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Introduction

This booklet is designed to offer some written information that you will be able to reference to during your journey with us. It has information on chronic kidney disease and its treatments.  It is the type of information that you may need to discuss and read many times and usually it takes several weeks before people feel they understand enough to be able to make decisions about their treatment (but this is what you will need to do if your kidney disease progresses).  Ideally, we want to plan ahead for some treatments and discuss this information with you. 

You have been given a diagnosis of having Chronic Kidney Disease (CKD) and you need careful management of this and may need treatments in the future. By giving you information about what may happen in the future, we aim to help you adapt to these treatments with as much help as possible. Your condition is monitored by a team of specialist health professionals:

· Consultant Nephrologist and the doctors who work with them.

· Renal Dietician.

· Renal Psychologist.
· CKD and other specialist nursing colleagues.

When you come to the renal clinic at the Royal Shrewsbury Hospital or Princess Royal Hospital you will meet most members of the team who will be monitoring and giving information about your condition and care.  

The names and contact numbers of the renal team monitoring you are:

Consultant Nephrologists: 
Dr R Diwakar / Dr S Davies / 
Dr S Ramadoss / Dr S Nair / Dr S Chand / Dr J Nicholas/ Dr K S Eardley
Secretary Tel No: 
01743 261101 or 01743 261000 ext 1099 or 1799 
CKD Nurse Tel No:


01743 261092






01743 492583
Renal Dietician:


 

Tel No:



01743 261000 ext 1358
Integrated Care Services (ICS) Team:



Tel No:



01743 277699
Shrewsbury Dialysis Unit:
01743 261673

Telford Dialysis Unit Tel No:
01952 641222 Ext 4372
Peritoneal Dialysis Unit Tel No: 01743 261092

Renal Psychologist:

01743 261055
Transplant Specialist Nurse:
01743261039

Should you have any questions or wish to discuss anything you are welcome to contact us.

What is Chronic Kidney Disease (CKD) and eGFR?

A diagnosis of CKD means your kidneys are not working as effectively as they used to. The older you are the more likely you will have a degree of CKD.

CKD doesn’t always cause symptoms especially in the early stages and so someone only becomes aware of problems when the level of kidney function has fallen to low levels. 

It is estimated that about one in five men and one in four women between the ages of 65 and 74 has some degree of CKD.
Therefore it is blood and urine tests that are used to diagnose the problem in the early stages. To measure your kidney function, you will have blood tests taken which tell us what your “eGFR” is.  (This stands for “estimated Glomerular filtration rate”) and we use this as an estimate of the percentage of your kidney function remaining.  For example, if your eGFR is 20, the doctors will explain that your kidneys are working at 20% of normal.

While there is no cure for chronic kidney disease, treatment can slow or halt the progression of the disease and can prevent other serious conditions developing with the aim for people with CKD to live active and full lives.
When we know what your eGFR is we are able to know which “stage” of CKD you are in.  For example: eGFR 20 – stage 4 CKD. There are in total 5 stages of CKD, with stage 1 being the mildest.

	Stage
	GFR*
	Description
	Treatment stage

	1
	90+
	Normal kidney function but urine findings or structural abnormalities or genetic trait point to kidney disease
	Observation, control of blood pressure.

	2
	60-89
	Mildly reduced kidney function, and other findings (as for stage 1) point to kidney disease
	Observation, control of blood pressure and risk factors..

	3A
3B 
	45-59
30-44 
	Moderately reduced kidney function
	Observation, control of blood pressure and risk factors. 

	4
	15-29
	Severely reduced kidney function
	Planning for endstage renal failure. 

	5
	<15 or on dialysis

	Very severe, or endstage kidney failure (sometimes call established renal failure)
	Treatment choices. 


To learn more about CKD we would recommend looking at https://www.thinkkidneys.nhs.uk
If you don’t have access to the Internet at home you can use the library.   
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Causes of Chronic Kidney Disease

There are many reasons why people have CKD but the following conditions are the most common causes:

· Diabetes

· High Blood Pressure (Hypertension)

· Inflammation of the Kidney (Glomerulonephritis)

· Auto-immune Disorders

· Congenital Abnormalities of Urinary System

· Infection of Kidneys (Pyelonephritis)

· Hereditary Conditions

· Urological Problems

· Vascular Problems

What can I do to help my kidneys
You are encouraged to aim for a healthy lifestyle to slow down the progression of CKD. These include:

· No Smoking

· Increased Activity / Exercise

· Avoiding Dehydration

· Avoiding Harmful Drugs such as:
Ibruprofen, Voltarol

· Early Treatment of Infection

· Vaccinations against:
Flu





Pneumonia 
What else can you do to help yourself

You are part of the team of people managing and monitoring your kidney failure.  To ensure you are doing the most to help yourself you need to:-

1. Attend clinic for regular review by the kidney team.   

2. Take medications as prescribed by the doctors. Do not stop without discussing with doctors first. We need to understand the difficulties you have to tailor future treatment to minimise side-effects. If you do not fully understand the medication regime, please ask us.

