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3. What was your role in caring for this patient? 

r Bedside RN 

r Bedside RT 

r Social Worker 

r Pastor 

r NP 

r MD 

r PACT member 

r Supportive Care Team Member 

r Other 

4. During the time the patient was in your care, how much of the time did the patient appear to have pain? 

A good bit of the 
None of the time A little bit of the time Some of the time time Most of the time All of the time 

r r r r r r 

5. During the time the patient was in your care, how much of the time did the patient appear to have difficulty breathing? 

A good bit of the 

None of the time A little bit of the time Some of the time time Most of the time All of the time 

r r r r r r 

6. During the time the patient was in your care, how much of the time did the patient appear to experience anxiety and/or agitation? 

A good bit of the 

None of the time A little bit of the time Some of the time time Most of the time All of the time 

r r r r r r 

7. During the time the patient was in your care, did you feel the patient was at peace? 

r Yes 

r No 

r Sometimes 

r Do not know �

r Not applicable �

Comments �
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8. Did you have adequate orders to keep this patient comfortable through the dying process'.' 

r Yes 

r No 

r Do not know 

r Not applicable 

Comments 

9. Overall, how would you rate the quality of the patienrs dying? * 

Worse Possible 

r 
Poor 

r 

Neutral (neither 

bad nor good) 

r 
Good 

r 
Best Possible 

r 
Do not know 

r 
Not applicable 

r 

Comments 

10. Were your needs as a caregiver to a dying child met? 

r Yes 


r No 


r Do not know 


r Not applicable 


Comments 

11. After your patient's death, are you having unresolved feelings or stress from this experience? 

r Yes 

r No 

r Do not know 


r Not applicable 


Comments 
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12. Thank you for completing part of this survey. We would appreciate you continuing with this survey so we can further learn from your 
experience. However, at this point, if you do not have the time to complete it, you may exit the survey at this point. 

r Yes, Continue with survey 


r No thank you, exit survey 


NewPa e 

13. During the time the patient was in your care, how much of the time did the patient appear to experience symptoms of constipation such as 

abdominal pain , cramping, or bloating? 

A good bit of the 

None of the time A little bit of the time Some of the time time Most of the time All of the time 

r r r r r r 

14. Did the patient experience seizures during the time he/she was in your care? 

r Yes 

r No 

r Don'tknow 

r Not applicable 

15. During the time your patient was in your care, was the patient mostly: • 

r Awake and alert 

r Agitated or anxious 

r Sleepy or tired/fatigued 

r Intermittently awake and asleep 

r Sedated 

r Asleep 

r Comatose 

Comments 
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16. During the time the patient was in your care, did the patient have an acute deterioration and transfer to a higher level of care such as the 
PICU? 

r Yes 

r No 

r Do not know 

r Not applicable 

Comments 

17. Was this a sudden, unexpected death such as a code blue? 

r Yes 

r No 

18. During the time the patient was in your care, was the patient on a monitor such as a cardiac-respiratory monitor or pulse 02 saturation? 

r Yes 

r No 

r Do not know 

r Not applicable 

19. During your shift, was your patient on: (select all that apply) 

r Sedatives for the purpose of sedation, such as lorazapam (ativan), diazapam(valium), midazolam (versed), or dexmedetomidine 
(precedex)? 

r Pain medications, such as morphine, hydromorphone (dilaudid) or fentanyl? 

r Chemotherapy? 

r Medications to support their blood pressure, such as epinephrine or dopamine? 

r Renal Dialysis? 

r TPN or enteral feeds via NG/NJ/GT? 

r Mechanical ventilation assistance such as a ventilator or BiPAP machine? 

20. During your shift, did your patient have: (check all that apply) 

r End-of-life order set 

r Signed AND/DNR order 
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21. ~the patient died on your shift, were they alone? 

r Yes 

r No 

r Do not know 

r Not applicable 

Comments 

22. During the time the patient was in your care, did you feel the patient's wishes for his/her care was honored? 

r Yes 

r No 

r Do not know 

r Not applicable 

Comments 

23. During the time the patient was in your care, did you feel that the patient was well supported by family and friends? * 

r Yes 

r No 

r Do not know 

r Not applicable 

Comments 

24. During the time the patient was in your care, did you feel the family's wishes for the patient's care were honored? 

r Yes 

r No 

r Do not know 

r Not applicable 

Comments 
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25. During the time the patient was in your care, did your patient and/or his family have spiritual support? 

r Yes 

r No 

r Do not know 

r Not applicable 

Comments 

26. During the time the patient was in your care, did your patient and their family have their specific cultural needs met? (for example: allowed 

to have religious or cultural items in room, culturally appropriate foods available, interpreters) 

r Yes 

r No 

r Do not know 

r Not applicable 

Comments 
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27. During the time the patient was in your care, did your patient and their family have support from psychological care team? (which may 
include child life, chaplaincy, social work, family liaison, supportive care coordinator, Pediatric advanced care team (PACT), psychologists, 

volunteers, or psychiatrists)? 

r Yes 


r No 


r Do not know 


r Not applicable 


Comments 

28. To the best of your knowledge, were memory making activities such as taking foot prints or preserving locks of hair for parents done 
before or after death? 

r Yes 

r No 

r Do not know 

r Not applicable 

Comments 

29. During the time the patient was in your care, did the patient's family discuss their wishes for end of life care with: (Select all that apply) 

r You 


r MD or NP 


r Social Worker 


r Religious/spiritual advisor 


r PAC team 


r Noone 


r Not applicable 


r Don't know 


r Other 


Comments 
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We appreciate the time it took to fill out this survey. With your feedback, we can improve the care we give children, families and staff during 


these stressful and sad times. Please contact Rebecca Bennett, the principal investigator, w ith any thoughts, suggestions, or feedback on th is 


survey and your experience with caring for dying children here at Rady. Thank you for participating in this research and for all the wonderful 


care you give your patients and families, Rebecca Bennett RN, MS, FNP/PNP-BC rbennett@rchsd.org 858-494-7246 


Thank You! 

Thank you for taking our survey. Your response is very important to us. 


