


By Mark Harris 

Approximately 70,000 to 100,000 
Americans live with sickle cell dis-
ease (SCD), an inherited blood dis-

order associated with several serious health 
complications, including organ failure, stroke, 
chronic pain, recurring infections, and short-
ened life-span.1 Worldwide, SCD affects about 
300,000 to 500,000 newborns each year.2

 In the United States, African-Americans 
represent 60 to 80 percent of total patients 
with SCD, with the disease also found in lower 
numbers among people of Indian, Middle 
Eastern, Hispanic, and Mediterranean heri-
tage.3 Interestingly, the name itself derives from 
the irregular, crescent-shaped red blood cells 
that clog the body’s small blood vessels. The 
presence of these sickle-shaped cells impedes 
proper oxygen circulation in the blood, eventu-
ally causing damage to the body’s tissues.4

Notably, SCD is not one disorder but 
several types of inherited blood disorders, 
including the following4:

• Sickle cell anemia

• Sickle-hemoglobin C disease

• Sickle beta-plus thalassemia

• Sickle beta-zero thalassemia

Life expectancy for individuals with SCD rang-
es from about 40 to 60 years of age, depending 
on the specific diagnosis.5 This is a significant 
improvement from the early 1970s, when life-
spans were typically less than 20 years of age.6 
Early childhood interventions, such as wide-
spread newborn screening programs, use of 
penicillin prophylaxis, and the pneumococcal 
vaccination, have all played a role in helping 
many young patients live longer.
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Sickle cell disease draws 
multiple challenges  
to the surface



MD, chief medical officer at SCDAA and 
an associate professor of medicine in the 
division of hematology and oncology at 
the University of Connecticut Health 
Center (UConn Health) in Farmington, 
Connecticut. “[Treatment begins] early on 
in life. This includes prevention of infec-
tion, which is a very common cause of 
morbidity and mortality in children with 
sickle cell disease. We want children on 
daily prophylactic penicillin to prevent 
widespread infection with pneumococ-
cus. We want to ensure they’re vaccinated 
appropriately. We’ll also screen for potential 
stroke risk because we know that children 
with sickle cell disease are at particularly 
high risk for stroke. If they are identified 
as high-risk, we’ll put them on monthly 
blood transfusions to prevent that first 
stroke. These are some of the key measures 
that are done in childhood.”

At UConn Health’s New England 
Sickle Cell Institute where Dr. Andemariam 
serves as director, comprehensive care 
includes treatment for such complications 
as chronic pain, iron overload, priapism, 
retinopathy, chronic ulcers, nephropathy, 
pulmonary hypertension, and other medi-
cal issues. UConn Health may assign a 
patient navigator to help SCD patients and 
families traverse the many aspects of care 
often required within the health system as 
a result of this particularly multifaceted 
medical condition.

The complexity of SCD necessitates 
various screening procedures and follow-
up care as part of its management. “The 
complexity of this disease causes severe 
neurologic injury, renal failure, heart 
failure, severe chronic morbidity, bone 
infarcts, osteomyelitis, and early death,” 
adds Elliott Vichinsky, MD, director of 
both the Cancer and Blood Diseases Center 
and the Comprehensive Center for Sickle 
Cell Disease at UCSF Benioff Children’s 
Hospital Oakland in California. “This is 
why sickle cell disease needs to be treated 
in a comprehensive way with early and 
immediate access to screening, education, 
and medical management.”

People with SCD inherit two abnormal 
hemoglobin genes, one from each parent. 
In all forms of SCD, at least one of the 
two abnormal genes leads to hemoglobin 
S production. When someone has two 
hemoglobin S genes, the condition is called 
sickle cell anemia. This is the most com-
mon and often most severe form of SCD, 
according to the National Heart, Lung, and 
Blood Institute (NHLBI).7

Sickle cell trait is a related condition in 
which the body’s red blood cells produce 
both hemoglobin A and hemoglobin S. 
Fortunately, a preponderance of hemo-
globin A prevents sickle cell trait from 
causing health symptoms or damage to 
tissue or organs.8

The inherited genetic patterns of sickle 
cell conditions affect the likelihood of an 
SCD diagnosis in the following ways, accord-
ing to the Sickle Cell Disease Association 
of America (SCDAA)8:

• If one parent has sickle cell anemia and 
one has no blood cell irregularities, 
their children will have sickle cell trait.

