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YOUR MEETINGS
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What to Expect
Every meeting is important
ÅCongress is back in session for a very intense period in which they are negotiating 

major infrastructure legislation. There is a possibility you will not get to speak with 
the Member. The COVID-19 situation is very fluid.

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

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

ÅDo not be surprised if the meeting starts late, ends early, or the time gets moved. 



The 3Bs

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

ÅBe brief

ÅBe brilliant

ÅBe done

Get right to the talking points:

1. 25ς35% of COVID-мф ǇŀǘƛŜƴǘǎΣ ƪƴƻǿƴ ŀǎ άƭƻƴƎ ƘŀǳƭŜǊǎΣέ ŀǊŜ ŜȄǇŜǊƛŜƴŎƛƴƎ ƭƻƴƎ-term symptoms.

2. All Longhaulersface job loss, disability, and a broken medical care system. According to Dr. Tony 
Komaroff of Harvard University (citing Harvard economists Larry Summers and David Cutler), "the direct 
and indirect economic costs of to the US economy from just the chronic illnesses that follow COVID are 
going to range over $4 trillion in the next decade."

3. Please support theCOVID-19 LonghaulersAct, which will be introduced this month by Representative 
Don Beyer (VA-08). 

...don't get bogged down with details.



Be Nice

There is nothing tired staffers hate more than angry or rude constituents. Remember you are 
building long term relationships.

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

Stick To Your Schedule
Å Do not miss a scheduled meeting.

Å No-call, no-shows reflect very poorly on your organization.

Cancellations/Running Late
Å CALL the Advocacy Associates phone number listed in the Talking Points section for any 

problems. Offices are generally very accommodating if given notice.

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

ÅOffices remember bad scheduling experiences and will take that into consideration for next 
year.



Meeting Tips
Stay On Message

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

ÅThis will force the Member and staff to listen right from the beginning and shape 
the conversation. 
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Meeting Tips
Speak Plainly

ÅSolve ME/CFS and the Long COVID Alliance has established several major points 
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. 

ÅOne of the most important things to do is discuss and talk about real world 
consequences to them as regular folks trying to live their lives. 



Meeting Tips
Establish Roles

ÅMost meeting groups will be about ~5 attendees
Å some as small as 3 -- others big as 12

ÅCall in 5 minutes prior to 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

Åbƻǘ ŜǾŜǊȅ ǇŜǊǎƻƴ άƴŜŜŘǎέ ǘƻ ǎǇŜŀƪΣ ǎƻ ŘƻƴΩǘ ŦŜŜƭ ǇǊŜǎǎǳǊŜŘ ǘƻΦ IƻǿŜǾŜǊΣ ƛǘ ƛǎ ǾŜǊȅ 
important the constituent is identified on the call

Å If you ever get stuck, go back to the ONE sentence
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Meeting Tips
5ƻƴΩǘ !ǎǎǳƳŜ

Å5ƻƴΩǘ assumestaff 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



Keeping The Relationship

Relationship Building

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

Always frame 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 conversation. /ƘŜŎƪ ƻǳǘ ǘƘŜ ά{ŜƴŘ ¢Ƙŀƴƪ ¸ƻǳ bƻǘŜέ ōǳǘǘƻƴ ŀƴŘ ŎǳǎǘƻƳƛȊŜΗ

One to two weeks after the meeting ςemail 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. 
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Calling Card
Always- I mean always - leave your contact information before concluding. This 
only applies to constituents. 

NeverςbŜǾŜǊ ǎŀȅΣ άǎŜŜ ȅƻǳ ƴŜȄǘ ȅŜŀǊΦέ {ŀȅ ȅƻǳ ǿƛƭƭ Ŧƻƭƭƻǿ ǳǇ ƛƴ ŀ ŦŜǿ ǿŜŜƪǎΦ

AlwaysςGet 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
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ÅCall in 10 minutes early

ÅStart the meeting, make introductions

ÅState the ONE sentence

ÅIdentify the constituent

ÅHelp everyone find an opportunity to speak

ÅTime management

ÅWrap up and thanks
ÅThank you (both to staff and fellow participants)

