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Conquering the  
Playa at 
Burning Man  
with a Migraine

MJ has suffered from debilitating migraines ever since they 
were young. The headaches kept MJ in bed for up to weeks 

at a time and severely impacted the ability to live their life. Medications were hit-or-miss 
and, sometimes, not viable options at all due to dangerous side effects like liver toxicity. 

Finally, in 2011, MJ found a medication that worked. Able to attend Burning Man for the 
first time, they found themselves in an almost manic state of enjoyment. But then, the 
effects of the medication wore off. 

Today, MJ is still trying to find something that works long term, but they no longer let 
their migraines stop them from “burning,” as attending the multi-day festival is called. 

“I’ve had to figure out how to keep doing Burns, this thing that I really care about, under 
conditions where I am much more debilitated,” MJ said. 

Below, MJ shares their tips for attending Burning Man with accommodations. 

PACING AND BOUNDARIES 
Even able-bodied Burners will repeat the adage “it’s a marathon, not a sprint.” For peo-

ple who have chronic health issues, however, these are words to live by. 

	◗ Know what you need to say no to. Be very realistic about what you can take on, which 
may be less than you normally can, simply because of the stress of being away in a 
new environment. 

	◗ Take extra down time. Pay attention to your body and rest when you need to, both at the 
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event and afterwards. MJ recommends 
scheduling an extra day or two before or 
after the festival to recuperate. 

	◗ Pay attention to what you’re eating and 
drinking. What you ingest will impact your 
energy, and mood and possibly interact 
with the medications you are taking. Also, 
remember Burning Man is in the desert, 
so keeping up your hydration and elec-
trolytes is incredibly important. 

WHAT YOU PACK 
MJ believes in the saying, “Max prep is self-

care.” This is especially true when it comes to 
Burning Man. Despite a subculture of Burn-
ers who pride themselves on how little they 
pack, as MJ  says, “If you’re a Burner with a 
chronic illness, don’t listen to them.” 

	◗ Pack a “comfort kit” (or two). MJ packs 
two “comfort kits,” which hold anything 
that can help alleviate discomfort or 
symptoms. They have one in a quart-sized 
Ziploc bag they carry with them in MJ’s 
backpack. A bigger kit, in a plastic bin, is 
left at their campsite. 

The smaller bag might contain cooling 
forehead strips to keep them from over-
heating, Tiger Balm, as well as a snack to 
keep their blood sugar up. 

The bigger bin, left at the campsite, may 
have cooling neck pillows or blankets and 
sweaters, in addition to comfort foods, 
ginger root for nausea, and tea as well. 

Also, let people know where your comfort 
kit is in case you end up stuck in an area 
away from your campsite. One year, MJ 
was working on the art installation in Black 
Rock City’s deep playa when they needed 
to set up a place to lie down and recuper-
ate. Their friends knew where their kit was, 
so they were able to bring the necessary 

items to them. 

HOW YOU COMMUNICATE 
(What You Tell Other People) 

	◗ Let your party know what you’re dealing 
with. Tell your support network – wheth-
er that’s a camp-mate or your group 
of friends — that you are navigating a 
chronic illness or disability and may need 
their help. 

That can be uncomfortable but remem-
ber you would also want to be able to sup-
port your friend if they needed your help. 

	◗ Advocate for your needs. If something in 
your environment makes you uncomfort-
able or exacerbates your symptoms, say 
so. MJ, for example, is sensitive to smell 
and asks their friends and camp-mates 
not to smoke tobacco near them. 

It can also encourage other people to 
share their accommodation needs as 
well. MJ recalls a time when, after sharing 
their smell sensitivity, a brain injury survi-
vor felt comfortable sharing the warning 
signs they would show if their disability 
issue flared. 

“It ’s really hard,” MJ said. “I know as 
someone who has been chronically 
ill my whole life, it ’s uncomfortable 
to let people know. I’d rather be 

able to just deal with it and not ask 
for anything, but that doesn’t work 
well in most situations, and it really 
doesn’t work well at Burning Man.” 



