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 UNDERSTANDING PNH
PAROXYSMAL NOCTURNAL 
HAEMOGLOBINURIA

PNH is an ultra-rare, acquired, clonal disorder  
of haematopoietic stem cells that is characterised by  

haemolysis, bone marrow failure, and thrombosis

This infographic has been developed and funded by Novartis for UK healthcare professionals.

Key symptoms include:3

Anaemia

Erectile dysfunction Dysphagia Thrombosis

Fatigue Haemoglobinuria Dyspnoea Abdominal pain

PNH varies in presentation 
and is often associated with 

other clinical conditions, 
such as aplastic anaemia 

and myelodysplastic 
syndrome4

There are a variety of different therapeutic options for PNH4

Approved therapies inhibit components of the complement system,  
halting the destruction of red blood cells and can reduce the risk of thrombosis4

of PNH deaths with a 
known cause are attributed 
to thrombotic events5

Up to:

67%

Diagnosis involves a thorough clinical evaluation, a detailed  
patient history and a variety of specialised tests, including:6,7

Mechanism of disease:

CT scan

Abdominal ultrasound 

Bone marrow examination

D-dimer

Echocardiogram

Lactate dehydrogenase (LDH)

Full blood count 

Kidney function test

Reticulocyte count

Bilirubin levels

A diagnosis of PNH is confirmed by flow cytometry4

Normal haematopoietic cells1,8 PNH haematopoietic cells1,8

Acquired mutation in the  

PIG-A gene results  

in loss of GPI anchors  

on the cell surface1,8

CD55 and CD59 proteins, 

responsible for preventing 

complement-mediated  

cell destruction, cannot 

attach to cell due to loss  

of GPI anchors8 

Lack of CD55  

and CD59 proteins  

make red blood cells 

susceptible to  

complement-mediated 

haemolysis1,8

There are currently

patients living  
with PNH in the UK2

~1,025

The estimated prevalence  
in Great Britain of PNH is

per million1

~10–20 36
years

Median age at onset3

PNH affects males 
& females equally3,4

The National PNH Service9

All patients who have PNH cells detected in 
their blood should be referred to the PNH 
Service to receive treatment at one of two 
dedicated centres.

Visit The National PNH Service for more  
information: https://pnhserviceuk.co.uk/

Abbreviations: 

CT, computed tomography; GPI, glycosylphosphatidylinositol; LDH, lactate dehydrogenase; PNH, paroxysmal nocturnal haemoglobinuria.
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Referrals to the PNH Service

All patients who have PNH cells detected in their blood should be referred to the PNH Service. Patients seen within the Service are 
managed as part of a shared care arrangement between the PNH Service and their local haematologists, who will jointly decide a 
treatment plan.3

If you are a medical professional and you would like to refer someone to the PNH National Service, please contact one of the two 
designated PNH National Service Centres listed below depending on your geographical location.

Patients referred to the PNH National Service will have the choice of being seen either at the next most appropriate Outreach Clinic or at 
the appropriate PNH National Service Centre (St James’s Hospital, Leeds or King’s College Hospital, London) depending on where they 
live and the urgency required.

The two PNH National Service centres work very closely together to ensure a consistent approach to patient management throughout 
the UK and equal access to therapy.

Visit The National PNH Service for more information: https://pnhserviceuk.co.uk/

King’s College Hospital catchment area

The National PNH Service is a world-renowned 
UK-based service, with expertise in managing patients 
with PNH. The Service provides education to further 
the knowledge of diagnosis and management of PNH, 
with the aim to improve patient care worldwide.1

The National PNH Service consists of two centres in 
England; the centre based at King’s College 
Hospital, London manages patients in London and 
the Home Counties, and the centre at St James’s 
University Hospital, Leeds, manages patients from 
the rest of the United Kingdom.2

PNH Dedicated Centres

King’s College Hospital

Leeds Teaching Hospitals catchment area

Leeds Teaching Hospitals

PNH Scotland Outreach

Lanarkshire Monklands Hospital    

PNH Outreach Clinics

Royal Liverpool University Hospital

Manchester Royal Infirmary

Birmingham Queen Elizabeth Hospital

Peterborough City Hospital

Oxford Churchill Hospital

Bristol Southmead Hospital

Southampton Central Hospital

Leeds

For referrals to the PNH National Service at St James’s Hospital, Leeds, please address correspondence to:

St James’s Hospital, Leeds
Level 3, Bexley Wing
St. James’s University Hospital
Beckett Street
Leeds LS9 7TF

Tel: 0113 2068625
Fax: 0113 2068177
E-mail: pnh.leeds@nhs.net 

King’s college

For referrals to the National Service at King’s College Hospital, please address correspondence to:

Dr A. Kulasekararaj
King’s College Hospital, London
Department of Haematology
Hambleden Wing
Denmark Hill
London SE5 9RS

Tel: 0203 2993520
Fax: 0203 2994689
E-mail: kch-tr.pnh@nhs.net 
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Referrals to the PNH Service

All patients who have PNH cells detected in their blood should be referred to the PNH Service. Patients seen within the Service are 
managed as part of a shared care arrangement between the PNH Service and their local haematologists, who will jointly decide a 
treatment plan.3

If you are a medical professional and you would like to refer someone to the PNH National Service, please contact one of the two 
designated PNH National Service Centres listed below depending on your geographical location.

Patients referred to the PNH National Service will have the choice of being seen either at the next most appropriate Outreach Clinic or at 
the appropriate PNH National Service Centre (St James’s Hospital, Leeds or King’s College Hospital, London) depending on where they 
live and the urgency required.

The two PNH National Service centres work very closely together to ensure a consistent approach to patient management throughout 
the UK and equal access to therapy.

Visit The National PNH Service for more information: https://pnhserviceuk.co.uk/

King’s College Hospital catchment area

The National PNH Service is a world-renowned 
UK-based service, with expertise in managing patients 
with PNH. The Service provides education to further 
the knowledge of diagnosis and management of PNH, 
with the aim to improve patient care worldwide.1

The National PNH Service consists of two centres in 
England; the centre based at King’s College 
Hospital, London manages patients in London and 
the Home Counties, and the centre at St James’s 
University Hospital, Leeds, manages patients from 
the rest of the United Kingdom.2
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For referrals to the PNH National Service at St James’s Hospital, Leeds, please address correspondence to:

St James’s Hospital, Leeds
Level 3, Bexley Wing
St. James’s University Hospital
Beckett Street
Leeds LS9 7TF

Tel: 0113 2068625
Fax: 0113 2068177
E-mail: pnh.leeds@nhs.net 

King’s college

For referrals to the National Service at King’s College Hospital, please address correspondence to:

Dr A. Kulasekararaj
King’s College Hospital, London
Department of Haematology
Hambleden Wing
Denmark Hill
London SE5 9RS

Tel: 0203 2993520
Fax: 0203 2994689
E-mail: kch-tr.pnh@nhs.net 
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