LONG COVID
TOWN HALL
REPORT

The findings in this report are from the town hall
and listening session held on November 2, 2023 at
St. James Missionary Baptist Church
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ABOUT OUR
TOWN HALL

The Tennessee Justice Center and Black Health Matters TN
collaborated to host a listening session in partnership with
Community Catalyst. The purpose of the listening session was to
understand the needs of the community in addressing Long COVID
or Post-COVID symptoms. Our goal was to facilitate meaningful
conversations among community members that included health
providers, faith leaders, and community organizations in order to
develop community-driven recommendations to address the
impact of this condition.
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What is Long COVID?

Long COVID is the condition where some people who are infected by
COVID continue to experience symptoms that can last weeks, months, or
years, even after recovering from COVID. These symptoms can be ongoing,
or they can be recurring, meaning symptoms start appearing again.

]
What are the symptoms of Long COVID?

e Extreme fatigue e Brain fog (trouble thinking or

e Coughing remembering things)

e Difficulty breathing or e Fast-beating or pounding heart
shortness of breath e Changesin menstrual cycle

e Aches and pains e Sleep problems

e Pins-and-needles feelings e Stomach pain or diarrhea

e Anxiety or depression e Loss of smell or change in taste

e Fever e Lightheadedness or dizziness

]
Why is this important?

People with Long COVID may experience challenges in getting diagnosed.
There is no test to diagnose Long COVID; rather, medical providers must rule
out other possible causes or diagnoses. In addition, some Long COVID
symptoms may not seem related to COVID. This can result in a medical
provider misunderstanding unexplained symptoms, making it difficult to
diagnose.
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OF TENNESSEANS

o WHO HAD COVID ALSO
o SUFFERED FROM LONG

COVID SYMPTOMS.

I
HEALTH INEQUITIES

The COVID-19 pandemic triggered a decline in life expectancy for Black,
Hispanic, and American Indian populations. Since 2019 the life expectancy
of these populations has declined by 4+ years. Additionally, Tennessee has
refused to expand Medicaid resulting in negative health impacts for these
communities.
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https://www.pandemictoprosperity.org/october-17-2023

THE POWER OF YOUR VOICE

We called on our community to share their stories and
experiences. Our community showed up to be heard with over
70 people participating in the survey and/or town halll We
gained insight on the Post-COVID symptoms people were
experiencing, the impact it had on their lives, and the support
our community needs.

The Voices Represented

Healthcare provider or
healthcare professional
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THE DIVERSITY

- a 1% 1% 1%
M Black or African American

Other/Choose not to identify
themselves

H White

H Hispanic

¥ Asian or Asian American

B Middle Eastern

M Biracial: Black or African American

and White
H Native American

]
Self-Reported

Gender of
Participants ="
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0 OF THOSE WHO TESTED
POSITIVE FOR COVID CONTINUED
0 TO EXPERIENCE SYMPTOMS

AFTER THE INITIAL DIAGNOSIS.

]
Long Lasting Symptoms

Below you will find the symptoms that people continued to
experience even after they no longer symptomatic.

Cough

Headaches

Change in Smell or Taste
Sleep Problems

Brain Fog

Intense Fatigue

Difficulty Breathing
Depression or Anxiety
Lighteadedness or Dizziness
Chronic Pain

Pins and Needles Feelings
Chest Pain

Fast Beating or Pounding Heart
Stomach Pain

Hair Loss

Knot in Eye
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THE CONVERSATION AT THE TOWN HALL

The town hall had 4 groups and each group had someone to facilitate
the conversation around COVID and/or health disparities. The discussion
focused on the strengths, opportunities, aspirations, and results (SOAR)
in our community. The SOAR process allowed us to understand our
current strengths and envision a future that addresses our needs.

