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Innovation in Science. Integrity in Practice.® 

Behind the Scenes with Organizations 
Supporting the Parkinson’s Community

 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

Slide 2 

Plan for 
Webinar

• Logistics

• Introductions

• Panelist presentations

• Address your questions

• Survey 
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Introducing…

Parkinson’s Foundation
Panelists: Tom Manak, Jackie 
Gannon

Davis Phinney Foundation
Panelist: Gabby Dimotsantos

Parkinson & Movement 
Disorder Alliance
Panelist: Andrea Merriam

Parkinson Alliance
Parkinson’s Unity Walk
Panelist: Carol Walton

Michael J. Fox Foundation 
Panelist: Veronique Enos Kaefer

American Parkinson Disease 
Association 
Panelist: Dr. Rebecca Gilbert
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Disclosures        
Financial relationships include: 

All panelists were offered 
honorarium for their time and 
expert knowledge of the 
organizations they represent. 
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Information to Report CE Activity

• This LSVT Global webinar is NOT ASHA or state 
registered for CEUs for speech, physical and 
occupational therapy professionals, but it may be 
used for self-reported CEU credit as a non-
registered/non-preapproved CEU activity. 

• If you are a speech, physical or occupational therapy 
professional and would like to self-report your 
activity, e-mail webinars@lsvtglobal.com to request 
a certificate after completion of the webinar which 
will include your name, date and duration of the 
webinar.

• Licensing requirements for CEUs differ by state. 
Check with your state PT, OT or Speech licensing 
board to determine if your state accepts non-ASHA 
registered or non pre-approved CEU activities.

• Attendance for the full 1.5 hours is required to earn a 
certificate. No partial credit is offered.
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Learning 
Objectives

Upon conclusion of this webinar, 
participants will be able to:
• List at least five organizations 

available to support individuals with 
Parkinson’s disease and those 
involved in their care.

• Explain the missions of at least five 
organizations in supporting the 
Parkinson’s community. 

• Locate information necessary to 
utilize the resources these 
organizations provide. 
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Poll #1.  Who is joining us? 

• Person with Parkinson’s 
• Family member, friend or care partner
• Physical or Occupational Therapist/Assistant (including 

students)
• Speech Language Pathologist/Assistant (including 

students)
• Other 
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Slide 8 Tom Manak
Vice Chair, People with Parkinson’s Council 
Parkinson’s Foundation
Glen Ellyn, Illinois 

Tom Manak spent his entire career in the healthcare industry focusing 
on strategy, business development, and finance. This included working 
with senior leadership teams and boards identifying new opportunities 
and leading retreats. Tom has been a guest lecturer at University of 
Illinois at Chicago, Northern Illinois University, and Governors State 
University. He developed an interest in Parkinson’s disease when his 
wife was diagnosed with PD almost 30 years ago. He is her primary care 
partner.

Tom holds a BS in Business Administration from Marquette University 
and a MA in Health Care Administration from George Washington 
University.

He is a volunteer and Board Member for a local Rock Steady Boxing 
affiliate, assists in Loud Crowd group speech therapy for Parkinson’s 
patients, was on the 2020 Parkinson’s Foundation Care Partner Summit 
committee, recently nominated as Vice Chair of the Parkinson’s 
Foundation People with Parkinson’s Council, and is active in his church.  
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Senior Manager, Strategic Initiatives
Parkinson’s Foundation
New York, New York

Jackie Gannon has been working at the Parkinson’s 
Foundation for three years. In her role, she helped 
launched the Newly Diagnosed Initiative in 2019, helps 
oversee the People with Parkinson’s Council, and is 
passionate about reporting data to show the impact of 
the Parkinson’s Foundation work at a local/community 
level. 

