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ObjectivesObjectives

• Define hospice
• Describe hospice services and care
• Describe common symptoms at the end-of-life
• Discuss planning for end-of-life care
• Discuss caregiver roles and responsibilities
• Describe common questions to ask when 

choosing a hospice provider
• Discuss additional hospice resources
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What is Hospice?What is Hospice?

Understanding HospiceUnderstanding Hospice

• Healthcare model
• Primary focus:

– Maintaining quality of life (QOL) for patient, 
family, and caregiver at the end-of-life

– Relieving symptoms and maximizing comfort
• Comprehensive, compassionate, and family-

centered
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Palliative CarePalliative Care

• An important part of hospice
• Goal is to prevent, treat, or eliminate 

discomfort through aggressive symptom 
management

• Emphasizes total well-being for patients, 
family, and caregivers

• Commonly used term to describe type of 
care provided in hospice programs

Goals of Hospice CareGoals of Hospice Care

• Assist patients to live as actively as possible 
for as long as possible

• Enhance QOL of patient, family, caregiver
• Support caregiver/family to care for loved ones
• Allow patients and families to choose where 

end-of-life care is to be provided
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Does Hospice = Giving Up Hope?Does Hospice = Giving Up Hope?

• What is being hoped for may change at the 
end-of-life

• HOSPICE = HOPE:
– Symptoms will be controlled
– Families can focus on QOL
– Meaningful choices will be made and 

respected
– Wishes of loved one will be respected
– Families/caregivers will be supported
– Personal or legal affairs will be in order

When to Discuss Hospice?When to Discuss Hospice?

• Anytime!!!
• May be dependent on when patient, family, or caregivers 

are ready 
• Usually discussed in these settings:

– Knowledge that cancer is incurable and additional 
treatment provides no benefit

– When told that prognosis is 6 months or less
– Declining physically
– Decision to discontinue treatment

• Healthcare team can assist in facilitating discussion 
between patient and family/caregivers
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Eligibility for Hospice CareEligibility for Hospice Care

• Referral by physician – certifies that life expectancy is 
6 months or less

• If condition improves, patient can be discharged 
(hospice can be resumed at a later time if needed)

• Insurance coverage
– Medicare Plan B, Medicaid (most states)
– May vary with private insurance, HMOs, nursing 

care facilities
• Cure-focused (cancer-fighting) treatments may not be 

covered while on hospice 
– Some may cover if goal is to palliate symptoms

Hospice TeamHospice Team
• A healthcare model that uses an interdisciplinary 

model of care (your healthcare “team”)
• Includes professionals (board-certified) and 

volunteers:
– Physician
– Nurse
– Home health aides
– Social Worker
– Pastoral Care (chaplain)
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Types of HospiceTypes of Hospice

• Home care
• In-home continuous care (crisis care) –

short-term care when symptoms cannot be 
managed by caregivers

• Inpatient hospice care – independent 
facilities, nursing homes, hospitals

• Respite care – provides opportunities for 
family/caregivers to rest while patient is 
being cared for by others
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Hospice BenefitsHospice Benefits

• Physician services
• Nursing care
• Medical equipments and supplies as needed
• Symptom Management (medicine)
• Respite or inpatient care, if needed
• Home health aide
• Housekeeping services
• Social work services
• Grief and bereavement support

What does Hospice provide?What does Hospice provide?

• Medical care (symptom management)
• Emotional and spiritual care for patients, 

family, caregivers
• Assistance for family/caregivers in caring 

for a loved one (particularly at home)
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Types of CareTypes of Care
• Personal Care (home health aides)

– Activities of daily living (eating, dressing, 
bathing, grooming, using toilet)

• Medical Care (goal = symptom management)
– Guided by care plan to address specific 

symptoms
– Role of primary physician – can still be a 

member of the hospice care team

Types of CareTypes of Care

• Emotional care 
– Social worker
– Offer assistance in discussing difficult end-

of-life issues
– Fear, anxiety, sadness, anger, grief

• Spiritual care
– Chaplain, spiritual advisor
– Conversations on meaning of life, death, 

other faith-based issues
– Grief and bereavement support/counseling
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Practical CarePractical Care

• Completing advance directives
• Insurance issues, explaining services
• Link to community resources
• Contacting friends or relatives
• Assist with funeral arrangements
• Help with household chores
• Help with child care
• Assist in respite care

Advance Directives Advance Directives 

• Provide control and legal ability for what care is 
desired and who makes decisions when patients 
cannot communicate wishes

• Includes:
– Living will (directive to family + healthcare 

team)
– Medical power of attorney
– DNR (“Do Not Resuscitate”) order

• Not required to receive hospice care
• Can be changed at any time (but change must 

be initiated by patient)
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Planning for HospicePlanning for Hospice
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Patient Planning Patient Planning 

• Begin with asking these questions:
– If my condition gets worse, where do I want to 

live?
– Who would I want to take care of me
– What, if any, types of medical support do I 

want to receive as death approaches?
– Are there certain things I need to 

address/accomplish before my condition 
worsens?

CaregivingCaregiving

• Hospice is family-centered
• Caregiving at the end-of-life can be 

rewarding, but also incredibly demanding
• Caregiver roles:

– Organize and give medications
– Monitor symptoms
– Provide personal care assistance
– Companionship
– Handling insurance, financial matters
– Coordinating care with hospice staff
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Caregiver PlanningCaregiver Planning
• Self-care is important
• Personal strengths and limitations
• Questions to ask yourself:

– Am I physically strong enough to move/lift my 
loved one?

– Do I have any health issues?
– Can I take care of personal and family needs at 

the same time?
– Can I take time off from work? (Family Medical 

Leave Act)
– Do I have other resources/individuals that are 

willing and able to help?
– Where would care be provided (home, inpatient, 

nursing homes, etc.)

