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“End of Life Decisions”
End of life conversations are some of the most difficult and the most sensitive conversations that are held within a family.

The concept of end of life conversations causes us to pause and admit that life is not forever and death is an event that comes to all of us.

Therefore, if death is eventual then it is best to meet it in a prepared manner that allows us to make the necessary best decisions that represent our individual beliefs and wishes.

The concept of “Advance Directives” brings us a summary of principles that allow us to face death with dignity and to express our wishes for what we desire when we are no longer capable of making those decisions.

Advance directives provide a vehicle and a voice when you may no longer be able to speak.   They create a mechanism for you to designate someone to make required decisions when you no longer can.   It is critical to acknowledge that advance directives are not just for the elderly but rather for all persons that desire to direct their medical care.

Advance Directives
The particular forms for creating the advance directives can be obtained from multiple sources.   Several of the resource references in this document have the appropriate forms and they are also available from attorneys.   Forms are also available online.   One should obtain legal advice to confirm the forms represent the wishes of the individual and are legal documents in the state of residence.
Living Will:  A written statement that delineates to health care providers what type of life-prolonging treatments or procedures to perform if you have a terminal condition or are in a persistent vegetative state. It usually covers specific directives as to the course of treatment that is to be taken by caregivers.   It can be very specific or very general.   Living wills are not the same as a regular will.

Medical Power of Attorney: Allows you to select any person to make medical decisions if you should become temporarily or permanently unable to make those decisions for yourself.

Concepts/Phrases

Life-prolonging treatments: Procedures that are not expected to cure your terminal condition or make you better.   
Terminal Condition: An incurable condition and death will occur in a relatively short period of time.

Persistent vegetative state:   A permanent coma or a state of being unconscious caused by injury, disease or illness.  The ethical issue raises questions about autonomy, quality of life, appropriate use of resources, the wishes of family members, professional responsibilities and many other questions.   You are unaware of your surroundings and there is no reasonable expectation of recovery.

Do Not Resuscitate (DNR):   A decision made with a physician and it indicates to health care providers and emergency personnel that if your heart stops beating or if you stop breathing there should not be an attempt to revive you by any means.   A DNR is not the same as a living will.

Artificial nutrition and hydration:   It is not the natural process of eating food or drinking liquid.   It is the invasive administration of nutrition and fluids through IV lines and feeding tubes.

Health care surrogate: An adult that you select who is aware of your wishes and values and whom you trust will be able to make the decisions at a time when needed regardless of how difficult those decisions may be.  A surrogate can only make decisions for you when you are temporarily or permanently unable to make you own health care decisions.

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

Advance directives are optional.   You can not be forced to complete an advance directive.   If an advance directive does not exist, you will receive medical care to the fullest extent, appropriate for your condition.

If you cannot speak for yourself and you do not have an advance directive, then health care providers will look to the following people in the specific order for guidance with your care: Guardian (if court appointed), spouse, adult child, parents, adult sibling, other adult relatives or a close friend who is familiar with your activities, health and religious beliefs.

Additional Advance Directive Information

You may choose to have an attorney assist you drafting these documents.  Organ donation wishes can be designated in your advance directives.   

You can withdraw, revoke or change your advance directives at any time you choose.

It is important to communicate with your family and close relationships as well as your physician and/or attorney that you have advance directives and where a copy is kept.

www.emedicinehealth.com
Medical Directives Educational Brochure (Colorado Bar Association)

www.cobar.org/index.cfm/ID/20160/subID/411/Advance-Medical-Directives
Hospice Concept of Care
Hospice is a name for an interdisciplinary program of care that provides palliation (relief from symptoms) as well as emotional and spiritual support to terminally ill people and their families and friends.   Hospice assists families and friends in adjusting to the patient’s illness and death.  It is available in hospitals, nursing homes, the patient’s home, or in specialized care facilities.

