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Grace Hospice provides care regardless of a person's ability to pay. Your support will 
allow Grace Hospice to foster peace and grace, and to emotionally and spiritually support 
patients and their loved ones. 

To learn more about supporting Grace Hospice or to make a donation please visit: 
https://www.gracecaring.org/support-us/ or call us at 612-238-0034. Grace Hospice is a 
501(c) (3) organization. Your donation is tax-deductible to the extent of the law. 
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Dear Caregiver, 

We at Grace Hospice believe it is a privilege that you have asked us to help you care for 
your loved one. We will promote an environment that will allow your loved one to live life 
fully by honoring their wishes. Together we can provide comfort during this phase of life’s 
journey. 

Because we know there are many questions and so much to do and learn, it is our hope that 
this book will assist you in providing care for your loved one. 

Grace Hospice proudly serves patients with diverse conditions from different 
backgrounds and locations. We serve some patients for months and others for only a 
few days. This booklet was prepared for all those we care for, because everyone 
deserves the best care we can offer. 

This book has been designed as an overview. Please remember: 

•  More information is available 

•  Any information that is unclear will be reviewed with you 

•  No question or concern is too small 

•  The Hospice Team members are available anytime at 612-238-0034 

•  The Hospice Bill of Rights will be given to you upon admission 

You have already done so much by surrounding your loved one with love and compassion. 
By sitting, listening, and holding their hand, you have given a gift to them: the gift of your 
presence. 

Hospice care is focused on each person’s values, beliefs, and wishes; not the disease that has 
made them a patient. 

Sincerely, 

The Staff of Grace Hospice 



su��t
Anticipatory Grief 

Grief is a natural reaction to loss. Each individual's grief experience, is as unique as the individual 

themselves. We often think grief is something that begins after death, however, it often starts as soon 

as a life-limiting diagnosis is received. 

What is Anticipatory Grief? 

This grief is not just about accepting the future death of our loved one, but of the many losses that 

occur throughout the disease progression. We begin to grieve the loss of our loved one's abilities and 

independence, their change in cognition, loss of their identity and our own. In addition, we also have a 

loss of our hopes and future dreams, and possibly stability and security. 

Though anticipatory grief is different than grief that follows a death, anticipatory grief can embody 

many similar emotions and experiences. Some of those feelings and experiences can include sadness, 

anger, isolation, forgetfulness, and depression. The exhaustion of being a caregiver combine with 

these complicated emotions can feel overwhelming for some. 

Things to Remember When Dealing with Anticipatory Grief 
(whatsyourgrief.com): 

• Accept that anticipatory grief is normal 
• Acknowledge your losses 
• Connect with others 
• Remember that anticipatory grief doesn't mean that you are giving up 
• Reflect on the remaining time 
• Communicate 
• Take care of yourself 

• Say YES to support! (Family, friends, hospice team - including social work, chaplain, & 

grief counselors) 

• Don't assume - just because your loss was anticipated, do not assume this will speed up or 

slow down your grief 

Grace Hospice is here to support your loved one, as well as you and your family throughout this 

journey. 



What is pain? 
It is what the individual says it is – an experience that can only be felt and described by the 

person with the pain. 

Pain affects everyone involved. 

Confused patients, those with cognitive impairment, or those that cannot speak for 

themselves may have behavior changes such as pacing, moaning, agitation, grimacing, 

and furrowed brow can indicate pain. 

What should you report to your hospice team? 
How severe or intense the pain is, reported as a number using 0 as no pain and 10 as the 

worst possible pain imaginable or if they can’t verbalize the pain report the behavior changes 

listed above. 

How often scheduled and as needed pain medications are being given. 

How well the pain medication is working. 

What can be done? 
It is important to take or administer the medicines as ordered 

Other things that can make the pain better are: 

• Relaxing activities such as listening to music, light massage, soaking in a tub of warm 

water, or guided imagery 
• Distracting activities such as watching TV, playing a game, or thinking of other things 
• Heat or cold (such as a heating pad, warm compress, or ice pack) 
• Pleasant smells of certain plants or fragrances (aromatherapy) such as lavender, etc. 
• Deep breathing 
• Call the hospice main number 

Ask your hospice team to teach you how to use these ways of relieving the pain 

comfort 
Training on Managing Pain 



rest 
Training on Managing Shortness of Breath 
What is shortness of breath? 

• A personal experience for each individual. 
• An uncomfortable feeling of having difficulty breathing. 
• Can be described as not getting enough air or a pressure on the chest 

When should you seek advice about shortness of breath? 
• When it stops your loved one from doing what they want to do. 
• When it causes your loved one fear, anxiety, nervousness, or restlessness. 
• When it causes a bluish discoloration of the face, ears, nose, fingers, or toes. 

