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Melody Kisor, MS
Director of Patient Engagement
A Cure For Ellie/ Cure LBSL

 Education
 BAin Public Health

« MS in Biomedical Ethics (maternal/child & geneti
ethics)

 Related Experience
 Birth defects surveillance, reqistry, & research
* IRB and research ethics
« Perinatal health educator

 Personal
» Leukodystrophy sister
» Mother of two (one is longtime KKI patient)
« US Navy wife
» Long-time supporter of A Cure for Ellie




Goals

- Connect patients & families
. Promote CurelLBSL

] Expand access to research
. Get FDA ready for treatments and cures
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Connect Patients & Families




Connect Patients & Families

LBSL Families
@ Private community - 144 members



http://www.rareconnect.org/en/community/LBSL
http://www.rareconnect.org/en/community/LBSL

Cestina
Deutsch
English
Espanol
Francais

Italiano

e

We can now connect with
international families with
automatic translation to
their choice of 13 languages

Portugués
Srpskohrvatski
Tlrkce

Pycckui

HARE

YKpaiHcbka (B cTafil po3pobkm)
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S.
OKONOo 2 NeT Hasaj,
OpuruHan HanucaH Ha OpaHUY3CKuit A3bIKe

3ApaBcTBYMTe 1 cnacmnbo. He ToNbko Bo PpaHumMmM 9 1y BO BCEX CTPaHaX MMpPa CEMbIO C O4YeHb
MasieHbKMM pebeHKOM, 3aTPOHYTbIM 3TOM HONE3HbLIO.

Q OUEHUTL

8 MecsLeB Hasag
OpurvHan HanucaH Ha YelcKui Asblke

30paBcTBYMTE, Y Hac ecTb goub ¢ LBSL. OHa cTapuwe, en 15 neT. Mbl »xMBeM B Yexuun ...

¥ 1 0UEHUTL
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11 pHen Hazap - Edited
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OpuruHan HanucaH Ha AHIMUMIUCKUIA A3bIKe

e
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Sweden
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Promote CurelLBSL with Partners




Partner Organizations

EURORDIS

RARE DISEASES EUROPE

 GLOBAL
y LEUKODYSTROPHY
INITIATIVE

Already connected

« NORD
« MitoAction | m
. GLIA m .
Pending connections
 MedLine Plus
e NIH- GARD
* United Mitochondrial Disease
Foundation
Leukodystrophy Family Forun.

Eva Foundation
Hunter’'s Hope

4 . .
seneReviews

New connections

EURORDIS
RareConnect
Disease InfoSearch
United Leukodystrophy Foundation
Alex TLC - The Leukodystrophy Charity
Global Genes / Genetic Alliance

Gene Reviews

RareConnect

Future connections

OrphaNet

Human Disease Genes

ELA

Who are we missing? Please
connect if you know of other
international partners.

0 wided
™ INFOSEARCH @) LeukopysTROPHY

FOUNDATION
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Create Resources for
Patients and Clinicians




Sick & Emergency Protocols

mito mito § mito !

ACTION ACTION ACTION

Vomiting Protocol Fever & Infection IV Fluid & Surgery
Protocol Protocol
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School Advocacy, Healthcare and IEP/504 Plans

Does your child or student have mitochondrial
disease or complex medical needs?
Do you know how to help?

. “Energy for Education”
IEPs, Health Care Plans and school

survival tips for kids with complex
medical conditions

Cristy Balcells RN MSN
Executive Director

Kirsten Casale

Chair, Education & Advocacy mito A C T | O N

www. MitoAction.org
This presentation may not be copied or reproduced without permission. © Balcells & Casale 2012
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Newly Diagnosed Action Plans



https://ulf.org/resources/newly-diagnosed/
https://ulf.org/resources/newly-diagnosed/

Comprehensive Patient Care Guides



https://www.huntershope.org/wp-content/uploads/2020/10/FamilyCompanionNeuroFINALDRAFT6.29.pdf
https://www.huntershope.org/wp-content/uploads/2020/10/FamilyCompanionNeuroFINALDRAFT6.29.pdf
https://www.mcw.edu/-/media/MCW/Departments/Congenital-Muscle-Disease-Tissue-Repository/CMFG-English-Version.pdf?la=en
https://www.mcw.edu/-/media/MCW/Departments/Congenital-Muscle-Disease-Tissue-Repository/CMFG-English-Version.pdf?la=en
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Expand Access to Research




International Contact Registry




International Patient Registry & Biorepository

A Rare Diseases
Clinical Research
Network Consortium




LBSL Patient App
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Get “FDA Ready” for
Treatments & Cures




o U.S. FOOD & DRUG

ADMINISTRATION




If you need interpreting or translation services, please point to your language. Language assistance will be provided at no cost to you.

