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The Hospice Volunteer is an important member of the hospice care team and performs duties which 
supplement, but do not substitute for, professional services. The volunteer can provide an empathetic, 
non-judgmental, listening and caring presence for both patients and their caregivers.

Volunteers are individuals from a variety of backgrounds who provide an important part of our 
service. Volunteers have been specially selected and receive in-depth training before they are assigned to a 
patient and family.

Volunteers can:
• Stay with the patient so the family can rest;
• Read and listen to patients, and be a good companion;
• Run errands, do grocery shopping, and pick up prescriptions;
• Do light housework or laundry, or prepare meals;
• Take children or grandchildren for an outing;
• Or … let us know how we may help you.

The admission nurse or social worker may discuss the volunteer program with you. A referral can 
then be made for volunteer services. The Volunteer Coordinator will contact the patient or family to clarify 
specific needs and answer questions concerning volunteers and/or the program. You may also request 
volunteer services from any hospice team member making a home visit. Patient and family needs change, 
and a request for a volunteer may be made at any time. You may also call the office directly, and speak 
with the Volunteer Coordinator to make a request or for further information.

A volunteer may not give a patient his or her medications without it first being pre-measured out of 
the bottle or box. If you will not be home at the time the medication is due to be given, be sure to have the 
medications measured out with clear instructions on when it should be handed to the patient.

Pharmacist
Hospice uses pharmacy support when providing care. Questions regarding medications or prescrip-

tions should be directed to your nurse. He/she will contact the pharmacist and respond to your questions 
and needs as quickly as possible.

Bereavement – Grief Support Services
Hospice is committed to serve and provide support for family and friends, both before and after the 

death of the patient. A bereavement program…or grief support services…is an important aspect of this 
commitment. The program provides a variety of services to the family to help cope with grief and loss 
after the death of a loved one.

Bereavement support may include:
• Short term counseling for individuals, couples or families;
• Supportive grief seminar/support group;
• Referral to other community resources available in your area;
• Follow-up after the death of your loved ones;
• Information on coping with grief and loss;
• Subscription to bereavement pamphlet “Journeys” for one year.
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You can help children cope with death and dying
Children need clear and honest information about their loved one’s diagnosis (cause of illness) and 

prognosis (prediction of the outcome of the illness) at a level which they can understand.

Include children in discussions of the patient’s condition, changes in health status, and of the signs 
and symptoms of approaching death, etc.

Encourage children to express their feelings directly. Talk with them about their perceptions and 
understanding of what is happening with their loved one. Acknowledging your own feelings lets your 
children know it is okay to experience and express theirs.

Offer choices whenever possible. For instance: helping with care giving at an age-appropriate level; 
attending the funeral service; viewing the body; participation on good-bye rituals/symbols, etc.

Let the hospice staff know if you have concerns or questions or are experiencing difficulties.
                          

Children’s Grief Web Site
If there are children involved in your hospice care experience, there is a wonderful web site you 

should know about and visit. You’ll find it on the world wide web at www.safecrossings.org.

Emergency Preparedness Plan

Disaster Supplies Kit
There are six basics you should stock for your home:
Water, food, first aid supplies, clothing, bedding, tools, emergency supplies, and special items.

Keep items in an easy to carry container. Store your kit in a convenient place known to family. 

Water
• Store water in plastic containers such as soft drink bottles
• Store one gallon of water per person per day
• Keep at least a three-day supply of water per person

Food
• Store at least a three-day supply of non-perishable food
• Ready-to-eat canned meats, fruits, and vegetables
• Canned juices
• Staples (salt, sugar, pepper, spices)
• High energy foods
• Vitamins
• Food for infants
• Comfort/stress foods

First Aid Kit
• Bandages
• Germicidal hand wipes
• Antiseptic wipes
• Non-latex gloves
• Adhesive tape
• Antibacterial ointment
• Cold packs
• Scissors

“The strongest have their 
moments of fatigue .”                                        

                                                               — Friedrich Nietzche
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STATEMENT OF ILLINOIS LAW
ON ADVANCE DIRECTIVES AND DNR ORDERS

Last updated July 19, 2002

You have the right to make decisions about the healthcare you get now and in the future. An advance 
directive is a written statement you prepare about how you want your medical decisions to be made in 
the future, if you are no longer able to make them for yourself. A do not resuscitate order (DNR order) is 
a medical treatment order that says cardiopulmonary resuscitation (CPR) will not be used if your heart or 
breathing stops.

