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Helping Me Say Goodbye:  
Program Development and 
Interventions for Patients 

Facing End of Life 

Breanna Hopkins, CCLS 

Objectives 

¥! Determine needs of your population 

¥! Define Palliative Care 
¥! Utilize development of Legacy of Love program 

to illustrate program development (needs 
assessment, development, implementation, and 
maintenance) 

¥! Discuss how to talk with children who are dying 
¥! Examine patient and sibling case studies 

Your Patient NeedsÉ 

¥! In what areas are the patients needs not being 
met? 

¥! How can we help patients cope better? 

¥! What are some of the most difficult issues the 
patients/families face? 

¥! What are the needs of your patients? 

¥! Can our institution realistically affect or improve 
those issues? 
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Needs Assessment 
¥! In what areas are the patients needs not being 

met?/What are some of the most difficult issues 
the patients/families face? 

Ð!No consistent support for patient to express fears, 
concerns and questions 

Ð!Patient and Caregiver feeling abandoned by staff 
Ð!Caregivers struggle to support patient and siblings 

¥! What services do we provide for dying children? 

Ð!Hand molds, hospice team, minimal involvement in 
medical conversations, normalization activities 

Palliative Care 

¥! The American Academy of Pediatrics 
reports, ÒPalliative care seeks to enhance 
the quality of life in the face of an 
ultimately terminal condition.  Palliative 
treatments focus on the relief of symptoms 
(e.g., pain, dyspnea) and conditions (e.g., 
loneliness) that cause distress and detract 
from the childÕs enjoyment of life.Ó(Nelson, 
2000)  

Development:  How do I get 
everyone else on board? 

¥! Needs Assessment surveys with patients, 
caregivers, siblings, staff 

¥! Document patient/family comments 

¥! Research/benchmark 
¥! Extensively develop your plan (flesh it out) 
¥! Identify potential conflicts/barriers 
¥! Meet with direct supervisor, dept, medical team, 

co-workers to brainstorm 
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Minor Details! 

¥! $Funding? 
Ð!Where can it come 

from? 
¥! Existing funds/

donations (work closely 
with development 
department) 

¥! Community 

¥! Target audience 
(parents) 

¥! Business Plan 
Ð!Mission statement 
Ð!Vision 

¥! Goals of Growth 

Ð!Budget 
Ð!Projected patients 

served (numbers, 
demographics, diagnosis) 

Resourcefulness:  the ability to act 
effectively and imaginatively   

¥!UTILIZE what you do HAVE! 
Ð!Need support staff?  Volunteers 

Ð!Need supplies?  Look at what you have access 
to now! 

Ð!Check with other departments within your 
institution 

Implementation:  The best part! 
¥! Legacy of Love :   

  The Legacy of Love program creates a therapeutic 
legacy building process for Texas ChildrenÕs Cancer 
Center patients who are no longer receiving curative 
treatment.  Legacy building provides these children the 
opportunity to choose the legacy they want to leave 
behind such as a hand sewn quilt, a precious scrapbook 
or an inspirational living testament to be read at their 
funeral.  The patientÕs child life specialist meets with the 
child at their home and provides the materials and 
emotional support to complete these legacies while also 
working through the feelings and concerns the patient 
has regarding end of life. 
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¥  What is legacy 
building? 

 -time capsule, family 
of dolls, poetry, living 
testament, quilting, 
recordings (voice or 
video), scrapbooking, 
(the sky is the limit) 
designed skateboard, 
build aquarium, 
hospital cookbook, 
birthday party,   

¥  What makes this 
program unique? 

 - home visits 

 - patient not required 
to be on hospice 
referred by medical 
team 

 -sibling support 
offered after the 
death of the patient 

 -continuity of care 

How do you talk with children about 
dying? 

¥! Denial :  allows us to protect ourselves, buy time to 
adjust 

¥! How do you respond?  Patient aware of prognosis, Do 
not challenge or reinforce 

¥! ÒI bet you would like that.Ó  ÒYou would be really good 
at that.Ó 

¥! Anger :  grows out of fear or helplessness 
¥! Try to assess where anger is coming from 
¥! Offer opportunities for control 
¥! Bargaining :  trying to postpone the inevitable 
¥! Listen with respect, and reflect back to patient 
¥! Avoid:  ÒYouÕve lived a good lifeÓ ÒWe all have to die.Ó 
¥! Just listen, you donÕt have to have any answers 
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How do you talk with children about 
dying? (contÕd) 

¥! Depression :  dying children grieve for something that 
is lost 

¥! Avoid:  ÒYouÕve lived a good lifeÓ ÒWe all have to die.Ó 
¥! Just listen, you donÕt have to have any answers 

¥! Acceptance :  peaceful resignation 
¥! With acceptance comes detachment (drawing away from 

others they are close to) 
¥! Parents may have difficulty with acceptance 

Additional Suggestions 
¥! There is nothing right or wrong or well or poorly 

adjusted about any stage of dying. 
¥! Listen, Listen, ListenÉtry not to give advice or 

look for solutionsÉrepeat what you hear. 
¥! Meet the family where THEY are! 
¥! Avoid: ÒIÕm so sorry.Ó  ÒHow are you?Ó  ÒYou 

need toÉÓ 
¥! Use:  ÒI feel sad thatÉÓ  ÒCan you tell me what 

is happening to your body?Ó  ÒIf you are not 
taking any more medicine, what does that 
mean?Ó  ÒIs there anything you would like to talk 
about?Ó  ÒI may stumble over my wordsÉÓ 

¥! Children ask the questions they need answers to 

Case Studies: 

¥!Cassie:  -6 yo, Ðlearning opportunity,      
-family of dolls, -motherÕs fear after death 

¥!Rylin: -5 yo, -photo book, -secret project, 
-sibling (9 yo) sister 

¥!Emma:  -15 yo, -baking, -quilt for niece,  
-16th Birthday 
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Sibling Support 

¥!Frequency of visits 
¥!Development of Curriculum 
¥!Examples:   

Ð!Rachael 5 yo sister nightmares 
Ð!Tony 12 yo brother my story 
Ð!Questionnaires/Sand Assessment 

Parent Feedback 
¥! ÒI think by spending the one on one time with someone 

that Charlie trusted and enjoyed, it allowed him to open 
up to his child life specialist with some of his concerns or 
fears he may not have otherwise shared with us.Ó  

¥! ÒI think including siblings in the program helps 
acknowledge that cancer affects the whole family and it 
is life changing for the siblings as well.  Even after 
MichaelÕs death, Breanna continues to make home visits 
for his sister, Sara.  Sara stills feels important and is able 
to work through her emotions with the help of a 
wonderful child life specialist.Ó  

¥! ÒMadison will open up because her child life specialist 
has been with us almost every step of the way.Ó 

¥! ÒIt allows Jane to stay connected, somewhat to TCH.  
After spending so much time there, we feel a 
ÒwithdrawalÓ type feeling.  Legacy of Love truly 
understands and knows where these kids are.Ó 

Maintenance and Future Goals 

¥! Boundaries 
Ð!Wear badge 
Ð!No food/drink 

Ð!Resist using facilities 
Ð!Funeral attendance 

Ð!Card on anniversary of 
death 

Ð!Self care 

¥! Growth 
Ð!Hire additional CCLS 
Ð!Developed 

bereavement weekend 
for families 

Ð!Submit grants for 
additional funding 

Ð!Conduct research 



9/24/09 

7 

Questions?  Comments? 
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