
  

Hospice Aide Hub 
INSERVICES FOR HOSPICE AIDES  

Pediatric Hospice & Palliative Care 

www.hospiceaidehub.com  



Hospice Aide Hub 1 

 

Module 29:  Pediatric Hospice & Palliative Care      ©2014 Hospice Aide Hub    www.hospiceaidehub.com 
Rev. 2015 

HOSPICE AIDE EDUCATION SERIES                           Module 29:  Pediatric Hospice & Palliative Care 

 

Overview & Objectives 

For pediatric hospice and palliative care aides there are many similarities in the basic care of patients, 

but also many differences from adult hospice patients.  From the age group, to the diseases and illnesses 

children die from, this module covers common life-limiting/life-threatening conditions, hospice and 

palliative care for children and families, eligibility, funding, and bereavement.  It also discusses the role 

of hospice and palliative care aides in the pediatric population, and the emotional challenges involved in 

taking care of terminally ill children.  The learning objectives for this module include: 

 

 Review the history and causes of death in children 

 Differentiate between pediatric and adult hospice and palliative care  

 Discuss the interdisciplinary team model and additional support services for children 

 Review the role of bereavement in pediatric hospice and palliative care 

 Describe the role of nurse’s aides in pediatric hospice/palliative care  

Contents 

 Learning Module 

 Group Exercise:  Pediatric Age Groups 

 Test Questions  

 Instructor Answer Key 

 Attendance Sheet 

 Evaluation Form 

 Certificate of Attendance 

 

Module Instructions: 

 

Each module should take approximately one hour. Successful completion requires hospice aides to study 

the self-study section, complete the test, and fill out the evaluation form.  Discussion topics, case 

studies, group exercises, and module extras are used to supplement learning.  A passing grade of 70% is 

required on the test.  The completed sign-in sheet, test, evaluation form, and certificate of attendance 

should be kept on file for auditing and compliance purposes.  A copy of the completed certificate of 

attendance should be given to the aide for their own records. 

 

Copies are permitted within the physical location of each organization purchasing modules 
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Module 29:   

Pediatric Hospice & Palliative Care 

 

   

 

 

 

 

 

 

 

Introduction 

Even seasoned hospice professionals would 

have reservations about working in pediatric 

palliative care and hospice.  Caring for adult 

hospice patients does not automatically 

translate into caring for children at the end of 

life.  The decision to work with dying children 

and their families is not made lightly.  It 

requires soul searching and some measure of 

confidence about being able to work effectively 

and professionally in heartbreaking 

circumstances.   

It is also the most rewarding work of a hospice 

professional’s career.  Children with terminal 

and life-limiting illnesses are not the natural 

order of life.  But to care for them and their 

families brings out the highest levels of 

compassion, empathy, competence, and 

integrity.  It takes the art and science of hospice 

care to a whole new level, and reframes the 

entire concept of death, dying, and living. 

This in-service covers the nature and scope of 

pediatric hospice and palliative care based on 

the National Hospice and Palliative Care 

(NHPCO) Facts and Figures: Pediatric Palliative 

and Hospice Care in America (2009) and other 

resources.  It includes a brief history of pediatric 

deaths in the United States, the hospice and 

palliative care team, eligibility, common life-

limiting and life-threatening illnesses in 

children, advance care planning, funding, and 

bereavement. 

Brief History of Pediatric Deaths in the U.S. 

According to the Centers for Disease Control 

(CDC), the mortality rate of children between 

1900 and 2000 in the United States has changed 

dramatically.  In 1900, 30% of all deaths in the 

U.S. occurred in children under the age of five; 

by 2000 it was 1.4%.  The leading cause of death 

in 1900 was pneumonia, influenza, tuberculosis, 

and enteritis with diarrhea.  Children under five 

years old accounted for 40% of those deaths.  In 

1915, (the first year data was available), 100 

children out of every 1,000 live births died.  By 

the year 2000, there were 7.1 deaths out of 

every 1,000 live births. 

This significant decrease in pediatric deaths 

reflects advances in public health, infectious 

disease control, vaccines, better nutrition, 

medical science and treatments, technology, 

safety measures, and clinical practice.   

By 2010, however, deaths from infectious 

diseases were replaced by intentional or 

unintentional injuries (motor vehicle crashes, 

drowning, residential fires, poor housing or 

living conditions), homicides, and suicides as a 

leading cause of death under the age of 25 

years old.  Some causes of death in children 

have changed with the times, evolving trends, 

and the framework of society. 

