[bookmark: _GoBack]QUESTIONNAIRE / KEY INFORMANT INTERVIEW GUIDE FOR HEALTH CARE WORKERS (FOR NURSES AND DOCTORS) 
TOPIC: Ethical issues in health care at the end of life experienced by patients, their families, and health care givers at the University of Nigeria Teaching Hospital Enugu, Nigeria. INSTRUCTIONS: Fill in the correct information in the corresponding spaces provided. 
Phone No: ________________________		Serial No: ________________
SECTION A: SOCIODEMOGRAPHIC FACTORS 
1. Age: 	a. (at last birth day): _______________	b. DOB: ______________ 
2. Sex:  	--------------------------
3. How long have you worked in the ICU-------------------------Oncology Unit--------------------: 
4. Level of education: ---------------------------------------------------
5. Do you have training in ethics post-qualification? -------------------------
If yes, specify type: _______________ 
6. Marital status: ---------------------------------------------------------

SECTION B: KEY INFORMANT INTERVIEW GUIDE
1. Are you aware that there are issues that may arise in the care of EOL patients? Which ones are you familiar with? 
2. Which medical care areas have you had or experienced issues in caring for your dying patients?  Probe for Artificial hydration and nutrition; Mechanical ventilation and resuscitation or cardiopulmonary resuscitation (CPR) attempts; withholding, limiting or and withdrawing treatments and or life support; Terminal sedation, physician-assisted suicide and euthanasia; Patients prefer or request for inappropriate treatment or medication (medical futility) or requesting that invasive procedures are carried out in the hope of a ‘miracle’ cure’; Honestly communicating to dying patients’ about their disease condition, the prognosis and possible consequences / outcome of treatments (truth-telling); patients would not wish to be informed about the nature of their disease condition; Family are requesting that a competent patient should not be informed about their condition and or the outcome or conspiracy of silence; Confidentiality (doctors/ nurse pressured to disclose patient information’); or Concerns about sharing medical information with patient’s family members; or about information disclosure; lack of resources, finance to pay for the care and or poor quality of care; shared decision-making; patients refusing medical treatment;  substitute decision-making; conflicts between patients/families and health providers, conflicts between nurses or doctors (inter-professional difficulty); poor communication within the healthcare team; inadequate care due to financial reasons limiting best care and limited bed space; limited or insufficient pain management; decision-making by patients or proxy; Insufficient poor or limited communication with patients; lack of cooperation; Structural issues (things in place to protect the doctor from litigation). 
3. Describe your experience of each one you have encountered? 
4. Are there other issues you frequently encounter that have not been mentioned? Probe for possible solutions to these issues; inability to solve problems, frequency of occurrence of these problems; methods/facilities in place for the prevention of these problems; better methods for preventing and resulting issues
5. How else do you think this /these issues should be prevented or resolved? 



	QUESTIONNAIRE / INTERVIEW GUIDE FOR THE PATIENT 
TOPIC: Ethical issues in health care at the end of life experienced by patients, their families and health care givers at the University of Nigeria Teaching Hospital Enugu, Nigeria INSTRUCTIONS: Fill in correct information in the corresponding in the spaces provided. 
Phone No: ________________________		Serial No: ________________
SECTION A: SOCIODEMOGRAPHIC FACTORS 
1. Age: 	a. (at last birth day): _______________	b. DOB: ______________ 
2. Sex:  	--------------------------
3. How long have you been admitted in the ICU------------------ Oncology Unit---------------- 
4. Level of education: ----------------------------------------------
5. Marital status: ---------------------------------------------------------

