for all activities. Also required in this process has beetetiredopment of foundational
systems and procesgesencourage meaningfuhd progressiveommunication and collaboration.

In addition to furthering the reach of the gap analysescurrent year has been a time of developing
and trialing a number of systems and processes with feedback encouraged and utilizserfsdm
edablishmultiple usableformats to engage and involve stakeholdemsays that they find engaging
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and feasible so as to kettje ongoing work on identified prioritié#s motion These systems and
processes with focus on engagement, transparency anidctrientationwill be further discussed in
this 20152016 report.

Indiana has experienced a surge of attention across State and community efforts to bridge and effectively
coordinate and collaborate on various initiatives. There has beepwerseful attentin to integrating

systems stat@ide which reflects growing awareness of thal potential fofailed outcomes and

increasing need®sultingfrom tolerance and persistence sitos of practice Such siloed efforts aret

be conducived systems change and implementation. The IIACC has been intentiochikive of

membership fronpolicy makers, practitioners, atite largecommunities. Many of these individuals
aresimilarly integrated with other integrated workgroups and effortkaaeable to foster information

shaing both to and from the IIACC regardimgforts pertinentin addressinghe needs, goals, objectives,

and missionsligned withautismand relatecervices.

The gap analysis process, work with the IIACC, workgrams LCCs has continued with commitment
from a number of bsy leadersind consumers across the stafegrowing numberand scope of
organizations, workgroups and systems groups are representevested in theystematic and

deliberate process towardgstems implementatiqgmrogressand positive outcomehbat has been
demonstrated by group efforts thus fait this juncture, the process is shifting towards a more action
oriented path in initially addressing some of the lstandingi | o w h a n gthaninyolvé similart s o
talking points and concerns across multiple godthin the Comprehensive PlarSuch action steps are
feasible areas to begivhile the baseline gap analyses altenately completed in the comingar. The
HANDS team as the Chairs of the IIACC and facilitators of the gap analysis and efforts in addressing the
Comprehensive Plan, acemmitted to inclusiveness, transparency and systematic and productive efforts
towardsimprovingauism services and accesstogress canmy occur with collectiveness of effort
represented by the IIACC and other partnersh#sNDS will continue to foster increasing avenues for
sharing input and becoming involvedanydesiredaspect of the process

Thank you for the opportutly to continue taeam with the Statas well as the many incredibly
passionate and committ@drtneran this ongoingproject. Weook forward tothe continued and
ongoing evaluation and progress related to Indiana autism seihviges®ming year

Respectfully,

Naomi B. Swiezy, Ph.D., HSPP
Tiffany J. Neal, Ph.D.
HANDS in Autiiimterdisciplinary Training and Resource Center

(317) 2742675 Fax: (317) 278885
www.handsinautism.iupui.edu
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GAP ANALYSIS: INDIANA AUTISM SUPPORT SERVICES
INTRODUCTION

Autism Spectrum Disorder (ASD) is a lifetime condition characterized by atypical developnsectadfskills,
communication, and repetitive or stereotyped behaviors that may also be accorbpamileldto severe
outbursts like tantrums, aggression, andadfinjurious behavior (AmericaRsychiatric Association [APA],
200Q 2013. ASD is currently the fastest growing developmental disabilithenUnited Stees with a
prevalence of 1 in 68This represents a greater than 600% increase indd&Mosis oer the past 20 years,
with a 72% increase over the past 5 years alone (Centddsstase Cotrol and Prevention [CDC], 2015

Despite the significant prevalence of the disortheste is still much that is not well understood within the
communities angdystems that support these individuals and their families. Adequate supports across the
lifespan are necessary for individuals taale their potential and to accegsality of life. Active involvement

and communication with diverse factions and the momity-at-large provides added awareness, engagement
and advocacy of effective practices across a greater number of settings and individuals playing a role in
servicing, supporting and providing opportunities for ASD. Given thedywreamic and changinguhdscape of
ASD and related servicemd the potential for community impact on funding, information and resources
pertaining to the state of autisinis essential for there to be a process to stayectedcurrent and

progressive in this field. The Manal IIACC, established i200Q serves as a modfdr states to develop such
a forum and network of community stakeholders with special interest in Autism services to ensure ongoing
dialogue, discussion and progress forward.

