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Committee KihUtM

in the course al further discussion of s«c. lo provisions

With Senator Donley and Mr. snarrock, Mr. rarleign

reiterated problem? resulting from lack Of adequate supply

furnished by distributors. He further advised that he could
go to Coetco and buy b«ar and wine cheaper than from a

distributor. Ho acknowledged that Coetco often does not
carry the beers Ua- needs, but ha advised that he saw no
problem with a f>** market. Mr. Sharrook notad that Mr.

Farleigh's point wng veil taken.

In further djoc»'«s*ion of the 3;00 p.a. deadline for
entertainment in restaurants, «r. sharroOt pointed to
existing regulations. He advised that tha majority of the
revenue earnod by such establishment* i* fron dining, and
traditional dining hours are 6:00 p.*. to 9:00 p.m. Mr.
Farleigh advised that he had just appeared before the board
on this issue and was turned down. He acknowledged that
PF2 pra PF4 PFS PFfi PF7  PPS8 PF9 PF10  PFi1
EXIT KENU PRINT BVIO FWD EIRST LAST
A01CI17 HUM LPT1
24 PAGES SELECTED Committee M inutes
w hile 6:00 p.m. to 9:00 p.m. is the most common dining
period, a number of people stop by late.' after a hookey game
or other evening “vonto. Hr. Farlelgn stressed that ho was
attem pting to increase the economically viable period in
Which a restaurant exists. He suggested that existing
regulation* force people to move their activities to bars
after 9:00 p.*. He noted that he had had a number of such
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comments from customers.
Co-chairman Halford advised that he continued to have
problems with mentions of the bill relating to bottla clubs

and advised that the bill would be held in committee for
further review.

ADJOURNMENT

The meeting was adjourned at approximately 11:05 a,s.
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Individual, Family, and Societal Dimensions of
Genetic Discrimination: A Case Study Analysis

Litt N, Ceflcr, Joseph S. “Jper, Paul R. Billings, Carol L Barash,
Jonathan Beckwith, and Marvin R. Natowicz*
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cuoniitrioal

abstract

background. As the development atid use of genetic tests have increased, so Uive
concerns regarding the uses of genetic bfomuaion. Genetic discrimination, die differential
treatment of inJiriduuls based on real or perceived differences in tlieir gcnonws, is u
recent!) Jestribed form of discrimination. The range and significance of experiences
associated with thisform of discrimination art not yes well known and ant investigated in
this study.

Methods. Individuals at-risk to develop u genetic condition andparents of children with
specific generic conditions were surveyed by questionnaire fur reports of genetic
discrimtnarion. A total of 27J90 questionn aires were sent out by mall. Of 917 responses
received, 206 uere followed up with telephone interviews. The responses were analysed
regarding circumstances of the alleged discrimination, the institutions involved, Issues
relating to the redress of grievances, and strategies to maid discrimination.

Results. A number of institutions were reported to have engaged in genetic discrimination
including health and life insurance companies, health care providers, Mood batiks,
adoption agencies, the military, and schools. The alleged instances of discrimination were
against individuals who were asymptomatic and sometimes impacted on other
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usymptomxtic relatives. Few surveyed respondents knew of the existence of inmuudnmt
such as state insurance commissions or tht Medical Information Bureau. Inc” r.bcAmay
ploy roles In rtdrrts ofgrievances or correction of misinformation.

Conclusions. Genetic discrimination is variable inform and cause oni cun have meritJ
consequences for individuals experiencing discrimination and their relatives. The prtx uce
ofabnormal genes In dt individuals makes each person a potential victim of tMs type tsf
discnminadon. Tht increasing development and utilisation of genetic tests »ill Bkr/j resub
in increased genetic discrimination in the absence of contravening measures.

