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Rare diseases dentists should know about: Part 1.
The rare disease system and rare diseases in the
dental clinic
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A rare disease is a disease with a prevalence of <20,000 people or unknown prevalence because of difficulty in
diagnosis, as determined standards set by the Ministry of Health and Welfare. In 2024, 66 new rare diseases were
added to the list, bringing the number of nationally managed rare diseases from 1,248 (2023) to 1,314 (2024). In
a retrospective study of rare disease patients presenting to pediatric dentistry, the top diseases included 23 cases
of Lennox-Gastaut syndrome, 20 cases of Moyamoya disease, 17 cases of Tetralogy of Fallot. In the study of pa-
tient cooperation, about 58.3% of patients reported negative cooperation. 113 patients (30.8%) received general
anesthesia for dental treatment and 55 patients (15.0%) were sedated. According to a survey of parents of children
with rare diseases, the highest need for payment support for dental treatment for children with rare diseases
is prosthetic treatment (59%), followed by orthodontic treatment (58%), general anesthesia and hospitalization
(46%). When it comes to dental care for children with rare diseases, caregivers feel that the most needed improve-
ment is more specialized dental facilities (54%), followed by expanded reimbursement (49%) and more specialized
dental staff (42%). When patients with rare diseases are able to eliminate oral pain through dental care and are
able to eat better through the mouth, their systemic health can improve. Therefore, it is important to continue to
advocate for policy proposals to provide national coverage for dental care so that patients with rare diseases have
access to quality dental care. (J Korean Dent Assoc 2025, 63(3): 111-116)
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Figure 1. Distribution of rare disease patients according to the special exemption code.
The special exemption codes classify diseases eligible for medical cost exemptions in
South Korea. V269 covers congenital heart defects like atrial septal defect and Fallot
syndrome. V233 includes Lennox-Gastaut and West syndromes. V900 applies to ultra-
rare diseases. V128 is for Moyamoya disease. V217 includes William’s, Angelman, and
CATCH22 syndromes. V158 relates to conditions causing short stature. V117 covers
metabolic disorders, and V159 applies to Down syndrome.

Table 1. Retrospective rare disease patient classification and distribution using KCD codes
Classification KCD code  Patient (n, %)
MSK  Diseases of the musculoskeletal system and connective tissue MO00-M99 1(0.4%)
END  Endocrine, nutritional and metabolic diseases E00-E90 20 (7.2%)
CON  Congenital malformations, deformations and chromosomal abnormalities Q00-Q99 149 (54.0%)
DIG Diseases of the digestive system K00-K93 1(0.4%)
CIR  Diseases of the circulatory system 100-199 20 (7.2%)
NER  Diseases of the nervous system G00-G99 47 (17.0%)
PSY  Mental and behavioural disorders F00-F99 4 (1.4%)
BLO Diseases. of the blood and blood-forming organs and certain disorders involving the immune D50-D89 10 (3.6%)
mechanism
RES  Diseases of the respiratory system J00-J99 0 (0.0%)
Etc.  Rare diseases without KCD code not assigned 24 (8.7%)
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Table 2. Caregiver’s requests in dental treatment for patients with rare diseases

Question Caregiver’s requests %

Financially burdensome dental care General anesthesia and hospitalization 40
Orthodontic treatment 38

Prosthetic treatment 38

Restorative treatment 19

Pulp treatment 13

Fluoride application 6

Dental treatment that requires insurance coverage Prosthetic treatment 59
Orthodontic treatment 58

General anesthesia and hospitalization 46

Restorative treatment 39

Pulp treatment 27

Fluoride application 23

Dental care system that requires improvement Increase in specialized dental care facilities 54
Expansion of insurance coverage 49

Increase in specialized dental professionals 42

Coordination with pediatricians 32

Oral care information 14

"Negative'Q! -9+ 4478(45.8%) 2.2 °F 58.3%2] TA}7} H
AAQl PRreg BYlrk A7t A= Wol thiet 2AF At A
Al E e 8k 113%(30.8%)°11L, 22 217 551
(15.0%)°1ct. 2|3} 2| & A 48“ﬂ(14 2%)9] EA7} kA 3¢
BAE B85, B8 521 k2] tis) 20| Bagt g
A= 2878(8.2%)°] 91Tt

wetA], 517 BAke] A3t A HAIAQL 217 A
O _T’_Ei

0 gxE B50w Qs AR of2go] i, X A
Ap5o] o] 9lof W59 Agle] that ojst wEA] B
a3 ol
ok, A48l A4 ) el ek 84 Al
3l AAg g3} 1919 HA Z=H]| 9] 2 <F 2,200,000

