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“The role of a caregiver might be compared to a candle.  A candle can help illuminate 

an experience, provide a path in the darkness and give courage to explore.  The light 

can accompany individuals as they negotiate a sometimes scary and treacherous 

path.  The journey may still be dark, but the light can make it less terrifying.”

-Doka (1993)



THE HOSPICE TEAM

Hospice works together as a team to meet the physical, emotional, 
and spiritual needs of the patients and families in our care.  You 
and the patient’s physician are a part of this team.  We want to be 
sensitive to the wide variety of needs that may develop during the 
time we are involved with you.

The following are the primary team members and how they can 
assist with your care and concerns.

NURSE
A Hospice registered nurse admits a patient into Hospice Services. 
A primary nurse will be assigned following the first home visit.  A 
primary nurse will coordinate the patient’s care, along with other 
nurses participating in the care of the patient, family and/or 
significant other, the patient’s physician, and the Hospice Team.

The home care nurses are the team members with whom you will 
probably have the most contact.  They are all knowledgeable and 
caring people.

Some practical areas of involvement may include: 
• Initiating the patient’s plan of care
• Monitoring the patient’s changing condition, especially in pain 

management, and reporting changes to the physician
• Teaching the family about the disease process and what to 

expect
• Coordinating care with the other Hospice Team members
• Supervising home health aides when assistance is needed for 

personal care

HOME HEALTH AIDE



Hospice home health aides are skilled at assisting with personal 
care activities.  They are trained aides and have been educated in 
the Hospice philosophy of care.
Some potential areas of involvement may include:

• Bathing, shampooing and shaving patient
• Assisting with mouth care
• Providing skin care
• Changing bed linens
• Nail care

SOCIAL WORK
A Hospice Social Worker is a part of every Hospice Team and will 
meet with the patient and family to assist with non-medical, on-
going needs and review necessary admission paperwork.  The Social 
Worker is directly linked not only with the patient, but with all 
of the family members.  This effort is to maximize the quality of 
life for the patient and to assist families in dealing with change.

Some practical areas of involvement may include: 
• Assisting the patient and family with the adjustments to 

changes
• Helping patients recognize their abilities, despite increased 

limitations
• Discussing ways for caregivers to care for themselves
• Utilizing community resources that provide helpful services 

not provided by Hospice 
• Explaining alternative options if home care becomes 

overwhelming
• Resolving problems with insurance, Medicare, or Medicaid
• Obtaining general legal information or providing referrals 

for matters such as power of attorney, bank accounts, safety 
deposit boxes, death certificates, etc.

• Assisting with drafting of advanced directives, health care 
power of attorney

SPIRITUAL CARE



The Hospice Spiritual Counselor is an important member to the 
Hospice team.  As we all work together to ensure the quality of a 
patient’s life, spiritual care touches the innermost spirit of a 
patient, assisting the person to find the freedom to accept all 
phases of their life- past, the present, and the future.

A Spiritual Counselor is a theologically trained individual 
available to the patient and family members... You will find the 
Spiritual Counselor to be accepting and open to all beliefs.  They 
are not there to replace your own minister, rabbi or priest, but to 
work jointly and be sensitive to what brings you strength during 
this difficult time.  Spiritual Care is focused on each person as an 
individual – to listen to you and to learn from you.  It is our hope 
to journey with a family as they find hope and meaning beyond the 
patient’s illness.

Some spiritual areas of involvement may include:
• Notification of your clergy of your involvement with Hospice 

services
• Help in finding clergy of a particular denomination, if the 

patient of family members so choose
• Identifying and resolving spiritual concerns affecting the 

patient and family
• Assistance in reflecting on the mysteries of life, suffering, 

death and afterlife
• Offering a caring presence in times of need or crisis

VOLUNTEERS
Hospice Volunteers are a valuable resource to our 
patient/families.  They come from diverse backgrounds and 
lifestyle situations.  A common thread of caring and compassion 
unites them in their volunteers for Hospice.  They are a help to us 
and our Hospice families, and an important part of our care team.

Our hospice Volunteers go through a training program specific to 
the job they are assigned during intermittent in-home visits. 



