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FROM MY DESK

T he Brain Injury Association of America’s 24th

Annual Affiliate Leadership Conference took place

in October and offered sessions on team building,
sponsorship programs, and strategies for resilience. As
in previous years, the conference encouraged affiliate
staff and volunteer leaders to connect with their peers
from around the country and with BIAA’'s Board of
Directors and staff. During the meeting, | was pleased
to present these Awards of Excellence:

« BIA of Kansas & Greater Kansas City - Excellence in Advocacy
« BIA of Massachusetts - Excellence in Advocacy

« BIA of Missouri - Excellence in Advocacy

* BIA of Virginia - Excellence in Collaboration

* BIA of Louisiana - Excellence in Programs and Services

* BIA of New Hampshire - Excellence in Programs and Services
* BIA of North Carolina - Excellence in Programs and Services

* BIA of North Carolina - Excellence in Programs and Services

« BIA of Virginia - Excellence in Governance/Management

Martha Nield, chairperson of BIA of Michigan (BIAMI)
received the Chief Volunteer Officer of the Year. She took
the helm at time of tremendous challenges for BIAMI
because of a change in staff leadership and a change in
Michigan’s No-Fault law. Her combined skills of “polite
persistence” and “walk the talk” leadership stimulated
board interest and involvement. She attended all events
and contributed her time, talents, and financial support
without fail.

Joyce Davis, CBIS, executive director of the BIA of
South Carolina (BIASC), earned this year’s Chief Staff
Professional of the Year. Joyce has successfully lead
BIASC for the past 12 years. In collaboration with
the Board of Directors, Joyce has ensured that the
brain injury services South Carolinians rely on were
delivered without interruption despite significant
funding challenges.

As the holidays draw near, BIAA is always mindful of
what a tough time of year this can be for those who
have experienced great loss. | encourage everyone to
consider art, music, or poetry as a way to express your

feelings and work toward your own healing and that
of those you love. Read this issue to learn about the
positive effects of various art therapies in brain injury
rehabilitation.

And finally, I'll take this opportunity to once again
thank the generous donors who support the Brain
Injury Association of America and our mission

to advance awareness, research, treatment, and
education to improve the quality of life for all people
affected by brain injury. Our work is ambitious and
our resources are limited, so every single dollar helps.
We're proud to recognize those who have made recent
donations and ask everyone to give whatever amount
they can - no matter how large or small.

You have my best wishes for
a happy and safe holiday.

Susan H. Connors, President/CEQ
Brain Injury Association of America
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DARYNE ROCKETT

By Daryne Rockett, Artist, Brain Injury Survivor

playing roller derby, Daryne Rockett opened her
first exhibit of visual art. The exhibit,
“A Show of Hands,” was a tribute to the many helpers
essential to her recovery process.

F ive years after she sustained a brain injury while

Before the injury, Daryne was a clinical social worker
who worked with combat veterans. She also had an
undergraduate degree in theater and was regularly
involved in the performing arts as a harper, songwriter,
and singer - but she had very little experience with
visual art. In the first 18 months after the accident, she
found it too difficult to make music or be in settings
where she used to play. She was unable to work as

she recovered, and needed brain rest prevented her
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from engaging in most of her previous
meaningful activities. Longing for a way
pass the time that would help facilitate
her healing, she began “doodling” small
mandalas on 3.5" square pieces of
paper and coloring the works with
magic markers.

The symmetry and repetition of
patterns was a balm to Daryne’s foggy
brain. As her healing progressed, she
found enjoyment in larger formats

and other mediums. Daryne asked the
many people who supported her for

the traced outline of their hands and
turned these into colorful drawings. The
hands were then used as inspiration for
paintings expressing gratitude for the
entire spectrum of help she has received
on her journey. From speech therapy to housekeeping,
companionship, and support, her community inspired

a beautiful new means of expression.

Daryne painted the cover for this issue of The Challenge!
using acrylics on canvas. She created spirals of patterns
to represent the movement and energy of neural
pathways, overlapping and traveling in many directions,
sometimes disappearing or diving deep into the
painting. Over the patterns, she superimposed the shape
of a brain before inscribing it with a statement about the
duality of injury and recovery.

The Brain Injury Association of America thanks Daryne
for her contribution to this issue! If you like the cover art
and would like to submit your own work, please email
communications@biausa.org. °




USING DIGITAL
THERAPEUTICS
TO IMPROVE

OUTCOMES

umans, for almost as long as we have existed,
have been making and listening to music.
Archeologists have discovered man-made drums

and flutes that are believed to be more than forty Neuroscience research has shown that music has the
thousand years old. Music remains an essential part ability to simultaneously engage multiple regions

of the human experience today, and we are all familiar of the human brain (Peretz and Zatorre, 2005).

with its unique and profound effects. It has the ability Additionally, there is profound evidence that engaging
to motivate us, trigger our emotions, transport us to in music can aid in neuroplasticity (Moore et al,, 2017).
different times and places, and quite llterally help Neuroplast1c1ty isa natural process by Wthh the braln
us heal. Using music in rehabilitation he ates an . 3 NS, an

of the work at MedRhythms, a Maine- based dlgltal is the reason brain injuries can heal. NMTs witness
therapeutics company that uses sensors, software, and neuroplasticity in action in clinical settings every

music to address walking deficits caused by neurologic
injury and disease.

Neurologic Music Therapy (NMT) is a research-based
system of standardized clinical techniques for
sensorimotor, speech, language, and cognitive
training. These treatment techniques are
based on the scientific knowledge in music
perception and production and the effects
thereof on nonmusical brain and behavior
functions. Populations served by NMTs
include stroke, traumatic brain injury (TBI),
Parkinson’s disease, multiple sclerosis, and
others. Therapeutic goals and interventions
address rehabilitation, development, and
maintenance of functional behaviors (Thaut, 2015).

(continued on page 6)
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(continued from page 5)

day. They frequently see people who sustain
neurologic injuries that result in walking
problems begin to walk faster, farther, and
more efficiently after receiving NMT for several
months. This important research has set a
foundation for how music can profoundly affect
recovery from neurologic injuries and diseases.

Over time, clinicians began to notice that
patients who received NMT recovered faster than
with the standard of care alone. Patients noticed
the dramatic improvement, too. Unfortunately,
those receiving NMT often had to discontinue
the treatment regardless of whether they
showed functional improvement. Sometimes

the discontinuation of treatment was due to

the cost of therapy, as NMT is primarily funded
out-of-pocket. Sometimes it was due to patients
relocating and no longer having access to NMT
services. There are millions of people who

could benefit from NMT and only approximately 3,000
therapists worldwide with NMT training. Therapists
turned to the field of digital therapeutics for solutions.

