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Table S1. Domain Level EQ-5D-5L Participant Responses

EQ-5D Domain Total Sample (N=20) Subgroups

Carers With XLH Diagnosis 
(N=4)

Carers Without XLH Diagnosis 
(N=16)

Mobility

No problems 10 (50%) – 10 (50%)

Slight problems 4 (20%) – 4 (25%)

Moderate problems 3 (15%) 2 (50%) 1 (6%)

Severe problems 3 (15%) 2 (50%) 1 (6%)

Unable to walk about – – –

Self-care

No problems 15 (75%) – 15 (94%)

Slight problems 3 (15%) 2 (50%) 1 (6%)

Moderate problems 1 (5%) 1 (25%) –

Severe problems 1 (5%) 1 (25%) –

Unable to wash or dress – – –

Usual activities

No problems 11 (55%) – 11 (69%)

Slight problems 4 (20%) 1 (25%) 3 (19%)

Moderate problems 2 (10%) 1 (25%) 1 (6%)

Severe problems 2 (10%) 1 (25%) 1 (6%)

Unable to do usual activities 1 (5%) 1 (25%) –

Pain/discomfort

No pain or discomfort 9 (45%) – 9 (56%)

Slight pain or discomfort 3 (15%) – 3 (19%)

Moderate pain or discomfort 4 (20%) 1 (25%) 3 (19%)

Severe pain or discomfort 3 (15%) 2 (50%) 1 (6%)

Extreme pain or discomfort 1 (5%) 1 (25%)

Anxiety/depression 

Not anxious or depressed 7 (35%) – 7 (44%)

Slightly anxious or depressed 7 (35%) 2 (50%) 5 (31%)

Moderately anxious or depressed 4 (20%) 1 (25%) 3 (19%)

Severely anxious or depressed 2 (10%) 1 (25%) 1 (6%)

Extremely anxious or depressed – – –
Abbreviations: N, number of participants; XLH, X-linked hypophosphatemia.