Hospice patient care volunteers are available to accomplish the 
following:

• Stay with the patient to relieve the caregiver and provide 
companionship

• Provide needed transportation by special arrangement
• Read to, or write letters for the patient
• Assist the patient with personal hygiene
• Do small housekeeping chores
• Prepare and feed the patient light meals
• Become a friend of the patient and family

Hospice Volunteers are available for in-home visits throughout 
the day and early evening hours.  Families can receive volunteer 
services as available.  Hospice attempts to fit family needs with 
our volunteers’ available hours.  Ideally, the same volunteer(s) 
will remain with the family for as long as the patient and family 
require Hospice services.

HOSPICE MEDICAL DIRECTOR
The Hospice Medical Director is a physician who acts as a resource 
for the team’s medical direction and questions.  The Medical 
Director may act in a consulting role for a patient’s primary care 
physician, or be the primary care physician when a patient and 
family request it.  The Hospice Medical Director is a specialist that 
understands the unique medical needs in Hospice.

BEREAVEMENT COUNSELING
Family needs do not end with the death of a patient.  The time of 
bereavement that follows can be very difficult.  Hospice wants to 
offer support as you adjust to a new life without the presence of 
the person you cared for and loved.  Our personalized program 
can help ease the pain and promote the changes necessary to 
continue a meaningful life.

A Hospice Bereavement Counselor is specially trained to assess 
your bereavement needs and to assist you in understanding the 



grief process.  The counselor is sensitive to your pain and realizes 
that in your grief you can experience a variety of feelings. 
Together you work toward inner healing.

We offer individual and/or family counseling and also 
bereavement support groups; you may decide which is most 
comfortable for you.

Availability 24 Hours a Day
A Hospice Nurse is available to you by phone 24 hours a day.
The on-call nurse receives a daily update on all patients we serve 
and will help to answer your questions.  
Some examples of when you may need to talk to an on-call nurse 
are:

• If you have questions about medications
• If a patient’s condition has changed (i.e., can no longer 

swallow medicine, is no longer responsive, has a different 
breathing pattern

• If you have questions about pain control or other symptoms
• If you become increasingly anxious, fearful or unsure

Calling the Physician
Patients and families are asked to call the Hospice nurse before 
calling the physician.  The Hospice nurse can possibly answer your 
question, help you decide whether to call the physician, or can 
call for you.  If you do speak with the physician and have not talked 
to the Hospice nurse, please notify the Hospice nurse so Hospice 
will know what has occurred.

Concerns about Hospitalization
We urge you to call us first when questioning if a patient needs 
to go to the hospital.  In most cases, it is possible for the Hospice 
nurse to visit and handle the situation in your own home. 
Transporting a seriously ill person to an unfamiliar setting can be 
traumatic.  However, if the situation cannot be dealt with in the 



home and that patient needs to go to the hospital, the Hospice 
nurse can assist you to make sure the transition is as smooth as 
possible for the patient.  Staff can also advise you on insurance 
requirements so that insurance coverage is not interrupted.

PHYSICAL CARE

The following information includes some very basic procedures 
for you to follow in delivering comfort care for the patient. 
Additional teaching will be provided as care-specific needs arise 
for your loved one.  These skills, combined with the love and 
commitment of family and friends, can produce the very best 
results.

MOUTH CARE
Cleaning a person’s mouth is important to comfort.  Some medicines 
and diseases leave the mouth dry and or sore.  Routine care will 
help to prevent infection and irritation in the mouth.  It should be 
done at least once to twice daily:
 Needs:
  Toothpaste or Diluted Mouthwash
  Soft Toothbrush
  Toothettes
  Cup and bowl
  Lip Balm (Vaseline/Chapstick)
 Procedure:

1. If a patient is able to provide their own mouth care, he/she 
should be allowed and encouraged to do so.

2. If a patient is unable to provide their own mouth care, you 
can assist by brushing the patient’s teeth with a small 
amount of toothpaste and a soft toothbrush.  Assist the 
patient to a sitting position, or, if lying down turn him/her to 
the side.

3. If a patient has dentures, they should be removed for 
cleaning.  Brush the dentures inside and out with a soft 
brush.  Allow the dentures to soak for a while in water or 



denture cleaner.  Assist the patient to rinse the mouth with 
water or mouthwash.

4. If the patient’s mouth is irritated, or if they are not able to 
assist with their own mouth care you may clean the mouth 
with a toothette (resembles a lollipop).  The sponge-like tip 
becomes soft when moistened with water or diluted alcohol-
free mouthwash and can be used in the patient’s mouth.