The growing knowledge of human genetics, stimulated in port by the lleiari
Genome Proju.,, has engendered a societal need to understand potential bxrards «
well as benefits of this knowledge. With the increased ability to identify yerir
differences, it is important to elucidate appropriate uses of geacik mformariot from
the perspective of both individuals and the public. Al the same time, safeguards most
be dm ‘oped to mimmixe inappropriate uses of this infomuuioox4 One area ol
00ocem is genetic discrimination. _ -

The tenn.“g.en.etlc.d|scr|m|nauon”.ha* beer used to describe the diffaenriod
treatment of individusis or their relatives bused on actual or presumed
differences as opposed to discrimination hased oa phenotype**7. Sources of
infonnatioo that enable sudt discrimination include genetic and soroetaars na-
geoetic medical tests, family histories, and information obtained from cfintcal
examinations. Each of these sources has important limitations in terms of its rehactfey
in predicting whether a particular genetic condition will occur and, if so, the cfakal
course of (be associated disease. These limitations include but are not restricted to Ac
sensitivity and specificity of genetic test*, the intrinsic clinical variability of s=**y
hereditary condition*, and the importance of environmental factors. .

A pilot study of genetic discrimination sliowcd this problem to involve store
disorders dun was previously revealed by isolated reports. The reported t—
involved avanet% of social institutions sach u life and health insurance ocgaoiariom,
and suggested that genetic discrimination may become a significant social poicy
problem*. Based oa this work and reports of genetic discrimination by others, cﬁar IS
now senous concem r_e/ga_rdmg the importance of this problem*-Gm-u. This concern is
intensified by the Proh criloo and increasing utilization of geoetic tests msrie pesaihL:
in part by techno 0([1|ca| advances made by the Human Genome Project and V+ the
ajtplicalioa of these technologies by commercial interests _ .

Previous repons of genetic discrimination involved studies of relatively sasall
numbers of Individuals and, consequently, would not be expected to reveal a fad oagc
of the discriminatory experience* faced bmffected individuals and their fararfr*
Hen; we report on case studies obtained in v92-19930f individuals living tiiruagboot
the United States at-rule fur or related to LPeople at-risk for tbe following dbtrtkrg
hemochromatosis, phenylketonuria (PKU), ‘mucopolysaccharidoses é PSi. and
Huntington disease 'We describe the spectrum of discrimination reported by seme of

these individuals and discuss its implications through analysis of selected informnrvc
cases.

2 Science and Engineering Ethics, Voluate 2. Issue 1.1996
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METHODS
Study Design

Individuals at-ride for genetic discfiminarioo were seat questionnaires during
1992-1993. The definition of genetic ducrimiiuition bu been previously presenlcd end
distinguishes genetic discrixninatjoc from dircrimixutka based oa phenotype”3. OnJy
thoae casee ia which individuals appeared lo have bo nyraptoms (i.e. no apparent
phenotype at the time of the repotted discrimination) were included in this study.

Questionnaires and Interviews

Two questionnaires rod on interview instrument were developed bused on findings
from our pilot nudy. They were reviewed by consultants experienced in qualitative
resourch methods icd questionnaire design aad were approved by the ShriYtr Center's
Institutional Review Board The two questionnaires were distributed through the
mulling lias of generic disease organimtioos selected according lo the criteria
described below, ord were accompanied by a leua describing the research group end
lint goals of the study. One questionnaire was directed at individuals who hod or were
at-risk to develop ;i genetic condition. The other questionnaire was directed at parents
who had a child with a genetic condition. Both were designed to acquire information
about whether an individual believed dux siv*he or a relative hod experienced
discrimination because of u genetic diagnosis or assumption of genetic predisposition
h>tbe disorder, as well as a brief description of the discriminatory cvent(s) (Tabic 1,
see p. 85), The descriptions of the alleged discriminatory events were used to screen
the returned qucsnkxmnina for cases that appeared lo fu the definition of genetic
discrimination used in this study. Thai is, the person alleging discrimination was not
symptomatic for » genetic disorder (or any other disease which might confound the
claim of discrkniaotioo) aor did the compbinl appear to involve legitimate actions by
companies or individuals that were construed as “unfair” by the individual claiming
discrimination. Some cases were included where an apparent conflict between the
perexptioo of the individual and the apparent point of view of an institution illustrate
areas of ambiguity ooocanicg the “launcas™ of the situation.

