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SPOTLIGHT: PATIENT CENTRED CARE

The patient is the most important member of the team
Twenty five years after he had type 1 diabetes diagnosed, Dominick Frosch finds health
professionals still fail to treat him as an equal in managing his disease
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In January 1988, just before I turned 17, I was told I had type
1 diabetes. I had to learn to live with and take responsibility for
monitoring and managing a chronic disease 24/7, 365 days of
the year to prevent complications. 1 2 There is no day off.
The Diabetes Control and Complications Trial, which showed
that intensive self management could limit and prevent
complications of type 1 diabetes, was not published until five
years after my diagnosis,3 but I was fortunate to get my initial
treatment in a forward thinking German hospital that invited
me to participate in a training programme. From day 1 I was
taught that the management of my diabetes was in my hands.
This made sense. I don’t live in a doctor’s office; nor was I
particularly interested in spending a lot of time in one.

The concept of self efficacy—the belief that one is able to adopt
a particular behaviour, was described over 30 years ago.4 My
training programme instilled the belief that I could manage my
diabetes and gave me the confidence to do so. Higher levels of
behavioural self efficacy are linked to better outcomes in
diabetes and other chronic diseases,5 and it’s certainly been true
in my case.
Much has been written about how to engage and motivate
patients to self manage chronic disease. Some of my work as a
researcher has touched on this. Wagner’s chronic care model
assumes that interprofessional teams are better at guiding and
motivating patients than single physicians.6 But lost in this is
how health professionals interact with patients. Over time I’ve
repeatedly found that my concept of a healthcare team—with
me as the patient at the centre—is not shared by my healthcare
professionals. They don’t put me at the centre and often fail to
communicate well with one another.

Leading not following

I love to travel—to see the world—and this has been a key
motivator to manage my diabetes well. I schedule an
appointment with an ophthalmologist annually. It’s always an

anxious time, as I fear the detection of the first signs of diabetic
retinopathy.

Three years ago, I saw a new ophthalmologist. After a technician
had done the initial examinations, I sat in the room waiting for
my eyes to dilate. Fifteen minutes later the physician entered
the room, introduced herself, turned down the lights, and began
her careful examination of my retina. For what seemed like an
eternity to me, she examined my eyes without saying a word.
Finally, she said, “Everything looks great. I don’t see any trace
of retinopathy.” What a relief, I thought. But what followed
startled me. Seemingly wanting to praise me for my efforts, she
said: “You must be really good at following orders!”
For a brief moment I considered my retort. I imagined lecturing
her on what it means to be patient centred, offering some papers
I had written. But I chose to just nod and smile, as so many
patients do.7 Later I replayed the situation in my mind and kept
asking, “Do you really think I do this for you?” I don’t check
my blood glucose eight times a day to make my physicians
happy. I do it because it helps me stay on track and achieve my
goals.
The ophthalmologist’s comment felt undermining. My success
in staving off retinopathy was not my accomplishment so much
as the result of following doctor’s orders.

Importance of language
Last year, my glycated haemoglobin A1c result came back at
6.7%, and my primary care physician emailed me to say this
reflected “adequate control.” Given that the level was below
the guideline target of 7.0%, and my haemoglobin A1c had been
at or near this level for as long as I had records and I had no
retinopathy or other complications, I deemed this level to
represent good control—not merely adequate. Tight glucose
management has its downsides.3 I’ve experienced nocturnal
seizures as a result of hypoglycaemia, and I injured my shoulder
during a severe episode 10 years ago. I know that I want to avoid
that risk.
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During my most recent annual ophthalmology examination,
which confirmed that I still have no trace of retinopathy, I was
again surprised. The process began with questions: Had I noticed
any changes in my vision? Did I continue to take my prescribed
medicines? I answered “no” to the first question and “yes” to
the second. The technician readied her instruments and said,
“Now we’re going to see whether you are telling the truth.”

We’ve made progress in recognising patients’ role in the
healthcare team, but we have a long way to go to change the
attitudes of health professionals. I want to be recognised as the
most important member of the team: the one who knows most
about living with this disease. I don’t follow orders, and I don’t
lie about what I do to manage my condition; what I do I do for
myself. I hope that someday my care will be delivered by a team
that has the respect and humility to understand this.
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I decided to reply to my doctor. I clarified the risks of pushing
my glucose lower and said that for me a result of 6.7% was spot
on. My physician was gracious enough to reply that she stood
corrected. But how many patients would dare to push back like
that? Few dare question or disagree with their physician’s
assessment for they fear it will lead to them being labelled
difficult and that might compromise their future care.7 Perhaps
I am a “difficult” patient. But I’m willing to live with that for
the sake of my health.