5. To prevent the patient’s lips from cracking or drying, apply 
some lip balm.  This can be applied throughout the day.

SKIN CARE
Good skin care prevents bedsores and adds to a patient’s comfort. 
It also provides an opportunity to touch the patient, which is an 
expression of love and care.
Needs:
  Non-alcohol Lotion
  Extra Pillows
  Extra Lift Sheet or Sheep Skin
Procedure: 

1. As a patient becomes weaker, they have a tendency to remain 
in one position for long periods of time.  While this is 
understandable, they need to be encouraged to sit up and 
move around to prevent skin breakdown.

2. If a patient is unable to move on their own, then you will 
need to assist with repositioning the patient every couple of 
hours.  The Hospice nurse or Home Health Aide will 
demonstrate how to use a lift sheet or sheep skin to make the 
move easier.  Extra pillows will be needed for support and to 
avoid pressure areas.  The Spine should be straight, but joint 
areas may be more comfortable when flexed.

3. A patient’s skin needs to be massaged to stimulate and 
increase circulation.  This is important for the prevention of 
bedsores.  The Hospice nurse will educate you on the areas 
most susceptible to skin breakdown.  They are most likely to 
appear where the skin is close to the bone, such as heels, 
elbows, and over the “tailbone.”  Gently rub these areas with 



lotion and inform the Hospice nurse should they become 
reddened.

4. Patient’s skin needs to be checked regularly (daily).  Areas 
become raw due to moisture or friction, especially under the 
breasts, in the groin area, in abdominal folds, and between 
the buttocks.  Cream or lotion can be used to reduce friction 
or the skin kept dry with a light dusting of powder.

5. Plastic right next to the patient’s skin allows heat to build 
up.  If you have a plastic mattress cover, put a mattress pad 
between the cover and a bottom sheet.  A sheep skin pad will 
also help increase air circulation.  The Hospice nurse may 
also suggest the use of an egg-crate mattress or an 
alternating pressure pad to assist with maintaining good skin 
care.

PAIN CONTROL

Good physical pain control is an important element of Hospice 
care.  We will work as a team toward comprehensive management 
of pain and other symptoms to maintain a patient’s maximum 
comfort.

DESCRIBING PAIN
We rely on the patient to communicate their pain or discomfort as 
clearly as possible to the Hospice nurse.  Most pain, if reported 
honestly, can be controlled.  The Hospice nurse will ask about 
the location, duration, onset, and severity of the pain.  The 
intensity of a patient’s pain is typically described on a scale 
ranging from zero to ten.  A rating of zero means no pain, one to 
four is a range of mild pain, five to six is moderate pain, and seven 
to ten describes severe pain.

PAIN MANAGEMENT



The patient’s primary doctor will be the person in charge of 
prescribing all medications.  The Hospice nurse will always keep 
the doctor informed of a patient’s pain, symptoms and changing 
condition.  Together they will work to keep the patient as 
comfortable as possible to enhance their quality of life.

In many instances, a non-prescription medication is used 
effectively for mild pain.  Common medicine’s, or brand names 
include Tylenol, Advil, and Motrin.

Hospice patient’s frequently use prescription pain medication for 
moderate to severe pain.  It is most effective and can be taken in 
many forms and in varying amounts.  Your Hospice nurse will 
always instruct you in the proper use and respond to your 
questions or concerns.  Here are a few suggestions to keep in 
mind:

• Allow several days for the patient’s body to adjust to the 
new medication and for the doctor and nurse to determine 
the best schedule of doses and amount of medication needed.

• It is extremely important to follow the medication schedule 
developed for the patient.  If doses are skipped maximum 
comfort cannot be maintained.

• Pain control is often helped by a pleasant and peaceful 
environment.  Companionship can be a positive distraction. 
Some individuals enjoy being read to or listening to music.

GIVING MEDICATION
Medications taken by the patient are for pain and symptom control. 
A patient’s comfort is always of great concern and importance, 
whether it be physical, emotional or spiritual.
Needs:
  Ample Medication
  Medication Schedule
Procedure:

• Most medications are in pill form and need to be taken with 
water or another liquid, such as juice, milk or pop.  The 
patient should have enough liquid to swallow the pill 



completely.  A few sips of the liquid before putting the pills 
into the mouth frequently prevents pills form “sticking.”

