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Pennsylvania Autism Needs Assessment Reports:
SERVICE NEEDS, BARRIERS & UNWANTED OUTCOMES

We recently an-
nounced the
publication of eight
Pennsylvania Autism
Needs Assessment re-
ports. In this issue of
our newsletter we have
highlighted the findings
of three of the reports:
Service Needs; Barriers &
Limitations to Accessing
Services; and Unwanted
Outcomes: Police Contact
& Emergency Hospital
Care.

These reports resulted
from an in-depth assess-
ment of the extent to
which current public
systems are meeting the
service needs of indi-

viduals with autism and
their families.

These three reports look
at whether Pennsylvani-
ans living with autism
are getting the services
they need, identify barri-
ers to accessing services,
and examine what hap-
pens when appropriate

services are not available.

All too often, the conse-
quences of non-existent
or inadequate services
are emergency room
visits, inpatient psychi-
atric hospital care, or
police contact.

The findings from these
reports underscore the
need to find ways to
increase the availability

Co-occurring Disorders: Increased Need

Individuals with au-
tism need a range of
services to live as inde-
pendently as possible,
participate in their com-
munities and enrich their
quality of life. When
these individuals have
additional, co-occurring
disorders, such as physi-
cal health problems,
intellectual disabilities,
or anxiety, their needs
increase dramatically.

Approximately 85 % of
individuals with au-
tism have a co-
occurring disorder,
complicating the
amount and type of
services they need.

It is a challenge to iden-
tify physical and mental
health professionals to
deliver effective ser-
vices due of lack of
training and difficulties
with access, reimburse-

ment or funding.

of all types of services
for individuals with
autism and their fami-
lies. Easing access to
these necessary services
could help avoid trau-
matic and costly out-
comes.

The information col-
lected from the survey
is intended as a road-
map for policymakers,
service providers, com-
munity organizations,
and advocacy groups,
to guide the develop-
ment and implementa-
tion of effective services

Reports Discussed in This Issue

Title
Service Needs

No.

Barriers & Limitations to
Accessing Services

4. Unwanted Outcomes:

Police Contact &
Emergency Hospital Care

A complete overview of the
study can be found in our
October Newsletter.
Visit http://bastraining.tiull.org
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Types of Services

¢ Mental & Emotional
Health Services

¢ Behavior Support
Services

¢ Physical Health &
Functional Therapy
Services

¢ Social Skills Training
¢ Summer Services

¢ Sexual Health
Education

¢ Primary Care

¢ Dental Care

From the
playground to the
office water
cooler, social
skills are a
critical factor to

success.
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Why Look at Service Needs?

! l The report on service
needs looks at whether

Pennsylvanians living with

autism are getting the services
they need, identifies barriers
to accessing services, and ex-
amines if the families of indi-
viduals with autism consider
the services they do receive to
be effective. Services that are

examined include Mental &
Emotional Health Services,
Physical Health Services, Be-
havioral Health and Transi-
tion Services, among others.

Unmet Needs

An unmet need for services
occurs when an individual
needs but does not receive a
service, or when an individual
needs more of a service than
he/she currently receives. Un-
derstanding which services
individuals with autism and
their families need is impor-
tant in guiding changes to
policy and practice.

UNMET NEEDS

Dissatisfaction

Individuals with autism from
every age group report that
their needs for mental and
emotional health services are
not being met and that they
are dissatisfied with many of
the services they receive.

Reviewing and understanding
individuals’ and families’ sat-
isfaction with services they
receive will inform efforts to
improve quality of services.

Mental & Emotional Health Services

—&—Unmet Need

=0~ Dissatisfaction

Unmet Need for Physical Health Services

60%
50%
40%
30%
20%
10%

0%

BPre Elementary BElementary BMiddle/High  OAdult
20%
A - 15%
pd -0 10%
| :l;_ 0 5%
0%
, . . ) Services for Sleep  Neurology Medication
Pre  Elementary MiddleHigh  Adult Problems Services  Management
Elementary

Social Skills Training: Most Commonly Reported Unmet Need

S ocial skills training has
been identified as the

most commonly reported
unmet need for both children
and adults. This finding is
consistent with the questions
and training requests we re-
ceive as a Bureau from fami-
lies, self-advocates and pro-
fessionals.

The need for social skills
training is critical because it is
an area that impacts so many
aspects of an individual’s life.

Social Skills Training
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Barriers to Accessing Services

T here are multiple barri-
ers to accessing services
that individuals with autism
and their families face every
day. Identifying and describ-
ing these barriers is a critical
step to take in order to im-
prove the systems that serve
the autism community.

Barriers to accessing services
include:

¢ alack of or shortage of
providers

¢ inadequate transportation
¢  behavioral issues

¢ cost or lack of insurance

Caregivers struggle to find
providers who understand
autism and have the training
required to address the needs
of an individual with autism.

Finding service providers is
more difficult as individuals
with autism age. Caregivers of
adults find it especially diffi-
cult to find knowledgeable,
skilled providers.

