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Summary

Genetic discrimination refers to discrimination directed against an individual or family based solely on an
apparent or perceived genetic variation from the “normal” human genotype. We describe here the results

of a case history study designed to assess whether or not genetic discrimination exists. Using the above
definition of genetic discrimination and applying stringent criteria for case selection, we find that genetic
discrimination exists and is manifested in many social institutions, especially in the health and life insurance
industries. Stigmatization, and denial of services or entitlements to individuals who have a genetic diagnosis
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FOREWORD: GENETIC EXCEPTIONALISM
Glenn McGee'

Collected on the occasion of the Harvard Journal of Law &
Technology's Symposium on “Privacy, Property, and Family in the Age
of Genetic Testing,” the articles in this issue of the Journal sketch the
landscape of contemporary genetic and reproductive law and policy.
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What Makes Genetic Discrimination
Exceptional?

Deborah Hellman!

INTRODUCTION

Recent advances in understanding the genetic basis of disease has inspired hope
but also fear. While establishing a link between a person’s genetic makeup and a
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Is genetic information relevantly different from other
kinds of non-genetic information in the life insurance

context?

FJ Malpas

ABSTRACT

Wifithin the medical, legal and bioethical lterature, there
has been an increasing concern that the information
derved from genetic tests may be vsed to urfairly
discriminate agairst individuals seeking various kirds of
insurance; particularly heatth and life insurance. Consurmner
groups, the general public and those with genetic
conditions have also expressed these concerns, specifi-
call in the context of life insurance

Wifkile it is true that all inswrance cormpanies may have an
irterest inthe information obtaired from geretic tests, |fe
insurers potentially have a very strong incentive to fwant
to) Lse genetic information to rate applicants, as
individuals generally purchase their oam cover and may
want to take out very large policies.

This paper critically focuses on geretic information in the
context of life inswrance. Ve consider whether genetic
irformation differs in ary relevant way from other kinds of
nor-genetic information required by and disciosed to life
ingurance cormpanies by potertial clierts. Yi'e will argue
that genetic information showld not be treated ary
differertly from other types of healh information already
collected from those wishing to purchase life insurance
CLVET.

Individuals pumhase insurance as a precaution
against costy unpredickable events.

The gurpose of insurance generally is to spread
the costs of wery expensive but unpredictable
events acroes 4 mifar group of insured indiiduals.
Ingurers are in the business of risk assessment and
discrimnination. Individuals seeking insurance are
vatepeised into groups oo the basis of certain
fackors, some of which they have no conteel over,
and insurance companies set their premiums
depending on the skakistical [ikelihood that growps
will go onke to make claims oo their insurance
oolices.® The measures ingurers pur in place ko
differentizte between peoole underlie the under-
Wirltng grocess.

All ingurers, regardless of the bype of insurance
being wffered, generally require detailed informa-
tion from applicants in oeder ko assess their risk
fand henee their attractiveness or suitabiliby o
insure).

Life insurance differs from many other bypes of
insurance available because one’s health stabus s
cenkral to whether insurance is offered, and under
what conditions. That is, the past and present




CGAT—Canadian Genetic
Analysis and Technology
Program (1992-1995)

Forward: The CGAT-MELSI Program
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Genetics in Life, Disability and Additicnsa]
Health Insnrance in Canada: A Comparative
Legal and Ethica] Analysis

Trudo Lemmens and Foupak Bohamin

Execotive Summesary

The development of genetic testing is likely to spur the interest of
insuranee companies. Ganetic tasts &im &b detesting genetic mutaions that
indicate the sk of disease. Insorers traditionally differentiate peopls
azegrding to their isks. For the purpose of risk enalysis and claseificacion
(onderamiting), they nsoally request access to informatcn already present in
medical records and sometimes 13k applicants o undergo new medical e,
Fepetic t=gb or g::-e'.'il: rfarmatea can often be usefi] far underarinng.

