Advance Care Planning

Steps for Advance Care Planning

· Step 1: Consider the Issues

· Step 2: Introduce the conversation

· Step 3: Explore personal beliefs and values

· Step 4: Define end-of-life wishes

· Step 5: Document wishes

How Do I Choose My Health Care Agent?

One of the most important decisions you will make in your advance care planning is choosing whom you want to make decisions for you if you cannot—your “health care agent.”
In Colorado you have the right to choose whomever you wish to be your health care agent. It is important to choose someone who:

· is willing and available (preferably not, for instance, living in another state),

· knows your values and life goals and your preferences for life-sustaining treatment,

· will honor and follow your wishes, 

· is able to make difficult choices, usually under stress, and

· has the time and commitment to serve as your agent for however long is necessary.

Remember, your agent need not be your spouse or someone closely related to you. In fact, those closest to you might have the hardest time serving as your decision maker because their own feelings or values might get in the way. (If you pick your spouse and later divorce or legally separate, your spouse will be disqualified to serve.) 
Your agent can be a family member or friend or even legal or religious advisor. It is also a good idea to choose an alternate agent, in case your first choice is unavailable, unwilling, or unable to serve when needed. 

You can decide whether you want the agent’s authority to begin right away or only after it has been determined that you cannot make your own choices. Note: This determination is usually made by a physician or other health care professional with special training. It can be very difficult to asses, especially as the “capacity” of a person who is seriously ill to make decisions can vary a great deal, even over the course of a single day. If you trust your agent (and you should!) an immediate power of attorney avoids having to go through this process.
Above all, be sure to talk to the people you want as your agent and alternate before you officially appoint them. Make sure they understand your wishes and agree to serve. And give them each a copy of all your advance directives, especially the Medical Durable Power of Attorney. 
If your choice for agent is not a family member, be sure your family members know about your choice and how to contact the agent and alternate. If possible, it would be a good idea for you and your agent to talk with your primary doctor about the kinds of medical decisions that might be likely and the options available. 
Your agent and your doctor should have a copy of the MDPOA form and any written advance directives you have completed.

What’s Involved in Being a Health Care Agent?

In Colorado, unlike many other states, when an adult is unable to make his or her own medical decisions, no one has automatic authority to step in. Health care providers may naturally turn to a spouse for medical decisions, but spouses have no more legal authority to make such decisions than do adult children, siblings, or even close friends. 
To make any medical decision for any other adult in Colorado, you must be officially designated as that person’s “health care agent” or selected as the decision maker through the “proxy process.” Health care agents are appointed through a document called a Medical Durable Power of Attorney (MDPOA), which is  signed by one competent adult (the “principal”) granting authority to another (the “agent”) to make medical decisions. 
If you are appointed as a “health care agent,” you agree to make medical decisions for someone else (the “principal”) when that person cannot. Your responsibility might be temporary, for example, if the principal is severely ill or injured but then gets better; or it might be long term, if the principal has a permanent disability or chronic or terminal illness.
The health care agent has all the rights of the principal to talk to doctors and other health care professionals, to look at medical records, and to make treatment decisions. Typically, the health care agent does NOT have the power to handle the principal’s financial affairs. Health care agents may not be paid for their service, and their powers end at the principal’s death.
If you agree to be a health care agent, 

· Your job is to make medical decisions in line with the principal’s values, goals, and preferences.

· You must put aside your own values, goals, and preferences and speak for the principal. You should talk over in detail what the principal would wish for in a lot of different circumstances. (The Five Wishes, www.agingwithdignity.org, and Caring Conversations, www.practicalbioethics.org, booklets can help you ask the right questions and think about the kinds of choices that might be needed.) 

· You must, as much as possible, continue to consult the principal about decisions and follow his or her expressed preferences. 
· Be sure you understand whether your powers are immediate or only begin when the principal has lost the ability to make decisions. As noted above, when someone is seriously ill, their capacity to make decisions can vary a great deal, even over the course of a single day. An immediate grant of powers is helpful—but remember, you are only the decision maker when the principal cannot be!
· You must be willing to talk to many health care providers, especially doctors, and going with the principal to appointments in health care facilities or at the principal’s home.

