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A AUEAR R 5 R SR A T8 Wi A AR/ R IR S AR S R B B 8RR
(9 e 0 18 i/ R 5 7 1) T s M/ e N S AR B AR A oo YRR
A BIER/NRE, A (R —— i) .

“HFULJE” (Rare Diseases) JE3 BIRRMMMER, — BB H™E
MM, SXMBEERAFBEENRG, 51 kKE, EEE kMG, T
95 v 247 80% 1R PO s AEHE G, BATHA AR 1% 0 F LR A RIT T
e BARAMMENS, Bl FHEEL, BHSHRBE - ERNK
Fo HATHAR L 6% ~8% MWAOZINFERFROEH.C F¥EMHTREA
1000 5 ~2000 Ji i@, A g5 Bon, HardREA 30 #F LK, ¥
FEMANHKE (ZRE, 2012: 70), KP4 50% WEERILED X
S ILE KGR LA — MR ZE R KO E S o Rl AR ™ &2
EMZREE, BMRENMYIEE. BAOSKEMAR, S8 E kHRE
TESHEROP P PRI T ZRENREST A, N X 8K R R E
FE RS R 2N RES Y NIEEIFHE LT G K B ka8 A 58
KEMESR. REEMS, TEXERERNHOFERYS HREWM, B
MANTREBIEEF B BERERZIE, KA AL, 4 4y <k 5 0 hn i
(478, BERES M IT B IE M AE2E - PR (Studs Terkel) FF
Fe CHIEMEERERN SN —MIT RSB, REFTRE T
LA RERT B . SRR EZR, REARE AN BN
MEMAE, VKR, MASUUBELBICE A 25 Hm A8

(@ About Rare Disease, http://www. eurordis. org/about — rare — diseases, Pyl H#]. 2014 455 H 4
H e

@ (hEEFRIEMR) 201343 28 A LIEE22F MR ERDP S FMLER . FEERN
B AR BB % il

@  http://globalgenes. org/, Vi) H#. 2014 425 A 4 H .



002 | HEIRERE S

MEFEWE TR O REBEER, mEMNERAEGNHEAOA" (Studs
Terkel, 1982)

F—T RASZERHAREX
— EBEE

I 5T 04 1 R SR UR T 0 B S 1) R B D L B 5K 0 T ) A IR A
B, EHEAE CLERA X" IH A GRS 8% Wi L E %K RE i i
REHLERNES: BT EME, Ho2fF ., RZFAWBIE. B, £
KB, ARFIWRILERE® IhERLZ RS, BENHaF2 RS 4
A EIPE, SR TR, WX —F T EN B
& TR B8 R 1 O S 3 AT AR T 5T 09 HH R

MM ZITEXWRARE, HEEFLWILEENMOKEILEN
RPERZLTER, HX, W15, KEMSEHASF. EXLERKF
KER—-DMFFRMe, ERRREBILER R E, WRETESI R,
BEE; BEBEANMAE, QREFANTRE . R E S M H
e 18 32 5 DL 3 P 3 R OB B9 K o AR SE I R . AR A it 4 3Ok
Wi, ZFEE T W L E AR AR i s A K. B AT E A 5 R L
BT —/MEEGEHSRAIEZIN, RESKBASE “K” 1
P Z T MNEFITHRERU, FURILEREALASAHZETFR, 5l
FEAE B LR IE AR B LA R E B dt 2 50 R W 48 2 b, B RMMEBE A A
i FR M R B B AR B A AL SR AR BB (224K, 2008) R, FWWILE
FERZEETRAME, sREFABE, SR FATRZZE, Xl
T fR P ANk B R SC B R AR . REEAL &4 F IE X REH ., FUR
3 L B 2 RE AE Gt Z SCRF AR A AR A0 SO AT IR T, BT 0 4% MU IS )i
H, EfP—EXEEZAEACERRNEZE, ARHRE KR KX
HA LU B EZ WA - KT EMIER s 24, e02mm
XFEE DU R W38 22 TR . BT, W fer e AR B0 B A 2 S TR
FEREAF IR R, SCBLE B A SR AL s B AT 3L QA AR et 5 A K
BEHUIN J), 3K 26 K BEHUH ) BA B B 5 sURIRE S, X 28 i) 50 A O A
BF 5% 5% 1 1 £ Ao

