THE ROLE OF THE HEALTH CARE PROXY
VP-NET WEBSITE 

Ethics Theme (Joe Kaufert, Rhonda Wiebe, Lisa LaBine)
One of the most frightening things to consider is a situation where you may be hurt or ill and you are unable to communicate. Most times we don’t even want to think about this because it sounds like a nightmare, but much like fire drills and emergency exit plans, it’s more empowering to be prepared than to avoid dealing with situations because they are upsetting.  There are ways to plan for this ahead of time, and part of the work done by the Vulnerable Persons New Emerging Team (VP-NET) Ethics research was to find effective ways people can make their wishes known if they become unable to speak for themselves. Our findings overwhelmingly support the practice of naming legal healthcare proxies to represent people who cannot participate in making their own healthcare decisions.  
what is a HEALTH CARE proxy? A Health Care Proxy is:

Someone you choose and name in your directive to act for you in the event you are not able to make such judgments and speak on your own behalf. Because it is not possible to anticipate every set of circumstances, your Health Care Proxy has the power to make health care decisions for you based on what you have told your Health Care Proxy about your wishes and the information in your directive.
.This definition is used by Manitoba Health, and can be found on their website “Health Directives in Manitoba” at 
http://www.gov.mb.ca/health/livingwill.htm. If you live in another province, territory or state, check your legislation because laws about Health Care Proxies and Directives may change from place to place. Another word sometimes used for Health Care Proxy is “Substitute Decision-Maker.”

How do HEALTH CARE proxies work? It may be unpleasant, but imagine who you know that could explain what they believe would be your choices if you could not speak for yourself. Health Care Proxies need to be calm in a crisis, and firm and clear communicators. They must be reliable and willing to accept the responsibility of acting in your best interest. Health Care Proxies may have to make decisions that you never discussed with them, so they need to understand your beliefs, values and wishes. Some people choose family members as their proxies, but you can choose whoever you think would best communicate your health care choices. Legally, in most provinces Health Care Proxies must be considered mentally competent and at least eighteen years of age.

It is often recommended you choose more than one Health Care Proxy in case that person is unavailable in an emergency or other situation where you can’t speak for yourself. If you choose two or more Health Care Proxies, you must decide how you want them to work together. 
1. One option is to list them in order so that if health care providers contact the first one, and that person is unavailable or unable to make the required decision within the required time, your health care providers can then move on to the next Health Care Proxy on your list. 
2. Your other choice is to have your Health Care Proxies work as a team. If you decide two (or more) Health Care Proxies should act jointly, they will act together on your behalf.  
It is important to make sure that your Health Care Proxy (or Proxies) understand(s) what is expected and is willing to speak and act for you. Your Health Care Proxy must try to make the same health care choices that you would make in that situation, and follow any instructions you have given. Your Health Care Proxy only acts for you when you are unable to make decisions for yourself.

HOW DO YOU CHOOSE A HEALTH CARE PROXY OR PROXIES? Four important things to remember when you choose your proxy are: 

1.
You do not need to hire a lawyer to legally appoint your Health Care Proxy or Proxies. However, it is a good idea to make your lawyer and your doctor aware that you have named your Health Care Proxies, and to leave a copy of your Health Care Directive with them.

2.
Make sure you write the name(s) of your Health Care Proxy or Proxies on your Health Care Directive so your choice is legally documented. Some people assume family members are automatically the ones health care providers turn to if a patient is unable to communicate. This is often the practice, but it is not legally binding in all provinces. If you legally appoint a Health Care Proxy or Proxies by designating them in your Health Care Directive, you have made the decision as to who speaks for you, and that must be respected by health care providers. 

3.
Make sure you discuss the values and beliefs that affect your health care decisions openly and in detail with your Health Care Proxy or Proxies. It is impossible to predict every possible health care problem you might face in the future, but you can discuss what is important to you in terms of the quality of your life.

4.
Stay in touch with your Health Care Proxy. Keep all information about yourself current and up-to-date. This means that each of your Health Care Proxies must have the most recent copy of your Health Care Directive with the document that names your Health Care Proxy or Proxies. Anytime your health condition changes in ways that could have an impact on decisions about your care, your Health Care Proxy needs to know.

WHAT SHOULD YOU DISCUSS WITH YOUR HEALTH CARE PROXY OR PROXIES? You need to stay in touch with your Health Care Proxy, but they also need to keep in contact with you. If they have a change in telephone number, address or other contact information, they need to let you know so you can keep your Health Care Directive up to date. Discuss all relevant information about your health care, including prescriptions and other treatments you currently use.

Explain what you hope to have happen regarding your health care. Your Health Care Proxy or Proxies need to know enough about your values and beliefs so they can make decisions based on what they believe to be in your best interests.

You might want to give specific instructions about certain decisions. If you have regular care routines, like using a catheter, tube feeding or massage for circulation, your Health Care Proxy or Proxies should know enough about these routines to explain them to a health care provider.

WHAT ABOUT PEOPLE WHO HAVE NEVER BEEN ABLE TO GIVE CLEAR DIRECTIONS ABOUT MEDICAL DECISIONS? Some people are legally represented by a family member or other designated person or group because they are seen as being unable to make many decisions pertaining to their lives. Sometimes the Courts determine such people are placed under the care of the Public Trustee. Our research indicates there is much concern that the needs and wants of people with cognitive or developmental disabilities are not met, and that they are at risk.  There are increasing questions about the role of the person with legal authority because legal authority doesn’t fully address some of the moral issues of representing people who don’t have the capacity to state their needs and wishes.
Family members, service providers and others who support people who don’t have the capacity to express what they need when deciding on medical treatment have offered the following suggestions:

1. Anyone speaking on behalf of another must know the needs of the person they represent. These needs include knowing what the person requires daily (in other words, an intimate, personal knowledge) and moves along a spectrum to include systemic knowledge of the various agencies (like health, housing and social services) that are involved in the person’s life.
2. Even if the person you are representing may not grasp the complexity of the decision to be made, she/he may have clear preferences about some of the actions to be taken. Your instinct should be to listen first. You may have to interpret needs and wants from gestures, your history with that person and even things you know but can’t explain. Certainty in interpretation is often tentative.

3. It’s important not to impose self-values, goals and objectives. Every effort should be made to encourage the person you are representing to identify needs and wants. If you represent a person who is not capable of making decisions, it is very important to keep the interests of the person you are committed to representing as your priority, even if these interests may be different from your personal views.
4. One suggestion that may aid in determining decisions is to develop a list of questions and guidelines with the help of other people committed to supporting someone with a cognitive disability. This process involves a model of careful listening, building on the knowledge brought by each person involved, and engaging together in the decision. The values that guide the decision are not only transparent to the group or community involved, but also reflects the relationships each member has with the person for whom the decision is being made. [image: image1.png]



