Additional file 4. Definition of all codes
Table S4. Definition of all codes

	COM-B domain
	Domains based on TDF
	Construct
	Code
	Definition

	Psychological Capability
	Knowledge
	Professionals’ knowledge
	Clinicians’ awareness/familiarity of/with rare syndromes
	Clinical teams’ familiarity with rare syndromes and their diagnostic criteria.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Challenges of rare disease diagnosis
	Challenges in establishing definitive diagnoses for rare syndromes.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Guidelines availability
	Availability of guidelines and clinical protocols for managing rare syndromes.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Clinicians (lack of) Knowledge
	Clinical teams’ knowledge and understanding of rare syndromes.


	
	
	
	
	

	
	
	
	
	

	
	
	
	Differences in knowledge across regions/institutions
	Regional and site-specific variations in expertise and resources for managing rare syndromes.


	
	
	
	
	

	
	
	
	
	

	
	
	Provide knowledge to patients
	Risk education

	Process of explaining risks and providing knowledge to patients for informed evaluation.


	
	
	
	
	

	
	
	
	
	

	
	
	
	Individuals' health literacy
	Understanding of health (literacy) of RTRS.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Clinicians' approach to information delivery
	Methods and strategies used by clinicians to deliver health-related information to patients.


	
	
	
	
	

	
	
	
	
	

	
	Memory, attention and decision processes

	Decision making

	Clinicians’ decision-making
	The clinical teams’ decision-making process.


	
	
	
	
	

	
	
	
	
	

	
	
	
	Family history
	Influence of family history on professionals’ decisions, referral and recommendations.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Previous experience
	Knowledge gained through previous clinical practice.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Patient decision
	Situations where clinicians indicate that the final decision should be made by the patient.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Patient context
	Clinicians' incorporation of patients' life circumstances and context into clinical decisions.

	
	
	
	
	

	
	
	
	
	

	
	
	Team expertise

	-
	Shared knowledge and skills within a team that support sound decision-making and effective care.

	
	
	
	
	

	
	
	
	
	

	
	
	
Multidisciplinary discussion + experts


	-
	Collaborative exchanges among professionals from different specialties and expert domains to support decision-making in complex or uncertain cases.

	
	
	
	
	

	
	
	
	
	

	
	Skills
	Skills’ development
	-
	Improvement of clinical skills through training, education or practice.

	
	
	
	
	

	
	
	
	
	

	
	
	(Lack of) Ability
	-
	Competence and capacity to recognise and respond to clinical situations.

	
	
	
	
	

	
	
	
	
	

	
	
	Communication
	Communication challenges
	Challenges in communicating with patients to ensure clear and effective communication.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Simplification of medical information
	Process of translating complex medical terminology and concepts into clear, straightforward language that is easily understandable.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Tailoring of communication
	Adjustment of the amount, detail, and style of information shared during clinical consultations to match each patient’s unique needs, desires, and characteristics.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Training on communication
	Clinicians' perceived need for developing skills in patient communication.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Active listening
	Attentive hearing of patients’ concerns and questions.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Guidance on care pathways
	Communication of information about next steps and care options.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Empathy and emotional support
	Communication that shows understanding and offers emotional reassurance to patients.

	
	
	
	
	

	
	
	
	
	

	
	
	
	System influences on communication
	Organisational processes that affect how patients receive and understand information

	
	
	
	
	

	
	
	
	
	

	Physical Opportunity
	Environmental context and resources
	Appointment logistics
	-
	Challenges related to organising and attending care appointments.

	
	
	
	
	

	
	
	
	
	

	
	
	Waiting times
	-
	Waiting time to access any service.

	
	
	
	
	

	
	
	
	
	

	
	
	Workload
	-
	High patient volumes and administrative demands that reduce time for thorough consultations or personalized care.

	
	
	
	
	

	
	
	
	
	

	
	
	Economic/Financial costs
	For patients
	Financial barriers for patients

	
	
	
	
	

	
	
	
	
	

	
	
	
	To services
	Financial barrier to services

	
	
	
	
	

	
	
	
	
	

	
	
	

Human resources


	-
	Specific lack of skilled professionals to manage rare syndromes or coordinate multidisciplinary care.

	
	
	
	
	

	
	
	
	
	

	
	
	Material resources
	-
	Insufficient or outdated equipment, hindering diagnostic or surveillance capabilities.

