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Introduction

This booklet is for patients and carers.

It has been produced by Dynamo. The Dynamo programme brings together
doctors who are experts in kidney disease, patient representatives and people
involved in healthcare policy work from across Europe, with a vision of advancing
care for patients who have anaemia as part of their chronic kidney disease
(anaemia of CKD). Members of the European Anaemia CKD ALLIANCE are
spearheading the Dynamo programme. They are committed to raising awareness
of anaemia of CKD and challenging ourselves and others to think differently
about the long-term management of anaemia of CKD for the benefit of patients.

The European Anaemia CKD ALLIANCE would like to acknowledge and thank
the members for their contributions and professional expertise in developing
this resource.

The European Anaemia CKD ALLIANCE and the Dynamo programme is an
initiative sponsored and funded by GSK. Trademarks are owned by or licenced
to the GSK group of companies.
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What is

anaemia?

Anaemia is when your body does
not have enough of a substance
called haemoglobin - often written
as 'Hb". Your body uses iron from
food to make Hb.

Hb is used by red blood cells (RBCs)
to carry oxygen around the body.
When you have anaemia, your RBCs
are not able to transport enough
oxygen to where your body needs it.

CKD: a long-term condition when
kidneys do not work as well as
they should.

Haemoglobin: a protein in your red
blood cells that carries oxygen.
You say this as "hee-ma-glow-bin".

Anaemia can make you feel tired,
short of breath and lightheaded.
It can also increase the risk of

heart disease, stroke, and other
health problems.

Anaemia is common in people with
chronic kidney disease (CKD). If you
have CKD, it is important to talk to
your doctor about how to delay and
treat anaemia. This booklet gives you
more information about anaemia

of CKD (aCKD) and how it may

be managed.

What is
CKD and
anaemia

CKD

Kidney disease is when your kidneys
do not work as they should. ‘Chronic’
means a condition that does not get
completely better and lasts over a
long time.

Anaemia of CKD

Your kidneys are involved in making
RBCs. If you have CKD, your kidneys
do not work well and your body may
not produce enough RBCs to carry
oxygen around the body.

If so, this is called ‘anaemia of CKD'
or 'aCKD’, which is a common side
effect of CKD. aCKD usually develops
slowly and may cause few or no
symptoms in the early stages.

The risk for anaemia increases as your
CKD worsens (stages 3-5).

CKD is divided into 5 stages:
Stage 1

Your kidneys are still working well,
so you may not have any symptomes.
But there are some signs of kidney
damage on tests.

Stage 2

Mild damage to your kidneys. Most
of the time, your kidneys are still
working well, so you may not have
any symptoms.

Stage 3

Mild to moderate damage to your
kidneys. Your kidneys do not work as
well as they should to filter waste and
extra fluid out of your blood.

Stage 4

Moderate to severe damage to
your kidneys. Your kidneys do not
work as well as they should to filter
waste out of your blood. You may
need additional medications to
support loss of certain functions
of the kidneys.

Stage 5

Your kidneys are getting very close
to failure or have already stopped
working (failed).



What causes
anaemia

of CKD?

aCKD can be caused in one
or more ways.

Low EPO levels

Healthy kidneys release a hormone
called erythropoietin (EPO).

EPO signals the body (specifically,
the bone marrow) to produce RBCs.

If your kidneys are not working well,
they do not produce enough EPO,
and not enough RBCs are made.

EPO: a hormone made by the
kidneys that helps the body make
red blood cells. You say this as
'ih-rith-roh-poyi-tn".

G |

Low iron levels

If you have CKD, it is harder for your
body to use the iron you get from
food to make Hb.

Blood loss

Blood can be lost during dialysis.
Also, some bleeding in the stomach
and intestines can be caused by
non-steroidal anti-inflammatory
drugs (NSAIDs), such as ibuprofen
and aspirin, or anticoagulants.

Anticoagulants are drugs which
prevent blood clots from forming.
If you have CKD and are at risk of
developing blood clots, your doctor
will discuss which treatment is best
for you.

