IT’S YOUR RIGHT TO DECIDE: 

ADVANCE CARE PLANNING FOR THE INDIVIDUAL WITH SPINAL CORD INJURY OR DISEASE*

When it comes to choices about your treatment and care near the end of life, you have a right to make your wishes known through advance care planning. Advance care planning refers to making plans about what treatment you would or would not want should you reach the point where you are no longer able to speak or decide for yourself. If you develop an incurable illness that will eventually cause your death and you are no longer able to make healthcare decisions for yourself, these plans can help your healthcare providers to know what is or is not to be done to sustain your life. It allows you to extend your independence or right to decide about medical treatment into the future by expressing your wishes now for what care you would want near the end of your life. 

Advance care planning typically leads to the completion of an advance medical directive, and advance medical directives can take two forms. One involves completing a document, sometimes called a living will, in which you can specify your treatment preferences for end-of-life care. A living will, for example, would allow you to indicate that, if you were in the final stages of lung cancer (with no hope of cure) and you had a heart attack, you would still want staff to perform CPR (cardiopulmonary resuscitation) or deliver an electric shock to try to re-start your heart. On the other hand, you might indicate that you would prefer to forego such interventions and have the staff simply make you as comfortable as possible as your life came to an end.

A second form of advance directive involves designating a person (sometimes called a health care proxy) whom you would like to make healthcare decisions for you if and when you are no longer able to do so. A healthcare proxy should be someone who knows you well and whom you trust to try to make the decisions that you would make for yourself (if you were able). 

Some people prefer to do one or the other (i.e., complete a living will or designate a health care proxy); while others prefer to do both. An advantage to both completing a living will and designating a heath care proxy is that the living will can provide a written record of your wishes and can be used to guide those such as your health care proxy and your medical team in making decisions for you. It can provide relief and reassurance to those who care for you that they are making decisions that are consistent with your values and beliefs and with what you would consider a dignified death. In either case, it is very important to discuss your end-of-life wishes in person with your health care proxy. Of course, you should know that you can change or revoke your advance medical directive at any time.

In completing a living will and/or in talking with your health care proxy, it is most important that you try to be clear about your own personal beliefs and values about life, death, and the dying process.  Do you have spiritual or personal beliefs that life is sacred and should be maintained regardless of any pain and suffering that you may endure? Do you believe that if your life has lost meaning and purpose that you should be allowed to die in comfort without life-sustaining treatment? What makes life worth living to you?  What might make the quality of your life so poor that it would no longer be worth it to you to try to prolong it? To what extent is it important to you that your wishes about how you would like to die be respected by those who make decisions for you? Do you believe that your family and friends should consider their own wishes for you when they make healthcare decisions on your behalf? Would you like to spend your last days at home, or would you prefer to be in a hospital where there might be hope of a cure even though it might be considered a miracle? You are encouraged to consider questions such as these, as well as others, as you go through the process of advance care planning and completing an advance directive. In fact, if you would like to clarify your values in a more systematic way, there is a Values Discussion Guide (VDG) (developed by Karel, Powell, and Cantor, 2004) in Attachment A at the end of this document. Consider reading this guide when thinking about your beliefs and values or when discussing them with your health care proxy. Once you feel clear about your values, you are encouraged to consider the conditions noted below that are specific to you as a person with a spinal cord injury or disorder.

Advance Care Planning Specific to the Individual with SCI/D


Most advance medical directive forms are broad and intended for general use rather than tailored to address the needs of people with specific illnesses or conditions. Many do not necessarily inform you of medical situations that you are likely to encounter near the end of life because of your particular disabling injury or condition.  This worksheet has been prepared to allow you to consider the most common life-threatening medical conditions that can occur when you have a spinal cord injury or disorder (SCI/D).  It is intended to provide you not only with information about these life-threatening conditions, but also with information about the treatments that are typically recommended. After reading it, you should be able to complete a VA Advance Directive form knowing more specifically about life-threatening conditions or illnesses that you might experience as a person with a spinal cord injury. You should also know how each of these life-threatening conditions or illnesses is usually treated.  You will then be in a better position to decide, should you have an illness that is considered terminal, if you would want these life-threatening conditions treated or if you would prefer to allow them to take their course.

