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Introduction
How to use this manual 

Guidelines for health workers
This treatment manual is designed to provide practical guidance for health workers, such as paid 
professional care staff and other health professionals working with people with an intellectual 
disability and chronic pain. For ease of description, people with an intellectual disability and 
chronic pain will be referred to as ‘service users’. We expect that the health workers using this 
manual will include direct care staff such as nurses, care workers or social care workers (the 
terminology may differ from one service to another), and also therapists such as occupational 
therapists, psychologists or physiotherapists. 

It is likely that many caregivers who are family members rather than paid caregivers will also 
find some of this information useful for working with their relative with an intellectual disability 
and chronic pain. As the person who spends much or the majority of time with the service user, 
you probably know the person better than anyone else. Although this manual has been written 
primarily for health workers, the information presented here will also be accessible and useful to 
family members. 

The manual has been written as a modularised programme and each section of the book is 
designed to be used as a stand-alone treatment session, but all of the sessions are also related 
to each other by their common purpose of assisting people to manage their pain more effectively. 
Thus, you can pick and choose sessions from the manual that you think are most relevant to 
the person with whom you are working. However, by using all of the sections in the manual, the 
service user will benefit from the various techniques that are based on the components of effective 
pain management programmes as proven through scientific research over the last 40 years. 

Some of the pain management techniques have been divided into two or three sessions, 
either because there are variations on how the techniques can be used, as for relaxation 
techniques and distraction strategies, or because the techniques used require the information 
to be delivered in more than one session (as for the cognitive restructuring techniques). Our 
experience suggests that service users find the ‘cognitive’ parts of the programme most difficult 
to grasp. The cognitive components require the ability to be aware of one’s thoughts and then 
to link those thoughts with feelings and behaviours. This can be quite challenging for anyone, 
but do try these strategies with the service user with whom you work, if you think they have 
the cognitive ability to understand these elements of the programme. As with many other 
aspects of supporting a person with an intellectual disability, it may take longer, more practice 
and some creative ideas to help the person understand the ideas you wish to impart. However, 
service users can also grasp these ideas well and use them effectively (we describe some of 
the research in this area on page 18, in Cognitive behavioural therapy and self-management – 
guidance for carers, and also in the Appendix).

As is the case for any skill, ‘practice makes perfect’ or at least ‘practice makes more effective’, 
so it is important that you as the health worker emphasise the need for practice and rehearsal 
and also that you ensure that the service user has the opportunity (and encouragement) to 
practice the skills regularly. In our experience of working with people with chronic pain, it is 
important that the service user becomes comfortable with using these pain management 
strategies in a range of different settings, such as in a work or day service setting, in their 
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residential setting, whilst alone and while involved in activities with others. The more often the 
skills are practised, the more ‘automatic’ they become. This means that the service user is able 
to call on their range of pain management strategies whenever the need arises. It is very helpful 
if a carer or relative who works with the person regularly also attends the treatment sessions.

It is very helpful if a carer or relative who works with the person regularly also attends the 
treatment sessions. This ensures that the staff working with service users are aware of what the 
treatment sessions are about, which helps with facilitation of practise and rehearsal between 
sessions, and this in turn helps with learning and generalisation of skills.

This programme has been used with adults with a mild or high moderate level of intellectual 
disability. It may well suit some other service users, such as adolescents or those with a lower 
level of cognitive ability, but the programme has not been evaluated with either of these groups. 
As you know the service user well, you will probably have a good idea what they will be able to 
absorb. However, you may be surprised at how well service users are able to understand and 
use this information even when they are not expected to do so, and there is no harm in trying 
the techniques with a broad range of people. If even one person can cope more effectively with 
their pain as a result, it will have been worth the effort.

What does the manual cover? 
The treatment manual provides a detailed description of chronic pain and the problems it causes 
for those affected by pain. It also provides a definition of chronic pain, and the ways in which 
health professionals working in pain management now think about chronic pain. The cognitive 
behavioural therapy (CBT) approach to treatment, which underpins this treatment manual, is 
described and is used to varying degrees in most pain management programmes. This section 
of the manual is deliberately detailed and does not assume knowledge or familiarity of the reader 
with the area of chronic pain and pain management techniques. In fact, the assumption made is 
that the reader is not familiar with the area and the information provided is as practical as possible.

