
Part A - Early Days

Read this first. It tells you what 
you need to know in the 
days and weeks immediately 
following your aortic dissection.

This part will help you 
understand how to adjust to 
your aortic dissection once you 
are back home.

This section covers how family 
and carers can help, and what 
you and your family need to 
understand for the long term.

About this Guide

Aortic Dissection: The Patient 
Guide covers what you and your 
family need to know after you 
have had an aortic dissection. 
You may have been given it in 
hospital or found it on the internet. 

Your aortic dissection may not be 
identical to the experiences of 
other patients. Events, treatments 
and recoveries differ depending 
upon the nature and type of your 
dissection, how you were treated 
and your personal health and 
circumstances. This Guide aims to 
cover the most important things 
you should know, but parts of it 
may not apply to you. Read the 
parts that are most relevant to 
you, at the appropriate time.

For your family and friends, having 
a loved one suffer an aortic 
dissection can be a worrying 
time. It is important for them to 
understand what happened and 
how they can help you and help 
themselves. Part C of the Guide 
includes information specifically 
for family, carers and friends. They 
should also read the section titled 
‘What is an aortic dissection?’, 
which comes next.

These are some of our members who have recovered from an aortic dissection.

Part B - Back Home: Life 
After Aortic Dissection

Part C - For Family  
and Carers

The Guide is in three parts.
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Part A

Early Days
• In Hospital

• Your Discharge and Early Recovery

In Hospital 

What is an aortic dissection? – the basics

Aortic dissection (AD) is a serious condition that affects the aorta.  
The aorta is the main artery from your heart and feeds blood to every 
part of your body, including the heart itself, the head and brain, arms, 
legs and vital organs in the chest and belly.

Aortic arch

Descending
thoracic aorta

Suprarenal
abdominal aorta

Infrarenal
aorta

Ascending 
aorta

Chest

Belly
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Aortic dissection 

An aortic dissection starts when 
there is a tear in the inner layer of 
your aorta. The wall of the aorta 
is made up of three layers: inner, 
middle and outer.

The inner layer is thin and provides 
a smooth surface for blood to 
flow past. It also provides a seal 
between the flowing blood and 
the middle layer.

The middle layer is thicker and  
is made up of elastic muscle 
fibres, which give the aorta the 
strength to withstand the pressure 
of your blood as it flows past  
(your blood pressure).

The outer layer is thin, like the inner 
layer. It contains and seals the 
middle layer and gives structure 
and support for the aorta.

You may also hear the layers 
of the aorta being referred 
to by their medical names: 
the intima, media and 
adventitia, respectively.

Layers of the wall of the aorta 

If the inner layer of the aorta 
develops a tear, this allows 
blood to circulate between 
the inner and the middle layer, 
creating two separate channels 
of circulating blood instead of 
one, hence the word dissection. 
The original channel is called the 
true lumen and the new channel 
opened by the tear is called the 
false lumen.

Type A Type B

Dissection

Blood Flow

Inlet Tear

Re-entry Tear
Dissection

Tear in
aortic wall

Adventitia 
(outer layer)

Media (middle layer)

Intima (inner layer)

Aorta

An aortic dissection is categorised according to where the initial  
tear in the lining occurs, as this also helps to guide your 
subsequent treatment.

When the aorta dissects it will generally also swell to a larger diameter. 
Often, blood flowing in the false lumen will find its way back into the 
true lumen at another tear in the inner layer which develops  
further along.

When the aorta tears, it is usually very painful and the pain is usually 
sudden and intense. The pain may occur anywhere from the chest area 
up towards the head, neck and jaw, down the back and/or into the 
abdomen. It may also travel to the arms or legs. In some cases, the pain 
can feel like a heart attack. You can also lose consciousness. Although 
the pain is usually intense to start with, it can also move around and 
even subside, and a minority of dissections cause very little pain.