The digital therapeutics industry is made up of
companies that develop evidence-based therapeutics
through technology, including hardware and

software programs. MedRhythms, founded by Brian
Harris, therapist, and supported by Owen McCarthy,
entrepreneur, is in the process of developing its first
digital therapeutic, a prescription software system

that uses 3D motion sensors and music to support the
walking rehabilitation of adults with neurologic injuries
or diseases, such as stroke. Walking rehabilitation has
been the focus of this digital therapeutic because it
shows the most quantitative, dramatic improvements
when using music to improve walking. This intervention
is known as Rhythmic Auditory Stimulation (RAS).
There is substantial evidence that walking in sync with a
beat can help those with brain injuries and neurological
diseases walk faster, longer, and more symmetrically
(Thaut, 2013).

The MedRhythms digital therapeutic system is designed
to replicate RAS with a mobile app, sensors that attach
to shoes, and headphones that play personalized

music. Users walk to the beat of the music they hear

as an algorithm, and embedded sensors take in data
and change the music in real-time according to the

“(SHALLENGE!

Patient
Starts Walking

User Preferred
Music is Delivered

Sensors Collect
Gait Information

CTAs Are Actively
Running Throughout
 Treatment Sessions

0™,

Algorithms Change
The Music

RAS protocol. Depending on how well the user is

able to walk to the beat, the algorithm augments

the tempo and rhythmic structure of the song being
played through the headphones to drive users toward
improved clinical outcomes.

The goal is for this device to make the benefits of NMT
accessible to all who need it. It is designed for in-

clinic use by physical therapists who are not trained

in NMT as well as for in-home use without the need of
any kind of therapist present. Along with developing
this walking-focused product for stroke survivors in
the chronic stage of their recovery, MedRhythms will
continue its work toward gaining FDA approval, making
this reimbursable by insurers, and commercializing the
device as soon as possible.

This digital therapeutic for post-stroke walking deficits
is just the beginning as there are many other patient
populations that could benefit from RAS. These include
those living with TBI, Parkinson’s disease, multiple
sclerosis, and Alzheimer’s disease. In addition to
improving walking function, NMT techniques are
effective in helping people with certain neurologic
injuries and diseases to regain language and cognitive
skills. The possibilities are endless, and the work has
only just begun. L]

References available at www.biausa.org/digitaltherapeutics.



Have you or your loved
one had a brain injury?

(also known as a head injury, concussion, or coma):

Call our toll-free number to speak
with a brain injury specialist.
Monday through Friday
9:00 a.m. - 5:00 p.m.

1-800-444-6443

BRAIN INJURY
ASSOCIATION

Receive individualized, confidential
resources and support.

We understand.

We know what can happen when someone experiences a blow or jolt to the head. Ferhaps the injury

was caused by a fall, motor vehicle crash, sports mishap, or violent behavior, or the result of stroke, near
drowning, or infection. No matter the scenario, a brain injury is not simply an event or an outcome — it

is often a misunderstood diagnosis. A person with a brain injury may have physical problems or trouble
remembering things. Sometimes, there is a change in the person’s behavior and it may be hard for him or her
to think clearly.

We can listen.
You need accurate and reliable information regarding brain injury.
You are not alone.

We can help.

The National Brain Injury Information Center is a toll-free telephone
service for getting information, resources, and services in your community.
We provide information about:

-

* Local treatment and rehabilitation options
* Public funding programs Coping with changes

* Legal issues and access to Planning for your future
Preferred Attorneys * Counseling services
* Resources for veterans = Respite care

Living with brain injury

For general information about brain injury, visit www.biausa.org.
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THE ARTS PROVIDE

OPPORTUNITIES
FOR COMMUNITY RE-ENTRY
- AND SELF-EXPRESSION

| AFTER BRAIN INJURY

By Amanda Mast, M.S., CCC-SLP. CBIS, Roger C. Peace Outpatient Brain Injury & Young Stroke Program

“We've all had 9/11s in our lives,” stated poet Glenis

Redmond. “And through tragedy, there is opportunity

for kindness and connectedness.” Redmond is Poet-
in-Residence at the Peace Center for the Performing
Arts in Greenville, South Carolina. Through a grant
offered by the Broadway League last spring, a group
of individuals recovering from brain injury, their
caregivers, and clinicians participated in a series

of events at the Peace Center that used the arts to
explore and address communication, awareness,
adjustment, self-expression, and community reentry
after brain injury.

The Roger C. Peace (RCP) Outpatient Brain Injury &
Young Stroke Program, a clinic based in Greenville,
has always emphasized community reentry and
facilitated both individual and group community
outings. Given that a brain injury can affect a

(EHALLENGE!

ké The program enhanced

my ability to read, pay

attention, and remember. ??

person’s communicative, cognitive, physical, and
emotional abilities, rehabilitation must help people
cope with these changes and function in a variety of
settings. The Broadway League grant allowed RCP to
collaborate with the Peace Center,; increasing access
to local events and helping RCP enrich the therapy
experiences of the individuals it serves.

The group discussed “Come from Away,” a Broadway
show filled with stories told directly following the
events of 9/11. After exploring the show’s themes,
including personal identity and our place in the




world, Redmond led participants to create
and express a personal poem. Patient and
caregiver participants were invited to
consider, process, and share their personal
experiences about how brain injury has
impacted their lives. Tracy Graham, a speech-
language pathologist, reported that “writing
a personal poem really empowered all of us.
This was a great opportunity for patients
and caregivers to come together and express
very important events from their lives. As a
clinician, this program helped me to have a
better understanding of the emotional issues
impacting my patients.”

Patient and caregiver participants were later
invited to read or listen to “The Day the World
Came to Town” by Jim Defede, the novel on
which “Come from Away” is based. The community
held a book discussion, allowing participants to
connect with the themes of the novel. Attendees
explored how their experience of 9/11 affected them
differently at different ages or stages of life. Some
readers related more personally depending on the
city in which they lived or the people they knew who
were directly affected by the attacks. Considering
other people’s circumstances, perspectives, and
reactions to the life-altering events unveiled in the
text proved beneficial to supporting patient and

Participants attend “Come From Away" at the Peace Center.
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Peace Center staff and Broadway League grant participants gather
to discuss “The Day the World Came to Town.”

caregiver awareness, self-reflection, and adjustment
in their recovery process. One patient participant
stated, “The program enhanced my ability to read,
pay attention, and remember. Most important was
my ability to correlate the episodes from the play to
those in the book. It helped me to better understand
the play.”

Lastly, participants attended a live
performance of “Come from Away” as a
supported, group community outing at
the Peace Center. The outing was a fun
way to address community mobility,
communication, social skills, attention,
functional problem-solving, and more.

The arts are a useful platform to explore
self-expression and help establish a new
identity after brain injury. They present
opportunities for creativity and self-
exploration, encouraging individuality and
leaving room for adjustment to a “new
normal.” Creative community reentry
opportunities like those afforded to the
Broadway League grant recipients enrich the
therapy experience of individuals recovering
from brain injury, support the recovery
process, and improve quality of life. °
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favorite song came on the car radio, had

the time of your life dancing with loved
ones at a celebration, or nourished your
soul by playing an instrument, you have
felt music speak to you in some way. There
is no doubt that music is an integral part of
our fabric as human beings. Music has the
power to excite, to soothe, and to heal. The
right combination of chords, melody, and
words can elicit memories and draw out
powerful emotions.

