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Important information about this booklet

The content of this booklet is intended as a guide for a carer to assist in their
understanding of as-needed subcutaneous medications commonly given to
people being cared for at home in the last days of life.

The information was adapted from the Brisbane South Palliative Care Collaborative
Caring Safely at Home booklet entitled ‘Subcutaneous Medications and Palliative Care:
A guide for caregivers’ and is presented by the research team for the purpose of the
CARIAD trial. It should only be used for the purpose for which it has been supplied. It is
only to be used in conjunction with thorough training from local healthcare teams and
does not replace usual care.

While the CARIAD team has exercised due care in ensuring the accuracy of the material
contained in the booklet, the booklet is a general guide only to appropriate practice, to
be followed subject to the healthcare team’s judgement and the carer’s preference in
each individual case.

If you are unhappy or dissatisfied about any aspect of your participation in the CARIAD
trial, please contact the trial team about this in the first instance, so that we can try

to resolve any concerns and find a solution. Regardless of this, if you wish to make a
complaint about any aspect of the way you have been approached or treated during
the course of this study, the normal National Health Service complaints procedures
will be available to you. If you would like independent support with these procedures
please contact:

For participants in Wales contact the Community Health Councils Complaints
Advocacy Service on 02920 235 558.

For participants in England contact NHS England on 0300 311 22 33 and ask for your
local Patient Advice and Liaison Service (PALS).

Copyright statements
The Australian training package (Caring Safely at Home) documents and practice demonstration kit are used with permission and are
licenced under a Creative Commons Attribution 3.0 Australia licence. (http://creativecommons.org/licenses/by/3/au/)
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Palliative care is care provided for people of all ages who have a life limiting
illness, with little or no prospect of cure, when the primary treatment goal

is improved quality of life. During the palliative phase, care is focussed on
promoting the person’s comfort by keeping symptoms under control as much

as possible with medication, and trying to fulfil wishes the person may have
expressed about their death. For many people, this includes being cared for and
dying at home. The likelihood of a person being able to remain at home during
this phase is often dependent on the availability of carers beyond the healthcare
team — usually a close family member or friend. These carers often take on the
responsibility of managing the person’s medications, as well as helping with self-
care.

As people get weaker in the last weeks or days of life, they usually cannot swallow

and are no longer able to take medications by mouth. In the UK, when this happens,

it is standard practice for medications to be given under the skin to relieve symptoms.
This is sometimes called subcutaneous medication (subcutaneous means “under the
skin”) and can be done using a needle or a cannula. A cannula is a small plastic tube
which is placed under the skin. Unlike needles, which are used separately each time

a medication is needed, a cannula can be kept in for several days. If a person is on
regular medications, a syringe driver or pump is often connected to the cannula to give
medications continuously throughout the day and night to keep symptoms controlled.

The person may still experience some symptoms even when this is in place — these are
called ‘breakthrough’ symptoms they may require extra as-needed doses of medication
to be given. The most common breakthrough symptoms are pain, agitation, nausea
and noisy breathing (rattle). When the person experiences breakthrough symptoms,
the carer is usually advised to call the healthcare team, often a district nurse. They will
visit and give the patient as-needed subcutaneous medication (medicine under the
skin using a needle or a cannula that is in place). But, it can take a long time, often
much more than an hour, for the healthcare team to arrive and give the as-needed
medication. This wait can be distressing for patient and carer and the symptom can
worsen during this time. Carers tell us that this makes them feel powerless to help the
person they are caring for.
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You have been given this booklet as one part of an education package that has been
developed to train carers like yourself to be able to give these as-needed medications,
using a cannula that is already in place. This means you do not need to use needles to
give the medications — they are often called no-needle injections.

Using this education package, you will be trained how to recognise breakthrough
symptoms described above. You will learn how to prepare and give no-needle
injections. You’ll learn to how to see if they work to relieve the symptom, and what to
do next if they do not. This booklet forms part of the training that the nurse will give
you, and explains common symptoms in the last days of someone’s life and how this
could be treated with subcutaneous medication.

The person you are caring for will receive all their regular healthcare visits and
medication as normal. The only thing that will change is that you will be trained to give
as-needed medication for breakthrough symptomes. It is important to know that it is
completely legal for carers to give symptom-relieving medications to dying patients
as long as they are supported to do so. Even after you have been trained to give
injections, you do not have to give it if you do not feel confident to do so. If you are in
doubt if an injection is needed, you can, at any time, call the healthcare team looking
after the person you are caring for at home.

Managing symptoms in the last days of life can sometimes be challenging. However,
understanding the medications that are commonly used will help you identify the
correct medication to give to control a particular symptom. To manage symptoms
successfully it is essential that you talk with the healthcare team and let them know
when symptoms are becoming bothersome or difficult to manage.

If you need any more detail on any aspect of caring for someone dying at home, please
talk to the healthcare team supporting you at home.

The booklet is divided into four main sections:

1. Frequently Asked Questions About Symptom Management
and Subcutaneous Injections

2. Pain Management

3. Information About Other Common Symptoms
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1. FAQ - Frequently Asked Questions About
Symptom Management and
Subcutaneous Injections

Symptom Management

a. What is meant by the term ‘symptom management’ in the last days of life?
Symptom management in the last days of life refers to care given to treat unwanted
experiences, such as pain or nausea, sometimes associated with the dying phase.
Symptom management includes many different types of care that can range from
simple things such as changes in position, to needing extra medications. This booklet
only considers the use of as-needed subcutaneous injections for symptom management
of four common symptoms in dying people: pain, agitation, nausea/vomiting and noisy
breathing (rattle).

b. Why is it important to keep symptoms well managed?
Symptoms can be distressing for people and decrease their quality of life. This is why
we try to keep them well managed. People who have expressed a wish to be cared for
and die at home may be less likely to have unplanned admissions to hospital or hospice
if their symptoms are well managed.

If pain or other symptoms that cause discomfort are allowed to build up, they can
become much harder to control than if steps are taken to manage them at the first sign
of their appearance — this is what good symptom management is all about.

c. What is meant by ‘as-needed,” ‘breakthrough’ or ‘PRN’ medication?
Symptoms are often controlled with medications given at regular times, or continuously
through a syringe pump, throughout the day and night. Sometimes, however, the
person may experience some symptoms even when this is in place — these are called
‘breakthrough’ symptoms and the most common ones are pain, agitation, nausea/
vomiting and noisy breathing (rattle).

Dealing with the breakthrough symptom may require giving an extra dose of
medication, often called ‘as-needed,” ‘breakthrough’ or ‘PRN’ medication. Such
medications will be prescribed by the healthcare team.

Symptoms in people in the last days of their life can appear very quickly. We prepare
for this by reviewing the person regularly to see what changes in medications or
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other treatment may be needed. Sometimes we can predict what may occur (like the
common symptoms of pain, agitation, nausea/vomiting and noisy breathing) and have
plans in place in case it actually does occur. This is why ‘as-needed,” ‘breakthrough’ or
‘PRN’ medications are prescribed in advance. This is known as anticipatory prescribing
and sometimes called ‘just in case’ medications. This medication should be given at the
first sign of an unwanted symptom, before it has a chance to build up, remembering
that medications can take up to 20 minutes to take effect.

d. How will I know which medication to give?
If a person cared for at home is on any continuous or as-needed subcutaneous
medication, this will be clearly prescribed on a medication chart which is left in the
house. Usually, only members of the healthcare team will record on this, for example
when a syringe driver or pump is reloaded or they have given any as-needed injections.

For the CARIAD study, the healthcare team will still prescribe on this medication chart
and leave it in the house. Then, the nurse training you will give you further information
that will help you understand more detail about the medication(s). This will help you
to be able to give the best medication at the right time for a particular symptom. The
nurse will write these detailed instructions in the Carer Diary so that you can check
this every time you think an injection is needed. This will remind you exactly what
medications to give, how much to give and how often you can give them.

The nurse will show you how to complete the details of any medication you have given
in your Carer Diary. A member of the visiting healthcare team will check the Carer
Diary with you at every visit and carry over parts of the information to complete the
medication chart: they will write the medication details and time given, and note that
you have given it.

