


Appendix 

Understanding the lived experiences of parent-caregivers of children with Chronic Medical Conditions in Singapore: Interview Guide for Parents 

[Intro]
Hello _________, my name is ____________. Firstly, I want to thank you for being here and agreeing to share your experience.
We are trying to understand your everyday experience caring for (child’s name’s). What we want to specifically understand are the key challenges and rewards associated with caregiving and your views on the available supports and services for your (child’s name’s).
At the end of the study, we aim to improve families’ care journeys by understanding how best healthcare providers and the healthcare system can work together with you to lessen your challenges as a parent-caregiver. 
Before we begin, as outlined in the consent, everything you share will be anonymous. I will not use any specific names or places in reporting what I learn from these interviews or identify you or anyone you mention in any way. Remember that there are no right or wrong answers.
I will also be recording the interview; but, I will not share this recording with anyone outside this study. I also want to emphasize that you may stop at any time and for any reason during the interview.
Do you have any questions?
Ok! Let’s get started {turn recorder on}
Open with non-sensitive topic: warming up to the family
[I would like to get to know your family and (child’s name) a little better.]
	Can you tell me a little bit about yourself? Can you tell me a little bit about (child’s name)?



Exploring emotional and psychological dimensions of caregiving 
[I understand that (child’s name) is now living with (diagnosis, if definitive) OR (complex medical condition/s).]
	1. Can we start at the beginning—how did you come to know that (child) was ill?
a. Probe: Who informed you, and how?
a. Probe: How did you/your family respond to the news?
2. Can you describe your initial emotional response when you learned about your child's diagnosis?
b. How has your emotional state evolved over time as you continue to care for your child?
3. What strategies or methods do you use to cope with the stress and emotional burden of caregiving?
c. Are there any specific activities or practices that help you maintain your emotional well-being?
4. (If participant is comfortable) Have you noticed any changes in your mental health since you started caregiving? If so, can you describe them?
d. Have you sought professional help or counseling to manage stress or emotional difficulties? If yes, how has it helped?
d. [Reaffirm appreciation for the parent having shared such sensitive or personal information.]



Exploring the practical challenges of caregiving: 

	1. How is a typical day like for you?
a. [This question is intended to elicit parent’s perceived priorities and potential gaps, without being too straightforward]
2.  Based on what you just shared, do you face any struggles that affect your daily routine?
b. Prompts: barriers are like obstacles or hurdles, things that stand in your way/can you be more specific?
3. How has caregiving affected your family's financial situation?
c. Have you experienced any difficulties in managing medical expenses or accessing necessary services?
4. How do you balance caregiving responsibilities with other aspects of your life, such as work, household duties, and personal time?
d. Have you faced any specific challenges in managing this balance?



Exploring social support systems:  

	1. How supportive are your family members and friends in your caregiving role?
a. In what ways have they helped or supported you?
2. What type of professional support (e.g., healthcare providers, social workers) have you received since you started caregiving?
b. How effective do you find this support in meeting your needs?
3. Are there any community resources or social services that you have accessed to help with caregiving?
c. How would you evaluate the availability and quality of these resources? 



Exploring the roles and impact of caregiving on siblings:  

	1. Does (child) have any siblings? 
a. If “No”, skip 
a. If “Yes”, follow up with 
2. How do you feel your other children, especially older siblings, are coping with the diagnosis of their sibling? 
2. Have you encountered any difficulties or positive experiences with the healthcare system that you would like to share?
2. Have you noticed any changes in your other children's behaviour or emotional state since the diagnosis? If so, could you describe these changes?
2. What challenges have you faced in caring for your other children the way you would like to, given the demands of caring for a child with a complex illness?
2. What do you expect your other children to do in the future regarding their sibling with a life-limiting illness? Is there an expectation for them to take on caregiving roles in the future?
2. Do you feel that the current health care structures and community support systems are adequate in helping you care for your other children as well? How do these systems contribute to or alleviate your stress as a caregiver. 



Personal Reflections and Future Outlook:  

	1. How has being a caregiver changed you as a person?
a. Are there any positive aspects of caregiving that you have experienced?
2. What are your main concerns or fears regarding the future as a caregiver?


 
We have come to the end of our discussion. You have provided us with a lot of insight into your day to day experience as a parent-caregiver. We will do our best to translate what we learn into a meaningfully improved experience for families. Please rest assured that everything you say is confidential and none of the topics mentioned will be attributed to any one person. I hope you had a good experience.
[Thank the participant for his/her time and honesty. Offer to answer any questions.]

(Adapted From: A Qualitative exploration of Parental Perspectives on Quality of Care for Children with Serious Illnesses Interview Guide (Ang et al., 2023)) 
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