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A guide for Leveraging Loss

so that it Lends to an 

Extraordinary Quality of Life

By Kristi S. Svendsen

The purpose of this book is toward leveraging personal loss and recognizing 

possibilities and potential not previously accepted or understood.
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INTRODUCTION


This handbook is designed for people who are grieving a loss.  It is not about death and dying; it is about the loss of someone near and dear to us: ourselves.  


The loss of oneself is enormous.  It defies understanding.  Our own understanding frequently falters or is altogether absent.  This is okay.  There is no fault; there is no one to blame.  


Life is not shattered by catastrophic injury or illness, but it surely can be if we sit by and allow the windshields of our lives to crack and shatter.  This does not happen when we take a proactive stance concerning the losses we have sustained.  


Without our proactivity, our understanding, our forgiveness of self and others and our HARD WORK, we may be depressing ourselves into life in front of an electronic fireplace (television set), possibly a bottle in lap and angry.  If this is the way you wish to live your life, you may stop reading now.  


If, on the other hand, you wish to explore the labyrinth of grief and loss that others have, please read on.  WARNING: Some sections and passages of this handbook are brutal in their honesty.  Reading and contemplating their meaning may cause anger and even hurt.  The intent is not to hurt anyone.  If it angers you, congratulations!  You are taking your first step into the maze.  I look forward to seeing you on the other side.

This book is written because of the experiences of many friends and clients throughout the 25 years since my own permanently disabling injury.  Through the attempt to Peer counsel hundreds, if not thousands of other people with disabilities, I have come to the conclusion that many of us are grieving loss.  I grieve the conclusion that FINALLY came to me very recently.  I wish it had occurred to me long ago—it would have ameliorated some of my own pain and I “woulda/coulda/shoulda” been able to lend counsel and perhaps comfort to others who were as angry as I.  


  Additionally, I read a number of books and periodicals regarding grief and loss.  While they all contained excellent advisements, the concentration was on the death of another human being.  It requires a leap of sorts in order to equate loss of self to death, but I say it’s altogether plausible and urge you to explore as many of the recommended readings as possible.  

WHY YOU SHOULD READ THIS BOOK


The words and exercises put forth in this book are product of years of personal experience and observation.


Many people are told their disabilities are either “temporary” or “minor.”  In either of those situations, there is no opportunity to grieve, much less contemplate loss.  After all, the loss is only temporary and minor injury is something one shakes off.  For many of us, it is months and even years until the truth sets in and we realize that this situation is neither temporary nor minor.


By the time the realization sinks in, we may be in the throes of depression, substance abuse or some other type of self-abuse, certain we are losing our minds.  We are the “walking wounded.”


If you identify with any of the above, you should read this book.  If you think you are not tough enough, if you think that you think too much and most especially if you think you are losing your mind, please read on.


Additionally, while feeling a sense of loss, but you do not identify with any of the above, you should read this book and then, tell me what is missing.  The book is intended to assist you to build alternatives out of your loss.  As alone as you are feeling, there are others “out there” who are having similar problems.  Your guidance in editing this living document may be of value to many people you do not know.  

GRIEF AND LOSS
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1. Are you are experiencing life altering loss as it relates to physical or mental manifestations?  Are the losses negatively affecting your quality of life?

2. People who encounter “only depression” will benefit from reading this book.  There is no such thing as only depression because depression leads to behaviors that are self-destructive and ruinous to quality of life.    

3. There is no cure for your loss.  The situations that are affecting your quality of life are likely permanent.

4. It is okay to believe in miracles.  Indeed, they happen (with infrequency and beyond human understanding).  Believing in them does not negate your duty and responsibility to yourself to accept a job for which you would have never applied.

5. Your present situation is not punishment for past done (or undone) deeds.  

6. Your job is to build alternatives for your loss, so that you may rebuild and regain your life so that it lends satisfaction in spite of the loss(es) you have sustained.

7. Determining the loss and its cause is generally fairly transparent: I can no longer think straight, I am crying all the time, I can no longer walk . . .  

8. Recognizing and managing the emotional impact that the loss is causing is more difficult.

9. Building alternatives is generally a long and difficult process.  There is a plethora of second chances toward “getting it right.”  There is only one failure in building alternatives—that is, doing nothing!


NARRATIVE ON THE TERM “DISABILITY”


Prior to our own disabling injury or illness, many of us were subject to subtle programming regarding the terms “handicap” and “disability.”  We equaled the terms to “infirmity, insanity, inability, irresponsibility, unaccountability,” etc.  For some of us, nowhere was the notion that people who have disabilities (“handicaps”) can do anything productive.


People so compromised belonged in homes or institutions.  A cure may have been sought.  Since no cure was forthcoming, people were removed from society with horrible efficiency.

As recently as the 1960s, many adults and children with disabilities were sent to institutions away from parents, siblings and friends.  These institutions were where they were segregated to live among “their own kind.”  Insane asylums proliferated the American landscape.  True enough, they would not have existed without federal and state government funding.  As children, some of us may have been assaulted with threats to be sent to the “crazy house” or “loony bin.”  (These terms were synonymous with places where people were sent with little hope of ever returning home.)  Perhaps, our parents threatened us that our behavior was going to send them there!


It is possible that you were not raised so.  Still, when you saw someone with a disability, did you feel sorry?  Did you feel pity?  Did you thank God that you were not one of “those people”?  Were you possibly one of the ones who patronized people with “handicaps”?  Now, it’s likely that you are being so patronized or that you are even feeling pity for or patronizing yourself.  This is okay; it’s part of the grieving process.  The purpose of this handbook is toward assisting people to process the grief and to learn that there is life worth living and living well and unapologetically. 

BRIEF HISTORY OF THE MODERN DISABILITY MOVEMENT

· The Civil Rights Act of 1964 emboldened people with disabilities to act on their own behalf and on the behalf of others to seek equal treatment under law.

· The Rehabilitation Act of 1973 assured that people with disabilities who sought education at a public school or university were allowed to do so.

· The Rehab. Act had a very bumpy enforcement road.  The only mandate that was enforced with any consistency was the one concerning public education.  (Other planks of the Rehab. Act were largely ignored.)

· The Americans with Disabilities Act (ADA) came into being in 1990.  The ADA came about because the Rehab. Act was ignored as much as possible and because people with disabilities were chafing behind the fact that many businesses were not accessible to people with mobility impairments.  Also, because government buildings were not physically accessible, the employment situation for people with disabilities was abysmal and access to telecommunications was access denied to people with hearing and speech impairments.

· Eighteen years later and the ADA has hit a similarly bumpy road as the Rehab. Act.  The ADAAG (Americans with Disabilities Act Accessibility Guidelines) remains subject to interpretation by architects, developers, building inspectors, etc.  Public and private business, especially in some areas of the country, take turns challenging federal law.  (Many peoples’ civil rights are being routinely trampled upon.)  Unemployment has risen, not fallen (as was predicted).  However, people with disabilities are not sitting still, and are demanding not special rights, but civil rights under law.

· In 2008, many people with disabilities are still being warehoused in skilled nursing facilities, which is the politically correct term for “nursing homes.”  

Upon reading this history, you may ask yourself how you would deal with such discrimination.  Look back upon your pre-injury life and then, ask how.  Prior to your injury, is it not likely you would have fought for your right to be served in the restaurant you chose?  Would you not have been justifiably hurt and even angry if you were denied a job because of the way you moved around?  What if you’re evicted from your apartment (that has a “no pets” policy) because a friend who uses a guide dog came to visit you?  The association with someone who has a disability is also covered under the ADA.
 If you are reluctant to self-identify as having a disability, this is okay.  Looking beyond what you no longer do and forward and inward to who you are is what’s important.  However, the most important reason to self-identify is because this is the way law is written.  A Social Security claim is dependent upon the individual proving that s/he has a “physical, mental, cognitive or sensory impairment that substantially limits one or more life activities.”  This is to say that if you are applying for Social Security, Workers Compensation or another insurance claim, the word “disability” is going to be a frequent reference.  


DEPRESSION 


Depression and its various symptoms are perhaps the most prevalent of “dual diagnoses” that come on the heels of catastrophic injury or illness.  Depression also often occurs, unbidden and unwelcome, to many people who beat themselves up for having no reason to have “the blues.”  


The media is rife with advertisements for anti-depressants.  “Feel bad?  Take a pill!  Pills are ‘the cure’ for depression.”  I say that’s not so.  However, they help.  Going to a doctor, getting a prescription, having it filled and taking it is not the conclusion of your responsibility to yourself.  There are many activities in which you may participate to overcome the depression.  Below, is listed some of them with room for you to write what you choose to do to manage depression.

_____ Call friends*
_____ Get together with family*
_____ Get out of the house

_____ Go to a support or self-help group

_____ Hobbies—either resurrect something you used to do or find a new one

_____ Physical exercise—walking, swimming, lifting weights, jogging

_____ Talk therapy—find a therapist you trust

_____ Volunteer at a senior center, a nonprofit agency or elsewhere

Please make a list of activities you could perform to relieve depression:

______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________ 

* Get together with a friend or a family member and determine, during the visit, how this makes you feel—good, bad?  As you dial up a friend, think of how s/he makes you feel.  Is this person negative or is there substance abuse involved?  If you are trying to quit drinking or drugging, this may be a friendship you wish not to seek.  As we are depressed, it is not a great idea to visit someone who also has depression (negativity) unless we are engaging them “in getting out of it” as well.  When attempting to help someone with (what you view as) depression, ask yourself if you would appreciate someone intervening the same way with you.  Be careful not to “should” on someone else!


While the above may be construed as an endorsement of the pharmaceutical industry, it is not meant to be so.  From personal experience and observation of many people, I believe medication helps—for some of us, it helps a lot and for others, it takes the edge off.  Medication is not the be-all that the pharmaceutical industry claims it is.  A physician who prescribes anti-depressants without advice regarding adjusting behavior is doing you a disservice.  This is not to say that they neither know nor care.  Many medical professionals are subject to a quota of activity and are likely too busy to concern themselves with your lifestyle.  They have no business knowing your lifestyle!  This is your business and your responsibility.


Most anti-depressants come with a host of contraindications and side effects.  Because some are very powerful drugs, it is very important for you to read the tiny print and listen to a pharmacist’s advice about their use.  


As importantly, it is prudent to learn the indications for supplemental or so-called natural remedies.  For instance, St. John’s Wort, a commonly accepted “natural” anti-depressant, may bump up against prescribed medication with dangerous results.
 ADDICTION and an ACCOMPANYING SENSE OF LOSS

WE ARE BORN ADDICTS

Addictive behavior is ever-present within human makeup.  After all, what is survival, but the very foundation of addictive behavior?  As humans, behaviors are evident, without which, we would surely perish.  We need food and water to sustain our lives.  We are born wholly dependent on others to supply these needs.  Without them, we die.  Another basic need that we are dependent upon is sleep—sleep is the manner in which we refuel our minds and bodies.  While there are few documented cases of people who have died strictly from lack of sleep, there are many documented studies regarding the value of sleep—how it contributes to health, wellness and quality of life. 
As infants, we are also dependent on what I will refer as “extreme needs.”  As we grow older, the need for shelter and warmth diminishes, but it does not disappear altogether.  Bodies will freeze at temperatures below 32°--no matter the shelter or the body covering.  Food and water may sustain someone in below-freezing temps, but not forever.  When fuel (food and water) is exhausted, so does the means to maintain body heat inside the parka, the zippered sub-zero bag, etc.

