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WHO IS THIS GUIDE FOR?
This pocket guide is for social and health care 
professionals who work with people using substances 
and who have serious and advancing ill health. It is 
designed to help professionals provide the best possible 

care for people who are seriously ill and who use 
substances. It also offers some suggestions 

about support professionals can access 
to help them both practically 

and emotionally.
WHAT DO 
WE MEAN BY 
SUBSTANCE USE?
In this pocket guide, substance use refers to the use of 
alcohol and other drugs, including illicit drugs as well as licit 
or prescribed drugs. We talk about ‘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)?
•  Serious and advancing ill health refers to someone with a 

range of health problems that may shorten their life. Each 
individual health problem might not increase their risk 
of dying, but a combination of health conditions might, 
particularly where substance use, poverty and mental ill 
health are also part of the picture. 

•  We use this term because it reflects how difficult it can 
be to determine when someone has a life shortening 
condition, is need of ‘palliative care ’ or at ‘end of life’.
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•  The relationship between 
substance use and SAIH is 
not a simple one. 

•  Do not assume that 
substance use has caused 
someone’s serious and 
advancing ill health. 

•  Be prepared to ask the 
person about their health 
and well-being. 

•  Check their understanding 
of whether or not they have 
a serious and advancing 
health problem.

•  Do not judge someone 
harshly for using substances. 
If someone’s substance use 
has caused their ill health, 
this was highly unlikely to 
be their intention.

•  Learn about advanced care 
planning (ACP) to help you 
think about how you can 
support the person with 
SAIH.

IMPORTANT  
THINGS TO  
KNOW

HEALTH 
CARE is a 

RIGHT  
Not a 

PRIVILEGE

•  As soon as it is appropriate, 
ask the person what their 
wishes might be for care 
at the end of their lives, no 
matter how old or ill they 
may be.

•  Consider how you will help 
if they decide to change or 
stop using substances, even 
near the end of their lives. 

•  With permission, let relevant 
medical staff know the 
person’s history of substance 
use so they can adjust 
medication doses. It will 
give the person you care for 
the best comfort from illness. 

•  With permission, talk to 
family members or those 
who are important to the 
person with SAIH. They 
might be the person’s main 
carers and might need 
support in their own right.



54

Most people who use 
substances will become 
ill with the same types of 
conditions that everyone 
else does.

For a small minority of people who may have been using a 
lot of substances, they may have health problems directly 
related to their use of substances. For example, liver 
problems related to drinking alcohol heavily, or hepatitis 
B/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 
health and well-being.

Some people may reach the end of their lives sooner than 
hoped. You can help by enabling people to have as much 
control as possible as they approach the end of their lives. 

If someone has used substances in the past, they may be 
reluctant to take strong medication that is prescribed for 
SAIH. They may fear developing a reliance on it or being 
left to experience withdrawal symptoms. They may need 
reassuring that painkillers are likely to significantly improve 
their quality of life.

If family members or close friends use substances, talk 
to the person about how to keep prescribed medication 
safe. Family members may also need support in their own 
right to continue caring in highly stressful and difficult 
circumstances.

LINKS BETWEEN 
SAIH AND 
SUBSTANCE  
USE
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TALKING TO SOMEONE 
ABOUT HEALTH 
WORRIES

Talking to people about their SAIH can be 
hard if they have experience of feeling judged or 
poorly treated because of their use of substances. 

“… they’re quite suspicious and find it very difficult 
to trust that the healthcare providers have their best 
interests at heart,” 

[Hospice professional]

Some people will have shut off from ‘professionals’ 
completely. Put yourself in their shoes and start your 
engagement with their priorities not yours. 

“ If I can open him up more, he’ll be more open to 
engaging with services.” 

[Social care professional]

You may also be worried about what to ask and how to ask 
it – particularly if substance use or palliative and end of life 
care are not topics you’ve talked about before.

“… how do you counsel someone through cancer 
with no training to do that?” 

[Substance use professional]

Having a conversation about these issues is just that –  
a conversation. You do not have to counsel or assess.



7

Some people may already be 
worried about their health and 
will be waiting for the opportunity 
to talk about their concerns and to 
have them taken seriously. You may 
be the first to speak to them about 
it. Raise the topic directly, for example:

•  I feel concerned about your health and would like to 
support you. Could we talk about it a little?

•  I worry that you are becoming unwell and I’m not 
supporting you enough as I’d like to. What can I do to 
help?

