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Search
type your query here

Previous projects

Please select a project below
to view more detail

2009

Genome-wide association

Personal data for public good: using
health information in medical ;
research “ﬁ‘ﬁw

v| Working Group Membership|

studies: understanding the
genetics of common
disease

Global health diagnostics:
research, development
and regulation

2008
Global mental health

Brain science, addiction
and drugs

Inter-species embryos

The role of teaching in
academic careers

Building clinical academic
capacity and the allocation
of resources across

Terms of Reference| Review Group
Membership| Project Downloads

Summary:

g patient data hi ad a long and

oviding vital knowledge on the causes of

! ness of treatments. The unique features
aof the UK National Health Service and the advent of large patient
databases present unparalleled opportunities for enhancing such
research

Medical research

However, it appears that advances in this field are increasingly
inhibited by unnecessary con nts on the use of patient data.
Constraints include confusing legislation and professional
guidance, buresucrac nd & lack of engagement
between patients, data controllers and researchers.

Medical confidentiality and appropriate consent are important
entitlements that must be protected by an ethically sound
regulatory framewark. Technological developments in database
management pr nt ever more sophisticated research

FARIATON

Textbook of

SURGERY

e - N ———

NELSON

Essentials of

REPORT BRIEF = FEBRUARY 2009

BevonD THE HIPAA PrIvACcY RULE:
EnHANCING PrRIVACY, IMPROVING
HeartH THROUGH RESEARCH

Our modern electronic world has many benefits and conveniences; emails can be
checked from a mobile device and patients provide their medical histories online. But
this free flow of information also creates privacy concerns; the risks of data security
breaches, identity theft, and discrimination are real. Privacy protections are needed, but
they can also impede the flow of information, with negative consequences. In health
research, access to patient health information is vital for making medical advances
such as new therapies, improved diagnostics, and more effective ways to prevent ill-
ness and deliver care. At the same time, effective privacy protections permit health
care and research activities to be carried out in ways that preserve patients’ dignity,
and help protect individuals from harms like discrimination. Thus, privacy protec-
tions and ethically-conducted health research provide valuable, interrelated benefits
to society and society should strive to support both.

In 1996, Congress enacted the Health Insurance Portability and Accountability Act
(HIPAA), which called for a set of federal standards, now known as the HIPAA Privacy
Rule, for protecting the privacy of personally identifiable health information. One ma-
jor goal of the Privacy Rule is to ensure that individuals’ privacy is properly protected

PEDIATRICS

BETOND THE
HIPAA PRIVACY RULE

In its report, the

committee
concludes that the
HIPAA Privacy
Rule does not
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