She holds a Masters of Public Administration degree 
from Baruch College as a National Urban Fellow. Jackie 
has previously worked for Patient-Centered Outcomes 
Research Institute (PCORI) in Washington, DC, and the 
International AIDS Vaccine Initiative in New York, and 
was a Peace Corps Community HIV/AIDS Health 
Volunteer in Namibia.  
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Tom Manak, Care Partner, Vice Chair of People with 
Parkinson’s Council
Jackie Gannon, Senior Manager, Strategic Initiatives
September 16, 2020

About Us - Parkinson’s 
Foundation
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Slide 11 Parkinson’s Foundation Mission

• Ensure better care for people with Parkinson’s

• Understand Parkinson’s through research

• Educate and empower people with and affected by Parkinson’s 
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Slide 12 Ensure Better Care for People with PD
by training healthcare professionals

• Online Courses
• Occupational and Physical Therapists, Speech and Language Pathologists, Nurses and more can learn and 

earn CEU credits through various Parkinson's Foundation expert online training courses

• Nurse Faculty Program
• The 50-hour accredited train the trainer Nurse Faculty Program improves PD nursing care by training faculty 

leaders across the U.S. to educate nursing students

• Physical Therapy Faculty Program
• This train the trainer program teaches faculty leaders who can, in turn, educate physical therapy students

• Allied Team Training for Parkinson’s
• Intensive 3-day curriculum to help medical professionals from diverse disciplines learn the best techniques 

in PD care through a dynamic team-based approach

• Parkinson’s Foundation Centers of Excellence 
• We set standards for expert PD care through our global network of 

47 Centers of Excellence, delivering care to ~193k people with PD annually.

12

Find more information at Parkinson.org/ExpertCare Or Email
HealthProfs@Parkinson.org

+ 8 countries 
abroad
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Slide 13 Understand Parkinson’s through Research

- Largest-ever clinical study of Parkinson’s disease with more than 
13k participants (Parkinson’s Outcomes Project)

- Funding academic and medical institutions dedicated to furthering 
PD research (Research Centers)

- Grants and Fellowship Awards for Researchers

Find more info at Parkinson.org/research
13

- Mapping the Future of Parkinson’s
with free genetic testing + 
counseling (PDGENEration). 
PD GENEration @ HOME *Now available in 
tele-health to reach goal of 15,000 in 4 years

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

Slide 14 Educate and Empower People with and 
Affected by PD 

PD Health @ Home - diverse educational events turned virtual, topics ranging 
from Mindfulness Mondays to Wellness Wednesdays. 

Community Grants - help fund education, outreach programs that address 
unmet needs in PD communities. Awarded 172 community-based programs 
in 2020.

Newly Diagnosed: Building a Better Life with PD
- closing the gap between a PD diagnosis and essential resources.

Moving Day - a movement for change towards more awareness, more 
funding, and more understanding. Now virtual for Spring and Fall 2020
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Reach Through:
Community Grants
Educational Programs
Moving Days
Research Centers
Local Chapters
Volunteers

Partnerships:
Centers of Excellence
Veterans Administration
AARP

The Parkinson’s Foundation is 
a global organization
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Slide 16 For Health Professionals & PD Community

We help people live well with PD by providing free resources, 
community and support. 

Order resources and talk with a PD information specialist on our 
Helpline by calling 1.800.4PD.INFO (473.4636). Our
Specialists take more than 20,000 calls annually. 

Access topic-specific resources (order physical copies or download) 
at Parkinson.org/PDLibrary

16

Helpline + Resources available in 
English and Español. 
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Community Engagement Manager
Davis Phinney Foundation

Gabriella (Gabby) has been a member of the 
Davis Phinney Foundation team since January 
2018 where she leads community engagement 
efforts across North America.  Gabby graduated 
from the University of Nevada with a Bachelor 
of Science in Neuroscience where she also 
spent several years leading research studies in 
working memory. She has since fostered her 
passion for community building and leadership 
through volunteerism as a Rotarian (2015-
present) and President of the Rotary Club of St. 
Vrain (2018-2019) as well as involvement on the 
Young Professional Board of Directors for 
Mental Health Colorado (2018-2019). In her 
free time, Gabby can be found dancing, working 
on home improvements or spending time with 
her dogs, Stratus and Ripley. 
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Davis Phinney Foundation
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WE HELP PEOPLE WITH PARKINSON’S 
LIVE WELL TODAY.

