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A Study on the Actions for School Supporting
System on a Case of Rare Disorders
Hsu, Hsiao-li

Abstract

The present study adopts the action research approach. By
means of integration of resources, in-class support, we launched
five in-class publicity programs. Further associating ourselves
with the doctors and such medical professional resources, we
focused on a case of hypohidrotic ectodermal dysplasia—a sort of
rare disorders in a primary school to construct the school
supporting system. The study is intended to enhance such case for
better interaction with peers, enhance the self-awareness,
in-transfer support and offer significant notes in the construction

of the supporting systems.

The study yields primarily the following findings:
I. Improvement of the subject case:

(a) The results of the pre- and post-social measure 3.0 tests
of the Counseling Office indicate that Case’s social
status index (Celestial Horse) improves from the
threshold limit value (TLV) to ordinary. The social
status (Coie) in the class improved from being rejected
to ordinary. The frequency of being rejected dropped
from 19 times to 4 times. The case already entered
the secondary body.

(b) Results of interview with the Case’s Homeroom Teacher,
I



I1.

I11.

IV.

VI.

parents, peers, the Case as well as questionnaire survey
indicate that the Case significantly improved in
interpersonal relationship, emotion management and
acceptability to peers.

The construction of the school supporting system has
rendered support to the Case, the Case’s Homeroom Teacher,
parents, peers and schoolteachers.

The enforcement of the school supporting system can
enhance the acceptation of his classmates.

The enforcement of the school supporting system has
enabled the Case to better understand himself.

The enforcement of the school supporting system has
virtually helped the Case satisfactorily transfer into a junior
high school which is appropriate in both software &
hardware.

The present study has offered the construction of

supporting systems and the relevant issues.

Based on the findings yielded through the present study, the

Study offers handy and concrete proposals to the competent

authorities in charge of education, school, school teachers of the

resource-oriented class and parents of the rare disorders. It, as

well, offers proposals regarding the restriction over the study and

future study.

Key Words: rare disorders, hypohidrotic ectodermal dysplasia,

construct, school supporting system.
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FE TR

SSRGS

AL PR

© 01 W P&/ ASPL B il Amino acid metabolic disorders / Organic acidemias

101 [ [ Phenylketonuria (PKU)

102 |y BT P Homocystinuria

103 By i T e v Hereditary tyrosinemia

104 |y Prlge PR s Hypermethioninemia (Methionine
adenosyltransferase deficiency,
MET)

105 (Fp St Maple syrup urine disease (MSUD)

106 PR iy Tl Pk Nonketotic hyperglycinemia

107 [Pk o Cystinosis

108  |PH & KL i - Tetrahydrobiopterin deficiency

109 |EFFHLPRE-ST- ~ 572 - BT B Tyrosinemial I - II - III

110 |fyEEs JLpR e Hyperlysinemia

111 W Histidinemia

112 (PR 2 PR Methylmalonic acidemia (MMA)

113 |[Elrspe ok Isovaleric acidemia (IVA)

114 |t Propionic acidemia (PA)

115 |52 pRAybE o Y- -~ T B Glutaric aciduria type I, II

116 B-EF-3-PIELS T peToE (PR 3 |3-Hydroxy-3-methyl-glutaric

ELHD acidemia

117 |Z PR TRl 78 A F& ("SR G0 % |3-Methylcrotony-CoA carboxylase
deficiency

118 |23+ (" THET ) Multiple carboxylase deficiency

119 [ F) T pe Hyperprolinemia

120 [ A BR L% BL PR KT AR B T 7 - Aromatic L-amino acid
decarboxylase deficiency

© 02 sk BB i Urea cycle disorders
201 | NEpRTOE Citrullinemia
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202 |RLH PR P RL R T 1 Omithine transcarbamylase
deficiency

203  [C[HRA R £ Y T T T Nitroacetylglutamate synthetase
deficiency ( NAG)

204 |(H 94 05 )