• If one parent has sickle cell anemia 
and the other has sickle cell trait, each 
child has a 50 percent chance of having 
either the disease or the trait.

• If both parents have sickle cell trait, 
each child has a 25 percent chance of 
having SCD.

Blood work
For SCD patients, medical care typically 
requires a broad spectrum of primary 
and specialty care services. Under the 
direction of a hematologist (a specialist 
in blood disorders), SCD patients may 
receive care from pulmonologists, cardiol-
ogists, and specialists in kidney, liver, and 
infectious diseases. The care continuum 
will also include practitioners in primary 
care, genetic counseling, psychology, and 
social work.

Comprehensive medical care is the 
centerpiece of treatment for sickle cell 
disease patients, says Biree Andemariam, 

Red flags
Knowing what normally occurs in the 
blood aids in understanding what goes 
wrong in SCD. First, healthy red blood 
cells contain hemoglobin A, a kind of 
protein that is soft, round, and moves 
easily through the small blood vessels. 
As the main substance of red blood cells, 
hemoglobin helps the air in the lungs carry 
oxygen throughout the body.7

In contrast, red blood cells in individu-
als with SCD contain an abnormal protein 
called hemoglobin S. These malformed red 
blood cells are not only sickle-shaped but 
often hard and sticky, features that hinder 
their movement through blood vessels. 
As well, hemoglobin S red blood cells live 
only about 10 to 20 days, compared with  
normal red blood cells that live for about 
90 to 120 days. This can leave individuals 
with a shortage of red blood cells, resulting 
in an anemic state that can cause fatigue 
and other symptoms.7
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First prick
When a child has sickle cell disease 
(SCD), an early diagnosis can better 
prevent complications.
 All U.S. states, the District of 
Columbia, and the U.S. territories 
require that every baby is tested 
for SCD as part of a newborn 
screening program.7

 In screening, blood from a heel 
prick is collected in spots on a spe-
cial paper. The blood’s hemoglobin 
is then analyzed in special labora-
tories. If the test indicates that the 
baby has SCD, the child is always 
retested to be sure that the diagno-
sis is correct.7

 Newborn screening programs 
also determine whether the baby 
has an abnormal hemoglobin trait. If 
so, parents are informed, and genet-
ic counseling is offered. Prenatal 
screening is also available to diag-
nose SCD before a baby is born.7
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to make red blood cells more flexible in 
sickle cell anemia.10 In recent decades, as 
already mentioned, treatment for children 
with SCD has also included daily use of 
penicillin. The penicillin may be started 
in infants and continued up to about age 
5 to reduce the risk of infections, which 
can be life-threatening for SCD patients. 
As well, special vaccination schedules are 
recommended for influenza, pneumococ-
cal disease, and meningococcal disease.11

These steps are integral because 
patients with SCD have weakened immune 
systems, explains Dr. Vichinsky. “They 
don’t have functional spleens, so there’s 
a high risk for infections. In many age 
groups, acute chest syndrome or pulmo-
nary events are the number one cause 
of acute death. But they’re preventable 
with prophylactic antibiotics and early 
treatment of fevers. If we treat early with 
a transfusion, we can easily prevent chil-
dren from dying. There are also other co-
mitigating factors in children and adults, 
such as asthma, which is dramatically 
higher in sickle cell disease.”

As Dr. Vichinsky and other experts 
emphasize, timely medical intervention for 
many complications is especially critical 
for SCD patients. “There’s no question as 
these patients age, one of the things they 
die of is cirrhosis from iron overload,” 
he remarks. “That can be prevented with 
early diagnosis and treatment. Priapism 
is another problem that boys get. It has to 
do with obstruction of the blood flow in 
the penis that causes sudden, unexplained 
erections with pain. Forty-four percent 
of boys and men have this, but they’re so 
embarrassed they often never tell anybody. 
It’s only when it gets severe that they will 
come to the hospital.”