You will notice throughout the manual that pain is discussed as a ‘perception’ rather than a 
sensation and the reason for this is explained on page 14, What is pain? In the Cognitive behavioural 
therapy and self-management – guidance for carers section on page 18, the basics of cognitive 
behavioural therapy are described as well as some of the research on the use of CBT in pain 
management. You may have noticed the frequent reference to pain ‘management’ and not to pain 
‘cure’. In particular, we talk about the ‘self-management’ of chronic pain. This means that the person 
with chronic pain has an important role to play in how their pain is experienced and how effectively it 
is managed. 

After the sections detailing the ways of thinking about pain and the CBT approach, the content of 
16 treatment sessions are outlined for you to deliver to the service user. The first session (Module 
1) is on the concept of pain and the various influences on pain perception. This can be used to 
assist the service user to think of pain as an experience and as something that can be influenced 
by lots of internal and external factors, many of which can be controlled or modified. This sets 
the scene for learning the pain management strategies. Then, from Module 2 to Module 16, the 
pain management techniques are described in detail. Finally, there is an outline of how to conduct 
Review sessions (Module 17–20). The Appendix contains a list of useful resources. 

The structure of the treatment sessions
Each of the treatment sessions or modules are designed to last for around 30 – 45 minutes. You can 
shorten this or extend it according to the ability, attentiveness and engagement of the service user.
Each treatment session is presented in the following way.
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Key learning objectives – summarises what the service user should know at the end of the 
session.

Rationale for technique in relation to pain management – provides a short summary for you, 
as the health worker, of the rationale for using the technique as part of a pain self-management 
programme.  

Time commitment – provides an estimate of the amount of time to be allocated to elements of the 
session.

How to run this session – details how to deliver the session to the service user. This includes 
a Check in (review of previous session and any homework activities); how to actually teach the 
pain management skills to the service user; and a Check out (summary of the session, what 
was learned, and setting homework activities for the next session).

Tips for practice – provides some practical ideas and reflections on how to make this learning 
experience most effective for the service user.

Module handout instructions – at the start of each handout section, a Q and A section 
provides an overview on how to use each handout in the module. 

Case example – for each exercise or technique, a case example of how the strategy may be 
used is described. This is both for the benefit of you, the carer, in order to see how the strategy 
has been used in practice, and also for the benefit of the service user if you think it will help the 
person to understand the skill.

Handouts – each session has one or more handouts that you will need to photocopy and use 
with the service user to explain ideas or activities. Most of the homework activities also have 
handouts that will need to be photocopied and given to the service user. There is also a Client 
summary sheet for most sessions, which is a brief bullet-point summary of what was covered 
in the session for the service user to take home and perhaps share with other carers if desired 

DVD – for some of the pain management techniques, we have provided a script that is 
enclosed within this manual, and the techniques are also demonstrated on the accompanying 
DVD. You can either use the script as a basis for making your own version of the techniques, 
for example, you may consider that the service user would respond more effectively if you were 
reading a relaxation script. Alternatively, you can simply play the DVD for the service user at the 
appropriate times during the treatment sessions, or the service user can purchase the DVD to 
practise the techniques at home and this can be used for relaxation exercises.

The concept of chronic pain – guidance for carers
The following section will describe:

�� what is meant by ‘chronic pain’

�� frequency or rate of chronic pain among people in Europe 

�� the impact or effects of chronic pain 

�� the role of emotional (feelings) and cognitive (thinking) factors on pain

�� the value of coping strategies/tactics to reduce the feeling of pain. 
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A quick orientation to research
This section will discuss several teams of researchers that have worked with people who have 
chronic pain in order to try to understand what treatments work for people who have pain. This 
is very important so that treatments best proven to work are offered to people who have pain. 
These researchers are mentioned in the following pages by stating their second name and the 
year the research took place. For example, a research team might be McManus, Clarke and 
Reed (2009). This means that these three people published their research in the year 2009. 
Sometimes the researchers are mentioned as McManus et al (2009) – et al means ‘and others’ 
so this means that McManus and the team completed the research. The reference section at 
the back of the manual will detail all the names of the researchers. 

