
Hospice Caregiver Guide 
Guiding you in caring for your loved one



Dear Patient and Family,

We are grateful to be chosen to serve you at such a sacred time and are here to help your loved one be as 
comfortable as possible, as well as to support you on the journey ahead.

Our faith-based organization prioritizes compassionate hospice care. Your hospice care team will assess 
your loved one's needs for scheduling visits, and provide the medications, supplies and equipment 
medically needed. They will teach you how to care for your loved one and support you in becoming a 
confident caregiver. 

Within this guide, you'll find information on providing daily care, how to use the supplies and equipment, 
the expected changes that may occur, and other resources that you may find helpful. Use this guide like 
you would a reference manual…to look something up when you have a question or need guidance.

Here are some important guidelines for accessing AdventHealth Hospice services and team members:

•	 Patient Services Line is staffed 24/7 by nurses to answer questions or help with issues that may arise, 
including weekends and holidays. Remember, your hospice care team is only a phone call away.

•	 There is always an on-call manager available.
•	 A hospice team member will call prior to their scheduled visit.
•	 In the event of a man-made or natural disaster, every attempt will be made to continue to provide 

care with minimal disruption of service. Patients with intense needs are always seen first.
The care of your loved one and your experience with us is of utmost importance. We want to exceed your 
expectations in every regard and ensure that we are caring for your loved one in the best way he or she 
needs. At any time during your care, if you have any comments or questions regarding the care that you 
are receiving, please reach out to us.

So we can continue to improve upon our services, a satisfaction survey will be sent after your loved one 
has passed. Your feedback is a gift to us and we appreciate your time in completing this survey.

We know that you have a choice in healthcare providers. Thank you for selecting AdventHealth Hospice.
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When to Contact Hospice? 
Call your AdventHealth Hospice team FIRST — day or night — if you: 
•	 Are considering calling 9-1-1. PLEASE CALL US 

FIRST. We can help. 

•	 Feel that your loved one’s pain or other symptom is 
not controlled. 

•	 Notice a change like increased pain, agitation, 
trouble breathing, nausea, or vomiting. 

•	 Have a question about medications, how to provide 
care, etc. We can help you 24/7. 

•	 Think your loved one needs any medical tests 
or procedures ordered by a physician. 

•	 Have questions or concerns that can’t wait 
until your nurse visits. 

•	 Have a change of address, or your loved one 
is leaving our service area. 

•	 Your loved one dies. 

When calling the 24/7 Patient Services Line, tell the nurse: 
1.	 Your loved one’s name 
2.	 Team name, if applicable 
3.	 Your name and your phone number 
If you leave a message, and don’t receive a return call within 15 minutes, please call again. 

Care Team Members 

Team Name �

Hospice care is provided by a team of highly skilled professionals who support your loved one and family  
through the end-of-life journey.

Nurse Case Manager �

Hospice Aide �

Hospice Provider �  

Attending Provider �  

Patient Care Manager �  

Social Worker �  

Chaplain �  

Volunteer Coordinator �  

Home Medical Equipment Company �
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24/7 Patient Services Line
Please call anytime you need something, have questions or concerns. 



"...You matter to the last 
moment of your life.  

We will do all that we can  
not only to help you  

die peacefully, but also to  
live until you die."

— Dame Cicely Saunders  
Founder of the modern  

hospice movement
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Speak Up About  
Your Care
Everyone has a role in making healthcare safe, 
including family members, caregivers, doctors and 
healthcare professionals. You can make your care safer 
by being an active, involved and informed member 
of your healthcare team. To help prevent healthcare 
mistakes, you are urged to Speak Up.

Speak Up if you have questions or concerns.  
If you still do not understand, ask again. It is your body 
and you have the right to know.

•	 Your health is important. Do not be 
embarrassed if you do not understand what 
your hospice care professional tells you.

•	 Tell the hospice care professional you do not 
understand. Ask more questions to help them 
understand what you need. Tell them if you need 
someone who speaks your language or who knows 
sign language to explain the information to you. 
AdventHealth Hospice utilizes a translation service/
app to assist in communicating with all patients and 
families, regardless of their primary language.

Pay attention to the care you get. Make sure you 
get the right treatments and medicines by the right 
hospice care professional. Do not assume anything.
•	 On the following pages you will find a list of the 

professionals who will visit your home. They will 
each schedule their visits directly with you so that 
you are aware of which days and at what time frame 
they will be arriving. Schedules change to meet the 
evolving needs of our patients on a continual basis.

•	 Hospice care professionals should introduce 
themselves when they come to your home. 
Look for their identification (ID) badge.

•	 Do not be afraid to tell them if you think 
they have confused you with someone 
else. Tell them if you think you are getting 
the wrong medicine or treatment.

•	 Make sure the hospice care professional 
washes his or her hands. Hand washing is 
the most important way to prevent infection. 
Do not be afraid to remind them.

•	 Make sure you or your family members know 
how to use and take care of the equipment. 
This could be an oxygen concentrator, 
nebulizer, infusion pump, or wheelchair.

•	 If you use an oxygen machine, do not smoke or let 
anyone else smoke near you. Do not light candles. 
Oxygen makes a fire burn hotter and faster.

Educate yourself about your condition, medical tests 
and treatment plan.
•	 Learn about your condition. Good places 

to get information are from your hospice 
care professional, your doctor, respected 
websites, your library, and support groups.

•	 Ask about your plan of care. What treatments, 
medicines, services and equipment will be 
provided? How long will you receive care?

•	 Ask for written information you can keep.
•	 Understand that more treatments or 

medicines may not always be better. Ask 
your hospice care professional how a 
new treatment or medicine will help.

Ask a trusted family member or friend to be your 
advocate (advisor or supporter).
•	 Ask your advocate to come with you when you go 

to the doctor. They can help write down what the 
doctor says. They can ask questions you may not 
think about. They can speak up when you cannot.

•	 Make sure your advocate understands the care 
you want. Make sure they know your wishes 
for life support and other life-saving efforts.

•	 Your advocate can be with you during hospice 
visits. They can make sure you get the right 
medicines, treatments, and equipment.

•	 Read the consent forms before you sign them. 
Ask your advocate to read them. Make sure you 
both understand what you are agreeing to. If you 
do not, ask your doctor or nurse to explain.

Know what medicines you take. Know why you take 
them. Medicine errors are the most common health 
care mistakes.
•	 When you get a new medicine, ask why you 

should take the medicine. Ask for written 
information about it. Find out its brand and 
generic names. Ask about the side effects.

•	 Tell your doctors and nurses about your 
allergies. Tell them about any reactions 
you have had to other medicines.

•	 If you get a written prescription, make sure you 
can read it. If you cannot, the pharmacist may not 
be able to read it. Ask for a printed prescription.

•	 Check the label on medicines sent to your home. 
Make sure your name, the medicine name, and 
the dose are correct. If you do not recognize 
a medicine, contact your pharmacy. Ask that 
they confirm the medicine with your doctor.

•	 Ask about medicines that you take by 
mouth before you swallow them.

•	 Do not be afraid to speak up if you think you 
are about to be given the wrong medicine.

AdventHealth Hospice 6



•	 Tell your hospice care professional if you: 
- Are having trouble giving yourself medicine. 
- Cannot remember to take your medicine. 
- Feel worse after taking your medicine.

•	 Read all labels on the bags of intravenous 
(IV) fluids. If you cannot do this, ask 
your advocate to read the label.

•	 Ask the nurse how long it should take for 
liquid to “run out” of an IV. Tell the nurse if it 
seems to be dripping too fast or too slow.

•	 Ask your doctor or pharmacist if it is safe to 
take different medicines at the same time. 
Include prescriptions, over-the-counter 
medicines, and herbal supplements.

Participate in decisions about your treatment and the 
hospice services you receive. You are the center of the 
health care team.
•	 You and your hospice care professional should agree 

on what will be done during each step of your care.
•	 Know who will be taking care of you. Know 

what services you will receive and how often 
you will receive them. Find out how long the 
treatment will last. Ask how you should feel.

•	 Tell your hospice care professional if 
something does not seem right.

This information has been provided by The Joint Commission, the largest 
health care accrediting body in the United States that promotes quality and 
safety. These efforts to increase consumer awareness and involvement are 
also supported by the Centers for Medicare & Medicaid Services.

Consumer Satisfaction
Strengthening Patient-Provider Partnership through 
Survey 
The best approach to health care is one where 
the patient and health care providers work in 
close partnership to ensure wellness and manage 
health issues. Surveys can support patient-provider 
communication, giving YOU a channel for feedback 
while giving US insight into your experience. 

Things to know about the survey process: 

•	 AdventHealth has partnered with 
a 3rd party survey provider.

•	 The survey will ask you a lot of questions: 
important questions, to help us understand your 
experience and what is important to you.

•	 We very much appreciate your honest 
feedback, so that we can use the information 
to improve our services and recognize those 
that have performed exceptionally!

•	 It is your choice, you can remain confidential 
or you can provide your name so that we 
can follow up with you if necessary.

We are committed.
•	 Committed to you.
•	 Committed to quality hospice services.
•	 Committed to being the best we can be.
Remember: We strive to provide you with top-level 
care. If at any time, you feel that you cannot provide us 
with high rating in any category, we would appreciate 
immediate feedback so that we can do our best to 
make things right while you are still under our care. 
Please call our office and ask to speak to a Patient Care 
Manager. We will react compassionately and promptly 
to your call and information. 

Complaint Procedures: Complaints may be registered 
with staff (including management). 
Upon request, staff will provide the patient and 
any interested person with contact information for 
registering complaints with outside agencies. For 
assistance, you may call our offices and ask for the 
Team Manager or Administrative Leader.

FLORIDA - You can contact the Florida Department of 
Health. 

COLORADO - Colorado Department of Public Health 
and Environment, the Office of Civil Rights, or the 
appropriate board for professionals at the Department 
of Regulatory Agencies (DORA).

ILLINOIS - You can contact the Illinois Department of 
Public Health or the Better Business Bureau.

If you have already spoken to the hospice staff and 
your complaint remains unresolved, you may also 
contact the accreditor, The Joint Commission. 
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Your Hospice Care Team 
AdventHealth Hospice, a not-for-profit, faith-based 
hospice, is committed to treating the person — not 
the disease — focusing on the family. A team of end-
of-life professionals provide comprehensive, spiritual, 
psychosocial and medical care while encouraging 
every individual to live life to the fullest. Each team 
member has a role to play in meeting the needs of 
patients and their families.

The Individual and the Family (Primary Caregiver) 
You and your family are the most important members 
of the hospice team. You will help plan the kind of 
care your loved one will receive, and play a vital role 
in communicating needs, concerns or questions to the 
hospice team members. 

Your Provider (Attending Provider) 
If you’ve chosen your primary care physician to be the 
Attending Provider, he/she will manage and coordinate 
your care with the hospice team. Otherwise, a hospice 
team provider will assume this role.

Team Medical Director 
The Team Medical Director coordinates care with 
your Attending Provider as an additional resource 
for your comfort. He/She oversees your care team, 
reviews your ongoing need for hospice care, and may 
offer consultation to ensure you receive appropriate 
treatment that supports your goals. 

Hospice Nurse/RN Case Manager 
The Hospice Nurse works closely with your Attending 
Physician ensuring you are as physically comfortable 
as possible. Pain and symptom management are our 
primary concerns, and your Hospice Nurse will make 
scheduled visits to address these. They coordinate 
the individualized plan of care with you and serve as 
the “eyes and ears” of the doctor. To become a more 
confident caregiver, they will teach you how to care 
for your loved one properly, how to use the equipment 
and supplies, and when to give medications. 

Social Worker  
Clinical social workers provide support for you and 
your family by offering emotional comfort, assistance 
with community referrals, financial needs, legal issues, 
and short-term counseling. Often, the social worker 
can work through difficult family dynamics, open 
communication and help work through the adjustments 
to the prognosis, and current and future life changes.

Chaplain  
Professionally trained chaplains provide spiritual 
and emotional support in a way that is comforting for 
your loved one, whether or not he/she practices a 
particular faith or religion. The spiritual care provided 
may include assistance in thinking through decisions, 
companionship, and support in healing relationships 
with others and oneself. Chaplains offer prayer, perform 
requested rites or rituals, and assist in planning and 
providing memorial services. Your hospice chaplain is 
also available to work with your own faith community 
and clergy to meet your spiritual needs. 

Hospice Aide/Certified Nursing Assistant (CNA) 
Healthcare aides are skillfully trained to assist with 
personal care such as bathing, shaving and other 
personal care needs, and can also help with light 
household duties related to your care. 

Volunteer  
Specially trained volunteers assist with respite for 
family members, companionship for your loved one 
such as visiting, playing games, writing letters or 
watching a movie, homemaking, care of your pets, 
pet therapy and bereavement support. Ask about our 
specialty programs.

Bereavement Counselor  
Bereavement services are available to support the 
patient, family and caregivers throughout the end-
of-life process and offers follow-up grief education, 
support groups, workshops and more for 13 months 
following death.
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Volunteer Services 
Hospice volunteers are a dedicated group of individuals 
who share their time, talents and compassion with the 
patients and families served by AdventHealth Hospice. 
Our volunteers complete hours of specialized training 
and undergo extensive background checks.

Like staff, volunteers are required to uphold the 
organization’s code of professional conduct which 
ensures that all visits are documented and in 
accordance with the patient’s plan of care.

Generally, volunteers are available for up to  
3 (three) hours of service, per assignment. 

All hospice volunteers are trained in communication, 
confidentiality (HIPAA), family dynamics, and the dying 
process. If you are considering having a volunteer 
come to your home, it is important for you to know 
what they can provide, and what type of training our 
volunteers go through. Each volunteer completes 
a 20-hour hospice orientation, T/B Screening, and 
a background check. We are committed to sending 
volunteers into your home who are safe and 
trustworthy.

Please coordinate with your social worker or call 
your Volunteer Coordinator directly to schedule your 
volunteer visit. Volunteers will be happy to assist in any 
of the following:

•	 Respite for caregivers
•	 A caring listener
•	 Provide patient companionship
•	 Make phone calls/write letters
•	 Read, play a game, watch television
•	 Prepare snacks, light meals
•	 Run errands
•	 Assist with clerical tasks
•	 Do light housework…dusting, vacuum.

Volunteers DON’T
•	 Administer medications
•	 Lift or move patients
•	 Provide hands-on physical care
•	 Drive or transport patients or family members
•	 Wash laundry
•	 Provide personal care (bathing, transferring 

patient to a chair, toileting, etc.) as this type of 
care requires additional certified training and is 
done by one of our Certified Nursing Assistants. 

Other programs, services and therapies may be 
available in your area, such as a hair cut, pet therapy, 
hand-crafted memory bears, and veteran-to-veteran 
companionship.

If you are interested in receiving volunteer support, 
let any Hospice Care Team member know. The team 
member will send your request to the Volunteer 
Program Manager who will try their best to place a 
volunteer in your home as soon as possible. Various 
factors will affect whether a volunteer can visit your 
home. We want to match up your need to the right 
volunteer. 

ALL volunteer requests are made through your 
Volunteer Coordinator. We ask that you make your 
request at least 3-5 days in advance. All volunteer 
services are based on volunteer availability and 
evaluation by team for appropriateness..

If you find that you are unavoidably delayed from 
returning in time for the volunteer to leave at their 
scheduled time, please call the home directly, or 
contact our Patient Services Line (available 24/7) so 
they may notify the volunteer of the delay, as the 
volunteer may have other appointments scheduled.

Since volunteers are providing a service on behalf 
of AdventHealth Hospice, they are not permitted to 
accept gifts, money or social invitations. However, each 
volunteer carries donation envelopes, should you like 
to donate to our Volunteer Department. They also are 
not permitted to give out their personal phone number.

Spiritual Care
Hospice chaplains are emotional and spiritual guides. 
They strive to fulfill the spiritual needs and desires 
of patients, caregivers and families. This is facilitated 
through intimate, confidential support, grief and 
pastoral counseling and crisis care.

Some patients and caregivers may find comfort 
in religious faith, language, rituals and symbols 
while others seek a more individualized spiritual 
perspective. Hospice chaplains can help individuals 
reconnect or maintain relationships with the religious 
communities of their choosing. Chaplains facilitate a 
deeper experience with the spiritual essence of being, 
meaning and purpose. They affirm the ultimate value 
of each and every life and assist with any unresolved 
issues.

Our chaplains provide support by creating a spirit of 
loving care and inner peace. Dealing with spirituality 
at the end of life may include finding strength to face 
one’s death or the death of a loved one or making 
meaning out of the life remaining. Hospice chaplains 
go on this journey with patients and caregivers, 
regardless of religious affiliation and without imposing 
any particular religious perspective.
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Being A Caregiver 
Caring for someone at the end of their life can be a 
privilege, a blessing and an honor. This is a selfless 
time, and caregiving is a gift that rewards both the 
caregiver and the patient. There is a sense of intimacy 
when serving your loved one at their most vulnerable 
time. These experiences, although difficult at times, can 
be meaningful in unexpected ways.

Primary care refers to the basic physical and emotional 
activities involved in meeting the regular daily living 
needs of your loved one at home. Primary Care may 
involve doing things such as:
•	 maintaining your loved one’s hygiene, nourishment, 

and use of medications.

•	 providing comfort measures such as preventing 
constipation and nausea, turning in the bed, skin 
care, oral care, bathing, and grooming.

•	 learning special skills or how to use medical 
equipment, supplies and techniques.

•	 administering medications to relieve symptoms.

But most important, it means being there for your loved 
one — to listen, to touch, to share and to care.
As part of the care team, we are here to support 
you.
We are here to help you overcome your limitations and 
work through your frustrations, and evaluate the need 
for respite and/or inpatient care if the need arises.

We will explain the progression of the illness, how 
the needs of your loved one will change, and how 
to respond as these changes take place. We work to 
help you anticipate these changes and implement 
procedures to keep them from becoming big problems 
or out-of-control situations.

Remember, the Hospice Care Team is on-call 
24/7 to help you during this special time.
The value of the gift you are providing to your loved 
one will make his or her remaining time on earth full of 
meaning, worth, dignity, and respect. In doing all you can 
do to facilitate your loved one’s comfort and peace, you 
are also giving yourself a great gift that will benefit you 
the remainder of your own life.

Preparing for Your Role as a Caregiver
Caregivers provide support to someone who needs 
help. It doesn’t matter how many hours per week are 
spent providing support. Caregivers may live with the 
person they are caring for, providing assistance with 
daily needs, or may visit the person weekly or call 

regularly. Being a caregiver involves an investment in 
time, energy and support.
Caregiving often comes with new responsibilities and 
unfamiliar tasks. The following information may help 
you with a current situation or prepare you for what may 
happen.
Decision Making – Has the person you are caring for 
told you their wishes for end-of-life care? In the event 
that you are asked to make or help make decisions it is 
important for you to talk about potential life-prolonging 
treatments. Advance directives are tools that enable 
people to write down their preferences on a legal form 
and appoint someone to speak for them if they are no 
longer able.
Community Resources – In addition to hospice, there 
may be other community resources that can help you 
and your family member or friend. Your local Area 
Agency on Aging, the Eldercare Locator and other 
organizations may offer services to ease your burden. 
These may include meals on wheels, caregiver training 
classes, transportation, friendly visitors and respite care 
so that you can have a break. Talk with your Hospice 
Social Worker to find out which resources would be 
most helpful for you.
Home Modifications – Home modifications include 
adapting the home to make it easier and safer for the 
person to be cared for in the home. Installing grab bars 
in the shower, a riser for the toilet or a wheel chair ramp 
by the front door are just a few examples of accessible 
home modifications. Your local durable medical 
equipment company (DME) or community organizations 
such as Centers for Independent Living or Area Agency 
on Aging may be able to assist you in finding a local 
organization to help.
Physical Comfort — It is important for you to ask your 
loved one if they are comfortable. We need to know if 
they are experiencing physical pain, breathing problems, 
confusion or other symptoms so that we can work to 
ease the distress. By communicating with the Hospice 
Care Team, pain medication and other therapies can be 
provided to achieve the best level of comfort.
Emotional and Spiritual Comfort — In addition 
to physical pain, your loved one may experience 
emotional and spiritual pain. They are experiencing 
many losses including the loss of control over their own 
life. It is important for you to continue to explain what 
is happening with his or her care, condition, and any 
other changes. Talk with your Hospice Social Worker 
or Chaplain to help you find resources for additional 
emotional and spiritual support.
Mealtimes — For people who are homebound, meal 
times can be pleasant social events, when you can be 
together and talk. If your loved one is confined to bed, 
you can sit and talk while he or she eats and bring your 
own, if appropriate. There are a host of eating utensils 
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and accessories that make eating easier for persons with 
disabilities. Consider having a vase of flowers (even if 
they are artificial) on the table. Open the curtains and let 
the sun shine in.
Entertainment, Entertaining and Travel — Participate 
in activities that your loved one will look forward to 
sharing with you and others as appropriate that can also 
enhance the quality of life of your loved one. 
•	 Check the TV listings and choose their favorite 

programs to watch each day rather than having the 
TV on nonstop.

•	 Get large print and audio books from the library and 
read or listen together.

•	 Check for special events that are low-cost or 
free. Invite a friend or family member to join you, 
preferably one who can drive or help you if your 
loved one uses a wheelchair or walker.

•	 Go out to lunch or the early bird specials at 
restaurants.

•	 Plan day trips to local places of interest. Again, invite 
a friend or family member to join you.

•	 If you have the room, invite friends or family member 
to come stay with you for a while in your home.

•	 Check colleges, religious organizations, and 
community centers for free courses and other 
activities.

•	 Get a computer with internet access to e-mail friends, 
venture to far-away places, learn about things that 
are of interest to your loved one.

•	 Many fraternal, religious, and social organizations 
have activities specifically for older people. This can 
be a great way to extend your circle of friends and 
supportive network.

•	 Talk to your Hospice Social Worker for more ideas 
and activities.

Some important questions to ask the team 
about providing physical care:
1.	 Lifting and Moving: Ask about proper techniques. 

“How can I protect my back while lifting and moving 
my uncle?”

2.	 Bedpans: Ask about the proper techniques for using 
and sanitizing. 
“How do I help my mother use a bedpan and how 
do I sanitize it?”

3.	 Pressure Ulcers: Ask about avoiding this health 
hazard. 
“How can I prevent my father from getting pressure 
ulcers or bed sores?

4.	 Incontinence: Ask about protecting the patient from 
discomfort. 
“How can I help my sister with her loss of bowel 
control or bed wetting?”

5.	 Skin Care: Ask about maintaining cleanliness and 
preventing dryness. 
“How can I help my brother take care of his skin so 
that it is clean and doesn’t become dry?”

How to Be an Effective Caregiver
The caregiving role may be something you’ve done 
most of your life or it may be a new experience. 
Regardless of your experience level, caring for a loved 
one with an incurable illness brings responsibilities and 
demands that may seem overwhelming at times.

Remember, you are not alone. Your Hospice Care Team 
is here to support you in your role as caregiver. We are 
here to help you learn how to care for your loved one, 
support you with information and resources, and help 
you work through any caregiving challenges. There are 
times when difficult decisions need to be made, and our 
team members are always available to help.

Listed below are a few helpful hints in regards to coping 
with stress and grief in your life. Please know our team 
is here to support you!

Take care of your body•	•	Eat an adequate amount of food and drink plenty of 
water.•	•	Get some exercise and fresh air every day.•	•	Allow yourself to sleep. If you cannot sleep, try to 
rest for your usual number of hours.•	•	Keep alcohol intake to a minimum.•	•	Take breaks physically and mentally.•	•	Try a few, slow breathing exercises to calm down/
relax.

Nurture yourself •	•	Take a warm bath or get a massage.•	•	Spend time in nature; it can be soothing and provide 
renewal.•	•	Ask for a hug, or give yourself one.•	•	Keep a sense of humor.•	•	Communicate your limits to those around you. It is 
okay to say no to the requests of others.•	•	Allow yourself to engage in activities that are 
pleasurable and life affirming (i.e. golf, movie, lunch 
with friends, etc.). This can help your ability to cope 
with stress.

Seek out and accept support 
Sometimes one of the hardest things to accept is help 
from others. Discover those who can really listen and 
be with you and focus on them.
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Do not be afraid to ask for assistance or delegate 
responsibilities. These are tasks others may be familiar 
with and able to accomplish more quickly. Make a list of 
internal and external resources. Use them now.

External resources may include:

•	•	Friends, family, church or social members. What can 
they do? What is their availability? 
- Are they good at organizing things? 
- Can they take care of the lawn or clean the  
  house? 
- Can they provide financial assistance? 
- Can they pick up medicine or run errands? 
- Can they listen to you when you need to talk? 
- Can they make phone calls? 
- Can they bring over a meal?•	•	Comfort items such as clothing, food, photographs, 
positive memories.•	•	Education materials such as books, movies, and 
websites.•	•	Support groups, social groups, spiritual groups/
communities.•	•	Discuss your needs with the Hospice Care team.•	•	Work Options. If you are a working caregiver, it is 
important to discuss your needs with your employer. 
Telecommuting, working from home, flextime, job 
sharing or rearranging your schedule can help to 
minimize stress. Increasingly, companies are offering 
resource materials, counseling, and training programs 
to help caregivers.•	•	Take a break from caregiving. Even if it is only 15 or 
20 minutes a day, make sure you do something just 
for you.

Internal resources may be:

•	•	Patience, faith, forgiveness (of others and self), 
meditation, positive memories, humor.•	•	The ability to say “no” and remind yourself that it is 
okay to minimize your activities to decrease stress. 
Feeling guilty about saying “No” to others can be 
stress-producing.

Organize •	•	Keep a narrative or visual journal on a regular basis. 
This can help “let the air out of the balloon” so 
you don’t feel as overwhelmed with the barrage of 
feelings and experiences. Allow yourself permission 
to express, validate, and explore what is happening 
for you.•	•	Recognize what has worked for you and what has 
not. You may need assistance exploring this, please 
contact your Social Worker if needed.

•	•	Write things down: questions to ask, tasks to 
complete, things that have happened, etc.•	•	Write down appointments, visitors, due dates, etc. 
You may want to color code appointments for ease 
in reading. Keep the calendar in one specific area for 
easy access by all caregivers.•	•	Use a folder or binder to keep track of papers. Deal 
with the papers as you get them by reading them, 
acting on them, filing them, or destroying them.

Respect ways others deal with grief, whether it 
is openly grieving or grieving privately•	•	It is important to maintain communication, to talk, 

cry and laugh together. It is also necessary for each 
person to grieve in their own way. Sitting together in 
silence can also be healing and bonding.•	•	Intuitive style (stereotyped as “female”) and 
Instrumental style (stereotyped as “male”) are both 
valid ways to express grief. The Intuitive griever 
needs to talk and release emotion. The Instrumental 
griever focuses on expressing their grief through 
doing things (e.g: artwork, house repair projects, 
etc.). Both are valid and will span genders.

Spirituality
Spirituality can be an important part of caregiving. It 
may help you rise above daily challenges and rebuild 
your strength. Set aside time for spiritual nourishment 
in any form that is meaningful to you. The hospice 
chaplain is available to help you realize your spiritual 
goals.

