











GROWING UP WITH HAEMOPHILIA

Camps
Children with haemophilia can attend school camps and participate in most activities.

To help them get the most out of their school camp, there are a few important
things to do before they leave:

o [I% Talk to your HTC in advance to arrange any specific education, support
or a Medical Action Plan that may be required for your child.

e Check with the school to ensure the adults attending the camp are familiar with
haemophilia and know what to do if your child has a bleed while in their care.

¢ Talk to your doctor or physiotherapist about the types of activities that will
be undertaken on the camp and discuss their suitability for your child. With
enough notice, modifications can be made to activities to ensure they are
appropriate for your child or to your child’s treatment plan so they can
participate in most activities.

Haemophilia camps

You, your child and your family
might also benefit from attending
a Haemophilia Foundation

family or community camp.

These camps are run regularly by
local Haemophilia Foundations.
Everyone in the family is welcome,
including siblings, aunts and
uncles and grandparents.

The camps combine haemophilia education sessions with fun activities for
the whole family. This can vary from activities such as swimming, climbing
on high ropes and bike and scooter riding to parent discussion sessions.

‘It was good to be able to sit down during a family group
meeting at camp. Our son was the youngest one there.

| asked a lot of questions to the older mums about what
their experience with school was like.
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They provide a great opportunity for new families to meet others in the
same situation and share experiences and to see just what sorts of activities
children with haemophilia participate in.

\

KOur local Foundation does a fantastic job in running the
Haemophilia Family Camp to help children and those affected
gain self-confidence, form new friendships and develop
resilience. There are also educational sessions lead by HTC
health professionals and youth mentors. We have attended
each year since our son’s diagnosis, and it's a wonderful
opportunity to catch up with other families and just enjoy
some recreation time.’ ~ Parent

\_

‘It wasn't until we attended our first haemophilia family camp
that | met other kids my own age with haemophilia. It was a really
nice feeling to be around other kids who had similar challenges
to myself as a result of being born with a rare bleeding condition.
The best thing about having haemophilia is the community.
| have made so many friends in the haemophilia community
and the family camps are so much fun.

~ Camp participant, aged 16 years/

1 See Chapter 6
5 for more

information on
haemophilia
camps.
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Information sheet for babysitters or carers - my son

My child is like other children of the same age. He loves the same foods, games
and stories. The only difference is that my child has haemophilia. Haemophilia is a
rare, hereditary blood clotting disorder. It is not infectious - you cannot ‘catch’ it.

Like everyone, if my child bumps or cuts himself, he may bleed. He will not bleed
faster than anyone else, just for longer. This doesn't mean he will bleed to death
or that he can't play - in fact, he can do just about everything other children his
age do.

I have a few requests while my child is in your care:
1. Please discourage rough play or high contact sports.

2. Minor bumps and cuts are to be expected with any normal active child.
However, if my child has a hard fall, hits his head or has a significant injury
to any vital area (e.g. abdomen, throat, eye), or develops limping or major
swelling, please contact me immediately.

3. Even with the best of supervision, bumps and cuts can occur. Please let me
know of any injuries or if you have noticed any minor swelling or bruising.

4. Please do not give my child any medication, especially aspirin or ibuprofen
(e.g. Nurofen®) as these can worsen their bleeding tendency.

Let me know if you have questions, | am happy to talk with you in more detail.
Meanwhile, have fun!

IMPORTANT PHONE NUMBERS:

Name: Mobile:
Name: Mobile:
Doctor: Telephone:

Haemophilia Treatment Centre:

Instructions:
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Information sheet for babysitters or carers - my daughter

My child is like other children of the same age. She loves the same foods, games
and stories. The only difference is that my child has haemophilia. Haemophilia is a
rare, hereditary blood clotting disorder. It is not infectious - you cannot ‘catch’ it.

Like everyone, if my child bumps or cuts herself, she may bleed. She will not
bleed faster than anyone else, just for longer. This doesn’t mean she will bleed
to death or that she can't play - in fact, she can do just about everything other
children her age do.

I have a few requests while my child is in your care:
1. Please discourage rough play or high contact sports.

2. Minor bumps and cuts are to be expected with any normal active child.
However, if my child has a hard fall, hits her head or has a significant injury
to any vital area (e.g. abdomen, throat, eye), or develops limping or major
swelling, please contact me immediately.

3. Even with the best of supervision, bumps and cuts can occur. Please let me
know of any injuries or if you have noticed any minor swelling or bruising.

4. Please do not give my child any medication, especially aspirin or ibuprofen
(e.g. Nurofen”) as these can worsen their bleeding tendency.