FEOFFE A b, SEF R T i B AR AT BT T, DR R



£—F S

TRCTE 2 S 1 %ot 1y f e B0 010 5 Tt Al g B o R AR H B9 RO 1 S A
LA TAEMAABKSES, B4 K B 5 0% )L 3 KB X — IR 55 X
Fo B, XFARREEAE Y 2 AT TS A AT LLSE 4 A BY IR 55 0 R R
We g5, AN HH 0 8P ) B B A T LA SE 4 S B IR 95 X RIRER B B
WG, Fhr RS, LB, HAEMH 2 TAERR T, HRF
X G ] A T R e B AL (B B, T RE 2 R AR 55 X X A A LA
AX TR A %, BA RS W & A OO & & R00, ot 7] B R ik
BAT AR Lo PO A 00 55 6 IR 55 X R BE D B AT RE, 11 B & 5 T8 il &
AR, SH2TAEBAABKMZ BT EMM, m50% )7 690 /818,
BRI A A ke R R, N AR AR R B . kKRR . Hik, 2
FIZBEGL ) WO SEAT OE S, LB SE 4518 AT LI N BRIk 55 48 5K B 5
BS%E, FRHBMH KT U RIILERENTZE 28X EWEEILE
KEE

TERETERAL b, AW IOHG SBE R B BF ST B0, o FBE IAE — A R0
R, WA R EE 2R 48k MR T S BT T C R Z AT LAEE W
WILE AR BET R P pE5E, 2 o8 H Ao 85 W LR T — /N4
AW S WA Z5h, REHKIBAE “%K7 WP Z T e
Ak, HERRDEER EENMAE,

BZ, AWl R EX — HA WSt S, B IR T 5 W L 3 K
gLy, BdKRMERRENEXRSE, HARFEHNIT ARG KREF TN E
THBRF WX — GG BN, SR W & 15 78S 06 £ A BE . 40 i B
X RS R R A AP O R S BT Bl L e 7 P S 9 Bl B
TERJE P X AR G 07 i 2 B B SR B e 4 B B R G Uy T B T
ARG AT, 10 X 5 AL A 5K JgE R JE 35 A 1) 21 U 538 R T8 AR 24 45 s 5
IR BERF; kG EHLES, & M AT 9 R Ge i) s 11 R 5] B8 A 5K BE ¥ 3 &
I | 2 RE B DR A 75 RE 1 I 3% 3k B AT 3 LS B B, REFTRE R
(BT IR R LE , RE T P [R] & 1 i D (m) RS o R T DA AR A, SR E AR
R MR E 2 J5 B FIBOR

= WMREX

GO E X EEAAET LT =Tl &, MWSEERTmRUE, HW
A3 = L )L 5T 5 B T I £ XU, AR G AR AP AR AT, B R L L B R U

| 003
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o] A VS BEHUS 1, DT {3 45 K JE e B R XU s T i B 6 ik AR A, B A
i 4 g E U g ) PRl 3R e L R R o (R 3K A BB, T Ly s A BT
e A2 TAR R 55 240 02 it Rk s AR AR U o X % T R 9 0 o8 A K JRE A 1 R
A8 T DA K 530 % 5 AL 6 S L B AT W T B R M (R, R A 5 R X A JEE
AERMHEFREMRERZ 8, HEOETEARRERFZ UL S KEHE
LEEEMRSE (FlmitX . R Wk, WBE, HXRFHH ., FHEF)
WA, B SE &R, DA KGR Se ATy, ARSI oG 28 2 AN far 42 b B K AR
HHAR R, REFKENEHLPRER (8L, 2010),

Hy, WALSBCRZ R 3L, AT 58 A Bh T 4 3h 3 5 0 JL 38 B o
JEE 4 R BN 3 BEORC Bl | o Bt R B B A o B M AR B O B A AR BRI A
B F 4 5 8 3 20 2R SRR B SCAEAE 1 0 R 8 5 X A 2 XU Y B T8 A
hi, RERASERAMSS SR U KERT EH. ARE
PEAL 2 BOR B f B A, ASBR A BY T 4 2h 5 5 L JL 3 5 B A A il BE )2
M, LSRRG DX 55 S O SO RF R BE, 5K B 5 E T B 1) i K O E)
BAr s ADTSA BT HOR T IR B E FERE ST, A BT BB AL & BUR K
HH