•	•	Seek out phrases, inspirational/spiritual writing, 
narrative passages that promote healing, stability, 
coping and strength.•	•	Keep them written in a place where you can visually 
be reminded and strengthened by them.

Take Care of Your Health
Get regular checkups and practice good preventive 
health care. By taking good care of yourself, you are 
indirectly taking care of your loved one. Discuss your 
needs, feelings, fears and concerns with your social 
worker. He or she is knowledgeable about the services 
offered by AdventHealth Hospice and community 
resources; and, can help you consider all your options 
so you can make informed decisions. Your social worker 
is also a skilled listener, counselor and may be able to 
help you with problem-solving a situation.

Understand Your Feelings
It is normal to experience strong feelings during this 
time. The following are some feelings that you may 
experience and ways to deal with them. You are not 
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alone. A member of the AdventHealth Hospice team is 
always available at any time to talk with you.

Feeling Overwhelmed
As a caregiver, it is normal to find yourself facing 
situations over which you have no control. This can be 
frightening and stressful. Plan as best you can and trust 
that things will be resolved.

•	•	Try not to make important decisions when you are 
upset. Give yourself time to calm down, even if you 
must leave the room. Take deep, calming breaths 
and then reconsider the decision.•	•	Prioritize your time. Make a list and check things 
off as you complete them. This can help give you a 
feeling of accomplishment and control.•	•	Learn to say ‘no’. Determine what your limits are, and 
don’t hesitate to let others know what you can and 
cannot do. This is not a form of selfishness, but an 
expression of self-love.•	•	Talk to someone you can trust to give you unbiased 
feedback. Your hospice social worker can be helpful.

Feeling Anger
You may be angry that your loved one is ill and 
can’t participate in activities. You may resent their 
dependence on you or the lack of understanding or 
assistance from others. You may feel angry over lack of 
personal time to do things for yourself. It is important to 
express your anger in an appropriate way before it gets 
worse.

Denying or repressing feelings of anger can result in 
resentment or being short-tempered. Discuss your 
feelings from your perspective. (For example: “When 
you say you’re going to help me and don’t show up, 
I feel like you don’t care.”) If your anger is based on 
frustration, beat a pillow, scream in your car, work in 
the garden, exercise or write down your feelings in a 
journal.

Feeling Fear
Your loved one may have symptoms you are not familiar 
with, or you may have questions about what to do or 
what to expect as the disease progresses. This may be 
frightening. Identify your fears and  write them down. 
When you have the opportunity, address these with 
your nurse or other team members.

Our AdventHealth Hospice team members are available 
by phone to help you work through any situation. You 
can reach them 24 hours a day at Patient Services Line.

Discuss your feelings of fear or anxiety with your social 
worker. They can teach you techniques to help lessen 
the intensity of these feelings. Sometimes talking it over 
with someone else may be all you  need.

Feeling Guilt
Guilt can come unexpectedly. It may result from 
conflicts in relationships or second-guessing decisions 
made about health care. Something innocently said by 
your loved one may trigger guilt. You may overreact to 
a situation and feel guilty about your reaction. If you’ve 
made a mistake or overreacted, apologize and forgive 
yourself.

Caregiver Burnout
It is common for people to feel overwhelmed when 
caring for a loved one. Below are some warning signs 
that may indicate that you need extra help or support. 
If you begin to experience some of the following 
symptoms, please discuss them with your social worker.

•	 Withdrawal from friends and family
•	 Loss of interest in activities you once enjoyed
•	 Feeling blue, irritable, hopeless or helpless
•	 Changes in appetite, weight or both
•	 Changes in sleep patterns
•	 Getting sick more often
•	 Feelings of wanting to hurt yourself or your  

loved one
•	 Emotional and physical exhaustion

Anticipatory Grief
Anticipatory grief is knowing a loss will come and 
mourning before it happens. When a loved one is dying, 
you have time to prepare, but you may experience 
symptoms of grief before the death has occurred. The 
intensity of the symptoms may  vary, and they may 
come and go. Not everyone experiences anticipatory 
grief or all its symptoms.

Symptoms Can Include:
•	 Depression
•	 Extreme concern for the dying person
•	 Crying
•	 Sense of helplessness
•	 Fearing continued uncertainty
•	 Denial
•	 Health issues such as fatigue, sleep loss and  

weight loss or gain

What You Can Do•	•	Acknowledge the joys and pleasures still available.•	•	Talk with a trusted friend or your social worker or 
chaplain.•	•	Give yourself permission to cry.•	•	Spend time on a hobby.•	•	Write your thoughts in a journal
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Managing Pain
Pain is the body’s alarm system. It tells us when 
something is wrong. When part of the body is hurt or 
injured, nerves in that area release chemical signals. 
Once these chemicals are released the pain is sent 
to other nerves that lead to the brain where they are 
recognized as pain. For example, if you touch a hot 
stove, pain signals your brain to make you pull your hand 
away. In this case pain protects you. 

Long lasting pain is different. While it still tells us 
something is wrong, it’s often difficult to relieve. 
Managing this kind of pain is important, because it can 
affect all aspects of your life. The pain signal helps us 
to find out what is wrong and get treatment for it, so 
it’s a natural and much needed response. You may not 
describe your pain the same way another person with 
the same pain would, so, to us, your pain is whatever 
you say it is.

Why do people react differently to pain?
People react differently to pain for several reasons:

•	 Physical reasons: The sensitivity of your own nervous 
system and the severity of your condition determine 
how your body reacts to pain. These factors determine 
whether your nerves will send or block pain signals.

•	 Emotional and Social reasons: Other factors that affect 
how you react to pain and how much pain you feel 
includes your fears and anxiety about pain, previous 
experiences with pain, energy level, and attitudes about 
your condition. The way people around you react to 
pain may also affect how you personally react to pain.

The Pain Control Plan 
Part of our plan of care for you is to control your pain. 
We will ask you to help us make the best choices for 
what relieves your pain. When you are comfortable, you 
are able to move around better, breathe deeper, eat 
more at meals, and participate in your care. All these 
things will help you. 

Communicating your pain to others
If you are feeling pain, you need to be able to describe it 
to those who are trained to help you. Some people find 
pain very hard to explain. Try to use words that will help 
others understand what you are feeling.

Your doctor and others caring for you need to know:
•	 Where you feel your pain
•	 What it feels like (sharp, dull, throbbing, steady)
•	 When the pain began
•	 What the intensity of the pain is (see pain scale on 

page 16)

"Our mother's last days 
passed with dignity, thanks 

to you. You helped keep our 
mom SAFE and comfortable."

— K.P.
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•	 What daily activities does it prevent you from doing
•	 What relieves your pain
•	 What makes your pain worse
•	 What have you tried for pain relief and how well it 

worked
•	 What have you done in the past to relieve other kinds 

of pain
•	 How often your pain occurs
•	 How long does the pain last?
After you have been given treatment for pain, your 
nurse will ask you to rate your pain again. This will give 
her/him an idea of how well the medication is working. 
If the pain is not under control or has returned too soon, 
let your caregiver know right away. Your treatment can 
be adjusted. Rating your pain will help you and your 
nurse make a plan for how often you will need pain 
medicine. 

Effects of Pain
Talk about your pain to those who can help you. You 
have the right to the best pain control you can get. 
Relieving your pain means that you can continue to 
do the everyday things that are important to you. 
Remember, only you know what you are feeling. 

This section may help you describe the effect pain has 
on you. Be sure that those caring for you know about 
them.

Symptoms that may accompany your pain:
• Nausea		  • Headache
• Dizziness		  • Weakness
• Drowsiness		  • Constipation
• Diarrhea		  • Perspiration
Ability to Sleep:
• Good			   • Fitful
• Poor			   • Can’t sleep

Desire to eat:
• Good			   • Some appetite
• Little appetite		 • Can’t eat

Emotional effects:
• Fear			   • Anger
• Depression		  • Crying
• Mood swings		  • Irritability
• Suicidal feelings

Lifestyle changes:
• Interpersonal relationships
• Ability to get around	 • Self-care activities

Medications
Medications related to your hospice care will be 
determined during your initial assessment. Your nurse 
will order all your hospice-covered medications.
•	 Urgent medications - may be ordered through a 

local pharmacy for you to pick up.

•	 Non-urgent medications - ordered and delivered to 
the patient’s home.

•	 Facility patients - medications will be ordered 
through the facility’s contracted pharmacy.

•	 Comfort Pack Medications - ordered for you, 
depending on your loved one’s needs, to be 
administered by you when your loved one is having 
pain or showing symptoms. Dosage information 
and administration instructions are located on each 
medication package.

If any of your loved one’s current medications are not 
related to his or her hospice diagnosis, your nurse will 
let you know. These medications can be obtained from 
your primary physician or specialist and picked up at 
your local pharmacy.

1.	 It is recommended to store all medications 
on the top shelf in the refrigerator.

2.	 DO NOT store medications in the 
bathroom, in heat or direct light.

3.	 Keep all medications out of the 
reach of children and pets.

Your loved one’s medication supply will be checked by 
your nurse on each visit, and reordered as needed. If 
by Thursday, you notice there is not enough medication 
for the weekend, notify us immediately by calling the 
Patient Services Line.

What You Can Do•	•	Give the medications as directed.•	•	Do not skip any long-acting dose of medication 
without permission from the nurse.•	•	Give the short-acting dose as directed (known as 
PRN or breakthrough dose) if your loved one is 
having pain. You may give the short-acting dose at 
the same time as the long-acting dose if your loved 
one is having pain. If pain continues, call our Patient 
Services Line (available 24/7).•	•	If activity causes pain, give your loved one a dose 
of short-acting medication about 15 to 30 minutes 
before doing the activity.•	•	Keep records of the pain medication given. This 
information is important to the doctor and nurse in 
making medication adjustments.
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•	•	Ask your nurse about other pain relief.

Notify Your Nurse if Your Loved One:
•	 has an increase or change in the severity of pain.
•	 has needed more than three doses of breakthrough 

pain medication in a 24-hour period.
•	 regularly has pain before the next dose of medication 

is due.
•	 is having any unpleasant side effects, such as 

confusion, nausea, vomiting, restlessness, inability to 
urinate, rash or itchiness, allergic reaction (shortness 
of breath, hives).

Giving Liquid Medications
Liquid medicine may be prescribed to make your loved 
one more comfortable. It will take the place of a pill that 
may have been more difficult to swallow. The liquid 
medicine can be placed in the mouth, against the inside 
of the cheek or under the tongue. The medicine usually 

starts working 15-30 minutes after taking it. The effects 
usually last a few hours. See page 19.

The medicine will come in a bottle. You will be given a 
specially marked syringe to administer the medicine. 
Your nurse will show you how to draw up the proper 
amount of liquid medicine to be given. 

Medication Safety Checklist
	☐ Maintain a current list of medications.

	☐ Advise your doctor and nurse of vitamins, herbal 
supplements and over-the-counter medications being 
taken.

	☐ Notify your nurse if your loved one has any allergies.

	☐ Do not stop, skip or change a dose without asking 
your nurse.

	☐ Do not crush or break any medications without 
consulting your nurse. Some medications, such as 
sustained release medications, should never be 
crushed because this is dangerous.

How to Assess Pain Level
An important goal of hospice care is to keep your loved one as comfortable as possible and control their 
pain level. The nurse will ask your loved one to rate his or her pain on a scale of zero to 10.

If your loved one is unable to verbalize his or her answer, the nurse may ask the caregiver to describe 
the patient’s actions, such as body language — restlessness, moaning or movement, anxiety, or facial 
expressions such as frowning or tension, which may indicate they are in pain.

For non-verbal patients who cannot self-report their pain level, the illustration below may also help them 
express the level of pain they are experiencing.

How to Use the Wong-Baker FACES© Pain Rating Scale
•	 Explain to your loved one that each face represents a person with either no pain (HAPPY) or with pain (SAD).
•	 Ask your loved one to choose the face that best describes how he or she is feeling.
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	☐ Do not give your loved one a double dose if a 
medication is forgotten.

	☐ Medications that have been discontinued or changed 
should be destroyed. (See page 20.)

	☐ Consider setting up a daily log or using a weekly 
pillbox. Your nurse can provide a pillbox and set up a 
medication list for you.

	☐ Keep medications out of the reach of children, pets, 
and unauthorized or disoriented persons.

	☐ Store medications away from heat or humidity.  
Do not keep them in the bathroom.

	☐ Limit or avoid alcohol use when taking prescription 
medications. There may be harmful effects from 
mixing alcohol and medications.

	☐ Do not leave medication in bottles at the bedside at 
night. If necessary, leave the correct dose out in a 
small cup.

	☐ Never take expired medications.

	☐ Call our Patient Services Line (available 24/7) if you 
have any questions about your medications.

Notify Your Nurse if:
•	 there are any new symptoms or side effects.

•	 the medication is not effective in managing 
symptoms.

•	 you become aware of a medication error.

•	 medication deliveries are damaged or have 
something missing.

•	 your loved one visits another doctor and receives a 
new medication order.

Alternative Methods to Help with Pain
Some of the most effective alternative methods used to 
alleviate pain include:

Distraction and Diversion
Changing thoughts or activities can help to lessen pain. 
By thinking or concentrating on something besides the 
pain, the pain loses some of its power. Things to try 
including:
•	 Change your activity. Move to a different room or 

place in the room.
•	 Listen to music. Concentrate on the sounds or words.
•	 Write in a diary or journal. Write letters, poems or 

stories.
•	 Watch television or movies.
•	 Read a newspaper, book or magazine.

•	 Take a walk or sit outside and enjoy nature.
•	 Play with or caress a pet.
•	 Play a game like cards or checkers.

Relaxation Breathing
•	 Sit or lie in a comfortable position with your feet 

uncrossed.
•	 Close your eyes.
•	 Take a deep breath and then breathe out slowly.
•	 Continue to breathe more deeply and slowly with 

each breath.
•	 While breathing out, think RELAX.
•	 Picture stress leaving your body with each breath out.

Relaxing Your Body
•	 Start with the relaxation breathing method.
•	 Feel your body become heavier with each breath.
•	 Think about your feet.
•	 Tighten your feet muscles as you breathe in.
•	 Relax your feet muscles as you breathe out.
•	 Repeat the tightening and relaxing.
•	 Think about your legs. Relax and tighten your leg 

muscles as you did your feet.
•	 Continue to tighten and relax each area of your body, 

moving up to your head. Start with your feet and 
move up to your legs, thighs, hips, stomach, chest, 
back, arms, hands and face.

Music Therapy
•	 Turn on the radio, play a favorite CD or start 

singing or humming a song. Feel and listen 
to the rhythms. Breathe in and out with the 
music’s slower tempo. Music may help to:

•	 Distract attention away from pain.
•	 Relax your loved one so they may 

sleep better or more deeply.
•	 Release pent-up feelings.
•	 Energize the body, spirit or emotions.

Massage
Touch is a very powerful tool. Massage may help a 
person feel more relaxed. It is also a way to help your 
loved one feel better while showing that you care. 

24/7 Poison Control Center 
1-800-222-1222
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Massage can reduce stress and anxiety, distract your 
loved one from thinking about pain, relax muscles and 
increase blood flow. To perform a light hand massage:
1.	 Wash your hands.
2.	 Remove your loved one’s rings, 

bracelets and watch.
3.	 Cup their hand between both of your hands. Hold 

gently for a few minutes to warm the hand.
4.	 Move your hand gently over their 

hand, as if you are petting a cat.
5.	 Continue this motion while gently talking 

or listening to relaxing music.
6.	 Gently stroke each finger.

Aromatherapy
Aromatherapy is the art of using fragrance from herbs, 
flowers, oils and trees to foster well-being. This can 
improve one’s emotional mood and state of mind. Types 
of aromatherapy include:
•	 Massaging skin with a scented body oil or lotion.
•	 Placing potpourri in a bowl at the bedside.
•	 Using a light room fragrance.
•	 Placing fresh flowers at the bedside.

Pain Myths and Facts
There are many myths about taking pain medication 
that you may have heard from family and friends. Strong 
medications that are narcotics, also called opioids, may 
be prescribed to help manage your pain. Knowing the 
facts will help you do what is best for your loved one.

1. Why should pain medication be used?
It is important that your loved one is comfortable and 
can function to his/her full potential. Also, not using 
pain medication and “toughing it out” may cause further 
health problems. When your loved one is in pain, he/
she is unable to move and function as well as. These 
changes may affect other areas of health and cause 
further discomfort.

2. How should medicine be taken?
The physician will prescribe the best dosage for pain 
control needs. It is recommended that medication 
is taken exactly as prescribed, so each dose will be 
effective before the previous dose loses its effects. This 
will keep the medication on an even level.

3. What are the types of pain medication that 
may be used?
The doctor and nurse will consider the type and 
intensity of pain to decide on the right pain medication. 
Mild pain is usually treated with acetaminophen, 
aspirin or ibuprofen. Moderate to severe pain may 

need a stronger pain medication such as morphine or 
oxycodone. Pain that involves the nerves and bones 
may need additional medications.

4. What are opioid medicines?
Opioids are medicines used to control moderate 
to severe pain. They are usually used when other 
medicines have not been effective. Opioids work by 
blocking the pain and help to provide comfort and 
relief. The most common opioids are morphine and 
oxycodone.

5. Is the use of opioids dangerous?
Any medication can be dangerous if not taken properly. 
Very large doses of opioids can slow down or stop 
breathing, so doctors adjust the dose of an opioid so 
that pain is relieved without affecting breathing. Other 
side effects of opioids are:

•	 Drowsiness: This is most noticeable the first 48 
hours after you start taking an opioids. Drowsiness 
will go away or decrease after the first few days.

•	 Sleep: You may see your loved one sleep a lot 
after the first dose of an opioid to relieve pain. Pain 
can also make you very tired; if he/she is getting 
relief for the first time in a long time, sleeping 
might be caused by a decrease in pain, which 
allows him/her to get much needed rest. This type 
of drowsiness will go away after he/she “catch 
up” on sleep. (Note: If your loved one is unusually 
sleepy or hard to awake the first few days after 
first taking an opioid, you should report this to your 
hospice nurse so that the dose can be reduced.)

6. What if my loved one continues to have pain/
side effects from the pain medication?
Please call our Patient Services Line (available 24/7) 
if your loved one’s pain worsens or if the current 
medication is no longer working. There is a nurse 
available by phone to address any pain management 
problems. Informing the hospice team about your loved 
one’s pain and other symptoms is critical when it comes 
to keeping him or her comfortable.

There are several things that can be done to prevent 
side effects. For example, a doctor can prescribe 
laxatives or a stool softener for patients on opioids 
to prevent constipation. Ask your nurse for more 
information if you experience side effects such as 
nausea, rash, sedation, etc.

7. The nurse will think I am a “complainer’’ if I 
ask for my pain medicine. 
By asking for your medication, you are becoming a 
partner in your pain control plan. We want you to feel 
free to ask for pain treatment and be as comfortable as 
possible.
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Measure the dose from the  
top of the black part of the plunger.
 
0.25 is halfway between 0.2 and 0.3.

Comfort Pack Syringes
Your Comfort Pack may contain two liquids which have a different type of syringe. Follow the directions on the 
medication bottle/package and store your Comfort Pack in the refrigerator. Use this guide to assist you.  
Call AdventHealth Hospice if the medication does not help symptoms within one (1) hour.

PLEASE NOTE: Sometimes medications are filled at a local pharmacy, such as Walgreens or CVS, and may come 
in different bottles with different syringes. If needed, ask your Nurse for assistance with administering these 
medications.

How to Take - Both liquids may be given by mouth or under the tongue.

1.	 Push the round plastic stopper all the 
way into the neck of the bottle until it is 
flush with the opening of the bottle. This 
will stay in the bottle permanently.

2.	 Make sure that the plunger on the syringe  
is depressed all the way down.

3.	 Insert the syringe into the small hole.
4.	 Flip the bottle and syringe upside down.
5.	 Pull back on the plunger to draw-up the 

prescribed amount of liquid medication.
6.	 DO NOT remove the syringe from the bottle until  

you’ve flipped the bottle with the syringe right-
side-up. (This will prevent spilling the medication)

MEDICATION: MORPHINE LIQUID
Commonly used for breakthrough 
pain and/or shortness of breath.

Check the bottle to make sure 
that the concentration is 20 mg/
mL. If this isn’t the concentration, 
your nurse will provide you with 
different instructions.

Measuring Liquid Morphine
THESE DIRECTIONS ARE ONLY FOR  
MORPHINE 20 MG/ML. The morphine syringe is  
labeled in both milliliters (mL) and milligrams (mg).

MEDICATION: HALOPERIDOL LACTATE LIQUID
Also known as Haldol, is  
commonly used for agitation 
and/or hallucinations.

Check the bottle to make sure 
that the concentration is  
2 mg/mL. If this isn’t the 
concentration, your nurse will 
provide you with different 
instructions.

Milliliters (mL) Milligrams (mg)

0.25 mL 5 mg
0.5 mL 10 mg
0.75 mL 15 mg
1 mL 20 mg

Measuring Liquid Haloperidol
THESE DIRECTIONS ARE ONLY FOR HALOPERIDOL 
LAC. 2 MG/ML. The haloperidol syringe is labeled in 
milliliters (mL).

Milliliters (mL) Milligrams (mg)

0.25 mL 0.5 mg
0.5 mL 1 mg
0.75 mL 1.5 mg
1 mL 2 mg
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Disposal of Sharps Container
If your loved one’s care requires needles and syringes, 
your nurse will provide you with a red plastic sharps 
container. Keep the sharps container out of the reach of 
children and pets. 

Place sharps (needles, syringes, lancets,razor blades) 
in a red plastic sharps container. Until you are able to 
obtain the recommended sharps container, follow the 
guidelines below provided by the U.S. Environmental 
Protection Agency (EPA):

Place needles, syringes, lancets, and other sharp 
objects into a hard plastic container with a screw-on top 
or other tightly securable lid, such as an empty bleach 
container or laundry soap bottle. Before discarding, 
reinforce the security of the top with heavy-duty tape. 
Extend the tape all the way down and around the 
bottle and lid. Do not put sharp objects in any container 
you plan to recycle. Do not use clear plastic or glass 
containers. 

There are many programs that provide convenient 
access for residents to dispose of this type of waste in a 
safe manner. Most programs consist of drop-off stations 
where residents can drop off a filled sharps container, 
and often receive a new one at minimal or no cost. 
Search for local disposal options at  
SafeNeedleDisposal.org
•	 When the sharps container is 3/4 full, or no longer 

in use, seal it and take the sealed container to the 
nearest location. 

•	 DO NOT dispose of needles or the red sharps 
container in your household trash or recycle bin.

•	 Never reach inside of the sharps container for any 
reason.

•	 Hospice employees may not remove or transport full 
sharps containers.

Disposal of Medications 
During the course of care, or at the time of death, it 
is AdventHealth Hospice’s policy (in accordance with 
Federal, State and Local guidelines, as well as the 
Medicare and Medicaid Programs) to ensure the safe 
disposal of controlled medications that are no longer 
needed. 

Once dispensed to the patient, medications are the 
patient’s personal property. Medications may not be 
transported by a hospice staff member or volunteer for 
destruction.

The Standard Operating Procedure at AdventHealth 
Hospice outlines the necessary steps to dispose 
of medication in order to be environmentally safe, 
prevent accidental ingestion and unauthorized usage 
(diversion).

Steps for Destruction of Pills and Liquids - 
Home Setting
•	 The nurse will provide education/instruction to the 

family representative on the process for destroying 
and disposing of the controlled medication(s).

•	 If the nurse destroys the medication, the nurse will 
document on the medication destruction form the 
drug, strength, and amount that will be destroyed.

•	 Family members may choose to refuse to destroy the 
controlled medications. The nurse will document in 
the medical record of the family member’s refusal.

•	 The nurse and/or family member will have the 
family representative witness the destruction of the 
medication(s) and sign the medication destruction 
form along with the nurse.

1.	 Remove medication from original container.  
To discard the container: eliminate all Protected 
Health Information (PHI) that can identify your loved 
one including patient’s name. This can be done with 
a black permanent marker or by scratching out.

2.	 Modify contents: Place pills in container and add 
a small amount of water to partially dissolve them 

Don’t have a sharps container? Put used sharps in a strong, plastic container.
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into a slurry. Mix slurry into cat litter, detergent, 
vinegar, coffee grounds, or flour to create a 
distasteful, pungent mixture in order to discourage 
consumption. 
Place in a sealed container (such as a sealable      
plastic bag or coffee can) and place in trash. Never 
mix medications with toxic chemicals or other 
products that may be harmful to humans if ingested 
or swallowed. Do not flush medications in toilet

3.	 Discard the container. Place the sealed/concealed 
container into the household garbage for municipal 
pickup. Do not place into the recycling bin

4.	 Liquid medications: Add directly to same items 
listed above to make slurry, and dispose.

Destruction of Fentanyl Patches® - Home 
Setting
For transdermal narcotic patches, fold in half (the 
adhesive sides together) and flush down the toilet.

Destruction of IV/SC Fluids - Home Setting
Contents of infusion bags can be disposed of in the 
toilet: hold bag over the toilet and cut the corner of the 
bag with scissors. Pour contents into the toilet and flush 
immediately.

The empty bag can be safely discarded in the 
household trash.

Safety & Preventive Care
Infection Prevention & Control 
One of the most important duties a caregiver has is 
infection prevention. Infections are caused by germs 
(bacteria or viruses) which can be dangerous for 
patients. Contagious infections can be spread to others 
including caregivers, family members and visitors. Here 
are easy things you can do to minimize the spread of 
infection. 

Personal Care Supplies
Your nurse will provide the following supplies to help 
you fight the spread of infection.

• Disposable gloves

• No-rinse foam

• Disposable bed pads

• Wash basin

• Skin protectant cream

Hand Hygiene and Washing
Hand washing is a vital part of preventing the spread of 
infection. Wash your hands thoroughly with antibacterial 

soap, rubbing your hands together for at least 20 
seconds. Rub between fingers and under fingernails. 
Dry hands with a clean paper towel or individual towel.

•	 If your hands do not look dirty, you can clean them 
with alcohol-based hand sanitizers. These products 
are useful for a variety of germs, but they will not 
kill germs that cause diarrhea; these germs are 
eliminated by washing your hands with soap and 
water.

•	 Wash hands before food preparation, serving or 
eating food or caring for others.

•	 Wash hands after: using the toilet, changing diapers, 
coughing, sneezing, blowing nose, touching pets, 
money, uncooked food, body fluids, or items 
contaminated with body fluids.

•	 Clean your hands before and after you use gloves

•	 Make sure team members clean their hands and 
wear gloves. They should wear clean gloves 
when touching wounds or other bodily fluids, and 
examining private areas. Don’t be afraid to ask them 
if they should wear gloves.

When to Wash Hands:  
“My Five Moments for Hand Hygiene”
These are moments during the care of your loved one 
when clean hands are essential for both your and your 
loved one’s health.

