
What things can we do to help?

You can help by bringing in things 
to keep your loved one occupied. 
This might be their smartphone 
or tablet, to keep in touch with 
people or to listen to music on 
earphones. Don’t forget the 
charger and cable. Any food 
you bring should be checked 
first with the nursing staff as your 
loved one may have particular 
dietary requirements. Do not take 
in flowers, as most hospitals do 
not allow them, but your loved 
one may like to have a family 
photo or a photo of their pet. It 
can also help to take in familiar 
toiletries or a favourite cushion. All 
these things can help to restore a 
degree of familiarity  
and normality.

You can also read the earlier 
sections of this Guide to help you 
understand some of what your 
loved one is experiencing and 
talk with them about it. They may 
struggle to take much of it in, 
initially. Don’t force it, take your 
time and be sensitive to what they 
want to know first.

Another practical thing you can 
do is to keep a daily journal or 
diary. Often, an aortic dissection 
patient will be completely 
unaware, or will not remember, 
much of what has happened, 
even if they were conscious at the 
time. This is normal. A journal can 
be very helpful in helping them 
make sense of it all. Record what 

has been happening day to day, 
the progress your loved one is 
making. Maybe include  
some photos.

This journal can also be useful for 
your loved one (if they wish) to 
look back over it in the months 
after leaving hospital. It can help 
them understand what happened 
and adjust mentally. They might 
want to continue with the journal 
themselves as their recovery 
progresses. It can be a source of 
comfort as recovery progresses, 
showing progress and providing 
encouragement for further 
rehabilitation. However, a journal 
may not be for everyone.

Finally, stay positive and look 
forward to normal life returning.

What happens after discharge?

The first few days after returning 
home will be a learning process 
for your loved one (the patient), 
and anyone living with them. It 
is likely that the burden on the 
family or carer will increase. Also, 
the patient will start learning how 
to manage their condition and to 
understand their, perhaps slow, 
rate of progress.

The patient may need physical 
help with things like bathing, toilet, 
and going out. They will also need 
time during the day to rest and 
sleep. Where the patient remains 
very weak, they and their family 
may have to learn to manage 
things the patient needs, like 

having a walking frame or stick 
within reach or needing a toilet 
booster seat.

Some patients may need help to 
organise their medications, such 
as filling pill dispensers correctly, 
and ensuring repeat prescription 
requests are submitted and 
medicines collected.

It is important for both the patient 
and their loved ones to talk about 
what their needs are and work 
out together how to manage 
the patient’s recovery. Things 
will be different for some time, in 
many cases, forever. Recognise 
that you will all need time to 
recover emotionally from the 
events surrounding the aortic 
dissection. It is quite common 
for people to feel a little low or 
more emotional than usual once 
home from hospital – try and allow 
these feelings to exist and be 
kind to yourself and each other, 
reminding yourself that you have 
been through an ordeal and it will 
take time to recover physically 
and psychologically. 

Once early arrangements 
become settled, the patient may 
need some encouragement to 
get back to normal. Try not to 
be over-protective, as this may 
not be beneficial. For example, it 
should be perfectly alright for the 
recovering person to be left alone 
for some periods during the day, 
while their family/carers are out 
(e.g. shopping or working).

The patient should be 
encouraged and supported in 
taking appropriate movement 
or exercise, in finding time and 
space to get enough rest, eating 
a balanced diet and, if necessary, 
giving up smoking. These are all 
things that supportive family and 
friends can help and potentially 
join in with.

The patient and family may 
receive visits from friends and 
other relatives. You should make 
it clear that while you welcome 
such visits, the patient needs their 
rest and that you and they will not 
be able to act as a normal social 
host might do, such as serving 
drinks or food. Even sitting and 
chatting can be extremely tiring 
for the patient, especially in the 
early days, so visits may need to 
be limited.

It can be helpful to involve 
visitors by letting them know 
specific things that they can help 
with, such as a bit of shopping, 
bringing a meal if you are finding 
it difficult to cook, doing a bit of 
cleaning, or that essential piece 
of maintenance that is needed. 
Even small practical matters can 
be a big worry but are easily 
resolved by supportive friends  
and family.
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Long-term support

The degree of long-term support 
needed for someone who has 
had an aortic dissection will 
depend on the progress they 
make with rehabilitation. Some will 
continue to require considerable 
support while others will return to 
a more normal life relatively soon. 
In any case, it is helpful for the 
patient not to feel that they are 
dealing with their new life on their 
own and that they have help and 
support when needed, physically, 
practically and emotionally.

