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Purpose of the study:
You are being asked to participate in a 
research study. Participation in this study 
is completely voluntary. This study is being 
conducted by the Division of Cardiology 
and the Division of Hematology, Oncology 
and Blood and Marrow Transplantation 
at Children’s Hospital Los Angeles. This 
research study is trying to understand 
whether blood transfusions and 
hydroxyurea improve resting and maximum 
brain blood flow, measured by magnetic 
resonance imaging (MRI). By learning this, 
we may be able to identify patients at high 
risk for stroke or discover better ways to 
protect the brain from stroke in patients 
with chronic anemia. 

Study participation requirements:
If you decide to participate in this study 

and you or a guardian signs a consent 
form, you will be scheduled for blood tests, 
research testing including an MRI scan 
at the hospital, and a neurocognitive test 
with a psychologist. The study visits will 
each last three to four hours. Depending 
on your anemia, your participation in the 
study could last three to eight months with 
monthly visits, or you may be asked to come  
in two or three times within three months. All  
research visits will be conducted at Children’s  
Hospital Los Angeles, located at 4650 
Sunset Blvd., Los Angeles, CA 90027. 

To be eligible, patients:
• Must have a known diagnosis of sickle 

cell disease (SS, SC or Sß0 genotype) or 
chronic anemia

• Must be 7 years of age or older 
• Must be able to follow instructions

• Must be able to participate without 
needing sedation for an MRI scan

• Must not be pregnant
• Must not wear metal braces
• Must not have history of seizures

Payment
• Participants will receive $100 per  

study visit.

Principal Investigator:
John C. Wood, MD, PhD
Phone: 323-361-5470  
Email: jwood@chla.usc.edu

Contact Person:
Bertin Valdez, CRC
Phone: 323-361-1819
Email: bvaldez@chla.usc.edu

Children’s Hospital Los Angeles Research Study
A Look at How Having Chronic Anemia Impacts the BrainThe Painted Turtle Offers a  

Magical Camp Experience  
for Children With Serious 
Medical Conditions
by Kaitlyn McQuown

Every child deserves to experience the power and magic of 
camp. The Painted Turtle, a camp for children with serious 
medical conditions, makes that possible for all children, 
regardless of physical limitations or life-threatening diagnoses. 
Children arrive looking for a camp experience, and what they 
discover is confidence and a feeling of belonging that lasts long 
after they head home. Families are provided with unparalleled 
care, education and well-needed respite. 

Through eight week-long, disease-specific summer sessions, 10 
family weekend camps and hundreds of in-hospital camp days, 
The Painted Turtle offers life-changing opportunities throughout 
the year. Since 2004, over 53,000 children and their families 
have attended camp completely free of charge.

With the on-site support of some of California’s top pediatric 
medical professionals and the Well Shell, a state-of-the-art 
medical facility, The Painted Turtle’s adaptive programming 
makes it possible for children with serious medical conditions to 
enjoy traditional summer camp activities such as fishing, boating, 
horseback riding, archery, a high ropes course, arts and crafts, 
woodshop and much more. Every aspect of the intentional and 
adaptive programming—from a wheelchair-friendly ropes course 
to exceptional on-site medical care—is designed to allow all 
campers to fully participate in all activities. 

The Painted Turtle serves over 90 medical conditions, including 
cerebral palsy, spina bifida, kidney disease and transplant, liver 
disease and transplant, primary immunodeficiency diseases, 
rheumatic diseases, skeletal dysplasia (dwarfism), hemophilia, 
thalassemia, inflammatory bowel diseases, neuromuscular 
disorders, genetic and metabolic conditions, and many more.

The Painted Turtle, located in Lake Hughes, California, is a 
proud member of the SeriousFun Children’s Network founded 
by the late actor and philanthropist Paul Newman. His vision 
and legacy have impacted over 860,000 children with serious 
medical conditions and their families worldwide.  

To learn more about The Painted Turtle and how to apply, visit 
www.thepaintedturtle.org. 