We do this by providing education, tools, resources, 
and inspiration that touch on every aspect of life: 

physical, emotional, intellectual, social, and financial.
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WE HELP PEOPLE WITH 
PARKINSON’S LIVE WELL TODAY.

LIVE WELL

We share stories 
and celebrate 
victories. We are 
authentic, 
energetic, and fun.

INSPIRE 
ACTION

We take an Olympic 
level approach. We 
empower positive 
change and give 
people hope.

CONNECT 
THE 

COMMUNITY

We bring the right 
resources to the 
right people. We 
are collaborative; 
we are better 
together.
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EVERYVICTORY COUNTS!
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OUR WORK

Every Victory 
Counts Manual

Ambassadors

The Victory Summit® Online Content

Healthy Parkinson’s 
Communities™

Quality of life Research
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Thank you!

Do you have general questions, comments, content ideas?

Email us at contact@dpf.org or call 1-866-358-0285.

Also feel free to contact me if you have questions,

gdimotsantos@dpf.org or 720-257-0741.
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Andrea Merriam
Vice President, Community Engagement
PMD Alliance

Meet Andrea Merriam, Vice President, Community 
Engagement for PMD Alliance. A hungry learner and 
divergent thinker, Andrea’s talents shine at the 
intersection of creativity and strategy. After 15 years 
working in private sector companies ranging from 
multinational banks to tech start-ups, Andrea has 
found her home in the non-profit world with PMD 
Alliance. Her hard-wired empathy and refined 
communication skills make Andrea a natural fit to 
lead the PMD Alliance community engagement team 
in developing connections, partnerships, and 
relationships across all our stakeholder groups. 
Outside of work, Andrea enjoys tickling her kids, 
reading Scandinavian crime fiction, and drinking 
hoppy beer.
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Movement Disorder Patient
© Parkinson & Movement D  
Do not use or reproduce wit

THERAPY  
NETWORK

PERSON WITH 
MOVEMENT  
DISORDER

MEDICAL
NETWORK

FAMILY  
NETWORK

COMPANION  
NETWORK

Friends  

Caregiver  

Acquaintance

CarePartner

Spouse  

AdultChildren

Relatives

PhysicalTherapist 

Speech Therapist  

Nutritionist

OccupationalTherapist  
Social Worker  

Counselor

Geriatrician

Dermatologist  

Gastroenterologist

Movement Disorder  
Neurologist (or  
generalneurologist)

Integrative Medicine  

Neuro-Ophtamologist

Primary CarePhysician

Pharmacist  

Dentist

COMMUNITY  
NETWORK

ExerciseGroup

Support Group

Financial Support&  
Resources

Church/Spiritual  
Community

Community  
Organizations

AdvocacyOrganizations

LivingCommunity  

SocialGroup

MOVEMENT DISORDER CARE & SUPPORT ECOSYSTEM
Parkinson & Movement Disorder Alliance (PMDAlliance), a non-profit, independent organization, delivers high  
impact programs to the public, healthcare providers, and healthcare/residential facilities. With attention on the  
wholesystem,ourprogramsofferpartnersopportunitiesto learn, live life morefullyandconnectwith others.
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SUPPORT GROUP  
LEADERS

IN SYNC® ONLINE TRAINING

IN SYNC® REGIONALS

SUPPORT GROUP IN A BOX®  
TOOLKIT
QUARTERLY NEWSLETTER

ZOOM PRO ACCOUNTACCESS  
AND TRAINING
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CARE PARTNERS
& ADULT CHILDREN

