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Introduction

WHAT IS THE PURPOSE OF THIS GUIDE?

Written by two experienced hospice and palliative nurses, this booklet is intended to support hospice pg3
lies with important information, resources, and tools that guide and educate all involved through a cg pnate end-
of-life process. It is not designed to replace hospice, but rather to help patients, caregivers, and farg cak the same

and tracking forms to relieve common symptoms that arise during the end of life.

WHAT YOU NEED TO KNOW:

Dying is a personal process that is experienced physically, emotionally, a
There are as many individual ways to die as there are to live.

Caring for a person at end-of-life can be overwhelming and even scary,
hospice team, people are able to die comfortably wherever they Li

The goals of care shift from cure and rehabilitation to quali

People who receive good symptom management often Li
with an improved quality of life.

ePlan.net for our helpful online video
a comfortable, safe manner for both the

Throughout the booklet, each available video i

ABOUT THE AUTHORS

As certified hospice and palliative nu
mission is to transform the end-of,

out of our long practice at the beds
Our years of extensive education mak
as mentors and educators of nurses, stu

rowing need for end-of-life education and support.
e are both passionate, compassionate nurses who serve

d of life and for those who provide love and care
the accompanying videos help ease your way

Nancy Heyerman, RN, BSN, CHPN




About the Dying Body

Our human body is both a miraculous and mysterious machine. It’s one job is to live and live and live some more.
When it’s time for this living to come to an end, the body knows how to die. Inwardly it works to find enough

physiologic balance to continue while preparing and slowing. Often there are no changes in vital si
blood pressure and pulse - until the last few days of life as it continues to do its everlasting eff

body can take in and absorb. At the same time our life bubble is also s
loved ones. As this natural state of withdrawal and dehydration advanc
work in conjunction to lead our bodies to our inevitable end.

HOW MUCH TIME IS LEFT?

It is well known that the health care team is not goo
Considering each case in terms of months, week
What we know is that when someone is decling

true for both weeks and days and even do
less, being less active over the period of a
become more rapid and now the changes ar

ch time a person has left to live.

ser to a “best guess” and time frame.
0 have months left to live. The same is
see them becoming weaker, eating
ve months to live. If the decline has
ely only weeks remain.

Please refer to the pages on tra
true we don’t know how long
on their life continuum. Hopefu
experiencing. Knowing this infor
moment, while plannjag for life goin

erally describe the last 2-3 weeks of life. It's
can assist in estimating where the person is
or€ clearly which end-of-life stage the patient is
anxiety and the ability to stay focused in the present

In the final wee,
Often the vigil est overt work for the care circle. The waiting game can be both
a trial and a bles inisce and reconnect over the loved one’s sleeping form or work
together providing ere is no rush...we only die once, and everyone finds their own

indivi

ning energy to be on spent living life. Our goal in writing this booklet is to provide the
ith the tools and knowledge to keep people calm and comfortable in the dying process.

is present, such as pain, anxiety, or shortness of breath, and then turn to that page. Taking the time to read and
implement the suggestions will empower the family and caregiver to provide superb care to the dying patient.
The path is never perfect; there will be ups and downs. But with the guidance of this booklet and your hospice
team, the chance of having a compassionate and peaceful death is more attainable.

Contact List

PATIENT'S NAME AND DATE OF BIRTH:

YOUR HOSPICE:

ADMISSION DATE TO HOSPICE:

24-HOUR PHONE (ON CALL) NUMBER:

YOUR HOSPICE TEAM:

NURSE CASE MANAGER:

SOCIAL WORKER:

CHAPLAIN:

BATH (PERSONAL CARE) AIDE:

VOLUNTEER:

HOSPICE M.D.:

PRIMARY CARE DOCTOR (PCP):

FUNERAL HOME:

POWER OF ATTORNEY:

POINT PERSON:

PRIMARY FAMILY:

PHONE #:

PHONE #:

PHONE #:

PHONE #:

PHONE #:

PHONE #:

PHONE #:

PHONE #:

PHONE #:

PHONE #:

CAREGIVER:

PHONE #:

® Visit www.TheCarePlan.net for online video demonstration



Medication Management

GOALS:

¢ To use the right amount of medication to achieve
the desired effect, which provides the best quality
of life possible.