CHLA Welcomes  
Belle Polley
The Hematology Section of the Division of Hematology, 
Oncology and Blood and Marrow Transplantation at 
Children’s Hospital Los Angeles is pleased to welcome Nurse 
Care Manager Belle Polley to our team of providers. Polley 
facilitates many aspects of patient care, including triaging 
sick calls, medication management and patient advocacy, 
and she will even help you complete the forms you need to 
send your child to camp. Polley became interested in medicine 
during college when a friend of hers, also a nurse, described 
her experience in a neonatal intensive care unit. Something 
clicked, and pediatric care has been her passion ever since. 

Belle says the most important thing she has learned from 
patients is empathy. In order to be an effective health care 
provider, you have to “put yourself in your patients’ shoes,” 
she says. Originally from Texas, Polley enjoys the Southern 
California climate—she likes to golf, hike and play beach 
volleyball. You can reach her at mpolley@chla.usc.edu. 
Welcome, Belle!
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entire week, we would get admitted for 
treatments for up to four days. Hooked up 
to needles and machines, we were not big 
fans of arriving at the hospital every month.

Thalassemia is a mutation that results from 
a hereditary disorder, causing severe 
anemia due to an abnormal amount of 
hemoglobin production and leading to 
the destruction of red blood cells. For me, 
this means that my body’s bone marrow 
does not have the right recipe to create 
efficient red blood cells to carry oxygen. 
This further results in severe pain, dizziness, 
nausea, prolonged fatigue and a much less 
productive lifestyle. You all can probably 
already imagine that dealing with a 
disorder like this is like having another 
full-time job. Everything has to be planned 
out, from when to take medicine at the right 
time of day to avoid stomach pain, to the 
next blood transfusion to keep on living. 

My sister and I receive transfusions every 
three weeks based on hemoglobin levels 
and the weight of our bodies. For these, 
we take extreme precautions and make 
sure we plan our weeks out. I divide my 
medicine to take it once before breakfast 
and once before I fall asleep. This is for 
my body to be able to handle the dosage 
I have to consume in order to control 
excess iron. My next important strategy is 
scheduling more tasks that involve physical 
strength earlier in the time between 
transfusions. Of course, having thalassemia 
is hard work, and there are times I am 
unable to manage some of my physical 
tasks, which just discourages me from 
completing them at all. I have experienced 
my body breaking down at times after 
pushing myself to the very edge. When 
pushing myself to the limits, especially 
around finals, I get fevers, nausea and 
headaches—and worse, I have to be 
hospitalized.

Health care in Pakistan, unlike the States, 
is not advanced or as readily available 
or affordable. My mother brought us to 
America in hopes of finding a treatment 
that would spare us from our grueling 
regular blood transfusions and the regimen 
to rid the body of excess iron buildup due 
to the transfusions. Most of the time, after 

Sikander’s Story
Hi, my name is Sikandar Bangash, and I 
am 24 years old. I am studying biomedical 
engineering at the University of California, 
San Diego (UCSD), and I live in Los Angeles,  
California. My family and I migrated from 
Pakistan when I was 7 years old.

Growing up, one thing I believed was 
that everything that happens in life is for 
a reason. As my mother chased a dream 
with her four children, three of whom are 
disabled, we as a family had numerous 
experiences to overcome. 

In Pakistan, where I was born, my mom 
believed that “going to the States would 
cure her two children”—me, the eldest 
boy, and my sister, Maria. Because my 
sister and I were so little, we did not know 
what was wrong with us, and asking my 
mom questions about our disorder did not 
feel right at the moment. We now know 
we both have beta-thalassemia, though at 
the time it was just thought of as a form of 

temporary anemia. My mother had also 
believed that moving to the United States 
would give my youngest brother, who is 
hearing impaired, another chance to hear.

In Pakistan, my mother often questioned 
her friends, asking them why they told 
her the States had the cure but any other 
country nearby did not. They said, “It is 
because no other country but the United 
States has a magician who carries a magic 
wand, curing people that suffer from lethal 
diseases.” It was then that my mom made 
it her life’s mission to find the magician that 
carried the magic wand to cure her kids. 

