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STATE OF MINNESOTA IN DISTRICT COURT
COUNTY OF HENNEPIN FOURTH JUDICIAL DISTRICT
Alan and Keri Bearder, et d.
Plaintiffs,
VS. ~
PLAINTIFFSO
MEMORANDUM OF LAW
State of Minnesota,
Minnesota Department of Health, and

Dr. SanneMagnan, Commissiong
of the Minnesota Department of Health,

Defendants.
INTRODUCTION

Defendants violated the public@ trugt and violated the public@ right to privacy and
bodily integrity. Since 1965 Defendants collected nevbom blood specimensfrom children bom
in Minnesota. Defendants screened the bloodfor gendic disorders. Ingead of destroying
newbom blood samples and screening results obtained for this nevbom screening, Defendants
began opaating a nevbom bloodand DNA warehouse. Asof Decembe 31,2008,the
warehous hdd ove a 1.5 million screening records and over 800000 newbom blood
specimens Unbeknownd to the public a large Defendants began sharing blood samples and
screening results with private ingitutionsfor research projects. At notime did Defendants obtain

consnt for these activities.



Failing to obtain conent isaviolation of the Gendic Privacy Act and represents an
unprecedented breach of thefundamental and congitutiond right to privacy and bodiy integrity
in Minnesota. In additiond to statutory and conditutiond claims, DefendantsOcondud gives rise
to liability in tort. Defendants are aware of thar violations but continueto knowingly violate
thelaw. Therecord establishestha MDH will dowhatever it wishesto effect wha it assumesis
best for thepublic, even if it tha meansignoling and violating laws passed by an elected
legidature. Ingead of bringing thar condud into conformance with current law, Defendants
soughtto amend the Genetic Privacy Act to allow for nonconsensud, storage, use, and
dissemination of nevbom bloodspecimensand test results. Those attemptsfailed. But
DefendantsCunlawful condud continues unabated.

Plaintiffs are Minnesota citizens attempting to restrain Defendants from violating the law.
This lawsuit is aboutthe State(® unlawful, unconditutiond, and tortiousretention and
disseminationto private parties of newbom blood specimensand gendic testing results withou
theinformed congent of the newbom@ parents after newbom screeningis complete. This
lawsuit is not aboutending newbom screening. Rather, thislawsuit is an attempt to bring
DefendantsCcondud into conformance with thelaw once newvbom screeningis complete. This
lawsuit seeks, damages, exemplary damages, and injundive relief.

BACKGROUND
Newbormn Screening

In 1965,the Minnesota Department of Health (MDH) began testing all infants bom in

Minnesota for asingle recessive genetic disorder.* Today, every infant is screened for more than

50 heritable and congenital disorders.?

1 McCann Aff.
2 McCann Aff.



In its present form, newbom screening is govaned by Minn. Stat. oo 144125,144128
Unde the statutes, any ingitution caring for infants 28 days or less of age mug arrangeto have
screening administered to every infant or child inits care. Minn. Stat. @ 144125 subdwv. 1. The
statutes place this burden on the administrative officer or other personin charge of thefacility,
the person required to register the birth of thechild, or the nurse midwife in attendance at the
birth. Minn. Stat. & 144125 subdiv. 1. The Commissione may adoptrulesto carry out sections
14412510 144128 Minn.Stat. & 144128(7).

Unde the statutes, parents mug beinformed (1) that the blood or tissue samples used to
perform testing as well as theresults of such testing may beretained by the Department of
Headlth, (2) of the ben€fit of retaining the blood or tissue sample, and (3) that thefollowing
optionsare available to them with respect to thetesting: (i) to declineto have thetests, or (ii) to
elect to have thetests butto require that all blood samples and records of test results be destroyed
within 24 monthsof testing. Minn. Stat. @ 144125, subdiv. 3.

If the parents of an infant object in writingto testing for heritable and congenital
disorders or elect to require that blood samples and test results be destroyed, the objection or
election shdl berecorded onaformtha issigned by a parent or legd guadian and made part of
theinfant@® medical record. Minn. Stat. @ 144125 subdiv. 3. When the commissione receives
adestruction request, shemus comply with therequest within 45 days after receivingit and then
mug notify theindividuds tha the samples and test results have been destroyed. Minn. Stat. ©
144128 (5)-(6).

Unde the Rules, MDH isto develop the specimen card and make them available to the
care facility or other responsble party. Minn. R. 46150600(a). Thecommissiona also hasa

duty to Onaintain aregistry of the cases of heritable and congenital disorders detected by the



screening program for the purpose of follow-up servicesG Minn. Stat. @ 144128(3). The
Commissione of MDH isrequired to notify the physiciansof the newbom testing results and
make referrals for necessary treatment when treatment isindicated. Minn. Stat. @ 144128(1)-
(2).

In an executive decision, and with no statutory authority, MDH began storing newbom
bloodsamplesonJuly 1, 1997. In a2005e-mail exchange MDH employees discussed the
applicability of thegeneral provisionsfor data privacy onthebloodsamples* At tha time, the
Government Data Practices Act did not specifically address gendtic information or blood
samples. David Orren, MDHQ chief legd counsdl, explained his bdief that newbom screening
was not subject to any data privacy laws.> MDHG@ postion was that the blood specimenswere
(propatyOand notdata.® Because the 2005version of thedata practices act govaned daa, not
propeaty, Orren stated with regard to rules governing the privacy and handling of thenewbom
blood specimens

Basically, we could pretty much make up what we wanted to do.”
MDH aso took the postiontha it had propety rightsin the blood specimenstha trumped
federal rulesfor use of blood specimensin human subject research.? Theonly thing preventing

MDH from doing anything it pleased with the samples were consderationsof privacy interests.’”

% Under the administrative rules, MDH is to Gnaintain arecord of all cases of hemoglobinopathy, phenylketonuria,
gaactosemia, hypothyroidism, and congenital adrenal hyperplasia and to notify the attending physician of positive
screening results. Minn. R. 4615.0600 B-C.

“ Bellig Aff., Ex. 5

® Bellig Aff., Ex. 5, p. 09793.

® Bellig Aff., Ex. 5, p. 09793.
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2006L egidative Report

At therequest of thelegidature, the Minnesota Department of Administrationissued a
report in Januay 2006entitled, O\ report on Genetic Information and How it is Currently
Treated Unde Minnesota Law.3° Thereport consders both postive and negative impacts of
the Gever-growing store of knowledgeOresulting from genetic research.** Inregard to the
negaive impacts, therepart consdered the use of genetic screening for applicants of insurance
or genetic testing of job applicants to avoid progoective employees with predispostion for
expensve diseases.’? Thereport also details how genetic information® use and dissemination
can affect an individud@ relatives.™® Examplesinduded implication of asiblingin acrime or an
inadvertent discovery during medical diagnodic testing tha a child is not biologically related to
theparent.™ Thestudy states, GGenetic informationis a powerful tool that can both assist and do
harm. Asaresult, its collection, uses and disseminationsshould be controlled.3°

According to thereport, Orhe Department of Health opeaates a number of programs that
may maintain genetic information aboutindividuds.3° Theprogramsinduded the Minnesota
Birth Defects Information System, the Minnesota Cancer Surveillance System, the
Communicable Disease Surveillance System, and Newbom Screening
The Genetic Privacy Act (GPA)

Following thereport, thelegidature adopted the Genetic Privacy Act. Theact provides

in pertinent pat:

0 Orren Aff.,
1 Orren Aff.,
2 Orren Aff,
13 Orren Aff,
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Treatment of Gendtic Information Held by Government Entities and Other
Persons

Subdiision 1. Definition.

(@  GBendic informationOmeansinformation aboutan identifiable individud
derived fromthe presence, absence, alteration, or mutation of agene, or
the presence or absence of a specific DNA or RNA marker, which has
been obtained from an andysis of:

(1) theindividud @ biological information or specimen; or
(2) thebiological information or specimen of a personto whomthe
individud isrelated.

(b)  GBenetic informationGalso meansmedical or biological information
collected from an individud abouta paticular genetic condtiontha is or
might be used to providemedical care to tha individud or theindividud &

) family members.

E

Subdivision 3. Collection, storage use, and dissemination of genetic

information. Unless otherwise expresdy provided by law, gendic information

aboutan individud:

(1) may be collected by agovenment entity, as defined in section 13.02,
subdivision 7a or any other person only with thewritten informed consent
of theindividud,

(2) may beused only for the purposes to which theindvidud has given
written informed consent;

(3) may be stored only for a period of time to which the individud has given
written informed consent; and

(4) may bedisseminaed only:

1) with theindividud @ written informed congent; or

(iD) if necessary in order to accomplish purposes described by
clause (2). A consent to disseminae genetic information
unde item (i) mug besigned anddaed. Unless otherwise
provided by law, such aconsent isvalid for oneyear or for
aless peiod specified in theconsent.

Minn. Stat. = 13.386.

If thegovenment or aresponsble authority violates the GPA, they are subject to a
number of civil remediesinduding genera damages, exemplary damages, acivil pendty, an
injundion, and an action to compd compliance. Minn. Stat. @ 13.08,subdws. 1, 2, 4. Thedstate
is deemed to have waived any immunity to a cause of action broughtunde the GPA. Minn. Stat.

1 1308, subdwv. 1. Injundiverelief isavailable in cases where the govaenment or responsble



authority Qproposes to violateOthe GPA. Minn. Stat. @ 13.08, subdiv. 2. Plaintiffs are entitled to
recover thar reasonable attorneys fees and cods. Minn. Stat. @ 13.08, subdws. 1, 4.
Newborn Screening Practices

MDH presently executes newbom screening on all Minnesotanevboms A blood
specimen is acquired from each Minnesota newbom at thetime of birth. Thespecimenisdried
blood, which is collected on afilter pgper Gpecimen card.3® The specimen card is provided to
the Gesponsble partiesOby MDH.™ The specimensare GandyzedOat MDHG laboratory and at
Mayo Medical Laboratories pursuant to acontract with MDH.?° Testing doneat Mayo indudes
tests that check for the presence or absence of specific DNA or RNA markers.®

MDH does not seek written informed consent for the storage, use, or disseminaion of the
bloodsample. In testimony before the Minnesota Senate@® Health, Housng, and Family Security
Committee, Mark McCann (Manager of the Public Health Laboratory in the Newbom Screening
Program) stated:

[T]he number of parents who have given conent to store thedried, theresidud
dried blood spots with the Minnesota Department of Health is zero.?

OMDH indefinitely stores any remaining blood spot material and tests resultsEO?* These stored
samples and test results indudepersondly identifiable information abouttheinfants and
paents.* MDH has blood samples dating back to 1997 and has records of test results dating

back to the 19605 Ingtead of seeking written conent to retain the specimen and test results,

18 McCann Aff.
¥ McCann Aff.
20 McCann Aff.
2L McCann Aff.
2 Bellig Aff., Ex. 8, Admission 18.

% McCann Aff.! 9 (emphasis added). See also Zerby Aff.! 3.
% DefendantsOMemo, p. 6.
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MDH provides GptoutOinformation to parents.?® MDH requires tha parents who wish to opt
outthdr child from the program execute a written destruction request.>” A child who reaches the
age of mgjority and later decides to have his or he specimen or test results destroyed can also
file adestruction request.’® MDH alleges tha it destroysthe samples within 45 days after
receiving therequest but maintainsa postionthat it cannotdestroy theresults unde federa law
untl after two years after thedate of reporting?® MDH carefully scrutinizes destruction requests
so that if an ambiguity in therequest can be condrued asto only request destruction of either the
test or blood specimen, MDH will only destroy one Bnot bath *°

Some of the newbom blood samples are then used for public health studies by MDH and
Ondependent research organizationsG* Presently, MDH has a contract with Mayo for the
andysis of nevbom blood specimenstha exceeds$6,000000* MDH admits tha this contract
alows Mayo to keep dried blood samples for two years and to perform its own tests on them.*®
MDH also admits tha its contract allows Mayo to keep the blood samples for at least two
years.* MDH further admitstha Mayo is allowed to keep thetesting results indefinitely so long
asthereisnorequest for its destruction® McCann also testified before the ALJ tha while MDH
bdievesthereisafederal requirement to retain thetest resultsfor 2 years, MDH had no reason to

require tha blood specimensbe stored for that long.* As of December 31, 200§ MDH had

% McCann Aff.!! 3-4.
' McCann Aff.! 5.

% McCann Aff. ! 5.
2 McCann Aff. ! 5.
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% Bellig Aff., Ex. 8, Admission 14.

% Bellig Aff., Ex. 8, Admission 15.

% Bellig Aff., Ex. 8, Admission 16. MDH also asserts that Mayo destroys all blood samples in its control after two
years. Bellig Aff., Ex. 8, Admission 17. Plaintiffs have not had the opportunity to verify this assertion.

* Bellig Aff., Ex. 8, Admission 17.

