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The Psychosocial Impact of Long COVID
on Patients and Families
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Learning Objectives

oldentify challenges patients, families,
and caregivers face before, during,
and after a long COVID diagnosis.

oExplain the psycho-social experience
patients, families, and caregivers
have when someone is suffering with

Long COVID.

oldentify ways clinicians can improve
the experience of patients and
families when they are coping with
someone who is ill with Long COVID.




Long COVID
Definitions

* A new study in Annals of Internal Medicine
reviewed 38 publications with five definitions
of Long COVID.

* They conclude that the research and clinical
fields need to standardize definitions with
respect to timing of onset and duration.

* Without this, confusion reigns. We may be
comparing apples to oranges.


https://www-acpjournals-org.ezp-prod1.hul.harvard.edu/doi/pdf/10.7326%2FM24-0677

Study in Nature
Medicme

An important new study
published this past week

of major outcomes for 135,000
who had COVID prior to the
avalilability of vaccines shows a
highly significant difference
between those who were
hospitalized — that is, had
severe disease — and those
who had mild to moderate
COVID.


https://www.nature.com/articles/s41591-024-02987-8#:%7E:text=The%20cumulative%20number%20of%20post,10.9%25%20(5.3%E2%80%9316.5%25)
https://www.nature.com/articles/s41591-024-02987-8#:%7E:text=The%20cumulative%20number%20of%20post,10.9%25%20(5.3%E2%80%9316.5%25)
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Major adverse outcomes, including death,

multi-system sequelae, and disabillity, were

persistent at 3-year follow up in the people
MajOr who initially required hospitalization.

lefe rences This suggests that the acute infection

severity and host response play a critical

IN Adverse role in subsequent outcomes.

Outcomes

In contrast, the people with mild to moderate
COVID not hospitalized had evidence of
small residual risk.



Figurel

Around 3 in 10 Adults Who Have Had COVID Report Getting Long COVID

Percentage of adults reporting they currently or ever had long COVID among those who have had COVID
40%

35
30 Ever had
25 long COVID
20
10 —~—— __—  Currently
have long
5 COVID
0
Jul Oct Jan Apr Jul Oct Jan
2022 2023 2024

Note: The Pulse Survey, an experimental survey conducted by the Census Bureau and National Center for Health Statistics,
asked respondents whether they had any symptoms of COVID that had lasted longer than 3 months. This figure reports the
findings between 6/13/2022 and March 4, 2024.

Source: National Center for Health Statistics. Post-COVID Conditions. Data accessed March 28, 2024. « Get the data »

Download PNG KFF

6% of adults report
symptoms one year

after a COVID
infection

Estimates are that 14-
17 million

People are living with
Long COVID now




Conclusion from Comprehensive Article on Long COVID

4

WP

Long COVID is widespread.

Its incidence varies markedly across
sub-groups Iin the population.

However, there is little to no research specifically looking

at essential workers or farmworkers as categories of
Long COVID. ( We do know rates of COVID for essential
workers and farmworkers.)

Long COVID is much higher among
women than it Is among men.


https://pubmed.ncbi.nlm.nih.gov/37917610/

Conclusion from Comprehensive Article on Long COVID

" Long COVID varies by ethnicity, being
g highest among whites.

i3t It is hump-shaped in age. Middle-age
largest group with Long COVID.
Long COVID varies greatly by location. It is
2 highest in states in the south such as West
Virginia and Mississippi—lowest in Hawail.


https://pubmed.ncbi.nlm.nih.gov/37917610/

Communities with larger proportions of non-citizen had

higher COVID-19 mortality rates

Click on image to zoom
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Mortality Disparities in New York and Los Angeles. Int J Environ Res Public Health. 2022 Apr 21;19(9):5066.



Social inequality
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https://migrantclinician.sharepoint.com/sites/Projects/Shared%20Documents/W2W/2024%20W2W%20Presentations/2024_LongCovid_Pfizer/LONG%20COVID%20SLIDE%20DECKS/Eamranond,%20P.%20P.,%20&%20Hu,%20H.%20(2008).%20Environmental%20and%20occupational%20exposures%20in%20immigrant%20health.%20Environmental%20health%20insights,%201,%2045%E2%80%9350.%20https:/doi.org/10.4137/ehi.s847

We are going to look at the
sequence of how Long COVID
unfolds medically and then
psychologically and interpersonally.



