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Participatory medicine
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A recent study of ours! showed that patients with moderate to
severe psoriasis who were meditating, guided by meditation
tapes, while they were undergoing UVB or PUVA treatments,
cleared at about four times the rate of subjects who received
the UVB or PUVA by itself in a small (N = 37) randomized
clinical trial. We had observed a positive effect in an earlier
and even smaller pilot? and did the more elaborate replication
study to determine whether this was a real result.

But one question we now wish we had thought to ask the
patients before they agreed to participate and again when the
study was over is: ‘On a scale of one to 10, how onerous do
you find your phototherapy treatments?’ For it was only after
completing the study, when we knew who was in which group,
and interviewed patients in the tape group, that we heard
them say how much more positively they regarded their
phototherapy treatments, in spite of the inconvenience (one
patient described it as having a ‘second job’) because they felt
empowered, felt they were participating in the process, and
could perhaps contribute to making a difference in their out-
comes. In fact, some felt their psoriasis was milder as a result
of learning to bring their mind to their skin in the ways they
learned from the tapes.

We began thinking about the project in the first place
simply to see if we could make the experience of being in the
light booth somewhat less stressful by actually guiding the
person in meditative relaxation exercises while he or she was
inside. There is no doubt that the overall felt experience of
phototherapy from the point of view of the patient is a little
unusual, if not outright alienating, in that one is naked,
with eyes covered, often with a pillowcase over the head and
therefore somewhat suffocated, under the heat of the lights,
enclosed in a small space with the whirring of blowers.

But beyond the potential to make the experience more
relaxing and engaging, we quickly saw the potential for using
meditation coupled with delivery of phototherapy in the
light booth as an experimental system for a rigorous scientific
exploration of certain aspects of the mind/body connection
and its relationship to healing. We therefore designed and
carried out a randomized clinical trial, looking not just at
how relaxing people found the experience, but also at whether
there was an effect on the rate of skin clearing itself. We found
this to be the case. This results suggest that participation on
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the part of the patients through a meditative harnessing of
their capacity to pay attention in an intentional and focused
way has the potential to reduce the number of treatments and
thus the cost, as well as the risk of skin cancer associated with
UV exposure, in at least some patients.

Following the study, our subjects often spoke enthusiast-
ically of the opportunity to become active participants in their
own treatments, and so we regretted not having asked them to
rate the degree of onerousness of the whole process pre- and
post-intervention.

In spite of our oversight, there are common sense lines of
thought and evidence suggesting that the medicine of the
21st century will be and ought to be far more participatory
than what we have experienced so far. Indeed, in some stud-
ies, various participatory approaches have been shown to
influence regression of coronary artery disease3 and survival
in breast cancer4 and in malignant melanoma.> As care-givers,
we have to remind ourselves of what we of course already
know, namely that all human beings, including ourselves and
our patients have, to varying degrees but almost always far
more than we suspect, deep and life-long inner resources
for learning, growing, healing, and personal transformation.
Part of our job will be to make available appropriate opport-
unities and effective vehicles for mobilizing those resources
in our patients so that they can put them to work in the
service of their own health, where health is seen as the health
of mind, body, heart and soul, one seamless, unfragmented
whole.

The methods available to us now are not particularly mys-
terious, and a great deal of work in the fields of behavioural
medicine, mind/body medicine, and what is now coming to
be called integrative medicine suggest that many if not most
patients like to be invited to participate in their own health
care if the invitation reflects a genuine partnership which truly
honours the patient as a unique individual with a unique uni-
verse of felt experience, relationships, and meaning. Indeed,
participatory medicine would go a long way toward making
our health care system, which is far more aptly described at
this point in time as a disease care system, into a true health
care partnership, one which would of course include disease
care but which would also re-integrate the patient as person
into the caring in profound ways.
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For the past 20 years, the Stress Reduction Clinic at the
University of Massachusetts Medical Center (now UMass
Memorial Health Care) has been serving this participatory
role in our hospital, and this mindfulness-based stress reduc-
tion (MBSR) approach6-9 has now spread to over 240 medical
centres and clinics in the US and abroad. The clinic, in the
form of an 8-week outpatient course, is designed to catch
people falling through the cracks of the health care system or
not receiving full satisfaction in terms of their expectations for
results of treatment. It challenges them to experiment with
the possibility of doing something for themselves as a com-
plement to what their physician and health care team are doing
for them. The clinic is a service which requires a physician
referral, and thus serves the needs of physicians to have a wel-
coming place right in the hospital where they can send their
patients. Not only do the patients learn and hone the skills of
self-regulation, awareness, and relaxation, but they also tap
those aspects of being and attitude that shape one’s appreci-
ation for one’s own life and the potential for its full expression
across the lifespan, while facing and using any and all circum-
stances of the present moment, no matter how onerous or
difficult, as the raw material for this particular inner work.
There is a lot of uplift here, and we have found that most
people we see, regardless of their disease or their particular
circumstances, are happy to hear that, ‘as long as you are
breathing, from our point of view there is more right with you
than wrong with you, no matter what is wrong, and that
everything is “workable” if you are willing to do a certain kind
of inner work in partnership with us’

Nowadays, there is much debate in the lay press and even in
medical journal editorials!0-12 of what has come to be called
alternative medicine,!314 complementary medicine, mind/
body medicine, and now, integrative medicine. Ultimately,
I think what we are really talking about is good medicine.
The patients often seem to be way ahead of the practitioners
in terms of their breadth of knowledge and interest in this
domain. As are we, they are most interested in positive out-
comes. But they are also interested in being treated with
respect, and in trying sensible alternatives when other avenues
do not bring full satisfaction. A lot of good science is neces-
sary both on the more traditional biomedical side and the
more, from the biomedical perspective, unconventional side.
But a good deal of work has already been done in behavioural
and mind/body medicine, and it is only common sense to
afford our patients the opportunity to participate more fully
in their own health care in imaginative ways. Would we want
any less for our own family members or for ourselves?
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