I f you've ever felt excited when your

Music is equally powerful for people with
acquired brain injury (ABI) . ABI can result
in impairments that affect physical and
cognitive function as well as emotional and
behavioral stability. These impairments
can have a significant impact on the lives
of individuals with brain injury. In addition
to changes in personality and self-
perception, individuals with brain injury
need to adapt to lifestyle changes including
new therapies, new relationships, and
community reintegration.!

Most individuals with brain injury are at
least partially aware of their limitations,
which can lead to increased agitation and depression.
. Music has the potential to help people feel a
I n C O r O r a tl n connection to something familiar and consistent
p g - a feeling often desired post-injury. In turn, this
= = connection to music can have a positive effect on
IVI u S I C I n T h e r a mood, socialization, and participation in daily
p y activities throughout the recovery process.? Music
can routinely be used as an effective tool during

fo r I n d iVi C u a | S physical and occupational therapy sessions

to improve motivation, participation, and
socialization. Consider the following examples of

W it h A C q L i r e d patients with ABI who have been helped through

the use of music therapies:

B r a i n I n j u Fy @ Alex is a 49-year-old man who suffered a gunshot

wound resulting in injuries of the bilateral

temporal lobes of his brain. Every day, like
clockwork, Alex will ask for RUSH, a progressive
Canadian rock band known for intelligent lyrics
and expert musicianship, to be played on his
iPad. Some days, Alex can be observed smiling



to himself as he listens. Other days, the music will
make him cry and he will be unable to explain the
emotions he is feeling. Alex has memory deficits
that severely impact his everyday function, yet

he finds an emotional connection to his past
through music. The feelings associated with his
listening to RUSH allow him to tap into memories
and emotions that his brain is otherwise unable

to access, which encourages him to engage with
others. In a setting where music is being played
and he feels comfortable, he is more interactive

and motivated to complete therapeutic tasks. In
addition to memory deficits, Alex has difficulty with
sustained attention, which is exacerbated when it
involves a task that does not interest him. The use
of music allows him to work on sustained attention
tasks for longer periods of time, such as scrolling
through a playlist to search for a song or video, or
playing a game of Wii bowling with fewer breaks.

@ Morris used to be the lead singer in a band. At
the height of his career;, an injury to the frontal
lobe of his brain left Morris with deficits in his
problem-solving skills as well as loss of functional
memory and attention. He experienced changes
in personality and suffered from uncontrollable
emotional and social behaviors. Despite these
impairments, he is still an expert in musical
trivia. When he is singing in a karaoke group or
performing on his guitar, he has an opportunity
to share an experience from his past connected
to the song or the artist who created it. After
his injury, Morris’ social skills were affected
and he frequently becomes distracted and
tangential. This limits his ability to engage in
meaningful conversations or teach others to
play an instrument, a goal toward which he is
currently working. When instructing others to
play an instrument or participating in music
trivia, Morris is able to maintain attention to the
tasks at hand with minimal distractibility. This
is an improvement as he sometimes requires
maximum verbal cueing to maintain attention in
other structured tasks that don’t integrate music. w g | L]
The incorporation of music into the performance L S p e C I a t re e
of therapeutic tasks results in a more meaningful w Brain + Spinal Cord Rehabilitation
session, and he is able to work toward his goals
and connect with peers.

' 800-648-6885 specialtree.com

(continued on page 12)
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(continued from page 11)

Q Jim is a young man with ABI. Despite suffering
significant physical and cognitive symptoms, he

maintains maximal awareness of his impairments.

This awareness of his motor planning deficits
exacerbates his baseline depression, anxiety,

and self-consciousness. He is not quick to solve
problems or grasp concepts in the way his peers
can and rarely socialized with people after

his injury as a result. During therapy, music is
incorporated into his treatment sessions and
helps to improve his mood and reduce his anxiety.
This fuels a change in his perception of himself,
and his improved confidence encourages him

to socialize with his peers. During sessions that
do not incorporate music, Jim is more likely to
be withdrawn and disengaged. When music is
played, he initiates and follows through with
conversations. Selecting songs of his liking helps
Jim engage muscle memory and participate in
more challenging bilateral coordination and
dynamic balance activities that are otherwise too
difficult, such as getting dressed while standing.

IS UPPER LIMB SPASTICITY
TYING YOU DOWN?

Tha JUNIF ER s1udy &5 now earoliag participaals experieacing
spasticity in he arms (akso called wpper limb spasticity or UL%)

f you hawe ULS after a stroke or fraumatic brain injury (TBI), then you may be familiar
with the discomdort and pain that can be associaled with this condition. This discomfior
spasms, and
unconbrolesd musches of the fingers, wrists, arms, or shoulders. These symploms may
alsn make you feal tired, uncoondinated, and weaak,

is causad by muscle tightness, joint =tiffness, ivoluntary jerky movemen

To be eligible to participate in the JUNIPER Study, you (or a loved one) must be®;
= 18 to 70 years of age
& Diagnosad with moderate-1o-severa ULS after a stroke or TBI

"Flease nole This i ol a complete kst of sbgbilty oiena

JUNEF‘ER

' revance
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People with ABI are at high risk for major depressive
disorder, anxiety, and diminished function that can lead
to poorer health and quality of life.® Individuals with
varied deficits often feel isolated and disconnected
from others, particularly if they have impairments in
communication or language. Clinicians often see the
positive influence of music in therapy for clients who
had a connection to music pre-injury as well as those
who haven't. In addition to seeing the effects of music in
various individuals, the impact can also be seen across
group settings. Using music in a group fitness setting,
for example, allows individuals to enjoy the same music
while working on diaphragmatic breathing, stretching,
strengthening, coordination, proprioception, and
sustained attention. Playing relaxing music along with
guided meditation can aid in decreasing anxiety and
developing coping skills for stress.

Many individuals with brain injury are left with
impairments that affect physical, cognitive, social,

and emotional function, and these impairments often
affect an individual’s sense of self. This loss of identity
can negatively affect participation in physical or
occupational therapy sessions, which limits the benefits
of therapeutic interventions. Music can be a useful tool
in bridging the gap between past and present for these
individuals, positively influencing their motivation,
initiation, mood, attention, memory, and movement.*
Playing music during group sessions often leads to
increased socialization and helps to create a sense of
community. Therapists can incorporate music into
individual or group sessions to facilitate enthusiasm,
active participation, collaboration, and carry-over.
Integrating music into therapy sessions helps maximize
therapeutic benefits and therefore contributes to
improved daily function and overall quality of life. °

REFERENCES
' Bradt et al. Music therapy for acquired brain injury. Cochrane
Database of Systematic Reviews. (2010). 7; 1-42.