Damaged
kidney

Less EPO

Low iron Less Hb .
Less oxygen is

The body carried around
makes fewer the body to
RBCs cells and

tissues

Tiredness and
organs not
working

properly

Less RBCs

Less Hb

and RBCs

. BLOOD CELLS |
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Diet

Diet is important in both CKD
and anaemia. Foods rich in iron,
vitamin B12, and folate — essential
nutrients to produce RBCs — can
help if you have anaemia. But, these
foods may also contain high levels
of protein, sodium or phosphorus -
which people with CKD may need to
have less of.

To reduce your risk or symptoms of
anaemia, talk to your doctor about:

¢ The best treatment for you
(see also Section 8)

e Medications to avoid

¢ How you can have a healthy diet



What are the

signs and Why am | more

Signs and symptoms of .
Symptoms aemia can va likely to have

anaemia can vary, and

i ? mild anaemia may not -
of anaemia anaemia?

have any symptoms.

If you have CKD and think you might

Com ] . . .
@i l\ mon symptoms are: The risk for anaemia increases as
have anaemia, talk to your doctor.

e :
g{) * Feeling tired or weak CKD worsens and as you get older.
X * Feeling breathless, especially If you have CKD and diabetes, They can test you for anaemia and
g‘)@}) when physical effort js needed you are at greater risk for anaemia. recommend the best treatment.
* Feeling lightheaded or dizzy

» Pale skin
& @ K‘@“ + Cold hkands or feet
* Headaches
. Chest pain \ ) /.‘/l A \/‘/

({ﬁ )) * Loss of appetite , S (/ | / (

I'm so tired. | feel / ) Séfgculty concentrating and/or " v‘. ? // ‘i // / / V( /

o stee?  Fa reben i W W % 1 é ? "W
* lIrritability \\] d ri“

* Frustration when you are unable
to complete everyday tasks

£ )
E By the end of the

day, I'm worn out

and often have

a headache.

You should
talk to your
doctor if
you have
any of these
symptoms.

Some days |
just can't do
what | need to.




How can | find @
out if | have

8 Doctors will do blood tests to find I
anadaémia ? out if you have aCKD, by checking 1 :

Hb and other levels in your blood
(such as iron, folate, vitamin B12
and the number and size of RBCs).

»

Your blood will be tested for anaemia , .
more often as your CKD worsens over / /
time because you will be more likely

to get anaemia.

If you have CKD, it is important

to check your blood for anaemia
when your doctor recommends it.
Early diagnosis and treatment can
help prevent health problems.

Doctors will also look to see if you
have any other conditions which may
be causing anaemia.

Your doctor will check:
Medical history Health-related quality of life

- Your symptoms « How you feel your health is

« Current and past medical conditions » How often you have symptoms (
« Prescription medicines and and how long they last v J
over-the-counter medicines How severe your symptoms are

you take How your symptoms impact your

Your family history daily life

3J
5

Physical exam / §

« Your blood pressure
« Your heart rate

« For changes in skin colour, rashes,
or bruising on your body

Folate and vitamin B12: are needed
to make healthy red blood cells.

10




What
treatments

are available
for anaemia?

If you have aCKD, your doctor
may give you one or more of the
following treatments.

It will depend on what is causing

your anaemia and your stage of CKD.

Iron and supplements

If blood tests show that your blood
contains too little iron, vitamin B12
or folate supplements can be taken
as tablets, powders, injections or
IV infusions.

Erythropoiesis-stimulating agent
(ESA)

Given as injections to replace the
EPO signal that your kidneys do
not produce.

HIF-stabilisers

Given as tablets to help your kidneys
produce EPO.

Blood transfusions

Can quickly increase the number
of RBCs in your body and relieve
the symptoms of anaemia for

a short time.
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Iron: a mineral you get from your
food and an essential element for
making Hb.

IV infusions: medicines given into
a vein (intravenous; IV), sometimes
called a 'drip".

Your healthcare team will work with
you to choose your best treatment,
such as daily pills taken at home or
regular injections or infusions in a
hospital or clinic.

Talk to your doctor if you have
any questions or concerns about
the treatment.

As with all medicines, some people
will have side effects or treatment
may not work as well as expected.

You can talk to your doctor about
ways of reducing side effects.

Getting treatment for aCKD is
important, otherwise it can lead
to serious health problems.

Treating anaemia helps your body
to produce more RBCs to better
deliver oxygen around the body.

