Hyperprolactinaemia

Fact Sheet

What is hyperprolactinaemia?

Hyperprolactinaemia refers to high levels of
prolactin in the blood. Prolactin is a
hormone made in the pituitary gland. It
plays a role in breast milk production after
childbirth and affects male and female
reproductive health.

What are the causes of
hyperprolactinaemia?

Hyperprolactinaemia can be caused by a
range of factors.' It is important to identify
the cause so the correct treatment can be
provided.

Causes include:

* Prolactinoma

e Other types of pituitary tumours

* Pregnancy

* Breastfeeding or nipple stimulation

* Some medications (including
antipsychotic and anti-nausea
medicines)

* Underactive thyroid (hypothyroidism)

* Polycystic ovary syndrome

* Kidney or liver failure

* Physical or psychological stress

* Marijuana use
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What is a Prolactinoma?

A prolactinoma is the most common tumour

arising from the pituitary gland, and it
produces the hormone prolactin. They are
almost always benign (non-cancerous).

Prolactinomas are grouped according to
their size:
* Microprolactinomas are less than 10 mm
(1Tem)
* Macroprolactinomas are 10 mm (1 cm)
or larger

In Australia, around 450 people each year
will be diagnosed with a prolactinoma.?

This is far less than the actual number of
people who have prolactinomas, as many
small prolactinomas do not cause
symptoms and are therefore not detected.
Studies of autopsy results have revealed
that nearly 1in 10 people had tiny tumours
in their pituitary gland.®

Prolactinomas are most common in women
aged between 20 and 34 years. In men,
prolactinomas are less common but tend to
exhibit more aggressive behaviour. In
children, they are very rare and may
potentially be related to genetic factors.
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What causes a prolactinoma?

No one really understands what causes a
prolactinoma. Most people with a
prolactinoma have no family history of
pituitary fumours.

If your prolactinoma developed at a young
age and/or you have a family history of
pituitary or other endocrine (for example,
parathyroid, pancreas and adrenal)

tumours, your doctor may discuss the option
of genetic testing with you to look for rare
genetic changes (mutations) that may be
passed on in family members.

What are the symptoms and
signs of
hyperprolactinaemia?

In some people, hyperprolactinaemia
causes no symptoms or signs.'

In others, the symptoms of
hyperprolactinaemia are caused by its
effect on breast tissue, reproductive
function and bone health.’

For men, these can include:
* Unable to get erections
* Enlarged or swollen breasts, with or
without milky nipple discharge
(galactorrhoea)
* Decreased body and facial hair
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For women, these can include:
* Irregular or absent menstrual periods
* Milky nipple discharge when not
breastfeeding (galactorrhoea)
* Vaginal dryness and painful intercourse

For both men and women, these can
include:
* Infertility
e Decreased libido (low interest in sex)
* Decreased bone mass and density

If hyperprolactinaemia is caused by a
prolactinoma, additional symptoms can
occur. These are usually caused by large
prolactinomas that put pressure on the
surrounding normal pituitary gland and
nearby nerves, vessels and brain tissue.

These symptoms can include:
* Headaches
* Loss of peripheral vision or part of the
visual field
* Nausea or vomiting
* Poor appetite
* Fatigue

¢ Dizziness
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How is hyTerprolacfinaemia
and a prolactinoma
diagnosed?

1. Medical History

Your doctor may ask you questions about:

* Your periods (for women) or whether
you can get erections (for men)

* Changes in sex drive

* Any discharge from your breasts (men
and women)

* Headaches and visual symptoms

* Medications, supplements and herbal
therapies you may be taking

* If you are pregnant (which may be
confirmed with a pregnancy test).

2. Blood tests

A blood test will be done only if you have
symptoms or signs of hyperprolactinaemia,
or a known pituitary problem.! This test is
used to measures the levels of prolactin,
and other hormones, such as the
reproductive hormones, in your blood. A
small amount of blood is taken and sent to
a laboratory for testing. An elevated
prolactin will often be confirmed on a
second blood collection.

Different laboratories use different methods
for testing, and so normal reference ranges
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can vary. This can make comparison of
results between laboratories and other
people difficult, and require interpretation
with the reference range utilised at the
laboratories.

3. MRl scan

Your doctor may send you for an MRI
(magnetic resonance imaging) to check the
size and shape of your pituitary gland.

