


 

 

 

COVID-19 Vaccine Hesitancy: What Your Patients Want You to Know 

Transcript 

 

Shilpa Venkatachalam, PhD: The one thing I really think is important is the 
role of patient advocacy organizations.   

Shubhasree Banerjee, MD: Sending a clear and consistent message to the 
population is very important. All stakeholders should be involved with 
respect to the vaccination.   

--------------- 

Meghna Rao (Host): Welcome back to season 3 of Rheum Advisor on Air, the 
official podcast of Rheumatology Advisor ,  one of the Haymarket Medical 
Network’s digital publications that focuses on the latest news and research in 
rheumatology to inform clinical practices.  

Rheum Advisor on Air was a 2022 Neal Awards finalist in the best podcast 
category. We thank you for your continued support.  

I’m your host, Meghna Rao, the senior editor of Rheumatology Advisor .   

In this season, we will be continuing the conversation about topics in 
rheumatology, including practice management, data from conferences and 
scientific meetings, emerging diseases, patient care, and much more.  

So, let’s dive in!  

---------------  

Meghna: It has been reported that approximately 65% of the US population is 
fully vaccinated against COVID-19. However, studies have shown that 
patients with autoimmune inflammatory rheumatic disease who may be more 
likely to develop severe disease with SARS-CoV-2 infection exhibit vaccine 
hesitancy for various reasons that we will discuss in more le ngth in this 
podcast.  

I'm joined today by Dr Shubhasree Banerjee, assistant professor of clinical 
medicine at Penn Medicine,  and Shilpa Venkatachalam, director of patient-
centered research at Global Healthy Living Foundation.  

Hello, and welcome to the new season of our podcast.  

Shilpa Venkatachalam, PhD:  Thank you, and thank you for having us.  

Meghna: Of course. Dr Venkatachalam, can I just say you are the only guest to 
appear twice on the [Rheumatology] Advisor podcast, of course, owing to all 
the incredible work you're doing.  



 

 

 

Dr Venkatachalam: That is wonderful, and on behalf of all of us who do the 
work, we're delighted to always be part of these conversations. So, thank you 
again. 

Meghna: Absolutely. So I wanted to start today's conversation a little 
differently than I usually do.  

Your team presented a study at the ACR Convergence discussing research 
topics for COVID-19 vaccine uptake among adults with autoimmune 
conditions. So, tell me more about where this line of study stemmed from and 
what the proposed solutions were.  

Dr Venkatachalam:  We know, for example, that people living with 
autoimmune diseases, such as rheumatoid arthritis and lupus, have nearly 
twice the risk of acquiring severe vaccine-preventable infections. Now, these 
conditions are associated with and also have a higher risk [for] serious 
infection-related complications. And so, this group of, or this population of, 
patients becomes a high-priority group, especially for vaccines.   

What we've learned over the past years and through studies, through 
anecdotal conversations with the patient community, is that vaccine uptake 
still continues to remain relatively low. 

We received an award from the Patient-Centered Outcomes Research 
Institute, more popularly known as PCORI, to conduct a series of meetings to 
engage clinicians, to engage patients, researchers, manufacturers, vaccine 
manufacturers, [and] policymakers to identify and to prioritize what some of 
the topics are for future patient-centered research.  

So, really, what this study allowed us to do was to bring together a 
multistakeholder panel from the autoimmune health community , so that we 
could understand what and where the barriers were, what the challenges and 
the hurdles were, [what] topics related to vaccine uptake for adults with 
autoimmune conditions were priority topics, based on consensus from all 
stakeholders.  

We used a very rigorous method called the Delphi approach. We convened a 
steering committee, of which Dr [Shubhasree] was a pivotal part of. This 
steering committee included, again, different stakeholders.  I think the most 
important word here is the “different stakeholders” because we wanted to 
understand from various perspectives what topics were really important in 
this area for vaccine uptake. And then, the second important thing here was 
to find a way to understand where the disagreements fall, but to , finally and 
eventually, arrive at a consensus to identify what topics were of primary 
importance for future comparative effectiveness research and patient -
centered research. 

Meghna: I think that's so interesting. And if I remember right, as part of their 
research agenda, the ACR taskforce, too, has encouraged researchers to study 



 

 

 

approaches to address vaccine hesitancy among patients with autoimmune 
rheumatic disease, especially among those with high-risk conditions and the 
vulnerable populations. 

Dr Venkatachalam: Absolutely; absolutely important. The 1 thing to 
remember with something like getting vaccinated, the behavior of getting 
vaccinated, is that it involves decisions at various points by various 
stakeholders.  

