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The effect of medical burden of rare diseases on expenditure poverty
YANG Yi-nan, XIAO Jian-hua
School of Public Administration, South China University of Technology, Guangzhou Guangdong 510641, China

[ Abstract] There are a heavy medical burden on rare disease patients and their families in China, and they
tend to be trapped in expenditure poverty. Making use of the data of the survey of medical burden and fund raising
strategies of families with rare diseases in China in 2016, this paper uses the FGT ( Foster-Geer-Thorbecke ) poverty
measurement index to measure the cost of medical care and the level of expenditure poverty in families with rare dis-
eases. The results show that the proportion of per capita medical expenses in per capita income in families with rare
diseasesis up to 61.14% ,whilethe compensation ratio is only 23.93% . The poverty rate of rare disease families is
more than 35% , and the depth and intensity indices of expenditure poverty are 2. 81 and 25. 43 respectively. Moreo-
ver , the internal differences of poor families and the gap between their expenditure poverty ratesare large. At present,
rare disease patients and their families mainly rely on informal or personal methods to raise funds, and the actual pov-
erty reduction effect of the government medical security system is not satisfactory. The simulation results of this paper
show that improving the treatment level of critical illness insurance system based on the basic medical insurance system
can significantly reduce the expenditure poverty level of families with rare diseases. Accordingly, this paper proposes

corresponding policy recommendations to reduce the medical burden and expenditure poverty of rare diseases families.
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20% 40% 60% FI 80% ) LL B H 45 , 43 il 1158 45
Joi FNE S BB R R AR TR ISR

5 G IR BRI ORISR H AR R XD
I3 ZRE SZ HH BB TR s B SR . S R T R 4
B H AR 43 3R 20% 40% (60% N 80% I, 37 Hi HI4Y
W& A 3R KR T B, 5300 o 41.67% | 36.21% |
29.60% F120.98% ., [R5 37 A2 IR Bl 11 R
55om B AR i 2 N (LRI BT AR B i A L A5
KE) 80% , Sk I 3 AL BT IR & AR AR L T
20% o XL EE FEA BT PR I, AN BE 58 2
PR DR Z Y 3 RS IR ) T, T B8 A e YT
PRI e A 1o

5 B OR I XS PR 32 Hh T IR A8 5 RSN L %

ST IR R A F, SR RTREEF SR KGR F,
8 sl % JERYN W ARy FERUN H kY FEREN W ART
n =348 n =166 n =182 n =348 n =166 n=182 n =348 n =166 n =182
20 145 58 87 58 87 145 58 87
(41.67) (34.94) (47.80) (230.57) (174.09) (268.22) (1696.53) (703.68) (2 358.43)
40 126 47 79 47 79 126 47 79
(36.21) (28.31) (43.41) (178.57) (143.03) (199.72) (998.99) (428.93) (1338.14)
60 103 36 67 36 67 103 36 67
(29.60) (21.69) (36.81) (123.39) (105.74) (132.88) (462.87) (195.90) (606.31)
80 73 23 50 23 50 73 23 50
(20.98) (13.86) (27.47) (66.10) (55.68) (70.90) (116.12) (45.52) (148.59)

3.4.2 R ymAR el B 64 8 R AR AL

201248 H 24 H, E R AN ZE R AR B
BN BRI AL S PR R RS PR A5 6 B
RETECET IR S iR TN S
B (Kt 23201212605 5) , HAYTE T 5835 5
2 E R ESTIRBE ], 4 2 BB IR R A
ARRCHE R EE R R I R B Ko R R s il B L
ekt eIk £ RO A GRE ROMEE BRI S o B Aw .
CHR B BLE “ IO RIS R EAESR(F) AR
i A R RS T S IR DL, X 3l B B B A
PRAAME G T A N AR TT A T Ok