Hospice care emphasizes enhancing the quality of life and preserving the patient’s sense of dignity and self-worth.  It includes, pain control, emphasizing patients’ roles in decisions regarding their plan of care and assisting them.   
Hospice Foundation of America   www.hospicefoundation.org
1-800-854-3402

Spirituality 
Journal American Board Family Practice 2004;17:370-6

“Spiritualities are responsive to patient needs by offering beliefs, stories and practices that facilitate the creation of a personally meaningful world, a constructed reality in the face of illness, disability, or death.”

Up-To-Date: Religion, spirituality and end of life care

October 1, 2008 updated April 18, 2007
“The importance of spiritual and religious beliefs in coping with illness, suffering and dying is supported by clinical studies as well as individual narrative descriptions.  Most patients derive comfort from their religious/spiritual  beliefs as they face the end of life, and some find reassurance through a belief in continued existence after physical death.”

Daaleman, T.  Placing religion and spirituality in end-of-life care.   JAMA 2000 284:2514

Steinhauser,KE, Christakis,NA Clipp,ED  Factors considered important at the end of life by patients, family, physicians and other care providers. JAMA 2000 284:2476
“The terms religion and spirituality are not interchangeable.   The term “religion” usually refers to an organized faith system of beliefs, practices, rituals, and language that characterize a community searching for transcendent meaning in a particular way, generally based upon a belief in a divine being.  Religion represents only one of many forms of spiritual expression.”

Sinclair, S, Pereira, J, Raffin, S. A thematic review of the spirituality literature within palliative care.   Journal Palliative Medicine 2006;9:464

“Broadly defined, spirituality is that which gives ultimate meaning and purpose in an individual’s life.   Although spirituality can be expressed in religious beliefs and practices, it can also more broadly include a relationship with God/Divine or a higher power, or with family, or with cultural communities.   People may be in touch with their spirituality through formal religious rituals or sacraments, or through interaction with nature, humanity, or the arts.”

Reed, PG. Spirituality and well-being in terminally ill hospitalized adults. Res Nurs Health  1987; 10:335
Documents and Checklists
The time immediately following the death of a loved one can be overwhelming with grief and bereavement, complicated by a seemingly endless number of tasks.   The immediate days following the death will be focused on the funeral or memorial service arrangements.   Soon after, various financial and legal issues must be addressed.   Many people find it very difficult to be sure they have taken care of everything.

The following is a list of some tasks that are likely to need attention.

1. Contact the Clergy/Church of choice to advise of the death
2. Contact the funeral home, preliminary information, establish a time to meet and make final arrangements

3. If the loved one was a veteran you will need discharge papers

4. The death certificate will be generated by the funeral home.   You will need to decide how many “certified” death certificates will be needed.  (This number is dependant on many factors and varies with each family.   The Funeral Director will help advise the family on what may be needed)

5. Notification of multiple entities such as social security, banks, insurance and credit card companies will need to be accomplished.

6. Arrange to have important bills continue to be paid.

Various documents may be required at the time of death and the immediate time thereafter.  This varies with each family situation but if preplanning is accomplished it will ease the pressure of searching at the time of death.

1. Certified Death Certificates

2. Social Security Card/Number

3. Marriage Certificate

4. Birth Certificate

5. Insurance policies

6. Deed and Titles to properties

7. Stock Certificates

8. Bank Books

9. Honorable Discharge Papers for Veterans

10. Recent Income Tax Forms

11. Automobile Title and Registration papers

12. Loan and Installment payment books
Conversations about Funerals
Many decisions must be made at the time of death about funeral planning.   They are conversations that one can have with their family that will make your wishes known in advance

It may be somber and challenging to have these discussions but the decisions will have profound effect on assuring that all involved know exactly what the preferences are.  The conversations in advance also will help surviving family members have peace of mind.
Consideration of some of the following issues or questions in advance will help your planning.