We cannot thank you enough for being part of our seventh annual Run, Walk, & Roll, held in 
honor of Brain Injury Awareness Month this March. 

You were part of an incredible community that came together to raise funds for Camp Brain 
and create meaningful social opportunities for survivors of all types of brain injury across 
Arizona. We are incredibly proud of all that we’ve accomplished together, and we look 
forward to seeing you again next year.

With heartfelt gratitude,

Mike & Tommy Robertson 
2025 Run, Walk, & Roll  

Event Chairs

Jim Ledgewood 
2025 Run, Walk, & Roll  
Event Committee Chair

Thank you for powering socialization and recreation in Arizona

725PARTICIPANTS

47
TEAMS 32

VOLUNTEERS
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Bay Window Finds Adventure Close to Home
And Rocks Out at Run, Walk, & Roll

Everyone participating in this year's Run, Walk & 
Roll fundraiser was able to enjoy Bay Window's 
tunes, and the band enjoyed the gig as well. 

"It seemed like a fun opportunity to do something 
nice for an organization that we all support." 

LEARN MORE ABOUT 
BAY WINDOW

Scan the QR code
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Rafting 
Through 
Recovery  
How  the  
Brain Injury Association 
of Arizona’s  
Think Tall Program 
Gave Carlene the 
Confidence to Tackle 
the Colorado River

Carlene Klebe awoke one night from the 
sheer brightness of a huge full moon and 

the soft blanket of light it gently laid on the 
floor of the Grand Canyon. The pale glow 

softened the craggy edges of the canyon’s 
timeworn walls and danced gently on water 

of the Colorado River. Klebe knew she was 
experiencing a precious moment in time, the 
quiet of the canyon’s bottom utterly peaceful.

READ THE FULL STORY

Scan QR code or visit

biaaz.org/rafting
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CLASS INSTRUCTOR —
S. Christina Boyd is a Somatic Movement
Therapist with 31+ years of experience, an
Educational Kinesiologist, Licensed Brain Gym®
Instructor, and Master Practitioner of NLP.

Janice Podzimek 
Certified Brain Injury Specialist 
for the Brain Injury Association of Arizona

Think Tall—DON’T FALL
A free virtual class to build skills and boost abilities 

With a series of simple, adaptable 
movements that activate the 
mind and body for whole brain 
functioning you can improve your 
balance, coordination, strength, 
flexibility, and reflexes. Improve 
your mental clarity and mood 
with gentle chair stretching.

This class is for survivors 
of brain injury, including 

those who use a 
wheelchair for mobility.

CLASS DATES: 
Offered Thursdays through Dec 2025, 2:00 pm (AZ time) 

To Register Scan QR Code or visit: biaaz.org/ttdf 

When you register, you will receive a  
separate confirmation email with link to the 
Zoom meeting space. 

INTERNET ACCESS AND A DEVICE WITH CAMERA ARE REQUIRED
Cellphones are not recommended due to screen size being too small. 

Supported by Brain Injury Association of Arizona Staff: 

 � biaaz.org

 r info@biaaz.org

 m 888•500•9165 HELPLINE

For more information, contact us:

YOU CAN — 
� Improve memory and academic 

performance: reading, writing, math

� Improve organization skills and 
attitude

� Promote a more efficient mind-body 
connection

� Be more alert and aware of your 
surroundings with increased brain 
stimulation

� Feel sure-footed and at ease 
walking up and down stairs

P R E S E N T S

This class is funded by the Brain 
Injury Association of Arizona’s 

annual Run, Walk, & Roll.  

Learn more at BIAAZ.org/rwr



DON’T MISS!

Join us for a creative twist on our signature Coffee 
with the Authors series. In a special event just for the 
disability community, author, songwriter, and singer 
Laura Warshauer will discuss her new book.

