Hospice.

It’s about how you live.
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Thank you for choosing UnityPoint Hospice
Each person deserves extraordinary end-of-life care, and we thank you for choosing
UnityPoint HospiceSM. Our goal is to provide comfort and quality of life to fill your days with
grace, strength, hope and love. To help us better work together during your time with hospice,
please take a few minutes to read through this booklet.
Hospice is a special kind of health care focusing on comfort for people of any age with a lifelimiting illness. UnityPoint Hospice serves with a compassionate approach to help you live life
fully, maintain your dignity and independence and focus on living well when life is measured in
months rather than years.
Our hospice team is dedicated to meeting your physical, emotional and spiritual needs,
including pain and symptom management. We use a patient- and family-centered approach
with respect to your goals, values and choices. We communicate with you, your family and
each other to assure needs and goals are being met, including arranging for your medical
equipment, supplies and medications.
UnityPoint Hospice has prepared this booklet to help answer your questions. Our hope is
that this information will guide you, encourage you and give you knowledge, confidence and
understanding as you move through the next few months, weeks and days.
Whether you’re a patient or a caregiver, we will be at your side every moment to help you focus
on making each day matter because you matter to this world.
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Welcome

What is Hospice Care?
Hospice is a special kind of care for people facing the end of life, and for their families and
caregivers. It is compassionate care focused on comfort. Hospice:
• Respects and honors the goals determined by the patient and his or her family.
• Provides education and support.
• Is about living well each day, not about giving up or losing hope.
• Manages pain and symptoms.
• Does not hasten the end of life.
• Provides bereavement services for loved ones.

How is Hospice Paid For?
Hospice care is funded through Medicare, Medicaid and many types of private insurance.
The hospice benefit usually pays for the services provided by the hospice team, medications,
medical equipment and supplies related to the life-limiting illness. UnityPoint Hospice
provides care for all, including those without insurance, through the support of community
contributions and memorials.

Starting Services
UnityPoint Hospice supports your decision to stay together in the comfort of your home. We also
provide care in other settings as needed, including assisted-living and nursing facilities, as well
as hospital and inpatient hospice facilities. At the time of admission, our hospice team will work
with you and your physician to create a plan of care to meet your goals.
Scheduled visits are usually between the hours of 8 a.m. and 5 p.m. Monday through Friday,
but members of our team are available 24 hours per day, seven days a week, for emergencies
or visits needed outside business hours.
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How to Reach UnityPoint Hospice
Please share your concerns.
During stressful times, it is important that caregivers look out for themselves while caring for their loved
one. We are here for you.
CALL HOSPICE:
• If a serious situation occurs.

• If you fall or have safety concerns.

• If a trip to the doctor or hospital is necessary
while under the Medicare hospice benefit.

• If you have pain that medication doesn’t help.

• If you have uncomfortable symptoms such as
pain, vomiting, chills, constipation or other
symptom that impacts quality of life.

• If you have a significant change in condition.

• For information about medical equipment.
• For refills on medications covered by hospice.
• If you experience restlessness, anxiety, pain,
discomfort or changes in breathing that
medication does not help.

• If you experience a large amount of bleeding.
• If you or your loved ones need spiritual support.
• When you need help from our social worker,
chaplain or other members of the hospice team.
• To discuss religious or cultural traditions
important to your family.
• With any questions or concerns.

• Refer to your emergency plan that your nurse
created for you.
A hospice nurse is available 24/7. When calling after hours, you may speak with an operator or a
recorded message may play. Do not call 911, unless your loved one has the goal of wanting resuscitation
and/or there is a medical emergency, stay on the line to be connected with our answering service. Once
connected, ask for the hospice nurse and she/he will talk you through calling emergency services, if
needed. The hospice nurse has access to complete medical records. Your hospice nurse will try to help you
over the phone. If the problem cannot be resolved over the phone, an on-call nurse will visit. The hospice
nurse will provide updates to your hospice team. Please call with any concerns about care or services.
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Meet Your Hospice Team
You and those close to you decide on the hospice services that are right for you. We are here to fulfill
those needs.
Each member of the hospice team offers unique services, and we work with your wishes. The team is
made up of many members, including physicians, nurses, social workers, chaplains, aides, pharmacists,
music and massage therapists, physical therapists and trained volunteers. The most important members
of the hospice team are you and your family.
• Physicians provide comfort and end-of-life care; they work with your doctor to guide your plan of care
and manage pain and symptoms.
• Nurses work closely with you and your family; they manage pain and symptoms in partnership with the
rest of the hospice team. Nurses provide support and education. Each patient has one nurse responsible
for coordinating care with the rest of the team, but other nurses may also be involved in your care.
• Social workers provide emotional support and coping techniques. Social workers provide ongoing
supportive counseling for you and your caregiver and help with transfers to a new care setting when needed.
The social worker can also help with advance care planning, paperwork and community resources.
• Chaplains provide care to you and your family members, respecting and honoring personal and spiritual
beliefs and values. Chaplains can provide spiritual support and guidance by listening with compassion and
without judgment to stories, fears and concerns. They can be a link to any faith community you choose.
• Hospice aides and homemakers are trained and certified to help with personal care, including bathing,
shaving, dressing, linen changes and light household chores to keep a safe and clean living space. They
are supervised by the hospice nurse who works with you and your family to choose what services would
be most helpful to you.
• Support therapists provide music, massage and physical therapy focused on helping relieve common
discomforts such as pain, anxiety, stress and tension. These therapies may improve quality of life, lessen
suffering and help improve sleep.
• Volunteers are trained to provide support services including giving the family caregiver a break by
helping with simple chores or running errands.
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We hope you have confidence that we are providing exceptional care. Hospice research has
shown that often caregivers don’t ask questions because they feel uncomfortable — but later
wished they had. Not every person wants to ask questions, but some do. Call the hospice office,
or write your questions below and ask them at your next appointment. Here are a few frequently
asked questions:
MEDICAL/PHYSICAL QUESTIONS:
• What is happening with my loved one?

• Who can I call for help?

• Will it be long?
• What will I do if _____________ happens?

• How or when should I get information
about funeral planning?

• What is it like when someone dies?

• Why is it difficult to explain how I feel?

• Will there be pain?

• Should we talk about this in front of our
loved one?

• Is this medicine causing my loved one
not to eat?
• How will I know when the end is close?
• Can my loved one hear me?
• Who can I talk to about finances, insurance,
nursing facilities or assisted-living options?

• Why is someone in the family not as sad
as I am?
• Who can I speak to about religious, spiritual
or cultural concerns?

QUESTIONS FOR THE HOSPICE TEAM:
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Questions You May Want to Ask Your Hospice Team

Advance Directives/Withholding of Resuscitative Services

You may complete advance directives any time during your care. The following summarizes your rights
under agency policy and federal and state law to execute such documents. Copies of advance directives
should be given to your care providers to ensure your wishes are carried out.
AGENCY POLICY
The agency recognizes that all persons have a fundamental right to make decisions relating to their
own medical treatment, including the right to accept or refuse medical care and the option to formulate
advance directives. It is the policy of the agency to encourage individuals and their families to participate
in decisions regarding care and treatment. Valid advance directives, such as living wills, durable powers
of attorney and DNR (Do Not Resuscitate) or DNI (Do Not Intubate) orders will be followed to the extent
permitted and required by law. In the absence of advance directives, the agency will provide appropriate
care according to the plan of treatment authorized by the attending physician. The agency will not
condition the provision of care or otherwise discriminate against an individual based on whether or not the
individual has executed an advance directive.
ADVANCE DIRECTIVES UNDER IOWA LAW
A durable power of attorney for health care (DPOAHC) is a document where you name another person known
as your “agent” to make health care decisions for you if you are unable to make the decisions. The agency
makes decisions pursuant to directions provided in the document or otherwise in your best interest.
• A DPOAHC only applies when you are unable to make decisions.
• Any decision you could make regarding your care, including the decisions covered by a living will, can be
made by the agent unless you limit the agent’s authority.
• The agent cannot be your care provider or an employee of the care provider (unless the employee is a
close relative) as of the date the DPOAHC is signed.
• An alternative agent should be named in case the primary agent is unable or unwilling to act
on your behalf.
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• Life-sustaining procedures are any mechanical or artificial means which sustain, restore or
supplant a vital body function and that would only prolong the dying process for a terminal
patient. (Living wills are not effective for pregnant patients when the fetus can develop to birth.)
• Iowa law does not permit withholding or withdrawing nutrition or hydration unless these items
are provided by a feeding tube or intravenous feeding. At this time, living wills completed
before April 1992 may need to be completed again in accordance with a change in the law.
• Medication or medical procedures necessary to provide comfort or ease pain are not lifesustaining procedures and would not be withheld under a living will.
DNR/DNI UNDER IOWA LAW
A DNR and/or DNI decision is to be made by the attending physician in consultation with the
patient/client and/or other legally responsible person when, in the judgment of the physician,
the patient/client suffers from an incurable terminal illness, death is reasonably imminent in
all medical probability, and resuscitation will do nothing to relieve the underlying disease or
condition, nor would the probability of death be changed by resuscitation.
• A patient with a DNR can still be given pain relief.
• A DNR does not apply to emergencies or sudden injuries outside the scope of the patient’s
terminal condition (e.g., car accident).
The DPOAHC, living will and DNR/DNI may be changed or revoked at any time and in any
manner regardless of your mental or physical condition. Forms and instructions can be found
by accessing the Iowa State Bar Association’s website. Patients who travel will want to make sure
the forms are compliant with the other state’s laws. You may want to consult your physician and/
or attorney when completing these forms. Make sure your care providers have copies of any
advance directives.
ETHICS
If agency personnel, your physician or the health care facility cannot implement an advance
directive and/or DNR/DNI order on the basis of personal belief/conscience, efforts will be
made to resolve the conflict which may require changes of providers who are willing to comply
with your wishes.
As a consequence of the complex technical and ethical issues arising today in the provision
of care at home, the agency has ethics advisors. These advisors assist the agency in
responding to the challenges confronting those in health care who are involved in difficult
treatment choices and care decisions. Care decisions may involve ethical issues regarding
the withholding or withdrawal of treatment. You and your representative have the right to
participate in any discussions concerning ethical issues arising from your care.
If you have any questions concerning your rights, these related policies or other agency policies,
please discuss them with your staff or call the office and ask to speak with the clinical manager.
Complaints regarding advance directives may also be filed with the state department of
inspections and appeals – refer to the Patient Rights document for phone numbers.
*Please refer to your State Bar Association website for more information on advanced directives.
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Patient and Family Admission Information

A living will is a document directing your physician that certain life-sustaining procedures should be
withheld or withdrawn when you have a terminal condition and are unable to decide for yourself.