¢ To successfully and with confidence administer or
take medications.

WHAT TO KNOW:

The patient is not dying because we are giving
medications; medications are given because the
patient is dying.

Discomfort can rob you of your life energy.
There can be fear and concern about taking and
giving medications.

People can live longer and better with good
symptom management.

Less medication is often needed when symptg
are prevented and treated quickly.

PRN is a Latin abbreviation referring to
medications. The hospice team may use t

ABOUT MEDICATIONS:

¢

The comfort medications prescrib re designed
to work well together, as long a ractions
have been reviewed for safet

L TIONS OFTEN USED FOR
T:

s may vary between different hospices)

Ppioid medications generally used for pain
and/or shortness of breath:
- MORPHINE

OXYCODONE

METHADONE

HYDROCODONE

DILAUDID

TRAMADOL

Medications generally used for anxiety or
agitation and nausea:

- LORAZEPAM (ATIVAN),

- HALOPERIDOL (HALDOL)

- VALIUM (DIAZEPAM)

The hospice team has expertise in using
these medications.

Being open to their suggestions will likely
achieve comfort more quickly.

SEE Forms for Routine and As-Needed Medication
Use on Page 8.

Medication Management

WHAT TO DO:

Always try non-invasive steps first but avoid waiting too long for use of comfort medications
Take routinely scheduled medications consistently for maximum benefit.

Use the as-needed or PRN medications for breakthrough symptoms not managed by yg
routinely scheduled medicines.

Keep track of the as-needed or PRN medications:

- Write their usage down using the form included in this booklet, or any system that
for you, as long as the nurse can review it.

- The nurse, with orders from the hospice doctor, uses this information to adjust and manag
the medication regimen.

- Request medication refills at least 48 hours prior to needing mor,

See Medication Forms, starting on the next page.

MAKE A SAFE SPACE TO MANAGE AND ORGANIZE MEDICATION,

Clear an area that is large enough for all the medic access,
near the patient.

Consider using a towel or large sheet of paper to
Organize your medications into routine sc

A pill box or mediset works well for sc
refill, usually once a week. This will he

Safety is very important. Keep out of rea

A lock box may be needed for
the medications.

d clear surface.
d those for as-needed use.
e hospice nurse can

,generally outside the teeth toward the
not need to go under the tongue.

pill form of medication, crush the pill and dissolve in the

The hospice nurse will teach you how to do this. There are a lot

arePlan.net to view videos for medication management.




Medication Management Medications/Bowel Moverment Tracking

Strength Bedtime

Date & Time Medications

COPYRIGHT © 8/1/2021 Odonata Care LLC 6} 7 ® Visit www.TheCarePlan.net for online video demonstration



Anxiety and Agi’[a’[ion Individualized Instructions for Anxiety and Agitation

GOALS: WHAT TO DO: The hospice team will give directions on how to choose and manage the medication(s):

+ To recognize and manage the signs of emotional 1. Ask questions, stand back, and look:
and physical anxiety and agitation. Do they need to pee or have a
+ To enjoy adequate and consistent sleep. This is often the # 1 cause.
Do they have a dirty brie
Is there worry about

WHAT TO KNOW: Is something needed—

¢ Anxiety and agitation are normal, expected, and
healthy responses to facing end of life.
However, anxiety can be very subtle and difficult
to recognize.
Anxiety can be worse than pain and is sometimes
not well-managed.
Pain and anxiety often feed off each other and may
need to be treated simultaneously.
Loss of mental ability with forgetfulness, periods
of confusion, and even hallucinations, are normal /
and expected, but can be distressing for patieg cation: “Tell me more..”

and families. e opening phrases:
Sleeping pattern disruptions and disturb

often arise in the end-of-life process and &

cause problems during normal wa

ou may never discover what is causing their anxiety
and agitation, but it is important to give the oppor
tunity to explore and deepen the conversation.

3. Medications:

When the interventions above haven’t worked, it is time
to give the medications instructed by your hospice team.
Please do not wait too long to do this. Like pain, the
goal is comfort,and sometimes a regularly scheduled
medication is necessary to obtain and maintain calm.

