
It is also very important that you ask any questions 
so that you don’t get too confused or frustrated 
about things that happen.

You might want to know more about your brother 
or sister’s condition.

Maybe you get cross sometimes because you 
feel that everyone tries to hide information to 
protect you. 

Sometimes you might try and guess what is going 
on with your brother or sister. This can make you 
feel even more worried and confused! 

Do you wish you had someone else to talk 
to or that you could spend more quality time with 
your mum, your dad or whoever looks after you on 
your own?

This fact sheet can help you to answer some of the 
questions that you might have and help you work 
towards making the things that you might find 
difficult that little bit easier.
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If you have a brother or sister with MPS, Fabry 
or a related disease, it can be hard sometimes.

You might love them very much, but there are times 
when you might feel sad, angry, upset or confused.

You might have lots of questions about why your 
brother or sister is poorly, why they can’t do a lot 
of the things that you and your friends can do. 
You might also wonder why they need to have 
certain medicines.

It is always important that you talk about your 
feelings, whether they are good or bad.

Information for

SIBLINGS



Why is my Brother or Sister Different To Me?
It can be very difficult to understand all the 
complicated words that your mum or dad and all 
the doctors and nurses use when they talk about 
your brother or sister and the MPS or related 
disease that they are affected with.

MPS, Fabry and related diseases are all very 
complicated and difficult to understand, even 
for grown ups!

Sometimes, not fully understanding what the 
problems are can be more frightening than actually 
knowing all about it.

It’s Good To Talk
Sometimes, when you have a brother or sister 
who is affected by MPS, Fabry or a related disease, 
it can be hard to talk to people about it. 

You may want to ask your mum, dad or carer 
about it but feel worried about upsetting them. 
But don’t feel that you should keep your worries 
to yourself. 

You should ask questions whenever you feel that 
you need to. 

As you grow up you will want to know more and 
more about the things that are going on around 
you.

Talking with your friends is also very important so 
that they know all about your brother and sister and 
what things happen because of their condition.

You might want to have your friends over to your 
house after school or at the weekend and school 
holidays so it is easier if they know what things are 
like at your house.

It is also important to feel like you can talk to your 
teachers at school. There might be days when 
you are more worried than normal about things 
at home which might make you feel like you can’t 
concentrate.  You might feel sad about things or 
grumpy if you haven’t slept very well as a result 
of your brother or sister being awake in the night 
because of their MPS. 

It is important to tell your teacher if you feel 
that you can’t concentrate on your school work. 
They should understand and help you in any way 
they can.

You could take one of our children’s booklets 
or some information from the MPS Society in to 
school for your teachers to read. Perhaps you could 
let your friends read these booklets too.

Sometimes other children at your school might be 
horrible to you about your brother or sister and it is 
important to tell your teacher, your mum, dad, 
or someone else you feel comfortable with about it 
whenever this happens.  Sometimes people can be 
horrible about things that they don’t understand.

Sometimes parents want to give explanations as 
to why you feel the way you do and they may want 
to fix things straight away because they love you 
and don’t want you to feel bad.  But sometimes it 
just feels good to say things just to get it all off your 
chest. Maybe you could say to your mum or dad 
that you just want them to listen.

Task: If you ask people to tell you all about 
your brother or sister’s condition it can be 
a lot of information to understand and to 
remember. 

It might also sound a little bit scary, so why 
not take some time on your own and write 
down all the things that you understand about 
your brother or sister’s condition. 

It doesn’t matter how long the list is or how 
detailed, it just has to reflect what you know 
and what you understand.

Once you are happy with what you have 
written, sit down with your mum, your dad, 
or someone you feel comfortable with and 
go through everything on your piece of paper 
step by step. You might be surprised at how 
well you understand things and how much 
better you feel when some of the things that 
were making you confused suddenly make 
a bit more sense.



Maybe you could have a talking stick which means 
that only the person holding the stick is allowed to 
speak so that they are heard without anyone else 
talking over them.

You might love your brother or sister very much 
but there may be times where you feel a little bit 
jealous of all the attention that they get from all the 
grown ups in your life. This is completely natural so 
try not to feel guilty. It is understandable and it’s OK.  

