	
	
	



	
	
	



Supplemental Digital Content: Survey items
Q1. With which gender do you identify?	
	Male
	Female
	Transgender female
	Transgender male
	Gender variant/ non-conforming
	Prefer not to say
	Not listed (please specify)

Q2. What is your age in years?

Q3. What is your profession?
	Audiology
	Optometry
	Orthoptics

Q4. Which teaching clinic are you affiliated with?

Q5. In which year did you complete your clinical degree?

Q6. How many years of experience for you have in your clinical profession (provide a general estimate in years)?

Q7. Which patient groups have you provided care for in the past?
	Pediatrics only
	Adults only
	Both adults and children

Q8. Which patient groups do you currently provide care for?
	Pediatrics only
	Adults only
	Both adults and children

Q9. Do you have any type of clinical specialty (in your past or current roles) e.g., hearing aids, stuttering, low vision?

Q10. Have you heard of Usher syndrome?
	Yes
	No 
	Unsure

Q11. Do you know the cause of Usher syndrome?
	Yes
	No 
	Unsure

Q12. (If Yes or Unsure): What do you think is the cause of Usher syndrome?

Q13. Which of the following senses are affected in Usher syndrome (tick all that apply)?
	Audition (hearing)
	Gustatory (taste)
	Nociception (pain)
	Olfaction (smell)
	Proprioceptive (body position)
	Somatosensory (touch)
	Vestibular (balance)
	Vision (sight)

Q14. There are multiple types of Usher syndrome. Depending on the type of Usher syndrome, individuals may experience the following (tick true or false for each line):
	Ataxia (lack of muscle control)
	Later onset vision loss (in middle age)
	Congenital onset vestibular dysfunction
	Cataracts (lens opacities)
	Conductive hearing loss (middle ear related hearing loss)
	Congenital onset vision loss
	Disequilibrium (imbalance)
	Congenital onset hearing loss
	Progressive vision loss
	Fine motor delay
	Glaucoma (damage to the optic nerve)
	Gross motor delay
	Hearing loss
	Later onset vision loss (in adolescence)
	Macular dystrophy (initial central vision loss)
	Migraine
	Later onset vestibular dysfunction (in middle age)
	Nausea
	Sensorineural hearing loss (nerve or inner-ear related hearing loss)
	Nyctalopia (night blindness) 
	Otosclerosis (abnormal hardening of bone structures in the ear)
	Post-lingual onset hearing loss
	Postural instability
	Progressive hearing loss (declining hearing)
Retinitis pigmentosa (progressive peripheral vision loss, may include macular oedema)
	Strabismus (turned eye)
	Tinnitus (ringing in the ears)
	Later onset vestibular dysfunction (in adolescence)
	Vertigo (dizziness)
	Unilateral hearing loss (single-sided hearing loss)
	Vestibular dysfunction
	Vision loss

Q15. Which healthcare professions do you believe have a role in providing Usher syndrome-specific care to individuals with Usher syndrome and/or their family? Tick ONE box for each profession to indicate if they have a key role, a secondary (or possible) role, or no particular role.
	Audiologist
	Behavioral optometrist (vision therapist)
	Dietician
	Exercise physiologist
	General practitioner
	Geneticist
	Genetic counsellor
	Neurologist
	Occupational therapist
	Ophthalmologist
	Optometrist
	Orientation and mobility specialist	
	Orthoptist
	Orthotist
	Osteopath
	Otorhinolaryngologist (ear-nose-throat specialist)
	Pediatrician
	Physiotherapist
	Podiatrist
	Psychologist
	Social worker
	Speech pathologist

Q16. What are some of the key aspects of the management strategies within your own discipline for individuals with Usher syndrome? If you can, comment briefly on how these differ by age and stage of the condition.

Q17. Is there anything else you would like to share that is related to your awareness or knowledge of Usher syndrome (e.g., relevant past or current clinical experience or training you have received).

Q18. We hope to further study and explore methods that increase awareness and knowledge of Usher syndrome. Topic areas may include increasing clinician knowledge and developing referral pathways. Do you have any suggestions regarding the best way to do this (e.g., which areas to tackle first; how to increase awareness or knowledge levels).
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