9 opdoldet. vlgo] &It ALEHEIFTF) 242
1,090,00097} 1,356,0009 20 & =2 H]-89] X|7H|7}
AEH 1 Y g =S BARS
o] ok 189,000o|H, E3| H|F
o] ZFz} <F 101,0009%} 116,000 _E‘%E}‘*‘ﬁr
AE2Q1 AFHE B4 o A= A7 AE-2] AEHNER)S] 7
1919 4 A2 H]7} 3,100,0009-2 Z235HH, 4817 741% él

SHCIRE Bl 208 50 u.82] ARH]7t A2E 7 9
%A}, olefat AAE Here ojzuluet opet A2 9 W
SO BAISHE 2714l Hlg-0 2 ole) 71E9] Aol &

2 S8 AR A3t A7 T UEE 24 A3
3| AAS Aol A BEAE thAto B2 AEZAJE A5}
%THTable 2). 126%] ¥ 5417} thg.0] Exfo] ofs] 24 &
g S5t si71as o) Aat R0l AAH o g

sgjo] 2 G=o] e A4 L AWl 7 E3k
3, ARG, BANRE) 9 £AS B 3
gk ofglolse] Xt Az A oz HAo] Bagh 3% ohel
A BN RGO 7V B9k, X RG89, A

0 Q6% 59 <A1 Bt SE ofelolse] Azt

A z0A] 744 o] Wagh Sol AEAT o)A 5
7H5497} 7V ok, ol RAgSke(don, HEAIT ol
A 5429 59 2412 BATE A7t A3 AR S A 1
3 7P b4l ol AT Xok B5o] asly, 24
A P

55 TomA EEARE ol Hisiie J F2 3=

114



A AR 8 4 910 BEsiTE gt Al
of chat W] o] dolet. HEAES 57188 ofol 5
7} A2 A AR B 59 4 JES AN 5 gl
20| 2t Wasehe o AN
E9

37148k W 5 3%0] ofgix W] 2H grlHoz
52w w4, et 1 A4z el A8l A
A o] 2 EAJo]w, MR} S Fagro] B 442)
AN A ] 90T Tl

2 3J74glo] ZAJato, Lk ol] o
3 ka1 QtP. 2022¢ Yang 59 G-
E}Euﬂ U]%OHHL 55091 9] ofglole} AJ<lo] «H’W%g
a1 QUL o] 2 QIR A FAIA B 99709 2 Ak
2l shgit. o] Hl-goll= A 9f&H] 4,490% 22l(45%), 7
I8 43709 221d4%), Ble=H] 7309 2El(7%), H¥
o] Hg=]7] o= ol=H] 3809 E#(4%)7F Z3H AP, s
=2 2022 S| HAESA} SA| B0l wh=H 1,12370 A2 F
& 770712 3HELe] AR SEF 0] FEA =
54,95278°1 31t} et=2 SlAER o 2 XY=, 5|7 de 4
A5 AEor ERIFEEE SURH Y 10%= B4k,
A5 120% IRt Ak 2R EES 3Rt 9
TH] A AAMA ol M A A=t T1efut, 571 ghAke) 2|3t
o Tt o= H|A] 2 ululgt AJefolct.

