ER .

- PRIVACY AT RISK WHﬂSE'? YUUHS'

As a health profes- Qour internist says you have hlgh blood pressure. That informa-

sional, chances are tion becomeg paI:t of: your permanent record. A police pfﬁcer gives

. : you a speeding citation. Another entry. Academic achievements,
that you will he .| credit ratings, armed service records, IRS returns, a refund to a
drawn eventually into  dental patient. It’s all on your ever-expanding personal ledger.

a confrontation that . Such records present few problems if they remain under your
. . G : control. Unfortunately, the massive storage capacities of computers
pits genetic testing have made it virtually impossible for the average citizen to keep

against personal ¢ track of who knows what about his or her past. Unable to deter-
p,.",acm S , mine or control who might access or use such personal records,
. many Americans are seriously concerned about invasions of privacy.
i Consider the ramifications of being told you have high blood
¢ pressure. Life and disability insurers are interested in that infor-
‘ mation. They may want to extract higher premiums from you on
: future insurance applications. Even if the condition is being con-
i trolled successfully, you must respond in the affirmative to their
i question, “Have you ever been treated for hypertension?” And once
! you have answered yes, your response is shared with the entire in-
- surance industry.
. Such things happen in other industries as well. What you con-
! sider private becomes another routine entry in a growing dossier
: on you. Those troubled by this continual infringement on privacy
i seek protections that would give them access to their personal
i records but restrict public access. Their one major success—the
: Open Records Act—allows them to see what’s inside their file. But

EDITORIAL

 the act doesn’t prohibit others from seeing as well and from using

i the information.

i This may change soon, spurred by grave concerns about those in-

. volved in genetic testing. It appears that genetic discoveries with the

¢ potential to predict diseases—some untreatable and eventually ,
i fatal—have caused the medical, legal and ethlcal communities to look S
¢ for ways to protect those whose genetic makeuphas been revealed.

i The recent discovery of breast-cancer-related mutations in the

e itk e

| E.‘sﬁ'éﬁ”?’? H. MESK'N OB s BRCA1 and BRCAZ genes illustrates the need for immediate ac-
, ! tion. Women with these genetic mutations have a lifetime risk of
é’

E-mail: Larry. Meskin@UCHSC.edu i breast cancer that approaches 85 percent.
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enetlc testmg would be pre-
nt1ve 'treatment for those

st cancer. But oncologists
oﬁ'er deﬁmtlve treatments.
‘isn’t even clear from the liter-

ature that “preventive mastec-

mies” are effective.
- Knowing your genetic make-

.lip in this case could be a prob-
-| lem. What you know can hurt
:| you. A negative test, for exam-

ple, might be falsely interpreted

o | as a lifetime guarantee against
breast cancer. It isn’t. A positive
| test, without the promise of sue- ..
| cessful treatment, would lead to

further concern and heightened

*.* L'emotional distress. For those .
.- | 'who test positive, still more

L ,harm could come if the results

o are ‘communicated to their em-

| ployers, their health insurers or -

even to their family members.
< Once insurers get the test re-

sults hlgher premiums or denied -
-|-coverage could be expected.

Employers, wishing to minimize
their financial risk, could com-

pound the problem by choosing
| not to hire—or to dismiss—work-

ers with positive test results.
Family complications are an-
other possibility. Who, for exam-
ple, speaks for the 8-year-old girl
whose BRCA1-positive mother -

& ‘wants her daughter tested for

the mutant gene? The mother’s
rationale: if the test is positive,

e most berleﬁc1al outcome
.| could prolong her life:
fore the child has the knowl
" | her own Judgments‘? Does a -
| even if exercising that right

1. There are no easy answers.

chances are that you will be

-1 for your entire office. Failing to

| make you the target of alaw--

removmg the child’s breast buds

edge and experience to make
child have the right of privacy, -
may harm her in the future?

As a health professional,

drawn eventually into a con-
frontation that pits genetic test-
ing against personal privacy.
Would you, for example, hire a
recept1omst who has reported to
you that she has the BRCA1
mutation? If your answer is yes,
you risk increased health and -
disability insurance premiums.

hire, on the other hand, might

suit for discriminating on the
basis of an applicant’s predlspo- :
sition to a disease. i

At least 12 states have been
sufficiently concerned about the
right to'genetic privacy to pass
laws declaring that “genetic in-
formation is the unique proper-
ty of the individual ... and that
the intent of the statute is to
prevent information derived
from genetic testing from being
used to deny access to health
care insurance, group disability
or long-term care insurance.™

National legislation, similar .
in design, was introduced last

o spring. It failed to receive Senate :
attention before the session -
‘ended but is likely to be reintro-

duced during the next term.

~.Genetic discoveries continue -
at an accelerated pace. Withina
| few years, science will have

mapped and sequenced the en-
tire complement of human
genes. And in the not-too-dis-
tant future, you may be asked
whether you want to know
about your DNA. 7
At a recent conference on ge-

1 netic testing, a group of ethi-

cists, health care providers and
lawyers were asked to respond

to this statement: “I would want

to know about my DNA, but it

‘| should not become part of a cen-

tral repository.” Their answers:
27 yes, eight no.
There is a genetic test that

can identify a very rare form of .
Alzheimer’s disease, a form that

accounts for about 1 percent of
all existing cases. If your family
has a history of Alzheimer’s,
would you want to be adminis-
tered this test? And if you test-
ed positive, would you want
anyone besides yourself to know

‘the results?

"Whose privacy is at risk?

Yoursis. m -

" 1. Colorado Senate Bill 94-058, Concerning
Limitations on Genetic Testing; signed June
2, 1994, Gov. Roy Romer.

TR

elcomes_ietters from

readers on topics of current in-

- | terest in dentistry. The Journal -
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‘communications and requires

reserves the right to edit all

that all letters be typed, double:-
spaced and s1gned ‘The views ..
expressed are those of the letter
writer and do not '

cy of the Ass001at1on Brev1ty is™
appreciated.

THANKS
I have no profound or clever ob-

'servatlons regardmg the.wnt-

anted- to say. Thank you, v

& the JADA continuing educa
tion answer sheet and envelope