Federal law requires that you be told of your right to make an advance directive when you are ad-
mitted to a healthcare facility. Illinois law allows for the following three types of advance directives: (1) 
healthcare power of attorney; (2) living will; and (3) mental health treatment preference declaration. In 
addition, you can ask your physician to work with you to prepare a DNR order. You may choose to dis-
cuss with your doctor different types of advance directives and DNR orders. After reviewing information 
regarding advance directives and DNR orders you may decide to make more than one. For example, you 
could make a healthcare power of attorney and a living will.

If you make one or more advance directives and/or a DNR order, tell your doctor and other health-
care providers and provide them with a copy. You may also want to provide a copy to family members, 
and to those you appoint to make these decisions for you.

State law provides copies of sample advance directives forms and DNR order forms.

Healthcare Power of Attorney
The healthcare power of attorney lets you choose someone to make healthcare decisions for you in 

the future, if you are no longer able to make these decisions for yourself. You are called the “principal” 
in the power of attorney form and the person you choose to make decisions is called your “agent.” Your 
agent would make healthcare decisions for you if you were no longer able to make these decisions for 
yourself. So long as you are able to make these decisions, you will have the power to do so. You may use 
a standard healthcare power of attorney form or write your own. You may give your agent specific direc-
tions about the healthcare you do or do not want.

The agent you choose cannot be your doctor or other healthcare provider. You should have someone 
who is not your agent witness your signing of the power of attorney.

The power of your agent to make healthcare decisions on your behalf is broad. Your agent would be 
required to follow any specific instructions you give regarding care you want provided or withheld. For 
example, you can say whether you want all life-sustaining treatments provided in all events; whether and 
when you want life-sustaining treatment ended; instructions regarding refusal of certain types of treat-
ments on religious or other personal grounds; and instructions regarding anatomical gifts and disposal of 
remains. Unless you include time limits, the healthcare power of attorney will continue in effect from the 
time it is signed until your death. You can cancel power of attorney at any time, either by telling someone 
or by canceling it in writing. You can name a backup agent to act if the first one cannot or will not take ac-
tion. If you want to change your power of attorney, you must do so in writing.

Living Will
A living will tells your doctor whether you want death-delaying procedures used if you have a ter-

minal condition and are unable to state your wishes. A living will, unlike a healthcare power of attorney, 
only applies if you have a terminal condition. A terminal condition means an incurable and irreversible 
condition such that death is imminent and the application of any death delaying procedures serves only to 
prolong the dying process.
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Suggestions for Coping With Grief
• Allow Yourself to Feel Your Feelings
 Someone close to you has died. Many emotions may arise. It’s okay to feel angry, depressed, or   

 even feel a sense of relief at the time of death.
• Access Your Support System
 Reach out to people who are supportive to you. Family, friends, support groups, clergy or a   

 therapist may be helpful.
• Share Your Feelings of Grief
 Talking about your feelings can be a relief. Don’t hide your emotions from those who care   

 about you.
• Educate Yourself About Grief Issues
 Reading literature about grief can help you in understanding what you are experiencing.
• Take Care of Your Physical Self
 Remember that your emotional state can be affected by your physical state. Attempt to eat   

 balanced meals, get adequate sleep, and do some form of exercise each day.
• Avoid Alcohol and Other Substances Not Prescribed By Your Physician
 Although they may numb the emotional pain initially, drugs and alcohol may prolong, delay   

 and complicate your grief.
• Give Yourself Permission to Say “No”
 Try not to rush or take on new responsibilities.
• Be Patient and Gentle with Yourself
 Healing from grief takes time. Your grief may not look like the grief of others around you.   

 Respect your own individual grief style.

Helping Children Deal With Their Grief
Children re-grieve. They work through their grief in cycles. Each time a new developmental mile-

stone is attained, children will integrate and use their newly acquired skills to gain further understanding 
of their grief. The child’s history of loss and coping strategies, as well as the child’s age and developmental 
stage will affect the child’s re-grieving experience.

Children are often repetitive in their grief. By asking the same questions over and over again, they are 
able to come to terms with their grief. Answering a child’s repeated questions with the same information 
gives the child a sense of stability, constancy, and trust in their relationship with you.