Unfortunately, failure to get timely 
treatment for the earliest form of priapism, 
known as stuttering priapism, can lead to 
impotence, says Dr. Vichinsky. He notes 
that the use of simple medicines such as 
pseudoephedrine (Sudafed) can prevent 
priapism complications. “There are all kinds 
of progressive problems in sickle cell disease 

that one can take care of early and prevent 
morbidity if patients just have access to care,” 
concludes Dr. Vichinsky.

The sickle-cell crisis
Individuals with SCD most commonly seek 
medical attention because of either fever or 
episodic pain crises, says Dr. Andemariam. 
“For individuals with sickle cell disease, fever 
can herald a serious and life-threatening infec-
tion,” she reports. “There are also acute pain 

The Comprehensive Center for Sickle 
Cell Disease is the largest specialty center 
for SCD in the western United States. 
Patients receive care that includes screen-
ing and treatment for stroke risk and 
pulmonary disease; treatment for com-
plications of neurovascular disease and 
avascular joint necrosis; and transfusion 
services that include red cell exchange 
transfusion. Patients with SCD may also 
benefit from a range of psychosocial ser-
vices to assist with the emotional, educa-
tional, and other lifestyle challenges they 
might encounter.

The risk of stroke is a particular 
concern for SCD patients. Overt strokes 
occur in approximately 5 to 10 percent 
of children with the disease, most com-
monly in patients with sickle cell anemia. 
Additionally, as many as 20 to 40 percent of 
children with the disease experience silent 
cerebral infarcts. These ischemic lesions 
are a type of stroke injury diagnosed with 
an abnormal magnetic resonance imaging 
(MRI) of the brain.9

“In children, we start screening very 
early in life for brain injury using noninva-
sive techniques,” says Dr. Vichinsky. “This 
involves the use of the transcranial Doppler, 
which is a portable machine the size of a 
desktop computer. By putting the sensor 
over the head, you can record increased 
brain [blood] flow, which occurs because 
of the decreased diameter of the blood 
vessel. There’s increased blood flow like 
when you put your hand on a hose. With 
transcranial Doppler, we can identify those 
patients that are likely to have a stroke in 
the next three years.”

Regular blood transfusions are among 
the strategies used to help reduce stroke 
risks in SCD patients, reports Dr. Vichinsky.

Fluid findings
Another relatively new treatment now 
used to treat pain episodes and reduce 
the need for blood transfusions is the drug 
hydroxyurea. Originally an anticancer 
medication, hydroxyurea has been found 
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Equipped for the ED
Bouts of sickness or pain crises are 
events that often bring patients with 
sickle cell disease (SCD) to the emer-
gency department (ED). Share the 
following tips to help these patients 
receive better care in such situations.18

Before going to the ED, patients 
should review their records:

• Make sure that information in the 
electronic health record (EHR) is 
updated, including medical his-
tory and current pain medicines.

• Create a pain management plan 
and make sure it is entered into 
the EHR. Patients should keep a 
printed copy of the plan and a list 
of all medicines on hand.

When in the ED, patients should 
relate the following:

• Tell the ED staff right away that 
they have SCD.

• Share their medical history, 
including a list of medicines.

• Communicate their pain manage-
ment plan by referring the ED 
staff to the EHR or by sharing a 
printed copy.

• Provide their primary care physi-
cian’s contact information.

• Refer the ED staff to their primary 
care physician if the staff has 
concerns about the patient’s pain 
management.



crises during which individuals have severe, 
sudden onset of bodily pain for which they 
need medical attention and treatment, usually 
with intravenous hydration and intravenous 
pain medication. In fact, the hallmark of the 
disease is these painful crisis episodes.”

A sickle cell crisis, as it is known, can 
strike anywhere in the body and last from 
a few days to a week or more. It may be 
triggered by illness, stress, extreme tempera-

tures, dehydration, and other factors. While 
most experts believe acute pain episodes 
are related to the damage done to oxygen-
deprived tissue, in many instances, the pain 
occurs without any clear precipitating factor 
or clinical finding.

“Although we’ve studied this disease at 
the molecular level for over half a century, 
we still don’t have a very solid understand-
ing of how these intermittent pain episodes 
occur,” notes Dr. Andemariam. “Because 
we’re missing some of the fundamental 
knowledge, to this day we still primarily treat 
pain episodes with high-dose, opiate-based 
medication. This masks the pain symptoms 
until whatever underlying process that is 
occurring ends.”