Let me know if you have questions, | am happy to talk with you in more detail.
Meanwhile, have fun!

IMPORTANT PHONE NUMBERS:

Name: Mobile:
Name: Mobile:
Doctor: Telephone:

Haemophilia Treatment Centre:

Instructions:
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Further reading

McKay, C. Siblings: the best of friends and rivals. National Haemophilia,
September 2015.
http://tinyurl.com/siblings-rivals
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Movement, exercise and sport 6

\

&’ KEY POINTS

* Movement and exercise helps to keep bodies fit and healthy, reduces the
possibility of a bleed, and speeds up the recovery after a bleed.

e Children with haemophilia can safely participate in a variety of sports and
activities (except high-contact sports).

e Prophylaxis has been shown to minimise the risk of injury and reduce the
number of bleeding episodes.

e Your child’s doctor and haemophilia physiotherapist can guide you in
finding the right balance between the risks and benefits of participating in
sports and choosing the sports that are best for your child.




MOVEMENT, EXERCISE AND SPORT

i

Movement and exercise

Regular exercise and physical activity, when done correctly and safely, is critical
to children’s health and wellbeing. This is especially true for children with
haemophilia.

Some of the key benefits of regular movement and physical activity for children
with haemophilia include:

Building strong and healthy bones.

Strengthening muscles that support and protect joints.
Improving balance, co-ordination and movement skills.
Helping to maintain a healthy body weight.

Strong muscles and good balance and co-ordination help to minimise bleeds
and joint damage.

Strong, flexible muscles can withstand more physical activity and are less
prone to injuries.

Physical activity and participating in sport can improve social and
psychological health and wellbeing.
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What should | encourage my child to do?

Encouraging your child to take part in physical activity will keep them fit and
healthy and feeling happy. Participating in sports can also give your child feelings
of acceptance and belonging to a group of peers.

‘He's always on the move proving that just because he has
haemophilia doesn't mean he can't participate in activities just like
all his friends. We make sure he gets enough rest, eats well and is
involved in a number of sporting or physical activities to build up
his muscle tone and stamina’

There is nothing you or your child can do to totally prevent bleeds, but keeping
their body fit and healthy reduces the possibility of a bleed and speeds up their
recovery after a bleed.

There are many leisure and physical activities available in the community to suit
a range of interests and abilities. Your haemophilia physiotherapist or HTC can
guide you and your child on suitable options.

Sport
One way children with haemophilia can Y,

increase their strength and improve 3@:’ PARENTTIP

their fitness is by participating in sports.

When selecting a sport for your child, Every child is different.

it is important to consider the type Talk to your physiotherapist
of activity involved. Think about the about suitable sports and
physical and psychological benefits activities for your child.

that the sport can bring, but at the same
time consider whether the sport puts your child at greater risk of injuries, bleeds,
and joint damage. This is particularly important when considering sports that
involve high impact/collision and speed.
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Children with haemophilia can safely participate in a variety of sports.
However, it is recommended that they do not participate in high-contact sports
such as boxing.

The type of activity involved in a sport can differ depending on the child’s
age group and there may also be modified versions of the sport available.
Discuss your ideas with your physiotherapist.

How much risk is associated with playing sports?

All activities involve some risk. When categorising the relative risk of each sport
there are several aspects you should consider, including:

e the child's age, weight, fitness level and motor skills

¢ whether the child has significant musculoskeletal problems. This includes
target joints and muscle wasting that results from this.

* the severity of haemophilia and the child’s bleeding profile
e whether the child is on prophylaxis

e the level of competition

¢ the playing environment and level of supervision

e the coach’s skill level.

Minimising risks
The risk of injury for all sports can be minimised if appropriate precautions and

strategies are in place.

For most children with haemophilia, prophylaxis has been shown to reduce the
number of bleeding episodes. If your child is on prophylaxis treatment with
clotting factor replacement therapy, it can be tailored to fit in with your child’s
sport activities in discussion with your doctor.
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KHe is a BMX fanatic and he’s \

been racing since he was
two. It makes me so proud
watching him on a bike. We
were told very early on not to
wrap him up in cotton wool,
and to let him do the things
that he enjoys. But he never
goes to BMX without having
his treatment before he goes,

that's a rule’ /

It is ecommended that you consult your child’s physiotherapist
and other health professionals at your Haemophilia Treatment
Centre (HTC) for a full review of your child’s individual needs
and abilities before starting a new sport. They can also

provide guidance on suitable sports for your child and tips on
minimising injuries.

Finding the right balance

Your child’s haemophilia physiotherapist or HTC can guide you in finding the
right balance between the risks and benefits of sport participation. Be guided by
your child’s interests and encourage their independence. It's important to find an
activity your child enjoys!

