Our Longest Journey

By Amy L. Kratz

Hello, my name is Amy Kratz. In early September of 1973, | sustained a Traumatic Brain Injury (TBI). It
would be referred to by my family o6as the worst
most horrific details; they were carefully set aside for my family to contend with. They endured things that I,

a child in a hospital hanging

on the edge of the

find out later during our voyage through trauma, the truth of their pain, helplessness, and anger. | would
come to understand the truth of my destination through our longest journey.

We rarely talked about what happened to me or how we felt. My family was waiting for me to be ready to
I Il was in my twent.

talk, which didndt happen unt.i

would have short conversations about the tragic events when | visited from college. The

different ways.

Continued on Page 17

t

accident - actually a violent crime - was still very painful for both of us. Mom would begin to
cry and then say, oOLetds talk about somet hi
laugh until we cried. | realized then the depth of the chasms in our souls. | believe we were all
trying our very hardest, relying on time to move us as far away from that day as we could.
There were uncertain realities for everyone except me because | was only nine when the TBI
occurred and did not yet have an adultds
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go back to being the exact same person, but those who loved me were already severely altered.
They had to wait, worry, and watch, while knowing all the details of what could be my fate.
From my perspective, | only had to get better, not realizing that there were times that |
coded, very close to death, and if | survived | might never talk or walk again. | was lucky to
not realize the extent of helplessness that my family knew. In fact, | never even sensed it.
Fortunately; | was exempt from that for a long time. | later had to struggle of course but in
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COME TO EASTER SEALS

Easter Seals helps brain injury survivors regain their maximum levels of independence
by integrating three exceptional services under one roof.

4 Easter Seals

DISABILITY SERVICES
®
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OUTPATIENT REHABILITATION THERAPIES, INCLUDING:

Physical Therapy to improve mobility, strength, flexibility, balance and coordination.
Occupational Therapy works to restore skills which include visual, cognitive and
perceptual abilities in order to complete activities of daily living.

Speech Language Therapy to improve feeding, speech, language and cognitive
skills and explore alternative means of communication.

ASSISTIVE TECHNOLOGY SERVICES:
Our Assistive Technology Specialists can assess your needs in:
- Communication, including augmentative communication devices;
- Wheelchair seating/positioning, including pressure mapping;
- Home or workplace to improve accessibility, safety and functionality.

ADULT DAY HEALTH SERVICES:

Easter Seals provides a safe environment for TBI survivors in a comfortable,
dignified setting while giving caregivers much deserved time off. This affordable,
full day program includes nursing supervision, transportation, meails, activities,
games and socialization.

Come to Easter Seals at one of these convenience locations:

New Castle: (302) 324-4444
Dover: (302) 678-3353
Georgetown: (302) 253-1100

See great things at www.de.easterseals.com




A Caregiveros oDieto

By Devon Dorman, BIAD President

Nor mal |l vy, one does not willingly choose to go
caregiver. Just like with dieting, there are changes to be made in your life 4 your normal routine @ that
take getting used to, adjustments to be made and hard choices, things you would not normally choose.
Letds begin with whatds on the tabl e:

You have your staple, your normal oOservingo6 of
make those new choices that we dond6t normally ha)
we have the choices of adding a heaping spoonful of sadness and anger, we can add a serving of guilt,
mourning and helplessness, a bit of denial, a small side of exhaustion, a dash of bargaining and per-
haps a pinch of isolation. Hhmm, there is also some pain and suffering too. The caldron with frustration, anxiety and being

overwhelmed and hysterical, are calling out to you too. (With so many different choices, you feel you could lose your mind o}
even though none of this is appealing). Oh wait, you forgot your serving of depression; things are starting to spill over. An dlest
we forgot & sprinkle some tears on top. Wow, your plate is full!

All too often, caregivers feel this conundrum o6t heir plate isndt only full, it has ru
have to learn portion control . We the caregivers have to take control and decide how much of each we are going to put on our
plates each day. It is difficult to do in the beginning: as with any new thing we try, it takes some getting used to. Our bod ies
and minds need time to adjust to these changes. It will also take time for results. With any new diet, we have to be sure tha t
our bodies are stild]l getting the things they need to adj tst pr
plenty of rest, hydration and exercise. The same holds true for this diet. It is essential that we take care of ourselves! It may
seem hard when we are adjusting to this new change in our Wy ife
want to ingest, when we have had to change our entire daily rc¢

to make changes.

|l dm sure you want to just throw your hands up and go for seyv
away; wish that you didndt have to go through this, wishilfypr y
normalcy), the things that made you feel good before - and these new adjustments would never have happened and would just
go away.
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But like with any diet plan  -- or one that you can withstand and persevere with for any length of time and one that will
actually getyouresults dy ou necheatday6 0 A day when you can indulge yourself v
break from that plate that just makes you think you cand6t d¢o t

Take that cheat day! Do something you want to do, go somewhere & break free (even if only for a few hours); overindulge in the
things that brought comfort to you before you started on ftchi s
tions, before you had to learn how to portion out every moment of your life. Your body and mind will thank you for it.