Albanian Shaqip
MNese keni nevojé pér sheérbime pérkthimi dhe interpretimi, tregoni
gjuhén tuaj. Ndihma gjuhésore do & ofrohet pa kosto pér ju.

Arabic e
5 g ) ) 2T LS e e 5 et 1] Bl S 13
(hlee 02 & alllaae Ll
Armenian Tkl
bpk Rkq whbpudlen L pubadop b gpojop pupgiub SwmayopoGily, iy
EGf guygg wmy Qkp bqui: Qkq whiffiup oghnpymb lympudngpd Eqlh bupguui:

Bengali angEm
G FAEE (TEA AT AEN A IO W, SRE g #E S
i (el @ (i Fe arene [@apen oM gl (3 w9

Bosnian Bosanski
Ako su vam potrebne usluge tumaca ili prevodioca, oznacite vas jezik.
Prevodilagke usluge ¢e vam biti obezbijedene besplatno.

Cambeodian (Khmer) mnni;gs
websdanpmsanonimaiong gualomiam gusHUEmANUAIEN
Agwignmbman SaiaesagsanintRaAniE '
Farsi ) gt

s By obilible S alidan Jobus ol me 2

S g &l 5w O Sy geo @ L sle BleS LS e ta

French Frangais
Si vous avez besoin de services de traduction ou d° prétation, indig
vofre langue., Une assistance linguistique vous sera fournie gratuitement.

German Deutsch
Wenn Sie Dolmetsch- oder Ubersetzungsdienstieistungen bendtigen, dann
zeigen Sie bitte auf Ihre Sprache. Die Sprachunterstiitzung wird Ihnen
kostenlos zur Verflgung gestellt.

Greek EMNVIKG
Edv xpodleore unmpeoieg perdgpacng f Sicppnveiag, mapaxaii Selfre pag m
yhiooa Tou wAdTe. H BorBea yMoookin utmpeciisv 8a oog Tapacyedel Swpedv.

Gujarati ymesldl
L Al B B A sl or3e G, Al e ael
ML A%z AL SR 2L (el A S S w2 A s,

Haitian Creole Kreyol
Si w bezwen sévis entéprét oswa tradiksyon, montre ki lang
ou pale. Y ap ba w &d nan lang ou pale a gratis.

Hebrew may
2V JYa¥n HIN ,DIATN 1K NRRAYNA MRy AfpIpT o/ ox
.03 'K 0N 7 7910 NN'WA 7Y Nown

Hindi &
AFZ ATHT AFATZ AT FATIAT AT F7 7T 21, 7T T T AT AT
Fomam 31 9T FETAT ITE FATE AT Y A 9 AT o s

Hmong Hmoob
Yog tias koj xav tau kev pab txhais lus los yog thais ntawy, thov taw
tes rau koj hom lus. Kev pab txhais lus rau koj yuav pab dawb xwb.

Italian Italiano
Se avete bisogno di servizi di interpretariato o traduzione, puntate
alla vostra lingua. L'assistenza linguistica vi verra fornita gratuitamente.

Japanese AZE
PRELPBRECHFLENBARSHEEBEL TLEE L,
HRERY—EAGERTT,

Korean er=0d

Eod 9l el qH|A 7 BB 2loig MEiEtaAl2.

E 2o MulAe 222 M3 Euch

Polish Polski

Jesli cheial(a)by Panfi uzyskaé pomoc w zakresie tiumaczer ustnych
lub pisemnych, prosimy wskazaé swdj jeryk. Pomoe jezykowa bedzie
udzielona Panu/i bezplatnie.

Portuguese Portugués
Se necessita de servigos de interpretagao ou tradugdo, indique
seu idioma. Sera fornecida assisténcia gratuitamente.

