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September is National Sickle Cell Awareness Month, but how much do you really 
know about this debilitating disease? With 1 in 500 African Americans living with 

sickle cell, chances are you probably know someone who has it. Find out how one girl 
is battling her SCD and refusing to let it define her.

When Brianne Lee — a 19-year-old aspir-
ing cosmetologist from Maple Shade, New 
Jersey — was hospitalized back in June for 
a sickle cell-related illness, the last thing she 
expected was for her roommate situation to 
go all the way left. “I had only been in the 
room for a day, and I knew I was to have a 
roommate seeing as it was a double room,” 
Brianne says. “A mother and her daughter, 
who was about 11, walked in and settled 
down in the room. The mother asked the 
nurse what I was diagnosed with because 
she couldn’t have her child [who already had 
lupus] getting even more sick,” she explains. 
“Eventually, she found out I have sickle cell 
disease and lashed out. She requested she 
and her child be put in a single room and 
that they deserved it because they didn’t 
know if  I was contagious. It was absolutely 
shocking.”

Although she pretended not to hear the 
woman’s remarks and decided not to say 
anything about what went down to her 
doctors and nurses, the incident still left 
Brianne in tears. And unfortunately, Brianne 
is no stranger to this type of  reaction to her 
disease. Diagnosed at just six months old, 
she’s had to deal with people making false 
assumptions and shady comments for most 

of  her life. “Throughout my childhood, I 
remember kids always having something 
negative to say, whether it be them thinking 
that I’m contagious or just being treated 
badly because I had this disease that nobody 
understood,” she reveals. 

For the record, you can’t catch sickle cell. 
It’s a hereditary blood disorder that can 
only be acquired if  both parents carry the 
sickle cell trait. If  that’s the case, the child 
has a 25 percent chance of  inheriting the 
full-blown disease. In people with sickle 
cell, the red blood cells are rigid and shaped 
like crescent moons, instead of  having the 
soft, round shape of  a normal red blood 
cell. “The blood itself  gets caught up in the 
vessel’s walls,” explains fellow sickle cell 
warrior Dr. Lakiea Bailey, executive director 
of  the Sickle Cell Community Consortium 
and a molecular hematology and regenera-
tive medicine research scientist based in At-
lanta, Georgia. “On top of  that, the sickle-
shaped cells can’t get through, so all of  that 
stops blood flow, leading to a very painful 
[episode that’s] called a vaso-occlusive crisis, 
which leads to organ damage, leg ulcers, 
and all kinds of  things,” she says. Other 
complications include, but are not limited 
to, swelling of  the hands and feet, increased 

risk of  stroke and infection, lung problems, 
infertility, organ damage, hypertension, and 
kidney failure.

While Brianne was diagnosed with sickle 
cell SC, a form considered to be less severe 
than the other types (there are several), she 
still has crises and spends her fair share of  
time in and out of  hospitals. “I can have 
anywhere from a little bit of  a headache 
to full-body excruciating pain that has me 
in tears,” she shares. “I’m always in the 
hospital, usually because of  pain and it 
definitely ruins opportunities. I did have the 
chance to pursue my dreams and attend cos-
metology school, and unfortunately, I was 
unable to do so because of  the schedule of  
school, the placements of  my doctors’ ap-
pointments, and everything else. So now, in 
between hospital trips, I’m volunteering at 
the Animal Welfare Association. Even that’s 
a struggle to do when I’m constantly in pain 
and fatigued,” she says.

Because sickle cell can be deadly, people 
who have the disease need to take several 
precautions on a daily basis to ensure that 
they stay out of  the hospital as often as 
possible. That means staying hydrated and 
avoiding big crowds, stressful situations, 
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high altitudes, rigorous exercise, and 
extreme weather conditions, just to 
name a few. “While away from home 
for more than a day, I have to pack 
my meds, think ahead about pain 
… and make sure there’s a proper 
hospital near me,” says Brianne. “It’s 
a real eye-opener.” 

Another eye-opener? People with 
sickle cell don’t always look sick. 
That doesn’t mean they’re not in 
some serious pain, though. To help 
others understand that, and to dispel 
other myths surrounding SCD, 
Brianne took to Tumblr to chronicle 
her ups and downs of  living with 
the disease. She even encourages 
her followers to ask any questions 
they may have about it — nothing 
is off-limits. “Making more people 
aware that [sickle cell] is a … serious 
disease can do so much,” she says. 
“It can help educate others.”

Despite the difficulties of  living 
with sickle cell, Brianne has never 
thought of  herself  as a victim and 
she’s certainly not about to start 
now. How does she do it? “I tend to 
look at the brighter side of  reality. 
I could have it so much worse,” she 
says. “I also feel like if  I stay posi-
tive, I won’t feel as bad as I might 
if  I just focused on the bad aspects 
or if  I just sat around sulking.” A 
family that has her back also helps 

MYTH:
Sickle	cell	isn’t	just	a	

“Black	disease.”	It	can	
affect	anyone	—	white,	
Latino,	Asian,	Middle	
Eastern,	and	so	on.
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How  
To Help

Have a close friend or 
relative with sickle cell? 
Dr. Bailey has some tips 

on how you can be 
there for them.

* “They need someone 
who	cares.	Someone	to	
understand	that	just	 

because	they	were	in	the	
hospital a week ago or a 
month ago doesn’t mean 
they	can’t	be	back	in	the	

hospital today.”

* “Their pain is real. If 
they’re too tired to go 
out with you, they’re 
not	being	funny.	So,	

instead of insisting that 
they go out with you, 
maybe	come	over	and	

watch	Netflix.”

*	“Recognize	that	what	
they’re	experiencing	is	
not in their mind; they 
are	not	exaggerating.”
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Curious	to	know	whether	you	carry	the	
sickle	cell	trait?	See	your	doctor	and	ask	
him or her to order a blood test. Blood 
counts,	blood	films,	and	sickle	solubility	
tests,	among	other	options,	can	be	used	
to	detect	whether	a	person	has	the	sickle	

cell	trait	or	sickle	cell	disease.

her get through the tough times. “I have a 
pretty solid support system and that mostly 
includes my mother,” Brianne says. “She’s 
such an amazing and strong woman who 
does nothing but love and support me. She 
helps with appointments, medications, and 
so many other things.”

For Brianne, the support of  family and 
friends means so much. They don’t treat her 
like she’s sick all the time and they’re there 
for her whenever she needs anything. She’s 
also big on keeping the faith and has this 
to say to others living with SCD: “Don’t 
underestimate or give up on yourself. It’s 
hard … but do not let that pull you away 
from being strong …You can accomplish 
anything, as long as you put your all into it 
and genuinely want it. If  you fall, just pick 
yourself  up and try again. If  you feel down 
or depressed, reach out to someone and let 
them help you. You do not have to be alone 
dealing with this.”
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