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	Online Resource 4. Quantification of comments within focus groups and individual participants for all overarching categories, sub-categories and codes

	Category
	Subcategory
	Code
	Comment Frequency

	
	
	
	Focus Group 
(N=10)
	Participant 
(N=30)
	Total


	
	
	
	n (%)
	n (%)
	#

	People-Centred Healthcare 
	
	10 (100)
	27 (90)
	254

	
	Multidisciplinary team / care
	10 (100)
	21 (70)
	84

	
	
	Team approach
	6 (60)
	10 (33)
	10

	
	
	Psychologist / counsellor / MH provider
	8 (80)
	13 (43)
	22

	
	
	Dietitian / nutritionist
	6 (60)
	9 (30)
	11

	
	
	Nurse
	5 (50)
	8 (27)
	10

	
	
	IBD doctor (gastroenterologist)
	4 (40)
	6 (20)
	7

	
	
	IBD support line
	4 (40)
	5 (17)
	4

	
	
	Surgeon
	2 (20)
	2 (7)
	2

	
	
	Health educator
	1 (10)
	2 (7)
	4

	
	
	Peer support worker
	1 (10)
	1 (3)
	2

	
	
	Allied health professional
	1 (10)
	1 (3)
	1

	
	
	Trials coordinator
	1 (10)
	1 (3)
	1

	
	
	Stoma nurse
	1 (10)
	1 (3)
	1

	
	
	Pharmacist
	1 (10)
	1 (3)
	1

	
	
	Clarity of roles
	1 (10)
	1 (3)
	2

	
	Holistic model of healthcare
	10 (100)
	17 (56)
	48

	
	
	Early detection holistic needs
	4 (40)
	6 (20)
	10

	
	
	Mental health / emotional wellbeing
	8 (80)
	12 (40)
	15

	
	
	Diet and nutrition
	5 (50)
	7 (23)
	8

	
	
	Comorbid DGBIs
	3 (30)
	3 (10)
	3

	
	
	Complementary therapies
	3 (30)
	3 (10)
	6

	
	
	Comorbid medical conditions
	2 (20)
	3 (10)
	2

	
	
	Microbiome testing
	1 (10)
	2 (7)
	2

	
	
	Family planning
	1 (10)
	1 (3)
	2

	
	Psychological awareness and action
	8 (80)
	14 (47)
	31

	
	
	Psychological assessment at diagnosis
	5 (50)
	8 (27)
	11

	
	
	Doctor / nurse check psych at diagnosis
	3 (30)
	4 (13)
	6

	
	
	Provide psych referral / support options
	6 (60)
	6 (20)
	9

	
	
	Regular check-in re psychological needs
	4 (40)
	5 (17)
	5

	
	Knowledgeable and skilled clinicians
	7 (70)
	11 (37)
	17

	
	
	IBD doctors educated re psych factors
	3 (30)
	3 (10)
	3

	
	
	Psychologists educated in health
	2 (20)
	3 (10)
	3

	
	
	High quality clinical care
	2 (20)
	3 (10)
	6

	
	
	Expertise in IBD
	1 (10)
	1 (3)
	2

	
	
	IBD doctors educated about DGBIs
	1 (10)
	1 (7)
	1

	
	
	Clinicians are supported
	1 (10)
	1 (3)
	1

	
	
	GPs educated about IBD
	1 (10)
	1 (3)
	1

	
	Collaboration between clinicians / services
	5 (50)
	12 (40)
	20

	
	
	Liaison between units, hospitals, services
	5 (50)
	7 (23)
	7

	
	
	Collaboration between IBD clinicians
	4 (40)
	4 (30)
	6

	
	
	Continuity of care
	2 (20)
	4 (30)
	4

	
	
	Transition between services
	1 (10)
	3 (10)
	3

	
	Compassionate and responsive approach
	8 (80)
	14 (47)
	23

	
	
	Responsive
	4 (40)
	5 (30)
	5

	
	
	Caring and positive
	3 (30)
	5 (17)
	7

	
	
	Reassuring
	3 (30)
	4 (13)
	5

	
	
	Empathetic
	1 (10)
	2 (7)
	3

	
	
	Thorough
	1 (10)
	1 (3)
	1

	
	
	Patient asked what they need
	2 (20)
	2 (7)
	2

	
	Ongoing research
	3 (30)
	4 (13)
	5

	
	
	Causal / contributing factors
	2 (20)
	2 (7)
	2

	
	
	Gut-brain connection
	1 (10)
	2 (7)
	2

	
	
	Current
	1 (10)
	1 (3)
	1

	
	Personalised / targeted approach
	7 (70)
	15 (50)
	26

	
	