Sometimes, compromises can be made. For example, the child might be

given an alternative position in the sport which has a lower risk of injury: they
could become an umpire of the sport, or become involved in the management
of the team.

Over time, with support and guidance from your haemophilia physiotherapist or
HTC, your child will take responsibility for their own actions and will be able to
choose the appropriate sport and activities for their needs.
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‘We never said “no” to him, as long as it was something we would let
our other kids do. We explained to him that it would hurt him later on,
and it always did. Now he doesn't even think about playing football
because he knows it hurts too much.’

Speak to your HTC or haemophilia physiotherapist about
finding an activity that'’s right for your child.

What if my child wants to play football?

In the early years, all football codes have modified non-contact versions of the
game designed to introduce young children to the sport in a safe, fun and non-
competitive environment. These include Auskick (AFL), GoalKick, Little Kickers or
miniRoos (soccer) and Get Into Rugby and touch rugby. The majority of children
with haemophilia, with guidance from their physiotherapist and HTC, can safely
participate in these activities.

As children grow older and heavier and the sport becomes more vigorous and
competitive, the potential risk of injury increases. Ongoing discussions with your
child’s HTC are important for support and advice. When in doubt, check with
your HTC.

Umpiring

Some young people with haemophilia choose to begin training as football
umpires during adolescence when the game becomes more physical. Many have
gone on to establish successful careers in umpiring. This provides an opportunity
to remain involved in the sport they love, while training and developing fitness
alongside the team, with a reduced risk of injuries caused by player collision or
physical contact with other players.
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Chris umpiring at the 201 TAFL Gran Photo: AFL

Loving footy with a passion

From the time he went to his first AFL football game at 6 years of age,
Chris Gordon knew that he loved the game.

I played AFL Auskick with my mates all through primary school. Auskick is an
AFL program to introduce children to Australian Football. | learned general
co-ordination and skills and played football games regularly.

But when | started secondary school, | struck the same problem as many boys
with haemophilia - the size and weight of boys playing football increases
dramatically, so the chance of injury increases also. The injuries from contact can
be much more serious too. My haematologist advised me and my parents that |
should stop playing AFL because it would be too dangerous.

I tried really hard to prove to my haematologist and my parents that it would be
OK for me to continue to play, but they were not convinced. When my friends
kept playing as they went into high school, | was not sure what to do next.

A friend’s father suggested | have a go at boundary umpiring. I still felt part of
the game, even though | wasn't playing football, and | trained and was on the
grounds and in the rooms afterwards with my mates.
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Umpiring

Chris threw his energy into improving his skills and performance. He
worked with the fitness staff at the AFL and his HTC team on an intensive
training program.

I think my high level of fitness has helped me to have greater resilience,
strong muscles to support my joints and better health.

Running, fitness and accuracy are crucial to umpiring - you can’t make
any errors.

I went from umpiring local football, to Victorian Football League and finally
AFL umpiring. The highlight for me was my selection to boundary umpire
the 2011 AFL Grand Final - it was a great experience.

Chris has gone on to umpire 7 AFL Grand Finals: 2011, 2015, 2018, 2019,
2021,2022 and 2023.

What about protective wear
like helmets and knee pads?

Wearing appropriate protective gear while playing some sports is recommended
for all children - regardless of whether they have haemophilia or not. Examples
of standard protective gear are helmets for cycling, shin pads for soccer, helmets
and pads for cricket and mouthguards for junior water polo and basketball. In
fact, many sporting organisations have rules regarding the use of protective
equipment and adopt a ‘'no wear - no play’ policy.

For some sports, extra protective gear may be recommended
for your child with haemophilia. If you have questions about
protective gear, contact your haemophilia physiotherapist or
health professional.

For more information about physical activities for children,
read the Australian Government National Physical Activity
Guidelines for children and young people (5-17 years)
https://tinyurl.com/Nat-Activity-Guide.
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What if my child is not interested in competitive sport?

Not all children are interested in competitive sport and it is important to find other
ways to exercise and be physically active that suit them and their personal goals.
Encourage your child to try things out and find things they enjoy and that keep
them moving. Developing a habit of physical activity as a child while supporting
them to explore their personal interests and have fun will set them up well for
growing to adulthood.

Going to the gym is becoming increasingly popular for children and young
people. Strength training isn't only for athletes. When it is done right with a focus
on good form, strength training can help any children strengthen their bones
and muscles as well as other health benefits. However, safety is important. The
child will need to be old enough to follow instructions and have a personalised
program, gradually building up weights and with correct technique. Speak to
your physiotherapist about a gym program for your child.

