RIAF
KA BRI B2 BT R 1 g




—

ve 3
o~ o v ...' -
Plgp‘io.‘. )
e [V
S L WL,
o ET e

- . -y
r..,.l:-"))l ;f.rt.hh

v - .5‘.1, -
" ' - b Lo TV
. IR Ty SR
p i LN o

S Vg & AT
e Ag a T o N7

= Rl & <
YW
’ Nﬂ -y

p » ,.
B s L

L. ABS

.
<

-~ - SA .~ ¥
- PO Ay i S
4 . » { e PdEa S



KR R EAE (EB) RATA?

EB (Epidermolysis Bullosa) B—HFERKIBEEMER, H
HFNE R B BR ARG R R e 55 DA &2 52 71 51 2 /K FE . EB B DO Fh
FERA - BaiR BB (EBS), A& EB (JEB), BEFARK
EB (DEB) Ffl&4&% EB (KEB), A 30 AW A, EB IKKRETHN
ZRMEm, WETEEETHTEEK.

Bk H Dystrophic nail care for people living with epidermolysis
bullosa (EB)

®1¥: Charlene. &Xf: FHFH.
B R Miguel Miranda Cecato, B4l EB &, 4 %, B
(BB KJE: Guilherme Gobbi)



§ 1 {E Nt }
NIRRT
) )2 i




S 1= 1= 06

HAREBEHRARMER. ... . 08
1> =Dy b~ 10
B O B R T, 12
PRI, REEHEE. . 15
RMEERAEBNETRIER. ... 16

WK 18
FTJBUVe ¢ ¢ ¢ o e ¢ o ¢ o o o o 0o 0o 0 0 0 6 6 06 06 0 0 0 0 06 0 0 0 0 00 0 00 0 0 0 0 0 o o




RKTATEME

2

Diane Laverne Inns, fEAH 4N EB, 51 &, Hi[

—IRAFE T A R B B £tk BB BE M R R I, F 33. 3% B4 BB
B 90%AZ AR BB . 83. 25%K S EFHRA BB EB BE 1 94. 8%

RRHEEFRAREEB BE, BAHREFRARIE Rogers, 2002) .

WM BEIX AT 2
KIE T E T B DU AR—Fh BB I REE A (16 % LD K H Ry
> i EB (EBS)
> EHRARZAEB (DEB)
ZE S BB (JEB)
&% % BB (KEB)
RAF1E EB (EBA) - H & HZIGE ], JEiifex
" ;E%%llﬁﬁ‘kiﬁ%tlﬂ&ﬁ KFXBEHINEYE . X BRE A7 24 H

YV V V




RKTATEME

REEES AN E?

REATFMY BB BERMAREFRAREFFENEL . AT PR
N

> BB B ETARMERIRRZETA?
A AR EITTR?

A3 HI /N

U5 B EL S P e B
ZHiss), R RIETE

AR ERER A4

vV V V VYV VY

6 R IS BT oK ?

TE T P AR BATEBOR B “ IR BAMAE A2 B9 L AIE TR 7 %
TR 4 BB PP HEE R, BEMFREM AT 2018 FHES . R IIEE
AR BT SRR, AR ImRIE AL K E W

B R AT = A R R R

SRV =40 2
ETRRBPIGESE O 3T

Z KPR~ S oAb EB IR RS BT8R (CPG) MM E SR
W

S35 19 U,




f+ 4% EB 'E5r A RIEFH

B R FAR ) P R Al i
H R
> HMl F B
CH R R
SRR NS
3T iy R B
H 2 H
l > =
7 > FHE H

 S—
L o s
- R
- HIER

“KEXBENRKIEFERE—FITE . FIRERREFEREI
A, BFOATRHSEAEKR, —BEHES, FURSIERR. BX
A I A B & EIERIR. 7

S, A EB EE, 35 %, MR




4% EB EFA RMER

S FRAN A2 T B T AR BE 2 5 B R SR AT I 2 . ] SR
HCHIEE R . FHER B MBI, . A, ZJEMEH, FLEH
FLA AT HE IR BB e 2 ML T oK

HERANRIEFTE BB WAIFRESATRE BN, " RAE R ™ E AR ., H™
BEREE K ZERIIEA, EEAREERMN ELR, Ba i R B s
A 7] R




HEFAIRTT TV

FIE AL ) 4 2

® ¢

BN 5 FE T3 iR K A0
2 Rt (45 70)

R FIRIEAE N 1 3h iR
KA, LA

Hfa e W, JF
RFF1E 2B T H

AENER - &R
JLE - BEE—IK

(CLLEEIRGE

1 iR




HEFAIRIT VA

IR Z A EFRAR MR, 2.