ADDICTION = NECESSARY FOR SURVIVAL, 

BUT ALSO LEARNED BEHAVIOR

As we grow older, why is it then that we become subject to physically or emotionally addictive behaviors that are wholly destructive?  Addiction is learned first by necessity to remain alive and then, by example of parents, siblings or other human beings and finally, the desire to feel whole, alive and “happy” again.

SELF-MEDICATION = CONTROL?

Many people refer to their addictions as “self-medication.”  By this very proclamation, they are reclaiming control in a life gone haywire.  The occurrence of disability feeds the proclivity toward addiction.  Almost without exception, disability transports us to the basic instinct to survive.  Where basic instincts are kicking in, is it any wonder that addictive behaviors figure?


By no means does this mean (or is meant to imply) that everyone with a disability becomes an addict.  The occurrence of disability may be a reason for addiction, but it is not an excuse.


In research, the leaders among addiction are alcohol, drugs (although alcohol is a drug, it has earned its way toward being acknowledged separately), nicotine, eating disorders, shopping, gambling and just about any other behavior performed obsessively.  As I type, I learn that there is an epidemic of carpal-tunnel diagnoses in (primarily) adolescents—due to the plethora of video games and computers.  I myself, declare a proclivity toward addiction when it comes to the computer—and writing.  (I like to think that) this book is proof that I think, read and write a lot.


During my years of friendships with and exposure to people with disabilities, there is the surprising conclusion that many of us are nicotine addicts.  Most acknowledge that this addiction is socially unacceptable and physically destructive; we keep on doing it (smoking) and make small jokes about it.  I recall declaring that “I would rather smoke than eat.”  Truly, I did this quite often.  Hence, the fear on behalf of my family that I was anorexic.  At the time, I refused to believe in the destructive nature that smoking was having on my physical self.  I rationalized that cigarettes were my “truest friend.”  Once an avowed “anti-smoking” advocate, I found myself being one of the offenders.  (I began smoking when I acquired my disability in the 1980s.)  Why this addiction then and now?  Is it “control”?  Was it a control issue when I began smoking?  If so, what is it now?  It is ugly, it is smelly, it is dirty and it is anti-social.  My advice to rehab professionals is to look for the signs of smoking in their clients and talk tough about the consequences.  Discuss and present alternatives to nicotine addiction.  My friend, the heroin addict and alcoholic, claims that quitting smoking was the toughest addiction that he kicked.  Happily for him, he kicked them all, but cigarettes were the toughest to give up.  Is it any wonder?  They are so accessible!  There are few quick marts and grocery stores that do not sell nicotine products.  I find this contradictory—they sell food to sustain life while selling a product that is wholly destructive to our bodies.  

“Drug addiction” is not limited to so-called street drugs (marijuana, meth and cocaine for example), but also prescription drugs.  The odds are overwhelming that everyone reading this book knows someone (or is someone) addicted to one or a number of prescription drugs.  If your disability is one that requires pain management, the odds that you have astronomical access to prescription drugs.  If you are intimately acquainted with someone with access to these drugs, the risk for abuse increases for you.  Covering for a loved one’s addiction lends terrible dynamic to the person’s (with a disability) life.


This is where another addiction may enter the scene.  Lying.  Addiction exacerbates the ability to lie.  The departure to describe a less recognized addiction, which is also a symptom of the above-named addictions is not accidental.  It is included in this discussion to underscore the fact that lying is not only a by-product, but may be the product itself.


Among people with disabilities, it may be difficult to self-diagnose addiction, but it may be especially evident to others.  That is, while you may view this behavior as “normal” or within bounds, others may more easily be able to recognize the destruction that addiction is wreaking.  This brings about self-assessment time and most especially if you are drinking, drugging, gambling or even lying with frequency.  Check out web sites for tell-tales.  They all have the following in common:

· Aggression 

· Personality symptoms 

· Behavioral symptoms 

· Compulsions 

· Impulsivity

As you contemplate the above, please add some “feel goods” of your own.  Do this while you are buzzed by your drug of choice and then do it when you are not under the influence.  If you have difficulty recognizing the “feel bads” and “the difference,” you are likely entertaining (?) an addiction.  Your job is to acknowledge that this difficulty is neither fun nor entertaining.


FIXING BLAME IS ONLY GOOD FOR PUNISHMENT


This is to say that we can all be “difficult” at times and the most difficult, fractious, destructive and time-wasting task we may take on is placing blame.  Looking to the past is a good tool for creating a future that is fraught with the positive things in life.  Learning from the past is the responsibility we all share.  Toward the goal of a purpose-driven life, I think that:

Placing blame is a waste of time.  While it seems redundant to repeat this over and over again, it is true and it is a fact that must be recognized.  You cannot change the past; get on with arranging future dynamics toward personal and professional growth and success.

Anger Is A Symptom Of Fear And Hurt


Anger is “only” a symptom.  Within the human dynamic, there is an enormous bundle of emotions.  Nearly any emotion we entertain can elicit anger.  Think about it.  Within fear and hurt, the building blocks of anger, there is a plethora of ways you can feel.  Emotion drives anger.  It is up to every one of us to control the emotions that fuel anger.  Sort through your mind for why you get angry.  Loss and grief are enormous elements2 of fear.  Within loss is loss of control (over one’s life, one’s body), there is loss of autonomy, loss of pride in oneself and forgive me for saying this, loss of hope.  


I think we all need to reexamine the idea of loss and how intimately it is related to grief.  We are all familiar with the idea of expressing grief when someone dies.  I think it is unfortunate that people with disabilities are by and large, denied the opportunity to grieve.  We are told to “tough it out” among dire predictions about our lives as we knew them.  Men and women in white jackets sit in gray little rooms and make life-changing pronouncements peppered with the words, “never,” “can’t,” and “won’t.”


True, there is a great deal of satisfaction to be found in proving “them” wrong. Anger, when channeled effectively, can lend to positive conclusions.  It is true, however, that anger can be extremely destructive.   

EFFECTIVE COMMUNICATION


The primary way in which we all become “difficult people” is by not listening to what is being said to us.  The inability of one not hearing another has nothing to do with the function of our ears to hear what is being said.  It has everything to do with our inability to listen effectively to what is being said.  Especially in confrontive or uncomfortable situations, we may be busy formulating a response to what is being said.  We are not listening to what is being said.  Neither are we seeking solutions to the dilemma that faces us; we are busy “placing blame.”


CONCLUSION: Many people may not “hear” what is being said—that is, the ones who are hearing in the 700 word range (and are thinking of a response to what is being said), do not “hear” what is being said to them.

DOUBLE CONCLUSION for those of us who speak at less than normal wpm range: the likelihood of “losing” someone who is thinking at 700+ wpm rises exponentially with fewer wpm expressed by us.

It is a fact that, for many of us, our thinking process has slowed.  No one’s thinking process is in PARK mode, but many of us have lost the capability of “thinking on our feet” (or on our seat).  This does not mean we do not need to be heard.  

There are a number of ways we all communicate.

1. The directive question, which demands a yes/no response.  The person in power, the boss, the supervisor or whoever asks the question that only demands a monosyllable (yes or no) in response.  Did you do or not do what is being discussed?  This is the typical thing parents do to children.  Once the question is answered, end of discussion.

2. The rhetorical  question, which may appear to beg a response, but does not.  A response to “Why did you do this?” or “Why did it happen?” ends up with nearly the same conclusion as the yes/no question.  The answer falls on deaf ears—the conclusion has been reached before one’s mouth is opened.

3. The expressive question, which does beg a response.  The person doing the questioning seeks an answer.  S/he may have a thought process that is in the 700 range, but slows the process to accommodate the one answering the question.  Ideally, after discussion, a conclusion is reached.  Although the conclusion may not be satisfactory (to one or even both), the process lends itself to a learning process—on both ends of the conversation.  

Human Communication Breaks Into Three Broad Categories:


The conclusion here is that for those of us who do not speak is that we need to work on our body language.  We all need to be aware of others’ abilities to communicate and accommodate them.

Another obvious conclusion is that there are people who because of physical disability (quadriplegia, stroke, brain injury) have various paralyses that inhibit or eliminate the expression of body language.  

There is another population of people who lack the cognitive skills to practice effective communication.  This is where creative listening may run up against one of its biggest challenges: we may end up mediating behavior that is considered as “acting out.”  (From observation, I claim that there are very few people with disabilities who have not “acted out”—and with good reason, a number of times.)  However, the population I speak of now is people with developmental disability (DD).

All to often, this segment of people does not even get the opportunity to communicate effectively.  Many of them lack the means to do so—that is, in the popularly accepted mode described above.  This does not mean that they do not deserve the respect due them.    

ABOUT FORGIVENESS

When we entertain the emotions of regret and guilt, we are punishing ourselves.  That is, we are vested in battering and beating ourselves up.  When our days are spent in self-flagellation, what kind of life are we going to have?
Dealing with loss is totally about forgiveness.  A portion of our bodies and/or minds was destroyed by a known (or unknown) force.  Are we mourning and grieving the loss?  You bet!  Are we going to spend the rest of our lives beating ourselves up?  Possibly, but with enormous consequences.  What would they be?  Lives wasted in front of a TV, lost in a bottle or otherwise occupied?

What is there to forgive?  Yourself for losing or lacking control.  Disability is about loss of control.  Elemental things have changed, yes.  Deep down, you are the same person you were before.  Finding that person who is lost to you right now is a labor-intensive, but worthwhile job.  You are still there.  The you who you were proud of and thankful for has undergone a transformation.  The transformation has not been simple at all.  You likely resent people who tell you to “buck up,” “get over it,” etc.  Is one of the people telling you this you?  Possibly—even likely.  

It is also likely that you or your loved ones are feeling guilt and seeking some one or some thing to fault.  Whose fault is this?  Where can we place blame?  The deed is done.  The past is the past.  There is no going back.  Your job is not to find fault and place (or accept) blame; your job is to acknowledge (grieve) the loss and to make the most of the rest of your life.  

SUICIDE IS PAINLESS?  and

FAITH IS ONE SIZE FITS ALL

Even though I have no counseling credentials from a college or university, I feel uniquely qualified to talk about loss and how it fuels suicidal thoughts and depression.  I write this from personal experience and also from the observation of many people whose primary response to loss are manifestations of depression, anxiety and panic: all building blocks of suicide.


Because of the loss we have sustained, there is a shift within the mind that places our loss front and center within our minds.  There is no or little waking time that the fact of the loss is not biting at our brains, at our hearts, at our very identity!  


