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m\ DoZn S\ndrome CommXniW\

Michelle Slape 
DirecWor of Famil\ 
Programming

Dr. James Hendri[
Chief ScienWific
Officer

BeWh SXlliYan
Sr. DirecWor of 
CommXniW\ EngagemenW

PresenWers

AboXW LXMind IDSC FoXndaWion

We acceleraWe research Wo increase aYailabiliW\ of WherapeXWic, 
diagnosWic, and medical care opWions and Ze empoZer families 
WhroXgh edXcaWion, connecWions, and sXpporW.
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MS >2@6 Add graphic aboXW merger

DiVcXVV merger

Michelle Slape, 2/2/2021
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AboXW LXMind IDSC FoXndaWion

LXMind and IDSC merged in 2019, bringing Whe research and Whe 
commXniW\ WogeWher in one sWrong organi]aWion and creaWing a 
s\mbioWic relaWionship of Whe research and commXniW\ informing 
each oWher.

m\DSC is a naWXral e[Wension of Whis merger Zhere Ze can bring 
Whe commXniW\ and Whe research onWo one plaWform.

WhaW is             ?

A free, online librar\ of WrXsWed resoXrces 
and XsefXl Wools for people ZiWh DoZn 
s\ndrome and Wheir families WhaW can be 
personali]ed Wo Whe member's inWeresWs

A neZ plaWform Wo access resoXrces, 
Wools, and research opporWXniWies

BUief 
demR!
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Demo

HoZ         Can BenefiW YoXr Families

HoZ         can benefiW \oXr families

AffiliaWes and \oXr consWiWXenWs can join m\DSC

� All are Zelcome Wo join ² for free
� Joining Wakes mere minXWes
� Members receiYe a personali]ed profile
� Profiles can be XpdaWed aW an\ Wime
� One-sWop-shop of WrXsWed resoXrces, XsefXl Wools, 

and research neZs and opporWXniWies
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BenefiWs

BenefiWs

MS17

� ResoXrce Librar\
� m\ResoXrces
� Webinars and PodcasWs
� Research NeZsleWWer
� Research SXrYe\ ResXlWs
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MS17 ThiV iV a Yer\ general oYerYieZ of Whe benefiWV. The folloZing VlideV 
Zill go inWo more deWail aboXW Whe benefiWV.
Michelle Slape, 1/25/2021
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CollaboraWions

� E[clXsiYe benefiW for m\DSC members
� Dr. Brian Chicoine, AdYocaWe Medical GroXp

AdXlW DoZn S\ndrome CenWer
� AccessibiliW\ Wo Dr. Chicoine's e[perWise

Ask Dr. Brian Chicoine

DoZn S\ndrome Clinic Wo YoX (DSC2U) creaWed b\ Dr. Brian 
SkoWko from Whe MGH DoZn S\ndrome Program

A personali]ed care plan for indiYidXals ZiWh DoZn s\ndrome 
WhaW can be shared ZiWh Wheir primar\ care proYider

� m\DSC members receiYe a $12 saYings Zhen Whe\ 
join m\DSC + DSC2U

� OR We can help \oX offer free or discoXnWed DSC2U access 
Wo \oXr families
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AffiliaWe DiscoXnW
PXrchase DSC2U codes in bXlk or aW a discoXnWed raWe
� GifW DSC2U access Wo \oXr consWiWXenWs or
� Pass Whe saYings Wo \oXr consWiWXenWs

DSC2UAffiliaWes.m\DSC.org

ConWacW: Michelle Slape
mslape@LXMindIDSC.org

� SepWember 17-19, 2021
� E[clXsiYe Wo m\DSC members 
� 19 GreaW Wolf Lodge locaWions (18 in U.S. and 1 in Canada)
� OYer 4,000 people Zere in aWWendance in 2019
� Sponsorship opporWXniWies aYailable noZ for each locaWion, 

FWSponsorships.m\DSC.org

Year-RoXnd SaYings
aW GreaW Wolf Lodge

m\DSC BONUS!