1. Before touching a patient
2. Before a procedure
3. After a procedure or exposure to body fluids
4. After touching a patient
5. After touching a patient’s surroundings 

Used with permission from the World Health Organization; Hand Hy-
giene Technical Reference Manual Patient Safety
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Gloves
Disposable gloves should be worn whenever you 
expect to touch bodily fluids or blood. Some common 
situations requiring gloves include:

•	 Changing a disposable brief

•	 Bathing the rectal or genital area 

•	 Mouth care

•	 Urinary catheter care

•	 Colostomy or ileostomy care

•	 Dressing changes or wound care

•	 Using a home glucose meter to test blood sugars

•	 Touching tissue paper used to cough or blow nose

•	 Bathroom assistance when contact with urine or 
feces is likely

•	 Bathing your loved one if there are open wounds

Waste Disposal
Feces, urine, blood, vomit and liquid waste should be 
flushed down the toilet.

Soiled items like gloves, tissues, disposable bed pads, 
adult briefs, dressings, bandages and catheters should 
be placed in a double-plastic bag and tied securely 
before being put in household trash containers.

If there is evidence of blood, put them in a double 
bag, and wet them with a Bleach Solution* of one (1) 
part household bleach to nine (9) parts water. Tie bags 
securely and place them in the trash.

Cleaning Guidelines 
High touch areas such as computer keyboards, bed 
rails, phones, remote controls, toys, toilet handles, light 
switches, and door handles have been proven to have 
a higher likelihood for transmitting contagious diseases. 
In contrast, although floors are known to be dirty they 
are not considered to be significant contributors in the 
transmission of disease. Since we use our hands to 
prepare food, clean or change wound dressings, and 
manipulate the items listed above, there is a greater 
emphasis on proper hand hygiene and frequent 
cleaning of these high touch items.

Tips to Prevent Infections
•	 Body fluids. Wearing gloves, wipe up spills from 

surface with paper towels and dispose in a plastic 
bag. Clean area with soap and water and wipe with 
paper towel. Apply bleach solution* to the area, let 

it set for 5 minutes and wipe dry with a paper towel. 
Wear utility gloves for household cleaning, vinyl or 
latex gloves when caring for people.

•	 Diarrhea or vomit. Use a bleach solution* to disinfect 
the area. Bleach will not work if the area is dirty. 
Bodily waste will need to be wiped away before 
disinfecting a surface with bleach.

•	 Clean toilet brushes, mops and sponges in bleach 
solution (see next section) for 5 minutes after use.

•	 Follow the manufacturer’s directions when using 
disinfectant products and sanitizing wipes. The 
effective use of disinfectants is dependent on the 
amount of time a surface is exposed to the chemical 
as specified on the container.

*Bleach Solution:
•	 WHILE WEARING GLOVES, mix one (1) part bleach 

with nine (9) parts water  
(1/4 cup bleach to 2 ¼ cup water).

•	 Store and label bleach solution in a dark/clear 
container in a dark closet.

•	 Mix fresh each day to ensure effectiveness.
IF YOU HAVE ANY QUESTIONS ABOUT INFECTION 
CONTROL, ASK YOUR NURSE FOR FURTHER 
INFORMATION.

Disinfectants
Use a household disinfectant spray or solution on 
surfaces touched by blood, urine or feces. Certain 
infections may require special cleaning procedures. 
If this is the case, your nurse will give you the proper 
instruction.

Bathroom
•	 Use liquid soap to bathe and wash hands. Change 

towels/washcloths daily.
•	 DO NOT share personal items, such as razors, 

toothbrushes, drinking utensils, combs, brushes, 
towels or washcloths.

•	 Clean and disinfect sink, toilet and tub weekly with 
standard cleaning product. Increase the cleaning 
frequency if someone is vomiting or has diarrhea.

Kitchen 
•	 Keep kitchen counters, floors, and equipment clean.
•	 Cover and refrigerate food promptly. Throw out stale/

spoiled food. Do not keep food out for over 2 hours 
at room temperature.

•	 Keep refrigerator set at 40 degrees or less; freezer at 
0 degrees or less.
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•	 Prepare foods safely; wash fruits and vegetables, 
use separate cutting boards for raw meats and other 
foods, use a separate spoon each time if tasting food 
while food is cooking.

•	 Thaw food in refrigerator and serve food at proper 
temperatures.

•	 Clean floors weekly and when spills occur. Pour dirty 
water down the toilet…NOT THE KITCHEN SINK.

Laundry and Clothing Care
•	 Wear gloves if laundry is visibly soiled with body 

fluids. Presoak fabric to reduce stains, wash 
separately with hot water, soap and bleach and dry 
on a high heat.

•	 Do not shake soiled laundry as shaking spreads 
germs in the air.

•	 Remove blood by soaking material in cold water, 
applying stain remover or hydrogen peroxide, and 
rubbing until the blood comes out.

•	 Disinfect linens or laundry by washing in hot, soapy 
water with one cup of bleach for large loads.

•	 Dry at the highest temperature available. If the item is 
not color fast, use non-chlorine bleach.

Bathing the Patient
If your loved one is well enough to shower, they 
should be encouraged to do so. A shower chair can 
be provided for safety and to conserve the patient’s 
energy. If your loved one is too weak to shower, a bed 
bath may be given. AdventHealth Hospice can provide 
a hospice aide to assist with bathing and to teach the 
family proper bed bathing techniques.

What You Need for a Bed Bath
•	 A basin of warm water
•	 Two or three washcloths, and bath towels
•	 Soap or body wash

How to Give a Bed Bath
1.	 If you have a hospital bed, raise it to waist height.
2.	 Remove your loved one’s upper-body clothing 

and cover them with the top sheet.
3.	 Place a towel under their head and shoulders 

to protect the sheets from getting wet.
4.	 Wash the face, neck, shoulders, arms and 

hands with a soapy washcloth. Rinse with 
a wet washcloth and dry with a towel.

5.	 Move the sheet down to the waist. Wash 
the chest, underarms and abdomen. Dry 
thoroughly, especially between folds of skin.

6.	 Cover the top half of your loved one’s body with the 
top sheet and remove their lower-body clothing.

7.	 Wash and dry the legs and feet. If your 
loved one is able, allow them to wash their 
genital area with a separate washcloth.

8.	 Cover your loved one with the top 
sheet and change the water.

9.	 Help your loved one turn onto their side.
10.	 Use the original soapy washcloth and wash 

their back and buttocks. If it is uncomfortable 
for them to lie on their side, they can 
sit up while you wash their back.

11.	 Dry thoroughly and help them put on clean clothes.

Caring for a Bed-bound 
Patient
Caring for someone who is confined to a bed can be 
physically challenging. It’s important as a caregiver 
to determine your limits and ask others for help. Your 
hospice aide can be scheduled to assist you if needed. 
There are several methods for moving a bed bound 
your loved one which include:

Draw Sheet
1.	 Use a flat sheet folded in half. This draw sheet 

should be placed under the patient from top of the 
head to approximately under the knee. 

2.	 The patient should be flat on their back when 
moving with the draw sheet. It is best to have one 
person on each side of the bed when repositioning 
with the sheet. 

3.	 Each person grabs the sheet around the shoulder 
area and at the kneecap area, close to the body. On 
the count of three, both people will lift and move 
the patient safely in bed. 

4.	 In a hospital bed it is sometimes helpful to put the 
head of the bed flat and to raise the foot of the bed 
as high as it will go. This allows gravity to help while 
moving the patient up in the bed.

Turning
Sitting or lying in one position puts constant pressure 
on sensitive skin, which can lead to painful bed sores 
(sometimes called pressure ulcers). Turning and 
repositioning a person from side to back, and to the 
other side, every few hours may help prevent bed 
sores. 

Utilize pillows to enhance comfort and positioning. 
Using a pillow tucked against the patient’s back and 
allowing them to tilt or lean into it creates more comfort 
and changes the areas of pressure. 
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In addition, using pillows between the knees, especially 
when side lying, also creates more comfort or using 
foam or pillows to elevate the heel or elbow off the bed 
reduces pressure as well.

Helping Your Loved One Stand
This technique can be used for helping your loved one 
out of a chair or off a bed. If he or she can bear weight, 
but are slightly unstable, a gait belt can help. (See page 
29)

1.	 If you have a hospital bed, lower the bed to the 
lowest position.

2.	 Help your loved one move to the edge of the bed 
or chair.

3.	 Stand with your knees on either side of their knees 
and keep your back straight.

4.	 Bend your knees to get down to their level.

5.	 Ask your loved one to place their hands around 
your waist or loosely around your shoulders and 
rest his head on your shoulder. Grab around his 
waist.

6.	 Begin with a rocking motion and, on the count 
of three, pull your loved one up with you as you 
straighten your legs. Do not attempt to lift him or 
her by straightening your 
back as this can cause back 
strain.

7.	 Make sure your loved one is 
steady before releasing him 
or her.

Re-positioning Your Loved 
One in Bed (a-c)
It is important to turn a bed-
bound patient frequently to 
prevent skin breakdown or the 
development of bedsores. Your 
nurse will advise you as to which 
positions are best for your loved 
one.

Some of the most common 
positions include:

45-degree angle — sitting 
up in bed with the head at a 
45-degree angle.

Flat on back — lying flat on the 
back with one or two pillows 
supporting the head.

Flat on stomach — lying on the stomach with the head 
turned to the side and arms flexed at the elbow. Pillows 
support the head, chest and lower legs.

Flat on the stomach with one side bent — lying on the 
abdomen with one leg and arm bent. The leg and arm 
that are bent are both supported by a pillow.

Side with pillows — lying on the side with a pillow 
under the head. A pillow is also supporting the upper 
leg that is slightly flexed. Another pillow is in front of 
your loved one supporting their upper arm.

Moving Your Loved One from Bed (2-7b)
Use this technique to move a your loved one from a 
bed into a chair, bedside commode or wheelchair.

1.	 If you have a hospital bed, lower the bed to the 
lowest position.

2.	 Position the chair at the head of the bed. Angle the 
chair 45 degrees, toward the bed. Make sure the 
closest side of the chair touches the bed. If moving 
your loved one to a wheelchair, lock the wheels.

3.	 If your loved one is strong enough, have him or her 
put one hand on the chair arm and the other on the 
bed, pushing up to stand.

4.	 If your loved one is too weak, follow steps 1-6 of the 
“Helping Your Loved One Stand” procedure.
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5.	 Support your loved one while he or she takes small 
steps, turning around slowly until the has reached 
the correct position to be seated.

6.	 Have your loved one back up until the chair is 
hitting the backs of the legs.

7.	 Your loved one should be holding you around the 
waist or shoulders with his or her head resting on 
your shoulder. Hold his or her waistband or put your 
hands behind their back and gently lower them into 
the chair, keeping your back straight and bending 
your knees if necessary.

Moving Your Loved One to the Head of the Bed
1.	 If you have a hospital bed, raise it to waist 

height. Make sure the wheels are locked.

2.	 Fold a flat sheet in half.

3.	 Stand at the side of the bed. If using a hospital bed, 
raise the side rail on the opposite side to ensure 
your loved one does not roll off the bed.

4.	 Roll your loved one away from you and place the 
flat sheet lengthwise so that it extends from mid-
thigh to above the head. Center the sheet in the 
middle of the bed. Roll up the excess along the 
length of the body.

5.	 Raise the side rail on your side of the bed. Move to 
the opposite side of the bed.

6.	 Roll your loved one away from you over the sheet. 
While holding him, reach under the buttocks and 
back, and pull the draw sheet through. Extend it to 
the edge of the bed.

7.	 If you have a hospital bed, lower the head and raise 
the foot of the bed slightly.

8.	 Stand behind your loved one at the head of the 
bed. Hold the sheet firmly with two hands, bend 
your knees and pull the sheet toward you. Your 
loved one will move on the sheet toward the head 
of the bed. You may remove the sheet or leave it on 
the bed.

Moving Your Loved One to the Head of the Bed 
with Two People
Follow steps 1-7 of the “Moving to the Head of the Bed” 
procedure.

After placing the sheet under the patient, have one 
person stand on each side of the bed. Roll the folded 
sheet up and hold firmly. Both people will lift the sheet 
at the same time, moving your loved one up in the bed.

Moving Your Loved One Sideways on the Bed
Follow steps 1-6 of the “Moving to the Head of the Bed” 
procedure.

Lower the head of the bed. From the side of the bed, 
hold the folded draw sheet firmly and pull toward you. 
Your loved one will move across the bed toward you. 
Place your loved one in a comfortable position.

Changing the Sheets (Top-to-Bottom)
1.	 If you have a hospital bed, raise it to waist height. 

Make sure the wheels are locked.

2.	 Sit your loved one up and roll the used bottom 
sheet down to the base of his back, tucking it under 
the buttocks.

3.	 Tuck the new bottom sheet under the head of the 
bed and extend it down to the base of the back and 
buttocks, rolling it up and pressing it next to the 
used sheet.

4.	 Lie your loved one down and lower the head of the 
bed. Lift his buttocks off the bed.

5.	 Pull the used sheet downward and off. Now pull the 
new sheet downward buttocks and legs toward the 
bottom of the bed, tucking it in.

Changing the Sheets (Side-to-Side)  
(Steps 1-8 on next page)
1.	 First, lower the head of the bed if it is raised. If you 

have a hospital bed, raise it to waist height. Make 
sure the wheels are locked.

2.	 Raise the side rail on the opposite side of the bed. 
If someone is helping, have him or her stand on the 
other side of the bed.

3.	 Turn your loved one onto his side facing away from 
you. Make sure he can’t roll off the bed.

4.	 Pull out the edge of the used bottom sheet from 
under the mattress. Roll it toward the patient’s back 
and tuck it under the back and buttocks.

5.	 Place the new bottom sheet on the bare mattress. 
Center the sheet. Tuck the excess on your side 
under the mattress. Gather the part of the sheet that 
will cover the other half of the bed into a roll along 
the patient’s back and buttocks. Press this roll under 
his back and buttocks next to the roll of the used 
sheet.

6.	 Raise the side rail on your side of the bed. Turn your 
loved one toward you over the two rolls of sheets. 
If you do not have a side rail, make sure your loved 
one does not roll off the bed.

7.	 Move to the opposite side of the bed and reach 
under the patient’s back and pull out the used 
sheet, rolling it up to go in the laundry. In the same 
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way, spread out the new sheet and tuck in 
the excess under the mattress.

8.	 Finally, position your loved one comfortably 
on his side or back.

Preventing Pressure Wounds 
Pressure wounds, or bed sores are caused by 
one who stays in the same position, like sitting 
or laying, without moving. Pressure wounds can 
look like a red area over a bony body part or 
an open wound. Risk factors that increase the 
chance of pressure wounds include:

1.	 Staying in bed, a chair or a wheelchair for 
long periods of time.

2.	 Being unable to move or change positions.

3.	 Not able to control urine and/or stool and not 
able to stay clean and dry.

4.	 Not eating well.

As a caregiver, you can minimize the risk of skin 
breakdown by:

•	 Looking at your loved one’s skin daily.

•	 Using lotion or moisturizer to prevent dry skin.

•	 Changing body positions every few hours.

•	 Using a special pressure-relieving pad over 
the mattress.

•	 Keeping linens dry.

If your loved one is confined to a chair or 
wheelchair:

•	 Change how he/she sits every 15 minutes.

•	 Utilize a special cushion to decrease pressure. 
Do not use a donut-shaped cushion.

•	 Have him/her lift their body to move rather 
than dragging to change positions.

If your loved one is unable to move or change 
positions:

•	 Help him/her change positions every few hours.

•	 Use pillows to keep boney areas like knees and 
ankles from touching each other, the bed or the chair.

•	 Put pillows under legs lengthwise when in bed to 
keep heels off the bed.

If urine or stool cannot be controlled in order to stay 
clean and dry:

•	 Help keep the skin clean and dry as soon as 
possible.

•	 Use pads or panties to soak up urine.

•	 Use ointment or a barrier cream, such as A&D,  
zinc oxide, or Clean ‘N Moist, to protect skin before it 
gets wet.
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Home Safety  
Checklist &  Tips
Stairways, Hallways, and Pathways have:•	•	Good lighting and free of clutter.•	•	Firmly attached carpet, rough texture, or abrasive 

strips to secure footing.•	•	Tightly fastened handrails running along stair with light 
switches at top and bottom.

TIP: Outline the edges of steps with bright paint or 	
tape to make the steps easier to see.

Bathrooms have:•	•	Grab bars conveniently located in and out of tubs, 
showers, and near toilets.•	•	Non-skid mats, abrasive strips, or carpet on all 
surfaces that may get wet.•	•	Night lights.•	•	Electrical cords placed away from sinks and tubs.

TIP: Towel racks will not support body weight – DON’T 
use to steady yourself!

Bedrooms have:•	•	Night lights or light switches within reach of the bed.•	•	Easily reached telephone.
TIP: Place frequently used clothing and other items where 
you can reach them easily.

Living Areas have:•	•	Electrical cords and telephone wires placed out of 
walking paths.•	•	Oxygen tubing not crossing walking paths.•	•	Rugs well secured to the floor.•	•	Furniture and other objects arranged so they are not 
in the way and are at the proper height to get into 
and out of easily.

TIP: Avoid climbing on stepladders or chairs for items out 
of your reach.

General Safety Tips•	•	Wear supportive, rubber-soled, low heeled shoes. 
No smooth soled shoes, slippers or only socks on 
stairs or waxed floors.•	•	Keep a flashlight handy in case of power failure with 
spare batteries nearby.•	•	Use non-slip strips or a rubber mat in the tub.•	•	Install timers, “clap-on” or motion sensors on your 
lights.•	•	Keep emergency numbers by the phone.

Medical Equipment Safety
The company that supplies your medical equipment 
should instruct you in the safe use of your equipment. 
Your Hospice Care Team can provide further 
instructions.

•	•	If you have any questions, or need assistance, ask 
your nurse or call the company that supplied the 
equipment.•	•	If equipment is not operating properly, call the 
equipment company immediately.•	•	Never use extension cords on medical equipment, 
unless approved by the medical equipment company.•	•	Keep the phone number to the medical equipment 
company by your phone.•	•	Replace worn tips on your walker or cane.

Fire Safety•	•	Make an escape plan, in case of a fire — and 
practice it!•	•	Keep at least one fire extinguisher within easy reach; 
make sure it is not expired.•	•	Use smoke detectors. Keep them in working order. 
Check batteries monthly; change twice a year.•	•	Never smoke in bed.•	•	Never smoke when oxygen is in use.•	•	Use extra precautions with space heaters. Never 
“tip” them. Keep them away from curtains, 
bedspreads, etc.•	•	Inspect electrical wiring for defects.•	•	Never overload extension cords.•	•	Keep electrical appliances away from water. Do not 
use if cords are frayed or worn.•	•	If your loved one is confined to bed or requires 
assistance to evacuate… notify your local fire 
department of your limitations for their special needs 
records.

Fall Prevention 
Factors contributing to falls include: dementia, 
confusion, high/low blood pressure, problems with 
hearing, vision or balance, ear infections, decreased 
sensation in feet, medications, alcohol, arthritis/
stiffness, muscular weakness, and fear. There are a 
host of measures you can take to make your home 
safer during the care process.

Tips to Prevent Falls•	•	Remove loose rugs or secure them to the floor.
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•	•	Keep halls and pathways clear of furniture, toys, etc.•	•	Help your loved one rise slowly after sitting or 
sleeping.•	•	Be aware of changes in terrain (i.e. going from 
carpeting to tile, sidewalks to gravel, uneven 
walkways, etc.)•	•	Be aware of your pet(s).•	•	Always lock the wheels of a wheelchair or hospital 
bed before your loved one gets in or out.•	•	Use a night light in rooms, halls and bathrooms.•	•	Give your loved one a bell, baby monitor or noise 
maker to call you.•	•	Notify the Hospice Nurse if your loved one 
experiences dizziness or confusion from 
medications.•	•	Bowel or bladder incontinence may cause your 
loved one to rush to the bathroom, increasing the 
risk of a fall. Discuss using a bedside commode with 
your Hospice Nurse to alleviate such a risk.•	•	Oxygen tubing, catheters and IV tubing can increase 
the risk of a fall. Ask your loved one to request help 
when getting out of bed or walking to avoid tripping.•	•	Installation of grab bars in the bathroom can 
significantly reduce your risk of falling.

If your loved one becomes weak or unsteady, ask the 
nurse about helpful equipment such as:

•	 Elevated toilet seats
•	 Bedside commodes
•	 Walkers
•	 Wheelchairs
•	 Non-slip shower booties
•	 Bed alarms
•	 Hospital beds
•	 Non-skid slippers
•	 Shower chairs
•	 Gait belts

Equipment and Supplies
Hospital Beds
There are times when a hospital bed can be extremely 
useful to help keep your loved one more comfortable. If 
there is room, a hospital bed may be setup next to the 
spouse’s bed. If more space is needed, it often works 
well to put the bed in a den or living room. Your nurse 

will advise you where to set-up the hospital bed in your 
home.

Advantages of Using a Hospital Bed
•	 Adjusting the height of the bed helps your loved one 

get in and out easily.

•	 Our beds provide a pressure-relieving mattress

•	 Adjusting the bed to waist height can help caregivers 
avoid back strain.

•	 Your loved one can hold on to the side rails when 
turning from side to side.

•	 The head of the bed can be raised, making eating 
and breathing easier.

Tips for Using the Hospital Bed•	•	The hospital beds must be plugged into a grounded 
electrical wall outlet. •	•	Do not use extension cords or an outlet that is being 
used to power other major appliances. •	•	If you don’t have a three-prong outlet, we can 
provide an adapter.

Fully Electric Hospital Beds
The fully electric bed has a hand control with multiple 
buttons. Use only one function at a time.

•	 In the event of a power outage, a hand crank is 
located at the foot of the bed to adjust the height of 
the bed. If a power outage is anticipated, be sure to 
put the bed in a comfortable position before power is 
lost.

•	 Always make sure the wheels are locked on each 
end of the bed. This can be accomplished by 
stepping on the small extensions protruding from 
each wheel.

•	 The bed has partial side rails, which have been 
proven to be safer than full rails. Our staff will 
demonstrate how to properly use the side rail bar.

•	 To avoid injury, do not attempt to disassemble or 
move the bed. Only our home medical equipment 
staff is authorized to do this.

Notify your nurse if the bed:
•	 makes unusual sounds or malfunctions.

•	 needs to be moved.

Bed Safety Rails
Patients who have problems with memory, sleeping, 
incontinence, pain, uncontrolled body movement, or 
who get out of bed and walk unsafely, must be carefully 
assessed for the best ways to keep them from harm, 

AdventHealth Hospice 28



such as falling. Although not indicated for this use, bed 
rails are sometimes used as restraints. 

AdventHealth Hospice only uses half-bed side rails 
because they are easier to navigate for getting in and 
out of bed compared to full-length rails. This type of rail 
offers some support and safety for patients while still 
allowing them some freedom of movement. 

Benefits and Risks of Bed Rails 
Benefits may include:

•	 Aiding in turning and repositioning within the bed.
•	 Providing a hand-hold for getting into or out of bed.
•	 Providing a feeling of comfort and security.
•	 Reducing the risk of patients falling out 

of bed when being transported.
•	 Providing easy access to bed controls 

and personal care items.

Risks may include:

•	 Strangling, suffocating, bodily injury or death when 
patients or part of their body are caught between 
rails or between the bed rails and mattress.

•	 More serious injuries from falls when patients climb 
over rails.

•	 Skin bruising, cuts, and scrapes.

•	 Inducing agitated behavior when bed rails are used 
as a restraint.

•	 Feeling isolated or unnecessarily restricted.

•	 Preventing patients, who are able to get out of bed, 
from performing routine activities such as going to 
the bathroom or retrieving something from a closet.

Meeting Patients’ Needs for Safety 
Most patients can be in bed safely without bed rails. 
Consider the following: 

•	 Use beds that can be raised and lowered close to 
the floor to accommodate both patient and health 
care worker needs.

•	 Keep the bed in the lowest position with wheels 
locked.

•	 When the patient is at risk of falling out of bed, place 
mats next to the bed, as long as this does not create 
a greater risk of accident.

•	 Use transfer or mobility aids.

•	 Monitor patient frequently.

•	 CAUTION: Do not store anything under the bed.

•	 Anticipate the reasons patient gets out of bed such 
as hunger, thirst, going to the bathroom, restlessness 
and pain—meet these needs by offering food and 
fluids, scheduling ample toileting, and providing 
calming interventions and pain relief.

Which Ways of Reducing Risks are Best? 
A process that requires ongoing patient evaluation and 
monitoring will result in optimizing bed safety. Many 
patients go through a period of adjustment to become 
comfortable with new options. Patients and their families 
should talk to their hospice care team to find out which 
options are best for them. 

When bed rails are used, perform an on-going 
assessment of the patient’s physical and mental 
status; closely monitor a high-risk patient. Consider the 
following:

•	 Lower one or more sections of the bed rail, such as 
the foot rail.

•	 Use a proper size mattress or mattress with raised 
foam edges to prevent patients from being trapped 
between the mattress and rail.

•	 Reduce the gaps between the mattress and side rails.

Gait Belts
A gait belt may be used to help move your loved one 
from one place to another, and to hold them up while 
they walk. 

The belt fits around their waist, giving you something to 
hold onto to keep them from falling. It also decreases 
the chance of you hurting your back while helping your 
loved one move or walk.

How to Use a Gait Belt
1.	 Put the belt around the waist of your loved one. It 

should go over clothing with the buckle in front. 
If your loved one is female, be sure the belt is not 
over her breasts.

2.	 Thread the belt through the teeth of the buckle and 
then through the other two openings to lock it.

3.	 Be sure the belt is snug with just enough room to 
get your fingers under it.

4.	 Prevent injuring your back by adhering to the 
following procedures:

5.	 Bend your knees and keep your back straight.

6.	 Lift using your arm and leg muscles. Do not use your 
back muscles.
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7.	 Do not twist your body while moving or lifting a 
person.

Shower Chairs
If your loved one is weak or unsteady on their feet, 
a shower chair is a helpful tool when it comes to 
showering. There are a variety of shower chair styles. 
Your nurse can help you determine which style is best 
for your loved one.

Bedside Commodes
To limit the risk of falling, place a bedside commode 
at the head of the bed if your loved one is weak or 
unsteady on their feet.

Tips for Using a Bedside Commode
1.	 Adjust the height of the commode by pushing the 

buttons on the sides of the legs. Your loved one’s 
feet should rest squarely on the floor once seated.

2.	 Place a small amount of water in the bucket before 
each use.

3.	 When transferring your loved one to the commode, 
put both hands on the arm rests and push straight 
down to prevent tipping.

4.	 After each use, empty the removable bucket into 
the toilet using gloves and clean with a disinfectant 
spray or disposable wipes.

Over-Toilet Commodes
A low toilet can be difficult for your loved one to use 
if they are weak. An over-toilet commode raises the 
height and can include handles for ease of use. It is 
possible to order an over- toilet commode for use in the 
bathroom, as well as a bedside commode if needed.