And remember, most dieters dondt wusually succeed on their ov
case support group) and a counselor (i.e. therapist). You should too.

SelfSacrifice Makes Miracles Happen

By Esther Curtis, Executive Director

The caregiverodos life is not easy. Caregivers sj
personal independence while they sacrifice their own. Frustrating as their situations may seem, the
caregivers |1 6ve met are aware of their importan
ones as well as their own.

Caregivers are living, breathing examples of the best of what one human being can do for another.
| like to think of them as part of a type of Special Forces, embedded deep within our neighborhoods.
They are the quietest of all of our heroes, bearing enormous burdens and hidden scars.

Caregivers dono6t just sacrifice their independ|i
homes, and their privacy. They give up personal aspirations. They give up lifelong dreams. Despite
these sacrifices, they are the first ones in line to give more. It seems unbelievable.

As Bl AD6s Director, I have seen many difficult situations,
hope. People who have family or friend support networks tend to do better while they are working through their
rehabilitation. Their caregivers are their connection to the world outside of themselves.

As | get further in tune to Delaware families, | cannot ignore that the health and mental wellness of the caregiver
directly impacts that of their loved ones with brain injury. My goal in 2011 is to build programs that will allow caregivers
to grow personally and find allies within their community.

| was looking for quotes to close out this article, but could only find one that truly inspired me, by Ralph Waldo
Emersonssac$elfice is the real mi racle out of which all the |
of themselves, ités not for nothing. They are enabling thei




Edi tor o0s Note: New Per spe

By Tracey Landmann, Board Member

One day over breakfast last winter, Esther suggested we dedicate an
i ssue of oOBrainstormingdé to the Car
but | didndt really consider the <ca
address. Our job is to aid in the prevention of brain injury and support
those who lived with it.

It gradually dawned on me: caregivers are as connected to TBI as are
the survivors themselves. Those fibers of linkage are not the same ones,
but as connections go they are just as significant. Although this group is
not affected as obviously as those who depend on them, they are turned
upside down by brain injury just
recognition and support, i f they
physical and mental health at risk for deterioration; their ability to
effectively protect and nurture their damaged loved ones is also
threatened. In fact, the more actual caregivers | listened to, spoke with
and generally observed, the more | could feel the frustration and anguish of the people who have to not only
watch their loved ones struggle through a sudden traumatic life change, witness the social negativity that
accompanies that, fight the healthcare providers whose interests lie in matters not related to rehabilitation,
but who must almost always anticipate the unknown concerning all parties involved.

vV e
2N

[ conf ess: this has not been the easi est i ssue for m
things in a brand new waydé but attempting to view tra
think | understand now. Caregivers are survivor s, too

experienced by the officially brain injured, but the T in TBI is definitely not exclusive. Brain injury survival is

a challenging road trip. This trip should not be undertaken alone or without a map, or your car might just get

l ost. In this issue of oO0OBrainstorming,é6 wedre navigat
and all their passengers will navigate for each other.

Nemours Brain Injury Bulletin Board

Every day at 11 am, a group of teens gathers at Al DuPont Hospital for Children. Their mission: To sort out
the challenges brain injury inflicts on some of them, their friends and many others.

Recently, that group, under the guidance of Dr. Katie Rodak, has set out to allay the confusion of others;
and to understand brain injury and the many potential changes it makes to someone's life. They have chosen
to address this formidable task by designing an informational bulletin board.

On the board are listed the conditions common to everyone in the brain injury category. The teens display
the different sections of the brain, statistics concerning brain injury occurrence rates and types of brain
injury, as well as an easy -to-read pie chart.

The images displayed contrasted healthy brains with those that had sustained debilitating damage. In order
to create this bulletin board, the teens had to divide their
duties into a sequential procedure of research and
implementation of what they learned.

They had to study how best to present the new information
so that the viewing audience would absorb the data. Not only
did they gain experience in these stages of presentation, they
also learned a lot about the singular category of brain injury;
so much that they can tell others and as well help themselves
be more sensitive to the prevalence of this situation.

If you would like to see the bulletin board, go to the second
floor, across from the school rooms, bordering the long -term
stay hall.