Children grieve as part of a family. When a loved-one is diagnosed with a terminal illness, it affects 
the way in which the family functions. Family roles and responsibilities may adjust to accommodate the 
new needs in the family structure. Children may grieve not only for the dying loved one, but also for the 
secondary losses which result, for example; changes in routine, decreased attention from parents, in-
creased individual responsibilities, etc.

Young children are concrete thinkers. Adults frequently use euphemisms (the substitution of a 
“good” term in place of one considered “bad”) when describing death or dying to soften the blow of this 
harsh reality. Adults need to be careful when using euphemisms, so that children aren’t even more scared 
or further confused. For instance, if an adult says, “We lost Grandma today,” a child may want to know 
why people aren’t looking for her. A child may also wonder, “If I get lost, will anyone come looking for 
me?” Similarly, an explanation like “Dad is sleeping peacefully now,” may create in the child a fear of 
sleeping.
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Even if you sign a living will, food and water cannot be withdrawn if it would be the only cause of 
death. Also, if you are pregnant and doctors think you could have a live birth, your living will cannot go 
into effect.

You can use a standard living will form or write your own. You may write specific directions about 
the death-delaying procedures you do or do not want.

Two people must witness your signing of the living will. Your doctor cannot be a witness. It is your 
responsibility to tell your doctor if you have a living will if you are able to do so. You can cancel your liv-
ing will at any time, either by telling someone or by canceling it in writing.

If you have both a healthcare power of attorney and a living will, the agent you name in your power 
of attorney will make your healthcare decisions unless he or she is unavailable.

Mental Health Treatment Preference Declaration
A mental health treatment preference declaration lets you say if you want to receive electroconvul-

sive treatment (ECT) or psychotropic medicine when you have a mental illness and are unable to make 
these decisions for yourself. It also allows you to say whether you wish to be admitted to a mental health 
facility for up to 17 days of treatment.

You can write your wishes and/or choose someone to make your mental health decisions for you. In 
the declaration, you are called the “principal” and the person you choose is called an “attorney-in-fact.” 
Neither your doctor nor any employee of a healthcare facility in which you reside may be your attorney-
in-fact. Your attorney-in-fact must accept the appointment in writing before he or she can start making 
decisions regarding your mental health treatment. The attorney-in-fact must make decisions consistent 
with any desires you express in your declaration unless a court orders differently or an emergency threat-
ens your life or health.

Your mental health treatment preference declaration expires three years from the date you sign it. 
Two people must witness you signing the declaration. The following people may not witness your sign-
ing of the declaration: your doctor; an employee of a health care facility in which you reside; or a family 
member related by blood, marriage or adoption. You may cancel your declaration in writing prior to its 
expiration as long as you are not receiving mental health treatment at the time of cancellation. If you are 
receiving mental health treatment, your declaration will not expire and you may not cancel it until the 
treatment is successfully completed.

Do-Not-Resuscitate Order
You may also ask your health-care professional about a do-not-resuscitate order (DNR order). A DNR 

order is a medical treatment order stating that cardiopulmonary resuscitation (CPR) will not be attempted 
if your heart and/or breathing stops. The law authorizing the development of the form specifies that an 
individual (or his or her authorized legal representative) may execute the IDPH Uniform DNR Advance 
Directive directing that resuscitation efforts shall not be attempted. Therefore, a DNR order completed on 
the IDPH Uniform DNR Advance Directive contains an advance directive made by an individual (or legal 
representative), and also contains a physician’s order that requires a physician’s signature.

Before a DNR order may be entered into your medical record, either you or another person (your 
legal guardian, health care power of attorney or surrogate decision maker) must consent to the DNR order. 
This consent must be witnessed by two people who are 18 years or older. If a DNR order is entered into 
your medical record, appropriate medical treatment other than CPR will be given to you. A copy of the 
Illinois Department of Public Health (IDPH) Uniform Do Not Resuscitate (DNR) Advance Directive that 
may be used by you and your physician can be found at http://www.idph.state.il.us/public/books/advdir4.
htm. This webpage also provides a link to guidance for individuals, health-care professionals and health-
care providers concerning the IDPH Uniform DNR Advance Directive.
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Because you are losing an important person in your life, many difficult changes can occur 
including:

• Loss of energy and vitality;
• Family members may feel a sense of isolation, as the family focuses their energies on caring for   

 their dying loved one;
• The best and worst of family characteristics may come out at this time;
• Communication can break down and misunderstanding can increase tension;
• Limited finances can increase stress, as medical expenses increase;
• Uncertainty about the dying process and feelings of lack of control can be overwhelming.