I used to go to sleep at night with a prayer in my heart to wake up dead.  That is, I prayed for God to take me in my sleep.  Countless mornings, I woke to disappointment.  I was most definitely suicidal; however, I would not, could not commit the act.  This, because of thoughts of my children, my family and my friends—all of who knew I was depressed, but were powerless to help me.  I am the only one who can help me out of such a desperate situation.  It takes courage; it takes selfishness and selflessness; it takes time.    


Suicide is an ultimately selfish act.  People who do it lose sight of people who love them and people they love.  They are thinking only of themselves and have no idea the pain of loss they may cause.  The sense of loss they are feeling at the time of suicide would manifest itself exponentially in the hearts and minds of people they leave behind.  


Waking up disappointed to be alive—what kind of life is that?  Besides being a horrible waste of human resources, it is a waste of time and waste of God-given LIFE.  I hope it’s fairly obvious that I believe in God, the Father and the Mother.  When I declare this belief, I know I run counter to many peoples’ beliefs.  You are welcome to disagree with me in any way you choose.


Atheists may say that belief in God renders a placebo effect.  I do not necessarily believe that is so, but they certainly have the right to believe so.  For my life and for the purpose of my life, I choose to have Faith in God and Faith in myself.


This is why I am pleased and proud to introduce the only F-word that matters: FAITH.  Beautiful word with no rough edges, Faith.  It’s a word one can roll oneself into as if it’s a cocoon.  It’s a one-size-fits-all word.  For those who are chilled to the bone, Faith is a sub-zero sleeping bag complete with warming booties for the hands and feet.  For those who are fevered, Faith is a tall, cool glass of lemonade on a 90° day.  


Compounding the beauty of what Faith can do, there is the story of an incredible and faithful best friend. Tillie’s mistress was placed in an assisted living facility 37 miles away from home.  The facility did not allow pets.  Not one to grow despondent and depressed at the loss, Tillie set out to find her friend.  At the conclusion of this incredible journey, she not only found her best friend, but the only one who could aid her definition of self.  The facility relaxed its “no pets” rule and allowed Tillie to move in.  During her travail, she had absolute faith that she would find her best friend.  As Tillie worked to achieve this, so can we.  It takes the work and dedication that comes from “working like a dog.”  Faith is not so blind as it is visionary.  Tillie set out with a goal and she achieved it.    

“GOD HELPS THOSE WHO HELP THEMSELVES”

This is not a worn out saying, but one that lends itself to the thesis of this entire handbook.  This is to say that, unless we want to be couch potatoes for the rest of our days on earth, we need to help ourselves.  No one, in Heaven or on earth, can do this for us.  Prayer helps.  Meditation is prayer in secular trappings.  As you go on to the segment on meditation, please contemplate the plea of a Mother to her Daughter (written on the margins of the previous page).  With gratitude to my sister/cousin, Trudy, for sharing her grief, the letter, in its entirety, reprinted in full within this book.  

PRAYER OR MEDITATION

While there are several ways one may pray or meditate, this guide is offered as a refresher or for beginners.

1. Choose a place where you are alone or with a relaxation partner; there are no distractions.

2. Darken the room.

3. Light candles, burn incense and play soft music (if you are moved to do so).

4. Comfortable seating, but not fully reclined (you may fall asleep).  

5. Eyes closed, you may begin.  

6. Take deep cleansing breaths through your nose and exhale through your mouth.  If this is uncomfortable for you, then breathe as your normally do with concentration on as DEEP breaths as possible.  

7. (For many people with disabilities, especially people who have experienced stroke or TBI, the diaphragm may be partially paralyzed—this may cause deep breathing to be difficult, but not impossible.  The diaphragm lends necessary breath support for speech to be audible.  Without diaphragmatic support, your speech is merely a whisper.)  

8. Concentrate: clean air in, toxic air out.  Work on your breathing until you have a comfortable rhythm established.  Then, begin relaxing at the top of your head.

9. Will your mind to relax.

10. Moving toward your face, will you jaw and facial muscles to relax.

11. Moving toward your chest, will your breath and heart to slow and relax.

12. Moving down your arms, will your arms, elbows and your hands to relax.

13. Moving toward your core, think to yourself: “relax.”

14. Down your legs and to your feet, even the bottoms of your feet: 
”relax.”

Once you have completed this portion of the exercise, it is time to think about your personal situation.  Should you wish to ruminate on the hurts, the losses and the frustration of it all, do so.  Spend as much time as you wish thinking about what you no longer do.  If tears threaten, bid them to come.  

Repeat the above as long and as many times as it takes.  This is the grieving process that we often do not allow ourselves.  We desperately need to grieve the loss we are enduring.  The beauty (?) of this exercise is that once the hurts have been revisited again and again, the pain diminishes.  It never entirely disappears, but it does get easier to bear.  

Most importantly, consistent relaxation therapy (as described above) may cause one to slip into relaxation mode nearly subconsciously.  In other words, the more often you do it, the easier it is to relax against stress. 

CHOICE

When one is catastrophically injured by happenstance or illness, there are choices to make.  The choices we make directly relate to “outcomes” or to the life-long challenges we face.  Please see the appendix for the Change + Choice + Challenge ( Control handbook.  In it, I write that the Choices we make in response to the Changes we face set up the dynamics of the Challenges we face.
A man named Jean-Paul Sarte, a popular philosopher in mid-Twentieth Century, said that we are in the driver’s seat at all times and that indeed there are no “accidents.”  An existentialist by belief, Sarte goes on to say that we all bear personal responsibility for the “accidents” that happen in our lives.

For many, this is a bitter and hard pill to swallow.  Years of observation lend me to believe Sarte was correct.  If for no other reason than to force the issue of personal responsibility.    

For many of us, it was “being in the wrong place at the wrong time,” but were we not there by choice?  I apologize to people who feel victimized by circumstance, but I encourage them to contemplate their own responsibility in “being in the wrong place at the wrong time.”  

VICTIMOLOGY
There are books and essays written about victimology and the “victim mentality.”  Without belaboring my opinion, I encourage people to learn as much as possible about it.  Especially if you believe yourself to be a victim.  Just as Sarte says there are no “accidents,” I say there are few victims and that those of us who “were in the wrong place at the wrong time” are certainly not victims.  Acceptance of the victim mantle may act as an enormous, utterly impassable cement wall toward the expression of grief and its healing faculties.

WOULDA/COULDA/SHOULDA*


Exploration of the *WCSs of life sap energy and fuel depression.  Human beings may be the only creatures that have the ability to feel emotion.  Among these emotions are regret and guilt.  Entertaining either is a waste of your emotional energy.  They are emotions that ruminate over a past action or inaction.  Whatever it is, it’s done and part of your permanent emotional makeup.  

Please contemplate the Serenity Prayer.    

God grant me the serenity

to accept the things I cannot change,

courage to change the things I can

and wisdom to know the difference.
Having the wisdom to know the difference between what can and cannot be changed can be very difficult for someone who is actively grieving loss.  The brutal truth is: the past is done.  Just as we cannot repeat pleasurable times from the past, neither can we undo the times that prompt feelings of loss.  It is our responsibility to remember why we felt these emotions; it is also our responsibility not to crucify ourselves by the memory.

We learn from our mistakes, we express sorrow or concern to others who were wounded by our actions and work toward forgiving ourselves for actions (or lack of them) that brought us to the place we are.

Two of the Twelve Steps are as follows:

I will make a list of all people who I have harmed and will become willing to make amends to them all.

I will make direct amends to all people except when to do so would be injurious to them.

BUILDING ALTERNATIVES or YUGO vs. CADILLAC


Many of us wish not to contemplate our losses, much less the “alternatives” that are supposed to replace them.  I can hear myself 24 years ago saying, “ARE YOU NUTS?  What can I build that will lend to an ‘emotionally fulfilling’ lifestyle?  From a pile of ashes?  From a mind and body gone haywire?”  True enough, a Yugo is no replacement for a Cadillac.  Rather than lurching around in the uninsured and rusting Yugo, I propose building a better Cadillac.  A sleek hybrid, one-of-a-kind Cadillac, if you will.

Driving around is preferable to standing alongside the road next to a broken down Yugo.  The “Cadillac lifestyle” comes at an expense, but it is not so great that we cannot bear it.  The lifestyle requires enormous capital investment (our very lives) and there are huge penalties for early withdrawal (giving up).  As stated earlier, it is your job to determine the alternatives toward building your new Cadillac.

 
Using the list below, please check activities that may be the satisfying building blocks toward your Cadillac lifestyle.

_____ Become politically active

_____ Check out activities at a local 

Center for Independent Living (CIL)

_____ Explore hobbies

_____ Go back to school

_____ Go to Vocational Rehabilitation to help you decide on a job you not only like, but 
one you can do well.

_____ Join or organize a common-interest group

_____ Maintain physical and emotional fitness

_____ Make new friends—seek out like-minded people to talk to

_____ Read books and current events

_____ Return to work at your old job

_____ Volunteer your talents and energies  
Of course, the above list is neither all-inclusive nor exhaustive.  It is meant to be seeds for thought.  A friend who enjoyed woodworking as a young man chose to return to his hobby after he had a stroke that paralyzed his right side.  With no use of his dominant right hand!  Who, among us, would deem that feat impossible?  Not him! 


The man now has a successful home business as he creates works of art for a market he has (literally) single-handedly developed.  His passion for beautiful woods met up with his creative muse and he makes breathtaking art with his hands (one virtual and one real) and his heart.  He sought the best part of himself and he found it.  He says that there is not the day when he does not grieve the loss of the use of his right hand.  He refuses to allow the loss to define who he is.  


Vocational Rehabilitation (VR) services are available in nearly every state.  VR assists people to get not only survival jobs, but also successful jobs.  That is, if you need a job to put food on the table, there is assistance toward survival.  Once you are safely in survival mode, it is time to draw on your talents toward being a successful, productive and proud employee or even a self-employed entrepreneur.

VR’s success in assisting you is entirely dependent on you and your willingness to explore and utilize your talents toward getting the job you want and need.  Prior to going to them, try to think of what you wish to do in return for paid employment.  Place your wishes along side your abilities and factor in the jobs you can do.


Go to a Center for Independent Living (CIL).  There are hundreds serving communities all over the U.S.  You may find the center nearest you by visiting www.ilru.org.  They will likely introduce you to others who share your disability.  There is a wealth of information to be learned from others who have “been there, done that.”  

Most importantly, the CIL may be able to help you find the very best of yourself.  As with VR, CILs do not possess the means to look into your soul.  You are the only one who can do that.  Again, knowing the best part of yourself is your responsibility.

Returning to your old job is often difficult, if not impossible.  When it is possible, accommodations to the job site are likely.  Contrary to popular belief, work site accommodation is generally relatively inexpensive.

As you have thoughts of returning to work, you are farther along in sorting out your loss than you may be crediting yourself.  Congratulations!

You have many questions about the feasibility, the expense and the physical and emotional impact that it is going to have on you and your family.  Please ask your Vocational Rehabilitation Counselor and your Work Incentives Coordinator.  They can help you build a plan toward returning to work.  CIL staff will lend guidance as well.

