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Incidence of Brain Injury:
National Data

« Brain injury Is the leading cause of death and
dlsablllty of children in the U.S. (Pediatric Registry)

« CDC reports annual incidence of TBI for

Children 0-14:
- 2,685 deaths

- 37,000 hospitalizations

- 435,000 ED visits
These numbers do not include children who sustained a
TBI and did not seek medical care or were treated and
released without mention of potential TBI



Incidence of Brain Injury:
National Data

« Each year an average of 475,000 TBIs
occurred among children.

* Most children who sustained a TBI
(91.5%) were treated and released from
the emergency department without further

treatment.

CDC 2005



Rate per 100,000

TBIl Iin the United States
TBls by Age Group*

1200
1000
800
600
400 —
=
200 0 —
N 0 O . N O O O O
0-4 5-9 10-14 15-19 20-24 25-34 35-44 45-54 55-64 65-74 75 +
Age Group (years)
Deaths —®-— Hospitalizations ED Visits

CDC, 2005

* Average annual rates, 1995-2001




U.S. Department of Education Data

(Students ages 6-21)

During the 1991-92 school year there were a total of
4,499,824 students receiving special education
services of that total only 245 were served under the
TBI disabllity category

During the 1999-2000 school year there were a total of
5,683,707 students receiving special education
services of that total there were 13,874 served under
the TBI disability category

U.S. Department of Education, Office of Special Education
Services: Annual Report to Congress, 2000



U.S. Department of Education Data
(Students ages 6-21)

« 2005 data shows there were a total of 6,021,462
students receiving special education services of
that total there were 23,449 served under the
TBI disability category. 2007 there were 23,864
with TBI

* Interesting fact, Autism became a disability
category in 1991 also; in 1992, 15,302 students
were identified, in 2000, 79,085 were identified
and in 2005 192,643 students were identified
under the autism disability category. 2007 there
were 258,305 with Autism.



Let’'s Recap: You do the Math...

« Each year an average of 475,000 TBIs occurred
among children (0-14)

* The National Pediatric Registry reports that it is
estimated that 19% of youth who sustained a
brain injury will have long term disabilities

* Reviewing data from USDOE in 2006 there were
23,777 students with TBI receiving special
education services. In 2007 there were 23,864
served under the TBI disability category (0-21).
Totaling an increase of 87 students.



Let’'s Recap: You do the Math...

Conservatively, using the 19% qguideline, we
could estimate roughly 90,250 with long term
disabilities resulting from brain injury annually.

Get your calculators out...............

19% of 475,000 = 90,250, USDOE increased by
87 in one year............

Are we missing 90,163 students annually with
brain injury?
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Where Does PA Stand?

« CDC Indicates that between 1 and 2% of
population has TBI

* Pediatric Registry estimates 19% of
children with TBI will have long-term
conseguences associated with that TBI



Where Does PA Stand?

« 2008 Census data indicates the population
of PAIs 12,448,279 with 22.2% under 18
(2,763,518)

* 1% of 2,763,518 = 27,635

* 19% of 27,635 = 5,250

Gaa



More Specific PA data

Each year, approximately

children in Pennsylvania sustain a

traumatic brain injury
(mild, moderate, or severe)

Source: The Brain Injury Association of Pennsylvania, 2008
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Children Hospitalized with TBI in PA

In 2006

Children & Adolescents In
Pennsylvania were
HOSPITALIZED with TBI

Source: The Pennsylvania Department of Health, 2009
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Statistics in Pennsylvania

In one year (2006) the PA Department of Health recorded
children ages 0-21, who were hospitalized with TBI.

@ Medical
System

0 School
System

4

Children Discharged from
Hospitals in PA with TBI
Diagnosis in ONE YEAR

ONLY -2006:

Number of students
classified as TBI
receiving Special

Education as of the 2007-




GET THE PICTURE?




Why Are We Missing These Kids?