If you are the parent of a child 

with a serious or life-limiting 

illness, or if you have had a child 

who died, our hearts and prayers 

go out to you.  No one knows the 

depth of your strength and grief 

unless they have been through it 

as well.  You have so much to 

teach all of us about love and 

loss.  This in-service is respectfully 

dedicated to you.                          
                         –Hospice Aide Hub  
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According to the NHPCO, the leading causes of 

death in children are as follows: 

Leading 
causes of 
death in 
infancy 

 Congenital malformations 

 Short gestation; low birth 
weight 

 Sudden infant death 
syndrome 

 Maternal complications 

 Complications of placenta, 
cord, or membranes 

 Accidents/unintentional 
injuries 

Leading 
cause of 
death in 
children 
ages 1-19 
years old 

 Accidents 

 Assault 

 Malignancy 

 Suicide 

 Congenital malformations, 
deformities 

 Chromosomal anomalies 

 Heart disease 

 Cerebrovascular diseases 

 

Differences in Pediatric and Adult Care  

The main difference between adult and 

pediatric hospice is, of course, the age group.   

Children receiving hospice and palliative care 

range in age from perinatal (before birth) to 18 

years old.  Sometimes they are older depending 

on their developmental needs and abilities that 

are better served by pediatric specialists.  

Other differences include: 

 The progression of illnesses 

 Models of care delivery 

 Funding for services 

 Research  

 Educational services 

 Communication 

 Ethical concerns 

 Staffing ratios 

 Pain/Symptom management 

Hospice & Palliative Care Services 

As in adult hospice, children and their families 

are provided with holistic and family-centered 

support through the team model of caring.  

Physicians, nurses, nurse’s aides, social workers, 

chaplains, and bereavement counselors are at 

the core of these services.  Additional support 

services and therapies include: 

 Teachers/tutors 

 Pharmacy 

 Physical therapy 

 Speech therapy 

 Occupational therapy 

 Music therapy 

 Play therapy 

 Arts & crafts therapy 

 Hydrotherapy 

 Pet therapy 

 Field Trips 

 Community resources 

 Volunteers 

No matter how long a child in pediatric hospice 

or palliative care lives, specialized therapies 

play an important role in their quality of life.  A 

wide variety of therapists and activities are used 

to support the physical, developmental, 

psychological, social, financial, educational, and 

spiritual needs of the child and family.  Team 

support is not only for the child and parents, 

but siblings, grandparents, and other significant 

people in the child’s life as well.   
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Members of the care team must have 

knowledge and understanding of children in 

many age groups, developmental stages, and 

with special needs.  They require knowledge of 

terminal disease processes in children.  They 

must also be proficient in pediatric pain and 

symptom management.  Ideally, they specialize 

in some area of medical, surgical, chronic, acute 

and/or complex pediatric care.  They also 

benefit from having a background in hospice 

with an understanding of grief, loss, death, and 

dying.  They must be able to communicate 

effectively with children and families.         

              

Eligibility for Hospice & Palliative Care 

Children with terminal illnesses are eligible for 

palliative or hospice care at the time they are 

diagnosed.  Due to advances in medical and 

surgical care, children and young adults are 

living longer, which requires longer term care. 

Improvements in diagnostic testing have also 

increased access to care.   

Provision of care is typically through one of the 

following: 

 Hospital-based 

 Freestanding pediatric hospice facilities 

 Hospice-based programs 

 Community agency or LTC facilities 

In all age groups the most common diagnoses 

fall into one of the following categories:  

 Cardiovascular disorders 

 Congenital anomalies 

 Genetic diseases 

 Respiratory diseases 

 Neurodegenerative disorders 

 Cancer 

 Complex chronic illnesses 

Examples of some diagnoses include: 

 Advanced or progressive cancer 

 Cystic fibrosis  

 Diabetes mellitus 

 Muscular dystrophy 

 Severe cerebral palsy   

 Kidney failure 

 HIV/AIDS 

 Brain injuries, malformations 

 Severe GI disease 

The trajectory (or progression) of common 

diseases can range from hours, days, months, 

and years.  For example in severe congenital 

anomalies, a child may survive from hours to 

weeks; a child with cancer may go through 

periods of remission and recurrence over 

months and years; in progressive conditions (i.e. 

muscular dystrophy) a child can go through 

periods of relative stability alternating with 

more frequent crises episodes over months and 

years. 
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Advance Care Planning 

Many areas of care must be discussed with the 

parents of children receiving palliative and 

hospice care.  As with adult hospice, different 

members of the care team are responsible for 

special areas of concern for children and 

families.  Advance care planning must be done 

to keep parents informed and help prepare 

them for a variety of issues.  These issues are 

usually covered and revisited over time unless 

the child’s death is sudden or short term.   