% Bellig Aff., Ex. 1, ALJ p. 31.



more than 800,000 blood spotsin storage® As of December 31,2008 MDH used more than
50,000 blood spots for research.®  As of December 31,2008 MDH stored 1,567 133records of
results of newbom genetic screening®® Theresearch indudes Gtudies for the purposes of
qudity assurance, qudity improvement for existing screening test, evaluaion and feasibility of
new screening tests and non-newbom screening efforts in the realm of emerging public health
studies.J° MDH refuses to definitively answer whether it continues to condud studies usng
blood spots from children tha are over 2 years old.*

Defendants allege that the samples used in public health studies withoutan individud @
conent are Qleindentified.* The statute incorporates the phrase Gdentifiable individudOinto
itsfirst definition of genetic information. Minn. Stat. @ 13.386,subdiv. 1. The statute does not
define Qdentifiable individud.O See Minn. Stat. @ 13.386. Defendants describe de-identification
as Gasample that is not accompanied by information that identifies the infant from whomthe
sample was obtained. 3 Despite MDH® reassurances, it is not so clear wha MDH meanswhen
they say that the blood samples and test data are Qle-identified.O In response to arequest that
Defendants Qorovide al doauments that show theMDH process of de-identification and
reidentification, induding the MDH @inidentifiedOstandard, and randomidentification keys,0
Defendants replied:

No doauments exist showing MDH processes of de-identification and

reidentification, nor is there any doaumentation about an QunidentifiedOstandad
or randomidentification keys.(}*

" Bellig Aff., Ex. 8, Admission 23.
% Bellig Aff., Ex. 8, Admission 24.
39 Amended Compl. ! 19.

“0 Bellig Aff., Ex. 8, Admission 25.
“! Bellig Aff., Ex. 8, Admission 30.
*2McCann Aff.! 10.

*3McCann Aff.! 10.

“ Bellig Aff., Ex. 6.



It appears thereis no set de-identification procedure and the process and standadsfor de-
identification vary from project to project and are subject to subjective standads For example,
an e-mail exchangebetween MDH employess establishes that Qle-identificationOs an
appaently subjective standad within MDH.** Asthe e-mail explains the U of M cancer
research center wished to use datafrom the cancer surveillance system, the birth registry, and
newbom screening blood spots.*® MDH employees were to combinethedaa sources.*” TheU
of M would then Qeceive adataset tha containslittle potentially identifying information.($
However, thee-mail continues:
Theonly remotely identifiable information thet the Pl will receiveis zip code
fromthe MCSS (time of diagnoss), zip codefrom mother@ mailing address from
the birth certificate, and the exact date of birth from both sources. The Pl would
notbeable to use publicly available data sources to identify the child with these
two daa elements. (Althoughif hehad accessto our full birth certificate data
base, he could identify some children in sparsely popuated zip codes.)*

The Department official had ONo concerns &°

In another example, MDH intended to provide newbom blood specimensto athird-party
research ingitution for MNA extraction3* According to the application, the specimenswould
re assigned arandomidentification key, known only to theMDH Newbom Screening

Program.(3? According the application, Odentity of all subjects (study and control groups) will

not berevealed to theresearchers or anyoneelse outsidethe MDH at any point of the study and

> Bellig Aff., Ex. 7.
“© Bellig Aff., Ex. 7.
“" Bellig Aff., Ex. 7.
“8 Bellig Aff., Ex. 7.
“9Bellig Aff., Ex. 7 (emphasis added).
* Bellig Aff., Ex. 7.
*1 Bellig Aff., Ex. 10.
*2 Bellig Aff., Ex. 10.
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will remain anonynmous®® However, MDH would be able to assodate theresults of private
testing with its database of identifiable individuds.

Furthermore, theability to de-identify individud genetic information and DNA appears
to bein question. At theMay 10, 2007newbom screening conference hoged by the Assodation
of Public Health Laboratories, Steven Hirschfeld, MD, PHD, Nationd Ingitute of Child Health
and Human Development, Nationd Ingitutes of Health, noted: GBenomic datais theultimate
identifier: wha is notidentifiable nowis plausble to be so in thefuture. O
Proposd 2007Rule Changes & The ALJ Report

Following enactment of the GPA, MDH proposed new rules Qo updae theexisting rules
to reflect statutory changes madeto theprogram in 20033* (rhe proposd rules [were] aso
intended to reflect new technological advances and clarify theroles of the Depatment, hogitals,
and hedlth care provides.3° Tha matter came before a hearing before Administrative Law
JudgeBarbara L. Neilson. Followingahearing and after review of therecord sheissued findings
of fact and condusions®®

The ALJ specificaly found:

Based uponthe information provided during this rulemaking proceedings it
apperstha parents are not informed tha the Department will maintain thetest
results for an inddinite peiod of time; that the parents may decidelater to request

tha the blood sample and test results be destroyed; or that the blood sample may
be provided to outsideingitutionsfor research pumposes.”

>3 Bellig Aff., Ex. 10.

> Bellig Aff., Ex. 1, ALJ p. 3.

> Bellig Aff., Ex. 1, ALJ p. 3.

* Bellig Aff., Ex. 1, ALJ p. 1.

" Bellig Aff., Ex. 1, ALJ p. 18 (emphasis added).
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The ALJfurther foundtha the opt-outinformation, which indudes warningsaboutMDHG
retention and storage policy, is na provided to parents untl after they decide whether or notto
permit the child® information to beretained >

The ALJwent onto andyze theinterplay between the proposd rules and the Genetic
Privacy Act. TheALJcondudel tha the newbom screening statute expressly authorized the
initial collection of genetic information from the newbomsfor theinitia screening® TheALJ
also foundtha that the nevbom screening statute did not authorize theinddinite retention and
dissemination of the genetic information for other purposes:

Moreover, while Minn. Stat. & 144128 specifies that the Commissione® duties
shdl induding Gnaintain[ing] aregistry of the cases of heritable and congenital
disorders detected by the screening program for the purpo< of follow-up
services,Othis provision does not provide any support for the Depatment®@
current practice of making information obtained from newbom screening
available to third parties for research pumposes. Thereisno express
authorization in the newbom screening statute for the Department(® current
practice of retaining the information indefinitely without consent and
permitting the information to beused without consent for purposes other than
the detection, treatment, and follow-up of heritable and congenital disorders as
contemplated by the newbom screening statute.*

The ALJfurther conddered MDHQ@ unauthorized practices unde the Genetic Privacy
Statute. The ALJfoundthat the GPA Qeflects a seriousconcern onthepart of theL egislature
aboutthe collection and retention of genetic informationEO* The ALJ further found:

[T]hereisnobasisfor reading an implicationinto the statute tha the Department
isexempted fromall of its provisonssmply because a paent or guadian is given
theoption of opting out of theinformation retention system. Infact, if aparent or
guadian elects not to opt out of the screening, the Department will retain the
baby@ genetic information for some period of time, ranging from 45 daysto at
least two years.

E

*® Bellig Aff., Ex. 1, ALJ p. 18.

* Bellig Aff., Ex. 1, ALJ p. 22. The ALJ assumes that genetic information includes blood specimens. See Bellig
Aff., Ex. 1, ALJ p. 22.

0 Bellig Aff., Ex. 1, ALJ p. 22.

¢ Bellig Aff., Ex. 1, ALJ p. 22.
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Theefore, after careful congderation, the Administrative Law Judgecondudes
tha the newbom screening statute does not expressly authorize the Department to
store gendic information inddinitely or disseminae tha informationto
researchers withoutwritten informed conent provided by the parents.®
TheALJaso fourd tha newbom screening was subject to a statutory Tennessen
Warning (awarning requiring the state to provide subgantial information when thegovenment
collects private or corfidential daa).”> MDH arguel the Tennessenn Warning statute was
ingoplicable because the blood specimen is collected by private hogitals, not govenment
entities.® The ALJ disagreed, finding:
Thepropo%d rules demondrate tha hogitals are merely acting, for avery brief
period of time, as agents of the Department in carrying out the newbom screening
program. E ItistheDepatment tha collects and retains both the blood samples
and thetest results; the Department merely relies upontherespongble parties to
implement the necessary communicationsand theactud drawing of blood®
Findly, the ALJ briefly addressed theissue of de-identification. Shefoundthat therule making

procedure was not a propea forum for a debae about whether DNA may ever be made

anonynousbut tha there appears to bea debate ontha issue®

2 Bellig Aff., Ex. 1, ALJ p. 22 (emphasisin original).
8 According to the AL J:

A Oennessen WarningQ's the name given to awarning that is required by Minn. Stat. @ 13.04, subd. 2, to
be given any time an individua is asked to provide a government entity with private or confidential data.
The statute requires that a Tennessen warning contain certain elements, including:
(8 the purpose and intended use of the requested date within the collecting government
entity;
(b) whether the individual may refuse or islegally required to supply the requested data;
(c) any known consequence arising from supplying or refusing to supply private or
confidential data; and
(d) theidentity of other persons or entities authorized by state or federal law to receive
the data.
Bellig Aff., Ex. 1, ALJ p. 19.
% Bellig Aff., Ex. 1, ALJ p. 19.
% Bellig Aff., Ex. 1, ALJ p. 19.
 Bellig Aff., Ex. 1, ALJ p. 38 n. 72.
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TheALJultimately conduded that the GPA applied to theproposd rules and thefailure
to incorporate the requirements of the GPA into the proposd rules condituted a defect in the
proposed rules.®’

Because the ALJ conduded the proposd rules were defective, thereport was submitted
to the Chief Administrative Law Judgefor his approvd.®® The Chief Administrative Law Judge
affirmed the ALJ® Report in all respects and further denied arequest for recondderation® He
explained:

The Depatment isrelying ontheimplication that, because the parents have the
optionto have the blood spots destroyed in 24 months a parent who does not
elect tha optionis authorizing the Department to retain the blood spots
inddinitely.

While onecould reasonably draw that inference, Minn. Stat. @ 13.386requires
more than alogical inference or implication. It requirestheexceptionto its
coveaageto be therwise expressly provided by law.(= An implication or
logical inference is notan express provision. There is no express provisonin law
tha exempts the blood spots from the coverage of Minn. Stat. & 13.386°

The Chief ALJfurthe explained tha requiring informed consent will notdamage any
test development or study, as @he Department will have all the blood spots of those who do
consent available for test development and study G*

Recent Legidative Initiatives

Despite thefindingsof the ALJ, MDH has till not soughtto obtain written informed

conent for storage of newbom blood specimensor test results.”” The Commissione GthoeOnot

" Bellig Aff., Ex. 1, ALJ p. 22.

8 Bellig Aff., Ex. 1, ALJ p. 2.

 Orren Aff.! 7.

" Bellig Aff., Ex. 2, CALJpp. 1-2 (emphasis in original).
" Bellig Aff., Ex. 2, CALJp. 2.

2 Bellig Aff., Ex. 8, Admission 3.
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to adoptthe proposd rules.” Instead, the Commissione attempted in 2007,2008,and 2009to
exempt the collection, storage, use, and disseminaion of newborn bloodfrom the GPA.

In 2008,Governor Tim Pawlenty vetoed a propos to expressy providefor the optout
system and inddfinite storage of the newbom blood samples and test results. He explained:

Government handling and storage of genetic information is a seriousmatter.
Removing the requirement for express authorization from parents regarding the
longterm storage and potentia future uses of genetic samples, especially when
such storageand use is not related to newbom screening, is concerning.”™

In 2009,awork group convened by the Commissione of Administration to develop
prindples for public policy ontheuse of gendic informationin Minnesota issued a report
stating, Ohere is aneed for additiond guidance from the L egislature regarding Minnesota
Statutes, section 13.3863° Thereport sets forth a number of recommendaionsfor changesin
genetic information law across a spectrum of statutes and programs.”® Two minority reports
induded in themajority report counter some of therecommendaions induding the
recommendaionsfor newbom screening.

The 2009legis ature did notadoptany amendments to the Genetic Privacy Act.”’
However, legidative hearingson proposd amendments hdd on March 16 and 17,2009provide
vauable ingghtinto DefendantsCcondud and thelegidative history of the GPA. Exchanges
between Senaor Hann and Mark McCann and Stine from MDH are particularly ingghtful:

Senaor Hann: And Mr. Stine or Mr. McCann B1®n not sure Bbut can you tell me
how many parents have given their consent to have the bloodthad
collected from the screening to be stored and used by the

Department up to this point? How many parents have given thar
conent to that?

8 Orren Aff.! 8.

" Bellig Aff., Ex. 3.
> Orren Aff. |
® Orren Aff. !
" Orren Aff. !

, Ex. 2.
, Ex. 2.
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Mr. McCann:

Senaor Hann:

Mr. McCann:

Senaor Hann:

Mr. Char, Senaor Hann, thenumber of paents who have given
congent to store thedried Bresidud dried blood spots with the
Minnesota Department of Health is zero. 1@ currently nota
requirement to use informed congent to store the dried blood spots
currently, as a current practice.

And, Mr. Charman and Mr. McCann, | guess | thoughttha was a
requirement, that any collection or storage or use of genetic
material had to Bit was required tha informed consent be a part of
tha process to do tha, so 1®n not sureif | undestand why you say
there@® no law tha goveanstha. | thoughtwe did have agenera
law tha said you can®store this without consent.

Mr. Chair, Senaor Hann, | dor® think my respons indicated that
there wasn@a law, jud nota current practice for us to have
written, informed conent to opeaate a newbom screening program.

Within the boundaies of program opeaationsbour interpretation
of current law Dit@ well within theboundaies to opeate a
program and use those dried blood spots to test and aso for qudity
assurance, qudity control, and qudity improvement outcomes.

Weéll, Mr. Charman and Mr. McCann, | really object to tha. | B
my undestanding isthelaw oninformed consent is pretty clear. It
soundslike what you®e saying is tha youjug have notbeen
abiding the law and collecting and storing the material anyway.

| e al'so been told and have reason to bdieve tha there was an
administrative law court ruling tha pertained to thisissue, and the
respon to that was tha the Department changed the rule and kept
up with the practice.