© 03 H [ (<3

301 |FFpEfEARE Glycogen storage disease
(type I~type IV) (type I~type IV)

302  [E e (type I ~ type VI) Mucopolysaccharidoses(type I ~
type VI)

303 |l EpRE Gaucher disease

304 RO Fabry Disease

305 |Niemann-Pick S, il R R - Niemann-Pick Disease

306 GRS S TG Short-chain acyl-CoA
dehydrogenase deficiency

307 |H ERVR P TTR SOE Adrenoleukodystrophy (ALD)

308 [ UbpR & (T (=R GU Fatty acid oxidation defect

309 |EHhPRERE [T TEET Sulfite oxidase deficiency

310  [E EE OB T b, N PR RUE Fructose intolerance, hereditary

311 ()Rl B (R Fucosidosis

312 RUE 1% Al - Carnitine deficiency
syndrome,primary

313 |MLD %E-fxf* Metachromatic Leukodystrophy(MLD)

314 |fF AL G Mitochondrial disorder

315 [H EEZ TR Hereditary coproporphyria

316 [P ANE Wilson disease

317 [ AEE SRR Congenital hyperlactic acidemia

318 (R E A pd B FL S0 5 34 [T UE Persistent hyperinsulinemic
hypoglycemia of infancy (PHHI)

319  |F R ToE Galactosemia

320  |EfR TR Mucolipidosis

321 (E PSR ST R BRI O

322 RS (T AT PE S F R EE Carbohydrate-deficiencyglycoprotei
n syndrome

323 B pUE Trimethylaminuria
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324 [RAEE SR ETE D AUE Congenital generalized
Lipodystrophy

325  |HrER TR S S ER LT Medium-chain acyl-coenzyme
Adehydrogenase deficiency (MCAD)

326 ][R BRI S T Pyruvate dehydrogenase deficiency

B.-= i JJ ok 04

401 |FU3E [0 o 8 YO Primary Pulmonary hemosiderosis

402 RUSE 1% Bl T B Primary Pulmonary Hypertensio,PPH

403  |Alstrom 'SUE-fRfE Alsrtom Syndrome

404 [F 52 1% 2 b3 E TR Idiopathic Infantile Arterial
Calcification

405 B R (™ Cystic fibrosis

C.fj [~ # % & 05

501 [E& A PEF R IE Progressive intrahepatic cholestasis
(PFIC)
502 PR ERRER G A R R Inborn errors of bile acid synthesis

WAL 7L 06

601 |F PNE]GEE X-linked nephrogenicdiabetes
insipidus

602 |1 %h5E [ B (SR R o il - X-linked hypophosphatemic rickets

603 |Lowe ‘KA fRfE Lowe syndrome

604 [FFRE [RTreE Hypokalemia, familial

605 |Z2EFH Polycystic kidney disease

606 [Bartter ‘&¥F-ffiE Bartter's syndrome

BB AR A 07

701 =B TR Moya moya disease

702 [HOXEIEA T = Agenesis of corpus callosum

703 |FEE) T IE O O] 6 S - |Spinocerebellar ataxia
F 52

704 |7 O IR L EEE Huntington disease

705 W aTIEGR (R Tuberous sclerosis

706 | TR Multiple sclerosis

707  |Zellweger ‘VE-fxfE Zellweger syndrome

708 [ R Rett syndrome

709 [FEEMETAF AR Spinal muscular atrophy

710 |Menkes “SVf-fa e Menkes disease
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711 (PR AR R R ECE R AT v 0/ [Amyotrophic lateral sclerosis (ALS)
)

712 (I o - R F A O Charcot-Marie-Tooth hereditary
neuropathy (CMT disease)

713 |GM1/GM2 A% a7 1 @A E- GM1/GM2 gangliosidosis

714 |Lesch-Nyhan tJuk fxf= Lesch-Nyhan syndrome

715 | H PR YR IR Ataxia telangiectasia

716 [EPRES L E- Sialidosis

717 [RNERTE D EEROE 5 TR Congenital insensitivity to pain with
anhidrosis(CIPA)