	Stepped care based on individual
	4 (40)
	5 (17)
	5

	
	
	Young people targeted
	4 (40)
	5 (17)
	8

	
	
	Age and gender
	3 (30)
	5 (17)
	7

	
	
	Privacy respected
	3 (30)
	3 (10)
	3

	
	
	Pregnancy
	1 (10)
	2 (7)
	2

	
	
	Interpreting services
	1 (10)
	1 (3)
	1

	
	
	
	
	
	

	Education and Preparation 
	
	10 (100)
	25 (83)
	143

	
	Benefits of education
	8 (80)
	15 (50)
	32

	
	
	Informs and prepares
	6 (60)
	7 (23)
	8

	
	
	Reduces fear and anxiety
	3 (30)
	3 (10)
	5

	
	
	Empowers / take charge of own health
	3 (30)
	3 (10)
	5

	
	
	Builds confidence
	3 (30)
	3 (10)
	5

	
	
	Feel supported and listened to
	3 (30)
	3 (10)
	3

	
	
	Is therapeutic
	2 (20)
	3 (10)
	3

	
	
	Informed decisions
	2 (20)
	2 (7)
	2

	
	
	Validation
	1 (10)
	1 (3)
	1

	
	Providers of education
	7 (70)
	10 (30)
	14

	
	
	IBD nurse
	4 (40)
	4 (13)
	5

	
	
	IBD doctor
	3 (30)
	4 (13)
	4

	
	
	Psychologist
	2 (20)
	2 (7)
	2

	
	
	Health educator
	1 (10)
	2 (7)
	3

	
	Timing of education
	6 (60)
	11 (37)
	19

	
	
	At diagnosis
	6 (60)
	8 (27)
	11

	
	
	Gradual and timely
	2 (20)
	2 (7)
	4

	
	
	Patient-paced
	1 (10)
	1 (3)
	1

	
	
	Post-surgery care
	1 (10)
	1 (3)
	1

	
	
	Ongoing
	1 (10)
	1 (3)
	1

	
	
	Pre-diagnosis
	1 (10)
	1 (3)
	1

	
	Effective education
	4 (40)
	5 (17)
	6

	
	
	Clear rationale
	3 (30)
	4 (13)
	5

	
	
	Consistent messages
	1 (10)
	1 (3)
	1

	
	IBD and management
	9 (90)
	20 (67)
	51

	
	
	Diagnosis and expectations
	5 (50)
	9 (30)
	12

	
	
	Medications and side-effects
	6 (60)
	8 (27)
	9

	
	
	Practical coping strategies
	4 (40)
	6 (20)
	10

	
	
	Surgery and ostomy
	3 (30)
	3 (10)
	3

	
	
	Complications & functional symptoms
	2 (20)
	3 (10)
	3

	
	
	Diet and deficiencies
	2 (20)
	3 (10)
	5

	
	
	Comorbid medical conditions
	2 (20)
	3 (10)
	2

	
	
	Causal and contributing factors
	1 (10)
	2 (7)
	3

	
	
	Menopause and hormones
	1 (10)
	2 (7)
	2

	
	
	Microbiome
	1 (10)
	1 (3)
	1

	
	
	Inflammatory markers
	1 (10)
	1 (3)
	1

	
	Psychological health
	6 (60)
	7 (23)
	10

	
	
	Common psychological concerns
	3 (30)
	3 (10)
	3

	
	
	Role of psychological factors in IBD
	2 (20)
	3 (10)
	4

	
	
	Psychological treatment options
	2 (20)
	2 (7)
	2

	
	
	Brain-gut connection
	1 (10)
	1 (3)
	1

	
	Health promotion
	6 (60)
	9 (30)
	11

	
	
	Self-management
	5 (50)
	6 (20)
	8

	
	
	Healthy lifestyle
	2 (20)
	3 (10)
	3

	
	
	
	
	
	

	Social Connection 
	
	10 (100)
	25 (83)
	105

	
	Benefits of connection
	10 (10)
	18 (60)
	50

	
	
	Not alone / sense of belonging
	7 (70)
	9 (30)
	14

	
	
	Able to relate, understand, empathise
	6 (60)
	8 (27)
	11

	
	
	Share knowledge and ideas
	6 (60)
	8 (27)
	10

	
	
	Reassurance and hope
	4 (40)
	4 (13)
	4

	
	
	Good and cathartic
	2 (20)
	2 (7)
	2

	
	
	Safe space to discuss
	3 (30)
	3 (10)
	3

	
	
	Cope with invisible disease
	1 (10)
	2 (7)
	3

	
	
