Web Resources

Chapter 15: Death, Dying and Grief

The following web-resources may assist in obtaining more detailed information on the topics presented in the chapter and may be used as references in your Prevention Research paper for Project 4.  

Alzheimer's Disease and Related Disorders Association
www.alz.org
Provides general information on the disease and referrals to over 200 local association chapters for specific services. 

American Association of Retired Persons (AARP)
www.aarp.org
Provides a wide range of services including counseling, advocacy, benefits, and entitlement information; activities and assistance to people who are homebound. Includes a collection of resources regarding grief and loss and a grief support line.

American Hospice Foundation
www.americanhospice.org
The American Hospice Foundation advances the hospice concept of care and promotes hospices that seek to meet growing and complex needs. 

American Pain Foundation
www.painfoundation.org 
Information, education, and advocacy organization serving people with pain. The American Pain Foundation will accept telephone calls from individuals with specific pain issues. Leave a message on the answering service and they will call back.
Americans for Better Care of the Dying 
www.abcd-caring.org
ABCD is dedicated to ensuring that all Americans can count on good end of life care. Their goals are to build momentum for reform, explore new methods and systems for delivering care, and shape public policy through evidence-based understanding. They have monthly chats for the public on www.befearless.com and a newsletter that focuses on timely information. 

Cancer Care, Inc.
www.cancercare.org
Provides support groups, educational programs and workshops for cancer patients and their families. They operate a national referral service, and counselors on staff provide assistance to callers. Cancer Care also publishes Helping Hand, a useful resource guide for cancer patients and others. Includes resource information for caregivers. 

Cancer On Line
www.canceronline.org
Excellent resources for patients and their loved one related to cancer and pain management. 

Caregiver.com
www.caregiver.com 
Contains back issues of Today's Caregiver Magazine, information on the "Sharing Wisdom Caregivers Conferences" and a discussion forum.

Caregiving.com
www.caregiving.com
Offers resources and support for family caregivers. 

Careguide.com 
www.careguide.com
Site offers resources about aging and elder care. Resource topics range from support with daily living, financial and legal information as well as community support. 

Carethere.com
http://www.icdri.org/caregiver/carethere.htm
Site offers resources to help caregivers assess their needs; find medical, financial and legal information; connect with family and other caregivers; and locate local services and products. 

Center for Advanced Illness Coordinated Care
http://www.nhpco.org/link/center-advanced-illness-coordinated-care
Presents healthcare providers with a care coordination model for improving end-of-life care and offers patients and their loved ones guidance and support for dealing with advanced illness and death. 

Center to Advance Palliative Care
www.capcmssm.org
An on-line resource for hospitals and health systems interested in developing palliative care programs.

Dying Well
www.dyingwell.org
This is the site of Dr. Ira Byock, a well-known hospice physician who has worked actively to improve care for the terminally ill in the US. Dr. Byock has also written extensively on the subject, and at this site you can access some of his publications as well as other resources for patients and families. 

Compassion and Choices (was End of Life Choices in text)

 (https://www.compassionandchoices.org/ 
New name for the Hemlock Society, the oldest and largest right-to-die organization in North America. Non-profit organization supported by memberships and donations. Advocates for legal changes allowing dying patients can choose a peaceful death as part of the continuum of care at the end of life. Provides telephone counseling to members and member-to member counseling at patient’s home.  


End of Life Nursing Education Consortium

www.aacn.nche.edu/elnec
The End-of-Life Nursing Education Consortium (ELNEC) project is a national education initiative to improve end-of-life care in the United States. The project provides nurse educators with training in end-of-life care so they can teach this essential information to nursing students and practicing nurses.
Celebrations of Live (was Ethical Wills)
https://celebrationsoflife.net/ethicalwill-com/
Ethical wills are a way to share your values, beliefs, life lessons, hopes for the future, love, and forgiveness with your family and community. This site has information on creating an ethical will. 

Funeral and Memorial Societies of America/Funeral Consumers Alliance 
www.funerals.org
An excellent site for information about after death planning. A consumer rights organization providing a referral service, information on industry practices and the law, as well as other useful information. Provides help in planning a dignified and affordable funeral. Offers referrals to memorial service providers nationwide. 

GriefNet
www.GriefNet.org
An internet community of persons dealing with grief, death, and major loss. Almost 50 email support groups. Site directed by a clinical grief psychologist and a team of volunteers. Supported by donations from users.

Growth House - Guide to Death, Dying, Grief, Bereavement, and End of Life Resources 
http://growthhouse.org/death.html
This is an excellent starting point for information on the whole spectrum of issues related to the end of life for people of all backgrounds. This award-winning site calls itself "a gateway to resources for life-threatening illness and end-of-life issues."

Hospice Foundation of America
www.hospicefoundation.org
Not-for-profit organization that provides leadership in the development and application of hospice and its philosophy of care. Through programs of professional development, research, public education and information, HFA assists those who cope either personally or professionally with terminal illness, death, and the process of grief 

HospiceNet
www.hospicenet.org
This site has information for patients and families facing life-threatening illness. 

Mayday Pain Project
www.painandhealth.org
This web site provides a guide and index of internet information to those in pain. This site is targeted to care givers, family and friends of those suffering from pain. 

MEDLINE plus 
www.nlm.nih.gov/medlineplus/bereavement.html
National Library of Medicine site that provides links to multiple sites regarding the nature of bereavement, symptoms, specific conditions, and community resources. 

National Alliance for Caregiving 
www.caregiving.org
Site is a joint venture of many organizations designed to support family and professional caregivers. Includes the Family Caregiver Resource Connection, which reviews and rates hundreds of books, videos, websites, magazines, fact sheets and other resources addressing the range of issues and questions faced by family caregivers. 

National Association for Home Care
www.nahc.org
This association provides an online guide on how to choose a home care agency. Its website also lists resources by state. 

The National Consensus Project for Quality Palliative Care
www.nationalconsensusproject.org
The NCP is a response to the need for uniformly accepted definitions of the essential elements and best practices in palliative care in order to create voluntary consensus Standards for the establishment and development of clinical palliative care programs across the United States. 

National Funeral Directors Association
www.nfda.org/resources
NFDA, the trade association for funeral directors, provides consumer information about funeral options and the cost of funerals. NFDA also sells a wide range of books, pamphlets, and videos about grief and funeral arrangements.

National Hospice and Palliative Care Organization (NHPCO)
www.nhpco.org
Offers information, patient advocacy, professional education, and referrals to hospice programs throughout the country. 

Patient Advocate Foundation
www.patientadvocate.org
National non-profit organization that serves as an active liaison between the patient and their insurer, employer and/or creditors to resolve insurance, job discrimination and/or debt crisis matters relative to their diagnosis through case managers, doctors and attorneys. 

United Network for Organ Donation
www.unos.org
Provides information about how to become an organ donor, how the organ donor network works, and national resources relating to organ donation.

