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What to Expect

Every meeting Is important

A Congress Is back in session feeay intense periodn which they are negotiating
major infrastructure legislation. There is a possibility you will not get to speak with

the Member. The COVAI®D situation is veryiuid.

A The stafferis essential in the life of an office. Be prepared to talk with a 25-gkhr
who could be making policy decisions for the office. Very important to the process.

A If speaking with a Member, give them the key points, and follow up with staff if
needed.

A Do not be surprised if the meeting starts late, ends early, or the time gets moved.
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The 3Bs

Members & staff must run their days in 15 minute increments.
A Be brief

A Be brilliant

A Be done

Get right to the talking points:
1.2535% of COVIRN dp LI GASYy(Gasz (y26y | a &t 2emisymptonif S NE = €

2. All Longhaulerdace job loss, disablility, and a broken medical care system. According to Dr. Tony
Komaroff of Harvard University (citing Harvard economists Larry Summers and David Cutler), "the dire
and indirect economic costs of to the US economy from just the chronic ilinesses that follow COVID at
going to rangever $4 trillion in the next decadé

3. Please support th€€OVIE19 LonghaulerdAct, which will be introduced this month by Representative
Don Beyer (VAS).

~__...don't get bogged down with detalls.
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Be Nice

There is nothing tired staffers hate more than angry or rude constituents. Remember you are
buildinglong termrelationships.

If a Member can't help now, maybe they can in the future

Leading the fight
to cure ME/CFS
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Meeting Tips

Stick To Your Schedule
A Do not miss a scheduled meeting.
A No-call, neashows reflect very poorly on your organization.

Cancellations/Running Late

A CALL the Advocacy Associates phone number listed in the Talking Points section for any
problems. Offices are generally very accommodating if given notice.

A DO NOT reschedule the meeting on your own. Notify Advocacy Associates of the problem
first.

A Offices remember bad scheduling experiences and will take that into consideration for nex
year.

| .




Meeting Tips
Stay On Message

A You will guide the conversation with your opening. Introduce yourself and your
story, sharing your personal experiences, angpohasizing the real world impacts
on healthcare and constituents in the district.

A This will force the Member and staff to listen right from the beginning and shape
the conversation.

Leading the fight
to cure ME/CFS

—
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Meeting Tips
Speak Plainly

A Solve ME/CFS and the Long COVID Alliance has established several major point
which you will want to leave with the Member/staff. The quicker and better they
understand what you are saying and what you need/want, the better for
everyone and the faster they can engage with you.

A One of the most important things to do is discuss and talk abealtworld
conseqguences to them as regular folks trying to live their lives.
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Meeting Tips
Establish Roles
A Most meeting groups will be about ~5 attendees

A some as small as-3others big as 12

A Call in5 minutes priorto make sure you have identified who will initiate the
conversation (the team lead), who is the constituent, who will speak on critical

talking points, and/or draw on real world examples

Ab20 SOSNE LISNRZ2ZY aySSRa¢ (2 aLISlI1szZ a
Important the constituent is identified on the call

A If you ever get stuck, go back to the ONE sentence

www.MEAdvocacyWeek.com 11



Meeting TIpsS
52y QU ! aadzysS
A 5 2 yassiimestaff know too much or too little about the topic you want to discuss.

Your story Is the most compelling reason for Congress
to continue to support your bill

(R) Sowve ME

Leading the fight
to cure ME/CFS
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Keeping The Relationship

Relationship Building

Alwaysoffer to be a resource/help the member if he or she has questions in the
district.

Alwaysframe the issue about how it will not only help the group and constituents,
but help the Member with her constituents.

Thankthem for their time and see if they request any additional information before
ending the conversatiod. KS O]l 2dzi 0KS a{SYR ¢KI VY]

One to twoweeks after the meeting email or call the staffer you met with. Thank

them for their time and see if they need and more info while they are considering the
request.

www.MEAdvocacyWeek.com 13



Calling Card

Always- | mean always leave your contact information before concluding. This
only applies to constituents.