When the aorta tears like this, it is extremely serious. The dissection may 
disrupt blood flow to the heart, brain, limbs, organs or any part of the 
body, which will also then be affected. 

The initial tear in the inner layer can occur from just above the heart,  
or anywhere along the entire length of the aorta, to near the top of  
the legs. 
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Type A dissection

If the tear in the lining is in the first part of the aorta near where it exits 
the heart, or in the arch, this is called a Type A dissection. 

A Type A dissection can cause a number of serious and time-critical 
problems, such as a heart attack, blood to collect around the heart, 
or loss of blood and therefore oxygen to the brain. This is a surgical 
emergency: correct diagnosis and treatment within hours is crucial. 
Most Type A dissection patients have immediate emergency surgery 
with a specialist heart surgeon to repair their aorta. This involves 
opening the chest, removing the diseased part of the aorta and 
replacing it with an artificial graft. If the aortic valve (where the 
blood leaves the heart) is affected it may be possible to repair the 
valve but it often has to be replaced.

When a Type A dissection also involves the aortic arch, special 
surgery is needed. The arch feeds blood to the brain and that supply 
must be preserved in order to protect the brain during the surgery. 
This surgery is usually only available in major aortic centres. 

One of the repair options can be seen below, where the entire aortic 
arch has been replaced and the initial part of the descending aorta 
stabilised with a stent called a ‘Frozen Elephant Trunk’.

Example complex Type A repair 
- arch replacement and Frozen 
Elephant Trunk (‘FET’)

Example Type A ascending aorta 
repair (including ‘hemi-arch’),  
no valve replacement
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Type B dissection

If the tear is in the descending part of the aorta, beyond where 
the artery that goes down the left arm branches off, this is called 
a Type B dissection. Type B dissection can cause complications 
due to a loss of blood flow to one or more major organs of the 
body. However, the blood flow to the heart and brain is typically 
not affected and, depending on how severe the loss of blood 
flow is, most vital organs have some capacity to operate with a 
reduced blood supply. Usually, there is more time to decide on 
the appropriate course of treatment in Type B dissection. 

Around 70% of Type B dissections are managed medically by 
controlling blood pressure to a safe level, followed by long-term 
monitoring. 

More complicated Type B dissections often require surgery to 
replace the affected section of the aorta. As an alternative, 
and when suitable, a minimally-invasive repair can be done 
using a ‘stent’ inserted via an artery in the groin – this is called 
an endovascular repair; TEVAR or EVAR for short. A TEVAR is an 
endovascular repair limited to the thoracic (T) region, i.e. your 
chest. EVAR is a term for a general endovascular repair, or a 
repair below the thoracic region – some dissections extend  
as far as the arteries at the top of your legs.

Example Type 
B Thoracic 
Endovascular 
Repair (TEVAR)

Initial tear

Stent-graft

Distal tear

False lumen

True lumen

My type B aortic 
dissection occurred 

in March 2003. It has been 
challenging, but with a positive 

attitude I have been able to greet 
each and every morning since with 

a smile and these five words:

“TODAY IS A GOOD DAY” 

Dan Burgess, founder of  
Aortic Dissection Awareness 

UK and Ireland
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What happened in my case?

When you feel ready for it, your medical team should provide you with 
as much information as you would like regarding your specific case.

The key questions you should ask early on include:

Why did I have an aortic dissection? 

Aortic dissection is a rare 
condition, affecting around six 
people per year per 100,000 head 
of population; around 60% of 
these are Type A.

Aortic dissection has a number of 
underlying causes, not all of which 
are fully understood. However, 
they all have a common feature 
which is that the aortic wall has 
become weak and unable to 
withstand the pressure of your 
blood, or the movement of 
the aorta created by the heart 
beating and your body moving.

There are various risk factors 
for aortic dissection, including 
general health risk factors and 
genetic risk factors. No direct 
relationship exists which covers 
every case, hence the term ‘risk 
factors’. The more risk factors 
that someone has, or the more 
extreme a factor is, the more likely 
they are to have a dissection.