	Allies
	1 (10)
	1 (3)
	2

	
	
	Therapeutic
	1 (10)
	1 (3)
	1

	
	Formal social supports
	8 (80)
	12 (40)
	17

	
	
	Peer support group
	5 (50)
	5 (17)
	5

	
	
	Social prescribing
	2 (20)
	3 (10)
	4

	
	
	Mentoring
	2 (20)
	2 (30)
	3

	
	
	Peer advice
	2 (20)
	3 (10)
	2

	
	
	Exercise group
	1 (10)
	1 (3)
	1

	
	
	Clinician-guided
	1 (10)
	1 (3)
	1

	
	
	Optional
	1 (10)
	1 (3)
	1

	
	Informal social supports
	9 (90)
	15 (50)
	23

	
	
	Lived experience stories
	5 (50)
	5 (17)
	7

	
	
	Informal gatherings
	5 (50)
	6 (20)
	6

	
	
	Close family and friends
	4 (40)
	2 (7)
	8

	
	
	Broader social network
	2 (20)
	1 (3)
	2

	
	Peer support worker qualities
	1 (10)
	1 (3)
	10

	
	
	Lived experience / living well
	1 (10)
	1 (3)
	3

	
	
	Provides knowledge and education
	1 (10)
	1 (3)
	3

	
	
	Counsels and provides hope
	1 (10)
	1 (3)
	2

	
	
	Follows guidelines
	1 (10)
	1 (3)
	1

	
	
	Trustworthy
	1 (10)
	1 (3)
	1

	
	Frequency of social support
	4 (40)
	5 (17)
	5

	
	
	Monthly
	1 (10)
	1 (3)
	1

	
	
	More frequent than now
	1 (10)
	1 (3)
	1

	
	
	Every 2 months
	1 (10)
	1 (3)
	1

	
	
	Periodically
	1 (10)
	1 (3)
	1

	
	
	Once-off
	1 (10)
	1 (3)
	1

	
	
	
	
	
	

	Psychological Input 
	
	10 (100)
	28 (93)
	244

	
	Benefits of psychological input
	8 (80)
	11 (37)
	21

	
	
	Someone to talk to
	6 (60)
	7 (23)
	8

	
	
	Calm / reduce distress
	2 (20)
	3 (10)
	4

	
	
	Emotional validation
	2 (20)
	2 (7)
	3

	
	
	Safe space
	2 (20)
	2 (7)
	2

	
	
	Practical coping tools
	2 (20)
	2 (7)
	2

	
	
	Participate more in life
	1 (10)
	1 (3)
	2

	
	Key times for psychological input
	9 (90)
	18 (60)
	41

	
	
	At diagnosis
	8 (80
	9 (30)
	11

	
	
	Acute illness / Flares
	5 (50)
	6 (20)
	6

	
	
	Surgery (pre- & post-)
	4 (40)
	4 (13)
	7

	
	
	Any time wanted and needed
	3 (30)
	4 (13)
	5

	
	
	Medication changes
	3 (30)
	3 (10)
	4

	
	
	Hospitalisation
	1 (10)
	1 (3)
	3

	
	
	Disease complications
	1 (10)
	1 (3)
	1

	
	
	Stressful life circumstances
	1 (10)
	1 (3)
	1

	
	
	New relationship
	1 (10)
	1 (3)
	1

	
	
	Pre-diagnosis (investigation stage)
	2 (20)
	3 (10)
	2

	
	Key treatment targets
	10 (100)
	25 (83)
	137

	
	
	Anxiety
	8 (80
	11 (37)
	13

	
	
	Stress and stress management
	6 (60)
	8 (27)
	8

	
	
	Communication / self-advocacy skills
	5 (50)
	7 (23)
	9

	
	
	Social stigma
	5 (50)
	5 (17)
	5

	
	
	Coping with IBD symptoms
	5 (50)
	6 (20)
	12

	
	
	Adjustment to illness
	4 (40)
	6 (20)
	8

	
	
	Sex, intimacy and relationships
	4 (40)
	5 (17)
	6

	
	
	Surgery and Ostomy fears
	4 (40)
	4 (13)
	5

	
	
	Body image concerns
	4 (40)
	4 (13)
	5

	
	
	Medications and effects
	4 (40)
	4 (13)
	4

	
	
	Embarrassment
	3 (30)
	4 (13)
	8

	
	
	Medical trauma
	3 (30)
	6 (20)
	7

	
	
	Depression
	3 (30)
	5 (17)
	7

	
	
	Thinking and outlook
	3 (30)
	6 (20)
	7

	
	
	Social limitations / isolation
	3 (30)
	5 (17)
	6

	
	