2Nayak et al. Effect of Music Therapy on Mood and Social
Interaction Among Individuals with acute Traumatic Brain Injury
and Stroke. Rehabilitation Psychology. (2000). 45; 3:274-283.

®Bombardier et al. Rates of major depressive disorder and clinical
outcomes following traumatic brain injury. JAMA. (2010). 303;
19:1938-1945.

*Kim et al. Effects of Music Therapy on Mood in Stroke Patients.
Yonsei Med J. (2011). 52; 6:977-981.



By Rosalie Johnson, Survivor Representative, Brain
Injury Association of New Hampshire

after a brain injury or stroke will lead to dozens

Any online search for information about art therapy
of websites. Many of these sites will explain the

\ d o™

s benefits of sculpting, weaving, painting, writing, music,
.- . dance - the list is as endless as the number of websites.
:\%

o Combined with traditional therapies, art can be very

powerful. In the late 1800s, Florence Nightingale noted
the effects of art on recovery stating, “Variety of form and
brilliancy of color in the object presented to the patients
are an actual means of recovery.”

To see the benefits of art as a healing tool, it just takes
a one-day visit to Krempels Center in Portsmouth,
New Hampshire. A nonprofit organization dedicated to
improving the lives of people living with brain injury,

(continued on page 26)

Members work together to build fairy houses for entry in the Portsmouth Fairy House Tour Competition

7
k& Variety of form and brilliancy of color in the object presented
to the patients are an actual means of recovery. 77
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HONOR ROLL OF DONORS

August 1, 2019 — October 31, 2019

HONORS In honor of Dr. Nadia Webb In memory of Dustin Jennings
In honor of Mike Bigogno Chidi I. James Ms. Dana Burchfield
Mr. & Mrs. Ji d Sh dd
r rs.Jim and Sharon Ju In honor of Anita Winstead In memory of John Klossner
ry
In honor of William J. Bray, Jr Mrs. Lucy A. Scott Alpha Gamma Rho - lota
Mrs. Carol B
fs. Larol bray MEMORIES In memory of Maxine Miller
In honor of Patrick Bush Mr. & Mrs. Stephen and Lareen Jacobs
Mr. Mark Bush In memory of
Doris "Dottye" Buchmueller In memory of Leela Narasimhan
In honor of Anthonv Curtis Mr. & Mrs. Michael and Dr. Sundaram Narasimhan
Mr. Philli Frayo Kimberly Curia
' prrag Mr. Carl Mann In memory of Karen A. Reitter
In honor of Kerri Hatch Reed Moneta Group Mr. Frank Reitter
Mr. & Mrs. David and Audrey Hatch Ms. Mary 5. Reitter
In memory of Joseph Burda
In honor of Nancy Hays Mrs. Maureen Alterman In memory of M. Bernice Reitter
Mr. & Mrs. Charles and Joann Hays Mr. Frank R61t.ter
In memory of Ms. Mary S. Reitter
In honor of Steven Hersch Michael Christopher Carey .
Ms. Laurie Hersch Ms. Rosemary Carey In memory of Donald Vegliacich
Ms. Gabriele Heidemann
In honor of Blake Hutto In memory of Ch.ristopher Conklin
r. & Mrs. Don and Mary Duncan
Mr. & Mrs. Don and Mary D Mr. Kevin Walker SUPPORT
In memory of In support of
In h};g"gg;‘?{;:&gg"rd Jared Harlan Feigenbaum Bowling for Brain Injury - Cincinnati
' Mr. & Mrs. Robert and Encompass Health
. Roberta Feigenbaum
h]l)h(,)rl;lor of Dr.('jl‘ll\:[on;as.l\ll\l/[l.rsen Mrs. Shirley Feigenbaum In support of
Mr 8rler;)r;1eari) ?r?e an(Si. PZ:rlicinlenft’f)tts Driskill/Davis Appalachian Trail
' ’ In memory of Dr. Irving Feigenbaum Mr. Pooh Bear
Mrs. Shirley Feigenbaum Mr. Emek Davis
In honl\(/;r (l:/f]o.se%l[l Kl Mugler Ms. Catherine Driskill
. t o
. vartta Bugler In memory of Matthew Huffman Mr. Ed Gamaitoni
, . Mr. & Mrs. William and Susan Shi Mr. Corvin Keefover
In honor 02 }l?l('i .C;regory O’Shanick PP Mrs. Aileen Lennon
idi1. James In memory of Jill Hursts Mr. Bryan Messick
Inh £ Marv Reitt Ms. Laurie Barlow Mrs. Stacy Polish
n ol\l/llorlv([) ‘l’;y }?l er Ms. Mary Clark Mr. & Mrs. Emery Shekiro
§. Mary Roac Ms. Olivia Ripy Ms. Hollis Shekiro
. Mr. Sunny Stewart Mr. & Mrs. Joe and Deb Shekiro
In honor of John F. Stebbings Mrs. Mary Anne Stidd

Mr. & Mrs. John and Marlene Stebbings M. Joel Vosselman

14 ~(EHALLENGE!



In support of
National Concussion Awareness Day
Mr. Rob Banspach
Ms. Valerie Crowell Bridge
Ms. Amy Haas
Mr. David Krzywda
Ms. Joanne Leblanc
Ms. Sandra Mattingly
Mr. Matthew McCoy
Dr. Stephanie Mills
Ms. Suzanne Perlee
Skavdahl

In support of the
Maine Support Group Retreat
Maine Brain Aneurysm
Awareness Committee

FACEBOOK FUNDRAISERS

The Brain Injury Association of
America (BIAA) is grateful for the
individuals listed below who held
fundraisers benefitting BIAA through
Facebook. A complete list of donors
to these fundraisers will be included
in BIAA’s Annual Report.

Mr. Shawn Allen
Ms. Norma M. Allex
Ms. Emma Mae Alyssa
Ms. Margie Ann
Ms. Britt Any
Ms. Shasmin Asbury
Mr. Paul G. Bosworth
Mr. Kodi Campbell
Ms. Tonianne Cecere
Mr. Matt Cesar
Ms. Bailey Clark
Mr. Fonzy Con
Ms. Alexandra Deanne Craig
Mr. Matthew Crane
Ms. Martha Curti
Ms. Haylie Cusanelli
Ms. Margaret Diaz
Ms. DeAnna Marie DiFabio
Ms. Liz Djakov
Mr. Quentin Drake
Ms. Jamie Feil
Mr. Mitchell Ferstenfeld
Ms. Gina Frezza