My mother, a diabetic, and my younger 
brother have also had their fair share 
of doctor and hospital visits. My father, 
unable to deal with all of this, suffered a 
mental breakdown, left my mother, and 
decided to stay behind in Pakistan. When 
he passed away in 2008, I had to step 
up and take the role as the head of the 

family, to be my mother’s rock even though 
she was more mine than I hers. I refuse 
to let the obstacles my family has had to 
overcome overshadow our strength, our 
perseverance and our resilience.

Arriving in the States, we learned that 
many immigrant families come to pursue 
the American dream: freedom, equality, 
and, mostly, opportunity. For my family, it 
was the pursuit of life and health. As we 
grew up, my sister and I were diagnosed 
with the hereditary blood disorder 
thalassemia, which affects the body’s 
hemoglobin and red blood cells. Based on 
our condition, the doctors quickly ran blood 
tests at Harbor-UCLA Medical Center to 
determine the severity of our anemia that 
my mom tried to explain through the help of 
translators. Once our type of anemia was 
identified, we were diagnosed with beta-
thalassemia and admitted into the hospital’s 
infusion center to get blood transfusions. 
I still remember to this day that out of the 

our treatments, we feel good and reloaded 
on energy. However, there are still days 
that a lot of patients, including myself, 
experience severe blood reactions. The 
reactions commonly result in some sort of 
rash in one area of the body. If the reaction 
is severe enough, the rash spreads all over 
the body. We also experience shivering, 
severe migraines and nausea, which result 
in further hospitalization. When a blood 
reaction occurs, the transfusion has to be 
stopped immediately, and the blood unit is 
swapped out. 

Since my sister and I receive transfusions at 
the CHLA Infusion Center, which operates 
for certain hours, we end up getting 
rescheduled for a second day to complete 
our transfusion treatments and miss out on 
school and important assignments. The 
professors and school officials are always 
willing to help give extensions on missed 
school assignments so I can keep up with 
my peers, but at times, when I have a large 
number of assignments to complete, I get 
extremely overwhelmed and stressed.

I may be from a low-income family, but 
education is a priority for us. My mother 
wants my siblings and me to become 
successful. She has sacrificed being with 
her family, her friends and her home in 
Pakistan for us to have healthier lives. She 
told us, “No matter what happens, never 
give up.” My mom would miss work for our 
blood transfusions and make sure she was 
the first to see our cheeks fill up with color. 
No matter how many times she witnessed 
us come back from looking pale and sick, 
her witnessing the color coming back to 
our faces made her day. For every Desferal 
needle my mom pressed into our skinny 
arms, she felt as if she had just punctured 
herself a thousand times. With one eye 
shut, she would do her best to see why  
the Desferal machine was beeping at 3 in 
the morning.

Schoolmates in the beginning weren’t 
very supportive and were too young to 
understand what I had to go through in 
life, so my circle of friends was always 
very small. Even the small group of friends 
that I had did not know directly about my 
disorder and where I would disappear to 

every month for four days of treatment. This 
made it a constant challenge to make up 
new excuses for disappearing.

In spite of our challenges, my older sister 
recently completed her medical degree 
and is specializing in pediatric care; 
my younger sister is currently in medical 
school; and my brother is studying 
engineering. Science and technology 
piqued my interests the most, so I decided 
to pursue an education in biomedical 
engineering at UCSD.

In Pakistan and many other third-world 
countries, thalassemia patients on average 
do not live past age 12. My siblings and 
I could not in a million years imagine our 
lives in society until we passed the age of 
12. In the United States, we are given the 
opportunity to live big and dream bigger. 

Though beta-thalassemia is a burden, it 
also brings out the brightest and toughest 
magicians that do not accept defeat, with 
their wands and books of spells to try 
and end the disease. The magicians, in 
my eyes, are you—the scientists, doctors, 
biomedical engineers and supporters 
fighting and pushing forward. Huge 
accomplishments lead us steps closer 
to ending thalassemia and many other 
diseases along the way. 

My last words to all of you are that not only 
should you believe in yourselves when you 
hit a “fork in the road,” but also remember 
that along with my family and me, there 
are thousands of other fighters in this world 
believing in you and your book of spells. 
Thank you.