Telephone interviews were conducted with individuals who. from their responses
to the questionnaire, appeared to have experienced genetic discrimination as described
above. An attempt was made to interview all individuals whose questionnaire answers
met die above criteria and who indicated wi their returned questionnaires dial they were
willing to be contacted by telephone. The script (available by request) used to conduct
the interviews was designed to obtain more detailed information about die perceived
discriminatory evem(s) (Table 2. see p. 86-87). For exjinph, in cases of alleged
discrimination by an insurance company, the interviewee was asked about how the
company found out about his/her genetic status, wimi correspondence and
conversations were held with Individuals ul the company, whut reasons were given by
the company for action* taken, whether outside support at counsel was .sought,
whether the esse was reconsidered after communication with the company, length of
time of rcsponr-e, who within the company handled the case, whether alternative
policies were offered, etc. In addition, general information was elicited regarding the
economic tod educational status of tbe individual, os well as pertinent medical

Science ar.d Euxinerri/ig Ethics, vejuwa Issue t, 196 73
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information including wliothcr the individual was asymptomatic. We also sought to
determine the origin of the genetic diagnosis of supposed genetic risk factor, perceived
ability to redress a grievance, the extent to which an individual challenged adverse
decisions, and the impact of personul generic information on the individual and her/his
family. The Medical Information Bureau, Inc. (MJB) and state insurance conunLsaions
are institutions which may be useful to individuals seeking redress regarding
insurance. After conducting a number of interviews, it became apparent that the
respondents differed widely in their knowledge concerning avenues for seeking redress
for complaints involving insurance. Consequently, questions concerning whether the
individual knew of the MIB and state insurance commissions were added to
subsequent interviews. Consenting interviewees were anonymously upc recorded to
aid in the lransenprior of information. In addition, documentation uf discriminatory
events was sought, including such items as letters from insurance companies and
medical aad personal notes.

Study Group*

The specific disorders targeted for this study were Huntington disease,
phenylketonuria (PKU), hemochromatosis, and mucopolysaccharidoses (MPS). They
were chosen because they met the following criteria: (1) the generic basis of the
condition is known aad unambiguous; (2) discrimination directed against individuals
with these conditions would most likely be due to the genetic bases of these
conditions, rather titan due to physical symptoms; unit (3) support groups for perrons
with these conditions exist so tlutt individuals could bo contacted easily. These
conditions were also selected because they cover a spectrum of situations including
dominant and recessive disorders, treatable and unircuwble disorders, relatively
common disorders for which screening programs exist, und rare disorders fo; which
screening programs are not indicated. Note that iltc individuals with recessive
disortk-rt included both those with rite genotype for the disorder and those wbo are
simply carriers.

Huntington disease is a fatal, untreauble, autosomal dominant disorder whose
symptoms generally appear in middle uge. There is currently a molecular genetic test
available to diagnose tbU condition. Hemodtromaiosis is tin iron storage disorder with
a variable phenotype, some individuals being completely asymptomatic. This
autosomal recessive disorder is treatable by phlebotomy (drawing blood). PKU is an
autosomal recessive disorder for which all newborns in lire United States ore tested. If
left untreated the disorder results in mental retardation. However, PKU is successfully
treated by placing the child on a special diet. MPS disorders are usually associated
with utental retardation and organomegaly.

A total of 27,790 questionnaires were mailed by the following groups to their
members; Tbe Huntington Disease Society of America. The Hemochromatosis
Research Foundation, The National M.P.S. Foundation, and the PKU Clinic ar
Children's Hospital, Boston, MA. These mailing lists included donors and interested
individuals who were not appropriate respondents to the questionnaire, a factor which
was expected to result in a low response rule. llowcvcr, contacting individuals through
a national organisation was more likely re get a brooder response than that obtained by
contacting individuals through a few clinics. Respondents to the questionnaire

74 Science and £sigiMifag Elides. Volume 2, Issue J. J996
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included individual* who woe at-risk to develop a genetic disorder but who were not
lafornod of thdr genotype, individual* who were pmytnptomafie for a specific
JdcdJe condition, and Individuals who were Mympcomaric because of receipt of u

'hftr&r%y or were heterozygotes and thus only “Carriers” for an autosomal recessive
condition.