Ms. Nicole Gebhart
Ms. Cora Gillenwater
Ms. Samantha Glosser
Mr. Joe Gutowski
Ms. Kelly S. Haake
Mr. Jeff Hall
Ms. Katie Haller
Mr. Tyler Harri
Ms. Natalie Hartell
Ms. Kim Gray Haye
Ms. Jessica Henn
Ms. Keeley Hibdon
Mr. Matt Hill
Ms. Stephanie Holbert
Mr. Kindan Jackson
Ms. Andrea Shelane Johnson
Mr. John David Jone
Ms. Caroline Sunshine Jordan
Ms. Calla Jower
Ms. Heather Katz
Ms. Judit Kedvesi
Ms. Alexandra Konikow
Mr. Jeremy Koonce
Ms. Taryn L.
Ms. Denise Heavin LaGasse
Ms. Laura Levreault
Ms. Tori Lovern
Ms. Shannon Catherine Marie
Ms. Paige McHale
Ms. Suzana Meatric
Ms. Claire Miller
Mr. Matt Mittelman
Mr. Andrew Morri
Ms. Nancy Mott
Ms. Annie Murphy
Mr. Alex Passante
Ms. Jenna Peavy
Mr. Daxx Prelude
Ms. Elizabeth Ralph
Ms. Renee Rhode
Mr. Donny Riddle
Ms. Nancy Roemer
Ms. Zuania Sierra Rosado
Mr. Nicholas Ruchlewicz
Ms. Pamela Diller Rudnicki
Mr. Eddie Salvi
Ms. Kristen Schuyler
Ms. Mi Shelley
Ms. Brittany Shikle
Mr. Andrew Smith
Mr. Nick Staub

Mr. David Stephen
Mr. John Strand
Ms. Moni Franklin Subzwari
Ms. Batista Sumbe
Ms. Sandra Taylor
Ms. Ariana Brooke Tsalamandri
Ms. Madison Vasser
Ms. Alexis Vazquez
Ms. Kimberly Weaver
Ms. Janna White
Ms. Jennifer White
Ms. Mabry Wilkinson
Ms. Mabry Wilkinson
Ms. Dorothy Worrell

GENERAL DONATIONS

Dr. Stuart Abramson
Mr. & Mrs. George and Harriet Agius
Ms. Gemma Allman
America's Charities
Mrs. Kory Lyn Angeli
Mr. & Mrs. Guillermo and Enid Arbona
Ms. Veronica Bach
Ms. Earnestine Bailey
Mr. Brendan Beardsley
Brain Injury Association of New
Hampshire
Mr. Michael Brown
Dr. Thomas Caporale
Ms. Marilyn Carr
Mr. Larry Cervelli
Mrs. Sandy Coltman
Mr. & Mrs. Gordon and Doris Conklin
Ms. Suzanne Crandall
Creative Work Systems
Mr. Joseph Crusey
Mr. William Dane
Ms. Shana De Caro
Mr. & Mrs. Geoffrey Duffine
Ms. Nancy Dunn
Mr. Bud Elkind
Mr. Dennis Fogarty
Mrs. Hilary Forlenza
Ms. Dawn Forrest Dolson
Ms. Deborah S. Freedman
Mr. Ken Freeman
Dr. Rolf Gainer
Mr. Stephen Philip Gianni
Mr. & Mrs. Kirt and
Catherine Grochowski

(continued on page 16)
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Hannaford Bags 4 My Cause
Ms. Laura Hanson
Ms. Audrey Hatch
Ms. Tracy Hayes
Mr. & Mrs. Al and Betty Hennessey
Ms. Nancy Hensel-Blaser
Ms. Liz Hoffmann
Ms. Stacey Hopner
Mr. & Mrs. Kevin and Karol Johns
Mr. Paul Keller
Mr. & Mrs. Walter and Susan Kilcullen
Mrs. Erin Kilduff
Ms. Robin Kirberney
Ms. Maria Klingner
Ms. Lou Koller
Mr. Kenneth Kolpan
Mrs. Kelly Kozak Mearis
Ms. Willa Kravitz and
Ms. Mickey Osterneck
Ms. Julie Krupa
Mr. Tom Kurosaki
Mr. M. Lawrence Lallande
Mr. Bruce Leasure
Ms. Amy London

Mr. Eduardo Lopez
Mrs. Donna Loughney
Ms. Jodi Lynch
Mainline Rehabilitation Associates
Ms. Amanda Mast
Mrs. Martha McDonald
Mrs. Sheilly McNally
Ms. Jessica Monroe
Ms. Julie Murray
Mrs. Faye Nance
Ms. Christy Neville
Dr. Victoria Newman
Mr. Henry Nichols
Mr. & Mrs. Dave and Elaine Nokes
Mrs. Diane Nunes
Mr. & Mrs. Stephen and Susan Pace
Mr. & Mrs. Daniel and Jill Pando
Ms. Georgia Pearson
Mr. & Mrs. Jerry Pearson
Mr. R. Jon Richmond
Mr. Steven Roberts
Robin Hill Farms
Mr. Mordecai Rochlin
Mr. & Mrs. Howard Rome

Ms. Carla Russo
Dr. M. Elizabeth Sandel
Ms. Constance Sanders
Ms. Lisa Sapowith
Mrs. Karen Schwing
Mr. & Mrs. Mark and Nancy Skjervheim
Ms. Linda Smith
Ms. Michele Speight
Mr. & Mrs. Peter Stanko
Ms. Carole Starr
Mr. & Mrs. Richie and Sue Taffet
Mrs. Fran Taub and Family
Mr. Parker Thompson
Ms. Jessica Ticzon
Ms. Susan Toussaint
Mr. Paul Villar
WakeMed Gives Employee Campaign
Ms. Mary Weiner
Ms. Lorrie Winslow
Mrs. Donna Zides
Mr. Stanley Zube

THANK YOU!

WE BELIEVE IN COMEBACKS.

Hope Network Neuro Rehabilitation is a leading provider of post-hospital,

community-based rehabilitation services and specialized medical care for
those who have sustained a brain or spinal cord injury, suffered a stroke,
or have other neurological conditions. Comeback stories start with Hope.

TRANSITIONAL | NEUROBEHAVIORAL | DAY REHAB | RETURN TO WORK

HOPE S@NETWORK
NEURO REHABILITATION

HOPENETWORKREHAB.ORG | 855.407.7575
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By Amy Colberg, M.Ed., Director of Government Affairs, Brain Injury Association of America

BIAA Leads Concussion Awareness
Resolution in Congress

Sens. Maggie Hassan (D-N.H.) and Shelley Moore
Capito (R-W.Va.), along with Reps. Pascrell and Bacon,
introduced a resolution to honor September 20 as
National Concussion Awareness Day. The Brain Injury
Association of America (BIAA) worked with each office
to secure champions for this important resolution
recognizing concussion. This was the first time a
concussion resolution has passed both the House of
Representatives and the United States Senate.