WEEKLY RESILIENCE ONLINE  
SUPPORT GROUPS

GETTING REAL™ EDUCATIONAL  
SERIES

CARE PARTNER SOCIAL MEDIA

ADULT CHILDREN PRIVATE  
COMMUNITY

CHEER CALLS ANDCARE  
PACKAGES
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Slide 32 NATIONAL HUB OF  
RESOURCES

FIND A SUPPORT GROUP

FIND AN EXERCISE GROUP

FIND LOCAL/REGIONAL  
NONPROFITS & ADVOCACY  
ORGANIZATIONS
MOVEMENT DISORDER CLINICIANS

MEDICATION LIST AND FINANCIAL  
ASSISTANCE

www.PMDAlliance.org
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AND…YOUR NEXT  
BRILLIANT IDEA
COLLABORATIVE  

INNOVATIVE

NIMBLE  

CREATIVE
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Andrea Merriam
Vice President, Community Engagement  
Parkinson & Movement Disorder Alliance  
andrea@pmdalliance.org

www.pmdalliance.org
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Slide 35 Carol J. Walton 
President & CEO, The Parkinson Alliance
Executive Director, Parkinson’s Unity Walk 

Carol’s father was diagnosed with Parkinson’s 
disease in 1982 and finding information was a 
major challenge.  Carol’s Dad lived in 
Washington State and she lived in California.  
Her brother lived in Washington State and they 
tried to share responsibilities.  She attended 
support groups trying to educate herself and 
her family about Parkinson’s.

In 1994 Carol attended a Parkinson’s Action 
Network Public Policy Forum in Washington, DC. 
She worked to get the Morris K. Udall 
Parkinson’s Research Act passed in 1997.  
During that forum she met Margaret and Martin 
Tuchman.  They offered Carol the opportunity to 
head their new foundation.  In 1999 the 
Tuchmans moved her from California to New 
Jersey to start The Parkinson Alliance.

Carol is a Board Member of The Parkinson 
Alliance; Parkinson’s Unity; and UPAC—United 
Parkinson’s Advocacy Council of the Michael J. 
Fox Foundation for Parkinson’s Research.
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LSVT GLOBAL WEBINAR

SEPTEMBER 16 , 2020
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Our Co-Founder

Margaret Tuchman 1941 – 2018
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Patient Centered Research
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Our Community Events

Central Park, NYC, NY

LA Marathon

Central Follies

Carbo Dinner

5K & Fun Run
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LSVT GLOBAL WEBINAR

SEPTEMBER 16, 2020
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Our Organization

One parent, three brands
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Since 1994

Central Park, NYC, NY

Over 11,000 attendees

Bandshell Programs
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Over 60 Booths
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2020 Virtual Unity Walk!

Begin by watching our Celebration Video.
Then visit foundations and our sponsors on partner Alley, the Virtual Bandshell  
Program, and participate in new and traditional Walk activities. Take your time, as  
there is a lot of information, and visit again! Share this page with family and friends.
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2020 Unity Walk
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Partner  
Alley

 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

Slide 47 

Partner  
Alley
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Partner  
Alley
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Our  
Community!
26 YEARS OF
SUPPORTING RESEARCH

OVER $ 27 MILLION
DOLLARS RAISED!
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Veronique Enos Kaefer
Vice President, Philanthropy
The Michael J. Fox Foundation

Veronique joined The Michael J. Fox 
Foundation in March 2001, shortly after 
its inception. She works closely with 
individuals living with PD and their loved 
ones and is deeply committed to this 
community and MJFF's mission. Prior to 
joining the Foundation, she worked in 
the field of mental health.
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Slide 51 Rebecca Gilbert, MD, PhD
Vice President, Chief Scientific Officer, APDA