Exploring the spice of life

As a young adult with severe haemophilia, Willem
enjoys going to gym to build his joint and muscle
strength and keep fit - and catch up with his mates.

From time to time he also tries out new things
with friends after work, like axe throwing.

‘It was great fun - just a bigger version of darts
and makes you feel more Viking and Nordic!’

I But music is his passion.

‘Not physically straining, something calm and collected like me.
I'm interested in all sorts of music. I've had a crack at classical,
jazz, rock, blues, but | am definitely not a pop person. A little bit
of Frank Sinatra, Robbie Williams, AC/DC - the spice of life!
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Haemophilia camp

A fun way to introduce your child to safe physical activities is to attend a
haemophilia family or community camp. The camps are a unique opportunity for
families of children with haemophilia to get to know each other, learn from each
other’s experiences and, most importantly, to have fun!

These camps combine haemophilia educational sessions with fun activities for
the whole family including swimming, bike riding, climbing on high ropes, team
games and other adventure activities.

f ‘The camp program had a good mix of educational sessions and fun\
activities that everyone could enjoy (the go-karts and swimming were
a particular hit!). One thing that struck me was the number of kids
that attended, many with bleeding disorders, but also siblings and
relatives. It was great to see the kids racing around on their bikes and
scooters, as all kids love to do, and it really brought home to me the
fact that in this day and age, haemophilia certainly does not need to
be an impediment to a fulfilling and exciting life! J
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When your child grows older, they may also be interested in participating in
Haemophilia Foundation youth activities. Developed specifically for young
people with bleeding disorders, these activities are all about allowing young
people to get to know each other while having fun.

‘| see some states host youth camps for kids aged 10 to 15,
which I think is just such a critical age for boys to be able to
get together and not feel like they're different or outsiders.
Any opportunity to send my son to things like that when he is a
teenager will be super beneficial!

Some community camps also have youth leadership programs so that
young people have a role in mentoring the children, learning leadership
skills while having fun with each other and the younger children.

K ‘There's nothing quite like the camps. They are almost like a \
support group. You go along and you don't feel so alone. It can
be very isolating sometimes, especially if you don't talk to many
people who have a similar bleeding disorder to you. At camp
you are with people with the same experiences and can share
how you have dealt with particular situations.

‘The Blue Shirts Youth Leader program has taught me how

to be a team player and to be more optimistic. It's also very
rewarding - for example, seeing someone getting ready for
the flying fox for the first time who is very scared, and then they
eventually do it. You feel a sense of pride and happiness in

what's achieved! /
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Family and community camps are run regularly in each state/territory. Check with your
local Foundation to see when the next camp is being held in your area.

For more information on activities and events available in your
area, visit your local Foundation website (listed in Chapter 7).

Further reading

On the move with haemophilia. Online educational resource for parents, teachers
and coaches of children with haemophilia [videos, PDF toolkit]. InVivo Academy
in collaboration with Haemophilia Foundation Australia and Haemophilia
Foundation of New Zealand, 2018 (reviewed 2021).
https://www.haemophilia.org.au/OTMWH
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Haemophilia Treatment Centres

Australian Capital Territory  Canberra Hospital
Haemophilia Treatment Centre
Canberra Region Cancer Centre
Room 4.01, 4th Floor, Building 19,
Yamba Drive, Garran ACT 2605
Phone: 0481013 323 /02 5124 2286
Fax: 02 5124 5544
(ATTN: Rosamma P. Varghese)
Emergency: 02 5124 2611
Email: haemophilia@act.gov.au

New South Wales SYDNEY

The Children’s Hospital at Westmead
Cnr Hawkesbury Road and Hainsworth Street,
Westmead NSW 2145

Phone: 0437680168 Haematology Nurse
during business hours

Emergency: 02 7825 0000 and page
haematologist on call

Fax: 02 7825 2041

Email: robyn.shoemark@health.nsw.gov.au
or Rhiannon.staveley@health.nsw.gov.au

Sydney Children’s Hospital

Kids Cancer Centre

High Street, Randwick NSW 2031

Phone: 02 9382 1690

Emergency: 029382 1111 and page
haematologist on call

Fax: 02 9382 1789

Email: nicole.waters@health.nsw.gov.au
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Prince of Wales Hospital
SEALS

