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FINDING OUT YOUR CHILD HAS JUVENILE IDIOPATHIC ARTHRITIS (JIA).







JUYENILE IDIOPATHIC
ARTHRITIS

HOW DID MY CHILD GET THIS DISEASE?

The causes of arthritis in children are unknown. Research suggests tF
some types of JIA, genetics may be involved. However, these conditions
not regarded as hereditary. So if you have one child with arthritis, it do
mean that your other children will also have arthritis. It also does not
that your child's children will develop JIA.

Another theory is that some form of infection may trigger the start of JIA.
Dietary and emotional factors do not appear to play a role in the
development of JIA. JIA cannot be spread from one child to another,
Itis not infectious.

ARTHRITIS IN CHILDREN IS AN AUTOIMMUNE ILLNESS.
While the cause is still unknown, there is nothing you could have done to p

What we know is that JIA is an autoimmune illness where, for unknown
the immune system becomes confused and attacks normal healthy cells
body rather than invading foreign bodies
such as bacteria or viruses.

The cells the immune
systems attacks (called
connective tissue) are
those that make up the
lining of the joints
{synovium).



no single test to diagnose JIA. Instead, it involves a number
These include:
ing a detailed medical history of the child and their

ically related family members (where possible)

atory tests (eg. Blood and urine)
tests such as x-rays of the joints

doctor look for changes to your child's symptoms over a time period.

{ EUspaclad your child should be referred to a Rheumatologist (ideally
ist in paediatric arthritis) who would confirm the diagnosis and then
tment. Reaching a diagnosis can take time, and the ‘waiting period’
2ry frustrating. This is understandable, but it is important to keep on
process until the diagnosis is made. The rheumatologist can then
ure that your child receives the best treatment to manage the

s and reduce the potential damage caused by JIA.

nber, if you feel it is needed, you can seek a second opinion
g your GP for another referral.



IS JIA CURABLE?

With appropriate management, most children with JIA will grow up
without any lasting effects of their arthritis. However, it is not possible
to determine who will or will not ‘grow out’ of their arthritis. For this
reason, good medical care is vital for all children with any form of JIA.

Good overall care, both during and between flares, can minimize the
effects of iliness and help keep lives as ‘normal’ as possible, now and
in the future.

The outlook for children with JIA is usually very positive. The good
news is that most children with JIA will not have active symploms hy
the time they become adulls.

EVERY RESPONSE IS DIFFERENT

Each child has a slightly different illness that may respond differently
to treatment. It is difficult to know how the arthritis will specifically
affect your child. However, the treatments for JIA are constantly
improving. There is still no cure for JIA, but for many children,
treatment can cause the symptoms to disappear for a long period,

if not forever. This is called remission.

For most children with JIA, the effects of their illness can be reduced ic
the point where they go on to a healthy adult life. For some, JIAcan
cause longer term problems, especially if they do not receive the rigl'tl
care for their joints and muscles. There is no way to predict which
outcome your child will have. Some forms of JIA have a greater
chance of permanent remission. Your child’s rheumatologist can give
you more information about this.




R0ZEN' JOINTS AND OSTEOPOROSIS

iritis affected joints that are not kept mobile can stiffen into abnormal
ons and then will no longer work properly. This can also lead to

nt damage and severely restrict your child's ability to do most normal
‘activities for the rest of their life.

: ldren who have JIA are also more likely to experience a thinning of
eir bones as they get older. This is a condition called osleoporosis
d it results in the bones being susceptible to breaking or fracturing.

e is different and what works for one child may not work for
ther. Over time you will learn to understand how your child’s JIA
cts them and the non-verbal indiclors of how they are feeling.

all number of children with JIA may need to continue taking the
nes to control their arthritis into adulthood. Some may also
ed to have surgery if the damage to their joinls becomes too severe
restrictive. This may include joint replacements, joint fusions, the
nment or reconstruction of damaged joints and surgery to
elease joints that have “frozen”. Your child's

eumatologist can give you more

rmation about this.




WHAT ARE THE NEXT STEPS AFTER DIAGNOSIS?

MEDICAL TESTS

At some point, your child will be asked to have a number of tests as part
of the diagnosis or management of the arthritis. There is nothing to be
alarmed aboul, these are routine. Some of the more common tests include:

® FBC - Full Blood Count. A blood test to check for anything
abnormal that might be important in managing the iliness.

® RF - Rheumatoid Factor. An antibody detected by a blood
test. This is an indicator of the kind of JIA your child has.

® ESR - Erythrocyte Sedimentation Rate. A blood test
that detects how much inflammation there is in the body.

® CRP - C-Reactive Protein. This is also a test that detects
inflammation.

® ANA - Ant-Nuclear Antibody. This test is used to do two
things. It helps identify the type of arthritis your child has and
it is an important indicator for your child's risk of developing
eye problems.