Nevercb SOGSNJ a4l &8> &dasSS &2dz ySEG &SI NpE [ |

Alwaysc Get the best staff contact info from the call. Email them and leave YOUR
cell.

www.MEAdvocacyWeek.com 14



Team Leads: What you need to know

ACall in 10 minutes early
A Start the meeting, make introductions
A State the ONE sentence

Aldentify the constituent

AHelp everyone find an opportunity to speak

ATime management
AWrap up and thanks

A Thank you (both to staff and fellow participants)

A Invite any final input

A{GIradS GKS hb9 aSyiaSyoSx

Team Lead

Checklist

Callin 10 minutes early

Introduce yourself at the beginning
State the ONE sentence

Introduce & Identify the constituent
Watch the time

With 2 minutes left, wrap up

Invite any final input

Repeat the ONE sentence

Thank You! (staff and advocates!)

www.MEAdvocacyWeek.com
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Your Story

AStories calt VOKEJS 2 LEMOTIANS

AFeelings and emotions are whaPUReople to
ACTION

AThePOWEFRf your story can move people to
createCHANGE
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Your Story

AThis affects me personally, as a

APerson with severe ME/CFS for 20 years
ACaregiver for a loved one with a chronic post viral illness
AAs a person who has Long COVID

Al1-2 specific examples of how this has impacted your life
AHow has a delayed or misdiagnosis impacted your health?
AWhat are the financial impacts on you and your family?
AHow has this affected your family and relationships?
AWhat does research/medical education mean for your-ttagay life?

www.MEAdvocacyWeek.com 18
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Values, Problem, Solution, Action

1. Three Sentence Story

Problem you want them to solve

Solution you believe In

Action you want them to take

How that action did, would, or would have helped you
Repeat action

o 0k w

Adapted from materials by Opportunity Agenda and sujatha baliga, restorative justice project
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FocCcus on...

AEmotional/Human connection

. . _ *
AShared experiences with others suffering '
complex, chronic illnesses

APostviral implications

ACOVIBL9 Longhaulerdct
ADataDriven policy solutions
AHow this will help you, and others like you i

ANeed for actiomow!

.

This Photdoy Unknown Author is licensed unde BXNCGND
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http://flickr.com/photos/69055949@n00/12443061573
https://creativecommons.org/licenses/by-nc-nd/3.0/
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Don’t Worry About ..

ANumbers and details refer to your materials or note for our staff to folleup

Al KI £ £t Sy3asSa §KI {thisisk stéppingStone, R tBedeyd & FAE
A Definitions or acronymse close enough is great

A Saying everythingstart with what is most important, in case you run out of time

AOther issueg #StopTheLonghais our single focus this year
A Pass and fund the COVIDB Longhaulergct
A Plug the gaps in posiral health care delivery

We know many other issues inspire and drive you, but today is aboutvirasitliness

www.MEAdvocacyWeek.com 21
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Self Care

AHonori KIF 0 GKAA AayQu @& 2dzNJ ¢
AHow are you going to take care of yoursefFORE
AHow are you going to take care of yourdelfRING

AHow are you going to take care of yourseffTER

Adapted from materials by sujatha baliga, restorative justice project
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Your Meetings - ME/CFS & Long COVID Virtual Advocacy Day

Sen. Maria Cantwell (D) [WA] 03:00 PM

Virtual Meeting: Click for details on how to join. You'll be able to join online or by conference phone number.
Kevin Chang, Legislative Correspondent

Sen. Alejandro Padilla (D) [CA] 04:00 PM

Virtual Meeting: Click for details on how to join. You'll be able to join online or by conference phone number.
Lorenzo Rubalcava, Policy Advisor

Sen. Dianne Feinstein (D) [CA] 05:00 PM

Virtual Meeting: Click for details on how to join. You'll be able to join by conference phone number.
Deanna Segall, Legislative Correspondent

Sen. Patty Murray (D) [WA] TBD

Virtual Meeting: Click for details on how to join.

www.MEAdvocacyWeek.com




Your Meeting Dashboard

+ Talking Points

. Past-viral chronicillnesses are not new. Long COVID patients are experiencing the same symptoms,
Sen. Maria Cantwell (D] [WA] the same hardships, and the same barriers as other similar illnesses like ME/CFS, POTS, MCAS, EDS,
Meeting With: Kevin Chang, Legislative Correspondent just to name a few.

« Share examples of your symptoms, hardships, or barriers.

Join Online Meeting
Dial-In: 1-253-215-8782
Access Code / PIN: 638-955-4583#

Important Information:
Meetingis in Eastern Time.

THANK YOU for helping to provide $1.25 billion to the National Institutes of Health to research the
long-term effects of COVID-19. But NIH research alone cannot meet this “hidden wave” of Long
COVID and post-viral illnesses.