All carers who have been trained to give as-needed subcutaneous medications to the
person they are caring for will need to complete the Carer Diary. Even if you decide you
do not want to give the injection yourself, there is space to record what happens each
time the person you are caring for experiences breakthrough symptoms. Some carers
may feel that they want to complete both the Carer Diary page and enter the additional
information into the formal medication chart (usually completed by the healthcare
team). Your nurse will discuss this with you and agree the best plan for you. Even if

you decide you do not want to give the as-needed medication yourself you should still
complete the Carer Diary and indicate that you called the healthcare team to do this.

e. How long do | have to wait for the medication to work?
You should check the patient after 30 minutes to see whether the symptom is getting
better after giving an injection (and record this in the Carer Diary), but it may take up
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to one hour to be sure if it has helped or not. If, in that hour, the symptom for which
you have given the injection is getting worse, not getting any better at all, or if you

are worried for any reason, call your healthcare team straight away. It is likely that a
doctor or nurse will want to come and visit the person you are caring for to see why the
medication is not working.

f. How often can I give as-needed subcutaneous medications for breakthrough
symptoms?
Most of the medications that you will be shown how to use for breakthrough symptoms
should not be given more than once every four hours.

The as-needed medication for pain can sometimes be used slightly differently. If the
first no-needle injection does not reduce the person’s pain enough within the first
hour after it has been given, you may be allowed to give the next dose early instead of
having to wait for four hours to pass. This might mean that you are given permission
to give an extra dose of as-needed medication for pain one hour after the previous
dose if this has not worked. If you need to give this extra dose, you should inform
your healthcare team straight away. The doctor or nurse may wish to come to visit the
person you are caring for.

Being allowed to give an extra dose after one hour may not be the best course of action
for everyone so the decision will be made by your healthcare team who will discuss this
with you.

g. Can | give medication for every symptom that the person | am caring for
experiences?

No, you will not be able to give no-needle injections for every possible symptom that
someone might experience in the last days of life. There are several reasons for this.
Firstly, as we are testing the practice of training carers to give as-needed medications by
no-needle injection it makes sense to do this in a careful and focussed way. Therefore,
the CARIAD study is focussing on four common symptoms that may happen in the last
days of life. These are pain, agitation, nausea/vomiting and noisy breathing (rattle).
Because they are very common symptoms we already know a lot about how these
symptoms might look in patients and which drugs are the best to use.

We know that some less common symptoms may also need medication via
subcutaneous injection, for example breathlessness or seizures. If the person you are
caring for experiences these symptoms, you will be asked to call the healthcare team to
give an injection. As part of the CARIAD study, you should not give injections for any
other reason than pain, agitation, nausea/vomiting and noisy breathing (rattle).
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The second reason that you will not be able to give injections for all symptoms is that
not all unwanted experiences or symptoms in the last days of life are best dealt with
giving an injection. An example of this is itching where the use of skin creams would be
used instead of a no-needle injection.

It is also important to remember that you can only give medications for breakthrough
symptoms whilst the person you are caring for is receiving care in their own home (or
usual place of residence). If the person is admitted to an inpatient unit, including a
hospital or hospice, the medical team will be responsible for their medications and you
should not give any medications yourself.

h. Can I give unlimited number of doses of medication?
No, you cannot give more than three (3) doses of medication for the same symptom in
any 24 hour period. The reason for this is that, if someone needs frequent as-needed
medication, the symptom might not be controlled well enough and a doctor or nurse
should see the patient. They can then assess the person and the regular medication
they are receiving to see if this needs to be changed to help control the symptoms.
After you have given three doses of medication for the same symptom in less than 24
hours, you will need to let your healthcare team know straight away so that they can
come to review the person you are caring for. You should not wait until the next dose is
needed.

i. What if | give too much medication?
If you think you have made an error with the amount of drug you have given or you
have given too many doses, you should contact your healthcare team straight away
and make them aware of this. If you think you have given the correct doses but the
person you are caring for is having unusual symptoms or you are concerned about their
response to a no-needle injection, you should contact the healthcare team.

j- What are side effects of medication and are they avoidable? What do | do if
they happen?

Medications are given to help control symptoms and keep the person you are caring
for as comfortable as possible, but they may also cause unwanted effects (also known
as adverse or side effects). Your healthcare team will always consider the symptoms a
person is experiencing and weigh up the benefit of a medication compared to the risk
of side effects. The goal is to get the right dose of a medication to treat the symptomes,
whilst keeping the side effects as low as possible. This is why it is important to closely
follow the instructions given by the healthcare team on how much medication to give,
as it may be different for different people. If side effects do happen, you should let the
healthcare team know as soon as possible. Side effects vary for different medications,
but can include experiences such as drowsiness, muddled thinking or constipation.
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It is important to know what the possible side effects of the medications used by a
person might be. If you understand them, you can manage the side effects if they
happen. You will find more detail on side effects of commonly used medication later
on in this booklet. If the person you are caring for is prescribed a medication for you to
give by no-needle injection that is not listed in this booklet, the nurse who are training
you will add details about any of its potential side effects to your Carer Diary.

k. Can the medications | am giving cause serious harm to the person | am looking
after or make them die more quickly?
We do not expect any problems with the drugs that will be used in this trial because
they are the same as those used in standard practice and are generally well-tolerated.
The drugs used are very commonly given to seriously ill patients to control symptoms
and a nurse will give you very detailed training on how to give the no-needle injections.

There may come a time when you are giving the injections when the person you are
caring for is very ill and will soon die. This might mean that the time when they die is
near to when you have last given them medication. It is very important for you to know
that these two things are not related and the medication has not ended their life. The
nurse training you to give injections will discuss any worries or concerns you may have
about this.
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Subcutaneous Cannula

a. What is a subcutaneous cannula and why is it used?
People who are seriously ill and nearing the end of their life may find it difficult to take
medications by mouth — either because they are experiencing nausea or vomiting or
because they are becoming too weak to swallow. In the UK, when this happens, it is
usual practice for a cannula to be put in — this is a small plastic tube placed under the
skin designed to carry medication into a person’s body. The cannula is sometimes called
a ‘Saf-T-Intima’ by nurses.

One end, inserted by a registered nurse, sits just under the person’s skin. The
other end divides into two parts and is shaped like a Y. One part of the Y-arm can
be connected to a syringe driver or pump; the other can be used for subcutaneous
injections (See figure 1).

Fig. 1 Saf-T-Intima cannula

The nurse will usually insert a second cannula in a different part of the body. This
allows for back up in case the original cannula stops working. This can be especially
useful if the original cannula stops working at night when nurses are not readily
available.

The healthcare team will check the cannula most days and change it on a regular basis.

b. What is a subcutaneous injection and why is it used?
Subcutaneous means ‘just under the skin’. So, a subcutaneous injection means giving
an injection just under the skin. There is a good blood supply under the skin and this
carries the drug into the rest of the body. Subcutaneous injections are normally less
painful than an injection into the muscle and are easier to give than an intravenous
(in the vein) or intramuscular (in the muscle) injection. When a cannula is in place,
subcutaneous medication can be given without the use of needles.
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The subcutaneous method is a safe and effective way of giving medications, especially
when a person is experiencing swallowing problems or has nausea and/or vomiting.

c. Where is a subcutaneous cannula inserted?
The cannula can be inserted into the person’s abdomen (tummy) or chest, upper thigh
or upper arm. If the person is confused or muddle and is likely to remove the cannula,
it can be placed in the upper back.

The nurse will secure the cannula to the person’s body (see figure 2) using clear film, so
that you can see the insertion site. This allows you and the healthcare team to check
the site regularly.

Fig. 2 Saf-T-Intima cannula inserted in the top of the arm

d. How do I care for the cannula?
Caring for a cannula is quite easy. You will need to check the insertion site every time
you give a no-needle injection using the cannula. If you notice that the cannula site is
red, swollen, leaking or smelly, contact your healthcare team as it is likely the cannula
will be need to be changed (see figure 3).

Fig 3. Redness at the cannula site
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e. How will I know if the cannula is not working? What should I do if this happens?
It is normal for a small lump to appear at the insertion site immediately after the
injection has been given. This is the medication sitting in the tissue just under the skin.
The small lump will disappear as the medication is absorbed into the bloodstream. If it
does not, contact your healthcare team.

If it is hard to inject medications or if the medications leak out onto the skin when

you inject, then contact your healthcare team as this means the cannula is no longer
working. Leave the cannula in place for them to remove. In the meantime, if there is a
second cannula, this can be used until the other cannula is changed.
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Subcutaneous Injections
Commonly used palliative care medications can either be given as a continuous infusion
over 24 hours or as-needed using subcutaneous injections.

a. What is meant by ‘continuous medication(s)’?
Continuous medication(s) refers to the giving of medications that enter the
bloodstream slowly and continuously throughout the day. Continuous medication(s)
are usually given via a syringe driver or pump, which is a portable, battery-operated
machine (See figure 4).

Fig. 4 Syringe pump mechanism for continuous medications (no syringe attached)

The syringe driver or pump may be attached to a subcutaneous cannula. Once the
cannula has been inserted the person should not experience any discomfort from it.

