Scoliosis:
know the facts

What is scoliosis?
Scoliosis is when the spine curves to the
side. It is not a disease. It just means that in
an often otherwise healthy person the spine
is curved or twisted. It is not infectious or
contagious. It does not develop because of
anything a person did or did not do.
Scoliosis can happen at any age. However,
the most common time is around age 10 to
15 to conincide with adolescence. In most
cases the cause is unknown. Sometimes
the scoliosis is due to a neuromuscular
condition, such as muscular dystrophy or
cerebral palsy. Scoliosis can also develop
as part of a syndrome, such as Marfan
syndrome.
Scoliosis can affect a person’s appearance
because when the spine bends to the side
it can also twist. This twisting can pull the
ribcage out of place. The ribcage can then
sometimes form a bulge on the back and
cause a shoulder blade to stick out. One hip
can be higher than the other.
Most patients with scoliosis should be
checked regularly by a scoliosis specialist.
At SAUK we have an up-to-date list of
scoliosis specialists.

How do I know if I or my
child have scoliosis?

There is a quick test you can do to check
for the possibility of scoliosis.
It is called the ‘Adams forward bend’ test.
The test is very easy to do and can be
done by a doctor or parent or guardian. If
a person with scoliosis bends forward from
the waist with their legs and arms straight,
the curve in the spine may be seen.
When viewed from the back, you may also
be able to see a clear bulge where the ribs
are. Other common signs of scoliosis are:
one shoulder blade sticking out more than
the other, a tendency to lean to one side, or

an uneven waist or hips.

What next?
If you think that you or your child has
scoliosis you will need to see a doctor
who will be able to check. If scoliosis is
diagnosed, it is important that you see
a scoliosis specialist. If you call or email
SAUK we can tell you who your nearest
specialists are. Scoliosis should be
checked regularly by a scoliosis specialist.

How we can help

Finding out that you or your child has scoliosis
can be a shock. Many people have never heard
of scoliosis and don’t have an understanding
of the effect it can have on lives. Having
scoliosis can leave people feeling isolated
and unsure where to turn.
SAUK is the only national support organisation
in the UK for people with scoliosis. We
provide advice and support to people who
are affected by scoliosis and raise awareness
about the condition. At SAUK we aim to be
there for people with scoliosis and those close
to them so that we can help to reduce feelings
of isolation, poor body image, inadequate
care, needless pain, worry, fear, and lack of
information.

Finding a specialist
If you are diagnosed with scoliosis it is
important that you see a specialist. SAUK can
tell you who your nearest scoliosis specialists
are.

Talking to others
SAUK’s membership network allows us to put
people with scoliosis and their families in touch
with others who have been through similar
experiences. Many members have found the
support and advice of other members to be a
great comfort.

Support SAUK

Advice and information

SAUK receives no Governement funding. If
you would like to support our work, please call
Through its Helpline, SAUK offers confidential or email fundraising: fundraising@sauk.org.
advice and support for people with scoliosis uk, 0208 964 5343
and their families.

www.sauk.org.uk

SAUK’s website provides up-to-date reliable
information and advice about scoliosis and
treatment options. We also hold patient
meetings, which allow people the opportunity
to hear from specialists and experts, get
answers to their questions, and talk to others
affected by scoliosis.

@ScoliosisUK
/ScoliosisAssociationUK
scoliosis_association_uk

Frequently asked
questions
Here is a selection of common questions we are asked by callers on our Helpline. If you need
other information or further advice please do not hesitate to call us on: 020 8964 1166 or e-mail:
info@sauk.org.uk

Why has this happened?
Unfortunately this is a really difficult question
to answer. In most cases the cause of
scoliosis is idiopathic, which means that
there is no known cause. In some cases
it does seem to run in families. Around a
quarter of people with scoliosis have a close
relative with a curvature of the spine.