3. Try to improve your general health and fitness.  Dieticians can advise on losing a little weight if you are overweight and adapting to a healthier diet.                   Ideal BMI 20 – 25.
Adding in some daily activity and / or exercise will improve your blood pressure and hopefully make you feel better.  It doesn’t need to be a sport – walking for 20 – 30 minutes daily will help!
4. Try to give up smoking if you are a smoker.  This will improve your blood pressure, lungs and bank balance!  See the practice nurse at your GP surgery for more help and support – Good luck.  

NHS Free Helpline 0800 0224 332  

Help available of website https://www.nhs.uk/smokefree
5. Avoid harmful drugs – always check with Pharmacist / GP.  Avoid anti-inflammatory pain-killers (e.g. Ibuprofen, Voltorol).

6. Avoid dehydration and excess salt.  Drink 1 ½ - 2 litres fluid daily if there are no concerns of fluid excess.  If you have diarrhoea / vomiting some medication may need to be stopped such as the ‘….prils and …..sartans’ during this time.  Ask your doctor.

7. Seek early treatment if you suspect you have an infection, particularly urine infection / cystitis.   

8. Contact us if you feel your symptoms are worsening.

Management of Chronic Kidney Disease

The earlier CKD is diagnosed and managed, the better. The majority of people have their CKD managed in the community. The aims of the management are:

· To slow down the progression of CKD, therefore delaying the need for transplant or dialysis.

· To prevent complications such as vascular, heart and bone problems.

· Diagnose and treat existing complications.

· Give information about your condition and treatment.   

· Provide support to you and your family as you prepare for treatments such as transplant, dialysis or conservative management.

Regular review by nephrologists, kidney nurses and dieticians is essential for this as your stage of CKD progresses, which may involve the following tests and investigations:
	Blood tests
	Much information can be obtained through these – including levels of waste products, red blood cells and hormones.



	Urine tests
	These can show how well the kidneys are removing waste products.  They also show if there is infection present and how much protein your kidney leaks.


	X Rays & Scans
	These can show up certain problems with the kidneys and are sometimes used for your diagnosis. 
 

	Kidney Biopsy
	This is sometimes necessary.  It is a procedure to take a very small piece of your kidney tissue which is examined and can be used to diagnose the disease causing your kidney failure.



	Blood Pressure 

	This is monitored regularly and will be controlled by medication if it is too high.



	Medical Examination
	The Medical team will be assessing your physical state and looking for swelling and fluid overload.




Commonly prescribed drugs for blood pressure: (Always look at the drug information sheet)

Diuretics (‘water tablets’): Examples include furosemide, bumetanide, bendrofluazide, metolozone.

These help control blood pressure and treat water retention.

Care has to be taken if at risk of dehydration (e.g. persistent diarrhoea/vomiting).

Monitoring your weight as well as ankle swelling/shortness of breath may help you decide

if you are retaining too much water or are dehydrated.

‘….prils and ….sartans’: Examples include ramapril, lisinopril, losartan, valsartan.(ACE inhibitors )

These help control blood pressure and protect the kidneys and heart.

If at risk of dehydration (e.g. persistent diarrhoea/vomiting) they should be temporarily 

stopped as they can upset the kidneys in this setting.

When this type of tablet is started, or if the dose is increased, you should have a kidney 

function blood test within 2 weeks. Rarely these tablets can decrease kidney function.

A common side effect of the ‘…prils is a tickly cough (inform your GP). Others include headache, rash, and tiredness.

You shouldn’t take this if pregnant or trying to get pregnant.

‘….lols’: Examples include atenolol, metoprolol. (beta blockers)

These help control blood pressure and protect the kidneys and heart. Side effects include tiredness, cold hands and feet.

Asthma may be worsened.

‘….pines’: Examples include nifedipine, felodipine, amlodipine.(calcium channel blockers)

These help control blood pressure and protect the kidneys and heart. Side effects include headache, dizziness, flushing, and ankle swelling.

A








Home Therapies Fayre and CKD Seminars
Feedback from people who have ‘been there, done that’ tell us that one of the most helpful things when they were having to make decisions about dialysis was to meet up with, chat to and see patients doing dialysis.

We have several events that mean you and your family can do this and you can attend as many as you want to.
CKD information seminars

These are held in the Hamar Centre at the Royal Shrewsbury Hospital, usually every 2 months. They offer a chance for you to hear again about CKD and all the options available (Peritoneal Dialysis, Haemodialysis, Kidney transplant and Conservative management).
There is usually someone there who is on dialysis who will talk about their experiences and chat with you if you have questions.

