


We have turned on the ñClosed Captionò feature.

ÁOn your screen, you should see the 

button on the bottom.

ÁClick on it to follow captioning. 



Agenda

ÁWelcome, Introductions, Review of Minutes, Division Updates

ÁNJ TBI State Partnership Program (NJTBI SPP)

ÁGuest Speaker: Kelly Miller, MSW, Colorado MINDSOURCE

ÁCommittees Update

ÁData Analysis and Evaluation

ÁConsumer and Family Needs

ÁResource Infrastructure and Service Providers Capacity

ÁTBI and Racial Equity

ÁTBI Survivor Board Presentation

ÁAdoption of Bylaws Discussion and Vote

ÁBrain Injury Alliance of NJ

ÁTBI Fund Updates

ÁOpen Discussion



Welcome, Introductions, 

Review of Minutes, Division Updates

Peri L. Nearon, MPA

Executive Director, Division of Disability Services

10:00 ï10:05
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New Jersey TBI State Partnership Program 

Sakina Ladha, MD, MPH

Project Director

10:05 ï10:10



Guest Speaker

Kelly Miller, MSW

Colorado MINDSOURCE

10:10 ï10:40



Overview of Colorado State
Agency on Brain Injury and

Advisory Council
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MINDSOURCE strives to enhance the quality of life for everyone in Colorado 

living with, or affected by brain injury, and their communities.

MINDSOURCE serves as the umbrella entity for three distinct programs/functions:

ẆManages the Colorado Brain Injury Trust Fund

ẆProvides training and technical assistance regarding brain injury for

public and private entities

ẆManages the federal Administration For Community Living (ACL) traumatic brain injury grant



Colorado Advisory Council on Brain Injury (CACBI)



Advisory Council

ǒRequired under the Administration for Community Living 

grant 

ǒFive partner members are designated by ACL. Seven 

partner members are designated in the bylaws. At large

members are voted on by the board.

ǒNo budget/fiscal responsibilities

ǒAdvisory in nature

ǒAssist in identifying and addressing gaps in supports

ǒDevelop a plan to serve as a framework for statewide 

brain injury supports and services across the lifespan of 

Coloradans.

Trust Fund Board

ǒRequired in Colorado statute

ǒThree members are designated by 

statute and ten are appointed by the 

governor

ǒTasked with fiscal responsibilities 

related to the Brain Injury Trust Fund

ǒDesignate funds toward research,

education and client services.

MINDSOURCE Boards



CACBI Application and Onboarding

ǒApplication

ƺAs a member of the CACBl, you would be asked to look at the ñbig pictureò and help explore

ways to address challenges people with brain injury encounter. What are some of the biggest

problems you think children and adults with brain injury and their families and caregivers are

facing?

ƺWe are committed to healthy equity, cultural competency, understanding health disparities

and overall inclusion. Tell us about your experiences with learning about and/or advocating

for equity, diversity and inclusion. And please include areas of interest that you would like to

learn more about.

ƺWhat is your comfort level with participating in virtual meetings? Do you have a computer or

phone to use for participation? Reasonable accommodation requests?

ǒOnboarding

ƺNew members

ƺCo-chairs

ƺBackground, bylaws and what to expect

ƺMentoring



Purpose of the Council

The purpose of the Colorado Advisory Council on Brain Injury is to ensure MINDSOURCE ïBrain Injury

Network within the Colorado Department of Human Services, Coloradoôslead state agency on brain injury, is

effectively identifying gaps in services and supports, developing a responsive plan to address these gaps,

and collaborating across private and public partners to meet the needs of individuals with brain injury and

their family members.



CACBI Composition

Å The MINDSOURCE Advisory Council shall consist of no more than 20 members. As per the ACL grant, 

five members shall be standing members and include representatives from:

Å Aging and Disability Resource Center

Å Protection and Advocacy

Å Long-term Care Ombudsman

Å Centers for Independent Living

Å TBI Model Systems

Å A minimum of 50% of members should be individuals with lived experience. Family members of brain 

injury survivors are not considered members with lived experience per ACL guidelines.



CACBI Composition

ÅRepresentatives from additional state agencies and contractors with consistent brain

Å injury programming experience shall be standing members and include

Å representatives from:

Å Colorado Department of Education

Å Colorado Department of Public Health and Environment

Å Colorado Department of Health Care Policy and Financing

ÅMINDSOURCE Contractor of Client Services

ÅColorado Department of Labor and Employment

Å Colorado Behavioral Health Administration

Å Colorado Tribal Liaison



CACBI Member Duties

ÅWork in partnership with MINDSOURCE to develop a comprehensive statewide plan on brain injury. 