· You must learn everything you can about the person’s condition, treatment options, prospects for recovery, and—if needed—end-of-life choices, such as when to withdraw or withhold certain treatments or when to arrange for palliative or hospice care. 

Depending on the circumstances, the job of a health care agent can be very demanding, requiring a lot of time and commitment. But the job has many rewards, including the knowledge that you are safeguarding the desires and dignity of someone you know and 
care for.  

A Guide to Advance Directive Documents
Please be aware that what follows is just information, not advice. Every situation is different. For questions about your particular situation, please consult the appropriate qualified professional: health care practitioner, attorney, or estate planner. Low-cost legal assistance is sometimes available. Consult the Colorado Bar Association Web site at www.cobar.org (click on “For the Public” and “Legal Assistance Programs”). More information about advance directive documents and the Colorado-specific forms can be found under Links and Resources at www.irisproject.net.  
MEDICAL DURABLE POWER OF ATTORNEY

· In Colorado, no one is automatically authorized to make health care decisions for another adult. 

· The Medical Durable Power of Attorney (also called the “Power of Attorney for Health Care”) is a document you sign to appoint someone to make your health care decisions for you. The person you name is called your agent. 

· In most cases, your agent only makes decisions for you when you cannot. This may be temporary, while you recover from an accident or injury, or long term, if you are permanently incapacitated or become chronically or terminally ill.

· Your agent can get copies of your medical records, consult with your doctors and other health care providers, and make all decisions necessary for your care. 

· Your agent is supposed to act according to your wishes and values, so it’s important to discuss your life values, your goals, and your preferences for treatment. Ideally, the agent is someone who knows you very well. He or she must be able to devote the time and energy to handling your health care needs.
· A Medical Durable Power of Attorney (MDPOA) is not the same as a general Power of Attorney (POA). The MDPOA is only authorized to make health care decisions. A general POA covers legal and financial affairs. The authority of both types of agent ends at your death.

· Only you are required to sign the MDPOA document; however a notary seal can help support your agent’s authority if you are sick or injured in another state.

· For more information, and to obtain the Colorado Medical Durable Power of Attorney document, visit the Colorado Health and Hospital Association Web site, www.cha.com.
LIVING WILL

· In Colorado, the Living Will is called the “Declaration as to Medical or Surgical Treatment.” 

· It tells your doctor what to do about artificial life support measures if you have an injury, disease, or illness that is not curable or reversible and is terminal.**

· In Colorado, your Living Will does not go into effect until 48 hours after two doctors agree in writing that you have a terminal condition** and you are unconscious or otherwise unable to make your own medical decisions. 

· In these circumstances, your Living Will directs your doctors to continue or discontinue, as you direct, life-sustaining procedures, artificial nutrition, and artificial hydration. 

· You do not need an attorney or a doctor to complete a Living Will, but you do need two witnesses. The witnesses cannot be your health care providers, an employee of your health care provider, or anyone likely to inherit property from you. 

· A notary’s signature is a good idea but not required. 

· A Living Will is not the same as a regular will (“Last Will and Testament”) or a Living Trust, which refer to possessions and property. A Living Will only provides instructions on medical treatment, not the distribution or disposal of your property.

· For more information, and to obtain the Colorado Declaration document, visit The Iris Project Web site at www.irisproject.net.
** Legislation passed in the 2010 session also allows the use of a Living Will for persons in a Persistent Vegetative State, as diagnosed and certified by 2 physicians.
CPR DIRECTIVE

· A CPR (cardiopulmonary resuscitation) directive allows you to direct in advance that no one should give you CPR if your heart or your breathing stop. 

· CPR directives are almost always used by people who are severely or terminally ill or elderly. For them, the trauma involved in CPR is likely to do more harm than good, but emergency personnel are required to perform CPR unless a directive tells them not to. 

· A CPR directive is not the same as a DNR order. A DNR order is a doctor’s order made for severely ill patients in health care facilities, including nursing homes. The DNR does not require the patient’s consent, and it expires when the patient leaves the facility. 