This can slow symptoms from
worsening, such as tiredness and
shortness of breath.

Treating your anaemia may help:

« You have more
energy to do
your daily tasks

« Your quality of
life to get better

« You to be able
to exercise

Your appetite

How can
treatment

help me?

Treating anaemia can also:

« Help with your CKD - by increasing
the amount of oxygen delivered
around the body, making it easier
for your kidneys to function

« Reduce your risk of heart disease
— because your heart does not
have to work as hard to push blood
around your body to deliver the
right amounts of oxygen

« Reduce your risk of stroke by
allowing more blood to flow to
the brain

» Reduce your risk of infection by
supporting the body’s natural
defense — the immune system.

Talk to your doctor about the benefits
and risks of treatment.

Together, you can decide what is the best
treatment for you.



For mild anaemia

Start treatment for anaemia

The type of treatment will depend
on how severe your anaemia is and
if you are having dialysis treatment.

The patient journey for
aCKD can vary from person
to person. However, there
are some common steps
that most people will

go through.

You may not need any
treatment, particularly
if you do not have any
symptoms. If you are
low on vitamin B12 or
folate, your doctor may
prescribe supplements
as tablets or injections.

What is your
journey from
diagnosis to
treatment?

When | look back, | was
tired, but then we were
doing so many things
at one time, | put it
down to that.

For more
severe anaemia

Iron may be given as a tablet or as an IV infusion
, especially if you receive dialysis.

The main
treatments are
iron supplements
and, if needed,
ESA or

HIF treatment.

ESA treatment can be injected just underneath
your skin. ESA injections can also be done at home.
You can inject yourself, or a family member or nurse

1 CKD diagnosis candoiit.

GP then refers you to a kidney disease expert HIF-stabilisers can be taken as a pill.
(a nephrologist, you say this ‘neff-rol-o-jist’). Sometimes, a blood transfusion may

) be recommended.
You may or may not have symptoms of anaemia.

Blood tests will check if you do. If you have

anaemia, the doctor will work with you to develop The patient journey for aCKD

14

a treatment plan.

Dialysis

If you are on dialysis, your
anaemia could be treated with
iron supplements and/or ESAs
or HIF-stabiliser treatment.

ESA treatment and iron can be
given via the dialysis machine.

Iron supplements may be given
as IV infusions.

Transplant

If you have a kidney transplant,
your new kidney may still not be
able to generate enough EPO to
produce sufficient RBCs.

Some medicines you take can
also affect the amount of EPO
your body makes. Anaemia
treatment may be needed even
after a successful transplant.

can be challenging and is not
the same for everyone.

Still, it is important to
remember that there are
effective treatments available.

If you have been diagnosed
with aCKD, you are not alone.

Many people are going through
the same thing. Patients can
manage their condition and live
a full and active life with the
proper care and support.

B




The healthcare team,

that are pulling together
What healthca re for someone with aCKD

team members
might | see?

A nurse can give you education

and support about your condition.
They can also help you manage your
treatment with the doctor, and check
your symptoms.

16

may be made up of:

A dietitian can help you create a
healthy diet tailored to your needs.
This might include foods that contain
iron, vitamin B12, or folate. They can
answer questions about what food
you can eat.

General practitioner )
(GP) or family doctor Social worker

A social worker can help you with
practical matters, such as advice
on financial aid you may be able
to claim. They can also provide

emotional support.

Usually the first person you go
to if you have a health issue.

The members of your
A nephrologist is a doctor healthcare team may vary
who specialises in treating depending on your needs.
kidney disease. They will However, these providers
oversee your care. will work together to give

you the best possible care.



Symptom

tracker

Prompts for symptom tracker

« | never have enough energy

| feel weak
| feel tired
| feel like | have "brain fog"

« It feels like my heart is beating

too fast

« Sometimes my heart skips beats

| get short of breath

Take note of your symptoms and
how they affect your daily life.

These notes can help to focus your
talks with your doctor on what is
most important for you in managing
your disease.

The first row has been filled
in as an example.

| have headaches

| am not sleeping very well

My appetite has decreased

My hands and feet won't stay warm
| feel dizzy

| sometimes feel sad

It's hard to do everyday tasks like
make a sandwich or walk upstairs

18

Ty

Feeling
tired

When

did the
symptoms
occur?

