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ESSTS Patient Groups
The whole is greater than the sum of its parts

* Emerging from annual £SS75S Patients Group
meetings within framework of ESSTS conference

* Long-standing desire to

» collaborate and share pool of information,
best practices and experience within TS
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[SSTS 2019 PATIENTS GROUP POST[R

TSNS

2018: The design of two leaflets - 2019: A m[sslnn statement and agenda
At ESSTS conference in Copenhagen, two leaflets ; = ; At ESSTS conference in Hannover, Germany, it
were drafted & a working group assembled. = was decided to: _

+ Guidelines for patients participation in research * el ofeii A Cietie 0 ian: ale et

+ A patient leafiet on TS & comorbidities *This Wi NS defiae e plmese tar e gralp
« Lpafiats Aow avaliablal - ‘ + And also outline support for member countries

- - And cmladadraté with researchers.
-—_— ‘ ‘\ b - -
2016: A joint Facebook group e = 2!!17 The first EU wide survey
AL ESSTS conference in Warsaw, Poland, it was 2019 AI ESSTS conference in Seville, Spain:
agreed - « An EU wide survey patient survey was drafled.
|« Toslart a FB group to share ideas and news. 2018 “ = It was translated into 13 langu_t-f_lges
« It focussed on what research patients want

» There were over 2000 responses.

« Sharing info from patient groups from different 4 /'
countries. _

» This group has 62 members, from 19 countries!! 2017 - Read about it: https:/ftinyurl. com/ySajpwex.
2010: The first patient group meeting 2016 2014: The first EU wide campaign
i ; e At ESSTS conference in Paris, France:
: conference d in 20 : :
: EE?M;::;THSME Pﬁﬁﬁfﬂm:lfﬁﬂhﬁlmaﬁ o - 2014 = The EU Patient Groups agreed on a joint
were present was in 2010 in Dresden. awareness campaign

» #TSelfies on 7 June 2014 saw people from all
over Europe (and the waorld!) posting selfies
= Raising awareness on a hig scale!

+ Since then, around 10 countries have been
present every year
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Tics and Tourette Across the Globe (TTAO) is an
umbrella association representing Tic and Tourette
Syndrome advocacy groups across the globe thus
creating a united voice for those affected by this




Raise TS awareness and information by
promoting evidence-based treatment

Reduce ignorance, stigma and intolerance

Increase access to better treatment and
management for those seeking help

Increase research with particular emphasis
on early diagnosis and intervention




°* manpower
3rd party consulting
finances

Legal entity to be
registered by end 2021,
alternatively by mid 2022



u‘?; ., |

SISSION 2 Who we are




Orriginating as a European TS
advocacy Group

Growing to be an umbrella

7

EXPERTS BY .
[XPERIENCE FAMILIS & propaRcueRs
( TOURETTERS) SUPPORTERS S




DR. SEONAID ANDERSON

$le

MICHELE DUNLAP DOTT SSA. DONATELLA ROXANA APOLLONIO

LISA KEENAN
UK/Belgium Germany COMASINI CABRERA o
Ttaly Spain

VASCO CONCEICAO ROSITA SUNNA TANJA THIJS
Portugal Australia Belgium

DR. KARIN MALISCH
Germany

Ai'; ‘

MONIQUE VERSTAETEN
Belgium

TICS AND

LR a'.

PAULA HUTTUNEN LIV IRENE NOSTVIK FABRIZIO BARILLARI GOFUNDME TOU R ETTE
Finland Norway Italy
CROWDFUNDING
Please scan, donate and share Ac R o s S
THE GLOBE
TEAM




~K : CURRENT TEAM SET UP 1
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ORGANIZING
COMMITTEE

WORKING
GROUPS
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Curvent aclive Working Crowps:
«  WG1 Vision and Mission
«  WG3 Statutes
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WORKING
GROUPS
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SUPPORT US

To create a global network
and redefine TS awareness

TTAc
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SESSION 3: How we work

¥

Presenter:




Hotw Wwe Wwotrk

TTAC

ORGANIZING WORKING
COMMITTEE GROUPS

Monthly Meet Uugh:

» Every month’s first Monday at 10:00
(CET) on Zoom

Calch-up Meetings:

» Preselected days during evening time

TEAM = Together Everyone Achieves More :
(Unknown) after Monthly Meetings on Zoom




Tics and Tourette ... v @ # essts-conference-prep ~

inned  + Add a bookmark
Hi Seonaid, 1 had just sent you a PM. T'll be there and I'll nave the slides done. Ar *ha mament, | just have a tew q

Tics and Tourette Across the...

esstspatientgroups.siack.com

Today ~

Seonaid 525 P
Total Messages I see them - think | answered, let me know if you need more info?
Cotite ettt () Voo sz
10k m;;sam S i Will do! I'll be working on this during the weekend.

e e

IQ‘ 2) ﬁ-;
Invite people to Tics and Tourette Ac... Thanks!
Create a channel Michele e

Session 1 slides for will be ready for MON meeting. | have added a cover sheet to the presentation slides
Preferences A oy

(1) &
Settings & administration » b

Seonaid 5:34 PM
Tools 3 Fab - thanks Michele!

Hope to see you all at the meeting on Monday - TTAG's conference presentation final preparation meeting
Sign out of Tics and Tourette Across...  Time: Sep 27, 2021 10:00am (CET)Join Zoom Meeting
Add workspaces Call=
Switch workspaces >
Open the Slack App i Zoom meeting

Started 2 hours and 49 minutes ago

Wiaiting for people to join m

Added by Zoom

For staying connected
meetings:

v sl

For having the meetings:

Z00

For working together, s
our materials:

o Goog



(®  SearchTicsand Tourette Across the Glob.. Q@ (3

/thjunetsa

¥ all-zoom-m

E documents

g-group2fi...

+ Add channels

v Direct messa...

% Slackbot

f§%, Paula Huttunen ...

L ¥

Wednesday, September 15th ~

Patient Associations meeting link:

) Demio

13th European Conference on Tourette
Syndrome & Tic Disorders | Patient
Associations session-Tics and Tourette
Across the Globe (TTAG) - Demio

A smart webinar platform on a simple
mission. Use Demio to engage.
communicate, and build relationships
with your prospects and customers.
Learn from and improve your webinars
with our actionable analytics and
automation.

i)

SLACK

 SLACK is the official communication platform for the TTAG's
communication
 All written communication between TTAG’s members
happens in SLACK
» channels for different discussion themes
» possibility to private group and private direct messages between the members
* Invite is needed to get access to TTAG’s SLACK group

=» contact paula.huttunen@gmail.com to get the invite

1. slack



» [B]  myoDrive
}E_u Computers

Shared with me

32.57 6B of 100 GB used

Buy storage

Q

Shared withme > Tics and Tourette Across the Globe (TTAG) ~ 2

F3
.

Search in Drive

ESSTS conference 2021 material
Pictures

Meeting Minutes

Website

Maeeting Agendas

Manual

Letter of support

EFNA 2020 stigma award nominations
Name of association

Waorking Groups

TTAG architecture (1).pplx =+

B Tics and Tourette X

Across the Globe
(TTAG)
Detaiis Activity

Who has access




GET INVOLVED

Condribule to owr gfobaf
nefwork:

e join our meetings

* become active in one or more of
our working groups

» follow us on social media

e provide pro bono expertise

* make a donation

 become a member






LINKEDIN

® 3 ®

Home My Network Jobs Messaging

Tics and Tourette Across the Globe (TTAG)

A global collaboration of patient groups & healthcare professionals for people affected by tics &

Tourette Syndrome.
Health, Wellness & Fitness - Durbuy - 71 followers

Crotoins ) T

Home  About Posts Jobs  People  Videos

om/co'any/tics-and-tou rette-across-the



/- /
A . TWITTER
Tics and Tourette Across the Globe (TTAG)