And| find this disturbing tha the Department has been actingin
this fashion, when it seems to meto be pretty clear that you need to
have informed consent if you@e goingto collect this kind of
material from people and use it for any pumpose, and 1@n concerned
tha the Department has been ignoting that law or thoe provisions
and now you have broughtalaw tha is, in effect, giving you tha
statutory authority to dowha you have been doing without
authority.”

E

[preceding is a discussion concerning the proposd amendment to
require informed consent for storage beyondtwo years] Wha 1@n

8 Bellig Aff., Ex. 4, pp. 13-15.
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objecting to isthe Department retaining the materia that they get
from the screening for up to two years to use for purposes tha they
decidewha those purposes may bewithouttheinformed consent
of the patient or thebin this case, the baby@ parents.
And | think tha presents a major conflict with thestandad we
havein law that applies, at least in languaye, to all genetic
information. Andwe have tha standad. 1t@ beenin placefor a
longtime.”™
Theintent of the GPA was furthered clarified in the March 17,2009committee session,
where Representative Emmer explained tha MDH was to be destroying the blood samples unde
current law.2° In respons, Representative Thissen stated, O think that theway the bill was
origindly drafted called onthis to hgppen actudly...3"
Plaintiffs
On March 11,2009 Plaintiffs commenced this lawsuit. Plaintiffsindude28 children and
thar paents/guadians MDH collected blood specimensand performed newbom screening for
each of the 28 children#* MDH received two parental destruction directives (onefor destruction
of the specimen and test results, and the other orly for destruction of thetest results.)®* MDH
allegesthat it has not used any blood specimensfrom 26 of the children for pubic health studies
or research.#* MDH cannotconfirm whether or not specimens from the remaining two children
were used in public health studies or research
Plaintiffs had experiences incongstent with MDHG@ rosy depiction of newbom

screenings  For example, in two separate inddents, Plaintiff Andrea Kish-Bailey objected to the

hosital @ taking of her newbom children®@ blood, but the nurse told her, contrary to MDH®

" Bellig Aff., Ex. 4 pp. 21-22.

8 Hendrickson Aff., Ex. 1, lines 112-120.
81 Hendrickson Aff., Ex. 1, lines 123-126.
8 7erby Aff.! 3

8 Zerby Aff.
8 Zerby Aff.
& Zerby Aff.

3.
5.
5.
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assertions tha thelaw mandaed thesample.®® Thenurse and hosital took samples from the
two children despite the parent® objection®” Ancther Plaintiff, Shay Rohde heard about
MDHG condud before the birth of her child and was prepared to object to thetaking of the
bloodsample.®® Rohdenever received any written documents or information aboutthe reasons
for thetaking of theblood test at the howpital .2 Rohde objected to the bloodtest buta
pediatrician later represented to Rohdethat the blood sample was nota DNA test.*® Rohde
conented. But then Rohdelater requested, in writing, the destruction of the blood spot and test
daa® Rohdenever received arespon to her request.”

Plaintiffs fear theuse of thar blood specimensand test results by govenment and private
entities for unknown puposs.*® They broughtthis lawsuit seeking damages and injundive
relief unde statutory, conditutiond, and common law.** Plaintiffs also seek an order compdling
Defendants to comply with the Genetic Privacy Act.*®

STANDARD OF REVIEW

Defendants broughta motion to dismiss or aternatively for summary judgment. The
standad of review for amotionto dismissiswell established. Thecourt only determines
whether the Complaint sets forth alegdly sufficient claim for relief. Nolan v. City of Eagan, 673
N.W.2d 487, 492 (Minn.Ct. App. 2003 review denied March 16,2004 Thecourt accepts the
factsin the Complaint as true and makes all reasonable and favorable inferences in favor of

Plaintiffs. /d. Whether Plaintiffs can provethefacts alleged isimmaterial. /d. A motionto

& Kish-Bailey Aff.!! 2-3.
8 Kish-Bailey Aff.!! 2-3.
% Rohde Aff. ! 2.

% Rohde Aff. ! 4.

% Rohde Aff.!! 3, 5-6.
! Rohde Aff.!! 6-7.

2 Rohde Aff. ! 7.

% Amended Compl.
 Amended Compl., p. 9.
 Amended Compl., p. 9.

18



dismiss mug bedenied Of it is possible on any evidence which might be produced, condstent
with the pleader® theory, to grant therelief demanded.O Id. When the Court consders materias
outsidethepleadings themotionis converted to onefor summary judgment. Minn.R. Civ. P.
1202. Likewise, the standad of review for amotion for summary judgmentis well established.
Movants mug provethereis no genuineissue of fact and tha they are entitled to judgnent as a
matter of law. Sauter v. Sauter, TON.W.2d 351,353 (Minn.1955) QAll doubs and factud
inferences mug beresolved against the moving party.O Nord v. Herreid, 305N.W.2d 337,339
(Minn. 1981)(emphasis added). Non-movants defeat summary judgnrent by showing genuine
issues of material fact exist either throughdirect contradictory evidence or throughreasonable
inferences drawn from theevidence. See Coble v. Lacey, 90 N.W.2d 314, 320-321(Minn.
1958) Evenif plaintiff isunlikely to succeed before ajury, summary judgnent mug be denied
if Qlaintiff has made an offer of proof of any evidence to suppot [ther clams|E .O Lowry Hill
Properties, Inc. v. Ashbach Construction Co., 194N.W.2d 767, 774(Minn.1971)rehearing
denied March 16,1972 (QR]esort to summary judgment was never intended to subditute for aE
trial by jury where any genuineissue of material fact exists.O Sauter, 70N.W.2d at 353.

Purely legd questionsmay beaddressed unde a motion to dismiss or for summary
judgment. In this case, the Court may resolve some core legd issues of thislitigaion, induding:
(1) whether test results and newbom blood samples conditute Qyenetic informationQunde the
Genetic Privacy Act; (2) whether individud @ have a propaty interest in their bloodand DNA;
(3) whether common law torts protect privacy and propaty interestsin bloodand DNA; (4)
whether the conditutiond rightto privacy protectsindividuds from the unlawful andysis of
thear bloodand DNA; and (5) whether thereis a private cause of action for damages for violation

of Minnesota® conditution.
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However, to the extent Defendants rely on Qundisputed factsOto invokeimmunities or
suggest there is noissuefor trial onany of PlaintiffsOcauses of action, ther motion should be
denied. Paintiffsare entitled to condud¢ complete discovery before beng called uponto defend
amotionfor summary judgment. Minn. R. Civ. P. 56.06. Given thepreliminary stages of this
litigaion, there has been little discovery. Defendants have produced voluminousdoaumentsin
response to written requests, butthere has been inaufficient time to review nearly 8,000
doauments. Furthermore, there have been no depasitionsand no oppotunity for Plaintiffsto
follow up with further discovery based on disclosures to date. Thus while Plaintiffs will defend
themotion for summary judgnent with theinformation they have to date, thisinformationis
incomplete and additiond information could bediscovered pending further proceedingsto
further suppot PlaintiffsCclaims.

ARGUMENT

Plaintiffs broughtclaims for violation of the Genetic Privacy Act, taking of thar genetic
propety withoutjus compensation, tortiousviolationsof thar rightsto privacy and genetic
propeaty, and violation of ther conditutiond rightto privacy. Theclams are suppoted by law
and are discussed in turn beow.

A. Defendants violated Minn. Stat. © 13.386, the Genetic Privacy Act.

Thegendic privacy act prohibits the collection, storage, use, and dissemination of
Qendtic informationOwithoutwritten informed consent. Minn. Stat. @ 13.386,subdiv. 3. There
isno dispute - Defendants have not obtained any written informed consent for the collection,
storage, use, and dissemination of blood specimensand test results.®® Theonly truedispute on

the statutory claim iswhether Defendants condud falls within thedefinitionsand scopeof the

% Bellig Aff., Ex. 8, Admission 18; McCann Aff. || 3-4 (Instead of seeking written consent to retain the specimen
and test results, MDH provides pt-outOinformation to the parents.).
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GPA and therefore requires written informed coneent. Defendants violated the GPA because
blood specimensand test results fall within the definition of Qyenetic informationCand because
Defendants collected, stored, used, and disseminaed Plaintiffs genetic information without
written informed consent.

1. Newborn blood specimens and newborn screening test results constitute
genetic information under the Genetic Privacy Act.

Defendants are responsble for two distinct violationsof the GPA: (1) the storage, use,
and dissemination of newbom blood specimens following initial nevbom screening, and (2) the
collection, storage, use, and dissemindion of test results obtained throughscreening and other
testing of the newborn blood specimens. The statute provides two definitionsfor Qyenetic
information®

(@  GBendic informationOmeansinformation aboutan identifiable individud
derived fromthe presence, absence, alteration, or mutation of agene, or
the presence or absence of a specific DNA or RNA marker, which has
been obtained from an andysis of:

(1) theindividud@ biological information or specimen; or
(2) thebiological information or specimen of a personto whomthe
) individud is related.

(b) GGenetic informationQalso means medical or biological information
collected from an individud abouta particular genetic condtiontha isor_
might be used to providemedica care to tha individud or theindividud @
family members.

Minn. Stat. @ 13.386,subdiv. 1. Unde these definitions information obtained from testing of
newbom blood samples and the blood samples are genetic information unde the statute.

I Newborn screening test results congtitute genetic information under the
statute.

Defendants do not dispute tha thetest results from newbom screening congitute genetic
information. Unde the statute, genetic information indudes (1) information derived fromthe

presence, absence, alteration, or mutation of a gene, or the presence or absence of a specific

21



DNA or RNA marker obtained from an andysis of theindividud @ biological information and
(2) any medical or biologica information collected from an individud aboutaparticular genetic
condition that is or might be used to provide medical care to that individud or theindividud
family members. Minn. Stat. @ 13.386 subdi. 1. Because the nevbom screening tests for
congeanital genetic conditions theresults are clearly medical and biological information abouta
paticular genetic condition. Theinformationis used for thetreatment of any individuds with
postive test results and any test results, negétive or postive, could be used for an individud®
future medical treatment. Thus regardiess of DefendantsOpostion on theactud blood samples,
there is no dispute tha thetest results obtained from any testing (whether by Defendants or
private organizationg fall within the scopeof the Genetic Privacy Act.

ii. Newbomn blood samples are genetic information under the statute.

DefendantsCdefense to thar indefinite retention of newborn blood specimensis that the
specimensare objects, and therefore not covered by the GlataOpractices act.”” However, it is
clear fromthe Department(3 testimony at hearingsand attempts to changethelaw on informed
congent, that they donot bdieve thar own argument. McCann essentially admits tha gendic
material is covered by theinformed consent statute:

Senaor Hann: And, Mr. Charman and Mr. McCann, | guess | thoughttha was a
requirement, tha any collection or storage or use of gendic
material had to Bit was required that informed consent bea part of
that process to do that, so 1n notsureif | undestand why you say
there@ nolaw that govenstha. | thoughtwe did have ageneral
law that said you can®@store this withoutconsent.

Mr. McCann: Mr. Chair, Senaor Hann, | dor@think my response indicated that

there wasn®alaw, jus nota current practice for usto have
written, informed conent to opeaate a newbom screening program.

" DefendantsOMemo 1, p. 17.
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The Department now argues that Qyenetic informationQO's information or knowledge
Gbbtained fromthe andysis of&a biological specimen.(3® DefendantsGargument and definition
fails because thar retention of bloodsamplesis a congructive violation of the statute, and prope
statutory congruction establishes tha the blood samples are genetic information unde the
statute.

First, assuming arguendotha DefendantsOinterpretation is correct, theretention of blood
specimensis still subject to the statute. While it may be possible to collect and store blood
specimens it isimpossible to andyze them withou obtaining Onedical or biological
informationO Minn. Stat. & 13.386, subdiv. 1 (b). Only onepurmpos can exist for the
Department® warehousng of blood specimens- the future andysis and extraction of genetic
information. When MDH or oneof its private contract partners peform tests on the specimen,
they have collected, stored, and potentially used the resulting data withoutthe written and
informed congent of the parents (or child if theage of mgjority). Thus aviolation occurs upon
any use of theblood specimen. Because there is no purpo<e for keeping the specimen, except for
further andysis, storage of a specimen is congructive collection, storage, and use of gendtic
information as defined by the statute.

