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12:30-1:00pm Arrival and Registration

1:00-2:00pm Welcome

2:00-3:00pm Safe and Effective Boot Training
3:00-4:00pm Picture Frame Making with Patients

4:00-5:00pm Awards/Closing

5:00-6:00pm Intermission (Appetizers / Cash Bar)

6:00pm Dinner (Clubhous

BBQ )




MDA STAFF

MIDA

MDA Regional Manager for Firefighter Partnerships

Jennie King

Greater Michigan Office:

e Cindy Clark-Executive Director

e Amanda Wentzloff-Development Director
e Jaimie Capen-Development Coordinator

e Matthew Jostock-Development Assistant

e Jacquie Palka-Care & Clinical Services
Specialist
2133 University Park Drive Suite 400
- Okemos, M| 48864
517-706-0348

Greater Detroit Office:

Brian Springett-Executive Director

Aaron Lewber-Development Specialist

William Hamilton-Development Coordinator
Kendra Kroll-Development Assistant

Maggie Segal-Care & Clinical Services Specialist
Sharon Myers-Care & Clinical Services Specialist

950 Stephenson Hwy Suite 209
Troy, M1 48083

734-416-7076
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e 2018 MPFFU/IAFF Per Capita - $62.23
- * 2019 MPFFU/IAFF Per Capita Goal - $81.48 ($400,000)

MIDA




MIDA

Secretary Treasurer
Michigan Professional Fire Fighters Union
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MO GERHARDT

Michigan State University
Academic Student Affairs

Advisor

PERSPECTWE
Author : ELECTRIE CHAIR
Perspective RIS
from an

Electric Wheel Chair
MoGerhardt.com




65 YEARS STRONG
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 For 65 years, Fire Fighters have
mobilized communities In
support of MDA




g4

r\'.{ ‘!Ii hk! y

T
> |i =2

v LS

 For 65 years, Fire Fighters have
mobilized communities In
support of MDA

e 1,900 Fill the Boot events
raising over $20M in 2018
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 For 65 years, Fire Fighters have
mobilized communities in
support of MDA

e 1,900 Fill the Boot events
raising over $20M in 2018

« >100,000 volunteer participants
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For 65 years, Fire Fighters have
mobilized communities in
support of MDA

1,900 Fill the Boot events
raising over $20M in 2018

>100,000 volunteer participants

$650 million raised



65 YEARS STRONG
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ROGER LOPEZ

IAFF MDA
COORDINATOR



Mission & Research
Update
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MDA

We are accelerating the development

Innovations In of therapies and cures
RESEARCH THERAPIES TECHNOLOGY
MDA is the largest Research supported MOVR is the first and only
source of funding for by MDA is directly data hub that aggregates
neuromuscular disease linked to life-changing clinical, genetic and patient
research outside the therapies across reported data for multiple
federal government and multiple neuromuscular diseases to
. has invested more than neuromuscular improve health outcomes
$1 billion since its diseases and accelerate drug
inception

development




We provide programs and services that enrich the lives of

I nn Ovat 1I0NS IN people with neuromuscular disease
CARE CENTERS RESOURCES RECREATIONAL
PROGRAMS
We support the Our Resource Hub serves Each year thousands of
largest network of the community with one- children and young adults
multidisciplinary on-one specialized support learn vital life skills and gain
clinics, providing best-  and we offer educational  Independence at summer
In-class care at more  conferences, events, and camp and through
than 150 of the materials for families and recreational programs, at no
nation’s top medical healthcare providers cost to families

Institutions




 Research activity is strong
* Robust pipeline of potential

Time of Unprecedented Progress

m—" therapies
| ] - Guidelines for care being
\ developed
: 7 : « Therapies being approved

 Newborn screening
expanding

@ @ @ @ 175+ active research projects
Spinraza Radicava :
worldwide

Approved Approved Approved Approved Approved Approved

08/10/15 09/19.16 12/23/16 02/09/17 05/05/17 10/23/17 e 2017 — 221 active grants
Treats  Treats  Treats Treats - T totallng $54M dollars