Practical and ethical problzms arise with genetic testing. First, even
with genetic tesfing, accurste pradiction remains diffcult and depends on the
diseass and the availabikity of rests (1.2). Some single-gene diserders, such a3
Funungton's, are mors “determimant’ than othezs, Most digeages honassvee,
are cansed by an inceraction of genes, environmental, culmeal and socio-
econemic facters (1.2.1-1.2.2). Tests for susceptibilities indicatz only an
mersaged risk fior disease and soy nothmng about actual heaalth, This fdisk can
sometimes be decreaged by an agpeapciate dier, a change of hfeseyle, or by
other preventve measares. The sensitdviry and specificicy of esis, mareaver,
vary widely {1.3.1). Likewise, presympiomatic tesiing for late- omnsar
discrders cannet predict the actual age of cnset, the severity, or even the
cartainly that a diseage will be expressed, Thug, phenomens such a5 varable
expreziivily, incomplete penetrzoce, and heterogeneity hinder clear
prediction (1.2.3).

In additicn to gensral ethical problems associated with the
aggplication of cew techacloges in medicine, specific prablems ase with
senefic testing (1.3). Afier being tested, pecple might be stizmatized ag i
witheut actually having sy symptoms, Genstic infomation on individuals,
meTeaves, ks an impect oo families and on ethele o7 religious gooups. Some
menatic tests reveal sustaptibilites to dissases that can be prevented ar
controlled through changes in dist, Gfestyle, or with appropniate medicabon
The absence of weatment or of a cure makes other genetic informaticn
particularly cumbersome. Using genetic information outside the madical
comtaxt, to exchude paopls from services or opportunies svailable 1o athers,
eould affecr their w!l,'.i,r.f;nusx 1 ;u:i:ipa!u in ge:mi: repmareh A'.ﬂ!ml"__"h
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Commentary

Physicians, genetics and life insurance

Bartha M. Knoppers, Yann Joly

Should women who come from at-risk families get life insur-
ance before being tested for genetic susceptibility to breast
cancer! Should physicians wamn patients who request a genetic
test to gt life insurance fist How showld physicians react to
requests from insurance companies for genetic information
about their patients?

here are no definiove answers to questions such

a5 these, However, a 2003 |:;||,|'|||i.-_- apinion survey

revealed that the wide |11:ii-:||"i|.'_|.' :1|-{-.:111:1|||:||1> re-
ject the idea that insurance compamies have the right to
sk for genetic information even if applicants have per-
“I:ll'l:,'ll l\l'll"l“]ﬁtl]_'_:t' I:II- [.I'Ii" 'il'lr"l"lrlll:iliill'l. Tl'll:qrflll, 1|'|:: il'l[l{‘l'l'l:l—
tional debate surrounding the role of lite insurance, the
necessity of risk rating and the notion of *acceprable dis-
crimination” has raised questions about the larger socal
role of insurance. This debate has been polanized by re-
cent developments in the field |:-I-_l_l|1_'|'u,'[i|.;ﬁ. thar, in theory,
wonld allow insurers o make use of genetic 1¢u|:i|1§_r foihi-
nology a5 a new underwrinng tool.

The importance of genetie informarion hes grown expo-
nentally in the last 20 years, Since the Law Retorm Com-
mission of Canada first raised the issue of “msurance test-
ing™ in 1991, scientists have completed a drafr of the
human genome and have identfied more than 2 million
single nucleotde polymorphisms.” The number of predic-
tivee genetic eses offered for monogenic and complex (mul-
tifactrialy diseases has r1'||,||li]'||i|.-:||. Mevertheless, only a
small portion of the therapeutic possibilines offered by ge-
netics has been realized.

In the United States, the E_r{-|1{-1i|_'.~. and insnrance de-
hate has focused predominantly on access to health insur-

history of the debate on genetics and life insurance in
Canada and the reasons why a Canadian task force de-
cided oo take up the challenge.

Lif

Life nsurance should be distinguished from socal secu-
rity, disability insurance, unemployment insurance, the
Canadian Pension Plan and the principle of univer sality
11|1;|¢r|:|."i11!_: Canada’s health care system. Life insurance is a
privare contract beoween the policy-holder and the insurer.
Is |:l|'i|:|L'iJ:l.II role is To wide income security o the bene-
ficiary in the event of the insured's death.