Call hospice if you have done the above and they still
aren’t calm and comfortable.

Care ,restless, pacing, or unable to stay
positioned in bed or chair for more than 5 minutes.

Calling out repeatedly, reaching, trying to sit up.
Having hallucinations or dreams that are distressing.
Wandering in the home and falling.

9 ® Visit www.TheCarePlan.net for online video demonstration




Pain and Discomfor’[ Individualized Instructions for Pain and Discomfort Relief

GOALS: WHAT TO DO: The hospice team will give directions on how to choose and manage the medication(s).
There are many other options if these medications are not effective.

¢ To recognize and manage pain and discomfort.

¢ To effectively and safely provide interventions
for consistent comfort.

¢ Be creative: use pillo

WHAT TO KNOW: distractions. Note what

Pain is different for everyone.

Pain consumes the energy that can be used for
living well.

Many people don’t recognize pain, but patients
often live with discomfort.

Fear of pain and medications may be bigger than
the pain itself.

Good pain management includes a full pallet of
medication options, which target the pain response
from many different angles.

Long-acting opioids are often taken routinel
quick and short-acting opioids for breakthg

pain. This regimen is a hospice and palli
standard.

The patient may say they are in p,

outward signs.

A patient can look fully co

moved or touched. But as care

demonstrate pain, resist care, and

combative.

Expect patient

one position ‘
When the pati Qi DO NOT WAIT:

caregivers are re ) Please call hospice if unable to get the patient

treating the pain. comfortable. Hospice is available 24 hours a day to
help manage pain and other symptoms that are not
adequately relieved.

‘
and/or moaning.
ng of the brow) and generalized

rled into a ball, knees drawn up, \‘
guarding, clenched hands, curled toes.
¢ Restless, agitated, and irritable OR completely
shut down.

) medications to provide
hen the pain breaks through.

Giv€"pain medication 20 - 30 minutes prior to care
pnd activity.

Consider using anti-anxiety medication with the
pain medicine if there is a component of anxiety
contributing to their discomfort.

2l ® Visit www.TheCarePlan.net for online video demonstration




Transition into Dying

GOALS:

¢+ To recognize and understand the signs of
transitioning into the dying process.

¢+ To keep patient comfortable, calm, and safe during
this period.

WHAT TO KNOW:

¢ The transition process usually lasts 4-14 days, but
this can vary widely; the patient may even float
between full alertness and active dying. Because
the swings can be so acute and broad, be patient
with them and yourself.

There will be ups and downs from day to day and
even hour to hour.

Because patients are losing their normal mental
and physical abilities during this time, they are
more at risk for falls and injuries.

Due to the decline in ability, there is an incg
loss of personal control that can be dist
anxiety producing.

A person’s life bubble shrinks and gses its
energy, mentally and physically,

detaching from life around tj3

personally when you feel thé

subtle shift is normal and nece

Pets are not only cherished famil
often have the mg hnate connec
dying person.

{tioning body wants
the patient and

WHAT TO DO:

¢ Patients need increased caregivin

transition. Visit www.TheCarePl
are and safety videos.

Patients should no longer,

Arrange for increased
hospice social worker

Mental changes: forgetful, possible confusion, less
engaged in TV, reading, and conversations.

This is often a time of increased dreaming and
life review.

Anxiety may begin with restlessness and irritability.
Agitation may present itself with reaching,
unsettled behavior, or inability to sit or lie still.
Transition is often the start of incontinence and
decreased output of both bowel and bladder.
Increased weakness: unable to get in and out of
bed or chair and unable to walk independently.
Skin changes with dry, flaking, red spots

(pressure sores) due to less activity.

¢ Changes in breathing patterns and depth may

be noticed.

Active D\/ing

GOALS:

¢ To recognize the signs of an actively dying
patient and to know when death is imminent.

¢ To offer a calm and peaceful space for the
patient to die in a comfortable and dignified manner.

WHAT TO KNOW:

The active dying process generally lasts 1-3 days,
but this can vary.

The body and all its organs are slowing down and
losing their functions.