What is pain? 
Pain is normally a sign of an illness or an injury and is the body’s alarm system signalling that 
something is wrong. Pain tends to be an unpleasant feeling that can range from mild discomfort to 
severely disabling. Pain grabs your attention and signals that you are in danger and so can serve as 
a warning of potential damage. In some ways, pain can be helpful as it lets us know that something 
is wrong so we can work on fixing it (in the short term, it can tell us to move our hand off a hot 
surface). Most people experience acute pain or short-term pain, such as a headache, which will 
usually go away after a few hours, or pain from a muscular injury, which will normally resolve within a 
few weeks. Persistent pain can be helpful in prompting the person to check if anything is wrong, for 
example, by going to the doctor or having an X-ray. While most pain is acute – it goes away after a 
while – chronic pain is a long-term complex condition. According to the International Association for 
the Study of Pain (IASP), chronic pain lasts for at least three months (Merskey & Bogduk, 1994). It 
cannot be as easily fixed and in fact, it often lasts for many years or even is life long. It can interfere 
with many aspects of life, for example, work, sleep and social life. Although pain is often considered 
a sensation it is more accurately described as a perception because, as shown later on in this 
manual, the experience of pain is strongly influenced by our own thoughts, feelings and behaviours 
as well as by the reactions of other people. Pain is therefore a very complex experience.  

Frequency and consequences of chronic pain
Despite progress in understanding the body and the development of medical and surgical 
treatments for pain, chronic pain continues to be a big problem for many people (Turk, 2003). 
A recent study in Europe found that 19% of adult Europeans experience moderate to severe 
chronic pain, which seriously affects their quality of life (Breivik et al, 2006). This means that 
out of every five people, one person could have a chronic pain condition that interferes with 
their lives. While some people are at a higher risk of having chronic pain, it can affect anyone 
regardless of gender, age and occupation. 

The European survey (2006) also highlighted the wide variety of social and financial activities in 
which chronic pain can impact. These included:

�� sleep

�� exercise

�� mood

�� relationships and sex life

�� finances								      
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�� work ability

�� mobility

�� energy

�� confidence

�� health service use. 

For example, chronic pain may have a big impact on whether or not a person is able 
to work. In the previously mentioned European survey (2006), 26% of participants 
reported that their pain condition had impacted on their work. Many of these people were 
unemployed as a result of their pain while others had reduced their work hours or changed 
their job. The survey also examined the impact of chronic pain on sick leave. The average 
number of days lost to sick leave in the previous six months was 7.8 days (more than one 
day every month). 

Further difficulties linked to pain included the costs associated with visits to doctors. For 
example, over 60% of this sample had seen their doctor between two and nine times in the 
previous six months. In addition, many people reported sadness and unhappiness due to pain. 

People reported feelings of:

�� isolation

�� helplessness

�� fatigue				  

�� depression

�� anxiety and worry

�� guilt and self-doubt.

Many people also fear being disbelieved and feel that others often think ‘it’s all in their head’. 

Treatment of chronic pain
The European survey (2006) showed that many people with chronic pain see doctors regularly, 
take a lot of medication, and visit hospital more often than the general population. However, for 
many people, their chronic pain was not improved. The failure of traditional pain relief methods 
has led many patients to seek alternative treatments for chronic pain. This study highlighted the 
fact that many people who were experiencing chronic pain had accessed a variety of non-drug 
treatments, including:

�� massage (30%)

�� physical therapy (21%) 						    

�� acupuncture (13%)
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�� relaxation therapy (8%) 

�� therapy/counselling (2%).		   

Psychological implications of chronic pain
There is a great deal of research which describes the  psychological impact of chronic pain. 
As mentioned before, many people who took part in the European study (2006) said that they 
had feelings of sadness, guilt, worry and fear. A recent American study found a high rate of 
depression, panic attacks and anxiety disorders among a large sample of people who had 
migraine, back pain and arthritis (McWilliams, Goodwin & Cox, 2004). 

This research shows the high rate of psychological problems among chronic pain patients. 
These difficult feelings may make a chronic pain problem worse. Given the risk of anxiety, 
depression and panic attacks in people who have chronic pain, it is important that treatments 
target the whole body and mind as well as the physical components of the pain condition. 

This manual focuses on a particular form of therapy called cognitive behavioural therapy (CBT). This 
type of treatment looks at thoughts and feelings related to the pain condition. As well, CBT focuses 
on learning skills that may help to reduce the feelings of pain. There will be more about CBT and 
how it is delivered in Cognitive behavioural therapy and self-management – guidance for carers 
section on page 18, but first, let’s look at the role of thoughts and feelings in chronic pain. 

