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Next:       More on the causes of our loss, 
on caregivers, survivors, and on profession-
als concerned with our problems. 

After Three Years! 
-by Patricia 

Well, I did it! After three years of 
conscientious deliberations my mind was half- 
way made up to have the operation that 

would release the liquid in my head due to 
hydrocephalus—the situation where an 

abnormal increase in the amount of 
cerebrospinal fluid within the cranial cavity, 
that is accompanied by expansion of the 

cerebral ventricles, causes atrophy of the 
brain. 

T he  e f f e c t s  o f 
hydrocephalus bothered 
me by the imbalance of 

my walking, the mental 
anguish of being slow on 

t h e  u p t a k e  i n 
conversation, the lack of 
progress in dealing with 

results of my brain 
accident, and the 

annoyance of my urine 
incontinence.   

Then several things concerned me about 
having an operation inside my head:  things 
like the aggregate of my advanced years, the 

problem of having another anesthetic, the 

Continued on page 3)        

Loss—and Love 

-by Kay 

Loss: 

July 29th, 2003. That 
was the day a very in-

adequate emergency 
room doctor, decided 

(after keeping us for 6 
hours) as a last resort to 
give my daughter a CAT 

scan to see what may 
have caused a small 

right-sided seizure to oc-
cur on that very hot day 
in July in Spokane. 

That was the day our daughter, Cathleen, 

started to shed just one tear, and then pow-
ered up to face the day.  

Seattle’s top brain sur-
geons removed only 
2/3rds of a highly malig-

nant tumor, a possible 
stroke followed and two 

years of extraordinary 
set-backs that can only 

be understood by com-
rades who know the side 
effects of steroids, anti- 

seizure meds, radiation, 
chemo, and the battle to 

overcome the derailment 
of stroke or traumatic 
brain injury.  

To talk again, to communicate, to walk, to 
communicate, to join, to get out, to be effec-

tive, to communicate - “to be!” 

In the book, “Over My Head,” Dr. Claudia 
Osborn describes her deepest feelings and 
the work of suffering traumatic brain injury 

from a terrible accident in which a careless 
driver hit her while she was on her bicycle.  

After years of work to recover and to lead 
a new life, she wrote: “Traumatic brain injury 

(Continued on page 2) 
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brings one to the edge of the most excruciat-
ing living loss—in which you lose your job, 

your identity and your life as you knew your-
self... 

The simplest things that we take for 
granted are forevermore appallingly difficult, 

such as trying to connect the words you know 
and the thoughts you have to motor out 
through your mouth.” 

Courage: 

As a caregiver, I reflect on those words, 
and I know that we as the surrounding family 

of caregivers to Cathleen also “lost” our lives 
as we knew them. And though we “lost” our 

lives, which we have, thanks to Cathleen-for 
we also have found our lives again.  

For four years I have had the remarkable 
experience of hurt and sadness and just plain 

work, blossoming into growth, and now, the 
privilege of watching a perfectly deep and 
cognitively superior young woman living with 

loss.  

How does one 34 year old woman take that 
loss that she has to confront every single day 
—the kind that knocks you out down there 

deep below your heart and lungs and just 
above your stomach, hurting, begging for 

tears that do not come; the kind of loss and 
hurt the rest of us only have to deal with 
rarely and just every so often, but not every 

day—how does one young woman do that? 

She reaches out in love and joy and gives 
you back herself in the most remarkable new 
way and then thanks you and says “I love 

you” three times a day!!! What I watch is 
someone who “chooses to live and chooses to 

hope! And because of that she improves 
every day and shares peace, excitement, and 
satisfaction with others. 

Love: 

Recently, I had one of those rare visits I 
cherish in which I caught up with a dear 

cousin from Chicago—one of the three sisters 
who grew up across the street from me. She 

had been to her college re-union.  

To her pleasant surprise, it was a reunion 

in which everyone seemed to reflect that life 

(Continued from page 1) 
had not been perfect, and that, for many, ex-

periences had provided, if not bumps in the 
road, truly humbling, questing, challenging 

times. For a reunion, this one, she said, had 
been superb instead of depressing for its su-
perficial, competitive show and tell. Indeed, 

my cousin came away with one very good, 
memorable story.  

When one alumna told of her caregiving 
over the last few years of a daughter who had 

had a severe stroke, she went on to say that 
she, therefore, had accomplished very little 

with her own life lately.  

The group charged to the rescue of this 

woman and said, “Oh, but she had done the 
most remarkable thing of all…” and then one 

discussion leader on this Alumni day spoke up 
loudly and said, “don’t compare your insides 
with everyone else’s outsides!” 

Dare I say that many young Americans to-

day have little understanding of disasters. 
There is terrible risk in our society to be 
young, to be “bright,” to be “successful,” to 

want it all, and to, at the same time, lose 
one’s bearings! Who is the determiner of what 

it means to be “Whole?”  

Who is my neighbor?  

What is happiness? 

Our daughter is our teacher.  

She knows what it means to be humiliated 

and broken, and she knows how to love in 
ways the rest of us can only dream of. 

It’s love built upon heaps of forgiveness—
the real grist of love. You can’t be a caregiver 

out of duty, but out of love.  

This is only the beginning of my story, and 
it is another beginning to my life, thanks to 
my daughter.  

Tune in again later, there will be remark-

able growth and change in my family. 