329 Tweets

Tics and Tourette Across the Globe (TTAG)
@TTAGpatients

An international group of Tourette Syndrome patient support associations
#Tourette Syndrome

Joined April 2020
203 Following 317 Followers

B » Followed by ESSTS, Dr Seonaid Anderson, and 3 others you follow

— -
tps://twitter.com/TTAGpatients




/

7 FACEBOOK ( PUBLIC GROUP) Q-

i A TTAc

Tics and Tourette’s
Across the Globe

Tics and Tourette Around the Globe
(TTAG)

: . 5 ‘> Joined «
@ Public group - 204 members St

About i Rooms Topics Members Events Media

’
.

www.facebool%com/groups/546874306675377

\Is /



INSTAGRAM } i

L e

N

Q Search

ftag_NpPO  Message &~

3 posts 58 followers 78 following

TTAG
Tics and Tourette Across the Globe (TTAG) | An international non-profit organization

for TS patient associations | Find us on Twitter: @ TTAGpatients
gofund.me/5d99559a
"

"’ 1stagram.com/ttag_
7 :
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* YOUTUBE

ttag tourette across the globe E X Q X
Tics and Tourette's across the Globe (TTAG)
17 subscritores
INiCIO VIDEOS LISTAS DE REPRODUGAO CANAIS DISCUSSAO ACERCA DE

Carregamentos p REPRODUZIR TODOS

Sindrome de Tourette Sindrome di Tourette_AIST Le syndrome de Gilles de la Tourette Syndrome Tourette Syndrom Deutsch

Onlus Associazione Italian... Tourette

44 visualizagOes - ha 3 meses 195 visualizagGes * ha 3 meses 75 visualizagdes * ha 3 meses

35 visualizagGes = ha 3 meses 33 visualizagGes * ha 3 meses




Socm MEDIA: N@ﬂbhp

APST

Associagdo Portuguesa de Sindrome de Tourette

Més da Sensibilizacao

15 Maio > 15 Junho

accueil  notre action  rubrigues  relois  contoct noe

AFSGT.
Association Francaise du Syndrome de Gilles de La

Notre mission est d'aider les molades et leurs familles & vivre avecla
maladie, informer le corps enseignant, susciter lo recherche aux niveoux
national et intermational et faveriser toute action destinée & améliorer o

situation de ses membres,

- B d? 3891641378

ASSOCIAZIONE ITALIANA SINDROME DI TOURETTE



My Gmail ttagcontact@g

Tics and Touretl

ST @TTAGpatien

Instagram #ttag_npo

Linkedf] TTAG
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Financial support allows us to plan,
build and commit to TTAG’s plans
and objectives.

Currently we depend solely on
TTAG fundraising, ad hock
donations and TTAG volunteers.

What i The Teard capabifilies jor forny and run
TTAG?

Our team consists of volunteers:

> all of them working for many years for TS Patient Associations
and other TS advocacy, medical and research groups.

Team members have a wealth of professional experience, many of
us also have personal/ lived experience with TS.

Although this is the start-up of a new global umbrella organisation,
our knowledge about Tics and Tourette Syndrome is very
comprehensive and we possess a plethora of knowledge and
experience as part of our broader professional life.



DR. SEONAID ANDERSON

$le

MICHELE DUNLAP DOTT SSA. DONATELLA ROXANA APOLLONIO

LISA KEENAN
UK/Belgium Germany COMASINI CABRERA o
Ttaly Spain

VASCO CONCEICAO ROSITA SUNNA TANJA THIJS
Portugal Australia Belgium

DR. KARIN MALISCH
Germany

Ai'; ‘

MONIQUE VERSTAETEN
Belgium

TICS AND

LR a'.