H T bk & S R B ORI o B R i 4 SR

FEL A 8 B T 2 T BV T R A 7 R 6 o J3E
CEANEFET N T AR A 2 A B AR
2t SE P 5 DL 2 A1 TRt L AR
 [RHE B HRRR £ SO TR B i B 2 8k o ASCHE 2 &
BEACBESTOR B ) B2, AL B3 o a6 ) B ) 2 AL
P AR & S HR TR IR AR DA R o AR AR S B S
LB, 2 MBI 2 J B PR B ] BE AR BB T — 2
FHRFIBORIE I N BOHAS L 3k 2 e RIS PRI
R b —AF B FOAF AR R] S FE A B A J
FAFR IO AN 7R 48 2014 AR L —4F JE Je (AT
ABIALSZRCOA 1 7T AT T 2014 AR
RN AT SO 2 T3 T8 M A2k 5 o A DAL
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55% ,H0)AR GEEREAF 15 AN B SR S AT EL A
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FEBIHRAS 5 , KPR p e B AT £k <0 1 Jrfn 2 J17,
RS A6 R 50% F1 100% 7 75 38 K B4R 48 , 45 53T
R WL SR S BT IR S e e R B R

Fe 6 ZEILIIR , FO PRI ) BE X 5 L3 R B S
RITTRIASEMAAR K o > R RS A AH R O, i L
15k 100% B}, TCIS A BT O Bs i B L4914 1 22
SV SRR IR K A RO 10.63% , BRIEEA -4k
i 1 DR 6 A 1 S TR TR, S TR 4% R A
SR I N R R 29. 27% F 12.95% 5 R AR B A
20 0, R4 LR 50% It , LA B 7 AR5 44 LA MK
20% $2& 175 B 80% , S Kk I 32 R R R A RN
29.60% T F%3 15.23% WA SR MR T H 55 IR & A
(143 HH TR B TR 5 4 R ot o e A5 4 44 5 2] 10 000 Tt

6 P PR B 0 PR S i

ik, AR LU 081 s I 8 /N T AR I 7 R 41
U A 20% £ = 51 80% Bif , A b %% DL 562 1) 52
R RIZ IR & AR RN 40. 52% R B ) 20. 69% , 3 U
WGBS T2 B BE AR B 7 (R B ol i 8 A T R L kA
() AU IR (R 5) TR s i BE LT 8 4%
Y 5 25 I DR A £ 2k 42 5 3120 000 JTHT, ek 25 4%
SRNEE 2%, AR LR B vl 0, R PR ) R e 2T
ORI AT B TR G B R il K, A B TR
FEACE Y7 PR B0 ) B2 1 Sty T SR i R R BE A L
BT RS o HLAROR UL, R AR 1 B R
VAR AT, AN 1 e, 1 R FE WA R
)52 35 70 B, 6 i He B4 i 31 50% LA 1. i
U5 A B T AR I B R B B A T, R T s AR
3.4.3 Bom BRI E ST B8 H)E 6B R RCR AL

T FEL T A5 Hb PR S A ORI BT RO O
RET LA Ry W25 — S0 PR S HR U3 TR 2 5 JEIG
PR 2 P BT RO BOR R, E2838 T &1k
HDX o RSk PRI S R TR R P Bty g B SR il
JEIF R B — G R R A R IR L TR L dE

