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What is ADPKD?

Autosomal dominant polycystic kidney disease (ADPKD) is an inherited 
condition that causes small, fluid-filled sacs called cysts to develop in the 
kidneys.

Although people affected by ADPKD are born with the condition, it 
rarely causes any noticeable problems until the cysts grow large enough 
to affect the kidney's function.

In most cases, this doesn't occur until a person is between 30 and 60 
years of age.

When ADPKD reaches this stage, it can cause a wide range of problems, 
including:

• aches or pain over the kidneys and tummy (abdomen)
• high blood pressure (hypertension)
• blood in the urine (haematuria) – which may not always be 

noticeable to the eye
• repeated urine infections
• kidney stones

Kidney function gradually deteriorates which may result in kidney 
failure.

If the condition reaches a point where the kidneys aren't able to 
function properly, there are two main treatment options:

• kidney dialysis – which takes over the function of your kidneys
• kidney transplant – where a healthy kidney is removed from a 

living or recently deceased donor and implanted into someone 
with kidney failure
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What is tolvaptan?

Tolvaptan is a drug given to people with ADPKD that has been shown 
to slow down the rate that kidney function deteriorates.

Tolvaptan:

• slows the growth rate of cysts and the overall size of the kidneys
• reduces damage to the kidneys.
• works by blocking the action of a hormone called vasopressin 

which normally causes the urine to be concentrated.

Taking tolvaptan means that large amounts of urine are passed.

Tolvaptan comes in tablet form. Tolvaptan needs to be taken over a long 
period of time to be of benefit.
 

What are the benefits of tolvaptan?

As the drug slows down the rate of damage to the kidney, the need for 
dialysis is delayed. Research shows that taking tolvaptan for a period of 
3 - 4 years may delay dialysis by up to 3 years.

Not everyone will gain a benefit from taking tolvaptan so guidelines 
have been written by NICE (National Institute for Health and Care 
Excellence) to help identify those people who are suitable and may 
benefit from the treatment. After the first year you will need a scan so 
your kidney doctor can see how well the treatment has worked.

You can find the NICE guidelines here:

https://www.nice.org.uk/guidance/ta358/chapter/1-Guidance

http://www.aps-data.co.uk/nhs/sth/w?v=11127
http://www.aps-data.co.uk/nhs/sth/w?v=11127
http://www.aps-data.co.uk/nhs/sth/w?v=11127
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How will I know if I am suitable for tolvaptan?

You will have blood tests taken when you attend your routine clinic 
appointments.

These results will be monitored to measure the rate at which your kidney 
function is deteriorating.

You may also need an MRI scan if the doctor needs more detailed 
information about the size of your kidneys.

Over the years if these test results show a more rapid decline in your 
kidney function and an increase in the size of your kidneys, you may be 
suitable for tolvaptan treatment.

Some people have a very slow increase in the size of their kidneys and a 
very slow decline of kidney function over many years.

This group of people may not gain benefit from taking tolvaptan.

If your doctor in the Polycystic Kidney Disease (PKD) clinic decides you 
would benefit from taking tolvaptan, you will be given more 
information to help you decide if you want the treatment.

Are there any other reasons I may not be able to take 
tolvaptan?

Tolvaptan causes you to pass large amounts of urine: some people pass 
5 litres a day or more.

It is very important to drink plenty of fluids every day, before bed and 
when you get up in the night.

You must not allow yourself to get very thirsty.
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You need to think about how this may affect you as you go 
about your daily life.

• some people may find it difficult to drink such large amounts of 
fluid

• access to toilets and drinks may be difficult in some jobs
• getting up in the night to pass urine may mean you are tired 

during the day. This may be important if you operate machinery or 
drive for example.

Some people have problems emptying their bladder completely - you 
may need a bladder scan to check your bladder is emptying fully. This 
can be done at your usual clinic appointment. 

People taking tolvaptan can have low blood pressure due to being 
dehydrated so you will be asked to monitor your blood pressure at 
home. You will need to buy your own blood pressure machine: these are 
available at large chemist shops.

Tolvaptan is not advised in certain medical conditions including long 
term liver damage.

Tolvaptan should not be taken if you are pregnant or breastfeeding.

People who are lactose intolerant cannot take tolvaptan.

Tolvaptan can worsen gout. Before you can start treatment with 
tolvaptan, you will have blood taken to check your uric acid levels.

• Gout is a type of arthritis that causes sudden, severe joint pain. 
Having too much uric acid in your blood can lead to crystals 
forming around your joints, causing the pain. 
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Are there any side effects?

As with any drug there are side effects.

Common side effects include:

• thirst
• passing 5 litres or more of urine a day
• the need to urinate frequently: more than four or five times during 

the day and more than once at night
• the need to pass urine at night
• low blood pressure due to dehydration because you are passing 

large amounts of urine and may not ben drinking enough fluid to 
make up the loss.

A rare but serious side-effect of tolvaptan is damage to the liver.

You will be given more information and the chance to ask any questions 
if your doctor thinks tolvaptan will benefit you.

What happens if I stop taking tolvaptan?

If you stop taking tolvaptan, the rate at which your kidney function gets 
worse (declines) will be faster than if you carried on taking tolvaptan.

If you are planning a long journey or have an event that means you can't 
get to drinks or toilets easily, it is possible to miss tolvaptan tablets for 
that day.

You must come for monthly blood tests and clinic appointments for 
the first 18 months. This is important so we can monitor the effect 
of the drug and change the dose of the drug you are taking - or stop 
it completely. 
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Will I be offered tolvaptan if my kidneys start to 
deteriorate in the future?

Your doctor will review your bloods every time you come to clinic and 
discuss any future treatment with you.

Contact details

If you have any questions about ADPKD or tolvaptan or need support, 
please contact:

Renal Nurse Specialist

• 0114 271 4410  Monday - Thursday, 8.30am - 4.30pm
(there is a voicemail service to leave a message)

 

Alternative formats can be provided on request. Please call 
the department on your appointment letter or email: 
sth.alternativeformats@nhs.net 
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