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My name is Meg Scaling and I am an occupational therapist, and the CEO of Galaxy Brain and
Therapy Center. I recently had someone contact me about their relative who suffered a recent
stroke. They described their feelings of helplessness as they were uncertain about how to help,
or what to do first. They wanted to help, lived out of state, and just needed a little guidance from
an expert in the field. That’s when I realized that there needs to be a quick reference tool for
people who need a little push in the right direction. I have worked in the field of brain injury for
20 years and in this article I have chosen to highlight a few key points to help you on your
journey of caregiving, care managing, or personal recovery.
I have put together a FIRST STEPS GUIDE. It is written to the caregiver, the daughter, the
husband, the son, the wife, the friend, the person who is helping to coordinate care for their
loved one. It is written to the person who is caregiving for someone with a brain injury. If you are
reading this and YOU have the brain injury, then I applaud you for being resourceful and for
looking for tools to help you recover! You are so fortunate that you have the cognitive ability
(while likely very labor intensive and exhausting) to be your own personal advocate! I am so
proud of you for not giving up on your goal of living your best life! I hope that these points are
helpful and that they point you in the right direction.

DO YOU HAVE THE RIGHT TEAM HELPING YOU?
Not all therapists and physicians are alike! Brain injury recovery requires specialists. I suggest
that you make sure that you have the following professionals helping you. While you may not
need all of them, it is important to know they exist and can help you! All of these professionals
will serve on your REHAB TEAM! I also suggest that you put all of your specialists on the
Release of Information (ROI) forms that you are required to sign with each provider. This allows
for better team communication and reports can be sent to other team members with ease.
Check out our FREE PRINTABLE TOOLS that include a medical binder and a worksheet you
can use prior to your physician's appointment that will help you ask the right questions.

ESSENTIAL TEAM MEMBERS:
●

PM&R Physician- This stands for Physical Medicine and Rehabilitation physician. This
can be a MD or a DO. This person will be in charge of prescribing therapies and will
have a good idea of what facilities will serve you best in your area. This physician
coordinates rehabilitation services and will help justify continued need for therapies.
They understand that the recovery process takes time, and will suggest external
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providers get involved as necessary. Visits are typically 1 x a month initially, then every 3
months during rehabilitation.
●

Neurologist- A neurologist is essential for identifying the nature of the injury and
performing/ interpreting diagnostic assessments, as well as performing necessary brain
surgeries. The Neurologist will explain where the injury happened, and what the
symptoms and implications of that type of injury may present like. Some Neurologists
may function similar to a PM&R depending on the way the practice is set up and will
prescribe therapies and additional services and tests. Other times, the neurologist is
active initially in the acute phase, and then available in the background in case you need
them and you may only see them annually. As you progress through rehabilitation, you
may see your neurologist less often than you do your PM&R.

●

Neuropsychologist (PhD)- A neuropsychologist is really essential for so many reasons!
They test cognitive functioning as well as emotional wellbeing. A good
neuropsychologist will not only tell you the areas of the brain that are impaired, but they
will also highlight areas that are strong. Understanding and building on strengths is just
as important as therapeutically intervening for deficits/impairments. This testing will tell
you if someone can be left alone, how much supervision they might need, or if they are
ready to return to work. BEWARE though… if you are sent by your insurance company
for an IME (Independent Medical Examination) they are likely attempting to cut off
services/therapies. The neuropsychologist you pick should be someone that your
Neurologist or PM&R recommend. I also always ask if the Neuropsychologist has
anyone in the office that actually does weekly psychotherapy. If so, they are probably in
the business of helping people. If not, then make sure you do your research to find out
how many of their tests are insurance initiated. (Fighting your insurance company is
another topic of conversation for another day.)