Russian Pycckuit
Ecnn Bam TpeGyloTes Yenym YETHOM AWM NMCEMEHHORD Nepesoaa, yramuTe
cBOH A3bIK, MoMolls ByneT npegoc Bam 0.

Spanish Espafiol
Indique su idioma si necesita servicios de traduccion o
interpretacion. Se le brindara asistencia de idioma sin cargo.

Tagalog Tagalog
Kung kailangan ninyo ng mga serbisyo sa pag-interprete o pagsasalin, ituro
ang inyong wika. Ang tulong sa wika ay ibibigay na wala kayong babayaran.

Thai Tny
winAnizanisamIavdnisudaendts Tdsadaniiniseaian
Ao Tasuarutnodiasumen Tao hifidn 1gkaw

Urdu 53!
S 05 N 5 S o s S Oless S maei b GleisS IS
S Sl 8 Ly S S8l eSS Gl s latau 0L - S olil Bk
Vietnamese tiéng Viét
Néu quy vi can dich vu théng dich hodc phién dich, vui long chi vao
ngén ngil clia quy vi. Quy vi s& dude mién phi vé hé fra ngdn ngir.

Yiddish {a gl
1Y [TVIIR YO JVATIDTTRD RO TN ADIXUTIVAN [9TNT 'R 2N
CJMNOIE DONT U7 (IR D7VORVAIY |UT 0PI 970 RO JRIeY |0 T
ional
BT EahR R e
ed
Ol AR S 5. s Y
Cantonese
Chaochow
Fukienese
Mandarin
Shanghainese
Taiwanese
Toishanese

Please note: This list is only a sample of the 150+ languages available. If you do not see your |

listed, pl: ask for

On-demand
telephone
interpreting in over
150 language,
24/7/365

Video call
interpreters
Translation of
documents, emails,
website content, etc.
Voice-overs and
subtitles for videos

LANGUAGE
SCIENTIFIC




Visual Notes Learn

COVID-19 VACCINES DO NOT CHANGE OR

INTERACT WITH DNA IN'
COVID-19 VACCINES ARE

AND CONTINUE TO BE

WELL-TESTED

DELWER
|NSTRUCTIONS

SOMETHING DIFFERENT

(=

9
COVID-19 VACCINES

REDUCE DEATHS &

SEVERE ILLNESSES o .

DISPROVEN CLAIMS
SPIRACIES HAVE BI 0 WCINES HRE ONE
SIGNIFICANT

SCIENTIFIC SUCCESSES
IN HUMAN HISTORY

OVER Il MILLION
CHILDREN HAVE
ALREADY BEEN

VACCINATED. . CHILD DOSE IS /3

_ OF ADULT DOSE.
o
DOSING IS BASED ON AGE

AND THE IMMUNE SYSTEM. IT
ISN'T WEIGHT BASED

THINK OF VACCINES AS YOUR
IMMUNE SYSTEM'S
PERSONAL TRAINER.

[ > THEY TEACH OUR

IMMUNE SYSTEM TO

lllustrations

Videos About Blog Shop

" COVID-19 VACCINES WERE
(o] DEVELOPED WITH

| CLINICALTRIALS

| MOST ARE SHORT |
TERMENOT |
| DANGEROUS

"'wn(uwf l.m

NHDSI' RI.LJWS HAPPEN N1TDIN
©WEEKS AND THESE HAVE BEEN
STUDIED LWGER I

|| THE TIMELINE FOR DEVELOPMENT |

. WAS NOT RUSHED.

COVID-1 VACCINES
DON'T AFFECT
FERTILITY.

SOME STEPS OCCURRED
AT THE SAME TIME.

PREGNANT OR RECENTLY PREGNANT
WOMEN ARE AT INCREASED RISK FOR
SEVERE ILLNESS FROM COVID-19,

pocrors DO NOT nave

ULTERIOR MOTIVES WHEN THEY
RECOMMEND GETTING YACCINES.

CREATE ANTIBODIES

BEING VACCINATED HELPS PROTECT &=
THE PEOPLE YOU LOVE AND '
YOUR COMMUNITY




Melody Kisor, MS
Director of Patient Engagement

CureLBSL

mkisor@curelbsl.org

www.curelbsl.org
www.linkedin.com/in/melodykisor
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