RESULTS

of the 917 returned questionnaires, 455 respondents asserted that they bad
experienced generic discrimination and 437 that they had not. The remainder gave
ambn};uous answers (hat could not be specifically classified. Some respondents
reported experiencing genetic discrimination in more than one setting, After Screening
tht Questionnaire* for cases dut appeared to fit the definition of genetic discrimination
used in thia study, we were able to contact for interviews 206 individuals Who reported
that they experienced genetic discrimination. Detailed breakdowns of the responses of
%II respon)dents to the questionnaire, categorized by disease group, are given in Table 3

SEeP. s8).

A variety of different institutions allegedly discriminated against the respondents.
The majority of cases involved discrimination by health and life insurance companies
but there were a number of cases involved employers, adopttoa services, and blood
banks. The cases reported below are grouped according to ugents/mstiiutioos allegedly
engaged in 'tho generic discrimination, followed b,y results of the impact of generic
discrimination on individual* and family member*, responses and counter-measures
taken to mitigate the effects of genetic discrimination, and infocmutioo pertinent to the
underlying hases of this phenomenon.

A c/Mflriimiun &enitMiflfl iiLdBerimjaijUxv practices

* Health and Life Insurance Corporations - .

~ Four aspect* of discrimination are illustrated by the cares involving health and life
insurance: (1) discrimination against individuals who were asymptomatic; (2)
differential treatment of asymptomatic individuals or families ooce a genetic diagnosis
was established, thus treating die genetic diagnosis as a preexisting condition: &3 the
failure of some group insurunce plans to provide coverage for qualified individuals
with a generic diagnosis; and (4) the Loss of insurability suffered by relative* of an

individual with a presumed generic disease. These issues are illustrated by the
following eases.

Canta; A health maintenance organization (YHMO) had covered the medical expenses
of a child since hirth but refused to pay for occupational therapy after xlic wu*
diagnosed with MPS-1, claiming that the condition wo* pre-existing. All bill* relevant
to Ute condition had been paid Up to the time of diugno*i*. Tlie occupational therapy
had been pru-upproved by tlic managed cure corporation. The situation was remedied
after the family ccmplainec to a customer service representative of the HMO.,

cate b: A private insurer in Colorado notified the parents uf a three year old who hod
been recently diagnosed with ah MPS syndrome that the child's policy was lermwuied

Srien<e and EnxinctrhiR Ediks, Volume 2, Issue I, IW6 75
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although (be family bad been on the policy for nine month* before the diugnosi*. After
an extended negotiation that included retention of a lawyer und the threat of a lawsuit,
the insurance policy was reinstated, However, a rider wu added to the poiioy
excluding coverage for two common MPS-reLiicd complications.

Cos*c A 24 year old woman was denied life insurance due to her "strong family
hiuory of Huntington’! Chorea™ and the fact that she has never been tested to
determine if the is "currently a carrier,” The rejection letter stated dun if she "should
bn tested and if found to be negative,” the company would issue a standard contract.

Can d: A mother submitted applications for employment-based life insurance
policies simultaneously for her two children, one of wbont had Hurler syndrome, a
form of MPS. Both were rejected. The rejection letter indicated that the child with
Hurler syndrome was denied a policy because the condition is fatal; no reason wus
given for the denial of a policy to the other child. She was later able to obtain coverage
for the healthy ctuld through a different employer.

* Clinical Professionals

In several cues medical professionals reportedly pressured patients or clients at-

risk for having children with serious genetic conditions, to undergo prenatal diagnostic
testing or to forsake having children.

Can e: A PKU gene carrier reported that during a routine pediatric visit, her child’s
doctor advised her that it would be unwise to have mere children and that she should
consult a genetic counselor to understand "the implications ot PKU".

Case/: A couple in which one member was at-risk for Huntington disease reported
that physicians tried to compel them to undergo prenatal genetic leading and reportedly
coerced them to sign a document agreeing to abort on affected pregnancy. They also
reported being required by a health care provider lo undergo genetic counseling despite
their belief that they had comprehensive knowledge about lire generic risks und their
decision to continue any pregnancy irrespective of Huntington disease status.

 Adoption

Three issues are illustrated by the cases of alleged discrimination by adoption
agencies. They ore: (1) a misunderstanding of the nature of the presumed genetic
condition with consequent unfair treatment of the prospective parents; (2) the
requirement that individuals "pass™ a genetic rest before being allowed to adopt a

child; and (3) the assumption that individuals with genetic diagnoses should udopi only
children at-risk uf having a disability.