The COVID Scenario Unfolds
for Patients and Families

ols the person truly sick and if so with what?

oGetting a COVID test: Where? PCR, Rapid.
Finding them. Waiting for results

oWhat to do during the waiting time? Range: 15
mins to 48 hours

o|f positive, can the person isolate? If an adult,
decisions: go to work, tell employer, isolate,
childcare/parental care?

olf child is positive: how do you isolate a child?
Who takes care of the child?




The COVID Scenario Unfolds
for Patients and Families

oHow to quickly learn what to do: monitor for
serious illness, treat for comfort.

oWhen to call PCP, when to go to urgent care,
when to go to the ED.

oWhat if the person has underlying medical
iIssues? Which ones matter?

oDoes the person qualify for a treatment?
(https://www.yalemedicine.org/news/covid-
19-treatment-drugs)

oSteps to get a treatment started within the
first 5 days if over 65 or have underlying
medical conditions.



https://www.yalemedicine.org/news/covid-19-treatment-drugs
https://www.yalemedicine.org/news/covid-19-treatment-drugs

Transition from Acute to Long COVID

» Patients and families are uncertain about what’'s going on.
o I'm tired. How tired is tired? How long is it normal to be tired?
o I'm not thinking clearly. | can’t remember things.
o Should | see a healthcare provider or is this going to resolve in time?

* Problem of definition for clinicians.
o At least five definitions. %



Lack of Clarity

COntribUteS tO No universal definition
Difficult

: Both health care workers and family
AdJUStment members may greet a person’'s symptoms
with skepticism or frustration due to no

clear definitions and protocols established

Not many specialized services yet

Long wait times for service even if you
live near a center




The science of Long COVID

*The COVID-19 virus can persist in the blood and
tissue of patients for more than a year after the
acute phase of the illness has ended, and for
more than two years in tissue samples from
people who had COVID according to new
research from UC San Francisco that offers

potential clues to why some people develop long
COVID.


https://www.thelancet.com/journals/laninf/article/PIIS1473-3099(24)00211-1/fulltext
https://www.thelancet.com/journals/laninf/article/PIIS1473-3099(24)00211-1/fulltext

>
Prediciors
Demographic factors (age, sex)
Medical comorbedhes (obesity, asthma, disbetes)
Acute COVID-19 severity/viral load
Social determinants Time
Vaccialion sietus SYMpOMalic managerment
Evohang mmemune status?
Targeted therapeutics?
Long COVID ,

~ https://doi.org/10.1016/j.it.2022.02.008



Many forms of Long Covid

Long Covid is a multisystemic disease with sequelae that affect almost all organ systems.
Various putative mechanisms that underlie these sequelae are not mutually exclusive and
may explain the myriad health effects seen in Long Covid. Therapeutics that target these path-
ways, such as antivirals, anti-inflammatory agents, microbiome restoration, and anticoagulant
drugs, may ameliorate symptoms.

Neurologic
symptoms

(e.g., brain fog,
headaches, W

Cardiovascular
symptoms

(e.g., abnormal heart
rhythm, cardiac

§
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inflammation, .I - dysautonomia,

heart attacks) \ strokes)
Viral persistence Immune Microbiome dysbiosis
may cause inflam- dysregulation may impair gut-brain
mation and reactivate may increase signaling and
dormant viruses. immune reactivity. metabolic regulation.

Metabolic symptoms
(e.g., dyslipidemia
‘ and diabetes)

. Endothelial Neuronal Mitochondrial
& inflammation may  inflammation dysfunction may
activate coagulation may result from impair metabolism and
cascades and elicit  activated microglia lead to fatigue and
microthrombosis. and immune cells. metabolic symptoms.

GRAPHIC: A, MASTIN/SCIENCE

oZiyad AlAly, Eric Topol Solving the puzzle of Long COVID.Science383,830- 832(2024).DOI:10.1126/ science.adl0867



https://doi.org/10.1126/science.adl0867

Which family members can get COVID?

oChildren
o [eens
o Adults
oElders
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Most common symptoms of long

COVID

Postexertional malaise and fatigue were among the
most common symptoms reported by long COVID
patients six months after their acute coronavirus

infection.