Cognitive and emotional components of pain
The role of a variety of cognitive (thinking) and emotional (feeling) components in relation to chronic 
pain has been highlighted over the years by researchers. These include the role of attention, beliefs 
and coping strategies. 

For example, it is proposed that increased attention to pain also increases the experience of pain. 
This idea can be better explained when you think about how parents often try to distract their child 
after a fall or an injury. You will often see parents talking about their child’s favourite ice-cream or 
a valued toy rather than focusing on the cut knee. This is a real life example of diverting attention 
or distracting someone. This idea has received support from a variety of researchers including 
Harvey and McGuire (2000). In this study, people with chronic pain were divided into three groups. 
All participants were required to monitor their pain-related thoughts for three, five-minute periods 
followed by a period of either:

�� attention to pain (focus on pain)

�� pain distraction (try to ignore pain) 

�� think about anything.

The results showed participants who were asked to attend to their pain, reported more pain-
related thoughts than either of the other groups. Furthermore, participants in the distraction group 
experienced less pain-related thoughts. This research shows us that distraction can be a helpful part 
of pain management. Other research suggests that focusing on pain sensations can be helpful. The 
important point here is that attention and thinking can influence the pain. 

Beliefs about pain represent a patient’s understanding about a range of pain experiences. Key pain 
beliefs may be related to:
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�� the cause of pain

�� the duration of pain 

�� and beliefs about one’s ability to cope with pain. 

Research has shown that differences in beliefs may have a direct impact on mood and on 
coping strategy use (Flor & Turk, 2006). This is similar to the way people have different beliefs 
about a whole host of experiences in life. Their behaviour is influenced by their beliefs, and this 
is also true of pain. 

One of the first researchers to explore the idea that beliefs about pain can influence the experience 
of pain was Dr Frank Beecher. He reported on soldiers in World War II who had lost limbs in battle 
(Beecher, 1946 cited in Thorne, 2004). These soldiers understood that their injuries meant that 
they would be returning home to their families and it is reported that many of these soldiers did not 
complain of significant pain and often did not require a great deal of medication. Their beliefs and 
thoughts influenced their feelings and behaviours. However, for war-time citizens, similar injuries 
did not have the same positive outcome and they reported greater pain severity and required large 
amounts of medication. 

Many researchers have shown that a different understanding of the meaning of pain can result in 
increased or decreased reports of pain and medication use. 

This and a great deal of other research shows that if we can understand our beliefs and our feelings 
about pain, we might be better able to modify the experience of pain. 

Coping with pain
Management of pain and its impact depends upon the person’s specific means of dealing 
with pain, by either adjusting to the pain or by reducing pain and distress. These are known 
as coping strategies. The use of coping strategies can increase a person’s sense of personal 
control (Flor & Turk, 2006). 

Researchers have described coping strategies in different ways. Brown and Nicassio (1987) 
described coping strategies as active or passive coping responses. Active coping strategies include:

�� regular activities			 

�� distraction 

�� relaxation skills. 

In contrast, passive coping strategies refer to behaviours such as:

�� restricting activity 				  

�� bed rest. 

Another team of researchers Jensen, Turner, Romano and Strom in 1995 proposed the idea 
of illness-focused versus wellness-focused coping behaviours. The illness-focused strategies 
concentrate on avoiding pain, while the wellness-focused strategies are aimed at promoting health. 
Overall, a consensus has emerged in relation to the positive value of active coping strategies and 
the negative nature of passive coping strategies. Several studies have shown support for this. One 
of the major studies on this topic is provided by Jensen et al (1995). As predicted, people who used 
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wellness-focused coping strategies had lower levels of depression and pain distress and higher 
levels of activity. People who used illness-focused coping strategies, for example, guarding painful 
areas and resting had higher levels of dysfunction and lower activity levels. This and other research 
has shown the importance of wellness-focused coping strategies to manage pain. This may include 
physical exercise and attention management. 

