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Living in challenging times









On the one hand:
Austerity
Economic and political uncertainty
Resurgence of neo liberalism
Against the cuts in welfare benefits, described as a
cut of up to 33% from the current level
The negative impact on people with disability, and
the negative social message.

Specific impact on people with mental
ill health










unsuitability of the new ability tests to measure the ability to work of
people with mental ill health
Research on debt and mental health (Fitch et.al,2009)
(www.rchpsychi.ac.uk/debt) (Mind, 2008)
50% of all adults in debt have mental health problems
A high percentage of people with mental health problems live below the
poverty line (on £100 per week or less);
More men than women
Talking to creditors: see debt collection from people with mental health
difficulties as the most problematic aspect of their work.
However, they do not wish to engage in a dialogue with them, inform them
of their rights within the Data Information Protection law, and in fact are
breaking the law by not asking for consent in disclosing information about
mental illness.
Specific impact on mental health providers

On the other hand :











Greater involvement by service users in:
Service planning and auditing
Service provision;
Co-researchers, researchers;
Trainers;
Focus on recovery;
Focus on employment: double edge
Need to innovate;
Need for participatory innovation












In the following, I would like to look with you at two
major innovations in the UK, which are reflecting
these developments:
Peer support workers (Basset et al, 2010)
Recovery Innovations Inc (Ashcraft and Anthony,
2005, www.recoveryinnovations,org)
The aims and functions of peer support workers in
recovery innovations Inc
The outcomes to date (Davidson et al, 2006);
The Cambridge experience of training to become peer
support workers;
The early experiences of working as peer support
workers in Cambridge










What is unique to the contribution of PSW?
Shery Mead’s example:
Helpee; My depression is really acting up lately and my doctor says I need to
increase my medication but I don’t really want to.
Helper: What does it mean for you when you say that your depression is acting
up?
Helpee: Well, I’m sleeping more and don’t really feel like eating.
Helper: Boy I can remember a time when it seemed like every time I didn’t feel
too great
I would interpret it as depression. I saw it as an illness that I had which meant,
at best, that I could only learn to cope with it.. I had learned to think about
many of my experiences and feelings through the lens of illness and I started
getting kind of afraid of my own reactions. I’ve had to work at thinking
differently so now when I have some of those reactions I simply wonder if it’s
just my body’s way of saying I’m exhausted or frustrated.









Helpee: But the last time I felt like this I ended up in the hospital.
Helper: Was that helpful?
Helpee: Well they changed my medications around and gave me shock
treatments…at least I wasn’t so depressed anymore.
Helper: I wonder if there are other ways you could think about what
you might need when you’re feeling tired a lot and not wanting to
eat…
Helpee: Like what?
Helper: Well sometimes when I’m doing something new or
uncomfortable I don’t feel very confident. In the past being
uncomfortable led to going to bed and not wanting to eat. Then I’d just
call the Doctor and they’d adjust my medication. Now I try to simply
let it be ok to be uncomfortable. Instead of going to bed I go to the
gym, or I ask myself how others might react if they were feeling
uncomfortable about doing something new.









The significance of the Sainsbury Centre
message of wanting to have peer support
workers as 50% of the workforce in mental
health in the UK (SCMH 2009)
The implications for professional mental
health providers
The policy implications



Shared Decision Making in Psychiatric Medication Management



Why single out medication as an issue in shared decision making?
Many people are asked to take medication for life;
The known side effects; their implications for wellbeing
The need to individualise in matching medication to the person: trial
and error
The UK evidence: 50% do not take the medication prescribed to them
and do not inform the prescriber of this fact.;
More attempts to reach SDM in primary care (Edwards and Elwyn,
2004), and more in relation to physical illness;
Even though mental health service users express the wish for SDM
(Read, 2009)
Research evidence highlights that psychiatrists do not listen or respond
when patients raise the issue of medication, but shift to another topic
(Seale et al, 2007)




















While many service users find medication helpful, there
are many who find that the side effects are difficult to live
with, and that their prescribers do not engage in discussion
of how to come off medication.
The effect of coming off without proper medical advice and
supervision can be horrendous (Read, 2009).
But there are also good examples of coming off (Jooston
and Jobe, 2008).
We have evidence from a six European countries of the
positive impact of SDM in managing clinical appointments
on outcomes in mental health (Priebe et al, 2007)
Shared decision making is therefore proposed as a way of
building trust, of mutual learning from different sources of
experience (“medical” vs. “experiential”), and of reaching
decisions that will be respected by both sides.
Support for shared decision making from the Ministry of
Health (DH, 2008 ) and NICE (2009).









There are relatively few existing schemes that attempt to
foster shared decision making.
The major scheme was initiated by Patricia Deegan, a
clinical psychologist who is also a service user with the
diagnosis of Schizophrenia (Deegan 2005, 2006) ),in the US.
She has developed several forms that enable service users
to state in advance their concerns about medication, to
communicate online with their prescribers, and to have
post meetings communication as to action plans. Both
groups have been trained to understand the value of the
process, to use the forms, and to assess the usefulness of
this process.
In addition, Deegan developed the concept of Personal
Medicine











A major scheme following that of Deegan has been developed by
Adams and Drake (2007), a collaboration between a large non-forprofit organisation and academic researchers
A third scheme, focusing on service users being trained as personal
medicine coaches, has been developed in Sealand, Denmark (Pederson
et al, 2010).
A fourth project has just began in Cambridge, in which we have been
funded by the NHS to develop a training programme for both service
users and professionals on shared decision making, and to evaluate its
effectiveness and cost effectiveness.
This project has considerable support within the mental health trust in
which it is taking place from its top management and the chief
pharmacist
However the support of professionals, especially psychiatrists, is less
assured.



In conclusion, we live in interesting times..
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