R, WHEIEZ ERUL, A5 B T #f 3h 2 v 3 0 B8 i A + 4
RIE, FeulRMMER AT 8T ERESS AR, (2 KEN
T A R B R AR LA B AR SCA X SR R L 33 7 ) B e S RO 5

FN BIRAE
— “ERE" EX

U9 i DA AR R AR BRI R — A = TR A DGR A B B,
FEHTHAREEG . RRRRMAER. RARATIWHRAWERE, X
AR ECR AR (AR MES 2000 AR R @t 1 6, EERRES 1250 A
FOREES 1 F), B X RN ERMEREE K (B, £
E HAiA 7000 SR FE W, HEEH - ILAF LR, &8 RER R
B 10% ), WM, ZFELWEZMEYANBRE ., M, X —BFEK
W AT BE 9 3000 7, AEXEATHE R 2500 77, 7EFRE, wBARE (HEIL
RIEF) A 1/10000 5 & 5 F A 1/500000 f4 b5 ok 15, H AT iHA



g—& Sit | 005

1000 73 ~2000 J7 BV (5 B K2 H AR kb F 72 b o0 T B 342 %5 A #E 2011
A IR R 17500000 H#ER I E T WK B E A 1680 7 AN), 2BRFE N
W R R BB 3.5 {2 A2, Z B DL B A g it Bl i AR w )
P, EE AR EZ ., A [F XA kA R BRI A E bR HE A
AR : fEZREERARNEZ L, AN TREBABRYZ LS, &
AT HAMWAINERTE, MEKRKY™HERE, BERGFELEBNHIT FER%.
F UL, fE RIS B A BN BN T B IR T 172000 B9 %K (Kole &
Faurisson, 2009), 7E3E4E B AL & A O BT 171250 89 B 4=
el 18 M PR P B 28 (Remuzzi & Garattini, 2008) . HZA “ L
k" K L A E R AR T 50000 A, RE A 2006 4
PAFBFUEMNERSE ST W —ILA 129 f, HAEWRERN “FI
P AT KL “SIFWMETET W AR® (R R E K X T FE
DLW SE LR 1 - 1) o H3% E B AT A xS 0L AT RE
W, BHG— MR EEWRE T WHRRMEEN—A % FH 4L i oA BOR E,
FEXTFE IR &R EA M E B R FEBECR S, “KHE WHO X}
L R ERSE R E AN R R, REBREN 11 FFE R, 2
BIHHEARN (MEERIE) . FA LB mEE. @ H %, JiTEs B4R,
BEPS 0 9 L e I W o S (ZERE B, 2011) BMEMBERIA N, W
FEUL %G O HI W AR e, e E L, I ARt R R E R, KON ER T i
RSN A R AR JRAESS, RERAREAE AR L AMENETE, WARESR
BAZRHTREHRERFOEAE, K LM BRGSO HE (31
AR, 2010) , WIRAEEFE IR E LR EREKER, BaEtH, E4
GTEZMER, RKERFBAI M EEM (WEZIILEBRER) 58K
KB (FEMEA RMW), REBINBAAWELRAFWEREE: el
iE (FEF). NEALIE (BB, BER-WBAEMHAMYE; BE
RUF WP W ds . = RiEm AR AE . F TISEEE . B/ iRE
AiiE (FRE/MRESLTERE . AREE) F (REEKE, 2006), 2010 45

@ (PEEIRIAMR) 2013453 A 28 Hxf LBEFSFNRER S EERZR . HEEBEN
R FIEZ 2 HBERN L.

@  http://www. hanjianbing. org/content/details_22_686. html

@ http :/ www. tfrd. org. tw/tfrd/
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H17T H, hieE¥SEFRE¥ DS REW, o E T W E k)
. R R E A DR A, S8 E &R E G S X
B R H A SE 5 W R 2, 85 UL 8 SO B K F 1/500000 (1
P s TEHTAE LT KR T 1/10000 181595 1T SUChFE W fEh (8
B, KEET . &ER, 2010: 48 ~50) , F UG K B B0 T WA E X R
FBE R AK T 17100000 5576 #5742 JL b & %5 F KT 1710000 %% . B T 7E
SERERE T EHEAME S, ERUERAEVHMABUR XA, Hilk
AMREROEFENRERFOMNX —EXL (RENERREEALE] -
1), WEXTHERBILEGKZ— KN EREER, FRLHERE S
2 50% 1y = JLE®D,