Rebecca Gilbert joined APDA in 2018, bringing a wealth of 
practical experience in diagnosing and treating Parkinson’s 
disease, as well as a strong background in fundamental and 
clinical science to the team. She is responsible for overseeing 
APDA’s research portfolio in conjunction with APDA’s 
Scientific Advisory Board, and also provides medical and 
clinical expertise to support APDA programming as well as 
print and web content.
Dr. Gilbert received her MD degree at Weill Medical College 
of Cornell University and PhD in Cell Biology and Genetics at 
the Weill Graduate School of Medical Sciences. She then 
completed her Neurology Residency training as well as 
Movement Disorders Fellowship training at Columbia 
Presbyterian Medical Center. She continues to maintain a 
limited schedule of patients one day a week through 
Bellevue Hospital Center.
Prior to joining APDA, she was an Associate Professor of 
Neurology at the Fresco Institute for Parkinson’s and 
Movement Disorders, NYU Langone Medical Center where 
she saw Movement disorders patients at both NYU and 
Bellevue Hospital Center, initiated and directed the NYU 
Movement Disorders Fellowship, participated in clinical trials 
and other research initiatives for Parkinson’s disease and 
lectured widely on Parkinson’s disease.  
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AMERICAN PARKINSON
DISEASE ASSOCIATION
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WHO WE ARE AND WHAT WE DO
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Every day, we provide the support, education, 
and research that will help everyone impacted 
by Parkinson’s disease live life to the fullest.
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Local Programs & Services

• Information and Referral
• I&R Centers
• 800-223-2732
• Connections
• Resources

• Education & Support
• Support groups
• Symposiums, Educational Events

• Health & Wellness
• Exercise and movement classes

• Dance, yoga, tai chi, boxing and more
• Fitness Professionals Training Program
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Online programming: education, support and wellness

Dr. Gilbert Hosts
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Nationwide Programs & Services

• Online resources
• Publications
• Webinars
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Nationwide Programs & Services

• Blog
• Smart Patients
• 800-223-2732
• Online training courses for 

First Responders and Fitness 
Professionals
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APDA RESEARCH
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Slide 60 AMERICAN PARKINSON DISEASE ASSOCIATION: 
RESEARCH

 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 



Slide 61 

HOW TO GET INVOLVED
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Online walks
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APDA Rhode Island Golf Tournament

APDA Northwest Magic of Hope Gala

APDA Oklahoma Pennies for Pearls Music Trivia 
Fundraising Event
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Toll-free: 800-223-2732

apdaparkinson.org

@apda.inc

@APDAparkinsons

@apdaparkinsons

AMERICAN PARKINSON DISEASE ASSOCIATION

Thank you to our countless volunteers and donors who make 
our programming possible

To find out more about our programs and services and to get 
involved, contact us at: 
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THANK YOU
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Summary

• Many organizations exist to help support 
individuals with Parkinson’s disease and those 
involved in their care. 

• Take advantage of the resources and 
opportunities available to you!

 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

___________________________________ 

Slide 68 
How to ask questions

1.  Type in the question box on your 
control panel

2.  Raise your hand! (click on the hand 
icon in your control panel)

• Your name will be called out
• Your mic will be unmuted, then 

you can ask your question out 
loud.  

3.  Email info@lsvtglobal.com if you 
think of questions later!
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Utilizing technology for safe and effective 
delivery of LSVT LOUD

Date: Wednesday, October 21, 2020
Time: 2:00 PM - 3:00 PM Eastern Daylight Time 
(EDT) (EDT is UTC - 4 hours)

Has COVID-19 made it more difficult to receive speech 
treatment? Attend this webinar to learn how technology, 
namely telepractice delivery and the LSVT Companion 
System, can be utilized to receive effective LSVT LOUD 
speech treatment with safe social distancing. You will 
also learn how technology can help in other situations, 
such as receiving services in rural areas without LSVT 
LOUD Certified Clinicians or finding time to fit in daily 
treatment sessions even with a full-time schedule. 

https://blog.lsvtglobal.com/events/category/free-public-webinars/
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Thank you!

info@lsvtglobal.com
www.lsvtglobal.com
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