[l




Point
of HOPE

Changing Lives Through Self Determination

One of Delaware’s only day habilitation programs dedicated to
brain injury and neurological impairments

Offering activities designed to improve:
Socialization
Cogmitive Ability
Motivation
and Memory

Indiwvidualized programs help each participant reach their goals.
Our administrators and staff specialize in creating a nurturing

environment that promotes independence, pride, dignity and
respect.

How can we help vou become the person yvou want to be?

To schedule a tour, contact:

Tiffany J. Stewart, MLEd
302-731-7676
pointofhopel(@yahoo.com
www.point-of-hope.com




Empower Your Self, Empower Your Love (Anonymous)

One day, during a Florida winter (January of 1997 to be specific), my husband suffered a stroke while driving.
This incident, which rendered him incapable of controlling the car or releasing his foot from the gas pedal, became
much worse when | could neither control nor stop the car myself; we hit a tree 0 hard. After that devastating
accident which left him with a severe brain injury and me with two broken arms, | had a lot of thinking to do. |
decided, after my arms healed and he was released from the hospital, that | would prepare our home for his return
rather than put him in a nursing facility. | thought | could give him much more loving care than he would receive
in an institution. | was convinced he would be much better off in familiar surroundings. We had a good marriage: |
knew the emotional support of his wife was better than any an indifferent care staff could provide. | also knew it
would take a lot of hard work and help.

So, after my broken bones healed, after he convalesced in a series of four facilities, from Ft Myers, Florida to
Bryn Mawr, (the hospital transfers were inevitable due,
husband came home.

A lot of caregivers, as well as survivors and professionals, stress the significance of having a support group. |
agree completely, but our support group did not meet regularly in a specific location. Instead, the support came
from a strong network of family, friends and church members. | could not have done it alone. One of our sons
volunteered to build his home next door to us so he could help me when necessary. My husband needed physical
support sometimes that I, with a small frame and recent arm fractures, could not provide myself, like lifting him if
he were to fall.

This may sound very complicated and difficult so far, but we had to manage, and so we did. For instance, we
converted a bedroom across from the former master room into one that could accommodate his new challenges.
This room boasted a hospital bed, with necessary side rails and other essential features, but was as personalized
and pleasant as possible. Although it was unfortunate we could no longer share sleeping space, it was extremely
important that we both have sound rest. He needed the energy this provided to make it through the day and | had
to have it so | could help him do that by making it through my own day, as well as his. This was absolutely
essential. Each night, | could put the anxiety of the daytime on a cloud and visualize it floating away. | prayed for
courage, relaxed my tense muscles, nerves and mind, and slipped into blissful slumber. | was dead tired every
night. Every day would bring a new and different challenge; that difference was another important feature of our
life.

A day care van picked my husband up three mornings a week, eventually more often, so he could enjoy
activities designed for the disabled. He was returned to me at 4:30 This gave me a few hours to nourish my own
interests and my own emotional health.

Our social life diminished greatly as so many things were now
Delaware inaccessible to my husband both physically and cognitively, but |
Aging & Disability made sure we saw the _World 'out3|de our home as_best I coulq. I
Resource Center purchased an automobile which accommodated his wheelchair so
we could get to church and the grocery store. We managed to visit
) ) i Disney World, see family members in Colorado, and go to the

The Aging and Disability Resource Shenandoah mountains in Virginia. Disney World was quite an
| Center (ADRC) provides easy access to  adventure & | am proud to say | managed to get him down there

aging and disability information and on my own. As frightening as it was, we did it! The other trips

resources in Delaware. were made possible _W|th hglp frpm our loyal family and friends. .
Anot her significant part of ©6émaki
awareness that in order to maintain my caregiver role on the
optimal level, | needed to maintain myself. | planned my own
breaks. My husband would stay in respite care homes during
these occasional two-week rest periods. Our friends visited him
each day while | was away. | am very appreciative of them and
| my ability to take these breaks. | am grateful | could tell him |
would return in a short time when
; Phone: 1-800-223-9074 ' had to pay for his care out -of-pocket as this drained the majority
E-mail: DelawareADRC@state.de.us of our savings, but without those refresher trips, | am certain |

would not have been able to provide care to the best of my
Operated by the Deloware Division of Services potential.
for Aging and Adults with Physical Disabilities

Contact the ADRC if you want to:

Learn more about aging and disability resources
Decide what services best meet your needs
Get help finding services

(Continued on page 7)




More aids:
o | l earned to accept the fact that no matter how hard
Fix them and keep going.
e A friend from church signed up to help us as a Stephen Minister. She listened, supported, and accompanied
us to all of our neurology appointments.
¢ Another friend, knowledgeable in financial matters, assisted in sorting medical bills until I learned to do
this myself.
e After 4 1/2 years of this creative approach to care,
following seven months, until my husband passed away, were livable because of Hospice. Their team effort
0 taking care of bills, providing care that was exhausting me, a thousand other things, was priceless,
My best advice to anyone undertaking this very challenging journey is to adapt this experience to your own
needs. Take care of yourself so you can take care of your loved one. Faith, love and hope are what will keep you go-
ing; the rewards are infinite and unexpected.