This state plan will act as a blueprint that will guide the work of MINDSOURCE and inform the work of the 

Brain Injury Collaborative and other related boards.

Å Review and guide the work of MINDSOURCE to ensure progress with goals outlined in the state plan.

Å Participate in workgroups, complete surveys, attend training, review reports and other supportive tasks 

related to successful implementation and completion of the state plan.



CACBI Membership

Å Ideally no more than 20 members

Å At a minimum, 50% of members should be individuals with lived experience

ÅRepresentatives from a variety of partner agencies per ACL and by-laws

Å Chair/Co-Chair structure; one chair must be an individual with lived experience

Å Officers are eligible to serve 2 consecutive one year terms

Å Terms of at large members are 3 years with option to renew for a 2nd term



CACBI Meetings

Å Slides and Structured Agenda

Å Ice Breakers

Å Review of Group Agreements

Á Together our unique perspectives, creativity and commitment to advocacy 

can improve services across the state for those impacted by brain injury.

Á Recognize we are all trying to do good work.

Á Identify what hat you are wearing as you advocate for improved service 

delivery for all people with injuries to the brain.

Å ñBobbyôs Rulesò of Order

Å Parking Lot Volunteer

Å Breaks

Å Information in Advance

Å Co-chairs Facilitate

Å Subcommittees



For Zoom, chat: 0 1 2 3 4 5



State Plan on Brain Injury Planning Process
ü Set context for state plan

ü Identified values

ü Developed goal areas

ü Created subcommittees

ü Goal and objective brainstorming

ü Feedback from council

ü Vote on draft

ü Planning for public engagement

ü January through September





Kelly Miller, MSW
Project Manager
MINDSOURCE
kelly.miller@state.co.us
she/her/hers
https://mindsourcecolorado.org/advisory-council/



22

Committees Updates

Sakina Ladha, PhD, MPH

Project Director

10:40 ï11:05



Subcommittee Updates

Data Analysis and Evaluation

10:40 ï11:05



Traumatic Brain Injury in NJ

Presented to the NJ Traumatic Brain Injury Council by the TBI Data Subcommittee: 
Inger Magnusson

James McGhee, JD

Patricia Thompson

Catherine Trapani, PhD, co-chair

Jennifer Underwood, co-chair

January 16, 2024

January 16, 2024



The Duties of the Council

ÅInclude "to encourage and stimulate
ÅResearch, 

ÅPublic awareness, Education and 

ÅPǊŜǾŜƴǘƛƻƴ ŀŎǘƛǾƛǘƛŜǎΦέ 
Å Section 30:6F-4 - Duties of council :: 2013 New Jersey Revised Statutes :: US Codes and Statutes ::

ÅMonies from the TBI FundŎŀƴ ŀƭǎƻ ōŜ ǳǎŜŘ ŦƻǊ άǇǳōƭƛŎ ƛƴŦƻǊƳŀǘƛƻƴ 
ŀƴŘ ǇǊŜǾŜƴǘƛƻƴ ŜŘǳŎŀǘƛƻƴΦέ 
Å Section 30:6F-6 - Distribution of monies :: 2013 New Jersey Revised Statutes :: US Codes and Statutes 



Definitions for Data Lit Review 

ÅIncidence

ÅNewly diagnosed cases of a TBI/Concussion

ÅPrevalence

ÅThe proportion of population affected by TBI during a given time period or a 

specific point in time

ÅMortality

ÅDeaths

ÅImportant to the state and society but do not access TBI Fund



Data Quality and Limitations

ÅKnown Limitations in current data collections 

ÅUndercounting & Underestimating

ÅChanges in ICD-9 to ICD-10 in 2015

Ådifficulty looking at trends

ÅTBI as Primary diagnosis vs Secondary diagnosis

ÅHospital death certificates vs Medical Examiner 

Å"Blunt traumatic injury" will not be identified as TBI

ÅTBI Registries record only moderate, severe or penetrating 



Data Sources
ÅState of New Jersey--NJ.Gov

ÅDept ofHealth (DOH):  NJ Health Statistics

ÅNothing about TBI in NJ SHAD - NJ State Health Assessment Data

ÅDept of Health:  NJ Commission on Brain Injury Research(NJCBIR)

ÅDept of HumanServices (DHS)--Division of Disability Services (DDS) :  TBI Fund

ÅNational

ÅCDC: The Centers for Disease Control and Prevention

ÅNational Academies of Sciences, Engineering, and Medicine

ÅModel Systems Knowledge Translation Center (MSKTC)

Å Kessler and JFK Rehab's 

ÅNational Data and Statistical Center

ÅNIDILRR:National Institute on Disability, Independent Living and Rehabilitation Research



nj.gov/health

1) Original 
researchand 
2) Central 
registryof all 
persons who 
sustain 
traumatic 
brain injury.