Please support the COVID-19 Longhaulers Act, which will be introduced this month by

Please DO NOT click the "Join Online Meeting” button until 5 min
prior to your specific meeting time, or use that link for anything other

than this specific meeting. ¥ Documents

COVID-19 Longhaulers Act Bill Summary (PDF)

@ CheckIn E-Dear Colleague FY22 (ME-CFS) (PDF)

B4 Send Thank You Note

Feb 25 - Long COVID Alliance Recommendations to NIH (PDF)

(1) Meeting Report Form

(& Take Notes v Attendees

aa Member Attended [J aa Only Staff Attended D ® Emily Taylor

@ Facebook @ LinkedIn
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Your tools

AYour Online Portal Advocacy Day Online Portal

AAIl documents and talking points can be accessed here!
Aw9a9a. 9wH bh t!{{2hw5 b995a5H A ¢l KIzIKI{z

AxKey document this year*
Summary of COVIIO Longhaulerd\ct

AYOUR Story!!

www.MEAdvocacyWeek.com 25


https://solvemecfs.constituentvoice.net/login?login_to=https%3A%2F%2Fsolvemecfs.constituentvoice.net%2F
https://solvecfs.org/wp-content/uploads/2021/04/COVID-19-Longhaulers-Act-1pg-Final.pdf

Additional Support

Your Support team

Scheduling: Advocacy Associatesstringer@advocacyassociates.gqradriguez@advocacyassociates.com
Advocacy: Solve M.Etaylor@solvecfs.orgbrownclark@solvecfs.org
Social Media and Tech Support: Batlklvocacy@solvecfs.org

Office Hours

Wednesday, April 14
1 Spoonies, Families, & Friendd am PT/ 2 pm ET
1 Team leads4 pm PT/ 7 pm ET
Thursday, April 15
1 Long COVII1 am PT/ 2 pm ET
1 Team leads4 pm PT/ 7 pm ET
Friday, April 16
1 Social Hourd pm PT/ 7 pm ET

www.MEAdvocacyWeek.com



mailto:mestringer@advocacyassociates.com
mailto:jrodriguez@advocacyassociates.com
mailto:Etaylor@solvecfs.org
mailto:jbrownclark@solvecfs.org
mailto:advocacy@solvecfs.org
https://urldefense.proofpoint.com/v2/url?u=https-3A__us02web.zoom.us_j_85815339468-3Fpwd-3DaGxCNVJLZmFHdXFxMElpbGtaOXY5UT09&d=DwMFaQ&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=CM0O1FmeKJuCv85NtaaDhfua8U4myG2m5wVYHK6fnXA&m=5EXs4PTsVcqxfqdzKsfAEquIE8VM9NWu_RUq5bgCFoM&s=8Bmjmzno_jV0O45_iSefB19Ipq7IaW9FdcvsPTCfKD4&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__us02web.zoom.us_j_85815339468-3Fpwd-3DaGxCNVJLZmFHdXFxMElpbGtaOXY5UT09&d=DwMFaQ&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=CM0O1FmeKJuCv85NtaaDhfua8U4myG2m5wVYHK6fnXA&m=5EXs4PTsVcqxfqdzKsfAEquIE8VM9NWu_RUq5bgCFoM&s=8Bmjmzno_jV0O45_iSefB19Ipq7IaW9FdcvsPTCfKD4&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__us02web.zoom.us_j_85815339468-3Fpwd-3DaGxCNVJLZmFHdXFxMElpbGtaOXY5UT09&d=DwMFaQ&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=CM0O1FmeKJuCv85NtaaDhfua8U4myG2m5wVYHK6fnXA&m=5EXs4PTsVcqxfqdzKsfAEquIE8VM9NWu_RUq5bgCFoM&s=8Bmjmzno_jV0O45_iSefB19Ipq7IaW9FdcvsPTCfKD4&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__us02web.zoom.us_j_85815339468-3Fpwd-3DaGxCNVJLZmFHdXFxMElpbGtaOXY5UT09&d=DwMFaQ&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=CM0O1FmeKJuCv85NtaaDhfua8U4myG2m5wVYHK6fnXA&m=5EXs4PTsVcqxfqdzKsfAEquIE8VM9NWu_RUq5bgCFoM&s=8Bmjmzno_jV0O45_iSefB19Ipq7IaW9FdcvsPTCfKD4&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__us02web.zoom.us_j_85815339468-3Fpwd-3DaGxCNVJLZmFHdXFxMElpbGtaOXY5UT09&d=DwMFaQ&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=CM0O1FmeKJuCv85NtaaDhfua8U4myG2m5wVYHK6fnXA&m=5EXs4PTsVcqxfqdzKsfAEquIE8VM9NWu_RUq5bgCFoM&s=8Bmjmzno_jV0O45_iSefB19Ipq7IaW9FdcvsPTCfKD4&e=
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The ONE sentence

