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Tolvaptan is a new drug that can be used in adults 
with autosomal dominant polycystic kidney disease 
(PKD). Tolvaptan slows down the damage to the 
kidneys. It works by reducing the amount of fluid 
that goes into the cysts, and by reducing the creation 
of new cysts.

Which patients may benefit from it?

Tolvaptan is licensed for use in adults with PKD, with 
normal or mildly reduced kidney function (eGFR 
greater or equal to 30 mL/min/1.73m2). There must 
be evidence of rapidly progressing disease.

In NHS Ayrshire & Arran we are using the drug in 
patients who meet all of the following criteria:

•	 Age 18-50. There is limited evidence on use of 
the drug in the over 50s, but we will consider 
its use in older patients who are expected to 
receive dialysis within a normal life span.

•	 Good kidney function with eGFR of  greater 
than 45 mL/min/1.73m2. There is limited 
evidence on use of the drug in eGFR 30-45 mL/
min/1.73m2 range.

•	 Not pregnant, or breast feeding. Fertile women 
should be on adequate contraception.
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If you meet these criteria and are interested in trying 
the drug, then we will arrange an MRI scan of the 
kidneys. This lets us see how fast your kidneys are 
increasing in size, and when the best time to start 
Tolvaptan might be.  We may advise a repeat MRI in 
5 years. If an MRI scan is not possible, then we will 
arrange a CT scan or an ultrasound.

We will start the Tolvaptan in the clinic, and review 
you 4 weeks and 8 weeks later to check blood 
results and increase the dose (if needed). Patients on 
Tolvaptan must have bloods monitored every month 
(kidney function, liver function and uric acid levels) 
for the first 18 months and then every three months. 
This can be done in your GP practice. We will 
continue to review you in the hospital clinic as well.

What are the benefits of Tolvaptan?

•	 PKD kidneys increase in size over time. 
Tolvaptan slows this down. In the main research 
study, kidney volume increased by 5.5% each 
year untreated, compared to 2.8% each year 
with Tolvaptan. After five years the average 
untreated patient’s kidneys will have increased 
in size by 31% compared to 15% in the average 
patient on Tolvaptan.

•	 Kidney function gets worse over time in PKD. 
In the study, untreated patients lost 3.7 mL/
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min per year, compared to 2.7 mL/min per 
year with Tolvaptan. Normal kidney function is 
approximately 100 mL/min. After five years this 
means the average untreated patient’s kidneys 
will have lost 18.5 mL/min compared to 13.5 
mL/min in the average patient on Tolvaptan. 

•	 No trial has been done to show if Tolvaptan 
reduces the number of patients who need 
dialysis or a transplant, or by how long these 
are postponed. However, if a patient starts 
Tolvaptan with an eGFR of 80 mL/min, and 
dialysis starts at 10 mL/min, then the average 
untreated patient would take 19 years to reach 
dialysis. Tolvaptan might delay this by between 
4 to 11 years. It’s important to know that 
individual’s kidney function deteriorates at very 
different rates, and the response to Tolvaptan 
may also differ. These figures are just given as 
an idea of the potential benefit.

•	 Tolvaptan may reduce episodes of kidney pain. 
In one hundred untreated patients there would 
be seven episodes of pain in a year, compared 
to five in Tolvaptan treated patients.
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Side effects

Because of the way it works, Tolvaptan causes 
thirst, increased drinking, increased urine volume 
and frequency and the need to pass urine at night. 
Typically patients will pass 5-6 litres of urine per day. 
Therefore you will need to drink 5-6 litres of water 
or non-caffeinated drinks per day. You must drink 
1-2 glasses of water before going to bed even if you 
don’t feel thirsty. After you have been up to the 
toilet during the night you should also have a drink 
of water to ensure you remain rehydrated during the 
night. You must ensure that you always have access 
to a toilet. These symptoms affected more than 
half of patients and caused one in twelve people to 
discontinue the drug.

If you are unwell and are not able to drink the 
required volume of water and are at risk of 
becoming dehydrated you must stop your Tolvaptan 
tablets and contact the renal unit.

If you are planning to go on holiday or take part 
in activities like marathons then please contact the 
renal unit beforehand.
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•	 Tolvaptan can cause an increase in inflammation 
in the liver. This affected one in 20 patients. No 
long term consequences have been identified so 
far. However, the European Medicines Agency 
estimates that one in 4,000 patients might 
develop acute liver failure. 

•	 Tolvaptan can increase serum uric acid levels 
and there was symptomatic gout in one in 34 
patients.

•	 Other side effects are listed in the patient 
information leaflet contained in the medicine 
box.

Patient View and RaDaR

•	 We will encourage all patients with PKD to 
register with PatientView. This allows you to 
get secure access to your blood results via the 
internet and some other information.

•	 You can request access at     
https://www.patientview.org . Choose Renal as 
the specialty and Kilmarnock as the unit.

•	 RaDaR  http://rarerenal.org/radar-registry/ 
is a national registry of rare kidney diseases, 
including PKD. It is used to advance research 
into those conditions and to enhance patient 
information. We will seek your permission to 
enrol you in the registry.
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Various medications can interact with Tolvapatan, 
so if you are commenced on a new medication 
please contact your renal pharmacist to ensure 
that you are able to continue on your current 
dose of Tolvaptan.

Tolvaptan should not be taken with grapefruit or 
grapefruit juice.

Always ensure that you use precautions in the sun 
and high factor sunscreen/block.

If you have any problems or questions 
please contact: 

Aileen Dunleavy, 
Senior Renal Pharmacist, 
Telephone 01563 521133 page 3431 

or 

Permjit Kaur Singh, 
Renal Pharmacist, 
Telephone 01563 521133 page 3212
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Tell us what you think...
If you would like to comment on any issues raised by this document, please complete 
this form and return it to: Communications Department, 28 Lister Street, University 
Hospital Crosshouse, Crosshouse KA2 0BB. You can also email us at:   
comms@aaaht.scot.nhs.uk. If you provide your contact details, we will acknowledge 
your comments and pass them to the appropriate departments for a response.

Name  ______________________________________________________

Address  ______________________________________________________

   ______________________________________________________  

Comment  ______________________________________________________

   ______________________________________________________

Tha gach sgrìobhainn againn rim faotainn ann an diofar chànanan, clò 
nas motha, Braille (Beurla a-mhàin), teip claistinn no riochd eile a tha 
sibh airson a thaghadh.