REGISTRATION REQUIRED
Scan QR code, or visit 
biaaz.org/coffee

COFFEE with the AUTHORS

My Creativity is Killing Me:
The Courage to Be Creative Workbook

by Laura Warshauer

Tuesday, July 8th  11:00 am
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Every Step  
Gets Him Closer 
to Coachella:
How Music Helped 
Bob Millsap Overcome 
COVID Pneumonia 

LIVING LIFE FULLY

BY CHRISTINA EICHELKRAUT 

But now it was January of 2022. Millsap 
had been admitted to the hospital the pre-
vious month for COVID pneumonia. That was 
serious in and of itself, but it turned out that 
was just the beginning of a long and ardu-
ous 53-day hospital stay. But every single 
one of those days had music in it. 

“Music’s what’s helped me heal and 
helped me through so many dark aspects 
of my life,” Millsap said. “That’s what helped 
me get from one day to the next.” 

Millsap, struggling to breathe, addled by 
heavy medications, and fighting against 
COVID-induced pneumonia, clung to Mor-
risey’s voice with everything he had. The lead 
singer’s lyrics were sometimes wittily self 

deprecating, other times cheekily question-
ing authority, but alway soulful and poetic. 
Often, Millsap felt the lyrics were speaking 
directly to him. 

“I was resonating with lyrics, I was reso-
nating with the mood, I was resonating with 
the hope, with the darkness,” Millsap said. 
“And I could go through all of those emotions 
within 20 seconds.” 

He posted updates about how he was 
doing and what was currently playing on 
social media. This inspired other people 
to send him music that was meaningful to 
them. His nurses soon became an IRL part 
of the impromptu musical community that 
began to form around Millsap, each mem-

Bob Millsap’s hospital room was always filled with the sound of music. 
Technically, that broke a few of the hospital’s rules, but by now the nurses 

were in on it. Often, it was The Smiths playing in Millsap’s room. He had 
loved the short-lived, 1980s alternative band since they were founded. His 
enjoyment of their music didn’t fade when the band broke up after a brief, 

five-year meteoric rise to stardom. 

Bob and his son Dylan
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continued next page

ber adding to the soundtrack to his recovery. 

“It just became the centerpiece of my 
fight,” Millsap said.

At one point during his hospital stay, a 
note on his medical chart said Millsap had 
a “high probability of expiration overnight.” 

Millsap drowned out the grim prognosis 
with the sound of alt-indie band, Modest 
Mouse. With a military-like discipline and 
focus, Millsap decided he would not allow 
negativity of any sort into the hospital room 
or his head and did everything in his power 
to ensure that. The perpetual music kept the 
demons at bay. Slowly, Millsap’s body began 
to recover as well. Millsap also focused on 
feeling gratitude for the nursing staff, who 
in turn became another source of hope and 
resilience for him. 

COACHELLA: THE ULTIMATE CARROT 
One day, Millsap treacherously, painstak-

ingly walked to the end of his hospital bed. 
Just those few feet took a Herculean effort 
and he lay in his bed utterly exhausted for 
hours afterward.

But Millsap also had a realization that 
shook him: Coachella, the annual, three-
day music and art festival, was coming up 
in April, just a few short months away. 

“And then as I was laying there and real-
ized, ‘Oh my god, I gotta make it to Coach-
ella,’” Millsap said. 

Millsap had attended Coachella 10 times. 
Ever since his son, Dylan, was 11-years-old, 
the pair had made a trip of it. It was an im-
portant year to attend for another reason, 
too. Dylan, a graphic designer and artist, 
was a headline artist for the second year at 
the festival’s Global Inheritance’s TRASHed-
Coachella art exhibit. The bright pink, festive 
trash bin Dylan painted was titled Desert 

Cabana had been inspired by all those years 
he’d spent at Coachella with his dad. 

As difficult as the short trek to the end of 
his hospital bed was, Millsap knew one thing 
for certain: come that April, he would attend 
Coachella with his son, Dylan, and Dylan’s 
girlfriend Ashley.