· The Colorado CPR directive (or “blue form”) must be signed by both the individual (or the individual’s MDPOA agent or “proxy”—see below) and his/her physician. 
· Other forms, such as those particular to a health care facility or created by individuals, are valid and should be signed by a physician to avoid any question about their validity. However, emergency personnel should honor any directive, made by the principal or his or her agent, to refuse CPR. 

· The CPR directive form does NOT have to be “original” nor do the signatures have to be “original.” Photocopies, scans, and faxes are valid.   

· CPR directives must also be immediately visible to emergency personnel. Keep the form in an easy-to-get to place, like the front of the fridge. For more active folks with CPR directives, a wallet card or special CPR directive bracelet or necklace can be obtained. 

· For more information on CPR directives, ask your doctor or visit the Colorado Department of Public Health & Environment Web site: http://www.cdphe.state.co.us/em/Operations/AdvanceDirectives/index.html.

MEDICAL PROXY FOR DECISION MAKING

· In Colorado, no one is given automatic authority in decision making for another adult, and health care providers cannot make decisions for patients except in an emergency. 

· If you have not appointed an agent, and if you are unable to make or express your decisions for yourself, a “proxy” is needed. 

· Your spouse or partner, parent, adult child, grandchild, brother or sister, close friend, or other “interested party” may be chosen as your proxy by the group. 

· Like your agent, your proxy should act according to your wishes and values, so the proxy should be the one who knows your medical treatment wishes the best. 
· Proxies selected in this way cannot refuse artificial nutrition and hydration for you.
· If the group can’t agree on who the proxy should be, then guardianship needs to be pursued through the courts.  

MEDICAL ORDERS FOR SCOPE OF TREATMENT (MOST)
· Although not yet officially put in place in Colorado, the MOST process will likely become effective in late summer 2010.

· The MOST form is a one-page, two-sided form that gets all a person’s key choices for life-sustaining treatments in one place. It includes CPR, general scope of treatment, antibiotics, artificial nutrition & hydration.

· Persons may refuse treatment, request full treatment, or specify limitations. 
· The standardized form can be easily and quickly understood by patients, health care providers, and emergency personnel. 

· It is primarily intended to be used by the chronically or seriously ill person in frequent contact with health care providers, or already residing in a nursing facility.

· The MOST is completed by the person or his or her agent in conversation with a health care provider, then signed by the person/agent and a physician, advanced practice nurse, or physician’s assistant. The physician/APN/PA signature translates patient preferences into medical orders.

· The MOST “travels” with the person and is honored everywhere: hospital, clinic, day surgery, long-term care facility, ALR, hospice, or at home. This avoids delays, duplicated conversations, and confusion about decisions.

· A section on the back prompts patients and providers to regularly review, confirm, or update choices based on changing conditions.
· The original is brightly colored for easy identification, but photocopies, faxes, and electronic scans are also valid.

· Completion of a MOST does not replace or invalidate prior directives. The MOST overrules other advance directives only when they directly conflict. 

A Word About Advance Care Planning for Children with a Serious Illness
Persons under the age of 18 cannot legally sign advance directive documents; their parents or legal guardians are responsible for their medical decisions. When a baby, child, or teen faces serious illness, parents and health care providers can develop an advance care plan. Older children and especially teens can have a voice in putting together the plan. 
The plan outlines in writing the parents’/child’s preferences for care in case of an emergency situation or in cases where all treatment options have been explored. If you are caring for a seriously ill child, here’s what to do:   
(1) Request a family conference with your physician and primary nurse. You may also want to include a social worker, spiritual advisor, or close family friend. (2) Discuss with your doctor/nurse their plan of care for your child, including palliative care for pain and symptoms, and emotional/psychological/spiritual support. (3) Discuss whether a Colorado CPR Directive might be appropriate for your child in case of an emergency. (4) If appropriate, talk over choices and likely results with your child and include him or her in your decisions. As parents, you have the final say, but even young children can benefit from being included in the decision making.

Options for Care at the End of Life
Hospice Care
Hospice services provide care, when cure is not possible, to maximize quality of life. Hospice is focused on the whole person so that emotional, social, and spiritual needs are addressed along with physical. Family members also receive care and support.

