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Clearly, if your friend or relative makes a choice for hospice care, and you are involved as a primary 
caregiver, the experience will have a significant impact on your life. It will be both physically and emo-
tionally draining. However, it can also be deeply satisfying for you both. If you might be involved in a 
caregiving role in a hospice setting, you should feel free to talk with hospice personnel yourself. Find out 
what the expectations are of you and exactly what kind of help is available. Talk with persons who have 
cared for a parent or other relative or friend with hospice support and see how they experienced that rela-
tionship. It is a major commitment. Take time to make a good decision for yourself.

Hospice care is not for everyone. However, for those who choose it, it can provide compassionate, 
sustaining care for the dying and their families. It is an option well worth considering.

Paying For Hospice Care
If you have Medicare Part A or Medicaid coverage, you may be eligible for the Medicare or, Medicaid 

Hospice Benefit. A Hospice staff person will help you determine your eligibility. If you elect the Medicare 
(or Medicaid, if available) Hospice Benefit the following will be covered:

• Intermittent home visits by the Hospice staff
• Medications
• Supplies
• Medical Equipment
• Short-term inpatient respite
• Lab tests
• Outpatient procedures to alleviate symptoms
• Hospitalizations for symptom management

As long as these items or services are:
• Related to your terminal illness;
• Authorized by your Hospice provider as  palliative and part of your Hospice plan of care; and
• Obtained through a contracting provider approved under the program.

Office visits to see your primary physician will be covered in the same way as before you elected the 
Medicare or Medicaid Hospice Benefit.

If you access care without consulting your Hospice team, neither Hospice nor Medicare/Medicaid 
will be responsible for the charges associated with the care you obtain.

If you decide to change your approach to treatment from a comfort-oriented one to a more aggressive
or curative approach, you may revoke the Medicare or Medicaid Hospice Benefit
and your regular Medicare/Medicaid benefits will be resumed.

If you have private insurance, Hospice will clarify whether you have hospice coverage and its scope.

 If you have two insurance policies, please inform your hospice team, so they can work to
 coordinate and maximize your coverage.

If you have limited or no coverage for hospice services, Hospice staff will work with you to determine
 your potential eligibility for Financial Aid.
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• Home-based care if possible; but if a patient’s symptoms cannot be managed at home, then   
 inpatient care provided in as pleasant and homelike atmosphere as possible, where family and   
 friends are encouraged to be present. Hospice care often can be provided in area nursing homes;

• Bereavement support.

Getting Started and Timing
It is important for someone entering hospice care to have three things:
1. An understanding of their disease prognosis—that they have been diagnosed with a terminal   

 illness, a prognosis of 6 months or less if it follows a normal course, and also an understanding of  
 the kinds of services hospice does and does not provide;

2. The cooperation of their personal physician who is willing to work with the hospice team to   
 provide care;

3. A family member or close friend who is willing to be the primary caregiver, if hospice care is to   
 be provided at home.

All three of these elements are the key. The patient must understand and consent to the kind of care  
he or she will be receiving. The physician must be willing to support this kind of care. Hospice will require 
that there be a primary caregiver when patient is unsafe to be left alone.

To get the most out of hospice care it is important that it begin neither too early, nor too late. Too early is when 
a patient is still seeking a cure. Too late is when death is very near and there is little or no time left for hospice care to 
make a contribution to quality of life for patient and family.

The Family’s Role in Hospice Care
Even fifty years ago, it was common for people to die at home, surrounded by loved and familiar 

faces and possessions. Now, most people die in hospitals or other institutions, surrounded by tubes and 
monitors and other technological equipment. Hospice care seeks to take death out of this institutional set-
ting and relocate it to an environment where the patient is most comfortable. 

The families who have been supported by a hospice program in caring for their dying loved ones 
almost universally consider it a positive, empowering experience. Hospice team members are trained to be 
sensitive to the needs of patient and family. If your mother wants to die at home, and you wish to support 
her in this, but are worried whether you can provide the care she needs, hospice will give both training 
and emotional support. Hospice programs also offer the option of respite care. Respite care is having a vol-
unteer care for your loved one for a few hours so that you can have a break. It provides much needed time 
for rest and renewal. Sometimes, caring for a dying friend or relative seems an overwhelming task; hospice 
care works to make it manageable.