Over the next several weeks, the fact that 
Millsap’s ravaged lungs, scarred from pro-
gressive interstitial lung disease, made every 
step a struggle didn’t matter. The hypoxia-in-
duced brain fog that clouded Millsap’s days 
didn’t matter. Every single day, Millsap literal-
ly put one foot in front of the other, over time 
getting just a bit further each session. Every 
step Millsap took got him closer to Coachella. 
And that was that only thing that did matter.  

“So that was the carrot that really enabled 
me to both make progress, and gave me 
something to shoot for,” Millsap said. 

Initially, Millsap couldn’t walk from the end 
of his hospital bed to the bathroom or closet 
in the same room. But he worked hard with 
his occupational and physical therapists, 
never losing sight of the ultimate goal. 

“I remember I eventually got to a point 
where they could take me outside,” Millsap 
said.”And I walked with my feet in the grass 
and I had a Coachella shirt on because that 
was my motivation, my driving force.” 

He said it was one of the most emotional 
parts of his initial recovery, bringing tears to 
his eyes. 

FROM CAREGIVER TO SURVIVOR 
Millsap has the dubious distinction of be-

ing both a brain injury survivor and a brain 
injury caregiver. 

In early 2013, Millsap’s wife sustained a 
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traumatic brain injury when, in a freak ac-
cident, an overly-fermented bottle of ginger 
ale exploded with the force of a bomb just 
as she walked past it. Initially, her injury ap-
peared to be primarily physical with mostly 
facial injuries. A couple weeks after the ac-
cident, however, Shelly called Millsap and 
couldn’t speak or walk. 

Despite dealing with the hurdles of re-
ceiving neurological care 
in a rural environment, 
Shelly worked hard to 
regain her speech and 
mobility. Millsap found 
himself in awe of his 
wife’s grit and determi-
nation as he watched 
her inch her way back to 
a functional new normal.

“She taught herself to 
walk and talk and really 
made amazing prog-
ress,” Millsap said

Still, it was tough on 
Millsap, who had lost his 
fiancee in a car accident 
when he was 23-years-
old. He had struggled mentally in the af-
termath of that tragedy for years before 
meeting and marrying Shelly. Now Shelly’s 
accident relentlessly pressed on the deep 
trauma bruises his fiancee’s death had 
left on Millsap’s heart. Shelly’s accident 
frequently left him crying uncontrollably in 
the car on his way to and from work (where 
his boss refused to give him any time off or 
shorten his work load). He would rail at the 
universe, asking why him and how this could 
be happening again. 

But when he walked through the door 
to greet Shelly, Millsap was always to-
gether. He marveled at the newfound 

patience Shelly seemed to have discov-
ered as she painstakingly worked on her 
own recovery. The harrowing experience 
brought the entire family closer, too, as 
Millsap and Shelly largely had only their 
teen sons to rely on for support and help.

Eventually it became apparent that Shelly 
would need more medical support than 
was available in Wyoming, and the cou-

ple wanted to be closer to 
the support of friends and 

family. So they moved 
from the Grand Tetons 
back to Phoenix.

The couple became 
involved with the BIAAZ 
soon after. Both have 
spoken at the annual 
Rays of Hope conference 
and Shelly has created a 
mask for the Unmasking 
Brain Injury art initiative. 

Millsap, understand-
ably weary with endur-
ing a series of serious 
trials throughout his life, 
found some solace in 

how his family grew closer after Shelly’s 
accident. He enjoys a loving relationship 
with both his sons. While he and Dylan share 
a love of music, Millsap and his other son, 
Taylor, enjoy sports together. His family’s 
renewed bonds and deeper love for each 
other is one of the gifts Millsap finds grati-
tude for in the midst of daily challenges. He 
says that gratitude helps him to maintain a 
positive perspective. 

COACHELLA
Now it was Shelly’s turn to be a caregiver. 

“A lot of the things that I helped Shelly with 
as her caregiver she’s helped me with since 

Bob and Shelly
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I’ve had a number of neurological problems 
due to the long COVID, the hypoxia, just how 
sick I truly got,” Millsap said. 

