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What do the patients want?

Mike Ashton and David Ader of Drug and Alcohol Findings on the importance of
patients’ wishes, and the difficulties inherent in discovering what those are.

“Do listen to your patients; always have them at the
centre of your thinking, that’s what makes the big, big
difference.” That’s how the NHS Institute for Innovation
and Improvement headlined their webpage on patient-
centred care, which exhorted healthcare providers to try to
consider services from the point of view of the service user.
It’s a simple idea, that the patient’s wishes and experiences
are an important — perhaps even the most important -
aspect of healthcare, but it’s also a world away from an
older and more paternalistic view that doctors and other
highly qualified professionals know more about what'’s
best for patients than the patients themselves. Of course
professionals will be better informed about many aspects of
healthcare, but patient-centred healthcare is about making
sure that patients are able to make use of professional
expertise to achieve their own goals, rather than simply
following doctor’s orders.

No doubt some healthcare providers have been
following similar principles for many years, without
using any particular buzzwords to describe them, but it’s
clear that health policy is currently more concerned than
ever with the patients’ experiences of care, and whether
these match up to their wishes. The Royal College of GPs,
the Royal College of Nursing, the National Institute for
Health and Care Excellence and The King’s Fund to name
just a few have all stressed the importance of focussing
on the patients rather than just medicine and diseases.
The Government’s response to the Francis Inquiry into
failings at Mid-Staffordshire Foundation Trust was even
titled Hard Truths: the journey to putting patients first. With so
much talk about patient-centred care, it’s worth looking
for a more specific definition about what exactly it entails.
One paper in the British Medical Journal listed a number of
conditions, the first three points were that it must “explore
the patients’ main reason for the visit, concerns, and need
for information; seek an integrated understanding of the
patients’ world—that is, their whole person, emotional
needs, and life issues; find common ground on what the
problem is and mutually agree on management”.

It seems that everybody is agreed on the importance
of patients’ wishes, and affirming this now seems almost
mandatory in policy statements or guidelines. That makes
those wishes contested territory; commentators committed

to certain treatment goals will appeal for validation to
what is seen as the ultimate authority - the patient. In turn
that makes research on patient perspectives critical, and
sometimes also contested, as knowing ‘what the patients
want’ becomes invaluable information.

For drug treatment in the UK, the prime example
comes from Scotland, where researchers from the Drug
Outcome Research in Scotland (DORIS) national treatment
evaluation study have differed over the implications of their
findings. Like the National Treatment Outcome Research
Study (NTORS) in England, this sampled patients entering
different types of treatments and observed their progress
during and after normal treatment delivery. The debate
around DORIS started with the “surprising” finding that
57% of Scottish drug treatment clients selected abstinence
as their sole goal for changing their drug use, seemingly
the first time any large-scale British research project had
asked this fundamental question. For the lead author it
was a sign that we have failed to match patients’ ambitions
and instead prioritised harm reduction. Rather than the
reservations expressed in the scientific paper, he said
“The drug users in the Scottish research have spoken
with admirable clarity.” But armed with more in-depth
findings from England, a colleague saw it differently. It
was, she said, unclear what patients meant when they
ticked “abstinence/drug free” in response to the question,
“What changes in your drug use do you hope to achieve
by coming to this agency?” Did they mean free from all
drugs, or just the one(s) causing them problems? Free now
or in the future? An aspiration rather than what even the
patient would see as a realistic goal? It might also be asked
whether the finding really was “surprising”; 44% of patients
were starting drug-free and/or explicitly abstinence-based
treatments and the same proportion were in prison, where
abstinence would normally have been the only sensible
objective. Rather than a surprising mismatch, the paper
can as easily be read as showing patients’ objectives match
those of the treatment they are entering and the constraints
of the setting.

Still, the seeming contrast with the supposed finding
that just 3% of Scottish methadone patients emerged from
treatment drug-free was headlined as proving treatment
fails patients, and used by politicians to justify what the
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media described as a “Cold turkey plan for Scots addicts.”
Their case was sharpened by the further contrast with what
was portrayed as a corresponding figure of 25% drug-free
after methadone treatment in England.

