
 

By Amy L. Kratz  

Hello, my name is Amy Kratz. In early September of 1973, I sustained a Traumatic Brain Injury (TBI). It 

would be referred to by my family òas the worst thing that ever happened to us.ó I donõt recall some of the 

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 unknown, couldnõt understand at that time. I would, however, 

find out later during our voyage through trauma, the truth of their pain, helplessness, and anger. I 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 

talk, which didnõt happen until I was in my twenties, when the first person I spoke to was my Mom. She and I 

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

accident - actually a violent crime - was still very painful for both of us. Mom would begin to 

cry and then say, òLetõs talk about something less serious.ó We would then crack a joke and 

laugh until we cried. I realized then the depth of the chasms in our souls. I 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 I was only nine when the TBI 

occurred and did not yet have an adultõs grasp of reality. I never imagined that I wouldnõt just 

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, I only had to get better, not realizing that there were times that I 

coded, very close to death, and if I survived I might never talk or walk again. I was lucky to 

not realize the extent of helplessness that my family knew. In fact, I never even sensed it. 

Fortunately; I was exempt from that for a long time. I later had to struggle of course but in 

different ways.  
 Continued on Page 17 
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A Caregiverõs òDietó 

By Devon Dorman, BIAD President   

Normally, one does not willingly choose to go on a diet, just as one doesnõt willingly choose to be a 

caregiver. Just like with dieting, there are changes to be made in your life ð your normal routine ð that 

take getting used to, adjustments to be made and hard choices, things you would not normally choose. 

Letõs begin with whatõs on the table: 

You have your staple, your normal òservingó of LIFE: Your job, family, home. But now we have to 

make those new choices that we donõt normally have to choose from? Now alongside the LIFE serving, 

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 ð 

even though none of this is appealing). Oh wait, you forgot your serving of depression; things are starting to spill over. An d lest 

we forgot ð sprinkle some tears on top. Wow, your plate is full!  

All too often, caregivers feel this conundrum ð their plate isnõt only full, it has runneth over. But just like with dieting, we 

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 still getting the things they need to adjust properly and stay in good working order; so we canõt forget to get 

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 life, when our plates are so filled with things we donõt necessarily 

want to ingest, when we have had to change our entire daily routines to accommodate this òdietó. Even those around you need 

to make changes. 

Iõm sure you want to just throw your hands up and go for several pints of Ben & Jerryõs ice cream and wish everything 

away; wish that you didnõt have to go through this, wish for your life back and your old òcomfort foodsó (i.e.; peace, tranquili ty, 

normalcy), the things that made you feel good before - and these new adjustments would never have happened and would just 

go away. 

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 get you results ð you need a òcheat dayó. A day when you can indulge yourself with something, the comfort foods, the 

break from that plate that just makes you think you canõt go through another day if you have one more spoonful of whatõs on it. 

Take that cheat day! Do something you want to do, go somewhere ð break free (even if only for a few hours); overindulge in the 

things that brought comfort to you before you started on this òdietó. Be and feel normal again, before there were these restric-

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 donõt usually succeed on their own; they incorporate the help of a buddy system (i.e. in this 

case support group) and a counselor (i.e. therapist). You should too.  

Self-Sacrifice Makes Miracles Happen 
By Esther Curtis, Executive Director  

The caregiverõs life is not easy. Caregivers struggle to help their loved ones move toward greater 

personal independence while they sacrifice their own. Frustrating as their situations may seem, the 

caregivers Iõve met are aware of their importance. Patiently, they bear the burdens of their loved 

ones as well as their own.  

Caregivers are living, breathing examples of the best of what one human being can do for another. 

I 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 donõt just sacrifice their independence. Many give up their sleep, their money, their 

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 BIADõs Director, I have seen many difficult situations, but I also saw immeasurable love and 

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 I get further in tune to Delaware families, I 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.  

I was looking for quotes to close out this article, but could only find one that truly inspired me, by Ralph Waldo 

Emerson: òSelf-sacrifice is the real miracle out of which all the reported miracles grow.ó While our caregivers are giving 

of themselves, itõs not for nothing. They are enabling their loved onesõ future growth. 
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Editorõs Note: New Perspective; New Perception 
By Tracey Landmann, Board Member  

One day over breakfast last winter, Esther suggested we dedicate an 

issue of òBrainstormingó to the Caregiver. I smiled in vague agreement, 

but I didnõt really consider the caregiverõs position to be the one we should 

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 as much. If caregivers donõt receive 

recognition and support, if they donõt maintain strength, not only is their 

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 I listened to, spoke with 

and generally observed, the more I 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.  