Advertise I n OBrainst

Help us continue to tell these amazing stories.
We offer affordable ads for companies of all shapes and sizes.
Call 1-800-411-0505 for a copy of our current ad rates.

Could Also Be Delaware’s
First Freestanding Inpatient
Rehabilitation Hospital.

As the nation’s langest inpatient rehabilitation provider,
HealthSouth Corporation continues to find innovative ways

to provide high-quality and cost-effective care for brain injury
patients. This includes working hand to become Delaware's
first freestanding inpatient rehabilitation hospital. As we move
toward achieving this goal, we remain focused on braim injury
prevaention, recovery and rehabilitation that will offer patients
and families in Delaware a higher level of care with

positive outcomes.

A Higher Leve! of Care

healithzouth.com




Personal Injury » Workers’ Compensation
Since 1972

e P
Michasl D. Bednash Mattew M. Barthowskl Jonathan B. O'Nedll Heaather A. Long

Newark Wilmington
Plaza 273 913 N. Market Street
&6 W. Main Sireet, 4th Floor Suite 700
Newark, DE 19702 Wilmington, DE 19801

Chosa to 1596 and Route 273 {302} 555_.51{“} fnn the heart of Jowniown Winmingion
www.KimmelCarter.com




Caregiver:A New Reality

By Eileen Dorman

| have been told that in order to  tell a story, you have to tell a story. | can only tell
you MY story & the glad times, sad times, bad times and mad times.

My husband, John, and | have been married for 52 years in 2011. We have three
children, two grandchildren, three dogs and two cats. John and | met when | was 14
years old, and he is the only boy | ever dated. We eloped with five other couples a
week after my 16th birthday & not a surprise that we are the only couple still
together. John is a TBI (Traumatic Brain Injury) survivor, and | am his caregiver. ;

Johnds initial TBI happ ebeapdaylhwadam bnr-thex r },i"
job accident in Salisbury, Maryland. | got the call at precisely 10:35 am -i sndt
strange how we can recall exact times an.
forget! My daughter Devon and | made the two and a half hour trip in one and a half
hours. We met with doctors, social workers, nurses; reviewed cat scans, X -rays, lab
tests and insurance forms; and then we got the prognosis that he probably would not
make it through the night. John rallied and returned to work nine months later

wanting our |ives to return to nor mal. That never happer
pl ace on April Fool s Day in 2008. Thi dgernomemoryaadhis hbilitgtd i n
drive o well, in actuality, he candri ve. He just cand6t remember where heds
Johndés major deficit is 19% left frontal. He | ost his

The upside of this is that he now cleans the cat litter box! The downside is that he can no longer smell smoke or

gas, my breath when | think itds bad

his own body odor, bad food, etc. He also suffered a loss of personality,

sense of humor, social skills, tact, sensibility and reasoning, compassion,

empathy and personal hygiene. As John has become more sullen,

arrogant and

belligerent, |

have become

stronger, more

aggressive, — -

more assertive I 90t help flndlng

and more —

compassionate. a thSICIan When

Being a nast -

|ef[frgonta|, Y I HEEdEd It-

with his

buttono

incapacitated,

he has no

Eileen & John Dorman in 1959 problem One number to get you sig

spewing his
anger and frustrations on those closest to him. | feel no
guilt going to work every day, going out to dinner with
friends or going on trips with family while John sits
home alone; but I do feel bad for him because he sits Need a doctor?
home alone. The more John slips into his self |mpos_ed Call our physician referral and information line Monday - Friday, 8 a.m.
martyrdom and self pity, | have become more outgoing 430 OF vis bei — :
and grateful for what | am able to do. John is content e Bl O AUOUL YEDSite atwivwana)elti.ofg steyume
now to sit home with our toh search our on-line physician referral service. We'll match you with the _
lf it werendt for those dog physician best suited to meet your needs. 1-866-Bay-DOCS e
nursing home. They are rescues and | feel that they are
opaying it forwarddé, giving r\

(Continued on page 10) Bayhealth |We'e here for Zg.

Visit us on the web at www.bayhealth.org
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