. Periodic enne  Spinal Duchenne ~ ALS  Myastenia
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These new drugs could provide significant benefits to individuals living with
muscular dystrophy, ALS and related diseases to help transform their lives.
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Care Center Impact

140+ full time MDA staff actively support care centers

200+ appointment locations

Tens of thousands of annual appointments

Serve as major centers of clinical trial activity across the US




Transforming Lives Together
for Over 65 Years

©1954

President Redrmond declares AFF will
support MDA until a cure is found

15t Fill the Boot campaign in Massachusetts

970 %1 million raised

$250,000 raised
1260 — 1975
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15t MDA summer camp 195

©1966

1st Jerry Lewis
Telethon,
raising $1 million

%2 million raised

MDA opens its 100th clinic 197

1980 %3 million raised
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% NEW ERA: Harold
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b IAFF General
= President
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© 1986

1st ALS clinic opens
Duchenne muscular dystrop by
gene/protein identified

SA

© 2004

£20 million raised in
& FF/M DA
S0th Anniversary

0000

as direct result of MDA research o celebrate partnership's

treatment of Pompe deease 2004 @

Myozyme approved by the FDA for the ©

Dozens ofclinical trials in progress 2014 @ 2014 AFFand MDA

o &0th Anniversary

©

IAFF and MDA celebrate

&5 years of a strong
partnership

2018 $450 millian
raised since |AFF M D8

partnership began

oo coco@oococo@ococoooc000000¢

2019 MDA and the
|AFF combine their
efforts to promote
and implement
newborn screenings
across the country, so
evary baby born with
neuromuscular
disease has accass to
the necessary
treatments and
support services to
help therm live longer.
healthier lives.
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Quche nne muscu lar dystrophy,

2017 FOA appmoves second drug for
Radicava, which treats ALS and
Soliris, which treats Myasthenia Gravis

© 2016

FD& gramted accelerated approval
far the first drug for Duchenne
muscular dystrophy and the first
disease-modifying drug for

spinal muscular atrophy
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SAFE AND EFFECTIVE BOOT
DRIVES




[CAUTIoN ‘
Fire Fighter A

Fill the Boot '
Ahead

COORDINATOR MDA

TOP 10 TIPS TO SUCCESS

Know the mission

Be a planner

Get reliable committee members

Set specific goals

Determine the how's and when's

Foster cooperation through communication
Track progress

Be a problem solver

Believe in the goal!

HAVE FUN!!




LOCATION-LOCATION-LocaTion MIDA

"Key Intersections | _*
=Visible g TR 2X. }
*"Timing- lights, traffic flow VR
"|s there places for signage! . jg*=

=Sports Stadiums or
Festivals (events)

"Have a back up plan for
calls or bad weather

=Dijscuss alternative dates




PLAN FOR SUCCESS
DAYS-TIMES-LOCATION

"MPFFU Statewide Weekend

*"Find what works for you
=sDetermine the best time and staff
accordingly

=Clear training schedule

=Set up Media Involvement




- '

WORKING WITH MUNICIPALITIES MIDA

Cooperation from government and
local politicians is essential.

="Know the ordinances

=Develop a game plan with Union leadership
and MDA

="Get endorsements from city, county and
state officials

=Attend key state/city/local meetings with
MDA staff and family

=Provide media opportunities & public
acknowledgement

=Be prepared for changes in legislation, HB
4160 now PA 112 of 2017




OVERCOMING OBsTACLEs  MIDA
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Act No. 112
Public Acts of 2017
Approved by the Governor
July 27, 2017

Filed with the Secretary of State
July 27,2017

EFFECTIVE DATE: July 27, 2017

STATE OF MICHIGAN
99TH LEGISLATURE
REGULAR SESSION OF 2017

Introduced by Reps. Hernandez, Lueido, Canfield, Frederick, Noble, Brann and Sabo

