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About LuMind IDSC Foundation

We accelerate research to increase availability of therapeutic,
diagnostic, and medical care options and we empower families
through education, connections, and support.
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MS [2]6 Add graphic about merger

Discuss merger

Michelle Slape, 2/2/2021



About LuMind IDSC Foundation

LuMind and IDSC merged in 2019, bringing the research and the
community together in one strong organization and creating a
symbiotic relationship of the research and community informing
each other.

myDSC is a natural extension of this merger where we can bring
the community and the research onto one platform.
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What is 2

A free, online library of trusted resources
and useful tools for people with Down
syndrome and their families that can be
personalized to the member's interests

L
Vh%% A new platform to access resources,

tools, and research opportunities

Y3 \WELCOME, MICHELLE!

2021 9th Annual
Family Weekend

Sept. 17-19, 2021

REGISTER TODAY!
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News Highlights - Fighting Alzheimer's Disease in Down
Syndrome: There is Hope! Webinar
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How Can Benefit Your Families

3
How b6 can benefit your families

Affiliates and your constituents can join myDSC

< All are welcome to join - for free

* Joining takes mere minutes

* Members receive a personalized profile
* Profiles can be updated at any time

* One-stop-shop of trusted resources, useful tools,
and research news and opportunities
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Benefits
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* myResources
¢ Webinars and Podcasts
* Research Newsletter
* Research Survey Results  wesovnces
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MS17 This is a very general overview of the benefits. The following slides

will go into more detail about the benefits.
Michelle Slape, 1/25/2021



Collaborations

=/fa Advocate Medical Group A R D E A Colletteyvsm

Adult Down Syndrome Center
OUTCOMES  changing the World One Cookie at a Time

DSG2U

Down Syndrome Clinic to You

JOHN'S

CeagySoss
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Gonaor  NCSS.

VISUALIZE YOUR DAY
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CARE -~ Ask Dr. Brian Chicoine

* Exclusive benefit for myDSC members

* Dr. Brian Chicoine, Advocate Medical Group
Adult Down Syndrome Center

* Accessibility to Dr. Chicoine's expertise
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Down Syndrome Clinic to You

Down Syndrome Clinic to You (DSC2U) created by Dr. Brian
Skotko from the MGH Down Syndrome Program

A personalized care plan for individuals with Down syndrome
that can be shared with their primary care provider

*  myDSC members receive a $12 savings when they
join myDSC + DSC2U

* OR We can help you offer free or discounted DSC2U access
to your families
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DSC2U affiliate Discount

Purchase DSC2U codes in bulk or at a discounted rate
« Gift DSC2U access to your constituents or

* Pass the savings to your constituents
DSC2U Bulk Discount DSC2U Partial Discount

Pricing for Down Syndrome | | Pricing for Down Syndrome
Non-Profit Organizations

# of Users Cost per User Discount Coupons Off Full Price
049 49 (minimum order of 50)
$10
50-99 $44 .
= Contact: Michelle Slape
100-249 $41

mslape@LuMindIDSC.org

250-499 $39 $30
500-999 $37 $40
1000+ $35
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Wl%% ANNUAL i
FAMILY

WEEKEND

* September 17-19, 2021

* Exclusive to myDSC members

* 19 Great Wolf Lodge locations (18 in U.S. and 1 in Canada)
* Over 4,000 people were in attendance in 2019

* Sponsorship opportunities available now for each location,
FWSponsorships.myDSC.org
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m%% awvuaL - Year-Round Savings
weekenp  at Great Wolf Lodge
GREAT
WE%LF| Members receive 30% off the
IT)%G_E best room rates year round at all
U.S. Great Wolf Lodge locations
18
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Do you care for
someone With myGoalNav
Down Syndrome

&5 wiiolls 255 it myGoalNav.myDSC.org*

MapHabit Helps .
" Individuals with MapHabit

Lo ymdrome MapHabit.myDSC.org*

Surveys - Surveys.myDSC.org

Open surveys and results from past surveys

* NOW RECRUITING
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List of clinical trials that
' can be filtered by type,
gender, age, category
and recruitment status

LuMindIDSC.org/ClinicalTrialFinder
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/I%C Trials Near Me

TRIALS NEAR ME

v 1 1l i o i the Fll st of v Sy

Safety, Tolerability At-Home Research Down Syndrome
and Study for Patients Clinical Trials -
icity of With Autoi Study of

ACI-24 Vaccine in Inflammatory, Alzheimer's Disease
Adults With Down Genetic, in Down Syndrome
Syndrome (3 Star) Hematological, (LIFE-DSR)
— Infectious, =

Neurological, CNS,

Oncological,

Respiratory,

Metabolic

Conditions
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Joining
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Join
*« myDSC = Free membership
* myDSC + DSC2U = $37 ($12 off DSC2U)
23

Connecting
Community Outreach
& Awareness
with
Research Participation
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g3 Big Picture -

Why talk about research?

What do we hear from the community?
Why isn't there a drug for AD?
Why don't they invent something?

They can't do anything without trial participation,
without YOU, without the greater US.

Without participation in clinical trials >
@ No drug is approved
@ No new treatments get to market

IF new treatments do get to market in DS,
most get to market without ever having been
tested in DS.
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Big Picture

Ultimately, people want to make a difference.

LuMind IDSC is dedicated to creating a patient-centric

approach, facilitating an avenue for the DS community to
impact research.

Increase the potency of collaborationsin
DS between academia, Industry, and individuals and
caregivers with DS.
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I’I/l%% Benefits as we raise awareness of clinical research: c-
1. Raise awareness of concepts
2, ’ 2. Highlight the roles in individuals’
3. Increase consideration of a trial when presented

Benefi . I .

*  An opportunity for the community to have a voice!

l,"? . offer individual DS perspective,
. i clinical trial p I

Recent collaboration with Eli Lilly - Caregiver surveys and focus
groups

(?\E i ramilies: R ‘ .
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LuMind IDSC Recruitment Strategies L

DS & Caregiver Feedback

g g3
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LuMind IDSC Recruitment Strategies

Ongoing Community
Awareness of Clinical Trials

DS & Caregiver Feedback Customized Approach

Analysing & Real-
time Optimization

Recruitment starts here!
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LuMind IDSC Recruitment Strategies kY

Ongoing Community
Awareness of Clinical Trials

DS & Caregiver Feedback Customized Approach
Early Input!

Understandin,

in an individua

Analysing & Real-
time Optimization

Protocol
Development
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LuMind IDSC Recruitment Strategies e

The conversation of what atrial is, how they
v experienc all
BEFORE

DS & Caregiver Feedback A Customized Approach

Analysing & Real-

Protocol time Optimization

Development
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LuMind IDSC Recruitment Strategies

Ongoing Community Awareness

of Clinical Trials (—..

DS & Caregiver Feedback Customized Approach

Analysing & Real-

Protocol time Optimization

Development
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LuMind IDSC Recruitment Strategies

Ongoing Community
Awareness of Clinical Trials

DS & Caregiver Feedback Customized Approach

Protocol

Development

33

211972021

11



ry3)

Thank you!

www.MyDSC.org
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