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Dear Delegate, 

Thank you for registering for, and attending, the 14th Annual Nephro-Urology Study Day 

study day. 

This event is offered free of charge, thanks to the financial support we have received 

from the  following sponsors (listed in alphabetical order): 

 

• Alexion Pharmaceuticals UK  

• Recordati Rare Disease 

• Vitaflo International Ltd 

A representative from Alexion Pharmaceuticals UK will be delivering a 15 minute talk 

during lunch, which you are welcome to watch. Within this virtual pack, along with a copy 

of the programme, are  information leaflets from the other sponsors. We welcome you to 

take a look through their information. 

Please note, the sponsors have not provided any input into the content of the day. 

In addition to this we would like to raise awareness of Ready Steady Go: TIER. 

TIER is an international collaboration of healthcare professionals who are passionate about 

working together to empower children, young people and adults through the use of the 

'Ready Steady Go' and 'Hello' programmes, promote best practice and share resources. 

Please take a look at our website: https://www.readysteadygo.net/tier-home.html 

Best wishes 

Nephro-Urology Team 
 
 
 
 
 
 
 
 
 
 
 

https://www.readysteadygo.net/tier-home.html


                                                                  
 

                 
14th Annual Nephro-Urology Study Day  

for Paediatricians and the Multi-Disciplinary Team 
 

Wednesday 2nd February 2022  

09:15– 09:35 Registration 

09:35 – 09:40 Welcome  

 
09:40 – 10:25 

 
 
 

10.25 – 11.10 
 
 
 

Session Chair 
 
Latest update on the management of the child with recurrent 
Urinary Tract Infections 

         
   

Paediatric Urology MDT: Case discussions + audience 
interaction 
 
 

Dr Shuman Haq, Mr Ewan Brownlee 
 
Dr Matt Harmer, Mr Ewan Brownlee 
 
 
 
Miss Libby Brewin, Clinical Fellow Paediatric 
Urology 
Mr Stephen Griffin, Mr Manoharan 
Sengamalai, Mr Ewan Brownlee 
 

 

11:10 – 11:30 
 

Coffee Break 
 

 
 
 

11: 30 – 11:50 
 

11:50 – 12:10 
 

12.10 – 12.30 
 

12:30 – 13:00 
 

Session Chair:  
 
Attendee presentations:  
 

• “Unlikely serious” 
 

• Evolving renal impairment in chronic complex patient 
 

• Child with posterior urethral valves 
 

• Nephrotic syndrome: Viral infections and the Prednos 
2 findings 

Dr Rodney Gilbert, Mr Manoharan Sengamalai 
 
 
 
Dr Philip Parslow 
 
Dr Judith Scanlan 
 
Dr Jacqueline Sit  
 
Dr Martin Christian 

13:10 – 13:45 

 

Lunch 

Alexion Pharmaceuticals (15 mins)                                                       Jasbir Bains 

 
 
 

13:45 - 14:30 
 
 

      14:30 – 15:15 
 
 
 
 

 
Session Chairs: 
 
Meeting the NICE guidance: Shared decision making and 
transition 
 
Providing psychosocial support for patients and families 
living with a long-term condition 
 

 

 
Caroline Anderson, Dr Evgenia Preka 
 
Dr Arvind Nagra,  
 
 
Ellie Stubbs, Sarah Shameti,( youth workers)  
Monica Roman-Morales ( family therapist) 
 

15:15 -15:30 
 

Coffee Break 
 

 
 
 

15:30 – 16:15 
 
 

16:15 – 17:00 
 
 

Session Chairs 
 
 
Guideline: Assessment of the child with daytime wetting 
 
 
Guideline: Management of haematuria  
 

Mr Stephen Griffin, Dr Philip Parslow 
 
 
Amelia Denny (paediatric urology clinical nurse 
specialist 
 
Dr John Tolliday, Dr Evgenia Preka   

17:00 
Close of meeting 

 

 
RCPCH has approved this activity for CPD in accordance with the current RCPCH CPD Guidelines.  
 
This meeting has been supported by pharmaceutical companies through the purchase of exhibition trade space only and is limited to meeting the 
costs of the scientific programme. 