® X-Ray — Takes pictures of your child's joints to see how
they change with fime.

#® MRI OR CT SCANS. They do much the same
as X-ray but in greater detail. They can
also show changes in non-bone
structures around the joints (like
ligaments and tendons).

® HLA-B27 - A blood test that helps
determine the type of arthritis
that your child may have.

GOING TO HOSPITAL

Children with JIA may need to go into hospital from time to time. Your
child’s rheumatologist usually suggests this when special care is needed;
it is not likely to be due to an emergency.

The management of JIA is a team approach. Take guidance from
all members of the team to make the best decisions for your child.



MANAGEMENT AND TREATMENT OPTIONS

There are many different treatments available for JIA. What works for
one child may not work for another. Finding the right treatment for your
child can involve a process of trial and error. While this can be frustrating
for all involved, it is important that you stick with the process to ensure your
child gets the best possible treatment for their particular type of arthritis.

This process may need to be repeated if your child experiences a progression
of the illness, a flare-up or just because their body has become use to a
certain medicine and it no longer works as well as it did. Ultimate goals
include putting the iliness into remission and giving your child the greatest
chance of entering adulthood with as little joint damage as possible.

The aim of any JIA treatment or management plan is to;

® Reduce the symploms (such as stiffness, pain and inflammation).
® Enable your child to lead the most normal life possible.

® Slow or stop the progression of the illness.

THE TEAM APPROACH

To achieve the best possible outcome, the management of your child's
arthritis will involve a team effort. This team may include:

S

The make-up of your child's
team will depend on the
type of JIA, how active
the disease is, what
joints are involved,

and how the iliness

is impacting on your
child's well being.

Your child's
rheumatologist

will usually coordinate
this team, but other leam
members may also
recommend specialists
or healthcare professionals
that they feel would help your child.



THE IMPORTANCE OF EXERCISE AND PLAY

Exercise is important for good health in all children,
including those with JIA. However, the wrong
exercises can resull in increased pain, and cause
further joint damage. Your child's doctors and
therapists can advise you on suitable exercises,
Swimming can be excellent as the buoyancy provided by the
most of the weight off the painful joints, and allows greater
movement. Swimming can improve muscle strength and joint
Added to this, in water your child doesn't feel as if they are exe
fun and they can do it with friends and family. Warm water pools or s
are best as the warm water also helps the muscles relax.

Overall, your child should be encouraged to live their life as norr
possible. This helps increase their self-esteem and feelings of co
their iliness. Bad experiences do not always mean that you shoulc
parficular activities. Talking with your child about possible cha '
recommended. This shared decision making adds to the child
control over the disease and their commitment to the path ahead
eventual goal is to teach the child to manage their own iliness,

THE IMPORTANCE OF RES

JIA can cause tiredness
important that your chi
including a good night's
maybe a rest period d

Rest does nol necess
lying in bed. Resl
to music, reading
a picture or an:




icines play a major role in the management of JIA. Some are tablets
mouth, while others are given as an injection. In some cases this
‘may be directly into the joint. Medicines are a major part of the
‘of JIA and your child may need to take more than one type

PTION MEDICINES

dicines will need to be prescribed by your child's doctor. But

uch as simple pain relievers, may be purchased at a pharmacy
arke (‘ouer-the-munter'},

es used to treat JIA aim to:
slow the progression of the iliness
inflammation
' pain

: other symptoms of the disease
n the maintenance of your child's 'normal’ growth.

I you may feel anxious about the prospect of your child taking
licines. This is natural and understandable. Your child may not
e these medicines either, particularly when their symptoms improve.
many of the medicines used today not only reduce the symptoms

ow the progress of the illness. For these medicines to be effective,
rtant they are taken exactly as your child’s doctor prescribes. Many
to continue even when the child's symptoms improve so that
the improvement and also lessen the risk of damage to the joints.

edicines, they can have side effects. These are usually easily
While your child is on these medicines, the doctors will be
iching for any of these side effects. To make sure that any
oblems are detected and rectified as early as possible, your
iy need to have regular tests, such as blood tests.

Id always tell your child's doctor about any new symptoms or
your child as well as anything else that concerns you.

t € s medicines used today not only reduce the
 but also slow the progress of the illness.
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NON-PRESCRIPTION MEDICINES

Some medicines can interact with other medicines. ILi
that you tell each doctor or health care professional that you
sees about each and every medicine they are taking,
medicine is not being used to treat JIA. This also include
medicine that is available without prescription, such as ‘o
counter’ pharmacy medicines, natural, herbal and com|
medicines. All medicines have benefits as well as side
but without medicines, permanent joint damage and a
prognosis is more likely.