I have just been diagnosed
with scoliosis, what is going
to happen now?
After diagnosis you should make sure that
you are seen by a scoliosis specialist. There
are around 30 scoliosis centres across the
UK and you can find your nearest specialist
by calling or emailing SAUK. You will need
to take the names of the specialists to your
GP, who will organise a referral. You will
then receive a letter in the post with your
appointment date and time.
At your first appointment with the specialist
you will be examined, X-rays will be taken,
and you will be told the Cobb angle. The
Cobb angle is measured in degrees, and will
tell you how big the curve is. The specialist
will then talk to you about your scoliosis
and possible treatments. It is important to
remember that every scoliosis is different
and there is no standard treatment so
consulting a specialist is essential.

In Scotland things are done in a slightly
different way. After diagnosis, you will be
referred to an orthopaedic surgeon, who will
assess you and organise the referral to the
national service if necessary. Please see the
web page on the Scottish service for more
information.

Could the scoliosis have
been prevented?
Scoliosis can only be prevented when it
is due to rickets or poliomyelitis, which
can both be treated. Happily both these
diseases are now very rare.
Scoliosis is not caused by bad posture,
carrying a heavy backpack, or anything the
child or parents did or did not do.

How can I encourage my
teenager to wear their
brace?
Encouraging a young person to wear a
brace can be very difficult. There will be
times when it feels hot and uncomfortable.
Brace-wearers often feel self-conscious and
different from their school friends. At SAUK
we believe that young people find it helpful
to speak to others who have been through
a similar experience. If you are a member
we can give you contact details of other
young people with scoliosis in your area. If

your child feels comfortable you could ask
your child’s school to have a talk or assembly
about scoliosis to raise awareness of the
condition, and increase understanding at
school. We can provide leaflets for the school
and advise about how to best support a child
with scoliosis.

How long does it take to
recover from scoliosis
(fusion) surgery?
Every person is different when it comes to
recovery. For young people, a usual hospital
stay is about a week after the operation,
but this time can vary depending on how
extensive the operation is.
Once at home, most patients would be able
to do basic things for themselves and be able
to go up and down the stairs but might need
some help. They can slowly build up their
activity levels as they recover.
The general guideline for going back to
school is around 6 weeks but some people
feel well enough to return sooner. Many
patients will be back to doing their normal
activities by around 6 months after the
operation. For some activities such as
football and other contact sports it will be
longer - usually around 9 months to a year
after the operation.
Check out our information sheets. https://
www.sauk.org.uk/scoliosis-information.

I have lots of questions,
what should I do?
Call us, we are here to help and support you.

0208 964 1166

Scoliosis can affect people at different points in their lives. It
can happen before birth (congenital), in babies and children
(early-onset), adolescents (adolescent idiopathic), and as
adults (degenerative or de novo).

Who is affected?
Babies and children
Scoliosis can develop before birth and
happens because the spine does not
develop properly in the womb. The spine is
made up of small bones called vertebrae.
Sometimes these vertebrae do not fully form.
One or more might not form at all. These
partly formed vertebrae will cause the spine
to grow unevenly once a baby is born.
Scoliosis can also develop in babies and
children between birth and the age of 10,
before puberty (early-onset scoliosis).
Usually, early onset scoliosis is idiopathic.
The word idiopathic means that there is no
known cause.
If a curve is spotted in a baby or child they
should be checked regularly by a scoliosis
specialist to see whether the curve is
increasing. Some children will have a curve
that will not get bigger but others will have
a curve that keeps on getting larger. Curves
can get bigger quickly so referral to see
a specialist should be made as soon as
possible.
The earlier that treatment is started for young
children with scoliosis the better because

the spine can be guided into more normal,
straighter growth.
Sometimes children can develop scoliosis
because of a neuromuscular condition
or as part of a syndrome (e.g., Marfan’s
syndrome).

Adolescents
Scoliosis is most common in this age group
(older than about 10 years) and is called
adolescent idiopathic scoliosis (AIS). AIS
affects more girls than boys.
Around 5 out of 6 people with AIS are female.
If you or your child has scoliosis it is important
to make sure that your GP arranges a
referral to a scoliosis specialist as soon as
possible. At your first appointment you will
be examined by the specialist, X-rays will be
taken, and you will be told the Cobb angle.
The Cobb angle is measured in degrees, and
will tell you how big the curve is.
The specialist will then talk to you about
your scoliosis and possible treatments. For
smaller curves the specialist will probably
want to start by checking you regularly to

see if the curve is increasing. For larger curves
treatment will probably be recommended. It is
important to remember that every scoliosis is
different and there is no standard treatment,
so getting the advice of a specialist is very
important.