TRUST BUILT  
ON EXPERIENCE

CYSTAGON® (cysteamine) is indicated for the treatment of proven nephropathic cystinosis. 
Cysteamine reduces cystine accumulation in some cells (e.g. leukocytes, muscle and liver cells)  
of nephropathic cystinosis patients and, when treatment is started early, it delays the  
development of renal failure1

RRDUK-CYG-042-V1-DIGI 
September 2021

CYSTINOSIS

Cysteamine [as mercaptamine bitartrate]



CYSTINOSIS THE DISEASE

 Cystinosis is an autosomal-recessive disease in which a genetic defect  
 in the protein transporter cystinosin causes cystine to accumulate in  
 the lysosomes, leading to the destruction of cells in organs2-7

   Cystagon is indicated for the treatment of proven nephrotic cystinosis1

 Cystinosis primarily leads to damage in the kidneys and eyes2-7

   In the kidneys, the crystals cause glomerular damage which can lead to  
 Fanconi syndrome or end stage renal disease (ESRD)2,4,5

   Other symptoms include thyroid insufficiency, pulmonary dysfunction  
 and failure to thrive.4 Overall, the disease is characterised by severe  
 morbidity and premature death2,4

   If untreated with cysteamine, even despite renal transplantation, about 50% 
of patients die between the ages of 21 and 302

< 1 year 1-2 years        3-4 years 7-10 years Puberty 2nd & 3rd  
decade of life

Failure to thrive, rickets, growth disorders2,4 Severe 
symptoms,  

thyroid 
insufficiency  

(50%)4

Delayed sexual  
maturation, 

hypogonadism5

Symptomatic CNS  
involvement (2%),  

CNS 
calcification (15%),  
myopathy (20%),  

diabetes mellitus (5%),  
liver disease,  

male hypogonadism 
(70%), pulmonary 

dysfunction (100%)4,6

Fanconi 
syndrome at 

6 to 
12 months 
(95%)4,7

Polyuria, 
polydipsia, 
progressive 
reduction 

of the 
glomerular 

filtration 
rate, Fanconi  
syndrome5

Progressive 
renal failure; 
final stage 

of renal 
insufficiency 

in the first 
decade of 

life (ESRD)2

Progressive 
renal failure; 
final stage 

of renal 
insufficiency 

in the first 
decade 
of life2,4

Terminal 
renal failure 
(prevalence 

chronic 
renal failure 
95%), kidney 
transplant4
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DISEASE  
PROGRESSION STUDY

A retrospective study to assess the clinical outcomes of a cohort of 86 
French adults with nephropathic cystinosis and the impact of long-term oral 
cysteamine administration8

The interest of this study relies on the early introduction of cysteamine and 
an extended follow-up until adulthood

The interpretation of results should be viewed in the context of the 
retrospective nature of these data

 Life expectancy in this retrospective study was shown to be 
 significantly improved in patients treated with cysteamine before the  
 age of 5 years when compared with the absence of treatment (p= 0.03) 

 Starting cysteamine after 5 years of age still provided a significant  
 improvement in the life expectancy in comparison with untreated  
 patients p<0.05 
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EXTRARENAL EFFECTS STUDY

A retrospective study of a case series of 100 adults with cystinosis to 
assess the severity of cystinosis in adults receiving and not receiving oral 
cysteamine therapy9 
 
Patient complications were noted for each 10 year span that a patient 
either lived without adequate cysteamine therapy or continued cysteamine 
treatment diligently9

PATIENT CHARACTERISTICS

Patients (n = 100)

Age (years), Mean ± s.d. 26.2 ± 6.5

Sex (men), % 58

Received a renal transplant, n/n (%) 92/100 (92)

Hypothyroidism, n/n (%) 75/100 (75)

Deceased, n/n (%) 33/100 (33)

Not all patients were evaluated for every characteristic.

The interpretation of results should be viewed in the context of the 
retrospective nature of these data

Systemic  
cysteamine  
therapy 

Cysteamine [as mercaptamine bitartrate]



POSITIVE EFFECT ON  
EXTRARENAL COMPLICATIONS

The interpretation of results should be viewed in the context of the 
retrospective nature of these data9
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The frequency of diabetes 
decreased from 28% to 
0% as the time on therapy 
increased to greater than 
20 years9

Decrease in diabetes mellitus frequency, by duration of cysteamine therapy
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The frequency of myopathy 
decreased from 60% to 
0% as time on therapy 
increased to greater than 
20 years9

Decrease in myopathy frequency, by duration of cysteamine therapy

Pulmonary dysfunction 
decreased with time on 
cysteamine therapys9
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CYSTAGON TOLERABILITY 
AND MONITORING