20249 Joo ‘5O Mt A| 2ol et sf7idgt
oflo]e] A3} A2 HFE ZAfs}o] LRSI, 201517
AL 78672 AR S A At Ao WEshe Fae

A|oR-A15(34.85%), TEAR(19.17%), WAARE(15.55%),
914H10.21%) 51t AFAE EHnervous system)°] U=
AR o w2 W= AolE 7ML AL, o= I8 Al

A|&=0] o]2fo] Qlo] AHE 2 oA AmL & ?Hxl T
H 2S¢ A v 4L 1ok AR 7188 714 9]
AATAEL A4luH stoll 71/ dadA =t ﬂ#@ T

o BuSIR A2 W gih

rob

O ZzZ|gH

A=

3 G

S 201940 A9, YREI FESle] Aol
U 410k Sjo) A3t 2|57t Aao] Elofof 51, B
£740] of8] ojssi Eelel X|EA o] 22 FoA &

115

0] ;(] ol

-

N

_—

=

;_(-}
9 ot 3)
SX

£ v ol o

L.
.
=

[slth. 220, 599)

7
= A% A= b= Aldo] F=Es)
o]‘EOﬂ

5|78 2] A3} A ot Betsle] vlu g AR
gt olz] A glo] HEslo] olmy] o] .2 Aeolch wh
oA, H9de TS0 3} 2w gt vl B olw a7
rjolsto] 27 Ajele] AA|A X|glo] & 4 YEE Ao
welo] B alw, A7} Qo F24olelol) FolAs Higo]

AzH] 9 HAEE) 29 2 A aH] A go] o]20]d 4 9]

A
i

=13

=
-0 A
=T

i)

E

Iﬂ

(]
el

gy

l:I

TET

TE x&20] AMA Aoto] LRt Abefolh gy, Fm

ehlollA] AZBHL Sl S17:48] chet ofsta Aol A
THoAIEo] 248 4 9l 774 U 54 L 77 wrelo] ohat
QA Po] Bl ufeh], 5798 BApe) X7t Az
A) B 2 Sl AR Age] Bas Adolnz, 5714
3 S50 TRk IR QAR Fo] 3718 5 UEE A3t

A 427159 1=2o] Y@ sick
39148 g50] A3t A 2% 5o 74U B30l AAE
o FHOE G4 T L 5 W H, AAAL A7o]

FE 7 et A, oj71aet ehate] 2|3 2 2ol Hiet 4]

o] 2fF 4 Y= A%H2 FA A F T4
A99] UL ol LY A3t ARG B 4 YT sfof
2 ol

Conflicts of Interest: None

References

1. The Lancet Global Health. The landscape for rare diseases in
2024. Lancet Glob Health 2024; 12: e341.

2. Ahn YJ. Domestic and international rare disease policies and
research trends [Internet]. National Biotech Policy Research
Center BioINpro; 2020 [cited 2024 Jun 25]. Available from:
https://www.bioin.or.kr/board.do?num=300917&cmd=view
&bid=report.

3. Kim SY, Lim BC, Lee JS, Kim WJ, Kim H, Ko JM, et al. The
Korean undiagnosed diseases program: lessons from a one-
year pilot project. Orphanet ] Rare Dis 2019; 14: 68.

4. Ministry of Health and Welfare Press Release [Internet]. Min-
stry of Health and Welfare: 2017 [cited 2024 Jun 25]. Available



from: https://www.mohw.go.kr/board.es?mid=a1050301010
0&bid=0027&act=view&list_no=343355&tag=&nPage=1.

5. Korea Disease Control and Prevention Agency Rare Disease
(KDCA) Helpline [Internet]. KDCA [cited 2024 Jun 25]. http://
helpline kdca.go.kr.

6. Korean Statistical Information Service Statistical Database
[Internet]. Statistics Korea [cited 2024 May 10]. http://www.
kosiskr.

7. Korea Disease Control and Prevention Agency. 2022 annual
report on the rare disease patients in Korea. Cheongju: Ko-
rea Disease Control and Prevention Agency; 2024. p. 17-23.

8. Baird PA, Anderson TW, Newcombe HB, Lowry RB. Genetic
disorders in children and young adults: a population study.
Am ] Hum Genet 1988:; 42: 677-93.

9. Yang G, Cintina I, Pariser A, Oehrlein E, Sullivan J, Kennedy
A. The national economic burden of rare disease in the Unit-
ed States in 2019. Orphanet ] Rare Dis 2022; 17: 163.

10.Joo YS, Lee JH, Choi HJ, Song JS, Lee KE, Kang CM. Dental

treatment patterns in pediatric patients with rare diseases:
a retrospective analysis at Yonsei University Dental Hospi-

tal. ] Korean Acad Pediatr Dent 2024: 51: 417-31.

116