It may be that the person’s doctor or other professional 
support has not been very helpful. You can help them in their 
attempts to see or speak to someone else by acting as an 
advocate. There may be practical things you can do to help. 
Examples include:

• Being flexible about home visits

• Supporting people to sort their finances and will out.

•  Arranging locked boxes or safes for ‘just in case’ take 
home medication, 

•  Be creative in establishing a support network: In one 
case, a pub landlady was approached to act as alert 
system for a regular customer with no family.

Building trusting relationships with the person is at the core 
of your engagement. The reality is it doesn’t happen overnight 
but you need to try to do it quickly and well. Starting with 
their priorities, not yours, will help that process.

GOOD PRACTICE   
HEALTH  
WORRIES
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Helping people to talk about their 
drinking or drug use is about asking the 
right questions in the right way. Tone of voice 
and an empathetic approach are crucial. 

Current guidelines from the Chief Medical Officer state it is 
safest not to drink more than 14 units per week regularly, 
but if you do, it is best to spread this over 3 days or more 
and have several drink-free days each week.

Once you understand units you can ask the following 
questions: 

Women: Do you ever drink more than 6 units a day? 

Men: Do you ever drink more than 8 units a day? 

If they answer “Never” they are unlikely to have an alcohol 
problem. But to explore in more depth you could ask: 

• How does your drinking help you? 

• Does drinking ever cause problems for you? 

• Would you like to change your drinking? 

• Have you successfully made changes before?

•  How confident are you that you could change your 
drinking? What help do you need to change?

Ensure you are familiar with local alcohol referral pathways 
and procedures. 

GOOD PRACTICE IN TALKING 
TO SOMEONE ABOUT 
ALCOHOL
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GOOD PRACTICE IN 
TALKING TO SOMEONE 
ABOUT OTHER DRUGS 

With illegal drug use 
people may be wary of 
telling officials what they use. The 
following key questions may help including: 

• What do you want from your drug use? 

• Do you always get it?

•  Are there other ways you could get the same 
effects or things?

• Would you like to change your drug use?

• What help do you think you might need?

People respond differently to different drugs at different 
times. Don’t assume you know the effects a drug will have 
on someone. Always ask them. 

Key information to ask about includes: 

• What are people using?

• How much are they using? 

• How often do they use? 

• How do they use (smoke, swallow, inject)? 

•  What are the effects for them – positive & 
negative – of using drugs? 

• What happens if they stop using?

Slang is often used to describe drugs. If you don’t 
understand – ask the person to explain. This 
acknowledges the person’s expertise and offers a 
respectful empowering approach.
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TAKING CARE 
OF CARERS

Caring for someone who uses substances and has SAIH 
can be stressful for you. It can impact negatively on your 
mental health and well-being. You may feel a range of 
emotions including feeling frustrated, sad, angry, helpless, 
guilty and upset:

“ It’s hard when somebody that you’ve been working 
with – sometimes for 10-15 years in the case of some 
drug users in treatment – dies.”  
[Substance use professional]

“ I’m trying to learn [that] things aren’t always…,  
you can’t always totally resolve [patients’ problems]  
in the end.”  
[Hospice professional]

Professional carers like yourself need support in their own 
right. Not only will it provide you with some comfort, but 
it is likely to help you to develop the strength to continue 
offering, often intense, levels of care to the person who is ill. 

You can access support through networks including: 

1.  Local hospices – find out your nearest hospice through 
Hospice UK’s ‘Hospice Finder’ – www.hospiceuk.org

2.  Community palliative care teams –NHS online search  
tool – Find Palliative care services – NHS (www.nhs.uk)

3.  Your nearest Death Cafe – a not for profit organisation 
providing space for people to talk about death. 

http://www.hospiceuk.org
http://www.nhs.uk
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ADVANCE CARE 
PLANNING: 
AN OVERVIEW

“Advance care 
planning (ACP) is the term 

used to describe the conversation 
between people, their families and carers  

and those looking after them about their future 
wishes and priorities for care.” 

(Gold Standards Framework, 2018)

The main goal of ACP is to determine a person’s wishes, 
needs, or preferences for their care at, or near, the end of  
their lives. Its purpose is to help people live and die well  
with as much choice as they are able to have. 

Your role is to help the person think about their support needs 
ahead of time – to allow them to make choices, for example: 
who they would like to act on their behalf to ensure their 
wishes are met if they are not able to as a result of illness.

You need to document advance care plans and share them 
with people the person would like to involve in their  
future care.