• If the pills are too large or become too difficult to swallow, 
they can frequently be crushed; however, ALWAYS CHECK 
WITH THE HOSPICE NURSE TO BE SURE THE EFFECT OF THE PILL 
WILL NOT BE CHANGED BY CRUSHING.  The powdered medicine 
can then be mixed with juice, ice cream, applesauce, pudding 
or some other food.

• If the patient continues to have problems swallowing pills, 
many medicines come in different forms.  Your Hospice nurse 
can discuss this matter with the doctor and perhaps the 
medication can be obtained in a liquid form, suppository or a 
cream.

• As a patient’s disease progresses and he/she becomes weaker, 
the Hospice nurse and doctor may discuss stopping some 
medications, except those for comfort.

CONTROLLING INFECTIONS AT HOME

Avoiding infection is important for the patient and caregivers. 
The following information will help prevent infection or the 
spread of infection.

HANDWASHING
Hand washing is the single most important way to prevent 
infection.  Hand washing should be done before and after any 
contact with the patient, such as feeding, turning, or assisting 
the patient with toileting.  Hand washing should also be done 
after contact with personal items such as bedding or care 
supplies.  

If possible, use a pump dispenser, if not, a bar of soap will work 
just as well.  Use a clean towel or paper towel to dry hands.

CLEANING MEDICAL SUPPLIES
Bedpans, urinals, and commodes should be cleaned on a regular 
basis with soap and water.  For a more thorough cleaning, you 



may use a 1 to 10 bleach solution.  This may be made by mixing 
one-cup bleach with 10 cups of water.  The dirty water should 
be poured down the toilet and not the sink.
GENERAL HYGIENE
Personal items such as toothbrushes or razors should not be 
shared.

HANDLING SOILED CLOTHING
Placed soiled linens in a separate container or trash bag until 
you are able to wash.  Avoid shaking the items in the air prior to 
washing, which will spread germs.  Wash as soon as possible 
after soiling.  If the material is colorfast, you may add one cup 
of bleach and use HOT water whenever possible.

FOOD PREPARATION
Wash hands before preparing food.  Tasting of food during 
cooking should be done with a clean spoon each time.  The inside 
of the refrigerator should be cleaned on a regular basis with 
warm soap and water to control molds.  

VISITORS
Discourage visitors who have major cold symptoms or flu from 
visiting.  Encourage visitors to wash their hands before and 
after the visit.

JUST FOR THE CAREGIVERS

It has been our experience that people caring for a loved one 
often have the tendency to forget about their own needs. 
Hospice feels that the caregiver is just as important as the 
patient.  If you do not take care of yourself, you too may 
become ill or stressed to the point of no longer being able to 
care for the patient.

We want to encourage you to think of your needs too.  Here are 
a few guidelines:



1. Get Adequate Rest.  If your nighttime sleep is broken due to 
patient needs, it will be necessary for you to find time to 
rest or nap during the day.  This can be done when the 
patient is also resting.  You and the patient are the 
priority.  We encourage you to put other household duties 
“on hold” in order to do something for yourself.

2. Eat Healthy Meals.  Your nutritional needs will be different 
from the patient receiving care.  For this reason, 
caregivers frequently don’t fix meals for themselves.  It is 
important that you eat three meals a day.  You need food 
for energy, good health, and to avoid stress.

3. Take Time For Yourself.  You need to be refreshed 
emotionally and psychologically.  It is good to get away 
from caregiving for short periods of time.  Utilize family, 
friends, and the Hospice volunteers so you might:

• Take a walk outdoors
• Participate in a sports activity
• Go to lunch with a friend
• Go to the beautician/barber
• Enjoy a movie
• Take a leisurely bath
• Read a book
• Take a nap

