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Supplementary material

Supplementary Table 1. Ovid literature search strategy*

Search type

Search terms

Disease-related

terms

Bothnia retinal dystrophy OR fundus albipunctatus OR newfoundland rod-

cone dystrophy OR retinitis punctata albescens AND retinitis pigmentosa

Concepts of

interest

quality of life OR disability OR morbidity OR mortality OR epidemiology OR
prevalence OR incidence OR risk factor OR co-morbid OR pattern OR trend
OR estimate OR project OR extrapolate OR hospitalisation OR drug utility OR
resource utility OR length of stay OR emergency room OR emergency
department OR economic OR cost OR expense OR work OR productive OR

present OR absent OR loss

Qualitative

research terms

visual activities questionnaire AND patient reported outcome OR Quality
adjusted life years OR Disability adjusted life years OR preference OR

qguestionnaire OR scale OR score OR satisfaction OR utility

*Limits applied (English, human)

Supplementary Table 2. Search to identify qualitative literature in the RP/LCA population

Search type

Search terms

Disease-specific

terms

retinitis pigmentosa OR RPGR OR retinitis pigmentosa GTPase regulator OR
bothnia dystrophy OR newfoundland rod-cone dystrophy OR RLBP1 RP OR
RLBP1 retinitis pigmentosa OR RLBP1 OR RPE65RP OR RPE65-mediated
inherited retinal dystrophy OR RPE65-mediated inherited retinal disease OR
RPE65-mediated inherited retinal degeneration OR RPE65-mediated
inherited retinal disorder OR usher syndrome OR bardet-biedl syndrome OR

laurence-moon syndrome OR laurence-moon-bardet-biedl syndrome OR
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Supplementary Table 2. Search to identify qualitative literature in the RP/LCA population

Search type

Search terms

bassen-kornzweig syndrome OR refsum disease OR refsum syndrome OR
NARP syndrome OR neuropathy ataxia retinitis pigmentosa OR leber
congenital amaurosis OR alstrom syndrome OR early childhood-onset
retinitis pigmentosa OR severe early childhood onset retinal dystrophy OR

early childhood onset severe retinal dystrophy

Qualitative

research terms

qualitative OR hermeneutic OR interview OR delphi OR focus group OR
phenomenology OR ethnography OR grounded theory OR thematic analysis
AND exp OR qualitative research OR qualitative analysis OR exp interview OR
interviewers OR interviewing OR interviews as topic OR exp focus groups OR
exp phenomenology OR ethnography OR grounded theory OR thematic

analysis
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