Tips for Using an Over-toilet Commode
1.	 When transferring your loved one to the commode, 

put both hands on the arm rests and push straight 
down to prevent tipping.

2.	 After each use, put gloves on and clean with a 
disinfectant spray or disposable wipes.

Adult Incontinence Briefs
If your loved one becomes weak, he or she may 
lose control of their bladder and bowel. It may be 
appropriate to use a disposable adult incontinence brief 
at this time. 

The brief provides a way to keep your loved one and 
the bed dry and clean. It may be difficult for both you 
and your loved one to start using the briefs, since it 

represents a loss of independence. However, briefs 
help minimize work for the caregiver and the spread of 
infection.

Supplies You Will Need•	•	Disposable gloves•	•	Incontinence brief•	•	Washcloth or disposable incontinence wipes•	•	Waste disposal container•	•	Towel•	•	Mild soap and water•	•	Moisture barrier protective cream•	•	Disposable bed protector

How to Put on an Adult Incontinence Brief
1.	 Put on gloves.

2.	 Explain to your loved one what you plan to do and 
give them instructions throughout the process.

3.	 If using a hospital bed, raise the bed to waist height. 
Raise the side rail on the opposite side of the bed. 
Turn your loved one on his or her side, away from 
you, making sure they do not roll out of bed.

4.	 If necessary, cleanse the rectal and buttocks area 
thoroughly from front to back. Remove all stool, 
urine or skin care products from the skin using a wet 
washcloth or disposable incontinence wipes.

5.	 Apply moisture barrier protective cream to the area.

6.	 Remove gloves if soiled and put on new ones.

7.	 Open the brief and position the end with the tabs 
at your loved one’s lower back. Extend it over the 
buttocks with the brief centered. Pull the front of the 
brief between the legs.

8.	 Turn your loved one back toward you, onto his or her 
other side.

9.	 Find the end of the brief under the buttocks and pull 
it through firmly so that the brief is extended.

10.	 Position your loved one on his or her back and 
pull up the front of the brief and smooth over the 
stomach. Open the tabs so the adhesive is exposed 
and pull the side tabs across the stomach toward 
the center. Fasten the adhesive tabs to the plastic 
surface on both sides.

11.	 Remove gloves and wash your hands.

12.	 The brief has a line in the front that changes color 
when urine contacts it. Check every two hours and 
change as necessary.
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Urinary Catheters
Sometimes a catheter may be used for incontinence if 
there is skin breakdown or urinary retention. Catheters 
are not routinely changed, since this can increase the 
risk of infection.

Your Hospice Nurse can explain the pros and cons of 
using a urinary catheter, and help you determine the 
best plan of action. Catheters are available that attach 
to your loved one’s leg or to the bed.

How to Use a Urinary Catheter
1.	 Clean the area where the catheter is inserted 

with soap and water. Always wipe from where the 
catheter is inserted outward, away from the patient. 
Rinse well. Do not use powder.

2.	 If your loved one is mobile, the catheter can be 
secured to the upper thigh with a Velcro leg band 
that your nurse can provide.

3.	 Make sure the tubing to the drainage bag doesn’t 
get kinked.

4.	 Always keep the drainage bag below the bladder. 
The bag can be hooked onto the bed frame or onto 
your loved one’s lower leg, if using a leg bag.

5.	 Do not lay bag on bed.

6.	 At least twice a day, empty the drainage bag 
through the spout on the bottom into a container 
that can be taken to the toilet to pour out. 
Remember to use gloves and to recap the drainage 
bag. Do not let the drainage spout touch surfaces.

Notify your Hospice Nurse if:
•	 there is cramping or pain in the bladder area.

•	 there is leaking around the catheter.

•	 no urine is draining into the bag.

•	 there is a significant change in the appearance or 
amount of urine in the bag.

•	 the catheter comes out for any reason. Accidental 
pulling on the catheter may cause pain. If pulled 
hard enough, the catheter may come out, causing 
bleeding.

Canes and Walkers
Canes and walkers help your loved one maintain 
independence. Your nurse will determine the correct 
equipment for their needs and provide instruction for 
safe use.

Cane Use
•	 Canes must be used in the hand opposite the 

affected leg, regardless of which hand your loved 
one prefers to use.

•	 Your loved one should move the cane and the 
affected leg forward at the same time, bearing weight 
on the stronger leg.

•	 Once the cane is firmly placed, move the stronger leg 
forward.

•	 Quad canes (canes with four short feet extending 
from a flat base) have one flat side and one side that 
extends. The flat side must always be held closest 
to the body of the patient. Make sure the locking 
mechanism is secured.

Walker Use
•	 Instruct your loved one to lift the walker and place 

it forward so the rear legs of the walker are a few 
inches ahead of their feet.

•	 Take one step forward so the affected leg is even 
with the rear leg of the walker. The other leg is then 
brought forward and placed beside the extended 
foot.

•	 Your loved one should follow slightly behind the 
walker and should not step into the front of the 
walker. This may cause a loss of balance.

•	 Your loved one should not raise the walker off the 
ground and take multiple steps.

•	 Before using the seat of a four-wheel walker, make 
sure the brakes are in the locked position.

•	 When using the rollator in a stationary position, 
the hand brakes must be locked on the four-wheel 
walker.

General Safety for Canes and Walkers
•	 The height of the handgrip should be above the wrist 

when standing straight, providing a slight bend in the 
elbow.

•	 Do not allow your loved one to use the walker to pull 
up from a sitting position.

•	 Do not allow your loved one to go up or down steps.

•	 Remove rugs that are not tacked down.

•	 Assist your loved one when walking over uneven 
surfaces.

•	 Notify your Hospice Nurse if the equipment is not 
working properly.
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Oxygen Equipment
Oxygen Safety Tips

DO NOT ALLOW ANYONE SMOKE IN THE 
SAME ROOM WHERE AN OXYGEN TANK OR 

CONCENTRATOR IS USED.  
FIRES HAVE OCCURRED AND PATIENTS  

HAVE BEEN BURNED.

•	 Place a “No Smoking” sign on the front door of 
your home. One should be provided by the medical 
equipment supply company.

•	 If you are traveling in a car with an oxygen tank, do 
not allow anyone to smoke in the car.

•	 Oxygen must always be secure. Keep it in a place 
where it will not get knocked over.

•	 When traveling in a car, wrap the tank in a blanket so 
it will not roll.

•	 Before storing an oxygen tank, make sure the tank is 
shut off with the plastic key.

•	 Do not use electric razors, hair dryers or any electrical 
equipment when the oxygen is on.

•	 Do not use flammable products such as aerosol 
sprays, rubbing alcohol, paint thinners or other oil-
based lubricants near oxygen.

•	 Do not use petroleum jelly to moisten your loved 
one’s lips or nose when using oxygen. If needed, use 
a water-based lubricant.

•	 Do not place the tubing under furniture, bed covers, 
carpets, clothing or other items that can kink the 
tubing and prevent oxygen flow.

•	 Remind the your loved one, family and friends of the 
location of tubing to avoid tripping and falls.

Notify your nurse if:
•	 the oxygen tank is at 25% or less.

•	  there are any concerns about the equipment working 
correctly.

Oxygen Concentrators
This electric machine concentrates oxygen from the air 
in the room and delivers it to your loved one. 

How to Use the Oxygen Concentrator
1.	 Plug the concentrator into a grounded electrical 

outlet. Do not use an extension cord or a multi-plug 
adapter.

2.	 The concentrator should be placed at least 12 to 24 
inches away from walls, furniture, curtains, etc.

3.	 It can be placed outside your loved one’s room.

4.	 A short alarm will sound when you turn on the 
concentrator, letting you know the oxygen is flowing 
properly. You should notice bubbling in the bottle if 
a humidifier is present.

5.	 Check the flow rate on the concentrator and make 
sure the metal ball rises to the correct level. Turn 
the dial until the metal ball is at the correct rate. Do 
not change the flow rate unless you have talked to 
the doctor or nurse.

6.	 Our home medical equipment technician 
will provide the correct amount of tubing to 
accommodate your loved one’s independence. 
Observe safety precautions to avoid tripping and 
falls.

7.	 If the oxygen flow is greater than 2 liters, your 
nurse may recommend using a humidifier bottle to 
moisten the air.

Caring for the Oxygen Concentrator Equipment
•	 To fill the humidifier bottle, turn the concentrator off. 

Unscrew the bottle from the humidifier lid. Pour in 
distilled water to the fill line. Distilled water can be 
purchased at the grocery store in gallon jugs.

•	 Clean the bottle daily. Turn the concentrator off and 
unscrew the humidifier bottle from the lid. Discard 
any remaining water. Wash the bottle with liquid soap 
and tap water. Rinse well with white vinegar. Refill the 
bottle with distilled water to the fill line. Screw the 
bottle on tightly and turn the concentrator on. Make 
sure the water is bubbling.

•	 The bottle should be changed at least once a month 
if oxygen is used continuously.

•	 The nasal cannula should be changed once a week if 
it is used continuously.

•	 The oxygen tubing should be changed once a month.

Troubleshooting•	•	To check the oxygen flow, feel the ends of the 
cannula or place the nasal cannula in a glass of 
water. If bubbles come from the cannula, oxygen is 
flowing.
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•	•	If it appears the oxygen is not flowing, check the 
tubing for kinks.•	•	Make sure the tubing is not disconnected from the 
concentrator.•	•	Remove the humidifier bottle and re-screw it on.

Notify your nurse if:
•	 your loved one is short of breath.

•	 there is no oxygen flow.

•	 there are any other problems with the concentrator.

Oxygen Mask
If a mask is provided, it should be placed over the nose 
and mouth with the elastic straps put over the back of 
the head. Be careful not to allow the elastic straps to 
cut into the skin. If the tubing irritates your loved one’s 
skin, use cotton balls or gauze to pad the tubing. The 
home medical equipment department can also provide 
“Oxy-Ears,” which is padding behind the ears.

Nasal Cannula
If a nasal cannula is provided, the two prongs are 
placed in a curved downward position in your loved  
one’s nostrils. The tubing is looped behind the ears 
and then the small ring at the base of the tubing is slid 
up toward the throat to secure it. The cannula may be 
taken off for short periods of time if your loved one’s 
nose becomes sore.

Tank Oxygen
Most home patients use concentrators. In case of a 
power outage, a back-up oxygen tank is provided.

•	 Oxygen tank
•	 Rolling cart
•	 Flow regulator
•	 Plastic “key” or wrench
•	 Round gauge on top that shows how 

much oxygen is left in the tank
•	 Tubing connected to a mask or nasal cannula

Using the Tank
1.	 Be sure the flow regulator knob is at zero.

2.	Attach the tubing to the small metal projection or 
nipple at the bottom of the regulator.

3.	Open the tank with the plastic wrench by turning it 
counterclockwise.

4.	Needle on the oxygen gauge dial will now move and 
show how much oxygen is currently in the tank

5.	Ask your nurse to order a new tank when the gauge 
reads between 1000 to 1500 psi.

6.	Turn the knob of the flow regulator to set the flow 
rate prescribed by the doctor.

7.	 Place the nasal cannula in your loved one’s nose or 
the mask over their nose and mouth.

How to Shut Off the Tank
1.	 Turn the flow regulator knob back to zero.

2.	 Close the tank with the plastic wrench by turning it 
clockwise until tight.

REPORTING MEDICAL DEVICE ISSUES
Patients, healthcare professionals and consumers who find a problem related to a medical device are 
encouraged to report medical device adverse events or product problems to the FDA through MedWatch, 
the FDA Safety Information and Adverse Event Reporting Program. Submit reports to the FDA through the 
MedWatch program in one of the following ways:

1.	 Use the MedWatch mobile app to submit voluntary reports of serious medical device problems to the FDA 
via a smart phone or tablet.

2.	 Call 1-800-332-1088 to request an FDA 3500 reporting form, then complete and return to the address on 
the pre-addressed form, or fax to 1-800-FDA-0178.

3.	 Download Form FDA 3500 online at:  
fda.gov/Safety/MedWatch/HowToReport/Download Forms/ucm2007307. htm
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How You Can Help•	•	Keep the room cool. Use a small fan blowing gently 
in your loved one’s direction.•	•	Elevate the chest and head with pillows. A hospital 
bed may be ordered to help.•	•	Instruct your loved one to sit upright, leaning forward 
with arms on the side rails or elevated on pillows. 
This position helps the chest to expand.•	•	Remain calm, play relaxing music and minimize 
emotional upsets.•	•	Instruct your loved one to breathe in through the 
nose and breathe out slowly through pursed lips so 
that the exhalation is extended.•	•	Ice chips, frequent sips of water, hard candy or 
artificial saliva may relieve a dry mouth.•	•	Frequent mini-meals may help. Full meals often 
make breathing harder.•	•	Give your loved one loose, light clothing to wear.•	•	Alternate short periods of activity with periods of rest 
to help your loved one conserve energy.

Symptom Management
Shortness of Breath
Your loved one may say that they can’t get enough 
air or catch their breath. Their breathing rate may 
increase or become labored, causing anxiousness 
and restlessness. Shortness of breath can occur for a 
variety of reasons and can be treated with medication. 
Sometimes an opioid medication may be needed.

Identify which, if any, activities or events increase the 
patient’s shortness of breath and notify the nurse. The 
nurse will assess the patient’s breathing during each 
visit and evaluate whether the medications are working. 
The nurse will speak with the physician who may 
change the dose or order a new medication. Oxygen 
may also be ordered by the nurse depending on the 
cause of the shortness of breath. If oxygen is ordered, 
you will be taught how to administer it properly. (See 
page 32.)
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•	•	Arrange the home so that your loved one does not 
have to exert a lot of energy. If possible, put a chair 
bedside or move the commode close to the bed.•	•	Administer medications as instructed by the nurse. 

Notify your nurse immediately if shortness of 
breath:
•	 is present for the first time.

•	 is worse despite medications and the above 
suggestions. 

Depression
Depression is difficult to identify because the symptoms 
can overlap with disease symptoms. There is a 
tendency to assume that a terminally ill patient should 
be depressed by his or her situation, but there is a 
difference between feeling sad and being depressed.

Signs and Symptoms of Depression in a 
Hospice Patient
•	 Sleep interruption (not related to pain or discomfort)

•	 Persistent pattern of too little or too much sleep

•	 Feelings of hopelessness, helplessness or 
desperation

•	 Recurring thoughts of suicide

•	 Anxiety and irritability

•	 Difficulty concentrating or making decisions

•	 Sadness or crying more easily than usual

How You Can Help•	•	Listen, without judging, when your loved one talks of 
feeling discouraged, hopeless, sad or suicidal.•	•	Ask him or her if they feel depressed.•	•	Make sure that he or she does not have access to 
firearms or other items that could cause harm.•	•	Administer anti-depressant medication, if ordered, as 
long as your loved one is able to swallow.

Notify the Nurse, Social Worker or Chaplain if 
Your Loved One:
•	 develops mood, sleep or outlook changes.

•	 begins talking about not being able to cope with 
things, making statements like, “I wish I could end it 
all,” or asking you to give them enough medication to 
end things sooner.

•	 if you feel there is an immediate concern, or you 
need additional support.

•	 does not gain relief from anti-depressant medication. 
The nurse will consult the physician about a dosage 
or medication change.

Confusion
Your loved one may become confused as the disease 
progresses, which can be distressing to you.

How You Can Help•	•	Speak quietly and in short, simple sentences.•	•	Keep the noise level down. Limit the number of 
people present in the room.•	•	When entering the room, always say who you are 
and what you are going to do.•	•	Do not try to correct your loved one, as this may 
lead to an argument and increase his or her distress. 
Instead, try asking questions such as “What is going 
on?” and “Tell me who is here.” Try to be supportive 
and accepting of his or her train of thought.•	•	Spend time sitting quietly with your loved one.•	•	Leave a small light on in the room at night.

Notify Your Nurse if:
•	 confusion has appeared for the first 

time or confusion has increased.
•	 your loved one is becoming restless with 

repetitive movements such as trying to get in 
and out of a bed or chair or picking at the air.

•	 confusion has placed your loved 
one at risk for falls or injury.

Difficulty Sleeping
There are many reasons patients have difficulty 
sleeping such as pain, general discomfort, depression, 
fear and anxiety, too much daytime napping, and 
frequent trips to the bathroom at night.

How You Can Help•	•	Have your loved one avoid caffeinated drinks, heavy 
foods or liquids in the evening.•	•	Give your loved one a light bedtime snack, such 
as a small amount of cereal and milk, cheese and 
crackers, ice cream or cottage cheese.•	•	Limit naps to an hour at a time during the day.•	•	Administer pain medication as directed to ensure 
comfort at bedtime.•	•	Establish a bedtime ritual that is followed each night.•	•	In chronic cases, sleeping medication can be 
administered, as directed, to promote sleep.

Notify Your Nurse if Your Loved One:
•	 is not sleeping at night.

•	 has difficulty falling asleep or staying asleep.
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Skin Breakdown
Your loved one may begin to spend more time in 
bed due to increased fatigue. He or she may also 
begin eating and drinking less. As a result, there is an 
increased risk for skin breakdown. With appropriate 
preventive measures, skin breakdown can be 
minimized or avoided.

However, at the end of life, skin breakdown may 
still occur even with preventative efforts. Skin is 
compromised due to decreased circulation and 
dryness. Your nurse will teach you about the use of 
special dressings which can often stay in place for up 
to one week; these can help to provide comfort and 
protect the wound.

How You Can Help•	•	Encourage your loved one to change positions every 
hour when sitting in a chair. Your loved one can shift 
from one hip to the other or alternate a pillow under 
each buttock to relieve pressure.•	•	Use a cushion in a chair or wheelchair.•	•	Encourage your loved one to change positions every 
three to four hours while in bed. Help reposition him 
or her if they are too weak to turn themselves. (See 
page 24.)•	•	Our hospital beds have a pressure-relieving mattress 
which can provide comfort. Your nurse can arrange 
delivery.•	•	When your loved one is laying on their back, place 
pillows under the lower legs to lift the heels off the 
bed.•	•	When your loved one is lying on their side, place 
pillows between the knees and ankles.•	•	Apply lotion to elbows, knees and hips as long as 
the skin is not red.•	•	Keep urine and feces off the skin by applying 
a moisture barrier protective cream, available 
from your nurse. Your nurse can also contact the 
physician if further treatment is needed.•	•	If a dressing is needed, follow directions as given by 
the nurse.

Notify your nurse if your loved one:
•	 has any red or discolored areas that don’t go away in 

15 to 20 minutes once the pressure is off the area.

•	 has any cracked, blistered or broken areas of skin.

•	 has any rashes that don’t respond to moisture barrier 
protective cream.

•	 if you need instruction on repositioning or you need 
assistance.

Oral Care
For patients with a healthy mucous membrane, care 
and cleaning should be given once every six to 
eight hours; for high-risk groups, once every two to 
four hours; for patients with deteriorating mucous 
membrane, once every one to two hours.

•	 Place a soft bristled toothbrush against the gum and 
use an up and down movement to clean teeth by 
brushing towards the crowns. If using a toothbrush 
causes the gum to bleed, use a cotton swab dipped 
in saline solution to clean the surface of the teeth 
and edges of the gum.

•	 Use a water-soluble lip protector or olive oil to 
moisturize the lips.

•	 Wait at least 30 minutes after meals to clean to 
prevent the patient from vomiting.

•	 If the patient wears dentures, remove the dentures 
before starting to clean the mouth.

To Clean the Tongue:
Use a 1:4 hydrogen peroxide solution gauze pad, a soft 
bristle toothbrush or cotton swab

Choice of oral rinses:
•	 Water or Saline Water- less stringent to the mouth, 

prevents mouth from getting dry.

•	 Lemon Water- contains vitamin C, has a pleasant 
taste, promotes the healing of oral tissue.

•	 Green or Jasmine Tea - effective against bad odors 
and kills bacteria.

•	 Licorice Water - pleasant taste, helps dry the mouth, 
promotes lung health and dispels phlegm.

•	 Acid Fruit Juice - reduces film on the tongue.

Managing Secretions 
It is very common for patients to have increased oral 
secretions during the end of life phase. There are 
several medications that can assist with keeping the 
patient comfortable — ask your nurse for assistance.

Sore Mouth
As your loved one declines, they may eat and drink 
less, which may cause their mouth to become dry 
and sore. A dry or sore mouth also may be due to 
medications, infection, gum disease, decreased 
nutrition, decreased fluids or breathing through the 
mouth.
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Your loved one may develop a sore mouth that can be 
painful and make eating difficult.

How You Can Help•	•	Check the tongue, sides of cheeks and the roof of 
the mouth for any white patches, sores, bruising or 
bright red pinpoint dots.•	•	Remove loose dentures that may be irritating the 
gums.•	•	Avoid hot foods, fluids and spicy foods.•	•	Avoid hard, coarse foods that can cause pain such as 
pretzels and potato chips.•	•	Avoid acidic juices like orange, pineapple and 
tomato.•	•	Try cold juices such as apple, pear, apricot or peach 
instead.•	•	Try foods that are cold and soft such as ice cream, 
yogurt or applesauce.•	•	Avoid mouthwash that contains alcohol. In its place, 
use a solution of ½ teaspoon baking soda and ¼ 
teaspoon of salt in a glass of warm water.•	•	Use a soft toothbrush or foam mouth swabs.

Notify your nurse if your loved one:
•	 has white patches, sores, bruising or bright red 

pinpoint dots in the mouth.

•	 is unable to eat or drink due to discomfort or 
soreness.

Dry Mouth
Your loved one may develop a dry mouth, which can 
make swallowing foods difficult.

How You Can Help•	•	Try hard candies, ice chips or chewing gum. (Make 
ice chips by placing ice cubes in a plastic bag and 
crushing them with a blunt object.)•	•	Coat the inside of the mouth with milk before eating.•	•	Cut foods into small pieces to reduce the amount of 
chewing required. Add sauce or gravy.•	•	Apply lip balm to dry lips.•	•	Ask the nurse about a saliva substitute.

Difficulty Swallowing
If your loved one becomes increasingly weak, they 
may have difficulty swallowing. This may occur when 
the nerves that coordinate swallowing aren’t working 
properly.

If they cough immediately after eating or drinking, or 
clear their throat several times, it may be an indication 

that some of the swallowed material has gone into the 
trachea or windpipe. In addition, infections of the mouth 
and throat can cause severe soreness that makes 
swallowing difficult.

As the need for food decreases, your loved one may  
have trouble swallowing, so forcing food may be 
harmful. See pages 40.

How You Can Help•	•	Use a straw to promote better swallowing.•	•	Instruct your loved one to hold the fluid momentarily 
in the mouth and then swallow.•	•	Try thick liquids and semi-solid foods, which are 
easier to swallow.•	•	Try crushed ice, ice cream or sherbet at the 
beginning of a meal to stimulate the swallow reflex.•	•	Try putting pills in applesauce or pudding.•	•	Consult the nurse about which medications can 
be crushed to make them easier to swallow. Some 
long-acting, sustained release medications cannot 
be crushed.•	•	Offer easy to swallow foods such as:

•	 nutrition shakes.
•	 instant breakfast drinks.
•	 yogurt.
•	 soup.
•	 ice cream.
•	 pureed fruit.
•	 pudding.
•	 well-cooked veggies.

Notify your nurse if your loved one:
•	 is frequently choking or coughing after swallowing.

•	 is having difficulty swallowing medications. Changes 
in medication from pills to liquid may need to be 
made.

•	 can no longer swallow.

•	 complains of sore mouth or throat.

•	 has gray or white patches in their mouth or throat.

Constipation
Constipation frequently occurs due to changes in 
diet, a decreased consumption of foods and liquids, a 
decrease in activity or medication side effects.

How You Can Help•	•	Try to include fruits in the patient’s diet. Offer a glass 
of prune juice daily.
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•	•	Increase fluids if possible. Warm fluids stimulate the 
bowel.•	•	Use stool softeners and/or laxatives as directed.•	•	Keep a written record of bowel movements and use 
of laxatives and/or stool softeners.

Notify your nurse if your loved one:
•	 has not had a bowel movement for two days.

•	 has any abdominal discomfort or runny stools.

•	 is having difficulty taking their laxatives.

Diarrhea
Diarrhea can be very distressing for both the patient 
and the caregiver. Many factors can cause diarrhea 
including medication (especially antibiotics) and food.

How You Can Help•	•	Use gloves when cleaning the skin around the rectal 
area after each loose stool.•	•	Apply a moisture barrier protective cream to the skin 
to protect it from irritation.•	•	Increase the amount of fluids your loved one 
is drinking to keep them hydrated. Use room-
temperature liquids such as broth, sports drinks and 
clear fruit juices.•	•	Avoid dairy products, solid foods, sugar and 
stimulants such as caffeine or nicotine.•	•	Try “The Big Four” — bananas, white rice, 
unsweetened applesauce and plain, dry toast.•	•	Try using an adult brief to avoid accidents. (See page 
30.)•	•	Keep a record for the nurse of the frequency and 
type of stools.

Notify your nurse if your loved one:
•	 has more than three loose bowel movements in a 

day.

•	 has blood in the bowel movement.

•	 has severe cramping or a fever.

•	 begins passing small amounts of liquid stool after 
being constipated.

Nausea and Vomiting
Possible causes of nausea, vomiting and dry heaves

•	 Medications
•	 Uncontrolled severe pain
•	 Some foods and odors

•	 Moderate to severe anxiety
•	 Persistent coughing spells
•	 Radiation and chemotherapy
•	 Prolonged constipation

How You Can Help•	•	Allow your loved one to eat whenever they feel like 
it. Give small amounts of dry food, such as toast or 
crackers, when they wake up.•	•	Eliminate foods, tastes and smells that nauseate 
them.•	•	Avoid serving fried, fatty, spicy or citrus foods.•	•	Experiment with sour foods such as sour hard candy, 
lemon sherbet or lemon pudding.•	•	Ask your nurse about the use of ginger capsules, 
tablets, candy, tea or ginger ale.•	•	Avoid giving pain medications on an empty stomach. 
Divide up medications and take at different times 
during the day.•	•	After eating, have them rest in a sitting or semi-
reclined position.•	•	Keep a written record of when they need anti-
nausea medication so you can keep your nurse 
updated.

What to Do When Vomiting Has Occurred
•	 Prevent choking by turning your loved one on their 

side.

•	 Place damp, cool cloths on the forehead and neck.

•	 Help them rinse their mouth and brush their teeth.

•	 Have them avoid eating and drinking for one or two 
hours after vomiting.

•	 Give them small amounts of clear liquids such as 
broth, clear juices, popsicles, gelatin or sports drinks. 
Increase liquids as tolerated by the patient.

•	 Rest the digestive tract up to 24 hours, then try bland 
soft food like cereal or pudding.

Notify your nurse if:
•	 your loved one is vomiting repeatedly. The nurse may 

recommend anti-nausea/vomiting medication.

•	 the vomited material looks like coffee grounds or has 
blood in it.

•	 your loved one cannot take the anti-nausea/ vomiting 
medication.

•	 the current anti-nausea/vomiting medication is not 
helping.