What can be done? 
The good news is that there is much you as a caregiver and your hospice team can do for 
shortness of breath. The team will always try to find out the cause and discuss treatment 

options with you and your family. Things that may help with shortness of breath are the 

following: 

• Sit in a chair or recliner. 
• Elevate head on pillows when lying in bed. 
• Sit with hands on knees or on the side of the bed leaning over the bedside table. 

• Practice pursed lip breathing technique. Taking slow, deep breaths, breathing in (inhale) 

through nose and then breathing out (exhale) slowly and gently through pursed lips (lips 

that are “puckered” as if they were going to whistle). 

• Increase air movement by opening a window, using a fan or air conditioner; apply a cool 

cloth to their head or neck. 
• Use oxygen as directed by your healthcare provider. 
• Give medication as directed by your healthcare provider. 
• Keep the environment quiet to decrease feelings of anxiety. 
• Use relaxing activities such as prayer, meditation, calming music, and massage. 
• Call the hospice main number. 



calm 
Training on Managing Anxiety 
What is anxiety? 

• A feeling or deep sense that things are not right 

What are the symptoms of anxiety? 
• Fear or worrying 
• Sleeplessness, disturbing dreams, or nightmares 
• Confusion 
• Rapid breathing or heartbeat 
• Inability to relax or get comfortable 
• Problems paying attention or concentrating 
• Nausea or stomach upset 

What to report to the hospice team? 
• Feelings that may be causing anxiety (for example, fear of dying or worrying about 

money). 
• Symptoms such as those listed above 
• Concerns about illness. 
• Problems with relationships with family or friends. 

What can be done? 
Your hospice team will try to find the cause for the anxiety and discuss treatment options with 
you and your primary care provider. Things you can do that can help alleviate anxiety: 

• Do things that have helped anxiety in the past. 
• Encourage your loved one to write down thoughts and feelings. 
• Treat physical problems such as pain that can cause anxiety. 
• Encourage relaxing activities like deep breathing or playing soothing music. 
• Provide a calm environment. 
• Limit visitors. 
• Call the hospice main number. 



peace 
Training on Managing Restlessness 

What is restlessness? 
A common experience at end of life that can look different from person to person. It often involves 
a physical, emotional, or spiritual form of confusion, distress, or agitation that is not directly 
associated with an obvious cause. 

What are the symptoms of restlessness? 
• Inability to sit still, relax, or fall asleep 
• New or increased confusion 
• Pulling at, or taking off, clothing or bedding 
• Upsetting thoughts, visions, or sounds 
• Yelling or calling out 
• Exaggerated startle reflex 
• Irritability 
• Anger or combativeness 

What can be done? 
Your hospice team will try to find the cause for the restlessness and discuss treatment options with 
you and your family. Things you can do to help alleviate symptoms: 

• Provide reassurance to your loved one by holding their hand and being present 
• Reduce excess noise in the environment 
• Limit visitors 
• Dim any overhead or harsh lighting 
• Provide familiar objects, such as a blanket, pillow, or favorite photo 
• Speak in a calm voice about a fond memory 
• Softly play a favorite song 
• Increase air movement by opening a window or using a fan 
• Call the hospice main number 



care 
Training on Managing Nausea and Vomiting 
What is nausea and vomiting? 
There are many different causes of nausea and vomiting and your hospice team will work on 
discovering the underlying reason in order to offer the best treatments 

• Nausea is an unpleasant feeling that may start in the back of the throat or stomach prior 
to vomiting. 

What to report to the hospice team? 
• Amount and frequency of nausea and vomiting 
• Description of vomited fluid 
• Altered mental status 

What can be done? 
Your hospice team will try to find the cause for the nausea and vomiting and discuss 
treatment with you and your primary care provider. Things you can do that can help 
alleviate symptoms: 

• Record what causes nausea and what helps to decrease the nausea. 
• Have your loved one drink carbonated beverages that have gone flat. 
• Avoid juices, such as cranberry, grape or apple. 
• Drink sport drinks such as Gatorade® 
• Provide small amounts of salty foods such as crackers or chicken broth. 
• Provide foods as requested by your loved one in small, frequent amounts. 
• Avoid strong odors such as perfume or cologne. 
• Try sips of water or ice chips if your loved one requests this. 
• Provide frequent mouth care. 
• Maintain a comfortable room temperature. 
• Increase air flow by opening a window or placing a small fan in the room. 

• Engage in relaxing activities that may distract from the nausea, such as music, TV or 

reading. 
• Call the hospice main number. 