Second, statutory congruction establishes tha the Genetic Privacy Act appliesto blood
specimens. The Merriam-Webser onlinedictionay defines OnformationCes follows:

2 a(1): knowedgeobtained frominvestigaion, study, or ingructionE
b: theattribute inhaent in and communicated by oneof two or more
alterndive sequences or arranganents of something (asnucleotidesin

DNA or binary digitsin acomputer program) tha produce specific
effectsE

% DefendantsOMemo 1, p. 17, n. 13.
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Onformation O Merriam-Webster Online Dictionary. 2009 Merriam-Webger Online 21
September 2009.<http://www.merriam-webger.com/dictionay/information> (emphasis added).
Defendants, in an effort to avoid the obviousmeaning of the statute, attempt to strictly
interpret theword Onformation®&to mean daa obtained from studytesting of the newbom blood
samples. Defendantsignae a more precise definition, which indicates that DNA itself is
information because it contains arrangaments/'sequences of nudeotides. All of theinformationis
within thebloodsample. All tha isneed to bedoreisthetrandation of theinformation through
testing and andysis. Inthis case, because the blood samples contain the DNA, andthe
nudeotidesin DNA fit the common definition of Gnformation Othe blood samples are
information unde the GPA® definitions™
Defendants attempt to manufacture a dispute over the definition of GnformationCand
therefore avoid its obligaion unde thelaw. If thereisadispute ove theterm, and an ambiguity
in the statute, it requires resolution by statutory congruction. According to the cannonsof
statutory congruction:
Theobiject of all interpretation and condruction of laws s to ascertain and
effectuae theintention of thelegidature. Every law shall be condrued, if
possible, to give effect to all of its provisons
Minn. Stat. @ 64516. When condruing a statute, the Court should be guded by the presumption
tha (1) thelegidature does notintend aresult tha is absurd, impossible of execution or

unreasonableOand (§2) the legid ature intendsthe entire statute to be effective and certain.O

% The GPA® second definition further provides that genetic information isinformation Ghat is or might be used to
provide medical care to that individual or the individual @ family members.O The definition contains not
requirement that the information actually be or is intended to be used to treat the individual, only that it GnightObe.
Thus, because Defendants can link any studies or testing done with the blood sample back to the original newborn
donor, that information could be used (although it may not actually not be) to treat that individua or his or her
family. Thus, testing or studies done with a sample are subject to the GPA® requirement of written informed
consent.
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Minn. Stat. @ 64517. When there are ambiguitiesin the law, the court should lookto a number
of factorsin determining legidative intent, induding:

(1) theoccasion and necessity for thelaw;

(2) thecircumstances unde which it was enacted;

(3) themischief to beremedied;

(4) theobject to beattained;

(5) theformer law, if any, induding other laws uponthe same or similar subjects,

(6) theconequences of a particular interpretation;

(7) the contemporaneouslegidative history; and

(8) legidative and administrative interpretationsof the statute.

Minn. Stat. @ 64516. QC]apriciousdistinctionsare notto beimputed to thelegislature. Unjust
and indeengble results of a statute are to be avoided by congruction, if possible.O Pomeroy v.
National City Co., 296 N.W 513 515(Minn.194]). When thelegidative intent of a statute is
ascertained, it nugt be so condrued asto give effect to such intention, even if it seems contrary
toE thestrict letter of thestatute.O Winters v. City of Duluth, 84 N.W. 788,789 (Minn.1901)

DefendantsOnarrow interpretation of theterm GnformationOwould yield an absurd result.
Adoping DefendantsOnarrow interpretation of genetic information to excludethe blood
specimenswould rende the statute meaningless. In tha event, the gendtic privacy statute would
do nothing to prevent theinddinite, nonconsensua storage of the mog private characteristics of
an individud Bther DNA. This could not have been theintent of thelegidature.

Next, thelegidative history suppots theinterpretation tha blood specimensare indudel
within the meaning of Qyenetic information.O Take for example, the statements by Senaor Hann
inaMarch 16,2009hearing:

Senaor Hann: And, Mr. Charman and Mr. McCann, | guess | thoughttha was a
requirement, that any collection or storage or use of genetic
material had to Bit was required that informed consent be a part of
tha processto dotha, so In notsureif | undestand why you say

there@ no law that govenstha. | thoughtwe did have a general
law that said you can®@store this withoutconsent.
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Mr. McCann:

Senaor Hann:

Mr. Chair, Senaor Hann, | dor® think my respons indicated that
there wasn@a law, jud nota current practice for usto have
written, informed conent to opeaate a newbom screening program.

Within the boundaies of program opeaationsbour interpretation
of current law Dit@ well within theboundaies to opeate a
program and use tho<e dried blood spots to test and aso for qudity
assurance, qudity control, and qudity improvement outcomes.

Weéll, Mr. Charman and Mr. McCann, | really object to tha. | B
my undestanding isthelaw oninformed consent is pretty clear. It
soundslike what you®e sayingistha youjug have notbeen
abiding the law and collecting and storing the material anyway.

| Qe al'so been told and have reason to bdieve tha there was an
administrative law court ruling tha pertained to thisissue, and the
respon to that was tha the Department changed the rule and kept
up with the practice.

And| find this disturbing tha the Department has been actingin
this fashion, when it seems to meto be pretty clear that you need to
have informed consent if you@e goingto collect this kind of
material from people and use it for any pumpose, and 1@n concerned
tha the Department has been ignoling that law or thoe provisions
and now you have broughtalaw tha is, in effect, giving you tha
statutory authority to dowha you have been doing without
authority.*®

Theintent of the GPA was further clarified in theMarch 17, 2009committee session,
where Represented Emmer explained MDH was to be destroying the blood samples unde
current law.'®* In respons, Representative Thissen stated, O think that the way the bill was
origindly drafted called onthis to happen actudly...3% Based on this history, it is clear that by
adoping the Genetic Privacy Statute, thelegidature was attempting to prevent government
interference and themisuse of an indvidud® gendtic identity.

For suppot of thar interpretation, Defendants rely on this exchangebetween legidators:

100 Beflig Aff., Ex. 4. pp. 13-15
101 Hendrickson Aff., Ex. 1, lines 112-120.
192 Hendrickson Aff., Ex. 1, lines 123-126.
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Representative Liebling: Representative Holberg, | jug have to ask you, the
section that@ in here on genetic informationis that
going to impact the Mayo Clinic@ ability to do
medical research, collect samples, and use it years
later to cure diseases that we didn®even knowthat,
tha we had? | jus wonde if you have been
throughthe process with them and had hearing tha
in which you learned alittle bit abouthow tha
mightimpact medical research in the state?

E

Representative Holberg: Mr. Speaker and Representative Liebling, this
govensthecollectionof daaby govenment
entities and does not precludetha collection if it
otherwise allowed by current law. Thiswasa
recommendaion of the genetic study group. It was
abill of Representative Kahn@'®

More than anything Representative Holberg® statement makes it clear that DefendantsO
condud had to beexpressy authorized by law to avoid liability unde the GPA. Theonly law in
effect was the newbom screening statutes, which do not providefor theinddinite storage use,
and dissemination of gendtic material and test results.

Theintention of thelegidature may befurther ascertained by congdering administrative
interpretationsof the statute. Minn. Stat. @ 64516. The ALJundestoodthe absurdity of
l[imiting the statute to test results and allowing Defendants to do whaever they wish with the
bloodsamples. Initsreport, the ALJrecommended reformsto the proposed rules that required
Defendants to inform parents who consented to use of genetic information to receive information
regarding thefuture use of thetest results and theblood sample!® Therecent Senae hearings
expressed displeasure tha the Department ignored the ALJ recommendaions and decided to
continueto do whaever they wanted. Even after the passing of the GPA statute, theruling by

the ALJ, theconfirming of the ALJ opinion by the Chief ALJ, and these Senate Hearings

193 Hughes Aff., Ex. 4, p. 6.
104 Bellig Aff., Ex. 1, ALJ pp. 22-23.
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bringing the problem to even clearer light, the Department has donenothing to comply with the
law.

Lastly, the Court mug consder the consequences to the public of adoping the particular
interpretation demanded by the Department. Minn. Stat. @ 64516. If the Court grants
DefendantsOmotion, it would hold that theinddinite storage, use, and disseminaion of the
unigquegenetic makeup of every child bom in this state is not prohibited by statute. Thiswould
be an unfortunae consequence of such anarrow interpretation. To give the statute any
meaningful effect, it mug befoundtha the blood samples conditute gendtic information unde
the statute.

2. The Genetic Privacy Act appliesto conduct after initial newborn screening is
complete.

Because Defendants cannotescapethefact that blood samples, nevbom screening
results, and results of testing performed by private entities are Qyenetic informationGend fall
within the scopeof the Gendtic Privacy Act, they attempt to circumvent the statute by arguing
thelaw does not apply because thar condud occurred pursuant to the newbom screening
statutes.’® However, nothing in the nevbom screening statutes permits Defendants to store test
results and blood samples inddinitely, use thetest results and samples for anything other than
newbom screening, or disseminate thetest results to private entities for public and private health
studies.

The GPA itself provides:

Unless otherwise expressy provided by law, gendtic information aboutan
individud:
1) may be collected by agoveanment entity, as defined in section 13.02,

subdivision 7a or any other person only with thewritten informed consent
of theindividud,

195 DefendantsOMemo 1, p. 18-22.

28



(2) may beused only for the pumposes to which theindvidud has given
written informed consent;
(3) may be stored only for a period of time to which the individud has given
written informed consent; and
(4) may bedisseminaed only:
1) with theindividud @ written informed congent; or
(iD) if necessary in order to accomplish purposes described by
clause (2). A consent to disseminae genetic information
unde item (i) mug besigned anddaed. Unless otherwise
provided by law, such aconsent isvalid for oneyear or for
aless period specified in theconsent.

Minn. Stat. & 13.386,subdiv. 3 (emphasis added).

Thenewbom screening statute provided tha certain responsble parties were to collect

the newbom blood specimensfor testing and tha the commissione isresponsble for

determining which tests to administer. Minn. Stat. @ 144125,subdvs. 1-2. Anothe statute

previoudy established the commissiona @ duties concerning newbom screening:

Thecommissiong shdl:

(1) notify the physiciansof newbomstested of the results of thetests performed;
(2) makereferralsfor the necessary treatment of diagnosed cases of heritable and
congeanital disorders detected by the screening program for the purpo<e of

follow-up services,

(3) maintain aregistry of the cases of heritable and congenital disorders detected
by the screening program for the purpose of thefollow-up services,

(4) prepare aseparate form for use by parents or by adults who were tested as
minors to direct tha blood samples and test results be destroyed;

(5) comply with adestruction request within 45 days after receivingit;

(6) notify individudswho request destruction of samples and test results tha the
samples and test results have been destroyed; and

(7) adoptrulesto carry outsections144125 to 144128.

Minn. Stat. © 144128.

Theonly recordstha arguebly could bekept unde the newbom screening statutes are Ga

registry of the cases of heritable and congenital disorders detected by the screening program for

the purpose of thefollow-up services.O Minn. Stat. © 144128 This narrow provision does not

authorize Defendants to keep aregistry of casesfor al testing results nor does it authorize any
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storage of test results and blood samples beyondthe immediate need for reporting to health care
providers for follow-up care.*®

The ALJ addressed thisissuein detail, holding tha the newbom screening statute did not
authorize theinddinite retention and dissemination of the genetic information for purposes
beyondtheinitial nevbom screening:

Moreover, while Minn. Stat. & 144128 specifies that the Commissione® duties
shdl indudeQOnaintain[ing] aregistry of the cases of heritable and congenital
disorders detected by the screening program for the purpo< of follow-up
services,Othis provision does not provide any support for the Depatment@
current practice of making information obtained from newbom screening
available to third parties for research purposes. Thereisno express
authorization in the newbom screening statute for the Department(® current
practice of retaining the information indefinitely without consent and permitting
theinformation to be used withoutconsent for purposes other than the detection,
treatment, and follow-up of heritable and congenital disorders as contemplated by
the newbom screening statute. ™’

The Chief Administrative Law Judge affirming the ALJ@ Report in al respects and further
denying arequest for recongderation, explained:

The Depatment isrelying ontheimplication that, because the parents have the
optionto have thebloodspots destroyed in 24 morths, a parent who does not
elect tha optionis authorizing the Department to retain the blood spots
inddfinitely.

While onecould reasonably draw that inference, Minn. Stat. @ 13.386requires
more than alogical inference or implication. It requiresthe exceptionto its
coverageto be therwise expressly provided by law.GE An implication or
logical inference is notan express provision. Thereisno express provison in
law that exempts the blood spots from the coverageof Minn. Stat. & 13.386%

196 Defendants also suggest that the newborn screening program is governed by pre-existing law found in Minn. Stat.
oo 13.02 (collection, security, and dissemination of records; definitions), 13.3805 (public health data). Neither of
these statutes authorize DefendantsQillegal storage, use, and dissemination of genetic information beyond the
immediate need for newborn screening and follow-up care.

197 Bellig Aff., Ex. 1, ALJ p. 22 (emphasis added).

198 Bellig Aff., Ex. 2, CALJ pp. 1-2 (emphasis in original).
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Defendants arguetha thelaw was notintended to changethe nevbom screening
system.'® Plaintiffs do notcontend tha the GPA should hinde the newbom screening program.
Rather, the GPA applies to thetest results and samples when they are stored, used, and
disseminated beyond thereporting of postive results for the purpo< of follow-up care. The
GPA alows newbom screening to proceed with the pt-out systemObut if Defendants wish to
store, use, and disseminae genetic information after theinitial screening, they mug adheeto the
ptinOsystem and legd requirement of obtaining informed consent unde the GPA. Because
there is no express provision anywhere in the Minnesota law tha permitted theinddinite
storage, use, and dissemination of the newbom test results and blood samples, all condud
beyondtheinitial nevbom screening and reporting of postive results for follow-up care is
subject to the Genetic Privacy Act.

3. Defendants collected, stored, used, and disseminated PlaintiffsOgenetic
informationin violation of the Genetic Privacy Act.

Plaintiffs have broughtthis action for damages and injundive relief because efendants
collected, stored, used, and disseminaed the minor PlaintiffsObloodand genetic information
withoutwritten informed conentEO''® The Department further contendstha ther condud is
lawful because any dissemination occurs only with Gle-identifiedOsamples or test results.™*
Thisis a speciousand deceptive argument.

First, the Department already admittedly violates this provision because the Department(®
very own storage bank, use of blood samples and use of test results contain theidentifying

information. Secondly, if they are disseminating this genetic information to private entities (they

admit tha they are) it does not matter in what form theinformationis contained. The statute

199 DefendantsOMemo 1, pp. 21-22.
% Amended Compl. | 22.
1 DefendantsOMemo 1, pp. 26-27.
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prohibits thedisseminaionin any form. Lastly, agenuineissue of materia fact existsasto
whether the samples and test results disseminaed and possibly sold to private paties are truly
beng deidentified.

i. Violationsinclude collection, storageand use; violations are not limited
to dissemination.