PAULA HUTTUNEN LIV IRENE NOSTVIK FABRIZIO BARILLARI GOFUNDME TOU R ETTE
Finland Norway Italy
CROWDFUNDING
Please scan, donate and share Ac R o s S
THE GLOBE
TEAM
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WHAT ARL OUR CURRENT GOALS? Q-

* TTAG Registration (Belgium)
* Lawyer and notary fees




~ FUNDING-ACTIVITIES

]

Active:

. .
*
Please support Tourette's across The Globe!

€1,305 raiised of €10,000 goal

g 203 22
donors  shares  followers

— :

Oskari Korhos
— e & €100 - Zmn:nagu
Tics and Tourette's & Anonymous
Across the Globe e Zmonte

Paula-Riitta Huttunen
/5 The Tourettes Across The Globe Team is organising this fundraiser. €20 - Zmonths age
Jerry gidner

€100 - 2 months age

B | B | B

Robyn Twemlow
€30 - 3months ago

[ Seeall j {7 See top donations
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Hot wouwlfd the pndsy be whed?

The funds raised will go towards the registration and
start-up of our global umbrella organisation. All TTAG
team members are volunteers.

Any funds remaining from start-up costs fundraising will
be used on campaigns to raise awareness and acceptance
of TS, producing materials that can be shared around the
world and materials to lobby for better treatment and
management for patients.

Feudl Affocation:

40% to cover lawyer fees, registration and notary fees
20% to cover accountancy fees and accountancy software
40% to cover cost of website, hosting, domain name and
membership database software (CRM)

K CURRENT BALANCE

Our goal is to raise Euro 10.000

Achieved do jar:

GoFundMe Campaign:

Direct donations (Bank Account):
Auvailable funds:

Funds needed:

Euro 1,305
Euro 1,200
Euro 2,505
Euro 7,495
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Back

Please support Tourette's across The
TTAC Globe!

Edit & Settings < View fundraiser

Depodit divectly in our bank accownd:

Bank: BNP Paribas Fortis

Address: Warandeberg 3 B-1000 Brussel
IBAN: BE49 0019 0830 7571

BIC: GEBABEBB

For donations or In-kind contributions email to:

ttagcontact@gmail.com
{

!

X PLIASE SUPPORT OUR WORK

Please visit our GoFundMe campaign on:
https://gofund.me/cé6cd2ce1

or scan the GoFundMe-barcode on the below:

We are very thankful for your
involvement and support!
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FUTURE AIMS ~ PROJECT FUNDING
| 'Ih ‘ :f" _‘__-i}
Activity Plan jor jdure pranding:

» TTAG Website
 Direct donations to TTAG Bank Account
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Recend activities eoffaborations and jorward thinking:
® Psychreg article

® Maedia guidelines

® ESSTS poster

) L] O1I1I(IEIITNEA




R[C[NT ACTIVITI[S AND PLANS Q-

Pm,dm articfe (2021):




MEDIA DEALINGS

Media Guidelines - presented at the ESSTS conference

Now translated into different languages from our collaborations!

These will be on the TTAG website in the future:
https: //www.neuro-diverse.org/blog/guidelines-for-engaging-with-the-media

Guidelines in
English

Guidelines in
Dutch

Guidelines in
Spanish

Guidelines in
Italian

Guidelines in
German




EU GUIDELINES

Review > Eur Child Adolesc Psychiatry. 2021 Aug 9. doi: 10.1007/500787-021-01854-y.

Online ahead of print.

European clinical guidelines for Tourette Syndrome
and other tic disorders: patients' perspectives on
research and treatment

Seonaid Morag Anderson ',
Tics and Tourette Around the Globe (TTAG) representing Tic and Tourette Syndrome (TS) patient
associations around the world

Affiliations + expand
PMID: 34370120 DOI: 10.1007/s00787-021-01854-y




"GUIDELINES FOR RESEARCHERS

One of the main aims of TTAG is to

Anyone invo! Gt have an ongoing, mutual beneficial
e\ ! ' e ﬂ'f _ M | . . .
=t e — N relationship between patient groups and
- T * - - T Result in better/more accurate

