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Foreword
Records can seem very boring. I do not think that anybody

taught me anything about medical records in my 6 years at

medical school. They had the status of a chair: something

you used but never thought about. This was a serious

omission because good medical records are fundamental to

good health care. They may not be so important when

tending to a man who has just lost his leg under a train, but

very little medicine is that acute. Most of medicine is

working with patients who have long-term conditions, often

more than one. With this type of medicine, which is 99% of

medicine, records are essential. Poor records are likely to

mean poor care.

Unfortunately, poor records are common. I have been in

hospitals about five times in my life, all different hospitals.

Somewhere in the bowels of those hospitals, there will be

five different records of what happened during my

admissions. Quite probably, they are lost and could not be

found if I were to turn up with a complication of one of my

operations. I might well anyway be admitted to a different

hospital, and I would either have been fixed or died by the

time my records were located. Then, there will be other

scattered records of when I have given blood and had the

occasional diagnostic test. My general practice has an

electronic record for me, but it contains almost no

information and some of what it does contain is wrong. The

practice may also have an extinct paper record, a small

folder stuffed with letters, test results, and probably illegible

accounts of consultations going back 50 years. So my

medical records, like those of most of us, are fragmented,

incomplete, scattered, and little use.

This does not matter too much because I do not yet have a

long-term condition (or at least one I know about), but if I

am run over tomorrow in Edinburgh, 400 miles from my

home, and rendered unconscious, the doctors who see me



will know little about me. Many patients with long-term

conditions have highly complex medical histories, multiple

test results, and are taking many drugs. It is essential for

anybody caring for these patients (and it is likely to be

several doctors, nurses, various kinds of therapists, and

social workers) to be able to quickly know something about

the patients, their medical history, and their current status.

This can be very hard because of multiple different records

and bulging, disorganized, and often inaccessible ones.

We have to do better and electronic personal health

records controlled by the patient would be an important

step toward doing better. Mohammad Al-Ubaydli has done

an excellent job in writing this very clear book about what

personal records are, what benefits they can bring, what

snags must be avoided, and how they can be used

practically.

On reflection, I find it very odd that we have not made

much more progress toward personal health records being

universal.

Why then it has not happened? As usual, I suspect that it

is a combination of factors that has blocked what seems an

obvious, but nevertheless, radical change. Some doctors

may be resistant with worries about distressing patients and

other anxieties, but increasingly doctors recognize the

importance of working in partnership with patients. If they

could be confident of easy access to well-organized personal

health records, I think that most doctors would not stand in

the way. Indeed, most will recognize that such a system

could be much superior to what we have now.

Other health workers would, I think, be equally

comfortable, although each group may be interested to

keep its own records—so undermining the value of a single,

patient-controlled record. More prosaic but ultimately more

important may be the political, logistic, and cultural

problems of getting the health system to build a system of



personal health records. Perhaps, one of the biggest blocks

has been us, the patients. We have not shown that we want

a better system.

I have tried getting online access to my records. Although

it is supposed to be technically easy—“simply the flick of a

switch”—it took me 6 months, and neither the GP nor the

practice managers were against it. When I did finally get

access to my records, it was a horrible disappointment.

They said almost nothing about me: only fragments of my

medical history were there, and some important information

was missing. I longed to be able to edit the records, add

what was missing, state my values, give any possible users

a sense of me. But I cannot do that. These records are about

me, but they are not mine. A personal health record would

be mine.

We are moving from what the American thinker Tom

Ferguson called “industrial age health care” to “information

age health care.” This takes us from a world dominated by

hospitals where doctors are authorities to a world where

there is more emphasis on the ability of patients and their

friends, families, and online communities to take charge of

their health care. Doctors are now navigators, facilitators,

and when necessary agents of action. Considerable

evidence has accumulated to show that when doctors and

patients take decisions together rather than taking

decisions for patients then outcomes are better; patients

are more satisfied, and costs are lower. Personal health

records are an essential step in moving to information age

health care and fostering the doctor-patient partnership.

Another step we need to take is to move from disease-

based care to person-based care. Patients with multiple

chronic conditions are passed from cardiologist to

diabetologist to chest physician to rheumatologist with each

concentrating on his or her body system and disease. The

values and goals of the patient are too easily forgotten, but