It is important to remember that should you choose to refuse treatment, it does not mean that your care will end. You will always be provided with all available care that can make you feel more comfortable and ease the pain that you may have. You should also know that, with certain conditions, you may be able to request a treatment trial. During a trial period (usually of a few days), the medical staff would evaluate if you are benefiting from the treatment. If it proved beneficial, the treatment could be continued. If not, it could be withdrawn. 

On the pages that follow, there is a description of the most common life-threatening medical problems that can occur following a spinal cord injury. The typical treatment is also described. Place yourself in the position of having an incurable condition that will cause your death (or of being in a state of permanent unconsciousness). Then consider each of the life-threatening medical conditions mentioned below and consider what your wishes might be. If you refuse treatment, it is likely that you will die soon. If you accept treatment, your life may be prolonged, but the quality of your life may be uncertain depending on the nature and severity of your overall medical condition.

Life-threatening conditions following spinal cord injury

The list of conditions described below is not an exhaustive list. It is intended as a list of the most common life-threatening conditions that occur for the individual with SCI/D (as presented by Blackmer and Ross, 2002). These conditions have been divided into (A) those for which a treatment trial might be possible, and (B) those for which, because of the need for an emergency response, the choices can only be to treat or not to treat the condition. After a brief description of each condition, you will find a list of choices. Place a check mark by the choice that you would want if you were terminally ill and you developed this particular life-threatening condition. When you complete your VA Advance Directive form, you will then be able to look at your choices on this worksheet and write them or have them included (in the computer record) in that part of the Advance Directive form entitled TREATMENT PREFERENCES/ OTHER DIRECTIONS.         

------------------------------------------------------------------------

A) Conditions in which treatment for a trial period may be a possible choice

Pneumonia
Pneumonia is an inflammation of the lungs usually due to an infection. It is thought to be the most common cause of death in patients with spinal cord injuries. Those with higher level injuries are more susceptible to pneumonia. Symptoms often include cough, shortness of breath, and fever. Treatment typically includes the use of antibiotics and intravenous fluids. It may also involve receiving oxygen through a mask, a breathing tube, or a respirator (breathing machine).

------------------------------------------------------------------


My Choice


If my treatment team (or doctor) are convinced that I am likely to die within a short period of time, and treatment of this condition would only delay the time of my death:

__ I would want to have treatment of this condition

__ I would want some but not other aspects of the treatment of this condition

     Specify treatments that you would not want: __________ __________________________________________________________________________________________________

__ I would want to have treatment of this condition if my treatment providers are of the opinion that it might help me, but I would want them to stop the treatment if it is not helping my medical condition or overall health

   Specify if you would not want a trial of a particular aspect of the treatment: ____________________________ _______________________________________________

_______________________________________________

__ I would not want treatment of this condition. If it was already started, I would want it to be stopped. I understand that stopping the treatment does not mean that comfort care would be stopped. I would want people to continue to make me as comfortable as possible.

---------------------------------------------------------------------------------------------------

Septicemia 

Septicemia is a widespread infection in the blood and internal organs. It can occur when a pressure ulcer becomes infected or when there are other sites of infection in the body. If it originates in the bladder or kidneys, it is called urosepsis. It is usually treated with antibiotics and intravenous fluids. In severe cases, however, it may cause certain organs to shut down and treatments such as intubation and mechanical ventilation might be needed to sustain life.

        ------------------------------------------------------------------


My Choice


If my treatment team (or doctor) are convinced that I am likely to die within a short period of time, and treatment of this condition would only delay the time of my death:

__ I would want to have treatment of this condition

__ I would want some but not other aspects of the treatment of this condition

     Specify treatments that you would not want: ____________________________________________   ____________________________________________

__ I would want to have treatment of this condition if my treatment providers are of the opinion that it might help me, but I would want them to stop the treatment if it is not helping my medical condition or overall health

Specify if you would not want a trial of a particular 

        aspect of the treatment: ________________________

____________________________________________   ____________________________________________

__ I would not want treatment of this condition. If it was already started, I would want it to be stopped. I understand that stopping the treatment does not mean that comfort care would be stopped. I would want people to continue to make me as comfortable as possible.