BIAA Advocates for Veterans Affairs
Assisted Living TBI Program

In 2009, BIAA collaborated with the Wounded Warriors
Project to persuade Sen. Lindsay Graham (R-S.C.) to
support the establishment of an Assisted Living -
Traumatic Brain Injury (AL-TBI) program within the
Veterans Administration. The program was established
as a pilot and ended in 2017. BIAA and others have
been advocating to reinstate the program ever since. In
September, Reps. T] Cox (D-Calif.) and John Rutherford
(R-Fla.) drafted a letter to Secretary of Veterans Affairs
Robert Wilkie inquiring as to the VA's plans for the
veterans with TBI who still require assisted living care.
At BIAA's urging, Reps. Pascrell and Bacon circulated

a Dear Colleague letter asking others to sign the letter
to Sec. Wilkie. BIAA Government Affairs Director Amy
Colberg obtained help from members of the Coalition to
Preserve Rehabilitation to secure sign-ons in support of
the VA inquiry from 55 Members of Congress.

BIAA Meets with New Director of the
Division of Injury Prevention at CDC

The Centers for Disease Control and Prevention (CDC)
has approved the reorganization of the National Center
for Injury Prevention and Control (NCIPC), to better
address both current and anticipated organizational
needs across TBI, transportation safety, older adult falls,
drug overdose, and emerging drug threats programs.
BIAA President/CEO Susan Connors met with Judith
Qualters, Director, Division of Injury Prevention, NCIPC,
to discuss the re-organization and CDC'’s continuing role
to support the TBI program within the agency. BIAA
recently partnered with CDC for a special back to school
e-newsletter that highlighted CDC’s work in brain injury.

BIAA Advocates to Reauthorize PCORI

BIAA participated in a Capitol Hill fly-in day in
September to advocate for reauthorization of the
Patient Centered Outcomes Research Institute (PCORI).
Funding for PCORI ended September 30. The short-
term Continuing Resolution, H.R. 4378, that Congress
recently passed extended government funding to
November 21, 2019, and provided a similar short-term
extension of several health care initiatives, including
PCORI. While Congress did extend the life of the PCORI
Trust Fund, which would have expired on September
30, 2019, lawmakers did not extend any of the funding
mechanisms. This means PCORI will not receive any
FY2020 funds during the short extension. BIAA will
continue to work with stakeholders to make sure
PCORI receives full funding.

(continued on page 18)
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(continued from page 17)

Senate Special Committee on Aging
Holds Hearing on Older Adult Falls

The Senate Special Committee on Aging, chaired by
Sen. Susan M. Collins (R-Maine) and co-chaired by
Ranking Member Robert P. Casey, Jr. (D-Pa.), held a
hearing, “Falls Prevention: National, State, and Local
Solutions to Better Support Seniors,” Oct. 16. While

the hearing focused on prevention, some of the
information submitted, including a statement of record
and questions for the panelists submitted by BIAA,
noted the high incidence of fall-related TBI among older
Americans and the need for screening and education.
The committee produced a report that also noted that
older adults are at a particularly high risk of sustaining
fall-related TBIs and tend to suffer worse outcomes
compared to other age groups.

Sens. Collins and Casey sent letters to four federal
agencies - the Food and Drug Administration,
the Centers for Medicare & Medicaid Services,

Department of Housing and Urban Development,

and the Department of Veteran Affairs - requesting
information about their falls prevention programs.
Sen. Collins passed a resolution Sept. 25 on National
Falls Prevention Awareness Day. Sen. Casey was among
the co-sponsors.

President Signs Stop-Gap Funding Bill

President Trump signed the Further Continuing
Appropriations Act, 2020, and Further Health
Extenders Act of 2019, H.R. 3055, to continue funding
federal agencies through Dec. 20. The legislation funds
most programs and activities at the FY2019 levels with
several exceptions that provide funding flexibility and
additional appropriations to various programs. The
measure also extends several expiring health programs,
including several public health, Medicare, and Medicaid
authorities and programs, the Temporary Assistance for
Needy Families program, and related programs. Fund.
Federal funding was set to expire Nov. 21.

SAVE T

E DATE!

Brain Injury
Awareness Day
on Capitol Hill
Is March 4, 2020

For more information, visit www.biausa.org
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MONTERO |

[Faw.Center s

More Than 30 Years Serving

Brain Injury Survivors

ACCIDENTS

Construction = Auto = Maritime
Aviation + Railroad - Slips & Falls

INADEQUATE SECURITY
954-767-6500 Fort Lauderdale WORKERS COMPENSATION
888-459-0529 Toll Free
IMMIGRATION

WWW.MONTEROLAW.COM » CRIMINAL DEFENSE
\\L

BIAA Supports Provisions of the
Proposed Prescription Drug Price
Reduction Act

BIAA signed a letter drafted by the Consortium for
Citizens with Disabilities Health Task Force to Senate
Committee on Finance Chair Sen. Chuck Grassley
(R-lowa) and Ranking Member Ron Wyden (D-Ore.)
regarding the Prescription Drug Price Reduction

Act (PDPRA) of 2019. The CCD Health Task Force
strongly supports capping out-of-pocket costs for
Medicare Part D and many other provisions of the
bill. The creation of an out-of-pocket cap will help
people with disabilities and chronic conditions on
Medicare who face significant prescription drug costs.

The PDPRA sets a cap at $3,100 beginning in 2022. GET JUS“CE FIND A BlAA

The organizations urge Congress to institute the cap
sooner and to lower the cap to $2,000 as proposed in PR EFE R R E D ATTO R N EY
the Lower Drug Costs Now Act of 2019, H.R. 3. °
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DELAWARE

The Brain Injury Association of Delware (BIAD) had a
busy few months! The 12th Annual BIAD Crab Feast,
in honor of Jonathan and Maureen Miller, was held

in August and was a great success! The event raised
funds to allow the organization to continue increasing

BIAD board members raise awareness of substance abuse through
Delaware Goes Purple.

KANSAS

The Brain Injury Association of Kansas and Greater
Kansas City (BIAKS-GKC) hosted the 32nd annual
Memorial Day Run for Brain Injury May 27. More than
1,000 runners and spectators participated in the 10K,
5K and 1.5 mile walk in Kansas City’s beautiful and
historic Loose Park. Besides being BIAKS-GKC'’s largest
fundraiser, the run is a powerful tool to raise awareness
of brain injury.

BIAKS-GKC collaborated with multiple statewide
partners to host an educational event, “Life After
Concussion and Brain Injury,” at a state office in Parsons
Oct. 11. The event featured more than five hours of
education and training about brain injury, employment,
mental health, advocacy, and measuring quality in-home
and community-based rehabilitation.

Planning team members were from programs funded
by the Administration for Community Living. These
included the Disability Rights Center of Kansas, which
provides protection and advocacy services; the Aging
and Disability Resource Center, which performs
functional assessments for Kansas’ most recent Brain
Injury Waiver; Southeast Kansas Independent Living

20 “(EHALLENGE!

STATE AFFILIATE NEWS

awareness and providing education for those affected
by brain injury in Delaware.

BIAD continued outreach efforts by attending many
community and professional events, providing education
to families, children, and veterans throughout the state.
Staff and board members joined the Delaware Goes
Purple movement and wore purple clothing to raise
awareness of substance abuse. Lastly, the organization
created a fourth support group in the Kent County area.