A nurse will reload the syringe driver or pump regularly and may sometimes change
the combination of drugs or the dose of medications in the syringe, after discussion
with the prescriber. This may need to occur if the person is experiencing ongoing

and increasingly unpleasant symptoms, has required an increase in the number of
breakthrough medications daily or has been generally unsettled. It sometimes takes a
few days to get the right dose(s) and combination of medication(s).

b. What is meant by ‘as-needed’ medication(s)’?
‘As-needed medication(s)’ refers to medication given occasionally through the day.
Intermittent medication(s) can be given by subcutaneous injection either for one-off
symptom management or for more regular breakthrough symptom management. So
breakthrough medication is a type of intermittent medication, and, as mentioned
earlier is used to control a symptom that has re-occurred in spite of regular medication.

c. How do | give as-needed no-needle injections into a subcutaneous cannula?
There are a number of options for how to give the no-needle injections. Which
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technique you need to use will depend on the as-needed medication that you are
giving and the type of container the medication is stored in.

Your nurse will give you personalised training so that you know how to give the as-
needed no-needle injections that have been prescribed for the person you are caring
for. There are step-by-step guides which give detailed information for each of these
different techniques and you should refer to these each time you give a no-needle
injection.

The nurse will show you how to prepare the no-needle injection by drawing up the
medication. The carer diary will tell you how much liquid (the volume) you will need
to draw up into the syringe for the correct dose. This may be different for different
medications so check the personalised information in your carer diary carefully.

There are two options available when giving an injection into a subcutaneous cannula;
your nurse will explain which one you will use.

Option 1

Firstly, remove the blunt drawing up needle from the syringe. Then give the injection
by connecting the syringe to the port on the Y-arm using a twisting or screwing motion
until the syringe is securely attached, as shown in figure 5. Then slowly push the
plunger to give the medication. Once the medication has been given you can remove
the syringe by unscrewing the syringe in the opposite direction.

Fig. 5 Injecting using the no-needle technique

Option 2

The other side of the Y-arm, which has a white rim or similar (your nurse will advise
you), is topped with a special membrane with a slit in it so you can choose to inject
the medication straight into this opening without removing the cap using a short blunt
needle (see figure 6). Then slowly push the plunger to give the medication.
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Fig. 6 Injecting using the blunt needle technique

For further instructions contact your healthcare team or refer to the step-by-step
guides in your training pack.
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]
2. Pain Management

Overview of pain management

Pain is often the most feared symptom in the last days of life. Pain management can be
simple or complex, according to its cause. Do not ignore pain, as that may only make it
harder to manage. Some types of pain are more difficult to manage than others. That
is why it is important to talk with the healthcare team, letting them know whether the
medication has worked well or not.

When managing pain it helps to have a record about the type of pain that the person
experiences (for example what words the person uses to describe it), and when it
occurs, and then discuss this with the healthcare team when they next visit. The
healthcare team will check the Carer Diary you will be keeping as part of the study that
records the medications you have given since their last visit. This will help them to
decide if medications need to be changed.

There are many different types of medications that can be used to manage pain, but we
will only concentrate on the medication that are commonly given as subcutaneous no-
needle injections for people in the last days of life. Choosing the right drug to control
pain can sometimes be difficult. Your healthcare team will consider all options and
choose the medication that is best suited to the person’s individual pain.

There are many types of medications, so there is usually something that will keep the
person you are caring for comfortable. Strong pain medications such as opioids are
often used to manage pain.

Table 1 outlines some of the commonly used opioids given subcutaneously, that help
with pain control.

The healthcare team will make every effort to keep the person as comfortable as
possible, though it may take some adjustment to get the medication right.

All strong pain medications have side effects that can usually be managed. Nausea/
vomiting, drowsiness or poor concentration and itchy skin typically only lasts for a short
while after the person first starts to use strong pain medications. Constipation can be
managed by taking laxatives regularly as long as the person you are caring for is still
able to take medication by mouth.

Dry mouth is common too and can be a side effect of several other medications. If the
person is still able to swallow safely, offer sips of water. Otherwise, try to increase their
comfort by moistening the mouth (using a damp sponge) or applying lip salve.
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Less common side effects, which, if experienced should be reported immediately to the
person’s healthcare team include:

e Decreased breathing rate;

e Jerking of limbs;

e Confusion.

Common myths and misconceptions about strong pain medications
Addiction can occur when a person takes strong pain medications like morphine for
recreational purposes. There is a misconception that when people have pain and need
to use opioids that they too, can become addicted. This concern can lead to under-
usage of strong pain medications and can lead to loss of pain control. Concern about
physical or psychological dependence is never a reason to delay giving an opioid if it is
required.

It is true that a person’s tolerance to a particular drug may increase and more
medication may be needed as the illness progresses. This is quite normal but if you are
concerned you should speak to the healthcare team of the person you are caring for.
The healthcare team may alter the dose from time to time to ensure that the person
remains as comfortable as possible.
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Commonly Used Opioids for Subcutaneous Injection

Table 1 — Subcutaneous Pain Medication

fName of drug What is it used for? How long does it take to Common side
work after subcutaneous | effects
injection?
Morphine Sulphate ® Pain 20 minutes to take effect e constipation
(Morphine) and peaks around 30-60 ¢ nausea and vomiting*
minutes. e dry mouth
e itchy skin*

e confusion*
e drowsiness*
*usually temporary

Oxycodone ¢ Pain 20 minutes to take effect See above
Hydrochloride and peaks around 30-60
(Oxycodone) minutes
Diamorphine ¢ Pain 20 minutes to take effect See above
and peaks around 30-60
L minutes

Check instructions left for you by the healthcare team. They will explain to you how
often the medication can be given.

You may be given permission to give an extra dose of as-needed medication for pain
one hour after the previous dose if this has not worked. If you give this extra dose, you
should inform your healthcare team straight away. The doctor or nurse may wish to
come to visit the person you are caring for.

Being allowed to give an extra dose after one hour may not be the best course of action

for everyone so the decision will be made by your healthcare team who will discuss this
with you.
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3. Information About Other
Common Symptoms

Overview of Common Symptoms

The information provided in this section is a guide to other symptoms which you
may be trained to give as-needed medication for. It aims to provide information
about what to expect, simple suggestions that can ease the symptoms and
outlines subcutaneous medications that can assist with management. For
information about other symptoms consult your healthcare team.

Agitation
Agitation or restlessness is common, particularly in the last days or hours of life. The
person may seem anxious or unsettled, have fidgety movements, make distressed
sounds, or have twitching. The person may pick at the bedclothes, or they may moan
or call out, or make a noise each time they breathe. This can be distressing for carers to
see.
Check to see if the person is experiencing any pain, or anything obvious that may be
causing the problem.
You may be able to help reduce the restlessness by simply sitting with the person and
reassuring them that they are safe and loved. The healthcare team will be able to help
work out whether pain is causing restlessness, and if so, how to treat it. Refer to Table
2 for commonly used subcutaneous medications that your healthcare team may have
prescribed.

Anxiety can also make someone look restless. The causes of anxiety may be physical,
emotional or a combination of both. If a person becomes anxious it can increase other
symptoms such as pain, nausea/vomiting or breathlessness. It is important to recognise
if the person you are caring for becomes anxious, so that you can relieve this with the
medication that has been prescribed by the healthcare team. Table 2 outlines some of
the common subcutaneous medications used for anxiety.

Nausea and vomiting
There are many reasons why someone can feel nauseous (sickly) or vomits, including
side effects of strong pain medications. Nausea may be experienced with or without
vomiting. It may help if the person rests for about one hour after taking strong pain
medications.
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Nausea and/or vomiting can be treated with medications, given either in a syringe
driver or pump or given as breakthrough medication via the cannula or a combination
of both. There are several medications that assist with nausea and vomiting — Refer to
Table 2 for commonly used subcutaneous medications that your healthcare team may
have prescribed.

Noisy breathing (rattle)
Towards the end of life a person’s breathing may become noisy. This is likely to be
because of some fluid collecting at the back of their throat as they are too weak to
swallow, which can cause a rattling sound. Noisy breathing does not seem to cause
distress to the dying person, but may be upsetting to hear. It may be helpful to change
the person’s position so that they are lying more onto their side with their head slightly
raised. There are medications which may help to reduce noisy breathing. Refer to Table
2 for commonly used subcutaneous medications that your healthcare team may have
prescribed.

Other symptoms
Breathlessness:
Some people may experience difficulty with breathing. This may be related to their
disease, to anxiety or a combination of both. If this is a new symptom please report it
to the healthcare team. Often, shortness of breath can contribute to anxiety.