Patients with these underlying conditions may have a lot of hesitations and 
fears about their own underlying condition, about the response that the y 
might generate to a vaccine. Is it blinded? Is it going to be okay? How it might 
affect their current regimen of treatment, for example, how long they might 
have to stop a certain medication, whether or not it poses any kind of added 
risk. And so, there [are] a lot of anxieties, fears, sometimes misconceptions, 
around the decision to vaccinate from the patient perspective.  

How easily is the vaccine available? What is the delivery mechanism of the 
vaccination or the vaccine? Do people get time off from work, for example, 
from their employment to go and get that vaccine if you have an 
appointment? What is the cost? What are the out-of-pocket costs? What kind 
of messaging and communication are we using? What are the policies around 
making vaccines available to marginalized communities, to underrepresented 
communities, to people who are underinsured, [and] to people who are not 
insured at all? 

So, there's a whole array of determinants that goes into decision-making, and 
this is why we wanted to bring different stakeholders into the picture.  

Meghna: I think you're right because some of the concerns that even the 
general population has reported regarding the COVID-19 vaccine are the fear 
of side effects, as you mentioned, mistrust of the pharmaceutical industry and 
the government, and lack of acceptance of the COVID-19 pandemic itself.  

I know you already mentioned this, Dr Venkatachalam, and Dr Banerjee, we’ll 
get to you in just a minute, but can you highlight more in detail some of the 
patient-reported concerns regarding the COVID-19 vaccine, and I guess, why 
some patients remain unvaccinated?  

Dr Venkatachalam:  This was not a project only focused on COVID-19, on the 
COVID-19 vaccine; it also had to do with several other vaccines . And so, it 
shed light on the general concerns that this patient cohort or community has.  

So, let's talk about the broad area of vaccines. Many of [patients’]  concerns 
are related to, for example, things like – they’re on immunosuppressive or 
immunomodulatory therapies, right – so how is a vaccine going to affect their 
treatment?  



 

 

 

Added to that, with the COVID-19 vaccine itself, we did have a lot of 
conversations with patients [that] the perception that the vaccine was 
accelerated. So, there were safety concerns that patients voiced.  How safe is 
this vaccine? [T]he perception was if it was brought to the market so quickly, 
was there adequate testing done? If there was adequate testing, were 
autoimmune populations of patients included in clinical trials and testi ng? 
That was a major concern is that we've seen that people with autoimmune 
conditions often get left out of clinical trials , so they're not represented.  

With communities of color, for example, Black populations and other 
communities of color, there was a large amount of distrust in terms of, given 
that there's a history of violence against these populations, people wanted to 
know if or not, again, safety-related questions.  

Meghna: Dr Banerjee, what has been your experience with this in clinical 
practice specifically?  

Dr Banerjee:  Safety was a big concern, particularly among patients with 
autoimmune diseases who already have a chronic condition and are on strong 
immunosuppressive medications. Another concern that they had was whether 
these vaccines, particularly the COVID-19 vaccine, they knew would cause 
exacerbation of their underlying autoimmune diseas e. 

There were stories from friends [and] neighbors living with autoimmune 
diseases who had a flare of their underlying condition, which required more 
immunosuppression, more glucocorticoid therapy. [That] kind of fear was 
common.  

Also, the timing of the vaccine in relation to their medication, particularly 
patients who [were] on infusion drugs, like rituximab, and infusions given 
every 6 months. So, the concern was even if they get the vaccination, it 
wouldn't work for them because the rituximab has already suppressed their 
antibody-making system in the body.  

So, there were a lot of uncertainties, particularly in the beginning.  Then 
gradually, I think after there was the guidelines from the [American College 
of Rheumatology] (ACR) regarding the usage and the safety of the vaccine in 
our patients with autoimmune diseases and [t]he timing with respect to the 
medication, that help[ed] to some extent.  

Dr Venkatachalam:  The issue of flaring was a major concern among the 
patient community. We got aware of this both in terms of anecdotal inquires 
that came [to] us, because we are a patient advocacy organization, as well as 
through the patient stakeholders.  

Communication and messaging, I think, is also a very important piece here 
because patients rely heavily on the media and on the internet, on 
information they get online, to understand how they perceive [and] feel about 
a certain vaccine.  



 

 

 

Meghna: I think that's very encouraging to see that patient  concerns with 
regard to the COVID-19 vaccine, and just vaccines in general , are being 
validated.  

A study from Texas that was published earlier this year discussed the role of 
socioeconomic factors, as you talked about Dr Venkatachalam, as one of the 
major drivers for undervaccination among patients with rheumatic disease . 
And, again, like you said, some of the factors for increased vaccine hesitancy 
or skepticism were education levels, racial and ethnic background , and even 
the sex of individuals.  

You are still listening to Rheum Advisor on Air .  I am in conversation with Dr 
Shilpa Venkatachalam and Dr Shubhasree Banerjee.  