* Transition support from medical setting Is
rare or poorly coordinated

* From hospital fewer than 2% are
recommended for special education
(though 19% have cognitive limitations)

(National Pediatric Registry)

 Treat and Release from the EDs



Why Are We Missing These Kids?
 Brain injury often goes undiagnosed

* The effects of brain injury can be very
subtle

» Families and school personnel have
limited knowledge about brain injury



How IDEA Plays into the Problem

« USDOE has given discretion to the states to
Interpret their definition of TBI

« USDOE does not indicate what documentation
IS required for determining a student eligible for
special education
under the TBI category

 Medical documentation of mild to moderate TBI
may not be available



What Colorado is Doing




Colorado Department of Education
August 2008

Medical Documentation of TBI
Credible History of TBI

Educational Impact
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!HATIDN OF ELIGIBILITY: TRAUMATIC BRAIN INJURY

on: Traumatic brain injury (TEl} means an acguired injury o the brain caused by an external physical force, resulting in total or partial functional disability or psychosocial imy
“adversely affects a child's educational perfiormance. Traumatic brain injury applies to open or closed head injuries resulting in impairments in one or more areas, such as cog
. memory; attention; reasoning; abstract thinking; judgment; problem-solving; sensory, perceptual, and motor abilities; psychosaocial behavior; physical functions; information |
ch Traumatic brain injury does nof apply to brain injuries that are mngenital or degeneratiue or fo brain injuries induced by birth trauma

e

"n has determined: 200.304(b) If the answer I3 'no,” to any of these questions the student cannot be considered eligible for special education at this time.
[ INo 1. the evaluation is sufficiently comprehensive to appropriately identify all of the child's special education and related services needs, whethe
commanly linked to the disability category
[ ]No 2. the student cannot receive reasonable educational benefit from general education alone
3. the student's performance:
[ lis [lis not due toalack of appropriate instruction in reading, including the essential components of reading instruction
[ lis [ Jis not dueto alack of appropriate instruction in math; and
|:|:s DIE not _due to limited English proficiency.
:-r a Physical Disability in the area Of TBI preventing the student from receiving reasonable education benefit from general education should be dependent upon whether the 51
meets the educational criteria for Traumatic Brain Injury and interferes with the following:
dent’s Physical Disability in the area of TBI is characterized by:
[ INo  Medical documentation of a Traumatic Brain Injury or History of a Traumatic Brain Injury
and
No  Educational evidence of an deficits relating to the Traumatic Brain Injury
dent’s Physical Disability in the area of TBI interferes with: {check those that apply)
[ ]No Walking, writing, and self-help skills; and/or
[ INo Ability to recall information and learn new material; and/or
[ INo Language skills; and/or
[ ]No Attention/Memory; and/or
[ INo Visual-spatial and motor deficits; and/or
[ 1No F‘Ianmng and Drganlzatmn and/or
[ |No  The team agrees that this student has a disability as defined in the State Rules for the Administration of the Exceptional Children’s J
Actand is ehgrbn'e for special education.

c|pl|nary Team Members 4 02(6)(b); 300 306(a)(1) Title
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Colorado’s Challenge

To put into place an effective and efficient
identification protocol

Medical documentation:
“*Sometimes difficult to get

“*Does not guarantee educational impact
“*Does not direct intervention



CDE recommends “Gold Standard”

It Is still best practice is to establish
traumatic brain injury through medical
documentation via hospital records and/or
from a doctor or clinician who has
knowledge of the Center for Disease
Control (CDC) requirements for TBI.

Severe and moderate TBI- usually (not
always) lend themselves to medical
documentation.



Mild TBI (mTBI) aka Concussion

* 1.6 to 3.8 mTBI per year in the United
States.

 How many mTBI are not seen by a
medical professional?

« Estimated 42% are not seen by medical
professional.

Very difficult to establish medical
documentation on mTBI cases



SO D

|dentification Protocol

Medical Documentation
Reported Incident

Credible History

TBI Screen

Establish Educational Impact



Traumatic Brain Injury
Identification and

Intervention Protocol RmTrT'E:j Bow-up
with physician

Medical Documentation Reported Incident
of TBI of TBI

Cﬂl_"’l_'ﬂ : No TBI Indicated
Comprehensive continue with

Health Assessment avaluation for other
and areas of disabilities
Brain ""iUf‘r' SEFEEI'IiHQ Confinue to monitor during
school career. Include
Comprehensive |
Assessment
TBI Indicated and
continue with evaluation Braln Injury Screening
of "educational impact” in health rec:
of TBI reference.