	Impact on career / education
	3 (30)
	4 (13)
	4

	
	
	Acceptance
	2 (20)
	2 (7)
	3

	
	
	Limitations to recreation
	2 (20)
	2 (7)
	2

	
	
	Dealing with uncertainty
	2 (20)
	2 (7)
	2

	
	
	Sleep disturbance
	2 (20)
	2 (7)
	2

	
	
	Illness anxiety
	2 (20)
	4 (13)
	3

	
	
	Self-worth / Identity changes
	1 (10)
	2 (7)
	3

	
	
	Other significant psych problems
	1 (10)
	1 (3)
	1

	
	
	Grief and loss
	1 (10)
	1 (3)
	1

	
	
	Emotional baggage
	1 (10)
	1 (3)
	1

	
	
	Disordered eating
	1 (10)
	1 (3)
	1

	
	
	Comorbid illness
	1 (10)
	1 (3)
	1

	
	
	Health promotion
	1 (10)
	1 (3)
	1

	
	
	Organisational skills
	1 (10)
	1 (3)
	1

	
	
	Goal-setting
	1 (10)
	1 (3)
	1

	
	Clinician qualities
	7 (70)
	9 (30)
	22

	
	
	IBD / chronic disease expertise
	7 (70)
	9 (30)
	11

	
	
	Companion on journey
	3 (30)
	4 (13)
	4

	
	
	Empathetic
	3 (30)
	3 (10)
	3

	
	
	Sympathetic
	1 (10)
	1 (3)
	1

	
	
	Non-judgemental
	1 (10)
	1 (3)
	1

	
	
	DGBI knowledge
	1 (10)
	1 (3)
	1

	
	
	Trauma knowledge
	1 (10)
	1 (3)
	1

	
	Interventions and approaches
	5 (50)
	9 (30)
	21

	
	
	Hypnotherapy
	3 (30)
	4 (30)
	5

	
	
	Cognitive Behavioural Therapy
	1 (10)
	1 (3)
	2

	
	
	Meditation
	1 (10)
	1 (3)
	1

	
	
	Acceptance and Commitment Therapy
	1 (10)
	1 (3)
	1

	
	
	Compassion-based therapy
	1 (10)
	1 (3)
	1

	
	
	Art therapy
	1 (10)
	1 (3)
	1

	
	
	Schema (inner child work)
	1 (10)
	1 (3)
	1

	
	
	Other therapies
	2 (20)
	2 (7)
	2

	
	
	Counselling
	2 (20)
	2 (7)
	2

	
	
	Psychotropic medications
	1 (10)
	1 (3)
	1

	
	
	Exercise
	1 (10)
	2 (7)
	2

	
	
	Motivational interviewing
	1 (10)
	1 (3)
	1

	
	
	Pastoral care
	1 (10)
	1 (3)
	1

	
	Frequency of psychological input
	2 (20)
	2 (7)
	2

	
	
	Monthly
	1 (10)
	1 (3)
	1

	
	
	Ongoing
	1 (10)
	1 (3)
	1

	
	
	
	
	
	

	Accessible Services 
	
	10 (100)
	29 (97)
	119

	
	Available
	7 (70)
	12 (40)
	15

	
	
	Easily contactable
	6 (60)
	7 (23)
	7

	
	
	Time with IBD clinician
	4 (40)
	5 (17)
	6

	
	
	Expansion of services
	2 (20)
	4 (13)
	2

	
	Affordable
	2 (20)
	2 (7)
	4

	
	
	Free
	1 (10)
	2 (7)
	2

	
	
	Subsidised
	1 (10)
	1 (3)
	1

	
	
	Reduce travel costs
	1 (10)
	1 (3)
	1

	
	Setting
	7 (70)
	12 (40)
	16

	
	
	Integrated / co-located with IBD care
	7 (70)
	9 (30)
	12

	
	
	Home visits
	2 (20)
	2 (7)
	2

	
	
	Away from hospital
	1 (10)
	1 (3)
	1

	
	
	Somewhere with a view
	1 (10)
	1 (3)
	1

	
	Various delivery formats
	10 (100)
	20 (67)
	35

	
	
	Phone
	6 (60)
	8 (27)
	10

	
	
	Online / social media
	4 (40)
	5 (17)
	8

	
	
	Telehealth
	4 (40)
	5 (17)
	6

	
	
	Face-to-face
	4 (40)
	4 (13)
	5

	
	
	Email
	4 (40)
	6 (20)
	4

	
	
	App
	1 (10)
	1 (3)
	1

	
	
	Combination
	1 (10)
	1 (3)
	1

	
	Credible resources
	5 (50)
	8 (27)
	16

	
	