DefendantsOcontend that they did notviolate the statute because there was no
dissemination of PlaintiffsOactua bloodsamples or genetic information*? However, PlaintiffsO
clams are not limited to the disseminaion of blood samples and gendic information. Rather,
the claims extend to MDH® own collection, storageand use of the blood samples and test
results for its own purposes.

i Violations still occur, even if genetic information is Odeidentified.O

Unde thefirst definition, Qyenetic informationOmeans Onformation aboutan identifiable
individud.O However, unde the second definition, Qyenetic informationOmeans Onedical or
biological information collected from an individudEQ Minn. Stat. @ 13.386,subdiv. 1 (b). The
ddfinition unde subdiision 1(b) does notindudetherequirement that theinformation mug be
aboutan identifiable individud. Accordingly, even if thebloodsamples are stored, used, or
disseminated withoutidentifying information, they are still subject to therequirements of written
congent as the same blood spots and test results fit squaely within the second definition of
Qendtic information.O

iii. Genuineissues of material fact exist asto whether the genetic
information is Odeidentified.O

First, nobloodsampleis ever truly Qle-identified.O It is common knowledgethat DNA is

themod individud component of a human beng. DNA is often referred to as a blueprint of a

12 DefendantsOMemo 1, pp. 26-27.
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person. Sinceitisessentialy auniqueblueprint for each individud, it can never befully de-
identified.

Based on preliminary discovery in this matter (with minimal oppatunity for its review),
thereis evidence tha Defendants disseminate blood samples and test resultsto private
organizationswith information that could lead to theidentification of the specimen@ donor.
Nonedhdess, Defendants contend that there is no liability for disseminaion of information
because they allegetha al disseminated information is Gle-identified. 3%

Unde thefirst definitionin the statute, Gienetic informationGneansinformation about
an identifiable individudEO Minn. Stat. @ 13.386,subdiv. 1 (a). Thestatute does not define
Qdentifiable individud.O See Minn. Stat. © 13386 Despite MDHG reassurances tha its
disseminationis donewith Qle-identifiedOsamples, it is not so clear what MDH meanswhen
they say that the blood samples and test data are Qle-identified.O In response to arequest that
Defendants Qorovide all doauments that show theMDH process of de-identification and
reidentification, induding the MDH QunidentifiedOstandard, and randomidentification keys,O
Defendants replied:

No doauments exist showing MDH processes of de-identificationand
reidentification, noris there any doaumentation about an QunidentifiedOstandad
or randomidentification keys.™

Thus it appearsthere are no set de-identification procedures and the process and
standadsfor de-identification vary from project to project and are subject to subjective
standads For example, an e-mail exchangebeween MDH employees establishes tha de-
identification is a subjective stlandad.*®> Asthee-mail explains theU of M cancer research

center wished to use daa from the cancer surveillance system, the birth registry, and newbom

13 DefendantsOMemo 1, p. 27, n. 18.
14 Bellig Aff., Ex. 6.
15 Bellig Aff., Ex. 7.
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screening blood spots. MDH employess were to combinethe daa sources™® Thee-mail

explainsthat the U of M would then Qeceive a dataset tha containslittle potentially identifying

information.3'" However, thee-mail continues:
Theonly remotely identifiable information thet the Pl will receiveis zip code
fromtheMCSS (time of diagnoss), zip codefrom mother@ mailing address from
thebirth certificate, and the exact dae of birth from both sources. The Pl would
notbeable to use publicly available data sources to identify the child with these
two daa elements. (Althoughif hehad accessto our full birth certificate data
base, he could identify some children in sparsely popuated zip codes.)*®

The Department official had No concerns G*

In another example, MDH intended to provide newbom blood specimensto athird-party
research ingitution for MNA extraction3*° According to the application, the specimenswould
be assigned arandomidentification key, known only to theMDH Newbom Screening
Program.3% According the application Odentity of all subjects (study and control groupg will
not berevealed to theresearchers or anyoneelse outsidethe MDH at any point of the study and
will remain anonynous'?

Given theinformation in this research request, the Department admits tha they retain for
their reference a Gandomidentification key.O Should the oppotunity arise, the Department
could link results from private studies to theindividud sample donoss. Accordingly, even if we
assume MDHG@ allegationsthat private entities do not receive identifying information, MDH still

has access to the randomkey and can link the private data back into MDH® database and then

locate the sample donor.

Y6 Bellig Aff., Ex. 7.

U Bellig Aff., Ex. 7.

18 Bellig Aff., Ex. 7(emphasis added).
19 Bellig Aff., Ex. 7.

120 Beflig Aff., Ex. 10.

121 Bellig Aff., Ex. 10.

122 Bellig Aff., Ex. 10.
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Oppottunity to fully review Defendants disclosures and condud further discovery may
yield additiond evidence tha the Department disseminates the blood samples and test results
with identifying information.

4, All Plaintiffs are entitled to relief under the Genetic Privacy Act.

All Plaintiffs are entitled to relief unde the Genetic Privacy Act. A number of remedies
are available for DefendantsOviolation of the GPA. Any person damaged for violation of the
GPA may seek damages and exemplary damages for willful violations Minn. Stat. @ 13.08,
subdi. 1. A person may bring an action for injundive relief agang thegovenmentif it
proposs to violate this chapter.O Minn. Stat. @ 13.08, subdiv. 2 (emphasis added).
Furthermore, Giny aggrieved personOmay bring an action to compd compliance with the GPA
and seek civil pendties. Minn. Stat. @ 13.08, subdw. 4. Plaintiffs may recover thar cogs and
attorney fees. Minn. Stat. @ 13.08, subdivs. 1, 4.

The GPA was effective as of Augug 1, 2006and Gipplies to genetic information
collected on or &fter tha date.O 2006Session Laws, Ch. 253 4. Defendants movefor the
dismissal of claims by 18 of the children from whom samples were collected prior to Augug 1,
2006. However, these children still have claimsfor congructive and propod violation of the
GPA. Accordingto Defendants, the blood samples themselves are not genetic information.
However, there isno dispute tha testing performed on blood samples results in theretrieval of
gendic information. If testingis or was performed on these samples on or after Augug 1, 2006,
whether by MDH or a private entity, then Qyenetic informationOwas collected after the GPAG
effective date and these Plaintiffs have an action for damages.

Furthermore, Defendants identified two children for whomthey had no record indicating

whether or notthar specimenswere used in public health studies or research. Discovery is
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warranted to see whether it can be ascertained whether these children® blood samples were used
in private testing following the GPA® enactment date, why the Department appaently cannot
accountfor theuse or dissemination of bloodsamples in thar control, and whether there are
issues of spoliation.

Findly, because there is noreason for Defendants to store the blood samples and
newbom screening test results for an inddinite period, other than to make further use or generate
more test results, al Plaintiffs have continuing claims for injundive relief and to compd
compliance with the GPA.

5. The Stateisnotimmune from liability for its violation of the Genetic Privacy
Act.

Defendants claim immunity to the conditutiond/fundamental right claims and tort
clams. For pumposes of clarity, Plaintiffs wish to highlight that the State waived its clamsto
immunity for violation of the Genetic Privacy Act:

The state is deemed to have waived any immunity to a cause of action broughtunde this
chapter.

Minn. Stat. @ 13.08, subdiv. 1.

B. Defendants are liable for their unlawful taking of PlaintiffsCbiological and genetic
property without just compensation.

Plaintiffs broughtclaims unde the U.S. and Minnesota Congitutionsfor thetaking of
ther genetic propaty withoutjust compensation?®* The Fifth Amendment to the United States
Conditution provides tha private propaty shdl nat betaken for publc use, withou just
compensation. Thisamendment is applicable to the states throughthe Fourteenth Amendment to
the United States Conditution. Phillips v. Washington Legal Foundation, 118S.Ct. 1925,1930

(1998) Unde, Article 1, Section 13 of the Minnesota Conditution, QPrivate propety shal not

123 Amended Compl. ! ! 41-42.
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betaken, destroyed or damaged for publc use without jus compensation therefor, first pad or
secured.O Whether the government( taking of blood samples, DNA, and other genetic
informationis compensable unde the U.S. and Minnesota Conditutionsis an issue of first
impression.

1. Plaintiffshavea property interest in their blood spots and DNA.

Whethe gendic material is propaty unde thetakingsclause of theU.S. and Minnesota
Conditution appearsto bean issueof first impression. Plaintiffs urgethe Court to adoptarule
of law in which gendtic material, induding bloodand DNA, is propaty unde the state and
federal conditutions Theruleis suppoted by Minnesota® implicit recognition of a propetty
rightin genetic materia in statute and case law, by the developing trend throughoutthe country
of recognizing propaty rightsin genetic material, and DefendantsCown treatment of blood and
DNA as propaty.

i. Minnesota law recognizes a property right in an individualsOgenetic
material.

TheU.S. Supreme Court once explained tha:

Liberty and propety are broad and majestic terms. They are amongthe
great (conditutiond) conceptsE  purposely |eft to gether meaning from
experienceE (T)hey relate to thewhole domain of socia and econonic
fact, and the statesmen who foundel this Nation knew too well that only
stagnant sod ety remainsundchanged. For tha reasonE [tlhe Court has
also made clear tha the propety interested protected by procedural due
process extend well beyondactud ownership of rea estate, chdtels, or
money.

Board of Regents of State Colleges v. Roth, 92 S.Ct. 2701 2706(1972)(internd quottionsand

citationsomitted). As court explained, propaty rights and interests may be crested by Gexisting

rules or undestandingstha stem from an indgpendent source such as state law-rules or

undestandingstha secure certain bendfits and tha suppot claims of entitlement to those
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benefits.O Id. at 2709. Reviewing avariety of statutes and case law in Minnesota leadsto the
condusion tha Minnesota law recognizes a propeaty interest in genetic material.

The Court should first look to the GPA asimplying a propety interest in one3 genetic
material. Section 13.3866requirement tha bloodspecimensand DNA be collected, used,
stored, and disseminated only with theindividud @ informed written consent suggests that
individuds have an interest in the dispostion and use of their genetic material asif it were thar
own propety.

Othe Minnesota statutes grant individuds control over ther body and bodly tissues and
allow thetrander of theright of control to othe's, as onewould trander rights of control over
common persond propety. Unde thehedth care bill of rights, paients have therightto
paticipaein theplanning of thar hedth care; paients have therightto refuse care; written,
informed congent musgt be obtained prior to a patient participaion in experimental research;
and paients have therightto refuse paticipaionin experimenta research. Minn. Stat. &
144651,subdis. 10@), 12, 13. Individuds may execute hedlth care directives and living wills
designaing agents to make decisionsconcerning ther health care. Minn. Stat. ea 145B.03,
145C02. By statute, indviduds have therightto make anaomical gifts. Minn. Stat. @ 525A.05.
Certain individuds retain therightto make anaomical gifts on behdf of a decedent. Minn. Stat.
1 525A.09. Unde Minnesota statute, individuds have therightto Qlirect the preparation for,
type or place of that person®find dispostionEO Minn. Stat. @ 149A.80, subdiv. 1. Orheright
to control the dispostion of theremains of a deceased personE vests inQGa set of surviving
individuds. Minn. Stat. @ 149A.80, subdwv. 2 (emphasis added). Asif bodily remains were
propealy consdered propety notto betampered with, statute provides for the prosecution of

anyonewho Qurrests, attaches, detains or claims to detain any human remainsEO Minn. Stat. ©
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149A.80, subdwv. 9. Findly, statute allows individuds to decide whether to offer ther bloodfor
othesCuse. Minn. Stat. @ 14541 And, it isacommon practice in this state for individuds to
receive compensation for donaionsof bloodplasma

Minnesota case law also establishes a propetty interest in the human body. Minnesota
courts recognize tha thetaking of bloodfor DNA andysisis a severe intruson uponan
individud & bodily integrity. See Welfare of C.T.L, 722N.W.2d 484 (Minn. Ct. App.2006)
(The privacy and fundamental rights cases, which suggest a propaty interest in bloodand DNA,
are discussed in further detail bdow.) The Minnesota Supreme Court also recognized a cause of
action for themisuse of an individud@ likeness. Lake v. Wal-Mart Stores, Inc., 582N.W.2d 231
(Minn. 1998)(recognizing privacy tort of appropriation). These establish arightto bodily
integrity and establish that there is valuein each individud & uniqueidentity.

Reading togeher Minnesota statutes and case law |eadstheinescapable conduson tha
the broad and expangve scopeof (oropetyOindudes an individud @ genetic material.

ii. Courts throughout the nation are beginning to recognize a propety
interest in genetic material.

There appeaarsto beno precedence conaetely establishing a propaty rightin genetic
material tha is compensable when wrondgully taken by the govanment. However, courts
aroundthe county are establishing propeaty rightsin gendtic material asissues from gendic
engineering to artificia reprodudion become more prevalent.

The modg notable case concerning propety rightsin the human bodyis Moore v. Regents
of the University of California. There, JohnMoore soughttreatment at UCLA for hary-cell
leukemia. 249Cal.Rptr. 494, 498(Cal. Ct. App. 1998)review granted Nov. 10,1988. Moore
was seen by Dr. David Golde. Id. Aspart of histreatment, Moore® spleen was removed. 7d.

