
Supporting conversations about  
your mental wellbeing

About this guide

When you have a bleeding disorder, you know you have to work as a team with 

your doctor, nurse and physiotherapist to stay as physically healthy as possible. It’s 

important to remember that you can also get support for mental health too. Everyone 

needs support and a listening ear at times and with a condition like Haemophilia, you 

may be coping with more stresses and strains than most. This guide is designed to 

get you thinking about how best to stay mentally well, how to recognise when you 

might need some help and who you can speak to for that help and support.

Going through life with Haemophilia

With Haemophilia, managing normal milestones 

in life such as starting a new school, college or 

a job or even something simple like a change 

in timetable (e.g., PE on a different day) can be 

challenging. 

You may become frustrated when having to explain 

your condition to people. Injuries and hospital 

appointments can get in the way of you just living 

your life. Feeling different to others and having to 

plan around your condition can get you down. It 

can feel unfair, taking up time, thinking space and 

emotional energy. Spending time doing things you 

enjoy like reading, baking or walking can help you 

to feel better. Eating a healthy diet, getting enough 

sleep and keeping a daily routine can help too. 

Most people find that planning works best for them 

and helps things go smoothly, but it can take its toll 

on your emotions and mental wellbeing. It’s worth 

thinking about what particularly causes you stress 

or increases your anxiety levels. Then you can start 

to take steps to minimise it. 

Talk to your Haemophilia care team or other 

people with a bleeding disorder about it. They have 

probably had similar discussions with other people 

and may have some ideas and tools to help you.
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Talking about how you feel

It can be difficult to be open about your feelings and although it’s a  

bit of a cliché to say that men, especially young men, don’t tend to talk 

about their feelings compared to others, it can often be true. If stress 

and anxiety are starting to build, telling someone how you feel can 

make a big difference. There’s no right or wrong way to do it.  

It’s simply what suits you best. It doesn’t have to be planned. In fact,  

it may well be spontaneous. Choose someone you feel comfortable 

with – a relative, friend, your GP, someone in your Haemophilia team 

or request a support call from Haemophilia Scotland.

Make sure you start the conversation when you’ve both got time to 

talk – the temptation is to put it off until you’re about to walk out the 

door. Choose somewhere you can talk – reasonably quiet and private. 

If someone you’re close to asks how you are, it’s an opportunity. If 

you’re not fine, don’t say ‘I’m fine’. Be honest and say something like – 

‘Actually, I’m finding life a bit tough at the moment’ or ‘I think I may be 

suffering from stress / anxiety’.

If you or someone in your family is registered with a Scottish 

Haemophilia Centre, you can access psychological support from the 

Scottish Psychological Support service by contacting your centre 

directly or speaking with Haemophilia Scotland. Face to face, telephone 

or telemedicine appointments can be arranged.

Notes…
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Useful links and  
resources

Keeping active support:

• Haemophilia –  
Get Fit and Active:  
https://services.nhslothian.scot/
Haemophilia/Pages/default.aspx  

Mindfulness support:

• British Association of 
Mindfulness-Based 
Approaches:  
https://bamba.org.uk/ 

• Breathworks:  
https://www.breathworks-
mindfulness.org.uk/ 

Mental wellbeing 

support and forums:

• SAMH:  
https://www.samh.org.uk/  
You can also call on  
0344 800 0550

• Men’s Health Forum:  
www.menshealthforum. 
org.uk 

• Haemophilia Scotland:  
https://haemophilia.scot/
support/ 

• The Haemophilia Society:  
https://haemophilia.org.uk/
support/day-day-living/patient-
support/healthy-living/positive-
mentalhealth/ 

• NHS Website:  
https://www.nhsinform.scot/
illnesses-and-conditions/
mental-health 

These links are provided as examples. 
Sobi does not endorse or have control 
over the content provided by external 
websites that it does not own. If you  
have any concerns, please speak to  
your healthcare professional.

This discussion guide has been developed by Sobi in collaboration with Haemophilia Scotland, 

to help support the Haemophilia community.
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