Conduct
Comprehensive
Health Assessment
and
Brain Injury Screening

Condua
Social/emotional
developmental history No Educational
Impact

Conduct Functional Observations Demonstrated
Conduct Focused Assesament
Apply Early Intervention with Fidelity
Progress Monitor

Educational Impact

of RTI

Apply Principles

Spedal Education 504 Plan Responds to Intervention
(IEP/Modifications) {Accommodations) Continually monitor
Staff as TEI




Credible History

“The gold standard for determining prior TBI is self/parent-
report as determined by a structured or in-depth
interview” (Corrigan & Bogner, 2007)

Comprehensive Health History
Interview

(Health history must be an interview; it cannot be a form mailed to the
parent/caregiver)

Credible history of TBI requires a skilled interviewer to
know how to ask certain questions, to ask pointed
guestions multiple times and in a variety of ways, to
establish the details of the TBI(S).




Questions should include:

Where
When
How

Medical intervention(s) sought at the time, later,
through the recovery

Are answers medically plausible?

Be aware of assumptions — for example, the
report of a “scalp laceration™ or “*head injury”
does not automatically define a “brain injury”



Credible History continued...

2. There needs to be a reported incident(s) as well
as on-going symptoms/behaviors that persist
beyond the incident (Corrigan & Bogner, 2007).

* During the health interview, details of the incident should
be clear and consistent. The description of the injury
should not vary widely from report to report, from
reporter to reporter (if there are multiple reporters of the
same incident).

 If there are multiple injuries, specifics about each injury
should be well-detailed and consistent.



Interviewer must know acute and
latent symptoms of TBI

Acute symptoms:

Physical Cognitive
Headache Dizziness Feeling in a “fog” Feeling “slowed down”
Blurred vision Nausea/vomit Slowed speech Easily confused
Poor balance Sensitivity to light/sound | Difficulty remembering/concentrating
Seeing “stars” Vacant/glassy look Distracted
Emotional Maintenance
Personality change Emotionally labile Fatigue Drowsiness
Irritable Sad Excess sleep Sleeping less than
Anxious Apathetic usual
Unable to initiate or maintain sleep

Latent symptoms that emerge or develop later, symptoms that “morph”.

Assess pre versus post-injury learning, behaviors, social skills,
personality.



Credible History continued...

3. Finally, a screen or in-depth interview is not
enough to “diagnose” TBI. These tools are
simply to “screen” for potential TBI. If a screen
or in-depth interview suggest there has been a
credible history of TBI, a thorough
assessment/evaluation is suggested (Corrigan
& Bogner, 2007).

Confirm credible history with:
CSU Brain Checklist Screen



CSU Brain Checklist Screen

3 Primary Sections

1. Injury or lliness
2. Behaviors that Affect Learning
3. Symptoms



SRR

Atwrintogay,

O Azsaull Vi dence

{child abuse, Mghils,

Brain Check: Scresning Tool Project firgarm Infury]
Parent/Gwardian Survey

Shrdent Infonm ofion

=y's Dote: Tl s AgR

!crsa [T 3 !l !

Chaezic ol that agg s

O Concussien

O Loss of coreciouenass, =or how
2,

O Camaa, =or how ong®

O Cortusian ar 2 Benesd manial sioke
O Mwvissand scimonal

O Rasuiad Im ne proks ki

T Susialmad HIQh
's Dovke af Birte ___| Ty Sancen Ovclk Oferrak Favar

Chial's rovm T o - : e or Afrioon Amarkeon
lercke ong armang 3 e 2
are thon one roce

Taasa Sesonis

Chacie ol

O Resuied In ne prosiem

Atwri2togey,

ror Mo T Reponad

Chazic ol that apg iy

O Loss of conmciousnass, =or how
2ng.

O Ciaea, Sorhow 2ngs

O Coardsion or o Benend maeriol siode
O Mwvissand scimonal

O Rasuiad Im no prokkm

FRdSE cRack af fNaT apo

C Elow ta Haad Atwhoteged___ =1
13000 sexork. poying
rleimg. ‘oling CIIERRES, =0T o

Chack ol Thet egply:

Ooozas ot Chousmass, <iar o
gL

O Cornaa, =orhow kong
O Carion or 2 e
O vEsao sohos

O Resuied In ne proiem

L
ramtal siode

etz S S o -
O Cortusion or 2 Hare antziann e
m i 2

O Fasubad In no probkem
ATwhotcowd. Chack clThat cooy:

O Conciesion

O Losx ot ooresiEnass, “or now

Chack clihcl ong iy

O Loss of corsclousngss, =ar how
2ng.