Patients are the end users of health research; research outcomes |
however, they are still rarely involved in the design T Brings the patients perspective into d
of health research. research |
' T Benefit patients themselves g

Some useful tips: 7 Maximize partnership and avoid y

i

/7 If not already doing so, adapt your budget '
[ where possible to Include expenses and

|! travel payments for research participants |
7 Think about scheduling research

exploitation

T Benefit the support of patients for
scientific studies and research as
evidence of patients being involved In
research design often required by
research ethics committee

participation sessions around work and
\ school timetable




TS ASSOCIATIONS DIRECTORY

". ‘
> .
g

e _ L

» Collaborations include a chapter on patient associations\
around the world being included in a clinical textbook

on Tourette Syndrome https://tinyurl.com/tfnjcaés
(updated version in press 2022 edited by Davide Martino and




Directory of Tourette Syndrome Patient
Associations

An overview of the most important services and contact details of TS Patient Associations around the
world; get to know what the organisation in your respective country has to offer. Professionals can easily
share this information with their patients and open the way to support in an accessible manner.

If you are a Patient Association representative and wish to update any of the details below, or to be included in this

directory, please submit your content via this online form, or contact us directly here.
We appreciate your help in making this online directory a useful tool for patients, their families and professionals all

around the world!

A very special thank you to r Seonaid anderson and Dr annet Heljerman who have worked tirelessly on compiling
information from all around the world and have meticulously drafted this valuable database.



' EFNA

: ADVOCACY
"~ AWARDS

4

-

EENA AWARD

'ACTION AGAINST STIGMA

Outstanding achievement by a patient advocate

Deadline for nominations:
Friday, 4 December, Spm CET

A VOCACY
AWARDS

H




~ ONENEUROLOGY ENDORSER
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EUROPEAN FEDERATION OF NEURDLOGICAL,

@ne
neuro
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EUROPEAN FEDERATION OF NEUROLOGICAL ASSOCIATIONS

/ Providional membership o} EFNA:

A provisional member [PM] is an organization who does not,
as yet, meet the criteria for membership as outlined in the
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N ~ PLOPLE WITH TS GETTING TOGETHER
* Youth exchange programmes

 Provide an online platform —via TTAG website:

» to access online support

A7 » information about diagnosis and treatment
Sk > in multiple languages
g » share people’s personal experiences on our
website through blogs, photos and videos
. ... around the globe?

- L]
-
- "
s 1



/ Bumtwb o} joivu'}u(, TTAG:

e A stronger and united voice
e TS awareness




My Gmail ttagcontact@g

Tics and Tourette

ST @TTAGpatien

Instagram #ttag_npo

Linkedfl] TTAG
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SESSION 7: Wefcoming the past and the curvent ESSTS chai
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Tics and Tourette
Across the Globe




SESSION 8 Wateractive part
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DISCUSSION AND POLLS

Y

Pollr:

1) Todays audience:

2) Your country/region and Tourette:

3) How you wish to join TTAG:



Topics:

1) What do you want TTAG to do
2) Conflicts?

3) Any other suggestions?




. What do YOU want TTAG to do?

B
. We are thinking:

¥ _H‘ £ -

OPEN DISCUSSION

* Newsletters , Website, centralized platform, open access libra
overview)

+ » Multiple language resources
;' » Contact/influence with researchers , Lobbying to governments

* Info and advice from other patient associations, in how to gro

and mobilizing people with TS to become active.
pret *  Sharing experiences via blogs etc. on website

‘_ » . Raise funds

P ~ e+ Increasing awareness across countries

A * Projects we feel passionate about — international exchang

initiati
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OPEN DISCUSSION

Y

Do you have potential conylictr? Coll

- We will deal with any potential misundersta
compete for resources with your patient asso
work for national vs regional associations
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PEN DISCUSSION }

!

Anything misding? Wap there o
you Wirh o I‘A'Am?

- We wish to know if everything is clear

Structure, decision taking process, objective
finances, etc.

N
A
! \)
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