IL Residence Only:
Statement of Illinois Law on Advance Directives and DNR Orders
You have the right to make decisions about the health care you get now and in the future. An advance
directive is a written statement you prepare about how you want your medical decisions to be made
in the future if you are no longer able to make them for yourself. A do not resuscitate (DNR) order is a
medical treatment order that says cardiopulmonary resuscitation (CPR) will not be used if your heart and/or
breathing stops.
Federal law requires that you be told of your right to make an advance directive when you are admitted to
a health care facility. Illinois law allows for the following three types of advance directives: (1) health care
power of attorney, (2) living will and (3) mental health treatment preference declaration. In addition, you can
ask your physician to work with you to prepare a DNR order. You may choose to discuss with your health
care professional and/or attorney these different types of advance directives as well as a DNR order. After
reviewing information regarding advance directives and a DNR order, you may decide to make more than
one. For example, you could make a health care power of attorney and a living will.
If you have one or more advance directives and/or a DNR order, tell your health care professional and
provide them with a copy. You may also want to provide a copy to family members, and you should provide a
copy to those you appoint to make these decisions for you.
HEALTH CARE POWER OF ATTORNEY
The health care power of attorney lets you choose someone to make health care decisions for you in the
future if you are no longer able to make these decisions for yourself. You are called the “principal” in the
power of attorney form and the person you choose to make decisions is called your “agent.” Your agent
would make health care decisions for you if you were no longer able to make these decisions for yourself.
As long as you are able to make these decisions, you will have the power to do so. You may use a standard
health care power of attorney form or write your own. You may give your agent specific directions about the
health care you do or do not want.
The agent you choose cannot be your health care professional or other health care provider (unless the
employee is a close relative). You should have someone who is not your agent witness your signing of the
power of attorney.
The power of your agent to make health care decisions on your behalf is broad. Your agent would be
required to follow any specific instructions you give regarding care you want provided or withheld. For
example, you can say whether you want all life-sustaining treatments provided in all events, whether and
when you want life-sustaining treatment ended, instructions regarding refusal of certain types of treatments
on religious or other personal grounds and instructions regarding anatomical gifts and disposal of remains.
Unless you include time limits, the health care power of attorney will continue in effect from the time it is
signed until your death. You can cancel your power of attorney at any time, either by telling someone or by
canceling it in writing. You can name a backup agent to act if the first one cannot or will not take action. If you
want to change your power of attorney, you must do so in writing.
LIVING WILL
A living will tells your health care professional whether you want death-delaying procedures used if you have
a terminal condition and are unable to state your wishes. A living will, unlike a health care power of attorney,
only applies if you have a terminal condition. A terminal condition means an incurable and irreversible
condition such that death is imminent and the application of any death-delaying procedures serves only to
prolong the dying process.
Even if you sign a living will, food and water cannot be withdrawn if it would be the only cause of death. Also,
if you are pregnant and your health care professional thinks you could have a live birth, your living will cannot
go into effect.
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Two people must witness your signing of the living will. Your health care professional cannot be a
witness. It is your responsibility to tell your health care professional if you have a living will if you are
able to do so. You can cancel your living will at any time either by telling someone or by canceling
it in writing.
If you have both a health care power of attorney and a living will, the agent you name in your
power of attorney will make your health care decisions unless he or she is unavailable.
MENTAL HEALTH TREATMENT PREFERENCE DECLARATION
A mental health treatment preference declaration lets you say if you want to receive
electroconvulsive treatment (ECT) or psychotropic medicine when you have a mental illness and
are unable to make these decisions for yourself. It also allows you to say whether you wish to be
admitted to a mental health facility for up to 17 days of treatment.
You can write your wishes and/or choose someone to make your mental health decisions for you.
In the declaration, you are called the “principal” and the person you choose is called an “attorneyin-fact.” Neither your health care professional nor any employee of a health care facility in which
you reside may be your attorney-in-fact (unless closely related). Your attorney-in-fact must accept
the appointment in writing before he or she can start making decisions regarding your mental
health treatment. The attorney-in-fact must make decisions consistent with any desires you express
in your declaration unless a court orders differently or an emergency threatens your life or health.
Your mental health treatment preference declaration expires three years from the date you sign it.
Two people must witness you signing the declaration. The following people may not witness your
signing of the declaration: your health care professional; an employee of a health care facility in
which you reside or a family member related by blood, marriage or adoption. You may cancel your
declaration in writing prior to its expiration as long as you are not receiving mental health treatment
at the time of cancellation. If you are receiving mental health treatment, your declaration will not
expire and you may not cancel it until the treatment is successfully completed.
DO NOT RESUSCITATE ORDER
You may also ask your health care professional about a do not resuscitate (DNR) order. A DNR
order is a medical treatment order stating that cardiopulmonary resuscitation (CPR) will not be
attempted if your heart and/or breathing stops. The law authorizing the development of the form
specifies that an individual (or his or her authorized legal representative) may execute the Illinois
Department of Public Health (IDPH) Uniform DNR Advance Directive directing that resuscitation
efforts shall not be attempted. Therefore, a DNR order completed on the IDPH Uniform DNR
Advance Directive contains an advance directive made by an individual (or legal representative),
and also contains a physician’s order that requires a physician’s signature.
Before a DNR order may be entered into your medical record, either you or another person
(your legal guardian, health care power of attorney or surrogate decision maker) must consent to
the DNR order. This consent must be witnessed by one person who is 18 years or older. If a DNR
order is entered into your medical record, appropriate medical treatment other than CPR will
be given to you. This webpage provides a copy of the IDPH Uniform Do Not Resuscitate (DNR)
Advance Directive that may be used by you and your physician. This webpage also provides a
link to guidance for individuals, health care professionals and health care providers concerning
the IDPH Uniform DNR Advance Directive.
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You can use a standard living will form or write your own. You may write specific directions about
the death-delaying procedures you do or do not want.