ENROLLED HOUSE BILL No. 4160

AN ACT to amend 1949 A 800, entitled “An act to provide for the registration, titling, sale, transfer, and regulation
of cortain vehicles operated upon the public highways of this state ov any other place open to the general public or
generally aceessible to motor vehicles and distressed vehicles; to provide for the licensing of dealers; to provide for the
examination, licensing, and control of operators and ehauffeurs; to provide for the giving of proof of financial responsibility
and security by owners and operators of vehicles; to provide for the imposition, levy, and collection of specific taxes on
and the levy and collection of sales and use taxes, license fees, and permit fees; to provide for the regulation
and use of streets and highways; Lo create certain funds; to provide penalties and sanetions for a violation of Lhis act; Lo
provide for civil liability of manufa the manufueturers of certain devices, the manufacturers of automated
technology, upfitters, owners, and operatars of vehicles and service of process un residents and nonresidents; to regulate
the intraduetion and use of certain evidenee; to regulate and certify the manufacturers of certain devices; to provide for
approval and certifieation of installers and servicers of certain deviees; to provide for the levy of certain assessments;
to le for the enforeement of this aet; to provide for the ereation of and to preseribe the powers and duties of certain
state and local ageneics; to impose liability upon the state or loeal agencies; to provide appropriations for certain
purposes; to repeal all other acts or parts of acts inconsistent with this act or contrary to this act; and to repeal certain
parts of this act on a specific date,” by amending section 676h (MCL 257.676h).

The People of the State of Michigan enact;

Sec. B76b, (1) Subject to subsection (2), # person, without aut ; shall not block, obstruet, impede, or otherwise
interfere with the normal flow of vehieular o pedestrian traflic upon & publie street or highway in this iy
of a barricade, object, or device, or with his or her person, This section dues not apply to persans maintaining, rearvanging,
or constructing public utility facilities in or adjacent to a street or highway.

(2) Subsection (1) and any provision of the Michigan Administrative Code that prohibits a person from standing in
a readway other than a limited access highway for the purpose of soliciting a ride, employment, or business from the
occupant of any vehicle do not apply to a person who is soliciting contributions on behalf of a charitable or civic
organization during daylight hours, if all of the following are satisfied:

() The charitable or civie organization complies with applicable loeal government regulations. A lncal government
may enact or enforce regulations restricting, but not prohibiting, the aetivity deseribed in this subseetion.

(b) The charitable or civic erganization maintains at least $500,000,00 in liability insurance.
(¢} The person is 18 years of age or older,

(d) The person is wearing high-visibility safety apparel that meets eurrent American standards promulgated by the
Safety Equipment Associati

(e} The portion of the roadway upon which the solicitation ccewrs is not a work zone and is within an interseetion
where traffie control devices are present.

(52)
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Chief won’t allow it
Low Morale/Participation
Construction

What are you running into?



PROMOTION AND MARKETING MDA

Helping your Local receive publicity by
targeting

the public, media and government

leaders

Newspaper and print media
Radio
Television
Web sites
Event promotional material
Press Conferences

=======
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Fire Fighter
Fill the Boot’
Ahead

Donations Accepted

To Benefit

MDA

‘Muscuinr Oyversphy Avsseimion < manory

Give strength to kids and adults with

i Fill the Boot
to Benefit
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SAFETY PLANS

Safety must be our #1 priority!

A Fill-the-Boot safety plan must be in place for all participating
departments; your local MDA office can assist in creating a safety plan
for your event.

Signage, cones, safety vests, apparatus and sufficient fire fighters will
help ensure a SAFE and FUN e P?nt for all participants.
" S A

MDA Insurance Policy

‘ %




DAY OF....

Call dispatch in the morning to
remind them of Fill the Boot and
direct any complaints to you.

Call ahead to all radio and TV
stations, they will usually give a last
minute shout out on air.




SAFETY FIRST

=\Wear safety vests or reflective material
"|ntersections should be well marked
with cones

"Post MDA banners well ahead to alert
oncoming traffic

"Parked apparatus should be highly
visible

"Hydrate - hydrate - hydrate




MORE SAFETY TIPS

=Never stop traffic and only approach
stopped vehicles

"Always maintain a professional attitude

sSpouses and children should not be
allowed to collect in the streets

"BE ALERT!