© H AR BT ROk

© SRR HIRIBAER K, B LML, sBETERE R AR,
5 HRAE-T-45 3R 1T

o RNEERMEAEIGFIBRERE, JLER A K. SAKRNRE
RENE IR/ S . tBRERLIETE W, (EFE F LM E R S 128 .

oo @
R b

il I 2458 AT AR 48 HORIA T ™ B S TR A R A%

1
1
N e e e e e e e e e e e e e e e e = = -

AARHEAG I 24 EB A ZEORAL BT 48 FROATIAIAE B . e BB AR A IR
MR E X ETE eV, e R S R E L.

W2 EB B S A [ BB B2 RHEAE T AR 225 .
HVGARA BB 236 K E BHEZE AT R R E S, ARA
b 2R R A RS 2/ A K S FF

H5| &/ BTN ERELERR T ERTIALE, I bl
A BT a2 D4R

\\%%ﬁ%?%ﬁﬁﬁ%ﬁ,uﬁ%@%ﬁ%xamﬁﬁo 4/

“YEA—4 BB B3, WHITEHF KRURAEBEY, Fi R
ERH O TRKFHT, eREERIEEFBIRTER. ~

5, THMEB &, 35 %, AR



f5 D EAR R B

KAKS=ROIA Y BEKAG, SLRUR B (B ERRIE S /R4
A BT 05 B e B A e b DA

x @ B M 46 BT 38 RS
i BORL, DR SRR )

i 43 B SRS N EFLAT
AL, 7 (R A

@ @ JH SR 3 1 T 4 O 20 A e K o L
PLOR 45 111

A @ T B N B AE KRB LR 05

/ @ T BRSO 1R BBl B0 B8 B




£ O BN PR B

HI T B R AR AE1R 55, BB BH /K 238K o B2 A2 Bl AT ALk X 42k )
KA, SR HE AR . /8T BB LR AL B EB BIRA AT E C 42 1)
R s 1 i 38, St T AR D3P B e A SR R 20 12 DU 3G
R 2

\
B BRGSO ISR SRR A
|
INAZ A, 58 B B KR HEHE S R, A5 U 7K IR 2 B K :

e P 1IN 75 25 8 A VBIORE, BB T R 75 A SR
B2 Nz CL 5 A6 TR B B RS N SR £ 1

FEFBAIAAP L VE AR 2 BB A8 WA e APz Ve PR 2 i AR P
B2 R AR B T SIS AR o I A iR B <RI K
T o ALK )RR AR B A A SC R AR R AR B 1o O i R b R R 1Y
BET L PELEIR T BIEAR. BEMAME R, B AR B N E
T . AL R AR AR RIS BRI R ELR

om mm mm Em Em Em En ED E—D ED EE EE ED D EE D D S SE EE SE BRSSO S S s s . |

f%%%@%@mﬁﬂ@u *égb
’#W“ﬁ%MWEW%%.Eﬂ@i%&%%@ﬂ&&ﬁﬁ%ﬁﬁ'

'E%HM%J \\\\\\ S HET P p

- O O . S S S S S S S S S S S S S S S S S S S S S S e e s

55/4E R THO BB 45K BB, RMEEESK BB BRI, HERBAH |
LR 2 L

% |
ﬁu
I
I
I
g.
=
:{l
2 |
2
f‘“l
=
I
I
I
I
I
I
I
I
I
I
I
I
I
I
I
I
|
J@




- ..N#v..c\-.....}-.. “ Ny
epu.*nrpﬁ '
I N
«w&.,,&.x.. +.
S > Sl

8 _f*w.. - R
N G

P el &+ 1 e z
A . - o Pruré;.m% .

R e,
- B AR 1 S

W




BBk, RIFIEBIRET)

KA AL (ZEO. FEF TS DN 5% R = 3 2T 3
AN, ARG AR AL 2 . BT IX L ] DAE S /27 K
AMRATBBRETT, R/ AR R

Y
PR IX Lo o] J ] LS Bh e EB WAL ) L3 AR 58K A AR FR AT 3)
Hin, $EmfthfIr A iE .