WHAT HAPPENS IF YOU DON’T HAVE AN ADVANCE DIRECTIVE?
Under Illinois law, a health care “surrogate” may be chosen for you if you cannot make health care
decisions for yourself and do not have an advance directive. A health care surrogate will be one of the
following persons (in order of priority): your guardian, spouse, any adult child(ren), either parent, any adult
brother or sister, any adult grandchild(ren), a close friend, or guardian of the estate.
The surrogate can make all health care decisions for you, with certain exceptions. A health care surrogate
cannot tell your health care professional to withdraw or withhold life-sustaining treatment unless you
have a “qualifying condition,” which is a terminal condition, permanent unconsciousness, or an incurable
or irreversible condition. A “terminal condition” is an incurable or irreversible injury for which there is no
reasonable prospect of cure or recovery, death is imminent and life-sustaining treatment will only prolong
the dying process. “Permanent unconsciousness” means a condition that, to a high degree of medical
certainty, will last permanently, without improvement; there is no thought, purposeful social interaction or
sensory awareness present; and providing life-sustaining treatment will only have minimal medical benefit.
An “incurable or irreversible condition” means an illness or injury for which there is no reasonable prospect
for cure or recovery that ultimately will cause the patient’s death, that imposes severe pain or an inhumane
burden on the patient, and for which life-sustaining treatment will have minimal medical benefit.
Two doctors must certify that you cannot make decisions and that you have a qualifying condition in order
to withdraw or withhold life-sustaining treatment. If your health care surrogate decides to withdraw or
withhold life-sustaining treatment, this decision must be witnessed by a person who is 18 or older. A health
care surrogate may consent to a DNR order; however, this consent must be witnessed by two individuals
18 or older. A health care surrogate, other than a court-appointed guardian, cannot consent to certain
mental health treatments, including treatment by electroconvulsive therapy (ECT), psychotropic medication
or admission to a mental health facility. A health care surrogate can petition a court to allow these mental
health services.
FINAL NOTES
Talk with your family, your health care professional, your attorney and any agent or attorney-in-fact you
appoint about your decision to make one or more advance directives or a DNR order. If they know what
health care you want, they will find it easier to follow your wishes. If you cancel or change an advance
directive or a DNR order, remember to tell these same people about the change or cancellation. No health
care facility, health care professional or insurer can make you execute an advance directive or DNR order
as a condition of providing treatment or insurance. It is entirely your decision. If a health care facility, health
care professional or insurer objects to following your advance directive or DNR order, they must tell you or
the individual responsible for making your health care decisions. They must continue to provide care until
you or your decision maker can transfer you to another health care provider who will follow your advance
directive or DNR order.
For a complete explanation, or if you have questions, contact the Illinois Department of Public Health.
Illinois Department of Public Health
535 West Jefferson Street
Springfield, Illinois 62761
Phone (217) 782-4977
Fax (217) 782-3987
TTY (800) 547-0466
www.dph.illinois.gov
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Dear Medicare Hospice Patient,
We want to let you know that Medicare has changed how your Medicare Part D
prescription drug plan pays for medications when you choose hospice care through
your Medicare Hospice benefit. Hospice is responsible for coordinating all of your
medications. Together with you, your physician and our hospice team, we will
review your medication list and explain what will be paid for by hospice and what
medications might be billed to your Part D provider through your local pharmacy or
paid for by you.
MEDICATIONS WILL FALL INTO ONE OF THREE GROUPS:
1. Medications paid for by hospice: Hospice will cover medications related to your
hospice diagnosis and related conditions.
2. Medications not paid for by hospice but may be billed through your Medicare
Part D provider: There may be some medications Part D will continue to pay for.
These would be medications that would not be considered related to your hospice
prognosis. Your hospice provider will work with the physician who ordered the
unrelated medication(s) to see if the medication(s) can be billed under Part D or
stopped because they will no longer help.
3. Medications paid for by you: There may be medications you currently take that
are related to your hospice care, but together with the hospice physician and the
hospice team, you will decide are no longer helpful. (a) Hospice will work with you
to stop these medications, or (b) if you choose to continue these medications, you
will be responsible to cover the costs because neither hospice nor Part D will cover
them.
After you elect the Medicare hospice benefit, you may not be able to have
medications filled or refilled at your pharmacy without coordinating through your
hospice team. Your hospice nurse can help you get these medications filled.
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Patient Rights and Responsibilities
As a patient in hospice care, you have basic rights and responsibilities. You have the right to be informed in
writing and verbally (meaning spoken) of your rights and responsibilities before care is given and to exercise
your rights as a patient of UnityPoint Hospice. Your family or guardian can exercise your rights without fear of
reprisal or discrimination when you cannot make decisions about your care, treatment or services.
RIGHTS
As a patient of UnityPoint Hospice, you have the right to exercise your rights as a patient of the hospice and:
1. Receive hospice services and be treated (and have your property treated) with dignity, consideration
and respect by our organization’s personnel without regard to race, color, creed, religion, gender, age,
gender preference, national origin, handicap or decision regarding advance directives.
2. Express complaints/grievances regarding treatment or care that is (or fails to be) furnished or lack of
respect of property investigated by anyone who is furnishing services on behalf of our hospice. Please
refer to our organization’s complaint/grievance procedure.
3. Be free from mistreatment, neglect or verbal, mental, sexual and physical abuse, including injuries of
unknown source, and misappropriation of your property.
4. Receive effective pain management and symptom control from the hospice for conditions related to
the terminal illness.
5. Be involved in developing and participating in your hospice plan of care and ongoing changes; be
fully informed in advance about care/services, including the disciplines that will provide that care and
frequency of visits.
6. Refuse care and treatment after the consequences of refusing care or treatment are fully presented.
7. Be fully informed of the extent to which payment for hospice services may be expected from
Medicare or any other sources, the charges not covered by third party payor(s) and any personal
responsibility for payment.
8. Receive payment information verbally and in writing before care is initiated and within 30 days of the
date the organization becomes aware of any change.
9. Be informed and participate in decisions regarding your care, including choosing your health care
provider or attending physician or provider, planning and continuity of the care to be provided and the
services and the frequency of service.
10. Be advised in advance of the ownership or control of the agency.
11. Confidentiality and privacy of all medical, financial and other information related to your care, including
clinical records and Protected Health Information (PHI). UnityPoint Hospice will release information only
as outlined in the Notice of Privacy Practices.
12. Be informed of patient rights under state law to formulate advance directives, our organization’s policy
and state law regarding advance directives.
13. Receive services in a timely manner and appropriate care in accordance with physician orders
without discrimination.
14. Receive information about the services covered under the Medicare hospice benefit and the scope of
services and any limitations to the services as applicable.
15. Be advised on agency’s policies and procedures regarding the disclosure of clinical records.
16. Be able to identify visiting personnel through proper identification.
17. Recommend changes in policies and procedures, personnel or care/service.
18. Be informed of any financial benefits when referred to a hospice.
19. Be informed of anticipated outcomes of care and of any barriers in outcome achievement.
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RESPONSIBILITIES
As a patient of UnityPoint Hospice, you have the responsibility to:
1. Agree to accept all caregivers without regard to race, color, religion, gender, age, gender
preference, handicap or national origin.
2. Remain under a physician’s care when required by the program.
3. Provide the organization with all requested insurance and financial records and contact the
organization whenever your insurance company or plan changes.
4. Have grievances/complaints regarding treatment or care that is (or fails to be) furnished or
lack of respect of property investigated.
5. Take an active part in creating your plan of care.
6. Accept the consequences, including changes in reimbursement eligibility, for any refusal of
treatment or choosing not to follow your plan of care.
7. Provide a safe home environment in which your care can be provided.
8. Protect your valuables by storing them in an appropriate manner.
9. Cooperate with your physician, your hospice team and other caregivers.
10. Treat our hospice team with respect and consideration.
11. Notify the organization of any problems or dissatisfaction with care or if you want to be
referred to another agency.
12. Provide a copy of your advance directives if you have completed them.
13. Notify hospice when you are (a) unable to keep appointments, (b) if you have any change
in address or physician, (c) when you are hospitalized or when there is a change in your
location, (d) if you have problems with your home medical equipment and supplies or (e) if
you acquire an infectious disease.
14. Notify your physician of adverse reactions to your prescribed treatment regimen.
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Your Hospice Experience
We encourage you to ask questions and share any concerns regarding your services with the hospice
team. Your comments and feedback are so important to us that you will receive a survey to share your
thoughts about the experience you and your loved one had with us. Please tell us what we are doing
well and any areas of improvement you would like to see. We take your responses seriously and use your
feedback to provide training and education to our staff. We hope you feel comfortable sharing your
concerns with us. We can better meet your needs if we hear from you.
CALL TO LET US KNOW:
Please call the UnityPoint Hospice to let us know if:
•

You are admitted to the hospital. (If possible please call before going to the hospital.)

•

You need to cancel or change your visit time.

•

Your physician changes any of your medications or treatments.

•

There is a problem with your hospice services.

UNITYPOINT HOSPICE COMPLAINT / GRIEVANCE PROCEDURE
If you feel the issue cannot be resolved directly with any member of your hospice team, please call the
Hospice Clinical Supervisor or Hospice Director or Administration at your hospice location. You can expect
a timely response to all concerns.
If you do not feel your grievance has been or can be resolved with our hospice team and UnityPoint
Hospice administration, you have other options. The State of Iowa and State of Illinois maintains a toll-free
hotline for complaints and questions about hospice organizations within the state, including your rights
surrounding advance directives.
Iowa State Regulatory Agency:
The Iowa Department of Inspections and Appeals
Lucas State Office Building,
321 E 12th Street, Des Moines, IA 50319
(800) 383-4920 M-F 8:00 a.m. to 4:00 p.m.
After hours, an answering machine will take your call.
Illinois State Regulatory Agency:
Illinois Department of Public Health
Office of Health Care Regulations
525 W. Jefferson Street, 5th Floor
Springfield, IL 62761-0001
(800) 252-4343 M-F 8:00 a.m. and 4:00 p.m.
UnityPoint Hospice is accredited by the Accreditation Commission for health Care. If you would like to
address a concern with the ACHC, please call (919) 785-1214.
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Anxiety
Anxiety is a deep sense or feeling that things are not right. Signs include fear, worry, inability to sleep,
disturbing dreams, tension, shaking, inability to relax or get comfortable, sweating, difficulty concentrating
and confusion. We will try to find the reason for your anxiety and talk about what might help.
WHAT CAN YOU DO?
• Let us know what you believe may be causing your anxiety, such as fears or concerns about illness,
money, relationships or spirituality.
• Let us know if the anxiety is getting worse.
• Write down your thoughts.
• Engage in relaxing activities such as deep breathing, yoga or listening to soothing music.
• Consider limiting visitors.
• Massage arms, back, hands or feet.
• Avoid caffeine and alcoholic beverages.
• Reach out to family, friends and members of the hospice team.
• Take one minute at a time.
• Use medications as prescribed.
• Make yourself comfortable, and treat physical problems such as pain that may cause anxiety.

Restlessness
Restlessness is the inability to rest, relax or focus. It happens in nearly half of patients during the
last 48 hours of life. Signs include pulling at sheets or covers, trying to get out of bed or chair for
no known reason, fidgeting, being unable to sleep or unable to get comfortable and grimacing
or moving around without a known reason. Sometimes restlessness can be a sign of discomfort or
emotional or spiritual concerns.
WHAT CAN FRIENDS AND FAMILY DO?
The hospice team will try to find the reason for anxiety and restlessness and will talk to you about
treatments. Here are some options:
• Report any of the symptoms listed above.
• Report if your loved one is not able to take medications as prescribed.
• Report anything that makes the restlessness better or worse.
• Offer frequent reassurance with your presence; speak slowly and calmly.
• Offer relaxation activities: Play soft music, read favorite poems or stories or share memories.
• Hold your loved one’s hand or provide light touch.
• Keep your loved one safe: Do not leave them alone when they’re restless, and check frequently when
they’re calm. Consider use of side rails at home.
• Consider use of a baby monitor.
• Consider having the social worker or chaplain visit more frequently.
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Distress occurs when a person experiences extreme anxiety, pain or sorrow in response to
stress. Three kinds of distress are common for hospice patients:
• Emotional distress. Signs include feelings of sadness, anger, despair, depression or anxiety,
feeling out of control or overwhelmed, unable to talk about fears or how to solve them, not
taking care of self, crying easily and experiencing aches and pains.
• Social distress. Signs include being lonely or feeling alone, fear about financial concerns and
fear of being a burden to others and not wanting to receive visitors (even loved ones).
• Spiritual distress. Signs include questioning the meaning of life and suffering, being afraid to
fall asleep, questioning beliefs and feeling a sense of emptiness.
WHAT CAN YOU DO?
For patient:
Look for ways to keep desired rituals and ways of life; try to have a normal routine.
– Ask for and accept help from family, friends, social workers or chaplains.
– Avoid alcohol, non-prescribed drugs and herbal remedies.
– Talk about your concerns, fears or anger to at least one trusted person.
– Don’t be hard on yourself for not feeling social or spiritual.
– Allow yourself to be angry, and tell others about your anger.
– Consider listening to devotional recordings or allow someone to pray with you.
– Write, paint or draw your feelings.
Do not feel like you are bothering your hospice team by asking questions. Share with us:
– Any signs of distress.
– Any new onset of unusual behavior, lashing out or unusual anger.
– Any thoughts about suicide, or asking for help to die.
– Lack of interest in self or life in general.
– Any firearms in the home, or hoarding or stocking up medications.
– Seeing images or hearing voices not seen or heard by others.
– Sudden rejection or neglect of previous practices or beliefs.
For friends and families:
– Provide a calm, relaxing setting.
– Be flexible; the person may want to talk one day but need quiet and calm the next.
– Be willing to be with them without having to do something.
– If needed, help with medications.
– Treat the person with dignity and respect.
– Don’t be afraid to ask for help; don’t be hard on yourself with comments like, “I should have
known this,” or “I should have done that.”
– Enjoy your time together and look for ways to make memories.
– Encourage short periods of visitor time during the day.
– Try to not let the person become secluded.
– If asked, be open to contacting a spiritual leader.
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Distress

