UNOFFICIAL

UNOFFICIAL

2

Electronic Supplementary Material / Online Resource 5

Article Title
Psychological services for people with Inflammatory Bowel Diseases: Care co-designed by consumers

Journal
Digestive Diseases & Sciences

Authors
Taryn Lores, Antonina Mikocka-Walus, Jane M Andrews, Subhadra Evans, Kate D Lynch, Anna Chur-Hansen

Corresponding Author
Taryn Lores, Deakin University, Central Adelaide Local Health Network
E: tlores@deakin.edu.au

Caption
Proposed clinical care guidelines for psychological services for people with IBD








	Online Resource 5. Proposed IBD Psychological Care Clinical Practice Guidelines 

	
Inflammatory Bowel Diseases (IBD) such as Crohn’s disease and ulcerative colitis can greatly affect a person’s psychological health and quality of life1. The proposed IBD Psychological Care Clinical Practice Guidelines provide recommendations for clinical practice for all clinicians who provide treatment to people with IBD. The aim of these guidelines is to inform clinicians on how to support psychological health and wellbeing for all people with IBD.


	People-Centered Healthcare
People-centered healthcare means focusing treatment on the entire person (not just the disease), addressing a broader range of health needs beyond just physical symptoms and inflammation. People-centered healthcare in IBD includes a knowledgeable multidisciplinary team, early assessment of holistic needs (including mental health), effective collaboration, a compassion approach and individualized treatment. 

Key recommendations:
· Establish a multidisciplinary team in the IBD service that includes a psychologist (or mental health worker), a dietitian and dedicated nursing staff
· Incorporate a holistic approach to IBD management to assess a broad range of health and recovery needs for consumers (e.g., mental health, nutrition, functional symptoms) 
· Ensure all clinicians in the IBD service have appropriate training and expertise in IBD, and are knowledgeable in common comorbid issues and the mind-body connection 
· Offer psychological assessment to all consumers at diagnosis to identify any early psychosocial concerns
· Conduct routine reviews of consumers’ psychosocial needs at clinical encounters
· Tailor IBD care to individual needs – consider factors such as age and gender
· Establish pathways for collaboration between team members (e.g., MDT, referrals) and with external services (e.g., other hospital units, GPs) to support transition and continuity of care
· Approach consumers in a compassionate, responsive, caring and reassuring manner
· Remain involved in ongoing research to ensure IBD care is high-quality and current 


	Education and Preparation
Education is a vital component of IBD care and aims to improve consumer knowledge. Education has been shown to improve IBD self-management, psychological health and coping2. In IBD care, education is provided on IBD and related concerns, and on psychological health. With sufficient knowledge, consumers can be prepared and feel empowered to take an active role in treatment decisions and health self-management.

Key recommendations:
· Establish a culture of education in the IBD service so that all clinicians provide consumers with education
· Ask consumers how they like to be educated and tailor accordingly (e.g., detailed up front, or paced out) 
· Provide information to consumers at the time of diagnosis about what IBD is, expectations, treatment options – check their understanding at subsequent consults as clarification may be needed
· Provide ongoing education as required, particularly around times of change such as disease flare, medication changes, surgery, or pregnancy
· Check whether consumers have sufficient understanding of the medication/s they are on, as well as potential side-effects or risks, and what options are available
· Educate consumers on common comorbid issues such as mental health concerns (e.g., anxiety and depression), nutritional problems or deficiencies, and functional gut symptoms
· Outline how health promotion information and interventions can support positive outcomes


	Social Connection
People with IBD often experience social challenges such as isolation and stigma3. Positive relationships are protective for mental health, while lack of connection is a risk factor for poor outcomes4. Social connections can provide emotional, practical and informational benefits, including reducing loneliness and increasing belonging.

Key recommendations:
· Provide education on the importance of connection and the potential physical and mental health benefits
· Ask consumers about their current level of social connection such as existing supports and networks (e.g., friends, family, community, groups) as well as any challenges (e.g., isolation)
· Encourage and reinforce use of current positive social connections 
· If needed, encourage participation in activities to build social supports (e.g., activity and interest groups)
· Provide opportunities for consumers to connect with other people with lived experience of IBD – discuss both formal and informal options to suit different needs and preferences:
· Informal supports – social gatherings, lived experience stories
· Formal supports – peer support groups, advice line, mentoring partnerships


	Psychological Input
Providing psychological support to people with IBD in need is important part of care. Common psychosocial concerns for people with IBD include anxiety, depression, stress, body dissatisfaction, trauma, and disordered eating1, 3. Psychological input can improve mental health and quality of life5. For people with IBD, psychological interventions can address a range of psychological, social and IBD-specific concerns.

Key recommendations:
· Regularly enquire with consumers about their mental health and coping, to normalize discussions, reduce stigma and identify potential support needs early
· Normalize and encourage the option of psychological intervention as part of IBD management
· Discuss and assess concerns IBD consumers might have for possible referral:
· IBD management – coping with symptoms, surgery, medications
· Psychological distress – anxiety, stress, adjustment, embarrassment, trauma
· Social concerns – communication skills, social stigma, sexual dysfunction
· Be mindful of times of potentially higher psychological need, such as at diagnosis, during disease flare, hospitalization, and around surgery; also offer psychological support any time it is needed and wanted 
· Refer to psychologists / mental health workers who have knowledge of IBD and the mind-body connection 
· Be aware that there are different types of psychological interventions that might be sought, such as Cognitive Behavior Therapy and Hypnotherapy
· Explore other activities and interventions that might be psychologically supportive for consumers, such as exercise programs and pastoral care


	Accessible Services
IBD psychological services and supports such as education, social connection and psychological input should be accessible to people with IBD and their families/caregivers. These services should be made available in different formats and delivered by a variety of means in order to cater for individual needs, abilities, priorities and preferences.

Key recommendations:
· Integrate psychological services (including education, peer support and psychological input) directly into IBD care settings wherever possible so that they can be accessed freely
· Establish clear communication pathways to support ease of contact for consumers and timely responses 
· Allow sufficient time for consumers to ask questions and discuss concerns at clinic encounters 
· Offer a variety of delivery methods for services including face-to-face, telephone, telehealth, email and online
· Offer a variety of education formats including via in-person forums, online programs and written materials
· Establish pathways for carers and family members of consumers to access psychological services also
· Promote IBD psychological services widely to ensure people know what is available and where to get help


	Note – IBD=Inflammatory Bowel Disease; MDT=Multidisciplinary team; GP=General Practitioner
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