ÅInvite any final input

Å{ǘŀǘŜ ǘƘŜ hb9 ǎŜƴǘŜƴŎŜΧ hƴŜ ƳƻǊŜ ǘƛƳŜ



YOUR TOOLS
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Your Story 
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ÅStories can EVOKEǇŜƻǇƭŜΩǎ EMOTIONS

ÅFeelings and emotions are what SPURpeople to 
ACTION

ÅThe POWER of your story can move people to 
create CHANGE
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Your Story 
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ÅThis affects me personally, as a _________
ÅPerson with severe ME/CFS for 20 years

ÅCaregiver for a loved one with a chronic post viral illness

ÅAs a person who has Long COVID

Å1-2 specific examples of how this has impacted your life
ÅHow has a delayed or misdiagnosis impacted your health? 

ÅWhat are the financial impacts on you and your family?

ÅHow has this affected your family and relationships?

ÅWhat does research/medical education mean for your day-to-day life?
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Values, Problem, Solution, Action
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1. Three Sentence Story

2. Problem you want them to solve

3. Solution you believe in

4. Action you want them to take

5. How that action did, would, or would have helped you

6. Repeat action

Adapted from materials by Opportunity Agenda and sujatha baliga, restorative justice project
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ÅEmotional/Human connection

ÅShared experiences with others suffering 
complex, chronic illnesses

ÅPost-viral implications

ÅCOVID-19 LonghaulersAct

ÅData-Driven policy solutions

ÅHow this will help you, and others like you

ÅNeed for action now!

Focus on…

This Photoby Unknown Author is licensed under CC BY-NC-ND

http://flickr.com/photos/69055949@n00/12443061573
https://creativecommons.org/licenses/by-nc-nd/3.0/
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Don’t Worry About…
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ÅNumbers and details ςrefer to your materials or note for our staff to follow-up

Å/ƘŀƭƭŜƴƎŜǎ ǘƘŀǘ ǘƘƛǎ ŀŎǘ ŘƻŜǎƴΩǘ ŦƛȄ- this is a stepping stone, not the end!

ÅDefinitions or acronyms ςclose enough is great

ÅSaying everything- start with what is most important, in case you run out of time

ÅOther issues ς#StopTheLonghaulis our single focus this year
ÅPass and fund the COVID-19 LonghaulersAct

ÅPlug the gaps in post-viral health care delivery

We know many other issues inspire and drive you, but today is about post-viral illness
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Self Care
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ÅHonorǘƘŀǘ ǘƘƛǎ ƛǎƴΩǘ ȅƻǳǊ ǿƘƻƭŜ ǎǘƻǊȅ

ÅHow are you going to take care of yourself BEFORE?

ÅHow are you going to take care of yourself DURING?

ÅHow are you going to take care of yourself AFTER?

Adapted from materials by sujatha baliga, restorative justice project
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Your Online Portal



Your Meeting Dashboard
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Your tools
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ÅYour Online Portal - Advocacy Day Online Portal
ÅAll documents and talking points can be accessed here!
Åw9a9a.9wΗ bh t!{{²hw5 b99595Η ¦ǎŜ ǘƘŜ ά{ŜƴŘ ƳŜ ŀ ǎƛƎƴ-ƛƴ ƭƛƴƪέ ōǳǘǘƻƴ

Å*Key document this year*
Summary of COVID-19 LonghaulersAct

ÅYOUR Story!!

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
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Additional Support
Your Support team

Scheduling: Advocacy Associates mestringer@advocacyassociates.com, jrodriguez@advocacyassociates.com
Advocacy: Solve M.E. Etaylor@solvecfs.org, jbrownclark@solvecfs.org
Social Media and Tech Support: Both! advocacy@solvecfs.org

Office Hours
Wednesday, April 14
¶ Spoonies, Families, & Friends:11 am PT/ 2 pm ET
¶ Team leads:4 pm PT/ 7 pm ET

Thursday, April 15
¶ Long COVID:11 am PT/ 2 pm ET
¶ Team leads:4 pm PT/ 7 pm ET

Friday, April 16
¶ Social Hour:4 pm PT/ 7 pm ET

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=


YOUR TALKING POINTS
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The ONE sentence
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Please support the COVID-19 LonghaulersAct.
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The Talking Points
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1. An estimated 25ς35% of COVID-мф ǇŀǘƛŜƴǘǎΣ ƪƴƻǿƴ ŀǎ άƭƻƴƎ ƘŀǳƭŜǊǎΣέ ŀǊŜ 
experiencing long-term effects of COVID-19 infections
ÅAccording to Dr. Anthony Fauci, Director of the National Institute of Allergy and Infectious Diseases

