Dear clinician
Do you remember me? I haven’t seen you for over 8 years, but I remember you. I was the person
who dissolved into tears when I talked about my fears of a future living in pain. I expect you see
many people like me.
You told me I had sciatica, and you showed me a model of a spine and explained my problem was a
bulging disc, but you didn’t explain anything to me about pain, and how complex it is. You didn’t help
me understand neuropathic pain, and what was going on in my body. You didn’t help me understand
that who I am and what I do day to day affects my pain. You didn’t help me learn to self-manage my
pain.
When you first saw me I was in so much pain that I couldn’t sit down in your waiting area. Your
receptionist kindly let me lie down on a treatment bed to wait for you. You knew I could barely walk,
but you didn’t help me get back to walking again. You knew I couldn’t sit down without excruciating
pain, but you didn’t help me work out ways to sit with reduced pain. I desperately needed help to
walk and sit down, but you didn’t help me. Isn’t that part of your role?
Instead you taught me some core exercises and did some manual therapy on me. Do you really
think when I was struggling to walk, get dressed and sit down core exercises were enough? I’ve
often wondered why you taught me core exercises rather than focussing on my function, selfmanagement and understanding. Is it because that is what is ‘normally’ done with patients who have
back pain and sciatica? Was it just what the ‘guidelines’ and ‘research’ dictated? But was I really a
typical back pain/sciatica patient? Shouldn’t I have been treated as the individual that I was?
I came to you after being in hospital for 5 days. They had put me on a range of strong pain killers,
including liquid morphine. You asked me what pain medications I was on, and at times you
suggested going back to my GP to vary them, but you didn’t help me understand the long term
consequences of being on such high levels of opioids. You didn’t help me understand that I could
self-manage my pain without the use of medications, or at least use less medications. I needed to
know that there are other ways of managing pain apart from medications and injections, but you
didn’t tell me or help me understand. Was I supposed to work this out for myself?
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Do you remember showing me my MRI scan, and explaining that a part of my disc had broken
away? You showed me where the broken bit was, but you didn’t tell me that it would be re-absorbed
by my body. For years I worried about what damage this floating bit of disc might be doing in my
body as it moved around! You told me that my disc had likely prolapsed because on my MRI you
could see that my core muscles were small and weak! Why did you say that? You can’t tell that from
an MRI! For years I felt guilt and shame that I had caused the pain I was in, and that was having an
impact on my work and family life. That it was my fault because I hadn’t been fit enough before the
accident. Those words stayed with me, and I’m not sure even now when I understand things better
that they have left me. Do you not realise how powerful and damaging the words you use can be?

Looking back, I realise how stupid I was going back to my job as a teacher so quickly. I could barely
walk, couldn’t stand still for long, was in excruciating pain sitting down, on high levels of pain
medication (including morphine) and generally in a bad way. I was lucky that I was allowed to work
reasonably flexibly, but I would have been even luckier if I had been advised to stay at home a while
longer. You told me that research said that if people don’t go back to work quickly then they will
probably never go back. But that was research about back pain, not sciatica. You told me in such an
authoritative way that I believed that would happen to me. I guess you tell all your back pain /
sciatica patients the same. You didn’t seek to understand me. The fear of a life with no further work
was a main factor in me deciding to go back to work quickly. If you had taken the time to get to know
me a little better, and how my condition was affecting me a little more, you may well have given me
different advice. I was a highly driven individual that needed to put some focus on my health
condition rather than work for a while. I wasn’t in a fit state to work, but went back to work fearing
that if I didn’t I never would. I look back now and realise that would never have happened – I would
never have not gone back to work. That’s just not who I am. Why didn’t you take the time to get to
know me a little better before telling me such things?
I came to you as a naïve patient. I had experienced very little healthcare before. I am sure I entered
your clinic submissively, after all that is what my parents had taught me to do, and society had led me
to believe I should do. I thought that as long as I did what you asked me to do then you would ‘fix’
me. You maintained this imbalance of power. You didn’t get to know me as a person, you weren’t
genuinely curious about who I was and how my condition was affecting me. You didn’t empower me
to take a less submissive role, and you didn’t treat me like an equal partner. Any decisions made
were fundamentally yours. Yes, I might have been the person who ‘agreed’ these decisions, but they
weren’t really my decisions, they were yours. You didn’t give me sufficient, well balanced information
to be able to make those decisions. You didn’t empower me to be an equal partner in my care.
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I appreciate that with the high levels of pain I was presenting with, and sometimes distress, that it
must have been difficult to work out what to do with me, but isn’t that your job? Why did you keep
discharging me to wait for an MRI, or wait for an injection? Why didn’t you treat me whilst I was
waiting for those things? Why didn’t you arrange for some continuity of my care? If you felt you
needed to wait for an MRI why didn’t you book a follow up appointment with me afterwards? Why did
I have to see so many different clinicians, who didn’t talk to each other and repeated treatments that
hadn’t worked for me before? Why didn’t someone co-ordinate my care? Why didn’t you play your
part in making sure someone did?

