The Pain Toolkit

...IS for people
who live with persistent pain
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A persistent pain problem can be
difficult to understand and manage
on an everyday basis.

The Pain Toolkit is a simple
information booklet that could
provide you with some handy tips
and skKills to support you along the
way to manage your pain.

Tool 1 - Accept that you have

persistent pain....and then
begin to move on

Tool 2 - Get involved -
building a support team
Tool 3 - Pacing

Tool 4 - Learn to prioritise
and plan out your days
Tool 5 - Setting Goals/Action
Plans

Tool 6 - Being patient with
yourself

Tool 7 - Learn relaxation
skills

Tool 8 - Stretching &
Exercise

Tool 9 - Keep a diary and
track your progress

Tool 10 - Have a set-back
plan

Tool 11 - Team Work

Tool 12 - is keeping it up...
putting into daily practice the
tools from 1-11.

It is not meant to be the last
word in pain self-management
but a handy guide to help you
get started - all you need to be
Is willing to read it and take on

board some of the suggestions.

Good luck!

Pete Moore

pete.moore@paintoolkit.org
www.paintoolkit.org

Pete Moore who has persistent pain,
asthma and osteoarthritis, has put these
tools together with the help of friends,
family and health care professionals.

These tools have helped many
people with pain in the UK, Europe,
Australia, New Zealand and now in
British Columbia, Canada and |
hope now, could also help you!
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Do you feel trapped in a persistent pain cycle?
If so, ask yourself these three questions

1. Do you do more on good days and less on bad days?

2. Are you an over achiever — doing more than you have
to?

3. Are you a people pleaser? Do you have a problem
saying NO to others when you are asked to do things?

Could you see yourself in the persistent pain cycle and did
you recognise yourself in the three questions above? If you
did, then this Pain Toolkit could be for you, so please read
on.




Persistent pain (sometimes called chronic or long-term)
is:- Pain that continues for 3 months or more and may not
respond to standard medical treatment. It can be disabling
and frustrating for many people to manage. It can also affect
relationships with family, friends and work colleagues.

Sometimes people with persistent pain
are told by healthcare professionals after
assessment:

“l am afraid you have a chronic or long-
term pain problem. You will have to
learn to live with it.”

To date, your healthcare professionals may have done all that
they can to help you and may have used many of the tools
available in their toolkit. However there are so many things
that you can do to help self-manage your pain with the
support of your health care professional, family, friends and
work colleagues. All you need is to be willing to ask for help.

Have you become a ‘can’t do’ person?
A ‘can’t do’ person is someone who has tried to carry out or
take part in everyday tasks such as going to work, doing the
house work, gardening, playing a sport, taking holidays, going
to the cinema, eating out or taking part in family activities but
has stopped or given them up because of their pain. When
this happens it is usual for your confidence levels to reduce.
Is this ringing any bells? If you
MQODAY  TUESDAY have reached this point you need to
stop and take action.

By taking on board and practising
the tools in the Pain Toolkit you
could become a ‘can do’ person
3130pm  2:30pm again but it could take time so
please be patient with yourself.

Look familiar?
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So is persistent pain a problem in
Canada?

A

The short answer Is yes, so you are not on your own.

Here are some alarming facts from the Canadian research
site www.statcan.gc.ca

In 2008, an estimated 10% of males (1.4 million) and 15%
of females (more than 2 million) aged 12 or older reported
pain or discomfort that prevents activities.

Why do | need to manage my pain? After all | see my
health care professional and aren’t they supposed to
do that for me?

Many people with persistent pain see their health care
professional for treatment, help and support. But have you
actually estimated just how many hours during the course
of a year you spend with your health care professional?

It has been said that people with health conditions
(including pain) may spend less than 3 hours a year on
average in contact with a health care professional. For the
remaining 8,733 hours of the year they are on their own.
So the need to learn pain management skills and
Incorporate them in their everyday activities is very
Important.

So as you can see, the need to
become more involved in your own
pain self-management is both
necessary and important. Itis
certainly not all up to your doctor
or health care professional to
manage your pain. You have to
play a vital part as well - it is all
about teamwork.




Acceptance...is the key

By Heather Divine, my journey living with pain...
(Heather lives in British Columbia)

Today, | live well with chronic persistent
neuropathic pain. However, it was not always this
way. | struggled for many, many years with fear,
anger, grief and despair but fortunately, | never lost
hope. Throughout my journey | experienced many trials and errors
with medical procedures, medications, medical specialists. and varied
alternative therapies to try to improve my persistent chronic pain.

Because of the severity of the pain, | lost everything. The pain seemed
to be in control and | was terrified about my future As time went on |
realized | had to make changes. | needed to make the best of what |
had. | needed a new plan....

So, change | did. | changed how | planned my days and what activities
| could include. Most importantly, | discovered how to add meaning
and purpose and joy and laughter back
into my life.

This was just the beginning for me, |
became passionate about helping

others learn to understand and manage
their pain and improve the quality of their
lives.

My many experiences have led me to a
place where today, along with a board of directors, | have founded
People in Pain Network (PIPN). PIPN is a non profit organization
who's vision is to connect people and families to solutions to help them
manage their persistent chronic pain.

We think we can help people who have lost their lives to pain. The
Pain Toolkit is just the beginning.