         4.  Accept Help from Others.  Other family members and 
friends often 
              have the need to participate in caring for the patient or 
assisting you
              in small ways.  The helplessness they feel can be helped 
by allowing
              them to be involved.  Let others bring meals, run errands, 
sit with 
              the patient, or take children out on an outing.  You need 
to be honest 
              with people by telling them that would be helpful. 
Hospice             



              volunteers are available too and want to help with these 
tasks.
         5.  Find a “Listening Ear.”  It is healthy for you to talk about 
the care     
              you are giving, as well as your honest feelings.  We 
realize dealing
              with the illness of someone you love day after day 
changes your life
              and usual routines.  Many people say, “I don’t know how I 
feel.”       
             There is worry, hurt, love, anger, and at times even guilt. 
Talk with
             your friends and share these feelings and concerns.  The 
Hospice staff
             are also available to listen.  This is another way the 
Hospice Spiritual 
             Counselors and Social Workers can be especially helpful 
to you.  
             voicing your thoughts reduces isolation and keeps 
frustration from
             building up.
          6.  Refresh Your Spirit.  Most of us need spiritual as well as 
physical and
               emotional renewal.  Perhaps it is important for you to 
visit your
               place of worship or listen to tapes of the services you’ve 
missed.  
               Others find it helpful to read or listen to inspirational 
music.  You
               may need to set aside some quiet moments for prayer or 
reflection.
             You may find taking a walk outdoors or working in the 
garden         
             enhances your spirit.  The Hospice Spiritual Counselor is 
available to 
             assist you as well as your loved one.  A Hospice Volunteer 
can



             provide respite for you and companionship for the patient 
while you
             renew yourself.

UNDERSTANDING PHYSICAL CHANGES

     Some very distinct changes can be noted as a patient’s disease 
progresses.  We feel that even though these changes can be 
stressful and emotionally painful for the caregiver, talking 
about what you may expect can ease your fears, allowing you to 
continue to give the same support you have provided all along.

Nausea
Nausea and/or vomiting may occasionally occur.  It will help to:

1. Keep surroundings quiet and have patient rest.
2. Use clear liquids only—broth, jello, tea, soda—or try 

crackers or dry toast.
3. Keep mouth fresh and clean at all times.
4. Talk to your Hospice nurse about medication to lessen 

nausea.
     

Constipation
Constipation is a problem many of our patients experience.  It may 
be caused by inactivity, pain medication, or a decrease in food/fluid 
intake.  The body generally continues to produce waste products 
even though the patient is not eating much.  It will help to:

1. Offer fluids, juices, nectars or jello as tolerated.
2. Include fruits and vegetables if patient can tolerate them.
3. Encourage mild exercises, such as walking.
4. Let your nurse know if constipation continues—patient may 

need a stool softener, laxative or enema.

Diarrhea
Diarrhea can occasionally be a problem.  There may be stomach 
cramping as well as frequent watery stools.  It will help to:

1. Continue to offer clear fluids.
2. Keep skin as clean and dry as possible.



3. Inform your nurse, as patient may need medication to control 
diarrhea.

Incontinence
Some patients lose their ability to control their bowels or 
bladder.  The following may help:

1. Bed pans, adult diapers, and disposable or cloth bed pads.
2. Keep the diapers, pads, and linen changed as often as 

necessary.
3. Keep the skin clean and dry to prevent skin breakdown.
4. Many patients feel some embarrassment about this loss of 

control, so provide as much privacy as possible.

Shortness of Breath
Shortness of breath, getting air in and out of the lungs, is a 
problem for seriously ill people.  This can be frightening to the 
patient (and to the caregiver).  To help you should:

1. Help the patient to stay relaxed.  Remain calm and try to calm 
patient.

2. Have patient sit up and lean forward with arms supported on 
overhead table or other item.

3. Raise the head of the bed or elevate patient using pillows.
4. Open a window if it is a cool day or use an oscillating fan to 

increase air circulation,
5. If problem persists, notify your Hospice nurse.  The patient 

may need oxygen or medication.

Decreases Appetite
One of the most misunderstood and difficult things for families to 
deal with is a patient’s lack of appetite or in many cases, no 
appetite.  We’ve chosen to address this change at length, because 
it is so stressful for families.

As changes begin to take place within the patient’s body, the 
hunger and need for food lessens greatly.  Nothing tastes good, 
cravings come and go, and liquids are frequently preferred to 



solids.  This does not mean that eating should not be encouraged, 
but the patient’s limitations and choices should be respected.  The 
following suggestions may be helpful:

1. Honor the patient’s request for certain types of food and do 
not be discouraged if they only eat s small portion.

2. Serve food in small portions on small plates so as not to 
overwhelm the patient.

3. Frequent small meals and snacks may be tolerated better 
than the traditional “three meals a day.”

4. Concentrate on food or liquids higher in calories if less is 
being eaten.

5. Serve food in a comfortable and relaxing atmosphere.

As illness and weakness progress, eating usually decreases.  The 
body begins to shut down the functions of wanting and digestion 
to conserve energy.  This is not an uncomfortable process. 
Forcing a patient to eat may cause additional physical distress, 
such as choking, nausea, vomiting.  Any questions or concerns can 
be discussed with the Hospice staff.