•	 your loved one is becoming weak, dizzy or thirsty.
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Poor Appetite and Nutrition
Your loved one's appetite often decreases if he or she 
gets weaker, and they may stop eating. It is important 
not to force your loved one to eat as this may lead to 
nausea and vomiting.

Reasons for Decline in Appetite
•	 The disease process
•	 Nausea or vomiting
•	 Uncontrolled pain
•	 Loss or change in taste
•	 Lack of activity
•	 Drowsiness or long periods of sleep
•	 Difficulty swallowing
•	 Diarrhea or constipation

How You Can Help•	•	Offer small snacks four to six times a day.•	•	Give your loved one whatever food they want. Don’t 
worry about snacks being balanced or nutritious.

•	•	Offer mouth care before snacks or meals.  
(See page 36.)•	•	If your loved one is complaining of nausea, give 
prescribed anti-nausea medication 30 minutes 
before snacks and meals.•	•	Suggest drinking liquids between meals and only 
sips of liquids with meals.•	•	Offer high calorie foods that are soft and easy to 
swallow such as pudding, ice cream and instant 
breakfast drinks or nutritional beverages.•	•	Provide companionship. Food tastes better when 
shared.

Notify your nurse if your loved one:
•	 has difficulty swallowing.

•	 has changes in appetite.

•	 has a sore or painful mouth.

•	 complains of nausea.

•	 vomits.
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Food and Hydration
Decreased interest in food and water is one of nature’s ways of allowing a person to pass away more comfortably 
and peacefully. 

As the need for food and fluid decreases, your loved one and caregiver may face difficult spiritual and emotional 
decisions. Your Hospice Care Team members are here to support you as you face these issues.

The following chart outlines the most common food and hydration issues you may encounter.

When Your Loved 
One Says… What is Happening What to Do

“My family 
is afraid I’m 
starving to 
death.”

•	 Weight loss, weakness and skin color  
changes may occur.

•	 The body cannot process food in the 
final stages of terminal illness.

•	 Decreased interest in food and water is 
one of nature’s way of allowing a person 
to pass away more comfortably.

•	 Offer food and liquid, but do not force 
your loved one to eat or drink.

•	 Focus on your loved one’s comfort.
•	 Reassure your loved one that you 

support his or her decision.

“I feel guilty  
because my 
family feels  
like I’m  
giving up.”

•	 Sharing food is an important part of many 
cultures. Caregivers often feel helpless 
when their loved one cannot eat.

•	 The body’s need for food decreases 
as the disease progresses.

•	 Low food intake doesn’t cause 
hunger or discomfort.

•	 Eating more than he or she wants may  
cause discomfort.

•	 Not eating is a reminder that the 
disease is progressing.

•	 Offer food and liquid, but do not force 
your loved one to eat or drink.

•	 Focus on your loved one’s comfort.
•	 Reassure your loved one that you 

support his or her decision.

“I am eating, 
but still losing 
weight.”

•	 Some chronic illnesses increase the 
body’s metabolism, using more calories.

•	 Have a positive attitude about the 
amount of food your loved one eats.

•	 Ask about ways to increase calories 
of food your loved one eats.

•	 Focus on your loved one’s 
comfort instead of weight.

“I have no  
appetite.”

•	 Fewer calories are needed as some  
diseases progress.

•	 Offer small amounts of food 
several times a day.

•	 Don’t force your loved one eat.
•	 Ask the nurse if any medications 

may be affecting appetite.

“I am hungry,  
but I fill up fast.”

•	 Digestion slows and food may 
stay in the stomach longer.

•	 Normal sized meals may increase 
feelings of fullness.

•	 Offer small amounts of food 
several times a day.

•	 Do not force your loved one to eat or drink.

(chart continued on next page)
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When Your Loved 
One Says… What is Happening What to Do

“It hurts when I  
swallow or eat.”

•	 Mouth and tongue may become dry  
because of medication or decreased  
fluid intake.

•	 Notify nurse if you see white patches 
in the mouth or if your loved one 
complains of painful swallowing.

•	 Keep mouth and lips moist with crushed 
ice, sips of water or lip balm.

•	 Fill a small spray bottle with water, 
spray mouth and tongue as needed.

•	 Provide frequent mouth care with 
toothettes or toothbrush. Avoid 
mouthwash with alcohol.

“When I eat 
or smell food, 
I become 
nauseated.”

•	 The body’s ability to digest food decreases.
•	 Anxiety or pain may increase nausea.
•	 Some medications may cause 

changes in taste or smell.

•	 Ask your nurse for medications to 
control nausea and vomiting.

•	 Give pain and anxiety 
medications as ordered.

•	 Reduce cooking smells.
•	 Offer cool foods. Avoid greasy/spicy foods. 
•	 Your loved one makes the final 

choice of what to eat.

“What about 
tube feeding or 
IV fluids?”

•	 The body’s need for food/fluid 
decreases as the disease progresses.

•	 Giving IV fluids and tube feeding 
now may increase discomfort.

•	 Dehydration is nature’s way of allowing 
a person to pass more comfortably.

•	 Keep mouth and lips moist with crushed 
ice, sips of water or lip balm.

•	 Fill small spray bottle with water, spray 
mouth and tongue as needed.

•	 Provide frequent mouth care with 
toothettes or toothbrush.
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Preparing for the Death of 
a Loved One
Each person’s journey through the end-of-life process 
is unique. However, there are some common signs that 
usually appear to prepare the body for this transition. 
This process can take days to weeks, unless death 
comes suddenly from an event such as a heart attack 
or stroke. Now is a good time to spend extra time with 
your loved one, sharing your memories, thoughts and 
love. It is important to have time to say goodbye. 

The physical, emotional and spiritual signs and 
symptoms of impending death which follow are offered 
to help families understand the natural kinds of changes 
which may happen during the dying process and how 
to best respond. All of these signs and symptoms will 
not occur with everyone, nor will they occur in this 
particular sequence. The body prepares itself for the 
final days of life in the following ways: 

Fluid and Food Decrease 
This is nature’s way of allowing a person to pass 
away more comfortably and peacefully; this is not 
a painful process. Dehydration doesn’t make them 
uncomfortable. Mouth swabs may help keep the mouth 
and lips moist and comfortable. A cool, moist washcloth 
on the forehead may also be welcome.

•	 Allow your loved one to eat and drink whatever is 
appetizing to them, but any nourishment should be 
taken slowly and in small amounts. 

•	 Let your loved one decide how much and when to 
eat and drink. 

•	 Be careful of decreases in swallowing ability, and do 
not force fluids if your loved one coughs soon after. 
Reflexes needed to swallow may be sluggish. 

•	 Small chips of ice, frozen juices or popsicles may be 
refreshing in the mouth. 

Decreased Socialization/Withdrawal 
Your loved one may seem unresponsive, withdrawn 
or in a comatose-like state. This indicates preparation 
for release, a detaching from surroundings and 
relationships and the beginning of “letting go.”

The person may want to be alone with just one person 
or with very few people. Speech is often slow or 
difficult, or the person may not have the ability to speak 
at all. It is natural to not feel like socializing when feeling 
weak and fatigued. It can be disturbing to the dying 
person to have more than a few people in the room. 

Think about taking shifts in order to be with the person, 
but also keep the environment quiet and calm and 
reassure the person that it is okay to sleep. 

Sleeping /Increasing Sleep
Sleeping increases until the person sleeps more than 
they are awake. They are usually capable of being 
aroused and may have short periods of being alert.

This is normal due to changes in the metabolism to the 
body. Do not shake the person or speak loudly; speak 
softly and naturally. At this point, being with him/her is 
more important than doing for. Never assume that the 
person cannot hear; so do not say anything in their 
presence you would not say to them when awake. 

How You Can Help•	•	Let your loved one sleep as much as they want.•	•	Make the most of the time when they are awake and 
give personal care and medications at this time.•	•	Make sure to wake your loved one to give them their 
regularly scheduled pain medications so pain control 
is maintained.

Restlessness 
Your loved one may make restless and repetitive 
motions, such as pulling at the bed linen or clothing, 
or have visions of people or things that do not exist. 
It may be due to changes such as decreased oxygen 
circulation to the brain, metabolic changes, emotional 
issues or spiritual concerns. Your loved one may toss 
and turn, try to get out of bed, talk rapidly or pull at the 
bed covers.

Do not be alarmed or interfere, or try to restrain such 
motions. Talk calmly and reassuringly so as not to 
startle or frighten him/her. Lightly massaging the hand/
forehead, reading to the person or playing soft music 
can also have a calming effect. 

How You Can Help•	•	Speak quietly.•	•	Keep the lights dim.•	•	Try soft music, giving a back rub or reading aloud.•	•	Notify your nurse. Medications can be administered 
to calm and relax your loved one.

Confusion 
Your loved one may have periods of confusion which  is 
often pronounced at night and upon awakening.

They may seem confused about time, place and identity 
of people around him/her, including close and familiar 
people. This is due in part to metabolic changes.
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•	 Speak softly, clearly and truthfully when you need 
to communicate something important for your loved 
one’s comfort (“It is time to take your medication”) 
and explain the reason (“so you won’t begin to hurt”). 

•	 Identify yourself by name rather than asking the 
person to identify you. 

•	 In conscious moments the person may speak or claim 
to have spoken to people who have already died, 
or to see places not presently accessible or visible 
to you. This is not a hallucination or a reaction to 
medication. It signifies a person beginning the normal 
detachment from this life, preparing for the transition 
so it will not be frightening. 

•	 Accept this transitional time. There is no need to 
contradict, explain away, belittle or argue about what 
the person claims to see or hear. Listen with respect 
to whatever the person has to say, allowing free 
expression of feelings and offering comfort through 
touching and/or talking reassuringly and calmly. 

How You Can Help•	•	Gently remind your loved one who you are and 
where they are.•	•	Speak in a calm, reassuring manner.•	•	Keep the lights on and the surroundings quiet.•	•	Stay with your loved one during bouts of confusion.

Change in Bowel and Bladder Function
Bowel movements become less frequent and the 
amount of urine decreases. Darker urine is expected as 
your loved one drinks less and a lessening of circulation 
through the kidneys. The hospice nurse may suggest 
that a catheter. 

They may become unable to control their bladder or 
bowels at this time as the muscles in the area begin to 
relax. Diapers or pads may be helpful to protect the bed 
and assist in keeping the person clean and comfortable. 

How You Can Help•	•	Use disposable bed pads and disposable briefs.•	•	As long as your loved one can swallow, it is important 
to continue medications to prevent constipation.•	•	Clean the skin thoroughly after each passage of 
urine or stool and apply a moisture barrier to protect 
the skin.•	•	Discuss a urinary catheter with the nurse.

Increasing Weakness
This is often the earliest sign that your loved one is 
nearing the dying process. Their legs will become 
weak, and they may be unable to rise from a chair, get 

out of bed or walk to the toilet or bedside commode. 
Someone should always be nearby. It helps to think 
ahead and plan for how you will provide this increased 
care.

How You Can Help•	•	Notify your nurse when you notice this change. 
Equipment such as a hospital bed, wheelchair or 
bedside commode can be ordered. Hospice Aide 
visits may be started or increased.•	•	Ask for help from your family and friends if they are 
available.•	•	Discuss the changing situation with the social worker 
to review options for care when your loved one is 
bed-bound.

Difficulty Swallowing
Your loved one may begin to hold food or liquid in their 
mouth before swallowing. Gradually, it will become 
more difficult for them to swallow.

How You Can Help•	•	Let the nurse know when your loved one is having 
difficulty swallowing. Their medications will need to 
be changed from pills to liquid.•	•	Place liquid medication inside the cheek pocket and 
gently massage.

Breathing Pattern Changes 
Your loved one’s usual breathing patterns may change 
to a different breathing pace. Breathing may become 
shallow, irregular, fast, or abnormally slow or panting. 

A particular pattern consists of breathing irregularly with 
shallow respiration or periods of no breaths for 5 to 30 
seconds, followed by a deep breath. Sometimes there 
is a moaning-like sound on exhale. This is not distress, 
but rather the sound of air passing over relaxed vocal 
chords. 

Changed breathing patterns are very common for 
a person nearing death, and indicate decreased 
circulation in the internal organs and buildup of body 
waste products. 

There may be periods up to a full minute of no 
breathing—this is periodic apnea. These patterns are 
very common, and it is a natural tendency to think that 
oxygen is needed, but it is rarely helpful. Elevating the 
head and/or turning onto the side may increase comfort. 
Medications may also help with air hunger.
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Congestion
You may notice gurgling sounds coming from your 
loved one’s chest. These sounds can become loud and 
distressing to hear as oral secretions become more 
profuse and collect in the back of the throat. These 
normal changes come from fluid imbalance and an 
inability to cough up normal secretions. 

•	 Raise the head of the bed or use pillows to raise 
your loved one’s head so that the secretions pool 
low and won’t stimulate the gag reflex. 

•	 Turn your loved one’s head to the side and allow 
gravity to drain the congestion. 

•	 You may gently wipe the mouth with a moist cloth. 

•	 Suctioning usually only increases secretions, but 
is sometimes necessary for the patient’s comfort. 
Medications may help dry up excess secretions.

Cooling and Color of the Skin
Due to changes in circulation the person’s arms 
and legs may become cold, hot, or discolored. The 
underside of your loved one’s body may become 
darker and the skin may be mottled. This may be 
especially noticeable in the extremities where the 
color may change to a darker, bluish shade. This is 
a normal indication that the circulation is conserving 
to the core to support the most vital organs. Irregular 
temperatures can be the result of the brain sending 
unclear messages. Keep the person warm if they 
appear cold. Do not use an electric blanket. If the 
person continually removes the covers, then allow them 
just a light sheet. Sweating may occur and there may be 
an odor resulting from the many physiological changes 
taking place in the body. The heartbeat and pulses may 
become slower, weaker, and irregular.

Signs and Symptoms of Approaching Death
This chart helps to understand and anticipate the changes that may occur as a person nears death. Please 
remember these changes may not always occur, or may not occur in any certain order. Discuss any questions with 
your hospice nurse. Our goal is to keep your loved one as comfortable as possible.

Signs Symptoms Comfort Measures

Breathing

•	 Your loved one may breathe with 
mouth open, (mouth may be very 
dry)

•	 Thick secretions may accumulate in 
back of the throat.

•	 A “rattling” sound in the back of 
the throat with each breath due 
to secretions in throat/chest. Your 
loved one can still get air, he or 
she may be too weak to clear their 
throat.

•	 Breathing rate become faster or 
slower, deeper or labored.

•	 There may be periods of no 
breathing for 5-15 seconds or a brief 
pause in breathing. This is known 
as apnea This is not painful to your 
loved one and is a normal part of 
the transition process.

•	 Use the mouth swabs your nurse will give you, dipped in 
ice water to swab the patient’s gums, teeth and tongue.

•	 Elevate the head of the bed or prop your loved one up 
with pillows.

•	 Try positioning your loved one on their side; it may 
decrease some of the rattling sound.

•	 Notify the nurse if the rattling sound is not relieved. A 
medication may be given to decrease the accumulation 
of secretions (“wet” breathing).

•	 Generally, suctioning the patient’s lungs is avoided as 
this procedure usually increases agitation, may interfere 
with the heart rhythm and is not effective in removing 
congestion.

•	 It is helpful to recognize this breathing pattern. It 
will signal that death is very near. Anyone who has 
expressed the desire to be with your loved one at the 
time of death should stay near.

•	 Notify the nurse if your loved one is having rapid or 
difficult breathing so that medication may be given to 
ease the breathing. Oxygen may be used in special 
cases; however, it does not always make your loved 
one more comfortable. The mask may cause increased 
agitation.
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Signs Symptoms Comfort Measures

Circulation

Your loved one’s arms/legs:
•	 Cool as circulation decreases
•	 Look pale or mottled
•	 Become blue or purple in color 

as do the lips and nail beds.

•	 This is an indication of the circulation slowing down and 
is not painful.

•	 Turn your loved one as instructed and massage 
the areas of the body on which your loved one was 
previously lying.

Confusion

He/she may not:

•	 Be aware of time of day.

•	 Be able to recognize people, places 
or objects once familiar.

•	 Speak clearly – speech may be 
slurred or nonsensical.

•	 Stand where your loved one can see you when you 
speak.

•	 Gently remind your loved one what time of day it is, or 
who you or others are.

•	 Try not to appear too distressed by his/her inability to 
remember familiar things. This may frustrate your loved 
one more.

•	 Encourage your loved one to speak slowly.

Dreams

•	 It is not unusual for patients to talk 
about contact with loved ones 
who have died before them, or

•	 Have “visualizations” about 
going on a long trip.

Recognize that this is quite a normal experience and 
encourage your loved one to share it with you.

Eyes

•	 The patient’s eyes may 
become dry/crusty.

•	 A comatose patient’s eyes 
open partially or totally, and 
blinking is generally absent.

•	 Tearing compensates for dryness.

•	 With a warm moist washcloth, gently cleanse 
the eyes to remove any crusted matter.

•	 You may try to close the patient’s eyes; 
however, they will usually open again.

•	 If the eyes remain wide open, you may want to 
purchase an artificial-tears preparation which can be 
dropped into the eyes periodically to soothe them.

Fatigue

•	 More tired.
•	 Sleeping more
•	 The deep sleep is called “coma.”

•	 Often loved ones feel there is something they haven’t 
had a chance to say to the patient. You can talk to 
the patient, even when in a coma and reassure your 
loved one by letting him/her know you are near. 
Your loved one probably hears and understands, 
even though he/she is unable to talk back.

•	 Tell your loved one what you are going to do before you 
do it. For example, “Mom, I’m going to turn you now.”

Fever

•	 Your loved one can run a high 
fever as the temperature regulator 
in the brain fails prior to death.

•	 Your loved one will probably 
perspire heavily when 
the fever breaks.

•	 The chest/abdomen may be warm 
while the arms and legs are cool.

•	 The nurse can instruct measures that can 
make your loved one more comfortable.

•	 The gown, pajamas and sheets may need 
to be changed if they are damp.

•	 Add blankets if your loved one is cold.
•	 If your loved one is hot, gently sponge their skin with 

lukewarm water and let the water evaporate naturally.
•	 Notify the nurse if your loved one’s temperature 

is above 100.5 degrees orally so that 
appropriate medication can be given.

Perspiration

Your loved one may have periods of 
extreme perspiration, even if body is 
cool.

•	 Change the patient’s nightclothes, and/or sheets 
if they become moist with perspiration.

•	 A warm sponge bath may feel soothing along 
with a light application of baby powder.
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Signs Symptoms Comfort Measures

Decreased 
Urination

Little or no urine present; the kidney 
function slows down

•	 Use disposable bed pads and 
disposable briefs. (See page 30.)

•	 Clean the skin thoroughly after each passage of urine or 
stool and apply a moisture barrier to protect the skin.

Muscles
Muscle twitching may occur from 
imbalances in the blood.

•	 The muscle twitches are usually not painful.
•	 If the twitching increases or becomes bothersome 

to your loved one, advise your nurse.

Unrespon-
sive

No response to touch or words. •	 Take turns with family and friends at the bedside.
•	 Turn your loved one every 3 or 4 hours and position 

them with pillows for comfort (See page 24.)
•	 Let them know you are there through touch and a soft 

voice. Keep in mind that hearing remains until the end.

Restless-
ness

Your loved one may:
•	 Move about in bed
•	 Pull at the bed linens
•	 Reach out/pick at the air

•	 Elevate the side rails of the bed if there is a danger 
that your loved one may fall out of bed.

•	 Don’t try to stop your loved one from picking at 
the air; it will only make him/her more agitated.
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When Death is Near
Your Hospice Care Team members will review what 
may be expected to happen in your specific case.

When someone enters the last days of dying, their body 
begins the process of shutting down, which will end 
when all the physical systems cease to function. This is 
usually an orderly and non-dramatic series of physical 
changes that are not medical emergencies and do not 
require invasive interventions. 

These physical changes are a normal, natural way in 
which the body prepares itself to stop breathing. This 
release may include seeking or receiving permission 
from family members to “let go”. 

A dying person will commonly try to hold on, even 
though it brings prolonged discomfort, in order to be 
assured that those left behind will be all right.  
A family’s ability to reassure and release the dying 
person from this concern is the greatest gift of love 
they can give at this time. 

When your loved one gets close to the final stage of 
dying, they may give hints in words that the time is 
close. Your loved one may use expressions such as, 
“I am not going to win this ball game” or “I am going 
home soon.”

How You Can Help•	•	Listen for unspoken needs.  
- Do they need to be reassured that you will be  
  okay without them?  
- Are they needing your forgiveness for  
  anything?  
- Do you need to forgive them for anything?  
- Is there someone they would like to see for the  
  last time?•	•	Express your love and appreciation for them.

Saying Goodbye and Giving 
Permission 
Giving permission to your loved one to let go can be 
hard. They may try to hold on, even though it brings 
prolonged discomfort, waiting to be sure loved ones 
will be all right. Your ability to release them from this 
concern and give them reassurance that it is okay to let 
go is a gift you can give to your loved one.

Saying goodbye can be done in many ways. 
•	 Touching your loved one can be comforting to you 

both. 

•	 Tell your loved one that you love them. If they are 
unable to respond, answer for them, “And I believe 
you love me, too.” 

•	 Forgive your loved one or apologize for past acts 
or words. If they are unable to respond, answer for 
them, “I believe you forgive me, too.”

•	 Recall favorite memories, say “thank you for...”, and 
tell them goodbye. 

•	 Crying is a normal and natural response to saying 
goodbye and expressing your love, and help you to 
let go.  
(from HospiceNet.org)

If your loved one is no longer able to communicate, 
review their advance directive to familiarize yourself 
with how they would like to be cared for at the end of 
life.  

At the Time of Death 
Even though you are prepared for the dying process, 
you may not be prepared for the actual moment of 
death. It may be helpful for family members to discuss 
ahead of time what to do when the final moment 
arrives. 

Remember, you are not alone. If you think your loved 
one has passed away, please call our Patient Services 
Line (available 24/7). The nurse will ask you for:

1.	 The patient’s full name
2.	 The time of death
3.	 The name and number of the funeral home 

where arrangements have been made 
If your loved one passes away at home, a team member 
will be sent to the home.

Signs That Your Loved One Has 
Passed Away:
•	 no breathing
•	 no heartbeat
•	 total loss of bowel or bladder control
•	 no response to stimulation
•	 eyelids slightly open
•	 eyes fixed
•	 mouth slightly open and jaw is relaxed
It is not necessary to call the medical examiner, police  
or 911. When the Hospice team member arrives, he or 
she will call the mortuary that the family has chosen. 

THE HOSPICE TEAM MEMBER WILL:
•	 confirm that your loved one has passed away.

•	 advise the Hospice Care Team and the patient’s 
physician of the patient’s death.
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•	 provide emotional support to the family and 
caregivers.

•	 assist in calling the funeral home as needed.

•	 review appropriate disposal of medications.

The body does not need to be moved right away. If the 
family wants to assist in preparing the body by bathing 
or dressing, that may be done. The body will need to 
be picked up within state regulation time frames. The 
mortuary will set up an appointment with the family to 
finalize arrangements. 

When the death has occurred, take the time needed 
to call a supportive person or to adjust to the situation. 
There is no rush. Taking care of yourself is what is 
important at this time. 

The home medical equipment company will call you to 
schedule a time to pick up equipment.

A member from our Bereavement Team will call to see 
how you are coping with your loss and let you know 
about the services that are provided to support you. If 
you need immediate bereavement assistance, please 
call the 24/7 Patient Services Line. 

Some people experience guilt if their loved one 
dies without them being present. Many hospice 
professionals feel that the patient is able to participate 
in selecting the moment of death and may not want 
their loved one present, thinking that it would be too 
hard to witness their final breath. It is believed by many 
that if the patient wants a loved one there, they will wait 
until that person arrives before letting go.

The signs and symptoms of impending death described 
on page 44 are intended to help families understand 
what may happen as their loved one’s body completes 
the natural process of dying. These processes often 
happen in a way that is appropriate and unique to the 
values, beliefs and life-style of the individual patient.

We hope that this information will alleviate some of the 
natural anxiety and fear that accompanies caring for a 
terminally ill person. 

Content reprinted by the permission of the Metropolitan Hospice 
of Greater New York for the On Our Own Terms: Moyers on 
Dying Discussion guide.

Final Arrangements
Planning for a Funeral
A funeral is to honor your loved one after they have 
passed. Planning a funeral or memorial service should 
include the wishes of your loved one (which may be 
documented in their advance directives), as well as 
those of the family. Try to accomplish one task at a 
time and ask for help from family and friends. It will be 
necessary to make a decision in choosing a funeral 
home, so AdventHealth Hospice will know to whom 
they should release your loved one’s body.

It may be helpful to visit the funeral home with a friend 
or relative. The funeral home can help make the final 
arrangements.

Discuss the budget. Often, it is helpful to know the 
costs involved prior to making such decisions. The 
funeral home can provide details on cost. Perhaps 
you will find it helpful to have a friend or other family 
member assist in making decisions, but ultimately, it is 
up to you.

Funeral and cremation costs can vary, and increase 
or decrease based on your choices. Life insurance 
or savings may be available to help pay for these 
expenses. Funeral costs are expected to be paid at the 
time of the service or billed to the deceased’s family.

If you have not made prior arrangements, you may want 
to consider the following suggestions:

•	 Determine if there will be a burial or cremation.

•	 Burials require caskets, clothing or personal items 
to be placed with the deceased. The location of the 
burial must be chosen.

•	 Cremations can include a special vase or urn to be 
kept by loved ones or buried. Some may choose to 
have their ashes scattered in a special place.

•	 Choose a funeral home or cremation service. Ask for 
a price list.

•	 A memorial service may be held at the funeral home, 
a place of worship or another location. Some families 
choose not to have a service. This is perfectly 
acceptable if it is keeping within your loved one’s 
wishes.

•	 Decide on the program for the service. This may 
include music, photos, a video and a person to 
deliver the eulogy.

•	 Depending on your family’s customs, you may want 
to coordinate an after-service reception. This might 
be held at a restaurant, a family member’s home, the 
funeral home or place of worship. 
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Your social worker or chaplain can answer other 
questions you may have about funeral planning.

Military Burials
Active military personnel, veterans, their spouses and 
dependent children are entitled to a free burial, grave 
liner, grave marker and perpetual care in a national 
cemetery. There is no charge for opening and closing 
the grave, or for setting the marker in a national 
cemetery. In addition, active military personnel and 
veterans are eligible for burial at sea, or for a grave 
marker in any cemetery in the world. These benefits are 
also available to some civilians who provided military-
related service and to some United States Public Health 
Service personnel. While these services are free, there 
may be funeral home charges.

For more information, contact the US Department of 
Veterans Affairs National Cemetery Administration 
at 800-827-1000 or go to VA.gov and search “burial 
questions.”

Burial at Sea
Active military personnel and veterans can have their 
remains buried at sea by the Navy.

For more information, contact US Navy’s Burial-at-Sea 
Program at 866-787-0081 or go to www.Navy.mil and 
search “burial at sea questions.”