As outlined in the 2032015 Reportindiana has had a distinctly positive trajectory in pursuit of supporting
individuals and families with ASD. Community networks and collaboration has been a staple in the commur
for the past couple of decades with recognized need fomfioldpnational trends as well as with collaboration
and joint effort at varied levels of coordination and leadersBigrrently, the Family and Social Services
Administration (FSSA) is the oversight body for tineibnal ACC which has served as ther i nbaordyy

assisting in the ongoing analyses of the | arger
hel ping to inform the priorities and trajectori e
ongoingodnalhef stéhag es tSatHeND R 0ilM ,Aasi semmEved as the
|l 1l ACC and helps to facilitate the work of the 11
coll ecting data, developing foetfmerteftomptidende
systematic analysis, reviewoampd eihramlisé men tQdatite® noHA|
state in autism

This proweth bdegaphahaedwdsi i awdof stiant e2 O0aludt iwsim hs
analyses targeting those wiltnh paerstsiecru lraerp,r éaddelrit haet
report, it was i1identified that, despite a respor
groapd interest groups were not adequately repre
been to specifically work to engage tjhestei aenderr
personnel / first respondet a] behavhopabvaddr s o mme
representatives, andFsttaher agrdhernyr e gpe esrenedtgroo
as wel | as of wvaTrhyrionugg hc unha ruer ad i rdeecstceeda ssiesssseameinm a t
generation of novel contact | ia&sd swali lmeas tdewaegldsp

and practica,]l greawnpsifrioanvaadpardaq! v ae nigiig dCCwimeteh ¢ m
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in increased participation in the needs assessme

General accessibility and input from a larger breadth and depth of the communities across lias Stedm
premier effort in the following ways: (Ihakingthe needs assessment surneye accessible (e.g., translating
to Spanish, refining questions fiorore meaningful inpyit (2) providing further communication outlets for ease
of participation and sharin@.g., providingshared input where and when avail@laeetings, conferences
rather than needing to be present for phone or live megtii3ysponsoring workgroup feedback through
online mechanisms (e.g., google docs, survey gizmo questions). As such, though the previous and more
traditionalfocus groups and intervievdgscribed in detail previously (se@12-2015 report) have continugd
thereare now more options f@ommunicabn and partnership that providakeholders withmore flexible
optionsregarding the level, timeframe and format of participation diole@ conveniencand opportunity

The ultimate outcomest all of this work contine to surround the creation of@undation for a morenhanced
ability to fully assess and inform future state policies and work towards improving the comprehensive care a
quality of life to individuals with ASD within their local communitibg activelyengaginghe communitiesn
systems change and implementation effortdter the nultilevel and multimodal analyslast year and

continuing at a greater depth and breadth ongoing into the upcoming gwearbar of overall conclusiorsve
provided the basis for initial targeted work that will become further refined ongoing as data and insights
continue to be collected across the stidewly created documents have been developed for learning and
reference (State of the State summaries frormsadhe nation and a table to align state and national goals and
activities) as well as to ensure that stakeholder ideas are being considered in relation to both state and natic
activities and prioritiesCollectively and through iteratiyerocesses, &have established a viable and
comprehensive process and platform for engaging stakeholders across systems andntimeuttiple formats

to bestcondicting gap analyses and utilifge resulting information to inform the state of state in autism
servces now and in the future.
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RESULTS OF GAP ANALYSES.:

WHO WERE THE INFORMANTS?

Updated in20142015, &6 total responsesere collectedo reflect levels of state participation across all
formats of the gap analysis: focus grougiady groups, individual interviews and the needs assessment survey
Relative participation is reflected in the graphic below. Though 300+ further responses were collected, this
particular graphic was last updated in 2015 with further updates to fallosughmost counties were
representedhe highest concentration of responses were in the donutsangagandinghe LCCs

Numbers #

0

W15

) M 610
Regional Responses W11-15
M16-20

M21-25

¥ 26 & over

NEEDS ASSESSMENT 2014016 (N=113%
As previously noted,theur r ent year 06
on raw numbers and more on an increased push for east LCC Areas

representation of groups previously underrepresente 2%
Northeast\

From the datdo the right though most informants are 23%

located in Central Indiana, there was decent
representatioand po&ets of more intense response
from all of the LCC areasimilar to the map above.
Eventhe most recently formed LCCs centralized in
Richmond (East) and LaPorte (Northwestre Northwest

. Southwest
notable in response rate 18%

Southeast8%

10% 8%

Conducted bHANDS in Autism® Interdisciplinary Training & Resource Center, Indiana University School of Médmipportfrom The Family and Social
Services Admistration (FSSA), 202016 For questionplease contact Naomi Swiezy, Ph.D., HSPP, DirétAdDS in Autism@t nswiezy@iupui.edu Page5


mailto:nswiezy@iupui.edu

\ADS in Ays,.