Hospice care is skilled, aggressive, and compassionate with the goals of comfort, freedom from pain, and giving the person as much independence and control for as long as possible. 
Most hospice care is delivered to the person in his or her home, wherever that may be. Inpatient options are available in assisted living, nursing, hospital, and dedicated hospice facilities. There are currently 11 dedicated hospice residences in Colorado; 4 in the Denver Metro area.
Care is provided by a team of professionals – physician, nurse, nurse’s aide, chaplain, and social worker – each addressing a different aspect of the person’s needs. Volunteers are also available for extra help and to give family members a break. 
In a national survey of persons whose loved ones received hospice care, the overall quality of care was rated as “excellent” or “very good” by 98 percent of respondents. The most common complaint about hospice is that patients did not enroll soon enough for them and their families to benefit from the full spectrum of care.
Hospice services are fully covered under Medicare Part A; Medicaid and many private insurance plans offer a hospice benefit. Hospice admission under the Medicare Benefit requires that the person’s physician and the hospice medical director determine that the person is unlikely to live longer than 6 months if his or her illness is allowed to run its natural course. Admission under the benefit also requires that the person forego any treatments intended for cure of the illness.

However, admission policies and definitions of what treatments are intended for cure vs. comfort are more liberal now than in the past and may vary somewhat from hospice to hospice. Hospice care does not require patients to give up regular maintenance medications or medications that address conditions other than the terminal illness or that improve comfort and quality of life.

Hospice is not a one-way street – admitted patients can “check out” or “revoke” at any time. Nationally in 2008, about 15 percent of hospice patients were discharged either because they got better or resumed curative treatment.

About 45 percent of Colorado residents who die each year receive hospice care. There are currently 53 hospice agencies in the state; almost all counties are served by at least one agency. To locate an agency serving your area, visit Colorado Center for Hospice & Palliative Care, www.cochpc.org, and click on “Find Care.”
What is palliative care?
Palliative care works to relieve uncomfortable symptoms and reduce the negative effects of illness. Palliative care is helpful in any serious or life-limiting illness, but it is especially good for persons whose illness may be chronic or not curable. 
Palliative care promotes the best quality of life possible, as defined by each person and family. It addresses physical problems such as pain, fatigue, and nausea but also helps with the emotional, social, and spiritual concerns of the individual and family. 
Where is palliative care provided?
In mid-2006, the American Board of Medical Specialties made palliative care an official medical “sub-specialty.” There are specially trained “palliative care” doctors and nurses and programs. 
To find palliative care, first talk with your primary physician about what services might be helpful and available. Many hospices and hospitals are developing palliative care services, so check with your hospice or hospital of choice to see what they can offer. 
To get to a directory of board-certified palliative care physicians, contact the American Board of Hospice & Palliative Medicine, 301-439-8001, or on the Web: 
http://www.abhpm.org/Locator.aspx?key=all&searchtext=Colorado
Several Colorado hospices provide palliative care for children and support for their families through a special program sponsored by the state. All Veterans Health Administration hospitals offer palliative care. To find a palliative care provider or program near you, contact the Colorado Center for Hospice & Palliative Care, www.cochpc.org. 
What illnesses are appropriate for palliative care?
Right now, palliative care is most available to those suffering from chronic or “life-limiting” illnesses, such as COPD, congestive heart failure, Alzheimer’s disease, Multiple Sclerosis, kidney or liver disease, Parkinson’s, AIDS, cancer, ALS (Lou Gehrig’s disease), diabetes, and others.   
How is palliative care different from hospice?
All hospice care is palliative care, but not all palliative care is hospice care. When hospice care is paid for by Medicare, the person's physician and the hospice medical director must “certify” that the person’s illness is terminal and that he or she is unlikely to live for longer than 6 months. The person must decline any treatments that are not specifically intended for comfort and quality of life. 
All costs of care related to the terminal illness—including the cost of drugs, medical equipment and supplies, the services of the entire hospice team, and bereavement support for the family—are paid for by the Medicare Hospice Benefit. 
A person may receive palliative care, however, even if the disease is not terminal or life expectancy is longer than 6 months. The person may continue treatments that are directed toward curing the disease along with palliative care. Medicare, however, does not cover palliative care as yet, and only a few private insurers offer a palliative care benefit. See more below on payment for palliative care.
Do I have to give up on seeking a cure for my disease?
No, not with palliative care. The palliative care team can help you and your family sort out the ongoing risks and benefits of treatments aimed at curing the disease.