STRENGTHS OPPORTUNITIES
« What strengths does e What resources do we
your community have want available to
to address COVID support COVID and/or
and/or health address health
disparities? disparities?
¢ What is working in the * How can we make the
community? most of our strengths?
ASPIRATIONS RESULTS
e Which opportunities e What will the community
excite and inspire look like when your top 6-
you? 10 opportunities and
e How can we build on aspirations are realized?
them more? « What will look different

and how will it change
your community?
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STRENGTHS IN OUR COMMUNITY

Access to Free COVID Vaccines and Test Kits

e We are more likely to get vaccinated if they are free and at
community events or churches. We are also more
forthcoming if trusted providers like Meharry, local health
clinics, and health department are within walking distance
of our neighborhood. It used to be easier to access
vaccines and test kits but since the end of the public
health emergency and the commercialization of the
COVID vaccine it has been more difficult to find resources.

Community Support

e When in need we can rely on family members, friends, and
church members to help. Many of us had our community
provide transportation to receive medical care or drop off
groceries and food when we were sick.

Education Through Trusted Resources

e We are most likely to trust educational information if it's
coming from a trusted resource. Trusted resources include
spiritual and/or faith leaders and local community
organizations. In addition, culture plays a large role in getting
up-to-date information. A lot of us rely on “word-of-mouth”
communication from trusted community members or from
culturally relevant media like radio stations and Spanish-
speaking news outlets.
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OPPORTUNITIES IN OUR COMMUNITY

Community-Based Events and Education
« We want to learn and have more in-depth conversations at
events. The opportunity to attend the events should be held at

convenient times to the working class and at trusted locations like
churches, parks, libraries, and health departments. We want our
advocates and influencers to have up-to-date information. They

would spread accurate information to the community through
social media and “word-of-mouth.”

Healthcare Coverage and Medicaid Expansion

e “Healthcare for all” would improve the lives of our community.
We wouldn't have to worry about not being able to afford the
medical care we need. Currently, many of us are uninsured or
underinsured which impacts our ability to seek healthcare.
Medicaid expansion would ensure we have equitable access to

the care we deserve.

Having Trusted Health Professionals

 Many of us have had negative experiences with healthcare
professionals. We believe that there needs to be trust between
healthcare professional and the patient. This first starts by
giving medical providers more information and training on
how to diagnose Long COVID. We also want there to be more
opportunities for minority populations to be connected with
culturally competent healthcare providers. More minority
populations should also be given the opportunity to

iarticiiate in clinical trials.
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ASPIRATIONS FOR OUR COMMUNITY

Sharing our Truth

e Our stories and testimonies are powerful. We must be
transparent about our experiences and push for changes.

Healthcare Coverage

 No one should be without health coverage! As a community,
we must vote in our best interests to make sure Medicaid is
expanded and that there aren’t cuts to our coverage.

Safe Spaces

e Our communities should have the funding needed to create
safe spaces. The funding would go towards creating
community projects to improve the neighborhood and
enhance safety.

Health Hubs and Mobile Clinics

e Our communities should have “health hubs” or mobile clinics
that offer wraparound services to food, shelter, educational
material, healthcare, and vaccines. Having these resources at
trusted locations will allow the community to openly talk
about their concerns and have their basic needs met.
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Doctors that believe Free and accessible
their patients COVID vaccines

Less COVID cases Long COVID clinics

A thriving,

vibrant, & healthy
community that is

united.

v

v
More gatherings Improved mental

and no longer health
being afraid
Improved health Financial
outcomes stability = = =0 gu



BHM TN’s Dedication
to Health Justice

Black Health Matters TN is dedicated to eradicating
the health disparities that exist as a result of racism.
This racist history impacts our present-day policies
and health outcomes. At Black Health Matters TN,
we know that it is up to us to demand an end to
racial health disparities that cause the suffering and
deaths of Tennesseans. We use our platform to
amplify Black and Brown voices to demand health
justice.

]
Join us in making “good trouble!”