These risk factors are discussed in 
the next few pages.

The pages at the back of this Guide are for you and your medical 
team to use to help you understand your particular case. They 
include blank pages where your team can draw ‘before’ 
and ‘after’ sketches of your aorta and a longer list of possible 
questions, with space for the answers. See pages 93-94.

• what happened to me?

• which part of my aorta was affected by 
my dissection?

• did I have surgery to repair my aorta? Was it open surgery or 
endovascular surgery? Or am I being ‘medically managed’

• can I have a sketch of what happened and any repair?

• did I have any complications?

• do I have any dissection or other disease in other parts of my 
aorta that might give me a problem or need to be repaired in 
the future?
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General risk factors

Some general factors can predispose someone to an aortic dissection. 

• Aneurysm – a bulge in the aorta (which may be genetic, as 
with aortic dissection itself). These are more common with 
advancing age.

• High blood pressure – high blood pressure directly exerts 
excessive force on the aorta, forcing it to stretch.

• Bicuspid aortic valve (BAV) – the aortic valve is found 
between the heart and aorta. It opens to let the blood out 
and then closes to stop blood leaking back into the heart. 
BAV is when the aortic valve, which normally has three leaflets 
(‘tricuspid’), has only two leaflets (‘bicuspid’). This can cause 
the valve to leak or become narrow. A ‘murmur’ may be 
heard through a stethoscope if this is the case, which is the 
sound of blood flowing backwards through the valve after it 
has closed.   
BAV affects 1-2% of the population. The risk of aortic dissection 
with a BAV is difficult to quantify and research on this is 
ongoing. However, AD patients with BAV tend to be younger 
than those with a tricuspid valve, are less likely to have high 
blood pressure and may have other aortic disease prior to 
dissection (either undiagnosed or diagnosed).

• Trauma – trauma such as a car crash can cause an aortic 
dissection, though normally only if the aorta already has some 
weakness. For severe trauma such as this, the aorta can  
also rupture.

• Illegal/illicit drugs – cocaine usage is a known risk factor for 
aortic dissection.

• Atherosclerosis – in a similar way to building up plaque (fatty 
deposits) inside a person’s coronary arteries, plaque can build 
up on the inside of the aorta and accelerate degradation 
of the aortic tissues. Plaque is often due to risk factors such as 
smoking, diabetes, high blood pressure and high cholesterol.  
A particular risk is that of a ‘penetrating atherosclerotic ulcer’ 
or PAU. This is an ulcer which usually forms beneath plaque 
and penetrates into the aortic wall, causing a weak spot in 
the wall. This can (but may not) initiate an aortic dissection. Up 
to 7% of aortic dissections are due to a PAU.

• Weight lifting and other sports – weight lifting can induce 
extreme blood pressure peaks, particularly if the person 
does not breathe properly or holds their breath. On its own, 
weight lifting should not cause an aortic dissection but can 
precipitate one if there is already an aortic weakness.   
A minority of dissections are precipitated by other sports, 
including contact sports, typically involving elevated blood 
pressure, heavy contact, turning or stretching. Again, such 
activities should not cause an aortic dissection but can initiate 
one if there is an aortic weakness.

• Pregnancy – pregnancy is also a risk factor for aortic 
dissection. Carrying a baby increases stress on the mother’s 
cardiovascular system and causes hormonal changes. Some 
of the drugs that are used around the time of delivery can 
also increase the risk. High blood pressure in pregnancy or 
pre-eclampsia will increase this risk. 
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Genetic risk factors

In addition to the general risk factors, aortic disease and dissection can 
run in families and hence can be called 'familial' or 'heritable' (inherited) 
conditions. In these cases, the disease is caused by faulty genetic 
mutations. Mutations are very small changes in the genetic makeup of 
cells which make up our bodies, and can lead to changes in the cell 
and tissue properties. Mutations are sometimes called variants. When 
these mutations affect the aorta, they fall into one of two categories.

