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NPO kA PID DiF S ORIZHOWT [(EBIHER L)

1) PID i & D&%, 1991 F LA LT [PID BE EFEOS] HoEEL
7= NPO {#E AT,

PID Tsubasano-kai is a nonprofit organization, and its forerunner is an
organization for PID patients and families.

20084 E 9 HIZHEELE LT,
PID Tubasano-kai made a start in September 2008.

IOEO—FBORKREIT, BELFELITTEET D, WhWHIBRESLIZAER
O, TBEFEHELEMEN—#] 2> T TBEFD QOL ML) ICEVHEALTY
52 LT,

The characteristic of our organization is not only patients but also doctors
make an effort to rise in a quality of life. This is difference in Japanese

traditional only patients’ organization.

TBEFELEZFBELTOE] T, EEE® L TTH., SB2Z TR O AM OmR
HEEL T, ZRIEFEBRLEEZRERS SNTERH LD E L1,
It was difficult for only patients’ organization to secure the working fund and

managements. This is because we hade to stop the organization activities.

BEMREOKRAEF L —HITEET D NPOIZR> THLIX. EBEENLELELITT
< TERIZET DMK e THRELE LK,

After getting the nonprofit organization, the activities become stable, and
the medical consultation become substantial.

2) PlzF TEFERERK] bt 15T,
For example, telephone consultation is one of the medical consultations.

FT=bD & Z A THEERZWE X THURBE 227002 0EEELA
TWLRBREBEPLPRENDOHEKLFEOMIT TE X L,

Many patients and their family who didn’t get the final diagnosis and the
suitable treatment asked us for help.

PLRNE, 25 WO ERICETOMRICIEZRD2DIXETHE LW L TLED,
Ak, BERICET2H#RIIE T, BEETHY PID#AENRHEORHUETH D
BEHMABEECENSNT, BRILENS 1H, 184, HERFICEESZ L TTE
S TWET,

Before getting this organization, it was difficult for us to response those
medical consultation. However, Dr. Miyawaki Toshio who is the member of
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the board of trustees and the former leader of the Ministry of Health, Labour
and Welfare’s laboratory answers all of them.

VERFFIZIIMOFEMENENISND L bH Y £,

In necessary, the other professional doctors are introduced.

IHhE TRELFREZTOR] TRHHkRL»-7Z, BEICE-TEHEOL I 22
LR A T9,

This system is wonderful for patients.

3) MEEMNGIL, arPa—F%2FALE TREELERNLSEDETERETH
(Primary immunodeficiency electronic record) ] & WH LA S DIcH &

mLCcnET,

In the last year, we participate in making a system of primary

immunodeficiency electronic record.

AT % &> TCPIER (7 —) LA TWETA, PIERIZIE TEEFEL ER
E. HRE~D BIFE 2D EOFLELIDOLNTWET,

We call it PIER; this is the first letter of the word. And we hope pier
become a pier between patients, doctors and researchers.

COMEREILZ. BETHVEMEOSHHELEENY — X —IZho THEDDL
nNTVWT, EEEETHHILTVET,

Dr. Imai Kousuke who is the director of PID Tsubasano-kai develops this
system as a leader, and all of members are cooperation.

sERTHIE. OBhoZicoTLE-TWAEHDEROETZBREDZN
BERE LT, BURTFTICBTFL2Z0TEET L, @OF — ¥ 2B iRt
THZEIZEH-TPID ORERRE., OWTIHAEELFED QOL M EIZEIT S
TRl BIEND &, RERFFLFELNLTWVET,

The patients hope two points for this system. Firstly, they will be able to
awareness their progressive chronic symptom, and get suitable treatments.
Secondly, presentation the patients’ data to the research institute

4) H95—>2, NPOEAEZIZIL T#SEREREIZ OV TOITE~DOME X 2
THE] PRESBIEBINE LT,
Moreover, pressure for administration to change of a social security system

1s improvement.
HARTIEZ, BEELIV LT HOL R WERBREOHSHEEREITRE B
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AWTWET,
In japan, a social security system for intractable diseases’ patients is behind
challenging persons. This may be because, intractable diseases’ patients

are shorter than challenging persons.

EiD b BERE CITBICKEYFATEE LN, HYFICZOFIE B
LTHEHHIZEIRELLS, HEEHFOBEITE<ENWSLDOTLE,

We, patients’ families, asked improvement the system for administration,
but the person in charge didn’t understand the necessity, and it was difficult
tasks.

£33, BETHOVEMEOREHANLEEZ X LOEMEDO L EFTPITEIRE~
FATLTTED, WMRREOEMPURFADHEDL LRV ELL,

However, thanks to Dr. Iwata Tsutomu who is the director of PID
Tsubasano-kai and other attending doctors, we are able to make a special

action now.

HETHY PID AEMEIMIE ORFMRIEGITEHEEESE IR~ R ER Z 17N
LTCT&Y, eREREOWLEIC, TBREFEKRLFEMEN—HEIZ) BVMHEAT
WET,

Dr. Hara Toshiro who is the director of PID Tsubasano-kai and the former
leader of the Ministry of Health, Labour and Welfare’s laboratory also help
us to make the action. We try to change the social security system with
attending doctors.

FNTH, EREEEBIIEWTT N, EMEOLEEFNHFRONILIE T T,
BEOEFERIZOWVWTHLLEBRWTTIAZ LT, BESCFEICRERIA L
Ry, EXDHIFHLEBIZENR > TWVET,

%) PIDDOEEDORIF, T60bb, RATHDI ERWICEADLY, TPID &
FEOQOLOME]IZRVMEA, PIDZREDHER THDLERWIZEDLL T, TR
SANADOLRGE - BF - BAEOHEE] ZHFSLZWEEZLTHWET,

PID Tsubasano-kai want to make an effort for that all of persons who are
member of PID Tsubasano-kai or not live a wonderful life, and all of persons
who are PID or not live a happy life.

Y

BELERODEDLLARIHEZEI>ZTELIBBEVOLET,
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BEIZRDELEN, NPOEANMBIZHTED, P27V —FTVEEDOE v F—
Sh, ELVSADLENRIBEEBVELLEZE, FLT, V2TV —FT
NEESAUDPLLEERIXEZHEB LE L, 2BZREFL T, L2056
AL L B ET, RYICHEES ZVWE L,

Finally, Ms. v~ % — and Mr. Bill advised us, and ¥ = 7 U —E 75 )\
fundation supported us, we are thankful this things. I am deeply grateful
to them. Thank you very much.

Thank you for your listening.
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