This included her fiercely advocating for 
his need for music. At one point during his 
hospital stay, when Millsap was particularly 
disoriented and volatile due to his medica-
tion, a friend’s wife suggested taking away 
his phone. Shelly adamantly refused. She 
said if Millsap lost his music he would die. 
It’s not difficult to believe that Shelly may 
indeed have saved his life. 

Once out of the hospital, the weeks ticked 
by and Coachella came closer. Millsap’s 
physical therapist agreed with his goal of 
building enough endurance to attend the 
festival and this became the primary focus 
of his sessions. Millsap created a course of 
walking around his block, timed himself, and 
every day got just a bit faster and a bit farther. 

TEAM WORK MAKES THE DREAM WORK 
Although his recovery is extraordinary, 

Millsap’s physical capabilities are different, 
and that meant adapting how he attended 
Coachella. By leveraging every resource 
available to him – from the ADA platforms 
at the concert to Shelly’s support every eve-
ning back at the hotel – Millsap, Dylan, and 
Ashley had a blast. 

Walking wasn’t Millsap’s only hurdle, 
however. Both his hypoxia and long COVID 
symptoms have left him disabled and un-
able to continue working as a loan officer. 
His terminal lung scarring causes him to 
cough often and he is left frequently search-
ing for a breath. Hyperventilation makes his 
heart flutter unexpectedly. It’s not unusual 
for Millsap to lose his voice several times a 
day, and brain fog has left him with a lack 
of short-term memory he is unaccustomed 
to. Extreme fatigue means naps are non-op-

tional and must be taken on a daily basis. 

None of that stopped Millsap from en-
joying the show, but he did have to attend 
for a shorter period. Millsap didn’t stay for a 
12-hour day as he had in years past, but he 
was still able to see the shows he wanted 
most. A highlight included Danny Elfman’s 
historic performance that featured a full 
string orchestra. 

And of course, perhaps most importantly, 
he was able to see Dylan’s exhibit. 

“So I was able to pace myself,” Millsap 
said. “I saw probably 20 percent of the acts 
I would normally see, but I saw a few acts I 
really wanted to see.” 

To get to the festival, he used his handicap 
placard to park more closely to the festival 
grounds, hopping on the shuttle to take him 
to the gates.

During shows, he would stand by the stage 
for a while but, when he got tired, sit on the 
ADA platform for a bit. 

Dylan and Ashley took care of him during 
the concert and in the evenings Shelly was 
waiting in the hotel room. 

“But it was amazing,” Millsap said. “I can’t 
quite capture the feeling of accomplish-
ment, that I’m alive, that I made it.” 

Today, Millsap still makes it to concerts 
sometimes, though he admits he’s not al-
ways sure how.

“It must be the adrenaline because I’m 
just so passionate about it,” he said. 

And of course, the music plays every day, 
helping Millsap to celebrate joys and guiding 
him through darker moments. 

 “Music has a marvelous way of at times 
helping you to remember and at 
times helping you to forget,” he said. 
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BIAAZ: Tell us about yourself and your life before you hit the road  
in an RV. 

AMY: Most recently, before setting out on my RV journey, I had been living with my parents 
in a caretaking role. While it was an incredibly meaningful time, it also made me realize 
how much I craved a sense of independence and adventure. I always knew that moving 
into an RV was going to be the next step in my life, but my parents fast-tracked that idea 
when they finally agreed to move into a senior apartment. 

With that transition in place, it felt like the perfect time to take the leap and start this new 
chapter—one that would challenge me, inspire me, and allow me to continue my advo-
cacy work from anywhere. I am grateful that I am able to work on the road, and wherever 
I roam is where I call home. I have been in Phoenix since Thanksgiving and will be on the 
move this summer as I chase the cooler temps North. 

BIAAZ: Did you have any experience camping or with RV / Van life 
prior to your road trip? 

AMY: Not really! I had camped a little as a teenager with friends, but I wasn’t exactly 
what you’d call “outdoorsy.” The whole RV lifestyle was completely new to me. I had no 
idea what I was doing in the beginning, but I learned as I went—figuring out everything 
from how to hook up the RV to finding the best places to boondock. 