Annual Reports



Facts about Brain Injuries in New Jersey (1/5)

ÅIt is estimated that 12,000 to 15,000 New Jersey residents suffer 

brain injuries from traumatic events each year, of which 1,000 

are fatal. Approximately 175,000 New Jersey residents currently 

live with disabilities from traumatic brain injuries.

ÅLeading causes of traumatic brain injury are motor vehicle 

crashes, falls, assaults, and self-inflicted injuries.

ÅSource:          https://www.nj.gov/health/ njcbir /statistics.shtml             Last reviewed: 10/25/16



Facts about Brain Injuries in New Jersey (2/5)

¶A majority of traumatic brain injuries effect a segment of the 

population under 35 years of age.

¶Brain injury rates rise sharply after age 65, primarily due to an 

increased incidence of falls. 

¶The age pattern of brain injury is similar for all racial and ethnic 

groups.
Source:          https://www.nj.gov/health / njcbir /statistics.shtml             Last reviewed: 10/25/16



NJCBIR - NJ Commission on Brain Injury Research - 2022 
Annual Report(3/5)

ÅIt is estimated that 12,000 to 15,000 New Jersey residents suffer brain injuries 
from traumatic events each year, of which 1000 are fatal.  

ÅApproximately 175,000 New Jersey residents are currently living with 
disabilities that result from TBI.  

ÅThe total cost of ED visits, hospitalizations, and deaths related to traumatic 
brain injuries, either alone or in combination with other injuries, exceeds $82 
billion annually.5

Å5 Based on 2015 estimates from the Centers for Disease Control and the New Jersey Department of Health 
Center for Health Statistics.



NJCBIR - NJ Commission on Brain Injury Research - 2022 
Annual Report(4/5)

ÅTBIs are a major cause of death and disability that contribute to about 30% of 
all injury deaths.2

ÅEvery day,153 persons in the USdie from injuries that include TBI.3

ÅIn 2013, about 2.8 million TBI related emergency department (ED) visits, 
hospitalizations, and deaths occurred in the US.  

ÅOf the 2.8 million motor vehicle injuries, TBI contributed to the deaths of 
nearly 50,000 people, 282,000 hospitalizations and 2.5 million ED visits.4

Å 2, 3, 4- Centers for Disease Control and Prevention, (2016ύΦ ά¢ǊŀǳƳŀǘƛŎ ōǊŀƛƴ ƛƴƧǳǊȅ ƛƴ ǘƘŜ ¦ƴƛǘŜŘ {ǘŀǘŜǎΥ ŦŀŎǘ ǎƘŜŜǘΦέ  !ǾŀƛƭŀōƭŜ ŀǘΥ 
http://www.cdc.gov/traumaticbraininjury/get_the_facts.html.



NJCBIR - New Jersey Brain Injury Registry  
(5/5)
¢ƘŜ ά.Ǌŀƛƴ LƴƧǳǊȅ wŜǎŜŀǊŎƘ !Ŏǘέ ƳŀƴŘŀǘŜŘ ǘƘŜ ŜǎǘŀōƭƛǎƘƳŜƴǘ ƻŦ ŀ ŎŜƴǘǊŀƭ ǊŜƎƛǎǘǊȅ ƻŦ 
people who sustain brain injuries throughout the state. 

Ådatabase that provides information on the 

incidence and prevalence of brain injuries;

Åresource for research, evaluation, and info on TBIs.  

Åcollects data from New Jersey hospitals and provides data analysis for health 

professionals. 



CDC - Fatalities

ÅFACTS: There were 69,000 TBI-related deaths in the United States in 2021; 

Å~ 190 deaths daily   (69K divided by 365 days/year)

ÅMETHODOLOGY:  In 2020, NJ was approximately 2.8% of the US population. 

ÅTo determine a NJ estimate we will find 2.8% of the national value.

ÅTHEREFORE:  69,000 national TBI deaths means possibly 1,932 deaths in NJ annually.

ÅEither there's a significant increase in TBI-related NJ deaths from 2015 to 2021,  or as currently reported as 

1,000 on the website versus a current calculation of approximately 2,000. 