Pain
Pain is an experience that can only be felt and described by the person with the pain. Pain is whatever the
person says it is. Pain can be physical, emotional or spiritual hurting or discomfort. Some are unable to
say what their pain is — such as those with confusion or those who cannot speak for themselves. But there
are behaviors that change such as pacing, moaning, agitation or grimacing that can indicate pain. Every
person has the right to have their pain managed. Effective pain management improves quality of life and
we do what we can to ease pain and comfort our patients. The first step in managing pain is to talk about it.
Don’t wait!
WHAT TO REPORT TO THE HOSPICE TEAM:
• Severity or strength of the pain.
• Location of the pain.
• When the pain started, what makes it worse and what makes it better (stay away from activities that
worsen pain or ask the nurse to help schedule meds to help with these activities).
• If the pain prevents your usual activities.
• A description of the pain (may be described as aching, burning, grabbing, soreness or discomfort).
• If the pain is constant or comes and goes.
• If there is more than one kind of pain.
• How well the pain medication is working.
• Medication side effects.
• If the pain affects appetite, mood or sleep.
• Any concerns about the medication.
WHAT CAN YOU DO?
There is much the patient, the caregiver and hospice team can do to manage pain. The care team will try to
find the reason for the pain and discuss treatment options. Medications are usually needed to relieve pain;
the nurse will provide information about the medicines and when to take them. Always take pain medicine
as ordered. Pain medicine can be given by a pill, a liquid, a skin patch or other ways.
• Medications are ordered by the physician based on the type of pain being experienced and the level of the
pain. Pain medication may include over-the-counter medications for pain that is mild to moderate.
• Prescription medications, such as opioids, may be ordered for pain when the over-the-counter medications no
longer relieve the pain.
• Use medications as ordered. Do not wait until the pain comes back to take the medication. It is ordered at
intervals so the amount of medicine in your bloodstream stays consistent.
• Be careful about drinking alcohol when taking prescription pain medications.
• Unused medications must be safely destroyed and thrown out; please refer to the Drug Disposal of
Controlled Substances information under “Hospice-Specific Medications” chapter of this booklet.
OTHER THINGS THAT CAN HELP MANAGE PAIN:
• Relaxing activities (listening to music, light massage, soaking in a hot tub, drawing or guided imagery).
• Distracting activities (watching TV, playing a game or thinking of other things).
• Heat or cold (heating pad, warm compresses or ice packs).
• Pleasant smells of certain plants or fragrances.
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• Deep breathing.
Living with pain can take a toll on mood, outlook, relationships and quality of life. It may be helpful
to discuss your feelings with your hospice social worker or chaplain. Emotional and spiritual
support can sometimes help you become more effective at managing pain. Remember to:
• Be patient with yourself.
• Share your feelings with people you trust.
• Talk with people who have been in similar situations.
• Write about your feelings in a journal.
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Breathing
Often a person has changes in their breathing as their illness worsens. You may have an uncomfortable
feeling of not being able to get enough air or catch your breath. Or you may also experience faster
breathing or very slow breathing.
WHAT TO REPORT TO THE HOSPICE TEAM:
• Your breathing is keeping you from doing what you want to do.
• Your changes in breathing cause fear, anxiety, nervousness or restlessness.
• Your breathing changes are not relieved or get worse.
WHAT CAN YOU DO?
• Keep your head up by sitting in a chair or recliner, or by elevating your head on pillows when lying down.
• Sit with your hands on your knees or on the side of the bed, leaning over the bedside table.
• Practice pursed lip breathing: Take slow, deep breaths, breathing in through nose and out slowly and
softly through pursed lips, puckered as if whistling.
• Increase air movement by opening a window or using a fan or air conditioner.
• Use oxygen or take medicine as ordered by doctor.
• Keep the room quiet to decrease feelings of anxiety.
• Consider relaxing activities.

Side Effects of Medicines Used for Anxiety,
Pain or Breathing Problems
Please note: Most side effects can be managed or go away soon after starting the medication.
ANXIETY MEDICATION
A medication called Lorazepam or Ativan is often used for restlessness, anxiety, difficulty breathing and
sometimes to help nausea and vomiting. You can place it under your tongue or between your cheek and
gum. Track how much is needed to keep comfortable and report it to your nurse.
Side effects may include drowsiness and sleepiness, which usually decrease 48-72 hours after the
medication is started. Drowsiness presents a fall risk. To prevent falls, rise slowly and use a walker, cane or
wheelchair as needed to help with balance. Keep pathways clear and remove throw rugs and clutter.
COMMON SIDE EFFECTS OF PRESCRIPTION MEDICATIONS FOR PAIN
AND BREATHING PROBLEMS
Constipation
Opioid pain medications can slow the movement of the bowel, causing constipation. Constipation is the
passage of hard, dry stool less often than your usual bowel pattern. Comfort having bowel movements is more
important than frequency of the bowel movements. A person taking opioids should have a bowel movement
at least every three days. The stools should not be hard or cause strain. Constipation may not be comfortable to
discuss, but it’s important for comfort and care. It can be a problem if not treated.
Signs of constipation include:
• Less frequent stool; dry, hard stool; straining during bowel movement.
• Incomplete passage of stool.
• Bloating and swelling of the stomach, cramping, nausea, vomiting, heartburn.
• Any of the above with small, smeary or liquid stools.
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Keep a record of the following and report it to the hospice team:
• Bowel movement frequency, stool size, whether hard or soft or if there were any problems.
• When you have the urge but were not able to pass stool.
• If you have rectal fullness, pressure or straining.
• Any change in amount of gas passed.
• If you are not drinking enough fluids.
• Any stomach problems: bloating, swelling, cramping, nausea, vomiting, heartburn, gas,
hemorrhoid pain or bleeding.
What can be done?
• Take medications such as laxatives with stool softeners as ordered.
• Drink plenty of water if possible and stay as active as possible.
• Talk with your hospice nurse.
Nausea
Taking pain medicine may cause an upset stomach, but it can be managed and may go away after a
few days.
What can be done?
• Take medications as ordered to help the nausea or upset stomach.
• Eat smaller meals more frequently, and sit up after eating.
• Avoid foods that are acidic, fatty or spicy, and avoid caffeine.
Drowsiness
Pain medications may cause sleepiness for a few days, but this normally goes away. Let your
hospice nurse know if the sleepiness doesn’t go away in the first few days.
What can be done?
• Rest.
• Don’t plan to do activities that need focus, like driving or cooking.
Itchy skin and dry mouth
If you feel you have a true allergic reaction with signs of swelling, rash, tightness of the throat
or trouble breathing, contact your nurse. Itchy skin and dry mouth are symptoms common with
opioid use. Tell the nurse if they are present.
What can be done?
• Use ice chips and provide good mouth care.
• Use medications ordered for the itchy skin or dry mouth.
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PRESCRIPTION PAIN MEDICATION FREQUENTLY ASKED QUESTIONS:
Q. Will pain medications cause sleepiness all the time?
A. They may at first, but with continuing doses of medication, there will be less sleepiness, and you will be
able to perform normal activities.
Q. Will taking opioids make me addicted?
A. Very few people who use opioids for pain relief become addicted or dependent. Doctors begin with the
lowest dose and increase it only if the medication is not managing pain consistently.
Q. If pain medication is taken too early in my illness, will it still control pain even if it gets worse?
A. If pain increases over time, medication can be increased as needed or changed to a different
medication to manage pain. There is no reason to not take your medications until pain is out of control.
Q. Will taking pain medication cause death to happen too quickly?
A. Morphine or other opioids do not make death come faster; these medications help manage pain and
keep you comfortable.
Q. Does starting taking morphine mean that death is near?
A. No. The stage of illness does not determine when pain medication is ordered. It is the amount of pain
that needs to be managed at any time during the illness.
SIDE EFFECTS OF OVER-THE-COUNTER PAIN MEDICATIONS:
Acetaminophen (Tylenol): Nausea, rash.
Anti-inflammatory (Advil, Motrin, Aleve): Upset stomach, heartburn, nausea (taking with food may help),
stomach ulcers and kidney problems (with long-term use), allergic reactions (rare).