If going back to work is not for you, consider volunteering.  Call your local United Way agency for referrals for volunteer jobs.  Become politically active.  Regardless of your political affiliation, seek a cause about which you are passionate.  Volunteer to help a candidate.  If you are feeling financially strapped, remember that Your Time is Their Money!  
Start a self-help or support group.  Ask your local hospital or CIL for guidance on beginning such a venture.  This task is likely easier than you think.  For every question you have, for every situation you face, there are many asking the same question and facing similar situations.

It is very easy to say join a gym, but if you have not the resources to do so, begin exercise at home.  Those cute little hand weights that people buy in fitness stores are easily replaced with cans of food.  If lifting weights are out of the question, computers have all manner of technological accommodations.  Ask VR, your CIL, your Commission for the Blind or a therapist about all the available accommodations.  



LIFE IN HELL (on earth)


So, what is it to be?  Life in hell on earth or taking a not impossible situation by the horns?

Many years ago, at my first brain injury support group meeting, one of the men there said that we have the “fate worse than death.”  Besides his words, there is little memory except his disclosure than he was 20+ years post injury and bore none of the symptoms the rest of us did.  The majority of brain injury survivors there were in our 20s and 30s and exhibited at least one symptom of the injury.  Some of us used wheelchairs while the rest of us used either walkers or canes.  Many of us had significantly impaired speech and spoke to the difficulty at being listened to and understood.


With the declaration that ours is the “fate worse than death,” it now occurs to me that the man was locked in the act of grieving his loss.  He was still seeking the part of himself lost forever.  Bright and articulate, he was paralyzed by the notion that one can make sense out of a senseless situation.  I purport that one cannot, but that does not mean one is helpless.  

This brings to mind the play, Waiting for Godot by Samuel Beckett.  This play is about two tramps who are waiting for M. Godot in a cemetery.  While they wait (and wait), they argue, eat a bit of food and (I believe) take a little nap.  Of course, it turns out that M. Godot is not coming this day.  Rather than acting independent of his influence, they station themselves to wait again tomorrow—and possibly the next day—and the next.  In the meantime, a sickly tree has sprouted a new leaf.  They continue to sit and wait for Godot.  

My personal understanding of the play was that the tramps were paralyzed to do anything without M. Godot to lead them, tell them what to do or possibly even do it for them.  The sprouted tree leaves are, to me, people who find themselves to be growing healthy “sprouts” within their hearts and minds.



USING HUMOR


There is a lot to be said about humor, so I will limit comments to one page.  True enough, a sense of humor can help one manage even the most difficult situations.  Situations that are morbid in nature may cause even the straight-laced to laugh out loud.

 
I feel blessed to have a family that exhibits fairly dark humor.  For instance, when I was in coma and being fed via a g-tube, my sisters watched as I lost 40 pounds in two months in the hospital.  One sister referred to my coma as “Kristi’s crash diet.”  Even as I emerged from coma, I laughed at her joke.  There are many other jokes and gaffes regarding my injury.  For instance the same sister says of my brain injury: “Now, she has an excuse for her wacky behavior.”  


My friend, who has paraplegia, got herself a T-shirt: “I’m in it for the parking.”  Another friend and I co-founded the group “Radical Cripples Militia.”  


Which begs the question.  Since the word “cripple” is very politically incorrect, how dare we?  We dared because, not so very long ago, this was our label.  Shriner’s Hospital for Children, after all, used to be Shriner’s Hospital for Crippled Children.  


People with disabilities sometimes reserve the right to address one another in such terms.  Although it is difficult to view catastrophic loss with humor, I urge you to try.  This demands that you become objective as you view your singular situation.  I recommend that you watch the video, Look Who’s Laughing.  This is a production of comedians with disabilities poking fun at themselves and making fun of people who embrace stereotypes.


If you are uncomfortable joking about the absurdity of your situation, this is okay.  However, It is recommended that you seek laughter.  Laughing out loud is as cleansing as crying your eyes out—and it’s a lot more fun.
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APHORISMS

It is recognized that a positive mind lends to a positive body and spirit.  

1. When someone says to you, “Have a good day,” respond with, “I’m going to MAKE it a great day!”  Anon. 

2. All who would win joy must share it; happiness was born a twin.  Lord Byron
3. Learn not only to find what you like, learn to like what you find.  

Anthony D’Angelo
4. So of cheerfulness, or a good temper, the more it is spent, the more it remains.  Ralph Waldo Emerson
5. Expect everything, and anything seems nothing. Expect nothing, and anything seems everything.  Samuel Hazo
6. Life is short. Live it up.  Nikita Khrushchev
7. A mind stretched by a new idea 
never returns to its former dimension.  Oliver Wendell Holmes
8. If you are not sure which way to move, it is better to shut your eyes and move in the dark than to remain still and make no move at all.

9. You cannot prevent the birds of sorrow 
    From flying over your head. 
But you can prevent them 
   From building nests in your hair ...  

Malcolm Lowry
10. Stress can become the source of strength in our lives. We can turn the unwelcome intrusions that threaten us into tremendous possibilities for our own good.

11. Surviving means we have alternatives.

12. The world will forgive you if you make mistakes, but it will never forgive you if you make no decisions.

13. It never ceases to amaze me that the exact same reality can become a heaven or a hell, based on how I view things and what I do about them.

14. What you think of me is none of my business.  Anon.
The above, and more, are available at www.ag.wastholm.net
CHANGE + CHOICE + CHALLENGE ( CONTROL


Self-perception has everything to do with how we deal with change.  Similarly, self-perception has much to do with how we deal with stress.  When Change occurs in one’s life, the stress level rises.  Conversely, stress brings about change.  What a terrible, wonderful circle.  Terrible, because the Choices one makes resultant of Change may leave one circling the drain of self-loathing.  Wonderful, because the Choices one makes resultant of Change may result in rising to the Challenge that promotes Choice in life.

There are few changes out of which one cannot find something positive.

Change/stress may often bring about anger.  Anger, in its purest form, is healthy and may contribute to positive Choice.  Anger, in its ugliest form, is similar to taking a ball peen hammer to one’s head.  In other words, ugly anger is an ignorant way to express yourself.  Also, giving into anger is handing desired control of your life to something or someone undeserving and incapable of handling the control. 

PLEASE MAKE THE FOLLOWING PLEDGE TO YOURSELF EVERYDAY:

What I do today is reflection of my personal integrity.  

I am the only one entitled the control of my life.  

I accept the right and responsibility for my life choices.  

The above may seem unnecessary, but the pride you may think you used to feel is still there, trying to percolate its way to the surface.  Your job is to build the conduit for your pride-in-self to surface as foundation for your personal integrity.

The discussion about anger may seem needless, but may I point out that ugly anger is often an influence that lends to poor Choices?  It is your job to sort the positive from the negative influence that anger may have on your life.

Please take a moment right now to list the pros and cons of anger.  I start you off by offering two examples.

	PROS
	CONS

	anger may inspire me to get a job done
	anger may lead to procrastination

	
	

	
	

	
	

	
	

	
	


Fear is another influence over the Choices we make.  As with anger, fear may be useful as a positive influence.  Fear, like anger, is a seductress and with both, you are cautioned to weigh the influence and the consequences of the Choices you make.

If I feel the need to correlate the anger/fear factors in decision-making, i.e., arriving at productive and Informed Choice, there is the popular psychological model called fight/flight that begs comparison.  Of course the FIGHT response is one of anger and the FLIGHT response is the one of fear.


Encountering either fear or anger demands a cool head.  Catastrophic Change is sudden and likely brings about an altered, permanent physical and emotional state.  This state may be referred to as “disability.”

Our daily lives are fraught with Change.  As difficult as it seems, be as objective as you can be while you feel yourself swirling in the midst of it.  This objectivity may be your saving grace.  

As you make Choice(s) in response to Change, mentally document the Choices you made. Do this for the Choices you deem positive as well as those you feel may have a negative consequence.  How do you know you made negative Choices?  Toward the end, You will know.*  The positive Choice is not always the popular one.  You may find yourself defending some of the Choices you make.  This is where documentation of the process by which you arrived at the Choice is very important.  The documentation is proof you made considered/informed Choices and explored your options.  Read self-help books to ensure that you make Informed Choices.  You may consider using the above pro/con table as you document the Choices you make.

* The “You will know” statement comes from a long held belief in the basic morality of wo/man.  One who does not believe in “sin,” I believe that we know when we are performing a moral right or wrong.  I still allow that “in the end, You will know.

The Challenge Of The (Changing) Bus Schedule

CHANGE

You get to your bus stop at the regular time.  

As you stand, waiting for your bus, you realize the schedule has changed and the next bus at your stop is in one hour.  

CHOICE #1

1. Get angry that you are going to be late for an appointment—or worse, you are going to miss it altogether.  

2. Go home and either call your appointment and yell at the person on the phone—or not even call to alert the appointment of your pending absence.

3. Stay home and sulk.  

You have allowed your anger to successfully sabotage your plans for the day.  Depending on the importance of the failed appointment, you may have sabotaged a significant influence in your life-plan.  

CHOICE #2

While standing at the bus stop, you may accept responsibility for forgetting about the schedule change.  

Grant yourself permission to be angry and frustrated by the oversight.  

1. Wait the hour for the next bus, using that hour to call the appointment to see about re-scheduling for later in the day.

2. Return home to call the appointment and re-schedule for another day.

3. Use the time at home to document the Choice you made.

The consequences of one choice are more acceptable and the choice itself is more “logical.”  Anger knows no logic and, if allowed, will blow out the candle of logic that is trying hard to flicker in a wind tunnel of anger.  

AND NOW, FOR THE CHALLENGES!


The Challenges we face in life are directly resultant of the Changes and the Choices we make.  Indeed, it may not be until we face the Challenges put before us that we know we made the wrong Choice.  


This entire thing sounds ponderous, but the process is frequently lightning fast.  Those of us with disabilities know how slowly time seems to pass.  Our Choices may relate to Challenges we face months, if not years, down the line.  


We all need to think of Change and Choice in relationship to consequence.  Sounds simple, but not always easy.


As practice, let us use a lightning fast Choice that leads to an immediate Challenge.  When my kids were small, I told them to clean their rooms and as reward, we would all go to the local pool in the afternoon.  They dragged their little feet and did not clean their rooms.  When it came time to go swimming, there they were wearing their floaties and ready to go.  I asked if rooms were clean.  “No, but we will do it when we get home.”  It was 90+ degrees outside and I was aching for the cool water and downright fun we had at the pool.  My Challenge was saying we were not going unless the rooms were clean.  The process erased the possibility of swimming that day.  So, the consequence was no cool water and no fun.  My kids taught me a valuable lesson that day.  As they marched off to their rooms, scowls on their little faces, I figured the fight would be on.  But no, rather than fighting over their disappointment, they pooled resources and had a blast cleaning their rooms together!  These were children 2 and 4 years old.  Afterwards, we filled the little backyard pool and the kids went skinny-dipping.  Mom was tempted to join and likely soaked her feet in the 3’ diameter pool.


The bottom line here is that the Challenges, no matter how distasteful, may result in a “clean room.”  Metaphorically, there are many among us who desire a “clean room” in our minds and in our lives.  We all deserve this.  We have earned this right.



