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Supplementary Table 5. Characteristics of focus groups and interviews 

Case 

Interview 

/Focus 

group 

Participants 

(Type) 

Participants 

(N) 

Gender 

 

Participants 

Age/Mean Age 

(Range) 

Patients Mean 

Age (Range) 

Duration 

(Min) 

CL1 

(Tok) 

CL2 

(Tok) 

CL3 

(Tok) 

CL4 

(Tok) 

CL5 

(Tok) 

1 I P 1 M 9.6 9.6 32:18 1 0 0 13 12 

2 I P 1 M 10.4 10.4 46:27 34 4 9 20 23 

3 I P 1 M 11.5 11.5 52:28 35 0 1 36 16 

4 I PR 1 M 34 7.7 51:27 31 22 19 29 11 

5 I PR 1 F 38 5.3 24:28 13 10 3 3 14 

6 I PR 1 F 22 1.6 22:06 10 4 1 7 6 

7 I S 1 F 17 18.4 24:21 8 7 10 20 8 

8 F S 2 2F 21.5 (20-23) 20.4 (18-22) 37:40 7 21 25 7 11 

9 F S 3 2F 1M 11 (9-12) 12.3 (8-19) 01:14:22 16 17 17 26 28 

10 F P 2 2F 17.9 (17-18) 17.9 (17-18) 36:39 11 10 10 12 16 

11 F P 5 3F 2M 19.1 (18-21) 19.1 (18-21) 01:21:15 40 32 34 26 27 

12 F P 4 4F 20.6 (18-22) 20.6 (18-22) 41:02 5 15 26 21 9 

13 F P 4 2F 2M 15.8 (14-17) 15.8 (14-17) 35:23 13 7 4 6 15 

14 F P 2 2M 8.5 (15-16) 8.5 (15-16) 41:26 14 9 4 26 15 

15 F P 3 3M 12.2 (10-13) 12.2 (10-13) 28:57 9 9 1 9 23 

16 F P 4 4F 9.5 (8-10) 9.5 (8-10) 36:25 2 3 2 16 8 

17 F PR 4 3F 1M 52.7 (40-59) 18.1 (17-18) 01:01:19 16 23 36 8 16 

18 F PR 6 6F 45 (39-47) 15.8 (15-16) 01:18:06 39 21 21 21 28 

19 F PR 4 4F 48 (44-53) 12.1 (11-13) 01:13:00 31 30 21 22 22 

20 F PR 4 4F 41.25 (31-46) 8.5 (5-10) 01:21:47 31 33 26 29 23 

21 F PR 2 2F 33 (31-35) 7.1 (6-8) 57:36 32 23 14 24 21 
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CL = Cluster; I = Interview; F = Focus; P = Patient; PR = Parents; S = Siblings, HP = Healthcare professionals, T = Teacher, Tok=number 

of Token, a single entity that is building blocks for sentence or paragraph 

 

 

 

22 F PR 3 3M 49.6 (44-57) 9.4 (8-10) 52:44 28 25 16 6 14 

23 F PR 3 2F 1M 40.6 (30-52) 4.3 (1-7) 01:08:31 22 35 13 26 32 

24 F PR 4 3F 1M 37.5 (32-42) 1.4 (7 months-2) 01:23:24 79 24 15 34 10 

25 F HP 5 5F 56.8 (50-63) - 01:41:24 8 61 61 8 13 

26 F HP 3 3F 40.6 (30-59) - 01:15:13 8 69 42 4 2 

27 F HP 6 6F 42.3 (31-59) - 01:07:19 12 61 42 11 3 

28 F HP 4 4F 54.2 (47-57) - 01:09:05 18 47 78 10 4 

29 F HP 6 5F 1M 43.5 (30-58) - 01:22:43 5 58 96 3 5 

30 F HP 4 4F 47 (32-57) - 01:17:49 13 62 69 9 3 

31 F T 5 4F 1M 53.4 (52-59) - 01:13:13 6 91 21 8 17 

32 F HP 5 5F 46.6 (33-64) - 01:24:42 11 61 96 13 4 