UNDESIRABLE EFFECTS1

Approximately 35% of patients can be expected to experience adverse 
reactions. These mainly involve the gastrointestinal and central nervous 
systems. When these effects appear at the initiation of cysteamine therapy, 
temporary suspension and gradual reintroduction of treatment may be 
effective in improving tolerance1

CONTRAINDICATIONS1

 Hypersensitivity to cysteamine or any excipients as noted in Summary  
 of Product Characteristics

 Hypersensitivity to penicillamine

 Breast feeding

TREATMENT MONITORING1

 The WBC levels should be measured 5 to 6 hours after dosing and should  
 be checked frequently when initiating therapy (e.g. monthly) and every 3-4  
 months when on a stable dose1

 In patients with hepatic insufficiency, dose adjustment is not normally  
 necessary, however leucocyte cystine levels should be monitored1

 Regular skin monitoring is also recommended1

Note: Cysteamine treatment should be continued even after dialysis or 
kidney transplantation as it may delay the complications caused by cystine 
accumulation in extrarenal tissues

Systemic  
cysteamine  
therapy 

Please refer to full Summary of Product Characteristics for further details

Cysteamine [as mercaptamine bitartrate]



CYSTAGON® DOSAGE

RECOMMENDED DOSE1

ADDITIONAL INFORMATION1

 Correct dosage is important for the successful treatment  
 of cystinotic patients

The use of doses higher than 1.95 g/m2/day is not recommended1

   The starting dose of Cystagon® should be 1/4 to 1/6 of the expected 
maintenance dose and progressively increased over a period of 4-6 weeks 
in order to avoid adverse reactions (nausea and vomiting)1

  Digestive tolerance of cysteamine is improved when the  
  medicinal product is taken just after or with food

  In children aged approximately 6 years and under, the  
  hard capsules should be opened and the content  
  sprinkled on food

 Experience suggests that foods such as milk, potatoes and other  
 starch-based products seem to be appropriate for mixing with the  
 powder. However, acidic drinks, e.g. orange juice, should generally be  
 avoided as the powder tends not to mix well and may precipitate out

  Children up to age  
12 years

   Patient over age 12  
     and over 50 kg weight

Recommended dose 1.30 g/m2/day of the free 
base divided four times daily

2 g/day, 
divided four times daily

REFERENCES
1. Cystagon® Summary of Product Characteristics;  2. Emma F et al. Nephrology, Dialysis, Transplantation 2014; 
29 (Suppl 4):87-94;  3. Gahl WA, Thoene JG. Cystinosis: A Disorder of Lysosomal Membrane Transport in The 
Online Metabolic and Molecular Bases of Inherited Disease. Valle DL et al. eds. McGraw-Hill 2019. Available from 
DOI: 10.1036/ommbid.233, last accessed September 2021;  4. Gahl WA et al. New Engl J Med 2002; 347(2):111-21; 
5. Elenberg E et al. Medscape 2020; Available from: http://emedicine.medscape.com/article/981650-overview, 
last accessed September 2021;  6. Wilmer MJ et al. Pediatr Nephrol 2011; 26(2): 205-15;  7. Servais A et al. Clin 
J Am Soc Nephrol 2008;(3):27-35;  8. Brodin-Sartorius A et al. Kidney Int 2011;81(2):179-89;  9. Gahl WA, et al. 
Ann Intern Med 2007;147(4):242-50



PRESCRIBING INFORMATION
Cystagon® (cysteamine [as mercaptamine bitartrate]) 50mg and 150mg Capsules PRESCRIBING 
INFORMATION. Please refer to full Summary of Product Characteristics (SmPC) before prescribing