Burial at Sea for Private Citizens
Private citizens can arrange for burial at sea through 
a crematory or funeral home, or they can arrange 
it themselves. For more information on eligibility 
requirements, visit EPA.gov and search “burial at sea 
questions.”

Items to Address  
After the Death of  
Your Loved One
You have just suffered an emotionally devastating event 
and the last thing you want to deal with is money and 
legal matters. They do matter, now and for your future, 
so try to do the best you can. Many of these tasks can 
also be handled by family members and trusted friends, 
so allow them to assist you. Here is a checklist of things 
to consider in helping with your planning. 

IMMEDIATELY AFTER DEATH 
	☐	 Contact your clergy. 

	☐	 Alert immediate family members and close friends. 

	☐	 Notify agent under Power of Attorney (if applicable). 

	☐	 Alert the executor of your loved one’s will.

	☐	 Notify religious, fraternal, and civic organizations 
with which your loved was involved. 

	☐	 Arrange for the care of dependents or pets. 

	☐	 Prepare an obituary for the newspaper. 

	☐	 If the home will be unoccupied:
	⊲�	 Dispose of perishables, such as 

food, and existing garbage.
	⊲�	 Remove any valuables
	⊲�	 Alert Post Office to forward mail
	⊲�	 Stop delivery of newspaper
	⊲�	 Make home appear to be occupied, 

such as using lamp timers
	⊲�	 Secure residence 

	☐	 Locate your loved one’s important documents:
	⊲�	 Will
	⊲�	 Birth Certificate
	⊲�	 Social Security Card
	⊲�	 Marriage License
	⊲�	 Military Discharge Papers
	⊲�	 Deed to burial plot
	⊲�	 Copy of funeral prearrangements
	⊲�	 Life insurance policies

	☐	 Compile the following information about your loved 
one, which the funeral home will need in order to 
finalize the death certificate:

	⊲�	 Date of death
	⊲�	 Date of birth
	⊲�	 First, middle and last name
	⊲�	 Maiden name (if applicable)
	⊲�	 Home address
	⊲�	 Social Security Number
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	⊲�	 Age
	⊲�	 Gender
	⊲�	 Race/Ethnicity
	⊲�	 Marital Status
	⊲�	 Spouse’s first and last name
	⊲�	 Highest level of education attained
	⊲�	 Occupation
	⊲�	 Place of Birth (City and State)
	⊲�	 Father’s Name
	⊲�	 Mother’s Name

	☐	 If your loved one was a Veteran, gather the 
following information: 
- Entered Service Date and Service Place 
- Service Number 
- Separated from Service Date and Place 
- Grade, Rank or Rating 
- Organization and Branch of Service 

	☐	 Obtain certified copies of the death certificate. Five 
copies with the cause of death and five without. 

	☐	 Notify your attorney — A valid will must be filed for 
safekeeping with the probate court in the county 
of residence within 10 days following the date of 
death.

WITHIN 30 DAYS:
	☐	 Organize, prepare and send acknowledgment cards 

for flowers, memorial donations, food or spiritual 
remembrances. 

	☐	 Consult with an attorney about probate. Your family 
may be very well meaning, but they are not legal 
experts. Discuss fees before you engage any legal 
help.

	☐	 Meet with an accountant to discuss estate taxes. 

	☐	 Notify insurance companies or your insurance 
agent. File claims for life, medical, health, disability, 
travel accident, retirement benefits, homeowners 
and automobile. Life insurance company will need 
a statement of claim and a death certificate before 
the beneficiaries can receive benefits. Keep copies 
of all correspondence. Note: You may need to 
change beneficiaries on your own policies. 

	☐	 Cancel any direct deposits. 

	☐	 Ask your pension plans, previous employers, 
workers’ compensation, and Veterans Affairs about 
burial and survivor benefits. 

	☐	 Be careful paying bills. Verify what the expense 
is for and that services were actually rendered. 
Unscrupulous people prey on survivors by sending 
fraudulent bills.

	☐	 If the home is unoccupied, cancel services such as 
cable, phone, etc. 

	☐	 Notify the Registrar of Voters. 

	☐	 Cancel prescriptions. 

	☐	 Contact the Department of Motor Vehicles to 
cancel the driver’s license, and transfer titles of all 
registered vehicles. 

	☐	 Notify your stockbroker or investment specialist to 
change ownership and tax identification number on 
accounts, physical stocks and bonds, book entry 
securities, IRA accounts and mutual funds. 

	☐	 If your loved one was a Veteran, inquire about 
benefits that you may be entitled to through the VA. 
Department of Veteran Affairs, 800-827-1000, vba.
va.gov/vba 

	☐	 Notify all three credit reporting agencies in writing 
of your loved one’s death, and obtain a current 
copy of his or her credit report: 
- Equifax, Equifax.com 
  PO Box 105139, Atlanta, GA 30348 
- TransUnion, TransUnion.com  
  PO Box 2000, Chester, PA, 19016 
- Experian, Experian.com  
  PO Box 2002, Allen, TX, 75013

	☐	 Notify your bank(s) to change ownership and 
tax identification number if necessary. Savings, 
checking, money market and certificate of deposit 
accounts should be reviewed. Remember to leave 
one checking account open in joint names for at 
least one year to handle any payments or checks 
that may come payable to both of you. Ask the 
bank to release joint bank account funds to you. In 
some states, joint bank accounts are automatically 
frozen upon the death of one spouse.

	☐	 Notify the Social Security Administration and other 
government offices that may have been making 
payments to your loved one. Social Security 
Administration, 800-772-1213, ssa.gov.

	☐	 Write a formal letter to any recent employer, union, 
or any other group or professional organization with 
which your loved one may have had an association. 
Many of these organizations have insurance 
policies of which you may be the beneficiary. Also 
inquire about any 401 (k), pension, or company 
stock benefits. To apply for veterans’ benefits at the 
nearest Veterans Administration office. Keep copies 
of all correspondence.

	☐	 Communicate directly with lenders regarding any 
loans and find out if the loans are insured.
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WITHIN 60 DAYS
Inquire about mortgage loans, installment loans and 
credit card accounts. Each lending institution may have 
a different policy regarding changes due to death. 
Also check these accounts for any possible credit life 
insurance policy that may exist that would pay off the 
unpaid balance. 

	☐	 Review who is authorized to access safe deposit 
boxes and make appropriate changes.

	☐	 Advise creditors in writing that a death has 
occurred. 

	☐	 Change ownership of assets and lines of credit. 

	☐	 Obtain copies of your loved one’s outstanding bills. 

	☐	 Close any social media accounts, such as 
Facebook, Twitter, Instagram, etc. 

	☐	 Have your will reviewed by an attorney.

WITHIN THE FIRST 6 MONTHS:
See a tax accountant or tax lawyer. Federal law requires 
that an estate tax return be filed within nine months of 
the death in many cases. Since tax laws are constantly 
being revised, it is important to seek out expert advice 
to determine your full tax liability

Probate procedures can be a complex matter, 
depending upon the size of the estate and the claims 
against it. In some states probate can take a year to 
complete, so again, an attorney can be helpful.

	☐	 Organize and distribute your loved one’s personal 
belongings. 

	☐	 Remove loved one’s name from marketing and 
mailing lists. 

WITHIN THE 1ST YEAR:
Determine if your annual income is impacted by the 
death of your loved one.

Create a monthly budget based on your salary (if 
employed), benefits, income-producing assets, and 
other investments and savings.
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After Your Loved One  
Is Gone
Understanding grief and the feelings attached to grief 
are important steps in healing and in helping others 
who may be grieving. We understand that there is no 
“right” way to grieve or “right” amount of time to grieve. 
It can help to talk about grief with someone outside of 
your network of family and friends.

When Grief is New
When a loved one dies, people often don’t know what 
to say or how best to support bereaved families. This 
uncertainty can create a sense of awkwardness and 
distance. Sometimes there is an unrealistic expectation 
that the bereaved should get back to normal as quickly 
as possible.

Grief is not that simple. There’s no quick fix for grief, 
and the normal life you knew has changed.

When someone dies, your life changes. The direction 
your life was heading alters course. If your loved 
one was sick for some time, you may miss your role 
as caregiver and the relationship you shared with 
the health professionals who were involved in their 
treatment.

When your grief is new, you may find yourself:
•	 Crying easily
•	 Yearning for your loved one
•	 Feeling overwhelmed
•	 Feeling out of control
•	 Having difficulty concentrating
•	 Feeling tired
•	 Thinking you’re going crazy
•	 Feeling less tolerant of other people
•	 Feeling that no one can understand what it feels like
•	 Feeling anxious or panicky
•	 Feeling alone and disconnected from others
•	 Having difficulty making decisions
•	 Having difficulty reading
•	 Having thoughts of dying to be with them again

Understanding Grief
Grief is a normal and natural response to loss. 
Reactions to loss can vary depending upon many 
factors, such as whom we lost, the nature of the 
relationship, our support system and our own coping 
skills. Grief is painful and at times can seem unbearable.

If your loved one has recently died, you’re likely to 
experience strong emotions and physical reactions 

—especially during the first few months — which at 
times might seem unbearable. Many of these emotions 
will come and go, and change over time. You may feel 
desperately sad, overwhelmed or completely alone. 
Some may experience anger, guilt or regret. Others 
may replay the events of their loved one’s last few days 
or weeks over and over. With time and grief work, the 
waves of grief tend to lessen in frequency and intensity.

Grief can also cause physical reactions such as head 
and stomach aches, difficulty sleeping, increased 
anxiety or appetite changes. For some, making 
decisions and adjusting to changes can be difficult after 
a loss. Others may experience sadness, anger, guilt, 
loneliness or loss of faith.

Coping With Grief
One of the first questions that families ask is, “How long 
will I feel this way?”

The answer to this question is, it depends. How you 
grieve and how long it takes are influenced by many 
factors including your personality, the way you deal 
with other challenges or difficulties in your life, and the 
circumstances surrounding your loved one’s death.

At first, relatives often report that they feel as though 
they’re on “automatic pilot,” or they are just “going 
through the motions.” You may not remember who 
called to express their condolences or stopped by to 
visit. You might feel numb or on edge. The days may 
tend to blur into one.

Even though these feelings can be difficult to tolerate, 
they are all normal responses as you attempt to take in 
the reality of your loved one’s death. It’s important to 
tell yourself that eventually these reactions can lessen 
as time goes on.

The Four Tasks of Mourning
After a death, survivors are left to face the pain of grief 
and a new world without their loved one. Mourning is 
the process of adapting to loss through the completion 
of four tasks, developed by psychologist, Dr. J. William 
Worden.

These tasks help to normalize grief reactions and 
empower you to view grief as an active process that 
you can work through, rather than a passive process 
that happens.

Keep in mind that adapting doesn’t mean forgetting – it 
means finding a way to cherish the memories of the 
loved one, while continuing to move forward in life. 
It means adjusting to a world without the deceased, 
while holding a place for them in your heart and begin 
healing.

AdventHealth Hospice 52



NOTE: Mourning is not a linear process. The tasks are 
often completed in order, but not always. Also, a task 
may be revisited many times before it is completed.

Task 1: Accept the reality of the loss.
After a death, it's common that the reality of the 
situation is minimized or denied. To complete this task 
the reality of the loss must be fully accepted, both 
intellectually and emotionally,

Task 2: Process the pain of grief.
Grief involves painful emotions such as sadness, anger, 
and guilt. It can be tempting to avoid these feelings, 
burying them rather than facing them. However, 
working through grief means confronting, naming, and 
making sense of these emotions.

Task 3: Adjust to a world without the deceased.
The death of a loved one will usually bring about a 
number of life changes. These can range from minor 
changes in daily routines, to the adoption of an entirely 
new world view. The third task is about navigating 
these changes and adjusting to the world without your 
loved one.

•	 Internal adjustments are changes to one's identity. 
Survivors may have to answer the question, "Who am 
I now?" You may also experience changes to self-
esteem.

•	 External adjustments include taking on new roles 
and developing new skills. Survivors may have to 
take on the tasks that were handled by their loved 
one, such as cooking, working, and childcare.

•	 Spiritual adjustments are changes to beliefs, values, 
and assumptions about the world. For example, a 
belief that "the world isn't fair" might change after a 
loss. The survivor may choose to reaffirm, modify, or 
replace their previous world view.

Task 4: Find a way to remember your loved one 
while moving forward in life
Moving on doesn’t mean forgetting. It means finding 
a place for your loved one in one’s thoughts – a 
place that is important but still leaves room for others. 
Completing this task means finding a healthy balance 
between cherishing their memory and moving forward 
in life.
1.	 Based on the book, "Grief counseling and grief therapy: A hand-

book for the mental health practitioner" by J. William Worden, 
Psy.D., Springer Publishing Company.

2.	 Worden, J. W. (2020, October 26). The tasks of mourning: Work-
sheet. Therapist Aid. https://www.therapistaid.com/therapy-work-
sheet/tasks-of-mourning

Bereavement Services 
In Hospice, we believe that ongoing support for families 
following the death of a loved one is important to the 
healing process. We offer a range of services and 
opportunities to guide family members through the 
grieving process.
•	 One to one phone support
•	 Bereavement counseling
•	 Grief support groups
•	 Referrals
Grief is a unique experience for everyone. One may be 
presented with an array of feelings such as sadness, 
anger, relief, guilt and loneliness. These feelings are a 
normal part of grieving.

Our compassionate counselors offer support and 
resources to help you cope with your loss. The 
bereavement counselors will guide you and your family 
through the grieving process, help you rebuild your 
life by providing grief education, emotional and social 
support and community resource referrals. 

By creating a comfortable environment to share 
emotions and normalizing the grief process, our 
counselors help grieving persons achieve personal 
growth and adjust to the new reality of their lives 
without their loved ones.

The bereavement staff will:
•	 Keep in touch with the family by phone or by letter 

for up to 13 months.

•	 Provide support groups, education, and resources 
about the grieving process, at no cost.
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•	 Offer up to 6 sessions of individual bereavement 
counseling, at no cost.

•	 Provide community memorial services throughout the 
year to honor those who have passed away.

Grief Support Groups*
Groups are led by mental health counselors, social 
workers or mental health interns specifically trained in 
bereavement and grief counseling. During grief support 
sessions, you’re encouraged to choose your own level 
of involvement, working to incorporate your loss into 
your current life’s situation. This supportive strength-
based approach helps you discover and develop your 
own emotional, spiritual, and social resources for your 
long-term recovery. There are a variety of offerings 
available with virtual options.

*Only available in same state; for all out of state needs 
Bereavement team will assist in finding local support.

Helping Children Through  
the Illness and Grieving Process
Most of us like to think that we will die when we are 
old and gray, but the truth is, death has no age limit. 
Preparing children and teenagers for death can be a 
remarkable challenge for anyone, but if given solid, 
concrete information in ways they can understand, 
children can learn effective coping skills during this 
process.
•	 Be honest — and use KISS (Keep It Simple & Short).
•	 Encourage them to ask questions — then provide 

age appropriate answers.
Describe their loved one’s illness/diagnosis in age-
appropriate terms. Try to address the 5 Concerns  
children may have when a loved one is seriously ill, 
dying, or had died.  
1.	 Can I Catch It? Call the illness/diagnosis by its name.  

If you simply say the person is sick, then the child 
may fear that if they or someone else who gets sick 
they will die too. Let them know it is safe to touch the 
person.

2.	Did I Cause It? Children may think that their thoughts 
or wishes can influence their world and may feel 
responsible of someone’s illness, dying, or death.  
Most children are curious and wonder why things 
happen.  It would be helpful for them to be given an 
explanation instead of their minds making up a story.

3.	Can I Cure It? Children may worry that they could 
have somehow prevented the person from dying. 

Reassure them that the illness and death are beyond 
their control, and nothing could be done to cure or 
prevent it. Provide them opportunities to talk through 
their feelings and thoughts without judgements or 
platitudes such as "He’s in a better place now" or 
"You’re strong, you’ll get over this."

4.	Who Will Take Care of Me? When a parent or 
guardian is dying, or has died, children often worry 
about who will take care of them, even if they have 
a healthy surviving caregiver. They may fear that if 
one person in their life can die, someone else they 
depend on may also die. It’s natural to worry about 
the safety of important people in their lives.
•	 Reassure your children that they’ll always be 

looked after until they’re old enough to care for 
themselves.

•	 If you’re their parent or guardian, and you’re 
healthy, let them know you’ll most likely take care 
of them until they’re grown-up. 

•	 Name the other people in their lives who could 
look after them if you cannot.

•	 When possible, include that information in a legal 
will.   

5.	How Can I Stay Connected? There is a need to 
maintain a bond with the person who is ill or has 
died, and it is important to stay connected to them. 
Rather than "moving on" by detaching, this approach 
focuses on redefining the relationship as one that 
endures through memory and ritual.
•	 Write letters to their loved ones. Talk to them. Set 

a place for them during the holidays. 
•	 Celebrate Anniversaries. Acknowledge birthdays 

or "death anniversaries" by eating their favorite 
food, visiting a place they loved, or gathering with 
others to share stories.

•	 Wear linking objects. Create a memory box for 
keepsakes 

•	 Created a Memorial Space to display meaningful 
objects.  

•	 Create an online memorial page or use social 
media as a space for friends and family to 
continuously post memories and photos. 

It’s important to address these concerns even if your 
child hasn’t brought them up. Many children don’t share 
these thoughts and worries, even with those they’re 
closest to, because they do not want to make others 
feel sad.
•	 Use simple words. Death and dying, no euphemisms. 

Death is a natural part of the circle of life. We don't 
want them to fear getting sick, or fear going to sleep, 
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or waiting for someone who has gone away or on a 
trip to come back. 

•	 Minimize change and disruption and keep up 
discipline and structure.

•	 Give them choices about their participation. To 
see their loved one or not. If they want to see their 
loved one, prepare them for what they are going to 
see or any recent declines. Do they want to attend 
the funeral or not. Rituals are important in mourning 
and teaching your children your family’s traditions 
to honor the death of a special person is important.  
Think of ways that they would like to participate such 
as singing, talking, making an art project, creating the 
pictures display.   

•	 Provide opportunities for play. Be prepared for 
children to return to playing or doing something 
familiar after asking a difficult question.

Telling a Child That Someone Has Died
Telling a child that someone has died is a difficult task. 
Children deserve honesty when hearing about the 
death of someone they care about.  An honest heartfelt 
conversation can strengthen connections and build 
trust in relationships. The challenge is to resist the urge 
to protect children… embrace the opportunity to teach 
them resiliency skills to deal with this loss and future 
losses.    

Pick a safe space and time to talk to them.  Pay 
attention to your own emotional state. Children will take 
their cures from you. You may benefit from practicing 
some relaxation techniques before starting the 

conversation. Allow your child to hold onto something 
they find comforting during the conversation. Speak to 
them in language that is developmentally appropriate.  

While talking with your child, take time, pause and 
let your children express their emotions. Use direct 
language, such as death or died. Share the basic facts,  
“You know Mommy has had cancer. Today Mommy’s 
body could not fight the cancer any longer, and she 
died.”

Normalize their feelings. Let them know it’s okay to feel 
a variety of feelings: mad, scared, confused, relieved, 
angry, etc. Educate your child about the traditions and 
rituals your family will be participating in the upcoming 
days. Talk about ways that they can participate in the 
traditions. 

Remember, children respond differently to death than 
adults. They may resort to play and laughter because 
that is “normal” to them. Allow these opportunities 
whenever possible.

If you would like more information about how to 
help a grieving child, please let your social worker 
know. Some AdventHealth Hospice locations have a 
Children’s Grief Support Educator, who can help adults 
learn how to talk to children about terminal illnesses 
and death. Resource materials are also available.

To learn more about our bereavement services, 
speak with your social worker or call our 
bereavement department.
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Making a Difference
As a non-profit, faith-based organization, the 
AdventHealth Hospice Foundation supports whole-
person health and compassionate end-of-life care, 
giving families opportunities to spend precious 
moments together. We rely on charitable giving to 
cover services not reimbursed by government or 
private insurance plans. The impact of your donation 
supports our team of caregivers in providing quality 
and compassionate end-of-life care and allows families 
to have the opportunity to spend precious moments 
together. Here are some ways that you can make a 
lasting impact: 

Monetary Contributions
We welcome general, monetary donations to our 
foundations. These gifts will be used for the area that 
has the greatest need for financial support or you may 
designate where your donation should go. 

Gifts of Remembrance
Give a gift in honor or in memory of someone you love. 
These gifts may recognize the outstanding work of a 
caregiver, an anniversary, or the passing of a loved one. 

Estate Planning
Leave a legacy by including our foundation in your 
will or trust. These gifts have a lasting impact on the 
ability for our hospice programs to grow and serve 
more patients and families. Speak to your attorney or 
financial planner about how to incorporate a gift into 
your financial planning. You may also make a gift of 
life insurance, appreciated stock or directly from your 
retirement funds. 

Matching Gifts
Many employers sponsor matching gift programs 
and will match charitable contributions made by their 
employees. This is a wonderful way to increase the 
value of your own contribution. We are forever grateful 
for the support we receive from the community. Thank 
you for making a difference!

Where to Donate Supplies and Items
After your loved one has passed, you may have some 
items that are no longer needed and can be donated. 
Ask your social worker for a list of local organizations 
that may be able to use these items. Please call first to 
ensure that they can accept your donation. 

For more information about the  
AdventHealth Hospice Foundation,  
visit AdventHealth.com/Foundation  

or ask a team member  
for a local contact.
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CHANGE OF DESIGNATED HOSPICE 
Situations occur that dictate the hospice will no longer be 
able to provide continued care and will require the patient 
to be transferred to another hospice provider. They may 
include the following:
•	 The patient and family/caregiver choose to leave the 

area served by the hospice. 
•	 The patient and family/caregiver desire another 

provider of hospice care.
•	 The hospice organization is no longer able to provide 

the necessary care.
A patient receiving hospice services under the Medicare 
or Medicaid hospice benefit may change the designation 
of the hospice from which he/she receives care. This may 
be done once during each election period. This is not a 
revocation and, therefore, there is no loss of benefit days 
for that election period. A signed statement with specific 
information is required at the time this occurs. This form will 
be filed in the patient’s clinical record, and a copy will be 
sent to the receiving hospice. 

DISCHARGE FOR CAUSE
If the hospice determines the patient should be discharged 
because of disruptive, abusive, or uncooperative behavior, 
the following steps will be taken:
a.   Advise the patient and/or caregiver that a ‘discharge for 

cause’ is being considered.
b.  Make a serious effort to resolve the problem(s) caused 

by the behavior or situation of a patient or other per
son(s) in the home, and document problems and efforts 
made to resolve it in the clinical record.

c.  Determine that the patient’s proposed discharge is not 
due to the patient’s use of necessary hospice services.

d.  Prior to discharging a patient for cause, the hospice 
care team will obtain a written discharge order from the 
hospice medical director. If the patient has an attending 
physician involved in the care, this physician will be 
consulted before discharge and his/her review and 
decision should be included in the discharge note.

e.  The hospice will also consider referrals to other 
appropriate and/or relevant state/community agencies 
(e.g. Adult Protective Services) or health care facilities 
prior to discharge.

f.   All actions are documented in the patient’s medical 
record.

LEAVE SERVICE AREA/ ENTER A NON-
CONTRACTED FACILITY
If the patient is found to have left the designated hospice 
service area or entered a facility that the hospice in not 
contracted with, the hospice will discharge the patient. 
The hospice will notify patient and/or legalized authorized 
persons.

DISCHARGE, REVOCATION AND 
TRANSFERS FROM HOSPICE
DISCHARGE 
The hospice will provide services if the patient is certified 
as terminally ill with a prognosis of six months or less, lives 
in the designated service area, and care can be provided 
safely and appropriately. 
Discharge Criteria:
•	 The medical director and/or attending physician de

termine the patient is no longer hospice-appropriate, 
according to standard clinical criteria for determining 
disease prognosis of six (6) months or less.

•	 The patient leaves the hospice’s service area or 
transfers to another hospice 

•	 Environment is determined to be unsafe for the patient 
and/or staff.

•	 The hospice determines that the patient’s (or other 
persons in the home) behavior is disruptive, abusive, 
or uncooperative to the extent that delivery of care to 
the patient or the ability of the hospice to operate is 
seriously impaired.

•	 Patient enters a non-contracted facility
•	 The patient or family/caregiver refuses to allow the 

hospice physician or nurse practitioner to have the 
required face-to-face encounter (prior to third and 
subsequent benefit periods. 

PATIENT NO LONGER TERMINAL
When a patient is to be discharged no longer terminal, 
the hospice care team will develop a discharge plan that 
will include any services needed prior to discharge. The 
hospice case manager/designee will ensure the required 
documentation is completed at the time of discharge.

REVOCATION OF HOSPICE BENEFIT ELECTION 
A patient and family/caregiver may revoke the election of 
hospice care at any time. To revoke this care, request a 
revocation of election of hospice care statement (NOTR) 
from one of your hospice care team members or call the 
Patient Services Line. The NOTR must be signed and filed in 
the patient’s clinical record. 
Revoking the Medicare or Medicaid hospice benefit 
is a choice of patient and family/caregiver. In revoking 
these benefits, the patient will forfeit coverage for any 
remaining days in that election period. A patient can in the 
future recoup remaining election periods if he/she meets 
admission criteria. A patient may not designate an effective 
date earlier than the date the revocation of election of 
hospice care statement was signed. 
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ADVANCE DIRECTIVES
The federal Patient Self-Determination Act (PSDA), enacted 
in 1991, dictates that health care institutions certified by 
Medicare and/or Medicaid must take steps to educate all 
adult patients, regardless of medical condition, on their right 
to accept or refuse medical care. If the patient is unable 
to read or unable to comprehend Advance Directives 
education, the written and verbal information will be given 
to a family member or legal guardian. The PSDA law 
also directs healthcare providers to inquire on admission 
whether a patient has made an Advance Directive, to 
maintain policies and procedures on advance directives, 
and provide this information to patients upon request. 
An Advance Directive is a document allowing a person to 
give directive about future medical care, or to designate 
another person to make medical decisions about future 
medical care or to designate another person to make 
medical decisions if he or she should lose decision making 
capacity. 
Advance Directives are intended to:
1.	 Preserve individual rights and intentions in the event 

the individual is no longer able to participate in his/her 
health care decisions.

2.	 Encourage communication between the patient and 
his/her family, physician and health care providers 
regarding the patient’s intentions.

3.	 Provide an opportunity for verbal or written 
declarations instructing the physician to provide, 
withhold or withdraw life-prolonging procedures.

4.	 Allow each individual to designate another person to 
make treatment decisions in the event that he/she is 
unable to make his/her own decisions.

Health Care Decisions 
You have the right to make medical choices regarding 
your health care, unless care is ordered by a court. In an 
emergency your acceptance of medical care and treatment 
(consent) is assumed, unless otherwise directed. 
If and when you are unable to make your own decision, 
Colorado and Florida laws allow your guardian, your agent 
under a Medical Power of Attorney or a substitute decision 
maker (proxy) to make your health care decisions. 
Law requires the physician and his designee to make 
reasonable efforts to contact those close to the patient for 
the purpose of seeking a substitute decision maker (proxy). 