●

Psychotherapist- (PhD or MSW)- A psychotherapist is really essential! I really
probably should have put this one right up toward the top. Brain injury changes people.
Oftentimes they know it and don’t necessarily like the new version of themselves, but
they don't know what to do about it. They often do not know what is best for them, and
act very reflexively without thinking things through. Their fuse is shorter and they blow
up quicker. They may have been moody before, but they are really moody now. They
may have had a complete personality change, and go from a kind person who never
swore, to someone who uses profanity and treats people poorly. A psychotherapist will
use many different therapeutic approaches depending on the needs. If there is a history
of trauma for the individual, that can also sometimes creep back into the picture and
need to be addressed again (or maybe for the first time). Let’s all just talk for a second
about caregiver burnout also! If you are a caregiver for someone, you know that you
need support too. A psychotherapist can help make a behavior plan if necessary (see
cognitive behavioral therapy) and will often help set up a plan and structure for what to
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do when behaviors happen. Make sure that the therapist you work with UNDERSTANDS
BRAIN INJURY! Brain injury is it’s own beast. There is nothing worse than paying for
psychotherapy and spending the whole session teaching the psychotherapists about the
idiosyncrasies of brain injury. They should be experts or you are likely wasting your time
and money. Now, because of Tele-therapy, you can likely find an expert and it might not
have to be in your state. Michigan has some really incredible ones!
●

Rehabilitation Specialists: Physical Therapists (PT), Occupational Therapists (OT),
and Speech Language Pathologists (SLP). -If your loved one has a neurological
injury, you had better find a neurological clinic to help! The one closest to your house is
likely not the right fit. Most clinics that only offer physical therapy are orthopedic clinics.
They use a biomechanical approach to therapy and often have up to 3-4 people on their
schedule at the same time. They typically focus on strength, range of motion, and
mobility for the most part and they use a biomechanical approach to therapy. That is not
the preferred approach for Neurological rehabilitation. While some biomechanical
therapy is taught, it is important that THE BRAIN makes the body move and not
machines or other people. If you find a clinic that offers all three disciplines (PT, OT, and
SLP) you will be in good shape, because they understand that there is more to rehab
than just physically moving. The world requires you to do so much more! If all the
therapy that your loved one has had is home care, that is not enough. Home care (just
so you know) is paid per visit, so they are not typically motivated to stay very long. They
get paid the same if they are there 15 minutes or 60 minutes. They also can only focus
on safety in the home. Their goals are not going to include getting back to the job of
living a good life, and enjoying the hobbies and activities of the past. Your loved one
needs to go to an outpatient neurological rehabilitation clinic for their therapy as soon as
they can get out of the home! Neurological clinics should take more of a whole person
approach that looks like this:
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Click on the link for information on the whole-brain approach to therapy, Neuro Rehab
and OT, PT, SLP. Scroll down to discover all that therapy can help you with. In addition
to traditional therapy, Music Therapy and Recreational Therapy (RT) can be extremely
beneficial! Not all insurance companies pay for this service, but it is worth looking into! It
is so important for people to regain quality of life through meaningful and purposeful
activities! As people progress through therapies, Vocational Rehabilitation Counselors
also are very helpful in transitioning people back into gainful employment.
●

Psychiatrist, MD/DO- Psychiatrists prescribe medications for mood, behavior, and
mental health, as well as for pain management. While necessary in some situations,
brain injury changes the way the brain functions and even our pituitary functioning
(where hormones are produced) I personally like to use drugs as a last resort. I
understand that they are necessary in many situations. See below where I talk about
Medications and brain injury.

●

Attendant Care Aide- Non medical (or Medical) attendant care aide’s can be very
helpful for keeping people safe at home. It also is important for caregivers to get some
time to themselves. This is typically an out-of -pocket expense and costs an average of
$25-$28/ hour if you use an agency. Some people choose to hire family and friends to
help for around $15-20/hr, but remember that they are not insured, and if they are injured
on the job caring for your loved one, you ultimately could be liable. Look for companies
like this one in your area that are willing to work just a couple hours at a time. Some
have a minimum of 8 hour shifts, and that can really add up and may not be in the best
interest for your family. It may take some calling around, but you will find one that works
for you.

●

Neuro Opthamologist , MD and Neuro Optometrist- While I put these two on the
same line, they are different. Oftentimes after a brain injury there are significant visual
changes. When someone hits the back of their head (where their vision center is), has
whiplash, or has a brain bleed that affects the visual center of the brain then there are
often visual changes. Vestibular problems and balance can also contribute to visual
deficits. These doctors can help determine the course of treatment, surgery, vision
rehab, or the need for prism in glasses. Neuro Opthamoligist can help diagnose visual
impairments resulting from brain injury, and Neuro Optometrist help to prescribe special
glasses called prism glasses, or they prescribe vision therapy exercises to help treat the
disorder. (See below for more comments on visual changes.)