WithoutMoore@® knowledgeor consnt, Dr. Golde and another UCLA employee determined
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tha Moore® cells were uniqueand proceeded to develop a cell linefromMoore@ cells. Id. The
cell linewas capable of produdng phamaceutical produds of Genomoustherapeutic and
commercial valueO Id. Themarket potential for thecell linewas at onetime estimated to be
worth aboutthree billiondollars. Id. Dr. Goldeand UCLA continued to monitor and take tissue
samples from Moore for nearly seven years withou informing him of thar research efforts. /d.
Moore later broughtsuit, induding aclaim for conversion. Id. Thedistrict court dismissed the
convasion action for pleading deficiendes and because no cause of action for convea'sion existed
for human tissues. /d. at 501-502.

The Cdliforniaintermediate appdlate court reviewed the case and founda propety
interest in bodily tissue The court explained tha convasion merely requires an alegaion of a
plaintiff& ownership or rightto possession of property at thetime of conversion, a convasion of
plaintiff@ propaty, and damages. Id. at 503. Thecourt explained that convesion, Gests upon
the unwarranted interference by defendant with the dominion over the property of the plaintiff
fromwhich injury to thelatter results.O/d.

[W]e have conduded that plaintiff(3 allegaion of apropaty rightin hisown
tissueis sufficient as a matter of law. We have been cited to nolegd authority,
public policy, nor universally known facts of biological science conaerning the
paticular tissues referred to in this pleading which compd a conduson tha this
plaintiff cannothave a sufficient legal interest in his own bodily tissues
amouning to persond propety.

E

To ourknowledge nopublic policy has ever been articulated, noris there any
statutory authority, agang a propaty interest in one@ own body.

E

In our evaluaion of thelaw of propety, we consder thedefinition of theword
propety and cases and statutes involving such issues as theright of doninion
over ong3 own body;the dispostion of bodies after death; cornea transplants
from deceased person; and medical experimentation on live human subjects. We

find nothing which negaes, and much which supports, the conduson tha
plaintiff had a propety interest in his gendtic material.
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Asamatter of legd definition, propeaty refers notto a particular material object
butto therightand interest or domnation rightfully obtained over such object,
with theunrestricted rightto its use, enjoyment, and dispostion. In other words
[in] its strict legd sense propaty signifies tha dominion or inddinite right of
user, control, and dispostion which onemay lawfully exercise over particular
thingsor objects; thuspropaty is nothing more than a collection of rights.
Theddinitionsof propaty are notrestrictive and exclusve. Inlegd usage the
word propety isaterm of broad and extengve application, andit isaso aterm of

largeimport, with thevery broadest and mog extensve signification.
E

Therights of dominion over onegd own body, and theinterests onehas therein, are
recognized in many cases. Theserights and interests are so akin to propety
interests that it would be a subterfugeto call them something else.
Id. a 503505 (internd quottionsand citationsomitted). Thecourt continues with an evaudion
of numerouscases recognizing tha individuds have a generd rightto exercise control ove thar
own body,for example to refuse or decline medical treatment. /d. at 505-506. Thecourt
ultimately conduded tha Moore@ Gypleen, which contained certain cells, was something over
which [Moore] enjoyed the unrestricted rightto use, control, and dispostionQand therefore had
an actionable claim of convasion. /d. at 505
The Cdlifornia Supreme Court reversed on public policy groundsand hdd tha thenon
conensud use of excised cells did not give rise to a convasion claim between private paties.
Moore v. Regents of the University of California, 793 P.2d 479 (Cal. 1990 rehearing denied
Aug. 30, 1990. However, the court went on to state, Qve do not purport to hold that excised cells
can never be propety for any purpos whasoeverEQ 1d. at 160.
Thedecisionto reverse was not unanimous Thedissent used blood as an example to
explain precisely why gendtic material is propaty:
With respect to the sale of humean bloodthematter is much simpler: thereisin
fact no prohibition agang such salesE  While many jurisdictionshave classified
thetrander of bloodor other human tissue as a service rather than asae, this

postion does not conflict with thenotionthat human tissueis propeaty. The
reasonisplain: No state or Federa statute prohibits the sale of blood plasma,
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semen, or other replenishing tissuesif taken in norvital amounts. Neverthdess,
State laws usudly characterize these pad transfers as the provision of services
rather then thesale of acommodityE The primary legd reason for characterizing
these transactionsas involving services rather than goodsisto avoid liability for
contaminaed blood produds unde either general produd liability principles or
the[UCCQ] implied warranty provisons Thecourts have repeatedly recognized
tha theforegoingistherea purpose of this harmlesslegd fiction. Thusk itis
perfectly legd in this state for a personto sell hisbloodfor transduson or for any
other indeed, such sales are commonplace, paticularly in the market for plasma.
Id. at 185.

Moore did not settle whether genetic material is propaty in Caiforniaor for tha matte
Minnesota. However, case law developing throughoutthe naion establishes that Minnesota
should recognize a propetty interest in genetic material. For example, in Hecht v. Superior
Court, the court conduded that vials of cryogenicaly frozen sperm were propely pat of a
decedent( estate. 20 Cal.Rptr.2d 275 283(Cal. Ct. App. 1993)review denied Sept. 2,1993. In
York v. Jones, the court applied a balment theory to possession of cryopreserved pre-zygotes
where the parties had treated the pre-zygotes as propaty. 717.F. Supp 421, 425426 (E.D. Va
1989) Following Moore, othe's urged recognition of propeaty rightsin the human body and
tissues. Oneauthor advocated, Gha individudsOinterests in ther bodies should be protected as
propaty interests because the bodyis the physcal manifestation of theindividud & unique
persondity and self identify.O Michdle Bourianoff Bray, Persondizing Persondty: Toward a
Propaty Rightin Human Bodies, 69 Tex. L. Rev. 209,239-240(1990.

iii.  DefendantsOassertion of a property interestsin PlaintiffsOgenetic
material estoppsDefendantsOfrom denying that bloodand DNA are

propaty.
Defendants arguePlaintiffsOlack propety interest in their blood and DNA .1

DefendantsOpostionis curiousgiven the Department® own assertion of apropaty interest in the

124 DefendantsOMemo 2, pp. 26-29, 31.
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bloodspots. Take, for example, thefollowing statements from MDH official David Orrenin an
intradepartmental e-mail:
Theblood spotitsdlf is propatyE

When | discussed with Don Gemberling, he uneguivocally stated that ourisolates
and specimens are propeatyE

| don®bdieve these federal rules supasede MDHG propaty rightsin the blood
spotsor in any state law tha might eventudly govern the blood spots.*®

In Moore theintermediate appd|ate court also examined the GronyCof the defendantsO
postion. 249 Cal.Rptr. at 507. Thecourt could nat recondle defendantsOassertion that Moore
had no propety right in his genetic material with the defendantsCown assertion of a propety
interest in the genetic materia for thar commercia endeavors. Id. Similarly, the Defendantsin
this case asserted propaty rightsin the newbom blood spots and DNA in an internd memo and
profited from the disseminaion of genetic materials throughther contracts with private entities,
such astheMayo Clinic. The Court should not pemit Defendants to assert propety interestsin
PlaintiffsOgenetic material while at the same time asserting that no person has a propaty interest
in their own bloodor DNA.

2. Defendants unlawfully took PlaintiffsCblood and DNA without just
compensation.

After acquiring PlaintiffsCblood sample and DNA, MDH stores them, uses them for its
own purmposes, and then sells them to private paties unde lucrative contracts. DefendantsCargue
blood samples are lawfully acquired and therefore do not require just compensation %
DefendantsCeite Bennis v. Michigan and Lukkason v. 1993 Chevrolet Extended Cab Pickup for
the propostion tha any taking already authorized by statute does not require jus compensation.

These cases are notlegdly or factudly applicable. Those casesinvolve forfeiture statutes and

125 Bellig Aff., Ex. 5, pp. 9792-9793.
126 DefendantsOMemo 2, pp. 29, 31.
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G exercise of the state@ police power in the protection of public safety.O Bennis, 116 S. Ct.
994,997-998 (1996 rehearing denied April 22, 1996; Lukkason, 590N.W.2d 803,807 (Minn.
Ct. App.1999)review denied May 18, 1999 Here, Defendants point to no govenment authority
for itstaking other than the newbom screening statute. Even if we assume DefendantsOlegd
contentionis correct, tha thelegidature may smply enact a statute or an agency adoptarule for
thetaking of propety to avoid the state@ obligation to pay for takings Defendants failed to
show tha ther taking of thebloodand DNA was lawful unde any existing law. That is because,
as explained in thediscussion of the Genetic Privacy Act, Defendants are nat authorized to store,
use, or disseminate the blood samples and DNA beyondthar initial need for newbom screening.
Accordingly, Defendants have notlawfully acquired the blood samples and DNA and mug jusly
compensate Plaintiffs.

C. Defendants areliablein tort for their unlawful conduct.

Plaintiffs broughtstate law tort claimsfor conve'sion, trespass to persondty, negligence,
intruson uponseclugson, negligent infliction of emotiond distress, and fraud and
misrepresentation®?’ Plaintiffs establish a basis for each of these claims bdow. Because
Defendants do not have discretion to violate known rights and because Defendants willfully and
maliciousviolated PlainitffsCrights to privacy, Defendants are notimmunefrom tort liability.

1. Defendants are not entitled to statutory or official immunity.

Defendants are not entitled to statutory or official immunity because they failed to meet
thar burden of proof, they malicioudy violated existing law, and they waived their immunity
unde the GPA.

First, Defendants did not prove entitlement to statutory immunity.

127 Plaintiffs hereby withdraw their claims for battery and intentional infliction of emotional distress.
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[ Statutory immunity] protects thegovaenment only when it can produce evidence

its condud was of a pdicy-making naure involving soaal, political, or economic

congderations rather than merely professiond or scientific judgments. The

burden is onthe[govenment] to show it engaged in protected policy-making and

is entitled to statutory immunity.

E

Where the govanment has not provided any evidence asto how it madethe

decision for which it claimsimmunity, [the supreme court] has hdd tha the

goveanment was not entitled to statutory immunity.
Conlin v. City of St. Paul, 605N.W.2d 396 402 (Minn.2000) In suppot of their motion,
Defendants offered noingghtinto how they came aboutthe decison to inddinitely store, use,
and disseminae PlaintiffsOgenetic material andtest results. In ther brief, DefendantsOstate,
Orhedecision to allow some of theretained specimensto be used in research in order to advance
knowledgerelated to congenital or heitable disorders clearly involved theweighing of various
factors, induding public policy and thefinandal, political, and economic, and soda effects of
thedecision.O Thisis amere condusory statement unsuppoted by therecords See id. at 402
403 (condusory statementsin affidavit merely identifying generalized concernswithout
incorporating specific facts demongrating tha a policy decisonwas in fact made are insufficient
to prove entitlement to statutory immunity). Further, this statement is not necessarily true This
decison could be motivated by persond, rather than political interests and therefore not based on
any public policy consderations Even if Defendants were to provide additiond informationin
thar reply brief and affidavits to suppot the claim for statutory immunity, theclaim is premature
as Plaintiffs have therightto verify theveracity of theinformation throughdiscovery, which is
incomplete at the preliminary stages of litigation.

Next, Defendants, lacking discretion to indefinitely store, use, and disseminate PlaintiffsO

genedtic material and test results, malicioudy violated existing law and are therefore not entitled

to statutory or official immunity. Statutory immunity protects discretionay acts and is meant to
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prevent judicial secondguessing of legidative or executive policy decisionsthroughtort suits.
Janklow v. Minnesota Board of Examiners for Nursing Home Administrators, 552N.W.2d 711,
715(Minn.1996) CBtatutory immunity does not protect all govanmental condud.O Conlin,
605N.W.2d at 400. Officia immunity protects public officials for condud occurring the course
of ther official duties,Oso longas they do not exceed the discretion granted them by law.O
Janklow, 552N.W.2d at 715716. Government entities and officials do not have discretion to
engagein condud tha violatesthelaw. Synder v. City of Minneapolis, 441 N.W.2d 781,787
(Minn. 1989)rehearing denied July 13, 1989 Public officials have noimmunity for intentiond
or maliciouswrongdong. Janklow, 552N.W.2d a 716. Asdiscussed thoroughly above
Defendants violated the Genetic Privacy Act through theinddinite storage, use, and
dissemination and PlaintiffsOgenetic material and testing results withoutwritten, informed
conent. Defendants arguetha Minn. Stat. @ 144125, subdw. 3 provides tha MDH may retain
theblood samples.*® But Minn. Stat. @ 144125 provides no such authorization. That provision
directs the person who peform newbom screening that theresults or tissues may beretained by
MDH. This provision makes sense when oneconsde'stha MDH isrequired to keep aregistry
of postive testingresults. See Minn. Stat. @ 144128. But the provision provides no
authorization for MDH to retain blood specimensor test results inddinitely withoutwritten
informed consent. Indeed, the GPA provides exactly theopposte. Undea the GPA, Defendants
mug obtain written informed consent before collecting, using, storing, or disseminding
PlaintiffsOgenetic material or tests results beyondthe need for newbom screening and follow-up
care for postive cases. Defendants lack the discretion to violate the GPA. DefendantsCflagrant

disregard for the GPA is maliciousand willful (e.g. McCann@testimony that alaw exists but

128 DefendantsOMemo 2, p. 4.
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MDH does notfollow it isamatter of current practice) and abrogaes any claim to statutory or
officiad immunity.*®

Findly, because Plaintiffs tort claims stem from violation of the GPA, Defendants are
deemed to have waived any claims to immunity. Minn. Stat. @ 13.08, subdw. 1. (thestateis
deemed to have waived any immunity to a cause of action broughtunde the GPA).