• Non-Syndromic –  
in non-syndromic cases the 
condition runs in the family but 
there are none of the other 
physical features described 
in the syndromes above. 
Though these cases clearly 
have a genetic basis which 
can sometimes be identified 
through testing, it may not be 
possible to find a culprit gene 
in every case. 
 
In both groups, the faulty 
genetic mutation is usually 
inherited and when that is so, 
it occurs in such a way that 
parents have a 50:50 chance 
of passing it on to each of their 
children. It affects males and 
females equally and does not 
skip a generation. However, 
some members of the family 
may be more severely 
affected than others. In a very 
small minority of cases, the 
person affected will not have 
inherited the condition from 
anyone, but will be the start of 
a family trait.  

If you have had an aortic 
dissection, it is important to 
consider whether you should 
undergo testing to see if you 
have any known genes which 
contributed to your dissection. 
This is particularly relevant to 
those dissecting before they 
are 60 years old. 
 
If your aortic dissection is 
found to be due to a genetic 
cause this may also involve 
your family. Genetic testing is 
covered in more detail  
(see pages 83-87) where you 
can read about how genetic 
testing is done, both for 
yourself and your family.

• Syndromic –  
‘syndromic’ means that the 
patient will usually have a 
number of typical features 
together, i.e. a syndrome. 
These can include tall stature, 
long limbs, curvature of the 
spine, a particular facial 
appearance, or ‘tortuous’ 
blood vessels. Not everyone 
with a syndrome will display all 
of these. 
  
The most common syndromes 
are Marfan, Loeys-Dietz, and 
Ehlers-Danlos Syndromes. 
Turner’s Syndrome is another 
condition, which is confined 
to women. It can lead to 
bicuspid aortic valve and 
aortic dissection. Turner’s 
syndrome is often associated 
with short stature and other 
features (see NHS websites).  
 

All of these syndromes are 
sometimes referred to as 
‘connective tissue disorders’ 
or CTDs, as it is the connective 
tissues of the body that are 
affected, leading to the 
features listed. As well as the 
syndromic features noted, all 
these genetic disorders also 
typically weaken the aortic 
tissues and predispose  
a person to aortic dissection.  
 
Overall, somewhere between 
5% and 20% of aortic 
dissections are associated with 
CTDs. Aortic dissections due 
to CTDs tend to occur at an 
earlier age (typically age  
40-50) than for other types. 
Where a patient has one of 
these syndromes, the culprit 
gene can usually be identified.
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How should I be cared for in hospital? 

After your aortic dissection, your 
progress through the hospital 
will depend on what type of 
dissection you had, how serious 
it was, whether you had surgery 
or not, and any complications. 
Generally, your care will start in a 
high-intensity ward and progress 
to an ordinary ward until you are 
discharged. Your treatment route 
will also depend on the particular 
facilities your hospital has.

Many aortic dissection patients 
are cared for first in an Intensive 
Care Unit (ICU), sometimes known 
as an Intensive Therapy Unit 
(ITU). From there they are moved 
to a High Dependency Unit 
(HDU) or a Coronary Care Unit 
(CCU). As they improve, they are 
transferred to an ordinary cardiac, 
vascular or surgical ward prior to 
discharge home. Occasionally, 
complications such as a stroke 
or spinal cord injury mean that 
patients are transferred to a 
specialist unit before they can  
go home.

While there may be differences 
in recovery, what all patients 
have in common is that the most 
important aspects of recovery 
are rest, sleep, nutrition and 
recovering their mobility. The 
hospital will monitor how you are 
managing with these and will 
do everything to ensure you are 
progressing well. You will have 
'observations' taken every few 
hours, such as blood pressure, 
temperature, heart rate, blood 
oxygen level and your fluid intake 
and output. These are entirely 
normal and nothing to be worried 
about. You will probably be 
connected to various monitors 
to start with and these will be 
gradually disconnected as your 
recovery progresses.