NAME OF MEDICINAL PRODUCT: Cystagon 50mg and 
150mg hard capsules COMPOSITION: Each hard capsule 
contains 50mg or 150mg of cysteamine (as mercaptamine 
bitartrate). INDICATIONS: Cystagon is indicated for 
the treatment of proven nephropathic cystinosis. 
Cysteamine reduces cystine accumulation in some cells 
(e.g. leukocytes, muscle and liver cells) of nephropathic 
cystinosis patients and, when treatment is started early, 
it delays the development of renal failure. DOSAGE AND 
ADMINISTRATION: Treatment with Cystagon should be 
initiated under the supervision of a physician experienced 
in the treatment of cystinosis. White blood cell (WBC) 
cystine levels should be monitored when initiating therapy, 
to adjust the dose and every 3-4 months once stable. 
Posology for patients over age 12 and over 50 kg weight: 
The recommended Cystagon dose is 2 g/day, divided 
four times daily. Starting doses should be 1/4 to 1/6 of the 
expected maintenance dose, increased gradually over 4-6 
weeks to avoid intolerance. The dose should be raised if 
there is adequate tolerance and the leucocyte cystine 
level remains >1 nmol hemicystine/mg protein. The use 
of doses higher than 1.95 g/m2/day is not recommended. 
Posology for children up to age 12 years: Cystagon dosing 
should be on the basis of body surface area (g/m2/day). 
The recommended dose is 1.30 g/m2/day of the free base 
divided four times daily. Method of administration: Oral. 
Digestive tolerance of cysteamine is improved when the 
medicinal product is taken just after or with food. Capsules 
should not be administered to children under the age of  
6 due to risk of aspiration. The hard capsules can be 
opened and the contents sprinkled on food. Avoid acidic 
drinks e.g. orange juice and refer to SmPC for more details. 
Patients on dialysis or post-transplantation: Some forms 
of cysteamine are less well tolerated when patients are  
on dialysis. A closer monitoring of the leucocyte 
cystine levels is recommended in these patients. 
CONTRAINDICATIONS: Hypersensitivity to the active 
substance to any of the excipients listed in section 6.1 of 
the SmPC, or to penicillamine. Breast-feeding. Cystagon 
should not be used during pregnancy, particularly 
during the first trimester, unless clearly necessary as 
it is teratogenic in animals. SPECIAL WARNINGS AND 
PRECAUTIONS FOR USE: Cystagon therapy must be 
initiated promptly after confirmation of diagnosis. Monitor 
regularly skin and consider X-ray examinations of the bone 
as necessary for Ehlers-Danlos syndrome and vascular 
disorders. Self-examination of the skin by the patient or the 
parents should be advised. Decrease the dose of Cystagon 
if skin or bone abnormalities appear. Oral cysteamine 
has not been shown to prevent eye deposition of cystine 
crystals, therefore continue ophthalmic solution where 
used for that purpose. In contrast to phosphocysteamine, 
Cystagon does not contain phosphate. Phosphate 
supplement dose may need to be altered when Cystagon 

is substituted for phosphocysteamine. INTERACTIONS: No 
interaction studies have been performed. Cystagon can be 
administered with electrolyte and mineral replacements 
necessary for management of the Fanconi syndrome as 
well as vitamin D and thyroid hormones. Indomethacin and 
Cystagon have been used simultaneously in some patients. 
In cases of patients with kidney transplants, anti-rejection 
treatments have been used with cysteamine. PREGNANCY 
AND LACTATION: Pregnancy: The effect on pregnancy 
of untreated cystinosis is unknown. Cystagon should not 
be used during pregnancy, particularly during the first 
trimester, unless clearly necessary. Teratogenesis has been 
demonstrated in animals. Breastfeeding: Contraindicated in 
women taking Cystagon. EFFECTS ON ABILITY TO DRIVE 
AND USE MACHINES: Cystagon has minor or moderate 
influence on the ability to drive and use machines. 
Cystagon may cause drowsiness. SIDE EFFECTS: Approx. 
35% of patients will experience adverse reactions which 
are mainly gastrointestinal and central nervous system 
adverse events. When adverse events occur, temporary 
suspension and gradual reintroduction of treatment may 
be effective in improving tolerance. Very common (≥ 1/10): 
vomiting, nausea, diarrhoea, anorexia, lethargy, pyrexia. 
Common (≥1/100 to <1/10): abnormal liver function tests, 
headache, encephalopathy, abdominal pain, breath odour, 
dyspepsia, gastroenteritis, abnormal skin odour, rash, and 
asthenia. Other adverse events can include convulsions, 
nephrotic syndrome (within 6 months of starting therapy), 
scoliosis, compression fracture, anaphylactic reaction and 
hallucination. 
PLEASE CONSULT THE FULL SMPC FOR FURTHER 
INFORMATION. MARKETING AUTHORISATION 
NUMBERS: EU/1/97/039/001 (100 x 50mg caps), 
EU/1/97/039/003 (100 x 150mg caps). PRICE: 100 x 50mg 
capsules = £70, 100 x 150mg capsules = £190. 
LEGAL CLASSIFICATION: POM. NAME AND ADDRESS OF 
THE BUSINESS RESPONSIBLE FOR SALE: Recordati Rare 
Diseases UK Ltd., Origin, Western Road, Bracknell RG12 
1US. Further information is available on request. 
DATE PRESCRIBING INFORMATION REVISED: July 2020;  
OEUK-CYG-026-V3.1.