Finding transportation is often
a challenge. It was reported as
a barrier by twice as many
caregivers of adults as com-
pared to caregivers of
younger children.

Percentage of Caregivers Reporting No Providers or Shortage of Providers -
Primary, Dental or Specialty Care

No Providers or Shortage of Providers - Primary. Dental, or Specialty Care  [10% - <30%
(=]

[E30% - <50%
50% - <70% EEE70% - 100%

Notes: ASERT Region Boundaries in Grey.

Recommendations: Barriers to Services

Train and provide on-

going support for pro-
viders to meet the needs of
individuals with autism.

Individuals with autism need
regular preventive care. They
also require, more than others,
services through the mental
health care system. This sur-
vey shows that these services

are not available because pri-
mary, dental and mental
health care systems have diffi-
culty addressing the challeng-
ing behaviors that may ac-
company autism. Providers
need autism specific training
that fits within current con-
tinuing education models.
Providers who serve more
rural areas should receive

Adults who respond for them-
selves most often report that
transportation is a barrier to
accessing services. Even where
it is available, public transporta-
tion may not be an option for
individuals with autism and
their families.

Another serious problem is that
many providers of primary care
do not have the experience or
expertise to serve individuals
with autism, who may present
behavioral challenges.

Finally, the cost of care and
issues with insurance coverage
can be huge barriers to access-

ing services.

training through consultation,
telemedicine and distance
learning.

Increase access to all
types of services for
adults with autism.

As individuals age out of ex-
isting services for children,

including those provided by
the school system, the avail-

For the complete set of recommendations, please visit the ASERT website: www.paautism.org/asert

“Caregivers in
rural areas more
often report a lack
of providers for

specific services.”

ability of services diminishes
greatly. Adults with autism
and their families are desper-
ate to find services and sup-
ports to meet their changing
needs. As service providers
expand their programs to in-
clude adults with autism, they
should consult with experi-
enced professionals who can
assist in their efforts.



The most common reasons
for hospital admission
across all age groups are:

+ Aggression and/or
defiant/oppositional
behaviors (74%)

¢+ Self-injury (41%)

¢ Anxiety and depression
(36%)
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Unwanted Outcomes: Police Contact & Urgent Hospital Care

ary
FIRE DEPARTMENT

B oth the untreated or un-
dertreated symptoms of
autism and co-occurring dis-
orders can result in unwanted
outcomes including police
contact, emergency room vis-
its, and inpatient psychiatric
hospital care.

These experiences are trau-
matic and costly for individu-
als with autism and their
families, and could be pre-

vented or addressed more
effectively and cost-efficiently
through community-based
services.

The report on unwanted out-
comes looks at how often indi-
viduals with autism have con-
tact with police and use emer-
gency hospital-based care.

Police contact includes calls to
the police, warnings issued by
police, being charged and/or
sentenced, and time spent in
jail or a juvenile detention
facility.

One in ten individuals with
autism in Pennsylvania report
past police contact.

As individuals with autism
age, they are increasingly
likely to have police contact.
Almost 25% of adults with
autism report police contact,
as opposed to less than 8% of
all other age groups.

Hospital-based care consists
of emergency room (ER) visits
and admission to a hospital
for behavioral or psychiatric
reasons.

Out of all age groups, adults
with autism report the most
ER visits and hospitalizations
for behavioral or psychiatric
reasons.

Unwanted Outcomes

BER Visit
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ER Use and Hospital Admission for
Behavioral or Psychiatric Reasons by Age
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Recommendations: Unwanted Outcomes

Implement statewide

first responder train-
ing for law enforcement and
other first responders.

Police contact is traumatic for
both the individual with autism
and the family. In order to de-
crease unwanted outcomes, law
enforcement personnel need
tools and training to prepare
them to effectively interact with

individuals with autism who
are in crisis.

Prevent hospital-based

care by connecting
individuals with autism and
their families to community-
based services, and develop
services where they are lack-
ing.
Hospital-based care is one of
the most distressing and expen-
sive ways to deal with behav-

ioral crises resulting from un-
treated behavior issues or co-
occurring disorders, both for
families and the Common-
wealth. For most individuals,
emergency room use and hospi-
talizations may be avoided with
access to appropriate commu-
nity services.

Ensure better access
to quality care for in-
dividuals with autism who

For the complete set of recommendations, please visit the ASERT website: www.paautism.org/asert

are hospitalized for behav-
ioral or psychiatric reasons.

Aggression and self-injurious
behavior are the two primary
causes for adults with autism to
be hospitalized for behavioral
or psychiatric reasons. Strate-
gies used to treat those behav-
iors in other individuals are
often ineffective for people with
autism, and in some cases even
increase their level of distress.
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The main focus of the ASERTs
is to respond to the
information
gathered from the
PA Autism Needs Assessment.