ÅFirearm-related suicide is currently the most common cause of TBI-related deaths in the US.

https://www.cdc.gov/traumaticbraininjury/get_the_facts.html



CDC Report: 

Differences in State Traumatic Brain InjuryςRelated Deaths, by Principal Mechanism of Injury and 
Intent,  τUnited States, 2016ς2018

ÅTABLE 1. Estimated number, age-adjusted rates, and percentage difference from overall U.S. rate oftraumatic brain injuryςrelated deaths, 
by state τUnited States, 2016ς2018

ÅwŜƎƛƻƴϞϞκ{ǘŀǘŜNo. Rate (95% CI) % Difference from overall U.S. rate

ÅU.S. total 181,227 17.3(17.2ς17.4) NA

ÅNortheast 24,550 12.8 (12.6ς12.9) ҍнсΦл

ÅNew Jersey 2,752 9.3(9.0ς9.7) ҍпсΦн

ÅTABLE 2.Estimated number and age-adjusted rates of intentional traumatic brain injuryςrelated deaths, by state and mechanism of injury 
τUnited States, 2016ς2018

ÅRegion**/State Intentional total {ǳƛŎƛŘŜϞϞHomicide

Å No. Rate (95% CI) No. Rate (95% CI) No. Rate (95% CI)

ÅU.S. total 80,479 8.0(7.9ς8.0) 62,985 7.1(7.1ς7.2) 17,494 1.8(1.8ς1.9)

ÅNortheast 8,510 4.8 (4.7ς4.9) 6,463 4.1 (4.0ς4.2) 2,047 1.2 (1.2ς1.3)

ÅNew Jersey 920 3.4(3.1ς3.6) 538 2.2(2.0ς2.4) 382 1.5(1.3ς1.6)



CDC: Morbidity and Mortality Weekly Report (MMWR)

Differences in State Traumatic Brain InjuryςRelated Deaths, by Principal Mechanism of Injury, 

TABLE 3. Estimated number* and age-ŀŘƧǳǎǘŜŘ ǊŀǘŜǎϞ ƻŦ unintentional traumatic brain injuryςrelated deaths, by state and mechanism of injury τUnited 
States, 2016ς2018¶Return to your place in the text
Region**/State

Total Motor vehicle crashes Falls Struck by
/against obj

No.Rate (95% CI) No. Rate (95% CI) No. Rate (95% CI) No. Rate (95% CI) 
U.S. total 98,177 9.1(9.0ς9.1)33,152 3.3(3.3ς3.4)51,903 4.5(4.5ς4.5)992 0.1 (0.1ς0.1)
Northeast 15,592 7.7 (7.6ς7.9)4,4112.5 (2.5ς2.6)9,2674.2 (4.1ς4.3)156 0.1 (0.1ς0.1)

New Jersey  1,7865.8(5.5ς6.1)525 1.9(1.8ς2.1)993 3.0(2.8ς3.2)τ τ

Morbidity and Mortality Weekly Report (MMWR)

Differences in State Traumatic Brain InjuryςRelated Deaths, by Principal Mechanism of Injury, Intent, and Percentage of Population Living in Rural Areas τ
United States, 2016ς2018
Weekly / October 15, 2021 / 70(41);1447ς1452

https://www.cdc.gov/mmwr/volumes/70/wr/mm7041a3.htm



CDC - Incidence - Hospitalizations 

ÅNationally, there were approximately 214,110 TBI-related hospitalizations in 2020 

ÅEstimatefor NJ: 
Å5,995 hospitalizations (2020) 

ÅThese estimates do not includethe many TBIs that are only treated in the 
emergency department, primary care, urgent care, or those that go untreated.

Å https://www.cdc.gov/traumaticbraininjury/data/index.html



CDC & NIDILRR - Prevalence
National Institute for Disabilities, Independent Living and Rehabilitation Research

ÅAmong those with a primarydiagnosis of moderateor severeTBI who 
received inpatient rehabilitation (< of all 10% of all those hospitalized with a 
TBI): 

Å5-year Outcomes:
26% Improved
22% Stayed same, 
30% Became worse,
22% Died

33% rely on others for help with everyday activities 



CDC - Disparities in Occurrence and Access to Care

ÅPeople age 75 years and olderhad the highest numbers and ratesof TBI-related hospitalizations 
and deaths. 
ÅThis age group accounts for about 32% of TBI-related hospitalizations and 28% of TBI-related deaths.

Åhttps://www.cdc.gov/traumaticbraininjury/data/index.html

ÅSome groups are more likely to be affected by TBI than others, including:

ÅRacial and ethnic minorities

ÅService members and Veterans

ÅPeople who experience homelessness

ÅPeople who are in correctional and detention facilities

ÅSurvivors of intimate partner violence

ÅPeople living in rural areas

https://www.cdc.gov/traumaticbraininjury/data/index.html


Traumatic Brain Injury: A Roadmap for 
Accelerating Progress (2022)

ÅAuthor:National Academies of Sciences, Engineering, and Medicine.