Some people worry about having someone who is dying in the home if children are present. They are 
afraid it will be a negative or frightening experience for the children. You need to assess your own child’s 
or children’s needs and strengths, and their relationship with the person who needs care. However, it is 
helpful to know that for many families with children, taking care of a dying family member at home turns 
out to be a source of great family strength and positive energy. Your children, like you, will need education 
and support for this to be a good experience, but with the needed support, it can be a rare time of close-
ness and caring for them and can teach them much about life and family values.
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More Resources
Additional online publications dealing with 

support services for independent and assisted 
living; free eldercare forms; eldercare searches for 
nursing homes, home health providers, and as-
sisted living communities.

Comprehensive collection of online resources
for older adults and caregivers; search for
national and local eldercare resources. 

National Eldercare Locator—information
and referral service offered by the U.S. 
Administration on Aging. 

Administration on Aging—Broadest range of 
resources and links for aging-related issues and 
needs. 

Medicare—information of all types related
to Medicare; maintained by Healthcare Financing 
Administration.  

National Hospice and Palliative Care
Organization—national database of member
hospice care providers.  

Lessons from the Dying, Rodney Smith, MSW, 1998, 
Wisdom Publications; a valuable book of practical 
stores, lessons, and meditations. 

Safe Crossings—resources for helping children
Deal with their grief when a parent, grandparent,
or sibling dies. 

ISHO, Illinois State Hospice Organization 

www.SeniorClix.com

www.elderweb.com

1-800-677-1116

www.aoa.gov

1-800-MEDICARE
www.medicare.gov

www.nhpco.org

1-800-272-4050

www.safecrossings.org

www.il-hpco.org

Introduction
This Patient and Family Guide to Hospice Care is designed to be a practical source of information about 

hospice care. It introduces you to the history and philosophy of the hospice movement. It describes the 
services most hospice programs offer. It gives you a profile of the various members of the interdisciplinary 
hospice team. It provides answers to many of the questions patients and their families have about caregiv-
ing, symptom management and pain control, and the grieving process.

Some caregivers find it helpful to write down messages and notes during the course of hospice care. 
Forms to help you do this are included. If you like, you may copy these pages so you won’t run out of 
space.

Whether you are a patient, a primary caregiver, or a friend or family member (and by the way, we 
use “family” in the broadest, most inclusive sense of the word), we hope you will find this guide a valu-
able source of information, practical advice, and support. Keep it close by. Use it as your companion and 
organizing tool throughout your hospice care experience.

Understanding Hospice Care
During the Middle Ages, the term “hospice” was used to signify a place where weary pilgrims could 

stop, rest, and refresh themselves before continuing on with their journey. In 1967, a British physician, Dr. 
Cicely Saunders, began using the term to symbolize a new kind of care for the dying. In a London sub-
urb, she founded St. Christopher’s Hospice which cared for their patients by offering supportive care and 
pain control. The patients at St. Christopher’s came there because they had reached a point in their vari-
ous illnesses where they were no longer looking for a cure. They wanted to make the most of the time left 
to them, to live out their lives at the highest level of quality possible, even if that compromised how long 
they would live.

Since its beginnings in 1967, the hospice movement has spread quickly throughout the world. In 
the United States alone, there are now over 1,500 hospice programs affiliated with the National Hospice 
Organization. These programs serve over 100,000 patients a year, and are recognized by patients, physi-
cians, and insurance carriers as providing a high quality, cost-effective medical alternative for persons 
with limited life expectancies.

Today, hospice care still focuses on helping patients live out their lives at the highest level of qual-
ity possible. Hospice care does not support euthanasia or assist patients in expediting death in any way. 
While emergency nursing services are available 24/7, if needed, it does not provide 24/7 live-in service.

What Services Does Hospice Care Include?
Hospice organizations vary greatly in size, but their philosophy and the services they offer remain 

largely the same. All hospices generally agree that basic hospice care should include the following 
elements:

• Care which focuses on the emotional, social, and spiritual needs of a dying person and that   
 person’s family, as well as on physical and medical needs;

• Care which is directed as much as possible by the patient, working together with the family and  
 the hospice staff;

• Support and services provided by an interdisciplinary team composed of physician, nurses,   
 social worker, counselors, therapists, chaplain, trained volunteers, and home health aides;

• Nursing care and support available for patients and primary caregivers on an on-call basis, 
 24 hours a day, 7 days a week
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The FHN Hospice Vision:
Create an awareness and acceptance of death and bereavement as part of life’s experience.

“A Special Way of Caring”

 FHN Hospice is a concept of care providing non-curative, yet supportive service—We care for the  
 physical, emotional, social, and spiritual needs of our patients and their families as they deal with  
 this period of illness and bereavement. Our emphasis is to assist families who desire to care for   
 their loved one at home during the final phases of life.

