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Objective : We conducted a questionnaire survey as a step to develop a guide for health-care transition of adoles-
cents and young adults with IgA nephropathy and minimal change nephrotic syndrome (MCNS).
Methods - To evaluate the current levels of recognition and utilization of the clinical guidelines for IgA nephropa-
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thy and MCNS, a questionnaire survey was conducted via e-mail from September to October 2018.

Results :

84 of 613 councilors of Japanese Society of Nephrology (13.7%) and 70 of 128 representatives of Japa-

nese Society for Pediatric Nephrology (54.7%) responded to the questionnaire. 66 and 70 respondents belonged to
internal medicine and pediatrics, respectively. There were significant differences in the levels of recognition and
utilization of the clinical guidelines for treatment of adolescents and young adults with IgA nephropathy and

MCNS between internal medicine and pediatrics.

Conclusions : It is necessary to recognize a treatment gap between internal medicine and pediatrics which can be a
barrier to health-care transition of adolescents and young adults with IgA nephropathy and MCNS. An adequate
guide and tools to aid in transitional care and acquisition of disease self-management skills specific to IgA
nephropathy and MCNS are needed to facilitate a successful health-care transition process.
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Table 1. Specialty of questionnaire survey participants (multiple answers allowed)

Respondents in Respondents in

Specialty councilors of JSN representatives of JSPN
n:84 n=70
Nephrology 66(78.6%) 1(1.4%)

19(22.6%) 1(1.4%)
19(22.6%) 70(100%)

Dialysis, Blood purification
Pediatric nephrology

JSN ! Japanese Society of Nephrology
JSPN ! Japanese Society for Pediatric Nephrology

Table 2. Years in practice of questionnaire survey participants

53

Years in practice Internal medicine Pediatrics
P n=66 n=70
less than 10 years 0(0.0%) 3(4.3%)

within 20 years more than 10 years
20 years or longer

28(40.0%)
39(55.7%)

12(18.2%)
54(81.8%)
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Table 3. Response to questions about clinical guidelines for IgA nephropathy

Internal medicine (%) Pediatrics (%)

"
Questions =66 =70

Do you know the following clinical guidelines for IgA nephropathy? (multiple answers allowed)

Guidelines for the treatment of childhood IgA nephropathy Ver.1.0 8 5 (22.7%) 0 (100%)
Clinical guides for IgA nephropathy in Japan, third version® 2 (93.9%) 0 (85.7%)
KDIGO clinical practice guideline for glomerulonephritism) 52 (78.8%) 58 (82.9%)
Evidence-based clinical practice guideline for CKD 2013/2018 2 5 (98.5%) 5 (92.9%)
Evidence-based clinical practice guidelines for IgA nephropathy 2014/2017 314 4 (97.0%) 1(87.1%)

Which clinical guidelines are the most, the second most, and the third most helpful in treating adolescents and young adults
with IgA nephropathy in their late teens and twenties? (multiple answers allowed)
<The most helpful clinical guidelines>

Guidelines for the treatment of childhood IgA nephropathy Ver.1.0 8 3 (4.5%) 43 (61.4%)
Clinical guides for IgA nephropathy in Japan, third version? 27 (40.9%) 13 (18.6%)
KDIGO clinical practice guideline for glomerulonephritisw) 5(7.6%) 5(7.1%)
Evidence-based clinical practice guideline for CKD 2013/2018""'? 11 (16.7%) 10 (14.3%)
Evidence-based clinical practice guidelines for IgA nephropathy 2014/2017'%% 37 (56.1%) 16 (22.9%)
Other guidelines 0( 0.0%) 0( 0.0%)
No guidelines are helpful 2( 3.0%) 6 ( 8.6%)
No response 6( 9.1%) 0( 0.0%)
<All the selected guidelines including the second and third most helpful ones>
Guidelines for the treatment of childhood IgA nephropathy Ver.1.0®) 4( 6.1%) 1(72.9%)
Clinical guides for IgA nephropathy in Japan, third version? 38 (57.6%) 9 (41.4%)
KDIGO clinical practice guideline for glomerulonephritism) 10 (15.2%) 3 (18.6%)
Evidence-based clinical practice guideline for CKD 2013/2018""'? 25 (37.9%) 9 (27.1%)
Evidence-based clinical practice guidelines for IgA nephropathy 2014/2017'3'% 50 (75.8%) 8 (54.3%)
Other guidelines 0( 0.0%) 0( 0.0%)