Morphine sulfate (Roxanol) 
Helps to Manage: Pain and the sensation of shortness of breath 

Common side effects may include but are not limited to constipation and drowsiness. 

A laxative order will typically accompany this medication. 

Hydromorphone (Dilaudid) 
Helps to Manage: Pain and the sensation of shortness of breath. 

Common side effects may include but are not limited to constipation and drowsiness. 

A laxative order will typically accompany this medication. 

Oxycodone (Oxycontin, Percocet) 
Helps to Manage: Pain and the sensation of shortness of breath. 

Common side effects may include but are not limited to constipation and drowsiness. 

A laxative order will typically accompany this medication. 

Lorazepam (Ativan) 
Lorazepam is used in hospice care to help manage anxiety and restlessness. 

Common side effects may include but are not limited to dizziness and drowsiness. 

Haloperidol (Haldol) 
Haloperidol is used to help with agitation and confusion. 

Common side effects may include but are not limited to dizziness and drowsiness. 

Hyoscyamine (Levsin) 
Hyoscyamine can help dry up excessive oral secretions or wet lung sounds. 

Bisacodyl (Dulcolax) 
Bisacodyl is a stimulant laxative that is used to help with constipation. 

Prochlorperazine (Compazine) 
Prochlorperazine can help decrease nausea and vomiting. 

Common side effects may include but are not limited to dizziness and drowsiness. 

Commonly Used Hospice Medications 



Taking Medicines By Mouth 

1. Use liquids: Give pills with enough liquid. Unless otherwise instructed, it is OK to give 
pills with water, milk, juice, or soda. Be sure to get enough liquid to swallow the pills 
completely. Taking a few sips of liquid to moisten the mouth before putting pills in can 
help prevent the pills from sticking. 

2. To swallow tablets: Most tablets that are too big to be swallowed easily can be crushed and 

mixed into a small amount of juice, pudding, ice cream or applesauce. Be sure to ask your 
hospice nurse before crushing any tablets. Some tablets cannot be crushed. 

3. To take capsules: Some people have trouble swallowing capsules. Some capsules can be 
opened, and the powder inside mixed with a small amount of juice, pudding, ice cream or 
applesauce. Many hospice medications can be given as solutabs which is a tablet that is 
designed to dissolve under the tongue or tucked inside the cheek if there is difficulty with 

swallowing medications. Be sure to ask your hospice nurse before opening any capsules. 

4. Give medicines ONLY at the times and in the amounts prescribed. Your hospice nurse 
may give you a written schedule to help you know when and how to give the medications. 
Be sure to mark the schedule sheet when you give the medications. 

5. Stop giving your medicines ONLY on the advice of your hospice nurse. Talk with your 
hospice nurse if you think your loved one is getting too much medication. 

6. Keep each medicine in its own original, labeled container. 

7. Keep all medicines in a safe place, OUT OF THE REACH OF CHILDREN. 

8. Review all changes in medications with your nurse each visit. Your hospice nurse will keep 
an updated medication sheet in your home and can help with refilling or changing any 
medications. 

Notify your hospice if: 

• Medications are not able to be taken as ordered. 
• You do not choose to give the medication as ordered. 
• There are any concerning side effects of the medication being taken. 
• You are not sure whether a new medication is the right one. 
• You have any questions about the medications that are being used. 



prepare 
Preparing for the Final Stage of Life 
Each person approaches death in their own way bringing to this last experience their 
own unique-ness. 

Please read the blue pamphlet in your admission packet, “Gone From My Sight” for 
more details 

How to offer care and support during the dying process 

You have already done so much by surrounding your loved one with your love and 
compassion. 

By sitting, listening, simply holding a hand, you have given your loved one a gift: the gift of 
your presence. 

• Provide food and fluids only as the patient is able to tolerate and your hospice nurse 
has instructed. A sleeping or unconscious person cannot swallow and may choke, causing 
distress to your loved one. Instead, safe use of toothettes, special oral moisturizer, and lip 
balm will moisturize the dry mouth and provide comfort. 

• Plan your time. Encourage family members to plan their time together when your loved one 
is more awake. Being present and sitting by the bedside, can be a special gift. 

• Talk calmly and reassure them. Let your loved one know who you are and that you are 
nearby. It might be helpful to have a few of your loved one’s favorite things, such as a blanket 
or pillow. Try to avoid things that may irritate: noise, perfumes, ringing phones, or loud 
voices. 

• Deep suctioning in the back of the throat or upper airway is not recommended. 
Sometimes congestion may sound loud and there may be a rattly sound in the lungs and 
upper throat. The 'rattily' sound can be distressing to hear for some caregivers. Please reach 
out to the hospice team if you have any concerns. We are here to support you and your loved 
one. 

