Paget’s disease
Your questions answered

Q. What is Paget’s disease?

A. Paget's disease of bone is a chronic condition that causes abnormal enlargement and weakening of
bones. Any part of the skeleton can be affected, but the most common sites include the skull, spine, pelvis,
thigh bone, shin and upper arms. It can affect one bone or many bones.

Paget's disease tends to affect people over the age of 50. It affects slightly more men than women.

Note: Paget's disease of bone is named after Sir James Paget, an English surgeon and pathologist. Several
other conditions also bear his name but shouldn’t be confused with Paget’s disease of bone.

Q. How do bones work?
A. To understand how Paget’s disease affects your bones, it’s helpful to know how your bones work.

Although we often consider them dry and lifeless, bones are living tissue that are constantly changing
throughout life. This is called ‘remodelling’.

Resorption

Bone cells called osteoblasts build new bone (formation), while

other bone cells, osteoclasts, break down and remove old bone

(resorption). This process is controlled by hormones such as p—
calcitonin, parathyroid hormone, oestrogen (in women),

testosterone (in men), and vitamin D.

Osteoclast

In a person with Paget's disease, the osteoblasts become
overactive, producing too much bone tissue. The abnormal

growth results in the affected bones becoming deformed (e.g. 31
bowed leg bone), enlarged and weak. The new bone also j
contains more blood vessels than normal bone. f;‘"

The reason for this accelerated bone growth is unknown. A
combination of genetic and environmental factors (e.g. a virus) is
suspected.

Q. What causes Paget’s disease?

A. We don't know the cause of Paget's disease. However, some

factors increase your risk of developing it. They include:

e Genetics. You’re more likely to develop it if you have a family history of Paget’s disease.

e Ethnicity. It’s more common in people from England, Scotland, central Europe and Greece, and
countries settled by European immigrants (e.g. Australia and New Zealand).

e Age. Paget’s disease becomes more common with age, but it's rare before age 55.
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Q. What are the symptoms?

A. Many people don’t realise they have Paget’s disease because they don’t have any symptoms or only
mild symptoms. Symptoms may include:

* bone pain

* enlarged or misshapen bones

e warmth over affected bones due to increased blood supply to the bone

e osteoarthritis.

Q. How is it diagnosed?

A. Paget's disease is often discovered by accident when x-rays are taken for another reason or a bone is
broken. The diagnosis can be confirmed by further x-rays, bone scans or a blood test that checks for an
enzyme crucial to bone growth called alkaline phosphatase.

Q. How is Paget’s disease treated?
A. There’s no cure for Paget’s disease; however, your symptoms can be effectively managed with
medicines and self-care.

Your doctor may refer you to a specialist, such as a rheumatologist or endocrinologist. Rheumatologists are
doctors who specialise in diagnosing and treating problems with joints, muscles, bones and the immune
system, while endocrinologists specialise in diagnosing and treating problems of the endocrine system.

Medicines

The types of medicines used to treat Paget’s disease and manage its symptoms include:

e Bisphosphonates to slow the progression of Paget’s disease. They help the body control the bone-
building process, encouraging more normal bone growth.

e Pain relievers (analgesics) and non-steroidal anti-inflammatory drugs (NSAIDs) to provide temporary
pain relief.

Calcium and vitamin D may be recommended as both are essential for good bone health. You can get
calcium through your diet and vitamin D through safe exposure to sunlight. If you're concerned you’re not
getting enough calcium and vitamin D, talk with your doctor about whether you need supplements.

Q. What else can | do to control my symptoms?
A. There are other things you can do to manage your condition.

Learn more about Paget’s disease. Understanding Paget’s disease and how it affects you means you can
make informed decisions about your healthcare and actively manage it.

Stay active. Exercise helps maintain bone health and joint mobility and strengthens muscles. However, as
bones are weaker and more susceptible to fracture, some exercises may not be suitable for people with
Paget’s disease. It’s best to talk with a physiotherapist or exercise physiologist about the most appropriate
exercise plan for you.