It will also become evident in the last stages of a patient’s illness 
that the need for fluids also decreases.  We continue to stress 
that this part of the natural process of dying.  As fluids lessen, 
there may actually be relief from some uncomfortable physical 
symptoms.  There will be:

1. Less fluid in the throat and lungs to reduce coughing and 
congestion.

2. Decreased stomach fluids that may reduce episodes of 
vomiting.

3. Less need for urination.
4. Swelling may decrease, lessening feelings of pressure and 

tightness.

When fluids are reduced, the concentration of natural chemical 
elements in the body changes.  This can reduce sensation in the 
central nervous system, and the patient may feel less distress.



A patient’s comfort and dignity will always be our priority.  We 
will consult and work with the physician and family to meet the 
patient’s needs.  Staff is always available to talk with you about 
your feelings, especially regarding difficult issues.

We cannot teach the dying how to die.  If we are there, however and if we are paying  

attention, they will teach us.

- Judith Viorst

ONE TO THREE MONTHS PRIOR TO DEATH

WITHDRAWAL – A patient does not make a conscious decision to 
withdraw from the world and the people around them.  It just 
happens.  
Responses – Continue to keep the patient well informed, especially 
of family matters and former areas of interests.  They may not 
respond, but that does not mean they are not hearing the 
information.  If the patient does appreciate visitors, shorter 
contacts (10 – 15 minutes) will be less tiring.  It is good to allow 
the patient to make their own choices.

INCREASED SLEEP – This is the beginning of a time when a person 
withdraws from everything outside of one’s self and goes inside – 
to “review” their life, sort things out, and hopefully come to 
peace with the life they lived.  With this comes increased sleep (or 
the appearance that the person is sleeping).  A morning nap is 
added to the afternoon nap.  The patient spends more time in bed 
or all day in bed.
Responses – We want to encourage you to allow the patient to 
sleep more and respect their need to be alone.  Their "awake" times 
will be more beneficial and meaningful to you and to the patien

LESS COMMUNICATION – Don’t take it personally if the patient does 
not want to talk.  They have less energy and focusing on a 



conversation can be difficult.  Words are seen as being connected 
with the physical life that is being left behind.
Responses – You may wish to be silent and alone with the patient 
during these times.  Hold their hand or lie beside your loved one, 
communicating the comforting assurance your presence brings.

DECREASED FOOD – The patient’s metabolism will continue 
changing, food is no longer being processed toward energy 
and health, so it is perfectly natural that eating should 
decline and gradually stop.  This should never be confused 
with starvation.  At this particular time in the patient’s life, 
it is part of a bodily process of “letting go.”  A different 
energy is now needed that usually flows from a person’s 
spiritual beliefs.  This will sustain the patient.
Responses – Offer suggestions of small food or snacks at 
intervals throughout the day.  Don’t force food.  Let the patient 
be in control.

ONE TO TWO WEEKS PRIOR TO DEATH

MENTAL CONFUSION – Your loved one may become increasingly 
confused about time, place, and identity of close and familiar 
people.  This becomes apparent as less oxygen is available to the 
brain.  The person often talks to people and about places and 
events that are of the past or unknown to others.  They may be 
disturbed by dreams or see and converse with loved ones who have 
died.
Responses – You may want to listen closely to the patient, because 
he or she may say a word or phrase that contains significant 
information or requests.  Remind your loved one of where they 
are, the day and time, who is present in the home and who is 
talking to them.  This is best done in a casual, conversational 
manner.  Your presence and frequent touch is reassuring at this 
time.

RESTLESSNESS – As the oxygen supply to the brain decreases, the 
patient may become restless and/or agitated.  You will notice them 



possibly picking or pulling at their blankets or bedclothes, and 
demonstrating random arm movements.  There is a seeming 
aimlessness to all physical activity.
Responses – You may want to talk calmly and assuredly with the 
patient so as not to startle or frighten them.  Reassure the 
patient of your presence.  Soft music or a backrub may be helpful.