I had started researching RV life a few years ago, following several YouTube couples, 
and making lists of what I needed, and learning how to do all the necessary things from 

Amy’s Big Adventure:
Amy Zellmer on RV life, advocacy and tips for 
hitting the road as a survivor of brain injury 
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dumping the black tank to conserving water. 
And to be clear, RV life doesn’t have to re-
semble camping or roughing it in any way. ;) 
It’s just a small home on wheels that travels 
with you wherever you go!

BIAAZ: As a brain injury survivor,  
what tips or tricks do you have 
about being a nomad? 

AMY: Traveling as a brain injury survivor 
comes with unique challenges, but it’s ab-
solutely doable with some planning and 
self-awareness. A few things that helped me:

	◗ Pacing Myself: I learned to listen to my 
body and not overdo it. Driving long hours 
or trying to pack too much into one day 
would lead to fatigue and brain fog. Slow 
travel became my best friend.

	◗ Tech & Apps: I use apps like Harvest Host 
and Google Maps to plan routes and find 
quiet places to park overnight. Having a 
routine helped me feel more grounded, 
even on the road.

	◗ Community Matters: I connected with oth-
er travelers, especially through Facebook 
groups for RV’ers and solo female travel-
ers. It reminded me that I wasn’t alone in 
my journey.

	◗ Mind-Body Practices: I practice yoga, 
meditation, and Reiki, which have been 
essential for managing stress, pain, and 

energy levels. The beauty of these prac-
tices is that I can do them anywhere, any-
time, with little to no space—whether it’s 
inside my RV, outside in nature, or even in 
a rest stop parking lot.

BIAAZ: What is one of your favorite 
memories or things you saw while 
on the road? 

AMY: One of my best memories was expe-
riencing the incredible kindness of strangers. 
I had a major RV malfunction at my over-
night stop in Albuquerque, New Mexico. My 
hosts for the evening, Harry and Ruth, went 
above and beyond to try to help me with the 
situation. These were complete strangers, 
yet they showed such warmth and com-
passion. The next day, they called to follow 
up and make sure I was doing okay. It was 
a powerful reminder that the world is full of 
good people, and sometimes, those little 
acts of kindness can make all the difference 
when you’re on the road.

BIAAZ: What’s next for Amy Zellmer? 
AMY: I’m always juggling a few proj-

ects! Right now, I’m working on my up-
coming book, Not Invisible: Putting a Face 
on Brain Injury, an anthology series that 
brings TBI survivors’ stories to the forefront.  
I’m also expanding my advocacy work, in-
cluding a new course on legislative policy 
and activism, helping others use their voices 

to create real change. 

And, of course, I’m still writing, 
podcasting, and finding ways to 
connect with my community—
whether on the road or not. Who 
knows, maybe another big ad-
venture is just around the corner!
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PRESENTS

Men ages 18+ who have survived any type of 
brain injury are invited to join the Brain Cave — a 

discussion group for men on life after brain injury. 

For questions about living well after brain injury contact the Brain Injury Association 
BIAAZ.org | info@biaaz.org  | 888-500-9165

REGISTRATION & ADDITIONAL INFORMATION

REGISTER: biaaz.org/braincave

DATE & TIME 
We will meet via Zoom the 

first Wednesday of the 
month from 6:00-7:00 PM.

CONTACT 

info@biaaz.org 
888-500-9165
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Getting  
Back 
Out There 
After Brain Injury 

For people who survive brain injuries, simply returning to 
basic daily activities can be a long, hard road. That makes 
the idea of returning to fun, social or recreational activities 

an even more daunting prospect.

Life is more than merely surviving, 
and venturing back into the world 

after a brain injury isn’t impossible. In fact, 
it’s a vital part of the recovery process as it 
fulfills psychological and emotional needs 
necessary for a rich and meaningful life. 

Will Grove, helpline director for the Brain 
Injury Association of Arizona, offered some 
practical guidance for survivors of brain 
injury who are ready to take their first (per-
haps small) steps out of just surviving and 
into thriving. 