Percentage of long COVID patients reporting

symptom

20% 40%

Postexertional
malaise (feeling
worse after minor
physical or mental
effort)

Moderate or severe
fatigue

Brain fog
Dizziness

Gastrointestinal
symptoms

Heart palpitations

Change in sexual
desire or capacity

Loss of smell/taste
Excessive thirst
Chronic cough
Chest pain

Abnormal
movements

Journal of the American Medical Assn.

60% 80%

LOS ANGELES TIMES



Long COVID Symptoms as They
Impact Family Life and Work Life

Symptoms:
* Brain Fog
» Fatigue
 Lack of Concentration
* Executive Functioning Decline
* Memory
» Difficulty Breathing
* Depression
* Anxiety




Self-Loss

People who live
with a painful gap
between who they

have been and who
they are now are
living with self-loss.
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The person is
there but they are
not the person
they used to be.







Long-Term
Questions

Will | be able to
earn a living?

Will | be able to
care for those

who depend on
me?




Mental Health Burden

osleep—wake disorders

oanxiety and fear-related
disorders

otrauma- and stress-related
disorders

ouse of non-opioid and opioid
analgesic drugs,
antidepressant agents,
sedatives and anti-anxiety
medications.



Figure 2

Most Adults with Long COVID Report that it Limits Their Activities at Least a Little
Percentage of adults reporting that they have activity limitations from long COVID as of March 4, 2024

B Long COVID Limits Activities "a Lot" B Long COVID Limits Activities "a Little"
Of all adults

T

Of adults who currently have long COVD

Note: The Pulse Survey, an experimental survey conducted by the Census Bureau and National Center for Health Statistics,
asked respondents whether they had any symptoms of COVID that had lasted longer than 3 months and among adults who
respond "yes," whether the symptoms limit their day-to-day activities “a lot,” “a little,” or “not at all." The survey
characterizies "a lot" responses as "significant" activity limitations.

Source: National Center for Health Statistics. Post-COVID Conditions. Data accessed March 28, 2024. « Get the data »
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FIGURE 1
Self-Reported Impact of Long COVID Symptoms on Employment among Adults Ages 18 to 64,

December 2022

0% 5% 10% 15% 20% 25% 30%

Limited activities outside of work in order to keep

working 24%

Stopped working and was not working at time of survey
Stopped working and was working at time of survey
Reduced work hours at current employer

Changed employers to accommodate iliness

Requested a change at current employer, such as a
reasonable accommodation

URBAN INSTITUTE

Source: Well-Being and Basic Needs Survey, December 2022.



FIGURE 3
Household Food Insecurity in the past 12 Months among Adults Ages 18 to 64, by Self-Reported

COVID-19 and Long COVID Status, December 2022

® Adults with current long COVID Adults who ever had COVID-19  m Adults who did not report
but without current long COVID ever having COVID-19

45% 42%
40%
35%
30% O/ k*kx
26% 259,
25%
20{)/***
20%
15% 2{)/ %%k %k
10%***

10%

5%

0%

Share reporting food insecurity Share reporting very low food security

URBAN INSTITUTE



FIGURE 4
Problems Paying for Housing Costs in the past 12 Months among Adults Ages 18 to 64, by Self-

Reported COVID-19 and Long COVID Status, December 2022

® Adults with current long COVID Adults who ever had COVID-19  m Adults who did not report
but without current long COVID ever having COVID-19

25%
23%

20%
20%
15%

10%***
10% s . 9%
8%***
3%***
0%
Share reporting problems Share reporting problems Share reporting a utility shutoff

paying rent or mortgage paying utility bills



VWhat does it mean to withess
someone with Long COVID?

Whether you are a health
care worker or a friend or
a family member,
witnessing is the
experience we are all
having when we know

someone with Long
COVID.



Witness Positions

Aware Unaware

Empowered Attuned Crltlcal
Thoughtful Hurtful
Help ful Cruel

Disempowered Confused
Uncertain
Inept




Caring for Someone with Long COVID

Medical course varies considerably

The patient and caregiver may have worries about
impact on work, other family members, childcare or
income, all of those factors

The patient may feel mildly or very |l

How to provide symptomatic relief?