The BIAD conference committee is working on the
annual conference, which will be held March 5, 2020,
at the Dover Downs Hotel. The conference theme

is “Connections Through the Continuum.” For more
information about BIAD, visit www.biaofde.org.

Lastly, BIAD is pleased to announce that it has moved
into a new office. The Association has plans to open a
brain injury community resource center.

“Life After Concussion and Brain Injury” event planning members
Rocky Nichols, DRC (left); Joan Newman, ADRC; Jennifer Carter,
Kansas Vocational Rehabilitation; Robin Abramowitz, BIAKS; Debbie
Chiappetti, University of Kansas Medical Center; and Shari Coatney,
Southeast Kansas Independent Living Center, gather for a picture.

Center; Kansas Vocational Rehabilitation; and Kansas
Department for Aging and Disability Services.

The event included continuing education units for track
for health professionals with speakers Janet Williams,
Ph.D., CEO and President, Minds Matter LLC; and Roscoe
Burrows, Ph.D., NRI Program Director, Brookhaven
Rehabilitation Hospital. The event was appropriately
held in October during National Disability Employment
Awareness Month. Several speakers focused their
comments on awareness and employment services for
people with brain injury.



Family Owned & Operated

Specializing in the treatment of
traumatic brain injury since 1987.

REHABILITATION .

Wnﬁ Services Uffer:;NTEn” -

Residential Care
* Rehabilitation Services
* Behavioral & ”
Vocational Programs
= 150 Years Combined
Clinical Experience
*+ Pediatric Program.
= Assessment and Evaluation
p TRAVERSE CITY LOCATION
* 24 Hour Trained Staffing 4040 Beacon St. * Kingsley, Michigan 49649

+ Outpatient 10 Miles South of Traverse City
o Respite Care (231) 263-1350 + Fax (231) E63-1353

CARO LOCATION

P.O. Box 289, 1655 E. Caro Rd.

. b Caro; Michigan 48723

AD.com (989) 873.-2500 + Fax (989) 673-3979

LOUISIANA Many BIALA support group members participate in
Unmasking Brain Injury, either by creating masks or

attending exhibits to educate others about the initiative.
Additionally, therapists at rehabilitation hospitals
around the state integrate painting masks into therapy
sessions, allowing their patients to share their feelings
and improve their fine motor and cognitive skills. The
exhibit has appeared at various locations including

the state Capitol, rehabilitation hospitals, medical and
allied health schools, art museums, and outpatient
rehabilitation facilities.

The Brain Injury Association of Louisiana (BIALA)
became the Unmasking Brain Injury state partner more
than two years ago. Since then, a traveling art display
has continuously moved throughout the state. The
display consists of more than 90 masks painted by brain
injury survivors and is intended to promote awareness
about the prevalence of brain injury, educate others
about living with the condition, and give a voice to
persons with brain injury.

Seeing the masks displayed
together is powerful and
thought provoking. BIALA
is grateful to Together
MM Il Achieving Self Sufficiency
rromore = o Ww Brain Injury Rehabilitation
! = AR MRS Center for sponsoring the
- - - . -*- o ' initiative. The exhibit is
A == . == T — 8 - | currently booked through
. W § (3 g v (o 'R March 2020. For more
- . " o information, please visit
www.biala.org.

- -
|

The Unmasking Brain Injury exhibit on display in Baton Rouge. (continued on page 22)

WWW.BIAUSA.ORG 21


http://www.biausa.org

(continued from page 21)

MAINE

After a busy legislative season, the Brain Injury
Association of America - Maine Chapter (BIAA-ME)
succeeded in getting “An Act To Strengthen Brain Injury
Resources for Underserved Populations, Including
Opioid Overdose Brain Injury Survivors,” LD 297, passed
and signed by Governor Janet Mills. The goal of LD 297

BIAA-ME held the 10th Annual Conference on Defining
Moments in Brain Injury at the University of Southern
Maine in Portland Oct. 9. Author Abby Maslin gave the
keynote and David Krempels gave the Beverley Bryant
Memorial Lecture. BIAA-ME held its fifth annual Bowling
for Brain Injury™ event, which took place Dec. 1 at Spare

is to ensure that all Mainers have consistent access to Time Portland.
core brain injury supports and resources. Its enactment

was a huge win for the Maine brain injury community.

il e

BIAA-ME staff and community members with Governor Mills to celebrate the signing of LD 297.

Beechwood, NeuroRehab
& Woods

EXCEPTIONAL PEOPLE
FUREIEEINGHIEIVES

Beechwood NeuroRehab supports
individuals with brain injury to be able to
engage in productive and satisfying lives.

A comprehensive array of MeuroRehabilitation Services
is available through Qutpatient MeuraoRehab Therapies,
Structured Day Programs, Vocational Programs and
Community Residential Programs

Services are offered at 16 locations in the greater
Philadelphia region.

1.800.782.3299 « 215.750.4299 « Langhorne, Pennsylvania, USA
www.BeechwoodNeuroRehab.org
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MISSOURI

The Brain Injury Association of Missouri (BIA-MO)
Annual Statewide Conference took place Oct. 3. More
than 350 professionals, survivors, and family members
attended the event. Topics included reducing risk and
readmission rates of stroke survivors, community
integration strategies, and therapies with new
technology, robotics, and adaptive equipment to
enhance outcomes. The Survivor and Family Seminar
Day provided practical suggestions for life with brain
injury such as Brain Injury 101, coping with sensory
overload, and improving thinking skills.

The BIA-MO Awards Luncheon and Annual Meeting
recognized survivors of brain injury, key volunteers,
and community leaders for their courage, prevention
efforts, and increasing awareness and fundraising to
create a better future for persons with brain injury and
their families. Mary Bernickus received the BIA-MO
Lifetime Achievement Award 2019 for the exceptional
impact she has made as an ambassador in the brain
injury community over the last 31 years.

Advocates across Missouri raised their voices in
opposition to an effort to repeal the Missouri all-rider
motorcycle helmet law. BIA-MO worked with medical,
rehabilitation, safety, and insurance organizations

to request a veto of the legislation, S.B. 147. The
legislation was vetoed by the Governor, and motorcycle
helmets continue to save lives, prevent brain injuries,
and save tax dollars in Missouri. For more information
visit www.biamo.org.

NEW HAMPSHIRE

The Brain Injury Association of New Hampshire
(BIANH) enjoyed its 36th Annual Golf Tournament,
held in August at the beautiful Stonebridge Country
Club in Goffstown. Northeast Rehab Hospital Network
was the Title Sponsor for the third year. Despite heavy
downpours throughout the day, the tournament had
fantastic sponsorship and team involvement.

In November, the 13th Annual Caregivers Conference
was held at the Grappone Conference Center in Concord.
Dr. Donna McCarten White presented the keynote,
“Caregiver Compassion Fatigue: Building Resilience as
We Care for Others.”