TAKE IT SLOW – THIS IS A BIG DEAL 
Returning to social activities, sports or 

other recreational activities is no small thing.

“It’s a big thing when you’ve lost some of 
your cognitive and physical functioning,” 
Grove said. “And when you’re aware of that, it 

can be really nerve-wracking to go out and 
do a lot of things that were ‘normal’ prior to 
the injury.” 

He adds that the prospect of a survivor 
engaging in more social or active events can 
also be a fraught prospect for the caregivers 
of brain injury survivors. 

“A lot of times, family members can be 
nervous about their loved ones going out 
and maybe trying to do something without 
them, doing something independently,” 
Grove said.

It’s also worth remembering that social 
skills need to be built back up and developed, 
and that’s a process that may take time. 

Grove recommends taking small steps 
first, such as going to a brain injury survivor 

BY CHRISTINA EICHELKRAUT 
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may look like starting out at the accessible 
Ability360 Sports & Fitness Center with a 
caregiver for a very short session. 

Then, perhaps the sessions get longer, 
and the caregiver – though still nearby 
and available if needed – goes for a coffee 
during the survivor’s workout session. Even-
tually, maybe the survivor gets dropped off 
or even transfers to a regular gym if able. 

Grove pointed out that taking it slow in this 
way also creates opportunities to rebuild 
confidence in one’s post-injury or post-ill-
ness abilities. 

He likened it to bas-
ketball, where when a 
player is in a rut “some-
times even just making 
the free throw, seeing 
the ball go through, 
even that little bit of 
success, you get to 
build on that confi-
dence.” 

The little successes 
on the way to achiev-
ing the larger goal 
eventually become a 
flywheel of achieve-
ment to build upon. 

The goals don’t have to be glamorous, 
either. 

“Sometimes it’s even taking those things 
that we took for granted before, but just us-
ing those opportunities to try to build on your 
independence and confidence,” Grove said.

Grove recalled a survivor who was able 
to go to the store and pick up a couple of 
items without having his wife with him. The 

support group or one of BIAAZ’s social out-
ings. A survivor can dip their toe in the water 
by going to the monthly game night or dive 
in the deep end and attend Camp Brain, the 
annual four-day, overnight accessible camp 
for survivors in northern Arizona. 

These events include people in similar 
situations facing many of the same chal-
lenges. And the events are set up to spe-
cifically accommodate the disabilities that 
often accompany brain injury. All of which 
make these events perfect for a first step in 
venturing back out into the world. 

“It’s kind of a safer space to do that,” he 
said. “You kind of build 
up that social skill set. 
It allows you to kind of 
rebuild that confidence 
as well.” 

Group activities can 
also help assuage 
caregiver concerns, 
too. 

“They know that 
there’s a place where 
their loved one can 
try to do things inde-
pendently and there’s 
a safety net around 
them, as opposed to a 
bunch of people in public who won’t recog-
nize that this is someone with a brain injury 
who’s doing their best,” Grove said. 

PAY ATTENTION TO THE PROGRESSION 
Grove said building up to a goal is very 

important. 

For example, a person who wants to return 
to being more physically active may not 
be able to enter a marathon immediately. 
Rather, returning to a more active lifestyle continued next page

"One of the things that 
people with brain injury 

can struggle with is over-
stimulation...If you're in 
a big social setting and 

you have a lot of different 
people talking around 

you, it can be difficult to 
focus on the conversation 

that you're having."
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brain injuries worry that by joining a support 
group or in activities specifically for brain 
injury survivors, their brain injury will become 
their entire identity. 

Grove suggests re-framing how one sees 
being a participant in the activities as mere-
ly one step of a very long and individualistic 
journey. 

Activities like support groups or outings 
designed with people with disabilities in 
mind present an extraordinary opportunity 
for survivors of brain injury who may struggle 
with regaining certain communication or 
social skills. This can include knowing when 
to talk, what is or isn’t an appropriate thing 
to say, and how to monitor other people’s 
reactions or social cues. It can be difficult 
to navigate conversations with short-term 
memory issues or neurofatigue. 

survivor knew that seemed like a small thing, 
and before his brain injury, it was something 
he wouldn’t think twice about. Now, after 
his brain injury, that simple store run was a 
major step forward for his recovery journey 
and in regaining his independence.