 FREE EVERYDAY FUN

Try any or all of the following to brighten your day and light up someone else’s:

1. Tell your family and loved ones you appreciate them.  Tell the appropriate ones you love them.

2. Do something nice for a co-worker: leave a treat on a desk or somewhere else where it cannot be missed by the intended recipient.

3. Say something nice (and sincere) to a stranger.  “I like your dress,” “Your baby is beautiful,” etc. and watch them brighten up.

4. Allow the person, with fewer items to purchase, behind you in line to go ahead of you.

5. As you remove money from an ATM, yell, “I won!  I won!”

6. When you go to visit a friend in the hospital, dress up as if for Halloween.

7. Disguising your voice, phone a friend with an outrageous telemarketing scheme.  EX:  you are selling scented toilet brushes or a food product that doubles as floor wax.

8. Volunteer!  Make the commitment to yourself to volunteer at a nonprofit, at a care center, at a relief nursery, in a homeless shelter. . .  There are hundreds of volunteer jobs for which you are uniquely qualified—all you have to do is offer your help.

9. While many of the above are of the “Pay It Forward” mentality, they are free fun.

10. When you witness someone being a jerk, say a prayer of thanksgiving that you don’t have to live in that body 24/7.

Try to be as independent as possible of the opinions of others.  

What someone else thinks of you is none of your business!  

Your opinion of yourself is the only one that matters.

Finally, positive change takes courage.  You may wish to memorize the Serenity Prayer and assimilate it into your daily life.

God grant me the serenity 
to accept the things I cannot change; 
courage to change the things I can;
and wisdom to know the difference. 

2WRITING THERAPY

Putting Thoughts to Paper and Releasing the Prisoner Within

by Kristi Svendsen


I think that an elemental part of grieving is writing it down.  The reason I say this is because my own very intimate experience with grief.  The way my grief manifested itself was primarily in anger.  Twenty-five years later, I realize that the screaming and profane tantrums were born of grief and loss.  

Until recently, I often disclosed that I was very angry. I did not realize that the socially inappropriate anger I demonstrated was the enormous sense of loss I was feeling.

As recollections draw me back to the early and dark days when the realization was dawning that mine was not a “temporary” situation, that this “disability thang” was permanent and irrevocable, I cannot imagine the emotional pain my kids and I endured.  The boyfriend who rarely came to see me.  The friends who said they would come visit and didn’t.  Unable to work.  Unable to see, think or talk straight.  Unable to control the tremors in hands and legs.  Unable to transfer from the wheelchair without help, I was prisoner within a wheelchair inaccessible home.  My domain was the small living room.  


During those early days, I had the good fortune to visit an occupational therapist who asked if I knew how to type.  My reply was sarcastic: “Duh!  I’m female!” as in “of course!”  (This recollection bowls me over now—at the time, my speech was nearly unintelligible; I am struck that I got the idea across to her.)  

Additionally, I added something like, “Now, I can’t.”  She said nonsense and urged me to get hold of an electric typewriter, so I did.  Initially, it was one finger, one key and then, it became the right hand only with the left hand resting on the home keys.  Not soon enough, the left fingers began twitching and reaching for keys.  One finger, one key was laborious, but at least, I was getting words out in an understandable manner.  I still could not write legibly.  The more I typed, the more control of handwriting I got.  It only took about two years, but my former penmanship was re-established.


I think that the best and safest way to “rage” is in writing.  True enough, even when I was writing, I was still yelling and screaming loud and hard, but when no one is there to hear it, does it make a sound?  I still grieve the fact that my kids were often on the receiving end of the rage.  


That typewriter saved my life!  I became a typewriter junkie.  The vocal raging all went onto paper.  Like a masochist, I would revisit my writings again and again.  It was not long until I realized that the more often I read, the less hurt and angry I felt.  


I began reading and burning.  Reading and BURNING!  It grew to be a ritual to write it down, read it repeatedly and then, to burn it.  It even grew to be an evening ritual with my kids.  My son would build a fire, often with the question, “Do you have any anger to burn tonight, Mom?”  This is wishful thinking, but I hope we had some marshmallow roasts over my burnt up and spent rage.


Sometime later, I told a therapist about this ritual.  She said I had embarked on some spiritual healing.  I no longer consign my writings to 451° Fahrenheit, although I still practice the symbolism and recommend it to others.  
Living Very Well with Hearing Loss

By Anne Leigh Dilday


I was born with a hereditary hearing loss. My brother and I got the gene from my mother. She got it from her father, and so on. Living in a family of hard of hearing individuals has its frustrating and funny moments. Frustrating, in the fact that you are missing out of what others say to you. Funny, because what you thought they said sounds ridiculous and makes you laugh. 

It really does depend on your attitude and how you look at life.  Kids can be very cruel in school. When you are different, they tend to pick on you. I’m cheerful by nature and generally had most kids focus on my personality and not what’s in my ears. My brother was the opposite. He is reserved and not outgoing like me. He got picked on more than I. He didn’t stand up for himself and allowed others to hurt him. It made me very distraught and angry to see how badly the other kids treated him. I had my fair share of taunts, things being thrown at me, getting into fights to defend myself, and name calling. The difference between my brother and me is the fact that I will not allow another person to belittle me or make me feel bad about myself. Many people still harbor the anger inside of them and feel enraged at the smallest things. I choose not to do that. Yes it hurt, yes I remember the pain vividly, and yes there was much anger. I am in control of my life, no one tells me who I am or what I am to become. I choose to let the anger go. It’s not healthy to hold it inside yourself. You can’t grow as an individual if you do.

I definitely believe being born with a hearing loss or completely deaf is more accepting for an individual than being born with normal hearing and losing it later in life. I will gradually lose my hearing as I get older. This year, I learned I am already at 50%. I was born at 35%-40% loss. I am not even 30 years old yet. I know one day I won’t be able to hear music, or people laughing. Without my hearing aids now, I don’t hear the birds singing. I will miss out on sounds that I love. Something inside me dies a little. My rate of loss has increased more so than my other family members. None of us know why. I know my world will eventually be silent. I am accepting it, but there have been many times I didn’t and cried about it, like I lost my best friend. I can completely relate to other individuals who have lost a part of themselves. It really hurts at times and it’s ok to be sad. We are human and we have feelings. However, we must press onward and continue to strive to be better individuals. We still need to grow and learn, whether or not we have our hearing, or another form of loss. I am adaptable, and can learn to get around in this “hearing world.” Technology has made that possible and I am so happy that it has! If there is a will, there is a way. Again, your attitude is what is so important for your own outlook on life. Positive thoughts create positive actions. ( 


I DID NOT KNOW HOW SICK I WAS

By Nancy Schafer

When I got sick, I did not know how sick I was.  I wasn’t told when they didn’t expect me to live through the night, or that I would never walk again, or that after the hand surgery, it was only supposed to give me minimal recovery.  Was that good or bad?  I still don’t know.  What I do know is that I was so busy going through recovery, keeping up with my elders (I was 12 and the next youngest was 17) that I never realized what I had lost and how hard it was to recover.

Flash forward: I’m in high school and I don’t have a group per se.  No one quite knows how to categorize me with my leg braces and hand surgeries.  I had friends, good friends, most of whom are still my friends—so once again I didn’t realize how much I had lost.

Flash forward to college, and overhearing spiteful remarks like “She walks funny” and I would get angry and hurt, but I was able to tell myself that is their problem, not mine.

Flash forward again—now I am married and expecting my first child and for the first time in my life, I worry about what my body will handle.  After all, if 90% or more of my involuntary muscles have been affected by my disease, would I be able to have contractions, would I be strong enough to push a baby out?  

Denial, denial and more denial haunts me throughout these years.  I had ankle fusions so that I could get rid of the braces; I had them to “walk better”.  And when my second baby came and I started falling, I again had more surgery—after all that was supposed to fix me.  I was accepting of myself. I told myself that it was all fine, and all through those years I kept on my happy face because I was “GOOD”.

Until the day came when I had an EMG done.  Since that day in 1986, I have been grieving, reliving the past, seeing how awful it really was for me over and over again.  It seems like no sooner do I accept my limitations and learn to live with them than they are crushed and I have to start all over again!  First the scooter, just for getting around those big stores; then the crutch to keep me stable, and then the scooter to get around almost any store.  

I recently had foot surgery and have been using the wheelchair full time, and even though all these years I knew that the day is approaching when I would be in a wheelchair most of the time, and told myself I knew what it would be like—HOGWASH! That was just more of putting on my happy face and more denial.  

The stages of grief are documented, but those books and readings don’t tell you how to deal with reality when it slaps you in the face again and again.  One of my friends in the rehab hospital was a Hells Angel who was also quadriplegic.  And somehow he got a hold of a gun and killed himself.  He couldn’t face his reality.  Trust me, there have been many days since that wake-up call in 1986 that I have felt like I can’t face my reality, but I keep plugging my way through and around the grief stages until I can go on another hour, day, month, or year in my own reality.

I build the alternatives only to have new challenges pop up on almost a daily basis.  I cry for the losses (that have not yet occurred) and the grief of it all.  Because I am who I am, I cannot, I will not, let it get me down!

Nancy Schafer is a past contributing member to the Oregon State Independent Living Council (SILC).  Under her expert tutelage, membership on the Oregon SILC grew and flourished.  Her leadership is sorely missed.  

THE SUPERHUMAN “HOUSEPLANT”

By Patricia Kepler

Hello, I am a houseplant.  I am not just any houseplant, though.  I am an exceptional houseplant.  I have been to college.  I have an IQ of 145.  I have three children, and I have volunteered in their schools and clubs.  Yet, I am merely a houseplant.  I am attractive and add a bit of personality to a room, but as far as society is concerned, relatively useless.

Let me clear things up a bit.  All of the above mentioned qualities belong to me, Patricia.  The problem is I am blind.  I personally don't consider this to be a problem, but, it seems, others do.  My children range in age from 11 through 19.  A number of years ago, I began looking for employment.  All of my children were in school full time and there was just not much for me to do around the house.  I wasn't looking for anything too ambitious.  Just entry-level customer service work.  One would think it would be easy for a woman who has gone to college, can boast of a 145 IQ, has been told by many that she is attractive and has a very pleasant personality, would have no problem finding work.  But, I certainly did!  

I interviewed for several positions.  It seems, however, once they discovered that I can't see, it all just becomes too impossible.  It did not matter that I have excellent computer skills and that there is adequate adaptive technology out there to make it possible for me to use almost any computer.  It did not matter that I would be an eager long-term employee in a field where there is typically very high turnover.  All that seems to matter is that being blind makes things “a little difficult.”  They might need to alter their training manual.  When I entered the offices of one potential employer, I was interviewed by a very nice person and was told that if the technology could be worked out, I would be hired for a part time day job with their company.  Unfortunately, before the final details could be worked out, my interviewer was replaced.  Since she was totally unfamiliar with me, the second one asked if I could come in for a new interview.  I agreed.