Some strategies that can help a person with breathing difficulties include:
e Using an electric fan or fanning the person to keep them cool

e Opening a window to allow air to flow through the room;

e Use of relaxation and breathing techniques.

If breathlessness is causing the person discomfort, let your healthcare team know.

Itch

Itchiness is common towards the end of life and can be caused by many things such as
dry skin, allergy, side effects of medications or the disease itself. If left untreated it may
cause the person to become restless or anxious. Applying skin creams that are water-
based, especially after a bath will help.
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Symptom Management: Commonly Used Subcutaneous

Medications

Table 2 — Commonly Used Subcutaneous Medications

(Name of drug

What is it used for?

How long does it take to
work after subcutaneous
injection?

Common side
effects

Glycopyrronium

® noisy breathing
(rattle / respiratory
secretions)

15-20 minutes; peaks
within 45 minutes.

e can irritate the skin;
give slowly; your
nurse will guide you

® nausea

e blurred vision

e dry mouth

Hyoscine
Hydrobromide

® noisy breathing
(rattle / respiratory
secretions)

30 minutes to take full
effect and lasts about 4
hours

e drowsiness

e dry mouth

e blurred vision
e rash

e agitation

Levomepromazine

® nausea and vomiting

60 minutes to take full

e drowsiness

(Nozinan) e agitation/ effect e rash
restlessness e dry mouth
Midazolam e agitation/ 10-15 minutes, short e can irritate the skin;
restlessness acting. give slowly; your
® anxiety nurse will guide you
e drowsiness
o forgetfulness
Cyclizine ® nausea and 60 minutes to take full e drowsiness
vomiting effect. ® nausea
e dry mouth
L e blurred vision

Check instructions left for you by the healthcare team. They will explain to you how
often the medication can be given.
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a. What happens if | run out of medications?
This is a problem that can cause worry. However, with some planning you can minimise
the likelihood of it occurring. A few suggestions to ensure that you always have enough
medication(s) include:

Make contact with your local pharmacist.
e Discuss your needs, and the medications you might require from time to time.
e Try to get prescriptions to the pharmacist at least one day before you need them.

Check if the pharmacist has an after-hours service.
e If not, ask whether they can give you another contact in case you need supplies out
of daytime opening hours.

Check your stock of medication before 9am each day

e Make sure you have enough to see you through, especially if a weekend or public
holiday is approaching

e Some pharmacies have a home delivery service. Ask your pharmacist.

b. What if the ampoule would not open?

Sometimes glass ampoules can be a bit tricky to open.

e Your nurse will provide you with an ampoule opener and show you how it is used.

e Some ampoules have a ‘dot’ located on the neck of the ampoule. If there is a dot
on the ampoule this shows where the weak point in the neck is and where the
ampoule should break. Ensure the dot is facing away from you.

e Hold the ampoule in one hand, place the ampoule opener on to the top of the
ampoule using the other hand. With your thumb, push the neck of the ampoule
away from you to snap the top off.

c. What if the injection is painful when | give it?

Subcutaneous injections can sometimes cause mild discomfort when being given.

e Some medications do sting more than others. Giving the injection slowly can help
to minimise the stinging.

e Cold injections can cause pain and irritation. To overcome this, gently rub the
unopened ampoule between your palms for a couple of seconds. This will warm up
the solution enough to lessen the stinging.
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d. What do | do if the injection site is leaking?
Contact your healthcare team if you think that the site is leaking. Do not use the
cannula to give injections until a doctor or nurse have visited.

e. What if | am not available to give a medication when a breakthrough
symptom occurs?
Only carers who have been trained directly by the healthcare professionals to give
subcutaneous medications should administer these. You should not try to train anyone
else to give these medications in your absence. If you are not available or if you don’t
feel able to give a medication the healthcare professionals should be contacted so they
can attend to give the medication.
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In addition to this book, your training pack will include:
e A Carer Diary
e Step-by-step guides

Remember, if you are worried about any aspect of care, please let your healthcare team

know. Carer support services are also available, please ask your doctor or nurse about
this.
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CARer-ADministration of as-needed subcutaneous medication for breakthrough

symptoms in home-based dying patients: the CARIAD open pilot RCT
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To assist you in your caring role, this diary has been developed
specifically to assist you with recording the as-needed subcutaneous
medications that are given to the person you are caring for each day.
You should complete a page in this diary each time the person you
are caring for experiences a breakthrough symptom that requires as-
needed subcutaneous medication, even if you do not administer the
medication yourself.

This diary has been developed as one part of the education and
training package provided to you as part of the CARIAD trial.

The diary was adapted from the Brisbane South Palliative Care
Collaborative Caring Safely at Home booklet entitled ‘Caregiver Daily
Medication Diary’ and is presented by the research team for the
purpose of the CARIAD trial. It should only be used for the purpose
for which it has been supplied. It is only to be used in conjunction
with thorough training from local healthcare teams and does not
replace usual care.

There are instructions on how to use the diary on the following
pages and your healthcare team will go through these with you.
If you have any further questions please speak to your healthcare
team or contact the CARIAD trial research team.
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Contact Details

District Nurse Service

Team

Named DN
(if applicable)

Contact details

\Working hours

Ve

In hours GP service

GP Surgery

Usual GP
(if applicable)

Contact details

\Working hours

Ve

Out of Hours GP Service

Contact details

Working hours
.

Ve

Local Pharmacy

Name

Telephone

Fax/Email
\
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Specialist Palliative Care Service

Team

Named DN
(if applicable)

Contact details

\Working hours

4 \
Other important contacts

Person or service

Named Contact
(if applicable)

Contact details

\Working hours

J
4 \
Person or service
Contact details
Working hours
\ J
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Medical Appointments

-
Date Time Place Healthcare professional
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Caregiver diary instructions

For each medication you give, please complete the following:

-
Date and time that
symptom developed

(30/11/16)
8.35 pm

Noted by:
[ Patient
[ ] carer

.

-
Breakthrough symptom

[] Pain

[ Nausea/vomiting
|| Agitation

[ | Noisy breathing

J

-
Symptom score before
(0-10)

7
Assessed by:
[V Patient
[ ] Carer
\

CARIAD Carer Diary intervention v2 July 2017

Write the date (day/month/year) and time that you
or the person you are caring for feels that a symptom
is developing that is not being controlled by any
regular medication or previous doses of as-needed
medication.

Tick the box to indicate who noted the symptom
developing.

") Tick the box which best explains the reason you are

giving the medication. Sometimes you may need to
give different medications, for example one for pain
and one for nausea. If so, record each on a separate

page.

O If possible, ask the person how they would rate their

symptom on a scale of 0-10. 0 is no symptom and 10
indicates the worst that symptom can possibly be.

If the person is not able to tell you, you can record
how bad you think the symptom is in your experience
of caring for the person. Record the number for the
symptom. This will help you to see later on if the
symptom has improved.

Tick the box to show who rated how bad the
symptom was, you or the patient.
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-
Medication given

Name:
Cyclizine
Given by:
[V Patient
[ ] HCP

-
Dose

(50 mg

-
Time medication was
given at

\&55 pm

-
Symptom score

30 minutes after

medication (0-10)

3/10

Assessed by:
[ Patient
[ ] carer
] HCP

Page: 7

Write the name of the medication each time you

give it.

Tick the box to show if you gave the medication or if a
healthcare professional (HCP) was called and gave it.

Write the dose of the medication each time you
give it. Remember to put the number and the units
(the letters after the number). You should check this
is correct using the chart at the front of your diary
before giving the medication.

Write the time that the as-needed medication was
given.

After 30 minutes have passed since the medication
was given, check to see if the symptom has improved.
Again, if possible, ask the person how they would rate
their symptom on a scale of 0-10. 0 is no symptom
and 10 indicates the worst that symptom can possibly
be. If the person is not able to tell you, you can record
how bad you think the symptom is in your experience
of caring for the person. Record the number for the
symptom.

Tick the box to show who rated how bad the
symptom was. This may be you, the patient or a
healthcare professional if one was called.

Remember: Everyone is different and for some
people, the as-needed medications can take between
15-30 minutes to work. Allow this time for the
medication to work before checking and recording
the symptom score for this section of the diary. If you
are concerned you can contact your doctor or nurse
for further advice.
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-
When were symptoms

resolved to an
acceptable level?

~

[¥ Within 30 mins
of medication
If longer please
specify time:

[

Assessed by:
[ Patient
[] Carer

[] HCP
g

-

How confident were
you in giving the
injection

\3/7

-
Was healthcare

professional support
sought?