ÅPatient-ǇǊŜŦŜǊǊŜŘ ǘŜǊƳ ƛǎ ά[ƻƴƎ /h±L5Φέ !ƭǎƻ ŎŀƭƭŜŘ άǇƻǎǘ-acute sequelae of COVID-мфέ όt!{/ύ

ÅLong 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
ÅDr. Tony Komaroff of Harvard University (citing Harvard economists Larry Summers and David 

Cutler) said, "the direct and indirect economic costs of to the US economy from just the chronic 
illnesses that follow COVID are going to range over $4 trillion in the next decade."

ÅKomaroff, Anthony, and Oved Amitay. Learning from the Past: The Long-Term Consequences of 
COVID-19, Youtube, 19 Mar. 2021, youtu.be/rPW__rAN32w?t=199. Accessed 12 Apr. 2021. 

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
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3. THANK YOU for helping to provide $1.25 billion to the National Institutes 
of Health to research the long-term effects of COVID-19. 

4. .ǳǘ bLI ǊŜǎŜŀǊŎƘ ŀƭƻƴŜ Ŏŀƴƴƻǘ ƳŜŜǘ ǘƘƛǎ άƘƛŘŘŜƴ ǿŀǾŜέ ƻŦ [ƻƴƎ /h±L5 
and post-viral illnesses.

5. We need 1) EDUCATION, 2) COMPREHENSIVE CARE, AND 3) TREATMENT 
EQUITY!

LŦ ǉǳŜǎǘƛƻƴǎ ŀǊƛǎŜ ŀōƻǳǘ bLIΣ ǊŜŦŜǊ ǘƻ ȅƻǳǊ ƘŀƴŘƻǳǘ άFeb 25 ςLong COVID 
!ƭƭƛŀƴŎŜ wŜŎƻƳƳŜƴŘŀǘƛƻƴǎ ǘƻ bLI όt5Cύέ

https://solvecfs.org/wp-content/uploads/2021/02/NIH-Long-COVID-Coalition-Recommendations-Letter-Final-for-sign-on.pdf


www.MEAdvocacyWeek.com

The ONE sentence
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Please support the COVID-19 LonghaulersAct.
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The COVID-19 LonghaulersAct will… 
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1. Be introduced by Representative Don Beyer shortly,

2. Accelerate research through data harmonization,

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

4. Fund medical education and public education programs about Long COVID 
and related post-viral illnesses

5. ONLY IF ASKED!..... cost ~$95 million for FY22
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Please support the COVID-19 LonghaulersAct.

Can we count on your support to help pass the 
COVID-19 LonghaulersAct?

Will you speak to Rep. Beyer about the COVID-19 
LonghaulersAct?

The ONE sentence: Three ways to say it
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hǳǊ a9κ/C{ !ǎƪ Χfor the veterans
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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 co-sign these important appropriations requests to continue 
and expand existing post-viral research programs already underway.



Questions?

www.MEAdvocacyWeek.com
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Quick Access Links
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ÅInformation about Advocacy Week ςwww.MEAdvocacyWeek.com

ÅInformation about Long COVID Alliance ςwww.LongCOVIDAlliance.org

ÅCOVID-19 LonghaulersAct Summary - https://solvecfs.org/wp-
content/uploads/2021/04/COVID-19-Longhaulers-Act-1pg-Final.pdf

ÅFeb 25 ςLong COVID Alliance Recommendations to NIH -
https://solvecfs.org/wp-content/uploads/2021/02/NIH-Long-COVID-
Coalition-Recommendations-Letter-Final-for-sign-on.pdf

http://www.meadvocacyweek.com/
http://www.longcovidalliance.org/
https://solvecfs.org/wp-content/uploads/2021/04/COVID-19-Longhaulers-Act-1pg-Final.pdf
https://solvecfs.org/wp-content/uploads/2021/02/NIH-Long-COVID-Coalition-Recommendations-Letter-Final-for-sign-on.pdf