SN Please visit us and say hello
People in Pain Network Hﬁ' WWW.pipain.com

Pete says...
The Pain Toolkit promotes teamwork between the person with pain and the
health care professional. So we have read Heathers journey and others
who have used the Pain Toolkit, now lets hear from Dr Pam Squire who is
an Assistant Clinical Professor at UBC and one of the pain doctors working
in BC. Pam, what can readers of the Pain Toolkit expect to
get from it? l i
Everyone will get something different depending on how '—"
much effort they put into learning and practicing these |
tools and ideas.
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So many patients try to just grin and bear it or worse give N /
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up. Most of the patient's | see are understandably focused M
on finding and stamping out the cause of their pain. Dr Pam Squire

But over and over | see the patients who have pain we can't turn off or
down enough, learn to use the skills in this booklet and you know, they tell
me their pain is less and they are doing more.

What really excites me is that the more they use these tools the better they
work! | wish | could say the same thing about medications and injections.

The ideas in this booklet are the same ones all the different pain specialists
talk about at every national and international conference | attend. We know
they help. Sometimes the best treatment of all is combining these tools with
other prescription pain treatments.

| really hope that patients ask their health care
professionals to help them work through these tools.

Thank you Pam for introducing the Pain Toolkif. Your
message and the problems you hear from patients are
same ones | hear from many health care professionals
and patients here in the UK, and overseas.

Teamwork in action _
| think for many people who live with persistent pain

they do as you say try to grin and bear it, perhaps also endlessly look or
wait for a cure from their health care professional. It might sound harsh,
but they may or will have a long wait. The main thing is to get involved
and get started in pain self-management.




Your next question may be “Well, how can | become
more involved and how do | get started?

Using different skills and tools can be helpful. It is like a
motor mechanic who has many tools in his/her toolbox to
repair and maintain cars. People with pain also need a
selection of tools to help them successfully self-manage it.

You may not need to use all the tools suggested in the
toolkit, but like any good motor mechanic it is best to have

a variety of tools at the ready to use when and if they are
needed.

Self-managing persistent pain is not as hard as you may
think—so let’s get started and look at the first tool in your
new pain self-management toolkit.

The Pain Toolkit

Tool 1 - Accept that you have
persistent pain....and then begin
to move on

Acceptance is the first and the most
important tool in your pain self-
management toolkit.

Acceptance is not about giving up but recognising that you need
to take more control with regards to how you can better self-
manage your pain.

Acceptance is also a bit like opening a door - a door that will open
to allow you in to lots of self-managing opportunities. The key
that you need to open this door is not as large as you think.

All you have to do is to be willing to use it and try and do things
differently.

Tool 2 - Get involved - building a
support team

Being successful in pain self-
management means getting both
help and support from others. Ask
your health care professional, friends,
family and work colleagues about working more together - becoming
a team. Develop a pain self-management plan. Find out if there are
other support groups in your community you could join which could
provide you with more self-help management skills.

Tool 3 - Pacing

Pacing daily activities is one of the key tools to
self managing your pain. You need to begin to
pace your work and also other everyday
activities. Did you recognise yourself from the
pain cycle? You tend to over do things, or rest
too much and become inactive and lose fitness.

Pacing in short is: taking a break before you need it throughout the
day. But how can you remember to pace yourself?

Remember the old saying...“How do you eat an elephant?”
Answer. One bite at a time! Pacing is
carrying out activities one bite at a time,

and not tackling all of them at once.

For examples of pacing daily activities
see page 16.




Tool 4 - Learn to prioritise and plan out your
days

Prioritising and planning your days is an
essential tool. Make a list of things you would
like to do but remember to be flexible. Itis a
great way to set yourself a starting point.

Examples:

. Monday a.m. - vacuum the living room and have a couple of
breaks so that | pace myself

. Monday p.m.- prepare food for evening meal - sit down to do
this

o«  Tuesdaya.m.-go swimming - meet friend for a coffee/tea -
practise some relaxation when | get home.

. Tuesday p.m. - | write an activity plan for the next day.

Tool 5 - Setting Goals/Action Plans

You may sometimes want to run before you can
walk as that old saying goes. So to avoid this
happening set yourself simple, realistic goals or
action plans. Just as you need goal posts when
playing soccer, or a finishing line when racing -
you need something to aim for.

Perhaps, you could set yourself a simple, hourly, daily or weekly
action plan. Always ask for help from your health care
professional if you are not sure. You can also learn more about
setting goals and action planning when you attend a
Self-Management Programme (SMP).

See page 20 for more information about attending an SMP.

Tool 6 - Being patient with yourself

Take things steadily. It may take you a few weeks or months to
see changes or improvements. When you start to feel good,
you may want to catch up with activities that you may have let
go of. Don't be tempted to over do it otherwise your chances of
yet another set back could increase. A good saying is ‘take
things one day at a time’. And also....ask for help and support
from others—its not a sign of weakness but a sign of strength!

Tool 7 - Learn relaxation skills

Relaxation skills are very important for tense muscles in the
body and for unwinding the mind.

Relaxation could be:

. Reading a book

. Listening to some music

o  (ardening

«  Meeting friends for a coffee/tea

. Going to the cinema or a restaurant
. Belly breathing (your heath care professional could show you how to

do this)
. Meditation
. Dancing
. WalkKing.

Coping or self-managing?

Coping with persistent pain can be like playing a game of
snakes and ladders - a game of luck. Being an over-
achiever you can tend to do more on good days (climb the
ladder) and on bad days, do less and return to bed. (This is
like sliding down the snake). Self-managing is taking
positive, planned action which can reduce the ‘luck’ element
In pain self-management.
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