This time can be physically and emotionally
intense for patients, families, and caregivers,
but also rich, deep, and beautiful.

Loved ones can have an emotional shift into
acceptance and feel anticipation and even relief as
death approaches. This is healthy, anticipatory g

A calm, peaceful space helps to promote a
comfortable death, and sets the stage fo
acceptance and healthy bereavement.

Dehydration is an expected and
dying. The use of IV fluids may 4
during the dying process. Thy
be dry and quiet.

change in the 0
temperature ca
this point.

SIGNS OF ACTIVELY DYING:

Patients are fully bedbound and g

longer waking up.

Eating and drinking has cea

their ability to swallow.

No longer can they ta

but only the concentra

They are incontinent of bo

frequency of both have dram
selves in bed is no

rely on others to

d there are often

up to 45 seconds.

ydration deepens, the body appears to shrink
d the bones become more prominent.

WHAT TO DO:

¢

Continue the turning schedule of every 2-3 hours
during waking hours and once or twice during
the night.

Maintain the routine comfort medication regimen
set by your hospice team.

Do not hesitate to use the as-needed medications
to keep the patient calm and comfortable.

Keep the mouth clean and moist. See Secretions.

If patient’s skin is cool to the touch, comfortably
cover them. If warm or hot and sweaty, remove
blankets and wipe the skin with a warm, moist
cloth. These interventions are adequate to keep
the patient comfortable.

As long as the patient is calm, clean and comfort
able, remember to rest and take care of yourself.
This is the time to tell family stories, laugh, cry,
light candles, look at photographs, and celebrate
this unique and precious life.

® VisitAwww.TheCarePlan.net for online video demonstration

COPYRIGHT © 8/1/2021 Odonata Care LLC



Video Index and More Information

Our website, thecareplan.net, showcases our mission of transforming the aging and end of life experience through
education and support. When fully utilized this booklet improves the standard of hospice care. Please visit the website
to better understand the far-reaching benefits of this essential booklet when used throughout the hospice experience.

A PICTURE IS WORTH A THOUSAND WORDS:

We invite you to visit www.TheCarePlan.net for our helpful online video demonstrations.
show how to provide personal care in a comfortable, safe manner for both the patient and
Throughout the booklet, each available video is denoted with a play symbol: (®

1. Placing a Turn or Draw Sheet under a Patient: Rolling a patient side to side tQ place a flat sheet u
the patient which can then be used to move and turn the patient without h the body.

2. Positioning for Comfort: To Lie on the Back: How to position a patient co
or draw sheet and pillows.

3. Positioning for Comfort: To Lie on the Side: How to position
on their side using a turn or draw sheet and pillows or pro

4. Moving a Patient up in Bed with a One-person Assist: U
which is already under the patient, to pull or move i ead of the bed. 3. 4.

w of removing a

th to a person confined to bed.

he patient on the
side of the bed and wheelchair.

9. Positioning to Lyi Edge of the Bed: Moving a
patient from an uprid omfortable lying position.

10. Org jons d Nutrition for the hospice patient: This video
revig i g for the hospice patient. It demonstrates how to provide oral care
tg yist in preventing swallowing problems.

ent:NDrganization and Administration: This video describes
eduled and as needed medications for clarity and accuracy

DISCLAIMER
The information contained in this written reading material provides simple instructions regarding care needs and for relieving common symptoms
that arise for a person during the end of their life. This information is not intended or implied to be a substitute for professional medical advice,
diagnosis or treatment. ALl content, including text, graphics, images and information, contained within this booklet is for general information
purposes only. Furthermore, Odonata Care and the authors make no representation and assume no responsibility for the accuracy of information
contained in this reading material, including references to or advertisements of any products inserted on any of its pages. Such information is
subject to change without notice. NEVER DISREGARD PROFESSIONAL MEDICAL ADVICE OR DELAY SEEKING MEDICAL TREATMENT BECAUSE OF
SOMETHING YOU HAVE READ IN THESE READING MATERIALS.



Odonata Care LLC
Transformational End of Life Education and Support

TheCarePlan.net
474 Park Ave.
Medford, OR 97501
Conatact us at:
Info@TheCarePlan.net




