e

.. _.hamp

Foundation

VT Y VR E BT I N5

LUFIZET Y CEIRRE S B /e 122 SIS A DSKPEIZ 7)1 7o HELEFHI TF, Zi6 DFEIEIL, T+ > 7]
(The Champ Foundation) 732018 %452 45 HIZ#J THIE L 7= E°T 2 SHEIRFED > 7 7 L 2 X TOHEREIZH TS & D
T, CDFE 2020 45 H 30 HIZHHHE S 7 Y CAERFED > 7 7 L X TR INE LI, V27 7 L2 XIZIT,
Suneet Agarwal &2/ # 4 (KX p o NEEE) | Peter Aziz [EFfE+ (2 V—7Z2 N2 J=»2) , Rebecca Ganetzky
[EEf# 4 (CHOP) . Amy Goldstein & %4/# 4 (CHOP) , Elad Jacoby /&1 (3N X7y /bt 24—, Sumit
Parikn £Zfg 1 (2 V) —TF 2> N2V =w2) FlT0OETSEMPENL F L1, HEEARIL, T+ 7DV
LR T NN WY =N FD X N2 LD, 2023 E2 HIZHE S, BHIAFE LT,

SALDTA N4, [EHIDT oA X B b D TIER <, T _XTDINAILEFEEDF 2L R AR« e T
SEERH N ET,

LET Y EREHEEZEMBELELL D

v Y UEERE, X 22 U7 DNAXRKEEZRK & T 5IEFICHARRREMEOI b2 RYTHTT, FIEFIZEL -
THEZRDFEFN, BEIATUXUR, A, SRS, BERERE, LY XLARE, NOWKERT ., PEsERES, %
HEINEE, BEARE, BEEREOV A7 21 ET,

2.F ¥ v IHME VYA FY (CFR) ~DOXR&GEBRHN LT ZEN

CFRI%., ©7 YV VJEMRE, —2 X « B A Y —JEMERE, CPEO 72 Y, H—KHME I b= KU 7 DNA K% (SLSMD)

KRERRDMIERAE T, SLSMDERDEEFE S A, FHIxZoN#EE THIIE, BETH2 L8 TEEd, CFRD
HEOlX, (1) ©7 Y JERRE, h—2 X« A Y —JEGERE, CPEOR Y, H—RHBEEI ha v RUTREFERDOEE S A
ERETAHZ L, (2) ARG, HORERAEMNE, BE IAZE U ERLEOINE, TEOARMRKOILE %

LT SLSMD & S AT il E & REDTFEREED D Z &, Q) FKAKIKN, aJRERIARE, oo by 7 25
To, BERICHET DM 2R T 572912, SLSMD BB ZMFIE L TV D588 3 L OVERR2Y CFR 2 U CINE ST
— X EFIHTEL L9125 2L, (4)SLSMDEBEE SAZMRE LIZBKRBRSINEZEOTENT THLDHZ L&
HEEL LTWEJ, CFR OILFEIABREMEERMIL, Elizabeth Reynolds & Dr. Sumit Parikh (7 V—7 7 Ko7 V=v o
v MY A = AT KAL) T,

3. Pearson Syndrome Natural History Study (Y7 Y VEMBEREEHRFHHIE) ~OBMERFTL T ZEIW

Z OO BHNL, FEEROBRBRBEEICOWTHEHMEAED S Z LT, Ziuk, FEROMEFRED R — MTo72n
0. BT Y UAEBEECM OB — KB I h 2 KU 7 DNA KSR B OTIREIECTREEE O FICE SO REMER H £
9, Natural History #7212 M3 5121%, 3 CFRIZEGR L, SMEKMEICET IR ) —=0 7T rw A %58 TT5
VERH Y ET, ZIMNCELEBRLOLA EITFEMIEREZ LE L SN 556 1%, contact@thechampfoundation.org %
TBEWEDLEL I,

4 EBROF—2ZHILEL LD

BTV SEGEREIY. BROE IS A T AREMEN B Y £, BHEOERF— LIS D BERIE LT
X, BEEME, NOWEME, DIESEEME, IRBHE, MEsifE, MR EME, BEEE. BMEMER &0z
FonET, BUEERDRONRVRETH-TH, FROERMZ LSO TE ZLIUMERH L TLE Y, £97T5D
Z L TCEANE OEFEBREEE, X=X VEZHEL, BlbEE=4 ) 7 FTDHI LNARRICRD £7,