Do I have to give up my regular doctors and transfer to someone else?
The palliative care team typically works with your current physicians.
I don’t see “palliative care” mentioned in my insurance plan – does that mean I’d have to pay for it?
Some hospitals provide palliative care consultations and a limited number of ongoing visits with their own team of professionals. These services would be covered by typical insurance reimbursement for medical or nursing services. Medicare will cover the cost of one palliative care consultation with a hospice physician. If you have questions about your insurance coverage, you should consult directly with your insurance agent or carrier.

What good will “palliative care” do me if it won't help cure my disease? And anyway, doesn’t regular medical care take care of pain and discomfort? Why would I need a whole other team of people to take care of all this?
Medicine today can do wonders, but sometimes when the focus is solely on the cure, treatment side effects or symptoms of the disease are not given the attention they deserve. 
Nausea, dry mouth, pain, skin breakdown, shortness of breath, sleep problems, weakness and fatigue, anxiety, depression, fear, family conflict, financial pressures, caregiving burdens, and other problems can make the experience of a life-threatening or chronic illness even more difficult to bear. Traditional medical approaches to disease sometimes fail to ease pain and suffering – and sometimes treatments can even increase discomfort.
Palliative care focuses solely on helping you feel better, to live as fully as you can for as long as you can. Even when diseases are incurable, people receiving palliative care often live longer and better than those who don’t.

When would I start palliative care? When would it stop?
Palliative care is most appropriate when your illness, or its treatment, is seriously harming your quality of life; for instance, if you have a lot of pain that makes it difficult to move or concentrate; if you are depressed or upset so that you aren’t able to communicate well or enjoy life; if your family is having a tough time. Any such situation might suggest a palliative care approach. Palliative care would supplement your medical treatment to support you and your family as long as you have ongoing needs. 
Other Helpful Resources
Palliative Care

· Colorado Center for Hospice & Palliative Care, www.cochpc.org.
· American Academy of Hospice & Palliative Medicine, www.aahpm.org, 301-439-8001

· National Board for Certification of Hospice & Palliative Care Nurses, www.nbchpn@hpna.org, 412-787-1057

· Get Palliative Care, a consumer resource of the Center for the Advancement of Palliative Care, www.getpalliativecare.org 
Other Helpful Resources on Advance Care Planning

· Colorado Center for Hospice & Palliative Care, www.cochpc.org (click on button “For Information on Advance Care Planning” from home page)
· Caring Connections, a consumer resource of the National Hospice and Palliative Care Organization, www.caringinfo.org, toll-free Help Line, 800-658-8898. This Web site includes downloadable state-specific advance directive forms.

· Aging with Dignity, the organization that developed the “Five Wishes” document, www.agingwithdignity.org. The document may be downloaded for personal use from the Web site or purchased in quantity.

· Center for Practical Bioethics provides a convenient booklet, Caring Conversations, for exploring end-of-life care choices and concerns: www.practicalbioethics.org. 
Other Helpful Resources on Caregiving

· Life Quality Institute, Denver, www.lifequalityinstitute.org; offers training in the Share The Care( model, which helps families, friends, and communities assemble a network of shared caregiving for those in need.

· Caring Connections, www.caringinfo.org, toll-free Help Line, 800-658-8898.
· Caring Bridge, www.caringbridge.org, a free blogspot for persons coping with any personal challenge – allows you to set up your own Web page for keeping family and friends informed and receiving messages of support.
· National Alliance for Caregiving, www.caregiving.org, an alliance of more than 40 national organizations offering advice, resources, and connections for family and professional caregivers.

· Hospice Foundation of America, Caregiver’s Corner, www.hospicefoundation.org.

· AARP, resources and helpful links, www.aarp.org/families/caregiving/. 

· Alzheimer’s Association, resources, links, and local activities and support groups, www.alz.org. 
For more information, visit www.irisproject.net

or email Jennifer@irisproject.net
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