Then the real fun began.  Excuse after excuse came into play to explain why I couldn't start a simple minimum wage job.  They would be changing software in 6 months and would rather I wait so they wouldn't have to train me twice.  This did not keep them from hiring other new employees during this time.  "We don't know if we can afford to purchase the equipment you would need."  (The company in question is a rather large bank, and equipment could be provided at no charge to them by state agencies—this, in cases where it would be a financial hardship for the employer)  Keeping this in mind, here is my favorite excuse for not hiring me: "We have not worked out problems with the Y2K bug."

One excuse was enough to get the EEOC involved.  In a conference call with the EEOC, the bank became quite agreeable.  However, they did find a loophole.  They agreed to hire me immediately and provide me with the necessary equipment, but apparently they have dropped the part-time Customer Service position.  Furthermore, they now schedule by seniority.  Being new, I would be at the bottom of the list and most likely would only be able to get a graveyard position.  As they already knew, I wanted a daytime position.  I could not possibly work a graveyard shift and take care of my children.

After further discussion with the human resource person, I was informed that the individual who said that I would most likely work a graveyard position was wrong.  I was told that I would likely have to work an evening shift.  After a discussion with my husband, I agreed to work the evening shift.  I needed to get work experience somewhere, and I would likely be able to switch to a better shift in six months

The Commission for the Blind began working on assembling the adaptive equipment I would need to perform my duties.  Two representatives from the Commission for the Blind and I met with the human resource representative and two trainers.  We demonstrated screen readers and discussed other changes that would need to be made.  I was once again told that this would need to be put off because of system changes.  This was in April 2000.  This attempt to get an entry-level job with this one employer began in the spring of 1998.      

I fought the bank as long as I did because I could afford the time.  So many others like me have to give up, move on and even possibly starve.  Employers know that in the long run they can stall long enough to rid themselves of us who might make things a little difficult.  (The bank waited me out.)

The majority of blind people are unemployed.  It is not because we are not capable; it is because many people find us undesirable.  I could sit at home and be the decorative houseplant forever.  I want, need and deserve more than that!  

People who are blind tend to get one of two reactions.  We are either superhuman because we are able to successfully get up in the morning feed and clothe ourselves correctly, tie our shoes, and walk down a city block without getting lost.  Or, we are something to be pitied—someone who should be kept at home so that we don't make others feel uncomfortable.

How many sighted people have waitresses asking their children what their parent will be ordering?  How many of you realize that most people with disabilities are not allowed to be simply average?  We can not follow a daily routine like the rest of the world.  Society insists that we provide them with proof of our superhuman accomplishments to prove ourselves worthy of acceptance.  The most commonly asked questions I get when meeting someone new are, "What musical instrument do you play? You must have perfect pitch" or, "What is it like to have extra sensitive hearing?"

Of course, by merely offering some critical observations I have set myself up to be dismissed as another stereotype: the bitter self-pitying whiner.  People with disabilities must be cheerful and inspiring, or silent and invisible.

I am told that I should not aspire to be anything more than what I am, a beautifully adorned and well-loved houseplant.  Stay safe in my little pot and others will be glad to feed and water me.  They will take good care of me and make sure nothing bad happens to me.  I am supposed to fit their idea of total dependence and smiling affability.

I am not sitting still for the pity that some people reserve for “my kind.”  Perhaps, I will show up at your business.  Are you hiring college-educated houseplants?  No?  Then, what about a college-educated, committed and consistent employee?

OPEN LETTER TO PEOPLE WITH DISABILITIES 

WHEN WE ARE FEELING LIKE failures
By Jean Wood

Hiya kiddo.....Bad days...well, some days are like that.    The best thing you can do is be very kind to yourself about it.    Beating yourself up over not doing something as good as you think you should only make things worse.    Treat yourself at least as well as you would your own child and decide that a bad day needs counter-balanced with a treat of some kind,   "jammies" and a blanket early.....maybe some hot cocoa....    Some times our lessons come the hard way; and perhaps it is the lesson of learning to not take things too seriously because everyone has a lousy day now and then.   It is a matter of learning to be gentle to ourselves when we need to be.      You sound exhausted and too hard on yourself and you deserve some TLC.   TLC begins with giving it to yourself when you need it.   

    Set up brain train when you are fresh and rested.    Brain Train is delightful and fun and it is going to help you out a whole lot!!!!    Congratulations on getting it!!!  WOW!

   My day was a bit frustrating, and battling a headache....but the good part of it is that I got through the day and look forward to my "jammies" and blanket early and continuing on with a good book I've started.     

         So glad you emailed.    Tell me what you do for being kind to yourself when you need to be?    Ice cream?   Bubble bath?   Fuzzy slippers?

           I'll be waiting to hear from you!    :-)   Jean

POETRY TO THINK BY

Yes

Now we are like that flat cone of sand

in the garden of the Silver Pavilion in Kyôto

designed to appear only in moonlight.

Do you want me to mourn?

Do you want me to wear black?

Or like moonlight on whitest sand

to use your dark, to gleam, to shimmer? 

I gleam.  I mourn.




Tess Gallagher

Two Of Everything

Black fog—deep and unrelenting.

Not a dream.

Voices and terror

They’re trying to kill me!

Gotta get outta here!

Out of bed

catheter tether

can’t walk

cold floor.

Gotta get outta here!

Voices, the finger and

emergence from the fog.

Less black, more gray 

Freezing cold!

Two of everything and everyone—

two of my mom (I could have done with one)

two of my dad (ditto)

Two of each of my kids (I was tickled with all four of them)

Two plates of food at my bedside--

I do not know they’re meant for me.

“Home does not equal miracle.”

No walking, no talking, no access.

MTV and Bob Barker fill my day.





Kristi Svendsen
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AND The Grief Goes On

a letter from Mother to Daughter

December 8, 1994

Ann, oh Ann, where did you go?

Are you at the mall, maybe the zoo!

I’ve looked at the restaurant and the bar,

I’ve tried to look most anyplace you’ve been so far.

I can’t find you anywhere, and you’re not coming home,

You don’t sleep here anymore and you don’t phone.

It seems you have vanished without a note,

You forgot your cosmetics; you didn’t even take a coat!

I’m going nuts without you here,

the worst goes through my mind, I fear.

Why don’t you call or write a letter,

to tell me you’re okay, so I can feel better.

I don’t sleep very well; I don’t want to eat.

I sit in the house, on that same seat. . .

on the chair I was sitting, where I saw you last,

waiting for you to appear, oh so much time has past.

It’s been over a year now, that I have seen you.

When are you coming back, what did you plan to do?

I don’t want to give up on you coming back ever,

Reality is, It Won’t Happen NEVER!  NEVER!

Andrea is the only daughter of Trudy Dybvig Brosh.  

She took her own life on November 3, 1992.

Angel Kisses


This Angel comes to you today; she has many

things to do and say.  She is here to give you

strength; she will go to any length.


She knows, she feels, she cares.

She is here to be aware.


Aware of all the emotion and all the pain, here to

show you nothing will ever be the same.


She tells you she loves you and will Always be

near!  Prayers may help you to ease the pain and help

you to persevere.


This Angel from heaven will help guide you

through the grief.  Hold your hand, give you a kiss, 

help you try to understand, that sometimes Life

comes like a thief.


She will find you at the bottom of that hill, where

you think that life’s gone to hell!


But eventually as time goes past, she will help you

pick yourself up, dust yourself off, to realize these

feelings will leave at last.


You will fly like a butterfly out of its cocoon

soaring back up that great hill,

not a moment too soon!


Yes, this Angel tells you, climbing back up that hill,

you will feel again!  That will be the day you start to 

feel sane.


Time will tell you, at its own pace, but you won’t

believe the look on your face!


The Angel then sees her prayers and comforting

have lifted your spirit.  From this time forward you

will hold your head up.


Soon you’re at the top of the hill, leading life at

your will.  So as you go forward on Life’s bumpy trail, 

remember the Angel will be always there, through all 

Life’s trials and guide your soul to Prevail.
What a difference nearly 17 years makes!  My dear cousin, Trudy, sent this poem to me for my 2009 birthday.  Andrea’s picture still occupies a place of honor in my home.  Rare is the day that I do not see Trudy’s Angel smiling at me.

SELF-ASSESSMENT TOOL #1

The purpose of this questionnaire is to help you assess the enormity of your loss.  Please be candid with your answers.  Unless you wish to share this with another, this is strictly your business.  

1. What are some adjectives you would use to describe yourself now?

2. What are some adjectives you would use to define your pre-injury self?

3. How is your personality influencing your journey into loss?

4. How have you responded to previous losses in your life?

5. Are you responding the same now or does it seem different from the past?

6. How have you felt about yourself over the years?

7. How are you feeling about yourself right now?

8. What types of activities are you fond of?

9. Have you had experience with depression?  If so, what is it?

SELF-ASSESSMENT TOOL #2
use this instrument one month after the first one

1. What are some adjectives you would use to describe yourself now?

2. What are some adjectives you would use to define your pre-injury self?

3. How is your personality influencing your journey into loss?

4. How have you responded to previous losses in your life?

5. Are you responding the same now or does it seem different from the past?

6. How have you felt about yourself over the years?

7. How are you feeling about yourself right now?

8. What types of activities are you fond of?

9. Have you had experience with depression?  If so, what is it?

SELF-ASSESSMENT TOOL #3
use this instrument two months after the first one

1. What are some adjectives you would use to describe yourself now?

2. What are some adjectives you would use to define your pre-injury self?

3. How is your personality influencing your journey into loss?

4. How have you responded to previous losses in your life?

5. Are you responding the same now or does it seem different from the past?

6. How have you felt about yourself over the years?

7. How are you feeling about yourself right now?

8. What types of activities are you fond of?

9. Have you had experience with depression?  If so, what is it?

If yours was a physical change, please concentrate on the emotional change.  If yours was a emotional change, please concentrate on the physical change.  Do not worry about the outcome here.  You will use it later toward determining the alternatives you may build as you gain purpose for your life. 

	BEFORE THE LOSS
	IMPROVEMENTS?
	SINCE THE LOSS
	IMPROVEMENTS?
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Memory will likely tell you that your life was great before your loss.  It likely was better than it is now.  This is where the words “perception” and “alternative” come into play.  While you are filling out the above, please try to think of ways you could have improved your pre-injury life and ways you can improve your life now.  

HOW DO YOU MANAGE?

As one who learned from a dear friend about the term “cope,” I choose to replace the word “cope” with the word “manage.”  Khristy Merlich, who spent her entire life managing her disability very well, declared that she did not like the word “cope.”  Her view was (and I agree) that the word is powerless.  Please use this checklist that describes ways in which people manage their lives.  

Rank all the behaviors that correspond to yours.  There are few people who have not demonstrated all or most of the following behaviors.  Rate yourself thus:

5 = all of the time; 4 = most of the time; 3 = half the time; 1 = rarely; 0 = never.  