These include: 

 Determining who the decision makers 

are (i.e. parents or guardians) 

 Establishing preferred methods of 

communication 

 Understanding information readiness 

 Exploring the progression/trajectory of 

a child’s illness 

 Explanations of treatments and 

interventions 

 Benefits and burdens of treatments and 

interventions 

 Treatments that prolong life 

 Quantity of time vs. quality of time 

 The likelihood of a cure 

 Discussing psychological and spiritual 

issues 

 Exploring values, meaning, and quality 

of life issues 

 Establishing goals of care 

 Assisting with advance directives 

 Ethical and legal issues 

 Support for parents and families in the 

grief process 

 Location of care at different points in 

time 

 Funeral and memorial service planning 

 Bereavement services 

Funding for Pediatric End-of-Life Care 

Funding for pediatric palliative and hospice care 

is more complex and challenging than the 

consistent reimbursement by Medicare for 

adult hospice services.  Since children do not fit 

into the Medicare reimbursement model, 

Medicaid is the primary payer.  With the 

Affordable Care Act, everyone must be covered 

by health insurance, but different insurances 

and state programs (i.e. Medicaid) can have a 

wide range of coverage.  There may be 

restrictions for pediatric palliative, hospice, 

end-of-life care, and bereavement services. 

As mentioned previously, children with 

palliative care needs live longer and require 

care for longer periods of time.  Their benefits, 

or caps on benefits, may be used up.  This 

leaves families with financial burdens and 

struggling to obtain needed services.  Although 

federal and state programs are working to 

improve healthcare coverage for this patient 

population, there is still much to be done 

through legislative initiatives to improve 

reimbursement. 

               

 Bereavement 

The death of a child at any age is gut wrenching, 

painful, and difficult at best.  It is at the top of 

the list of stressors for parents and families.  It 
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does not take research to tell us that it is more 

intense than the death of a spouse, parent, or 

other relationships.  The parent-child bond is 

often stronger than any other relationship in 

humans.   

Hospice workers are aware of the wide range of 

grief reactions after a patient dies. Those same 

grief reactions tend to be more intense and 

prolonged after the death of a child or 

adolescent.  It affects every aspect of the 

family’s life.  Attempts are made to integrate 

the loss of a child into the family’s life story, but 

the process is much slower when the loss is so 

much deeper.  Parents generally resist the idea 

that they will ever recover from the death of a 

child. 

 

The death of a child is also one of the most 

profound and difficult experiences for siblings, 

grandparents, and other family members.  In 

many cases, the child’s death has been 

preceded by years of resources and attention 

focused on the terminally ill child.  Many 

hospices have programs and camps for child 

and adolescent siblings to share their 

experiences with peers who have been through 

similar experiences.   

The effect of a child’s death on marriages can 

be both positive and negative.  Some marriages 

are strengthened by the shared experience 

while others are weakened by the grief and 

distress.  Although there are a variety of grief 

responses in couples, therapists emphasize that 

bereaved parents need to see grief as an 

individualized experience.  They need to be 

reassured that marriages can and do survive 

after the death of a child.  Support groups for 

bereaved parents are also available through 

bereavement services.  

Hospice & Palliative Care Aides 

Nurse’s aides who work in pediatric hospice and 

palliative care have many of the same duties 

and responsibilites as those who work in the 

general pediatric healthcare population.   

Skills are centered on the basic care, hygiene, 

and prevention of conditions such as skin 

breakdown and injuries.  The staff to patient 

ratio is usually greater, so nurse’s aides may be 

assigned to fewer patients.  More time is 

usually required for personal care and feedings.  

Other activities (i.e. playtime, stories, art 

projects, etc.) may also be part of the aide’s 

role.  Assistive devices such as wheelchairs, 

walkers, oxygen tanks, and IV poles/infusion 

pumps are more common and aides need to 

know how to assist patients with them.  