To calculate the amount of the premium, the insurer
uses information such as age, sex, health smms and lifesnde
as well as some informaton on the medical history af the
insured’s family. According to the principle of mutuality
|||'|i1l,'r|j"ing insurance, an insured person will then be as-
<'i!_!11|:<:| tre 8 grrenp with similar risk fsctors, By its very na-
ture, the process of underwritng discriminares between in-
dividuals® 1o |'|lnl|_l|."||_.'|'n inm ar-resk Froups.'” Unbeknowns
to most, W% of life insurance applicants are insured at
standard rates.’

Is genetic information different from medical
information?

Cieneric information may alter ane's perception of fu-
ire medical risk. It can affect choices regarding the pur-
cha=e of life insurance and the pre_-||1i|.|r||:- tor hees |1:|i||.' Be-
cause of the sensitve, personal, familial and social nature




Issues in the Insurance
and Employment Settings:
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GPS: Where Genamics, Pubilic Polfcy and
Socrety Megtis an Otiawa GE'LS Sorica lod
by Geneme Canada 1o bring together ke ading
researchers and senior federal polley- makers
v explore options for addreszing puble poliey
inzuos at the inforface of gonomics and aoci
8. The: resifting *Policy Dircetions Bricts”
present the evidence base nepded to support
indormied debate ona range of polley options,
whili deliberatly sfopping shrt of making
any recommendations. Topics are sclecied on
fhie bams of e broad societsl mportance,
rational inferest, relevance o federal policy-
miakers, and “ripeness " for policy uptake,

Co-authors of the Policy Bricks are renownod
Ieaders In e ficld, commisioned by Genome
Canada bo synithosizo tha curront stato of
academic knowledge on a gheen fopic and
randale & into a format and Enguage famil
|ar bo senlor federal policy makzrs. Co-aumhors
arp ankod o prosont a well-balanced range of
fcasible policy oplons, && neuiraly as possl-
ble:, and avnid favoring any particular poaition
ovor anedher. The Policy Bred s not Infended
fo rofioct the authors” own views or opinions,
mor those of Genome Canacda.

Thit co-authars nave benetied from valuable

Consent, Privacy &

Research Biobanks

Policy Brief No. 1

Authors:
Timothy Caulfield, University of Alberta and
Bartha Maria Knoppers, McGill University

26 Jamwary 2010

Executive Summary

In March 2008, Time Magazine picked biokanking as one of the TOP 10 ldeas
changing the waorkd right now. Indeed, larpe biobanks, Bnked with haalth,
demographic and administrative data, are prolifarating in countries around the
wrld, nat least of which is Canada, Scientists ara poised intamationally with

an unprecadented ability 1o tease out comples interactions between penes and
emvironment, enhancing our understanding of health and disease and paving
the weay towards a future of personalized medicine and public health. Meanwhile,
existing lagal and policy framewarks for personal data prote ction are founded
on the concept of informed consant, the appBcation of which has proven to be
ehallanping for advancing biotank research and ralated sclentific progress in
Canada. This Policy Brief explores three possible policy options for implementing
the concept of consent in the context of research biobanks: 1) speafic and fully
informed consant for each project: 2 broad initial consant accompanied by
approgriate govarnance: and 3) opi-out modal. The types of ressarch biobanlks
being confamplatad includa; rps population-basad biobanks, disease-apecific
binbanks and biobanks created from lefi-over archival tissue originally collectad
in the contaxt of chnical care
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THE DNA AGE; Fear of Insurance Trouble Leads Many
to Shun or Hide DNA Tests

ALY HARBMON
ched: Febnmary 24, 3008
E SIGN N TS

PHOTOS: Katherine Anderson, ssen in 2 checkup [ast bl RECOMMEND
last year partly due to an undiagnossd genetic condition.( PHOTOGE
BRENTIAM SMIALOWSEI FOR THE NEW YORE TIMES): Vidtoria Grove sometimes
WweArS 1 mask agains infection, knowing its added danger for her (PHOTOGRAPH BY Bl e-maL
BEN GARVIN FOR THE NEW YORK TIMESNpg. A25)
) SEMD TO FHONE

