A guide to how to let
go with confidence
and support your
child’'s independence




Confidence grows with the

understanding and reassurance
that your child is protected

Parents/caregivers of children with
haemophilia may experience anxiety
around their child’s condition not
being understood when leaving them
in the care of others or concerns that
their child is not fully prepared to
start managing their own condition!

Parents/caregivers can feel more confident and reassured by:

¢ Having the knowledge and skills to manage haemophilia?

¢ Understanding that appropriate treatment can protect them
from bleeds,! leading to preservation of future joint health34

Confidence comes from believing in your own abilities or
having trust in your plans and the future®

The confidence to let go comes from @
understanding when your child is

protected and trusting that you have 4
the ability to teach others, including your |

partner, day carer, nursery or schoolteachers,
about your child’'s haemophilia!

As your child grows older and learns
to understand haemophilia and its

treatment, talk with their care team

and self-manage their condition,

you can support their growing confidence
to manage haemophilia themselves?
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Early years and learning to let go

Role of parent/caregiver
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“It can be helpful to distinguish between your boundaries
and your child’s life. It is your responsibility as a parent to
set boundaries, to provide support and information, and
take care of the child, but it is the child's responsibility

to live their life, to test those boundaries and explore

the world” — Maj, Paediatric Haemophilia Nurse
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Understand how to recognise bleeds
and how your child’s treatment works,
with support from the care team'

Learn to administer treatment. The care
team can help you practise, show you
how to comfort your child and suggest
different ways to make administration
easier, such as using a central venous
access device’®

Make yourself available, even during
busy times, and create a welcoming
environment to discuss any concernst

Seek support if you feel overwhelmed;

it's natural to ask for help!
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Building your confidence to share your child’s
needs and knowledge of managing haemophilia
with others involves having an in depth
understanding of bleeds, how to manage them
and when treatment provides protection!

Steps to transfer management of care

Share your knowledge about your
child’'s needs and relevant resources
about haemophilia with your partner
or external caregivers!

Outline the responsibilities of both
you and the external caregivers;
your care team can help with these
conversations!

Explain to your child about the need
for treatment.® Caregivers, including
family/partners, can be taught how to
administer treatment® and help share
this responsibility?

Help your child to notice their body
and teach them to signal when there
is something wrong'¢

Helpful resources

Further tips for parents
of children with newly
diagnosed haemophilia®
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New experiences and

helping your child thrive

Role of parent/caregiver

Maintain appropriate levels of
protection, this can:

¢ Help prevent bleeds and preserve
future joint health'®

e Provide peace of mind for you and
the flexibility for your child to take
part in activities independently’*°

Limit overprotection by external
caregivers, it is important for your
child’'s development to take part in the
same activities as their peers?

Continue teaching your child about
haemophilia and their treatment, to
notice changes in their body that may
signal a bleed and to speak up when
needed'*

Check in with yourself and find
support in your partner, close family
or friends, patient organisations or
haemophilia care team!
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As your child grows up and has new experiences,
understanding how they are protected from bleeds
and seeing them take part in activities with their
peers can build reassurance and confidence?

Steps to transfer management of care

External caregivers should promptly
raise concerns with the parent/caregiver?

Encourage your child to:

Know the signs of a bleed! and
that injuries may need treatment?®

Have awareness of their body
and to speak up and explain if
they feel something is wrong’*

¢ Bleeds can then be managed with
appropriate treatment and PRICE
(protection, rest, ice, compression
and elevation)?

Follow instructions given to
them by external caregivers,
e.g., school staff!

Begin to take part in treatment
administration by ordering
medication and preparing supplies
for and documenting when
treatment takes place?®

Learn to talk to their care team

and practise asking questions
at healthcare visits'?

Helpful resources

“I strongly believe that kids take these steps in their own
time. As soon as he's annoyed enough with me or my
husband, he will administer his treatment himself... As
soon as he’s at that point where he's like, ‘No, I don't want
to come to you anymore, then he will do it all by himself”
— Angelika, mother of a child living with haemophilia A

A guide to sport and
physical activity for
children to encourage
moving with confidence!®
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Supporting your teenager

towards independence

Role of parent/caregiver
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“My son is starting to be more conscious about his disease.
He realises when he could take some risks and when he is
better protected. We gave him an app so he could see

the days when he was more or less protected so he could
really manage his condition” — Richard, father of a child

Gradually transfer knowledge

and responsibility to allow
self-management, transitioning to
self-administration and understanding
when they are protected'**

Create balance and controlled
freedom by involving teenagers in
discussions and decisions about their
health and planning activities together!

Understand the learning process won't
be flawless and plan for eventualities
rather than seeking to control every
detail

Allow space to talk about any anxieties
in a safe environment with your
partner, close family or friends, or
healthcare professional

with severe haemophilia A
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Supporting your teenager towards independence is a
gradual process, involving balance and trust. Helping
them develop the knowledge and skills to self-manage
and recognising their progress helps them build the
confidence they need to navigate adulthood!

Steps to transfer management of ¢

4/, Role of your teenager
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Transition to self-management?®

¢ Learn and practise
self-administering treatment!51¢

¢ Manage treatment schedule and
log treatment®6

¢ Ultimately recognise need for
treatment and perform
self-administration®

When relevant for treatment, check
estimated levels using apps to
understand their level of protection'’8

Take ownership of future joint
health and quality of life by
engaging with treatment, attending
check-ups to monitor joints and
exercising regularly 5192

Have time alone with their care
team during visits to gain confidence
to talk about treatment and goals
independently’!s

Helpful resources

A toolkit to help guide and
support teenagers through
the process of managing their
haemophilia independently?
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The confidence to let go is
developed over time, as your
child gains the skills to manage
haemophilia independently —
building confidence from their
level of protection and the
freedom that brings?




This information does not replace medical advice
Consult a healthcare professional regarding any questions
about your or your child's medical condition or treatment

More information on
letting go with confidence
is available here
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