Cysteamine [as mercaptamine bitartrate]

Adverse events should be reported. Reporting forms 
and information can be found at (UK) 
www.mhra.gov.uk/yellowcard or search for MHRA 
Yellow Card in the Google Play or Apple App Store. 
(IRELAND) Healthcare professionals are asked to  
report any suspected adverse reactions via HPRA  
Pharmacovigilance www.hpra.ie. Adverse events  
should also be reported to Recordati Rare Diseases  
at Tel: +44 (0)1491 414 333 or 
RRDpharmacovigilance@recordati.com
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This leaflet has been provided 
as a service to patients by

PATIENT BOOKLET
During the course of treatment with Cystadrops® 

(cysteamine) patients are advised to also read the Patient 
Information Leaflet at regular intervals

Information for patients prescribed 
Cystadrops® (cysteamine)



What is cystinosis?

• Cystinosis is a genetic condition where the amino acid cystine  
 accumulates as crystals in your body

• Due to a mutation in the CTNS gene, cystinosin (a carrier protein)  
 cannot transport these crystals out of your cells for elimination  
 and instead they accumulate all over your body, including the  
 kidneys, eyes, thyroid, pancreas, and central nervous system

• Cysteamine can treat cystinosis by reducing the level of cystine,  
 thus preventing the formation of crystals

• The eyedrop formulation will only prevent formation of cystine  
 crystals in the eyes

• It is important to remember that oral treatments do not replace  
 eye drops; both need to be taken to reduce cystine crystal  
 accumulation throughout your body

• It is essential that you use your treatments as prescribed to prevent  
 the build-up of cystine crystals, which can cause irreversible damage  

• You should also continue to take your treatments even if you see  
 improvements, to ensure cystine crystals don’t build-up again

 
 
 
 
 
 
 
 
 

If you have any questions please speak to a healthcare professional for specific advice.



IRIS

PUPIL

CORNEA

LENS

OPTIC NERVE

RETINA

ANTERIOR SEGMENT

 PHOTOPHOBIA Discomfort or pain to the eyes due to light exposure

DRY EYE DISEASE Occurs when your tears aren’t able to provide  
adequate lubrication for your eyes

MEIBOMIAN GLAND DYSFUNCTION Abnormalities of the meibomian glands that can  
lead to altered tear composition and dry eyes

BLEPHAROSPASM A condition that causes the muscles around your  
eyes to spasm involuntarily

IMPAIRED VISUAL ACUITY The visual ability to distinguish clarity or sharpness  
of an object

SUPERFICIAL PUNCTATE KERATITIS Corneal inflammation causing redness, abnormal  
or excessive secretion of tears, photophobia, and 
slightly decreased vision

BAND KERATOPATHY Characterised by the appeareance of a band of  
calcium salts across the central cornea

POSTERIOR SEGMENT

PAPILLOEDEMA Increased pressure in or around the brain causes  
the part of the optic nerve inside the eye to swell

RETINAL DEGENERATION The deterioration of the retina caused by the  
progressive death of its cells

Cystinosis can affect the 
eye in different ways

POSTERIOR 
SEGMENT

ORAL TREATMENT

ANTERIOR  
SEGMENT

EYE
DROPS



What should I know before using Cystadrops®?

How should Cystadrops® be used?

• Do not use Cystadrops® if you are allergic to cysteamine or other  
 ingredients listed in section 6 of the patient information leaflet

• If you are pregnant or breastfeeding, think you may be pregnant  
 or are planning to have a baby please speak to your doctor or  
 pharmacist for advice before using Cystadrops®

Please also refer to the patient information leaflet which has additional information

It is important that Cystadrops® are used every day as prescribed, even if your eyes 
are not bothering you or if you feel you are getting better.

The recommended interval between each dose of Cystadrops is 4 hours

Always use Cystadrops® exactly as prescribed by your doctor or pharmacist. If you are 
unsure about correct use, it is important that you contact your doctor or pharmacist. 
Please refer to the patient information leaflet for additional information.