5. I FaRNITHRIARFAVEHERLELLD

BEFEOFCHYERNIL, T hay R THO—RORBIETA RI7A4 VL EBRLEERNET, I har R
U773y hU—2 (Mitochondrial Care Network) 1%, I F= RU TR EFHICZSNIZBE S ARITOTA K
FTA VR LTWET, ZHb 5 (bitly/mitoguide22) 735 ZEL &V, 2 by R U 7E4 (Mitochondrial Medicine
Society) &, JFREMEI b v NI THHAEOEMESRRAZAE L CET, ZH5 (bitly/mitocare) 725 ZEL 7ZE 0,

2023 4E2 HICiER - BHF


http://bit.ly/mitoguide22

T

. hamp

®==® Foundation

6. WML EMICBRARALZ —ZERLTHEOWVEL X D

BT Y IERRE DO BE S AL BB P VAR BE IR TR £, 0F D BIERE, BUKIER, %
BOmiReOIRR, R, BRI, MERVRRCEBRICR D WREMES DV 9, ZO X D IR A RET 5 2 L 3 IEFICEE T
FH 0 ETH. BFROEEPEWSGEIE, MEROEMPAEE T 7 IO TRITOHERZHE L T\ D 2 L23ED T
HETYT, AL, ) RWMLTE=FY 7 REERBAEHA ., (2) BKERRICR G S~ @ik, 3) 7
W7 & R— RITH DxbE, (4) BEG D~ & BB 223841 (5) il L OFR P OEEHFHE, (6) SREMAICTIERL
WEOBREBIZHT 2HA RIA L2 GO L0ERDHY £7, BRKH L X —Of 2R L T ET,

7.EBE ML 12 MU 77 (Mito Cocktail) |

BUE, BT Y EERE A M RITER ESN TV DIEFEE I ITIRRIETH 0 T8 A, LLARND, %< OERITMESE
QL0 DIFRBIM~DREIIMZ, 7 VT F o, TAFXF= LANV=F FT7IV, EZIVCBLUE TV 77
VRS, HERR EOBMRBREROFHBIMARELET, BHERICERERIGRESE Y IV, ZOHBEERET 5720
W2, THYERME EHEGE LA ) O LTLIEEN,

BMDBERIEL 2BV EL LD

BT Y RO A Z T BB SRR AMOFEE 27235 Z LT, BiEm TOV AR — NOF AR ERNEE
Rt EnET, BLEBRLOLAIE, 7= A A7 >~ 27 T [Pearson Syndrome Family| 7 /v—7~O& /% U 7 = &
FLTLZEW,

9. IRRIEDFRRIZET TR LOFBENZB ML T EEWn

ET YV UREERE ORI T 2B A RO D T2 DI LB TH H L FIRFIC, Z OVEFEMERICTE L i boME—o
WRERDOBMETT, Fr o 7HMHIEH I LT, ZORBZBIFRT DO DOH I RIGRIEDOR R EZFMITT52 &
WD E BRDH DAL, contact@thechampfoundation.org & T 2 #E < 72 &0,

2023 4E2 HICiER - BHF



T

.. _.hamp

Foundation

v Y VEGEHORTERH LV & —0f]

LUFd, EF Y AFREHEDBEZ XA D=6 (7 Dr. Sumit Parikh 25766t L 7= BANFH L 4% — TF

REHERERL I b oy FY 7HEE S AOPITE, BV, BK, R &l - KR, Filr, mEe, REIHoMEz/2e
JE7x AP A P L ARR O ELZZITRTWEESARVET, ZOXIRANVARRR> TS, &gt
REAENRUTRIET L2 LMDV £F, PUHROBAMEZ, 2oL 2REREZEEIT D2 &, Fi3dd & blE
SHRVWEIITTDHZ L TT,

T hay R T7THESAREMEREICE T 2 B ERE AR 2O RIET 72 3RIERT O iRk e LT, Bk a %
fiite o2&, HoRRMUER R EE 25225 2 L (WHANCIZ T FUBEHEIC L D) | RIS Z 2 R
EMIETDHZ L, BERMIIEDI Fary FUTEEZETZ 2L, MEFRBIWELITIA_R—DFEE2 RT3 2
LB EENET,

O MY ZIZET LR TA R T A W NCEEICHT 57 TICET 22 omoflimix, 427 A4 TAFTX
%7 (bit.ly/mitocare) .