Philosophy and Policy on Advance Directives
Hospice care neither hastens death nor prolongs life. When 
patients with life-limiting diseases and their caregivers 
choose hospice care, this means that aggressive, lifesaving 
or curative medical interventions are no longer their choice 
or option. At that point, they have chosen to receive 
comfort care that relieves pain or other symptoms in order 
to experience quality time at the end of life.
Hospice respects patients’ and caregivers’ rights to make 
decisions about all medical interventions. If the patient/
caregiver should choose lifesaving, aggressive measures 
outside the hospice plan of care, they accept responsibility 
for these choices. AdventHealth Hospice will respect 
that choice, offer information on alternative health care 
options consistent with their treatment choices, discharge 

the patient from AdventHealth Hospice, and encourage 
readmission when palliative end-of -life care is their choice.

Types of Advance Directives
Advance directives take several forms. 
In the State of Florida*, you may exercise your right of 
self-determination through a Living Will (LW), a Health Care 
Surrogate (HCS), Health Care Durable Power of Attorney 
(DPOA), and in conjunction with your physician, or a Do Not 
Resuscitate Order (DNR/DNRO). 
In the State of Colorado, you may exercise your right 
of self-determination through a Medical Durable Power 
of Attorney (MDPOA), Living Will (LW), CPR Directive, 
Medical Orders for Scope of Treatment (MOST), and a 
cardiopulmonary resuscitation directive (CPR).
In the State of Illinois, you may exercise your right of self-
determination through a Living Will (LW), Health Care Power 
of Attorney (HCPOA), Mental Health Treatment Preference 
Declaration, and Practitioner Orders for Life-Sustaining 
Treatment (POLST).
In the State of Kansas, you may exercise your right of self-
determination through a Living Will (LW), Durable Power 
of Attorney for Health Care (DPOA), a Do Not Resuscitate 
Order (DNR/DNRO) and Practitioner Orders for Life-
Sustaining Treatment (POLST).
Kansas also has Advance Planning for Your Pets. The 
Perpetual Pet Care program at Kansas State University is 
designed to provide you with an option for planning for the 
care of your pets after your death. The program offers both 
care and assistance with finding a home for your pets that 
meets your requirements. For more information, contact the 
College of Veterinary Medicine at 785-532-4013 or e-mail 
perpetualpetcare@vet.k-state.edu.
Please read this information carefully. Do not sign any 
documents unless you fully understand the information. You 
may wish to discuss this material in more detail with your 
physician, family or legal advisor.
Please Note: The existence of or lack of Advanced Directive 
does not hamper your access to care or services. 
*NOTE: The legal basis for these rights can be found in the 
Florida Statutes Chapter 765 and Federal law 42-CFR.-489.

Medical Orders for Scope of Treatment (MOST) / 
CPR Directive
Colorado has a state-approved cardio-pulmonary 
resuscitation (CPR) form called the Colorado Medical 
Orders for Scope of Treatment (MOST) form available. Once 
signed by your physician, this will allow you or your proxy 
to refuse resuscitation (CPR) if you stop breathing on your 
own or your heart stops. If you have this form (directive) 
signed and your heart and/or lungs stop then paramedics, 
doctors, emergency personnel or others will not try to get 
your heart/lungs working again. If you do not have a signed 
directive, in almost all cases, resuscitation will be initiated. 
The original copy must be readily available to appropriate 
personnel or you are urged to order and wear a necklace 
or bracelet that will quickly identify you as someone who 
does not want to be resuscitated. If this directive is not 
found and you are not wearing a necklace or bracelet, CPR 
will be initiated. 
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Physician Orders for Life-Sustaining Treatment 
(POLST)
Intended for individuals with serious illness or advanced 
frailty, it translates a patient's end-of-life care preferences 
into actionable medical orders on interventions like 
cardiopulmonary resuscitation, mechanical ventilation, 
and artificial nutrition. Unlike a general advance directive, 
a POLST is a medical order set, signed by a healthcare 
professional, that travels with the patient to ensure 
their wishes are honored when they cannot speak for 
themselves. A POLST Order will only be entered into your 
medical record if it contains all of the required signatures.

Living Will
A Living Will is a document telling your doctor not to use 
artificial life support measures if you become terminally 
ill. Any adult in the State of Florida, Illinois, Kansas and 
Colorado has the legal right to make a written declaration 
to withhold or withdraw life-sustaining procedures. Before 
your living will can guide medical decision-making two 
physicians must certify:
•	 You are unable to make medical decisions,
•	 You are in the medical condition specified in the state’s 

living will law (such as “terminal illness” or “permanent 
unconsciousness”).

•	 Other requirements also may apply, depending upon 
the state.

Living wills may also be used to stop tube feeding and 
other forms of artificial nourishment, but only if your living 
will clearly says so and you have a terminal illness and 
are unconscious, comatose, or otherwise incompetent. If 
you are unable to swallow food and/or fluids, your living 
will won’t prevent you from being fed. In any case, artificial 
feeding will be used if necessary to relieve pain.
A living will allows you to document your wishes concerning 
medical treatments at the end of life. 

Health Care Surrogate (HCS)
You may designate a Health Care Surrogate (HCS), delegating 
this individual to make healthcare decisions if/when you lack 
the capacity to do so, unless authority has been expressly 
limited by you, to:
•	 make health care decisions which they believe you 

would have made
•	 if stipulated, make health care decisions for you without 

the determination of incapacity
•	 to provide informed consent if you are incapable of 

doing this for yourself
•	 provide written consent not to resuscitate
•	 have access to appropriate medical records
•	 authorize release of information and medical records
Any competent adult may designate a person to serve 
as his/her health care surrogate. It is wise to notify the 
person designated as the surrogate of this designation to 
make certain he/she is willing to serve as your surrogate. 
Even if named in a Living Will, a person named as a health 
care surrogate has the right to refuse to serve. You should 
consider naming a backup in the event your first choice is 
unable or unwilling to serve. It is also your responsibility to 
notify the physician that you have signed a Living Will and 
provide him or her with a copy.

A health care surrogate cannot consent to abortion, 
sterilization, electroshock therapy, psychosurgery, 
experimental treatment or therapy with those exceptions 
provided by state law, voluntary admission to a mental 
facility, or withholding or withdrawing life-prolonging 
procedures from a pregnant your loved one prior to viability
Once you have designated a health care surrogate, this 
designation revokes any prior designations. The law 
requires that your physician and your health care surrogate 
review your capacity to consent every 30 days or at any 
time you request this to be done. If you ask to revoke the 
designation of your health care surrogate, your physician 
and one other physician who is not employed by the 
entity or associated with your physician will evaluate your 
capacity to make this decision.

Health Care (HCPOA) or Medical Durable 
(MDPOA) Power of Attorney (POA)
Allows you to appoint a person you trust as your healthcare 
agent (or surrogate decision maker), who is authorized to 
make medical decisions on your behalf. Before a medical 
power of attorney goes into effect a person’s physician 
must conclude that they are unable to make their own 
medical decisions. In addition:
•	 If a person regains the ability to make decisions, the 

agent cannot continue to act on the person’s behalf.
•	 Many states have additional requirements that 

apply only to decisions about life-sustaining medical 
treatments.

For example, before your agent can refuse a life-sustaining 
treatment on your behalf, a second physician may have to 
confirm your doctor’s assessment that you are incapable of 
making treatment decisions. These powers include:
•	 the right to require, consent to or withdraw any type of 

personal care or medical treatment for any physical or 
medical condition;

•	 the right to admit you to or discharge you from any 
hospital, other institution, or to home; and

•	 the right to arrange for consent to medical, therapeutic 
and surgical procedures.

Your agent must use due care to act for your benefit. The 
court may take away the powers of your agent if it finds 
that he/she is not acting properly. An individual granted 
a “Health Care or Medical Durable Power of Attorney” 
may not consent to any of the following without review by 
two physicians and review by a bioethics committee as 
appropriate unless specific direction is contained in the 
document: abortion, sterilization, electroshock therapy, 
psychosurgery, experimental treatment or therapy with 
those exceptions provided by law, voluntary admission to a 
mental facility or withholding or withdrawing life-prolonging 
procedures from a pregnant loved one prior to viability.

Substitute Decision Making (Proxy)
Under Colorado law, family members and close friends 
have the right to select a substitute decision maker for 
a patient who doesn’t have an advance directive or a 
guardian. If a doctor or a judge determines that the patient 
cannot make medical decisions, the doctor shall make 
reasonable efforts to tell the patient who the proxy is and 
of the patient’s right to object to the proxy selected and the 
proxy’s decision. 
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Guardian
A person appointed by a court to assist with the personal 
affairs of a person who is unable to make his or her own 
decisions. The law regards a person as being unable 
to make personal decisions if he/she lacks sufficient 
understanding or capacity to make or communicate 
responsible decisions concerning him or herself. A 
guardian is any person over 21 or an appropriate agency, 
which is willing to serve. A guardian is not required to 
provide for their ward out of their own money nor are 
they responsible for their ward’s behavior. More than one 
individual may share guardianship. 

Proxy Decision-Makers (Florida)
While a health care surrogate is someone to whom your 
loved one delegates decision-making authority, a proxy is 
one to whom the responsibility falls by default when the 
incapacitated the patient has not executed an advance 
directive. Unless a court has previously appointed a legal 
guardian for the patient, family and friends should be 
approached in the following order:
1.	 Patient’s spouse
2.	 Adult children
3.	 Patient’s parent
4.	 Adult siblings of patient
5.	 Adult relative who is familiar with the patient’s values 

and beliefs
6.	 Close friend of the patient
This order, dictated by common sense and standard 
practice, has been codified in the Florida statutes. 
Proxies (and surrogates) are tasked with directing care 
for the incapacitated in accordance with the principle of 
substituted judgment. That is to say, they are to make 
the decision they believe the patient would make if he 
or she could speak for himself or herself, based on their 
knowledge of the patient and his or her value system. 
When there is more than one adult child or sibling and 
they disagree about what your loved one would want, 
care should be provided according to the directions of the 
majority of those available to participate in the decision-
making process.

Medical Power of Attorney
A medical power of attorney (or healthcare proxy) allows 
you to appoint a person you trust as your healthcare agent 
(or surrogate decision maker), who is authorized to make 
medical decisions on your behalf. Before a medical power 
of attorney goes into effect a person’s physician must 
conclude that they are unable to make their own medical 
decisions. In addition:
If a person regains the ability to make decisions, the agent 
cannot continue to act on the person’s behalf.
Many states have additional requirements that apply only to 
decisions about life-sustaining medical treatments.
For example, before your agent can refuse a life-sustaining 
treatment on your behalf, a second physician may have to 
confirm your doctor’s assessment that you are incapable of 
making treatment decisions.

Do Not Resuscitate Order (DNR/DNRO) FL & KS
This informed consent, signed order directs the withholding 
or withdrawing of cardiopulmonary resuscitation (artificial 
ventilation, cardiac compression, endotracheal intubation 
and defibrillation). A patient with a DNRO shall still receive 
comforting pain-relieving care.
This document (DH Form 1896, revised 12/2004, pursuant to 
Florida Statute Chapter 765), a copy or original may be honored 
by hospital emergency services, nursing homes, assisted living 
facilities, home health agencies, hospices, adult family care and 
emergency medical services. It is signed by a Florida licensed 
physician (458 or 459 FS), and the patient or his/her health care 
surrogate, proxy, court appointed guardian or Durable Power of 
Attorney.

Mental Health Treatment Preference Declaration
This document allows adults “of sound mind ” to share their 
preferences for future mental health treatment and must be 
followed by doctors and mental health providers except as 
otherwise provided by law or in emergency cases where 
your life or health is in danger. (Illinois)
You can write your own wishes and/or choose someone to 
make your mental health decisions for you. You can also 
note conditions or limitations related to your treatment. 
The following people cannot sign as witnesses: 
•	 The attorney-in-fact named in your declaration, 
•	 Your attending physician, mental health provider, or a 

relative of your physician or provider, 
•	 The owner, operator, or relative of an owner or operator 

of a facility where you are a patient or resident, or 
•	 A person related to you by blood, marriage, or adoption  
When you have completed your declaration, give a copy 
to your attending physician. It will become a part of your 
medical record. The declaration lasts for 3 years. You can 
revoke the declaration or part of the declaration at any time 
in writing to your attending physician.

What Else Do I Need to Know?
We hope that you will discuss this matter with your loved 
ones, spiritual advisor and physician. We encourage you 
to write down your wishes concerning medical treatment. 
Advance directives are legally valid throughout the United 
States. While you do not need a lawyer to fill out an 
advance directive, your advance directive becomes legally 
valid as soon as you sign them in front of the required 
witnesses.
Emergency medical technicians cannot honor living wills or 
medical powers of attorney. Once emergency personnel 
have been called, they must do what is necessary to 
stabilize a person for transfer to a hospital, both from 
accident sites and from a home or other facility. After 
a physician fully evaluates the person’s condition and 
determines the underlying conditions, advance directives 
can be implemented.
Advance directives do not expire. An advance directive 
remains in effect until you change it. If you complete a new 
advance directive, it invalidates the previous one.
You should review your advance directives periodically 
to ensure that they still reflect your wishes. If you want to 
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change anything in an advance directive once you have 
completed it, you should complete a whole new document.
Any advance directive (which includes the Living Will, 
Health Care Durable Power of Attorney, Health Care 
Surrogate, CPR, DNRO, etc.) may be revoked at any time 
by:
•	 signing and dating another document
•	 physically destroying the document
•	 verbally expressing the desire to rescind it.
If you wish additional information regarding medical 
choices, please advise us and our hospice care team will 
assist you and your family in this process. Please remember 
that AdventHealth Hospice employees and volunteers may 
not witness or notarize a written directive. 
If you have executed an Advance Directive, please provide 
a copy to us to include in your medical record, so that we 
may uphold your wishes. 

PATIENT BILL OF RIGHTS
AS A PATIENT OF ADVENTHEALTH HOSPICE,  
I HAVE THE RIGHT TO:
1.	 Be treated with courtesy and respect including 

appreciation of my individual dignity and protection of 
my privacy.

2.	 Complete life with peace, dignity, and the presence of 
supportive persons.

3.	 Receive information about services covered under the 
hospice benefit and information about the scope of 
services that hospice will provide, including specific 
limitations on those services.

4.	 Know who is providing my medical services and who 
is responsible for my care and what support services 
are available, including provision of an interpreter if 
necessary.

5.	 Choose my attending physician.
6.	 Give my informed consent for care and participation 

in decisions concerning my care, including who is 
providing and will be responsible for my care.

7.	 Receive information and counseling regarding financial 
resources for hospice care; upon request, receive a 
copy of any bills and charges sent to my insurance 
company.

8.	 Receive answers to questions and requests in a timely 
manner concerning diagnosis and plan of care, and not 
be deceived regarding diagnosis, treatments, risks and 
options.

9.	 Continue receiving medical and nursing services even 
if “curative” goals change to “comfort” goals.

10.	 Voice grievances regarding treatment or care that is 
(or fails to be) furnished and the lack of respect for 
property by anyone who is furnishing services on 
behalf of hospice.

11.	 Not be subjected to discrimination or reprisal for 
exercising my rights.

12.	 Be involved in developing my hospice plan of care.
13.	 Receive information on Advance Directives in 

accordance with Florida and Colorado statutes.
14.	 Execute a Do Not Resuscitate Order (DNRO) or 

Cardiopulmonary Resuscitation (CPR) at any time; 
rescind the DNRO or CPR at any time.

15.	 Receive hospice care and services with or without an 
Advance Directive and/or DNR/DNRO/CPR, or POLST, 

understanding that life-prolonging measures are not 
part of the hospice plan of care.

16.	 Receive effective and timely pain management and 
symptom control, including emotional or spiritual 
symptoms to the best of my physician’s and team’s 
ability.

17.	 Be free from mistreatment, neglect or verbal, mental, 
sexual or physical abuse including injuries of unknown 
source, and misappropriation of property.

18.	 Express my feelings and emotions in my own way, 
however changing that may be.

19.	 Refuse any treatment, except otherwise provided by 
law.

20.	 Request in writing discontinuation of hospice services 
at any time, for any reason.

21.	 Respect for the sanctity of my body, including honoring 
my wishes for arrangements after my death.

22.	 Respect for my value system, home environment, 
personal property, cultural traditions and my religious 
and/or spiritual experiences.

23.	 Have a confidential clinical record; have a copy of the 
AdventHealth Hospice Notice of Privacy Practices. 

24.	 Have your family/caregiver educated in ways of caring 
for you when self-care is no longer possible.

25.	 To be free from restraints and seclusion in any form if 
used as a means of coercion, discipline, convenience 
for the staff, or retaliation. Restraint or seclusion may 
only be imposed to ensure the immediate physical 
safety of the patient, staff members, or others and must 
be discontinued at the earliest possible time.

26.	 Patients shall have the right to exercise religious 
beliefs.

27.	 Patients shall have the right to be fully informed of 
hospice policies and charges for services, including 
eligibility for third party reimbursement, prior to 
receiving care.

28.	 Patients shall have the right to receive effective pain 
management and symptom control from the hospice 
for conditions related to terminal illness.

29.	 Patients shall have the right to be informed, in advance, 
about the care to be provided and of any changes in 
the care to be provided.

PATIENT RESPONSIBILITIES
AS A PATIENT, I AM RESPONSIBLE FOR:
1.	 Providing hospice, to the best of my ability, accurate 

and complete information about present complaints, 
past illnesses, hospitalizations, medications and other 
matters relating to my health.

2.	 Notifying hospice when I have unexpected changes in 
my condition and/or changes in my address or phone 
number.

3.	 Notifying AdventHealth Hospice when any Advance 
Directives are executed, changed or rescinded.

4.	 Providing AdventHealth Hospice with a copy of any 
Advance Directives including DNRO/CPR.

5.	 Informing hospice of my understanding or lack of 
understanding of what is expected of me.

6.	 Participating in developing and following the plan of 
care recommended by my physician and hospice and 
accepting responsibility for any treatment not included 
in the hospice plan of care.
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7.	 Keeping appointments and, when I am unable to do 
so for any reason, notifying the appropriate healthcare 
provider and/or hospice.

8.	 Understanding that AdventHealth Hospice will follow 
all applicable local, state or federal hospice laws and 
regulations in its provision of hospice care and services.

9.	 Providing a safe environment for hospice staff 
including refraining from smoking when hospice staff is 
present. (This requirement is due to documented risks 
associated with exposure to secondhand smoke.)

10.	 Ensuring that any firearms are safely secured.
11.	 Ensuring that pets/animals are secured to prevent injury 

to staff.
12.	 Treating staff with respect and dignity.
13.	 Following instructions related to care and following 

rules and regulations as outlined in Hospice Care 
agreements.

14.	 Accepting consequences for decisions made regarding 
care and services.

15.	 Notifying AdventHealth Hospice if you wish to cancel 
services.

16.	 Informing Hospice staff members of any complications 
or side-effects of prescribed medications, activities, 
treatments, etc.

17.	 Providing accurate insurance and/or financial 
information; honoring financial commitments.

CAREGIVER BILL OF RIGHTS
AS THE CAREGIVER, YOU HAVE THE RIGHT TO:
1.	 Accurate information.
2.	 Have your own needs met.
3.	 Regular sleep and rest.
4.	 Ask and receive answers to your questions related to 

caregiving.
5.	 Participate in making decisions that affect your future.

CAREGIVER RESPONSIBILITIES
AS THE CAREGIVER, YOU ARE RESPONSIBLE FOR:
1.	 Providing or arranging for basic 24-hour care, including 

working with AdventHealth Hospice to arrange 
additional caregiver support as the patient’s care needs 
increase.

2.	 Providing a copy of the patient’s Advance Directives 
and/or DNRO/CPR if available, with the understanding 
that AdventHealth Hospice cannot honor an Advance 
Directive without seeing the information in writing.

3.	 Working with the patient and hospice team to develop 
and follow the plan of care and meet state and federal 
eligibility criteria; accepting responsibility for care and 
services outside the plan of care.

4.	 Calling hospice to report problems the patient and/or 
you are experiencing.

5.	 Being patient with yourself, as this is sometimes an 
exhausting role.

6.	 Providing accurate and complete information necessary 
for hospice to bill Medicare, Medicaid or any other third-
party payer.

7.	 Asking questions when you do not understand how to 
provide care for the patient.

8.	 Following home safety precautions including those 
taught by hospice staff in order to provide a safe 
environment for the patient and avoid injury of the 
patient/caregiver.

9.	 Assisting to provide a safe environment for hospice 
staff while they are in patient’s home, including 
refraining from smoking and not allowing others to 
smoke when staff are present. (This requirement is 
due to documented risks associated with exposure to 
secondhand smoke.)

10.	 Ensuring that any firearms or other weapons are 
secured.

11.	 Ensuring that pets/animals are secured to prevent injury 
to staff.

12.	 Treating hospice staff members with dignity and 
respect.

PATIENT AND CAREGIVER 
MEDICATION RESPONSIBILITIES
THE PATIENT AND/OR RESPONSIBLE CAREGIVERS 
AGREE TO:
1.	 Store all patient medications in a safe place, separate 

from other toxic drugs or chemicals, and out of the 
reach of children, pets, unauthorized or confused/
disoriented persons.

2.	 Administer the patient’s medications as prescribed and 
stated in the patient’s hospice plan of care.

3.	 Dispose of the patient’s medications when no longer 
needed, as instructed by the hospice nurse.

4.	 Document dates and times when specific medications 
are given, if requested to do so by the hospice nurse.

5.	 Assist the hospice nurse in tracking the use of 
prescribed, controlled substances.

6.	 Read the patient education materials that accompany 
hospice-provided medications in order to be aware 
of the purposes and potential risks of certain types of 
medications.

7.	 Contact AdventHealth Hospice with any questions 
about the use, administration or disposal of any 
medication.

R3 — Your Loved One and Caregiver Rights and Responsibilities, 
Created 9/26/02, Revised 6/17/11, 5/30/14

PATIENT FINANCIAL RESPONSIBILITY
MEDICARE
•	 Services not related to my terminal illness will continue 

to be covered under the Part A and Part B Medicare 
benefit.

•	 AdventHealth Hospice will be responsible for 
hospitalizations or other care and services that are 
pre-authorized by AdventHealth Hospice and related to 
the terminal illness. AdventHealth Hospice must have a 
contract with the hospital or other provider for approval 
to be given.

•	 I understand that if I enter a hospital or utilize any 
provider with which AdventHealth Hospice does 
not have a contract, or if I seek care and services 
related to my terminal illness without pre-authorization 
from AdventHealth Hospice, I will be responsible for 
payment for those services unless and until I voluntarily 
revoke the Medicare Hospice Benefit in writing.

•	 AdventHealth Hospice will provide equipment and 
supplies necessary for palliation of symptoms of my 
terminal illness. If I choose to obtain equipment or 
supplies from another provider, I will be responsible for 
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the associated costs and AdventHealth Hospice will 
not be financially responsible.

•	 I understand that I will be responsible for any Medicare 
deductibles and/or copayments, if applicable.

NEWLY ELIGIBLE FOR MEDICARE
•	 If I am receiving services from AdventHealth Hospice 

covered by a payer other than Medicare, I will inform 
AdventHealth Hospice if I become eligible for Medicare 
Part A before the effective date of the Medicare Part A 
coverage.

•	 I understand that I will be responsible for any Medicare 
deductibles and/or copayments.

MEDICAID OR MEDICAID PENDING
•	 I will not withhold information regarding income or 

assets that would result in ineligibility for the Hospice 
Medicaid Benefit.

•	 I agree to provide accurate and complete information 
and to cooperate fully in the Medicaid application 
process.

•	 If I am denied the Hospice Medicaid Benefit for any 
reason and am admitted to a long-term care facility, I 
will assume total financial responsibility for room and 
board costs from the date of admission to that facility.

•	 If I am denied the Hospice Medicaid Benefit for any 
reason, or for any period of time during which I have 
received hospice care and services, AdventHealth 
Hospice will bill me or the responsible party/estate for 
those services.

•	 AdventHealth Hospice or the long-term care facility 
will bill me or the responsible party/estate for any your 
loved one responsibility expenses as computed by 
the Department of Children and Family Services (CFS) 
office from the effective date of my Medicaid approval.

OTHER INSURANCE PLANS
•	 AdventHealth Hospice works with many insurance 

carriers to provide end-of-life care and services.
•	 I will be responsible for knowing the coverage and 

limitations of my insurance plan, and for copayments or 
deductible costs.

•	 I will work with AdventHealth Hospice representatives 
and provide complete and accurate information 
necessary for payment for hospice care and services.

•	 I understand that I will be responsible for any 
deductibles and/or copayments not covered by 
insurance.

FINANCIAL ASSISTANCE
•	 The decision to provide hospice care and services is 

not based on a patient’s ability to pay.
•	 I will be responsible for providing complete and 

accurate information necessary to determine my 
financial responsibility and ability to pay for care and 
services received from AdventHealth Hospice.

•	 Financial assistance may be available to patients who 
demonstrate their eligibility based on income, assets 
and family size and who meet the financial criteria 
specified in the AdventHealth Hospice Financial 
Assistance policy.

•	 AdventHealth Hospice staff will assist patients who 
are uninsured or under-insured in completing and 
submitting the necessary documentation.

R7 - Your Loved One Financial Responsibility, Created 6/17/11, 
Revised 5/15/14

THE RIGHTS OF THE ELDERLY
The rights of the elderly include the right to be treated with 
dignity and respect, and to be free from discrimination, 
abuse, and neglect.

DIGNITY AND RESPECT
The elderly have the right to be treated without regard to 
race, religion, nationality, sex, age, disability, marital status, 
or source of payment. They also have the right to make 
their own choices about personal affairs, care, benefits, and 
services.

FREEDOM FROM DISCRIMINATION
The elderly have the right to be treated equally favorably 
as other age groups, regardless of health status or 
disability. This right applies to all aspects of life, including 
employment, access to education, accommodations, and 
other facilities.

FREEDOM FROM ABUSE AND VIOLENCE
The elderly have the right to be free from mental and 
physical abuse, corporal punishment, involuntary seclusion, 
and physical and chemical restraints. This includes 
physical abuse, such as slapping, bruising, or restraining, 
and emotional abuse, such as humiliating, intimidating, or 
threatening. Neglect is another form of abuse that occurs 
when those responsible fail to provide food, shelter, health 
care, or protection for an elderly person.
Florida and Colorado laws have several provisions that 
protect the rights and well-being of elderly people, 
including laws that address abuse, neglect, and 
exploitation.
Laws requires people to report any known or suspected 
abuse, neglect, abandonment, exploitation, or self-neglect 
of vulnerable adults. 
•	 Florida Abuse Hotline 800-962-2873 or 

ReportAbuse.MyFLFamilies.com accepts reports 24/7
•	 Colorado Adult Protective Services asks you to  

call your county intake number where the at-risk adult 
lives if you suspect adult mistreatment or self-neglect  
(https://cdhs.colorado.gov/aps). If someone is in 
immediate danger, call 911.