[ Yes
\Er No

J

When the patient’s symptoms have improved to

an acceptable level, tick the box to indicate if this
happened within 30 minutes of the medication being
given, or if it took longer. If it took longer than 30
minutes, write down the time it took for the symptom
to improve to an acceptable level.

Tick the box to show who made the assessment of
when the symptom was resolved. This may be you,
the patient or a healthcare professional if one was
called

If you gave the medication, rate how confident you
were in preparing and giving the injection on a scale
of 1-7

(1 = not at all confident,
7 = extremely confident).

Tick the box to indicate if you called a healthcare
professional (such as a nurse or out of hours services)
to visit you at home as a result of the breakthrough
symptom. If so, there is a section at the bottom of the
page they should complete.

At the bottom of the table there is a space for you to add any extra comments that
might be helpful to you. This can be anything that you might want to remind yourself
of later or anything you might want to remember to discuss with the person’s

healthcare team.

As well as completing the diary each time a breakthrough symptom occurs, there is a
guestionnaire (QOLLTI-F) to be completed every 48 hrs about your experiences as a

carer, see page 25 onwards.

It is important that no pages are removed from your diary. If you make a mistake,
cross it out and use a fresh page. If you are running out of space in your diary you
should let your healthcare team know.

CARIAD Carer Diary intervention v2 July 2017
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QOLLTI-F: Quality of Life During Serious lliness — Family Carers

Please read these instructions before answering the questionnaire.
There are no right or wrong answers. Honest answers will be most helpful.

This questionnaire includes a series of statements that we would like you to respond to by
choosing a number from 0 to 10.

These numbers extend from one extreme answer (for example, ‘not at all’) to its opposite
(for example, ‘completely’). Please choose or circle the number between 0 and 10 that best
represents how you feel.

Note that sometimes the best situation is at the 0 end of the scale, and sometimes the best
situation is at the 10 end of the scale.

We are interested in learning about your OVERALL quality of life, so please consider any
issues that affect you, even if they are not related to your caregiving role.

A blank in a sentence refers to the person you are caring for, but please do not write any
name to keep this confidential.

((Date: _/_/_) )
-

1. Over the past two days (48 hours) | wondered if the place
hospital, other) was the right place to be.

was staying (home,

01234567 89 10

L Never Always )
( . )
2. Over the past two days (48 hours) | had the privacy | wanted.
012 3 456 7 89 10
L Not at all Completely )
N
3. Over the past two days (48 hours) the condition of was distressing to me.
0123456 7 89 10
L Not often Always )
N\
4. Over the past two days (48 hours) the amount of control | have over my life was:
012 3 456 7 89 10
L Not a problem A huge problem )
( . )
5. Over the past two days (48 hours) | had time to take care of myself.
012 3 456 7 89 10
L Never Always )

( Questionnaire: 1 )
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-
6. Over the past two days (48 hours) | was able to think clearly.
012 3 456 7 89 10
L Not often Always J
e N
7. Over the past two days (48 hours) physically | felt:
012 3 456 7 89 10
L Extremely poor Extremely good J
e N
8. Over the past two days (48 hours) emotionally | felt:
012 3 456 7 89 10
L Extremely poor Extremely good
N
9. Over the past two days (48 hours) being able to provide care or company for
made me feel good:
012 3456 7 89 10
L Rarely or never Always J
e - - N
10. Over the past two days (48 hours) | was comforted by my outlook on life, faith or
spirituality:
012 3 4586 7 8 9 10
L Not at all Completely J
N
11. Presently | feel that my life has meaning:
012 3 456 7 89 10
L Very little meaning Very much meaning J
For questions 12 and 13, if you did not make important decisions or need health care in the
past two (2) days, please answer for the last few times you did.
e N
12. Over the past two days (48 hours) | agreed with the way decisions were made for
0123 456 7 89 10
L Not at all Completely J
e N
13. Over the past two days (48 hours) the quality of health care we received was:
012 3456 7 89 10
L Unsatisfactory Extremely good J
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-
14. Over the past two days (48 hours) | felt my interaction with was:

012 3 4586 7 89 10
L Very comfortable Stressful

15. Over the past two days (48 hours), overall, | felt my interactions with the other
people most important to me were:

012 3 4586 7 8 9 10
L Very comfortable Stressful

-
16. Over the past two days (48 hours) my financial situation has been stressful:

012 3 4586 7 89 10
L Not at all Completely )

( Questionnaire: 1 )
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QOLLTI-F: Quality of Life During Serious lliness — Family Carers

Please read these instructions before answering the questionnaire.
There are no right or wrong answers. Honest answers will be most helpful.

This questionnaire includes a series of statements that we would like you to respond to by

choosing a number from 0 to 10.

These numbers extend from one extreme answer (for example, ‘not at all’) to its opposite
(for example, ‘completely’). Please choose or circle the number between 0 and 10 that best

represents how you feel.

Note that sometimes the best situation is at the 0 end of the scale, and sometimes the best

situation is at the 10 end of the scale.

We are interested in learning about your OVERALL quality of life, so please consider any

issues that affect you, even if they are not related to your caregiving role.

A blank in a sentence refers to the person you are caring for, but please do not write any

name to keep this confidential.

((Date: _/_/_) )
-

1. Over the past two days (48 hours) | wondered if the place
hospital, other) was the right place to be.

was staying (home,

01234567 89 10

L Never Always )
( . )
2. Over the past two days (48 hours) | had the privacy | wanted.
012 3 456 7 89 10
L Not at all Completely )
N
3. Over the past two days (48 hours) the condition of was distressing to me.
0123456 7 89 10
L Not often Always )
N\
4. Over the past two days (48 hours) the amount of control | have over my life was:
012 3 456 7 89 10
L Not a problem A huge problem )
( . )
5. Over the past two days (48 hours) | had time to take care of myself.
012 3 456 7 89 10
L Never Always )

CARIAD Carer Diary intervention v2 July 2017 ( Questlonnalre. 2

)
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-
6. Over the past two days (48 hours) | was able to think clearly.

012 3 456 7 89 10
L Not often Always

-
7. Over the past two days (48 hours) physically | felt:

012 3 4586 7 89 10
L Extremely poor Extremely good

-
8. Over the past two days (48 hours) emotionally | felt:

012 3 4546 7 89 10
L Extremely poor Extremely good

9. Over the past two days (48 hours) being able to provide care or company for
made me feel good:

012 3 4586 7 89 10
L Rarely or never Always

-
10. Over the past two days (48 hours) | was comforted by my outlook on life, faith or
spirituality:

012 3 4586 7 8 9 10
L Not at all Completely

11. Presently | feel that my life has meaning:

012 3 456 7 89 10
L Very little meaning Very much meaning

For questions 12 and 13, if you did not make important decisions or need health care in the
past two (2) days, please answer for the last few times you did.

-
12. Over the past two days (48 hours) | agreed with the way decisions were made for

0123 456 7 89 10
L Not at all Completely

-
13. Over the past two days (48 hours) the quality of health care we received was:

012 3 4546 7 89 10
L Unsatisfactory Extremely good

( Questionnaire: 2 )
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-
14. Over the past two days (48 hours) | felt my interaction with was:

012 3 4586 7 89 10
L Very comfortable Stressful

15. Over the past two days (48 hours), overall, | felt my interactions with the other
people most important to me were:

012 3 4586 7 8 9 10
L Very comfortable Stressful

-
16. Over the past two days (48 hours) my financial situation has been stressful:

012 3 4586 7 89 10
L Not at all Completely )

( Questionnaire: 2 )
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QOLLTI-F: Quality of Life During Serious lliness — Family Carers

Please read these instructions before answering the questionnaire.
There are no right or wrong answers. Honest answers will be most helpful.

This questionnaire includes a series of statements that we would like you to respond to by
choosing a number from 0 to 10.

These numbers extend from one extreme answer (for example, ‘not at all’) to its opposite
(for example, ‘completely’). Please choose or circle the number between 0 and 10 that best
represents how you feel.

Note that sometimes the best situation is at the 0 end of the scale, and sometimes the best
situation is at the 10 end of the scale.

We are interested in learning about your OVERALL quality of life, so please consider any
issues that affect you, even if they are not related to your caregiving role.

A blank in a sentence refers to the person you are caring for, but please do not write any
name to keep this confidential.