	
	
	
	
	

	
	
	
	
	

	
	
	New service provision
	-
	Gaps between recommended surveillance protocols and real-world implementation due to resource or systemic constraints.

	
	
	
	
	

	
	
	
	
	

	
	
	Communication channels
	-
	Views about methods used to maintain contact between patients and clinicians.

	
	
	
	
	

	
	
	
	
	

	
	
	Care organisation
	-
	Challenges and variability in organising and coordinating multidisciplinary care.

	
	
	
	
	

	
	
	
	
	

	
	
	(Des)centralised care
	-
	(Des)centralisation of specialised care.

	
	
	
	
	

	
	
	
	
	

	
	
	Collaboration between services
	-
	Interactions and communication among healthcare departments or specialists regarding patient care.

	
	
	
	
	

	
	
	
	
	

	
	
	Psychological support
	-
	Availability, accessibility, and adequacy of the psychological support service.

	
	
	
	
	

	
	
	
	
	

	
	
	Consultation time
	-
	Views about appointment durations based on clinicians and patients’ needs.

	
	
	
	
	

	
	
	
	
	

	Social Opportunity
	Social influences
	-
	-
	Interpersonal influences on behaviour

	
	
	
	
	

	
	
	
	
	

	
	
	Social norms
	-
	Attitudes and expectations, e.g., societal perceptions about something. 

	
	
	
	
	

	
	
	
	
	

	
	
	Family pressure
	-
	Pressure of family members on the patients’ or clinicians’ decisions.

	
	
	
	
	

	
	
	
	
	

	
	
	Social support
	-
	Refers to the availability and referral to formal and informal networks that provide emotional, practical, and experiential assistance.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Relationship patient-clinician
	Relationship between the patients and the clinicians.

	
	
	
	
	

	
	
	
	
	

	
	
	Intergroup professional relationship
	-
	Views about collaboration and communication between different professional groups.

	
	
	
	
	

	
	
	
	
	

	
	
	Peer influence
	-
	How colleagues’ views and experience can affect decisions in practice.

	
	
	
	
	

	
	
	
	
	

	
	
	Family history
	Influence on communication
	Influence of family history on clinicians’ communication with patients.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Influence on patients’ decisions
	Clinicians’ perceptions of how family history influences patients’ decisions.

	
	
	
	
	

	
	
	
	
	

	Reflective Motivation
	Goals
	
Implementation intention


	-
	
The plan that one creates in advance of when, where, and how one will enact a behaviour


	
	
	
	
	

	
	
	
	
	

	
	Social/Professional role and identity
	Professional confidence
	-
	Belief in his or her repertoire of skills and ability.

	
	
	
	
	

	
	
	
	
	

	
	
	Professional role
	-
	Perception of the responsibilities, boundaries, and expectations associated with their role.

	
	
	
	
	

	
	
	
	
	

	
	Beliefs about consequences
	Outcome expectancies
	Perceived emotional impact on patients
	Perceived effects of actions or information on a patient’s emotions.

	
	
	
	
	

	
	
	
	
	

	
	
	
	Cost-effectiveness of early detection
	Perception of the balance between the resources, effort, or costs involved in early identification and the potential benefits

	
	
	
	
	

	
	
	
	
	

	
	
	
	Impact of continuity and coordination of care
	How regular follow-up and coordination between professionals influence the quality, safety, and experience of care for individuals.

	
	
	
	
	

	
	
	
	
	

	
	
	-
	-
	Extend to each an individual accept the outcome of a behaviour

	
	
	
	
	

	
	
	
	
	

	
	Beliefs about capabilities
	-
	-
	Extend to each and individual beliefs and their capability to perfom a behaviour

	
	
	
	
	

	
	
	
	
	

	
	Beliefs
	-
	-
	Refers to the personal convictions, assumptions, and perspectives regarding the medical condition, risks, communication, and the care process.

	
	
	
	
	

	
	
	
	
	

	Automatic Motivation
	Emotion
	-
	-
	Emotional reaction to a situation or decision

	
	
	
	
	

	
	
	
	
	

	
	Habit
	-
	-
	Refers to the established, systematic procedures and habitual practices.

	
	
	
	
	

	
	
	
	
	