Pain and emotions
Most patients with chronic pain experience distress to some degree. The most commonly reported 
forms of distress are anxiety and depression. Several research findings have highlighted that anxiety 
disorders are common among people with chronic pain. For example, a recent study reported 
that approximately 25% of chronic pain patients were reported to have anxiety (Haggman, Maher 
& Refshauge, 2004). A range of anxiety disorders have all been found among people with chronic 
back or neck pain (Demyttenaere et al, 2007), such as:

�� generalised anxiety disorder

�� social phobia

�� panic disorder 

�� post-traumatic stress disorder.     

In addition, it has been shown that pain-related anxiety and fear are associated with a form of 
disrupted thinking called ‘catastrophising’. This thinking style includes a tendency towards worry, 
helplessness and pessimism about pain, as well as an inability to divert attention away from pain 
(Thorne, 2004). Research such as this highlights the importance of a healthy thinking style when 
coping with chronic pain. 

Finally, anxiety may bring about activity and tension in the nervous system (Craig, 2006). Frequent 
arousal of the nervous system can bring about or worsen pain (Adams, Poole & Richardson, 2006) 
and stress can cause muscle tension in the body which can aggravate pain (ibid.). This research and 
other similar studies show that there is a role for relaxation skills within pain management.

Cognitive behavioural therapy and  
self-management – guidance for carers

Self-management
Self-management is an approach to improving health and well-being that is especially helpful for 
long-term health problems like chronic pain. It works by addressing the impact of the condition 
on everyday life and is focused on developing skills to cope with the chronic pain problem into 
the future. 

It is important to take control wherever possible through improving understanding about pain 
and building skills in relaxation, physical exercise, pacing and challenging negative thinking.  
Self-management emphasises that the person affected by pain can do a great deal to help 
themselves. 
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Cognitive behavioural therapy (CBT) interventions
Cognitive behavioural therapy (CBT) is a form of psychological therapy which has been shown to 
be a very helpful form of self-management for chronic pain. It is characterised by being present-
focused, active and structured. 

CBT examines the relationship between thoughts (cognitions) and how they influence feelings and 
behaviours. Cognitive behavioural interventions are designed to help people to identify negative 
patterns of behaviour and to develop and practice more positive or healthy ways of thinking, which 
will lead to more helpful behaviours. 

Chronic pain clients are encouraged to become aware of, and monitor the impact that negative 
pain-related thoughts and feelings can play in the continuation of unhelpful behaviours. People doing 
CBT are encouraged to challenge and replace unhelpful thoughts and beliefs. Furthermore, the 
client is encouraged to test out these components through homework assignments (Turk, 2003). 

The dominant theme within CBT for pain is that people are not helpless in dealing with pain. The 
treatment encourages patients to maintain a problem-solving stance and to develop a sense 
of resourcefulness, instead of feelings of helplessness and withdrawal. CBT is aimed at self-
management. The goal is not to reduce pain per se, but rather the aim is to enhance the person’s 
coping skills and to resume a more productive, enjoyable life despite pain (Turk, 2003). 

Each of these strategies are covered as part of the treatment programme in this manual. This may 
include both cognitive coping skills in the form of cognitive reorganisation/restructuring and more 
behaviourally focused skills in the form of relaxation and physical exercise. 

Common components of cognitive behaviour therapy for chronic pain are listed below. Each of 
these strategies are covered as part of the treatment programme in this manual. 

�� �Relaxation training: this involves use of deep breathing techniques and full-body 
relaxation. In full-body relaxation, clients are encouraged to relax each part of their body 
in turn. This can be guided by a carer or the instructions can be put on an audio tape. As 
mentioned earlier, anxiety and worry can lead to increased tension in the body. Relaxation 
skills can help to counteract the effects of worry and tension on the body. Most people find 
relaxation skills to be a pleasant and useful skill. 

�� �Attention management strategies: attention management includes the use of distraction 
techniques and focusing techniques. Distraction is when we focus our attention on other 
items in our surroundings to take our mind off the pain. This can include a focus on things we 
can see, hear, smell, remember or touch. These skills can be easy to acquire as we all have 
a rich world around us as well as our own imagination to distract us. Distraction skills can be 
highly accessible as they do not require any special equipment. In this way, distraction can 
be easily used in the middle of the night or while sitting on a crowded bus. Attention focusing 
techniques involve examining painful sensations, but using the mind to describe the sensations 
in a way that is more comfortable. This is a more difficult skill to learn. 