Employers say discrimination is already prohibited in the workplace 5 print
by the Americans with Disabilities Act and exizting laws governing
privacy of medical records, But employee rights advocates say
nothing in those laws explicitly prevents emplovers hard-pressed to
pay for mounting health care costs from trying to screen out
emplovees they know are more likely to get sick.

E] sMGLE-FacE
Iy REFRINTS

[E EHARE

Courts have vet to rule on the subject. When the Equal Employment Opportunities
Commission sued the Burlington Morthern Santa Fe Railway for secretly testing the
bleod of employees who had filed compensation claims for carpal-tunnel syndrome in an
effort to discover a genetic cause for the symptoms, the case was settled out of court in
2002,
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H.R. 493

®ne Auondred Tenth Congress
of the
MWnited States of America

AT THE SECOND SESSION

Genetic Information Begun and held at the City of Washingion on Thursday,
NOhdISCFImInatlon ACt Of the thind day offammry, two thousand anl eigﬁt

2008
an dct

['o prohibit discrimination on the basis of genetic information with respect tohealth
inmarance and employment.

Be if enccted by the Senafe and House of Represenicfives of
e Weited States of Amertea in Congress essem bled,

SECTI{N 1. SHORT TITLE; TAELE OF CONTENT 3.

(a) SHORT TITLE.—This Act may be cited as the “Genetic
Information Nondizerimination Act of 2005,

by TAELE OF CONTENTS.—The table of econtents of this Act
is as follows:

Bec, 1. Sheort title; table of contents.
Gec, 4. Findngs.

TITLE [—3ENETIC NONDISCEIMINATION IN HEALTH INSUEANCE

Bec. 101. Amendments to Employee Betirement [ncome Becurity Act of 1974,
Bec. 109, Amendments to the P‘uo%r:]ic Health Service Act.

Gec, 103, Amendments to the Internal Eevenne Code of 1986,

Bec, 104, Amendments totitle XVII of the Somal Secarity Act relating to medigap.
Bec. 105. Privacy and confidentiality.

Gec, 108, Assuring coordination.

TITLE II—FROHIBITING EMPLOTMENT DISCEIMINATION ON THE BASIS OF
CGENETIC INFOEMATION

Gec, 201, Definitions,
Bec. 203, Employer practices.

Sen. 9N3 . Branlavrment asericr nractines.
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"Departrnent of Medical Genetics,
University of B itish Colrrbia,
Wancaover, BC WEE 4H4, CGanada
[rstibtion where the reseaich was
corducted)

2Depatrnent of Sociolomy,

RESEARCH

Perceptions of genetic discrimination among people at risk
for Huntington’s disease: a cross sectional survey

Yyanne Bombard, postdoctaral fellow, ™ Gerry Veenstra, associate professar? Jan M Friedman, prafessar
Susan Creighton, zenetic counsellor and clinical assistant professar,’ Lauren Currig, research assistant,”
Jane SPaulsen, professar® Joan LBattorff, professar and directar,* Michael R Hayden, Canada Research chair
i Human Genetics and Molecular Medicne, University [Killam professar the Canadian Respond-HD
Collaborative Research Group

ABSTRACT discrimination.! ¢ Genetic disrrimination refers to the
Objective To assess the nature and prevalence of genetic perceived unfar treatment of individuals or their
discrimination experienced by people at risk For family members based oo presumed or actual genetic
Huntington's disease who had undergone genetictesting  diffexences as opposed to physical features® Fear of
or remained untested. genefic diodmmation has  prevented  individuals
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Welcome to Intermational Biosciences W\

| WE PROVIDE DMA TESTING SERVICES, SPECIALISING IN PATERNITY TESTS AND ANCESTRY TESTS, TO Simple StEpF.
THE GENERAL PUBLIC WITHIN CAMADA, THE UNITED KINGDOM AND THE INTERMATIOMAL