I confess: this has not been the easiest issue for me to put together. I really enjoy the challenge of òlooking at 

things in a brand new wayó but attempting to view trauma from a different angle is all kinds of difficult. I 

think I understand now. Caregivers are survivors, too. Their traumas arenõt exactly the same as those 

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 

lost. In this issue of òBrainstorming,ó weõre navigating. After reading the articles within, we hope the drivers 

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 AI 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.  
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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 I could neither control nor stop the car myself; we hit a tree ð hard. After that devastating 

accident which left him with a severe brain injury and me with two broken arms, I had a lot of thinking to do. I 

decided, after my arms healed and he was released from the hospital, that I would prepare our home for his return 

rather than put him in a nursing facility. I thought I could give him much more loving care than he would receive 

in an institution. I was convinced he would be much better off in familiar surroundings. We had a good marriage: I 

knew the emotional support of his wife was better than any an indifferent care staff could provide. I 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, in part, to insurersõ time limits on hospitalization ), my 

husband came home. 

A lot of caregivers, as well as survivors and professionals, stress the significance of having a support group. I 

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. I 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 I had 

to have it so I could help him do that by making it through my own day, as well as his. This was absolutely 

essential. Each night, I could put the anxiety of the daytime on a cloud and visualize it floating away. I prayed for 

courage, relaxed my tense muscles, nerves and mind, and slipped into blissful slumber. I 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 

inaccessible to my husband both physically and cognitively, but I 

made sure we saw the world outside our home as best I could. I 

purchased an automobile which accommodated his wheelchair so 

we could get to church and the grocery store. We managed to visit 

Disney World, see family members in Colorado, and go to the 

Shenandoah mountains in Virginia. Disney World was quite an 

adventure ð I am proud to say I managed to get him down there 

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

were made possible with help from our loyal family and friends.  

Another significant part of ômaking this possibleõ was my 

awareness that in order to maintain my caregiver role on the 

optimal level, I needed to maintain myself. I 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 I was away. I am very appreciative of them and 

my ability to take these breaks. I am grateful I could tell him I 

would return in a short time when I took them. I wish I hadnõt 

had to pay for his care out -of-pocket as this drained the majority 

of our savings, but without those refresher trips, I am certain I 

would not have been able to provide care to the best of my 

potential.  
 

(Continued on page 7)  
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More aids:  

I learned to accept the fact that no matter how hard you try to make life perfect, ôdisastersõ are inevitable. 

Fix them and keep going.  

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.  

After 4 1/2 years of this creative approach to care, I took a friendõs suggestion to call Delaware Hospice. The 

following seven months, until my husband passed away, were livable because of Hospice. Their team effort 

ð 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 in òBrainstormingóé Spread the Word 
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.  
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Caregiver: A New Reality 
By Eileen Dorman   

I have been told that in order to tell  a story, you have to tell  a story. I can only tell 

you MY story ð the glad times, sad times, bad times and mad times.  

My husband, John, and I have been married for 52 years in 2011. We have three 

children, two grandchildren, three dogs and two cats. John and I met when I was 14 

years old, and he is the only boy I ever dated. We eloped with five other couples a 

week after my 16th birthday ð not a surprise that we are the only couple still 

together. John is a TBI (Traumatic Brain Injury) survivor, and I am his caregiver.  

Johnõs initial TBI happened on February 29, 1996 - Leap Day. It was an on -the-

job accident in Salisbury, Maryland. I got the call at precisely 10:35 am - isnõt it 

strange how we can recall exact times and dates of events that weõd really like to 

forget! My daughter Devon and I 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 lives to return to normal. That never happened. He has had three additional TBIõs; the last taking 

place on April Foolõs Day in 2008. This one resulted in Johnõs total loss of his short-term memory and his ability to 

drive ð well, in actuality, he can drive. He just canõt remember where heõs going or where heõs been. 

Johnõs major deficit is 19% left frontal. He lost his sense of smell and taste as his olfactory nerves were severed. 

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 I think itõs bad, my perfume when I think itõs good, 

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, I 

have become 

stronger, more 

aggressive, 

more assertive 

and more 

compassionate. 

Being a nasty 

left frontal, 

with his òedit 

buttonó totally 

incapacitated, 

he has no 

problem 

spewing his 

anger and frustrations on those closest to him. I 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 

home alone. The more John slips into his self imposed 

martyrdom and self pity, I have become more outgoing 

and grateful for what I am able to do. John is content 

now to sit home with our three Shih Tzuõs and watch TV. 

If it werenõt for those dogs, Iõm sure that he would be in a 

nursing home. They are rescues and I feel that they are 

òpaying it forwardó, giving John a purpose to go on. 

(Continued on page 10)  
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