An MRI scan uses a magnetic field to take
pictures of parts of the body. Before having
an MR, you will usually change into a gown
and remove any watches or other metallic
objects. You might be given earplugs or
headphones, as the MRl machine can be
noisy. Some people with metal in their body
(for example, some pacemakers, welding
injuries with metallic foreign bodies in their
eyes) cannot have an MRI.

For the scan, you will lie on a platform that
slides into the MRI machine. You will need
to lie still while inside the machine, as
movement can blur the images. When inside
the MRI machine, you will still be able to
talk to the operator through an intercom
system. The scan can take up to an hour. If
you have significant claustrophobia, your
doctor may be able to arrange for you to
have light sedation during the scan.
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4. Vision test

Your doctor may organise to test your
vision. This is because prolactinomas can
push on the nerves that connect the eye to
the brain, called the optic nerves. This
causes patchy or blurred vision, particularly
at the far edges of your sight. Vision tests
are most often conducted through eye
specialists (an optometrist or
ophthalmologist).

5. Bone mineral density (BMD) test

Your doctor may test your bone mineral
density. This is because prolactinomas can

increase the risk of osteoporosis (thinning
and weakening of the bones, resulting in an
increased risk of fracture), especially if you
have reduced sex hormones, known as
hypogonadism. The best way to test bone
mineral density is using a DEXA scan (Dual-
Energy X-ray Absorptiometry scan). This is a
quick (10-30 minutes) and painless imaging
procedure with very little radiation
exposure. It involves lying fully clothed on a
platform while a scanner passes over you to
take pictures of your hip, spine and,
sometimes, forearm.

Hormones Australia aims to improve the health of Australians through
increasing understanding about hormones and hormone-related conditions.
Hormones Australia is an initiative of and governed by the Endocrine Society
of Australia (ESA).

This information is designed to support, not replace, the

relationship that exists between a person and their existing

health care professional/s. Please discuss any health concerns with your
doctor or specialist.

A Hormones
Australia

ENDOCRINE SOCIETY OF AUSTRALIA

How is hyperprolactinaemia
treated?

Your doctor will tailor the treatment of your
hyperprolactinaemia based on your
symptoms and test results. Some people do
not require any treatment, while others may
require medication and/or surgery. The
treatment plan will depend on the cause of
your hyperprolactinaemia.

Hyperprolactinaemia caused by
medications

If the hyperprolactinemia is due to
medications you are taking, such as anti-
nausea and anti-psychotic medications,
your doctor will discuss whether you can
stop taking the medication, or whether an
alternative exists that will not increase your
prolactin levels. Sometimes your
medications cannot be changed, in which
case your doctor will discuss other options
with you.

Hyperprolactinaemia caused by
prolactinoma

If there are no symptoms and only a very
mild elevation in prolactin level, treatment
may not be required. If there are symptoms,
the usual therapy is a medication called a
dopamine agonist. The latest 2023
international guidelines also recommend
consideration of surgery as initial therapy
for certain small prolactinomas if it can be
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performed by an expert pituitary
neurosurgeon in a high-volume pituitary
centre.”® Radiation therapy is occasionally
used to control prolactinomas that continue
to grow despite medication or surgery. The
treatment options should be discussed with
your endocrinologist and/or neurosurgeon
for your individualised management.

Hyperprolactinaemia caused by
hypothyroidism

If the hyperprolactinemia is due to
hypothyroidism, your doctor will treat the
hypothyroidism first and then monitor your
prolactin levels to make sure they return to
normal.

Medication

The medication used to treat prolactinomas
is called a dopamine agonist. Commonly
used dopamine agonist medications include
cabergoline (trade name, Dostinex),
bromocriptine (trade name, Parlodel) and
quinagolide (tfrade name, Norprolac).
Dopamine agonists act like dopamine in the
body, causing the prolactinoma to make
less prolactin and reducing the size of the
prolactinoma. In many people, prolactin
levels return to normal within a fewweeks to
a few months of starting treatment. It may
take longer to see a reduction in the size of
the prolactinoma.
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You will need to continue taking the
medication as prescribed. Otherwise, the
prolactinoma can grow and/or symptoms
can return. In many cases, you will need to
keep taking the medication for a long
period of time. In some cases, the
medication can be reduced or even
stopped after 2-3 years. Your doctor will
regularly measure your hormone levels to
make sure the dose is correct, and the
medication is working.

