CBT - IN A PERFECT WORLD

CBT aims to help the physical, psychological and social problems of ME that interact with each other and which can put a strain on how someone copes with their illness.

Physical problems in ME may include pain, sleep disturbance, exhaustion, sensitivity, nausea, cognitive dysfunction ("brain fog").  Psychological problems may include stress, depression, low self-esteem.  Social problems may include isolation, loneliness, being house-bound, pressure from school, doctors, family.

All interact

All these things interact with each other to cause the bigger picture of ME, which causes a high amount of stress.  Stress hormones activate our ‘autonomic nervous system’ (ANS) (see the book 'Three Villains'), which controls the automatic reflexes of our body, e.g. sleep/wake cycle, heart rate and blood pressure, body temperature, appetite, etc.  Dysfunction of the ANS causes changes in the body, which everyone experiences differently, but symptoms may include palpitations, nausea, dizziness, breathing irregularity, muscle tension.  These symptoms may consequently cause patients to become frightened or anxious, which may in turn cause behaviour changes and mood swings.

One part of coping with this integration of symptoms is by trying to remain positive when under stress, which in turn should help to reduce stress and all the side-effects of stress, which in turn may have a positive effect on a patient's physical symptoms.  (See the book ‘Somebody Help ME’).

CBT - well run

Well run CBT is about assisting the patient to put things into perspective, identifying any negative thought patterns, and putting solutions into place to help patients adjust to their new circumstances and better manage their illness.

How might it help?

If CBT is well run, it can help a patient learn positive behaviour strategies - pacing, planning, prioritising, balancing activity and rest, switching activities, setting goals, pre-emptive resting, remaining positive, being realistic.

The reality....

In it's positive form above, CBT could be argued (and often is) to be a one-stop-shop for ME management.  However, in reality many patients find that their experience of CBT is affected by the therapist’s own beliefs about ME.

If the therapist believes ME is ‘all in the mind’ then their CBT techniques can be unhelpful at best, harmful at worst.  

Problems also occur when CBT is applied in conjunction with an aggressive graded exercise programme that fails to agree a baseline of activity with the patient.  One which doesn't take account of the patient's reactions and isn't adjusted accordingly.  This is where the confusion and controversy comes in.

Many patients find they are encouraged by dogmatic therapists to increase activity levels too quickly, and feel their feedback is not welcome.  Inflexible approaches can be harmful, causing patients to relapse.

Partnership needed

It is vital for a partnership between therapist and patient, as CBT depends heavily on trust.  The patient needs to be able to trust the therapist not to push them too fast, otherwise they may be unable to lose their fear of trying something new, which in turn cause more anxiety.  The therapist needs to take time to get to understand the patient’s individual limitations and needs, in order to set appropriate goals.

Control needed

Ultimately patients need to feel in control of how their activity is increased (or decreased in the case of set back).

If you are invited to participate in a programme the following questions might help you assess whether it is going to be flexible for you.  Ask the therapist:

√
How do you set the goals? (you need the answer to include ‘teamwork’ or ‘in partnership with you’!)

√
What happens if I feel it's moving too fast?

√
What if I relapse?

√
Is the therapy hospital or home-based?

√
How long does each session last?

√
How long will the programme last?

Conclusion

CBT is not a cure, but may be a helpful coping mechanism:

(
IF the patient is mildly or moderately affected.

(
IF the patient is pacing themselves badly and is in a ‘boom or bust’ pattern of activity.

(
IF the patient suffers from panic, anxiety, depression or is very negative or in denial.

(
IF applied appropriately in teamwork with the patient taking account of their individual symptoms and circumstances

NB.
Please note: there have been no published, randomised controlled trials of CBT for children or the severely affected.  Therefore all research alluding to CBT successes in ME refer to mild or moderately affected, adult patients

.
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