2. Plaintiffs stated claimsfor conversion and trespassto personalty.

Defendants unlawfully stored, used, and disseminated PlaintiffsOgenetic material.
Accordingly, Plaintiffs broughtclaimsfor trespass and convasion. DefendantsCYirst contend the
conveasion and trespass claims are defeated because the newbom screening statutes gave them
authority to collect the samples.™*® However, thetrespass and convasion claim arises once the
samples are stored, used, and disseminaed beyond theinitia need for nevbom screening.
Nothingin thelaw alows Defendants to inddinitely store, use or disseminate the samples and
accordingly, claimsfor trespass and conve'son may be maintained. Defendants next contend
tha the blood samples are not propaty as amatter of law.*** But as discussed thoroughly in the
govenment takingssection of this brief, Plaintiffs have a propety interest in their bloodand
DNA. This propety interest givesrise to aclaim for conve'sion and trespass.

3. Plaintiffs stated claimsfor negligence.

Plaintiffs broughta negligence claim for DefendantsCfailure to destroy newborn blood
samples following use for newbom screening ¥ Plaintiffs theory istha the GPA required
written, informed conent for the storage, use, and dissemination of genetic material and test

results. Absent tha conent, the statute creates an implied duty to destroy theblood samples and

129 Facts showing the Defendants failed to properly deidentify PlaintiffsCgenetic information when transferred to
private institutions show precisely how unreasonable DefendantsOconduct is under the GPA.

130 pefendantsOMemo 2, p. 15.

3! DefendantsOMemo 2, pp. 15-17.

132 Amended Compl. ! 26.
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test results for those who test negative for congenital disorders. Contrary to DefendantsOclaims
tha Plaintiffs pled no damages for DefendantsOnegligence,** Plaintiffs alleged damages
resulting from the negligence in an amountgreater than $5000000.%*

The GPA puts an affirmative duty on Defendants to get written informed conent for any
storage, use, or disseminaion of genetic material or test results. See Minn. Stat. @ 13.386. If
there is no consent, the statute is silent onwha Defendants are to do, butthelogical conduson,
derived from the statute intent to protect privacy interests, is to destroy the genetic material and
test results. Because theduty imposed on Defendantsis statutory in naure, Plaintiffs are
essentially bringing aclaim for negligence per se. Thelaw onnegligence pe seiswell
established:

Althoughnegligence per se may be pleaded separately from negligence, thetwo
causes of action are inseparably intertwined. Negligence per seisaform of
ordinary negligence that results fromviolation of a statute.
A per se negligence rule subditutes a statutory standad of care for the ordinary
prudent person standad of care such that aviolation of astandad of carek is
condusve evidence of duty and breach.
For a statutory violation to satisfy theduty and breach elements, the person
harmed by theviolation mug be amongthose thelegidature intended to protect,
and the ham mud be of thetypethelegidature intended to prevent by enacting
the statute.
Anderson v. State, 693N.W.2d 181, 189-190(Minn. 2005)(internd citationsand qudations
omitted). Thereisnodispute tha Plaintiffs are personsprotected by the GPA. Theminor
children are protected from the storage of thar blood samples. Theparents have independent
claims as well because the children@ genetic makeup is revealing of the parent@ genetic

makeup. By requiringinformed, written consent, the legidature intended to protect these

individuds fromthe misuse of thar private genetic information.

138 DefendantsOMemo 2, pp. 10-11.
1% Amended Compl. ! 43.
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Defendants assert they owe no undelying common law dutiesto Plaintiffsregarding the
storage, use, or dissemination of the genetic material and test results.** Defendantsrely on
Bruegger v. Faribault County Sheriff’s Department. There, the court refused to permit a
negligence claim for violation of the Crime Victims ReparationsAct because there was no
express or implied determination by thelegidature tha civil tort liability existed unde the act.
(262). Unlikethe CVRA consdered in Bruegger, thelegidature specifically provided for a
cause of action for damages unde the GPA for theillegd storage use, and dissemination of
Plaintiffs genetic material and test results. Minn. Stat. @ 13.08. Furthemore, Defendants have
an undelying commonlaw duty to plaintiffs. A common law duty is established when one
undetakes an affirmative duty. By collecting blood samples and DNA unde theguise of
newbom screening, Defendants undetook an affirmative duty to protect the privacy interests of
those who providethe samples or may have private genetic information revealed by andysis of
those samples.

4, Plaintiffs stated claimsfor intrusion upon seclusion.

Minnesota recognizes a cause of action for invasion of privacy called intruson upon
seclugon. Elli Lake v. Wal-Mart Stores, Inc., 582N.W.2d 231, 233 235(Minn.1998) Orhe
tort has three elements. (a) an intruson; (b) that is highly offengve; (c) into some matter in
which a person has a legitimate expectation of privacy.O Swarthout v. Mutual Service Life Ins.
Co., 632N.W.2d 741,744 (Minn. Ct. App. 200]). Defendants view thetort narrowly, arguing
there was no physcal intrusoninto PlaintiffsChomes or eavesdrop into PlaintiffsOprivate
affairs®*® But an intruson may occur throughvarying forms of Gnvestigation or examination

into [aplaintiff@] private concerns as by opening his private and persond mail, searching his

% DefendantsOMemo 2, pp. 9-10.
1% Defendants Memo 2, p. 7.
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safe or hiswallet, examining his private back account, or compdling him by aforged court order
to permit an ingpection his persond doauments.ORestatement (Second) of Torts, 652B, cmnt. B.
Thereis no publication requirement: gt]heintrusonitself makes the defendant subject to
liabilityEQ Id. A person@genetic makeup is highly private matter. Asdiscussed in the
congitutiond violation section of this brief, the Minnesota Supreme Court andthe U.S. Supreme
Court have recognized areasonzble expectation of privacy in one3 biological tissueand DNA.
By peforming unauthorized testing and andysis of newbom blood samples, Defendants are
intruding uponthe mog private aspect of a personbthar genetic makeup. Because Defendants
are respongble for peforming and or directing the unauthorized testing on these blood samples,
they cannotavoid liability by alleging they did notcondud any intruson. Thisintrusonis
highly offengve to any reasonable person. Tha iswhy the state enacted the GPA and required
informed, written consent before Defendants store, use, or disseminde genetic material and test
results. Accordingly, theprivacy tort of intrusonuponsecluson should extend to the unlawful
storage and andysis of gendtic material.

5. Plaintiffs stated claimsfor negligent infliction of emotional distress

Plaintiffs also brought aclaim for negligentinfliction of emotiond distress.**” Generally,
aplaintiff may recover for negligent infliction of emotiond distress when tha plaintiff iswithin
azoneof dange of physca impact, reasonably fears for hisor hea own safety, and consequently
suffers severe emotiond distress with resultant physical injury.Q Bohdan v. Alltool Mfg. Co., 411
N.W.2d 902 907 (Minn. Ct. App. 1987 review denied Nov. 13, 1987 DefendantsCettack this
claim onthe groundtha Plaintiffs were notwithin any zoneof dange. However, Qaln
exception to the @oneof dangeOrule istha a plaintiff may recover damages for mental anguish

or suffering for a direct invasion of hisrightsEQ Id. Unde theindependent tort exception, there

37 Amended Compl. ! 27.
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isno requirement tha a plaintiff provide evidence of severe distress and assodated physcal
symptoms. See id. Theplaintiff need only suffer Gnental anguish or suffering.O 7d. Thus
where a plaintiff may recover onan independent tort invading persond rights, and intentiond
tort, or some other tort invaving willful, wanton, or maliciouscondud, that plaintiff may at the
same time maintain an action for negligent infliction of emotiond distress. See id. Here,
Plaintiffs have clamsfor theintentiond torts of trespass to persondty and convasion. They
also claim adirect invasion of therightto privacy in thetort and conditutiond sense. Solongas
oneof these claimsisviable, Plaintiffs are entitled to proceed onthdr claim for negligent
infliction of emotiond distress.

6. Plaintiffs haveviable claims for fraud and misrepresentation.

Plaintiffs broughtclaims for fraud and misrepresentation because Defendants falsely
represented through the nurses, physcians and other responsble parties tha the samples would
beused solely for the nevbom screening program and Defendants omitted the bloodwould be
indéfinitely retained, disseminaed, and used in unauthorized genetic testing**® Defendants
attack this claim ontwo grounds(1) tha Defendants made no direct representationsto Plaintiffs
but rather placed the responsbility on Gesponsble patiesOand (2) failure to plead fraud with
particularity.®

Agency theory defeats DefendantsOargument that they made no direct representationsto
Plaintiffs. Onewho authorzes an agent to make atortiousrepresentationisliable for the
representation made by tha agent. Opatz v. John G. Kinnard and Co., Inc., 454N.W.2d 471,
474(Minn. Ct. App. 1990 (QA prindpa who puts a servant or other agent in a postionwhich

enables the agent, while appaently acting within his authority, to commit afraud uponthird

% Amended Compl. | | 31-32.
1% Defendant@® Memo 2, pp. 18-19.
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personsis subject to liability to such third personsfor thefraud.Q). Throughtheir rule making
authority, Defendants direct Qesponsble parsongOto collect the blood samples and make certain
representationsconaerning storage, use, and disseminaion of thesamples. See Minn. Admin. R.
46150500. The ALJfoundtha the Gesponsble partiesOare MDH@ agents: Orhe proposd
rules demondrate tha hogitals are merely acting, for avery brief period of time, as agents of the
Department in carrying outthe newbom screening program. EQ™

More importantly, DefendantsOcontention that they did not make direct representationsis
false. Defendants providedirectly to Plaintiffs literature regarding nevbom screening*** While
this literature purports to notify parents of thetesting left over blood it fraudulently
misrepresents that parents GnustOopt-out of pog-newbom screening testing, when in fact, the
GPA provides tha parents mug optin. Further, individud experiences of Plaintiffs show tha
DefendantsOagents (the other Gesponsble parties)) are not providing thefull disclosure. For
example, Plaintiff Shay Rohde heard aboutMDH® condud before thebirth of her child and was
prepared to object to thetaking of thebloodsample.'” Rohdenever received any written
doauments or information aboutthe reasonsfor thetaking of the bloodtest at the hospital .*®
Rohdeobjected to the bloodtest but a pediatrician later represented to Rohdetha the blood
sample was nota DNA test.'** Rohdelater requested, in writing, the destruction of the blood
spotand test data.**> Rohdenever received arespon to her request.** In this particular

ingance, DefendantsOagents misrepresented the nature of testing that will be doneon theblood

sample (as MDH and private entities paform DNA testing) and misrepresented that Rohde

140 Bellig Aff., Ex. 1, ALJ p.19.
141 See McCann Aff., EX. 2.

142 Rohde Aff. ! 2.

143 Rohde Aff. ! 4.

144 Rohde Aff.!! 3, 5-6.
14° Rohde Aff.!! 6-7.
146 Rohde Aff. ! 7.
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would be able to request thetimely destruction of the blood sample. Clearly, viable claimsfor
fraud and misrepresentation exist.

Plaintiffs concedetha they did not detail specific daes or representationsfor each
Plaintiff. However, pleading with paticularity should notbeused as a sword to defeat a multi-
plaintiff or potential class action lawsuit. See Weme v. Freeway Ford, Inc., 2003WL 23741867,
*4-5 (Minn.Dist. Ct. 2003. Here, Plaintiffs specifically pled the shared overarching facts of the
fraud clam. Surely nathea Defendants nor the Court wish to wade through50 pages of
additiond complaint laying out with extreme detail each countof fraud. However, if the Court
does hold that Plaintiffsfailed to plead fraud with paticularity, Plaintiffs request tha the Court
dismiss the claims without prgjudice and grant leave to amend to plead each countwith
paticularity.

D. Defendants violated PlaintiffsCfundamental rights to privacy under the Minnesota
and United States Congtitutions.

Plaintiffs broughtclaims for violation of thar rightto privacy unde the Minnesota and
U.S. Conditutions (Amended Compl. !! 37-40) Theclaims stem from DefendantsQunlawful
search of Plaintiffs throughthe collection and andysis of blood samples beyondthe need of
newbom screening. Because therightto befree from unlawful search iswell established and
DefendantsOcondud was willful and malicious Defendants are not entitled to immunity.
Furthermore, Plaintiffs have aclaim for damages undea both 42 USC 1983and the Minnesota

Conditution.
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1. Defendants unlawfully searched Plaintiffsthrough the collection, storage
and use of their blood spots and DNA without informed consent; Defendants
ongoing storage use, and dissemination of PlaintiffsOgenetic material isa
continuing violation of Plaintiffsright to privacy and bodily integrity.

Plaintiffs have the conditutiond and fundamental rightto privacy and bodiy integrity
trandates to arightto befree from unlawful searches and seizures. DefendantsOcollection, use,
storage, and dissemination of PlaintiffsOgenetic material, beyondtheinitia need for newvbom
screening, violated Plaintiffs conditutiond and fundamental rights.