• Elevating the head of the bed may relieve irregular breathing patterns. Breathing patterns 
may become slower, more irregular and may stop for 10-15 seconds or even 30-45 seconds 
before resuming. Breathing may increase from a normal of 16 to 20 breaths per minute to 40 
to 50 breaths per minute. There can be a puffing or blowing of the lips on exhalation. 

• Even when a change in vital signs occurs, it is difficult to predict the amount of time before 
death will occur. 

• By offering comfort measures, you will enhance the serenity, dignity, and peace for your 
loved one during the dying process. 



farewell 
Saying Goodbye 
When your loved one is declining and you are able to let go, it is okay to say “Goodbye.” This is 

your final gift of love, for it achieves closure and makes final release possible. These suggestions 

may be expressed at any time before your loved one passes. It may be as simple as saying “I love 

you.” It may include recounting favorite memories, places, and activities you shared. It may be 

saying “I’m sorry” for whatever you feel contributed to any tension or difficulties in your 

relationship. It may also include saying “Thank you” for all those things you and your loved one 

shared and consider important to your relationship. Finally, tears are a normal and natural 

response as a part of saying “Good-bye.” Tears need not be hidden, nor apologized for … tears 

outwardly express your inner love … and help you to let go. 

How Will You Know when Death Has Occurred? 

Although you may be prepared for the end of life process, you may not be prepared for the 

actual moment of death. It may be helpful for you and your family to think about and discuss 

what you would do if you were the one present at the moment of death. At first you may feel as 

though something should be done immediately, but the death of a person under hospice care is 

not a “medical emergency.” Nothing must be done immediately. You should, however, notify 

the hospice team as soon as possible, we are available 24 hours per day, seven days per week. 

There is hospice nurse always available to assist you. The hospice nurse, or in some cases the 

facility nurse, will make all appropriate phone calls to notify the funeral home and other 

parties. 

The signs of death include such things as no response to touch or voice, no breathing, no 

heartbeat, eyelids slightly open with eyes fixed on a certain spot, no blinking, pupils 

unresponsive, jaw relaxed and slightly open. 

Your loved one’s body does not have to be moved until you are ready. When you feel the time is 

right, the funeral home will be ready to pick up their body. You do not need to notify the police. 

Your hospice nurse can contact any authority requiring notification. In addition, your hospice 

nurse will notify your loved one’s physician. 



There are certain tasks that need to be taken care of after your love one dies. This checklist may 
help guide you with some of the decisions you will need to consider. It's also important to take 
time to grieve and provide self-care as you work through this process. 

In immediate/early grief, this list may feel very overwhelming, and that is normal. In this case, 
recruit a trusted family member, friend and/or attorney to help. Your hospice Social Workers may 
also be able to assist you. 

In the Days Following Your Loved One's Passing 

• Find and review your loved one's funeral and burial wishes 
• Make arrangements with funeral home 
• Prepare an obituary and arrange for publication in local newspapers 
▪ Helpful links in writing obituaries: www.obituaryguide.com/template.php or 

www.funeralbasics.org/write-great-obituary/ 
▪ If you'd like to support the continued work of Grace Hospice, you can do so by 

directing memorial gifts to Grace Hospice Minnesota, 1015 N 4th Ave Suite 206, 
Minneapolis, MN 55405, noting your loved one's name in the memo line or on our 
website at www.gracecaring.org/support-us/ 

• Have the post office hold or forward your loved one's mail 
• Pause and take time to grieve, mourn, and provide self-care 
▪ Grace Hospice Bereavement Team (612) 238-0034 or 

www.gracecaring.org/spiritual-and-grief -support/ 

After the Funeral 

• Obtain death certificates from funeral home (10 or more copies is recommended) 
• Keep records of all expenses for funeral 
• Inform the Social Security Administration 
• Contact the Department of Veterans Affairs, if applicable 
• Call their life insurance providers to start the claim process 
• Investigate benefits as applicable: Social Security benefits, employer benefits, IRA, 

etc. 
• Cancel subscriptions/services no longer needed 
• Notify banks/financial institutions 
• Send copies of death certificates to major credit agencies (Equifax, Experian, 

TransUnion) 
• Meet with attorney and accountant as needed to initiate probate proceedings in the 

county where your loved on lived 



gratitude 
With Our Appreciation 

The Grace Hospice team thanks you for the privilege of assisting you 
with the care of your loved one during this important time. We 

commend you for all you have done to provide your loved one with 
care, comfort, and calm to enable them to leave this world with a 

special sense of peace and love. You have given your loved one the most 
wonderful and sensitive gifts we, as humans, have to offer. 

GH9