Questions for Questions for 
Hospice ProvidersHospice Providers

• Is hospice licensed by state and certified by Medicare?
• Are medical staff certified experts in hospice care?
• What services are provided?
• Does the hospice have its own inpatient facility? If not, 

where does the hospice provide inpatient care?
• Is there 24 hour access to staff?
• What services are available after hours?
• How often will staff make visits at home?
• What services, if any, are not paid for by insurance, 

Medicare, or Medicaid?
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Questions for Hospice ProvidersQuestions for Hospice Providers
• Can primary physician (oncologist) be 

involved in hospice care? To what extent?
• Which cancer-fighting treatment can be 

continued and which must be stopped?
• Are volunteers available to help?
• How does services support the family?
• Are housekeeping services offered?
• Is respite care offered? If so, where?
• Grief and bereavement counseling 

provided?

Working with Hospice TeamWorking with Hospice Team

• If care is at home:
– Create a comfortable environment
– Use equipment and supplies:

• Hospital bed
• Oxygen
• Bedside commode
• Shower chair
• Wheelchair
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Creating a Care PlanCreating a Care Plan
• Based on your specific needs
• Includes:

– Visits from hospice team (can be modified on 
an ongoing basis to meet specific needs)

– Organizing medications
– Special training and support on specific 

techniques in caregiving (dressing changes, 
draining catheters) 

– Contact information for hospice team
– Common signs when end-of-life is near and 

who to contact 

Impact of Symptoms on Quality of LifeImpact of Symptoms on Quality of Life

Physical Well Being & Symptoms 
Functional Ability 
Strength/Fatigue 

Pain 
Appetite/Weight Loss 
Constipation/Diarrhea 

Ascites/Edema 

 Psychological Well Being 
Anxiety 

Depression 
Symptom Distress 

Fear 
Control 

 QOL  
Social Well Being 
Family Distress 

Caregiver Burden 
Roles and Relationships 

Affection/Sexual Function 
Appearance 

Finances 

 Spiritual Well Being 
Meaning of Illness 

Religiosity 
Transcendence 

Hope 
Uncertainty 
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Symptoms at the EndSymptoms at the End--ofof--LifeLife

• Irregular breathing
• Rattling sounds when breathing
• Skin becomes cool to touch
• Decreasing need for food and/or 

fluids
• Increased sleeping, 

unresponsiveness
• Darkened urine and decreased 

amount of urine
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Other TipsOther Tips

• Have a notebook with sections to 
keep all important information/
documents in one place:
– List of prescriptions and medications
– Phone numbers and contact information
– Medical records
– List of questions to ask hospice team during 

each visit
• If a DNR order is in place, keep it in a visible or 

convenient place where it is readily available

Other TipsOther Tips

• Ask for help with anything and everything
• Use a baby monitor to hear if loved one 

needs anything 
• Create a back-up plan for caregiving 

responsibilities, if possible
• Delegate responsibilities, if possible 

(grocery shopping, housekeeping, picking 
up prescriptions)

• If resources are limited, discuss options 
with hospice team
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Caring for Families/CaregiversCaring for Families/Caregivers
• Caregiving is a great responsibility
• Physically and emotionally overwhelming
• Hospice professionals can help:

– Nurse – techniques of caregiving
– Social worker, chaplains

• Discuss feelings with hospice professionals
• Grief and bereavement counseling

– Available for up to 1 year after death
– Support groups, individual counseling
– Special counseling for children

SelfSelf--Care for CaregiversCare for Caregivers

• Explore respite care, if necessary
• Get enough rest
• Maintain healthy, balanced diet
• Pay attention to your own health
• Balance caregiving with other aspects of life
• Delegate tasks, if possible
• Access support from hospice team (social worker, 

nurse, chaplain)
• If needed, access grief and bereavement 

counseling
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Additional ResourcesAdditional Resources
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• American Academy of Hospice and Palliative 
Medicine (AAHPM) 

www.aahpm.org (847) 375-4712
• The Hospice Association of America
www.nahc.org/haa (202) 546-4759
• Hospice and Palliative Nurses Association
www.hpna.org (412) 787-9301
• Hospice Net
www.hospicenet.org
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Seven PromisesSeven Promises

Americans for Better 
Care of the Dying

http://www.abcd-caring.org.

1.  Good Medical Treatment:1.  Good Medical Treatment:

You will have the best of medical 
treatment, aiming to prevent 

exacerbation, improve function, 
and ensure comfort.
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2.  Never overwhelmed  2.  Never overwhelmed  
by symptoms:by symptoms:

You will never have to endure 
overwhelming pain, shortness 
of breath, or other symptoms.

3.  Continuity, 3.  Continuity, 
coordination, and coordination, and 

comprehensiveness:comprehensiveness:

Your care will be continuous, 
comprehensive, and 

coordinated.
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4.4. WellWell--prepared, prepared, 
no surprises:no surprises:

You and your family will be 
prepared for everything that is 

likely to happen in the course of 
your illness.

5.  Customized care, 5.  Customized care, 
reflecting your reflecting your 
preferences:preferences:

Your wishes will be sought and 
respected, and followed 

whenever possible.
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6.6. Use of patient and familyUse of patient and family
resources(Financial,resources(Financial,

Emotional, and Practical):Emotional, and Practical):

We will help the patient and family to 
consider their personal and 

financial resources and we will 
respect their choices about the use 

of their resources.

7.7. Make the best of Make the best of 
every day:every day:

We will do all we can to see that 
you and your family will have 
the opportunity to make the 

best of every day.
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