COLUMN A




COLUMN B

_____ I confront a situation head on.
_____ I distance myself from certain situations.

_____ I try to be a positive thinker.
_____ I routinely have dark thoughts.

_____ I work at a hobby.


_____ I watch a lot of TV and videos.

_____ I control myself.


_____ I am impulsive and undisciplined.

_____ I use relaxation techniques.
_____ I think about suicide.

_____ I try to be creative.


_____ I sleep a lot.

_____ I seek out emotional support.
_____ I refuse to acknowledge my problems.

_____ I act to care for myself. 

_____ I expect others to care for me.

_____ I have routine medical checks.
_____ I avoid going to the doctor.

_____ I like getting things done.

_____ I procrastinate.

_____ I call on friends.


_____ I seek out negative relationships.

_____ I have a sense of humor.

_____ I am angry.


_____ I pray or meditate.


_____ I am a non-believer.

_____ I self advocate and am proactive.
_____ I escape through abusing alcohol*.


_____ I seek social situations.

_____ I spend a lot of time alone.


_____ I participate in a support group.
_____ I self-isolate.

_____ I keep a journal.


_____ I try not to think about it.

_____ I volunteer to help others.

_____ I see myself as worthless.

_____ I try to be flexible.


_____ I create rigid boundaries.

COLUMN A




COLUMN B

_____ I maintain a tidy environment.
_____ I develop an obsession.

_____ I am friendly and outgoing.

_____ I pick fights.

_____ I try to see others’ points of view.
_____ I am argumentative.

_____ I take care of myself.

_____ I neglect myself.

_____ I respect others.


_____ I manipulate others.

_____ I try to be truthful.


_____ I lie.

_____ I do not pass judgment on others. _____ I gossip.

_____ I try to be objective.


_____ I lose sight of the facts.

_____ I am proud of myself.

_____ I am dependent on the opinion others.



_____ I manage my new self.

_____ I deny change.



_____ I engage in healthy discussions.
_____ I debate things within myself.



_____ I save money for a “rainy day.”
_____ I spend money I don’t have.



_____ I maintain good nutrition.

_____ I overeat or starve myself.

_____ I obey the law.


_____ I perform criminal acts.

_____ I like myself.



_____ I distance myself from myself.



_____ I learn about my injury.

_____ I escape through denial.

_____ I seek solutions.


_____ I complain.

* Alcohol abuse includes illegal, prescription and over-the-counter drugs.

PLEASE ADD UP EACH COLUMN

_____ TOTAL 5’s x 5


_____ TOTAL 5’s X 5

_____ TOTAL 4’s X 4


_____ TOTAL 4’s X 4

_____ TOTAL 3’s X 3


_____ TOTAL 3’s X 3

_____ TOTAL 2’s X 2


_____ TOTAL 2’s X 2

_____ TOTAL 1’s



_____ TOTAL 1’s

_____ TOTAL COLUMN A

_____ TOTAL COLUMN B
Please do not use the tallies to either exalt or beat yourself up.  While it seems evident which of the behaviors listed above are destructive, this is not necessarily so.  For example, watching TV and videos in excess may be considered “negative,” but what if you are a film editor?  

There is a total of 36 pairs in Columns A and B.  They are not intended to be opposites, although it’s unlikely you would rate yourself a “5” in neighboring columns.

HOW TO USE THE RANKINGS:

COLUMN A




COLUMN B

161 - 180: you walk on water

161 - 180:
you may be too hard on yourself

121 – 160: you are a saint

   
121 – 160:
you may be overly critical

60 – 120: you are safe and sane
    
 60 – 120:
you are safe and sane

20 – 59: you may be overly critical
 20 – 59:
you are a saint

0 – 19: you may be too hard on yourself   0 – 19:
you walk on water

Please remember that this exercise is based on your perception of yourself.   As with every other written exercise offered in this handbook, it is for your eyes only.  You may, however, ask a trusted family member or friend to fill it out based on her/his perceptions of you.  While it may be enlightening to see how they rank you, it is recommended that a third party be present to facilitate the discussion that may follow.

There are no pass/flunk, good/bad conclusions to be reached here.  The purpose is for your determination of whether to seek help rearranging or diminishing how you manage your life.

(For your convenience, a second copy of this How Do You Manage? assessment follows.  You may share it with a friend or have her/him assess you.)
HOW DO YOU MANAGE?

As one who learned from a dear friend about the term “cope,” I choose to replace the word “cope” with the word “manage.”  Khristy Merlich, who spent her entire life managing her disability very well, declared that she did not like the word “cope.”  Her view was (and I agree) that the word is powerless.  Please use this checklist that describes ways in which people manage their lives.  How do you manage?

Rank all the behaviors that correspond to yours.  There are few people who have not demonstrated all or most of the following behaviors.  Rate yourself thus:

5 = all of the time; 4 = most of the time; 3 = half the time; 1 = rarely; 0 = never.  

COLUMN A




COLUMN B

_____ I confront a situation head on.
_____ I distance myself from certain situations.

_____ I try to be a positive thinker.
_____ I routinely have dark thoughts.

_____ I work at a hobby.


_____ I watch a lot of TV and videos.

_____ I control myself.


_____ I am impulsive and undisciplined.

_____ I use relaxation techniques.
_____ I think about suicide.

_____ I try to be creative.


_____ I sleep a lot.

_____ I seek out emotional support.
_____ I refuse to acknowledge my problems.

_____ I act to care for myself. 

_____ I expect others to care for me.

_____ I have routine medical checks.
_____ I avoid going to the doctor.

_____ I like getting things done.

_____ I procrastinate.

_____ I call on friends.


_____ I seek out negative relationships.

_____ I have a sense of humor.

_____ I am angry.


_____ I pray or meditate.


_____ I am a non-believer.

_____ I self advocate and am proactive.
_____ I escape through abusing alcohol*.


_____ I seek social situations.

_____ I spend a lot of time alone.


_____ I participate in a support group.
_____ I self-isolate.

_____ I keep a journal.


_____ I try not to think about it.

_____ I volunteer to help others.

_____ I see myself as worthless.

_____ I try to be flexible.


_____ I create rigid boundaries.

COLUMN A




COLUMN B

_____ I maintain a tidy environment.
_____ I develop an obsession.

_____ I am friendly and outgoing.

_____ I pick fights.

_____ I try to see others’ points of view.
_____ I am argumentative.

_____ I take care of myself.

_____ I neglect myself.

_____ I respect others.


_____ I manipulate others.

_____ I try to be truthful.


_____ I lie.

_____ I do not pass judgment on others. _____ I gossip.

_____ I try to be objective.


_____ I lose sight of the facts.

_____ I am proud of myself.

_____ I am dependent on the opinion others.



_____ I manage my new self.

_____ I deny change.



_____ I engage in healthy discussions.
_____ I debate things within myself.



_____ I save money for a “rainy day.”
_____ I spend money I don’t have.



_____ I maintain good nutrition.

_____ I overeat or starve myself.

_____ I obey the law.


_____ I perform criminal acts.

_____ I like myself.



_____ I distance myself from myself.



_____ I learn about my injury.

_____ I escape through denial.

_____ I seek solutions.


_____ I complain.

* Alcohol abuse includes illegal, prescription and over-the-counter drugs.

PLEASE ADD UP EACH COLUMN

_____ TOTAL 5’s x 5


_____ TOTAL 5’s X 5

_____ TOTAL 4’s X 4


_____ TOTAL 4’s X 4

_____ TOTAL 3’s X 3


_____ TOTAL 3’s X 3

_____ TOTAL 2’s X 2


_____ TOTAL 2’s X 2

_____ TOTAL 1’s



_____ TOTAL 1’s

_____ TOTAL COLUMN A

_____ TOTAL COLUMN B
Please do not use the tallies to either exalt or beat yourself up.  While it seems evident which of the behaviors listed above are destructive, this is not necessarily so.  For example, watching TV and videos in excess may be considered “negative,” but what if you are a film editor?  

There is a total of 36 pairs in Columns A and B.  They are not intended to be opposites, although it’s unlikely you would rate yourself a “5” in neighboring columns.

HOW TO USE THE RANKINGS:

COLUMN A




COLUMN B

161 - 180: you walk on water

161 - 180:
you may be too hard on yourself

121 – 160: you are a saint

   
121 – 160:
you may be overly critical

60 – 120: you are safe and sane
    
 60 – 120:
you are safe and sane

20 – 59: you may be overly critical
 20 – 59:
you are a saint

0 – 19: you may be too hard on yourself   0 – 19:
you walk on water

Please remember that this exercise is based on your perception of yourself.   As with every other written exercise offered in this handbook, it is for your eyes only.  You may, however, ask a trusted family member or friend to fill it out based on her/his perceptions of you.  While it may be enlightening to see how they rank you, it is recommended that a third party be present to facilitate the discussion that may follow.

There are no pass/flunk, good/bad conclusions to be reached here.  The purpose is for your determination of whether to seek help rearranging or diminishing how you manage your life.

REACTIONS TO LOSS

Listed below are some reactions to loss and grief that you may have had.  Please check the reactions you have experienced.  Then, check the columns for your belief if it is “appropriate” or “inappropriate” to have these reactions.

As with every written exercise in this book, this document is for your eyes only.  You may choose to share feelings with a counselor or with our group.  Also, as with every other written exercise in this book, there is no pass/fail “grade” to accomplish.

	Reaction?
	Type of Reaction
	Appropriate?
	Not Appropriate?

	
	Tears


	
	

	
	Restlessness


	
	

	
	Low energy level


	
	

	
	Loneliness


	
	

	
	Difficulty concentrating


	
	

	
	Anger at God


	
	

	
	Anger with self


	
	

	
	Anger with others


	
	

	
	Guilt/regret


	
	

	
	Nightmares


	
	

	
	Sleep disturbances—too much, too little?
	
	

	
	Procrastination


	
	

	
	Playing the Blame Game


	
	


Every one of the reactions listed above is considered a “normal” response to loss.  Should you feel that the majority of your reactions are “inappropriate,” you may consider discussing this with a trusted professional.

INTIMACY AND SEXUALITY


Loss of intimacy is enormous.  Although they are inexplicably intertwined, for purposes of this discussion, intimacy is not to be confused with sexuality.


Millions of marriages have been challenged by the onset of disability.  The foundation for intimacy is respect, friendship and support.  It is about raising the children, operating the business, decorating the home, walking the dog and even taking out the trash!  Sex is the icing on the cake of commitment.


Intimacy is all about communication.  Unfortunately, after a catastrophic illness or injury, many of us lose our ability to communicate—this could be a physiological or emotional reaction to the injury.  It can be the person who is disabled or her/his partner.  Because of the catastrophe, day-to-day communication we once enjoyed falls off the radar.  Priorities are re-arranged.  


It is admitted that the above situation may be viewed as simplistic and demeaning.  It is not meant to be so.  The example is presented for its illustrative purposes only.  As a seamstress, I could present an example that involves ripping out a seam or even a zipper placement.  The mechanic can identify with replacing the gas tank on a car when all that was needed was a carburetor cleaning or replacement.  The knitter will identify with finding a dropped stitch in an argyle pattern.

With all above examples, the final product is kept in sight.  With disability, the end product is likely out of sight, but not out of mind.  Fear is allowed to dominate.     