Can PTS or PTSD affect  
my family?

Although the patient is usually 
thought of as the one at risk of 
traumatic stress outcomes after an 
aortic dissection, family members 
can also be affected. You will 
naturally be affected if you are 
caring for someone with PTSD. 
However, you may experience 
PTS or PTSD yourself since you 
have witnessed a traumatic 
event happen to someone else. 

If you, as a family member,  
are experiencing significant  
post-traumatic stress yourself, 
you may also benefit from 
the resources listed in the 
Resources section at the end 
of this Patient Guide, or from 
a referral to a psychological 
therapies service or counselling. 
Talk to your GP about this.

As discussed in Part A, some people have a genetic predisposition 
to aortic dissection and this can therefore run in your family. If you 
have had a dissection at a relatively young age (typically less 
than 60 years old), it is particularly important to find out if there are 
any genetic factors involved and whether any of your relatives 
may be affected. This is sometimes called genetic ‘screening’. 

Your hospital team or GP can refer you to an NHS or regional 
genetics service or inherited cardiac conditions centre. There, 
experts in genetics will discuss your aortic dissection, take a family 
history and if necessary, arrange for screening. This may involve 
genetic testing and imaging (i.e. CT or echo scans) for you and 
other family members.

Why Do Families Need  
Genetic Screening?

 
 

I remember the 
ambulance crew saying 

‘hold on, it’s gonna get noisy 
and bumpy’ and the journey 

back from my dissection was. But 
with the love of my wife and the 

fantastic care I received from 
the NHS staff I made it. 

Stephen Wren
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Genetic testing needs careful 
thought and discussion as it can 
lead to significant discoveries 
about you and your family’s 
health. It is a personal choice. 
Some people prefer to be tested, 
to find out what might happen to 
them and whether anything can 
be done about it. Others prefer 
not to be tested as they do not 
want to carry the psychological 
burden involved. 

Genetics specialists include 
genetic counsellors, clinical 
geneticists and cardiologists with 
expertise in inherited cardiac 
conditions. The term ‘geneticist’ is 
used below and can mean any of 
these individuals, as appropriate 
to the stage of your assessment. 
Geneticists are all trained to work 
with families and will explain the 
pros and cons of testing, to help 
you and your family decide on 
the choices available to you. They 
will always respect your decisions 
on the matter.

How is genetic  
testing done?

After a referral, and depending 
on the set-up in each individual 
centre, you will see the 
appropriate geneticist. The 
geneticist will draw up your family 
tree and ask questions about your 
medical history and that of each 
of your family members. They 
will advise you whether genetic 
testing would help to find a cause 
of your dissection and if possible 
identify any family traits. They 
will advise whether your family 
members should also be referred 
for genetic assessment, which 
would be a similar process to 
your own. Family screening would 
generally apply to your brothers, 
sisters and children, but if your 
parents are still alive they should 
also be included in  
the assessment.

If your geneticist recommends 
testing and you agree, you will 
be asked to sign a consent form 
and a sample of your blood will 
be taken for DNA analysis. The 
sample will be sent away for 
specialist testing, which often 
takes up to six months.

My father had Marfan syndrome and died of an aortic 
dissection aged 49, when I was 11. When I had a similar 
dissection aged 50, it was a very worrying time for my 
family, including my youngest son, who inherited Marfan 
syndrome from me. However, due to medical advances 
in aortic dissection in recent decades, I was able to have 
life-saving surgery at a specialist centre and a  
great outcome. 

Gareth Owens

My father had Marfan syndrome 
and died of an aortic dissection 
aged 49, when I was 11. When I 
had a similar dissection aged 50, 
it was a very worrying time for my 
family, including my youngest son, 
who inherited Marfan syndrome 
from me. However, due to medical 
advances in aortic dissection in 
recent decades, I was able to have 
life-saving surgery at a specialist 
centre and a great outcome. 

Gareth Owens
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How will I receive results?

The geneticist will communicate 
your results and explain what they 
mean, either at an appointment, 
or possibly by letter. If anything is 
unclear, ask questions until you 
are satisfied. 

You can get three kinds of results 
from a genetic test.