O Camaa, Soriow Bngv

O Cartisinn or o lared manial sioda
O3 Avssand sicinonn]

O Rasuiad Im no proks ki

b2,

O Ciarna, =or how kongd

O Corusion or clanad maniol sio e
O Mssad school

O Resuiad In o gros km

O Car accident

Chack ol that epply:
Loss of COFBCIOUENRSE, =iar hay

‘-mi-l.—

IresUEng 1M am

O Saizures Atwinatagay
|exompie: aplkensy]

sagres o Py oF

kb o Uy

Chack ol thot opg by:

O Loss of edrssioisness, Sior hovw
=g

O Coma, Siorhow leng#

O Comsion oF o leneed marn ol sio i

7 A+ C A" Im 16  nl 27




Fleases tell us about your child's lieaming styles and behaviors

Learning Style or Behaviar

Nof
Applicabl

e?

Circle the num=—=2n the scale which
best describes your child:

Mo Problem

O MfA

1

Focusing and mainfaining affenficn OHFA T z 3 4 L4 &
Geffing stared on acfivities, Tases, OHNSA T ] ] 4 5 &
chores, homewor and the like, on his

oF her own

Being undersiocd [speech 5 easy fo OHIA T z 3 4 5 &
undersiand, speqis Cleardy)

Understanding oiners OHIA T z ] 4 > &
Coping wiin Snangs o Iransions O N/A 1 2 ] 4 = &

Learning Style or Behaviar

Circle the number on the scale which
best describes your child:

Mo Problem

e

RMonifonng own orogress on OHIA 1 Z k] 4 5 &
nomew o, assignmenis, chores, and

the ke

Solving evenyday problems [exampls: [ERREA T z 3 4 L4 &
thinking of different oofions when

something is not working for nimy/her)

YWaming Tor nis o neer Tum in a game O N/A 1 2 ] 4 = &
Leams from past misfakes or behavior PEREEA T z 3 4 5 &
Thinks before soeqking of aciing OHNSA T ] ] 4 5 &
Lishens without inferunfing ofnhers OHIA T z ] 4 > &
often

Handles a changes in pans OHJA T Z 3 4 5 &
Demonsirates good judgment OHNSA T ] ] 4 5 ] |

Im 11
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symptoms.
E|Piease check all that apply:
Symptom Mot Circle the nu the scale which
Applicabl = best describes your child:
e?
Mo Problem Exireme
ONIA 1 2 3 4 5 &
Headaches and/or Migraines [sudden, JERREA T z 3 4 L4 &
nof responsive fo medications, can last
for more than a day)
Loss of muscle coordination (Can ook PRSI 1 2 ] 4 = &
ke awlward movemenis, problems
with balance, sowed reaciions,
uncoordinataed running and catching)
Blackouis] Fainfing OHFA T z 3 4 L4 &
Confusion OHJA T Z 3 4 5 &
Blank staring/Cay dreaming OHNSA T ] ] 4 > &
CEzinsss O HJA T z 3 4 L &
Change in vision [blured vision, doubl=pEREES T z 3 4 L4 &
vision, depin percepiion)
Fafigue [Tires easly, is offen Tired) OHNSA T ] ] 4 > &
SERUrEs O HJA T z 3 4 L &
Slurred spesch OHFA T z 3 4 L4 &
Has frouble finding The "Aght™ woed OHNSA T ] ] 4 5 &

ol

Lisftens withouf inferupfing ofners OHFA 1 z k] 4 L4
offen

Handles o changain pions OHNSA T ] ] 4 > &
Cemonsiraies good judgmeani OHNMA T Z ] 4 = &
Leams new fhings eqasiy OHFA T z 3 4 L4 &
REemembers lisis OHJA T Z 3 4 5 &
Femembers day-To-day evenis OHNSA T ] ] 4 > &

Symploms

If your child has experenced any of the following sympitoms, rank the severly of those

i~ CF
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Educational Impact

Medical documentation/credible history simply
confirms the presence of the TBI. It does not or
cannot automatically establish the “impact” of
the TBI. Confirming that an injury has occurred
does not shed light upon the affect of the injury
on subsequent physical, educational, behavioral,
emotional, social outcome. Once medical
documentation has been established, CDE
requires that school teams continue to proceed
through the protocol to establish “educational
impact”.