ACPs are not just for people who are ill. They can be 
developed for people of any age and can be reviewed 
periodically to make sure it continually meets their needs.
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ADVANCE CARE PLANNING: 
FIVE STEPS

There are five  
recommended steps in ACP:

(Adapted from Gold Standards Framework, 2018)

1 THINK

Think about the future – what is 
important to your client, what do they 
want to happen or not to happen if they 
become unwell?

2 TALK

Can your client talk with any family and 
friends, and/or ask someone to be their 
proxy spokesperson or lasting power of 
attorney (LPOA) if at some point they 
can no longer speak for themself.

3 RECORD
Help your client to write down their 
thoughts as their ACP, including naming 
their spokesperson. Store this safely.

4 DISCUSS

Suggest they discuss those plans with 
their doctor, nurses or carers. This 
might include a further discussion 
about resuscitation or refusing further 
treatment

5 SHARE
Help the person (if needed) to share this 
information with others who need to 
know, and review it regularly.
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ADVANCE CARE 
PLANNING: QUESTIONS 
TO GET STARTED

Some questions that can 
start conversations about 
ACP include:

(Adapted from Gold Standards Framework, 2018)

At this time 
in your life, 
what is it 
that makes 
you happy 
or you feel is 
important to 
you?

What 
elements 
of care are 
important to 
you and what 
would you like 
to happen in 
the future?

What would 
you NOT  
want to 
happen? Is 
there anything 
that you worry 
about or fear 
happening?

Q Q Q

Responses to these questions should be written down and 
recorded. The document can be signed and dated by the 
people who have discussed it.

The Gold Standards Framework (2018) also suggests that 
everyone records their preferred place of care – as well as 
their second and perhaps third choices. (For example, a 
person’s first choice might be home, and their second choice 
might be a friend’s or family member’s house.) 
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 End of life care for people 
who use substances contains 
resources and podcasts to help you, the people you 
support who have serious and advancing ill-health, and their 
family caregivers.  
Website: endoflifecaresubstanceuse.com

SPICT – Supportive and Palliative Care 
Indicators Tool helps us identify people who need 
more help and care now, as well as a plan for care in the 
future. It helps us to consider what can be done to help this 
person and their family.  
Website: www.spict.org.uk

Gold Standards Framework The website offers 
guidance on ‘Advance Care Planning’ and the GSF Prognostic 
Indicator Tool to help identify people nearing the end of their 
life and then plan their care.  
Website: www.goldstandardsframework.org.uk

Equity in Palliative Care (ePAC, Australia)  
provides an Advance Care Plan tool, guide and  
walletcard for recording people’s wishes.  
Website: www.equityinpalliativecare.com/acpresources 

Alcohol Change UK works to reduce the serious  
harm caused by alcohol.  
Website: www.alcoholchange.org.uk  

RESOURCES  
AND FURTHER 
READING

https://endoflifecaresubstanceuse.com
https://endoflifecaresubstanceuse.com
https://endoflifecaresubstanceuse.com
https://www.spict.org.uk
https://www.spict.org.uk
http://www.spict.org.uk
https://www.goldstandardsframework.org.uk
http://www.goldstandardsframework.org.uk
https://www.equityinpalliativecare.com/acpresources
https://www.equityinpalliativecare.com/acpresources
https://alcoholchange.org.uk
https://alcoholchange.org.uk
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RESOURCES  
AND FURTHER 
READING

SMART Recovery UK runs a network of self-help 
meetings. Their approach is secular and science-based, 
using motivational, behavioural and cognitive methods.  
Website: https://smartrecovery.org.uk;  
Enquiries: 0330 053 6022 

Alcoholics and Narcotics Anonymous is a 
fellowship of people who run local support groups in the UK 
and online. Website: www.alcoholics-anonymous.org.uk  
& www.ukna.org Helplines: 0800 9177 650 (AA);  
0300 999 1212 (NA)

Adfam works to improve the support for families affected 
by drugs and alcohol. Their website includes videos which 
explain how families can understand drug and alcohol 
misuse and learn skills to help themselves.  
It also has a directory of family support  
groups throughout the UK.  
Website: https://adfam.org.uk

SOURCES OF HELP  
AND INFORMATION  

ON LIVING WELL

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 café and IT access. 
The website is www.liferooms.org

https://smartrecovery.org.uk
https://smartrecovery.org.uk
https://www.alcoholics-anonymous.org.uk
https://www.alcoholics-anonymous.org.uk
https://ukna.org
https://adfam.org.uk
https://www.liferooms.org
https://www.liferooms.org


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

mailto:SUAB@mmu.ac.uk
https://twitter.com/SUABManMet