ÅThe National Academy of Sciences was established in 1863 by an Act of Congress, as a private 

nongovernmentalinstitution to advise the nation on issues related to science and technology.

ÅThe three Academies work together to provide independent, objective analysis and advice to the 

nation and conduct other activities to solve complex problems and inform public policy decisions.

ÅPeer-reviewed, including Susan Connors at BIAA

Åhttps://doi.org/10/17226/25394



From "TBI A Roadmap" Summary (1/3)

ÅIn the US, 4.8 million people are evaluated in emergency departments for TBI 
each year. 

Å2.8% of pop ~ 96,000 ED evals for TBI annually in NJ

ÅTBI is diagnosed in about 2% of total ED visits, hospitalizations, and deaths. 
(NJ SHAD:2,593,092 ED visits in 2021)

Å51,000 ED visits should resulted in a TBI diagnosis annually

Åhttps://nap.nationalacademies.org/catalog/25394/traumatic-brain-injury-a-roadmap-for-accelerating-progress

https://nap.nationalacademies.org/catalog/25394/traumatic-brain-injury-a-roadmap-for-accelerating-progress


From the TBI Roadmap Summary (2/3)

ÅOne year after injury, 53% of those experiencing a "mild TBI" report persistent 
symptoms and functional impairments.

ÅOnly 13-25% of people with moderate, severe, or penetrating TBI receive 
interdisciplinary inpatient rehabilitation.
ÅMore than 75% of patients with moderate or severe TBI do NOT receive interdisciplinary 

inpatient rehabilitation.

Åhttps://nap.nationalacademies.org/catalog/25394/traumatic-brain-injury-a-roadmap-for-accelerating-progress



Costs - From the TBI Roadmap Summary (3/3)

ÅEstimates of the lifetime cost of TBI in the US, including medical care and such 
indirect costs as lost work, range from

Åapproximately $80 million for the roughly 300,000 TBIs resulting in death or 
hospitalization

Åto more than $750 billion for the more than 2 million total TBIs recorded in 1 
year.

ÅThereforeNJ: $2.24 million to $21 billion per year



Recommendations (1/2)

ÅDistribute "Traumatic Brain Injury:A Roadmap for Accelerating 
Progress", 2022, NAP

Åhttps://nap.nationalacademies.org/catalog/25394/traumatic-brain-
injury-a-roadmap-for-accelerating-progress

ÅUpdate the web page at within the Dept of Health --> Brain Injury 
Research, sidebar:"Related Links", "Brain Injury Facts":

Åhttps://www.nj.gov/health/njcbir/statistics.shtml

https://nap.nationalacademies.org/catalog/25394/traumatic-brain-injury-a-roadmap-for-accelerating-progress


Recommendations (2/2)

ÅConnect with NJCBIR to attain access to database

ÅImprove data collection in NJ when TBI is not primary, or initial, 
diagnosis

ÅImprove data collection for mild TBI incidences and prevalence

ÅDiscuss the relative importance and costs of prevention versus
treatment of existingTBIs is topic forboth data collection and further 
discussion. 



Subcommittee Updates

Consumer and Family Needs

10:40 ï11:05



Subcommittee Updates

TBI and Racial Equity

10:40 ï11:05



Subcommittee Updates

Resource Infrastructure and 

Service Providers Capacity
10:40 ï11:05
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TBI Survivor Board Presentation

Cathy Trapani

11:05 ï11:25



My Story -- What I Needed, 
and Could Still Use

Cathy Trapani



The Basics of My Story
ÅInjured in train derailment at 100mph in 2015 at age 51, while returning home from business in DC.  I was 

a PhD-level Quantitative Research Methodologist.

ÅSilver Linings:

ÅI survived. I had disability insurance and excellent health insurance.

ÅOther party admitted responsibility so no real financial issues. 

ÅMy sister is a surgeon. She used her connections to get me seen by the Trauma group at Rutgers 
University Hospital, Newark, a level I trauma center.

ÅGrey Skies:

ÅTBI was not primary diagnosis

ÅAlthough I had been unconscious, my family was told I did not have a concussion

ÅI had to find my own therapists and I was misdirected on occasion.

ÅAlthough there was a settlement, it equaled about half what the judges thought I should be awarded. 

ÅCurrently, after 8 years, I still see specialists. They anticipate a lifelong need.



Traumatic Brain 
Injury? Brain



TBI Brain Injury Fund

TBI Brain Injury Research
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