Additional File 2

Search Strategy for Gray Literature

Search Strategy for Google Advanced Search

1.

(parent* OR caregiver*) AND (“rare disease*” OR “orphan disease*” OR “rare
disorder*” OR “rare diagnosis*” OR “rare condition*”) AND (“information need*”
OR “knowledge need*” OR “information preference*” OR “knowledge
preference*”)

(parent* OR caregiver*) AND (“rare disease*” OR “orphan disease*” OR “rare
disorder®” OR “rare diagnosis*” OR “rare condition*”) AND “clinical trial” AND
(experience* OR satisfaction* OR decision-making OR “decision making” OR
knowledge OR information OR opinion*)

Search Strategy for Perplexity Al

1.

“What are the knowledge needs and preferences of parents regarding pediatric
rare disease clinical trials?”

“What are parents’ informational needs about clinical trials for rare diseases?”

“What do parents want and need to know about pediatric rare disease clinical
trials?”

ProQuest Dissertations & Theses Global database via Clarivate

1.

(parent* OR caregiver*) AND (“rare disease™” OR “orphan disease* OR “rare
disorder*” OR “rare diagnosis®” OR “rare condition*”) AND (“information need*”
OR “knowledge need*” OR “information preference*” OR “knowledge
preference*”)

(parent* OR caregiver*) AND (“rare disease*” OR “orphan disease*” OR “rare
disorder®” OR “rare diagnosis*” OR “rare condition*”) AND “clinical trial” AND
(experience* OR satisfaction* OR decision-making OR “decision making” OR
knowledge OR information OR opinion*)