Please support the COVIBLonghauler#éct.

www.MEAdvocacyWeek.com 28




* (@) SoiveME + 7% LONG cOVID
ADVOCACY DAY
APRIL 20, 2021

The Talking Points

1. An estimated 26§35% of COVEIRI cp LI OASY (& (1y26YV
experiencing longerm effects of COVHD9 infections
A According tdr. AnthonyFaucj Director of the National Institute of Allergy and Infectious Diseast
APatientLINBE FSNNBER (SNY A& a][ AcghtdsedublaeloffCOUDEt 302t | G I
A Long COVID impacts all ages, races, and sex, regardless of initial infection severity

2. Long COVID may cost the U.S. economy $4 trillion over next decade

A Dr. Tony Komaroff of Harvard University (citing Harvard economists Larry Summers and Davic
Cutler) said, "the direct and indirect economic costs of to the US economy from just the chroni
ilinesses that follow COVID are going to range over $4 trillion in the next decade."

A Komaroff, Anthony, and Oved Amitay. Learning from the Past: TheTesnmgConsequences of
COVIELY, Youtube 19 Mar. 2021youtu.be/rPW__ rAN32w?t=19%Accessed 12 Apr. 2021.

www.MEAdvocacyWeek.com 29


http://www.ama-assn.org/delivering-care/public-health/dr-fauci-offers-2021-forecast-covid-19-vaccines-treatments
https://youtu.be/rPW__rAN32w?t=199
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The Talking Points

3. THANK YQOU for helping to provide $1.25 billion to the National Institute
of Health to research the longrm effects of COVHD9.

4. . dzG bLI NBaSINDK Ft2yS OlFlyy20 Y
and postviral ilinesses.

5. We need 1) EDUCATION, 2) COMPREHENSIVE CARE, AND 3) TRE/
EQUITY!
LT ljdzSadAazya F NAaS | o Betizhx Lvrg ICAVIENE

lffAlI YOS wSOZ2YYSYRFIUAZYa |
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The ONE sentence

Please support the COVIBLonghauler#éct.
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The COVHDOLonghauler&act wi | |

1. Be introduced by Representative Don Beyer shortly,
2. Accelerate research through data harmonization,

3. Improve care by researching Long COVID treatment efficacy, delivery, ¢
disparities

4. Fund medical education and public education programs about Long CC
and related poswiral ilinesses

5. ONLY IF ASKED!cost ~$95 million for FY22

www.MEAdvocacyWeek.com 32
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The ONE sentence: Three ways to say It
Please support the COVID Longhauler#\ct

Can we count on your support to help pass the
COVIEL9 Longhauler#\ct?

Will you speak to Rep. Beyer about the C&ID
Longhauler#\ct?

www.MEAdvocacyWeek.com 33
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Representatives Zoe Lofgren and Anna Eshoo are circulating a sign on
letter for ME/CFS which is included in your digital packet.

Please c&ign these important appropriations requests to continue
and expand existing postral research programs already underwégy
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A @z))) Solve ME. @Mﬁ LONG COVID
' &‘Ir\ﬁ ALLIANCE
MADVO CACY DAY

APRIL 20, 2021

Questions?
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Quick Access Links

Alnformation about Advocacy Weekvww.MEAdvocacyWeek.com
Alnformation about Long COVID Alliarceww.LongCOVIDAlliance.org

ACOVIBL9 Longhaulerd\ct Summary https://solvecfs.org/wp
content/uploads/2021/04/COVH29-LonghaulersdAct-1pgFinal.pdf

AFeb 25 Long COVID Alliance Recommendations to-NIH
https://solvects.org/wpcontent/uploads/2021/02/NIFH_.ongCOVID
CoalitionRecommendationketterFinalfor-signon.pdf

www.MEAdvocacyWeek.com 36
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