










Can you catch it?
No, never. It’s not infectious. Haemophilia is  

something you’re born with and there’s absolutely  
no way I can give it to anyone else. 

What happens if you cut yourself?
Usually I just have to press on the cut for a bit longer than 

anyone else would. If it’s deep or won’t stop bleeding, I just  
give myself an injection of my blood clotting medicine and  

that stops it.

Why do you have to give yourself injections?
I was born without one of the proteins that blood needs to clot and  

stop bleeding. To replace it I give myself an injection X times a week.  
I have to inject because the medicine is a protein. If I swallowed it as  

a tablet, my stomach would digest it before it had a chance to get into  
my bloodstream.

I need to have injections every few days because the body constantly  
uses up clotting proteins and I need to make sure I regularly top up the  

one that’s missing. 

As with any personal medical information, it’s up to you what you tell people. 
You don’t have to say anything if you don’t want to. But it may help to have 
a handy, short way of explaining it when you need to. 

You don’t need to go into detail. You could say something like ‘I was born without one of the 
proteins that blood needs to clot. So I give myself an injection X times a week to replace it’. 
Some people will ask questions and some will just say ‘OK’ and leave it at that. There are some 
suggestions for how to answer common questions on the next page.

There’s a positive side to telling people. If your friends and other people in your life know about 
your haemophilia, they can be a source of support, listen when you want to sound off and most 
importantly, be in a better position to help if you injure yourself or have an accident.

There are people who do need to know. Your teachers will probably have been told by your 
parents when you started at school. You don’t have to tell an employer but it is probably a good 
idea. For one thing, you have certain rights by law. Under the Disability Discrimination Act, they 
have to make ‘reasonable adjustments’ for you.26 This could be giving you time off for medical 
appointments or somewhere to store factor or give yourself an infusion if you need to. 

You’ll probably want to tell a girl or boyfriend. It is a good idea to plan ahead. Choose a time 
when you won’t be interrupted. Think about what to say – you can talk it over with your 
parents, brother or sister or a close friend. You can even role-play if that’ll help. The most likely 
reaction of someone who cares about you is to worry. So be prepared to reassure them that, 
although there are some things you have to be careful about, you’re fine as long as you have 
your factor infusions when you need to.

HOW CAN I EXPLAIN WHAT HAEMOPHILIA IS AND HOW IT AFFECTS ME TO OTHER PEOPLE? 

3 common questions that people may ask about your bleeding condition
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Most people manage school and university well and live life to the full. 

But it’s natural to worry and there’ll be times when hospital appointments, treatment or bleeds 
get in the way. With a bit of planning, you can make sure you don’t miss out too much.

Firstly, talk to your treatment centre – they’ll do everything they can to arrange your 
appointments so they interfere with school or college as little as possible. If you are open about 
your condition with your form teacher or personal tutor, they’ll better understand the issues 
you have. They can help you arrange to catch up on anything you’ve missed. You should be able 
to get hold of assignments and work on them at home if you need to. They can give you longer 
deadlines when necessary too. They should also help to arrange somewhere private (and clean!) 
at school or college to give yourself treatment – for example before playing sports.

Starting somewhere new can be hard, whether it’s a new school, going to uni or a new job. 
You’ll have to explain your condition yet again, usually to people who won’t know anything 
about haemophilia. This’ll get easier in time. You’ll get used to telling people and feel more 
comfortable with deciding what to say and who needs to know. 

Going away to college is a big step for anyone. But you’ll have a bit more to deal with than most. 
You may have a new treatment centre and this can be particularly daunting if you’ve always 
been to the same one. Do remember that everyone there wants to help and support you as 
much as they can. You’ll have to take responsibility for organising supplies, remembering to 
have treatment and completing your Haemtrack records. Again this’ll get easier with practice. 
You’ll make mistakes sometimes, but that isn’t the end of the world. You’ll get into a new routine 
in time. Asking for help doesn’t mean you’ve failed in any way. On the contrary – it’s a sign of 
your growing maturity and independence. So don’t try and manage alone if you’re struggling.

I AM WORRIED ABOUT HAEMOPHILIA AFFECTING MY SCHOOL AND COLLEGE LIFE –  
WHAT CAN I DO?
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https://hellohaemophilia.com

https://haemophilia.scot/information/living-with-a-bleeding-disorder

https://haemophilia.ie/living-with-haemophilia/teenage-boys-with-haemophilia

https://www.wfh.org/en/resources/young-voices

USEFUL LINKS REFERENCES
1.	 Hanley J, McKernan A, Creagh MD et al. Guidelines for the management of acute joint bleeds and chronic synovitis in haemophilia. 

Haemophilia, 2017, Jul;23(4):511-20. http://www.ukhcdo.org/wp-content/uploads/2017/03/Guidelines-for-the-management-of-
acute-joint-bleeds-and-chronic-synovitis-in-haemophilia.pdf

2.	 Guidelines for the Management of Hemophilia. World Federation of Hemophilia. http://www1.wfh.org/publications/files/pdf-1472.
pdf. Last updated April 2013.	

3.	 About Bleeding Disorders: Symptoms and diagnosis. World Federation of Hemophilia. https://elearning.wfh.org/elearning-centres/
introduction-to-hemophilia/#symptoms_and_diagnosis_hemophilia. Last updated May 2012.