	Consumer forums / events
	3 (30)
	3 (10)
	4

	
	
	Videos
	3 (30)
	3 (10)
	3

	
	
	Written materials
	2 (20)
	2 (7)
	3

	
	
	Websites
	2 (20)
	2 (7)
	2

	
	
	Online programs
	1 (10)
	2 (7)
	4

	
	Family members
	8 (80)
	13 (43)
	21

	
	
	Education for families
	5 (50)
	7 (23)
	9

	
	
	Psychological care for families
	5 (50)
	8 (27)
	9

	
	
	Family attend IBD appointments too
	1 (10)
	2 (7)
	2

	
	
	Follow-up for family members
	1 (10)
	1 (3)
	1

	
	Promotion and awareness
	5 (50)
	7 (23)
	12

	
	
	Promoted and advertised
	2 (20)
	3 (10)
	4

	
	
	Public awareness
	2 (20)
	3 (10)
	4

	
	
	Directed to resources and services
	2 (20)
	2 (7)
	2

	
	
	Research disseminated
	1 (10)
	1 (3)
	2

	
	
	
	
	
	

	Psychologically Unsupportive
	
	9 (90)
	20 (67)
	73

	
	Healthcare unsupportive of patient needs
	8 (80)
	14 (47)
	35

	
	
	Psychosocial factors not considered
	3 (30)
	4 (13)
	4

	
	
	Dietary factors not considered
	3 (30)
	4 (13)
	3

	
	
	Poor collaboration clinicians / services
	3 (30)
	5 (17)
	4

	
	
	Poor bedside manner
	2 (20)
	4 (13)
	5

	
	
	Research translation slow
	2 (20)
	2 (7)
	2

	
	
	Just a number
	2 (20)
	2 (7)
	2

	
	
	Non-medical staff dismissed
	1 (10)
	2 (7)
	4

	
	
	Symptoms not taken seriously
	1 (10)
	2 (7)
	3

	
	
	Avoid examining patient
	1 (10)
	1 (3)
	2

	
	
	'Crazy' stigma
	1 (10)
	1 (3)
	2

	
	
	Too much expected re Tx decisions
	1 (10)
	2 (7)
	2

	
	
	Inconsistent clinical care
	1 (10)
	1 (3)
	1

	
	
	Comorbidities not considered
	1 (10)
	1 (3)
	1

	
	Poor education
	4 (40)
	8 (27)
	10

	
	
	Too little (not aware)
	3 (30)
	6 (20)
	5

	
	
	Too much (overwhelming)
	2 (20)
	2 (7)
	2

	
	
	Inconsistent messaging
	1 (10)
	1 (3)
	1

	
	
	Medical jargon
	1 (10)
	1 (3)
	1

	
	
	Dr Google not helpful
	1 (10)
	1 (3)
	1

	
	Unhelpful peer support
	5 (50)
	8 (27)
	11

	
	
	Overwhelming / negative
	3 (30)
	6 (20)
	6

	
	
	Mismatched mentors or participants
	1 (10)
	1 (3)
	2

	
	
	Too formal or rigid
	1 (10)
	1 (3)
	1

	
	
	Invasive / unwanted input
	1 (10)
	1 (3)
	1

	
	
	Unregulated
	1 (10)
	1 (3)
	1

	
	Lack of psychological care
	6 (60)
	6 (20)
	11

	
	
	Psychological support unavailable
	3 (30)
	3 (10)
	4

	
	
	Body image concerns not discussed
	2 (20)
	2 (7)
	2

	
	
	Trauma history not considered
	1 (10)
	1 (3)
	4

	
	
	Anxiety dismissed
	1 (10)
	1 (3)
	1

	
	Barriers to access
	4 (40)
	4 (13)
	6

	
	
	Unideal location
	2 (20)
	2 (7)
	2

	
	
	Not made aware of services
	1 (10)
	1 (3)
	2

	
	
	Ineligible for services
	1 (10)
	1 (3)
	1

	
	
	Services unavailable
	1 (10)
	1 (3)
	1

	
	
	
	
	
	

	Miscellaneous
	
	3
	3
	10

	
	
	Guidelines positive
	2
	3
	4

	
	
	Wording of guidelines
	1
	1
	6

	Note – each n represents the number of focus groups or participants where a comment was raised for that specific category/sub-category/code, and % the corresponding percentage of the total focus groups (N=10) or participants (N=30).
IBD – Inflammatory Bowel Disease; MH – Mental health; DGBI – Disorders of Gut-Brain Interaction; GP – General Practitioner; Tx – treatment 
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