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Sharing Your Wishes:  Talking about health care before the Crisis
When it comes to creating memories and sharing in significant life events, the family is the focal point for commemoration and celebration.  We plan for weddings, the birth of a child, graduations, and retirement.  Despite the many conversations we have for these life events, rarely, if ever, do we have conversations about how we want to live in the final phase of our lives.  And all too often, our children don’t want to talk either.

Most of us will live a long life. However, as we age we often become less able to take care of ourselves and, at some time, may reach the point of not being able to make our own health care decisions. 
What if we have a heart attack and cannot speak? What if we are temporarily in a coma?  Will our family know what kind of health care we would want? Will they be able to honor our wishes?

Most of us know someone who has been faced with the questions and concerns that arise when a relative or friend becomes frail and develops a serious illness with complications. For example:

Your neighbor has severe diabetes and is headed for kidney failure or a heart attack. The family tiptoes around, not sure what will happen next; their father refuses to talk about possible complications, saying “I don’t want to talk; I want to die in my sleep.”

Your friend’s mother is becoming confused and disoriented; her children realize that they don’t really know what kind of care their mother would want if she became unable to make health care decisions.

Your uncle has chronic lung disease and has been hospitalized four times in the last year. Twice he has been put on a breathing machine for a short period of time.  Your family realizes that they don’t know what their uncle would want if his heart should stop.
Medical providers are all too aware of the divisions that can arise in a family when there have been no conversations about serious health care choices.  For example, a local family is caring for their mother who is in the end stages of cancer and is in the hospital in a coma. Four of the children agree on a course of treatment; the fifth does not. Their mother had never talked about what kind of care she would want or appointed a health care agent.  The situation is at a standstill. The family members are in turmoil and argue vehemently about what is the loving thing to do.

What if you have already had conversations and done the paperwork of appointing a health care proxy or agent? Does this need to be updated?  Does your agent now have a serious health problem?  Are they incapacitated or have they lost mobility?  You can always chose a new agent and begin these important conversations with him or her for your sake, as well as that of your original agent.

There are many reasons people don’t talk about these issues, including the powerful emotions they may stir. However, the cost of not talking about these issues is unnecessary suffering for everyone involved.

It is not easy to talk about how you want to live in the last phase of life. But, it is harder still for your family and friends to make decisions for you without knowing what you want.  The time to talk is now, before a health crisis.

Only you know what is important to you and how you want to receive care. 

• What gives your life meaning and purpose? What helps you live well at this time in your life? 
• What are your fears or worries about the future as you become older and less able to care for yourself? What are your fears about health care treatments?
• Who, or what, sustains you when you face serious decisions or challenges in your life?

How can you start a conversation?
There are many events and openings that can help you get started; watch for a good opportunity.  You will be surprised at how many possibilities you find.

Conversation triggers include:

· The serious illness of a relative

· The death of a friend or colleague

· Movies or television shows
· Sermons

· Annual medical checkups

· Family occasions such as baptisms, marriages and (especially) funerals

You may feel awkward at first — but talking can help you feel better now and might help your family feel better later.

Examples to start a conversation:
“Do you remember what happened to so-and-so and what his family went through? I don’t want you to have to have to agonize over the choices.  That’s why I want to talk about this now, while we can.”

“At my annual physical, the doctor asked if I had appointed a health care proxy and talked with my family about my wishes for health care in case I couldn’t speak for myself.  He says nothing is wrong right now, but that it can really help to talk about this ahead of time.  Would you be able to sit down with me soon to talk about this? “
Remember there are no right or wrong answers to this conversation. The most important thing is to share your thoughts, concerns and wishes.

Studies show that after people had talked with their families or physicians about their wishes for end-of-life care, they felt that they had less fear and anxiety.  They also felt that they had more influence over their medical care and believed their doctors understood their medical wishes. 

Tools to help
You can request free materials by calling 273-8686 or email info@hsctc.org.  

We have a Planning Guide with a Health Care Proxy form.  You (and your family) could also meet with trained counselors for help in thinking through your wishes.
Local Coalition  
Betty Falcão leads the Sharing Your Wishes Coalition; more than 15 local organizations participate.  She is the Director of the Health Planning Council, a program of the Human Services Coalition of Tompkins County.  
