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About the Autism Needs Assessment

The Bureau of Autism Services, in its effort to improve care and quality of life for Pennsylvanians with autism and their
families, conducted the PA Autism Needs Assessment. This effort has been a key task of the ASERT (Autism Services,
Education, Resources and Training) Collaborative and has been led by University of Pennsylvania School of Medicine, Cen-
ter for Mental Health Policy and Services Research and the Center for Autism Research at The Children’s Hospital of Philadelphia.

Autism Spectrum Disorders (ASD), referred to as autism throughout these reports, include Autistic Disorder, PDD-NOS,
Asperger’s Disorder, Childhood Disintegrative Disorder and Rett’s Disorder. With more than 3,500 responses, the survey
is the largest of its type to date in the nation. The findings from this needs assessment highlight challenges that
Pennsylvanians with autism, of all ages, face everyday.

This report is the fifth in a series. The recommendations in this report address diagnosis and follow-up care among
Pennsylvanians living with autism.

Why Examine Autism Diagnosis and Follow-Up Care?

Community awareness of autism has increased exponentially in the last two decades. As a result, caregivers notice
developmental delays earlier and professionals diagnose autism in children at a younger age. Even so, diagnosis
and follow-up care is still a long and difficult process. Receiving a diagnosis and services earlier in life results in
better outcomes. This report addresses the process of getting an autism diagnosis and follow-up care in Pennsyl-
vania. Understanding the challenges that individuals and families face in receiving an autism diagnosis and con-
necting with follow-up care is important in guiding changes to policy and practice. This report concludes with spe-
cific recommendations to ensure early diagnosis and appropriate follow-up care.

Shown below are the percentages of survey respondents with each specific autism diagnosis.

Autism Diagnosis

Asperger's Disorder
30%

Autistic Disorder
35%

\ Childhood
Disintegrative
Disorder or Rett's

Disorder
<1%

PDD-NOS
35%
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¢ The average age of diagnosis is getting younger over time.

Age of First Concern Increased awareness of autism has helped parents of younger
children recognize the signs of autism an average of 2 years
ReceiVing a D| agn°s|s earlier than did parents of individuals who are now adults.

B Age of First Concemn BAge of Diagnosis ¢ Adults who were diagnosed prior to the current increase in

autism awareness experienced more obstacles and delays in
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¢ However, even for the most recently diagnosed children,

there was a gap of more than a year from when a caregiver
first noticed a delay in development until their child received

an autism diagnosis.
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Prior Diagnoses

¢ Close to 60% of caregivers of individuals

35%
with autism indicate that their child had 30°/: -
been diagnosed with another disorder prior %g:ﬁ’ |
0
to being diagnosed with autism. 15% 1 i =——

a gateway to further assessment, leading to

10% 1
¢ In some cases, the prior diagnosis may act as 8:? § ; i Tj_hjhﬂjl
(. - . T . T
D S
S S 4

. . . L & D f & & &

the autism diagnosis. Y@l‘ {};§ $ {?&\\ g @0 ég? . \Q,Q‘” 6&2’
L S L g & & & &F
. . @ S «w Q
¢ Adults were most likely to have received ) Qo? & r§ ) 0§ &P \'\@ &‘3 &
. o . SRR & & s
multiple prior diagnoses before receiving an & ¥ @E} q',§ g 9
Y g

autism diagnosis. N S <




Report #5—Diagnosis & Follow-Up Care—September 2011

Pennsylvania Autism Needs Assessment:

A Survey of Individuals and Families Living with Autism

Diagnosis & Follow-Up Care

Number of Professionals Seen and Distance Traveled to Obtain Diagnosis

Number of Professionals Seen ¢ Increased autism awareness has improved the ability of

Before Gettmg a Diagnosis professionals to accurately diagnose autism. Most (60%)

B Pre Elementary BElementary B Middie/High 0 Adul{ younger children with autism were diagnosed after

70% visiting only 1 or 2 professionals, but most adults with

2822 autism (65%) saw three or more professionals before

ggzz receiving a diagnosis.
%832 i;} ¢ Caregivers in rural areas traveled farther than caregivers
0% in urban counties to receive an autism diagnosis.
1-2 3-4 5+

Bradford

?n:i:)ce Counties
0-20 4
21-40 24
Cambra  Biair 41-60 18
60+ 21

Distance Traveled For Diagnosis [J0-20 Miles  [EE21-40 Miles [N 41-60 Miles
51+ Miles

Notes: ASERT Region Boundaries in Grey.
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Follow-Up Services

¢ Referrals to follow-up services post-diagnosis have increased over time. Still, less than half of families of

pre-elementary school children are referred to treatment or follow-up appointments.

¢ Caregivers of adults consistently report fewer referrals to follow-up services than other age groups, with al-
most 19% reporting no referrals at all. Certain services, such as websites, literature and support groups, may

not have been available when adults with autism were first diagnosed.

Follow-Up Services by Age Group
PEAERET Pre Elementary [Middle/High Adult
Elementary

Follow up Appointment

44.4% 44.3% 42.8% 33.8%
Referral for Treatment

29.4% 23.1% 26.3% 23.9%
Referral for Assessment

19.0% 29.1% 26.8% 24.5%
Referral to Early
Intervention 72.0% 59.0% 48.3% 29.6%
Referral to Support
Groups 40.1% 33.2% 28.2% 21.3%
Referral to Website,
Literature 47.3% 42.1% 29.9% 16.2%
None

3.9% 7.6% 11.5% 18.6%
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Recommendations

1. Expand the capacity to provide appropriate diagnosis and assessment of children and adults with autism.
Accurately diagnosing children and adults with autism is a highly specialized skill. Much of the delay in
diagnosing individuals with autism is due to the lack of geographically accessible, qualified professionals
with this specialized skill set. Diagnosing an individual with autism also requires more time and interaction
between professionals from different backgrounds and areas of expertise than a typical doctor’s office visit
allows.

Targeted autism-specific training, combined with ongoing consultation with experienced professionals, is
needed in order to increase the capacity for accurate and timely diagnosis. In order to decrease wait and
travel time, priority should be placed on providing resources and training to practitioners supporting rural
and other underserved areas. Developing incentives and a means for multiple practitioners to coordinate
assessment is also important to ensure an accurate diagnosis.

2. Develop regional databases of services and supports that families can use to learn about places to obtain
accurate diagnosis, and that families and clinicians can use to refer to and access appropriate follow-up
services.

Families and individuals need support after receiving an autism diagnosis. They need to be easily con-
nected to available, reputable, and effective services, specialists, support groups and information to guide
care. Services often are fragmented, however, and there often is little information available about where
and how to access these services. Regularly-maintained databases that provide this information should be
developed. This information should be available on-line and also in print form in doctors’ offices, libraries
and other high-traffic areas.

For Diagnosis & Follow-Up Care data findings, please visit the ASERT website
r‘ N www.paautism.org/asert or contact your regional ASERT Collaborative:
? 4 Eastern Region: 1-877-408-0154
¢ Western Region: 412-235-5484
| bringing autism resources tog@ ¢ Central Region: 1-877-231-4244
We encourage you to review the complete series of reports, and data by geographic region for each topic: Statewide Snapshot, Service
Needs, Barriers to Accessing Services, Unwanted Outcomes, Diagnosis, Employment Challenges, and Family Impact.



https://legacy.exchange.upenn.edu/owa/redir.aspx?C=8c4c4ffab9d64e16ae3d1a21a84ee9fe&URL=http%3a%2f%2fwww.paautism.org%2fasert%3chttp%3a%2f%2fwww.paautism.org%2fasert