What medicines will I be given?

While you are in hospital, you will probably receive one or more 
medications. These will be given to you by the nursing staff after they are 
prescribed by your doctors. You may not be completely aware of what 
medications you are given and there may be a number of them. They 
will have been chosen to be appropriate to your specific case.

• For pain – a range of medications can be given including 
paracetamol or stronger medications such as morphine or fentanyl. 
These may initially be injected into a vein via a ‘drip’. As you recover 
and the pain subsides, these will change to pain relief tablets.

• Sedatives – especially if you have had complex surgery, you may 
be kept asleep with sedatives and on a breathing machine for a 
while – this is what is known as an induced coma. Sedation will be 
withdrawn when you are ready, but it is not uncommon to need 
several attempts before sedation can be fully withdrawn.

• Blood pressure medication – may be given to you to control your 
blood pressure and avoid putting too much pressure on your aorta. 
This may be pills (often beta blockers), and/or initially, via a drip 
into one of your veins. Effective blood pressure control is crucial, 
especially when managing a Type B dissection.

• Anticoagulants (sometimes called ‘blood thinners’) – if you have had 
your aortic valve replaced during surgery with a mechanical valve, 
you will be given warfarin to prevent your blood from clotting on 
the valve and affecting its operation. You may be given a different 
anticoagulant if you have not had a mechanical valve replacement 
but have experienced atrial fibrillation, or to reduce the risk or effects 
of a stroke.

• Statin – a statin is a medication that reduces the build-up of 
cholesterol in your arteries and protects your heart for the long term. 
It is often used after a dissection, especially if some degree of plaque 
within your arteries has been found.

• Help to sleep – especially as you start to recover, a busy hospital 
ward can be a noisy place and you may experience difficulty 
sleeping. Sleep is a vital part of your recovery, so if you are having 
trouble sleeping, you can ask if you can take a sleeping tablet. 
Alternatively, you could try to use a pair of well-fitting headphones or 
earbuds and play some soothing music or ‘white noise’ such as the 
sound of rain - perhaps from a white noise App on your phone.
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What special help might I need after surgery?

If you have had surgery for either a Type A or Type B dissection, you 
may need special help, which your medical staff will recognise and 
provide. These issues are less likely in medically-managed Type B 
dissection cases. 

Not everyone will experience these problems, but the following types of 
help are common for some aortic dissection patients.

• Help to breathe – often, especially with an open-chest operation, 
your lungs may have been affected so that you cannot breathe as 
normally and easily as you used to. This will recover in a short time, 
but you may be given a breathing mask or a nasal oxygen supply to 
help in the interim. 

• Chest drainage tubes – if you have had surgery, it is common 
for chest drain tubes to be placed. These allow any build-up of 
fluids inside your chest cavity in the days after your surgery to be 
monitored and drained. The chest drains will be removed at the 
right time once your medical staff are happy it is safe to do so.

• Nutrition and blood tests – your blood will be regularly tested and 
checked for the necessary components, and to ensure everything 
in your body is working correctly, especially your kidneys. You can 
expect regular blood samples to be taken, probably every day at 
first. The hospital should give you appropriate meal selections and 
may also give you supplements to help you recover.

• Feeding – if you spent over a week in ICU, it is possible that you will 
have been given your nutrition through a feeding tube inserted into 
your stomach via your nose. This will be removed once you are able 
to swallow safely and eat enough calories. At this stage, you may 
find the taste of normal food unappealing, but your normal sense of 
taste will return in time.

• Speech – some surgical procedures, including the use of a 
tracheostomy tube (used for severe breathing or lung difficulties), 
may affect your ability to speak clearly. Your medical staff will 
observe how well you are able to talk and help you understand and 
manage your particular situation. You may be provided with one 
or more visual aids to help you make yourself understood. Speech 
difficulties should only be temporary and resolve in a few days or 
weeks, but sometimes, voice difficulties persist after you are out of 
hospital (see page 52).