Cun #:  One respondent, a carrier for MPS, was required by uji adoption agency to
repeat the blood and urine Lcsts routinely required of prospective parents. It wus
reported thix agency personnel found it “inexplicable™ that the original test results
were normal in someone wlio was a carrier for a genetic disorder.

Scienceiuul Eiixineering tthics. Volume 2, Issue 1. JW6
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Case h: A married woman learned that the wm at-risk for Huntlngton disease when
the wu 25yean cW, A year later she and ha ht'ibund decided to adopt a chikl oa the
advice of her physician. The latter told ha it would be better for her not lo have ba
own children aad that she could easily adopt. She therefore underwent a tubal ligation
nod the couple began tho adoption process. The adoption agency application asked
wh%/ the coupfc w U not able to have chCdrcn biologically, inquired about the presence
of hereditary disorders, and required certification from"a doctor that the couple w u
sterile. Shortly after filing the application, the couple received a letter from the
adoption agency refusing them the opportunity to adopt based on the woman' risk of
Huntington disease.

cast i A birth mother with Huntington disease was refused the opportunity to place
her child up for adoption through a stale adoption agency but the child was accepted
by a private agency. A couple with one member at-risk for Huntington disease had
been unsuccessful In trk/m,g to adopt a child who was assumed to be genotypically
normal. However, that at-risk couple was permitted to adopt the at-risk infant.

* Armed Services . _ .
The case described below involving the armed services shows dun even

institutions as structured as the military may not have a consistent policy with regard
to people at-risk for genetic conditions.

Case f. An individual enlisted in the Air FOrce and revealed his (appr.oxmatelg 50%)
risL status for developing Huntington disease. When applying for recnlistment, be was
discharged due to his risk status, although he was asfymptqmanc. The brother of this
individual served in tbe Marines (who were aware of his risk statu(sj) until he became
symptomatic for Huntington disease axwhkh lime he received a medical discharge and
treatment ata VA. hospital

* Employees o o .

In many of the eases involving employment, individuals believed that they were
not hired or were fired because they were at-risk for genetic conditions. In other cases,
individuals who were employed reported that they were reluctant to seek cither a more
desirable job or ajob in a different locution because Utey feared that they wuuld bo
unable to obtain health insurance in their ncs <position.

Case k. A 24 year old wcount was fired from her job as a social worker shortly alter
her employers learned that she was at-risk to develop Huntington disease. In the eight-
month period prior to her termination she received three promotions and outstanding
pcfformtmeu reviews. However, while conducting an in-service training oa admiuing
and curing for Huntington disease patients, she revealed that she had a family member
with Huntington disease. Shortly afterwards, situ was given a poor performance
review. Ha employers declined to give examples of poor performance. She was soon
fired and told by a co-woriccr that the employer was concerned about her risk to
develop Huntington disease-

Scitme and Engineering Ethics, Volume 2. Issue 1. IW 6 Ti
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Castt. A S3 yea aU maa woe..ntervkwced for a job with an insunncc company.
During fan On* iwvkw far rsv«0od (Jut be had hemochromatosis but was
tsympacoMtic. During tte aesxmd interview, (be oanpuny representative told him that
the company would be nkscst~d in hiring him but would not be able to after him
health iw a a cc brraanc of his hcjnochrotniioai*. He agreed to this condition. During
tha rtwd mtaviev he w» tJd that although thty would like to hire him, they were
unabk to do io because al ha beraochrocnaiostx.

* Educetiooal iastirndoaa

Our study eitcrred a few reports of genetic discrimination occurring in educational
instiiaDOBLt. As is the cue for the examples described above, the examples of genetic
discrimination by ettattiail itminaioos involved the denial of opportunities to

appwrenrfy gmtified u frrktoals because of a perceived genetic abnormality in those
tndividwaH.

Cast «t In a aaa8 town, two healthy children attended the same school aa their
disabled brother. Tha brother had MPS Il and attended a special education class.
Whbai ia jocund grade, one of the healthy children was judged to luve poor
penaawfeip. A trarhrr decided that this indicated the onset ol* MPS 11 und sent the
child hack to first pade without consulting the parents or a physician. The parents
protested and the ch£d was placed in the appropriate grade.

