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“Issues on Care at the End of Life Hospice and Palliative Care”

     Her daughter, with yet another incident of falling, brings Mrs. Walker to your office today.  This problem began two years ago when she fell and broke her shoulder.  Her stability has been waning ever since.  A neurological evaluation including a CT scan yielded no obvious reason for this decline.  You observe that her gait is now slower and somewhat shuffling, slightly unsteady with a little weaving as she uses furniture for props, hallmarks of senile gait disorder.  There are no signs of a more specific lesion.  Her daughter comments that she has been refusing larger and larger portions of her meals and seems to like sleeping more, taking naps now both in the morning and in the afternoons.  She doesn't seem to like her soaps as much as before.  Her weight, you notice, has fallen off by fifteen pounds in the last six months.  You check her mini-mental status exam and notice that aside from some short-term memory problems, the exam is close to normal as were her most recent laboratory values. You sit there puzzled, debating where to begin your workup in a woman who will be 90 on her next birthday.

     So you say, “I can see that you're not so spry as you used to be, Mrs. Walker, and I've examined you from top to toe finding nothing especially wrong.  What do you think is going on here?”

     Having more insight than all of the medical tests, she already knows the answer.  With clear blue eyes and a firm answer, she says, “I'm dying, doctor.  I'm just plain dying.  I don't feel like living anymore.  I've had a good life.  I've lived through three wars.  I've raised two wonderful daughters, who have given me five grandchildren.  What else can I do with my life at this time?  I'm tired.  Got no appetite.  I'm ready to go. What can you do to help me?”

     Stunned at her directness, you sit there astonished that someone can be so right about something that seconds ago was a dilemma in diagnostics.  With the film of ignorance wiped from your eyes, you realize that she is, of course, quite right.  She is dying.  Pausing for a moment of reflection, silently groping for the right thing to say, you realize that this is a very special time for you and her: you are now preparing for separation and departure.  This will be a time for support, love, and guidance.  There are things you can do for her.  It is not a time for abandonment just because there is no more curing to be done.  Because you cannot do alone all that has to be done, you turn to hospice and begin to regroup as you envision the path that you can now offer to your patient of some twenty-two years.  Hope and short-term goals for living must be redefined.  But, at the same time, you wonder to yourself, “Have I missed something?  If I mention the word hospice, will she think that I'm giving up on her?  How can I offer her a quality of life in these last days or weeks that she has to live?  What will my role be now?  Healing has been what I've been trained to do since I entered medical school.  What do I offer my patient who knows that she is dying and seems to be more ready for it than I am?”

      With a few additions and deletions, this is a true story, perhaps one that you have faced in a variety of forms during your practice years.  I'm always amazed at the wisdom that my patients portray when the time has come for their life to end.  The choice that the doctor made when he called his local hospice was appropriate for this patient and her family with whom she had come to live during her last years.  Hospice and palliative care offer dying patients and their families what they need most: treatment for pain and discomfort without the need to cure, an opportunity for reflection and acknowledgment of the highlights and successes of her life, support of family members in their grief and anticipated loss, and, hopefully, the mending of once uncomfortable relationships among the family members.  Knowledge about the process of the body's dying can alleviate fear and anxiety when signs and symptoms of impending death appear.  Guidance through the maze of forms and legal papers is necessary to outline and clarify the patient's wishes on how she wants to be treated and cared for when she can no longer make decisions for herself (advanced care directives, the designation of a healthcare power of attorney, and do not resuscitate orders.)  Assistance with the day-to-day care of their loved one and the management of pain and other forms of suffering are provided by a physician, nurses, social workers, home health aides, volunteers to run errands or just sit for company, and chaplains to assist with this most holy of spiritual transitions.

     These resources along with twenty-four-hour availability have been the hallmark of the hospice program since its modern inception by Dame Cicely Saunders in 1967.  These programs, like the Hospice of Wake County (HOWC), provide comprehensive, mostly home-based care to dying patients who choose to have this type of care at the end of their life.  US hospice programs provided services to over 700,000 patients and families in 1999, about one quarter of all deaths.  In Wake County, HOWC provided care to over 800 patients and their families last year and has already exceeded this number this year.  Hospice programs practice a type of medicine called palliative care, a discipline of medicine whose goal is to relieve pain and suffering of any type without the need to cure.  Healing is redefined and now has to do with the acceptance of the limitations of life and a preparation for approaching death, a review of the accomplishments of a life lived, and, for some, an affirmation of the transition to a life after death.  It is a time for forgiving and asking for forgiveness, for saying I love you, for saying thank you, and for saying good-by to close family and friends, five potentially formidable but important things to do before departure.

     As you so readily recognize, this situation is far less common than all those patients who present to you with a life-limiting disease where there has been greater suffering and a greater reluctance in accepting approaching death.  In these situations, you might need more time for listening, more energy for tolerance of uncertainty, and more wisdom and skill for assisting your patient and their family with the transition to end of life care.

     Hospice programs are designed to make this transition easier for you, your patients, and their families.

Suggested reading:

Timothy E. Quill, MD, Caring for Patients at the End of Life, Oxford University Press, 2001

J. Lynn, "Serving Patients Who May Die Soon and Their Families", JAMA, 285: 925-932.

D. E. Meier, et al., "The Inner Life of Physicians and Care of the Seriously Ill," JAMA, 286: 3007-3014.

B. Lo, T. Quill, and J Tulsky, "Discussing Palliative Care with Patients," Annals of Internal Medicine, 130: 744-749.

B. Lo et al., "Discussing Religious and Spiritual Issues at the End of Life," JAMA, 287: 749-754.

Websites:

The EPEC Project (Education of Physicians on End-of-life Care), www.epec.net
National Hospice and Palliative Care Organization

www.nhpco.org