There are many ways that you can care for yourself during your loved one’s illness that can lessen the 
negative aspect of anticipatory grieving. Plan to have some time for yourself everyday. Seek out ways to 
nurture yourself, including: eating well, sleeping enough, exercising, and spending time with a friend for 
hugs and laughs. It is only possible to care for others if you first take care of yourself.

There are a wide variety of feelings and behaviors which can be experienced in the grief process. Not 
everyone will respond to loss in the same way. It is helpful to know that the following characteristics can 
be a normal part of the grief experience:

Feelings
Feelings that are part of the grieving process include: shock; numbness; sense of unreality; anger; ir-

ritability; guilt; self reproach; sadness; depression; anxiety; fear; hysteria; helplessness; vulnerability; low 
self-esteem; loneliness; relief; feelings of being crazy; mood swings; intensity of all feelings.

Physical Sensations
Physical sensations experienced during grief include: hollowness in the stomach; tightness in the 

chest and throat; dry mouth; over sensitivity to noise; dizziness; headaches; shortness of breath; weakness 
in the muscles; lack of energy; fatigue; excess of nervous energy; heart pounding; heavy or empty feeling 
in body and limbs; hot or cold flashes; skin sensitivity; stomach and intestinal upsets; increase in physical 
illness.

Thought Patterns
Grief-related thought patterns include: disbelief; sense of unreality; preoccupation; confusion; lack of 

ability to concentrate; seeing, hearing; feeling the presence of the deceased; thoughts of self destruction; 
problems with decision making.

Behaviors
Behaviors while experiencing grief include: appetite and sleep disturbances; absent-minded behav-

ior; social withdrawal; avoiding reminders of the loss; dreams of the loss; searching and calling out for the 
deceased; restlessness; sighing; crying; visiting places that are reminders of the loss; treasuring or carry-
ing objects that belonged to the deceased; change in sexual activities; need for touch; hugs; contacts with 
others; increased sensitivity to positive and negative attention; picking up mannerisms of the deceased; 
exhibiting symptoms of deceased’s illness.

Social Changes
Social changes brought on by a grieving process include: Either an increased desire for support of 

close friends or a withdrawal from friends and family; increased dependency on others; a need for acting 
normal around others; a need for relationships apart from those related to grief; being self-absorbed (no 
energy for or interest in others); marital difficulties—especially with the death of a child; role changes; role 
reversals; change in social patterns and status; hypersensitivity to topics of loss; need for rituals.
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What happens if you don’t have an advance directive?
Under Illinois law, a healthcare “surrogate” may be chosen for you if you cannot make healthcare de-

cisions for yourself and do not have an advance directive. A healthcare surrogate will be one of the follow-
ing persons (in order of priority): guardian of the person, spouse, any adult child(ren), either parent, any 
adult brother or sister, any adult grandchild(ren), a close friend, or guardian of the estate.

The surrogate can make all healthcare decisions for you, with certain exceptions. A healthcare surro-
gate cannot tell your doctor to withdraw or withhold life-sustaining treatment unless you have a “qualify-
ing condition,” which is a terminal condition, permanent unconsciousness, or an incurable or irreversible 
condition. A “terminal condition” is an incurable or irreversible injury for which there is no reasonable 
prospect of cure or recovery, death is imminent and life-sustaining treatment will only prolong the dy-
ing process. “Permanent unconsciousness” means a condition that, to a high degree of medical certainty, 
will last permanently, without improvement; there is no thought, purposeful social interaction or sensory 
awareness present; and providing life-sustaining treatment will only have minimal medical benefit. An 
“incurable or irreversible condition” means an illness or injury for which there is no reasonable prospect 
for cure or recovery, that ultimately will cause the patient’s death, that imposes severe pain or an inhu-
mane burden on the patient and for which life-sustaining treatment will have minimal medical benefit.