718 | S IR R R R Hypothalamic dysfunction syndrome

719 |Miller Dieker %t fz % Miller Dieker syndrome

720 (RS ST T R Neuronal ceroid lipofuscinosis

721 |Alexander ‘WU Alexander disease

722 |BREREE Stiffperson symdrome

723 ([ PR [ T Tyrosine hydroxylase deficiency

724  |Wolfram & JE-[%HE Wolfram syndrome - DIDMOAD

725 |[FFI Hereditary spastic Paraplegia

F&E’Jﬁﬁ%‘\ 08

801  [E [ A L ST BRI A ya k. (393 HE) Hereditary epidermolysis bullosa

802 g fNpLigee (IR E EE) Ichthyosis, lamellar recessive

803 |yHi% g4 T U Ectodermal Dysplasias

804 BN Collodion baby

805  [F=ef plL gt Harlequin ichthyosis

806  [iw B[~ E puide T E (A L% Bullous Congenital ichthyosiform
B B 3 ) erythoderma ( epidermolytic

hyperkeratosis)

807 |k K FE- Incontinentia pigmenti

808 LR AR [E Oculocutaneous albinism

809 |B'pI B = Sy A H a1t Infantile systemic hyalinosis

810 |[Meleda [ Meleda disease

G.J Rl @ 09

901  \E [EEIPVIWEE P YUk AR (T T ) |Hereditary cytoplasmic body
myopathy
902 [BRERNTUAIE AEE/E P XA FE A [Duchenne muscular

dystrophy/Becker muscular
dystrophy (DMD/BMD)
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903 [Tl 2 v Central core myopathy

904  |[Nemaline AL A i Nemaline Rod Myopathy

905 [Schwartz Jampel "< V- % Schwartz Jampel Syndrome
906 [T'PAIFIE Myotonic dystrophy

907 [H P BN A MEAE

908 |1t FrvE @ Myotubular myopathy

909 P[P Facioscapulohumeral muscular

dystrophy

H. 71 P 8 10

1001

E;}\,FFJL-T\ = Jﬁ‘; (f‘i&«ﬁ'ﬂiﬂ:)

Osteogenesis imperfecta

1002

R AN S C I

Achondroplasia

1003

BT [ (VT )

Osteopetrosis

1004

%

E T

Fibrodysplasia Ossificans
Progressiva

1005

UL (A [

Primary Paget disease

1006

PR 1] 1 L

Cleidocraninal dysplasia

1007

McCune Albright "% -5 1 GEAE 14 11 F &
)
T

McCune Albright Syndrome

1008

PR B A

Spondyloepiphyseal Dysplasia(SED)

1009

%!5 %{l F_-Lﬂﬁ;

Split-hand/ Split-foot malformation
(SHFM)

1010 |BiEf a1 = Pseudoachondroplastic dysplasia
LA A w11

1101 | e iRk (i o Marfan syndrome

1102 |50 5 (pren SRt (ERRLsE) Waardenburg syndrome

1103 [~ adiafas 7 ! H oy e g Ehlers Danlos syndrome IV

1104 |15 Rk fa e Beals Syndrome

Tag = Thge T 12

1201 (]2 At g o Aplastic anemia

1202 [FrENEFE (g™ Thalassemia major

1203 |7 Ay ok Thrombasthenia

1204 |l RN G = 1 C o - Homozygous proetin C deficiency
1205 |ol-HH 1 ek 7 al- Antitrypsin deficiency

K. #d @H{’T’E[ 13
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1301 |Bruton . (GE i [E (X[ B[ 53R & F1 Bruton X-linked
) hypogammaglobulinemia

1302 [RUgk 0] A7 IER Chronic primary granulomatous
disease

1303 [y sl SR P E R Congenital Hyper IgE syndrome

L[ 55 10k 14

1401 [~ gy 4 Congenital adrenal hyperplasia
(CAH)