For acute pain that cannot be con-
trolled at home, treatment will primarily 
involve the use of opiate medications in 
an outpatient or emergency room setting.

Indeed, the issue of pain management 
raises a larger issue for many SCD patients: 
many adult patients lack adequate access 
to care or do not receive appropriate pain 
management care in emergency room and 
other settings.

“In particular, adults with sickle cell 
disease tend not to have consistent access to 
ongoing medical care,” says Dr. Andemariam. 
“Oftentimes, they find themselves in a setting 
of one of these painful episodes not having 
a physician to be able to turn to for help. So, 
they go to emergency departments for the 
acute episodes. With high frequency, they 
are often met with skepticism and what feels 
like prejudicial attitudes regarding whether 
or not they truly have the severe amount of 
pain they’re presenting with. As a result, many 
patients get either undertreated or not treated 
and turned away. They then end up going 
from emergency department to emergency 
department seeking help, but that perception 
of moving from one facility to another only 
fuels the fire of skepticism further.”

Clots to care
Both Dr. Andemariam and Dr. Vichinsky 
emphasize how crucial it is for medical 

providers to take patients’ requests for 
help with their pain seriously. “I’d like 
people to know that sickle cell disease 
is an extremely painful condition,” says 
Dr. Andemariam. Further, she notes that 
research shows patients do not seek medi-
cal attention for their pain on most days. 
“They try their best to manage their pain 
at home at all cost. If they are presenting 
for medical attention and help, I would 
ask those in the medical community to 
believe them, to advocate for them, and 
to treat their underlying pain.”

As a disease that primarily afflicts 
African-Americans in the United States, 
Dr. Vichinsky also worries that issues 
of insurance, race, and class, as well as 
the stigma around opioid use in pain 
management, represent serious barriers 
to ongoing care for this patient popula-
tion. This worry is a particular concern 
for adult patients.

“While the survival rate for children 
has dramatically improved, the survival 
[rate] for adults is going down, and it’s not 
because of lack of availability of therapies,” 
says Dr. Vichinsky. In fact, a 2013 study 
found the life-span of adult SCD patients 
over a 20-year period from 1994 to 2005 
declined, from an average of 42 for men 
and 48 for women in 1994 to 38 for men 
and 42 for women.12

“While my pediatric-age groups’ sur-
vival is wonderful, once they leave [the 
treatment program] the mortality and 
morbidity is extremely high,” reports Dr. 
Vichinsky. “Within the first year of leaving 
[pediatric] programs, the emergency room 
rate increases four-fold and the death rate 
doubles in two years. It’s really related to the 
loss of access to care. In my mind, the idea 
of transfer or transitioning of young people 
to adult programs is often a euphemism for 
patient dumping.”

Primary care providers often lack the 
time and practice resources to adequately 
treat SCD patients, explains Dr. Vichinsky. 
“We need a better [primary care] infra-
structure to help in case management and 
assistance, which aren’t readily available. 
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“With the serious problem with 
prescription narcotic abuse and the 
historical discrimination against 
sickle cell patients, they have 
become a group that has been 
unjustifiably undertreated. What 
happens is they aren’t offered 
comprehensive pain services as 
an alternative, with self-hypnosis, 
distraction [techniques], acupunc-
ture, TENS units [transcutaneous 
electrical nerve stimulation], and 
other options. [Plus] they are just 
not given the medications [they 
need]. And they hate going to the 
ER, because they know how people 
look at them.

“The other problem is with 
the non-narcotic drugs. You have 
to be careful because nonsteroi-
dals are independently … a factor 
in renal failure in sickle cell dis-
ease—particularly when patients 
use large doses of these drugs 
over 30 or 40 years. … I have found 
significant benefit when you incor-
porate supportive therapy. And, 
when needed, treating their pain 
aggressively [also helps]. I find 
patients use less pain medicine 
when you knock it out early with a 
PCA [patient-controlled analgesia] 
rather than a PRN [‘medication as 
needed’] approach.”

—Elliott Vichinsky, MD, director, 
Comprehensive Center for Sickle 
Cell Disease, UCSF Benioff Children’s 
Hospital Oakland
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In my own neighborhood, where I follow 
some 800 patients, I would say close to 40 
percent of the deaths I’ve reviewed could 
have been prevented at the time.”