• Help with going to the toilet – in the first few days, you may have 
a urinary catheter to measure how much urine you are passing. It 
will be removed a few days after surgery, once the medical staff 
are happy that your kidneys are working well and you are passing 
enough urine. If you are unable to get out of bed once the catheter 
has been removed, you will get help with going to the toilet. This will 
be necessary only until you can manage by yourself.

• Strange dreams and fears – a side-effect of anaesthesia, surgery, 
and some medications is that you may get strange dreams, 
hallucinations or nightmares. They may feel very real. This is normal 
and is due to the procedures and medications, not your own state 
of mind. You might also become fearful of what has happened to 
you and how you are being looked after. You may even be worried 
about what people are doing to you and whether you are getting 
the right treatment. Some of these things will be noticeable to  
your family.  
 
Such experiences are often called 'ICU delirium'. This is a recognised 
side effect of the trauma you have been through and the 
medications you need to help you recover. These experiences 
will eventually decrease and disappear as you recover and the 
medications are reduced and eventually stopped. You and your 
family can rest assured that this is normal, that your dreams and 
hallucinations are not real and that you are in fact being treated 
properly and professionally by the medical staff.

• Heart rhythm disturbances (arrhythmia) – especially after major 
cardiothoracic surgery, your heart may not beat normally and 
regularly. Around one third of patients who have surgery for aortic 
dissection develop atrial fibrillation, where the heart beats irregularly 
and sometimes very fast. This can feel strange and disconcerting. 
It is often treated with medications to help the heart go back to a 
normal rhythm and to minimise the risk of a stroke. Sometimes, the 
irregular heart rhythm may persist when you get home and you will 
need to continue taking medication for it until your heart goes back 
to its normal rhythm. 

If you have these experiences and are worried, talk to your 
nursing staff on the ward.
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What physical rehabilitation can I expect in hospital?

You should get help from a 
physiotherapist to get moving 
again. At first, you may find you 
need to use a walking frame or a 
walking stick to help you and to 
ensure you are safe when on your 
feet. Take advantage of this help 
if it is offered. You will be able to 
dispense with the walking aids as 
you get stronger. You may also 
be given breathing exercises to 
help your lungs recover. Make 
sure you do the exercises your 
physiotherapist prescribes. They 
will make you stronger.

As your walking improves, the 
physiotherapist will check that you 
can safely go up and down stairs. 
This usually happens shortly before 
you go home. Your physiotherapist 
should also check whether you 
need any walking aids at home. 
You may also be seen by an 
occupational therapist to see 
whether you need any other 
assistance to resume your normal 
daily life. There is more on this in 
the next section.

• Stroke – sometimes, patients who have an aortic dissection will also 
experience a stroke, either when their dissection happens, during 
surgery, or afterwards. A stroke can lead to difficulties with speech or 
movement. If you have had a stroke, you will be specially monitored 
for its effects and referred to a stroke specialist or stroke unit to help 
you get over the effects. For more information see the section on 
complications on page 51.

• Spinal cord injury – aortic dissection and surgery can 
sometimes affect your spinal cord and cause a partial or 
total loss of sensation in your lower body and legs. This is 
often temporary; rarely will it be permanent. Your medical 
team will assess you for any spinal cord injury and will ensure 
that you get the right specialist help if you are affected.

If you are worried at all by any of the things described 
on pages 26-28, let a nurse know and they will ensure 
that you get the right help and information.

One of the highlights of my stay in 
hospital was the first time I walked 
around the ward. I had help from 
nurses, but I could also hear other 
patients shouting encouragement  
from their beds. It was so good to  
hear the support from fellow patients.  
Eventually it was time to go home. 

Matt Consadine
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