Do you know that "Evidence-based clinical practice guidelines for IgA nephropathy 2014/2017" apply to patients with IgA
nephropathy of all ages?

Yes 43 (65.2%) 45 (64.3%)

No 23 (34.8%) 25 (35.7%)
What do you think is the intended age group of the "Guidelines for the treatment of childhood IgA nephropathy Ver.1.0"?

< 20 years old 1(1.5%) 9 (12.9%)

18 years or younger 6 (24.2%) 26 (37.1%)

15 years old or younger 45 (68.2%) 34 (48.6%)

No response ( 6.1%) 1( 1.4%)
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Table 4. Response to questions about clinical guidelines for nephrotic syndrome

Questions Internal medicine (%) Pediatrics (%)
n=66 n=70
Do you know the following clinical guidelines for nephrotic syndrome? (multiple answers allowed)
Clinical practice guideline for pediatric idiopathic nephrotic syndrome 201 31 6 (24.2%) 0 (100%)
KDIGO clinical practice guideline for glomerulonephritis'®'” 51 (77.3%) 56 (80.0%)
Evidence-based clinical practice guideline for CKD 2013/2018'"? 5 (98.5%) 1(87.1%)
Evidence-based clinical practice guidelines for nephrotic syndrome 2014/2017'%1% 63 (95.5%) 55 (78.6%)

Which clinical guidelines are the most, the second most, and the third most helpful in treating adolescents and young adults with
nephrotic syndrome in their late teens and twenties? (multiple answers allowed)

<The most helpful clinical guidelines>

Clinical practice guideline for pediatric idiopathic nephrotic syndrome 201 319 4 ( 6.1%) 65 (92.9%)
KDIGO clinical practice guideline for glomerulonephritis1e,17) 8 (12.1%) 7 (10.0%)
Evidence-based clinical practice guideline for CKD 2013/2018'12 18 (27.3%) 9 (12.9%)
Evidence-based clinical practice guidelines for nephrotic syndrome 2014/2017'81% 47 (71.2%) 10 (14.3%)
Other guidelines 0( 0.0%) 0( 0.0%)
No guidelines are helpful 3( 4.5%) 2(2.9%)
No response 5( 7.6%) 0( 0%)
<All the selected guidelines including the second and third most helpful ones>

Clinical practice guideline for pediatric idiopathic nephrotic syndrome 201 31 4(6.1%) 67 (95.7%)
KDIGO clinical practice guideline for glomerulonephritismﬂ 17 (25.8%) 3(18.6%)
Evidence-based clinical practice guideline for CKD 2013/2018'"12 34 (51.5%) 7 (24.3%)
Evidence-based clinical practice guidelines for nephrotic syndrome 2014/2017'81% 52 (78.8%) 31 (44.3%)
Other guidelines 0( 0.0%) 0( 0.0%)

Do you know that "Evidence-based clinical practice guidelines for nephrotic syndrome 2014/2017" apply to adult patients?

Yes
No
No response

59 (89.4%) 62 (88.6%)
6( 9.1%) 8 (11.4%)
1( 1.5%) 0( 0.0%)

What do you think is the intended age group of the "Clinical practice guideline for pediatric idiopathic nephrotic syndrome 2013"?

< 20 years old

18 years or younger

15 years old or younger
No response

2( 3.0%) 13(186%)
7 (25.8%) 32 (45.7%)
45 (68.2%) 24 (34.3%)
2( 3.0%) 1(1.4%)
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