TR BT BT DA R — PR, R —A A A SRR ) 3
e — A EREA R M B, o4 K ZHCFE WA R E RS R, X
SO I BF A B T B R X — A A S, B SOk R AKRZA 10
AAKHE, BAAMEREFEEAH 7 A5 10 HIEHFFAEGRE, — B
W AR BB SE R, B FatA nTRER B WG, AT LU, A4
R T MALETF LB fE. — BB T IR, JLELZFKEHRS &
flrR, KD ZEAMERY, JLPARE - AHMRZERKOAEFES, BHit
5 DL A R A AT — A A= i A B T X A4 AT RE A RUBS: o 330 S e R B = A A
BIRIT FE, BMEEEITTEARK M ERMEE, Hilth B8 K5 5% HFE L
MEART ARG, Hit, FRRELS NERMEEAR R ITE M G HEES
B E i pt S BRI R B . At S REECR . 2 TERSSFRHU T RS
PRER . XM FEWRBRBF R & — D EAEEE UHESZE M 28 (Schieppati
et al. , 2008 2039 -2041),

L T 5 UL B F 9 e BRI N A2 B Ok B i L, B RRE
HA, BAFE., MR, Hing, "EEEFEZMBXEBHLE T L]
B A X F IR . AT E L RFE T EMBOR (WFR1-1), 5HEH,
BT & EBUFRSE J14b, X E R AKX 55 WA CHBURMNE & e
AFEANSBREALNBERSS, IERDBORNH LG Tt &% 7T EE®
1 .

@  htp ./ globalgenes. org/
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i_ ay E X ) B L% BT 75 & Ve Rk IR
| B | mmENR
9 A BCLE 57100000
VATF B4 sl o A i 3R 1
Mﬁg§MEﬁﬁﬁmﬁﬁ‘ e W NIEE R id -
i g i Bt 7 >F 251250 | http;//epp. eurostat. ec.
e | 141/2000 j@n’;’iﬁﬁoﬁéﬁ 502500000 | 5710000 | > ). Hperiepp. curstgl. o
o PEFEH , A OCE] A9 18 europa. e/ portal/ page/
A1 % B b g ) Bl portal/eurostat/home/
h, WEAWENLZ
Wr. WEF BT HE
A F 200000
AH5 8 _
e 1 'ﬁ“iw EEGH R, hup:/
A L K EHY
IR SR, B F WWW. census. gov/ popu-
XM |2k E) 311864524 |6.4/10000 | f9 i A< i f5 |
) 200000 375 i lation/ www/ popelock-
kK & Mili B2
us. himl
IER F 200000 4~
R
1960 4F 8 HAG R R,
145 - 6 18 R 1 50000 A RS T hitp://www. e —stal. go.
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gk
lfjx UK L Mk BOASE A F
‘_&A g X O BN DL T BERE K IR
4 73 # I 8 RO
http:// eng. stat. gov. tw/
KWEMT EHFH . mp. asp? mp =5, FUh
Z INEE 3 S D
o | PR e e T TV TS T e
95 AL - 23188078 | A4 K H )
s gk %) WE, HFENRZER B g tp:// www. trd. org. tw/
? 25N E I IR ” english/ laws/ upload/20
080328098114 _01. html

PP ;. Pedro Franco, 2013,

Z REMERBILERE

AL P REGFETE R ZR R, WA S — s o (REF
ey g (UEC) X KT BImREA: “KEZBEHK, HAAK, )
MNMERBRZE” MW “RE” Wi “JTHE”, S “ERENE” . ChEX
AR - 2R B) NN FE R MW S sSRRTR C R Br A R ik &
PV A N, RE S RINASCOA N KRR T L%
RIBFTA G M, RERSLHRMNA = B, RROGE; B, 4
FERARB AL L RIR: % =, A RBKARILFEERN." (A,
1945 51) EGEFEFBFE AN “5BE M RSL TR B T U . 1 5
W =R O R ITM AL, FEAR TR B A T LR AR TS, e E s, RN,
WA 5 H B R Ak (B F IR, 1998: 73) KA &K E
(Goode) INAFKEME 1T FH LAME R PRIRZE: B—, EPLARITA
[P 50 R B AE AR — 2 s 3 —, il Z M AF7E & SR 105 58 =, bl
AT 2 AW 5ot B, MMk =r2 Ry, Wk, AT,
JRAE; M, RAEANSHFLBAERTRER, SCEEX 7 #9045 F
B, AREEEFRA R SIEERN LS, L5 TRMEKRm; &1
ZIRGFAEE LRI K R, LSS, MERPIFEMEHER (F5I
HIZWE, 1996: 169) , LA 2%# AR FBE i 2 A (9 45 02 il BAT o6 i 56
RN SRR, KERZLURE, kT, B FLHOERENER
JGL, Bl )T JE B AH LI K R A5 R L ) At AR AR AT (A
B, 2002 83),