~IndianaAutism Support Services Gaj * } ,,i‘*
A R Analysis Ny

However, as also represented in the county representation below, it is notatile thighestoncentration of
response on the 20122016 Needs Assessmearame

County of Representation from just a few counties, with many of them being in
the northern or central regions.
20142016

N =1103

Hamilton
8%

Other Jackson
49% 4%
Hendricks
4% .. .
Tippecanoe Race/Ethnicity Representation
Allen 3% 20142016 [ Caucasiar_I/Europ
St.__—— 3% N = 1077 ean Amerlcar_1
Joseph M%r;/roo Lak& Vanderburgh m African American
3% 3% 3% 204

m Latino/Hispanic

Asian/Pacific
Islander
m Native American

Of further note, out of 113@&spondents and 1077
responding to this question, ®lof those surveyed
classify themselves as Caucasian or European Americ
an increase from the respondents last.yddowever,
results from this addg data this year to the total do
demonstrate some increased range of cultural diversity
despite the actual increase of the singular Caucasion/European American finding. Increasing attention to tf
need for cultural diversity in the people recruitedtfa survey has been targeted currently with specific
resources going towards building a database of groups involving or serving individuals of different cultures.
These groups are in the process of being contactedrease awareness and exposure tatineey, the IIACC

and the Comprehensive State Plan. In addition, efforts will be allocasatnathe best avenues forproving
access andisseminatiorio these populationsSimilarly, a Spanish version of the needs assessment has been
developed during the current report year to increase access for this population. Dissemination efforts have
begun with a few responses to date and more to come for reporting at the next cycle.

m Other

N/A

2 or more races
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Of 1113respondents
completing the survey
across the time period
of 20142016 most
had at least a college
degree (approximately
87%) with 60% of
those individuals
having some level of
graduate study and
close to that number
with a culminating
graduatedegree. As
such, a more diverse
set of respondents is
necessary for a clarity

20142016

N=1113

1%,

Highest Level of Education

0 0
3%_\ 3AJ/_2/o

m No high school
m Some high school
m High school graduate/GED
1 Vocational/Technical school
m Some college
m College degree
1 Some graduate studies
1 Graduate degree
1 Doctoral Degree
Other
mN/A

on any impact on the

responses and/or comments as a result of the needs assessment survey.

Participant Role 2012015

N =908

Community
Provider

Personnel
1%

edical
professional

Individua 11%

with ASD
1%

Participant Role 2015
2016

N =212

Community
Provider

Medical
professional
12%
Individual with A

2%
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Participant Role 2014
Other 2016
9% N =1120
Community School
Provider personnel
Justice 1204 30%
Syste
Personnel
1%
IndividualL/Family Medical
with ASD member. professional
2% 35% 11%
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In reviewing responses across the last
couple of years and in total across
both years, the largest set of
respondents were consistently school
personnel and families while justice
system personnel and individuals with
ASD represented the smallest
informantgroup.Given the focus and
concentration in this year for
determining the best strategies for
increasing the respondents from
particular stakeholder groups, the data
reflectthese increased efforts with
some increase in responses from

justice personnel @hindividuals with ASD as well as more substantial increases with the
community providers which would include some of the needed response groups. This
trend will be expected to increase as the large number of contacts gathered and utilized to
pursue thesstakeholders are utilized recruit more in these groups, again in pursuit of a

more diverse population of respondents.