Sikander receives his medical care at 
Children’s Hospital Los Angeles. We are 
grateful for his willingness to share his 
inspiring story, as he believes in the 
importance of creating awareness for 
thalassemia.

Permission to reprint this speech was  
given by Stuart Siedman at Bioaverativ.  
The speech was given to over 400 
employees at Bioverativ and streamed  
live internationally.



Wheatgrass Juice
There has been some buzz recently about 
wheatgrass juice use in thalassemia care  
to reduce transfusion or medication 
requirements. Let’s take a look at the 
science behind this trend.

Wheatgrass juice is extracted from the 
pulp of wheatgrass. Wheatgrass has been 
considered a “health tonic” for several years  
now. The use of wheatgrass in the treatment 
of thalassemia was first proposed by a 
physician in India, Dr. R.K. Marwaha. In 
an observational study in 2004, Marwaha 
analyzed 16 patients drinking wheatgrass 
juice over the course of one year. The 
patients had chosen to drink wheatgrass 
themselves, and physicians monitored 
them in a medical clinic. Families grew the 
wheatgrass themselves and consumed 100 
milliliters of wheatgrass juice daily. 

Over the course of the study, eight of the 
16 patients had a greater than 25 percent 
decrease in blood transfusion requirement, 
with a decrease of over 40 percent in three 
of these patients. There were no adverse 
effects observed by the physicians during 
the year of follow-up. The decrease in 
transfusion need is a positive result, but it 
should be taken with a grain of salt. There 
were only 16 patients in this study, and 
only half saw a marginally positive result, 
with less than 20 percent (three patients) 
experiencing significant improvement. 
Therefore, the results found in this one 
study are not transferable to the general 
population with thalassemia. 

A more recent study looked at 53 pediatric 
patients with beta-thalassemia major over 
the course of a year to see if consuming 
wheatgrass juice tablets would decrease 
transfusion requirements. This study 
showed that the wheatgrass juice tablets 
were not effective in reducing transfusion 
requirements in the study population. Based 
on the results of the two studies alone 
wheatgrass juice is not likely to decrease 
a child’s transfusion requirements and 

should not take the place of prescribed 
medications and treatments. It is a safe 
product to use, though, so if patients with 
thalassemia are interested in drinking 
wheatgrass juice in moderation, there is 
no danger in doing so. It is also low in 
calories and high in nutrients.

Vitamin B12
Another nutrition trend in the thalassemia 
community and the population in general is  
the consumption of  vitamin B12. Vitamin 
B12 is a water-soluble vitamin that is naturally  
present in animal-derived foods like meats, 
dairy and eggs, and it is found in other foods,  
as well. Vitamin B12 is required for proper 
red-blood-cell formation, neurological 
function and DNA synthesis. If people are 
low in vitamin B12, they may develop 
megaloblastic anemia or large-cell anemia, 
where the cells are very big but are low 
in hemoglobin and oxygen. This causes 
symptoms such as fatigue, dizziness, pale 
skin, depression, confusion, issues with 
balance, and tingling in the arms and legs. 

The recommended daily dietary intake of 
vitamin B12 varies by age: 
• 1-3 years old: 0.9 micrograms
• 4-8 years old: 1.2 micrograms
• 9-13 years old: 1.8 micrograms
• 14 years old and older: 2.4 micrograms

Because vitamin B12 and folate work 
closely together in the body, if people get 
enough folate in their diets but not enough 
B12, the B12 deficiency may be “masked” 
and not show up in normal blood work 
unless the vitamin B12 level is specifically 
checked. That is why it is important to focus 
on getting adequate vitamin B12 intake 
every day. Foods with high levels of B12 
include clams, fortified breakfast cereals, 
salmon, trout, tuna, beef, milk, yogurt, 
Swiss cheese, ham, eggs and chicken. The 
only time people might need a vitamin B12 
supplement is if they are unable to consume 
adequate B12—for example, a person on 
a strict vegan diet. Vitamin supplements 
should not be started without talking to your 
doctor first, so if you are concerned about 

B12 deficiency, please discuss with your 
doctor at your next clinic visit.