A RA /ST A—X

o RN LT, MM (CBC) . IR (ARkiEl X OMIIEKERE) \ 7o =T, JVa—2A 7 h—T A,
7 v R—vREE=2 Y 7 L, BEMEOLEIIMETILERHY £

o PHIENT.22%2HZ2 250, FIFEKRBENIAMMEZRB X 287 v R— 2084, EREFT NI U LER—T A
¥5 (1mEglkg) L7z, R 5352 Lick»C, 7 F—yv A% ar be— 352 N TEET,

o EHT VE=TIMIEIX, RFEVA 7O RNEIC L 0 RBIET D RN H Y 3, REMEREREDORREBD
AUXT CEBE=T I T T 21X7 CTT3, 2000MZ 8 2 D55 1L A= UEEE T BT RN EIT R D560 H
UR-3cn

o BIET DU LOFEVL, BmMICIRE T ALERH Y £

o HURIMEREIK THB L WELIZZ VT Y — A KRZIE, BapREOBRICRIET A RN H D £3, TN HITHNE
WIS TR L, IRIRTH2MERD D 77,

AR & 4%

o T RUBSIEME ORIREEIL, A, HE, R SO BLIEHEMRET DA N L RAER O DIZEBE DK DR
AERZHEF TERVWEAICRFTILERH Y £

o  ABRIEL. WiAJEIZK LT TIERL, 7 Rubio®E CRMLER 2 RN 2mit+s 2 Lk v E2LERA 2
- OIRTT 20BN H Y £

o FEMAMYZREIFIEORNC, B OO & BIROREZ BRMICFHME L, BRRELZFZEwETI2LENH Y £

o KRG X OEERIEIZIE, 5% ET2IX10%D T R Uk G T iR A 2 R R D125~ 154 %R 5975 2 & &
HLE9, BT, 5%D 7 R UGG C7 ¥ F—3 A £ 23R E 2 1E ST nigaid, DI0E 7213D20i2
X BEBEDT R IREGRE OGN LEICRLIBENHY £, SBEOT RUBREHRGTIEIE. 12 v
HBBIIRDIGAENHVET, A AV, BilEE = Fa— L3570 T, BAREIERAVE S &
LTHEHL, 2oV BHEBEOAKZRELET, EPREECTITEY. 1AV E2HEIHE0.05~0.1
U/kg/RE O#IFH CH G- 2 BRtA L, ZO®%RITEYICHE I ET

o HEY UUNREAOWIRKAIIEHTEETA

o  WRITERRMRAE (T A —&  BROEEL KK L2258 A b L AR OMRPIRILIC IS CHE S8 £ 3

o IHIDEHEIRREZ DL L= 5, ERANCEBATREIC /2 0 IREHECMIC (—RAICIZ24~48KFFILINIC) | REG%
BFELIIERORBLZRGETOLERDY T, BT VBT MENSE L, ¥ 27 BRBEMEREBEDOHEN
VAR, Z U BEOBMMA AT, RN E 2T RO IERRRRLFEE N WA IBE b IBT
HIENTEET,

o ABHEOHERE/BENEFIC/RVEDEDS, ZFETORELZHRTIZ MO ONET

2023 4E2 HIZHER - B



=

L DS
RN

T

. hamp

®==® Foundation

oy R TIRBEOREREREBOBRICRMICHET A REEHEMLE LT, ArFafg, AFF 2 A AL
V. BHREOT R NI 72y, T TV a v RRAEWE, VAV IR, ) RAuef Y rnbyET
Mty ezl 7e <. ERROEFRLIIMNBREELDFIHATOLEE, HAWIEENE TICZOEELIIRT o HE
Rz e Z LTV AR WA 5 AR T3
sovTagEF R U AR EOERLELSHEIICYO THEAT 2HAIX. TR, 7ToE=7 ., IFEKEZREIC
FE=X Y T HRNENRLD T
FROEEBIZMA T, —HOFHIVIERIE, 1CROPUFMHIE, —HobFRERORBHE X, BEFICX
X hay RY THEROELEZBI AR H Y £7

> T

DURALHR 1%

Ei

=

VDO LRI N =F RRENBIE, BEPEONL AR H Y £3, 272 < & $100 mglkg/ H O & THER 5
TOHOLERDHY T, ZHEVEHERBEICROKRG SN TV S5E, FHERSGICCOMEELENT 2LERH
DET

