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COVID vaccine hesitancy among patients with sickle cell disease (SCD) was prevalent during the pandemic. This subset of
vaccine hesitancy within the SCD population is of particular concern due to the elevated risk of severe illness associated
with COVID-19 in individuals with SCD. Numerous factors contribute to vaccine hesitancy in this context, including concerns
specific to SCD, such as potential interactions with disease-modifying therapies, uncertainty regarding vaccine efficacy in this
population, mistrust in healthcare systems, and historical disparities in healthcare access and delivery. Underlying psycholog-
ical factors, such as fear and anxiety, may also influence vaccine hesitancy in patients with SCD.

We sought to survey our patients’ feelings towards the COVID19 vaccination in the peak of the pandemic (Sept-Dec 2021), as
we had noted that some patients had declined the offer of vaccination and others had had a one or two doses, then stopped.
54 patients with SCD were surveyed anonymously and data analysed in excel and NVivo. 27.8% had had no doses and only
14.8% had had the 3 doses as recommended at that time leaving 57.4% partially vaccinated. Breaking this down by age, the
younger patients (<16y) were more likely to have had no doses (0%) with progressive rise in uptake to the older age group
(>35) where 13.9% had had no doses. Even in this older age group, only 19.4% were fully vaccinated however (A).
Qualitative analysis of text responses (B) revealed themes of concern regarding:

* Lack of trust in the new and ‘untested’ vaccine:

* Fear of side effects and complications, particularly concerns about the vaccine's compatibility with their conditions and
medications.

* Mistrust in the vaccine's efficacy and necessity

« Lack of long-term research and unknown effects

* Influence of social media and misinformation

* Personal choice and autonomy

* Desire for more information and communication
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We then undertook semi structured interviews with volunteers to understand these concerns in greater depth and progres-
sively developed a toolkit of resources around commonly reported concerns to inform shared decision making. Discussion of
these resources with patients increased our understanding of the concerns in greater depth and permitted iterative improve-
ments to the resource such that it reduced hesitancy in all respondents, garnering a self-reported reduction of 61% on a 1 to
5 Likert scale.

More recently, we have noted a significant cohort of patients who, although they were happy to accept the initial offer of
2-3 doses, have not assented to have further booster doses. We therefore re-surveyed (July 2023). 44 patients replied. 20.5%
had had no doses and only 11.4% had had the 5 doses recommended leaving 68.2% partially vaccinated (C). A similar age
dependentincrease in acceptance was seen (60% of under 16s unvaccinated vs.16.7% of 35 & overs). Only 36.4% had accepted
the offer of a broader coverage booster (D).

There was an evolution in qualitative themes (E)
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+ Mistrust in/scepticism about vaccine technology

* Doubts about vaccine efficacy

* Side effects experienced

« Anger at being singled out/'forced’ to get boosters

* Boosters reminding of the pandemic’s impact on mental health

Most worryingly, there are statements regarding dissatisfaction with healthcare providers’ responses regarding the vaccine
and suggestions that continuing to promote the vaccine in the face of deep-rooted objections is eroding the doctor-patient
relationship and level of trust and confidence in the team which is frequently hard won and highly prized by patients with
SCD.

Appreciating the causes of the underlying concerns and development of tailored interventions are necessary to develop
targeted educational campaigns that address SCD-specific concerns, effective communication strategies that involve health-
care providers and patient advocacy groups, and the provision of accurate and transparent information. The more recent
set of themes are more challenging to develop targeted resources towards, but they contain critical learning for physicians
regarding the potential damage caused by promoting the vaccine too strongly to those who remain sceptical. By more fully
understanding the sources of ongoing vaccine hesitancy among patients with SCD we can best support our patients to mit-
igate the potentially devastating consequences of the disease in this vulnerable population whilst maintaining the fragile
therapeutic alliance.
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Original survey — sample patient quotes 2021 E

"Yes, | was hesitant because | don't know what will be going inside me, the vaccine
was rushed and there was so much conspiracies about the vaccine, | still regret taking
the vaccine, | should never have taken it."

"It being o novel vaccine only recently tested by the masses, my confidence in the
long-term side effects is low, especially due to the lack of research into reported side
effects since public distribution. | also strongly believe in choice, and the pressure by
the world institutes and government does feel like propaganda.”

"For something that has a very high survival rate even if contracted, mass vaccination
in such a short period of time seems a bit like a sledgehammer and walnut, are

we even in the know of how the Covid 19 vaccine will react in our bodies alongside
other medicines or vaccines, from my perspective it seems like we're the ones being
experimented on."

"First of all, it's not a guarantee that | would not catch COVID-19. Secondly, right now
I have a choice to have or not to have it, and | want to choose not to have it because
as a sickle cell anaemia sufferer, | am pricked and prodded all the time, and | do it
because | have to, and at this moment, | am actually very sick and tired of it all, so this
one thing that | can choose not to have, I'm happy about having the choice not to get
it."

Doses by age - resurvey 2023
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Resurvey — sample patient quotes 2023

I do not trust mRNA technalogy. After reading the vaccine insert it' contains animal
cells and heavy metals and | do not want that injected into my body. Excess deaths
since the roll out of the vaccine have not been explained and | believe they

are related."

"l am very concerned about the side effect in the long term. | feel my immune system
has been weaker since taking the Covid vaccine. The challenge is our Doctors do

not listen to our concerns in regard to side effects and don't make an effort to
investigate. Now the pandemic has gone down, | don't want to take the

vaccine anymore, | am scared of long-term effects.”

"My doctor {and this survey!) keep telling me to have the vaccine. | wish they didn't as
it puts their viewpoint at odds with mine and makes me think we're not on the same
page. Trust in your team is important and this isn't helping.”

"l didn’t want to have them in the first place, but the fear got to me

Covid was rubbish for me - at home, no work, isolated from friends and family,
masked and hand gel whenever | went out (which was hardly ever). I'm relieved

that really dark time in my life is past so I'm just so over it. The reminders to get more
boosters just take me back to those times and | don’t want to remember them"

Figure 1
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