References:
Marwaha, R.K.; Bansal, D.; Kaur, S.; 
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transfusion requirement in patients in 
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Pediatr. 2004; 41(7): 716–720.

Choudhry, D.R.; Naithani, R.; Panigrahi, 
I.; and Choudhry, V.P. Effect of wheat grass 
therapy on transfusion requirement in beta-
thalassemia major. Indian Pediatr. 2009; 
76(4): 375–376.

Vitamin B12. National Institutes of Health: 
Office of Dietary Supplements. Updated 
March 2, 2018, retrieved from: https://
ods.od.nih.gov/factsheets/VitaminB12-
HealthProfessional/

6  |  In That Vein Summer 2018  |  7

Nutrition Buzz
by Stephanie D. Mitchell

CHLA’s Inaugural  
Thalassemia Holiday Party
By Michelle Lahat, MSW, LCSW

Patients, families and staff enjoyed an island-style holiday party last 

December at Children’s Hospital Los Angeles. After being greeted 

by volunteers with leis, guests walked into a tropical paradise of 

delicious food, live ukulele music, and gifts galore handed out 

by our very own Hawaiian Santa Claus. Families were entered 

in a raffle and mingled with other members of the thalassemia 

community. CHLA’s Thalassemia Program is supported by the Italian 

Catholic Federation (ICF), a national organization that has made 

CHLA its charity of choice. Many members of local ICF branches 

joined in the event as volunteers and guests to help make it as 

festive as possible, and their support allowed us to offer the party 

free of charge to all who attended. These dedicated people made 

the evening a spectacular success. We look forward to making it an 

annual tradition. 

Save the date for this year’s Holiday Party on Friday, Dec. 7, 2018! 

We look forward to celebrating the holiday season with you.



Clinical trials are studies on human 
volunteers that help answer medical 
questions about treatments such as new 
drugs, devices or procedures. Clinical 
trials may also be used to find out how 
well current treatments work; to learn how 
to prevent a disease from developing or 
returning; or to make quality of life better 
for people with chronic illnesses. 

Investigators design a research plan, 
called a protocol, to find out if a treatment 
is safe and if it works. To run a clinical 
trial, the investigator must get approved 
by the Food and Drug Administration 
(FDA) in the United States, or the European 
Medical Administration (EMA) in Europe, 
and the research organization’s ethics 
committee or institutional review board. 
Clinical trials are often sponsored by a 

Clinical Trials: The Basics
Laurice Levine, MA, CCLS

government organization such as the 
National Institutes of Health (NIH) or a 
pharmaceutical company. They can involve 
a single research center or multiple centers, 
in one country or in many countries. Only 
10 percent of all drugs started in human 
clinical trials are approved for use.

There are four phases in a drug clinical trial:

Phase 1
Early Phase 1 is a pre-trial information-
gathering phase to find out whether a drug 
affects the body. 

The main part of Phase 1 focuses on 
safety and looks at any negative effects 
caused by a new drug or treatment. This 
phase usually involves a small number  
of healthy volunteers.
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Keep in touch!
If you would like to get thalassemia news and information via email, 
please write to krussell@chla.usc.edu. Thanks!

This newsletter is made possible through the kind 
support of the Italian Catholic Federation. 

Visit ICF.org For more information.

Phase 2
This phase tests how well a drug works 
for people with specific conditions. 
Researchers usually compare study 
participants to participants who are given 
a harmless substance, called a placebo. 
Researchers are still testing safety during 
this phase.

Phase 3
Phase 3 tests more volunteers from 
different populations. Researchers test the 
treatment for safety and effectiveness at 
different doses, and sometimes together 
with other medications. 

Phase 4
Phase 4 happens after the FDA has 
approved the drug for sale, and continues 
to test safety, effectiveness and the best use 
of the drug.

Reasons a patient may be right for a study 
include age, medical conditions and stage 
of disease. Researchers call the reasons 
someone is allowed to be part of a clinical 
study “inclusion criteria,” and the reasons 
someone is not allowed to take part 
“exclusion criteria.” 

We are currently enrolling alpha thalassemia  
and hemoglobin H patients in a study.  
For more information, contact Christopher 
Denton at chdenton@chla.usc.edu.