1 2 3

Remove green protective cap Remove metal seal Remove gray stopper

4 5

Attach the pipette Keep the white cap 

Small white cap 

Turn and press  
to attach 

Dropper

Bottle

• Cystadrops® must be at room temperature before use. This will make it 
easier to administer the drops 

• When opening a bottle for the first time, write the date that you opened 
the bottle in the space provided on the box  

• Wash hands thoroughly before use to prevent contamination of  
the bottle 

• Remove the green protective cap (image 1) 

• Remove the metal seal (image 2) 

• Remove the grey stopper (image 3) from the vial

• Do not touch the opening of the bottle after removing the grey stopper 

• Remove the dropper from the sachet and attach to the end of the bottle 
(image 4) without touching the top of the bottle

• Take care not to touch the small white cap that is on top of the dropper 
(image 5)
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Opening the Cystadrops® bottle  
for the first time



Before using Cystadrops®

Using Cystadrops®

• Hold the bottle with the dropper pointing downwards between your 
thumb and fingers. Shake the dropper vigorously to fill the dropper

• Unscrew the white cap from the dropper 

• Hold your head back and open an eye by pulling down the bottom eyelid 
with clean fingers. This creates a ‘pocket’ for the drop to fall into (image 6)

• Bring the end of the dropper close to your eye, use a mirror if you find 
this helpful 

• Make sure that the dropper does not come into contact with the eye or 
eyelid, the skin around the eye or other surfaces as this could  
contaminate the drops

• Gently squeeze the pipette to release one drop of Cystadrops® at one 
time.  After applying Cystadrops®, press your finger into the corner of 
your eye near your nose (image 7), and gently massage your eye while it is 
closed to spread the drops over the eye

• To avoid possible irritation, remove any excess drops from around the 
eye with a damp cloth (image 8)

• Repeat from step 3 onwards for the other eye

• Replace the white cap on the dropper immediately after use
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• Check the opening date recorded on the box. Cystadrops® can be used 
within 7 days of opening the bottle 

• Prepare the bottle and dropper as described in steps 7 to 9. Make sure 
you have a mirror to hand

• Thoroughly wash your hands
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• Put the bottle back in the box 

• Store Cystadrops® at room temperature 

1

2

To avoid sticky eyes in the morning, it is recommended to 
use Cystadrops® at least 30 minutes before going to bed

If you use another eye medicine, there should be at least a 
ten minute gap between using Cystadrops® and the other 
eye medicine. Eye ointments should be applied last

Contact lenses must be removed before application of the 
eye drops. Wait at least 15 minutes after administration 
before reinserting contact lenses to prevent discoloration 
on lenses

Use of the formulation may cause eye irritation, especially 
if you have dry eyes or disorders of the cornea. If you feel 
abnormal eye sensation, stinging or pain in the eye after 
using Cystadrops®, talk to your doctor

Do not keep an opened bottle for more  
than 7 days. Discard once the bottle has been  

open for 7 days and use a new bottle

What else do I need to know?

Storing the eye drops after use
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Possible side effects during treatment

Very common side effects (affects more than 1 in 10 people)

Common side effects (may affect up to 1 in 10 people)

• Eye pain

• Eye redness, itching or irritation 

• Watery eyes 

• Blurred vison/visual impairment  

• Discomfort where the drops have been instilled (sticky eyes or eyelashes)  
 medicine deposit on the eyelashes, around the eyes

• Abnormal sensation in the eye, like you have something in your eye 

• Dry eyes

• Swollen eyelids

• Irritation of the eyelid

• Visual impairment

• Pain after drops have been applied 

• Stye

Reporting of side effects
If you get any side effects, talk to your doctor, pharmacist or nurse. This includes any possible 
side effects not listed in the Package Information Leaflet. You can also report side effects directly 
via the Yellow Card Scheme at: www.yellowcard.mhra.gov.uk or search for MHRA Yellow Card in 
the Google Play or Apple App Store. By reporting side effects you can help provide more  
information on the safety of this medicine.

ADDITIONAL RESOURCES
Cystinosis Foundation UK 
www.cystinosis.org.uk
Recordati Rare Diseases has no editorial input or influence into this website EM
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Renastep has a � exible use and can be 
used in varying amounts in conjunction 
with other paediatric enteral feeds 
and / or oral diet to meet individual 
nutritional requirements. 

Renastep can be administered as a tube 
feed or taken orally. It can also be added 
to various food and drinks. 