Your doctor will generally start you on a low
dose and may increase the dose over time.
This can help avoid any side effects,
including nausea, nasal stuffiness,
dizziness/faintness, constipation,
sleepiness, headache, worsening of anxiety
and/or depression. Rare side effects can
include increased impulsive behaviours (for
example, involving risky sexual activity,
gambling, shopping or eating), auditory
hallucinations (hearing things), mood
changes and delusions. You should notify
your doctor as soon as possible if these
rarer side effects occur as they may
recommend that you reduce or stop your
medication. These side effects usually
resolve quickly once medication is stopped.

In other medical conditions where
cabergoline is used in higher doses, it can
cause scarring of the heart valves, leading
to heart failure. However, current evidence
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suggests that cabergoline does not cause
heart valve scarring in the low doses usually
used to treat hyperprolactinaemia.

In women, successful treatment usually
results in restoration of fertility (particularly
in microprolactinomas). To prevent
unwanted pregnancy, birth control may be
needed. In women with microprolactinomas
who do not wish to fall pregnant in the near
future and do not have other bothersome
symptoms of hyperprolactinaemia, such as
breast tenderness or galactorrhoea, the
oral contraceptive pill may be used instead
of dopamine agonist medications in order
to restore normal sex hormone (oestrogen
and progesterone) levels and improve bone
density.

If you are pregnant or planning to get
pregnant, your doctor may change your
medication. In microprolactinomas, the
medication can often be stopped once you
are pregnant. If surgery is required, your
doctor may try to arrange for this to occur
well before any planned pregnancies. It is
helpful to discuss any plans for children with
your doctor before you start trying to
conceive. During the pregnancy, doctors
may monitor you based on your symptoms,
as prolactin levels cannot be interpreted
during pregnancy. MRIs may be required if
there are symptoms of an enlarging
prolactinoma.
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Surgery

Surgery is recommended for patients with
prolactinomas that are not responding to
dopamine agonists, for those patients who
are intolerant of dopamine agonists, and
sometimes for large prolactinomas that are
pressing on nerves or brain tissue. The latest
2023 international guidelines also advise
that surgery may be considered as the
initial treatment for some small well-
circumscribed prolactinomas if it can be
performed by an expert pituitary
neurosurgeon at a high-volume pituitary
centre.*® An alternative approach is to try
dopamine agonist therapy first, and then
switch to surgical management early if
difficulties are encountered.’

There are two types of surgery to remove
prolactinomas. Your surgeon will choose
the best method based on the size and
extent of the prolactinoma.

* Transnasal transsphenoidal surgery
Transnasal transsphenoidal surgery is
the most common procedure. This
surgery is often done by two surgeons:
a neurosurgeon; and an ear, nose and
throat (ENT) surgeon. The ENT surgeon
uses an endoscope (a very thin fibre
optic tube with a camera on the end)
to navigate through one of your nostrils
to the back of the nose where a small
cut is made to access the pituitary
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gland. The ENT surgeon uses the
endoscope to assist the neurosurgeon
to see and remove the tumour. Larger
tumours may need to be removed in
smaller pieces. Once the tumour is
removed, a piece of tissue from the
inside of your nose or some fat tissue is
used to patch the hole at the back of
the nose. This surgery leaves no visible
scars. The surgery takes about 2-3
hours, and you will stay in hospital for
3-5 days. During your hospital stay, your
urine output is watched carefully, and
you may be prescribed some steroid
medication for a few days. You will
have regular blood tests while in
hospital. After surgery, it is fairly
common to have a mild headache and
nasal congestion for up to 2 weeks.
You will have another blood test 4-6
weeks after surgery to check your
prolactin and other hormones levels.
Thereafter, your prolactin and hormone
levels will be checked periodically. An
MRI scan will be done after 3-6 months.
If symptoms reappear, blood tests and
scanning will be repeated.

* Transcranial surgery
Transcranial surgery is when the
pituitary is operated on through a cut in
the forehead. It is only rarely performed
in very large prolactinomas, which can
make it difficult to remove all the
tumour through the back of the nose.
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FAQs about prolactinoma
and hyperprolactinaemia

Will my prolactinoma go away?

With treatment, either medication or
surgery, the prolactinoma may disappear.
However, often it does not go away, and
the goal of treatment is to control
symptoms and stop the growth of the
tumour. After stopping medications,
prolactinomas can recur years later after
initially going away, and so ongoing
monitoring is important. For unclear
reasons, proloc’rinomos can sometimes
disappear after pregnancy or menopause.