Orhereisarightto privacy unde the Conditution of Minnesota. Theright beginswith
protecting theintegrity of one® own body andindudes therightnotto have it atered or invaded
withoutconsent.O Jarvis v. Levine, 418 N.W.2d 139, 148 (Minn. 1988)rehearing denied Aug.
22,1988 TheMinnesota Supreme Court recognized the right of privacy unde the Minnesota
Conditution over twenty years ago:

We beggin by noting tha while we have discussed the conditutiondly protected
right of privacy in numerouscases, we have never rooted tha rightin the
Minnesota Conditution.
E
A comparison of the Minnesota Bill of Rights with thefederal conditutiond
provisonsuponwhich theright of privacy isfourded shows that therights
protected by the Federal Conditution are also protected by the Minnesota Bill of
Rights. Accordingly, it isouropiniontha there does exist aright of privacy
guaanteed unde and protected by the Minnesota Bill of Rights.
State v. Gray, 413N.W.2d 107, 110(Minn.1987) Thecour linked therightof privacy to those
fundamental rightstha are in the express terms of the Conditution or implied fromthose terms.

Id. With respect to privacy, the Minnesota Conditution specifically provides:

Therightof the people to be secure in their persons houses, papers, and effects
agang unreasonable searches and seizures shdl not beviolatedE

Minn.Cong., Art. 1 & 10. Thecounterpart in theUnited States Congitution provides:
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Therightof the people to be secure in their persons houses, papers, and effects,
againg unreasonable searches and seizures, shdl notbeviolatedE **’

U.S. Cond., Amend. IV. Totheextenttha certain rights are not specifically enumerated, both
theMinnesota and U.S. Conditutionsprovidetha additiond fundamental rights are reserved for
thepeople. U.S. Cong., Amend. X (O'he enumeration in the Conditution, of certain rights, shdl
not be condrued to deny or disparage others retained by the people.Q; Minn.Cond., Art. 1 16
(Orhe enumeration of rightsin this congitution shal not deny or impair others retained by and
inhaent in thepeople.(). Defendants do notdeny that PlaintiffsChave therightto privacy and
bodily integrity and right to befrom search and seizure unde Minnesota@® conditution**

Pursuant to these conditutiond provisions both the United States Supreme Court and
Minnesota Supreme Court recognize a privacy interest in aperson@bloodand DNA. In
Schmerber v. State of California, the U.S. Supreme Court stated, Orhe overriding fundion of the
Fourth Amendment is to protect persond privacy and dignity agang unwarranted intruson by
the State. 086 S. Ct. 1826,1834(1966) There, thecourt consdered the propriety of ordering a
blood sample drawn at a hoital from aperson under arrest. The court recognized tha thereis
heightened privacy interest when it comes to intrugonsinto the human body. /d. at 1835 In
Welfare of C.T.L., the Minnesota Supreme Court consdered the conditutiondity of a statute
allowing law enforcement to take a biological specimen from a person charged with, but nat
convicted of, an offense. 722N.W.2d 484,491 (Minn. Ct. App. 2006§. Thecourt carefully
congdered the Schmerber decision and agreed tha individuds have a heightened privacy interest
inther body. Id. There, Qhestate [did] not dispute tha taking and andyzing biological

specimensOwas a search unde the conditution. /d. at 488 TheMinnesota Supreme Court

147 Protections under the Fourth Amendment to the United States Constitution are applicable to the states through the
Fourteenth Amendment.

148 See DefendantsOMemo 2, pp. 29-30 (attacking Minnesota constitutional claims solely on ground of no private
cause of action for damages.
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agreed and hdd the statute unangitutiond- effectively requiringthat ajudicial deerminaion of
probable cause (or exigent circumstances) mug exist before biological specimensare taken or
andyzed from someonenot convicted of an offense. /d. at 492

2. PlaintiffsQprivacy interests outweigh any alleged State interest in the

indefinite collection, storage use, and dissemination of PlaintiffsOgenetic
material.

Thestate has no interest in collecting, storing, usng, and disseminating PlaintiffsCblood,
DNA, and test results for anything beyondinitial newbom screening. The state will likely argue
tha itsinterest in promoting public heath allows them to use this genetic material without
conent. However, theonly narowly tailored approach satisfying strict scrutiny isto obtain
written, informed congent, as provided by the GPA. Moreover, the Minnesota Supreme Court
aready conduded tha privacy interests outweigh the State@ interest in establishing DNA
databases (even for the crimindly accused). In Welfare of C.T.L., thecourt conduded the BCAG
requirement tha the State destroy the biologca specimen and remove information aboutthe
specimen from the state@® DNA index upondismissal of charges Guggests tha thelegislature
has determined tha the state@ interest in collecting and storing DNA samplesis outweighed by
the privacy interest of a personwho has notbeen convicted.O 722N.W.2d at 491 Surely if the
state@ interest in keeping the samples for aleged crimindsis outweighed by privacy interests, so
to, andto an even greater degree, is any state interest in storing, usng, and disseminding,
withoutconsent, nevbom blood samples, DNA, and test results.

3. Defendant Magnan isnot entitled to qualified immunity for her illegal and
unconstitutional conduct.

Plaintiffs broughtdamages claims for violation of thar federal conditutiond rights

agang Dr. SanneMagnan, in her individud capacity, unde 42 USC = 1983 *° Magnan

149 Amended Compl. ! ! 39-40.
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seeks refugein the qudified immunity doarine™* An official is notentitled to qudified
immunity if sheviolates a clearly established congitutiond right Harlow v. Fitzgerald, 102S.
Ct. 2727,27382739(1982)(QVhere an officia could be expected to knowtha certain condud
would violate statutory or congitutiond rights, heshould be madeto hesitate; and a person who
suffers injury caused by such condud may have a cause of action.Q.
Dr. Magnan® condud violated a clearly established Conditutiond rightto privacy. The
U.S. Supreme Court madeclear, for ove forty years, tha collection and andysis of blood
samplesis a search unde the Fourth Amendment. Schmerber, 86 S. Ct. 1826(1966. Thecourt
explained:
We have longrecognized tha compdled intrusoninto thebodyfor bloodto be
andyzed for alcohol condu¢ must be deemed a Fourth Amendment Search. In
light of our sodety@ concern for the security of one(3 person, it is obviousthat
this physcal intruson, pendrating benegth the skin, infringes an expectation of
privacy tha sodety is prepared to recognize as reasonable. The ensuing
chemical analysis of the sample to obtain physiological data is a further
invason of the [individual@] privacy interests.O
Skinner v. Railway Labor Executives’ Association, 109S. Ct. 140214121413(1989)(emphasis
added). DefendantsOessentially assert Dr. Magnan had no ideatha the State should notbe
collecting, storing, usng, and disseminaing blood samples and private daa on individuds
withoutther consent - despite this condud being directly prohibited notjus by conditutiond
law but also by the GPA.
If anything, Dr. Magnan@® condud and in running and overseeing the warehousng of

newbom bloodis awillful and maliciousviolationfor thelaw. Forillugration, look to this

exchangebetween Senator Hann and McCann regarding MDHG@ unlawful condud:

130 Granting Dr. Magnan qualified immunity would not prevent this Court from hearing claims for injunctive relief
against Dr. Magnan.
3! DefendantsOMemo 2, pp. 23-25.
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Senaor Hann: And, Mr. Charman and Mr. McCann, | guess | thoughttha was a
requirement, that any collection or storage or use of genetic
material had to Bit was required tha informed consent be a part of
tha process to do tha, so 1®n not sureif | undestand why you say
there@® nolaw tha goveansthat. | thoughtwe did have agenera
law tha said you can®store this without consent.

Mr. McCann: Mr. Chair, Senaor Hann, | dor@think my response indicated that

there wasn®a law, just nota current practice for usto have

written, informed consent to opaate anewbom screening

program.*>

In intradepartmental e-mails, MDH also recognized tha what they did with these spots was
subject to privacy interests and concerns ™

It also important to note, DefendantsCettack presumes tha PlaintiffsOconditutiond
claims are limited to disclosure of information®* But the scopeof the claims go beyond
disclosure and indudethe collection, storage, and MDH@ own internd andysis of theblood
Spots.

Findly, because Plaintiffs conditutiond claims stem from violation of the GPA,
Defendants are deemed to have waived any clams to immunity. Minn. Stat. @ 13.08, subdw. 1.
(the state is deemed to have waived any immunity to a cause of action broughtunde the GPA).

4, Plaintiffs havea direct cause of acion for damages against Defendants for
violation of Minnesota@ constitution.

Plaintiffs also brought direct claims for damages agang all Defendants for violation of
Minnesota® Conditution*® (T]he Minnesota Supreme Court and Minnesota Court of Appesls
have assumed tha plaintiffs may bring a private action to enforce the Minnesota Conditution.O
JohnM. Baker, Orhe Minnesota Conditution as a Sword: The Evolving Private Cause of

Action 020 Wm. Mitchdl L. Rev. 313 316(1994. Nonehédess, Defendants arguethat claims

152 Bellig Aff., Ex. 4, p. 14.

153 Bellig Aff., Ex. 5.

154 See DefendantsOMemo 2, pp. 24-25.
155 Amended Compl. ! ! 37-38.
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broughtunder Minnesota conditution are barred by sovereign immunity and Minnesota does not
recognize a cause of action for damages for violation of the Minnesota Conditution**®

Minnesota® condgitution provides:

Every pasonisentitled to a certain remedy in the laws for all injuries or wrongs
which he may receive to his person, propeaty or character, and to obtain jugice
freely and withoutpurchase, completely and without denial, promptly and without
dday, conformableto the laws.
Minn. Cong., Art. 1 @ 8. O'hese wordswere nat inserted in the conditution as a matter of idle
ceremony, or as a string of glittering generalities and must be respected even by pubiic officers.O
Thiede v. Town of Scandia Valley, 14 N.W.2d 400,408 (Minn. 1944)(internd quottionsand
citation omitted).

At least three cases recognize a private cause of action for damages based on violations
of Minnesota@ conditution. In Thiede, the supreme court hdd town officials persondly liable
for an eviction tha violated a plaintiff@ rightto propaty unde Minnesota@ conditution:

So far astheliability of theindividud defendantsis concerned, it follows from

wha we have said tha they are responsble to plaintiff for all actud damages

proximately resulting to her from thar unlawful acts.
Id. at 406408 Thecout relied on Article 1 Section 8 as a basis for alowing damages actions
for violation of the plaintiff@ rightto propeaty. Id. at 408. In Wegner v. Milwaukee Mutual Ins.
Co., thecourt uphdd a private cause of action for damages unde thetakingsclause of
Minnesota® conditution when police damaged a private residence in hot pursuit of narcotics
dedlers. 479N.W.2d 38,40-42 (Minn.1991)rehearing denied Jan. 27, 1992 Theclamswere
not broughtunde an inverse condannaion statute but, rather, were based solely onArticle 1 &

13. Id. Similarly, in McGovern v. City of Minneapolis, clams proceeded for damages unde the

takingsclause of Minnesota@ congitution for damages occurring during police raids of a drug

1% DefendantsOMemo 2, p. 30.
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houe. 480N.W.2d121,126-:127(Minn.Ct. App. 1992)review denied Feb. 27, 1992
According to onecommentator, @he Minnesota Supreme Court and Court of Appesls treated the
availability of a private cause of action in Wegner and McGovern as aforegoneconduson.O
Baker, Minnesota Congitution as a Sword, at 31819. The commentator further observed tha
these cases ffer suppot to the propostion that some private cause of action mug exist unde
the Minnesota Conditution.O 7d. at 319.

Defendantsrely on Mitchell v. Steffen, 487 N.W.2d 896 (Minn. Ct. App.1992)review
granted Aug. 4, 1992 for the propostion that damage claims unde Minnesota@ conditution are
barred by sovereignimmunity. There, aclaim was broughtfor violation of Minnesota@ equd
protection clause by a statute tha provided reduced welfare benefits to those whomwere
resdentsin the state for lessthan six months /d. at 899. The court of appeals conduded that the
clamsfor equd protection did not seek money damages but rather soughtequitable relief in the
form of specific paformance. Id. a 907. In dicta, the court of appeals speculated that if the
claim was for damages for violation of the equd protection clause would be barred by sovereign
immunity. Id. at 906. The court madethis statement withoutcitation to authority and appaently
withoutthe guidance of controlling authority in Thiede, Wegner, or McGovern. See id.

Defendants fail to mentiontha, by allowing reimbursement throughequitable relief, the
court was acknowledging and implementing Qhe policy of providing an incentive for
chdlenging unoonditutiond laws.O 7d. at 907. Upon further review, the supreme court declined
to address the state conditutiond questions Mitchell v. Steffen, 504N.W.2d 198 203 (Minn.
1993)(Thereisno need to consder whether the 1991 amendment violates our state equd
protection clause, and we do notreach tha issue) Because the statementsin the court of appeals

decisionin Mitchell are dicta and indeed contradict prior holdingsby Minnesota® supreme coutt,
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the case is not authoritative on the private cause of action for damages. The Court should return
to the holdingsin Thiede, Wegner, and McGovern and recognize tha Plaintiffs have aprivate
cause of action agang Defendants for unlawfully taking, storing, usang, and disseminating thar
genetic material.
CONCLUSION

After thislengthy discussion of statutory interpretation, torts, and conditutiond law, the
Court should step back, take a deep breath, and view the big picture of thislitigaion. If the
Court grants DefendantsOmotion, it would sanction theinddinite storage, use, and
dissemination, withoutconent, of theuniquegenetic makeup of every child bom in this state.
Thelaw mug prohibit this condud¢. Whether through application of the Genetic Privacy Act,
liability intort, or prohibition unde conditutiond prindples, the govanment mug notkeep and
utilize blood,DNA, or gendtic testing results without coneent. To hold otherwise would sanction
overwhdming govenment intruson into the mos uniqueand private genetic characteristics of

itscitizens Plaintiffs respectfully request tha Defendants motion to dismiss and for summary

judgment be denied.
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