F—5 SR”

VIS A v [ A K RE 8 B S R B B0 ME A o6 %€ #E ( Baker,
1979) . BeFd e W W 48 A A R M S s B, RE M &SR AR 8.
HEICPH “family” K78 B2 R IAFIOR S T L Br i R AL, i b E A
KT AT ESRET L MEMER, ANEERAFIMIE. AT
FRXFPER, MR AL SR KT BN " expanded family”
(Fei, 1933), fErPlE, “%K, BEMHAEHRRMOBE, EA MRS,
X PRI IE R DUR R B SR AE, Bl LY B H 2 ME %, fEh—F

HARSS R FEMFESK P L (OREKR, 1999: 1~3), AW
‘1‘8’1%&2% PABS O . Mgk, WooR BRSSO R v A R, LA A —
U IA . S EAE Oy R AR A R AE S A TR AL, T
LR EE W 26 5 20— 05 UL )L A8 3 < 0 3 W) AR 7% 0 5BE AR S 4L 4
KFILERE X, ROFFEKERGE (JLERMAZY) ke, LERTE
18 L LA MAEM A, FUWHILESR 18 Z LT BFE WK ILE,

= REREH

Bk fy A ANFE P B K G LS B W on BB . P ) vl LAgoR o —
et S ATAT S PLEE ) e - R G AR R R T A A e fiE A
52 FEEAh/ e 11 8 R A 1 R 0 AL A 5% R DA % 5 B ARG o G MO 7
[ 4L 22 932 His T T LB AT D4R B EFE (PR, 2013 17)

YN R EDUE S AT E OB, EWE AR O —HE, RHESEE
J S BE AE 11 X FE 7 i e B O 34 1 A B b o S Al R 8 B 9 8 SCRT LAY
Wy BE RN P @ AR 55, 10 AS 480 B0 H) 557 45 . Walsh fE G BEHT T
SE XA N 3B K A, IR R AR SN R o A S % T W BB 1 (Walsh,
1998) , fihF 2002 4F-H" @& T X — i X, U\ﬁ%lﬁﬁﬁﬁ%%ﬁifﬁﬁ—‘/\gﬁ\
eI R S s e LI, 7EfF &K &R . Al 2V K5l o 72 55 5 I R 4 FE AL
L mae U&Jﬁﬂf"ml_ﬁi/\kmﬁéﬁﬁi;ﬁﬁ'ﬁiﬁﬁ (Walsh, 2002) .
XANE XSG TELZOUER: mxf R HE, A GRS N AT A A H L e
% FH 0 BT AR HEAS N RE T MR T RO R ek . XA SO B T 7 ¥ BE
ZH, A AREJTRG AR R AL THA B . McCubbin %5 T 1996 4 5 2 Hii i
JI5E R ZBERI AT R BB 2R N0 Y % 7 R 8 R S AL b
M I BE /1 (McCubbin et al. , 1996) . Hawley %5 F 1996 54 5 Bz $1 3% /1
E SR — R A, %ﬁffﬁlﬂ:ﬁ%fx EEYm ARG, KEREAEm

| 009
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Xif FE 7 B RS B 6% 35 07 - R S . M ATT AH {5 B Bt 8 K RE TN R IR
It B4 FH e 09 0 S BUAR B X o X A ORE X RE K UL FLAE R K
BB RS AR R R U R K ELF M EF S (Hawley et al. , 1996)
JUEZ J&, Patterson F 2002 F 5@ X 7 FIEHLH S, KEDLW SR — ik
PR R, EX AR AR, 7E S K B B O R, KR X — i
BABENIFREREMINEGE (Patterson, 2002), MARIX L E CH TR Z A1
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