Establishing Educational Impact

 Functional Assessment/Observation

* Focused Assessment



Functional Observation

« Teacher, parent and student interview

« Functional school setting observation

Functional Community-Referenced
Assessment
1. Interview
2. Observation
3. Summary



Formal "Focused” Assessment
Cognitive

Neuropsychological

Achievement

Speech Language
Occupational Therapy/Physical Therapy
Adaptive

Emotional/Behavioral/Executive Functions



Why it Matters

Under-Identification Cycle
1. Students are under-identified so TBI
appears as a “low incidence” disability

2. Numbers drives money, there is a lack of
funding for TBI

2. This feeds into a lack of awareness and
lack of training for school personnel

3. Which develops a cycle of failure for
these students



The Importance Of Accurate
ldentification

Student recelves appropriate interventions

yA 44v
Prevent a cycle of failure 1‘ »

A

V-4
Allows the student to begin developing self
advocacy skills

Accurate identification ensures more
appropriate funding and subsequent service
provision



BrainSTEPS
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The BrainSTEPS Program

 Funded by a Title V, federal Maternal Child
Health Block Grant, from the PA Department of
Health.

« Partnered with the PA Department of Education,
Bureau of Special Education

* |Implemented by the Brain Injury Association of
Pennsylvania - September 2007

-



What I1s BraiInSTEPS?

 The BrainSTEPS School Re-Entry Program establishes
brain injury consulting teams available to families and
schools throughout Pennsylvania.

« Consulting teams are extensively trained in the educational
needs of students returning to school following brain injury.

« Teams will work with local school staff to develop
educational programs, academic interventions, strategy
Implementation, and monitoring of students.




Team Membership

Members based:

» Schools

» Educational Intermediate Units
» Medical Rehabilitation Centers
» Community Agencies/Institutions
» Families




BrainSTEPS Encompasses
Acquired Brain Injuries

e Traumatic Brain Injuries

e Non-Traumatic Brain Injuries

Ganal )



BrainSTEPS Objectives

1. Increase awareness of children and youth with
brain injury who are served by the school system

2. Provide training and technical assistance to
schools, families and healthcare providers in the
early identification of children with TBI

P



BrainSTEPS Objectives

3. Partner with Pennsylvania brain injury hospitals &
rehabilitation providers to promote effective
communication & consistent/familiar contacts
between healthcare providers and educators to
facilitate successful transition

4. Explore and direct families to community
resources

-



BrainSTEPS Objecti

5. Participate in the student’s IndividUaIized
Education Program (IEP) planning process or
Reqgular Education planning process.

6. Offer consistent ongoing consultation with
teachers regarding educational program.

/. Train area schools on the effects of a brain injury
when a student in their school has been identified

ﬁ



24 BrainSTEPS Teams

, Yellow, = Trained & Functioning BrainSTEPS
Teams

White = Teams will be Trained'& Functioningiin the %



BrainSTEPS Team Members
(2008-2009 School Year):




What Can You Do?

1.Ensure that ALL children who are diaghosed with
BRAIN INJURY in your school district receive
information on the BrainSTEPS Program

2.Invite BrainSTEPS team members to present to

your staff on the BrainSTEPS Brain Injury School
Re-Entry Program —it’s FREE!

'—.-ﬂ



& Brain STEPS TEAM CONTACT LIST 2008-2009
When a child who attends a Pennsylvania public school has experienced sductional effects

following a brain injary, locate their county of residence
and contact the coordinating Brain STEPS Teame

For General Information about the Brain STEPS Program Contact:

Brenda Eagan Brown, M.5.Ed., CBIS, Program Coordinator

Brain Injury Assoclation of Pennsylvania DT O Braka Ingury (7]
Emall: eaganbrowni@biapacrg I TH .t reasaybvanta inc.
Phacni: T24-944-6542
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& Q) For More Information on the
BrainSTEPS Program

Contact:

Brenda Eagan Brown, M.S.Ed., CBIS
Program Coordinator

BrainSTEPS

Brain Injury School Re-Entry Program
Brain Injury Association of Pennsylvania

Phone: 724-944-6542







