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WHO IS THIS GUIDE FOR?
•	This pocket guide is for you if you are experiencing
serious and advancing ill health and either use
alcohol or other drugs – or have done so in the past.
•	It is designed to help you think about what you
might want in the future if you become seriously ill,
and some of the decisions you might want to make
while you are well.
•	It is also designed to try to help you to access
the best possible care when you need it
and it offers some suggestions
about support and care
you should be able
to access.
WHAT

DO
WE MEAN BY
SUBSTANCE USE?

In this pocket guide, substance use refers to your use of
alcohol and other drugs including illegal drugs as well as
legal or prescribed drugs. We use ‘substance use’ because
often people use more than one substance at the same time
and also, people sometimes forget that alcohol is a drug too.

WHAT IS SERIOUS AND
ADVANCING ILL HEALTH (SAIH)?
SAIH means you might have multiple health problems that
make it difficult to manage. Sometimes Drs may think that
none of your individual health problems seem very serious –
but your combination of health conditions might mean you
feel really unwell.
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THINGS TO REMEMBER
IN THE BEGINNING
HEALTH
CARE is a
RIGHT
Not a
PRIVILEGE
•	Do not judge yourself harshly for becoming ill and for using
substances. You didn’t plan it to be this way!
•	Everyone – absolutely everyone – deserves good health and
social care, through their life including towards the end of
their lives. Your life is important.
•	The relationship between substance use and ill health is not
simple. Your use of substances has not necessarily caused
your ill health (although sometimes it can make things
worse).
•	If you are concerned about your health, be courageous and
ask someone you trust to help you find out what’s going on.
•	If you want to start thinking about your wishes for near the
end of your life, you may want to talk about it with close
friends or family members or a worker who has supported
you in the past.
•	You may have experienced poor, rude or judgmental
attitudes from some health and social care practitioners
who just focus on your use of substances. This is NOT
acceptable. Keep looking for a helpful and compassionate
practitioner: there are many out there.
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LINKS BETWEEN
SAIH AND
SUBSTANCE USE
Most people who use
alcohol and other drugs
will become ill with the
same types of conditions
that everyone else does.
If you have been using a lot of substances, your health
problems may be directly related to your use of them
(for example: liver problems related to drinking alcohol
heavily, or hepatitis B or C related to sharing equipment for
injecting drugs).
Some of these health problems can be serious and can get
worse over time. Getting help early can vastly improve your
health and wellbeing.
Some people reach the end of their lives sooner than they
had hoped. So, you may want to plan ahead to give yourself
as much choice and control as possible when you approach
the end of your life.
If you have used substances in the past, you may be
reluctant to take strong medication that is prescribed for
serious and advancing ill health. You may fear developing a
reliance on it and/or withdrawing from it. Talk to the health
professional about your fears. Good pain management will
help you.
If family members or close friends use substances, think
about how to keep your prescribed medication safe.
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TALKING TO
PRACTITIONERS ABOUT
HEALTH WORRIES
If you have any concerns about your own
health, you need to talk to someone about it.
The first stop may be your GP or someone else you
trust and you feel you can talk to.
This can be hard if you have experience of feeling judged or
poorly treated because of your use of substances. But you
have a right to ask for help and a right to receive good care.
There is no need to feel ashamed if you are using
substances. Everyone has a right to good health care.
If you have spoken to a doctor or other professional who
has not been very helpful, ask to see or speak to someone
else. This might not be easy so here’s some things you
could say:

“
“

 I have some serious concerns about my health.
I need your help to work out what is going on.

”

I think I could be seriously unwell. I know I
drink/use drugs, but it’s more than that. I need
someone to take my concerns seriously.

”

You may want to consider having someone attend the
appointment with you to support you and to back you up if
you get a negative response.
The sooner you can get support for yourself, the better
chance there is of getting the right care at the right time.
And if you’re not happy with your first attempt, try again
with someone else.
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TALKING TO FAMILY,
CLOSE FRIENDS AND
SUPPORTERS

People who
care for you will be
concerned and possibly
frightened if they think you are
seriously ill. It’s natural to want to be
private about medical problems. But if we don’t
say something to the people who care for us, they could
imagine the very worst and be unnecessarily scared.