• A positive result – this is when 
a genetic change known 
to be associated with aortic 
dissection is found in your DNA. 
This helps doctors decide what 
the risks are to your health, 
how to monitor them and how 
to manage them in the future. 
At the date of writing, around 
30 genetic mutations are 
known to be associated with 
aortic dissection, in varying 
degrees (see the Resources 
section at the end of this 
Patient Guide for more detail).

• A negative result – this is 
when no significant genetic 
change is found in your DNA. 
This means either (i) that your 
dissection did not have a 
genetic cause, or (ii) that it 
was not caused by a currently-
known gene change. New 
relevant genetic mutations are 
being discovered every year.

• A Variant of Unknown clinical 
Significance (VUS) – this is 
when a genetic change is 
found in your DNA but its 
significance is not clear. It 

might be one of the many 
harmless genetic variations 
that makes each one of us 
unique, or it might be the 
cause of your symptoms. At 
the moment we just don’t 
know. The clinical geneticist 
or cardiologist will inform 
you about what is and is not 
known about your VUS and 
may suggest other testing,  
if appropriate. 

Why do family members  
need imaging?

As you have had an aortic 
dissection, and even if no known 
genetic cause can be found, it is 
common practice for your ‘first-
degree relatives’ (brothers, sisters, 
children, and parents if still alive) 
to have an ‘imaging’ scan of their 
aorta, to check whether they are 
at risk. 

If you have received a positive 
genetic test result, your family 
members would be imaged 
depending on the decisions 
made around genetic screening.

How does imaging work?

CT or MRI scans are the most 
accurate methods of imaging 
and are the only ways of 
seeing the whole aorta. 
An echocardiogram of the 
ascending aorta may be offered 
as an initial imaging option but 
echo scans cannot see the whole 
aorta. It is important to assess the 
whole of the aorta.

What if my family members  
are at risk?

The combination of imaging 
results and genetic testing gives 
doctors enough information to 
work out what someone’s risk 
of an aortic dissection is and 
whether early medical or surgical 
intervention will help to manage 
this risk. Sometimes this involves 
taking medication to protect 
the aorta and try to slow down 
any deterioration. Sometimes it 
involves having planned surgery 
to replace a part of the aorta, 
rather than waiting for a dissection 
to occur.

The decision on having surgery to 
prevent a possible future problem 
is approached by comparing the 
risk of something bad happening 
(such as an aortic dissection) 
with the risk of having the surgery. 
Surgery is generally considered 
only when the risk of something 
bad happening is higher than 
the risk of the surgery itself. This 
is an important conversation for 
patients to have with  
their specialist.
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Resources

Web page links quoted were correct at the time of publishing (2022). 
Updates will be posted on the resources page of our website.

Membership: As an aortic dissection survivor, or the relative of one,  
you are eligible for FREE life membership of our national patient  
association, Aortic Dissection Awareness UK & Ireland. Join at:  
www.aorticdissectionawareness.org 

Online support: The patient association also runs the Aortic Dissection 
Buddies UK & Ireland Group:  
www.facebook.com/groups/AorticDissectionUKBuddies. 

This Facebook Group is private. Bona fide members who have been 
affected by aortic dissection can join, post, and view others’ posts. 

Online information: The internet has many resources available on aortic 
dissection. One authoritative source designed specifically for those who 
have suffered an aortic dissection is the IRAD (International Registry of 
Aortic Dissection) site: livingwithdissection.iradonline.org 

A number of abbreviations and acronyms are used in aortic medicine. 
Aortic Hope in the USA publishes an excellent glossary:  
www.aortichope.org/post/glossary-of-thoracic-aortic-conditions 

Diet: A number of online or physical resources are available which will 
give you good guidance on a healthy diet. Always use reliable sources 
such as NHS websites. British Heart Foundation booklets are also good – 
these can be found online or in any cardiology department or cardiac 
rehab class.

Exercise: Activity Recommendations for Post-aortic Dissection Patients  
www.ahajournals.org/doi/full/10.1161/CIRCULATIONAHA.113.005819 

See also the IRAD web site page at  
livingwithdissection.iradonline.org/physical-information/ 

Online cardiac rehabilitation courses: BHF, see  
www.bhf.org.uk/informationsupport/support/cardiac-rehabilitation-at-
home

Further cardiac rehabilitation classes: Sometimes called ‘Phase 4’ 
classes. These are listed at phase-4.cardiac-rehabilitation.net 
The nurses from your NHS cardiac rehabilitation class (sometimes called 
Phase 3 classes) should also know if there is one near you. You should 
only use a Phase 4 class that is BACPR approved.
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Mental Health

PTS and PTSD

Critical Illness, Intensive Care and Post-Traumatic Stress Disorder  
www.psychologytools.com/resource/critical-illness-intensive-care-and-
post-traumatic-stress-disorder-ptsd/ (free resource)

Progressive relaxation and relaxed breathing

www.psychologytools.com/resource/progressive-muscle-relaxation/ 
www.psychologytools.com/resource/relaxed-breathing/  
(Both free resources by signing up to a free account)

Note: full access to the above tools is usually possible via a CBT therapist.