All this was sloppy at best, deliberately misleading at
worst. The iconic ‘3%’ figure came from a DORIS report
which documented the progress 33 months later of 695
(all who could be re-interviewed) out of 1033 problem
drug users who started treatment in 2001 and 2002. Read
the Findings analysis, and you will see that it was based
on patients who had entered methadone programmes
only after leaving their first treatment during the study
period. That makes it particularly pertinent that in
DORIS as in other studies, over the years patients rarely
confined themselves to a single modality, complicating
the assessment of just what it was which led to the
eventual outcomes. It becomes a matter of choice whether
such patients’ progress is attributed to the initial non-
methadone programme, whether transfer to methadone
is seen as indicating the initial treatment had failed and
their progress was due to the follow-on care, or whether the
whole treatment journey is seen as the active ingredient.

In contrast, the ‘corresponding’ 25% figure for England
more conventionally related to the initial treatment
- enough to invalidate the comparison. But there was
more. The definition of abstinence in Scotland meant
patients must be free of both any illegal drug and of
prescribed methadone. In England, they could have been
on methadone and/or using cannabis. DORIS researchers
adjusted for numbers still on methadone but not taking
any illegal drug, raising their estimate for abstinent (ex)
methadone patients in Scotland to 11%, a fact ignored by
the press reports. They did not further adjust for cannabis
use or make clear that the comparison was invalidated
because based on the initial treatment in England but not in
Scotland. Incorrect press reports appear to have remained
uncorrected. Scottish apples were being compared with
English pears, and then with the supposed ambitions of
Scottish patients, which in reality were not at all clear.

Though important, misreading of the DORIS findings
should not obscure the fact that, however the individual
defines it, stopping use of some drugs (especially those so
problematic that they have driven them to seek help - in
the UK, normally heroin and/or cocaine) is a common goal,
and that for substitute prescribing patients, it often extends
to eventually being free of legal substitutes too. Surveyed in
2007 —but specifically about their long-term goals in respect
of drug use — 81% of responding drug treatment clients
in England who used heroin wanted to stop doing so; for
cocaine, the figure was 73%. But only minorities wanted to
cease using cannabis, alcohol or benzodiazepines and 51%
methadone. Given the question, fewer would have wanted
to stop their methadone right now or in the next weeks or
months.

Ambivalence about taking medication in the form of a
desire to be free from having to take the pills or concern
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over their side-effects and efficacy is commonly observed
in long-term prescribing, not just for opiate addiction, but
for chronic physical and psychiatric conditions. Such is
the scale of this problem that it is a recognised and major
concern for clinicians, who fear it leads patients to decide
not to take or to prematurely cease or cut down medication,
to the possible detriment of their health. That opiate users
prescribed methadone or other substitutes share this
ambivalence should not be a surprise, especially given

the unusual burdens the treatment often entails, such as
supervised consumption and daily attendance, the stigma
attached to regularly consuming opiate-type drugs (even
legally prescribed), and the fact that the treatment marks
the patient as an ‘addict’.

..HOWEVER THE INDIVIDUAL
DEFINES IT, STOPPING USE OF
SOME DRUGS (ESPECIALLY THOSE
SO PROBLEMATIC THAT THEY HAVE
DRIVEN THEM TO SEEK HELP)...

IS A COMMON GOAL, AND THAT

FOR SUBSTITUTE PRESCRIBING
PATIENTS, IT OFTEN EXTENDS TO
EVENTUALLY BEING FREE OF LEGAL
SUBSTITUTES TOO

The controversy around ascertaining on a national scale
the short and long term goals of people in drug treatment
serves to highlight the importance for practitioners of
finding out, individually, what their patients really want.
Of course it can be a grey area, perhaps the patients
themselves may not be totally clear about exactly what they
want, or feel conflicting urges. Or maybe some patients’
wishes appear over or under-ambitious when compared
with the experience and assessment of professionals. This
all takes us back to patient-centred care, and remembering
that it isn’t only a buzzword for policy documents, but at
its heart is about the simple — which is not to say easy -
business of talking to patients. To paraphrase from the
definition quoted above, practitioners need to understand
the patient’s world, their whole person, their emotional
needs and their life issues. With that understanding
combined with their own experience and expertise,
professionals and patients can work together to find out
where patients want to go, and how best to help them get
there.

This article is adapted from a Drug & Alcohol Findings
Hot Topic written by Mike Ashton. For more relevant
results from the Findings Effectiveness Bank, see this
search.
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