Try talking to someone you trust just to get all those 
feelings off your chest. There might even be times 
when you feel like your mum or dad is keeping secrets 
from you about your brother or sister. If this upsets you 
then tell them how it makes you feel.

Remember that it really is OK to feel bad sometimes 
but to always know that talking about how you feel 
can help so much!

Spending Time With Your Brother or Sister
Sometimes you might feel that you don’t get to 
spend a lot of time with your brother or sister 
because of everything that goes on around them 
so it is important to make the most of any time that 
you do have together.

When your brother or sister has to go to hospital for 
their treatment or to a clinic for a check up,, you could 
play games on the way to the hospital, at the hospital 
and on the way home?

Your brother or sister might feel that time goes very 
slowly when they have to go to hospital and you might 
feel that way too. Hospitals aren’t a lot of fun so why 
not think about how you can make the time go quicker.

As well as making up games maybe you can sing 
songs and do drawings together. Sometimes your 
brother or sister might have to have their medicine at 
home but you can play the same games that you would 
if you were at home to make the time go quicker. 

Getting Hurt
Sometimes children with an MPS or related disease 
get angry and frustrated.  Because they may not 
be able to use words to tell you how they feel, they 
might lash out physically by kicking or hitting.

This isn’t because they don’t love you or because 
they want to hurt you, it’s just the only way that they 
can express themselves sometimes. 

If your brother or sister has an MPS or related 
disease they may not understand that they are 
hurting you or that you might be a little bit nervous 
and upset about this when it happens.

You should talk to your mum, dad or someone that 
you can trust if this is something that is worrying you.

I Don’t Like It When People Stare
Sometimes you might feel embarrassed when you 
are out with your brother or sister and people stare!  
It might make you feel a little bit uncomfortable. 
You may have been told to just ignore these people, 
but sometimes that is easier said than done!

If people start to stare try to remember that people 
look because they don’t understand. Sometimes 
people take notice because they care or because 
they may want to offer their help. Sometimes 
people can be very caring and nice but sometimes 
people can be rude and very unhelpful. It is 
important to remember that it is normal for you to 
feel unhappy about this. You may love your brother 
or sister a lot but sometimes there will be situations 
that make you feel uncomfortable. Make sure 
you tell your mum, your dad or someone you feel 
comfortable with, for example a teacher or a friend’s 
mum,  how you are feeling. 

Task: Get a pen and paper and write down 
ten things that you wish that you could do 
with your mum or dad on your own.  It could 
be a shopping trip, playing a sport like tennis, 
football or swimming or you might want to go 
to the cinema. Whatever it is that you think 
you would enjoy, let them know. May be some 
time could be set aside to do these things?

You could get a calendar and set aside an 
hour once a week to chat to your mum and 
dad or guardian all about you.  You can tell 
them what’s going on at school and with your 
friends? You could also mark down special 
days over the coming weeks and months to 
have a Special Day with your mum, your dad 
or another member of your family.



Time For Friends
It is understandable that you might feel that you 
are growing up quicker than some of your friends 
because of your situation at home.

When you have a brother or sister that needs 
to be looked after you may find that you feel 
a responsibility to help with this.

Sometimes you may feel the need to escape and 
just have some time to be with your friends.  It is 
very important to try and see your friends when 
you can and to have fun!

Sometimes things at home might be very difficult 
which can make you feel a bit down, so having the 
opportunity to have a bit of a break from it all is 
very important.

Feeling Guilty
All brothers and sisters get annoyed with one another. 
They fight, they argue and they get on each others’ 
nerves, no matter how much they love each other.

But when you have a brother or sister with MPS, 
Fabry or a related disease, these normal feelings 
of frustration can sometimes make you feel guilty.  

You might feel guilty for having all sorts of feelings. 
Maybe you get cross about a family event being 
cancelled because your brother or sister is too 
poorly. You might be cross that your brother or 
sister has had a lot of attention from someone you 
are close to or you may be cross because you can’t 
get a good night’s sleep.  

It’s important to know that the feelings that you 
have are normal and understandable.  

The Future
It might be a little bit frightening thinking about the 
future when your brother or sister has MPS, Fabry 
or a related disease. Your mum, dad or carer may 
have said that one day your brother or sister will 
become more and more poorly as time goes on.