CBT guidance and workbooks

An excellent guide is ‘Reclaim Your Life’, by Dr Chris Williams, available 
via store.llttf.com/product/reclaim-your-life-from-illness-disability-pain-or-
fatigue-2nd-edition/ 

The Australian CCI organisation and website is also well-respected: 
www.cci.health.wa.gov.au/Resources/Looking-After-Yourself

Counselling registration bodies

There are many professional accreditation and registration 
bodies in the UK covering different sorts of counselling. The 
following bodies are likely to be an initial choice, though 
this list does not give personal recommendations:

CBT is mentioned in this Patient Guide several times. The British 
Association for Behavioural and Cognitive Psychotherapies (BABCP) is 
the lead organisation for CBT in the UK and lists BABCP accredited CBT 
therapists and psychologists www.babcp.com. 

For EMDR therapists, check www.emdrassociation.org.uk.

Typically, longer-term therapies would be covered by the  
British Association for Counselling and Psychotherapy (BACP)  
www.bacp.co.uk/

Other bodies, including those aimed at a specific country, such as 
Scotland, are listed at www.counselling-directory.org.uk/accreditation.
html#registrationaccreditation 

Counsellors accredited by these bodies may work in the NHS and/or in 
private practice. 

Blood pressure

BHF web page and video on taking your blood pressure  
www.bhf.org.uk/informationsupport/support/manage-your-blood-
pressure-at-home#measure 

AHA/AMA poster with seven tips on how to take an accurate blood 
pressure reading:  
www.targetbp.org/tools_downloads/mbp/?media_dl=1066 

Blood pressure monitors: BHF guidance at  
www.bhf.org.uk/informationsupport/heart-matters-magazine/medical/
tests/blood-pressure-measuring-at-home 

Warfarin

NICE guidelines on warfarin management are available at  
cks.nice.org.uk/topics/anticoagulation-oral/management/warfarin/ 

Home monitoring is discussed at  
www.nice.org.uk/guidance/dg14/chapter/1-Recommendations 

Dental work 

Antibiotic protection for dental and other work: NICE Guidance CG64 
www.nice.org.uk/guidance/cg64 applies, plus the Scottish Dental CEP 
Implementation Advice on CG64, which clarifies CG64 -  
www.sdcep.org.uk/published-guidance/antibiotic-prophylaxis/

Genetics

The NHS criteria qualifying you and your relatives for genetic testing can 
be found at:

www.england.nhs.uk/wp-content/uploads/2018/08/rare-and-inherited-
disease-eligibility-criteria-v2.pdf 

You should refer to section “R125 Thoracic aortic aneurysm or dissection.

Regular updates on genes affecting aortic dissection are published 
roughly annually and are listed at www.aorticdissectionawareness.org/
resources. 
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Notes Pages
Questions to ask your medical carers:

What happened?

What type of aortic dissection did 
I have?

Can you draw a sketch of what 
happened that I can keep?

What was my treatment (surgery, 
medical management?)

Do I have any residual dissection?

Did I have a new aortic valve?

Tissue or mechanical?

Did I have any other work e.g. a 
coronary bypass?

How long was I in ICU?

Did I have any complications?

Did I suffer ICU delirium?

Can I have a copy of my 
discharge summary?

What medications do I need?

Which of these are lifelong?

Which can I adjust with my GP?

What are my blood pressure and 
heart rate targets?

Do I need antibiotics for any 
dental work?

What are my restrictions on 
exercise to start with?

When will I be able to drive?

When can I fly?

Sketch of your aorta 

Your surgeon or consultant can use these diagrams to  
draw on (a) what happened to you, and (b) any repair.

Blank for sketch - extent of dissection of your aorta before treatment
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Sketch of your aorta 

Your surgeon or consultant can use these diagrams to  
draw on (a) what happened to you, and (b) any repair.

Space for your own notes

Blank for sketch - Repair or treatment carried out
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