MARKETPLACE. to completing
your test

Intermational Bloscleces Tre. cffer 3 bmad range of DMA bests,
Patermity Tassing and DMA Ancestry services sSssigned to provide r iued anamisd 10

Indisputabie answers to ermotienal questians. WReEREr you Bre sssiing { Just wanted to Step 1

te prove patemBy, esmblish siblingship of resssech genesisgy, ®of . _1_ o Contact us by telephane or email
your own peace of mind or for legal definkElon, we are able Eo provide ! jLNL ! |

the required DNA testing service at @ competiive rate, professionaly o to arrange dispatch of your FREE
and with compiete confidentialy. Using stabe of the art echnoiogy / D aandd ail the Dfdd te=sting hit.

offered by mesmerus inbemational |aborstores, which we have vetted ;

individusily for sheir professional standamds and accumcy record, we ' T ami Dery Step 2

ame able to provice mnciesive evidencs on time, every time ) s - Using the m v e

Making the decision fo carry out 3 DMNA test bo establizh 2 relationship peaseda i e wipply, collect the DMA samples

i 3 highly emotive event. Our st are Rully traines t5 ensure that we : ;

i make this process 35 Zimple and strest free 35 possible, whilist COTUICes andd very easily. quickly and pawiessly and
maintaining absolute confdentiniity. We provide DNA testing and : return to us far samgling In the

patemiy testing sendces for clleni all ower the world, notonly ke saiaing B reply envelops we 5

Individuais but lawyers loral Gowermment autharkies and Imemigmtion . / d Pty
offices

Fesults Step 3

Collacting suitable coll samples s easy and complabely painkess, we will confidentiatl

utlising swabs Inside the mouth to collect chesk celis for DNA besting 2 H_H' '.'CI fide 3 y contact

o naadias. o Blscd) read more.... you within 4 working days of
recept of your DMA 1amphes with
. r——— _ . the resulls.

Prowiding vou do not want the results of the DMA test to be legally binding (Le. admissibée in court) these sampes

an be taken by you, ab your own home, without assistance from medical professionals before returning to us for

testing at ane of aur laboratores
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Canadians need better protection from genetic
discrimination by insurers and employers, —_—
according to Winnipeg North MP Judy mraislng
Wasylycia-Leis. Code

Mrs Wasylycia-Leis announced she will

introduce a proposal into the Canadian House of

Commeons this spring amending the Human Supported by:
Rights Act to include 'genetic characteristics' as

a prohibited ground for discrimination. wellcome st

Department

"This bill will stop Canadians’ personal genetic
of Health

information from being used against them', she
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Keeping the GINA in the bottle:
assessing the current need

for genetic non-discrimination
legislation in Canada

DarYL PuLLMAN, TRUDD LEMMENS

Daryl Pullmen, PhO, & Pofessor of abedicad Ethicz in the Faculty of
Medic e, demoral Uniwe sity, 51 John's, ML, Canada. Tedo Lemment,
Licdur, LLwibioethics ), OCL, & Aszociate Profezsor i the faculties of Law
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Competing inkereriz: Mone declamed,
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apid adwances in genetic scietce and technology
R‘have led to the wide asailability of geretic test-

itz fora broad range of corditions. The cormpan-

PuLLmaAM AMD LEMEMEMS

Zuch a high lewl] of legislative activity indicates a
deep and abiding public concerm about the issue of gen-
etic discrirmination. Tet the sarre levelof angst has vet o
make its weay morth. Althowugh a ecent Canadian study
reports on peroeptions of genetic discrina nation with re-
gard o people at risk for Huntington's disease? disous-
gion of the gereral issue in Canada hes been lirmdted and
is foouzed primarily on discrirmination in the context of
life insurance.* M ore significantlw there is no legislation
mornparable to GIMA at either the federal or the prow
incial/territorial lewel in Canada. Does the abeence of
such legislation mean that Canadians are at higher risk
of geretic discritnination than Arrericans? Does Canada
requite sitnil ar legisladon?