Z OMT ~TOZE TEILL TV 2 R A CHIR AL, "THE THAVTRE ARG T oMk #BI0 bt s

2 by RYU TIHRBEICRIT 2 MEREA~ ORI B3 2 BRI AR STV ER A, Bk BT 5 A 0F
JEO U A7 F3FEL o TNET

2y R U T ORE R EE RS CIHEBEMREEE~ORZERNE W EARH Y | 60RO R (BIS) fH%kic
ETHITIT@ENERCHEIZT A2 Z EDBRETT, ZOREL, EERIOKRENMET LI2EBE TEZ MR IhTn
FT, ERTIATUE, AV TIAT RN E L) AEENMENTWAEAERH Y £

MATENRE DZEAL & i/ NREEIZIN 2. D 72012, #FEM: « FERR D IRRISEDRRIR 2 E L 2 ZET AL ERH Y £7
FERER B R BSOS, 23R R T4 7O T 223 bay KU 7HEE TIlE, fistiEsl o Bz
VTHEETILERSHY T

R bR THRBFICBT L7 0N 7+ —VEHEOEEN Y A7 IZOo0W T, WEEERORMNRH Y 7, 7=
LR 7 4=, 2 hary R THREFICEBOD CTHERFER LoOMEL 5 232 &2 < ERFR o 8
(30~60%y Ai) ICHHEICHEF SN CWET, B TIX, 7 aR 7 3 — L O ISR O L E-CHEER TR E T
HZENLEELWNWEENTWET

JFTRREE—IC, 2 har R T RFERFTICB W TR 2EAERH Y £7

BB I b oy R 7RO BEM XIS STV ER A

g K OFAl

il

FHEHOMET, 7 NUBEEERIKEZERTA 2100 B ERZSHERH Y £, @iklL,. Be/ER%E
BilEd 5 2 ENBEHTHY . BAIEIRZIRET 27200 Tk, BFEREE Cilkse L £ 5

AT o7 B o2 BRAT 2 72O R TRTo AR S £+

LY S NIKER O RANIEA TE 8 A, BENT RUBSARIKZRRE CE WA ZRE, AHAE
AR¥Ih A LTIV T 8 A,

N—F O, RMEE, FEE (BREBIOMIKRE) | 7oE=7, Jla—Ax 7=y A %
7 v R—yRA%&E=2 ) 7L, WEEOLAIIMET 20ERH D £7

s

JRFPEI 2y R U TRICRIT DMk Y — RIZHRAY IS, BEAHEIG B CHIRR AT RE /e 2% & o fH B BILR 23
HoET,
0.57' 7 LIkgD HEOFHER 7 V¥ = U HERIRIT. MELASOMTTLLE S T m.3243 A>SGZ B IZBE 4 2 M s ik —
B Y — FORMEH TITBRERL L, thoBRARA S TWDFFEMES b R U 7HIKE & B 5 MzE ik
v — FOLGEIIHREHTT 5 2 L P RETT,
B TR E O3 A k% IC . BRSO NERH Y £7,

2023 4E2 HICHEqH - BHF



T

. hamp

@==® Foundation

o MELASIEERECHWTIT, MEFTHEMTTAX =3 7Y AL "B HROBRT A2 L 2BRErT A3 0ERH
D ‘ij‘o

2023 4E2 HICiER - BHF



T

.. _.hamp

Foundation
xR EERLICETIEEEE

EIMA — e 224 T rar Y TRICEYT S
T

TERNTI )T PRI, fREN, PEUW BRI AR Aol X 7 v
AT F RS S, FEE
EELI®EIR”NND D

77V av iR LA 3 W P

L hawy gL A3 HIVIEH#ESE mtDNABRIESE, KL & 9
PR FFRSRERSE . AR
FR D HE

RV Y X AEHR VA N=T . EHE i 17 D HEA

T INH N GIEERS) == R RN @I A=
(LA Z&6 L, IfkEE
ERIZEZIE”NAND D

A MR Wi PRI U7 v R— A

rET<— | TADA, BB, BAENTEIL | AT v F—r &

b

ABF oL AT a—/ ) VIILGE HEROMEL LY LT F
¥ F—+¥ (CK) L&H

AV v a=13 TADA, BEBR, KooREE, A EEDOFFA2R L O

HEEEE, HERIRRE BME DFIE  (FEIZPOLGRE

FREROLE) . TADLARE
DHEHE

EHANRY ThnA SharyRYTXILVFVER
DY N_— VRO ER X
U'MtDNAR S D 18

POLG LB DL G5 D 7 k&, 246 DEFE I B TIZRS . HHEIZFEHTSEZ LHATES

2023 4E2 HICiER - BHF