Tellingly, a 2015 national survey of 
family physicians found only 20 percent 
were comfortable treating SCD.13 One 
study found SCD patients also wait signifi-
cantly longer to be triaged in emergency 
departments for pain episodes than other 
patients reporting lower arrival pain scores 
and triage acuity levels. Unfairly, SCD 
patients are sometimes misperceived as 
drug seekers by ER staff.14

Many SCD patients who receive prop-
er care at medical specialty centers can 
live into their 60s, says Dr. Vichinsky, a 
reflection of advances in medical care that 
only highlights what he calls the moral 
tragedy of the broader neglect of care 
within the health system. Accordingly, Dr. 
Vichinsky advocates for both enhanced use 
of telemedicine resources to link primary 
care providers with specialty centers and 
more resources for trained community 
health workers to ensure SCD patients 
get timely access to care. Toward the latter 
goal, SCDAA now sponsors a Community 
Health Worker Certificate training pro-
gram in SCD.

In some ways, the current shortage 
of adult care providers may reflect the 
long-term progress achieved in pediat-
ric treatment. “We have a real dearth of 
providers who are either willing or able 
to take care of individuals with sickle cell 
disease in adulthood,” acknowledges Dr. 
Andemariam. “Many … [were] trained 
in hematology/oncology during a time 
when sickle cell disease was considered a 
pediatric-only illness. Consequently, their 
exposure to adults living with sickle cell 
disease was very limited, or maybe even 
involved no experience at all. But as those 
children have grown into adulthood, we 
now have a sizeable population of adults 
living with sickle cell disease who need adult 
hematologists-oncologists and knowledge-
able primary care physicians.”

A positive future?
As an inherited disorder, SCD is a lifelong 
challenge for the vast majority of patients. 
However, some pediatric patients who 
qualify for a bone marrow (stem cell) 
transplant can potentially be cured of 
the disease. Unfortunately, the transplant 
procedure is considered high-risk with 
potential for serious side effects or even 
death. Thus, a bone marrow transplant 
has been limited to seriously ill patients 
who have minimal organ damage and a 
potential donor with the same marrow 
type, such as a sibling.15

In the procedure, the patient receives 
blood-forming stem cells from a healthy 
donor. At the same time, chemotherapy is 
used to weaken or destroy the patient’s own 
bone marrow. The patient is vulnerable to 
infections during these procedures, and 
there is also the risk the body will reject 
the stem cell transplant. A bone marrow 
transplant offers a successful cure in about 
85 percent of cases, according to St. Jude 
Children’s Research Hospital.15

“The only curative approach we have 
right now is bone marrow transplanta-
tion,” reports Dr. Andemariam. “But I’m 
very hopeful as more research is done to 
ensure that bone marrow transplant is as 
safe as possible, with as little mortality 
and secondary complications as possible, 
that this may become the mainstay of 
therapy for individuals living with sickle 
cell disease.”

There is ongoing research into expand-
ing the use of transplants in adult patients, 
adds Dr. Andemariam. “[The procedure] 
is still considered relatively experimental 
in adults,” she says. “But the clinical trials 
that have been published are very favorable, 
showing high survival rates and what we 
call engraftment rates, meaning that the 
transplant has actually been successful 
and that the patient didn’t reject the graft. 
So far, the emerging data are encouraging. 
The problem is the safest way to conduct 
a bone marrow transplant is still with a 
patient who has a full sibling donor who 
matches their immune system. That limits 
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Crisis averted
People with sickle cell disease 
(SCD) can take simple steps to 
help prevent and reduce the 
number of pain crises11:

• Drink plenty of water.

• Avoid getting too hot or too 
cold.

• Stay away from places or 
situations that cause expo-
sure to high altitudes (e.g., 
flying or visiting cities with 
a high altitude).

• Avoid exposure to low 
oxygen levels (e.g., moun-
tain climbing or exercising 
extremely hard, such as 
in military boot camp or 
training for an athletic 
competition).



the number of patients who are even eligible 
for transplantation, because not all of them 
have a full sibling match.”