The US experience

Despite widespread concern in the United States about
discrirmination on the basis of geretic test results, there
vere Ewdoorrented exarples of its ocourrernce, ard ro
evidence that genetic testing for ermplovment or health
insurance PUrpOses Was oonond Grealy maintains
that mearket corditions were such that there was mela-
tivelylitle incentive for insurers to use genetic testing o
discritninste. Before puasuing such a cowrse, an insurer
would need to be confident that the fivercial benefits of
introducing genetic testing to differentiate people would
significantly oubreigh the costs. As for ernplovers, the
potential oosts of negative publicity, emploves dissatis-
faction, and resulting litigation would be significant if it




Policy Option 1: Human Rights
Legislation




European Convention Human Rights and
Biomedicine

e Prohibition to Discriminate on Basis of Genetic
Heritage (art. 11)

Genetic Testing only for “health purposes” or
scientific research for health purposes, and subject

to genetic counselling (art. 12)

Signed by 34, ratified by 26 member states Council of
Europe (including Czech Republic, Croatia, Finland,
Hungary, Norway, Portugal, Spain, Switzerland,
Turkey)




Human Rights Based Legislation

* Genetic-Specific Provisions in H.R. type legislation:
e.g. Germany, Ireland, Switzerland, South Korea,
France (including in Code Civil), Estonia (Human
Genome Research Act)

Provisions in specific legislation insurance: Austria,

Belgium, Denmark, Lithuania, Luxembourg, Norway,
France




United States

* GINA

e States: Genetic-specific discrimination statutes:
Health Insurance: 45 States
Employment: 35 States
Life insurance: 14 States
Disability Insurance: 15 States
Long-Term Care Insurance: 9 States

Note: variable provisions

e E.g. 8 States require actuarial justification for use of genetic information
in insurance




Human Rights Law Canada

e Canadian Charter
e Canadian Human Rights Act
* Provincial Human Rights Acts




Discrimination Provisions

General: Prohibition to discriminate on the
basis of “enumerated and analogous
grounds”: age, sex, health, disability, sexual
orientation, marital & family status, ...

Exceptions for distinctions that are
“reasonable and bona fide.”




Genetics and Discrimination Standard

 Genetics: Disability

e Other prohibited grounds?
— Race and Ethnicity
— Ancestry (Ontario Human Rights Code)
— Age, Sex, Sexual Orientation




Human Rights Options Canada (1):

Add prohibited ground: ‘Genetic information’, ‘genetic
trait’, ‘genetic heritage’, ‘genetic characteristic’ or
‘future health risk’

Section Home

3rd Sezzion, 40th Parliament,
3% Elizabeth IT, 2010

HOUSE OF COMDMONS OF CANADA

BILL C-508

An Act to amend the Canadian Human Rights Act
(zenetic charactenstics)
Her Majesty, by and with the advice and consent of
the Senate and House of Commons of Canada, enacts
as follows:

1. Subsection 3(1) of the Canadian Human Rights
Aetis replaced by the following:

Prohibited grounds of
discrimination

3. (1) For all purposes of this Act, the prohibited
grounds of discrimination are race, national or ethnic
origin, colout, relizion, age, sex, sexual orientation,
genetic characteristics. mantal status, family status,
disability and conviction for which a pardon has been
granted.
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CHAMERE DES COMMUNES DU CANADA

PROJET DE LOI C-508

Loi modifiant la Loi canadienne sur les droits de la
personne {caracténstiques génétiques)
Sa Majesté, sur l'avis et avec le consentement du LE.ch H-S
Senat et de la Chambre des communes du Canada,
edicte :
1. Le paragraphe 3(1) de la Lot canadienne sur les
droits de la personne est remplacé par ce qui suit :

Motifs d= distinction

3. (1) Pour 'application de la présente lod, les motifs i
illicits

de distinction illicite sont ceux qui sont fondés surla
race, I'origine nationale ou ethnique, 1a couleur, la
relizion, I'dge, le sexe, I'onentation sexuelle, les
caracténstiques sénétiques. 1état matrimorial, la
situation de famille, I"état de personne graciée oula
deficience.