Two doctors must certify that you cannot make decisions and have a qualifying condition in order 
to withdraw or withhold life-sustaining treatment. If your healthcare surrogate decision maker decides 
to withdraw or withhold life-sustaining treatment, this decision must be witnessed by a person who is 18 
years or older. A healthcare surrogate may consent to a DNR order, however, this consent must be wit-
nessed by two individuals 18 years or older.

A healthcare surrogate, other than a court-appointed guardian, cannot consent to certain mental 
health treatments, including treatment by electroconvulsive therapy (ECT), psychotropic medication or 
admission to a mental health facility. A healthcare surrogate can petition a court to allow these mental 
health services.
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If you work through a church or other religious community, your contact in that community will un-
doubtedly have other questions to ask you about the service. However, it is best to think about the ques-
tions outlined above before you meet with whoever will be in charge so that you have some idea of what 
you want.

Other practical issues
Along with the major issues of dealing with the death when it occurs—talking with the funeral direc-

tor, and planning for a funeral or memorial service—there are other practical tasks large and small which 
should be attended to in the days and weeks following your loved one’s death.

• You will want to contact the person’s lawyer regarding the content of his or her will (if one exists)  
 and any other legal business that needs to be attended to.

• You (or whoever has been appointed under the person’s will as personal representative of the   
 estate) should contact the person’s bank, financial planner, pension administrator, life insurance   
 company, and any others with whom the person had significant financial dealing to inform them  
 of the death. Many of these persons will want certified copies of the death certificate, especially if  
 they are paying out benefits or transferring them to a surviving spouse or joint tenant.

• You should remember to cancel club memberships and magazine subscriptions and have mail   
 delivery stopped or transferred.

• Outstanding bills need to be collected and paid, but this should always be coordinated with other  
 aspects of handling the estate.

• For many families, one of the difficult things to do is to go through your loved one’s personal   
 possessions—clothing, papers, mementos, furniture—in order to sort it, sell or give away what   
 the family does not want to keep, and make arrangements for the rest. Like visiting the funeral   
 home, this is a task that is easier if shared among two or more family members.

Taking care of all the business that needs to be sorted out after a death can take weeks or even 
months, depending on how the person’s affairs were organized. It is tiring and emotionally draining work. 
If you can, share the responsibilities with other family members, do hard tasks with another person, and 
don’t take on too much at one time. It is normal to feel overwhelmed at times with the finishing up of 
things.

Experiencing Grief and Loss
Anticipated Grief and Loss

Watching someone you love decline in health is a painful process. When death is anticipated, both 
the patient and their loved ones may experience a normal form of grief. It is called anticipatory grief, and is 
similar to the process of grief following a loss.

Some of the aspects of anticipatory grief that you may notice include:
• Heightened fear, anxiety and depression;
• Increased concern for the well-being of the terminally ill person;
• Imagining the actual event of the death;
• Attempts to adjust to the changes that may occur after the death.

Although anticipatory grief is a painful process, having some warning prior to the death can 
allow for several things:

• Absorbing the reality of the loss over a period of time;
• Saying good-bye and completing other unfinished business with the dying person;
• Reassigning the family roles of the dying person;
• Gradual withdrawal of emotional energy invested in the dying person.

“That which was bitter
 to endure may be 

sweet to remember.”                                         
 —A Proverb
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Symptom Control In Hospice Care
Pain

Fear of pain is common for patients and their families. It is important to listen to patients when they 
say they are experiencing pain. For patients, pain may be both a physical and an emotional experience. 
Only the patient can best describe the pain and its intensity. There are many ways to manage pain effec-
tively. The hospice team will work with you to provide good symptom control.

The nurse and doctor need a clear understanding of your pain level, the type of pain, and how well 
medications are controlling it.

How much pain do you have? You can use a scale of 0 to 10 to describe how much pain you have. “0” 
means no pain at all; “10” means the most pain you’ve ever experienced. You may be asked to rate your 
pain, using this scale, when you are resting and when you are active.

0—1—2—3—4—5—6—7—8—9—10

How do you describe the type of pain you have? Here are some words people use to describe the 
pain they are experiencing. You may choose to use other words. Use the words that best fit your
experience.

Sharp—shooting—aching—stabbing—pulsing—crushing—tingling—dull cramping
itching—burning—cutting—throbbing

The type of pain is as important as its intensity in determining the best medications for you. Other 
medications may be prescribed, in addition to your regular pain medication, to better control your type of 
pain. These additional medications may be more familiar to you as treatment for other problems, such as 
depression, muscle tension, anxiety, or inflammation.