Home therapies fayre

We have 3 of these every year and they are an opportunity to see people doing dialysis and talk to them about what it is like. They are held in the Renal Unit at the Royal Shrewsbury Hospital on a Sunday (when the unit is usually empty) and many people who have been to them say that they found them very useful in helping them to make their dialysis decision. Having read and talked about dialysis, it is good to see people doing it.
Peer Support

We also have a group of dialysis and transplanted patients who are willing to meet and talk to you and your family on an individual basis if you feel you want this in addition to the above sessions. These patients are trained volunteers and are able to give information from a patient’s perspective.
What happens now?

Hopefully you feel you are beginning to understand the situation you are in and what will happen when the time comes for you to start treatment.  If you feel you need further home visits or more information, please contact the Renal Therapies Team on 01743 492583 or 01743 261092.

You will continue to be monitored at clinics.  You will usually see the Dietician and CKD nurse there also, to be able to ask questions or just chat.

If you have any particular worries in-between clinic appointments please ring up and a home visit by the CKD nurse can be arranged.

Although you understand the situation, it may make you feel shocked and upset.  People cope with these feelings in different ways, but help and support is available from health professionals and other people who have been in the same situation as you and are willing to chat and give support.    

If you feel that you want someone to discuss these issues with you in more detail, counselling services can be organised through the GP or renal social worker. 

When the time comes to start treatment it may be a time that you and your family feel unsettled and it will probably be several weeks until you feel that you are getting used to the routines of treatment. 

Hopefully, having this information and support before you start will make this time a little easier. 
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Who can you ask for further advice?

You can get further advice and information by:

 Asking the Ward Sister or Clinical Nurse Manager 

 Visiting or contacting the Patient Advice and Liaison Service (PALS). PALS will act on your behalf when handling patient and family concerns.  They can also help you get support from other local or national agencies. PALS, is a confidential service.

Royal Shrewsbury Hospital
Tel: 0800 783 0057 or 

Tel: 01743 261691
Princess Royal Hospital 
Tel: 01952 282888
Other Local & National Information Portals that are available 

There are several organisations you can contact for information and / or support.

Renal Patient View – www.patientview.org 

You can create an account on this website and can look at your own blood results and get a lot of information about kidney disease and options of dialysis, transplantation and conservative management. 

You will need to fill in and sign an enrolment form to give your permission for the hospital to release your blood results to the Website.  Please ask a member of staff to help you if you need assistance with this.  

The Shropshire & Mid Wales Kidney Patient Association
Is the local support group run by people who are or have been on dialysis or who have had transplants.  Regular meetings and newsletters provide opportunity for contact with local people. The group is affiliated to The National Kidney Federation and is an organisation providing support and information to people with kidney failure.

British Kidney Patient Association – www.britishkidney-pa.co.uk
UK’s leading kidney patient support charity, providing practical, financial and emotional support for kidney patients and their families.
Think Kidneys – https://www.thinkkidneys.nhs.uk
Is a national award winning awareness raising website with excellent health information about kidneys and links to many kidney patient associations that are specific to your underlying kidney cause.

NHS Choices – www.nhs.uk
Offers a vast array of further information on kidney and non-kidney related issues.
The National Kidney Federation – www.kidney.org.uk
The largest kidney patient charity in the UK, run by kidney patients for kidney patients
This leaflet is provided for your information only. It must not be used as a substitute for professional medical care by a qualified doctor or other health care professional. Always check with your doctor if you have any concerns about your condition or treatment. The Shrewsbury and Telford Hospital NHS Trust is not responsible or liable, directly or indirectly, for ANY form of damages whatsoever resulting from the use (or misuse) of information contained in this leaflet or found on web pages linked to by this leaflet.

Information Produced by: Directorate of Medicine/Department of Nephrology.
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KIDNEY FUNCTION (eGFR) ABOUT 18% -


CONSIDERATION OF SUITABILITY FOR KIDNEY TRANSPLANT AS FIRST CHOICE TREATMENT





APPROACHING STAGE 5 CKD





           


 YES





REFERRAL FOR FISTULA WHEN eGFR DROPPING – 


NEED 3 MONTHS PRIOR TO ESTIMATION OF STARTING HD





REFERRAL FOR PERITONEAL CATHETER INSERTION WHEN SYMPTOMS MEAN DIALYSIS NEEDS TO START





           


 NO





REFERRED TO TRANSPLANT SISTER 





CONTINUE EDUCATION ABOUT OPTIONS OF DIALYSIS OR CONSERVATIVE MANAGEMENT





CONSERVATIVE MANAGEMENT





DECISION ABOUT DIALYSIS WHEN eGFR 15


1ST OPTION – PD Peritoneal (tummy) Dialysis


2ND OPTION – HHD


3RD OPTION – HOSPITAL HD


Haemo (blood) dialysis 
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