Where to get specialized services?
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Difficulty of
Getting Medical
Care for Long
Covid Conditions

@

» Anger, frustration, despair are added to
the burdens

This requires a lot of work on the part of
the patient or patient’s family

Long Covid patients describe "Being a
patient is a full-time job; being an
advocate is overtime.”




Summary:

Looking ahead, 5% to 10% of adults in the U.S. may continue to
experience long COVID at any point in time, but research to
Improve diagnosis and treatment moves slowly.

Although rates of long COVID have stabilized, the 14-17 million
adults with long COVID may experience many employment and
material hardships with 4 in 10 reporting food insecurity, 2 in 10
reporting difficulty paying rent or mortgage, and 1 in 10 reporting
that they had to stop working for a period of time because of their
symptoms.



What can

family
members

do

?

Make it a “we” not a “you” experience. “You
are not alone. We are in this together.”

Be an advocate with the health care system

Remember that most people will get better




What can clinicians do?

oUnderstand and empathize with patients

and family members coping with Long
COVID and its aftermath.

oUse available guidelines to establish if
workman’s compensation is available to
your patients. Know your state policies.

oHelp patients and families minimize
shame if the person is unvaccinated.
Many people did not have work that
made it easy to get to vaccination sites.



Models of Care for Treating patients
with Long COVID

5 core principles:

1. a core “lead” team,

2. broad multidisciplinary expertise,

3. comprehensive access to diagnostic
and therapeutic services,

4. a patient-centered approach, and

5. providing capacity to meet demand.

FromAnnals of Internal Medicine



https://www-acpjournals-org.ezp-prod1.hul.harvard.edu/doi/pdf/10.7326%2FM24-0677

What about Paxlovid?

* There was a recent publication of a large study on Paxlovid, a
treatment for COVID, in the New England Journal of Medicine:

From the accompany editorial:
“Thus, It appears reasonable to recommend nirmatrelvir—ritonavir

primarily for the treatment of Covid-19 in older patients (particularly
those 265 years of age), those who are immunocompromised, and
those who have conditions that substantially increase the risk of \
severe Covid-19, regardless of previous vaccination or infection

status.”

* However, Paxlovid may not reduce risk of Long COVID, as had once
been thought.

. 4 ' 3




Does Vaccination Protect Against Long COVID?

* A new study based on 4,605 participants in the Michigan COVID-19
Recovery Surveillance Study shows that the prevalence of long

COVID symptoms at 30 and 90 days post-infection was 43% to 58%
lower among adults who were fully vaccinated before infection.

 Clinicians should still recommend vaccination as it does seem to
decrease risk of Long COVID.

* The study appeared in the Annals of Epidemiology.



https://www.sciencedirect.com/science/article/abs/pii/S1047279724000310

Burnout in the Context of Long COVID for Doctors:
Take care of yourself!

oBurnout and depression among doctors — while
encouragingly better than 2022— remain higher than
before COVID.

oFor doctors caring for long COVID patients, the sense of
helplessness when recovery is slow weighs heavily.

oAt the Mount Sinai Center for Post-COVID Care in New
York City, the director, Zijian Chen, MD, who helped
launch the clinic in May 2020:

"Sometimes you're faced with patients who you're trying to do
everything for, but they're not just not getting better. It's really
frustrating because we want everybody to get better. So,
there's that lack of fulfillment there that can cause a sense of
burnout.”

oDoctors caring for Long COVID patients need to support each other.




Policy Recommendations: Healthcare workers
can be policy advocates also

 More research needed
 Address social determination of health

* Expand safety net assistance and increase benefits of the
programs serving people with disabilities

* Provide universal paid leave

* Make workplaces more accommodating



Resources for Long COVID Researchers

PATIENT-LED
RESEARCH
COLLABORATIVE
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https://patientresearchcovid19.com/resourcesfor-long-covid-researchers/



DATE
June 5, 2024
11:00AM - 12:.00PM ET

An ad hoc committee of the National
Academies of Sciences, Engineering, and
Medicine drafted a detailed report on the
current status of diagnosis, treatment,
and prognosis of long-term health effects
related to Long COVID. In a public
release webinar, members of the
committee will provide an overview of key
conclusions and answer audience
guestions.