Fear drives lack of communication.  Without acknowledging that both partners fear similar things, communication slows or ceases altogether.  The partners may share the same bed, but they are strangers because they have quit communicating.  This is not to say that they have quit talking because there generally is a lot of negative talk, prefaced with “You should,” “Why don’t you?” and “I hate. . .”  The talk is generally louder than necessary: yelling and screaming.  Some of us lack the ability to yell, but we let our fears be known by engaging in self-abusive and negative behaviors.  A “negative” behavior may be something as innocuous as withdrawal and not responding at all—to our mates, our children and friends, to questions, to therapy, to society in general.

Sex is for the purpose of procreation.  It is pleasurable only to ensure that species continue to “do it.”


For many of us, sex is a form of recreation.  For some, sexual performance has been a primary, if not solitary, way in which we define ourselves.


If your life of sexual intimacy has altered or no longer existent because of disability, you are less alone than you may think.  Indeed, there are few disabilities that do not include loss in this area.  Among them are: 

1. Multiple Sclerosis, Parkinson’s disease, cancer, cerebral palsy, psychiatric disabilities, diabetes, high blood pressure, heart disease, insults to the brain that include trauma, stroke, aneurysm, etc. and the list goes on.  In all, there is interruption, often permanent, in one’s ability to respond sexually with the predictable result.

2. Spinal cord injury (SCI).  There is more research available regarding sexual function following SCI than all other disabilities combined.  

Alternatives:

1. Visualization—within your mind, “visualize” or “travel” to the places that grant you sexual pleasure. 

2. Books, videotapes, DVDs 

3. Dreams

4. Sensory alternatives—taste, smell, oral, tactile

Although it can be argued that there are no alternatives to the pleasure experienced from the act itself, the above are recommended as alternatives.  As you determine other suitable alternatives, please share them with trusted Peers.  

TWELVE STEPS
It is recognized that some may believe that this well-used program (developed by Alcoholics Anonymous) is “not for me.”  I propose that all Twelve Steps may be inappropriate for certain individuals, but I encourage everyone who reads this handbook to read through them and exercise judgment whether one or more of the steps is something you would wish to practice.

Because I believe the Twelve Steps are elemental to personal health and wellness, I purposely eliminated reference to addiction here.  
1. I am powerless.  My life has become unmanageable.

2. A power greater than me could restore me to sanity.

3. I will turn my will and my life over to God as I understand Her/Him to be.

4. I will make a searching and fearless moral inventory of myself.

5. I will admit to God, myself and another human being the exact nature of my wrongs.

6. I am entirely ready to have God remove all these defects of character.

7. I will humbly ask Her/Him to remove all my shortcomings.

8. I will make a list of all people who I have harmed and will become willing to make amends to them all.

9. I will make direct amends to all people except when to do so would be injurious to them.

10. I will continue to take personal inventory and when I am wrong, I will promptly admit it.

11. I will pray for knowledge of God’s will for me and for the power to carry it out.

12. I will offer testimony to others and will practice all above principles in my affairs.

BIBLIOGRAPHY AND SUGGESTED READINGS

Alcoholics Anonymous
The Big Book

Debtors Anonymous 
A Currency of Hope
Lee, Bill


Born to Lose: Memoirs of a Compulsive Gambler
McCormack, Joshua
Grieving:  A Beginner’s Guide

Metzgar, Margaret

A Time to Mourn, A Time to Dance*

Miller, William R.  

Munoz , Ricardo F.
Controlling Your Drinking: Tools to Make Moderation Work for You 
Moody, Jr., Raymond
Life After Loss*

Osteen, Joel


Your Best Life Now and Become A Better You 
Rosenbloom, Dena

Life After Trauma**

Sanders, Katherine

Surviving Grief and Learning to Live Again**

Susann, Jacqueline

Valley of the Dolls* **

Van Praagh, James

Healing Grief*

Wolfelt, Alan


Understanding Grief

*Available at the Deschutes Public Library

**Available on loan from CORIL



Addiction, 11-14
Alternatives, 24-26
Americans with Disabilities Act, 8-9
Anger, 15, 24, 25

Aphorisms, 30
Beckett, Samuel, 27
Bibliography, 60

Blame, 15

Brosh, Trudy, 45
Centers for Independent Living, 24, 25

Change + Choice + Challenge, 31-34
Choice, 22
Civil Rights Act, 7
Commission for the Blind, 26, 42
Communication, effective, 16-17

Control, 11,

Depression, 9-10
Diaphragmatic support, 21
Discrimination, 6

Employment, 24-26
Facilitator biographies, 61

Faith, 19-20
Fate worse than death, 27
Fault-Finding, 10 

Fear, 25

Fight/Flight response, 25

Forgiveness, 18
Forgiving Ourselves and Others, 11

Fun, 35
Gallagher, Tess, 44
God Helps Those, 20
Grief and Loss, 6

Grief Goes On, And the, 45

Handicap, 8

Happenstance or Accident, 12

History Of The Modern

Disability Movement, 8 

Home business, 18

Humor, 28
Insane asylum, 8
Intimacy and Sexuality, 57-58
Life in Hell, 27

Longest Journey, 13

Look Who’s Laughing (video), 14

Loss worksheets, 49, 56

Lying, 13

Management, Life worksheets, 50-55
Meditation, 21
Merlich, Khristy, 50
Narrative On The Term “Disability”, 7
Outcomes, 12

Pity, 7

Pharmaceuticals, 9-10
Poetry, 44-45
Positive Aphorisms, 30
Prayer
, 21
Pride, 17

Radical Cripples Militia, 21

Rehabilitation Act of 1973, 7, 8
Sarte, John-Paul, 14

Self-Assessment Tools, 49-56
Self-identification, 6, 8

Self-medication, 12

Self-Perception, 17

Serenity Prayer, 23, 35
Shiners Hospital, 14

St. John’s Wort, 8

Suicide, 19-20

Twelve Steps, 59
Two of Everything (poetry), 44
United Way, 19

Victimology, 22
Vocational Rehabilitation, 17, 18

Volunteering, 17

Waiting For Godot, 27

Woulda/Coulda/Shoulda, 9
Yes (poetry), 44
Yugo vs. Cadillac, 24-26
Vocational Rehabilitation, 25-26
Volunteering, 19

                                          

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

As unlikely as it may seem at this

time, the joy of remembering will be 

greater than the pain of loss.

This book is purposely written, set and typed in an accessible, easy-to-read format.  If this format is not accessible to you, please request the format you desire.





The world will forgive you if you make mistakes, but it will never forgive you if you make no decisions.








The only “handicap” about disability is 


when we allow it to define who and why we are.





Besides medication, please choose 


at least two activities from this list.





	Some may say that the subject of addiction is inappropriate within a book about personal loss.  I cite the following (anonymous) quote.  (This, in response to my question about feeling a sense of loss): “Now that I’ve quit drinking, I do feel an enormous sense of loss!”  He went on to describe that, having been a practicing alcoholic for more than 20 years, he had not realized how strongly alcohol had defined his life.  His friends were all alcoholics, so he lost his social network.  Rather than being “Norm” in Cheers (a ‘90s sit-com), he was now going directly home from work at night.  Few people to call upon or visit—they were all in the bars.  Worse yet, sleep was very elusive.  “Going to sleep” was foreign to this man.  Generally, he had drunk until he passed out.  “Waking up” in the morning was also foreign, he said.  It was more like “coming to.”  Sometimes, he would be hung over, but most times, he said, he would probably just have a dull headache.  A workaholic as well as an alcoholic, he rationalized his dependence on alcohol as not being that bad—after all, he could still work!  The jobs lost not considered; a talented man, he found other jobs and employers who “valued me.”  He finally hit rock bottom when the law became involved.  He discloses disappointment in himself that he failed to take steps before probation and the specter of jail in his future.





There is no such thing as “quitting” an addiction.  As Alcoholics Anonymous claims, one leaves an addiction behind “���one day at a time.”  The memories of the feel-good are going to remain with you, but with rational thought, so are the memories of loss you experienced because of the addiction.  The losses, to a rational and un-medicated mind, always outnumber the feel-good components.  Please use the following checklist to begin your self-assessment.  





FEEL GOOD �
+ FEEL BAD �
= THE DIFFERENCE�
�
the buzz�
the hangover�
non-medicated reality checks = pride�
�
the social acceptance�
the lost job(s)�
steady employment�
�
hitting the jackpot�
payday loan�
an average credit rating�
�
unbounded energy�
the fatigue�
motivation toward personal success�
�
weight loss�
tooth loss�
redirected energies; pride in appearance�
�
the high�
the bottom�
the high of life�
�
the joy�
the grief and loss�
the joy of living�
�
the ecstasy�
the pits�
the ecstasy�
�
�
�
�
�
�
�
�
�






“Gambling is the addiction of optimism.”


The above is the reflection of a jackpot junkie.


This disclosure begs the question:


Do all addictions lend the addict a “sense of optimism”?





If I lack the courage to start, I have already finished. �One thing I can't recycle is wasted time.





Most people process thoughts is in the 700 words-per-minute (wpm) range


Most people speak in the 125-150 wpm range





7% are the words we speak


23% is our tone of voice


70% is body language





Even though I appear to brand guilt and regret as “wastes of energy,” both are necessary elements of the grieving process.  What I am trying to say here is that it is human (self-protective) nature to allow guilt and regret to percolate through our memories.  Indeed, we need to remember the instances where we felt either or both.  Both are defense mechanisms to ensure us that we do not repeat the same mistakes:  “The surest sign of insanity is committing the same mistakes again and again while expecting different results.”  What I am saying is to hang “regret” and “guilt” in the back of your memory closet; do not let them take up residence in your heart.  





Please note that all the building blocks toward building alternatives contain “action” verbs.  This is to say that this disability thing is not a sedentary lifestyle.





RUGGED SELF-INVENTORY:





ARE YOU CHOOSING A YUGO LIFESTYLE?





THE LONGEST JOURNEY YOU WILL EVER EXPERIENCE 


IS THE ONE FROM


HEAD TO HEART








DISABILITY IS NOT FOR SISSIES!





Fear, anger or a combination of both are influential in the Choices one makes in life.  This is true of all people and not just for 


those of us fortunate enough to have a disability.





When you are tempted to give in to anger, ask yourself:


“Am I the first one in the world to be angry over something like this?”


If the answer is “Yes,” go ahead and blow.  If not, give yourself a break from its negative consequences and make some lemonade!








You have earned it.


You deserve it.


Don’t ask questions.


Just enjoy it.





HAPPINESS WAS BORN A TWIN





For example, think of your car broken down alongside the road.  You were on your way to a very important and potentially life-changing appointment and were lost in thought about the pending interview.  Suddenly, your car grinds to a halt in the middle of an intersection.  Have your priorities shifted?  Before you may continue on your way to your appointment, you must tend to the broken down automobile.  This does not mean that your responsibility to the appointment has ceased; it only means that your priorities have shifted.  The outcome is that you get the car off the road, call your appointment, call a tow truck and hopefully get the car repaired.  If not, you develop an alternative in order to make this appointment—ask a friend to drive you, take a bus, hire a cab. . .   
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