•	 Illinois Adult Protective Services 866-800-1409  
(Relay 711) 24/7 hotline

•	 Kansas Adult Protective Services 800-922-5330
•	 Kansas suspected abuse in nursing homes, assisted 

living, or licensed facilities 800-842-0078

ABUSE
Any person causing Intentional infliction of physical or 
psychological injury to an elderly person, or isolating or 
restricting access of an elderly person to family members 
for any length of time which could reasonably be expected 
to result in physical or psychological injury to the elderly 
person, or with the intent to promote, facilitate, conceal, or 
disguise some form of criminal activity involving the person 
or property of the elderly person.
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AGGRAVATED ABUSE
Aggravated abuse of an elderly person occurs when a 
person willfully tortures, maliciously punishes, or willfully and 
unlawfully cages, an elderly person and in so doing causes 
great bodily harm, permanent disability, or permanent disfig
urement to the elderly person.

NEGLECT
Someone willfully or by negligence neglects an elderly 
person’s physical and mental health, including, but not 
limited to, food, nutrition, clothing, shelter, supervision, 
medicine, and medical services that a prudent person 
would consider essential for the well-being of the elderly 
person.

FINANCIAL EXPLOITATION
Florida law protects seniors from financial exploitation 
by persons who knowingly obtain or use, or endeavor to 
obtain or use, an elderly person’s funds, assets, or property 
with the intent to temporarily or permanently deprive the 
elderly person of the use, benefit, or possession of the 
funds, assets, or property, or to benefit someone other than 
the elderly person.

DECISION-MAKING
Florida law states that denying an elderly person a voice 
in decisions that affect them can negatively impact their 
health and well-being. Instead, the law encourages non-
adversarial processes that focus on the elder’s needs and 
best interests.

COMPREHENSIVE EMERGENCY 
MANAGEMENT PLAN PATIENT 
INFORMATION
CHICAGO - IF TELEPHONE LINES ARE DOWN, TUNE 
IN TO RADIO STATION WBBM NEWSRADIO 780 AM 
& 105.9 FM. ADVENTHEALTH HOSPICE WILL HAVE 
A DETAILED MESSAGE FOR OUR PATIENTS, WHICH 
WILL BE BROADCAST THROUGHOUT THE DAY.

General Emergency Preparedness
An emergency could be any event that interferes with your 
ability to stay in your home or interferes with your access to 
necessary care.
Your AdventHealth Hospice (Hospice) team will help you 
develop an emergency plan, so you are prepared. Some 
measures can be planned in advance while in other 
situations, you will follow instructions from your local 
emergency management authority. Your Hospice team will 
assist with specific emergency measures depending on the 
circumstances. These might include (but not limited to) the 
following:
•	 Help you assemble necessary documents such as 

advance directives, DNR/CPR order (if applicable), 
identification, medication lists, essential telephone 
numbers (physicians, pharmacy, etc.), current AH 
Hospice Plan of Care

•	 Help with arranging non-electric equipment alternatives 
(for example a regular mattress instead of an electric 

air mattress, gravity tube feedings instead of 
feeding pumps, portable oxygen instead of electric 
concentrators) and/or adequate supplies of batteries 
for back-up power

•	 Help you make sure you have enough medications
Considerations for different kinds of emergencies are listed 
below.

Hurricanes
Hurricane season is June 1st through November 30th. 
There are several published guidelines for pre-storm 
preparations, emergency supply lists and general hurricane 
preparedness.

Severe Thunderstorms
Storms resulting in power outages or possible structural 
damage are common. If you are dependent on electricity 
for essential medical equipment, notify your local power 
company. You will be put on a priority list to restore power 
after an outage. Have portable oxygen and other backup 
plans in place.

Building Fires
Follow basic fire safety guidelines.

Snow Storm/Blizzard
Winter storms create a higher risk of car accidents, 
hypothermia, frostbite, carbon monoxide poisoning, and 
heart attacks from overexertion. Winter storms including 
blizzards can bring extreme cold, freezing rain, snow, ice 
and high winds. Despite the risks of winter weather, there 
are several measures you can take to be prepared before, 
during and after a winter storm. ready.gov/winter-weather

Tornadoes
In the event of a tornado warning, be prepared to go to an 
interior room away from windows, on the lowest level of 
your home.

Other Emergency Situations
For other disaster or emergency situations such as 
wildfires, sinkholes, floods, conditions of extreme heat, 
disruption of public utility services, destruction of public 
utility infrastructure, bomb threats, acts  of terrorism, 
exposure to hazardous materials or nuclear disasters, 
listen to emergency instructions on television or radio, or 
contact the Emergency Management Services office in 
your county. If local authorities provide a specific Hotline 
number (on radio or television), use that number first.

Special Needs Registry
AdventHealth Hospice is required to provide registration 
information to all patients who do not live in nursing homes 
or assisted living facilities for their county Emergency 
Management Services. This is done when you are admitted 
to AH Hospice services, or if you go home from a long-term 
care facility. 
You must call to register with your county. If it is 
necessary for you to evacuate your home, the following 
guidelines may be helpful in creating your emergency plan. 
A special needs shelter is a place of last refuge. 
Stay at home if you…
•	 live in a sturdy, safe structure
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•	 are not in a mandatory evacuation zone and feel safe 
in your own home

•	 are not dependent on electricity for essential medical 
equipment

•	 have someone who can assist you with activities of 
daily living as needed

Stay with relatives, friends or in a hotel/motel if you…
•	 are sure the destination is in a safe location
•	 are able to take necessary equipment, supplies, 

medications and documents with you
Go to a general public shelter if you…
•	 must leave your home and have no alternative than a 

shelter and
•	 are able to walk without assistance 
•	 do not need outside assistance with activities of daily 

living
•	 can provide your own care
Go to a special needs shelter if you…
•	 have been preregistered with your county Emergency 

Management Services
•	 have received instructions regarding which facility you 

may go to
•	 do have an accompanying caregiver to assist
•	 are not dependent on electricity for essential medical 

equipment
•	 are not confined to bed
If you are leaving your home to go to another location, 
please call the Patient Services Line with your new 
location/address and telephone number.

Florida AHCA Information For Hospice Patients 
Registered with Special Needs Registry
The following information shall be supplied by the hospice 
Social Worker to those patients registered with the 
special needs registry, so they will be prepared prior to an 
evacuation to a special needs shelter.
Please note: The special needs shelter is intended to be 
a place of last refuge. The evacuee may not receive the 
same level of skilled care received from staff in the home, 
and the conditions in a shelter might be stressful.
1.	 It is recommended that if the special needs registrant 

has a caregiver, the caregiver accompany the special 
needs registrant and remain with the registrant at the 
special needs shelter.

2.	 The following is a recommended list of what special 
needs registrants need to bring with them to the 
special needs shelter during an evacuation:
•	 Bed sheets, blankets, pillow, folding lawn chair, air 

mattress;
•	 The special needs registrant’s medication, supplies 

and equipment list supplied by the hospice, including 
the phone and emergency numbers for the special 
needs registrant’s physician, pharmacy and, if 
applicable, oxygen supplier; supplies and medical 
equipment for the special needs registrant’s care; 
advance directives including the DNRO or CPR form, 
if applicable;

•	 Name and phone number of the special needs 
registrant’s hospice;

•	 Prescription and non-prescription medication needed 
for at least 72 hours; oxygen for 72 hours, if needed;

•	 A copy of the special needs registrant’s plan of care;
•	 Identification & current address;
•	 Special diet items, non-perishable food for 72 hours 

& 1 gallon of water per person per day;
•	 Glasses, hearing aids and batteries, prosthetics and 

any other assistive devices;
•	 Personal hygiene items for 72 hours;
•	 Extra clothing for 72 hours;
•	 Flashlight and batteries; and
•	 Self-entertainment and recreational items, i.e., books, 

magazines, quiet games
3.	 Special needs registrants need to know the following:

•	 It is recommended that if the registrant has a 
caregiver, the caregiver accompany the special 
needs registrant. A special needs shelter can 
accommodate one caregiver at a time, and other 
family members, friends, etc. should go to a general 
population shelter.

•	 The special needs registrant’s caregiver will have 
floor space provided. The caregiver must provide his 
or her own bedding.

•	 Check with the local emergency management 
agency regarding service dogs in the shelter. 
However, check with your local emergency 
management agency to see if other pets are 
permitted.

•	 Bring personal snacks, drinks, and any special 
dietary foods for 72 hours. It is possible only sparse 
meals will be provided.

•	 Caregivers who regularly assist the special needs 
registrant in the home are expected to continue to 
do the same care in the shelter.

Kansas Special Needs Registry - Smart911
Many Kansas counties and 911 dispatch centers use this 
free, secure national service. You create a personal "Safety 
Profile" detailing your household's medical conditions, 
medications, communication needs, and property layout. 
This profile automatically pops up on the dispatcher's 
screen when you call 911. https://www.smart911.com/

Illinois - Emergency Assistance Registry
Residents with disabilities or medical conditions can 
register with the state's Premise Alert Program (PAP). This 
voluntary registry securely logs specific needs into local 
emergency dispatch systems so first responders (police, 
fire, and EMS) know how to assist and care for you or your 
loved ones during a crisis. Contact your local police or fire 
department, sheriff's office, or Emergency Management 
Agency (EMA) to ask for a Premise Alert or Special Needs 
form.

Colorado Information for People with Access and 
Functional Needs
It is important to consider individual circumstances and 
needs to effectively prepare for emergencies and disasters.
Your local Emergency Management Agency maintains a 
voluntary registry for people with disabilities or access and 
functional needs to self-identify in order to receive targeted 
assistance during emergencies and disasters.
Contact your Emergency Manager to find out more:  
https://slvemergency.colorado.gov/contacts
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TIPS FOR MEDICATIONS
•	 Talk to your doctor or pharmacist about how you can 

create an emergency supply of medicines.
•	 Keep a list of your prescription medicines. Include 

information about your diagnosis, dosage, frequency, 
medical supply needs, and allergies.

•	 Store extra nonprescription drugs, like pain and fever 
relievers, antihistamines, and anti-diarrheal medicines.

•	 Have a cooler and chemical ice packs available to chill 
medicines that need to be refrigerated.

TIPS FOR PEOPLE WITH A MOBILITY DISABILITY
•	 If you use a power wheelchair have a lightweight 

manual chair available as a backup if possible.
•	 Show others how to assemble, disassemble and 

operate your wheelchair.
•	 Purchase an extra battery for a power wheelchair or 

other battery-operated medical or assistive technology 
devices. If you can’t purchase an extra battery, find out 
what agencies, organizations or local charitable groups 
can help you buy one. Keep extra batteries charged at 
all times.

•	 Consider keeping a patch kit or can of sealant for flat 
tires and/or extra inner tube if wheelchair or scooter is 
not puncture proof.

•	 Keep an extra mobility device such as a cane or walker 
if you use one.

•	 Keep a portable air pump for wheelchair tires.
•	 If you use a seat cushion to protect your skin or 

maintain your balance and you must evacuate, consider 
keeping an extra cushion on hand.

•	 Communicate with neighbors who can assist you if you 
need to evacuate the building.

TIPS FOR INDIVIDUALS WITH ALZHEIMER’S OR 
RELATED DEMENTIA
•	 Do not leave the person alone. Even those who aren’t 

prone to wandering away may do so in unfamiliar 
environments or situations.

•	 If evacuating, help manage the change in environment 
by bringing a pillow and blanket or other comforting 
items they can hold onto.

•	 When at a shelter, try to stay away from exits and 
choose a quiet corner.

•	 If there is an episode of agitation, respond to the 
emotions being expressed. For example, say “You’re 
frightened and want to go home. It’s okay. I’m right here 
with you.”

ADDITIONAL ITEMS
•	 Several days supply of prescription medicines.
•	 A list of all medications, dosage, and any allergies.
•	 Extra eyeglasses, contacts, hearing aids, and batteries.
•	 A backup supply of oxygen.
•	 A list of the style and serial number of medical 

devices (include special instructions for operating your 
equipment if needed).

•	 Copies of insurance and Medicare cards.
•	 Contact information for doctors, relatives, or friends 

who should be notified if you are hurt.
•	 Pet food, extra water, collar with ID tag, medical 

records, and other supplies for your service or support 
animal.

MAKE A PLAN
In the event of a disaster could you make it on your own 
for several days? After a disaster you may not have access 
to a medical facility or even a drugstore. It’s crucial to plan 
for your daily needs and know what you would do if they 
become limited or unavailable. Additional planning steps 
include:
•	 Create a support network of people who can help 

you in a disaster. Keep a contact list in a watertight 
container in your emergency kit or on your electronic 
devices.

•	 Inform your support network where you keep your 
emergency supplies. You may want to consider giving a 
trusted member a key to your house or apartment.

•	 Plan ahead for accessible transportation that you may 
need for evacuation or getting around during or after 
a disaster. Check with local transit providers as well as 
with your emergency management agency to identify 
appropriate accessible options.

•	 Many city and county emergency management 
agencies maintain voluntary registries for people with 
disabilities to self-identify in order to receive targeted 
assistance during emergencies and disasters. Contact 
your local emergency management office(opens in 
new window) to find out more.

•	 If you are on dialysis or other life-sustaining medical 
treatment know the location and availability of more 
than one facility that can help you.

•	 If you use medical equipment in your home that 
requires electricity, talk to your doctor or healthcare 
provider about what you may be able to do to keep it 
running during a power outage. You can also ask your 
power provider to put you on a list for priority power 
restoration.

•	 About half of all Americans take a prescription 
medicine every day. An emergency can make it difficult 
for them to refill their prescription or to find an open 
pharmacy. Organize and protect your prescriptions, 
over-the-counter drugs, and vitamins to prepare for an 
emergency.

•	 Wear medical alert tags or bracelets. Also, add 
pertinent medical information to your electronic 
devices.

•	 If you have a communication disability consider 
carrying printed cards or storing information on your 
devices to inform first responders and others how to 
communicate with you.

•	 If you use assistive technologies, plan how you will 
evacuate with the devices or how you will replace 
equipment if lost or destroyed. 

•	 Locate and access your electronic health records from 
a variety of sources by using the U.S. Department of 
Health and Human Services’ online tool(opens in new 
window). 

•	 Plan for children and adults who may have difficulty 
in unfamiliar or chaotic environments. Consider your 
service or support animal or pets and plan for food, 
water, and supplies. If you need to evacuate, you’ll 
need to know whether your shelter allows pets or 
not, since some shelters only allow service or support 
animals.

•	 Keep a list of the nearest medical facilities, local 
hospitals, and nearest transportation.
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IMPORTANT PHONE NUMBERS
For privacy (HIPAA) or compliance questions, or concerns, 
please contact the Privacy Officer at:

Phone: 800-906-1794/TTY: 407-200-1388
Email: PatientRequest@AdventHealth.com
Mail: AdventHealth, 900 Hope Way,  
Altamonte Springs, FL 32714, Attn: Privacy Officer

Problem Resolution
It is our goal to resolve any problems that may occur with 
our services. Problems may be reported to any team 
member, Patient Care Manager, the Chief Clinical Officer or 
the Administrator by calling AdventHealth Hospice:
•	 Central Florida 407-682-0808
•	 East Florida 386-231-6555
•	 Colorado 303-561-5100
•	 Illinois 630-856-6990
•	 Kansas 913-632-4140
If you have any concerns about patient care or safety, 
please contact the Hospice Executive Director at  
407-682-0808. AdventHealth Hospices in Ormond Beach, 
FL, IL and CO are accredited by The Joint Commission 
(TJC). If concerns are not resolved, you may contact TJC in 
writing at:

Office of Quality Monitoring 
The Joint Commission 
One Renaissance Boulevard 
Oakbrook Terr., IL 60181 
Fax: 630-792-5636 
Email: complaint@jointcommission.org

Important Phone Numbers and Resources
Abuse Hotline: To report abuse, neglect or exploitation of a 
vulnerable adult. 
•	 Florida: 800-96-ABUSE (1-800-962-2873)
•	 Colorado: Call your county intake number. 
•	 Illinois: 866-800-1409 Adult Protective Services 24/7
•	 Kansas: 800-922-5330

Caring Connections Helpline: 800-658-8898 
Spanish Helpline: 877-658-8896 or www.caringinfo.org
CMS Beneficiary and Family Centered Care-Quality 
Improvement Organizations (BFCC-QIO): To file quality 
of care complaints or appeal a hospice discharge for 
extended prognosis.
•	 Florida: Region 4, Acentra Health. 888-524-9900 or 

https://acentraqio.com/ 
•	 Colorado: Region 8, Acentra Health. 888-317-0751 or 

https://acentraqio.com/
•	 Illinois: Region 5, Commence Health. 888-524-9900 or 

https://www.commencehealthqio.cms.gov/en
•	 Kansas: Region 7, Commence Health. 888-755-5580 or 

https://www.commencehealthqio.cms.gov/en
Colorado Aging and Disability Resources: 844-265-2372 
c4a-colorado.org/aging-resources/
Colorado Older Adult Services: 303-866-5700  
cdhs.colorado.gov/our-services/older-adult-services

Colorado Department of Public Health and Environment’s 
Health Facilities Division:  
303-692-2827
Domestic Violence Hotline: 800-799-SAFE (7233)
Florida Agency for Health Care Administration (AHCA):  
To report a complaint about the services you receive:  
888-419-3456
Florida Department of Health: floridahealth.gov/
Florida Elder Affairs: 800-963-5337 or elderaffairs.org
Florida Elder Helpline: 800-96-ELDER  
fcoa.org/Resources
Florida Elder Law: 888-895-7873 
https://law.elderaffairs.org/
Illinois Department on Aging: 1-800-252-8966  
ilaging.illinois.gov/
Illinois Department of Public Health: 800-252-4343
Illinois Legal Aid: illinoislegalaid.org/
Kansas Department of Health & Environment:  
785-296-1500 or kdhe.ks.gov/ 
Kansas Elder Law Hotline: 316-267-3975 
kansaslegalservices.org/node/2542/kansas-elder-hotline-
free-legal-advice-seniors
Kansas Department for Aging: 800-432-3535 
kdads.ks.gov/
Kansas Legal Services: 316-267-3975 
kansaslegalservices.org
Medicaid Fraud Hotline: Medicaid Fraud means an 
intentional deception or misrepresentation made by a 
person with the knowledge that the deception could 
result in some unauthorized benefit to him or herself or 
some other person. It includes any act that constitutes 
fraud under applicable federal or state law as it relates to 
Medicaid. 
•	 Colorado: Call 844-475-0444, email hcpf_report.

clientfraud@state.co.us or visit coag.gov/file-a-
complaint/medicaid-fraud/

•	 Florida: The office of the Inspector General at the 
Agency for Health Care Administration accepts 
complaints regarding suspected fraud and abuse in 
the Florida Medicaid system. To report suspected 
fraud: 888-419-3456 or apps.ahca.myflorida.com/mpi-
complaintform/

•	 Illinois: Call Illinois Department of Healthcare and 
Family Services at 877-805-5312 or the Illinois Attorney 
General's Office at 866-206-1178. You can file a 
complaint online through the Illinois Attorney General's 
Office website or visit medicaid.illinois.gov

•	 Kansas: Attorney General of Kansas 785-296-5050 
If a patient has been adjudged incompetent under 
state law by a court of proper jurisdiction, the rights 
of the patient are exercised by the person appointed 
pursuant to state law to act on the patient’s behalf. If 
a state court has not adjudged a patient incompetent, 
any legal representative designated by the patient in 
accordance with state law may exercise the patient’s 
rights to the extent allowed by state law.

Medicare: 800-MEDICARE (633-4227)
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Patient Nondiscrimination in Health Care Services
Affordable Care Act Section 1557

The statements below direct people 
whose primary language is not 
English to translation assistance.

AdventHealth complies with all applicable federal civil rights laws, including Section 
1557 of the Affordable Care Act (Section 1557). AdventHealth does not discriminate 
on the basis of race, color, national origin (including limited English proficiency and 
primary language), age, disability or sex (consistent with the scope of sex discrimination 
described in 45 CFR § 92.101(a)(2)). 
In compliance with Section 1557 and other federal civil rights laws, we provide  
individuals the following in a timely manner and free of charge: 
Language assistance services. AdventHealth will provide language assistance services 
for individuals with limited English proficiency (including individuals’ companions with 
limited English proficiency) to ensure meaningful access to our programs, activities, 
services, and other benefits. Please notify your provider of language assistance service 
requests when scheduling your appointment to ensure we have the appropriate  
resources available when you arrive. 
Language assistance services may include: 

• Electronic and written translated documents 
• Qualified interpreters 
• Qualified bilingual/multilingual staff

Appropriate auxiliary aids and services. AdventHealth will provide appropriate  
auxiliary aids and services for individuals with disabilities (including individuals’ 
companions with disabilities) to ensure effective communication. Appropriate auxiliary 
aids and services may include: 

• Qualified interpreters, including American Sign Language interpreters 
• Video remote interpreting 
• Information in alternate formats (including but not limited to large print, recorded 

audio and accessible electronic formats) 
Reasonable modifications. AdventHealth will provide reasonable modifications for 
qualified individuals with disabilities when necessary, to ensure accessibility and equal 
opportunity to participate in our programs, activities, services or other benefits. 
To learn more about your rights as a patient, please refer to AdventHealth’s Patient 
Rights and Responsibilities and this notice.
For additional assistance, you may also contact your provider’s scheduling team or 
AdventHealth at 1-800-609-5964 (TTY: 711) or email  
PatientNondiscrimination@AdventHealth.com. 
If you believe AdventHealth has failed to provide these services or has discriminated in 
another way on the basis of race, color, national origin, sex, age or disability, you can:

1. File a grievance with AdventHealth Section 1557 Coordinator.  
Please call 1-800-611-4208 (TTY: 711) or email  
PatientNondiscrimination@AdventHealth.com.

2. File a complaint with the U.S. Department of Health and Human Services, 
 Office for Civil Rights: 

Electronically: https://ocrportal.hhs.gov/ocr/smartscreen/main.jsf  
Via mail: U.S. Department of Health & Human Services 
200 Independence Avenue, S.W. – 509F 
Washington, D.C. 20201
To access this notice in additional languages, please visit  
https://www.adventhealth.com/legal/patient-nondiscrimination  
or scan the QR code.
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FREQUENTLY ASKED QUESTIONS 
ABOUT HOSPICE COVERAGE
1. If I have a Medicare Part D pharmacy provider, 
won’t all my other medications be covered through 
this insurance?
There have been changes for hospice recipients who also 
have Medicare Part D coverage for the cost of medications. 
If you attempt to obtain a medication for anxiety, 
constipation, pain, or nausea management through your 
Medicare Part D insurance provider, a hold will be placed 
on this medication. This is because the Medicare Part D 
provider assumes that these medications will be covered 
by your hospice. Therefore, it is very important that you 
keep the hospice nurse informed of any prescriptions that 
you have prior to taking them to a pharmacy.

2. What kind of care is covered if I need more are at 
home?
If you feel that your condition is worsening, you are 
expected to call the hospice 24 hours a day. The hospice 
nurse will assess your needs and contact either your 
doctor or the hospice doctor for additional medications 
or treatments that may be needed. There are times 
when supplemental nursing services may be required for 
additional hours in the home to help relieve symptoms 
of distress. In addition, a transfer can be arranged to 
our inpatient unit if the level of care for pain or symptom 
management cannot be provided in the home. These 
services are covered by hospice for short periods of 
time. You can speak to your social worker about other 
community resources.

3. What happens to my health care coverage if I 
choose to stop hospice services?
At any time while receiving hospice care, the regulations 
specify that you can choose to revoke the hospice 
benefit which means that you want to stop services. To 
revoke the election of hospice care, the individual must 
file a document with the hospice that includes a signed 
statement that the individual revokes the election for 
Medicare coverage of hospice care for the remainder 
of that election period and the effective date of that 
revocation. An individual may not designate an effective 
date earlier than the date that the revocation is made. 
Upon revoking the election of Medicare coverage of 
hospice care for a particular election period, an individual 
resumes Medicare coverage of the benefits waived when 
hospice care was elected. This is usually the case with 
other insurances as well. Hospice care may be restarted at 
a later date if eligibility requirements are met.

4. What happens to my health care coverage if a 
hospice discharges me from services?
Regulations permit hospice programs to discharge patients 
under only three circumstances:
•	 Patient moves out of the hospice’s service area or 

chooses care from a non-contracted facility.
•	 The patient’s condition improves, and he/she no 

longer considered terminally ill with a six-month or less 
prognosis.

•	 Discharge for cause: There may be extraordinary 
circumstances in which a hospice would be unable to 

continue to provide hospice care to a patient. These 
situations would include issues where patient safety or 
hospice staff safety is compromised. 

When a patient is to be discharged due to no longer being 
terminally ill, he/she may ask the Quality Improvement 
Organization (QIO) for an expedited review of the 
discharge. Hospice services will continue during this short 
appeals process.
The hospice team members will engage in a discharge 
planning process with patient and caregiver prior to 
discharge. Upon discharge, patient loses the remaining 
days in the benefit period. General coverage under 
Medicare is reinstated at the time patient is discharged. 
This is usually the case with other insurances as well. 
Hospice care may be restarted at a later date if eligibility 
requirements are met.

5. What is NOT covered by the Hospice Medicare 
Benefit?
Five main areas define what is not covered:
1.	 Procedures and treatments that are curative.
2.	 Funeral expenses, legal fees, personal items, and live-

in companions.
3.	 Duplicate services provided under Part A or any 

services by another hospice program other than the 
one identified in the “Election” form.

4.	 Medical care not provided by AdventHealth Hospice 
and/or ordered without Hospice’s knowledge.

5.	 Costs for residential room and board (i.e. nursing home 
room and board, room and board at a hospice facility 
when the patient is receiving routine hospice care). 
Speak with your hospice team member regarding the 
current room and board rate for residential care at a 
AdventHealth Hospice facility. A financial assessment 
can be completed to determine if a patient is eligible 
for a reduced room and board rate.

6. How long is the Hospice Medicare Benefit in 
effect?
The Hospice Medicare Benefit is divided into two 90-day 
periods, then an unlimited number of 60-day periods. 
There is no limit to covered days as long as the patient 
continues to meet medical criteria for hospice eligibility.
Note: Hospice days are not counted against Part A hospital 
days.

7. How are the required 
hospice services 
reimbursed?
Hospice bills 
Medicare, not the 
patient or family, 
for all services 
provided to 
Medicare 
beneficiaries. 
Only the 
attending 
physician is 
excluded from 
this system.
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CENTRAL FLORIDA
Seminole | Orange | Osceola 

Counties
24/7 Patient Services 

407-379-0311

EAST FLORIDA
Flagler | Volusia  

Counties
24/7 Patient Services 

386-231-6555

COLORADO
Adams | Arapahoe | Denver | Douglas  

Elbert | Jefferson Counties
24/7 Patient Services 

303-561-5100

ILLINOIS
Cook | DuPage | Kane | Will  

Counties
24/7 Patient Services 

630-856-6990

KANSAS
Johnson | Wyandotte 

Counties
24/7 Patient Services 

913-632-4140