●

Medical Nurse Case Manager- If your loved one lives in Michigan and was in an auto
accident, there is a good chance your insurance assigned you a medical case manager.
If not, they likely will, but you actually have the legal right to choose your own case
manager. I recommend that you interview them. There are case manager associations
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that can help guide and direct you. They are the liaison between you and your insurance
company. They will help you choose the correct service providers. In most medical (non
-auto/work) related injuries, case management is not a covered service. If it is a covered
service, they can help make MD appointments, arrange transportation, and make sure
that you have the prescriptions you need for therapies and medications. You may be
able to pay privately if you think this service would be helpful for you, as the Nurse case
manager you hire could go to appointments and help organize treatment. This will likely
cost you between $125-150/hour.
●

Support Groups- You need to know you are not alone! Brain injuries do not
discriminate and they do not care how successful someone was, or how much potential
someone had. They surprise us when we least expect it. They take away parents,
grandparents, spouses and children from their typical roles in the family, and often turn
the entire family network upside down. It is important that you find people who will listen
and who understand. The Brain Injury Association of America has support groups all
over the United States. The Michigan chapter has many resources available on their
website. In addition, the Cleveland Clinic put out a great resource on the 6 Pillars of
Brain Health that are very helpful for everyone, especially those with brain injuries! At
Galaxy we offer free Love Your Brain Yoga that can be done in person or virtually and
includes a 6 week discussion on resilience. Join us from where-ever you are. Seated
and Standing classes are offered. Take time to read through all of these resources and
really learn about brain injury. Bottom line-- FIND YOUR PEOPLE and make sure that
you have support to help you all get through this!

BRAIN INJURED PEOPLE ARE OFTEN NOT WHO THEY WERE:
Brain injuries change people. It is sad but true. Those who suffer frontal lobe damage suffer
from impaired executive functioning skills, poor insight, poor judgment, poor problem solving
and often have difficulty with functional memory. Depending on the part or parts of the brain that
were injured or affected, their deficits can be balance related, mobility and movement related, or
can affect speech, both expressive and receptive, personality and mood. Understanding where
the brain injury happened, will help you understand why your loved one may be having
particular symptoms. Take time to LISTEN to what the brain injured person says. Each brain
injury is unique therefore you need to learn about your loved one, and what they feel, how they
process/think, and observe behavior changes. Don’t ignore suicidal expressions made by them.
Get them to talk about it. Here is a Suicide Resource to help you find a professional. Make sure
you seek out professional assistance. The brain injured person needs to know you care, and
they need to trust the professionals that are helping him/her. People with brain injuries often feel
like they are just a fraction of their former self and often need all the support they can get from
experts that know how to motivate and progress them.
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WHILE EVERY BRAIN INJURY IS DIFFERENT, HERE ARE A FEW OF THE
COMMON COMPLAINTS AND SYMPTOMS...
In the last 20 years, there are a few things that I have observed again and again while working
with individuals with brain injuries. Here are some of my personal observations and opinions.
●

A CONCUSSION is actually a mild TBI. If someone has concussion symptoms that
linger, then they may have something called Post Concussion Syndrome. Some of
these next points will apply, some may not. Each concussion is different just like each
brain injury is different. If your family member has a concussion, make sure you read this
on concussion.