Bowel and Bladder Changes
Sometimes as illness worsens, the muscles in the lower body weaken, causing loss of control of the bladder
and bowels. As your state of health declines, you do not put out as much urine, and its color may become
much darker, become cloudy or have an odor. This is a normal response to drinking and eating less.
WHAT CAN YOU DO?
• Keep clean and dry at all times, and check frequently.
• Consider using adult disposable briefs or disposable pads.
• The hospice nurse may talk to you about placing a tube into the bladder to keep skin dry and comfortable.
• Apply any lotions or cream suggested by the nurse.
• Insist on privacy when receiving care.
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At times, near the end of life, you may be confused or seem mixed up about your time, location
and who those are around you. You may say you see someone in the room others don’t see,
or you may talk to someone who is not there. People near the end of life may talk about going
somewhere, such as “I want to go home,” or “I need my shoes or suitcase.” This language may
be one of the ways you are letting your friends and family know you are preparing for death or
are trying to tell us goodbye. Most of the time, this is normal at the end of life.
WHAT CAN FRIENDS AND FAMILY DO?
• Report what you are noticing to the hospice nurse or other hospice team members; they will
be able to provide information on how you can provide support.
• Remind your loved one who you are and explain what you are doing; help them see familiar
things around them.
• Be present, and remind them you will keep them safe.
• Consider less visitors to try and decrease the confusion.
• Don’t argue. What they are seeing or feeling is real to them.
• Listen closely to conversations; they may be sharing a message with you.

Eating and Drinking Changes
When a person nears the end of life, they may lose their interest in eating or be unable to eat or
drink. This can cause worry and may be hard to understand. Food may not taste good, or there
may be cravings. As disease progresses, it’s harder for the body to digest food, and with less
eating and drinking, weight loss is expected. This does not mean the person is hungry or being
“starved” by the lack of food.
WHAT SHOULD FRIENDS AND FAMILY KNOW?
• The person is dying from the progress of the illness, not the absence of food.
• Your loved one’s wishes should be respected. Do not try to force food or drink.
• Cravings come and go, sometimes changing in a matter of minutes.
• Small frequent meals may be the best.
• Special treats, such as a hot fudge sundae for breakfast, may be comforting in small amounts.
• Small ice chips may feel refreshing in the mouth.
• Usually fluids go down better than solid food. (Talk with the nurse if there is a need for thicker
liquids or using a syringe without a needle or a dropper to give small amounts of fluid if the
person can swallow.)
• Keeping the mouth and lips moist provides comfort. (Moisten their mouth frequently with a
damp cloth if they are not drinking much and their lips are dry.)
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Confusion

Excessive Saliva
As a person becomes weaker, it is normal for the muscles in the neck to become weaker. It can become
difficult to cough and clear the saliva from the throat. Air coming in and out passes through the saliva in
the throat and may cause gurgling or rattling sounds. This does not indicate discomfort or a lack of air.
WHAT CAN YOU DO?
• Report these sounds to your nurse.
• Change your position to lying on either side and have the head of your bed raised.
• Take medication the doctor ordered to help reduce the saliva.
• Your mouth may be dry, so provide frequent mouth care with a moist swab. Suctioning is usually not
helpful as it can increase the amount of saliva.

Nausea, Upset Stomach and Vomiting
Nausea is an unpleasant feeling that may occur in the back of the throat or stomach before vomiting. Many
causes of nausea and vomiting are related to life‑limiting illness or treatment. Your hospice team will try to
discover the underlying reason to find the right treatment.
WHAT CAN YOU DO?
• Report the frequency of nausea and vomiting and any description of vomited fluid to your hospice team.
• Keep track of what causes the nausea or vomiting and what might decrease the nausea or vomiting.
• Sip carbonated drinks that have gone flat or sports drinks such as Gatorade or Pedialyte.
• Avoid juices.
• Try eating small amounts of salty foods (saltine crackers or chicken broth).
• Avoid fried foods, milk products or foods with strong smells.
• Eat in small, frequent amounts because large meals may be overwhelming.
• Provide frequent mouth care.
• Avoid strong odors such as perfume or deodorizers.
• Discourage eating immediately after vomiting; try sips of water or ice chips before eating again.
• Maintain a comfortable room temperature.
• Engage in relaxing activities that may distract from nausea, such as listening to music, watching TV,
drawing, reading or doing yoga.
• Avoid constipation.
• Take medications as ordered.

Temperature Change
As your body changes and becomes weaker, it is not able to control the temperature system in the brain.
This can result in your body temperature becoming warmer or cooler.
WHAT CAN YOU DO IF YOUR BODY TEMPERATURE GETS HIGHER?
• Know that your skin may feel cool, even if you are warm.
• Let your nurse know. An over-the-counter pain reliever such as acetaminophen may help the
temperature go down.
• Place a cool cloth on your forehead and remove extra blankets.
• Consider using a fan or opening a window.
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Arms and legs may feel cool and skin may change to a purplish blue color and look blotchy;
there may also be a bluish cast around the lips and under the fingernails.
• Use a warm blanket, but not a heating pad or electric blanket.
• Change positions frequently.

Withdrawal
It is normal to begin to withdraw from family, friends, loved ones and the world around you as part
of the dying process. You may notice this as early as weeks before the death. You may spend more
time in bed sleeping than awake. You may feel less of a need to communicate and may be more
comfortable with your quiet presence. To your friends and family, you may not seem like you are
responding, and you may be very sleepy. Moving away from relationships may be preparation for
letting go.
WHAT CAN FRIENDS AND FAMILY DO?
• Plan special times and visitors during the time when your loved one is most awake and
comfortable.
• Tell the person what you are going to do before you do it: “I am going to move your pillow now.”
• Be “present” with the person.
• Continue to talk to them and say the things you need or want to say. Remember they may be
able to hear, even when not able to respond.
• Use your usual tone of voice; don’t speak over the person.
• Allow them to sleep as much as they wish.
WHAT TO REPORT TO THE HOSPICE TEAM:
• Changes such as restlessness or anxiety, pain or discomfort and changes in breathing.
• Need for increased spiritual support or guidance, whether for the loved one or friends and family.
• The need for help from our social worker, chaplain or other members of the hospice team.
• Religious or cultural traditions important for the patient.
• Funeral home and other arrangements according to the wishes of the patient.
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WHAT CAN YOU DO IF YOUR BODY TEMPERATURE GOES LOWER?

Signs a Person is Nearing the End of Life
UP TO THREE MONTHS BEFORE, A PATIENT MAY:
• Withdraw from people or have little to say.
• Sleep more and eat or drink less.
ONE TO TWO WEEKS BEFORE, A PATIENT MAY:
• Talk about leaving on a trip or journey home.
• Speak to people not in the room.
• Become more confused.
• Experience physical changes such as pulse, blood pressure, breathing, temperature, hunger or thirst levels.
DAYS TO HOURS BEFORE, A PATIENT MAY:
• Be asleep more than awake.
• Have sudden increase in energy.
• Have trouble swallowing.
• Have cool hands, arms, feet or legs.
• Turn blue around nose, mouth, fingers or toes.
• Make moaning sounds.
• Lose control of urination or bowel movements.
• Have moist breathing or sound congested in throat.
• Breathe differently, such as long periods without breathing followed by several quick, deep breaths.
• Need less or more pain medication.
• Have less or more restlessness or anxiety.
• Have a slower, weak pulse or lower blood pressure.
MINUTES BEFORE:
• Not responding, mouth open, may have rattle in throat, very shallow breaths with long pauses.
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Many of us wonder about how and when to say goodbye to a loved one at the end of life. We
may think we don’t know what to say or worry we will say the wrong thing at the wrong time.
There is no right or wrong way to say goodbye. Consider these suggestions:
• Take the opportunities you have to say what you need to say.
• Include the children in your family in a way that is sensitive to their ages and willingness to
be involved.
• Follow what you think is best.
• You may want to say:
– I love you because…
– What I will always remember is…
– What I will miss most about you is…
– I am sorry because…
– I want to thank you for…
– We will miss you but we will be OK.
– I forgive you for…
• Write down what your loved one says, because reading it later may comfort you.
• Keep a light on in the room if that helps the comfort level.
• Play your loved one’s favorite music softly.
• Continue to touch and stay close to your loved one.
• Remember tears can be a normal part of being sad and saying goodbye.
• If you and they are comfortable, hold your loved one’s hand, lay beside them, hold them and
say everything you need to say.

For Friends and Family at the Time of Death
When death is very close, you will see some physical changes your hospice team has talked to
you about. When the moment of death occurs, breathing and heartbeat stop, eyes become
unresponsive and the face relaxes. If you would like a member of the hospice team to make a
visit to provide comfort, support and education during this time, please let us know, day or night.
• You do not need to call 911, the hospital or an ambulance. The hospice nurse will arrive
after you call and will know what to do and how to help you.
• If you prefer to have time alone with your loved one, call the hospice team whenever you
are comfortable and ready for them to come after the time of death. You may spend as
much or as little time with your loved one as you like.
• The hospice team will help you make necessary arrangements, assisting you as you would
like by:
– Contacting the physician and other members of the hospice team, such as the home
medical equipment company.
– Contacting your funeral home.
– Assisting with care for your loved one.
– Assisting you in disposing of any unused medications, as required by law.
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Care at the End of Life

For Friends and Family Saying Goodbye

Emergency Preparedness
If a natural disaster or severe weather makes travel unsafe and home care cannot be safely provided,
contact emergency medical assistance for transport to a hospital.
PREPARE A DISASTER GO BAG TO GRAB ON WAY OUT OF DOOR THAT WILL HELP WITH THE TIME
AWAY FROM HOME. THESE ITEMS WILL HELP TO KEEP YOU SAFE AND COMFORTABLE DURING THE
DAYS OF AN EMERGENCY.
1. First-aid kit, flashlight and blanket.
2. Extra prescription medications (3 day supply
of meds), prescriptions and eyeglasses. If using
oxygen concentrator, will need cannisters

5. Credit cards, cash and clothing to last
for a few days.
6. List of medical providers, family names,
addresses and phone numbers.

