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Long COVID Justice NYC

Long COVID Justice NYC, a project of Strategies for High Impact, is a 
volunteer-run advocacy group. We strengthen networks of people with Long 
COVID and associated diseases (LCAD). Our work is done by and for 
chronically ill and disabled people, our families and communities. 

We are leading grassroots, collective efforts to confront the Long COVID crisis, 
while centering racial, social, economic and disability justice. Our work includes 
conducting community needs assessments, as well as advocacy with state and 
city officials and public health leaders.



Long COVID: What is it?

Long COVID, also known as long Term COVID or post-COVID 
conditions,.

Long COVID is an ongoing public health crisis. 

In the Household Pulse Survey, the U.S. Census defines Long COVID 
as “any symptoms lasting 3 months or longer that you did not have 
prior to having COVID-19, or that got worse after having COVID-19."



Long COVID: Where Are We Now?

Did you know…?

● 1 in 10 New Yorkers experience Long COVID/post-COVID conditions. 

● DOHMH data: Up to 30% of people who have had COVID-19 may experience 
Long COVID. 

● In NYC, around 2.9 million people have been infected with Covid-19, meaning 
that around 870,000 may be experiencing Long COVID.

● Every time someone gets COVID-19 – even if they had it before – they are at risk 
of getting new or worsened Long COVID.



Long COVID Symptoms

Long COVID is an infection-associated 
chronic condition (IACC). IACCs affect the 
body in many ways and manifest in a 
variety of chronic conditions. 

Long COVID can include many long-term 
and multi-organ symptoms, affecting the 
nervous, digestive, and respiratory systems.

There is no one specific test to show 
whether someone has Long COVID. Many 
medical providers do not know much about 
the condition.

Long-term symptoms may include:

● Tiredness or fatigue, or inability to exercise;
● Difficulty thinking or concentrating, forgetfulness, 

or memory problems (sometimes referred to as 
‘brain fog’);

● Difficulty breathing or shortness of breath;
● Joint or muscle pain;
● Fast-beating or pounding heart (also known as 

heart palpitations);
● Chest pain;
● Dizziness on standing;
● Changes to your menstrual cycle, or
● Changes to taste/smell.







Long COVID: Disparities in Prevalence

Long COVID, like COVID itself, has an outsized impact on marginalized communities, 
including low-income communities, transgender people, people living with HIV, people with 
diabetes, African American and Black people, and people of Hispanic/Latino heritage.

● The Household Pulse Survey (HPS) found “particularly high odds of developing long COVID for Hispanic 
females, Black non-Hispanic females, Hispanic college graduates, Black college graduates, and 
multiracial/other college graduates.”

● HPS also reported that that 17.3% of transgender people in the United States are currently experiencing 
Long COVID compared to 5.0% of cisgender men and 8.4% of cisgender women. 

● A positive HIV status was associated with two to four times higher odds of having Long COVID. 
● Occupational factors play a role in Long COVID risk, with workers in public-facing positions, such as 

teaching, education, transportation, and caring and leisure services, at higher odds of experiencing Long 
COVID (Kromydas et al., 2023).



Long COVID Rates in Trans People in the US



Long COVID Rates in Disabled People in the US



According to the United Nations:
“[P]ersons with disabilities are often at 
higher risk of exposure to HIV. Additionally, 
there is a growing understanding that 
persons living with HIV or AIDS are also at 
risk of becoming disabled on a permanent 
or episodic basis as a result of their 
condition.”

UN Department of Economic and Social Affairs Disability



People living with HIV 
are 2 to 4 times more likely 

to develop Long COVID, 
which often is disabling



Prevention 
and 

treatment as prevention
are imperative regarding

 HIV and COVID 



Needs Assessment Action Project (NAAP)
Our discussion today may inform the findings of our Needs Assessment Action Project (NAAP), a 
pilot program assessing the needs of people living with Long COVID in NYC.

● The NAAP will focus on three priority populations who have been disproportionately overlooked 
or impacted by Long COVID, including transgender people, people living with HIV, and/or children 
and youth. 

● By understanding the needs of the Long COVID community in NYC, we can help determine 
effective solutions, raise awareness among affected individuals, and activate the systems that 
are, or could be, resourced to respond. 

Findings from this project will inform an action plan and informational materials about Long COVID. 
This will inform a policy agenda and further advocacy.

Thanks to the New York Health Foundation for supporting this work!





HIV & Long COVID small support group:

A support group for people living with HIV and Long COVID led by 

When: every other Thursday beginning October 24 through December 5 of 
2024.

Where: on Zoom

Time: 6:30pm-8:00pm Eastern Time

Facilitated by: Gabriel San Emeterio, LMSW – gabriel@s4hi.org