Knowing that your brother or sister may not be with 
you forever is a very difficult thing to understand. 
The idea of this may make you feel angry, confused 
and a little bit scared.

Sometimes you might feel worried about talking to 
your mum or dad about this subject as you may be 
scared that you will upset them, but it is important 
to talk about anything and for you to ask questions 
if there is anything that you don’t understand. 

Making Memories
There are lots of ways that you can make sure you 
save the memories that you make with your brother 
or sister.  It will always be lovely to be able to sit 
quietly and look back at the special times that you 
have had together.

You could get a big cardboard box and turn it into 
your Memory Box. Use it to keep everything safe 
and fill it with lots of lovely things.

One thing you can keep safe in your memory 
box is a scrap book that you can add to whenever 
something special happens. You could stick in 
things like train tickets, pictures, photos of holidays, 
special trips, birthdays etc.

You could also include tickets that you have used to 
get into theme parks, the cinema or the theatre as 
well as photographs of you and your brother 
or sister on the day.

Task:  Sometimes when we try and explain 
things to people our words don’t come out 
quite right, especially when it is about things 
that you are worried about! So, get a pen 
and paper and write down everything that’s 
worrying you about the future.

Sometimes keeping a diary helps. Just writing 
things down can sometimes help you feel 
better because it helps you to recognise your 
feelings rather than having them buzzing 
around in your mind. Having all of your 
worries on paper may also help you when you 
want to talk to people about how you feel.  

If something has happened to make you 
worried or upset, write down what has 
happened, how it has made you feel and why. 



Another way to keep your memories safe is by 
putting all your photos into an album or by making 
a collage of photos and putting that into a frame 
to hang on your wall.

You could keep a diary and write in it every day 
or just when you spend time with your brother or 
sister.  You could write in it whenever your brother 
or sister do or say something funny or when 
something lovely happens. 

When time passes it is very easy to forget the little 
things that have happened that have made you 
smile, so imagine how good it would be to be able 
to sit down and read through all the things that you 
have written, especially when you’re feeling a little 
bit sad.

Making Friends With Others Who Have a 
Sibling With MPS or a Related Disease
There might be different people that you can talk 
to about how you feel but sometimes it is nice to 
speak with people who also have a brother or sister 
with an MPS or related disease. It might be nice to 
share stories and experiences with someone who 
can relate to what your life is like.

The MPS Society has something called a Befriender 
Scheme. This means that you or your mum, dad 
or carer can contact us and ask if we can find 
someone who is in a similar situation and that has 
a brother or sister that suffers with a similar MPS or 
related disease. Even if this person lives a long way 
away from you, you could become a pen pal and 
write to them.

If this is something that you think might be good 
then why not sit down with your mum, your dad 
or whoever looks after you and tell them about it. 

They can then ask the MPS Society to try and find 
someone who you could email or write letters to.
Sometimes the MPS Society arranges trips away 
for children that have a brother or sister affected by 
an MPS or a related diseases. Ask your mum or dad 
if you can join us on the next trip. 

Keep an eye out for information on our next 
Siblings Event by checking the MPS website: 
www.mpssociety.org.uk

We will also send you some information 
in the post so keep an eye out for a letter or 
information in our MPS Magazine from us.

Here are two of 
the photos from 
one of our MPS 
sibling activity 

breaks



My name is Eliza and I have a brother called Isaac. 
Isaac has Hurler’s and he had a Bone Marrow 
Transplant when he was younger. He is a real 
chatterbox. He never stops talking!

Having Hurler’s means that his brain and his body 
do not work the same as mine. 

Isaac is funny at times. He makes up words and 
says stuff that makes me laugh like ‘Bimboo’, 
‘you’re a Harry Potter house’ and ‘Arooham’. Isaac 
is also very loud and shouts sometimes. He also 
mumbles to himself. 

Isaac has had about 40 operations. This means 
that I have spent a lot of time at Manchester 
Children’s Hospital and have to help look after him. 

Isaac used to go to hospital to have his medicine 
but now we do it at home which means that we 
don’t have to go as often as we used to. 

Isaac always talks to people anywhere 
and everywhere we go, especially in the 
supermarket, and sometimes it takes ages to do 
the shopping because he is talking to people. 