 FHN Hospice is committed to providing sensitive, comforting care to terminally ill patients and   
 their families in Carroll, JoDaviess, Ogle, Stephenson, and Winnebago counties.

Donations
Donations to FHN Hospice are accepted and very much appreciated. Contributions help provide staff 
education, meals, Life-Line, supplies, and much more…for patients and families in need. Donations may 
be directed to FHN Foundation, 1045 W. Stephenson Street, Freeport, IL 61032, 815-599-6900.

A program of FHN Memorial Hospital

Hospice can be reached 24 hours a day at
815-599-7240

Toll Free 877-873-3621

“How far you go in life depends on your being 
tender with the young, compassionate with the aged, 

sympathetic with the striving, and tolerant 
of the weak and the strong—because someday 

you will have been all of these.” 
 

—George Washington Carver
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FHN Hospice
815-599-7240 • 24 Hours a Day

Toll Free 877-873-3621
Hospice Office Hours 8:00 a.m. to 5:00 p.m. Monday through Friday

After business hours and on weekends when your regular nurse is not available, the after hours nurse 
has information about you and will help problem solve over the phone or make a home visit. When you 
call after hours, the answering service will take your information and have the after hours nurse return 
your call within 15 minutes. If for some reason you do not receive a call within 15 minutes, please call 
again.

Please keep the telephone line clear so that the nurse can reach you as quickly as possible.

Reasons to call the after hours nurse:
• Increased shortness of breath or painful breathing
• Increased pain or new onset of pain
• Uncontrolled nausea or vomiting
• Sudden, unexpected change of consciousness
• If you need to talk to the nurse about something that you feel cannot wait until regular 
 business hours
• If you have run out of pain medications, or medication you use as needed, or you don’t have   

 enough to last the night
• If you are considering hospitalization, please call us first so we can help plan for your needs

Please wait until the next working day—Monday through Friday, 8:00 a.m. to 5:00 p.m.—if:
• You want to change the visit time of one of the Hospice Team (Chaplain, Social Worker, 
 Home Health Aide, Volunteer, etc.)
• You want to know the time of the planned visit by your nurse or other team members
• You want to talk to your daytime nurse or social worker
• You are getting low on medications but it is not an emergency

My Hospice Team Members:
Nurse         Social Worker

Home Health Aide      Chaplain 

Volunteer        Other

Important Names and Numbers:
Physician          Phone

Physician        Phone 

Pharmacy        Phone 

Equipment Supplier      Phone 

Clergy        Phone 
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The FHN Hospice Program Philosophy
Hospice accepts death as a natural part of the life cycle. The purpose of the Hospice program is to 

serve persons with a life-threatening illness and those supporting them. The care available through the 
Hospice program includes skilled medical and nursing care and an interdisciplinary team approach to 
meeting medical, social, psychological, and spiritual needs.

The Hospice program is concerned with symptom management that maximizes patient comfort, 
enhances feelings of self-worth and well being, and encourages patient participation in decisions affecting 
his/her living and dying. The program supports both patient and family as their activities and relation-
ships undergo change. The support continues into the period of grief and bereavement.

Based on this philosophy we make the following commitments to patients and families regarding the 
care we provide:

• You will have the best medical treatment, aiming to prevent exacerbation, improve function and  
 survival, and ensure comfort.

• We will help you manage shortness of breath, pain or other symptoms in an effort to promote   
 comfort.

• Your care will be continuous, comprehensive, and coordinated.

• You and your family will be prepared for everything that is likely to happen in the course of your  
 illness.

• Your wishes will be sought, respected, and, whenever possible, followed.

• We will help you consider your personal and financial resources and will respect your choices   
 about the use of your resources.

• We will do all we can to see that you and your family will have the opportunity to make the best  
 of every day.

815-599-7240 • 24 Hours a Day
Toll Free 877-873-3621
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It is the hardest of all 
learning that the opposite of depression is not 

happiness—a radiant, receding goal—
but vitality, to feel alive each minute 

you are given. 

Then when sweetness comes it 
is most sweet, and when sorrow 

comes you know its name. In 
the aftermath of suffering, you 

chart each day as an explorer 
preceding map or compass, 

and what you find is shockingly alloyed. All happiness is 
dappled, and even bleakest tragedy has 

moments of strange praise.          
                                  —Nessa Rapoport
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Each moment is mine to
make as beautiful or as painful as I choose. 

—Anonymous
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