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The schoolgirl with a potentially life-threatening condition has become a social media star, with her video blogs
showing others how to cope with chronic illness.

Nikki was just six when her parents noticed veins popping up on the right side of her face. She was diagnosed with
arteriovenous malformation (AVM), abnormal connections between arteries and veins. It causes intense pain, in
most cases is incurable and leads to potentially fatal nosebleeds. So far Nikki has had 28 operations and endured
more than 300 hospital visits as doctors try to manage her condition. Many children would have shut themselves
away from the world, but the 12-year-old has shared her story with millions of people online.

Nikki says: “I felt quite lonely because after it was diagnosed, my friends still didn’t have a care in the world while |
had to give up a lot of clubs and activities. “I didn’t go to school very often and | felt isolated.”

She would look in the mirror in despair and wish she could use face paint to hide the veins. Then, one day two years
after her diagnosis, she was stuck indoors while her friends met at a party, so she decided to set up a YouTube
channel. She posts videos talking about her condition, gives make-up tips and offers advice to people struggling to
cope with deformities. To date her channel has attracted four million views and she has 79,000 subscribers.

Nikki, from North London, says: “People contact me who have AVMs and other facial disfigurements and | want my
channel to be a community where everybody can be imperfectly perfect in their own special way. “I’ve found people
who are my best friends now. It’s nice to know you’re not as alone as you think.”

She and her family have also raised more than £400,000 for research into AVM at Great Ormond Street Hospital,
where Nikki has been treated, and University College London.

“I'm not going to lie and say it doesn’t get me down or make me angry,” Nikki says.

“But you can either be negative and not enjoy life — or you can be positive and block out all the negativity and live
a lovely, healthy, joyful and happy life.”

Nikki and her parents had few places to turn at first as her condition was so rare. So they started The Butterfly AVYM
charity to raise awareness, support and funds for research.

Her father George, 50, says: “Nikki is an inspiration to people round the world and many people with AVM have
thanked her for giving them hope.”

Retrieval:

a. What does AMV stand for?
b. How much has Nikki and her family raised for research into AVYM?

Vocabulary:

c. Nikki endured over 300 visits to hospital. Look in a dictionary and write the definition of endure.
d. Use endure in a sentence.

Inference:

e. Why did Nikki feel lonely after her diagnosis?
f. ‘Everybody can be imperfectly perfect in their own special way.” What do you think Nikki means by this?
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To suffer something
painful or difficult
patiently.



