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= Research

= Product

= Dissemination

= Conclusions



LEND Competencies

Competency 1: Family-Centered/ Culturally Competent Practice
Competency 2: Interdisciplinary Practice

Competence 3: Knowledge, Skills, and Attitudes

Competency 4: Leadership

Competency 5: Research and Critical Thinking
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Presenter
Presentation Notes
Understanding how females are a culture within the larger ASD population
Disseminating information to a variety of disciplines
Understanding typical and atypical development; demonstrate understanding of ASD
Facilitating state-wide presentation 
Using data to provide information to others 
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Problem Framing: Females with ASD

Growing concern
that females with
autism are
overlooked in both
identification and
research.
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A.


Identified Prevalence of Autism Spectrum Disorder

ADDM Network 2000-2016 Combining Data from all Sites

Number of ADDM Combined Prevalence per 1,000 Children Thisis about 1inX
Sites Reporting (Range Across ADDM Sites) children...
2000 1992 6 6.7 1in 150
(4.5-9.9)
2002 1904 14 0.6 1in150
(3.3-10.6)
2004 1596 8 8.0 1in125
Prevalence
2006 1998 11 9.0 1in110
(4.2-12.1)
|
u 2008 2000 14 1.3 1in88
{4.8-21.2)
U SA 2010 2002 M 14.7 1in68
(5.7-21.9)
2012 2004 M 14.5 1in69
(8.2-24.6)
2014 2006 11 16.8 1in 58
(13.1-29.3)
2016 2008 M 18.5 1in54
(18.0-19.1)
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https://www.cdc.gov/ncbddd/autism/data.html

Prevalence Rates: USA, 2016 Data

3.4-4.1:1 Femalc

25%

1‘@1 dCiEABLTY https://www.cdc.gov/ncbddd/autism/data.html
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In general 

https://www.cdc.gov/ncbddd/autism/data.html

Problem Framing: Females with ASD

= A predictive model (USA)
indicated up to 39% more
females should be diagnosed
with ASD

» Ratio should be about 28%
female and 72% male

s Leaky assessment pipeline

oy B (Barnard-Brak, Richman, & Almekdash, 2019)



Barriers to diagnosis (Lockwood Estrin et.

al., 2020)

= See: Lockwood Estrin, G., Milner, V., Spain, D., Happe, F., &
Colvert, E. (2020). Barriers to Autism Spectrum Disorder diagnosis
for young women and girls: A systematic review. Review Journal of
Autism and Developmental Disorders, .
https://doi.org/10.1007/s40489-020-00225-8 for more information
and graphic.
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https://doi.org/10.1007/s40489-020-00225-8

Problem Framing: Females with ASD

Under- or late-identification is problematic because segeeretal. 2013):

= Delays intervention that might have otherwise helped address
unique behavioral health and social needs

More likely to experience bullying or coercion/manipulation

Increased chance of mental health challenges (Hirvikoski et al.,
2020; Kovacs & Devlin, 1998):

Anxiety Depression
Increased risk for suicide Eating disorders

Self-harm Challenges with mis-diagnosis
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What can we do?

» |f early and accurate identification is
important, then what can we do to help this
process?
= Imagine Conference Presentation

= Assessment considerations
= Panel

= How are we doing in NM?
= Data collection



Research

1

e

om e o

A
= T

Sl Ty e = W=
- -I'I.;,"*J, Py ® ¢ s B
e e | e
TN b | oA FmANs. Cowrwa
e M - me ot
By ® 2y, o e = AT Th
N . L ., =4 RS

g al vy

CENTER FOR
DEVELORPMENT
& LISAHILITY



1.Literature review
2.NM-specific data
3.Imagine Conference Presentation Preparation



Literature Review

1.Literature review
= ASD, females
= Best practices for evaluation
= New evaluation measures/tools
= National prevalence rates
= Resources



New Mexico Data Gathering Steps

NM-specific data
« IRB Approval: CDD Database :%
= Database training

= Access and understand database
independently

= Review and analyze demographic data




CDD Clinical Database: Background

Developed by Dr. Courtney Burnette with a UNM Clinical
& Translational Science Center (CTSC) grant

Starting in 2015, the database has collected
demographic and evaluation data from clients of the
CDD’s Autism Spectrum Evaluation Clinic (ASEC)
Current PIl: Brandon Rennie, PhD

Data on Redcap
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CDD Clinical Database: Data Types

Following evaluation, the following de-identified
iInformation is collected:
= Demographic:

= Age, sex, race/ethnicity, IDEA eligibility, zip code
= Evaluation data:

= Scores on evaluation instruments used within the
clinic.