If engaging with other people seems like 
too much in the present, Grove suggested 
taking an even smaller step and simply 
venturing out in public alone. This can look 
like going to the library or a mall alone for a 
short period of time, just to get used to being 
around people again, but without the expec-
tation of interaction social events can bring. 

“Getting back out there” can look very dif-
ferent from person to person, but the bene-
fits are generally the same for every survivor. 

OVERCOMING RELUCTANCE 
Sometimes people who have survived 
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“There can be a lot of things that you begin 
to recognize about either managing your 
environment, choosing your environment, 
or figuring out what your informal coping 
skills might be, what your strategies might 
be,” Grove said. 

Structured social outings or support 
groups provide a safe environment in which 
to rebuild social and conversational skills. A 
mistake in these environments is far more 
likely to be understood and forgiven and 
won’t get you fired or cause interpersonal 
issues with loved ones. 

“If someone is struggling socially and just 
wants to practice, treat it as practice,” Grove 
said. “Come to game night a couple of times, 
and then if you’re good, you’re not required 
to keep coming to game night.” 

Additionally, there’s the fundamental 
process of rediscovering what kinds of so-
cializing a person even prefers to do. This 
is something that may have changed as a 
result of the injury. 

“One of the things that people with brain 
injury can struggle with is over-stimulation,” 
Grove said. “So maybe if you’re in a big social 
setting and you have a lot of different people 
talking around you, it can be difficult to focus 
on the conversation that you’re having.”

GUIDANCE FOR CAREGIVERS 
While rebuilding social skills and inde-

pendence is certainly challenging for the 
survivor of brain injury, it can be hard on 
caregivers and loved ones, too. 

“People are trying to strike that balance 
of how much independence to allow,” Grove 
said. 

That makes small steps just important for 
caregivers, too. Grove said it’s important to 

have self-compassion as a caregiver. 

“You’re trying to figure out this balance 
of how much independence you can give 
your loved one, and that’s already difficult 
enough,” Grove said. “And because your 
loved one is recovering and evolving, it’s not 
like you can just find that ‘right’ answer and 
stick with it because your loved one is going 
to change as they go through that process 
themselves.” 

YOU’RE ENTITLED TO ADVENTURE 
(WITH ACCOMMODATIONS) 

Part of accepting a disability means also 
asking for accommodations when neces-
sary. For many survivors of brain injury, that’s 
a nonstarter. 

Again, a potential re-framing may be in 
order. Using a mobility device like a wheel-
chair or asking for a closed captioning de-
vice at the movie theater is merely utilizing 
available tools that enable one to do more.

“We all use accommodations,” Grove 
said. “I use stairs because I can’t jump to 
the second floor.” 

Still, Grove acknowledges that the answer 
doesn’t work for everyone and that issues 
with self-consciousness are valid and real.

But for those who are willing and able to 
use more tools, the world can become a 
much bigger, more exciting place. After all, 
there are recumbent bikes and adaptive 
kayaks, accessible hiking trails and adaptive 
sports leagues. Or even just coffee shops to 
sit in and people watch. 

Because, in at least some ways, the road 
to recovery really is like a choose your own 
adventure novel. 



Brain Injury Association of Arizona
5025 E. Washington St., Ste 106 
Phoenix, AZ 85034

SAV E  T H E  DAT E

BRAIN HEALTH
Leadership Breakfast

ARIZONA BILTMORE GOLF CLUB

Celebrating Return to Work Champions

Your annual business update on the professionals, research, 
and programs that help Arizonians get back to work after 

an accident, illness, or injury.

October 17, 2025
REGISTRATION & BREAKFAST: 8:00am – 9:30am

FOR MORE INFORMATION
Scan QR code or visit biaaz.org/bhl