((Date: _/_/_) )
-

1. Over the past two days (48 hours) | wondered if the place
hospital, other) was the right place to be.

was staying (home,

01234567 89 10

L Never Always )
( . )
2. Over the past two days (48 hours) | had the privacy | wanted.
012 3 456 7 89 10
L Not at all Completely )
N
3. Over the past two days (48 hours) the condition of was distressing to me.
0123456 7 89 10
L Not often Always )
N\
4. Over the past two days (48 hours) the amount of control | have over my life was:
012 3 456 7 89 10
L Not a problem A huge problem )
( . )
5. Over the past two days (48 hours) | had time to take care of myself.
012 3 456 7 89 10
L Never Always )

( Questionnaire: 3 )
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-
6. Over the past two days (48 hours) | was able to think clearly.

012 3 456 7 89 10
L Not often Always

-
7. Over the past two days (48 hours) physically | felt:

012 3 4586 7 89 10
L Extremely poor Extremely good

-
8. Over the past two days (48 hours) emotionally | felt:

012 3 4546 7 89 10
L Extremely poor Extremely good

9. Over the past two days (48 hours) being able to provide care or company for
made me feel good:

012 3 4586 7 89 10
L Rarely or never Always

-
10. Over the past two days (48 hours) | was comforted by my outlook on life, faith or
spirituality:

012 3 4586 7 8 9 10
L Not at all Completely

11. Presently | feel that my life has meaning:

012 3 456 7 89 10
L Very little meaning Very much meaning

For questions 12 and 13, if you did not make important decisions or need health care in the
past two (2) days, please answer for the last few times you did.

-
12. Over the past two days (48 hours) | agreed with the way decisions were made for

0123 456 7 89 10
L Not at all Completely

-
13. Over the past two days (48 hours) the quality of health care we received was:

012 3 4546 7 89 10
L Unsatisfactory Extremely good J

( Questionnaire: 3 )

CARIAD Carer Diary intervention v2 July 2017 Page: 32




-
14. Over the past two days (48 hours) | felt my interaction with was:

012 3 4586 7 89 10
L Very comfortable Stressful

15. Over the past two days (48 hours), overall, | felt my interactions with the other
people most important to me were:

012 3 4586 7 8 9 10
L Very comfortable Stressful

-
16. Over the past two days (48 hours) my financial situation has been stressful:

012 3 4586 7 89 10
L Not at all Completely )

( Questionnaire: 3 )
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CARer-ADministration of as-needed subcutaneous medication for breakthrough

symptoms in home-based dying patients: the CARIAD open pilot RCT

Carer Diary (Usual care)
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CARTAD  siXcon

UNIVERSITY

To assist you in your caring role, this diary has been developed
specifically to assist you with recording the as-needed subcutaneous
medications that are given to the person you are caring for each day.
You should complete a page in this diary each time the person you
are caring for experiences a breakthrough symptom that requires as-
needed subcutaneous medication.

This diary has been developed as part of the CARIAD trial. The diary
was adapted from the Brisbane South Palliative Care Collaborative
Caring Safely at Home trial and is presented by the research team
for the purpose of the CARIAD trial. It should only be used for the
purpose for which it has been supplied.

There are instructions on how to use the diary on the following
pages and your healthcare team will go through these with you.
If you have any further questions please speak to your healthcare
team or contact the CARIAD trial research team.
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Contact Details

District Nurse Service

Team

Named DN
(if applicable)

Contact details

\Working hours

Ve

In hours GP service

GP Surgery

Usual GP
(if applicable)

Contact details

\Working hours

Ve

Out of Hours GP Service

Contact details

Working hours
.

Ve

Local Pharmacy

Name

Telephone

Fax/Email
\
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Specialist Palliative Care Service

Team

Named DN
(if applicable)

Contact details

\Working hours

4 \
Other important contacts

Person or service

Named Contact
(if applicable)

Contact details

\Working hours

J
4 \
Person or service
Contact details
Working hours
\ J
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Medical Appointments

-
Date Time Place Healthcare professional

Page: 5 CARIAD Carer Diary Control v2 July 2017



Caregiver diary instructions

Each time the person you are caring for experiences a breakthrough symptom
that requires as-needed medication, complete a page in the diary.

-
Date and time that
symptom developed

(30/11/16)
8.35 pm

Noted by:
[ Patient
[ ] carer

. [ HcP

J

e N
Breakthrough symptom

[] Pain
[ Nausea/vomiting
[ ] Agitation

L [ | Noisy breathing

-
Date and time
healthcare professional
(HCP) was contacted:

(30/11/16)
\8‘.35 pm

P
Symptom score when
HCP was called (0-10)

7

Assessed by:
¥ Patient
[] Carer
[] HCP

CARIAD Carer Diary Control v2 July 2017

Write the date (day/month/year) and time that a
symptom develops that is not being controlled by any
regular medication.

Tick the box to indicate who noted the symptom
developing. This may be you, the patient or a
healthcare professional (HCP).

Tick the box which best explains the reason the
medication is being given. Sometimes different
medications may need to be given at the same time,
for example one for pain and one for nausea. If so,
record each on a separate page.

Write the date (day/month/year) and time that a
healthcare professional (e.g. district nurse, GP, out of
hours service) was contacted about the symptom that
has developed. If a HCP was already present when
the symptom developed, you can note this here.

If possible, ask the person how they would rate their
symptom on a scale of 0-10. 0 is no symptom and 10
indicates the worst that symptom can possibly be.

If the person is not able to tell you, you can record
how bad you think the symptom is in your experience
of caring for the person. Record the number for the
symptom. This will help you to see later on if the
symptom has improved.

Tick the box to show who rated how bad the
symptom was, you or the patient.
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(Time HCP arrived

L_:_ am/pm

— 1

e N
Medication given

Name:

Cyclizine

\yc - Y,
e N
Dose

(50 mg )

-
Time medication was
given at

\6’.55 pm

~
Symptom score
30 minutes after
medication (0-10)

3 /10

Assessed by:
[V Patient
[] Carer
[ ] HCP

Page: 7

Note the time that the healthcare professional
arrived. This may take some time and may vary at
different times of the day. The healthcare professional
will always try to reach you as soon as possible after
they have been contacted. If they were already
present when the symptom developed please note
this here.

Write the name of the medication given by the
healthcare professional.

Tick the box to show if you gave the medication or if a
healthcare professional (HCP) was called and gave it.

Write the dose of the medication given by the
healthcare professional. Remember to put the
number and the units (the letters after the number).
You may want to ask the healthcare professional to
help you with this.

Write the time that the as-needed medication was
given.

After 30 minutes have passed since the medication
was given, check to see if the symptom has improved.
Again, if possible, ask the person how they would rate
their symptom on a scale of 0-10. 0 is no symptom
and 10 indicates the worst that symptom can possibly
be. If the person is not able to tell you, you can record
how bad you think the symptom is in your experience
of caring for the person. Record the number for the
symptom.

Tick the box to show who rated how bad the
symptom was. This may be you, the patient or a
healthcare professional if one was called.

Remember: Everyone is different and for some
people, the as-needed medications can take between
15-30 minutes to work. Allow this time for the
medication to work before checking and recording
the symptom score for this section of the diary.

CARIAD Carer Diary Control v2 July 2017



( )

When were symptoms When the patient’s symptoms havellm'provetd tq
an acceptable level, tick the box to indicate if this
resolved to an L . L .
table level? happened within 30 minutes of the medication being
accep . given, or if it took longer. If it took longer than 30
¥ Within 30 mins minutes, write down the time it took for the symptom
of medication to improve to an acceptable level.
[ ] If longer please
specify time: Tick the box to show who made the assessment of
when the symptom was resolved. This may be you,
Assessed by: the patient or a healthcare professional.
[¢ Patient
[ ] Carer
[ ] HCP
\ Y,

At the bottom of the table there is a space for you to add any extra comments that
might be helpful to you. This can be anything that you might want to remind yourself
of later or anything you might want to remember to discuss with the person’s
healthcare team. There is also a separate table for the healthcare professional who
attends to give the medication to sign the page and make their own comments.

As well as completing the diary each time a breakthrough symptom occurs, there is a
guestionnaire (QOLLTI-F) to be completed every 48 hrs about your experiences as a
carer, see page 24 onwards.

It is important that no pages are removed from your diary. If you make a mistake,

cross it out and use a fresh page. If you are running out of space in your diary you
should let your healthcare team know.
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QOLLTI-F: Quality of Life During Serious lliness — Family Carers

Please read these instructions before answering the questionnaire.
There are no right or wrong answers. Honest answers will be most helpful.

This questionnaire includes a series of statements that we would like you to respond to by

choosing a number from 0 to 10.

These numbers extend from one extreme answer (for example, ‘not at all’) to its opposite
(for example, ‘completely’). Please choose or circle the number between 0 and 10 that best

represents how you feel.

Note that sometimes the best situation is at the 0 end of the scale, and sometimes the best

situation is at the 10 end of the scale.