Barker Street, Randwick NSW 2031
Phone: 02 9382 9013

Fax: 02 9382 9116

Royal Prince Alfred Hospital

Haemophilia Centre

Building 77, Level 5

Missenden Road, Camperdown NSW 2050
Phone: 02 95157013

Emergency: 02 9515 6111

Fax: 02 9515 8946

Email: Stephen.Matthews1@health.nsw.gov.au

Westmead Hospital

Haemophilia Treatment Centre

Darcy Road, Wentworthville NSW 2145
Phone: 02 8890 5200

Fax: 02 8890 4826

Email: jessica.lenton@health.nsw.gov.au

John Hunter Children's Hospital
Kookaburra Circuit, New Lambton Heights,
NSW 2305

Phone: 02 4985 5180 Nurse - MB 0448 511 539
Emergency: 02 4921 3000 (ask for Paediatric
Haematology Registrar)

Email: Jaime.chase@health.nsw.gov.au

Calvary Mater Newcastle Hospital
Haemophilia Centre

Edith Street, Waratah NSW 2298

Phone: 02 4014 3032

Nurse - MB 0409 310 072

Emergency: 02 4921 1211

Fax: 02 4985 0245

Email: Dale.Rodney@health.nsw.gov.au



Royal Darwin Hospital

Rocklands Drive, Tiwi NT 0812

Phone: 0407 548 232 (Nurse)

08 8944 8644 (Admin)

Emergency: 08 8922 8888 (Switchboard)
Fax: 08 8944 8222

Email: bronte.avishai@nt.gov.au

Queensland Children’s Hospital
Queensland Haemophilia Centre
Haemophilia/Haematology Department,

501 Stanley Street, South Brisbane QLD 4101
Phone: 07 3068 5314 (nurse)

07 3068 2511 (admin)

Emergency: Present to Emergency Department
Fax: 07 3068 4139

Email: QCH-Haemophilia@health.gld.gov.au

Royal Brisbane and Women'’s Hospital
Queensland Haemophilia Centre

Level 4, Joyce Tweddell Building,

Butterfield Street, Herston QLD 4029

Phone: 07 3646 5727

Emergency: Present to Emergency Department
Fax: 07 3646 4221

Email: RBWH-haemophilia@health.gld.gov.au

Women's & Children’s Hospital

The Michael Rice Centre

for Haematology and Oncology

72 King William Road, North Adelaide SA 5006
Phone: 08 8161 7411

Emergency: 08 8161 7000 (switchboard)

Fax: 08 8161 6567

Email: annem.jackson@health.sa.gov.au
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Royal Adelaide Hospital

3E Day Treatment

Port Road, Adelaide SA 5000

Phone: 08 7074 2385/ 0411 703 116
Emergency: 08 7074 0000

Fax: 08 7074 6209

Email: Yuhsuan.lin@sa.gov.au

Tasmania  Royal Hobart Hospital
Paediatric Oncology - Haematology
Liverpool Street, Hobart TAS 7000
Phone: 03 6166 8045
Emergency: 03 6166 8308
(page haematologist on call)
Fax: 03 6173 0469
Email: rhhpaedonc@ths.tas.gov.au

Victoria  Royal Children's Hospital
Henry Ekert Haemophilia Treatment Centre
Flemington Road, Parkville VIC 3052
Phone: 03 9345 5099
Emergency: 03 9345 5522 and ask for
haematologist on call
Fax: 03 9345 5099
Email: he.htc@rch.org.au

The Alfred

Ronald Sawers Haemophilia Centre

1st Floor, South Block, Commercial Road,
Melbourne VIC 3004

Phone: 03 9076 2178

Emergency: 03 9076 2000 (switchboard)
Fax: 03 9076 3021

Email: haemophilia@alfred.org.au
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Western Australia  Perth Children’s Hospital
Paediatric and Adolescent Haemophilia
and Haemostasis Centre
ClinicH, Level 1,
Haematology and Oncology Ambulatory Care
15 Hospital Avenue, Nedlands WA 6009
Phone: 08 6456 0170 (Reception)
Haematology CNS (Monday-Friday, 8 am - 4pm)-
MB 0466 604 619
Emergency: Contact Haematology nurse
triage line 24/7
Email: PCH.HaematologyNurses@health.wa.gov.au

Fiona Stanley Hospital

The Haemophilia and Haemostasis Centre
Level 1 Cancer Centre,

102-118 Murdoch Drive, Murdoch WA 6150
Phone: 08 6152 6527 (nurse)

08 6152 4137 (Centre)

Emergency: 08 6152 2222

Fax: 08 6152 4081

Email: fsh.h&htc@health.wa.gov.au

Hollywood Hospital

Haemophilia Treatment Centre

Monash Avenue, Nedlands WA 6009
Nurses Hotline 8am-4pm Monday- Friday -
Phone: 0429 445 121