There is also research underway 
toward a potential cure in gene thera-
py, says Dr. Andemariam. The therapy 
involves use of an engineered or edited 
gene therapy virus, which has been insert-
ed into transplanted blood stem cells. 
The procedure is designed to help the 
body produce healthy fetal hemoglobin, 
which can lead to a significant reduction 
in the sickled red blood cells that mark the 
disease. One advantage of gene therapy is 
that it does not require a donor.16

From the heart
Naturally, a diagnosis of SCD in a newborn 
or young child can be difficult for families, 
not only emotionally but also in terms of 
learning how to provide responsible family 
support for a child. As a complex disease, 
SCD can be better managed when families 
and caregivers understand the ongoing 
care a child needs.

For the family of Kiarra Roseburgh, 
a Philadelphia third-grader and the 
SCDAA’s 2017 National Child Ambassador, 
the challenge was clear early on. Kiarra’s 
grandmother, Tanique Mitchell, recalls 
the moment her daughter learned of the 
diagnosis following prenatal genetic test-
ing. “We realized we needed to be proactive 
and play a meaningful role in our fam-
ily’s response to sickle cell disease,” she 
says. “So, we dried our tears, prayed for 
guidance, and then we began to empower 
ourselves. As a family, we quickly set two 
important goals. The first was to provide 
emotional support for Kiarra. The other 
was to learn how to become caregivers for 
our grandchild. We knew dealing with our 
personal emotions would be challenging 
but secondary to Kiarra’s needs as a child 
with sickle cell disease.”

Today, Kiarra receives specialized 
care from the hematology department at 
St. Christopher’s Hospital for Children in 
Philadelphia. She is an active child who 
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“The more that we can 
educate and empower our 
primary care colleagues 
to feel confident in the 
management and treatment 
of potential complications 
as well as preventative 
strategies in sickle cell 
disease, the better we’ll all 
do toward making sickle cell 
disease a more manageable 
chronic illness, rather than 
something that people just 
suffer from on a daily basis.”

—Biree Andemariam, MD, 
chief medical officer, Sickle 
Cell Disease Association of 
America (SCDAA)
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does well in school, enjoys exercise and 
dance, and participates in many activities 
in her community. Under the care of a 
hematologist, her grandmother reports 
that Kiarra’s healthy lifestyle includes 
nutritious meals, daily medications, rest, 
and “knowing her limits.” This includes 
daily penicillin and supplementation with 
vitamin D and folic acid. Because Kiarra 
has sickle-hemoglobin C disease, her pain 
crises are less frequent than that of other 
patients, reports Mitchell, usually one or 
two times a year. However, when a pain 
event does occur, it can last longer than 
average, up to 10 days. She does not have 
to take hydroxyurea, notes Mitchell.

“One thing I do every morning is 
feel Kiarra’s forehead to see if she has a 
fever,” says Mitchell. “If she has a fever 
and infection that she can’t fight off her-
self, that will immediately [take us] to 
the emergency room. I would say within 
five minutes we’re in the back of the ER 
in triage at St. Christopher’s. They pretty 
much know her there and know what to 
do. While we’re en route to the hospital, 
I’m also already calling her hematologist. 
… The hematology office is then in com-
munication with the ER generalist. And 
they take it from there.”

As a caregiver, Mitchell says she has 
learned that managing SCD is as much of 
an art as it is a science. “You need to use 
your head as well as listen to your heart,” 
she remarks. “As a family, the other les-
son we’ve learned from our experience is 
understanding that care and treatment 
for sickle cell disease is an ongoing, edu-
cational process.”

Cell service
Indeed, these are lessons applicable for 
health care support staff, too. “I think it’s 
helpful to remind ourselves that sickle cell 
disease is not something you can neces-
sarily see with the eyes,” says Chelsea 
Phillips, CMA (AAMA), who works for a 
family practice clinic in Beloit, Wisconsin. 
“We’ve had only one recent sickle-cell-
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disease patient at the clinic, a young man 
in his 20s who has been unable to work. 
He comes in monthly to be seen and to 
renew his pain medication prescription. 
If he’s been to the ER for a pain crisis, 
his physician will also see him a week 
or so after.”

More generally, Phillips says she tries 
to be gently encouraging to patients living 
with any chronic pain condition. She agrees 
patients will sometimes let their guard down 
a little more with support staff than they do 
with their physician. As such, she tries to 
use these interactions as an opportunity to 
informally encourage or share ideas with 
patients about helpful resources.