Where do you typically obtain informative
resources/matgrials about ASD? (202015)
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z Another area in which some
Where do you tyBically obtain informative trends appear to be changing
resources/materiaﬂj about ASD? (20.2016) in the recent year (if not yet
NB= 1077 overall), is wherasked to
§ 49 -~ convey wheranost likely to
5 40 ., 37 34 4037 38 get information abauASD.
@ 5229 31 31 | Across the last couple of
) 25 26 26 p
2 23
g years and overall, the trends
§ across all groups, except
E | justice system personnel,
8885858585 E ¢ T £ | remainconsistent with access
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School | Family | Medical Community Justice Potentially, this involvement
personnel, member professional Provider | system with the community autism
personnel| | resources could reflect

increased knowledge, access
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or satisfaction with such services in recent yedfamily members of individuals with
ASD arestill most likely to go to thénternet for informtion and training about ASBnd
community providers, with large caseloads are tending in this direction as Mighlights
of potentially beginning changes include scho
perhaps given more training and messggibout the need for eviderlbased strategies
and datedriven decision makingMedical professionaJshowever, are noted, at least in this
past year, to be less interested in gaining information through the literature and more from
other medical profegsnals or providers. Further, justice personnel are reporting seeking
out information from parents much more so than other resour@serall, the trends from
the past year (2018016) reflect some progression away from getting resources and

information internally or relying upon past knowledge or training and more to professional
resources, families and the internet.

Average Rank for Training (202016)
N = 1083
x 5
3 4
o
o 3
g 2
[}
3: 1
0
A7
ISEIR
@’b

Despite the fact that trainings are often provided as online options, manualized treatments

or single day workshops, stakeholdecsoas Indiana have a statart continued

preference for more personalized (e.g., email and phone communications relevant to their

own scenarios) and in depth trainings (e.g., multiday workshopsntloae traditionally

provided. Anecdotally, this inform@ion goes along with the routine requests for

i nformation more practical and relevant to th
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Areas of Legst Knowledge by Subgroup
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Though behavior, skills training, and data practices emerged as common themes in the
earlier version of the needs assessment surve
issues and areas of noted need for information include transition/post edptatiomg

and insurance coverage. These areas align with areas of national proraimeace key

goal areas targeted for action in the Indiana Comprehensive State Plan. For more

information, the Comprehensive Plan can be retrieved at the State website:
http://www.in.gov/fssa/ddrs/3355.htm
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Challenges Faced with ASD Individuals 2014
2016
School personnel N = 642; Community provider N = 404
50
a5 43.5%°

m School Personnel

m Community Provider

Percent Reported
N
[(6)]

15
10 5 45
) il ol
Behavioral Funtional Academic  Other N/A

Setting with Most Challenges 20312016

School personnel N = 334; Community provider N = 228

m School personnel ®m Community provider

Percent Responses

When school personnel and community providers were asked about the challenges
they face when working with individuals with ASD they were most likely to face
behavioral challenges, but significant numbeof those surveyed in both groups

also listed functional challengés.g., sekhelp, socialization, communication,
leisure/play skills) Additionally, both stakeholder groups listed unstructured
activities(e.g, play/leisurdime, recessinost frequently as the setting in which they
face the most challenges.
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Barriers to Collaboration (201:2016)
N = 1046
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Variousstakeholder groupsere in agreement with regards to the primary barriers
to collaboration. The top three noted includiede, funding resources, and training
that entails learningractical information.
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SUBGROUP RESULTS:

FAMILY MEMBERS: N =399

Out of 399%families responding stat&ide, 83.8%6 of respondents identify as
Caucasian/European Ameain and80% of them have aollege or graduate degree 983
described their role in the farpils a biological parent, 8% as adoptive parent and others
included foster parents, legal guardians, grandparents as willing, stepparengnd

aunt as their role.

| 12

Race[Ect)Qnicity of Respondent

m African American

m Asian/Pacific Islander

m Caucasian/European

American

u Latino/Hispanic

= Native American

m Other

Highest Level of
Education

m Some high
school
m High School

graduate/GED
m Vocational/Tech

nical School
m Some college

m College degree
1 Some graduate
studies

1 Graduate degree

u Other

Role in Family

5%

2%_ 2%
()

m Biological parent
m Adoptive parent
u Foster parent

1 Grandparent

B Legal Guardian

m Other family
member
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The annual household income was spread relatively gaenbss potential responses as
follows:

Annual Household Income

m Under $20,000

= $20,000-$39,000
= $40,000-$59,999
= $60,000-$79,999
= $80,000-$99,999
= $100,000 or above

Just under half44%)of the respondents listed the child as having been diagnosethwith
newer DSM5 classificationAutism Spectrum Disader (ASD) with approximately 48 of
respondentsith some combination of the previous categories of ASD (i.e., Autistic