We are interested in learning about your OVERALL quality of life, so please consider any

issues that affect you, even if they are not related to your caregiving role.

A blank in a sentence refers to the person you are caring for, but please do not write any

name to keep this confidential.

((Date: _/_/_) )
-

1. Over the past two days (48 hours) | wondered if the place
hospital, other) was the right place to be.

was staying (home,

01234567 89 10

L Never Always )
( . )
2. Over the past two days (48 hours) | had the privacy | wanted.
012 3 456 7 89 10
L Not at all Completely )
N
3. Over the past two days (48 hours) the condition of was distressing to me.
0123456 7 89 10
L Not often Always )
N\
4. Over the past two days (48 hours) the amount of control | have over my life was:
012 3 456 7 89 10
L Not a problem A huge problem )
( . )
5. Over the past two days (48 hours) | had time to take care of myself.
012 3 456 7 89 10
L Never Always )

CARIAD Carer Diary Control v2 July 2017 ( Questlonnalre. 1 )
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-
6. Over the past two days (48 hours) | was able to think clearly.

012 3 456 7 89 10
L Not often Always

-
7. Over the past two days (48 hours) physically | felt:

012 3 4546 7 89 10
L Extremely poor Extremely good

-
8. Over the past two days (48 hours) emotionally | felt:

012 3 456 7 8 9 10
L Extremely poor Extremely good

9. Over the past two days (48 hours) being able to provide care or company for
made me feel good:

012 3 4586 7 89 10
L Rarely or never Always

-
10. Over the past two days (48 hours) | was comforted by my outlook on life, faith or
spirituality:

012 3 456 7 8 9 10
L Not at all Completely

11. Presently | feel that my life has meaning:

012 3 456 7 89 10
L Very little meaning Very much meaning

For questions 12 and 13, if you did not make important decisions or need health care in the
past two (2) days, please answer for the last few times you did.

-
12. Over the past two days (48 hours) | agreed with the way decisions were made for

012 3 456 7 89 10
L Not at all Completely

-
13. Over the past two days (48 hours) the quality of health care we received was:

012 3 456 7 8 9 10
L Unsatisfactory Extremely good

( Questionnaire: 1 )
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-
14. Over the past two days (48 hours) | felt my interaction with was:

012 3 456 7 89 10
L Very comfortable Stressful

15. Over the past two days (48 hours), overall, | felt my interactions with the other
people most important to me were:

012 3 4586 7 89 10
L Very comfortable Stressful

-
16. Over the past two days (48 hours) my financial situation has been stressful:

012 3 456 7 8 9 10
L Not at all Completely )

( Questionnaire: 1 )
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QOLLTI-F: Quality of Life During Serious lliness — Family Carers

Please read these instructions before answering the questionnaire.
There are no right or wrong answers. Honest answers will be most helpful.

This questionnaire includes a series of statements that we would like you to respond to by
choosing a number from 0 to 10.

These numbers extend from one extreme answer (for example, ‘not at all’) to its opposite
(for example, ‘completely’). Please choose or circle the number between 0 and 10 that best
represents how you feel.

Note that sometimes the best situation is at the 0 end of the scale, and sometimes the best
situation is at the 10 end of the scale.

We are interested in learning about your OVERALL quality of life, so please consider any
issues that affect you, even if they are not related to your caregiving role.

A blank in a sentence refers to the person you are caring for, but please do not write any
name to keep this confidential.

((Date: _/_/_) )
-

1. Over the past two days (48 hours) | wondered if the place
hospital, other) was the right place to be.

was staying (home,

01234567 89 10

L Never Always )
( . )
2. Over the past two days (48 hours) | had the privacy | wanted.
012 3 456 7 89 10
L Not at all Completely )
N
3. Over the past two days (48 hours) the condition of was distressing to me.
0123456 7 89 10
L Not often Always )
N\
4. Over the past two days (48 hours) the amount of control | have over my life was:
012 3 456 7 89 10
L Not a problem A huge problem )
( . )
5. Over the past two days (48 hours) | had time to take care of myself.
012 3 456 7 89 10
L Never Always )

( Questionnaire: 2 )
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-
6. Over the past two days (48 hours) | was able to think clearly.
012 3 456 7 8 9 10
Not often Always
\_ y,
r N
7. Over the past two days (48 hours) physically | felt:
012 3 456 7 8 9 10
L Extremely poor Extremely good J
e N
8. Over the past two days (48 hours) emotionally | felt:
012 3 456 7 8 9 10
L Extremely poor Extremely good
N
9. Over the past two days (48 hours) being able to provide care or company for
made me feel good:
012 3 456 7 8 9 10
L Rarely or never Always J
r - - N
10. Over the past two days (48 hours) | was comforted by my outlook on life, faith or
spirituality:
012 3 456 7 8 9 10
L Not at all Completely J
N
11. Presently | feel that my life has meaning:
012 3 456 7 8 9 10
L Very little meaning Very much meaning J
For questions 12 and 13, if you did not make important decisions or need health care in the
past two (2) days, please answer for the last few times you did.
e N
12. Over the past two days (48 hours) | agreed with the way decisions were made for
012 3 456 7 8 9 10
L Not at all Completely J
e N
13. Over the past two days (48 hours) the quality of health care we received was:
012 3 456 7 8 9 10
L Unsatisfactory Extremely good J
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-
14. Over the past two days (48 hours) | felt my interaction with was:

012 3 456 7 89 10
L Very comfortable Stressful

15. Over the past two days (48 hours), overall, | felt my interactions with the other
people most important to me were:

012 3 4586 7 89 10
L Very comfortable Stressful

-
16. Over the past two days (48 hours) my financial situation has been stressful:

012 3 456 7 8 9 10
L Not at all Completely )

( Questionnaire: 2 )
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QOLLTI-F: Quality of Life During Serious lliness — Family Carers

Please read these instructions before answering the questionnaire.
There are no right or wrong answers. Honest answers will be most helpful.

This questionnaire includes a series of statements that we would like you to respond to by

choosing a number from 0 to 10.

These numbers extend from one extreme answer (for example, ‘not at all’) to its opposite
(for example, ‘completely’). Please choose or circle the number between 0 and 10 that best

represents how you feel.

Note that sometimes the best situation is at the 0 end of the scale, and sometimes the best

situation is at the 10 end of the scale.

We are interested in learning about your OVERALL quality of life, so please consider any

issues that affect you, even if they are not related to your caregiving role.

A blank in a sentence refers to the person you are caring for, but please do not write any

name to keep this confidential.

((Date: _/_/_) )
-

1. Over the past two days (48 hours) | wondered if the place
hospital, other) was the right place to be.

was staying (home,

01234567 89 10

L Never Always )
( . )
2. Over the past two days (48 hours) | had the privacy | wanted.
012 3 456 7 89 10
L Not at all Completely )
N
3. Over the past two days (48 hours) the condition of was distressing to me.
0123456 7 89 10
L Not often Always )
N\
4. Over the past two days (48 hours) the amount of control | have over my life was:
012 3 456 7 89 10
L Not a problem A huge problem )
( . )
5. Over the past two days (48 hours) | had time to take care of myself.
012 3 456 7 89 10
L Never Always )
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-
6. Over the past two days (48 hours) | was able to think clearly.

012 3 456 7 89 10
L Not often Always

-
7. Over the past two days (48 hours) physically | felt:

012 3 4546 7 89 10
L Extremely poor Extremely good

-
8. Over the past two days (48 hours) emotionally | felt:

012 3 456 7 8 9 10
L Extremely poor Extremely good

9. Over the past two days (48 hours) being able to provide care or company for
made me feel good:

012 3 4586 7 89 10
L Rarely or never Always

-
10. Over the past two days (48 hours) | was comforted by my outlook on life, faith or
spirituality:

012 3 456 7 8 9 10
L Not at all Completely

11. Presently | feel that my life has meaning:

012 3 456 7 89 10
L Very little meaning Very much meaning

For questions 12 and 13, if you did not make important decisions or need health care in the
past two (2) days, please answer for the last few times you did.

-
12. Over the past two days (48 hours) | agreed with the way decisions were made for

012 3 456 7 89 10
L Not at all Completely

-
13. Over the past two days (48 hours) the quality of health care we received was:

012 3 456 7 8 9 10
L Unsatisfactory Extremely good

( Questionnaire: 3 )
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-
14. Over the past two days (48 hours) | felt my interaction with was:

012 3 456 7 89 10
L Very comfortable Stressful

15. Over the past two days (48 hours), overall, | felt my interactions with the other
people most important to me were:

012 3 4586 7 89 10
L Very comfortable Stressful

-
16. Over the past two days (48 hours) my financial situation has been stressful:

012 3 456 7 8 9 10
L Not at all Completely )

( Questionnaire: 3 )
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CARer-ADministration of as-needed subcutaneous medication for breakthrough

symptoms in home-based dying patients: the CARIAD open pilot RCT

Step-by-step guides
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CAR 1AD A step by step guide to opening and drawing up
. medications from an ampoule.