●

MEDICATIONS must be used with caution. I read an article from 2003 that talked about
benzodiazepines and the unfortunate side effects, and yet today in 2020 they are still
being prescribed. It doesn't take long to find article after article about how “benzo’s”
ruined people's lives. Just Google it. It is so important that you ask questions, research
the medications, and know what else is out there. I am not a physician and I am no
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expert on medications, but I have been a therapist and had to work with people who
have been on the wrong medication for 3 months, only to then titrate off it, and try
another wrong medication for another 3-6 months… sometimes it takes years to find a
medication that works, and in the meantime serious suicidal and psychiatric issues arise
from side effects. I am not a fan of, is the trial and error approach that seems to be the
standard in this industry. I personally don't understand why this approach is still used,
when there are companies like Genesight that can help each individual to find the
“perfect cocktail” -- Note though that I prefer to recommend mindfulness, and relaxation
apps whenever possible. One of my favorite Psychiatrists, Dr. Binh Dinh, MD,
introduced me to this AMAZING company and he prescribed this lab test for one of our
shared clients. It made all the difference in the world and was a blueprint for her
medication needs. It gives a detailed report describing your genetic markers and how
they metabolize each drug. The report classifies the various drugs into categories:
GREEN category drugs are ones that the individual can safely use as directed, YELLOW
category drugs are not recommended because the prescribed dose is not effective, and
the RED category drugs are ones you must avoid because you will only have negative
side effects and zero benefits. That one test (that I think is approximately $1200 last time
I checked) can sometimes be covered by insurance, but can ALWAYS give you a
blueprint for safer options. I am one to typically use drugs as a last resort, however I also
know that they are absolutely necessary in many situations. This is certainly not medical
advice and I am not a medical doctor, but it makes sense to me to get it right the first
time! Brain injury is hard enough to deal with, psychiatric side effects shouldn’t
complicate it. Advocate for the test and educate your Psychiatrist if they don't know
about it.
●

VISION often changes. Sometimes it is because there was blunt trauma and the facial
and orbital bones and the bones are not aligned correctly, other times it is because
someone was born a bit asymmetrical (one eye slightly higher than the other) but before
the brain injury, the brain could compensate. After the brain injury it can't compensate
like before. If your loved one has visual changes, tilts their head to the side all the time,
drifts to one side when walking, complains of reading difficulty, and has one shoulder
higher than the other there is a chance they may have vertical heterophoria and may
need to see a specialist. This optometrist specializes in prism glasses, and this one
specializes in vision therapy. There are different theories on how to best approach it.
Check out their websites for information on each and see what you think would work
best for the individual injured. See if you can find one in your area that offers similar
services.

●

MOOD- If the injured person had pre-morbid depression, anxiety, anger issues, fears, or
negative personality traits, those traits tend to be exacerbated (made bigger and worse).
Another reason why seeing a psychotherapist is so helpful.
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●

THE “FILTER” that they once had, to make sure that they didn't say everything that
went through their head has “vanished,” so they blurt out what they are thinking, and
often don't really mean it. Sometimes they do mean it. Discernment, judgment, and
empathy are often reduced or severely impaired depending on the area of the brain.

●

PHYSICAL -If a person’s Left side is affected (left arm/leg) then their right brain is
impaired. This makes it extra difficult for caregivers because you always have to be “on”
cueing for safety and monitoring the injured person. They sometimes have a lack of
awareness of their left side of their body. It is called Left neglect. They literally cannot
see out the left side of each of their eyes. If someone is using a wheelchair then, careful
safety measures need to be taken to keep limbs, and household items safe from harm,
and from being crushed or run into unknowingly. This takes a lot of cueing on the part of
the family members. Here is more information on left neglect, and a resource guide.
spatial neglect resource

●

SLEEP- People with brain injuries often can’t sleep well anymore. In the 20 years I have
been working with brain injured people, I have only had 1-2 people tell me that their
sleep patterns didn't change for the worse. Sleep hygiene is necessary and helping your
family member get into a set routine with sleep is helpful. 8-9 hours minimum! Cover all
lights/alarm clocks and use black out curtains as well. A sleep study may be necessary.
See more on sleep and brain injuries here.

●

BEHAVIOR- Often clients need help identifying behaviors and triggers! cognitive
behavioral therapy can help along with many other strategies. Sometimes behaviorists
need to be called in to help in situations where clients are in danger and putting others in
danger. Sometimes in extreme cases, those individuals also need to go into a
rehabilitation facility that can help manage the behaviours. Behavior Analysts may need
to be called into action to help write a behavior plan for the individual. Find one in your
area that is familiar with brain injury. Many are familiar with Autism, but make sure you
find the right company that knows brain injury well.