Until recently, the medicines that have been available to
have been limited. However, new medicines are now b
developed so that doctors have a much larger choice.
vary greatly from child to child, the larger number of avai
medicines means that doctors are now better able to m
child’s specific symptoms over time. The downside is the
take longer to find the best medicines for your child.

The type of medicine(s) recommended for your child will
depend on a number of factors including the: '

® Type of JIA
® Severity of the illness
® Child's ability to tolerate the medicine



:i I:-EUHHDN TYPES OF MEDICINES USED TO TREAT JIA
N RELIEVERS (ANALGESICS)

cs are medicines that can relieve mild to severe pain by
pain signals from being sent to the brain or by preventing
in from receiving or working out what these signals mean.
ipically take effect within ¥ to 1 hour of taking the dose.

sse usually provides relief for between 4 and 6 hours.

These medicines do not
reduce the inflammation
present in JIA,

sics for milder pain are available as non-prescription (over
nter) brands. In the case of severe pain, your doctor will

a pain relief medicine. Your doctor can also advise you
nalgesic medicines are appropriate for your child. Analgesics
rally well tolerated and can be used for longer periods as
they are taken as directed on the pack or by the doctor.

ay also be caused by the inflammation itself. A group of
es called non-steroidal anti-inflammatory drugs (NSAIDs)
very effective in reducing this form of inflammatory pain.
group of medicines should only be used in children when
ended by your child's doctor. You also need to be careful
and flu medicines you give your child as many of these
yntain an analgesic or a NSAID medicine.



NON-STEROIDAL ANTI-INFLAMMATORY DRUGS (NS ID

NSAIDs are a widely prescribed group of medicines for JI2
can have significant advantages over analgesics beca
relieve both the inflammation and consequently the pain
joint. However NSAIDs do not slow the progression of
reduce the risk of joint damage.

As everybody reacts differently to medicines, your child m:
to switch to a different NSAID to find the one that best cc
symptoms with the least side effects. Your doctor or phz
can advise you on how these medicines may affect your

DISEASE MODIFYING ANTI-RHEUMATIC DRUGS (DMARDS

DMARDs can slow or inhibit the progression of JIA. Altho
researchers don't fully understand how some DMARDS w
they believe that they hinder the immune system’s attack
joint tissues, which in tumn may slow the destruction of joints.

DMARDSs are often used as an initial treatment for JIA = in
combination with an NSAID. Like NSAIDs, the DMARDs

stop pain mechanisms, but they do act against the unde
inflammation — and so indirectly reduce the levels of pain.

These medicines can take some time to have an effect an
child's pain and inflammation. It can take several weeks fo
to reach their maximum effectiveness. Your child's rheum:
will tell you more about this. Providing there are no seriow
your child will need to stay on the medicine at least that
success can be assessad.

BONE

JOINT CAPSLULE

CARTILAGE

INFLAMED JOINT



are man made forms of the naturally occurring hormones
. . They can provide rapid and powerful reduction of
ation for children with arthritis.

elimes injected directly into the joints for local relief during
s are usually prescribed in low dose in tablet form. This
ite different to the other types of anabolic steroids used
and your child's doctor will discuss and monitor your
thile on this medicine.
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BIOLOGICAL MEDICINES

These are a class of medicines that have opened the door to ¢
in the treatment for JIA. Unlike the older, more traditional DMARD:
medicines have been developed specifically for the treatment of
These medicines are injected just below the skin or they can be ir
into a vein using a slow infusion (a specialized infusion bag on

Biologic medicines work by directly targeting the inflammatory: .
that has become over-stimulated and is attacking the joints of ¢
with arthritis. Some biologic medicines do this by blocking the effe

found naturally in the body that helps control the cells involved in
inflammation. In healthy children the level of TNF-a in the joints
but for children with JIA the level of TNF-a can increase drama

Etanercept is the first and currently only, biologic medicine apy
JIAin New Zealand This medicine has significantly changed th
to treat JIA.

Etanercept is approved for the treatment of severe active polyar
course juvenile chranic arthritis, but only in children (aged 4-1
who have had an inadequate response to one or more of the non-
older DMARDs.

Etanercept is subsidized through the Pharmac for patients who |
qualifying criteria. Your doctor can give you a lot more information



BOUT THE MEDICINES

cine prescribed, your child's
should talk to you about:

icine is called
cine is needed and how it can benefit your child

edicine should be taken (the dose, frequency, etc.)
effects it may have and what to do if they occur
any) are needed while taking this medicine

s to achieve the maximum benefit

ur child will need to stay on the medicine

w the doctor will review the progress of the medicine.

'don't feel that you are fully informed
out any of the points above and you have
‘other questions or concerns about the
‘medicines being used by your child
don't be afraid to discuss these with

the doctor who prescribed
the medicine.
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