3. Canned food (plus non-electric can opener)
and bottled water.

7. Basic electronics- phone, and phone charges,
battery powered radio and spare batteries.

4. Extra car keys.

8. Travel size version of personal needs.

UnityPoint at Home During an Emergency
For a medical emergency call 911
For emergency messages, please tune into your local radio and TV stations:
Cedar Rapids:

Tune radio or turn your TV to any local news channel or station

Des Moines:

Tune radio to WHO 1040 AM or turn your TV to any local news channel

Fort Dodge:

Tune radio to KNSK 91.1 FM

Jefferson:

Tune radio to Raccoon Valley Radio KDLS AM 1310 or FM 98.9

Osceola:

Tune radio to KSIB 100.3 or KSOI 91.9 or turn your TV to any local news channel

Moline/Muscatine:

Tune radio to 93.1 KWPC or turn your TV to any local news channel

Waterloo:

Tune radio to 92.3 or 105.7 or turn your TV to KWWL local channel
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TORNADO:
• Choose a safe place (basement or lower level) in the home.
• Non-ambulatory people should go near an inner wall, in a bathroom or away from windows
and glass.
• If in a mobile home, seek another location.
• If you hear the siren, seek shelter. Protect bed bound patients by padding them with pillows
and blankets. Caregivers should lie on the floor near the bed and draw blinds over windows.
• After the tornado passes, listen to the radio for instructions.
HEAT:
• Know locations available for relief from heat. Determine coolest location.
• Avoid strenuous activity during warmest part of day.
• Wear lightweight, light-colored clothing.
• Drink plenty of water and eat small, frequent meals.
WINTER STORM:
• Dress in several layers of clothing. Outer clothing needs to be windproof and waterproof.
• Remove snow before it turns to ice.
• If you must shovel, do it slowly in small amounts with good posture.
• If stalled in your car, remain in the vehicle and run the motor 10 minutes each hour. Make your
car visible to rescuers.
• If in a home, use alternative heat and close off unneeded rooms.
• Drink plenty of water.
FIRE:
• Install smoke detectors outside each sleeping area and in each level of the house. Test them
once a month and change batteries when the time changes for Daylight Savings.
• Get training from the fire department on how to use the extinguisher and inspect it for
adequate pressure or damage.
• Draw a floor plan of your home with two escape routes for each room. (Feel any door before
opening. If it is hot, use your second way out.)
• Establish clear pathways and conduct a home fire drill at least twice a year.
• Practice a low-crawl escape. Practice with your eyes closed in case of thick smoke. Patients who
require assistance should be moved first.
• If smoke, heat or flames block your exit routes, stay in the room with the door closed. Signal for
help using a bright-colored cloth at the window. If you have a phone in your room, call the fire
department and tell them where you are.
FLOOD:
• Determine if you are in a flood area and may need to evacuate.
• Write instructions how, when and where to turn off electricity, gas and water.
• Have a map available for evacuation plan and shelter.
• If you evacuate, go to higher ground away from rivers, streams, creeks and storm drains. Do not drive
through barricades on roads. If your car stalls while driving through water, abandon it and climb to
higher ground immediately.
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Fall Prevention and Safety Measures
Preventing injuries from falls is one of our highest
priorities as we help you manage your comfort and
care. Please review the following tips to reduce your
risk, and report any safety concerns to us:
HOME MODIFICATIONS:
• Clear electrical cords, pets and furniture from pathways.
• Remove loose items such as throw rugs, clutter and
frayed or worn carpeting from the floor.
• Remove unstable furniture, low furniture and
furniture without armrests and backrests.
• Maintain adequate lighting in stairways, use nightlights
and keep flashlights and switches within reach.
• On staircases, secure handrails, keep steps even and
ensure non-skid surfaces.
• In bathrooms, install grab bars at toilet and tub and
skid strips and a shower chair in the tub.
• Avoid slippery surfaces.
• Keep phone close and consider an emergency call
system (such as Lifeline).
• Store frequently used items within reach.
• Consider using a lo-bed or walker to decrease fall risk.
• Keep home medical equipment in good condition.
• Lock wheels on commodes, beds and wheelchairs.
• Use caution with oxygen tubing, catheters, feeding
tubes, etc.
PERSONAL AND BEHAVIOR MODIFICATIONS:
• Call for assistance before getting up from your bed
or chair.
• Use assistive devices (walker, cane, reacher, etc.)
as needed.
• Pause and stand upon rising from bed or chair and
gain balance before walking.
• Avoid bending to pick up items.
• Follow prescribed activity restrictions.
• Wear properly fitting shoes or non-skid slippers.
• Wear eyeglasses and hearing aids, if applicable.
• Avoid carrying heavy items.
• Walk close to the wall, using it for support if handrails
are not available.
• Stay hydrated, especially in hot weather.
• Avoid alcohol.
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Safety Tips for the Home
HOME SAFETY:
• Keep your heating/cooling system working properly (regular safety checks, changing filters).
• Properly ventilate your home and check radon gas level.
• Have structural, electrical and plumbing repairs completed properly.
• Maintain clean water source.
BATHROOM SAFETY:
• Install grab bars if movement is a problem. (Do not hold on to towel racks.)
• Clean water spills.
• Use non-skid mats in and out of the tub or shower.
• Use tub benches, shower chairs and raised toilet seats if needed.
• Keep the temperature gauge on the hot water heater below 110 degrees.
• Use a bedside commode at night if you have a problem with dizziness, balance or walking.
• Talk with your nurse if sensation, vision, balance or walking are problems.

Medication Teaching to Prevent Falls
Many prescription and over-the-counter medications can affect your risk for falling. Changing
your dosage or adding a new medication can temporarily alter how your body responds to your
medications, increasing your risk of falling. Report bothersome side effects to your nurse, such
as lightheadedness, confusion, diarrhea, restlessness or drowsiness. Pain medications, anxiety
medicines, muscle relaxants, sleeping pills and antihistamines can make you drowsy or dizzy and
affect your coordination. Be careful when getting up or performing tasks that take coordination
or concentration.
LAXATIVES AND DIURETICS CAN PUT YOU AT RISK FOR FALLING FOR SEVERAL REASONS:
• You may feel the need to hurry to the bathroom and forget to put on your slippers or glasses,
turn on the light or take your walker or cane.
– To avoid the need to hurry, schedule visits to the bathroom every two hours.
– Take your water pill earlier in the day to reduce your need to go to the bathroom while you
are sleeping.
• Laxatives and water pills can make you dehydrated, which can make you dizzy or weak. Stay
well hydrated.
• You may have a leakage of urine or stool, causing the floor to become slippery.
– Use incontinence pads or keep commode nearby.
CERTAIN HEART MEDICATIONS CAN CAUSE LOW BLOOD PRESSURE, ESPECIALLY IF YOU
STAND UP TOO QUICKLY.
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Oxygen Information and Safety
Oxygen is a drug and is effective and safe only when used as ordered by your provider. Never change
your oxygen flow liter without first talking with your hospice team.
CYLINDERS
Oxygen cylinders are normally green and silver. A regulator is used to control oxygen flow to the rate
prescribed by your provider. Cylinders are primarily used for travel or as a backup to an electrical oxygen
concentrator when a power failure occurs. Notify your care team of any power failure to ensure you have
an adequate supply of oxygen.
CONCENTRATORS
Concentrators are considered the safest source of home oxygen therapy. They are operated by standard
household electricity. Only the concentrator should be plugged in to a properly grounded or polarized
outlet. Do not use extension cords or power strips. The concentrator works by drawing room air into the
unit and separating the oxygen from other room air gases to deliver oxygen at a higher concentration than
room air. The unit should always have plenty of space on all sides to draw in the room air.
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• Oxygen cylinders should be secured at all times. Never leave cylinders standing unsecured; they
should remain in the base provided. Store them in a stand or cart to prevent tipping and falling.
Oxygen tubing easily can get tangled around your feet and legs, causing a fall. While you are
walking, place the oxygen tubing over your shoulder so it follows behind you.
• Oxygen flow rates should be changed only by your nurse as directed by your provider. If you
think the liter flow rate needs to be adjusted, contact your care team.
• Do not allow others to smoke near you when you are using oxygen. Oxygen is not flammable,
but it does support combustion and increase the risk of a fire in your home.
• Keep all oxygen equipment at least 15 feet from any open flame (lit cigarettes, lighters, stoves,
fireplaces, gas water heaters, candles, matches, barbecue, space heaters, candles, etc.).
• Keep oxygen equipment and tubing five feet away from any source of heat.
• Do not use any aerosol sprays (such as hairspray or room fresheners) near the oxygen.
• Never use petroleum-based jelly or vapor rub on your skin (Vaseline or A&D ointment).
• Have a smoke alarm, fire extinguisher and emergency exit plan in your home. Smoke alarms may
be free through your local fire department. Buy smoke alarms and fire extinguishers at hardware
and discount stores.
• Turn off oxygen equipment when not in use.
• Do not store or use oxygen in an area that does not have air flowing through it, such as a closet.
• Put “No smoking: Oxygen in use” signs in your home (one at each entrance and one in the room
near the oxygen equipment). Make sure visitors can see the signs.
• Avoid using electrical appliances that produce sparks, such as electrical heaters, electric razors,
hair dryers, friction toys, etc.
• Never drape clothing over oxygen systems.
TRAVELING WITH OXYGEN UNIT:
• Keep vehicle windows slightly open to allow for adequate ventilation.
• Never store oxygen tanks in the trunk.
• Contact the medical equipment supplier about the number of tanks needed when traveling.
• Always secure tanks in an upright position; using a safety belt is acceptable. Laying a tank
on its side increases the risk of fire. Slight tipping of the tank during loading and unloading
is not dangerous.
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SAFETY:
• Never smoke while using oxygen, including e-cigarettes. If you smoke, turn off your oxygen for
at least 15 minutes before smoking.