Pivoting our conversation to global research in this area. I had the chance to 
interview a clinician from France, I think it was sometime last year, about the 
VAXICOV study, which is an international study about  COVID vaccine 
acceptance across various regions in the world. I think one of my most 
interesting findings from that study was that the reluctance of some health  
care providers, as well, to take the COVID-19 vaccines. So although this was 
some time ago, I think this is a significant challenge in overa ll messaging to 
patients. So can you describe maybe ongoing efforts to tailor the right vaccine 
messaging to patients? 

Dr Banerjee:  So I was going to say – [t]hat’s why I think the PCORI project 
that Dr Venkatachalam just mentioned is so important because sending a 
clear and consistent message to the population is very importan t. All 
stakeholders should be involved with respect to the vaccinatio n. Timing, 
risks vs benefits, who should get it  [are all] very important. So, having a 
multistakeholder group and sending out clear and consistent information, 
and as the public health officials often say, repeating the same information is 
often important to get the message across . 

Dr Venkatachalam:  I can add to those very important points.  The one thing I 
really think is important is the role of patient advocacy organizations, 
because patient advocacy organizations, like ours, are uniquely placed and 
positioned so that they have a direct line of communication with a specific  
community of patients. Over time, one of the main missions of any patient 
organization, I think, and certainly for us at the Global Health y Living 
Foundation, is to build a community of trust.   

So, what we would encourage, on behalf of patient advocacy organizations, is 
that vaccine advisory committees and agencies that deal with vaccine -related 
communication must be included, must be encouraged to include 
representatives from patient advocacy organizations to better understand the 
concerns of those who are living with immune sys tem disorders, as these 
guidelines are developed and shaped.  



 

 

 

The reason I say this is because we can help vaccine advisory committees and 
agencies to distribute very tailored messaging to a community with whom 
we’ve already established a relationship and a level of trust. That's the whole 
point of [a]n advocacy community.  

When you have messaging about a health care issue, and in this case, 
specifically vaccines, people want to know that the information that is being  
given out comes from testing or clinical trials  that includes people like them. 
So, we want to see clinical trials  on vaccines include more autoimmune 
populations, because that's another way to build trust and that can help in 
messaging.  

Meghna: I think, Dr Venkatachalam, you've highlighted so beautifully how 
patient advocacy groups have approached this.  

I just wanted to take a minute to talk about how clinicians, including  
specialists and primary care workers, can kind of come together to address 
these patient concerns. And [D]r Banerjee, maybe you could speak more to 
this, is how we can highlight the role of the rheumatologist here.  

Dr Banerjee:  Thanks for bringing this up. This is very important because 
[for] the patients or the people who are living with autoimmune diseases, 
often, rheumatologists are almost like their primary care physician s. They are 
seeing their rheumatologists at least 3 or 4 times a year over many years, and 
there is a relationship of trust and there is [b]onding.  

Rheumatologists should discuss vaccination, timing with respect to 
[patients’]  medications, whether they have to hold their immunosuppressive 
medications before or after the vaccination, and whether it's safe for them to 
get those vaccinations. Those questions should be answered in very simple 
and clear language during their visit. That should become really a part of the 
visit.  

And also, it's very important, as Dr Venkatachalam was mentioning, that to 
listen to them [and] their concerns. It's important to listen to their concerns, 
and if there are any areas of uncertainty, it’s also important to acknowledge if 
there is a lack of knowledge or lack of research in any areas .  

Involving nurses [and] pharmacists in these type of conversations [are] also 
helpful, so that [patients’ are]  getting the same information, consistent 
information, from the health care providers who they trust.  

Meghna: Absolutely. And I don't think you could've said it better because 
we've been talking about the role of  the different stakeholders throughout 
this entire conversation – public health experts, policymakers, scientists, 
patient advocacy groups, [and] clinicians. So, I think, we are only moving in a 
forward direction and I hope to see a better uptake of the COVID-19 vaccine, 
and vaccines in general, among our populations.  



 

 

 

Dr Banerjee, Dr Venkatachalam, today, we were only able to discuss vaccine 
uptake among adults, as your primary research focuses on, but we should 
definitely continue this conversation in the future and see  how it maybe 
impacts children as well . But for now, I thank you for your time. 

Dr Venkatachalam:  Thank you for having us. This was a very important 
conversation and we'd love to continue conversations at this level.  

--------------- 

For more information on Rheumatology Advisor  and this podcast, you can 
reach out to us at editor@rheumatologyadvisor.com.  

We, at Rheumatology Advisor ,  look forward to delivering timely evidence - 
based news to you.  

You can also sign up for free e-newsletters on the site.  