            ------------------------------------------------------------------------

Pulmonary embolism

A pulmonary embolism is a blood clot that has traveled (most commonly from the legs) and has become lodged in the lungs. SCI patients are at elevated risk for this type of problem. Symptoms often include shortness of breath and chest pain. A pulmonary embolism may cause a respiratory arrest, a condition that can be fatal. Treatment of the embolism consists of thinning the blood (anticoagulation) and sometimes more aggressive treatment like surgery. In addition, oxygen through a face mask, a breathing tube, or a breathing machine may be needed. 

------------------------------------------------------------------


My Choice

If my treatment team (or doctor) are convinced that I am likely to die within a short period of time, and treatment of this condition would only delay the time of my death:

__ I would want to have treatment of this condition

__ I would want some but not other aspects of the treatment of this condition

     Specify treatments that you would not want: __________________________________________________________________________________________________

__ I would want to have treatment of this condition if my treatment providers are of the opinion that it might help me, but I would want them to stop the treatment if it is not helping my medical condition or overall health

  Specify if you would not want a trial of a particular 

aspect of the treatment: ______________________________       __________________________________________________________________________________________________

__ I would not want treatment of this condition. If it was already started, I would want it to be stopped. I understand that stopping the treatment does not mean that comfort care would be stopped. I would want people to continue to make me as comfortable as possible.
---------------------------------------------------------------------------------------------------

Abdominal obstruction 

An abdominal obstruction means that the bowel has become blocked. This condition can occur for a number of reasons including a twisting of the bowel, the presence of a tumor, adhesions in the intestine or gut, severe constipation or fecal impaction. The symptoms include distention (inflation) of the abdomen, constipation, pain, and vomiting. You can become very uncomfortable and loss of consciousness may occur. Treatment usually involves giving intravenous fluids, putting a tube in to decompress the gut, and, possibly, surgical intervention to remove the blockage.

------------------------------------------------------------------


My Choice

If my treatment team (or doctor) are convinced that I am likely to die within a short period of time, and treatment of this condition would only delay the time of my death:

__ I would want to have treatment of this condition

__ I would want some but not other aspects of the treatment of this condition

     Specify treatments that you would not want: _________________________________________________

_________________________________________________

__ I would want to have treatment of this condition if my treatment providers are of the opinion that it might help me, but I would want them to stop the treatment if it is not helping my medical condition or overall health

Specify if you would not want a trial of a particular 

aspect of the treatment:  _____________________________    __________________________________________________________________________________________________

__ I would not want treatment of this condition. If it was already started, I would want it to be stopped. I understand that stopping the treatment does not mean that comfort care would be stopped. I would want people to continue to make me as comfortable as possible.

            ---------------------------------------------------------------------------------------------------


Stroke 

A stroke is an injury to the brain caused by loss of blood flow and oxygen. It can occur because of a blockage of an artery or a rupture (hemorrhage) of an artery. Depending on the area of the brain that is affected, symptoms can vary widely from complete paralysis of one side of the body to deficits in memory and thinking. It may result may also result in symptoms such as severe headaches and aphasia (or impairment of the ability to use language). Treatment can vary depending on the person’s condition but may include the use of blood thinners and breathing tubes (if the stroke is severe). Recovery is related to the degree and length of time that blood flow to the affected area of the brain is deficient or completely blocked.