1. Place of service: church or funeral home chapel
2. Clergy to preside

3. Music: Vocal, Instrumental or both

4. Special musical selections

5. Open or closed casket

6. Obituary, information

7. Names of pallbearers

8. Memorial contributions

9. If a veteran, flag on casket

10. Particular clothing, glasses, jewelry

11. Location of cemetery property, deed, if already owned

12. Type of property: burial space

13.  Cremation or burial

14.  Name of Funeral Home

15.  Other special instructions

16. Vital Statistic information (Parents name including Mother’s maiden name
Pre-need Funeral Arrangements
The death of a loved one is a devastating experience, complicated by the many arrangements that must be made.

Many people find themselves unable to grieve until after all the funeral arrangements have been finalized.  Families are vulnerable and if arrangements are made ahead of time, additional grief may be spared.

More and more people/families have decided to arrange their own or a loved one’s funeral prior to death.    These arrangements are commonly referred to as “pre-need funeral arrangements” or “prepaid funeral agreements”.   Through these arrangements, people are able to decide in advance what type of funeral they will have, while at the same time eliminating some of the stress that family members frequently experience.
Before entering into a pre-need funeral agreement, discuss your plans with your family and/or attorney to make sure the agreement is consistent with your will and estate planning.

Funeral Information
Information about pre-need funeral plans, funerals and services can be obtained from all local funeral homes.

Funeral Web Site Information
AARP Fulfillment   www.aarp.org
Council of Better Business Bureaus, Inc.  http:www.bbb.org/

Funeral Consumers Alliance   www.funerals.org
Cremation Association of North America   www.cremationassociation.org
International Cemetery and Funeral Association   www.icfa.org
International Order of the Golden Rule   www.ogr.org
Jewish Funeral Directors of America   www.jfda.org
National Funeral Directors Association   www.nfda.org/resources
National Funeral Directors and Morticians Associations   www.nfdma.com
End of Life Tools Web Sites
(Source: www.pbs.org/wnet/onourownterms/resources/eol_sites.html)

PBS Bill Moyers

1.  Aging with Dignity   www.agingwithdignity.org
An organization that advocates for the needs of elderly Americans    and their caregivers.

2. Americans for Better Care of the Dying (ABCD)  www.abcd-caring.org
The Americans for Better Care of the Dying web site is dedicated to advocacy for better support and care systems for the seriously ill.

      3.  Dying Well   www.dyingwell.org
The Dying Well web site, created by Dr. Ira Byock, past president of         the American Academy of Hospice and Palliative Medicine, contains a wide range of resources on death and life-threatening illness, plus articles by Dr. Byock 

4.  Last Acts    www.lastacts.org
Last Acts offers an extensive resource directory, information on palliative care, daily journal articles, guides to coping with grief and bereavement, news, and an electronic newsletter.

5. Medicaid Information  www.hcfa-gov/medicaid/medicaid.htm
6.  Medicare Rights Center   www.medicarerights.org
7.   Partnership for Caring   www.partnershipforcaring.org
      An advocacy organization for end-of-life care.

Other Sources of Information

AARP

www.aarp.org
Alzheimer’s Association

www.alz.org
American Academy of Hospice and Palliative Medicine

www.aahpm.org
American Association of Critical Care Nurses

www.aacn.org
American Association of Homes and Services for the Aging

www.aahsa.org
American Association of Pastoral Counselors

www.aapc.org
American Hospital Association

www.aha.org
American Medical Association

www.ama-assn.org
Association of Jewish Aging Services

www.ajas.org
B’nai B’rith International

www.bnaibrith.org
Catholic Health Association

www.chausa.org
Emergency Nurses Association

www.ena.org
Hospice Association of America

www.hospice-america.org
Hospice Foundation of America

www.hospicefoundation.org
Hospice and Palliative Nurses Association

www.hpna.org
Lutheran Services in America

www.lutheranservices.org
National Association of Area Agencies on Aging

www.n4a.org
National Association of Catholic Chaplains

www.nacc.org
National Black Church Family Council

205-349-1417

National Association of Catholic Women

www.nccw.org
National Catholic Bioethics Center

www.ncbcenter.org
Partnership for Caring

www.partnershipforcaring.org
