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1. We are going to get our [genetic,
health] data, one way or another.



but we often lack agency to decide what is done
with data about




Blue Button
g Download
My Data



23andMe

My Home
Inbox (8)

My Health
Disease Risk
Carrier Status
Drug Response
Traits

Health Labs

My Ancestry
Maternal Line
Faternal Line
Relative Finder
Ancestry Painting
Global Similarity
Ancestry Labs

Sharing & Community

Compare Genes

Family Inheritance

23andMe Community

Search

disease risk

John Wilbanks

Account Help
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Share my health results with family and friends

See new and recently updated reports »

o Z23andWe Discoveries were made possible by 23andMe members who took surveys.
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Frostate Cancer ¢f
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Ankylosing Spondylitis

Asthma

Bipolar Disorder: Preliminary Research
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Health Information Privacy

Office for Civil Rights Civil Rights Health Information Privacy

2IZR Home

> Health Information Privacy = Frequently Asked Questions

IS Right to Access Medical Records
HIPAA

Understanding HIPAA
Privacy

HIPAA Administrative
Simplification Statute
and Rules

Enforcement Activities
& Results

How to File a Complaint
MNews Archive

Frequently Asked
Questions

PSQIA

Understanding PSQIA
Confidentiality

PSQIA Statute & Rule

Enforcement Activities
& Results

How to File a Complaint

If someone has health care power of attorney for an individual, can they obtain access to that individual's medica
record?

Can the personal representative of an adult or emancipated minor obtain access to the individual's medical record:

How can family members of a deceased individual obtain the deceased individual's protected health information
that is relevant to their own health care?

Does the HIPAA Privacy Rule allow parents the right to see their children's medical records?

If a child receives emergency medical care without a parent's consent, can the parent get all information about
the child's treatment and condition?

Does the HIPAA Privacy Rule reguire a business associate to provide individuals with access to their protected
health information or an accounting of disclosures, or an opportunity to amend protected health information?

What does the HIPAA Privacy Rule say about a research participant's right of access to research records or
results?

Are the HIPAA Privacy Rule’s reguirements regarding patient access in_harmony with the Clinical Laboratory
Improvements Amendments of 1988 {CLIAY?

If patients reguest copies of their medical records as permitted by the Privacy Rule, are they reguired to pay for
the copies?
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(we are also going to talk about it)



& O O http://www.patientslikeme.com - PatientsLikeMe : ALSFRS-R Scores of patients on Lithium
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ALSFRS-R Progression of Patients on Lithium

This graph shows the ALSFRS-R scores of ALS patients in the PatientsLikeMe system before and after they
started taking lithium. It is an evolving prototype that we are developing to help understand if lithium, and
ultimately other treatments, can slow ALS progression. Souree: http://www.patientslikeme.com/als_lithium
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Filters: All patients taking lithium

Cawveat: This is a prototype that is attempting to display real-time effects of a treatment in the real warld. In
contrast to a well controlled double-blind placebo controlled trial, there are many variables, both known and
unknown, that suggest significant caution should be used before drawing any conclusions from the results. Known
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@ e-patients.net

because health professionals can’t do it alone About Us

BLOG = E-PATIENT STORIES = MY FATHER'S MEDICAL RECORD FIASCD

My Father’s Medical Record Fiasco

e-Patient Dave | January 2, 2010 25 Hike 3

Guest post by Alan Viars (@Aviars), CEO of Videntity Systems, Inc.

S This past year my father required open heart surgery. This is a short
article about the hurdles we (his family) encountered along the way.
I've changed the names, because it is not my intention to embarrass
particular hospitals or physicians. The issues | raise are systemic
within the American healthcare apparatus. My objective is for you to
get smart, get mad, and gain control of YOUR medical records.

In July 2009, my father, Charles, had a routine follow up with his
primary care physician, “Dr. Smith.” Dr. Smith told my father, “Weill
Charles, your EKG came back the same as last year. abnormal.”
“Abnormal? What?! Last year was abnormal, too? This is news to
me!” My father was stunned.

“Well, you knew you had a heart attack, didn't you?" asked Dr. Smith. | don't know anything
unless you tell me!”, my father told Dr. Smith. The doctor changed the subject to treatment: "Let's
get you in to see a cardiologist.”

Yes, that's right, my father unknowingly had had a heart attack even though he was regularly
racaivifna maedieal care A vear nrior bic abhveician aitbhaer dido't bhoathaer T 1ok at the raecnilt of hic
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We're in private beta. Want to join us?

Why do you want to join? What health questions do
you want to answer?

Request Beta Invite!

“The Facebook of
health science”

- Melanie Swan