What is the likely outcome of my
treatment?

With use of medications or combined
medical and surgical therapy, the symptoms
and size of prolactinomas are usually
controlled. In rare aggressive cases where
prolactinomas are uncontrolled by
medications and surgeries, further
therapies such as radiotherapy and
chemotherapy may be utilised.

How long before my symptoms
disappear?

Reversal of symptoms depends on several
factors, including the size of the
prolactinoma, your prolactin levels and how
well it responds to treatment.

®esa



https://www.hormones-australia.org.au/endocrine-diseases/hyperprolactinaemia/#4dfa1674ef2b42fe2
https://www.hormones-australia.org.au/endocrine-diseases/hyperprolactinaemia/#4dfa1674ef2b42fe2

Hyperprolactinaemia

Fact Sheet

Most people respond well to treatment, and
prolactin levels return to normal within
weeks of dopamine agonist medication or
immediately following surgery for
microprolactinomas. Symptoms generally
subside within a few months, including the
return of periods for women with
amenorrhea. Macroprolactinomas can take
longer to respond to medications and may
require surgery. Your specialist can discuss
your options with you.

It is important to note that fertility can be
restored immediately after medical or
surgical therapy of prolactinomas, and
contraception should be considered if this
is not desired.

Will | always need medication?

This depends on your individual
circumstances. Some people who respond
well to treatment have normal prolactin
levels on low dose dopamine agonist
medication and disappearance of tumour
on MRI, and their medication may be
stopped after 2-3 years. About one-third of
microprolactinomas remain in remission
after stopping dopamine agonists; however,
the rest of the cases recur, which may
require recommencement of the
medications  (Zamanipoor Najafabadi,
Zandbergen et al. 2020) . After surgery for
microprolactinomas, most people can stop
taking dopamine agonist medications, but
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the tumour sometimes recurs so monitoring
is required. Medication is often required
after surgery for large or more invasive
prolactinomas. After menopause, women
may no longer need to be treated with
medication. If freatment is stopped, it is
important to have regular check-ups with
your doctor to ensure the prolactinoma
does not return.

It is important to not stop taking any
medications without talking to your doctor.
If you are experiencing side effects from
your medication, see your doctor
immediately to discuss alternatives.

Can | get pregnant while taking
medication for hyperprolactinaemia?

It is important that women planning a
pregnancy discuss a treatment plan with
their doctor. Prolactinomas often interfere
with fertility and, conversely, starting
dopamine agonist medications to treat the
prolactinoma can restore fertility. Most
women are able to have a pregnancy after
starting treatment. Contraception is
therefore required if you are not wishing to
fall pregnant.

If you fall pregnant while taking
medications, tell your doctor who will make
sure you are taking a medication that is
safe in pregnancy. Often medication can
be ceased once you are pregnant and may
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not need to be restarted until you have
completed breastfeeding. Your doctor will
conduct regular check-ups in pregnancy,
however you should see your doctor sooner
if you have any changes in your symptoms,
for example, changes in vision or,
headaches.

Are there any natural remedies for
hyperprolactinemia?

There are no proven natural remedies for
treatment of hyperprolactinemia caused by

prolactinoma.

Where to go for more
information and support

For information
* Visit your doctor (GP)

* Find an Endocrinologist: http://
www.hormonesaustralia.org.au/find-

an-endocrinologist/

* The Australian Pituitary foundation:
http://pituitary.asn.au/

For support

* Visit The Australian Pituitary Foundation
for more information and access to

support groups: http://pituitary.asn.au/
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When to see your doctor

You should see your doctor (GP) if you have
the following symptoms. Your GP can refer
you to an endocrinologist - a doctor
specialising in hormones and glands.

Women:

* Periods stop or become irregular
* Milky nipple discharge when not
breastfeeding (galactorrhoea)

* Difficulty conceiving

* Decreased libido (lower sex drive)
* Loss of vision

* Headaches

* Nausea or vomiting

Men
* Unable to get erections
* Swollen or enlarged breasts, or milky
nipple discharge (galactorrhoea)
* Difficulty conceiving
e Decreased libido (lower sex drive)
* Loss of vision
* Headaches
* Nausea or vomiting
* Decreased body or facial hair growth

If you are taking medications to treat a
prolactinoma, see your doctor if symptoms

change or get worse.

