Supplemental Table 1. Complete Survey Instrument: Items Administered During the Mental Health and Autoimmune Hepatitis Session, 2025 AIHA Patient Retreat
	#
	Survey Item
	Response Format
	Administered To

	Administered to Both Patients and Caregivers (n = 96)

	1
	The most important change that would help me provide better support is…
	Single best answer (5 options)
	Both

	2
	The tools I find most helpful for coping with AIH symptoms are…
	Single best answer (5 options)
	Both

	Administered to Caregivers Only (n = 28)

	3
	I feel confident in my ability to provide the emotional and practical support needed for someone with AIH.
	5-point Likert scale (Strongly Disagree–Strongly Agree)
	Caregivers

	4
	I feel that I fully understand autoimmune hepatitis and its impact on the person I care for.
	5-point Likert scale (Strongly Disagree–Strongly Agree)
	Caregivers

	5
	My role as a caregiver sometimes affects my own needs, which I sometimes set aside to provide care for my loved one with AIH (e.g., exercise, time with friends, my own doctor appointments).
	5-point Likert scale (Strongly Disagree–Strongly Agree)
	Caregivers

	6
	My role as a caregiver sometimes affects my own physical health (sleep, energy, nutrition).
	5-point Likert scale (Strongly Disagree–Strongly Agree)
	Caregivers

	7
	The greatest barrier to me providing excellent support is…
	Single best answer (5 options)
	Caregivers

	8
	The most challenging aspect of supporting someone with AIH is…
	Single best answer (5 options)
	Caregivers

	Administered to Patients Only (n = 68)

	9
	I feel comfortable sharing openly with others (friends, family, coworkers) about my diagnosis of autoimmune hepatitis.
	5-point Likert scale (Strongly Disagree–Strongly Agree)
	Patients

	10
	I feel that I understand autoimmune hepatitis very well, including its impact on my health/well-being.
	5-point Likert scale (Strongly Disagree–Strongly Agree)
	Patients

	11
	I feel that others (friends, family, coworkers) do not fully understand or accept my diagnosis of autoimmune hepatitis.
	5-point Likert scale (Strongly Disagree–Strongly Agree)
	Patients

	12
	I have faced challenges at work or school because of others' beliefs about my health/diagnosis.
	True / False
	Patients

	13
	My AIH symptoms cause my worry or sadness to increase; my health is stressful to me.
	5-point Likert scale (Strongly Disagree–Strongly Agree)
	Patients

	14
	My body's stress response and worry or sadness make my AIH symptoms worse.
	5-point Likert scale (Strongly Disagree–Strongly Agree)
	Patients

	15
	My reasons for sharing/not sharing about my AIH diagnosis is because I expect others may…
	Single best answer (5 options)
	Patients

	16
	Over the past month, I have felt down, depressed, or hopeless because of my condition.
	5-point frequency scale (None/never–Intensely/always)
	Patients

	17
	Over the past month, when I have felt concerned, worried, or fearful about my health, those feelings are:
	5-point severity scale (Nonexistent–Extreme)
	Patients

	18
	Over the past month, when I have felt down, depressed, or hopeless about my health, those feelings are:
	5-point severity scale (Nonexistent–Extreme)
	Patients

	19
	The greatest challenge to my coping with AIH is…
	Single best answer (5 options)
	Patients

	20
	What would most help me cope with the emotional impact of AIH?
	Single best answer (5 options)
	Patients

	21
	When I need support for depression, anxiety, or mental health related to AIH, I usually…
	Single best answer (5 options)
	Patients

	22
	When it comes to telling others about my AIH diagnosis, I usually…
	Single best answer (5 options)
	Patients

	23
	Which symptom of AIH most affects my mental health and daily functioning?
	Single best answer (5 options)
	Patients

	24
	Worry/uncertainty about my health causes me significant anxiety.
	5-point Likert scale (Strongly Disagree–Strongly Agree)
	Patients

	25
	What's the first thing you're most looking forward to when you arrive at the AIH retreat?
	Single best answer (5 options)
	Patients


Survey items were administered via real-time live digital polling (CVENT platform) during a 30-minute dedicated session at the 2025 Autoimmune Hepatitis Association (AIHA) Patient Retreat. Items were presented in the order listed below. Engagement/icebreaker polls administered outside this session are excluded. AIH = autoimmune hepatitis.
Items 1–2 were administered to all attendees (patients and caregivers combined). Items 3–8 were administered to caregivers only. Items 9–25 were administered to patients only. Items 16–18 were adapted from Patient Health Questionnaire (PHQ-9) and Generalized Anxiety Disorder (GAD-7) conceptual domains but were not validated instruments; responses are descriptive only.