Once we went to meet Prince Charles and Isaac 
asked him if he wears make-up, which made me 
really laugh. 

Isaac gets a lot of attention from people and this 
can be a bit annoying sometimes. I really don’t like it 
when people stare at us because Isaac is being a bit 
mad, but it can be funny as well. 

Isaac has lots of friends and we do lots of things as 
a family, but there are some things Isaac can’t do so 
we have to split up and one of us go with Daddy to 
do something and one of us go with Mummy to do 
something else. We are a happy family. Being Isaac’s 
sister is hard sometimes but it also can be very nice 
and funny.

Written by Eliza. 
Her brother Isaac has Hurler’s.

Eliza’s Story
Eliza and her 
brother Isaac

Isaac and his mum 
meeting Prince Charles



My Name is Zain and I go to my local Junior School.

It is the best school ever! When I am at school I play 
“Thomas and Friends” with my friends Anjevan and 
Thavinan. They are both eight years old. 

Sometimes we make up trains and their names and 
sometimes we just pretend to be like real steam or 
diesel engines.

Anjevan sits in front of me on my table and 
Thavinan is on the table behind me.

I have one after school club where I play chess. 
I really like Chess club because it is very exciting 
and fun. My favourite things are playing with my 
best friends and my toy train. 

I have a younger brother who is called Haris and 
a younger sister who is called Ana.

My sister Ana is five years old and is special needs. 
She is hyperactive, determined and is a bit of a 
copycat. She broke my electric train! She also gets 
excited when we go on family walks.

Ana likes to watch television and dancing to some 
music. She loves to eat biscuits and we both like to 
eat pizza and chips together on Fridays.

Ana also likes playing with a ball in the park and 
bouncing on the bed. Ana goes to a special needs 
school and we help her by using sign language.

Before my brother Haris was born, when we 
used to visit our family, we would stay in 
a hotel. I really like going there and so does Ana. 

I like having breakfast there and my mum likes 
watching the weather while we eat our Rice Crispies. 
My Dad normally has his breakfast first and brings 
back Ana’s Coco Pops.  Me and my mum go up 
next. Since Haris has been born we don’t stay there 
but we did stay at my Granddad and Grandma’s 
house.

When I grow up I want to be a train driver. 
If Ana could talk I think she would say that she 
would like to be a doctor because she is always 
playing with a stethoscope.

In the Easter Holidays I went to Shooting Stars 
House on an MPS Siblings Day. Ana thought that 
she was going and got all excited. 

When she found out that it was just me that was 
going she started crying! But she got to go the 
next day.

Zain’s Story
Written by Zain. His little sister Ana 
has MPS IIIB, Sanfilippo.

Zain with little brother 
Haris and sister Ana



Further resources and sources of support

The MPS Society
The MPS Society produces a range of publications 
for children. These can be ordered online from the 
MPS website www.mpssociety.org.uk or by phoning 
the MPS office on 0345 389 9901.

Sibs
Meadowfield
Oxenhope, West Yorkshire, BD22 9JD

Tel: 01535 645 453
Email: info@sibs.org.uk
Website: www.sibs.org.uk

Sibs is the UK charity for people who grow up with 
a disabled brother or sister. They support siblings 
who are growing up with or who have grown up 
with a brother or sister with any disability, long term 
chronic illness, or life limiting condition. 

Siblings have specific needs that require attention 
at different stages of their lives, including relief of 
isolation, information, and strategies for coping with 
the situations they find themselves in. 

Sibs aims is to enhance the lives of siblings by 
providing them with information and support, 
and by influencing service provision for siblings 
throughout the UK. Their long term vision is that 
each local authority in the UK will have a dedicated 
sibling service, providing sibling groups and one to 
one support for children who are siblings.

Local Hospices
These provide support to the whole family giving 
vital respite to parents and carers and enabling 
the family to spend quality time together. A list 
of hospices is available from the MPS Society’s 
website www.mpssociety.org.uk

Further information
For more information, please contact 
the MPS Advocacy Team by email at 
advocacy@mpssociety.org.uk 
or by phone 
on 0345 389 9901.

If you have found this factsheet helpful,
please consider making a donation 
to support our work.
www.mpssociety.org.uk
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