See your doctor if you have any side effects
after starting your medication, such as
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nausea, nasal stuffiness, dizziness/
faintness, constipation, sleepiness,
headache, worsening of anxiety and/or
depression, impulsive behaviours (for
example, involving risky sexual activity,
gambling, shopping or eating), or you start
hearing or seeing things that aren’t there.
These side effects can usually be lessened
or eliminated by your doctor prescribing a
lower dose or a different medication or
stopping the medication altogether. These
decisions should always be made in
conjunction with your doctor/
endocrinologist.

Questions to ask your doctor

Seeing your doctor or having a medical
problem can be stressful. It often takes time
for information to sink in, and it is very
common to feel overwhelmed by what is
happening.

Sometimes it is helpful o write down
questions for your doctor before you go.

Some questions that might be useful for you
are:

* Do | need medication for my
hyperprolactinaemia?

* Do | need to take other hormone
supplements or medications?

* What are my choices for medication?
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* How quickly should the medicine work?

* For how long do | need to take my
medications?

* What should | expect with my
symptoms?

* Does my medication have any side
effects?

* Do | need to have an MRI?

* Do | need a bone mineral density scan?

* Do | need surgery?

e Can | get pregnant if my medication
works?

* Do | keep taking my medication if | get
pregnant?

* Will | be able to breastfeed while taking
medication?

* Do | need another appointment?

Common terms and
definitions

Amenorrhoea
Absent menstrual periods

Benign
NOT cancerous

Galactorrhoea
Milky discharge from the breast in men and
in women (not due to breastfeeding)

Libido

Interest in sex; sex drive.
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Microprolactinoma
A tumour that is less than 10 mm (1 cm) in
size

Macroprolactinoma
A tumour that is 10 mm (1 em) or larger

Malignant
Contains cancerous cells

Oligomenorrhoea
Irregular menstrual periods

Pituitary Gland

A gland located at the base of the brain. It
is often called the master gland, because it
controls several other glands in the body

Prolactinoma
A tumour of the pituitary gland

Tumour
An abnormal growth in the body. Tumours
can be benign or malignant
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	What is hyperprolactinaemia?
	What is a Prolactinoma?
	Hyperprolactinaemia refers to high levels of prolactin in the blood. Prolactin is a hormone made in the pituitary gland. It plays a role in breast milk production after childbirth and affects male and female reproductive health.
	A prolactinoma is the most common tumour arising from the pituitary gland, and it produces the hormone prolactin. They are almost always benign (non-cancerous).
	Prolactinomas are grouped according to their size:
	Microprolactinomas are less than 10 mm (1 cm)
	Macroprolactinomas are 10 mm (1 cm) or larger
	In Australia, around 450 people each year will be diagnosed with a prolactinoma.2
	This is far less than the actual number of people who have prolactinomas, as many small prolactinomas do not cause symptoms and are therefore not detected. Studies of autopsy results have revealed that nearly 1 in 10 people had tiny tumours in their pituitary gland.3
	Prolactinomas are most common in women aged between 20 and 34 years. In men, prolactinomas are less common but tend to exhibit more aggressive behaviour. In children, they are very rare and may potentially be related to genetic factors.

	What are the causes of hyperprolactinaemia?
	Hyperprolactinaemia can be caused by a range of factors.1 It is important to identify the cause so the correct treatment can be provided.
	Causes include:
	Prolactinoma
	Other types of pituitary tumours
	Pregnancy
	Breastfeeding or nipple stimulation
	Some medications (including antipsychotic and anti-nausea medicines)
	Underactive thyroid (hypothyroidism)
	Polycystic ovary syndrome
	Kidney or liver failure
	Physical or psychological stress
	Marijuana use


	Hyperprolactinaemia
	Fact Sheet
	What causes a prolactinoma?

	Hyperprolactinaemia
	Fact Sheet

	Hyperprolactinaemia
	Fact Sheet

	Hyperprolactinaemia
	Fact Sheet

	Hyperprolactinaemia
	Fact Sheet

	Hyperprolactinaemia
	Fact Sheet

	Hyperprolactinaemia
	Fact Sheet

	Hyperprolactinaemia
	Fact Sheet

	Hyperprolactinaemia
	Fact Sheet

	Hyperprolactinaemia
	Fact Sheet