CDD Database Data

= Downloaded data from Redcap on March 29, 2021
= Data from August 2014 to January 2019

= N=1,066

= SPSS V. 27



CDD Database Results

1. General findings
2. Delineated female/male



Language

Language
Other 0.60%
ASL 0.30%
Males and Females N
avajo .
(N=1,056)
Vietnamese 0.20%
Spanish 13.80%
English 87.40%

0.00% 20.00% 40.00% 60.00% 80.00% 100.00%

CEMTEHR FOR
LEVELQPMERT
& DISAEBILTY



Other (Males and Females, N= 1,038)

Referral Source Medicaid Eligible
34.3%
No
24.7% 31.6%
20.8%
11.5%
8.8% I—‘
PCP School Parent El Other
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All Females Males

Hispanic or Latino (N =955) (N =228) (N =727)
Yes 57.2% 53.9% 58.3%
No 42.8% 46.1% 41.7%



All Females Males
Race (N=749) (N =182) (N =567)
American Indian/Alaska Native 14.0% 18.7%  12.5%
Asian 2.4% 4.4% 1.8%
Black or African American 2.8% 4.9% 2.1%
Native Hawaiian or other Pacific
Islander 0.7% 1.1% .5%

White (including Hispanic/Latino)  80.20%

70.9% 83.1%



School Eligibilities Prior to Eval

Educational Eligibility

Autism

Developmental Delay (DD)
Unknown

Speech Language Impairment (SLI)

Other Health Impairment (OHI)
Learning Disability (LD)
Intellectual Disability (ID)
Emotional Disability (ED)

All Females Males
(N=1,063) (N=245) (N=23818)
21.9% 17.1% 23.3%
20.7% 19.2% 21.1%
16.3% 18.0% 15.9%
12.4% 11.0% 12.8%
4.2% 2.9% 4.6%
3.0% 1.6% 3.4%
2.5% 4.1% 2.1%
1.9% 3.3% 1.5%



School Eligibilities Prior to Eval

All Females Males
Educational Eligibility (N=1,063) (N=245) (N=818)
Gifted/Talented (GT) 1.4% 1.6% 1.3%
Deaf 0.1% 0 0.1%
Hearing Impairment (HI) 0.1% 0 0.1%
Deaf/Blind 0.2% 0 0.2%
Multiple Disabilities (MD) 1.5% 4.1% 0.7%
Vision Impairment (V1) 0.1% 0 0.1%

Traumatic Brain Injury (TBI) 0.4% 0 0.5%



Most Prevalent Diagnoses Given

All Females Males
Diagnosis (N=1,063) | (N=245) | (N =818)
ASD  Statistically significant (p =.003) 59.0% 53.5% 60.6%
[Language Disorder 34.2% 31.8% 34.8%
Speech Sound Disorder 23.5% 22.4% 23.8%
Global Developmental Delay (GDD) 19.7% 16.7% 20.7%
Other 18.1% 18.0% 18.1%
ADHD 15.2% 9.8% 16.9%
Anxiety (Unspecified, Generalized) 13.0% 13.2% 12.9%
Intellectual Disability 9.8% 16.7% 7.7%




CDD Prevalence Rates (N = 1,064)

Females
23%




Age of Diagnosis

Males and Females (N = 1,063) National average:

approximately

Mean: 6.50 years 4.3 years

Standard Deviation 4.21

) ey https://www.cde.gov/ncbddd/autism/data.html



https://www.cdc.gov/ncbddd/autism/data.html

Age of Diagnosis (females, males)

T

Full Age Range
Males (N = 815)

Mean: 6.51 years
Standard Deviation: 4.13
Range: 1-28 years

Females (N = 245)
Mean: 6.47 years
Standard Deviation: 4.46
Range: 1-21 years

No statistically significant
ditdifference (p = .892)

School-Age Range

Males (N = 803)

Mean: 6.3 years
Standard Deviation: 3.77
Range: 1-18 years

Females (N = 240)
Mean: 6.2 years
Standard Deviation: 4.04
Range: 1-18 years

No statistically significant
difference (p =.209)



Age of Diagnosis
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To Summarize: NM Data

» Slightly above USA trend with male/female ratio

= Males more likely to receive ASD diagnosis

» Females we see are more likely to be non-White
than males

» Age of diagnoses overall not significantly different
(but some variance across ages)

» Female symptom presentation more likely to
include ID/MD



Presentation Preparation

= Prepare presentation

= Panel
= | earn about hosting a panel
= Find panel members
= Meet to brainstorm topics



Product




» 2021 Imagine Conference Presentation

= Including updated, New Mexico specific data related
to females evaluated for Autism Spectrum Disorder by
the CDD.



Dissemination
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Dissemination

1. May 27", 3:30-5:00 Imagine Conference
Presentation

2. Provide information for clinic leadership about
types of clients that are served in New Mexico
and how this compares to national trends.



Conclusions




= Literature review
= Gender identity/expression
= Camouflaging/masking (across genders)

= Evaluation tools
» Panel Hosting
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= |Imagine Conference panel members: Gillian Kocur, Elisheva
Levins, and Rachel Pretlo

= Brandon Rennie, research mentor

= Sylvia Acosta, LEND mentor

= Debra Sugar and Marci Laurel with panel recruitment and help
with planning

= Monica Florella Asendo Pimentel, CDD Database Data Manager
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Questions or Comments
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