Emergency: 08 9364 6000

Fax: 089389 8470

Email: webzells@ramsayhealth.com.au
HTC.HPH@ramsayhealth.com.au
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Haemophilia Foundations

Australia (National)  Haemophilia Foundation Australia
PO Box 2097, Burwood VIC 3125
Phone: 03 9885 7800
Email: hfaust@haemophilia.org.au
Web: www.haemophilia.org.au

Australian Capital Territory  Haemophilia Foundation ACT
PO Box 331, Mawson ACT 2607
Email: president@hfact.org.au
Web: www.hfact.org.au

New South Wales  Haemophilia Foundation
New South Wales
PO Box 631, Broadway NSW 2007
Mob: 0470 637 928
Email: coordinator@hfnsw.org.au
Web: www.hfnsw.org.au

Northern Territory  Contact Haemophilia Foundation
Australia for information
Phone: 03 9885 7800
Email: hfaust@haemophilia.org.au

Queensland  Haemophilia Foundation Queensland
PO Box 5254, Brendale QLD 4500
Phone: 0419 706 056
Email: info@hfg.org.au
Web: www.hfg.org.au
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South Australia

Tasmania

Victoria

Western Australia

CHAPTER 7

Contact Haemophilia Foundation
Australia for information

Phone: 03 9885 7800

Email: hfaust@haemophilia.org.au

Haemophilia Foundation Tasmania
PO Box 184 Sandy Bay TAS 7006
Mobile: 0431 344 575

Email: haem_tas@yahoo.com.au

Web: www.hft.org.au

Haemophilia Foundation Victoria
PO Box 2046, Burwood VIC 3125
Phone: 0493 107 306

Email: info@hfv.org.au

Web: www.hfv.org.au

Haemophilia Foundation
Western Australia

City West Lotteries House,

2 Delhi Street, West Perth WA 6005
Phone: 08 9420 7294

Email: office@hfwa.org

Web: www.hfwa.org
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Glossary

ABDR: The Australian Bleeding Disorders Registry (ABDR) is the system used
by Haemophilia Treatment Centres around Australia for the clinical care of
their patients.

Antibody: A protein which is produced by the body's immune system in response
to and to defend against substances that the body recognises as foreign.
Antibodies to clotting factor concentrates that occur in people with haemophilia
are called inhibitors. A small number of people can develop anti-drug antibodies
to non-factor therapies that cause the treatment not to work as well.

Arthritis: Inflammation of a joint causing pain and stiffness. Problems related
to arthritis include inflammation of the synovial lining (the membrane that
lines joints such as elbows and knees), and damage to joint cartilage (the
tissue that covers the ends of bones, enabling them to move against each
another). In haemophilia, arthritis is caused by repeated bleeding into the
joint cavity.

Blood clot: The jelly-like mass that results when blood platelets and fibrin
mesh to seal a leaking blood vessel.

Carrier: A person who has a certain genetic alteration in his or her genetic
make-up but typically has no symptoms; the genetic alteration can be passed
to offspring. However, 'haemophilia carriers’ are all females who have an X
chromosome where there is a mutation in the factor VIII (8) or factor IX (9)
gene. Approximately 20-30% of haemophilia carriers have symptoms and
may have the medical condition haemophilia. Their sons and daughters may
inherit this gene alteration from them.

Central venous line (CVL): Also known as a central venous catheter. It is a
long, thin, soft tube that is inserted into a large vein leading to the heart. In
haemophilia it is used to give regular doses of factor replacement therapy
over a long period of time, usually a few weeks or more, to protect the small
veins in arms and legs. It makes it easier, quicker and less painful to give small
children their clotting factor replacement therapy.
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Christmas Disease: Another name for haemophilia B or factor I1X (9)
deficiency. It was named after Stephen Christmas, the first patient with
haemophilia B described in medical journals.

Chromosome: The part of a cell in the body that contains the genes. Genes
determine some individual characteristics of a human, such as the colour of
a person’s eyes.

Chronic health condition: A health condition that persists for a long time.
Haemophilia is often described as a chronic health condition because a
person has haemophilia for their lifetime.

Classical haemophilia: Another term for haemophilia A or factor VIII (8)
deficiency.

Clotting: The process to stop bleeding when a blood vessel is injured and
begins to leak blood. This process is also known as coagulation. One part of
the process is a chain reaction with clotting factor proteins, where they link to
form a chain called fibrin at the site of a break in the blood vessel wall. The
fibrin chain becomes a plug to seal the blood vessel. In haemophilia the body
does not produce enough clotting factor VIII (8) or IX (9) for the fibrin plug to
form properly and blood continues to ooze, delaying healing.