Colour in how
many days you
have experienced
this in the last
month

016]CI6]GIO]0)
O®000066
016]0I6]GI6]6)
016]0l6]G]6]6)

How
severe
does this

feel?

Mild/moderate/
severe

Mild

Does
anything

trigger this
symptom?

Physical
exercise

What impact
does this
have on your
daily life?

| can’t walk
the dog as far
as lused to in
the morning

016]0I6]GJ6]6)
016]0I6]6G]0]0)
016]CI6]6G16]6)
016]CI6]6GJ6]6)

016]CI6]6G16]6)
016]0I6]G]6]0)
016]CI6]6G]6]6)
016]CI6]Gl6]6)

016]0I6]GJO]6)
016]CI6]6G]6]6)
016]CI6]Gl6]6)
016]0l6]6G]6]6)

®0O00606
016]0I6]GJ6]6)
016]0l6]6]6]6)
016]0I6]6G]6]6)
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Think about what matters to you.

The questions below may help
you consider what is important
in your daily life and how this
can be achieved by managing
your disease.

Discuss these points with your doctor so they can provide you with the care that
matters to you.

20

What is important to you about
your work or study?

What is important to you about
your relationship with your
partner?

(For example, have a healthy
sex life)

What is important to you about
your relationships with family
and friends?

(For example, play with

your grandchildren)

What is important to you about
your leisure time and hobbies?
(For example, walk your dog or go
to bingo)

« What is important to you about

holidays and travel?
(For example, be able to go on
holiday abroad)

How do you feel about being
in charge of your own life?
(For example, feeling you rely
onh someone else)

How do you feel about being
able to do things for yourself?
(For example, collect prescriptions
or drive to appointments)

Use this space to reflect on the points and
use them in discussions with your doctor.

21
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What

should |
ask my
doctor?

Questions you
may want to ask
your doctor...

ions?
What are my treatment options:

Are there any side effects of

this treatment?

Your doctor and healthcare
team can answer questions
about your symptoms and
treatment options.

We can help you get the
conversation started.

|s it dangerous for my. ;
health to have anaemia:

Is it really necessary to
treat anaemia?

What sort of tests do
| need to have?

Is there anyth'-n

lessen the side o I can do to help

effects of treatment?

Canldo an

thi
better, [ike et help me feg|

changing my diet?

Tell the doctor how you feel and ask any questions
you may still have. Use the space below to prepare
a list beforehand to help you remember everything.

23



How can

caregivers
support?

Caring for your loved one with CKD
can be rewarding but challenging.

Especially if they develop anaemia
and need more medical visits.

You may feel anxious about your
loved one beingill or being able
to help and support them.

This is normal.

Accepting that your life will change
will help you to adapt to your
new role.

24

You may take on new tasks:

« Household chores

« Paying bills

« Helping your loved one with
getting dressed.

Friends and neighbours may support
with shopping, housework, or travel
to medical appointments.

Please take note of your loved ones
new symptoms, such as cold or flu
symptoms, changes in sleep, mood
or ability to do things, to share with
their doctor.

You may have more time apart from
your loved one if they have dialysis
in the hospital. Plan things to do in
this time that you look forward to,
like seeing friends or a yoga class,
and not just chores.

You may be trained to help if dialysis
is being done at home, and you'll
need a clean, dry place to store
supplies and a new routine.

Think about changing your working
hours or jobs to give yourself more
time and reduce stress.

Carer: a family member or close friend

who provides unpaid care to a loved
one with CKD.

Talk to the doctor about what an
‘urgent’ medical need is and what
to do if one arises.

Take regular ‘'me’ time without
feeling guilty, known as ‘respite".

Taking care of yourself is important.
Join a carer'’s support group (see the
list on page 26) or ask your doctor
about counselling.

Not everyone has a carer. A social
worker can help if you need
someone to talk to, and to help
out with practical matters such
as where to go for advice on
money matters.




Where can
| find more
information?

Here are
details of
websites

and helplines
which

you may

find helpful.

If you have questions,
speak with your healthcare
team. They know you and
can answer questions
about you.
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