A #ThisWay Story: Scott McLean

“Everything changed for me once I started talking.”

In the framework of our #ThisWay Campaign, the EHC interviewed Scott

McLean (31) from the United Kingdom, a patient with severe haemophilia A, who
shared with us how haemophilia impacted his mental health, how he went from denial
to acceptance, and how you as a patient can also look after your mental health.

We hope you find Scott’s story inspirational. If you have any questions or would like to
get in touch with Scott, please do not hesitate to drop us an email.

Scott McLean (31), United Kingdom

“I was diagnosed with severe haemophilia A when I was 8
months old. My mom took me to the hospital in Scotland after
she spotted a bruise the size of a pea that grew to the size of a
fist overnight. Prophylaxis only came around when [ was at age
7-8 but I didn’t start doing my own injections until I was about
13-14 years old - before that, my mom didn’t want to leave it
with me because she knew [ wouldn’t do my injections. She held
me back in looking after my condition, which didn’t help,
considering that was the only control I had.

In school, everyone knew [ was the kid with a bleeding disorder. I was seen as fragile and
someone who could die from a papercut, which led to some bullying, and to make things
worse, my cousin, who was in the same year in school tried to step in to protect me,
thinking he was doing the right thing, but it made things worse because I became this
person who couldn’t stand up for himself.

Around age 15-16, I decided to ‘quit having haemophilia’, not do my injections, and see
how long I can go without having any bleeds. That lasted about 3 months to the point
where I took a bad bleed into my hip and right leg and I couldn’t walk. I was in and out of
the hospital, only being able to walk on crutches. It was at that point that it became clear
to me that my not doing my injections can cause permanent joint damage further down
the line, and that made me do my injections.

[ didn’t like telling anyone about my condition because people thought I was fragile and
made me feel alienated. I felt like [ had something to prove. If someone said something to
me, [ would overreact, get into fights and bad situations to prove that [ wasn’t this delicate
person, which obviously wasn’t a healthy way to cope. Instead of being argumentative,
I'd now try and educate someone.”



MINDSET

“The biggest issue was the lack of control. I felt like I
was stuck with my condition, injections,
physiotherapy, hospital appointments... It was a big
turning point when my friends learned more about
haemophilia and started to truly understand it, and
made me feel more included. One day before going out
with my friends, | didn’t want to do my injections so all
of my friends grabbed a needle and stuck it in their
veins and said: ‘We’ve all done our injections, you need
to do yours as well.’

If I were to look at 16-year-old me, I wanted to have
nothing to do with haemophilia. I did not want to
acknowledge it; everyone bringing it up made me feel

weak. Whereas now I'm an entirely different
person.I’'m in control of my condition. I used to think I was someone who suffered
from haemophilia whereas now I'm someone who'’s living with haemoplhilia.

My anger toward haemophilia came from being told I couldn’t do certain things. If you
tell someone for long enough that they cannot do something, they’re not smart enough,
they’re not strong enough, etc., then they’re going to believe it. With haemophilia, there’s
an element of truth to that, but it’s not that black and white, especially not anymore with
the treatment landscape we have. People can do so much more today than they could 20
years ago because of the therapies available. Personally, I've got tattoos, I've run a
marathon, I've done a skydive...

The biggest element is understanding your bleeding
disorder first, what works best for you in terms of
treatment, and how you can personalise it based on
what you want to be able to do. Once that’s in place,
then it’s easier to communicate that to your friends,
partners, and employer because the more they
understand the better position they’re in to help
you. People cannot help you if they don’t know
what you're going through. Everything changed
for me once I started talking.”

BOTTOM LINE

“Your mental health is very much the same as your physical health: you can’t just expect
to be mentally healthy, you have to work at it, and you have to train yourself. There’s
nothing wrong with having difficult days but you need to put the work in to have your



normal and happy days, and it’s about finding the right ways to do that for yourself, and
it’s different for everyone.

Unfortunately, not everyone has the same social network as I do but what they do have is
their community, their NMOs. Find people you can talk to, whether it’s people in your
NMO, your doctor, or a licensed therapist. Lastly, get comfortable with your condition, get
comfortable explaining it, be on top of your treatment regime and you'll rarely have issues
because you’re now in control of your bleeding disorder.”