4.	 Common Bleeding Episodes. National Hemophilia Foundation. https://www.hemophilia.org/sites/default/files/document/files/
Nurses-Guide-Chapter-4-Common-Bleeding-Episodes.pdf. Published September 2013.

5.	 Wang M, Alvarez-Roman MT, Chowdary P et al. Physical activity in individuals with haemophilia and experience with recombinant 
factor VIII Fc fusion protein and recombinant factor IX Fc fusion protein for the treatment of active patients: a literature review and 
case reports. Blood Coagulation and Fibrinolysis, 2016 Oct;27(7):737. https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5054951/#R4

6.	 Playing it Safe: Bleeding disorder, sports and exercise. National Hemophilia Foundation. https://www.hemophilia.org/sites/default/
files/document/files/Playing-It-Safe_0.pdf. Published April 2017.

7.	 Sport, Exercise and Haemophilia. Irish Haemophilia Society. https://haemophilia.ie/wp-content/uploads/2019/04/Sport-Exercise-and-
Haemophilia-Magazine-2019.pdf. Published April 2019.

8.	 General Information. Haemtrack. https://apps.mdsas.nhs.uk/Haemtrack/Home/Information. Accessed July 2019. 
9.	 Auerswald G, Dolan G, Duffy A et al. Pain and pain management in haemophilia. Blood Coagulation and Fibrinolysis, 2016 

Dec;27(8):845. https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5087566/
10.	 About Bleeding Disorders: Treatment. World Federation of Hemophilia. https://elearning.wfh.org/elearning-centres/introduction-to-

hemophilia/#hemophilia_treatment. Last updated March 2016.
11.	 Hemophilia A. Medscape. https://emedicine.medscape.com/article/779322-overview#a3. Last updated January 2019.
12.	 Joint Damage. Hemophilia Federation of America. https://www.hemophiliafed.org/understanding-bleeding-disorders/complications/

joint-damage/. Accessed July 2019.	
13.	 Breivik H, Borchgrevink PC, Allen SM et al. Assessment of pain. British Journal of Anaesthesia, 2008 Jul 1;101(1):17-24.  

https://academic.oup.com/bja/article/101/1/17/357820#5143824
14.	 Haemophilia. BMJ Best Practice. https://bestpractice.bmj.com/topics/en-gb/468/aetiology. Last updated June 2019.
15.	 Khair K, Meerabeau L and Gibson F. Self‐management and skills acquisition in boys with haemophilia. Health Expectations, 2015 

Oct;18(5):1105-13. https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5060849/#hex12083-bib-0028.
16.	 van Os SB, Troop NA, Sullivan KR, Hart DP. Adherence to Prophylaxis in Adolescents and Young Adults with Severe Haemophilia: 

A Quantitative Study with Patients. PLoS ONE, 2017 Jan 19;12(1):e0169880. https://journals.plos.org/plosone/article?id=10.1371/
journal.pone.0169880

17.	 Mortensen GL, Strand AM and Almen L. Adherence to prophylactic haemophilic treatment in young patients transitioning to adult 
care: A qualitative review. Haemophilia, 2018 Nov;24(6):862-72. https://www.researchgate.net/publication/329260252_Adherence_
to_prophylactic_haemophilic_treatment_in_young_patients_transitioning_to_adult_care_A_qualitative_review

18.	 Exercise 101: Don’t skip the warm-up or cool-down. Harvard Medical School. https://www.health.harvard.edu/staying-healthy/
exercise-101-dont-skip-the-warm-up-or-cool-down. Accessed September 2019.

19.	 Witkop MGC, Forsyth A, Hawk S, et al. Treatment outcomes, quality of life, and impact of hemophilia on young adults (aged 18–30) 
with hemophilia. American Journal of Hematology, 2015 Dec;90:S3-10. https://onlinelibrary.wiley.com/doi/pdf/10.1002/ajh.24220

20.	 Depression in young people. Action Mental Health. https://www.amh.org.uk/news/depression-in-young-people/.  
Accessed September 2019.

21.	 About talking therapies. MIND. https://www.mind.org.uk/information-support/drugs-and-treatments/talking-therapy-and-
counselling/#help. Accessed September 2019.

22.	 Mindful Nation UK: Report by the Mindfulness All-Party Parliamentary Group. HM Government. https://www.themindfulnessinitiative.
org/Handlers/Download.ashx?IDMF=1af56392-4cf1-4550-bdd1-72e809fa627a. Published October 2015.

23.	 Mindfulness. MIND. https://www.mind.org.uk/information-support/drugs-and-treatments/mindfulness/#what.  
Accessed September 2019.

24.	 Mindfulness. NHS England. https://www.nhs.uk/conditions/stress-anxiety-depression/mindfulness/. Last updated November 2018.
25.	 Understanding Stress. Stress Management Society. http://www.stress.org.uk/how-stress-affects-your-body/.  

Accessed September 2019. 
26.	 Careers with a bleeding disorder and the world of work. The Haemophilia Society. http://haemophilia.org.uk/wp-content/

uploads/2017/02/careers_info.pdf.pdf. Published January 2015.

24 25



26 27



This booklet was funded by and developed in collaboration  
with Sobi (Swedish Orphan Biovitrum Ltd).

Date of preparation: October 2019
Job number: NP-8574