Treatments, interventions, and other activities 

may be routinely scheduled. 

 Children tend to be less active and require 

more frequent rest periods and naps.  They may 

have a greater need for comfort and consoling.  

All care should be carried out with kindness, 

gentleness, compassion, and empathy.         

             

There is a wide variation in the size and weight 

of children since their ages go up to young 

adulthood.  Nurse’s aides need to have some 

knowledge of different stages of development, 
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and expect to see delayed development, both 

physically and mentally in many of their 

pediatric hospice patients.   

Communication with parents and family 

members should be open, respectful, and 

supportive.  If the child is present when talking 

with parents, be aware of what you are saying 

and the impact it may have on both the parents 

and/or the child(ren).  

Documentation includes:  

 The patient’s status/condition 

 Alertness, orientation, behaviors  

 Tolerance and responses to treatments 

and care 

 Information about favorite foods, toys, 

activities, and effective comfort 

measures   

 Vital signs; I/O; weights are important 

for medication dosages 

 Changes in the child’s condition and 

observations or concerns about the 

family system should be reported to the 

nurse 

When a child dies in an inpatient pediatric 

hospices, the removal of the child’s body (with 

parental approval) may be delayed for a day or 

two so families and friends can say their last 

goodbyes (some may be traveling long 

distances).  With proper post mortem care the 

child appears to be sleeping.  Multiple ice packs 

are kept under the deceased child’s body 

(under covers and unseen) to slow 

decomposition.  Ice packs are changed every 

shift.  The heightened grief through this period 

can actually be very therapeutic for loved ones 

when they can spend as much time as they 

need to say goodbye.   Memorial services are 

often creative, personalized, and culturally 

influenced.     

If you are struggling with caregiver grief, seek 

support from your team, supervisor, or 

appropriate counselors.  Few things in life are 

more emotionally challenging than caring for a 

child through terminal illness and death.  

Hospice and palliative care aides (as well as 

other team members) need to be proactive 

about their own health and well-being.  The 

bonds that form and the families who inspire us 

can tap into some very core levels of grief for 

many of the team members.  There is no shame 

in sharing grief with families, but it should be 

balanced with effective and professional service 

to them and support for them.     
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Group Exercise:   Pediatric Age Groups 

Instructions:  Using the following table, discuss the palliative care and hospice aide’s role in meeting the 

physical, emotional, and safety needs of pediatric patients in different age groups.  In your discussions, 

include how to communicate with patients in each age group. 

AGE GROUP PHYSICAL EMOTIONAL SAFETY 

Infants:  Children 
younger than 1 years; 
totally dependent on 
others for physical 
care; greatest need is 
to feel secure and 
develop trust 

   

Toddlers:  Children 
between 1-3 years 
old; fear of strangers; 
regress to infantile 
behaviors under 
stress 

   

Preschoolers:  
Between 3-5 years 
old; active 
imaginations, enjoy 
play; magical 
thinking; answer their 
questions simply and 
honestly 

   

School-age:  Between 
5-12 years old; like to 
be included; actively 
participate in own 
care; good at 
following directions, 
but may not ask for 
help when they need 
it 

   

Adolescents:  
Between 12-20 years 
old; great need for 
privacy; want control 
over what is 
happening to them 
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TEST QUESTIONS                              Module 29:  Pediatric Hospice & Palliative Care 

NAME__________________________________   DATE____________   TEAM_______________  

 

1. Which of the following is not a leading cause of death in children under 25 years old? 

a. Intentional/non-intentional injuries c.  Homicide 

b. Tuberculosis    d.  Heart disease 

 

2. Which of the following is not a leading cause of death in infants: 

a. Accidental deaths/injuries  c.  Congenital Malformations 

b. Sudden infant death syndrome  d.  Cancer 

 

3.  In 1900, 30% of all deaths in the United States were in children over the age of 5 years old. 

a. True 

b. False 

 

4.  Pediatric palliative care/hospice patients only need the core interdisciplinary team model of care 

(physicians, nurses, nurse’s aides, social workers, chaplains, and bereavement). 

a. True 

b. False 

  

5.  Which of the following is not an additional support service for pediatric patients? 

a. Teachers and/or tutors c.  Hydrotherapy 

b. Play therapy  d.  Field trips e.  All are pediatric support services  

 