On pages 39 and 40 of this Guide there are medication sheets. They can be used to note medications 
taken regularly and those taken “as needed.”

Frequent concerns about pain medications are: 

“The pain medication makes me too sleepy.”
Some pain medications can make you feel drowsy. This sleepiness usually goes away after a few 

days. If you have lost sleep because of pain, you may sleep more the first few days after beginning your 
new medication, because your body is finally relaxing. The medications can be adjusted to decrease 
sleepiness but maintain comfort.

“The pain medicine makes me constipated.”
Constipation is a common side effect of many pain medications. Other factors may also be contribut-

ing to constipation, such as decreased activity, decreased appetite, or a disease process. Constipation may 
be treated or prevented by balancing the effects of medications and decreased appetite and activity with 
stool softeners and laxatives.

“If I take pain medicine now, what will I do if the pain gets really bad?”
Pain does not always get worse. Experience shows that medication dosages may be increased, or the 

medication changed, to continue to provide pain management throughout the course of your illness.

“Will I become addicted?”
Drug addicts want and need drugs to get “high.” This is different than requiring medications to treat 

pain.

You may have other questions about pain medications: how, why, or when to take them. Ask your 
nurse questions as you think of them.
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• Never send one family member alone to see the funeral director. If possible, have two or three   
 family representatives go, one of whom should be more detached from the pain of the loss than a  
 spouse, or sometimes even a child.

• Most funeral homes offer a basic minimum service package. Additional services beyond that are  
 charged individually. Make sure you understand what is included in the basic service, and what  
 will be charged as additional services. Have the funeral director spell out the charges in writing. If  
 you have questions about whether you want or need some of the services offered, go home and   
 think about it, then call back with your answer.

• Money does not equal love. Many people think they must buy an expensive casket or provide a   
 lavish funeral to show their love for the one who has died. This is not true. Buy only those goods  
 and services that seem reasonable to you.

The appointment with the funeral director is usually a part of the business of death that people 
dread. Arranging for caskets and funeral notices is no one’s favorite chore. Try to schedule your visit far 
enough after your loved one’s death that you and significant others have had a night’s sleep and have had 
some time to talk among yourselves about the kinds of arrangements that seem best to you.

If your loved one has joined a memorial society or entered into some other form of prepaid funeral 
plan, you and other family members will have fewer decisions to make. However, you will also have less 
control. If you are uncomfortable with the arrangements that have been made, you may have little choice 
but to accept them and understand that they represent your loved one’s wishes.

Planning a funeral or memorial service
After one they love has died, most people find it helpful to participate in some structured ritual of 

celebration, remembrance, and letting go of the person who has died. Depending on the religious tradition 
and individual tastes of the deceased person and his or her family, this ritual might range from a Requiem 
Mass followed by an elaborate wake, to setting a time for family members and friends to get together 
informally to talk about the one who has died. Such services, both formal and informal, can be a source of 
comfort and strength, gathering together the community of grief to laugh and cry and remember together.

Below is a list of questions which will help you in planning a funeral or memorial service for a close 
friend or relative who has died.

• Did your loved one leave any specific instructions about the kind of service that he/she would   
 want? Did those instructions include specific requests for readings, music, a person to preside, or  
 a place where the service was to be held?

• When will it be convenient for the service to take place? Do close family and friends have 
 schedules which have to be worked around in planning the time and place of the service?
• Where will the service take place? If the person belonged to a church, synagogue, or other 
 religious community, when can it schedule a service?
• Who will officiate at the service? Will it be a minister, priest, rabbi, family member, or friend? Do  

 you want an organist, soloist, or other provider of music, and how will those arrangements 
 be made?
• Are there readings, music, pictures, or any other elements which you think would be especially   

 meaningful to you and others as part of the ceremony?
• Do you want to choose someone to deliver a formal eulogy? Do you or other friends or family   

 members wish to offer some personal words of remembrance at the service?
• Do you wish to have visiting hours (a time when people can see the body, say a private good-bye,  

 and speak with the family) before the service? This custom varies from community to 
 community.
• Will there be any kind of reception or other informal gathering of friends and family after the   

 service? Where will it be held?
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