SECTION B: INTERVIEW GUIDE
NOTE: Verify before interview if the patient has been informed of the terminal nature of their condition
1. What experience have you had in your health care since you were admitted in the hospital? (Or informed of the terminal nature of your condition – if patient has been informed)  Probe for Artificial hydration and nutrition; Mechanical ventilation / resuscitation or cardiopulmonary resuscitation (CPR) attempts; withholding, limiting or and withdrawing treatments and or life support; Terminal sedation, physician-assisted suicide and euthanasia; Patients prefer or request for inappropriate treatment or medication (medical futility) or requesting that invasive procedures are carried out in the hope of a ‘miracle’ cure’; Honestly communicating to dying patients’ about their disease condition, the prognosis and possible consequences / outcome of treatments (truth-telling); patients would not wish to be informed about the nature of their disease condition; Family are requesting that a competent patient should not be informed about their condition and or the outcome or conspiracy of silence; Confidentiality (doctors/ nurse pressured to disclose patient information’); or Concerns about sharing medical information with patient’s family members; or about information disclosure; lack of resources, finance to pay for the care and or poor quality of care; shared decision-making; patients refusing medical treatment;  substitute decision-making; conflicts between patients/families and health providers; conflicts between nurses or doctors (inter-professional difficulty); poor communication within the healthcare team; inadequate care due to financial reasons limiting best care and limited bed space; limited or insufficient pain management; decision-making by patients or proxy; Insufficient poor or limited communication with patients; lack of cooperation; 
2. Please can you briefly describe your experience of each one have encountered? Probe on their views (acceptability and why?)
3. Are there other issues you frequently encounter that have not been mentioned? Probe for possible solutions to these issues; inability to solve problems, frequency of occurrence of these problems; methods/facilities in place for the prevention of these problems; better methods for preventing and resulting issues
4. How else do you think this /these issues should be prevented or resolved? 




QUESTIONNAIRE / INTERVIEW GUIDE FOR THE PATIENT’S FAMILY MEMBERS 
TOPIC: Ethical issues in health care at the end of life experienced by patients, their families and health care givers at the University of Nigeria Teaching Hospital Enugu, Nigeria INSTRUCTIONS: Fill in correct information in the corresponding in the spaces provided. 
Phone No: ________________________		Serial No: ________________
SECTION A: SOCIODEMOGRAPHIC FACTORS 
1. Age: 	a. (at last birth day): _______________	b. DOB: ______________ 
2. Sex:  	--------------------------
3. How long have you stayed with your relative in the ICU ----------- Oncology Unit---------- 
4. Level of education: ---------------------------------------------------
5. Marital status: ---------------------------------------------------------
SECTION B: INTERVIEW GUIDE
1. Which medical care challenge have your relative had or experienced in their health care since the terminal nature of their condition is known or their admission in the hospital?  Probe for Artificial hydration and nutrition; Mechanical ventilation and resuscitation or cardiopulmonary resuscitation (CPR) attempts; withholding, limiting or and withdrawing treatments and or life support; Terminal sedation, physician-assisted suicide and euthanasia; Patients prefer or request for inappropriate treatment or medication (medical futility) or requesting that invasive procedures are carried out in the hope of a ‘miracle’ cure’; Honestly communicating to dying patients’ about their disease condition, the prognosis and possible consequences / outcome of treatments (truth-telling); patients would not wish to be informed about the nature of their disease condition; Family are requesting that a competent patient should not be informed about their condition and or the outcome or conspiracy of silence; Confidentiality (doctors/ nurse pressured to disclose patient information’); or Concerns about sharing medical information with patient’s family members; or about information disclosure; lack of resources, finance to pay for the care and or poor quality of care; shared decision-making; patients refusing medical treatment;  substitute decision-making; conflicts between patients/families and health providers, conflicts between nurses or doctors (inter-professional difficulty); poor communication within the healthcare team; inadequate care due to financial reasons limiting best care and limited bed space; limited or insufficient pain management; decision-making by patients or proxy; Insufficient poor or limited communication with patients; lack of cooperation; 
2. Describe your experience of each one have encountered? 
3. Are there other issues you frequently encounter that have not been mentioned? Probe for possible solutions to these issues; inability to solve problems, frequency of occurrence of these problems; methods/facilities in place for the prevention of these problems; better methods for preventing and resulting issues
4. How else do you think this /these issues should be prevented or resolved? 
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