“When I see these patients monthly, 
many of whom face the same ongoing 
situation, I might try to help them explore 
other ways to feel better,” she says. “For 
example, the clinic I work at has a gym 
that offers a discount if you’re a patient 
there. I might remind patients about this 
resource, which offers swimming, a track 
for walking, and other options. Or I will 
casually mention something about the ben-
efits of a healthy diet. I believe we should 
always treat the patient with kindness and 
respect and be especially sensitive to the 
fact that some patients are dealing with 
a lifelong disease.”

This perspective is echoed by Amber 
Gavin, CMA (AAMA), who works for a 
family practice clinic in the Burlington, 
Iowa, area. In her work experience, Gavin 
has also encountered only one SCD patient 
at the clinic, a young man who had a hard 
time managing his frequent pain episodes.

“I’ve had some chronic health issues, 
so I know what it’s like to have people 
think you don’t really have the discomfort 
that you have,” says Gavin. “Sometimes 
patients are in a lot of pain, and sometimes 
that pain also gets discounted. I believe it’s 
very important for us, as staff, to provide 
consistently responsible, respectful care and 
to be considerate of our patients.”

In fact, reports of patient experienc-
es cite issues with not being treated with 
respect, being undertreated for pain, and 
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CERTIFIED Medical Assistant CMA (AAMA) 
with MINIMUM of an Associate’s degree 
in medical assisting; Master’s degree in 
nursing, health education, health information 

of college-level classroom teaching experience 
(within the last 5 years) to include, experience 
in course development, instruction, evaluation, 
and academic advising.
Special Instructions to Applicants: 
Applicants must apply online at http://bit.
ly/2C8REgL. In order to establish candidacy, 

application, including (1) a cover letter (2) a 
curriculum vitae/resume (3) a list of professional 
references including contact information and (4) 

Applications will be reviewed beginning  
March 19, 2018 but the position will remain 

FOR ALL FACULTY HIRES
OFFICIAL ACADEMIC TRANSCRIPTS WILL 

BE REQUIRED AT THE TIME OF HIRE
The University of Cincinnati, as a multi-
national and culturally diverse university, is 
committed to providing an inclusive, equitable 
and diverse place of learning and employment. 
As part of a complete job application you will 
be asked to include a Contribution to Diversity 
and Inclusion statement. 
As a UC employee, and an employee of an 
Ohio public institution, if hired you will not 
contribute to the federal Social Security system, 
other than contributions to Medicare. Instead, 
UC employees have the option to contribute to 
a state retirement plan (OPERS, STRS) or an 
alternative retirement plan (ARP).



not feeling involved enough in health care 
decision-making as major concerns of many 
SCD patients.17

While ongoing advances in medical 
research and treatment offer much hope 
for the future of medical care for SCD, such 
patient-centered concerns are a reminder 
of just how valuable patient, family, and 
provider education are in the manage-
ment of the disease. With SCD, it does 
indeed take a team, from patient to family 
to specialty care with the network of acces-
sible primary and community health care 
resources, to make this chronic condition 
a manageable illness.

In truth, when the full scope of avail-
able patient care is maximized, many 
individuals with SCD can realistically 
expect to live long, active, and produc-
tive lives. ✦

References
1. Sickle cell disease. American Society of 

Hematology. http://www.hematology.org 
/Patients/Anemia/Sickle-Cell.aspx. Accessed 
December 1, 2017. 

2. Roth A. Sickle cell disease: global disparities in pre-
valance and outcomes. Pediatrics Nationwide. http://
pediatricsnationwide.org/2015/10/23/sickle 
-cell-disease-global-disparities-in-prevalance-and 
-outcomes/. Published October 23, 2015. Accessed 
December 18, 2017. 

3. Sayre C. What you need to know about sickle cell 
disease. New York Times. http://www.nytimes 
.com/ref/health/healthguide/esn-sickle-cell-know 
.html?pagewanted=print. Published June 29, 2011. 
Accessed December 1, 2017. 

4. Facts about sickle cell disease. Centers for Disease 
Control and Prevention. https://www.cdc.gov 
/ncbddd/sicklecell/facts.html. Reviewed August 9, 
2017. Accessed November 25, 2017. 