VR IR IR ), %

S 2 R A R 7 H 2 TR TR 5 R R R
AL KRR 1 E‘Z:H¢:ﬁ§§ Mzioﬁ s m;ﬁ"&lﬁ 5 tﬂi;;zeﬁ%?m
A el % e - ) - ) - )
n=348 n=166 n=182 n=348 n=166 n=182 n=348 n=166 n=182
20 0 50 29. 60 21.69 36. 81 123. 39 105. 74 132.88  462.87 195.90 606. 31
100 10. 63 6.02 14. 84 29.27 28. 15 29. 69 12.95 11.45 13. 50
10 000 50 40.52 33.73 46. 70 164. 74 119. 32 194.67 671.33 269.83 935.85
100 37.36 30. 12 43. 96 104. 45 71. 65 124.95 182.25 85. 54 242. 69
20 000 50 41.38 34.34 47. 80 197.78 147.07 231.01 997.29 414.81 1378.92
100 41. 38 34. 34 47. 80 163.60 117.51 193.79 563.80 243.63 773.57
40 0 50 26. 15 20. 48 31.32 93. 46 72.33 106.07 258.23 93.82 356. 30
100 10. 63 6.02 14. 84 29.27 28. 15 29. 69 12.95 11.45 13. 50
10 000 50 35.63 27.11 43.41 134. 29 106. 03 150.39  438.33 188.08  580. 88
100 33.62 25.30 41.21 94.92 70. 17 108. 78 156. 25 78. 42 199. 83
50 36.21 28. 31 43.41 159. 42 124. 40 180.25 673.83 281.96 906.97
20000 100 36.21 28.31 43. 41 140.26 105.78 160.77 463.13 191.28 624.87
60 0 50 20.98 13. 86 27.47 66. 10 55.68 70. 90 116. 12 45.52 148. 59
100 10. 63 6.02 14. 84 29.27 28. 15 29. 69 12.95 11.45 13. 50
10 000 50 29. 31 21.69 36. 26 100. 99 82. 46 111.09 246.49 104.00 324.21
100 28. 45 20. 48 35.71 81.11 65.27 89.40 125. 80 65. 46 157. 36
50 29. 60 21.69 36. 81 115.24 98. 67 124. 14  370. 14 159.69 483.22
20 000 100 29. 60 21.69 36. 81 107. 09 91.61 115.40 303.09 135.25 393.28
30 0 0 15.23 9.04 20. 88 40. 84 36. 74 42.46 33.44 20. 25 38.65
100 10. 63 6.02 14. 84 29.27 28. 15 29. 69 12.95 11.45 13. 50
10 000 50 20. 69 13.25 27. 47 61. 38 53.05 65. 04 90. 09 40. 40 111.96
100 20. 40 13.25 26.92 57. 31 50.17 60. 52 71. 86 35.48 88.19
20 000 50 20.98 13. 86 27.47 65. 34 55.48 69. 88 110. 04 45.32 139. 81
100 20. 98 13. 86 27. 47 64.58 55.27 68. 86 104. 68 45. 15 132. 06
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@/1;; T&’fi,lfm B mE R SR s R B s R
n =348 n =166 n=182 n =348 n =166 n=182 n =348 n =166 n=182
0 20 138 53 85 138 53 85 138 53 85
(39.66)  (31.93)  (46.70) (187.74) (137.09) (219.32) (1070.45) (429.05) (1 470.39)
40 118 43 75 118 43 75 118 43 75
(33.91)  (25.90)  (41.21) (145.74) (112.47) (164.81) (623.61) (263.89) (829.86)
60 96 33 63 96 33 63 9 33 63
(27.59)  (19.88)  (34.62)  (99.32)  (81.68) (108.55) (277.75) (125.63) (357.43)
80 66 19 47 66 19 47 66 19 47
(18.97)  (11.45)  (25.82)  (54.55) (51.38)  (55.84)  (67.74)  (42.70)  (77.86)
10 000 20 145 57 88 145 57 88 145 57 88
(41.67)  (34.34)  (48.35) (188.32) (134.69) (223.05) (1070.02) (422.50) (1489.43)
40 127 45 82 127 45 82 127 45 82
(36.49)  (27.11)  (45.05) (155.02) (123.02) (172.58) (658.76) (293.33) (859.30)
60 116 41 75 116 41 75 116 41 75
(33.33)  (24.70)  (41.21)  (108.09)  (88.13)  (119.00) (303.73) (141.20) (392.59)
80 94 35 59 94 35 59 94 35 59
(27.01)  (21.08)  (32.42)  (67.38)  (52.98)  (75.93)  (95.88)  (48.57)  (123.95)
20 000 20 148 58 90 148 58 90 148 58 90
(42.53)  (34.94)  (49.45) (192.61) (138.21) (227.66) (1098.53) (438.10) (1524.15)
40 133 47 86 133 47 86 133 47 86
(38.22)  (28.31)  (47.25) (164.16) (129.26) (183.23) (710.44) (322.57) (922.41)
60 122 41 81 122 41 81 122 41 81
(35.06)  (24.70)  (44.51) (127.04) (106.73) (137.32) (374.71) (190.17) (468.12)
80 111 37 74 111 37 74 111 37 74
(31.90)  (22.29)  (40.66)  (86.16)  (75.47)  (91.51) (143.81) (86.32) (172.55)
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