(We have done some interviewing with 
Cathleen about her story. We expect to col-

lect her thoughts and present them to you 
very soon to continue the difficult, real-life 

story of the relationships between the survi-
vor and the caregiver.   -ed.)                << 
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Healing From A Stroke 
-by Stephen 

My relationships are very 
different: 

This is the biggest thing.  
Before I was helping other 

people.  Now I need help.  I 
like being is independent.  

But my life is now different.  
Men give me a head ache.  

They think only of 
themselves—many of my friends. 

Not Reading is really hard for me. 

I thought my family and friends could help 

me read.  But when they realized I was being 
OK, they went back to their life quick.  

Reading was the way I could communicate 
with my world.  Now my world without 
reading is very different. 

New Boundaries: 

My boundaries are very different.  I have 
to work out three or four days.  That allows 

me to strong.  I go to me church three or four 
days each week.  I have to read each day two 

hours. 

Depression and Trauma: 

Not driving makes me crazy. 

Dealing with Sadness: 

A soon as I think about sadness I get it out 

of my mind.  This is not good.  But I focus on 
reading.  Or helping others.       

(As with other survivors, their stories are in 
their words. And we hope to get more on 

Stephen’s stroke and recovery.       –ed.) << 

two inexplicable “TIAs” that I had had and 
finally the haunting experience of an 

“undetected” stroke I had on April 30th, 2003.   

By “undetected” I mean the doctor in the 

ER thought that the only thing wrong with me 
was a nasty open cut on my forearm. That 

lessened my faith in the medical profession. I 
had no doubt that I was concerned, but, “No 
more anesthetics!”, I thought to myself. 

But then things began to happen. When 

my gait weakened into a slow crawl, my 
thinking was getting dull and my speech 
lacked progress, my answer was to seek a 

brain surgeon with whom I could feel 
comfortable. Decisions, decisions, decisions. 

  Even though I selected a fine surgeon, 
the whole thought of the operation caused me 

a bit of anxiety. Having my skull drilled into 
and then having a drain placed in it... Well, 

the outcome is an unknown. After all, I have 
often used the drill in the garage and that 
sound I knew all too well.  Thank heaven the 

operation was soundless and was executed 
with excellence.  

NOW MY BRAIN HAS A DRAIN!!!! 

Oh, I did it. The decision to operate was 
the correct one because my life has become 
whole again. The outcome has excelled my 

fondest hopes, for my walking, balance, 
speech, continence, writing, and my thinking 

have all improved. My hand-writing ability has 
also returned, the last as a great bonus and a 
big surprise. However, my spelling and the 

computer skills remain dormant, but I am still 
trying. In addition, there is much pleasure in 

reading, the one thing I love spending time 
doing. 

My plans include being able to return to the 
many other interests that have inspired me in 

the past. Hope this story will help someone 
else to follow my footsteps. With all my whole 
being so improved I can grant the successful 

results to all the wonderful encouragement 
from my love, Si, my daughter and her 

family, my many friends, the speech and 
language group, and the very positive 
comments voiced from Nancy Alarcon. 

My heartful thanks to you all so very much.                                             

<< 

(Continued from page 1) 
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University of Washington 

Speech and Hearing Clinic 

4131—15th Ave, NE 
Seattle, WA   98105 

Phone: (206) 543-5440 
Fax:    (206) 616-1185 

http://depts.washington.edu/sphsc/
clinic 

Visit our web site to: 

- learn more about our services; and, 
- to access past issues of the Writer’s Guild 

quarterly newsletter: 

Publisher’s Corner: 
-by Nancy Alarcon 

June 

is “Aphasia Awareness” Month! 

What are you doing to advocate for your-
self and for individuals and families living with 
aphasia. Let me ask you to: 

¶ Support your local stroke support group, 
community clinic, rehabilitation center, and 

the National Aphasia Association (NAA). 
Reach out locally AND nationally; 

¶ Volunteer to help sustain a community sup-

port group; 

¶ Offer to speak to a group of high school 

students about the value of becoming a 
health-care professional who cares about 
quality of life; 

¶ Be a mentor or communication partner for 
someone who has limited spoken communi-

cation or is unable to get out into the com-
munity; 

¶ Donate to a local or national organization 

that advocates for individuals with aphasia; 

¶ Volunteer to serve in a local, state or na-

tional aphasia advocacy group. 

You CAN do it - 

and, you WILL make a difference! 

Each of us can have a significant impact 
on the quality of services, the quality of care, 

and the quality of life of individuals living with 
aphasia. 

By now, many of you have heard of “six 

degrees of separation.” It is the unproven 
theory that anyone on the earth can be con-

nected to any other person on the earth 
through a chain of acquaintances that are no 

more than 5 people apart.  

The theory was first proposed by a Hun-
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garian writer, Frigyes Karinthy, in a short 

story called “Chains”, in 1929. What it speaks 
to is the notion that we are somehow all con-

nected—all related.  

Does that mean that we are in fact to 
some extent each responsible for one an-

other? How challenging, and yet, how reward-
ing and exciting that idea could be. 

Consider then for a moment, how we 
might build awareness of stroke and of apha-
sia if each of us told 10 people, and they each 

in turn told 10 and so on. Within 6 degrees, 
how many folks could we reach? Call and let 

me know. Should we try this as an experi-
ment? 

Would you be willing to tell 10 people 

about aphasia and ask each of them to tell 10 
people…? 

Imagine the impact of breaking down ig-
norance, and building a network of awareness 

and eventual support for individuals with 
aphasia!  

Each of us CAN make a diffeence!       << 