5. FDA approves new treatment for sickle cell disease 
[news release]. Silver Spring, MD: US Food and 
Drug Administration; July 7, 2017. https://www.fda 
.gov/NewsEvents/Newsroom 
/PressAnnouncements/ucm566084.htm. Updated 
July 18, 2017. Accessed December 19, 2018. 

6. Lanzkron S, Carroll CP, Haywood C. Mortality 
rates and age at death from sickle cell disease: US, 
1979–2005. Public Health Rep. 2013;128(2):110-116. 
doi: 10.1177/003335491312800206.

7. Sickle cell disease. National Institute of Health, 
National Heart, Lung, and Blood Institute. https://
www.nhlbi.nih.gov/health-topics/sickle-cell-disease. 
Accessed December 1, 2017.

8. About SCT and SCD. Sickle Cell Disease 
Association of America. https://www.sicklecelldis 
ease.org/about/sickle-cell-101/. Accessed December 
1, 2017.

9. Kassim AA. Prevention and treatment of stroke in 
patients with sickle cell disease. Clin Adv Hematol 
Oncol. 2016;14(5). http://www.hematologyandon 
cology.net/archives/may-2016/prevention-and 
-treatment-of-stroke-in-patients-with-sickle-cell 
-disease/. Accessed December 19, 2017. 

10. Drugs and supplements: hydroxyurea (oral route). 
Mayo Clinic. https://www.mayoclinic.org/drugs 
-supplements/hydroxyurea-oral-route/description 
/drg-20068109. Updated March 1, 2017. Accessed 
December 1, 2017. 

11. Sickle cell disease: complications and treatments. 
Centers for Disease Control and Prevention. 
https://www.cdc.gov/ncbddd/sicklecell/treat 
ments.html. Reviewed August 9, 2017. Accessed 
February 9, 2018. 

12. Gold J. Sickle cell patients endure discrimination, 
poor care and shortened lives. NPR. https://www 
.npr.org/sections/health 
-shots/2017/11/04/561654823/sickle-cell-patients 
-endure-discrimination-poor-care-and-shortened 
-lives. Published November 4, 2017. Accessed 
December 1, 2017. 

13. Mainous AG, Tanner RJ, Harle CA, Baker R, 
Shokar NK, Hulihan MM. Attitudes toward 
management of sickle cell disease and its com-
plications: a national survey of academic fam-
ily physicians. Anemia. 2015; 2015:853835. 
doi:10.1155/2015/853835. 

14. Lazio MP, Costello HH, Courtney DM, et al. A 
comparison of analgesic management for emer-
gency department patients with sickle cell disease 
and renal colic. Clin J Pain. 2012;26(3):199-205. doi: 
10.1097/AJP.0b013e3181bed10c. 

15. St. Jude Children’s Research Hospital. Bone mar-
row (stem cell) transplant for sickle cell disease. 
https://www.stjude.org/content/dam/en_US 
/shared/www/patient-support/hematology 
-literature/bone-marrow-stem-cell-transplant-for 
-sickle-cell-disease.pdf. Published 2009. Accessed 
December 18, 2017. 

16. Fliesler N. Gene therapy for sickle cell disease 
passes key preclinical test. Harvard Gazette. https://
news.harvard.edu/gazette/story/2016/09/gene 
-therapy-for-sickle-cell-disease-passes-key-preclin 
ical-test/. Published September 6, 2016. Accessed 
December 19, 2017. 

17. The National Heart, Lung, and Blood Institute. The 
future of sickle cell disease: highlights from the 
Herrick Symposium. https://rarediseases.info.nih 
.gov/files/the%20future%20of%20sickle%20cell%20
disease.pdf. Published January 2011. Accessed 
December 20, 2017. 

18. National Center on Birth Defects and 
Developmental Disabilities, Centers for Disease 
Control and Prevention. Do you use the emergency 
department for care of sickle cell disease? What to 
know before you go. https://www.cdc.gov/ncbddd 
/sicklecell/documents/Sickle_Cell_Patients.pdf. 
Accessed January 31, 2018.

20    MayJun 2018   |   CMA Today    

 sickle cell disease