T
r
i
u]

Al

10

*
T
-

‘a
3
2

E

;

]
T
%

;I'

G
;

MATTERS

1 iy "
=% W [t
I HE N EINEEE e




m
VY.

e r/\\\ Y\D\)@ %( ,H\@ —FuH’U\I"Q, is 4o hcw
.,Nsla\j-igﬂ‘gfmy JuFormptive: Al#rugd, =~ _ IAOP{ . MOM[C{ je%
- | igindded +Bososter. T %m/rf B

{ dﬂ,,ymdﬁf"b.@+

Aive pfiee being EhPLS 2ed + ow A

o f"*‘i‘ﬁflﬂ# bt doyid (seme ﬁbf/r#r" ; A

# Yy cangh? Covi SN n #hE wHASI G

Fhitwds that+ AC methed contid eved Bayid wh e in i€ :I/hadon&} s 5/5/ e Lomsiogel oot

ha&c,‘('mf i}

@o ‘/ with Me 3&717 rmimune! ﬁﬁf"’w‘f
L\J'% E‘Iu‘nﬂq'éa‘cf Ml‘{[f's 2

4o ered Epom pisi 4
pespiri ot WheV 79 se T was restr LR ,
o hun+Hul de o;:“ et dow. T ﬁ;/:»ys 5f/95¢; 7
'y TA:::Q Diabek;
JEN\‘ME, Courd A a uaméga);n P ’,;gaé Jmtm; i;
As 1'4’ Coufd, Aauve 6‘&&) e 4

e /M’dlc”( Mubsm

| | [N\ See———

Town hatl $e55°

— OUR HOPE

-

Ny
b oy,

AN ‘ b

1 d .4 l
My Hope Thet Moce Feople 0\ 6T The

\(lcc.‘w..

1
)

:f-‘-,u ere fuf/t will 9e" The vaceine. T have seen wmiany fayle
whe did net §et The vaceine infect eThers. Thepeople “They infet

=]
: become exfeons ly il hew #rigd 1o motivate People 15 ge—
3 —he Naceine-

:

| [y

V2RO R
%kﬁ 3%““3 +he vasehe affrdabk Thn

My 34ye old g Nephe hettled Jons Coud For 2ver
ks in +&L lv\oslni-ral Lefore '94551:3'-(»)4-‘- on -TV/)uenh{z:for)
féjﬂlﬂl knder/y[Aj Mgghcd, ASTHMA gh,..)mj up.

' gt myroty v B

L-ONG Cov(p E




‘. /\/\y / j COV[D S‘l‘org S5 .. -

After feceiving & Ngdvn Covid 12 | Thad haty loss @Ry
Segere\ Mll’“‘i

< dita? want 78 go
2T had abad Conghy but didatfFesd bad: T have o e grendbaby, 0
add seekin, T went ond gt fesfed onloreit 7 did have COvZD-

N long COVID stury 5
ld Covidl 18 Beburedhn J A\
Lovich 18 }.-r,m ' Stetef s0veap Fhe Covi

Shet 7 .
Wed My Sreste end smell fe Aweeks egu, Vs Sice . Jra, e
nit 5|, Zyon
Vel o bt (inBClonal Ty gy poe %m\n_ FL::IQ Hewhie bring /0

m\f SwLor
[ YooK all MZ Va-Ccrr\e,S + bosskes |ast

Yeer but stil| e covid a few months afer
\ Wos Au\uv\ 10 da.\ls l S“' I 'Fcc.- )Of ﬂc ”7’
-?a‘hauc, IS aresult of forlid-(cven o yow leker)

" co\Jld 'Iq Lhad

OUR STORIES £ . (00 .

Rreblin

I+

dc.\hlpr“d

cleatly & et
3 ﬁht su}lppg{.l\u\ sHwi\qo awey

BLACK

MATTERS



“These glossy commercials | see now make me
feel like it's about greed and money more than
health. | understand people need to make money,
but at what cost. | shouldn’t have to decide
between rent and getting my vaccine. In this
country you can't afford to live, and you can't
afford to die. It's greed.”

YOUR VOICE MATTERS!

“Doctors wouldn't listen to me about my Long
COVID symptoms. | don't know if that's because I'm
a woman or because they don't have all the
information on Long COVID. | was able to find a
doctor, my husband’'s PCP, who was a good listener
and respected me.”

SHARE YOUR STORY WITH US
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