Medical Equipment and Supplies Safety
The right equipment can help keep you safe and possibly maintain or improve your independence. Hospice
may provide canes, walkers, toilet seat risers, cushions and more. We can also arrange for any equipment
you need for medical reasons, including a hospital bed, over-bed table, wheelchair, bedside commode or
shower bench. This will be covered under your hospice benefit.
Before using any home equipment ordered by your provider, make sure you understand how to use and
maintain it. And have the phone numbers for hospice and the medical equipment supplier ready.

Tips to Prevent Infection
PRACTICE GOOD PERSONAL HYGIENE

Personal hygiene can prevent the spread of infection.
• Brush and floss teeth daily.
• Bathe regularly.
• Avoid sitting or lying on the same side for long periods of time.
• Skin care is vital to prevent skin breakdown and reduce chances of infection. Use body lotions or creams
to prevent skin dryness and inspect skin daily.
Handwashing is the most important way to prevent the spread of infection. To wash hands properly, use
soap and water, rub hands together vigorously, rinse and dry well. Wash hands:
• Before eating.
• After using the toilet.
• Before and after providing personal care, such as giving a bath to a family member.
• Before and after providing treatment such as wound care, injection or catheter care.
LAUNDER REGULARLY:
• Change soiled linens and bed clothes promptly.
• Carry soiled linens directly to laundry area and wash as soon as possible.
• Use extra precautions when cleaning up spills of body fluids. Dispose of soiled paper towels in a
strong plastic bag and seal it tightly. Always wash your hands afterwards. Gloves may be necessary.
• Decontaminate hard surfaces with a solution of one part bleach per 10 parts water if a spill contains
blood or body fluids.
DISPOSE OF WASTES PROPERLY
Dispose of sharp objects such as needles, syringes, lancets or scissors in a puncture-resistant container
with a lid. Do not use containers such as coffee cans, glass or clear plastic detergent bottles. Do not break,
bend, remove or recap needles. Place the entire needle and syringe in the container immediately after use.
Dispose of soiled material in a securely closed plastic bag. Use two bags if the patient has an infection.
USE PERSONAL PROTECTIVE EQUIPMENT
Use personal protection such as disposable gloves, face masks, gowns and glasses when handling
anything soiled with blood or other body fluids. This will help prevent the spread of blood-borne disease
and infections such as AIDS, hepatitis B and more. Use facemasks to protect against tuberculosis and other
respiratory infections. If unsure, use protective equipment. Wash your hands before and after patient care.
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COVER THAT COUGH!
• Cover your nose and mouth with a tissue every time you cough or sneeze. Throw the used
tissue in a wastebasket.
• If you don’t have a tissue, sneeze or cough into your sleeve.
• After coughing or sneezing, clean your hands with soap and water, or alcohol hand foam or gel.
KNOWN RISK FACTORS FOR INFECTION
Certain illnesses or injuries can make you more susceptible to infection. Your nurse will discuss
special precautions if you are receiving chemotherapy, undergoing dialysis or using urinary
catheters, or if you recently underwent surgery or have wounds, burns, IV sites, AIDS or diabetes.
RECOGNIZE SIGNS AND SYMPTOMS OF INFECTION
Notify your nurse if you start to have symptoms of infection:
• Fever, rash, sores or ulcers.
• New pain or tenderness.
• Increased tiredness or weakness; loss of appetite.
• Redness or swelling of any body part.
• Discharge or drainage from body.
• Nausea, vomiting, chills or diarrhea.
• Confusion.
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Ativan/Lorazepam/Haldol
For restlessness, anxiety, agitation, difficulty breathing, nausea and vomiting:
• This medication may be given by a tablet or liquid; the liquid should be kept in the refrigerator.
• Place under the tongue or between the cheek and gum.
• Keep track (and let your nurse know) how often and the amount you need to keep comfortable.
POSSIBLE SIDE EFFECTS:
Drowsiness and sleepiness, which usually decrease 48-72 hours after the start of the medication.
FALL RISK SAFETY:
• To prevent falls, rise slowly, move around slowly and use a walker, cane or wheelchair as needed.
• Keep pathways clear and remove throw rugs.
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Fentanyl is a strong opioid pain medication. Fentanyl is commonly prescribed as a self-adhesive
patch that is changed every three days. This allows a standard amount of fentanyl to cross each
hour from the patch into the skin and provides a continuous delivery of fentanyl.
PATCH APPLICATION
1. Remove the old patch and immediately wash the area with soap and water.
2. Do NOT apply a new fentanyl patch to the same place where you removed the last patch.
3. Do not remove the back of the patch until you are ready to apply it. Do not touch the sticky
side with your hand because fentanyl can be absorbed rapidly through the skin. If your skin
comes into contact with the sticky part of the patch, rinse the area immediately with lots of
water. Do not use soap or cleansers.
4. Apply the patch’s sticky side to dry, clean, flat skin, avoiding areas that are oily. Soap, talc,
cream or moisturizers should not be applied to the area where the patch will be placed.
Use an area that has minimal hair, such as the upper arm, chest or back. If hair needs to be
clipped, use scissors. Never shave the area.
5. Do not apply the patch over scars, cuts, burns, skin irritations or an area that has received radiation.
6. Press the patch down with your fingers or with the palm of your hand.
7. Wash your hands after applying the patch.
8. It is fine to bathe or shower while wearing the patch.
9. If the patch does not stick well or comes loose, you can tape the edges down with first aid tape.
10. If the patch falls off completely, put a new one on.
DISPOSING OF THE PATCH
1. Careful disposal of the patch is required because large amounts of the drug remain on the
patch after three days.
2. A used patch may be dangerous or even deadly for babies, children, pets and adults who
have not been prescribed the medication. A child accidentally exposed to the patch should
be treated as a medical emergency. Call your local poison control center or 911.
3. To dispose of the patch, fold it in half with sticky sides together and and follow the guidelines
for disposal of medications on page 42.
PRECAUTIONS
Because heat can cause the fentanyl to absorb quickly from the patch, make sure to keep the
patch stored in a secure, cool, dry place. Notify your provider immediately if you develop a
fever. Avoid direct exposure to heating pads, electric blankets, heat lamps, saunas and hot tubs,
heated water beds and direct sunlight.
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Fentanyl Patch

Roxanol/Liquid Morphine
For pain or difficulty breathing:
• Place under the tongue or between the cheek and gum.
• Keep track of how often and how much of this medication is needed to keep you comfortable and let
your nurse know.
POSSIBLE SIDE EFFECTS
Side effects (usually decrease 48 to 72 hours after the start of the medication) include constipation or
urinary retention, nausea or vomiting, sleepiness, dizziness and confusion.
FALL RISK AND SAFETY
To prevent falls, rise slowly, move around slowly and use a walker, cane or wheelchair as needed. Keep
pathways clear and remove throw rugs.

Managing medication disposal in the home
The hospice nurse (RN/LPN/ARNP) attending the death of a hospice patient may assist in the collection
and disposal of unused medications of the patient through the methodology below. Following the
disposal, documentation in the medical record should include time, date, type of medication, dosage,
dosage form, route of administration, quantity disposed, and manner of disposal. A member of the family
should sign that they witnessed the nurse disposal of the medication.
If the family does not want the hospice nurse to dispose of the medication, the hospice nurse will educate
or re-educate the family/caregiver of their responsibility to safely dispose of the patient’s prescribed
medications, encouraging the use of the federal guidelines below, and will document this education in the
electronic medical record.
No hospice team member will take possession of unused patient medications for transport and disposal of
medications at discharge.
No hospice nurse will dispose of medications containing Cannabidiol, but will provide education to family
members on proper disposal of these medications per instructions below.
1. The nurse should perform the drug disposal in the presence of a family member or in the presence of a
second health care clinician to avoid the opportunity for or accusation of drug diversion. The witness to
the disposal should sign a document indicating their witnessing of the disposal.
FOR NURSE DISPOSING OR FAMILY EDUCATION FOR FAMILY DISPOSAL IN THE HOME:
2. The Hospice nurse will the assess availability of a substance to use to safely dispose of medications,
such as coffee grounds, kitty litter, dirt, etc. that they have in the home. The medication should be
disposed in a manner that does not allow the drug to be unintentionally ingested or easily retrieved.
(Other options are deactivation products, mail back or take back programs, or collection receptacles.)
3. Make the medicine unusable by taking out of container and mixing in the prepared substance, or a
sealable plastic bag, or in single plastic container with a screw top lid and discard in the trash after
completing the following:
• Liquids: Add kitty litter, dirt, or used coffee grounds to the container and recap/ seal.
• Tablets and Capsules: Add water to the container followed by kitty litter, dirt, or used coffee grounds
and recap/ seal.
• Suppositories: Unwrap and place in container before adding kitty litter, dirt or used coffee grounds.
• Transdermal Patches: Using disposable gloves remove patches from the packing and cut the patch
in half carefully handing it by the edges. Place the pieces in a container, add kitty litter, dirt, or used
coffee grounds and recap.
• Medicated Ointments/Creams: Squeeze/scoop medication into a container and mix with kitty litter,
dirt, or used coffee grounds before recapping / sealing.
• IV/SC/IM cassettes or vials: The nurse is responsible for removing the controlled drugs from the
cassettes and vials and verifying their disposal (see liquids above).
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5. Before throwing out the empty medicine container, such as a pill bottle, remember to scratch
out all information on the prescription label to make it unreadable. This will help to protect
identity and the privacy of personal health information.
6. If the family does not want to dispose or allow the
nurse to dispose, education will be provided that
includes:
a. Family members should not give medications to
friends or other family members. Physicians
prescribe drugs based on a specific person’s
specific symptoms and medical history. A drug
that works for the patient may be dangerous for
someone else.
7. These are community events that allow the public to
bring unused drugs to a central location for proper
disposal. Call your city or county government’s
household trash and recycling services (blue pages in
phone book) to see if a take back program is available
in your community. (www.deadiversion.usdoj.gov)
(usually held in April and October)
8. Mail Back Programs: Certain DEA registrants have
been designated as “collectors” that are authorized
to conduct a “mail-back” program. They include hospitals/ clinics with an on-site pharmacy
and retail pharmacies. All collectors who establish a mail-back program must provide
specific mail- back packages to the public, either at no cost or for a fee. These collectors also
have and use an on-site method of destruction to destroy returned packages of controlled
substances. You may find authorized collectors in your community by call the DEA Office of
Diversion Call Center at: 1-800-882-9539.
9. Collection Receptacles for drug disposal: Authorized collectors (pharmacies/ hospitals)
may also maintain a collection receptacle at their registered location. This could include
law enforcement, hospitals and clinics with an on-site pharmacy, and retail pharmacies. The
patient, family member or authorized representative will be able to carry their unwanted
controlled medications to an authorized retail pharmacy or other authorized location
and deposit those controlled substances in a secure container for disposal. You may find
authorized collectors in your community by call the DEA Office of Diversion Call Center at:
1-800-882-9539 or (www.deadiversion.usdoj.gov) or for a drop off location near you via:
Google Maps: (https://www.google.com/maps/search/drug+disposal/) or https://safe.
pharmacy/drug-disposal/
If you have additional questions about disposing of your medicine, please contact the
FDA at 1-888-INFO-FDA (1-888-463-6332) or your pharmacist.
DON’T:
Flush expired or unwanted prescription and over the counter drugs down the toilet or drain.
References:
CMS Condition of Participation 418.106 (e) (2)
NHPCO Regulatory Alert:
SUPPORT ACT:
FDA Consumer Health Information: https://www,fda,giv.drygs.
dusoisal-unused-medicines-what-you-should-know/drug-disposal
DEA: http://www.deadiversion.usdoj.gov/drug_disposal/takeback/index.html
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4. Throw the sealed container with the drug mixture in the household trash.