INSURANCE £ F

= Who: All active and retired Firefighters, Cadets,
Firefighters in training, and EMT’s working on duty or
off, who are 18 yrs of age or older, on behalf of the
Policyholder

= When: On the premises if attending or participating in
a covered activity; including travel without deviation or
interruption between home and the site of the covered

activity




SECURING FUNDS

=Contact all stations or kick off points
make sure all supplies are delivered and

organized.

=Make a plan to safeguard the bags of
money

=Prior to FTB, meet with Local’s bank
representative to arrange the counting
and depositing of funds

="Obtain money bags, seals, wrappers
and ID tags, or make your own A




SECURING FUNDS

"Arrange money pick-ups from corners
and deposit schedules

=Determine system to track individuals,
shifts and station collections

"Provide specific instructions in writing
=Establish a safe secure area to handle

funds _  AEEER. |

MIDA




Social Media

Stay Connected!
0000COO0

Muscular Dystrophy Association
[+ mda.org

f facebook.com/MDAnNational
W @MDANnews




MIDA

Social Strategy

1. #1 shared content = PHOTOS
2. Tag and mention related people/groups
3. Call-to-action (“Stop by TODAY to help #FillTheBoot!”)
4. Hashtags!
#FillTheBoot #[LOCAL] @IAFFnewsdesk #[CITY]
5. Facebook LIVE




Facebook LIVE

£ | LIVE
1. Tell people when you’ll be broadcasting ahead of time

2. Go Live when you have a strong connection

3. Capture attention with a catchy description about your broadcast

4. Respond to comments and mention people by name

5. Broadcast longer to reach more people (10 min. recommended)

6. Use a closing line to end broadcast




MIDA

CONNECT - Facebook

©® MDA MPFFU @MDAMPFFU

@OkemosMDA

@MDAGreaterDetroit



MPFFU
WEBPAGE AND MOBILE APP

HOME  ABOUTUS  JOB ( ! MDA  CALENDAR  GARRITY FORMS | What's New

RESULTS OF RECENT SURVEYS LODD RESOURGES RECORDED WEBINARS LOCAL UNION CONTRACTS CONTACT US MEMBER RESOURCES

About Us

IAFF/MDA gl:=a3Q< : Inm
o] < 1= Y % Bt

i Upcoming Events
Monty Nye, MPFFLU's Sth District Vice President also serves as the State-wide MPFAU/MDA Coordinator. Contact Information for Local 1 P J
Monty's main role is to be the "official” contact person for firefighter locals in Michigan regarding anything Union Executive Board
that has to do with MDA. Please contact him if you have any ideas, questions, or concemns. Monty can he Members
reached at 517.290.1682 or at mcnye@aol.com.
You can access the most accurate contact
information for local union officers from the IAFF
January 2019 Newsletter websile by clicking on this link After you log-in,
click on Dashboard, then Officer Resources and
then Affiliate Directory.. You can search by local
name, local number, by state, or by the officers
name if you know it. This data is updated daily

Link for MPFFU Local Union Presidents and their
email addresses can be found here

American Income Life Insurance
Company Information

About the Program

What is Provided at No Cost

FAQ's about the Program

Other Available Products

®



SOCIAL BADGES
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2018 FILL THE BOOT




®

AWARDS




BOB McALVEY
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Captain Robert McAlvey
IAFF Local 1600 N

Merndian Prolessional Fire Fighters Associalion
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SUMMER CAMP




MDA Summer Camp VIP Day MIDA

For Strength,

Save th e Datel | Independence & Life
Camp Sherman Lake YMCA Camp Cavell
Tuesday, June 18t 2019 Sunday, June 23", 2019
10:00 a.m.- 4:30 p.m. 11:00 a.m. — 3:00 p.m.
6225 N. 39th 3335 Lakeshore Rd
Augusta, Ml 49012 Lexington, Ml 48450

Please join us!

MIDA

Summer Camp




You are helping kids and adults with
muscle-debilitating diseases
live longer and grow stronger!




Thank you!
You are helping kids and adults with
muscle-debilitating diseases
live longer and grow stronger!
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