Enjoy a healthy, well-balanced diet. This can help you maintain a healthy weight and reduce your risk of
other health problems. Make sure you include calcium-rich foods.

Learn new ways to manage pain. There are many ways to manage pain, and different strategies will work
for different situations. Read our A-Z guide for managing pain for more information.
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https://msk.org.au/osteoarthritis/
https://rheumatology.org.au/For-Patients/Adult-Medication-Information/A-B/Bisphosphonates-Oral
https://www.healthdirect.gov.au/pain-relief-medicines
https://www.healthdirect.gov.au/anti-inflammatory-medicines
https://msk.org.au/calcium-and-vitamin-d/
https://msk.org.au/exercise
https://www.msk.org.au/pain-guide

Q. Are there any complications | should be aware of?

A. For most people, Paget's disease progresses slowly and can be managed effectively. However, in some

cases, complications can arise, including:

e Osteoarthritis. In joints close to bones affected by Paget’s disease, the cushioning cartilage on the ends
of the bones can break down, causing pain and stiffness.

e Broken bones. The new bone growth is fragile and is more susceptible to breaking than healthy bone.

e Hearing loss may be caused by pressure on nerves in the ear.

e Numbness or tingling in the spine caused by pinched nerves in the spinal cord.

e Too much calcium in the blood. When several bones have active Paget’s disease, the increase in bone
breakdown can lead to an elevated blood calcium level. This is rare, but it can cause symptoms such as
fatigue, weakness, abdominal pain, constipation, and loss of appetite.

e Very rarely, Paget’s disease can cause heart failure or bone cancer.

Q. What about surgery?
A. In severe cases, surgery may be required to relieve pinched nerves or bone fractures or to replace a joint
severely affected by arthritis.

Q. Where can | get more help?

A. Many people and support organisations can help you manage your musculoskeletal condition. They
include:

e your doctor

e your rheumatologist

e physiotherapist

e exercise physiologist

e occupational therapist

e  Musculoskeletal Australia | msk.org.au | National Arthritis and Back Pain+ Help Line: 1800 263 265

Q. How can Musculoskeletal Australia help?

A. Our nurses are available for you to speak with about Paget’s disease, pain or any other musculoskeletal
issues you have. You can contact them on weekdays between 9am-5pm. Phone 1800 263 265 or email
helpline@msk.org.au. We also have a range of services — including free webinars — you can access on our
website.

More to explore
e Paget's disease of bone

American Academy of Orthopaedic Surgeons
e Paget's disease of bone

American College of Rheumatology

e Paget's disease of bone
Mayo Clinic

e Paget's disease of bone
Versus Arthritis

e Patient education: Paget disease of bone (osteitis deformans) (Beyond the Basics)
UpToDate

If you found this information useful, help us help others by donating today.

© Musculoskeletal Australia
May 2023

Musculoskeletal Australia | msk.org.au | Free National Arthritis and Back Pain+ Help Line 1800 263 265 30f3


https://msk.org.au/osteoarthritis
https://choose.physio/find-a-physio
https://choose.physio/find-a-physio
https://www.essa.org.au/find-aep/
https://www.essa.org.au/find-aep/
https://otaus.com.au/find-an-ot
http://www.msk.org.au/
mailto:helpline@msk.org.au
https://msk.org.au/
https://orthoinfo.aaos.org/en/diseases--conditions/pagets-disease-of-bone
https://www.rheumatology.org/I-Am-A/Patient-Caregiver/Diseases-Conditions/Pagets-Disease-of-Bone
https://www.mayoclinic.org/diseases-conditions/pagets-disease-of-bone/symptoms-causes/syc-20350811
https://www.versusarthritis.org/about-arthritis/conditions/pagets-disease-of-bone/
https://www.uptodate.com/contents/paget-disease-of-bone-osteitis-deformans-beyond-the-basics
https://msk.org.au/donate-now

