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Understanding COVID-19



Treatments for COVID-19

Anti-viral 

medications
Vaccines

Therapeutic 

anticoagulation

Intravenous 

medications



Long COVID/PASC – “A Post-Pandemic” Pandemic



Post-Acute Sequelae of SARS-CoV-2 Infection



Long COVID



Long COVID Symptoms

Muscle weakness & joint pain 

Anxiety & depressionFatigue

Brain fog & headache Long-term loss of smell & taste



Long COVID Symptoms

Muscle weakness & joint pain 

Anxiety & depression
Fatigue

Brain fog & headache Long-term loss of smell & taste

PTSD

Labored breathing 

Blood clots

Chronic kidney disease

Hair loss 
Heart palpitations

Cough

Chest pain 

Sleep disturbances 

Persistent oxygen requirement

GI issues



Long COVID Patient Impact
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Proposed CARE is COSTLY 
and not easily accessible

Nalbandian, Ani, et al. Nature medicine 27.4 (2021): 601-615.



Brigham launches COVID Recovery Center



BWH CRC Analysis - 2022  

Hierarchical clustering by sex, race, 
language, and insurance status.

• Cluster 1 patients: 

More likely to be LatinX, to utilize 
interpreter services, have government 
insurance, and to have had an ICU 
admission.  

• Cluster 2 patients: 

Predominantly White with commercial 
insurance and with the lowest percentage 
of ICU admissions. 

• Cluster 3 patients: 

More likely to be Black or Latin X, not utilize 
interpreter services, and have commercial 
insurance

*

*
*

*

*

*

*



Compared to Cluster 2:

• Cluster 1- more ICU stays and 
symptoms, but less likely to access 
support groups, care coordination and 
mental health education 

• Cluster 3- more ICU stays but fewer 
reports of symptoms like brain fog, 
fatigue.  Increased use of community 
resources. 
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The Greater Boston Covid-19 
Recovery Cohort (BCRC)

• >16,000 Covid inpatients
• >123,000 Covid outpatients
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The national COVID recovery effort



RECOVER Adult Cohort
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What is the case definition?

What are the disease driving mechanisms?

Who is at greatest risk?

What is the right care?

What is caused by the virus vs severe illness?

What is the prognosis?



OUR NEXT PUBLIC Health Disaster? 

• Estimates suggest that up to 1 million people may be out of labor 
force at any given time due to long Covid, leading to direct earning 
losses. 

• Patients with long Covid are often young and working in service 
industries. 

• Long Covid may contribute to economic vulnerability on an individual 
level. 

• Health care costs may rise if a substantial portion of long Covid 
patients seek testing. 

Cutler, David M. JAMA Health Forum. Vol. 3. No. 5. American Medical Association, 2022.

Fischer, Kai, J. James Reade, and W. Benedikt Schmal. No. 368. DICE Discussion Paper, 2021.



Keeping equity at the center of COVID recovery
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Communities in Massachusetts
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MassCPR Health Equity Core: Aims & Scope

Current Scope: Focus on Diverse Black and Latinx communities, with the plan to 
expand and engage other minoritized and marginalized groups in Massachusetts

Identify
Impact

Identify the impact of 
Long COVID on diverse 
communities in 
Massachusetts and 
barriers to Long COVID 
treatment

Increase
Awareness

Increase awareness of 
and access to Long 
COVID treatment and 
resources among 
communities in 
Massachusetts and the 
primary care providers 
serving them

Influence
Policy

Influence relevant 
policies at the 
organizational, municipal, 
state, and national levels



Long Covid Care Site Assessments

● Conducted Zoom interviews with clinic directors (n=5), 30-45 minutes via Zoom 
with a prepared set of questions

● Spoke with all currently operating clinics in the state (excluding physical 
therapy-only sites) focused on adult care



Themes from clinics where data was captured (many don’t have the 
administrative capacity to track this information)

● An estimated 70-90% of patients at academic medical center clinics are 
white

● 80-90+% speak English as their primary language
○ Only small percentage list Spanish as their primary language; huge 

shift from the population that was seen in the ICU during the first 
surge

● Majority of patients at academic medical center clinics have private 
insurance

● Median age ranges from 40-60

Site Assessment Findings: Patient Demographics



● Only one program had an emphasis on long-term follow up through primary 
care providers; all other programs had limited contact with PCPs 

● Most programs could only see patients for one to two visits (excluding 
intake)

● All program directors emphasized the importance of having social workers 
to support patients with resource navigation and mental health challenges

Site Assessment Findings: Care Delivery Models



Long Covid Impact Assessment

● Goal: to explore the impact of Long Covid on diverse communities across 
MA

● 8-10 participants per focus group, either individuals experiencing Long 
Covid themselves or caring for someone with Long Covid

Methods:
● Sampling

● Recruitment

● Procedures

● Data Management

● Analysis



Thematic Analysis



Participant Demographics

11 groups in five languages:

● 2 in English

● 2 in Haitian Creole

● 1 in Portuguese

● 6 in Spanish

99 participants

● 30 identify as Black

● 69 identify as 

Hispanic/Latinx and more 

than one race



Long Covid Symptoms Reported
Fatigue Chest pain Dizziness

Exhaustion Vomiting Vertigo

No stamina Muscle and joint pain Spinning sensation

Inability to feel rested Spasms Floating sensation

Headaches Body aches Inner ear pain

Hair loss Memory Loss Difficulty concentrating

Cloudy, foggy mind Forgetfulness Loss of sense of smell

Shortness of breath Depression Loss of appetite

Cough Anxiety Weight loss

Excess phlegm Inability to regain balanced 

sugar levels

 



Findings: Lack of Awareness of Long Covid

● In nine of the 11 groups the 

majority of participants had 
not heard of Long Covid, but 

appreciated having language to 

describe what they were 

experiencing. 
● In the two English language 

groups participants had heard 

of Long Covid, but felt that it 

was not part of the 
mainstream discourse.

“So at a UCB Table Talk…that was my first time ever 
hearing the term “long Covid”. I’ve always felt like 
these symptoms happened directly after Covid, but I 
never had like language to kind of express that. It 
wasn’t Covid, you know, [it was] like an active kind 
of Covid, but I felt these things, and I’d take a test, 
and it’d be negative. I was relieved that there was a 
concept of Covid kind of lingering.”



“Sometimes I think I’m being crazy”

Yes, after Covid, I went to my primary care doctor many times and my 
primary care doctor said you have long Covid, because your signs and 
symptoms after Covid haven’t gone for a long time. The first time I felt 
bad about Covid was in September and December 2020. Between May 
and September 2021, my body, I had pain in my muscles and legs, I got 
dizzy many times, I vomited, I had headaches sometimes. My sinus 
symptoms never went too. Every symptom, I have it. I feel bad every day, 
I’m tired. Sometimes I think I’m being crazy because many days I feel bad. 
For almost the entire year 2021, for the whole 2021 year, I was hearing 
about Covid. It was this year that I began feeling better, but 2021 was a 
bad year for me with Covid.



“...a constant tiredness…”

… I did not know the term Long Covid, it seems quite appropriate, because effectively 
one is stuck in that [cycle], … In the case of what happened with my father-in-law who 
is an elderly person, he is also a diabetic and with my niece, who is younger person, 
much younger, she is 20 years old, without any medical condition. … I noticed both 
my father-in-law and my niece, who were left with a permanent fatigue. I mean, 
whatever they did, it was “I’m exhausted”, “I’m tired”, no matter how much they slept, 
it doesn’t matter if they took vitamins, it doesn’t matter, a constant tiredness …my 
niece said, “I have no appetite”, …, “I do not want to eat anything” for more than a 
month and a half. Which led her, obviously to lose a lot of weight. And in the case of 
my father-in-law, who is diabetic, because there was the issue of insulin levels that 
even though he followed a strict diet no matter how much medicine he took 
constantly those levels are much higher than it usually has ever been.



“Like I am here but I am not here”

“…I do not know if that is normal, but I do not know if it has 
happened to you guys, but I feel like I am walking on air. Like I 
am here but I am not here. And suddenly I was going to do 
something, the other time I was going to make tortillas, I took 
the sugar out to make tortilla and I said to myself, like what is 
wrong with me?”



Findings: Language Barriers Prevent Utilization 
of Covid Resources
Across all nine groups conducted in 
non-English languages, language was cited 
as a major barrier

● Lack of language-accessible 
information online and in the news

● Poor translator services at healthcare 
facilities

Even if there were translators present or 
information was available in their language, 
it was not necessarily understandable or 
accessible

“When I tested positive in 2020, I was 
not able to get a doctor. I had a high fever 
of 110 and I wasn’t able to get to the 
hospital. They were turning us all away, I 
literally had to call a translator company 
so they explain what was wrong with me. 
For me, the barrier was language and not 
being able to explain what is wrong.”



“They don’t know themselves…”

I’ve given up. Honestly, I don’t. I don’t go anymore. I’ve been once or 
twice like once in urgent care and one time to my primary care 
doctor, but they couldn’t really do anything for me. They talked 
about the clinic at BMC. And that was it. They can’t give you 
resources. They don’t know themselves right so like this is all new 
to everybody, and this is where organizations need to take that 
into consideration: how do we better serve?





Community Resources



Participant Recommendations: Information 

● Using social media sites, local news, channels in peoples’ languages

● Using a mix of online and offline avenues to share information about what Long 
Covid is and what resources are available

● Flyers and events at community centers like churches, schools, housing 
complexes

● Support groups so people can both learn from and support one another 

● More information for doctors so they can support patients who have Long 
Covid



Recommendations: Policy
● Better guidance for employers and workplaces– reinstating paid time off for 

Covid, including for impacts of Long Covid

● Faster processing of long term disability requests, revisiting requirements to 
“prove” disability as there are no straightforward diagnostic tests for many Long 
Covid symptoms

● Economic supports for housing payments, utilities, food

● Policies around inclusive health insurance coverage to span a range of wellness 
options, including physical therapy, acupuncture, Eastern and traditional medical 
services, etc.

● State-led incentives to encourage resource sharing between healthcare 
institutions; there is a huge need for services and only a few providers with long 
waitlists
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