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the patient’s age +

the patient's sex

the patient's birthplace+

the symptom which made the patients visit hospitals-

the age when the patient noticed the symptoms and at the time of HHT diagnosis+
the duration of time between initial symptom and the dingnosise

the number of hospitals which required the final diagnosis+

the frequency of nasal bleedings

the number of departments the patient rowtinely visits related HHT+

what the patient hoped the doctor to dos

the sensation of sconomic burden due te HHT+

the abtain of the intractable disease certification by Japanese Ministry af Healthe
the consciousness that the family members frequently had nasal bleeding or not «
the number of family members (the patients” parents, siblings and children) «

the number of family members diagnosed as HHT+

the intent to recommend the undiagnosed patients to visic the HHT sutpatients
the reasens why the patient does not recommend their family’s visit to HHT sutpatienes
the experience aof genetic tests

Figure 1: Questionnaire for hereditary hemorrhagic telangiectasia
patients and their families,
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Figure 2: Symptoms and diagnosis of hereditary hemorrhagic telangiectasia (HHT). (a) Symptoms that compel patients to visit a hospital.
(b) Age distribution of initial symptoms. (c) Number of hospitals required for HHT diagnosis. (d) Duration of HHT diagnosis.
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Figure 3: Current data of hereditary hemorrhagic telangiectasia (HHT) patients. (a) Frequency of epistaxis. (b) Number of departments
patients has to visit. (c) Feeling of economical oppression among patients. (d) Proportion of HHT patients who are supported by Ministry of
Health, Labour and Welfare.

X 3 HHT #& o Bk

a. slfloAEE

b. HHT ICBHE L TZZ L T\ 2 2R
c. HHT ZEIcBIL TR L 2% EH
d. #WtaE

Department ; iZ2JF}

HHT HBE D EREBEICRD TWE L IIRD I I BRI ETH o7,

- HHT DR IcBs 2 il Rz #icfm 2 Tla L v

- HHT IC R B A Sl 2 iR C & 2 [KIEHBE~ DR B % T 7 & X

- XY RV ERH

- B EWAMERIEE <3 L C ik Rt a iz ko 2 720 oA, B2 F 085
BRI LRI EE O — F VR



2021/4/1

BER 72 HHT B

[X 4a]HHT H£#E O 82% B3 FKIEMN IR A S HIf23 % 5 2 & i L Tuiz,

[ 4b]HHT 8 %<, HHT & 2W S h=KEW (B 1 EEEFOHS) o ABUTFE 1.3
NFRTH o1, ARICHECTIE 1 KRZD0., 6 1 EREFESED AT 5.4 N/K
ETH o7z,

[ 4c]HHT HBE D 24% DBFKEICHHEEZZZ L CTIEL WeBoThs b9, Z0ME e LT HHT
HE D 65% 13, FIRICHH D 2 IER A 2 WO TREZZ BRI W e FE 2 Tz, (77 72H1)

0 person
33%

@0person B1person B2persons 0O>3persons

Family bers are asy

Visit to HHT outpaitent d ds on th

Hospital inability to improve the symptoms _

No nearby HHT outpatient

economical burden

°

10 20 30 40 S0 60

Figure 4: Data of potential hereditary hemorrhagic telangiectasia (HHT) patients. (a) Proportion of HHT patients who noticed epistaxis in

family members. (b) Number of people diagnosed as HHT other than the patient. (c) Reasons why HHT patients do not want their family
members not to visit the medical institution.
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