» Blood Banks

Twenty-rwo respondents with hemochromatosis reported that they were nor able to
donate blood. The America* Red Cross has a policy of rejecting blood donations from
all iadrridtisk with heaeocbromamsis arguing that tho donations are treatments, not
gifts*. A rigaiftcaa. Bomber of respondents stated that they donated blood because
their hcaStt m w acr would not pay for phlebotomy treatments. In some cases. Mood
backs woo willing aa perform phlebotomies as treatment Tor u fee. Several of these
cases have preview!? been discussed1l In (he cue below, prejudice or ignorance of a

cneduai condition apparently played a role in inappropriately denying a potential
donor the opportunity to give blood.

Cost k. A man who had regularly donated blood for a number of years was refused
phlebotomy when tte worse responsible for scheduling at the local blood bank learned
(hat oc had been diagwosed watt Huntington disease. Donating biood was important to
(his 0 a as a way of making a contribution to society. His neurologic findings, if any,
were apparcxtfy a« as sswe siooe the director of tbe blood bank invited him to resume
his Mood dooBtkw once tfcoi particular nurse retired.

FVvooal reacriofo waccc p.-ooie at -risk fcr_gsti«ak d”crinijnaiion

Nut tmexpccusSy, experiencing one or more episodes of genetic discrimination
engenders s garwx of personal/psychological reactions for both the affected individual
and, often, fur other itady members. These involve Loss of self-esteem, alienation
ffoa family mecibrrs and others, and alterations in family dynamics, for example,
some kx£viduals reported that they fell stigmatized and unworthy of marriage or that

8 Science und Engineering Ethics. Voiume 2, issue 7. J996
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membership uf those group*. In sddiua<v dscsa=e=ssi:oa of disurimiautiod was
difficult to obtain ia many instances. Some types of dixcnmimooo such os
etnpluyinem discrimination cannot be documented eaaiiy. In otl.'cr miuocoi. record* of
Uiscrirnuvstion were not kept, espccolly if (be uuferiduai* hdicved ihai there was oo
recourse for appeal of in advene decision. That, it a difficult in determine to whni
extent reporti of geoelk discrimination are of actual rather th.ni perceived
discrimination. ' L ) .

The low response rule to the qoeslioooaiies ia Auc Ia several factors besides the
actual incidence of genenc disaiminatton. No foflow-up mailings of the questionnaire
were dooe. a practice which greatly increases te response rate. In addition, the
mailing lists of the disease orgamzatlons ttchdc cany individuals who ire not
;%er.so.nally ulTccted bK the disorders and so vudd out respond to the questionnaire.

his is refiected in the fact that some questiocaaaes vert returned b{ Reople who
noted that (bey were not aﬁproprjate respondents, h a use pentibW that the response
rale reflects a real result; (hot while genetic dacrkuiaaocn cush at this time it is not a
widespread phenomenon. _ .

Finally, we emphasize that dtis study is act a survey, but rather and attempt tn
collect case studies at order to examine the vancues of %enctk discrimination.
Consequently any statistical analysis of the cases vc«id be both inappropriate and
unnecessary.

This f|yrst, extenxive study of genetic discsqnctxn extends and confirms the
results of earlier ones, The cases from this study aa cuaauicm with the interpretation
that although not systematic %e,nenc discnouitccB does occur in a wide variety of
contexts and can cause hvdahip to affected adrnduis and their ft- ntW Many
instances of genetic litaaiminatioa described id tds stscy are similar to other types of
discrimination. However, the distinctive naiare of dtis type of discrimination lies in its
effect oa individuals who ore asymptomatic aad way never become SP/mptomatlc.
Because the number and ate of genetic tests is rrpaodatg rapidly and wffl «*miyn>to
increase, it is vital that standards be developed inte near future to ensure that genetic
information be used fairly. As our society straggles to be man equitable in its

treatment of people regardless of race, age, or gcatfcr. it coooot ignore or justify
inequities hased on genotype.
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[*dh <awrfSocietal DintenJons ofGenetic Discrimination

Tani* A Questionnaire
1 Who u your puttie diagnosis?