------------------------------------------------------------------



My Choice

If my treatment team (or doctor) are convinced that I am likely to die within a short period of time, and treatment of this condition would only delay the time of my death:

__ I would want to have treatment of this condition

__ I would want some but not other aspects of the treatment of this condition

     Specify treatments that you would not want: _________________________________________________     _________________________________________________

__ I would want to have treatment of this condition if my treatment providers are of the opinion that it might help me, but I would want them to stop the treatment if it is not helping my medical condition or overall health

Specify if you would not want a trial of a particular aspect of the treatment: _________________________________     ______________________________________________________________________________________________

__ I would not want treatment of this condition. If it was already started, I would want it to be stopped. I understand that stopping the treatment does not mean that comfort care would be stopped. I would want people to continue to make me as comfortable as possible.
B) Conditions in which treatment for a trial period is not a possible choice 


Cardiac arrest
Cardiac arrest means that the heart stops functioning and circulation ceases. There is an abrupt loss of consciousness usually followed by death within minutes. Treatment usually requires resuscitation including CPR (chest compressions), electric shocks to the heart, breathing tubes, and drugs. The effectiveness of treatment depends on the speed with which resuscitation begins and the patient’s underlying condition.

------------------------------------------------------------------


My Choice

If my treatment team (or doctor) are convinced that I am likely to die within a short period of time, and treatment of this condition would only delay the time of my death:

__ I would want to have treatment of this condition

__ I would not want treatment of this condition. If it was already started, I would want it to be stopped. I understand that stopping the treatment does not mean that comfort care would be stopped. I would want people to continue to make me as comfortable as possible.

---------------------------------------------------------------------------------------------------


Respiratory arrest 

Respiratory arrest means that the lungs have ceased to function. The ability to inhale oxygen and exhale carbon dioxide is impaired.  Spontaneous breathing has stopped.  As with cardiac arrest, treatment usually requires resuscitation including CPR (chest compressions), electric shocks, breathing tubes, and drugs. The effectiveness of treatment depends on the speed with which resuscitation begins and the patient’s underlying condition.

------------------------------------------------------------------


My Choice

If my treatment team (or doctor) are convinced that I am likely to die within a short period of time, and treatment of this condition would only delay the time of my death:

__ I would want to have treatment of this condition

__ I would not want treatment of this condition. If it was already started, I would want it to be stopped. I understand that stopping the treatment does not mean  that comfort care would be stopped. I would want people to continue to make me as comfortable as possible.

---------------------------------------------------------------------------------------------------
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ATTACHMENT A

Values Discussion Guide**
Michele J. Karel, Jean Powell, and Michael D. Cantor

Your values and your health care decisions: a discussion guide

Why think about values?

Many people sign a Health Care Proxy document, which allows them to appoint a spokesperson (or “agent”) should there ever come a time that they are unable to speak for themselves (even temporarily).

If you are ever too ill to speak for yourself, your spokesperson will be asked to make medical treatment decisions on your behalf.

Making medical decisions for another person is a big responsibility, and it will help your spokesperson to know what is important to you. If your spokesperson

knows what you care about, he or she will be able to make good decisions for you.

This form provides a guide for discussing your values and preferences with your Spokesperson. You may choose to take notes about your discussion.

Discussion questions
1. First, think about what is important to you in your life. What makes life meaningful for you now?

2. Now, think about what is important to you in relation to your health. What, if any, religious or personal beliefs do you have about sickness, health care decision-making, 

or dying?

3. (a) Have you or other people you know faced difficult medical treatment decisions during times of serious illness? (b) How did you feel about those situations and any choices that were made?

4. Some people feel a time might come when their life would no longer be worth living. Can you imagine any circumstances in which life would be so unbearable for you that you would not want medical treatments used to keep you alive?

5. If your spokesperson ever had to make a medical decision on your behalf, are there certain people you would want your spokesperson to talk to for advice or support

(family members, friends, clergy, others?). 

6. Is there anyone you specifically would NOT want involved in helping to make health care decisions on your behalf?

7. How closely would you want your spokesperson to follow your instructions about care decisions, versus do what they think is best for you at the time decisions are made?

8. Should financial or other family concerns enter into decisions about your medical care? Please explain.

9. Are there other things you would like your spokesperson to know about you, if he or she were ever in a position to make medical treatment decisions on your behalf?

** This Values Discussion Guide has been reproduced with the permission of the first author, Michele J. Karel.
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