CARE FOR THE CAREGIVER
Being a caregiver to someone you love can be a rewarding experience. It can also be challenging. By taking
care of yourself during this time, you will be more effective in providing care, and the quality of time spent
together will be better.
It’s normal to experience a range of feelings including anger, guilt or frustration when taking on the
caregiver role. It’s normal to not know what to do. The most important thing you can do while providing
care is to just be there. Here are some tips:
Don’t try to do everything for yourself or isolate yourself from friends and family. Hire in-home help if this
is an option for you. Otherwise, request hospice volunteers, family, friends and your support system help
with errands or stay with the patient to give you a break.
• Share your feelings with the hospice team or a trusted friend or confidant.
• Learn relaxation techniques such as deep breathing.
• Take time for hobbies or other activities that help you relax.
• Prioritize what’s important and minimize commitments to others for now.
• Take it easy on yourself. Eat well and exercise when possible, and take rest periods when you can.
• Talk to your hospice social worker about resources.
• When friends or family visit, let them know if you or the patient needs rest.

Grief and Mourning
Grief is a normal emotional response to loss and each person experiences and reacts to loss differently.
There is no right or wrong way to grieve.
Mourning is an outward expression of grief. Mourning rituals and customs include funerals, visitations,
cremation and memorials, and vary according to culture, ethnicity and religion. During mourning, a variety
of reactions could take place:
Physical reactions: Breathlessness, tightness in the chest or throat. Many people have exhaustion or
weakness, dry mouth or muscle aches, or have an oversensitivity to noise or smells or decreased resistance
to illness.
Emotional reactions: Numbness or shock, sadness or anger, helplessness or fear, guilt or shame and anxiety.
Psychological reactions: Disbelief and shock, confusion and difficulty with concentration. Some express
a preoccupation with the deceased or experience visual or auditory visions or a change in self-esteem or
even question the purpose of the loss.
Behavioral reactions: Disturbance in sleep or appetite, withdrawal from usual activities, crying or sighing,
experiencing distressing dreams or searching or calling out
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Healing from Loss
Give yourself time and permission to grieve and take care of yourself. Rest, exercise and eat a healthy
diet. Try not to make major life decisions or changes in early grief. Trust at least one person to share your
feelings, thoughts and concerns with and discover activities that help you heal. You may explore ways to
get through the healing process including:
• Reminiscing with family or friends.
• Reading about loss and mourning.
• Making a memory book or photo album.
• Journaling about your feelings and experiences.
• Attending a grief support group.
• Asking family and friends to spend time with you.
• Planning a memorial or celebration of life event.
• Developing healing rituals about your loss.
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When to Contact Hospice
Our team understands the emotions that go along with loss. Most people do not see this
every day, and may not understand when to reach out for help. We are here for you. If you are
experiencing any of the following, please contact us. We can help.
• Persistent intense grief reaction months after your loss.
• Thought of self-harm or suicide.
• Social isolation.
• Unplanned changes in weight.
• Inability to sleep.
• Increase in use of alcohol or drugs.

Bereavement Care
Hospice counselors are available to support family members, friends and caregivers as they
adjust to the many changes that occur at the end of life. Bereavement counselors are also
available to meet individuals and families as they prepare for the changes to come. Grief is a
natural and normal consequence of loss, and we hope we can help you as you adjust to your
changing circumstances.
FREE SERVICES MAY INCLUDE:
• Individual bereavement counseling.
• Facilitated self-help support groups.
• A monthly luncheon to promote fellowship with our bereaved.
• Information and referral for community-based support activities.
• Periodic telephone contacts during the first year after loss.
• A lending library on grief-related topics.
If you live outside our service area, we will help you locate support resources in your community.
With our experience providing grief education and support, we understand everyone’s journey
will be uniquely their own. For that reason, we respond to your needs and respect your desires
regarding assistance from the bereavement counselors. The experience of grief can be lonely
and bewildering at times. You may wonder if what you’re experiencing is normal. You may ask,
“How long will I feel this way?” or say, “No one seems to understand what I’m going through.”
Grief is hard work, but we believe it can lead to emotional enrichment, healing and renewal.

47

Shortness of Breath Action Plan
•

What is your level of shortness of breath?
Mild

Moderate

Severe

NON-MEDICATION TIPS
•

Turn on a fan: Circulating air in the room helps with the feeling of shortness of breath.

•

Put on your oxygen if not already on. Oxygen should be at

•

Elevate your head.

•

Practice pursed lip breathing.

Medication Action Plan
•

Step One: Morphine

•

Step Two: Nebulizer

•

Step Three: Ativan

Notes:
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Pain Management Plan
GREEN: Great Pain Management
You rate your pain at 1 – 4.

• Your medications are managing your pain.

Your pain goal range is

• Continue taking all medications as ordered:

.

• Non-medication management:

• Keep your pain journal up to date.

YELLOW: Caution
You rate your pain at 5 – 6.

• You may need changes to your medications

• Pain interferes with your
daily activities.

• Call your hospice team at:

• It is hard to concentrate.

• New medications:

• Your pain medication is not
always working.
• You are taking your pain
medication more than you
normally do.
Call hospice if you are going into
the yellow zone.

• Non-medication management:

• Keep your pain journal up to date.

RED: Alert
You rate your pain at 7 – 10.

• Call your hospice team right away:

• It is the worst pain possible.
• Your pain medications are
not working.
• Your activity is limited, and
you spend most of your time
resting because of the pain.
Call your hospice team
immediately if you are going into
the red zone.
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Last Days Action Plan
PAIN:
Use liquid morphine
every
showing signs of pain such as moaning or face grimacing.

hours as needed if your loved one is

RESTLESSNESS:
Use Ativan/Lorazepam crushed and diluted in 0.5 mls of water under the tongue or in the side of the cheek.
Repeat every

.

TEMPERATURE CHANGES OR FEVER:
• Apply cool compresses or washcloths to the forehead.
• Use Tylenol suppositories every four hours as needed.
• Cool the room and turn on a fan.
SECRETIONS OR GURGLING:
• Position patient on their side or elevate the head of the bed.
• Give two to four atropine drops every hour under the tongue or in the side of the cheek.
If these are not working or your loved one passes away, please call a hospice nurse at
no matter what time of day.

Time of Death Plan for Your Loved Ones:
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SOME QUESTIONS YOU MAY WANT TO CONSIDER DISCUSSING FOR YOUR PLAN:
• Tell me (what you want to be told about your condition): _________________________________
_____________________________________________________________________________________
• Take me (where you want to die): ______________________________________________________
_____________________________________________________________________________________
• Please be there (who you want to be there): ____________________________________________
_____________________________________________________________________________________
• I want to see (the photographs and pictures in your room): _______________________________
_____________________________________________________________________________________
• I want to hear (music, hymns, readings): ________________________________________________
_____________________________________________________________________________________
• I want to smell (scented flowers, oils, candles): __________________________________________
_____________________________________________________________________________________
• I want to feel (hand held, massaged): __________________________________________________
_____________________________________________________________________________________
• I want to taste (food and drink): _______________________________________________________
_____________________________________________________________________________________
• I want to look like (how you want to be dressed or made up): _____________________________
_____________________________________________________________________________________
• I want to be free of worries (what you want to know has been sorted out): __________________
_____________________________________________________________________________________
• Rituals and traditions I would like observed: ____________________________________________
_____________________________________________________________________________________
IDEAS TO CONSIDER COMPLETING DURING THIS TIME:
• Notes to loved ones.
• Writing histories.
• Projects to finish.
• Family events to plan (graduations, weddings, etc.).
• Regrets to resolve.
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Last Days Action Plan

Questions and Notes
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