Di sorder, Asper-N@S)dand 7%Déspondmgl vatih gn OtRdd &xtegory.

m Autism Spectrum Disordel

Primary Diagnosis (ASD)

m Asperger's Disorder
1%

7% m Autistic Disorder/Autism

u Pervasive Development
Disorder, Not Otherwise
Sﬁecified (PDD-NOS)

m Childhood Disintegrative
Disorder

m Rhett's Disorder
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Whenasked if thendividual hadany other diagnoses, the top three responses were
Attention Deficit/Hyperactive Disorder (ADHD), anxiety disorder, and communication
disorder.

Top 3 Other Diagnoses
Attention Deficit/Hyperactivity Disorder 134 35%
Anxiety Disorder 164 42%
Communication Disorder 112 29%

74.1% of repondents said the individual had educational classification of ASD in
addition to a medical diagnosis, and 16.9% of those individuals received the educational
classification prior to the medical diagnosis. In addition, for 17.6% of the individuals with
ASD, the educational classificah was different than the medical diagnosis at one point.

The diagnosing medical professional was most often a psychddgish 16% by a
psychiatrist and at least 38% by another categomyeafical doadr.

m Developmental

Professional that Provided Pediatrician
Medical DiagnOSiS m Neurologist

1%

m Primary Care Physician
(Family
Physician/Pediatrician)

1 Psychiatrist

H Psychologist

m Other, please specify

1 N/A
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Miles Traveled for
Diagnosis
m0-20 o
Most individuals(55%)were able to
drive less than 4files for a
diagnosis, but 1% of respondents had

to drive more than 100 miles to get a
diagnosis.

m21-40

m41-60

61-80

m 81-100

= More than 100
miles

Almost all of the respondents said they were given other resources at the time of diagnosis,
but 13.7% were giveno follow up resources. The most common foHogvresource was a
second appointment with the diagnosing professional. To pay for these services, 61.3% of
respondents claimed their private insurance was covering paymaungh 41.8% of

individuals claimedhey had tgay outof-pocket for services.

Almost dl of the individuals with ASD wee living with parents in a family hon{83%)
and less than 10% of ASD individuals weeliving in another facility. Faunately, 706 of
respondents we very satisfiedvith the living arrangement of the indiwidl with ASD.

Twenty-two percent (22%) afespondents claimed that the individual with ASD was
unemployed. 3% of respondents said that the individual with Alsdal either full or part
time employment

Whenasked about long term plars the individual with ASD, 3% claimed there wsano
long term plan, and 28 were in the process of developing a plmwould be important to
be assessing the age of the individuals with Al were the basis of this datafurther
understand the context of these respofses, too young for employment, still in school)
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Current Living Situatiorf* With parent(s) in
family home

m Residential

204 facility

2%1‘VX2%

m With other
relative(s) in
family home

2 Group home

m Lives on own
with support

m Lives on own
without support

Analysis

Satisfaction with Current
Arrangement

2%
sop 2%
m Very Satisfied
m Satisfied
u Dissatisfied
Very Dissatisfied

m Missing

Longterm Plans for ASD
Individual
3 40
5%
@ 25
x 20
< 15
T 10
(&)
5 O
a O
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Individual's Current
Employment Status

m Yes, full-time
m Yes, part-time
m No, but currently

looking for a job

= No, | am retired

m No

When aske@bout the therapies the child sveeceiving, it appeared that if the child needed
therapy, there was a greater percentage of individuals who were able to receive it than not;
however, approximately 20% of responses for each category of therapy were noted as not
being received but in need such therapies and/or servic€his was patrticularly the case

for job readiness/transition planning with over half of the respondents (52.2%) indicating
the need for the service but only 16% of all respondents indicating that it was in place.
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Is hdividual with ASD receiving interveoris for the following?