2a. Do you tiiink that you may have been rel'usad toctfi benefits or dcniod
opportunities because of yew diageoaed condition?

2b. 1f 0o, do you b*ve toy concerns fot the fbture, or other comments'?
3. la what year didibc evaniA occur?

4. Around what issue did you otperiaw® diffwllici? (JHaahh iosuraocc, life

iwurttco, rdcptiog children, military, social services, shorch/iynugofiiie,
cotnmuaityAidghboa, other (pkasu specify).

Please describe your rapeiiencut, explaining why these are discriminatory.

5

6.  Arathere any other ccmraoots that you would like to make?
7. Please note which badtution xciu yea this qoejtionruire,

8

May we contact you for more information? (name, address, telephone)

The above questions were distributed in a questionnaire to individuals associated with
genetic disease support groups who. were likely to have a genetic diagnosis (sec
Methods, pp. 73-75). lo odditioa lo the questiocs listed above, the questionnaire bad t
brief definition of genetic discrimination and an assurance of confidentiality. A nearly

identical questionnaire wu distributed to individuals likely to be earners for a genelie
disorder.

Science and Ens’inetrir” Ethics. Volume 2, Issue 1.1996 85
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Table 2 Partial List of Questions from toe Teiepboo* Guide Used fur
Interviews on Genetic Dbcrimiautioa

Number of childiW laraily members affected by the condition
Pedigree

Presence or abcance of coofoorvling disabilities

Context of the occurrence or theevent _ .
(Insurance, employment, public entities A accoaunodotions/housing. educauoo,
government, ivxumuuity, ether)

Insurance ) R ) )

Type? (Health, life, disability, automobile. bome/mortgage, commercial loan)

btaining, renewing, or twitching insurance?
Company name?

Employment . s L
(Hiring, promoaoo, tran_sfer,_i_ob responsibilities, compensation, eligibility for
benefits, provision for disability, association with someone disabled, other)

Company name?
Employer/title? o
Type ofjob and relevance of the condition tojob performance

Was physical accessibility to anactivity curtailed in any way?

Wert rwscniMe accommodations rettjested? 1/50, were they provided'-

After the inckktu, where did you work?

Ifyou.dungedjpb*, woy? - _

Describe educational background and (1ua||f|cathns for LOb
Job* held before and after %tnle/d uties/lcngth of time/ why left)

Public entities and accommodation

ﬁAdoption agency, public boosing, obtaining a loan, professional licensing, other

icensing, transportation service™, place of education, day can: center, recreational
facility, other)

Education
(Admission. activity restriction, termination, health service, other)
Govmuoeot

IVl(ll\/lilitary, benefits, social security entitlement, federal, state, local, other)
llitary

(Entﬁan)ce, transfer,job responsibilities, activity restrictions, termination, promotion,
other
Array, Navy, Air Force. Marines, National Guard, other
Beoefitx
(type: eligibility criteria and dates)
Community N . .
(Neighborhood, religious community, recreational facilities)

86 Sd/nce and Engineering Ethics, Vuiume 2, issue |, JW6
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| Tkbta 2 comirtoad: Partial List (/ Questions frota trie TL-iryhume CcKfa Land
| for Interviews on Genetic Djecrurfnatioq

Detail* of Discrimination

How was information about your olchuoo revealed? _

Did the insumtion getinformation trot* tbe Medical Infoatutioc 3crsa*? Wtatt
tafocmatioa did ibey get? How did you find out? _ .
What did you request and why? (describe oil events, cxtm icurrtpcmkma which

precede toe institution™ denial)
Who did you iim oocua? (indude job title)
Type of cutTcepcadeoce (letter*, phone, pence) .
Wh»U if nay, additional medical infcrmuioo wwrayou reqvirrd to - evrl — we
receive ‘a copy of their request?) . .
Were you given a reason why ihu information was required? _
Did you voluntarily Submit additional information or medical lasers id mypore? (May
we receive documentation’?) .
Did you soelc help from an outride source, sucfa as pencood. other pcopie you'caow, or
a disease support group, efc.?
What was the nature oftheir reply? o _
(rcriuai to consider case, request for additional information—<f ax what was
requested?)
_ Were you or your phyjidan requested to mbmit m/anauico? Other?
Did the pcTvoo making ibe decision captain to you wrist they thought acd wiry? How
was this communicated to you?
How long did the institution lake to respond to your initial mgaky?
W u the response made in person? By phene? By letter? (Pmmahacd Sam or team?
May we obukt acopy? 1+ not, why?)
Who replied? (job title) o .
Did ibis ﬁerson contiauelo handle ytw cue, orwu itideotd soa saperrmor? if »,
herw high up within the crganizatioo did couaideraticn of yew cue go? Didyrwowr
request that a supervisee take charge?