Clotting factor concentrate: A condensed, powdered preparation of clotting
proteins, which is dissolved in sterile water and then infused (injected) to
correct a bleeding disorder such as haemophilia. These concentrates can be
manufactured by recombinant technology to make a synthetic product or
from human plasma. There are concentrates to correct deficiencies in

factors I, I, VII, VIII, IX, X, XI, Xlll and von Willebrand factor. Factor VIl or
factor IX concentrates are used to treat haemophilia. See clotting factor
replacement therapy.

Clotting factor replacement therapy: A treatment for haemophilia to stop
or prevent bleeding. The person with haemophilia is given an injection
containing (or infused with) the blood clotting factor product required.
See clotting factor concentrate.

Coagulation: The process of blood clotting. See clotting.
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Comprehensive care: Care that covers all aspects of one's wellbeing and
health, including mental, emotional and physical care. Comprehensive

care for haemophilia involves a specialist team with experience in bleeding
disorders, with key elements of diagnostic services, factor replacement therapy,
rehabilitation and physiotherapy, and psychosocial support.

Counsellor: A health professional who is trained to help their clients talk
about their problems, understand them, and make positive changes in their
lives. They do not tell their clients what to do, but help them to make their own
decisions. They provide confidential support.

Factor: A blood plasma protein that is an agent in the clotting process.

Factor VIII (8): A protein in the blood that is essential for clotting. Factor VIII
levels are low in a person with haemophilia A.

Factor IX (9): A protein in the blood that is essential for clotting. Factor IX
levels are low in a person with haemophilia B.

Gene: Tiny structures of DNA that give the directions for forming the body,
including individual characteristics such as the colour of a person'’s hair or
eyes. Genes are the basic unit in heredity and are passed down from parent
to child through the generations. Genes are located on chromosomes.
Haemophilia is caused by an alteration in the factor VIl or factor IX gene.

Gene alteration: A change (mutation) that alters the directions carried by

a gene, and sometimes produces a new characteristic or trait not found in
either parent. This change in the hereditary unit is permanent. In haemophilia
there is an alteration in the factor VIl or factor IX gene resulting in low levels
of factor VIl or factor IX in the body. This can cause bleeding to continue for
longer than normal.

Gene therapy: A treatment designed to fix or replace genes that don't work
properly. Currently most gene therapy for haemophilia uses gene transfer,
where a copy of a normally functioning gene is inserted into a patient’s cells
so that the body will reproduce the normally functioning gene. In haemophilia
this is a normal copy of either the factor VIll gene or the factor IX gene,
whichever gene is currently not functioning properly in the patient.
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Genetic testing: Laboratory tests that in most cases can identify the specific
factor VIl or IX gene mutation in an individual with haemophilia or a
haemophilia carrier. This type of test can also be used for prenatal diagnosis
to determine whether or not a fetus has the genetic mutation.

Haemophilia: A chronic, genetic blood disorder characterised by a bleeding
tendency where bleeding continues for longer than normal. Most bleeding
episodes are internal, into the joints, muscles or organs. It is caused by a
mutation in a protein (factor VIII or factor IX) needed for blood clotting. This
causes the body to produce little or no factor VIl or factor IX.

Haemophilia A: A type of haemophilia caused by low levels of factor VIII (8).
This is also called classical haemophilia and factor VIII deficiency.

Haemophilia B: A type of haemophilia caused by low levels of factor IX (9).
This is also called Christmas disease and factor IX deficiency.

Haemophilia nurse: A nurse who is in a dedicated role to provide nursing
care to people with bleeding disorders as part of the team at the Haemophilia
Treatment Centre.

Haemophilia Treatment Centre (HTC): A designated medical centre staffed by
a team of health professionals who specialise in bleeding disorders. The team
will typically include specialist doctors (haematologists), nurses, physiotherapists
and psychosocial workers and access to specialist laboratory services. The Centre
co-ordinates and often provides specialist diagnosis, treatment, support and
information to people with haemophilia and their families.

Haematologist: A doctor with specialist qualifications to manage blood diseases.
These doctors provide explanations and guidance and will recommend the
treatment that is appropriate for your child. They will review your child regularly,
monitor their progress and adjust your child’s treatment accordingly.

Hereditary: Passed in the genes from parent to offspring; the basic unit of
heredity is the gene.

Infusion: In haemophilia this is usually referring to the injection of a clotting
factor treatment product into the bloodstream via a vein to help stop or
prevent bleeding.
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Inherited platelet disorders: Platelet function disorders are conditions where
platelets don't work the way they should, resulting in a tendency to bleed

or bruise. Inherited platelet disorders include Bernard-Soulier syndrome,
Glanzmann thrombasthenia and storage pool deficiencies.