Yes, and Yes, but No, and No, but

needs it doesn'tneed it needsit doesn't need it
Functional Skills 69.1% 0.2% 24.6% 6.5%
Daily Living 39.1% 2.1% 22.7% 36.8%
Problem Behaviors 39.9% 1.0% 22.1% 38.3%
Depression 18.1% 0.7% 11.9% 69.4%
Anxiety 35.1% 0.5% 25.9% 38.9%
Obsessive
Compulsive Disorder 20.4% 2.3% 21.6% 56.0%
Job Readiness 16.1% 0.2% 36.1% 48.2%

Ga[

With regards to therapy locations, most therapies occur out of schai oot occurring

(perhaps dependent on the age of the child). The one exception is with functional skills
that are most regularly (approximately 21%) taking place about equally in, out or in both
school and out of school forums.
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If receives therapy, where therapy takes place
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— mOut of School

m Both
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Top 3 Perceived Limitations to Accessing Care

Limitation Average Percent

None 38.5
Cost of services/insurance does not cover

available services 23.5
Shortage of service providers in the area 234

38.5% of families responding do not feel that theme limits to accessing care. However,
for those who do, the limitations most often cited were cost/lack of insurance coverage, or
a shortage of service providers in the area.

Similarly and as noted below, the limitations most notable for accefssinly supports
and specialty care include the cost/lack of insurance coverage and shortage of service
providers in the area. However, an added limit to access were scheduling issues.

Top 3 Limits to Accessing Family Support Services

Limitation Frequency Percent
Cost of services/insurance does not cover available services 130 34.1
Scheduling issues 95 27.1
Shortage of service providers in the area 26 44.8
Top 3 Limits to accessing specialty health and education services

Limitation Frequency Percent

Shortage of service providers in the area 161 45.1
Cost of services/insurance does not covet

available services 165 43.7
Scheduling issues 90 24.7

Family members most commontgnsultedhe internet for both information resources

and materials as well as for training; they also listed autism support services as the second
most common source for information and training. Not surprisingly, thethtep

preferences for training we comnunity-based coaching and mentoring, the internet, and
partial day conferences or workshops.
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Top 3 Sources for Information
Source Frequency Percent
Internet 246 64.8
Autism support services 211 51.6
General disability support networks 160 41.7
Top 3 Sources for Training
Source Frequency Percent
Internet 113 27.1
Other providers 100 26.5
Autism support services 99 23.6
Top 3 Training Preferences
Web 3.15
Communitybased coaching and mentoring 3.15
Partial dayconference/workshop 3.21

When asked who they most often collaborate with, famies most likely to collaborate
with other families or medical professionals, and least likely to collaborate with justice
system personnel. The top 3 barriers they listed for collaboration are time, funding
resources, and traininbat providegpractical ifiormation.

Top 3 Barriers to Collaboration

Barrier Frequency Percent
Time 180 49.3
Funding Resources 167 46.6
Training w/ practical info 21 43.1
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Family members felt they had the most knowledge in understanding characteristics and
learning styles of individuals with ASD, explaining the disorder to family and friends, and
understanding early signs of the disorder. They felt they were least knowdezigea

utilizing appropriate diversion alternatives, supporting effective transitions from school to
vocation, and developing a pesducation plan. When asked which areas they would like
more information, the top three responses were understanding ld\pslary related to

ASD, knowingwhat insurance/financial support options are available and what services
they cover as well agffectively advocatingdr the individual with ASD

Top 3 Areas for More Info

Area Frequency Percent
Understanding laws angolicy related to ASD 197 55.5
Knowing what insurance/financial support option

are available and what services they cover 171 49.3
Effectively advocating for individual with ASD 169 46.9

INDIVIDUALS WITH ASD: N =18

Of the individuals with ASD wheatrticipated in the surveyn=18), 11% had graduated
high school, 44% had not graduated, and 45% had not graduated but would like to be a
graduate.

Highest Level of Education
m High school

H Two year school
m Four year school

Graduate school
44%
m Vocational/technical
school
m No, but | would like
to be
No

Of those responding, 61% had never been married, 22% were married and 17% were
divorced Almost half (45%) had children or were interested in doing so.
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Status Frequency Percent

Married 4 22
Separated/Divorced 3 17
Never been married 11 61
Children Frequency Percent
Yes 5 28
No, but planning on having them 3 17
No, undecided 4 22
No, and | don't want children 6 33

When asked aboemployment, 5% of respondents wecurrently unemploye®4%
unemployed or looking, 11% retiredPnly 28% were employed full time.

