INCAN Project

Patient Survey

Informed Consent: Before beginning the interview, it is important to ask whether the participant provides consent to take part. If the participant agrees, the interview will be audio-recorded in order to preserve the information provided. The participant will be asked for some personal information, such as their name, which may be a pseudonym in order to protect their identity, age, educational level, etc. The information will be completely confidential; that is, it will be stored in such a way that the participant cannot be identified. Likewise, the information provided during the interview will be handled only by the researcher for academic purposes, and no one else will have access to it.

Name or pseudonym:
Age:
Marital status (in a relationship?):
Number and ages of children:
Occupation:
Do you have health insurance/social security other than IMSS or ISSSTE?
Religion (religious believer?):
Education:
State where you reside:
Who do you live with?
How long does it take you to get to the hospital (round trip)?
How do you get there? How much do you pay for transportation?
Illness:
Palliative Care clinic where you are receiving care:
How long have you been receiving palliative care?


Introduction
Good morning/afternoon. Thank you very much for agreeing to participate in this interview. My name is ____________________. We are conducting a study aimed at understanding how terminally ill patients and their families define and seek to establish a dignified death, what obstacles, if any, they face in achieving it, and the role of palliative care professionals in providing care for a dignified death within the framework of the Advance Directives Law (LVA).
The purpose of this interview is to understand the perspectives of people living with a chronic illness, such as cancer, regarding the treatments and legal documents available in the country to help achieve a dignified, pain-free, and peaceful death, as well as to identify, from their perspective, the measures they believe should be taken to achieve a dignified death.

INCAN Project

Patient Interview Guide

1. Personal Sphere
Objective: To understand the patient's personal circumstances and experience of illness.
· Could you tell me a little about yourself?
· Could you tell me what matters most to you in life?
· Could you tell me a little about your life before you were here? What has changed since you became ill?
· Could you tell me a little about what matters most to you at this moment?
· What do you spend most of your time thinking about these days?
· What advice would you give to another person in your situation?
· What is most important to you regarding your medical care?
· Do you feel that you have support from your family? From your friends?
· Do you have any concerns at the moment? If so, would you mind sharing them?
2. Palliative Care and a Dignified Death

Objective: To understand patients' views regarding a dignified death and whether patients experience a dignified death in accordance with the provisions of the Advance Directives Law (LVA).
· Could you tell me the story of how you came to this hospital?
· Who told you that you needed to receive palliative care? Why do you need palliative care?
· Are you familiar with the Advance Directives Law? Has anyone at the hospital talked to you about this law?
· Have you completed an advance directive? If so, what decisions have you made regarding the end of your life?
· Have you thought about death? Or have you thought about the end of life? What have you thought about it?
· What does a dignified death mean to you?
· What would you want your death to be like?
· Have you discussed your advance directives with your family members?
· What do your family members think about your end-of-life decisions?
3. Medical Care and End-of-Life Decisions

Objective: To identify the care received at the hospital and whether the patient's decision-making is respected at the end of life.
· How has the care you have received at the hospital been? And what about the care you have received from the palliative care team?
· Have the doctors who care for you in palliative care given you information about your illness? Have they given you treatment options?
· Do you feel that your decisions have been respected?
· What would you like to see changed in the palliative care area?
· Do you believe that terminally ill patients have the right to make decisions about the end of their lives?
· Based on your experience, what would you propose to government authorities regarding the right to make decisions at the end of life?
· Is there anything else you would like to comment on or share?