The ASERT Mission:

To enhance the lives of
Pennsylvanians with autism of
all ages and abilities by:

¢ improving regional access
to quality services and
interventions

¢ providing information
and support to families

¢  training professionals in
best practices

¢ facilitating partnerships
among providers of
services throughout the
Commonwealth

WESTERN REGION
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The Critical Role of the ASERTs

T he ASERT (Autism
Services, Education,
Resources, and Training)
collaboratives are a key
component of our strategy
for supporting individuals
with autism and their

families throughout the

Commonwealth.

Each ASERT collaborative
is a partnership of medical
centers, centers of autism
research and services, uni-
versities and other provid-
ers of services involved in
the treatment and care of
adults and children with
autism. The ASERTs have
been designed to bring
together resources locally,

regionally, and statewide.

Each ASERT collaborative is
charged with addressing the
needs of their entire region,
including the needs of the

most rural regions of the state

Crawford

and the most under-served

populations.

Families and individuals liv-
ing with autism often find
themselves isolated in general.
Geographic or cultural condi-
tions can further compound a
sense of isolation. For exam-
ple, according to the United
States Census Bureau, 48 of
Pennsylvania’s 67 counties are
considered to be rural. Many
rural families do not have
access to information or
quality services and supports
that would help them in meet-
ing their needs or the needs of
their family member living

with autism.

It is our vision that the
ASERTSs will connect existing
resources and pockets of ex-
pertise, and address the re-
gional gaps in effective ser-

vices and supports.

WESTERNASERT CENTRALASERT
EASTERN REGION
| Director Director
John McGonigle, PhD Amanda Pearl, PhD
Outreach & Outreach &
Resource Specialist Resource Specialist
Ryan Cramer Kristen Riley

1-412-235-5408

www.asert.pitt.edu

1-877-231-4244

www.autismcentralpa.org

Coming in 2012!

A new statewide
ASERT website &
Toll-Free Number:

Streamlining
resources and
making it easier
to find the
information

you need.

EASTERNASERT

Director
Lindsay Lawer, MS

Outreach &

Resource Specialist
Megan McCarthy

1-877-408-0154

www.paautism.org/asert
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SAVE THE DATE!
5th Annual PA Autism Training

Conference
(PATC)

June 12-14, 2012
Lancaster, PA

Featuring critical topics identi-
fied in the Needs Assessment
reports, such as adult diagnosis,
anxiety/depression, employ-
ment, and supporting siblings.

Wishing Everyone
Health & Happiness

this Holiday Season

BAS Adult Programs

The Bureau of Autism
Services administers two
programs for adults with au-
tism, the Adult Autism
Waiver (AAW) and the Adult
Community Autism Program
(ACAP). These two programs
are designed to help adults
with autism live in their com-
munities the way they want
to, based on their identified
needs.

To request an application for
either program, you must call
toll-free in PA:

1-866-539-7689
Applications may not be re-

quested by email and are not
available on-line.

Both programs will be serving
their maximum number of
participants by the end of
December 2011, and will not
be able to enroll additional
participants. However, we
will continue to accept re-
quests for applications.

Applications will not be sent
until the capacity to support
additional participants is
available.

Once either program is able to
begin accepting additional
applications, requests for
applications for that program
will be processed in the order
they were received. This will
be based on the date and time
individuals first called the toll

BAS Virtual Training & Resource Center (VTC)

Don’t forget to visit the re-

cently updated BAS Virtual

Training & Resource Center
(VTC).

This free, comprehensive on-
line resource center has been
designed to enable profession-
als and families to easily access
trainings, documents, and
other resources in one conven-
ient location.

http://bastraining.tiull.org

-free number to request an
application for that program.

If you think you may be eligi-
ble, or know someone who
might be, you are strongly
encouraged to request an ap-
plication by calling the toll-
free number.

Individuals can request an
application for both programs
at the same time. If you think
you meet eligibility for both,
you can decide which one is a
better fit before enrolling in
one of them. Please note you
must leave two separate mes-
sages, one in each program’s
voicemail box, if you are inter-
ested in requesting an applica-
tion for both programs.

A number of the available resources address the needs

identified through the Pennsylvania autism survey.

Here are a few highlights:

ABOUT US
History, Mission & Values

Updates: Presentations & News-
letters:

% Needs Assessment Webcast
% October 2011 Newsletter

AUTISM IN PA:
Resources & Reports

% PA Autism Needs Assess-
ment Reports

ADULT AUTISM WAIVER
PROVIDER TRAINING
AND INFORMATION

TRAININGS:
NON-AAW TRAININGS

PA Autism Training Conference
(PATC) Recorded Presentations:

% Dual Diagnosis & Co-
occurring Disorders
(2008/2009)

& Multi-System Kids with
Complex Needs (2008)

Community & Professional Train-
ing Videos:

& First Responders Training

& Community Inclusion for
Adults with Autism

% AUTISM 101: Adult focus
& Community DVD series

Bureau of Autism Services
PA Dept of Public Welfare

PO BOX 2675 HARRISBURG, PA 17105 #® Phone: Toll Free 1-866-539-7689 ® Fax: 717-265-7761
E-mail: DPW-AutismOffice@pa.gov #® Web: www.autisminpa.org
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