Employment Status

m Yes, full-time

u Yes, part-time

u No, but currently
looking for a job

= No, | am retired

m No

In searching for employment, most common resources inclindeidternetyord of
mouth, and newspaper

Area Frequency Percent

Internet 14 78
Word of Mouth 8 44
Newspaper 6 33
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Individuals felt discriminated against anvariety of waygi.e., skills underutilized, without
appropriate compensation/promotions/raises or supgadtonly 1 respondent claimed to
feel no discriminationOnly 22% of those responding indicated that all at their place of
employment know of thedisability. All others had only shared with a subset or do not
feel comfortable sharing.

Do you feel discriminated against in the workplace?

Discrimination Frequency Percent

My skills are underused 4 28.6
| don't receive appropriate compensation 2 14.3
| don't receive promotions/raises 1 7.1
| don't receive appropriate accommodations or

support 3 21.4
None 1 7.1
Other 3 21.4

Coworkers aware of autism?

Awareness Frequency Percent

Yes, everyone knows 2 22.2
Yes, but only my supervisors know 2 22.2
Yes, but only my peers/coworkers know 2 22.2
No, | don't feel comfortable sharing 3 33.3

Individuals with ASD responding to this survey between 22046 engage in a number of
activities but the top three include household chores/duties, habtsescial interests and
volunteering. Only 50% transport independefitly., drive or public transportd
work/school while approximately 88 depend on others

Top 3 Activities
Activities Frequency Percent
Household chores/duties 17 94.4
Hobbies orspecial interest 15 83.3
Volunteer 11 61.1

Travel to work, school, etc.

Method Frequency Percent

Drive myself or use public transportation on my own 9 50
Depend on family member or friend for support 5 27.7
Use transportation provided by schoolwork 1 55
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Autism Spectrum Disorder was listed as the most common primary diagnosis, antl 75% o
respondents said they mealso diagnosed with depression.

Primary Diagnosis

m Autism Spectrum
Disorder

m Asperger's Disorder

u Pervasive
Development
Disorder, not
otherwise specified

(PDD/NOS)
Other

Other Diagnosis
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The top thredimits to accessing services waroted to be shortage of service providand
the cat of those servicakhough scheduling was also nat&grvices wee most commonly
paid for outof-pocket andhroughstatefunded processes.

Limitations to Accessing Services
Limitation Frequency Percent
Cost of services/My insurance doest cover

available services 7 39

Shortage of service providers 7 39

Other 5 28

No service providers in the area 4 22

How are services paid for

Payment method Frequency Percent

Out-of-pocket 5 28

Statefunded processes 5 28

Private health insurance 3 17

Medicaid 3 17

| don't know 2 11

Other 1 6

N/A 1 6

Individuals wee receiving a variety dfeatments as reflected in the chart below:
Specialty health and education needs

Mental health counseling 29.2 0 0 20.9 50
Speech/language therapy 12.5 0 4.2 8.4 75
Occupational therapy 4.2 0 0 29.2 66.7
Physical therapy 0 4.2 0 41.7 50
Social skills training 16.7 4.2 0 37.5 41.7
Oneto-one support 16.7 0 0 29.2 54.2
Behavior intervention 16.7 0 0 8.4 75
Case management 29.2 0 0 16.7 54.2
Medication management 29.2 12.5 0 4.2 54.2
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Summer camp 0 4.2 0 8.4 87.5
Summer school 12.5 0 0 0 70.9
Relationship counseling 0 0 0 29.2 70.9
Drug and alcohol counseling 0 0 0 4.2 95.9
Case management 12.5 0 12.5 16.7 58.4
Vocational training 0 0 12.5 25 75
Transition planning 0 0 12.5 12.5 75
Supported employment 0 0 0 16.7 83.4
Career counseling 4.2 0 0 33.3 62.5

SCHOOL PERSONNEL: N =379

Of the 379chool personnel surveyadpstrespondent§94%)described themselves as
Caucasian or European American % bf respondents listed a graduate degree as their
highest level of education.

Highest Level of

Education =some college
1%

3%

u College degree

i Some graduate
studies

Graduate
71% degree

H Other

m African American
_ B The largst portion ofrespondents woria
'gf;g’;ac'f'c centraleasterrndiana(38%) 33% in the
m Caucasian/Europ sou_thern region anpl 28% in the n(_)rthe_rn

ean American region, demonstrating adequate diversity and

Latino/Hispanic | representation of these informants.

m N/A

m Native American
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