INCONTINENCE – The patient’s body becomes relaxed, sometimes due 
to the dying process, sometimes due to comfort medications.  It is 
not uncommon for a patient to lose control of bowel and bladder 
function.
Responses – It is important to explain to the patient that what has 
occurred is a result of medications being taken or of their 
weakened condition.  This is an embarrassment to the patient and 
they should never be blamed.  Keep chux or waterproof padding 
under the patient.  Adult Depends or adult diapers can also be 
used (always refer to them as “adult”).  These protective pads 
should be changed, when soiled, to keep the patient comfortable. 
Gently wash the groin and rectal areas after each urination or 
bowel movement.

BRATHING CHANGES – You may notice that your loved one’s 
breathing patterns change from time to time.  It can become 
irregular, with periods of no breathing for 10 – 30 seconds. 
These periods are referred to as “apnea”.  This symptom is very 
common and indicative of a decrease in circulation and buildup in 
body waste products.  Respiration may increase and then again 
decrease, presenting no discomfort to the patient.
Responses – If the patient is resting comfortably, allow them to 
continue to rest.  You can raise the head of the bed if the patient 
breathes more easily this way, or offer to change their position.

BODY TEMPERATURE and PULSE – As the patient’s body continues to be 
unable to maintain itself, the pulse beat will usually increase 
significantly from a normal of 80 to upwards of 150 beats per 
minute.  As the heart “wears down”, the beat will then begin to 
decrease and slow down until it can no longer be felt or 



detected.  The body temperature can also fluctuate between hot 
(fever) and cold due to the body’s inability to control its own 
temperature.  Perspiration can increase, often with clamminess. 
As circulation slows down, the patient’s arms and legs will 
become cool and may be bluish in color, especially the nail beds.
 Responses- Blankets can be provided or removed as needed for 
the patient’s comfort.  Never use an electric blanket at this time. 
Sponge the patient with a cool washcloth if this promotes 
comfort. Change perspiration-soaked garments and bed linens. 
Tylenol (liquid or suppositories) may be ordered for the patient if 
the patient’s temperature rises to a level of discomfort.

SPEECH, VISION, HEARING – As a patient makes efforts to 
communicate with you, you may experience a sense of frustration 
as their speech may become difficult to understand.  The lack of 
understanding may make you feel as though you are not “pleasing” 
the patient.  Vision can also fail and your loved one’s eyes may 
become dry, sunken or glazed over in an apparent stare.  The last 
sense to be lost is hearing, and it may remain acute up until the 
time of death.  Never say anything in the patient’s presence that 
would make him or her feel uncomfortable or uneasy.
Responses- If you have difficulty understanding a patient’s speech, 
let them know you are having difficulty and it is due to their 
weakness.  You may want to have a list of basic needs that they 
can respond to with “yes” or “no”.  Reassure the patient that 
someone will always be around to provide their care.  If it is 
apparent that vision is failing, keep the patient well informed as 
to who is present, and of the day and time.  A warm damp cloth can 
be used to remove any eye secretions, and eye drops may be given if 
necessary.  Keep the room as light as the patient wishes, even at 
night.  Carry on all conversations as they can be heard, but don’t 
ask unnecessary questions of the patient if verbal communication 
is difficult or impossible.  Soothing music may be enjoyed, as well 
as conversation from family and friends.  This is an excellent time 
to express love and caring.  Though it is also a good way to be 
with a patient by giving a gentle massage or simply holding the 
patient’s hand.  



DAYS TO HOURS PRIOR TO DEATH

The last few days of a patient’s life can sometimes be more 
“tolerable” if your attitude is one of letting go and releasing 
your loved one from this life.  Both of you are facing a separation 
and can frequently work on this painful task together.  We 
encourage that you give your loved one “permission to die”.  In this 
way you release the patient from the struggle of feeling “I know I 
can’t stay and I don’t feel like I can leave.”  Let the patient know 
you’ll miss them, but you will be okay.  Saying “good-bye” is your 
final gift of love, and is one of the greatest gifts you have to 
give.  Saying “good-bye” can be done in many different ways:

• Lying in bed with them
• Holding your loved one’s hand
• Recalling memories
• Saying “I love you,” “I’m sorry,” “Thank you,” “We’ll miss you, 

but it is okay to go,” “We’ll always love you and we’ll be 
okay.”

Don’t hide your tears or apologize for crying.  Tears express your 
love and can help you let go.