Inhibitors: Antibodies produced by the body’s immune system in response
to clotting factor replacement therapy that is being used to treat or
prevent bleeds. These antibodies are produced when the body’s immune
system recognises the treatment product as ‘foreign’. Inhibitors reduce the
effectiveness of the treatment.

Joint: The place where two or more bones come together.

MedicAlert or SOS talisman: A medical identity bracelet or necklace which

is engraved with important information about a person’s health condition or
allergies for emergency situations. The intention is that this information will be
read by emergency medical staff, particularly in situations where the person
cannot speak for themselves.

MyABDR: A secure smartphone app and website for people with bleeding
disorders. It is used to record bleeds and treatments at home. MyABDR links
directly to the ABDR, which is the system used by Haemophilia Treatment
Centres for the clinical care of their patients.

Non-factor therapy: This type of treatment works differently to clotting factor
replacement therapy. It doesn't replace the missing factor VIII or factor IX

but supports the body to clot in other ways. Non-factor therapies are liquids
that are injected in very small amounts just under the skin, into the fat layer
(subcutaneously) with a thin needle. An example is emicizumab (Hemlibra®).

Physiotherapist: A health professional that assesses, diagnoses, treats,

and works to prevent disease and disability through physical means. In
haemophilia treatment and care, the physiotherapist plays an important role
in the prevention of long-term joint and muscle damage.

Plasma: The pale yellow fluid part of blood that contains proteins such as
clotting factors.
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Plasma-derived factor concentrate: Plasma-derived factor concentrate is a
clotting factor replacement therapy manufactured from the plasma in human

blood.

Platelets: Very small cells circulating in the blood, which stick to and spread
on the walls of damaged blood vessels to promote blood clotting.

Port: A device surgically implanted under the skin in the chest wall to give
easier access to a vein and to protect veins from continued needle sticks. It is
a temporary device that makes infusing clotting factor replacement therapy
easier and quicker in children. A port may also be referred to as an implanted
central venous access device (CVAD) or an infusaport.

PRICER: The Protection, Rest, Ice, Compression, Elevation, Referral (PRICER)
treatment method is a form of immediate treatment used to prevent a
bleed from developing, prevent further bleeding, reduce swelling and
speed up recovery.

Prophylaxis: Having clotting factor replacement therapy or non-factor therapy
on a regular basis. The intention is to keep factor levels at a sufficient level so
as to prevent most, if not all, bleeds.

Psychosocial worker: A broad term used to describe a psychologist, social
worker or counsellor. In haemophilia psychosocial workers have an important
role in providing or co-ordinating counselling and support for people with
haemophilia, their partner and family.

Psychologist: A health professional who specialises in the science of how
people feel, behave and react. They provide help with issues related to the
mental health and wellbeing of people.

Rare clotting factor deficiencies: These are bleeding disorders other than
haemophilia and von Willebrand disease (VWD) caused when a particular
factor or protein in the blood that helps blood to clot is lower than normal,
missing or doesn’t work properly. They include factor | (fibrinogen), Il
(prothrombin), V, VII, X, XI, XlII deficiencies and combined factor V and factor
VIl deficiency.
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Recombinant factor: Synthetic factor concentrate made in a laboratory
by genetic engineering. It contains little or no material from human blood
or animals.

Social worker: A health professional who works with people so they can
manage life’s challenges. Social workers can provide their clients with
practical support, counselling, information and emotional support.

Spontaneous bleed: Bleeds that appear to happen for no obvious reason.
This means that there is no specific identified injury that caused this bleed to
occur. Sometimes, on reflection, parents or children can identify an activity
that may have contributed to the bleed. Spontaneous bleeds are more
common in people with severe haemophilia and occur less often in people
with moderate haemophilia. They are uncommon in mild haemophilia.

Synovial fluid: The thick, sticky fluid produced in the spaces between certain
joints to reduce friction and help joints to move smoothly.

Target joints: The joints where bleeds occur most often. A target joint is
defined as a joint that has had three or more bleeds without an apparent
cause within a six-month period.

Tolerisation: A treatment method for inhibitors where the person receives
high doses of factor product. Also known as immune tolerance induction (ITl).

Vein: Blood vessel which carries blood from any part of the body back
to the heart.

Von Willebrand disease (VWD): Another type of inherited bleeding
disorder. People with VWD have a problem with a protein in their blood
called von Willebrand factor (VWF) that helps control bleeding. They do not
have enough VWF or it doesn't work properly and it takes longer for blood
to clot and bleeding to stop. VWD is the most common bleeding disorder
worldwide. Also known as von Willebrand disorder.
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