*REGISTER



https://events.nationalacademies.org/42863_06-2024_long-term-health-effects-of-covid-19-disability-and-function?i=dTlGkf8KNg2zOPBtqYr7gfBdTnfKgRy7
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 Emerging and Re-Emerging Viruses: What Clinicians Need to

N

Know, From COVID-19 to Avian Flu

MCN — COVID-19 Resource Hub

*Long COVID — ACOEM Guidance Statement

* Farmworker Justice, Long COVID: Farmworker Rights and
Protections



https://www.migrantclinician.org/webinar/emerging-and-re-emerging-viruses-what-clinicians-need-know-covid-19-avian-flu-.html
https://www.migrantclinician.org/webinar/emerging-and-re-emerging-viruses-what-clinicians-need-know-covid-19-avian-flu-.html
https://www.migrantclinician.org/webinar/emerging-and-re-emerging-viruses-what-clinicians-need-know-covid-19-avian-flu-.html
https://www.migrantclinician.org/webinar/emerging-and-re-emerging-viruses-what-clinicians-need-know-covid-19-avian-flu-.html
https://www.migrantclinician.org/webinar/emerging-and-re-emerging-viruses-what-clinicians-need-know-covid-19-avian-flu-.html
https://www.migrantclinician.org/webinar/emerging-and-re-emerging-viruses-what-clinicians-need-know-covid-19-avian-flu-.html

Connect with MEN

Get updates
from the field

and a lot more at
www.migrantclinician.org

@MCN _health 3 @migrantclinician | [f§] @migrantcliniciansnetwork


https://www.migrantclinician.org/tools-and-resources.html
https://www.migrantclinician.org/tools-and-resources.html
https://www.migrantclinician.org/community/blog.html
https://www.migrantclinician.org/community/blog.html
https://www.migrantclinician.org/trainings.html
https://www.migrantclinician.org/trainings.html

Evaluation / Questions

Long COVID: Supporting Patients

Your evaluations are important to us! MCN and Families
uses your responses to guide, adapt, and
improve our online educational offerings.

Please take a few minutes to submit the
evaluation for this webinar. If you would like to
receive a Certificate of Attendance, Continuing

Nursing Education, or Continuing Medical
Education, submission of the evaluationis
required.
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¢, Y que de Paxlovid?

» Recientemente se publico un estudio extensivo sobre Paxlovid, un
’{\r/[atgmolento para COVID-19, en el New England Journal of
cdicme.

Nota editorial que acompana la publicacion:
"Por lo tanto, parece razonable recomendar nirmatrelvir-ritonavir
principalmente para el tratamiento de COVID-19 en pacientes de
edad avanzada (en particular a los mayores de 65 anos), los que
estan inmunocomprometidos y los que tienen condiciones que
aumentan sustancialmente el riesgo de desarrollar COVID-19
rave, independientemente de la vacunacion previa o el estado de

a infeccion.”

» Sin embargo, es posible que Paxlovid no reduzca el riesgo de
COVID-19 prolongado, como se pensaba.

v |




Does Vaccination Protect Against Long COVID?

* A new study based on 4,605 participants in the Michigan COVID-19
Recovery Surveillance Study shows that the prevalence of long

COVID symptoms at 30 and 90 days post-infection was 43% to 58%
lower among adults who were fully vaccinated before infection.

 Clinicians should still recommend vaccination as it does seem to
decrease risk of Long COVID.

* The study appeared in the Annals of Epidemiology.



https://www.sciencedirect.com/science/article/abs/pii/S1047279724000310

Policy Recommendations: Healthcare workers
can be policy advocates also

 More research needed
 Address social determination of health

* Expand safety net assistance and increase benefits of the
programs serving people with disabilities

* Provide universal paid leave

* Make workplaces more accommodating



Resources for Long COVID Researchers

PATIENT-LED
RESEARCH
COLLABORATIVE
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https://patientresearchcovid19.com/resourcesfor-long-covid-researchers/
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