Genetics and Bona Fide Justifications
1)

1. Rational connection between the
requirement and a legitimate purpose

— Employment
e Occupational health and safety

e Public safety
 Workplace qualifications?

— Insurance: underwriting and risk assessment




Genetics & BFJ

2. Duty to Accommodate unless undue hardship
Undue Hardship:

— Excessive costs

— Impact on others

— Possible alternatives?

— Have others fulfilled their obligation?
— Is individual assessment possible?

— Scientific & evidentiary basis of a test: important but not
sufficient




Human Rights Options Canada (2)

Regulations Specifying BFJ or Undue
Hardship

Development of Interpretative Guidelines by
HRCs

Prior Review of BFJ by HRCs (model: NB, NS,
NF&L)




Policy Option 2: Privacy
Legislation




Int’| Examples Privacy Statutes

Australia — amendment Privacy Act 2006
— health information includes: genetic information ...

— sensitive information includes: genetic information about an individual
that is not otherwise health information

Estonia: ‘sensitive personal data’ includes ‘genetic info’ in
Personal Data Protection Act

US: 27 States have Statutory Provisions on Privacy of Genetic
Data

Stringent Prohibition in Privacy Statutes:

 Poland & Portugal: Personal Data Protection Acts:

‘Processing’ of personal data revealing genetic information
prohibited




Relevant Principles of Privacy Statutes

e Consent Principle: refusal of consent for
storage of information cannot be a ground to
refuse a service

e Reasonable purpose & proportionality:
collection, storage and use only as much as
necessary for reasonable purpose; use only in
line with purpose of original collection

e Quality of data




Privacy Options Canada

* Interpretative Guidelines by Privacy
Commissions on ‘reasonable purpose’,
‘oroportionality’, ‘storage’ re genetic info

e Statutory provisions on genetic information
and on ‘shared’ privacy interests individuals &
genetic relatives




Policy Option 3: Comprehensive
Regulatory Review System




Regulatory Framework including
Review and Approval System

e Quality, effectiveness, and informational risk
assessment
— WHO can perform test?
— WHO can have access to test results?
— WHAT form of testing?
— WHY: For What Purpose?




Example: Germany Draft Human
Genetic Examination Act

Prohibition Genetic Discrimination

Regulation of Use of Genetic Testing: medical
and research purpose

Genetic Diagnostic Commission: Regulatory
Review
Specific Provisions for Employment and

Insurance Testing

— Including Ceiling Approach to Insurance use of
Genetic Test Results




4: Sector-Specific Policy Options




Policy Options Insurance

e Ceiling approach
— Basic insurance, no access to genetic test results
and/or no genetic testing used

— Use of genetic information (and genetic testing)
above the ceiling allowed




Changes to Insurance Law

e Level of information sharing

— E.g.: disclosure obligation in some countries
limited to reasonable responses to questionnaire
of insurer

e Sanctions for non-disclosure

— Differentiation between willful concealment of
information and non-disclosure

— France: sanction for non-disclosure in proportion
to the risk that was concealed




Policy Option 5: Self-regulation by
industry

e Existing ‘moratorium’ on testing itself

e Ombuds- and complaints system with
mediation

e Possibility of development of standards for
genetic testing

e.g. UK ‘concordat’: moratorium & ceiling
approach




Practical Considerations Related to Type of
Policy Intervention

Extent of protection & omprehensiveness
Post-factum or pre-emptive protection

Cost & Practical Impediments to regulatory &
egislative changes

~ederal-Provincial Jurisdiction & Overlapping
Jurisdictions

nternational Context




Practical & Policy Considerations Related to
the Issue ltself

Difficulty of defining ‘genetic information’

Possible challenges by others not as much
protected as those at genetic risk

‘Meaning’ of regulating genetic testing: what
‘message’ does it send?

Public Confidence