Members receiYe 30% off Whe 
besW room raWes \ear roXnd aW all 
U.S. GreaW Wolf Lodge locaWions
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m\GoalNaY
m\GoalNaY.m\DSC.org*

MapHabiW
MapHabiW.m\DSC.org*

SXrYe\s - SXrYe\s.m\DSC.org
Open sXrYe\s and resXlWs from pasW sXrYe\s

* NOW RECRUITING

LisW of clinical Wrials WhaW 
can be filWered b\ W\pe, 
gender, age, caWegor\ 
and recrXiWmenW sWaWXs

LƵMiŶdIDSC͘ŽƌgͬCliŶicalTƌialFiŶdeƌ

Trials Near Me
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Joining  

JŽiŶ

ŵǇDSC͘Žƌg

� m\DSC = Free membership
� m\DSC + DSC2U = $37 ($12 off DSC2U)

ConnecWing
CommXniW\ OXWreach 

& AZareness 
ZiWh 

Research ParWicipaWion
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Wh\ Walk aboXW research?

WhaW do Ze hear from Whe commXniW\?
Wh\ isn'W Where a drXg for AD? 
Wh\ don'W Whe\ inYenW someWhing? 

The\ can'W do an\Whing ZiWhoXW Wrial parWicipaWion,
ZiWhoXW YOU, ZiWhoXW Whe greaWer US. 

WiWhoXW parWicipaWion in clinical Wrials Æ
No drXg is approYed

No neZ WreaWmenWs geW Wo markeW
IF neZ WreaWmenWs do geW Wo markeW in DS, 
mosW geW Wo markeW ZLWhRXW eYeU haYLQg beeQ 
WeVWed LQ DS.

Big PicWXre

UlWimaWel\, people ZanW Wo make a difference. 
LXMind IDSC is dedicaWed Wo creaWing a paWienW-cenWric 
approach, facLOLWaWLQg aQ aYeQXe fRU Whe DS cRPPXQLW\ WR 
LPSacW UeVeaUch.

Increase Whe poWenc\ of collaboraWions in 
DS beWZeen academia, IndXsWr\, and indiYidXals and 
caregiYers ZiWh DS.

Big PicWXre

BenefiWs as Ze raise aZareness of cOLQLcaO UeVeaUch: 
1. Raise aZareness of cRQceSWV
2. HighlighW Whe UROeV in indiYidXals· 
3. Increase cRQVLdeUaWLRQ of a Wrial Zhen presenWed

BenefiWs b\ bringing Whe commXniW\ inWo earl\ conYersaWions
� An RSSRUWXQLW\ for Whe commXniW\ Wo haYe a Yoice!

� offer indiYidXal DS perspecWiYe, 
� inflXence clinical Wrial proWocol deYelopmenW

RecenW collaboraWion ZiWh Eli Lill\ ² CaregiYer sXrYe\s and focXs 
groXps

BenefiW Wo \oXr families: ResoXrce for \oXr consWiWXenWs
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LXMind IDSC RecrXiWmenW SWraWegies

Protocol 
Development

Anal\sing & Real-time 
Optimi]ation 

Customi]ed ApproachDS & Caregiver Feedback

Ongoing Communit\  
AZareness of Clinical Trials 

Recruitment starts here!

Protocol 
Development

Anal\sing & Real-
time Optimi]ation

Customi]ed ApproachDS & Caregiver Feedback

Ongoing Communit\ 
AZareness of Clinical Trials

LXMind IDSC RecrXiWmenW SWraWegies

Protocol 
Development

Anal\sing & Real-
time Optimi]ation

Customi]ed Approach
Earl\ Ζnput!

Understanding what is important 
in an individualȇs decision making 

process is critical.

DS & Caregiver Feedback

Ongoing Communit\ 
AZareness of Clinical Trials

LXMind IDSC RecrXiWmenW SWraWegies

2ϴ

2ϵ

30



2/1�/2021

11

Protocol 
Development

Anal\sing & Real-
time Optimi]ation

Customi]ed ApproachDS & Caregiver Feedback

The conversation of what a trial is, how the\ 
work, other peopleȇs experiences are all 

critical BEFORE a trial starts.

Ongoing Communit\ AZareness of Clinical Trials

LXMind IDSC RecrXiWmenW SWraWegies

Protocol 
Development

Anal\sing & Real-
time Optimi]ation

Customi]ed ApproachDS & Caregiver Feedback

Ongoing Communit\ AZareness 
of Clinical Trials

LXMind IDSC RecrXiWmenW SWraWegies

Protocol 
Development

Anal\sing & Real-
time Optimi]ation

Customi]ed ApproachDS & Caregiver Feedback

Ongoing Communit\ 
AZareness of Clinical Trials

LXMind IDSC RecrXiWmenW SWraWegies
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Thank \oX!

ZZZ.M\DSC.org
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