1402 |[B1%EHTF UL SR - Pseudohypoparathyroidism

1403 |[fil {7~ F BN iy Yeln! i o Homozygous familial
hypercholesterolemia

1404 |3 B iy 57 e it o Familial hyperchylomicronemia

1405 [EHfrAoE (NREE) Acromegaly

1406 [Laron S (% [EH-frfE Laron syndrome (Laron dwarfism)

1407 |Kenny-Caffey <k fxf® Kenny-Caffey syndrome

1408 @ &1 N ~ SR S R BT - H (WAGR Syndrome(Wilms’

Fi f B 1 e (WAGR = BE) tumor-Aniridia-Genitourinary

Anomalies-mental Retardation)

1409 ¥ AL Lk Pt ACTH resistance

1410 |1 - [~TEE .y fEfz i 1 a -hydroxylase deficiency

1411 |Kallmann ‘S VfE-{2 % Kallmann syndrome

M. P - A wigr 4 () 15

1501 | seni vy vk e Neurofibromatosis

1502 [ F 5 50 e sy vk Nesidioblastosis

1503 [ aft Jp s A1 e vy Retinoblastoma

1504 |#RE R 5w Neuroblastoma

1505 Beckwith Wiedemann € V-5 = Beckwith Wiedemann syndrome

1506 Pff= 1o gy g At A ST 2 Lymphangioleiomyomatosis(LAM)

N. vt # £ i (malformation) 16

1601 = [fIFf N Apert syndrome

1602 [Crouzon ‘& V{5 Crouzon Syndrome

1603 [k -7 ?) R Russell-Silver syndrome
1604 |Cornelia de Lange "S- = Cornelia de Lange syndrome
1605 X 4§k Fragile X syndrome

1606 |CHARGE % 7 % 7 CHARGE association

1607 |Aarskog-Scott <k fxf* Aarskog-Scott syndrome
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1608 |[Smith-Lemli-Opitz vk {5

Smith-Lemli-Opitz syndrome

1609 [Bardet-Bied] ‘& ¥Efa f

Bardet-Biedl syndrome

1610
=)

Larsen "SYE-{ s (55 - = (4 4 b k-

Larsen syndrome

1611 |8 Gt -

Pierre Robin Syndrome

1612 [t fl] « A M2 e

Treacher Collins syndrome

1613 |% 58 & #VRUE-fx = Multiple pterygium syndrome

1614 |55 fy N Noonan syndrome

1615 |[fu SR S epraeie(f B ) (Costello Syndrome

1616 |[Fraser ik Fraser syndrome

1617 [ B R M g AR TE Blepharophimosis-Ptosis-Epicanthus

Inversus Syndrome

1618 B % (¥ 96 -

Kabuki make-up syndrome

O.ec1 B Rl i 17

1701 |Prader-Willi "WEfREECT T2 #| ~ 1Pz #¥|Prader-Willi syndrome
#7)

1702 |Angelman 'SE-fRRE(PREE 5 ] Angelman syndrome

1703 @z Williams Syndrome

1704 DiGeorge's 7 f= (PF @)

DiGeorge's disease

1705 |(E p ge e i B ROR )

1706 [Rubinstein-Taybi &k fx F* ‘Rubinstein-Taybi syndrome

P.H ok 53 BRI 18

1801 |R! ¥ Progeria

1802 |Cockayne ‘& (A gMfH G ) E-fefie Cockayne syndrome

1803 [y &gl e A e Hallermann-Streiff syndrome

1804 & — 1 — i E Tricho-hepato-enteric syndrome

1805 |~ A - f e Congenital Varicella Syndrome

1806 |55 * B RIEE Werner Syndrome

1807 |(H [ 53 K> 1 R

1808 [Hif7 8 Ty T LW Rl 3 7Y Campomelic dysplasia with
autosomal sex reversal

1809 [ = 4@ I o 7 11 21 A - Klippel-Trenaunay syndrome

PS: & FAL M & % 5 B2

BATRA L Bk
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