Some people will find speaking to people who care for them
quite easy, others will not know where to start. Here’s some
suggestions you might choose to try out:

“
“
“
“

 I want to talk to you about my health so you don’t
worry. This is what I know is going on…

”

 I don’t know all the details, but I’m told my liver
[or whatever!] is in a bad way. I wanted to tell you
so you know what’s going on.

”

 I find this quite hard to talk about but I’m not
very well and I want you to know so you’re in the
picture too.

”

 I wonder if you would be prepared to come to an
appointment with me? I would like someone there to
help me understand what I’m being told.

”

Communication from practitioners to you is important, as is
your communication with the people around you who care for
you. It also helps at appointments to have a second pair of
ears – someone who might be able to write down any advice
or instructions you are given by health staff – or ask questions
you might not think about.
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PLANNING FOR YOUR
FUTURE CARE

It is important to plan for your future care
early – while you are well enough to make
some choices and decisions. This is called ‘Advance
Care Planning’ which simply means thinking and talking
about what you want or don’t want at the end of your life.
Here are some questions you might want to think about or
talk about with someone close to you:
• At this time in your life, what is it that makes you
happy or you feel is important to you?
• Is there anyone you’ve lost touch with that you would
like to get in touch with if you became seriously ill?
• Is there anything you want to do or anyone you want to
talk to before becoming too unwell to do so?
• If you have a choice of where to receive your care (e.g.
home, hospital, hospice) where would you prefer that to
be?
• If you were unable to speak for yourself due to ill health,
who would you like to speak and make decisions on
your behalf?
• W
 hen you get to the last few days or weeks of your life,
who would you like around you?
• W
 hat would you NOT want to happen? Is there
anything that you worry about or fear happening?
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The point of thinking about these
questions – no matter what your age or
illness – is to help you live and die well: with
as much choice as you are able to have!
We will not always be able to have things the way we
would want them, but there’s a much better chance if we’ve
thought about them ahead of time and let other people
know.
There may be other questions you can think of in addition
to those on the previous page. It’s a good idea to write
them down or have someone write them down for you. You
also need to think about who needs to know the choices
and decisions you have made. The following are some
suggestions:
• Y
 our GP – they are important, even if you’ve not seen
them in ages. You can ask them to put your decisions on
your medical records for when you need them.
• O
 ther social and health care professionals you might
have contact with.
• T
 he people who are affected by your decisions, for
example: the person you want to speak on your behalf if
you are unable to.
• A
 nyone who might help you achieve some of the things
you want to do before you become seriously unwell.
• If
 you have friends or family who you are not in touch
with regularly, you might want to send them a copy in
the post or have someone you trust get in contact with
them.
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PLANNING FOR YOUR
FUTURE CARE
(CONTINUED)
It’s important to write down
your decisions on a signed and
dated document. Give it to a number of
people so that when it is needed, there is the best
possible chance of your wishes being respected.
If it is just with one person, it could easily be forgotten,
so letting several people know will help.
You could think about this as five steps
(adapted from Gold Standards Framework, 2018):

1
2
3
4
5
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Think about the future: what is
important to you, what you want to
THINK
happen (or not to happen) if you became
unwell.
Talk with family and friends and ask
someone to be your spokesperson or
TALK
lasting power of attorney (LPOA) if you
could no longer speak for yourself.
Write down your thoughts, including
RECORD who your spokesperson is, and store
this safely.
Discuss your plans with your doctor,
nurses or carers. This might include a
DISCUSS
further discussion about resuscitation or
refusing further treatment.
Share this information with others who
need to know about you – through your
SHARE
health records or other means, and
review it regularly.

Many of us have
been brought up in
cultures where illness,
dying and death are not
talked about.