During these final hours, you will notice that the signs we have 
already talked about will become more intense as death 
approaches.  Remember, that most of these changes occur without 
any discomfort to the patient.  If you have any questions, you are 
encouraged to contact Hospice.  We want to be available to you, 
as well as the patient. 

PRONOUNCED CHANGES

SURGE OF ENERGY- This maybe more difficult to observe in some 
patients than in others, but frequently it appears that when you 
believe the patient is getting close to death, they suddenly seem a 
bit stronger,  this may be apparent through an increase in 



alertness, or clearer speech, or some intake of food and/or 
liquids.  They may even wish to sit up for a short period of time to 
visit.  Many explain this “new energy” as being a spiritual energy 
that has arrived for the transition that is about to take place. 
For some, this “spiritual energy” is used for a time of physical 
expression before moving on.
Responses- Respond to the patient’s wishes.  He or she will know 
what they can or cannot do.  Treasure that moments and be 
reassuring of your love.

RESTLESSNESS- This may increase shortly before death due to a 
lack of oxygen in the blood.
Responses- If you feel this restlessness is uncomfortable or 
disturbing to the patient, his or her condition can be evaluated by 
the Hospice nurse.  Oxygen or medication can possibly be 
recommended.  The best medicine is your presence, or that of a 
friend or family member.

CONGESTION- Oral secretions may become more profuse and collect 
in the back of the patient’s throat.  You may have heard friends 
refer to a “death rattle”.  This symptom is a result of a decrease 
in the body’s intake of fluids and inability to cough up normal 
saliva production.  The noise comes from the passage of air 
through these secretions, and is generally much more 
troublesome to families than to the patient.
Responses-Elevating the head of the bed with pillows or obtaining 
a hospital bed will make breathing easier.  Ice chips, a straw, and 
cool, moist, washcloths will relieve feelings of dehydration. 
Sometimes a dropper is helpful in giving very small amounts of 
fluids.

BODY CIRCULATION- As the patient’s circulation continues to 
decrease; you may notice the hands and feet becoming purplish in 
color.  The knees, ankles, and elbows may appear blotchy.
Responses- Not much can be done for the patient, other then to 
provide touch, presence, and messages of your love.



HOW WOULD YOU KNOW DEATH HAS OCCURRED?

Signs of death include:
• No breathing
• No heartbeat
• Loss of control of bowel and bladder
• No responding to shaking
• Eyelids slightly open
• Eyes fixed on a certain spot
• Jaw relaxed and mouth slightly open

Please call Hospice, if you feel death has occurred or have 
questions / concerns about any changes.  DO NOT call police or 
ambulance.

At the time of death Hospice will send in a staff person to assist 
the family.  We will confirm if death has occurred, make necessary 
phone calls, and be available to offer support.  It is at this time 
that care changes from the patient to the caregiver to the family. 
If you prefer to spend time with your loved one before calling 
hospice, you are free to wait until requesting the nurse’s arrival.

EASING THE BURDEN

Pre-Arranging a Funeral
Most individuals have looked ahead and pre-arranged their 
funeral.  For others it is still a difficult task to be done.  Families 
frequently find having this accomplished prior to a death is a 
relief.  The fewer decisions family members have to make at times 
of crisis or strong emotions, the better.  It also allows them time 
to be with each other to find support and cope with their grief. 
Some advantages to pre-arranging a funeral are:

• It allows involvement of the patient, if they wish, and gives 
the family comfort knowing their loved ones wishes are 
honored.



• It ensures you have exactly the kind of funeral you want and 
provides time if you consider the need to make changes.

• It is easier to make arrangements in an atmosphere that isn’t 
filled with grief that comes with the death of a loved one.

• It minimizes the burden of decisions that have to be made at 
the time of death.

• It lessens family conflicts about funeral plan.

We at Hospice recognize that every patient and family is unique. 
Pre-arranging a funeral may be contrary to one’s belief system or 
personal choice.  It is just an option for you to consider. 

Your Funeral Director
The funeral director will meet with the family to discuss 
arrangements.  In accordance with law, custom and especially 
family wishes, they help you make choices to meet your 
satisfaction.  Funeral Directors must also understand various 
religious faiths, respect the inherent dignity of mankind, and be 
willing to dedicate themselves to a profession that deals with 
people in a time of emotional need.