Adults
Degenerative scoliosis occurs in adults for
two main reasons. First, scoliosis may have
started when the person was younger and
may have worsened or become arthritic as
they have got older.
The second degenerative type of scoliosis is
called de novo scoliosis, which starts after
40 years old and is thought to be caused by
arthritis or degeneration (gradual deterioration)
of the spine.
Degenerative scoliosis of both kinds can
happen because the spine gets weaker as
we age. Often, the discs and facet joints in
the vertebrae (small bones that make up the
spine) wear out causing the vertebrae to slip
out of place. The spine will then curve to one
side.
Discs are part of the spine. They sit between
the vertebrae and act as a kind of cushion.
Facet joints are small joints between each of
the vertebrae in your spine linking the bones
together.
Degenerative curves might get a bit bigger
each year. Surgery can still be an option for an
older person with scoliosis. However, because
the spines (and the patient) are older and the
bones are probably weaker it can be harder to
predict what the results of surgery will be.
There are treatments available to help manage
pain and improve mobility if surgery is not an
option.

Scoliosis:
The myths and the facts


Myth: Having scoliosis means that a child cannot
do sport or exercise. Fact: People should try to
keep fit and active to keep the back muscles
strong. Always check with a specialist about what
sports can be done before, during, and after
treatment.



Myth: Playing sports will make a scoliosis worse.
Fact: There is no evidence to support this
claim. Most studies support physical exercise
to strengthen the musces, prevent stiffness and
support overall health.



Myth: Having scoliosis means you will be unable
to have children or will have trouble with a normal
birth. Fact: Scoliosis has no effect on conception
and in most cases women have no problems with
pregnancy and labour.



Fact: Scoliosis cannot be prevented. It is not
caused by carrying heavy school bags or
anything a child or parent did or did not do. In
most cases scoliosis is idiopathic, - i.e. there is
no known cause.



Myth: Scoliosis will always require surgery. Fact:
In some cases surgery is the only option for large
curves at high risk of progression. 2-3% of the
population will have scoliosis and 10% of them
may require surgery. 50 degrees is the typical
indicator for surgery because the curve is at a
high risk of progressing into adulthood.



Scoliosis can worsen very quickly during
adolescence because the child is growing fast

at this time. Fact: As a parent you shouldn’t
blame yourself for not spotting the curvature
sooner. The child’s scoliosis will probably
have developed very quickly and can seem to
appear out of nowhere.


Fact: Just because you are diagnosed with
scoliosis does not mean you will need to have
an operation. If the curve is very big or growing
very quickly surgery might be recommended.
However, many people simply need to have
their spine checked regularly to make sure the
curve is not getting bigger.



Fact: With all surgery there are risks, and
with spinal surgery there is a small chance of
paralysis. The important thing to remember
is that paralysis happens very rarely. Your
specialist will weigh up the pros and cons. If
they think the risks are too great, they won’t
do the operation.



Myth: After surgery many people think that
they cannot take part in activities such as
horse riding, sky diving and contact sports.
Fact: Most patients will be able to do these
things after a time. However, it is important to
check with your specialist to make sure you
are back to full health before taking part in
such activities.



Fact: Having metalwork in your spine will not
necessarily set off the detection system at
airports.

www.sauk.org.uk
@ScoliosisUK
/ScoliosisAssociationUK
scoliosis_association_uk

Contact SAUK
020 8964 1166
info@sauk.org.uk

www.sauk.org.uk
@ScoliosisUK
/ScoliosisAssociationUK
scoliosis_association_uk
4 Ivebury Court 325 Latimer Road
London W10 6RA

Scoliosis: Know the Facts
Forth edition: 2019
Planned date of review: December 2022

Registered Charity No 1181463
©Scoliosis Association UK 2019
Designed by Claire Curley
Photography by Ayesha Jones
Printed in the UK by Impress Print Services Ltd