6. Discussing many issues with parents related to the child’s overall care is called ___________________. 

 

7. Which of the following is not considered a life-limiting illness in children? 

a. Mild cerebral palsy  c.  Muscular dystrophy 

b. Diabetes mellitus   d.  Cystic fibrosis 

 

8.  Bereavement support includes siblings, grandparents, and other people important to a child. 

a. True 

b. False 

 

9. The duties and responsibilities between hospice aides and palliative care aides is basically the same.  

a. True 

b. False 

 

10.  Hospice and palliative care for pediatric patients is much easier than adult hospice patients so nurse’s 

aides do not have to worry as much about self-care and team support. 

a. True 

b. False 
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Instructor Key – Test Answers       Module 29:  Pediatric Hospice & Palliative Care  

1.  B – Tuberculosis is rare in the pediatric population.   

 

2.  D – Cancer is not a leading cause of death in infants or children under 1 year old. 

 

3. B - False.  In the U.S. population (in 1900), 30% of all deaths were in children under the age of 

five.   

 

4. B - False.  Not only do pediatric palliative/hospice patients need the interdisciplinary model of 

care, they require many more additional therapeutic services than patients in adult hospice (see 

page 3). 

 

5. E – Additional support services for children include their physical, psychological, educational, 

social, and developmental needs (see page 3).  

 

6. Advance care planning. 

 

7. A – Mild cerebral palsy.  Severe cerebral palsy is considered a life-limiting illness in children. 

 

8. A - True. 

 

9. A – True.     

 

10. B – False.  Caring for pediatric palliative care and hospice can is much more emotionally 

challenging than caring for adult hospice patients, which is related to the natural order of life.  

Many issues related to bonding and the helplessness of children tap into our innermost needs to 

protect and care for children, especially when they are facing an early death.    

 

Notes on the Group Exercise:   

Each one of the different age groups in children have the same basic care needs, but different 

physical, emotional, safety, and communication issues.  Depending on how much time is 

available for the group exercise, it may be helpful to have a brief discussion about all age 

groups or focus on one category.  It is up to the educator to decide how he/she would like to 

engage participants in this exercise since it offers a wide variety of areas for discussion.   
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ATTENDANCE SHEET                      MODULE 29:  Pediatric Hospice & Palliative Care 

DATE:            LOCATION: 

PRINTED NAME SIGNATURE 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 

INSTRUCTOR:  ____________________________________________   DATE______________________ 
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HOSPICE AIDE EDUCATION SERIES 

EVALUATION FORM 

Module 29:  Pediatric Hospice & Palliative Care 

  
Instructor: 

Date: 
                   Strongly                                        Strongly 

                    Agree        Agree         Neutral      Disagree     Disagree 

CONTENT:        

1. Module was relevant to hospice aide practice  ⃝ ⃝ ⃝ ⃝ ⃝ 

2. Information was current and up-to-date   ⃝ ⃝ ⃝ ⃝ ⃝ 

3. Information was well-organized    ⃝ ⃝ ⃝ ⃝ ⃝ 

4. Information was easy to understand   ⃝ ⃝ ⃝ ⃝ ⃝ 

5. Time spent to complete module was appropriate ⃝ ⃝ ⃝ ⃝ ⃝  

 

INSTRUCTOR: 

1. Gave clear instructions to complete module  ⃝ ⃝ ⃝ ⃝ ⃝ 

2. Used teaching methods appropriate for hospice aides ⃝ ⃝ ⃝ ⃝ ⃝ 

3. Was knowledgeable of the subject matter  ⃝ ⃝ ⃝ ⃝ ⃝ 

4. Was engaged in the participants learning  ⃝ ⃝ ⃝ ⃝ ⃝  

5. Related content to practical situations in hospice ⃝ ⃝ ⃝ ⃝ ⃝ 

 

OUTCOMES: 

 

1.  Did you gain new knowledge or skills related to this module? 

 

2.  How will you apply what you learned in this module to your work? 

 

COMMENTS: 

 

1.  What did you like best about the module/presentation? 

 

2.  What changes would you make in the module/presentation? 

 

3.  What other hospice aide topics are you interested in? 

 

 

 
THANK YOU FOR COMPLETING THIS EVALUATION.  YOUR FEEDBACK IS HIGHLY VALUED! 
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