JERHAYT ] CLAS Bh & /18 W 7 K (A PR B 2 8 s

/82T BRI LK, AREAM EB FBARHE W IkE 2
2t BB B E BB I BRI I .

o = ——
N ————

“EHETAREIRYE EB BAL T, RBEENENRERNET
R 3R R ARV R B B el FH R BRI T it
S ] 2 JERASH B i) (= A




RFHEA RGN EZ TR

B/ e TR RBHEE T LUEREH B
5 1d BB B 2R & KL% AE S -
FH5 s R
ST T LR
WEEEEIRA RN
A/ %
e IR TT TR S @ B R
LR R AURTT, BhnE fl 48
> NEHER KL, Zeidd H 85I 2w RSS .
THIKAREPER SN DEBRA N, 3R19 =3 EB BRHZ I 215 2.

MIEEEMNERRZET, FA TR USRI SRR A2 B A BUR IE
AIEM A .

. @
sy \

lﬁ%?ﬂ%&ﬂi%,uﬁﬁﬂﬁﬂﬁ%x%&wﬁo |

YV V ¥V VYV VY V

“MAREZITRRPENEE TR EFRNBES
EAIASORMBATTR B, 3 S B B R T B 0¥ YT,
HHAPHE, BRRABREFPHR! 7

Mark 0’ sullivan, ERIEHA, HE




(TYsuRWAZS USTONG *HAMC Y31 R “ 4, OF ‘94 Fir 2l V£ 2 B 5y ‘eareae] son3Tapoy eujeuR(

§



firin4s 2

\ : "-,>;_ t

Miguel Kingerski da Silva Calgaro, BAERMEFRARREB, 5%, B (BHK
JB: Suelen Szymanski)

B

AT R RGBT AR R IX M BT 5, IR R VIR
TP B IARHE o R N 1% 5 RS B NG BLIMTAE HE 2 B . AT R 1E
H O TARKIES A, DA ORI 45 B R b S e PR 195 7
I %S, YE# . D& DEBRA FHEFR DEBRA X AT M o ¥k IR AT i A AER
AN BARFUEE R/ B WA KRS, BUR U Egeft
IS 20047 S ek, AN HATIE R A7 RIMPRSEERTR RS - PRI R A5 2 1 B

HrEE., &Y. www. debra—international. org.

REAX
A g T EBR DEBRA, 2020, fREZHTABURL. AR S ARSE LR kK43

YF 7] Creative Commons Attribution—NonCommercial-NoDerivatives
License, REIE#MGIH, AErYER, F HEA N N B AT ME LB
B, RVPREH, Btk B R ARFMNEE.



http://www.debra-international.org/

frin{s B

5 BRI
RIGHER ZAABAE R R B JBIETE R Q

A% CPG £ [Ex DEBRA #it#E, H15%[E DEBRA B8 dEb rq

A8 32 B 2 Ml PR Sk B4R B AN R i T, 1B U5 1) . www. debra-

international. org,

IR T

> RTER R AE (EB) MINEE EmMIid g &) M
> EWPUEA KEVER BN RAE (BB) £ 1 IS BER BEJE X

> RIEPERBEAMAE (EB) N B B BEJE 1L

ARFMS % 1 H R LR T R

> KPR B A RRAE B RN 4P B0 [ B3R, et B SE R FR R
> RITER B PR MRRE B H PRI B I eI B S BRTR 7
HEIGPRSE B a e

> R ER B PR MRS Wil PR SE BRFE 7S

R FR BE A fRE B R SR B A B e VR T . BRI PR SEBR TR 7
DRI R B R FRRE BNV IR YT« IR SR B 1R P

RN BAMPRE B8 B T s DR S Il PR SE B TR R

SXof BB AT DR R 2 B A ARSI ) L B R 8 N B 2 N TR 7 B ) T A 2
W SEIUETRFS

YV V V VY

Hoe s B

ol

III!HIII


http://www.debra-international.org/
http://www.debra-international.org/

FF LIRS N E b
4 BB A AE IR

P}k . www. debra—international. org

HEFE: office@debra—international. org

de%?'a deﬁ?‘a

International. ﬂﬁﬂﬂ%ﬁ?ﬂ?&%ﬁliﬁ