BIA-MO Board Member David Dyck, Jr., D.0. (left) presents
Mary Bernickus with a Life Achievement Award.

BIANH will once again host the Vertical Challenge, a fun,
family event where participants can ski or snowshoe,

in January. For resources from BIANH, including a

new support group brochure and a specialty case
management brochure, visit www.bianh.org.

[ = —

2019 Vertical Challenge Winter Event participants.
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ASSOCIATIONS WORK WITH PCORI
RESEARCHERS TO LEARN MORE ABOUT
MENTAL HEALTH ISSUES AFTER BRAIN INJURY

By Bryan Thomas Pugh, Executive Director, Brain Injury Association of Maryland .

Maryland, Brain Injury Association of America, L]

Johns Hopkins University School of Medicine,
University of Colorado School of Medicine, and
University of Maryland School of Medicine have been ®
working on a project entitled, “Patient Centered
Research on TBI Psychiatric Problems.” The project,
funded by the Patient Centered Outcomes Research
Institute (PCORI), has an overarching goal to establish

a diverse group of TBI stakeholders and engage them in
focus group discussions to:

S ince 2018, the Brain Injury Association of

Through the project, the team found that the best
strategies for engaging and continuing to maintain
a brain injury person-centered outcome research
network included working on a project with clear
goals, having regular meetings, and providing
continued education about neuropsychiatric

Determine catalysts and challenges in the management
1 symptoms to members of the network.

of neuropsychiatric symptoms after TBI

Participants were most interested in research topics
addressing the relationship between brain injury and
aging, the determinants of positive outcomes after TBI,
and the relationship between addiction and TBI. The
three most important policy changes included:

in future research projects and creating a Person
Centered Outcome Research network

C Identify various strategies for engaging TBI stakeholders

3 List important TBI neuropsychiatry research topics

» making TBI mental health education accessible

@ Determine important policy changes related to ellisiel el

neuropsychiatric symptoms after TBI ¢ providing incentives for clinicians involved in
care of persons with TBI; and

» improving affordability and accessibility of
TBI neuropsychiatric care.

Participants highlighted several barriers for recovery,
including embarrassment, stigma associated with
experiencing neuropsychiatric symptoms, and
inadequate insurance coverage for management of these
symptoms. They identified tools that could improve
opportunities for recovery, including:

Study collaborators plan to use the results from
this study to develop other projects meaningful to
the larger brain injury community. In the future, we
also hope to continue to engage our participants
as partners in other research projects. For more
information, the project abstract, and four infographic
» provision of literature and resources on TBI flyers summarizing the research, visit biamd.org/
mental health at discharge from emergency pcori-brain-injury-network.
rooms and acute care trauma units; and

* education about neuropsychiatric symptoms
following TBI in the acute trauma period;

The graphic on the following page was

« dissemination of a comprehensive plan to S ) S
reprinted with permission from PCORI.

caregivers of persons with TBI.
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Let’s Talk
about TBI

In 2018, researchers fram Johns Hopkins University in collaboration with the Brain Injury Association of Maryland brought together a diverse group

of TBI (Traurnatic Brain Injury) stakeholders. They included people with TBI, caregivers involved in the care of people with TBI, non-physician clinicians
(such as occupational therapists, physical therapists, speech language therapists, mental health therapists), program coordinators and mertal health
administrators to discuss TBI mental health research. The project was funded by Patient Centered Cutcomes Research Institute (PCORI) JUU #7136

The purpose of the discussions was to help shape patient-centered research and policies to better meet the mental health needs of
individuals with TBI and their families. The discussion was guided by four main questions.

-,

What are common barriers
and facilitators experienced
in the management of
neuropsychiatric problems
after TBI?

[TRN

Perceived
stigma

People with
neuropsychiatric symptoms
after TBI are often treated
as “crazy/bad/impaired” by
family, friends and even
clinicians who are not
knowledgeable in TBI

Educate family members; Help
connect people with TBI to others
who have the potential to
understand them. Respect
individuals with TBI as as people
with difficulties rather than
disabled or impaired

-

What are theimportant
and needed research topics
pertaining to TBl mental

health that should be
investigated further?

Poor
insurance
COVerage

Inadeguate insurance
coverage specifically
for nenropsychiatric
symptoms after TBI

Educate insurers and
incentivize clinicians
to provide more services

BARRIERS

.-‘f-_ --\
[ 3 )

starts in acute
trauma period

Eduecation on
neuropsychiatric symptoms
tobe provided in the acute
trauma period in emergency
rooms and acute care
facilities. Acute care
facilities to develop
long-term rehabilitation
plans that include education
and management of
neuropsychiatric symptoms

Address, educate and guide
family members on management
of problematic behaviors.
Discharge materials to include
literature on TBI and resource guide

[ 4)

What are the important
and needed policy

changes that can
improve TBl mental
health care in the US?

&

=, "

Minimizing

caregiver
burden

Caregivers are burdened
and overwhelmed by
neuropsychiatric
symptoms that arise
following TBI.
Addressing this witha
comprehensive caregiver
plan is beneficial

Create a caregiver plan

FACILITATORS



NEWS & NOTES

Shop Our Book Sale

Are you starting your holiday shopping or looking for
the next addition to your personal brain injury resource
library? The vast collection of books in our online shop
can provide you and your loved ones with stories about
life after brain injury, practical strategies for coping with
your new normal, and other information to help with
recovery. Visit shop.biausa.org/books to get some great
books at 40% off their original price!
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(continued from page 13)

Healing With the Arts:
A Survivor Reflects on
Her Experience

Krempels Center is open for three program days per
week. The members attending travel from all over
New Hampshire, Maine, and Massachusetts.

One program, “Creative Expressions: Art as a Form
of Healing,” took place earlier this year. As members
walked into the room where the program was being
held, they could see four tables scattered about.
Some tables contained projects that were already
started, while others were topped with various
objects waiting to be turned into art. There was also
a fifth table covered with bits and pieces that people
could incorporate into their projects. Members
arranged themselves around the tables, awaiting
instruction. Harry Reed, a caregiver to one of the
members, volunteered to lead the group. They
would be working on a community project for entry
into the Portsmouth Fairy House Tour competition.

Each table contained the pieces to create tiny fairy
houses on little islands. The islands would then be
connected to form an imaginary fairy village. “As
we have entered the Tour for a number of years
now, I have to admit that there is a little competitive
spirit also involved,” notes Harry. The members at
each table worked in teams and used stones, bits
of moss, branches, and other tiny found objects

to create their fairy houses. They collaborated to
decide what to use to build ponds, steps, or the
walls to a fairy house, and checked the supply table
as needed for items they could use.

This activity offered survivors the chance for
meaningful self-expression, socialization with
peers, and an opportunity to educate others about
life after brain injury. Creating the fairy houses
used their imagination, creativity, and dexterity. As
they were building their structures, they also built
friendships. Their laughter could be heard from the
hall outside of the room - proof positive that art is a
healing force!
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