What is the medical and emotional
journey for patients with a rare
genetic disease infected with

Insights

Peaple with AATD need to take exaggerated measures to avoid been infected CO-
VID-19, as they are idered a high-risk pop But the very discourse around
preventive measures, promoted by everyone around ther, such as doctors, families,
and friends, has caused those who have been infected to feel ashamed and not want
to share their staries.
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COVID-19 in the United States?

Heywords: COVID-15; dlpha 1
By |Ana Olea

iency; Long Hauler,

The pandemic altered sveryone's life, but especially high-risk populations such
25 the sidery, abetics, and indrvicusals with chronsc fiseases. Alpha| Antiryp-
affects the lungs,
||m.wm organs. The new SARS-Cov-2 (COVID-15) is a respiratory virus,
which makes AATD patients a high-risk. population, as. ninety percent of thess
patienas e b desnase

This nesearch focuses on leaming about AATD patients. Five interviews were
Mummhmurum patients wha wene infecled
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What is Alpha-1 Antitrypsin Deficiency?

Alpha-1 Antiirypsin Defickency (AATE) is an inherited genetic disease of Euro-
pesn rigin cheracierized by an ncrstsed risk of liess n the lunqumdhq
amang other organs. . by e

AAT peotein that acts 05 a0 aen wwmmmutum
lungs. This protein is producsd in the e, and the Iiver of the patients doesnit

damage 3
pulmanary emphrysema [COPD), cirthosis, and others.
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it, and they rarely test patients with pulmonary peoblems, Consequently, the
agrasts.

There |umunmmlw1mmnm there are treatments that help

and sugmentation theragy. P-m:mw-mmwmurmh
i, it consists of recetving ‘ f AAT protein
uwmlnummmmw for liver damage.

Objectives

These ia-8 kot of nerature on ith AATD
e but Ibluommllmﬂumwwﬂuimpnm- infected with CO-
WID-19, The aim ks to illustrase and il the

gt o, e pecple af this y and raise

awareness of what 1o do and how 1o treat it

Methodology

To reflect the f AATD patients and y they face,
e

The interviews wene conducted with five patients with AATD who were infected
with COVID-19 and resided in the Linited States. The intent was ta leam about
Mm.mmmmm cupertise in the deficlency were

beaen how d the virus. Further
conducted wﬁhmrﬂmM Net, s organization that deals directly with
AATD patienns.
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Results

Alphar1 patients must be wellinformed of the treatment they  Experts anticipated that the Alpha-1 patients mast affected by
m.rmgmmmmqumdnnmmunmuumn Cowid-13 would be thase wha had transplants, since they are
Monocional Antibodies Therapy of ace unwilling 1o shace this il i Hocrmeves, in

there is this study.
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accine ensues 8 less #iness. Furthermone, most

1 ig of the ulMas! imponance bo mention that every patient’s
quels (wern long:haulers). Anothwer Mulmnmmm 301y and reactions are different, ns well 53 every disense.
ted with COVID-19 are treated with callousness in hospitals.
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COMMON SYMPTOMS
Depression

Treated with monoconal antibodies

Thiey all o i Alphalet as coondinators
Ashamed of contracting COMD-19

Lng damage

‘Scared of COVID-19

Limited pain medication to avoid iver damage:
Extrerne bockidown

Dweam of having a healthy be.

Twa doctors one in charge of the Alpha
problema and the sther of the COMD-19

Theey are all religious
Long-haulers
Hape for n AATD cure.

COVID alongside AATD

i A study in Italy argues that their high mortality rate is due to
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Conclusions

Through the COVID-19, we can learn about AATD, ral

Alphal reside in the northern part dhmﬂmﬂnllm
‘the mortality rate is higher.

i I o recent chisical trial in breland, Augmentation theragy is
usec 1o reat ongform COVID-19 pationts lng haders), speck
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ness, and identify camiers. For this purpose, the Alpha-1 Founr
dation offers & free test kil 5o peophe can know if they carry
this deficency (www.alphal. o).
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Alpha1
the pandemic. in their stories, you can attest not only the sad-
»enmd the pain they felt, but aleo the reslience and the

make their theeir
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of contracting the virus. They that if they
limmmwuame{ The CO-
apread ving, which means thal any-

VID-19 i
body can fall il
The: research found that patients are locking to be undersiood
and eager to share their knowledge of this dsease.

what to contact marne Alphas. In record,
OVID-19. s i

inquire which of them were given the aption 1o quarsitine at
home, were able 10 acquire the monccional antibodies treat:
ment, have been vaccinated, and whathar they have

skde effects from the virus. Many long-haulers remain fo be dis-
covered because the pandemic is not yet aver, but this is a
1At getting 1o knaw the Alphas’ journey.
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