Renastep is high in energy (2kcal/ml) 
which is of key importance for those 
who are on a � uid restriction.[1] 

Renastep has a tailored level of 
protein (2g/100kcal) to ensure protein 
requirements are met to optimise growth, 
without exceeding requirements.  

Renastep has a tailored micronutrient 
content speci� c for children aged 3 years 
of age onwards with kidney disease.

Renastep has low levels of potassium 
and phosphorus compared to standard 
paediatric enteral feeds to facilitate 
dietary restrictions which are 
commonly needed in the management 
of kidney disease.[2] 

Why use Renastep™? 
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Renastep has low levels of calcium 
compared to standard paediatric enteral 
feeds to allow the use of calcium-based 
phosphate binders.[2]

Renastep has a low level of vitamin A
compared to standard paediatric enteral 
feeds, to ensure vitamin A toxicity is 
avoided, a complication often associated 
with this condition.[3]

Renastep comes in a ready to use format
reducing the complexity and preparation 
errors associated with powdered products 
and reducing the burden for caregivers.[4]

Renastep has a mild vanilla � avour
which takes into account the taste 
changes associated with kidney disease.[5]

Renastep is packaged in a 125ml bottle
which is convenient and portable.

4. Evans, S., A. Daly, C. Ashmore, H. Gokmen-Ozel, R. Dileva, B. Dumbleton, 
 S. Chahal and A. Macdonald (2013). “Nutritional content of modular feeds: how
 accurate is feed production?” Archives of Disease in Childhood 98(3): 184-188. 

5. Armstrong, J. E., D. G. Laing, F. J. Wilkes and G. Kainer (2010). “Smell and  
 taste function in children with chronic kidney disease.” Pediatric Nephrology 
 25(8): 1497-1504.



  

Nutritional Information
Per 

100ml
Per bottle 
(125ml)

Per 
100ml

Per bottle 
(125ml)

Energy kJ 836 1045 Biotin μg 4.0 5.0
kcal 200 250 Pantothenic acid mg 0.6 0.75

Fat g 11.1 14 Minerals
of which Sodium mg 84 105
    saturates g 1.7 2.1 mmol 3.6 4.5
    monounsaturates g 7.8 9.8 Potassium mg 35 44
    polyunsaturates g 1.1 1.4 mmol 0.9 1.1
Alpha linolenic acid mg 125 156 Chloride mg 60 75
Docosahexaenoic acid mmol 1.7 2.1
(DHA) mg 40 50 Calcium mg 47 59
Linoleic acid mg 1000 1250 mmol 1.2 1.5
Carbohydrate g 21.0 26 Phosphorus mg 35 44
of which mmol 1.1 1.4
    sugars g 3.4 4.3 Magnesium mg 15 19
Protein g 4.0 5.0 mmol 0.6 0.8
Salt g 0.21 0.26 Trace Elements
Vitamins Iron mg 2.0 2.5
Vitamin A (RE) μg 39 49 Zinc mg 1.2 1.5
Vitamin D μg 1.6 2.0 Copper mg 0.12 0.15

Vitamin E (αTE) mg 3.6 4.5 Manganese mg 0.20 0.25
Vitamin K μg 7.0 8.8 Selenium μg 5.0 6.3
Vitamin C mg 8.0 10.0 Chromium μg 2.5 3.1
Thiamin mg 0.12 0.15 Molybdenum μg 7.0 8.8
Riboflavin mg 0.16 0.20 Iodine μg 18 23
Niacin mg 1.37 1.7 Others
(Niacin Eq) mg (2.2) (2.8) L-Carnitine mg 4.0 5.0
Vitamin B6 mg 0.21 0.26 Choline mg 40 50
Folic acid μg 25 31 Osmolality 600mOsm/kg
Vitamin B12 μg 0.4 0.50
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Do you want to know more 
about this product? 

Please contact your Vitafl o® representative 
or call the Nutritional Helpline on 

+44 (0) 151 702 4937 for more information.

This information is intended for use 
by Healthcare Professionals only. 

Renastep is a Food for Special Medical Purposes 
and must be used under medical supervision. 

Renastep is a ready to use feed for the dietary management 
of kidney disease from 3 years of age onwards.

Not suitable for use as a sole source of nutrition. 

Regular monitoring of nutritional status and electrolyte levels is required. 

Renastep contains milk and fi sh.
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