●

OVERSTIMULATED- People with brain injury often become overwhelmed and easily
overstimulated! Things are too loud, too bright, move too fast, and they cannot tolerate
much external stimulus (or they can only tolerate it in small doses.) This is hard when
families get together for the holidays or special occasions. What is meant to be a joyous
occasion, sometimes turns into a scene from a bad movie. Those environments with lots
of background noise, talking, mixed and fast moving conversations, unpredictable
environments, and commotion are often just too much for someone with a brain injury.
Make sure if you plan to attend one of these events with your injured family member, that
you have a plan for a quiet place that they can retreat to if needed.
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●

UNWELCOME SURPRISES- Surprises are not welcome! In fact people with brain
injuries often have a heightened startle response (Moro Reflex) and do not like sudden
loud noises, or doors slamming, etc. They likely won't like a basketball game with all the
horns and whistles. Reflex Integration techniques can help people with heightened and
dysregulated primitive reflexes. They like to know what is coming next, and have a plan
and schedule for the day. They do not operate well with a fluid schedule, and really
thrive on routine. Get your injured loved one on a set routine and write out a daily/weekly
schedule so that they know what's coming up next. It will really help!

●

BALANCE- There are significant vision and balance changes after concussion and brain
injury. Make sure you go to a Physical Therapist that is certified in vestibular therapy for
vestibular/ concussion and balance disorders. The right therapist really does make a big
difference! There are specific protocols that need to be followed, and reflects that need
to be tested in order to assure safety and keep people moving forward. Sometimes if the
brain injury occurred because of blunt trauma, there could be peripheral vestibular
deficits originating in the inner ear and not the brain. If you have a loved one that gets
dizzy with head turns, or with rolling over in bed, see a vestibular therapist right away. If
it is something called BPPV they can usually fix the source of dizziness in one sessionfor real! If it is more of a central brain and cerebellar cause for balance dysfunction, that
will take a little more work and more time in therapy..

●

NEUROFATIGUE- Managing Neuro-Fatigue is a huge factor in recovery. There will be
“good hours” of the day that the injured person is at their best, and there are times of the
day that the injured person is really mentally and physically exhausted. Be mindful that
the injured person only has so many energy points in a day. If you use them all up in the
morning by taking a shower, and getting ready, there may not be energy left over for the
doctor’s appointment later in the day. Make sure that you plan your daily activities
carefully. Maybe shower the night before the physicians appointment so that the client
has the energy to stay safe during functional mobility to and from the appointment. If the
person did too much the day before, they may be wiped out for the next day also. (See
SpoonTheory)

●

DISCHARGE- Just because your loved one is discharged doesn't mean they are done
getting better! Keep at it and read this blog post on plateau for motivation to keep going!
Sometimes your therapist is just out of their bag of tricks… keep going. Not all therapists
are alike. There is also a time and place to rest. Last time I checked, most people in
college take the summer semester off. Why? Not because they don't have the capacity
to keep going, but because they need a brain break. People in rehab also may from time
to time need to take some time to do the tasks they learned better, more efficient, and
faster, with less effort before they move on to their next big goal.
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●

WHOLE BRAIN EXERCISE- Whole-Brain Exercise really does make a huge difference
on physical abilities and COGNITIVE abilities! It is so true and I have seen it with my
own eyes! If you can't find a therapist near you that understands it, then take these
continuing education classes and do it with your family members. I will always suggest
our Galaxy Classes, but if you have become the lifeline for your family member, and you
really want to learn more about how you can be a whole-brain trainer for him/her then
these resources will help you tremendously!!! The classes are fun and it will open up
your mind to new possibilities. Consider pursuing classes in your area that teach the
following:
○ Bal-a-Vis-x List of trainers near you
○ Brain Gym
○ Request training from Galaxy! We can set up private training sessions to help
you learn the whole brain exercises you need! Tell us about your needs and how
we can help you in person or virtually!

●

LEGAL- Sometimes you need to get an attorney involved, especially if it is an auto or
work related injury. Make sure you know that EVERY conversation you have with the
insurance company is likely recorded. If you think that your insurance company is going
to deny payment for services, it is important to get an attorney involved. Some attorneys
want you to settle and waive future benefits-- steer clear of attorneys that do that. It is
more money in their pocket and less work, but it often leaves the client with no ability to
rehabilitate and the only person who makes out in those deals is the attorney. Ask the
physicians working with you if they know of a good attorney and only go by word of
mouth. Don't be fooled by the late night injury attorney advertisements that promise you
tons of money!