KEY MESSAGES

Even though we all live and
die, we don’t talk about it! Even
health practitioners are often
reluctant to talk about dying.
This Is beginning to change a little
– particularly as we are all living
longer, which means many of us are
living with a number of health and
care needs. We all need to think about
getting older and being ill.
You are now able to have more choice about your end-of-life
care. By thinking about it, writing it down and sharing it with
people who need to know, you can maximise the chances that
your wishes are met. It may not always be possible but it’s
the best chance you’ll have if people know what you want and
don’t want!
You may have had poor experiences of care or know of people
who have. But be courageous! You deserve to be heard and
you have a right to ask for good care. We all do!
If someone tries to dismiss your concerns and tells you to ‘just
stop drinking or using’, tell them that your health concerns are
more than that and you’d like them to listen respectfully.
It’s never too early to think about what you want and don’t
want in relation to your care in the future.
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SOURCES OF HELP
AND INFORMATION
ON SUBSTANCE USE

SMART Recovery UK helps people recover from
addictive behaviour and lead satisfying lives. Their
approach is secular and science-based, using motivational,
behavioural and cognitive methods. They run a network of
self-help meetings and also partner with care professionals.
Website: smartrecovery.org.uk Enquiries: 0330 053 6022

Alcoholics Anonymous: a fellowship of people
who acknowledge that they could not handle alcohol and
now seek to live a new way of life without it. They run
local support groups throughout the UK.
Website: alcoholics-anonymous.org.uk
Helpline: 0800 9177 650
Email: help@alcoholics-anonymous.org.uk

The British Liver Trust aims to increase
awareness of liver disease and provide information and
support to people affected by liver disease. They also
campaign for earlier detection and better treatment of liver
disease.
Website: britishlivertrust.org.uk
Helpline: 0800 652 7330
Email: helpline@britishlivertrust.org.uk
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Narcotics Anonymous: a fellowship of people for
whom drugs have become a major problem, who meet
regularly to help each other stay drug-free.
Website: ukna.org Helpline: 0300 999 1212
Information about local meetings: meetings@ukna.org

Adfam – a national charity supporting families and people
close to someone using substances problematically.
Website: https://adfam.org.uk
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SOURCES OF HELP
AND INFORMATION
ON END OF LIFE

Dying Matters aims to help people talk
more openly about dying, death and bereavement,
and to make plans for the end of life. Its website hosts the
UK’s most comprehensive directory of services for people
in the last years of life, their families, carers and friends.
They operate in Wales as Compassionate Cymru.
Websites: dyingmatters.org and compassionate.cymru

Marie Curie is the UK’s leading end-of-life charity.
They provide frontline nursing and hospice care, a free
helpline and a wealth of information and support on all
aspects of dying, death and bereavement.
Website: mariecurie.org.uk
Helpline: 0800 090 2309

Hospice UK is a national charity working for people
experiencing dying, death and bereavement. They work
to improve the quality of palliative and end of life care and
encourage collaboration between services. Their website
includes a hospice finder service:
Website: hospiceuk.org
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Macmillan Cancer Support provides
practical, medical and financial support for people
live with cancer, including where to find practical and
emotional support at the end of life.
Website: macmillan.org.uk
Helpline: 0808 808 0000

Gold Standards Framework (2018)
‘Advance Care Planning.’
Available online at:
www.goldstandardsframework.
org.uk/advance-care-planning

SOURCES OF HELP
AND INFORMATION
ON LIVING WELL
Life Rooms Life Rooms operate in Walton and Bootle
areas of Liverpool and also Southport. They are a free NHS
service providing safe spaces to meet other people, find out
about a range of opportunities and community resources.
Examples include: volunteering, employment, social
activities, advice and much more.
There’s also cafés and IT access.
The website is www.liferooms.org
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CONTACT
To find out more about SUAB and its activities or to talk to
us about research collaboration, please get in touch via:
Email: SUAB@mmu.ac.uk
Tel: 07775 680418
@SUABManMet