I’ve often wondered why I was treated ‘conservatively’ for 15 months before I was referred to a spinal
surgeon. That was clearly far too long. The writing was on the wall that I would need to be offered
surgery well before 15 months. Did you play a part in allowing that phase to go on so long? Could
you have done something to ensure I was properly reviewed before 15 months? Could you have
done more to get me to see a spinal surgeon quicker?
I don’t understand why you didn’t make it clear to me from the beginning that there may well not be a
‘fix’, and that I may live in pain for the rest of my life. I don’t understand why you didn’t teach me to
understand my pain condition right from the beginning and support me in learning to self-manage my
pain. I don’t understand why all the interventions were ‘Bio’ ones and the ‘Psycho-Social’ elements
were ignored. I don’t understand why I wasn’t helped to improve my function and independence. I
don’t understand why you didn’t request an OT assessment or talk to any other professionals
involved in my care. I don’t understand why you gave me ‘routine’ care, that was probably much the
same that you gave to all of your ‘sciatica/back pain’ patients. I simply don’t understand why you
didn’t treat me as the individual I was.
Do you remember that after a few years I expressed my concern that I was lop-sided and I asked if
you could help me do something about it? I was standing leaning on my left leg because of the pain
in my right. Whenever I sat down, I leaned across to my left so my right buttock had less contact with
the chair. I instinctively knew that continuing to do everything in such a lop-sided manner was going
to cause me long term problems, but I didn’t know how to resolve it. I know I asked you for help with
this because you wrote it down as one of my personal goals, but you then ignored my goals and
inserted your own instead. You taught me core exercises again! Why?
At the time I thought you were doing everything you could for me. I liked that you gave me stick
pictures of the exercises you were asking me to do. You obviously cared about me and were always
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pleasant and nice to me. But looking back it wasn’t enough. You could, and should, have done much
more.

I desperately needed a more person-centred approach. I am convinced that with that approach then
even if my nerve damage could not have been avoided, you would have been able to help me to live
well, and better manage my pain right from the start. I am sure that you could have helped spare me
a great deal of unnecessary suffering, and a lot of medical interventions.
I’m not a ‘routine’ or ‘typical’ patient. I don’t want to be viewed as part of a ‘cohort’ of patients with the
same diagnostic label, eg prolapsed disc, sciatica or low back pain. There is no patient the same as
me in the world, and there have been no research trials carried out on me. I have other co-morbid
conditions, and my social, genetic, biological, psychological and other circumstances are unique to
me. There is no research that can give an accurate prediction of my outcomes with any particular
treatment option.
I did want research evidence to be utilised as part of the decision-making in my care but I needed
you to consider it in a realistic and balanced way. I needed my narrative to be listened to, and for my
individual presentation and circumstances to be centre stage. I needed you to empower me to play
my part in genuine shared decision-making with you. I needed good person-centred, evidence based
healthcare. The care you gave me was ‘routine’.
After four years of receiving ‘routine’ care I experienced an episode of better, more ‘person centred’,
evidence based healthcare from a physiotherapist. He treated me as a unique individual, both in
terms of who I am and my presenting medical condition. I was no longer a ‘routine’ patient with
‘routine’ care. I’m pleased to say that this person-centred episode of care transformed by ability to
live well with my persistent pain condition. But you could have done that!
I will live in daily persistent pain, sometimes severe, for the rest of my life. It is with great sadness
that I say I don’t know whether some of this could have been avoided if you had given me better,
earlier, more person-centred, evidence based, healthcare.
Although I am grateful for the help you gave me, you could have done so much more.
Tina
www.livingwellpain.net
@livingwellpain
Page 4