●

DISABILITY- Your loved one may be able to qualify for social security disability. Here is
a guide to determine if you can apply. Do I qualify for SSD? Just know ahead of time that
NEARLY EVERYONE gets denied the first time they apply. Just plan on applying twice!
There are lots of resources available also. Here in Michigan, Michigan Rehab Services
is a great resource, and each state has vocational training programs for those who want
to get back into the workforce.

●

MOVE FORWARD/GIVE BACK- This is one of our Galaxy values because it is so
important. Think about what it would be like to need help from others for everything.
Think about the need to be supervised, to be cooked for, toileted, and driven around.
What would it feel like to not be your own guardian, and to have decisions made for you.
What would it feel like if you could not be left alone and your loved one was stuck in their
own home because of your injury. What would it feel like to constantly be working on
your memory, your arm that doesn't work well, your fine motor skills, your balance, you,
you, you. Eventually you would just feel like a burden. I know as a mom and a healthcare
provider, I get my joy in giving. I love to give gifts, but feel awkward receiving them

11

sometimes. I like doing for others but often don't like asking for help. How many of us are
wired like that? At some point the injured person becomes so sick of working on
themselves! That’s why it is so important to find ways for them to GIVE BACK! If they
need to work on fine motor skills, have them tie a blanket that they can donate to the
local humane society. If they need to work on cooking skills, have them bake cookies for
a friend. If their goal is improved endurance, have them rake a neighbors yard. Help
them think of ways they can contribute to society and be a part of helping others.
●

ALTERNATIVE THERAPIES- There are so many alternative forms of therapy, and not
enough time or space to discuss them all. One of my favorites for brain injury is
Craniosacral Therapy. At our clinic it is performed by either an OT or a PT and it has
been extremely beneficial for many of our clients, relieving pain, headaches, improving
cognition, and reducing anxiety. It is a gentle therapy that involves improving
cerebrospinal fluid movement around the brain. Here is More on CT . Another favorite is
Massage Therapy. It is also very helpful for relieving muscle tension and pain.
Mindfulness and meditations are effective and we have included some relaxation
resources on our website and we encourage you to sign up for ourLove Your Brain Yoga
or something similar in your area.

●

POWER OF POSITIVE! There is so much power in positivity and gratitude. Here at
Galaxy we start every single meeting with each person sharing what they are grateful for.
Starting the day with gratitude makes a huge difference in the healing process. It takes
a lot of work to recover from a brain injury, and positivity needs to be something that
everyone tries to keep alive. Don't get me wrong, there are days that you are glad there
isn't a camera crew following you I'm sure, but for the most part, do your best to stay
positive, and help the injured person stay positive. Hope helps us thrive and keeps us
moving forward! Take the 21 Day Gratitude Challenge

LET’S END ON A POSITIVE NOTE!
I hope this information helps you gain some perspective and knowledge to help you be the best
advocate for your loved one. I also hope that you use the tools, and resources on our Galaxy
website and on all the amazing websites out there that dedicate their time and energy to helping
people with brain injuries. We are all in this together. Look through each page of our website
for helpful and educational information. We are here to help you and can even provide training
through tele-therapy platforms for some of our services. Remember to: 1) Select a team of
expert professionals, 2) Learn about brain injury, 3) Find a support group/ network, 4)
Encourage, be encouraged and stay positive!
Our team at Galaxy have learned all of this from all of the people who had a brain injury and
entrusted myself and our team of professionals with their care. This information was gathered
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over time, and the individuals I first saw 20 years ago, didn't have the luxury of all of this
information at their fingertips. It was my clients that did the hard work and taught me what
worked and what I needed to do more of. This FIRST STEPS tool is dedicated to all of the
clients that our Galaxy has ever served, and to all of you who are living with a brain injury. My
hope that this article is the first step to you helping your loved one find the path that will help
them live their best life.

Meg Scaling

Move Forward Give Back!

Attached are Post Concussion Resources:
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