Instructions

s

1. Wash your hands with soap and water and dry well.

2. Assemble the equipment in a clean container.

3. Attach blunt filter drawing up needle to luer-lock syringes.
e Take the syringe out of the packet.
e  Put the needle onto the syringe using a twisting action until secure.

4 Opening an ampoule:
a) For a plasticampoule:
e Simply twist the top of the ampoule until it is removed.

b) For a glass ampoule:

¢ Hold the ampoule upright with the pointed end at the top.

e Check all fluid is removed from the neck of ampoule.

e If not, gently flick the top of the ampoule until the fluid runs back
into it.

e Ifthereis a dot on the ampoule this shows where the weak point in
the neck is and where the ampoule should break. Ensure the dot is
facing away from you.

CARIAD Carer Ampoule guide v1 Jun 2017



CAR IAD A step by step guide to opening and drawing up medications
” from an ampoule. (continued)

Instructions

4 Opening an ampoule: (continued)

e Hold the ampoule in one hand, place the ampoule opener on to the
top of the ampoule using the other hand. With your thumb, push
the neck of the ampoule away from you to snap the top off. Tip the
top of the ampoule out of the ampoule opener into the sharps
container. If it will not come out, dispose of ampoule opener and
ampoule top together.

-
-

5. Drawing up medication from an ampoule:

e Hold the ampoule in your non-dominant hand upside down at a slight
angle or in a position that is comfortable for you such as on a table.

e  The medication should not come out of the ampoule if you tip it upside
down.

e Insert the needle into the ampoule.

e  Draw the medication into the syringe by slowly pulling back on the
plunger of the syringe.

e  Once fluid is in the syringe, take the needle out of the ampoule.

.
~
6. Dispose of the ampoule directly into the sharps container.
.
~
7. Point the needle to the ceiling, flicking the syringe with your index finger
to get all air bubbles in the syringe to move to the top.
Slowly push the plunger of the syringe upwards until you have the correct
dose/amount as instructed by the doctor/nurse.
.
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CAR 1AD 10 step plan for preparing and giving as-needed
“ subcutaneous injections using a blunt needle technique.

Remember, if you have any concerns about any of the steps you can contact your healthcare team using the numbers in
your carer diary.

1. Wash your hands with soap and water and dry well.

2. Assemble the equipment in a clean container. You will need:
e Medication(s) ampoule(s) as well as normal saline for flushing.
e  Luer-lock syringes.
e  Blunt filter drawing up needle(s).
e Alcohol wipe (optional).
e  Sharps container.

3. Check the injection site for:
e Redness.
e Tenderness.
e Swelling.
e Leakage.

4. Attach the blunt drawing up needle to the Luer-lock syringe.
e Take the syringe out of the packet.
e  Put the needle onto the syringe using a twisting action until secure.

-

5. Open the plastic or glass ampoule. -
e Refer to the guide ‘Opening and drawing up A":\' ‘

from an Ampoule’.

6. Drawing up medication from an ampoule:

e  Place the ampoule in a position that is comfortable for you, such as on a
table, or turn the ampoule upside down. The medication should not
come out of the ampoule when turned upside down.

e Insert the needle into the ampoule.

e  Draw up the medication by slowly pulling back on the plunger of the syringe.
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>
CAR 1 AD 10 step plan for preparing and giving as-needed subcutaneous

« injections using a blunt needle technique (continued).

6 Drawing up medication from an ampoule: (continued)

®*  Once the medication is removed from the ampoule, hold the syringe
with the needle pointing upright.

e  Flick the syringe with your finger to get all air bubbles to the top,
then push the plunger up to expel the air bubbles from the syringe.

e Slowly push the plunger of the syringe upwards until you have
the correct dose/amount as instructed by the doctor/nurse.

e Dispose of the ampoule directly into the sharps container.

7. Give the injection into the cannula:

e Take the prepared syringe(s) in a clean container, and a sharps
container to the person.

e Remove the drawing up needle and dispose of it into the sharps
container.

e  Place the small blunt needle on the end of the syringe using a
twisting motion to secure it.

e Swab the white rimmed cap at the end of the cannula with an
alcohol wipe (optional).

e  Push the blunt plastic needle into the centre of the white rimmed cap.

e  Slowly push the plunger of the syringe until the barrel is empty.

e Remove syringe with needle from the cannula and dispose of it into
the sharps container.

e  Repeat the process with 0.5mls of normal saline after all medications
have been given to flush the line.

8. Check the injection site for:
e Redness.
e Tenderness.
e Swelling.
e Leakage.

9. Record the medication(s) given in the carer diary and check later that they have worked.

10. Safe storage and disposal of medication(s):
e  Store medication(s) in a container in a cool place away from children and away from the
view of the general public.
e  Store sharps container out of reach as directed by your nurse.
e |tisimportant to dispose safely of unused medication(s). Return unused medication(s) to
your local pharmacist when they are no longer required.
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CARlAD 10 step plan for preparing and giving as-needed
“ subcutaneous injections using a no-needle technique.

Remember, if you have any concerns about any of the steps you can contact your healthcare team using the numbers in
your carer diary.

( N\

1. Wash your hands with soap and water and dry well.

2. Assemble the equipment in a clean container. You will need:
e Medication(s) ampoule(s) as well as normal saline for flushing.
e  Luer-lock syringes.
e  Blunt filter drawing up needle(s).
e Alcohol wipe (optional).
e  Sharps container.

3. Check the injection site for:
e  Redness.
e Tenderness.
e Swelling.
e Leakage.

4. Attach the blunt drawing up needle to the Luer-lock syringe.
e Take the syringe out of the packet.
e  Put the needle onto the syringe using a twisting action until secure.

5. Open the plastic or glass ampoule.
e  Refer to the guide ‘Opening and drawing up from
an Ampoule’.

6. Drawing up medication from an ampoule:

e  Place the ampoule in a position that is comfortable for you, such as on a
table, or turn the ampoule upside down. The medication should not
come out of the ampoule when turned upside down.

e Insert the needle into the ampoule.

e  Draw up the medication by slowly pulling back on the plunger of the syringe.
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CAR IAD 10 step plan for preparing and giving as-needed subcutaneous

< injections using a no-needle technique (continued).

6 Drawing up medication from an ampoule: (continued)

e Once the medication is removed from the ampoule, hold the syringe
with the needle pointing upright.

e  Flick the syringe with your finger to get all air bubbles to the top,
then push the plunger up to expel the air bubbles from the syringe.

e Slowly push the plunger of the syringe upwards until you have the
correct dose/amount as instructed by the doctor/nurse.

e Dispose of the ampoule directly into the sharps container.

7. Give the injection into the cannula:

e Take the prepared syringe(s) and normal saline flush in a clean
container to the person.

e Remove the blunt filter drawing up needle and dispose of it in the
sharps container.

e Next pick up the cannula, and push the syringe into the blue/yellow area
(see picture), using a twisting or screwing motion until the syringe
is securely attached to the cannula.

e  Slowly push the plunger of the syringe until the barrel is empty.

e  Remove the syringe, use a twisting motion to unscrew the syringe.

e  Place syringe in bin.

e Repeat the process with 0.5mls of normal saline after all medications have been
given to flush the line.

8. Check the injection site for:
e Redness.
e  Tenderness.
e Swelling.
e Leakage.

9. Record the medication(s) given in the carer diary and check later that they have worked.

10. Safe storage and disposal of medication(s):
e  Store medication(s) in a container in a cool place away from children and away from the
view of the general public.
e  Store sharps container out of reach as directed by your nurse.
e |tisimportant to dispose safely of unused medication(s). Return unused medication(s) to
your local pharmacist when they are no longer required.
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CARer-ADministration of as-needed subcutaneous medication for breakthrough

symptoms in home-based dying patients: the CARIAD open pilot RCT

Injection training pack
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Injection training pack

Suggested contents:

Plastic container with a lid

Saf-T-Intima inserted into a stoma type adhesive dressing
Selection of luer-lock syringes (3 and 5 ml)

Water or Normal Saline ampoules (glass & plastic)
Ampoule opener

Blunt filter drawing up needles

Alcohol wipes (if required)

Blunt needles for injecting into a cannula (if required)