�� �Cognitive restructuring: this part of cognitive behaviour therapy looks at the links between 
how you think and feel. The first step in this part of the programme is to become aware of 
these links – they often happen so easily and they can be missed if you are not watching 
out. These ‘negative automatic thoughts’ are very powerful in influencing how you feel and 
how you behave. Once you become skilled at ‘catching’ your negative thoughts, you can 
work on changing them to more healthy ways of thinking. As mentioned earlier, the way we 
think and feel can have a major influence over how we behave and whether or not we use 
positive coping strategies. This is a big part of the programme and one that may take some 
time to master. 
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�� �Coping self-statements: this goes hand in hand with cognitive restructuring and involves 
developing coping self-statements that can help when negative thoughts or feelings 
arise. These coping self-statements are a bit like one’s own ‘internal cheerleader’. These 
statements help you to quickly link in with important statements which support you to keep 
going, despite the pain. 

�� �Activity pacing and physical exercise: for many people, a chronic pain condition can 
lead to a restricted lifestyle. People often stop doing things they really enjoy such as going 
out socialising, walking their dog or doing their hobbies. This section of the programme 
looks at ways to carefully plan how to build up a person’s level of activity. Pacing is a way to 
make sure that the person is doing a realistic amount, rather than doing too much or nothing 
at all. Physical exercise is a big part of this. For many people, the idea of doing physical 
exercise while having a chronic pain condition is unthinkable. However, continued avoidance 
of exercise can actually make a pain condition worse. In addition, exercise has many positive 
outcomes including the release of ‘happy hormones’ (endorphins) which can reduce feelings 
of pain. Furthermore, exercise can help with weight management and it can also be an 
opportunity to meet new people. Doing exercise is also rewarding in itself for many people – 
they feel that they are achieving something and gaining control over the pain.

�� �Problem-solving: is a core feature of the programme as many people who have pain need to 
be creative and positive about overcoming the obstacles created by chronic pain. This strategy 
places an emphasis on actively working to solve problems in a structured and reliable way. 
This technique provides the client with simple ways to tackle problems. 

�� �Communication: this section of the programme looks at the ways in which we communicate 
when we have pain. Of course, we are often not at our best when we have pain so 
communication can get confused. This section looks at skills which can increase our listening 
skills – a core feature of communication. In addition, this section looks at how we can 
communicate more effectively with people in our lives to make sure that our messages are clear. 

�� �Relapse prevention: relapse prevention focuses on trying to manage the many challenges 
which may arise as a person learns to manage pain. It is entirely normal to have pain 
flare-ups. Over time, one can learn to recognise activities or situations that tend to cause 
flare-ups. This section looks at ways to plan and manage these situations. In addition, this 
section helps the client to watch out for negative internal (thoughts or feelings) and external 
(situations, people) factors which may lead to difficulties. 

Does cognitive behavioural therapy work for chronic pain? 
Several research studies have evaluated the effectiveness of behavioural and cognitive behavioural 
interventions for chronic pain (Eccleston et al, 2009; Morley et al, 1999; Ostelo et al, 2007). 

�� �The review by Morley et al (1999) examined cognitive behavioural therapy and behaviour 
therapy interventions for a wide variety of chronic pain conditions. 

�� �Ostelo reviewed behavioural treatment and cognitive behavioural treatments for chronic pain 
associated with low-back pain (Ostelo et al, 2007). 

�� �The recent review by Eccleston et al (2009) examined the results of several studies of 
psychological treatments for chronic pain. 

�� �These reviews support the effectiveness of cognitive behavioural interventions for chronic 
pain. Other evidence for CBT is listed in the Appendix. 
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Is a pain management programme suitable for my client?

�� �If your client is living with persistent pain that makes his or her life difficult and medical, or 
other treatments have not helped, it is quite possible that a pain management programme 
based on CBT could offer strategies for managing the pain.

�� �A pain management programme could help if your client finds it difficult to do everyday 
things, for example, work, household tasks or leisure activities because of the pain, or if 
your client feels worried and stressed by the pain, or feels low and sad at times because 
of the pain.

�� �To be effective, the client must be able to understand what the programme involves and 
be open-minded about trying to do things differently. The programme requires active 
participation.

�� �Finally, it is important to understand that pain management is about managing the pain more 
effectively – it will not cure the pain problem.