Science and Enginetrinn Ethics, Volume 2, Issue 1,1 v I
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T*M» 3. Ikbtdntfoa ofquestiootiaira

Questionnaires Reporting genetic discrimination
(returned / seat) ya no ambiguous
Huntington disease 623/25,924 276 329 18
Hemochrom&todi 138/1.250 53 85 0
MPS 371420 44 10 3
Phenylketonuria 22/200 12 8 2
Other* 77/none 70 5 2
Thtal 917/27.790 455<8&> 437 25

* This category indudes questionnaires with information regarding disorders other
tlum those listed above and those where it was not possible to ascertain the disorder tbe
individual had. Questionnaires returned blank are oot included.

@ The 206 interviewees were from the 385 individuals in this category reporting aNn
association with Huntington disease, hemochromatosis, MPS. or phenylketonuria. Sec

Methods (pp. 73-75) for s more detailed description of the selection of individuals
interviewed.

Science and Engine/riii? Ethics. Volume 2. Issue 1.1990
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CS FOR HOUSE BILL NO. 407( )
IN THE LEGISLATURE OF THE STATE OF ALASKA

NINETEENTH LEGISLATURE - SECOND SESSION
BY

Offered:
Referred:

Sponsors): REPRESENTATIVES DAVIES, Brown, Nicholia

A BILL
FOR AN ACT ENTITLED
"An Act relating to discrimination by certain insurers against a person with a

genetic defect"
BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

* Section 1. AS 21.36 is amended by adding a new section to read:

Sec. 21.36.092. PROHIBITED DISCRIMINATION AGAINST PERSONS
WITH GENETIC DEFECTS, (a) Except as provided under (b) of this section, an
insurer may not

(1) refuse to issue, sell, or renew a policy of life or disability insurance
if the refusal is based only on an asymptomatic genetic characteristic of the person to
be insured;

(2) charge a higher premium, require a rebate, discount, or otherwise
discriminate in the amount to be paid for insurance coverage issued to a person who
has an asymptomatic genetic characteristic;

(3) insert a condition in a policy of life or disability insurance that

_ o]- CSHB 407( )
Nev Texc Underlined [DELETED TEXT 3RACXETED]
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Covers a person with an asymptomatic genetic characteristic unless the policy condition
i also imposed on other persons with similar coverage; or

(4) fix a lower rate in agent or broker fees or commissions for issuing

or renewing a policy of life or disability insurance if the lower rate is based only on
the fact that the insured person has an asymptomatic genetic characteristic.

(b) The provisions of (a) of this section do not apply to an applicant or an
insured person with an asymptomatic genetic characteristic and a medical condition,
medical histgr)of, claims experience, or actuarial projection that establishes that
substantial dfﬁer@n’ggs} in claims are likely to result from the asymptomatic genetic
characteristic.

() In this section,

(1) "asymptomatic genetic characteristic" means a scientific or
medically identifiable gene or chromosome, or alteration of a gene or chromosome,
that is known tobe a cause of a diseaseor disorder, or is associated with a statistically
increased riskof  development of a disease or disorder,and that is asymptomatic of any
disease or disorder;

(2) "insurer" includes

(A) an insurer as defined in AS 21.90.900;
(B)  a group heath planas defined in 29 USC.

1167( IKEmployee Retirement Income Security Act of 1974);

(C)  a health maintenance organization as defined in

AS 21.56.900;

(D) a hospital service corporation or medical service corporation

as defined in AS 21.57.330;

(B> a writing carrier as defined in AS 21.55.500; and
(F) an entity offering a service benefit plan as referred to in 42
US.C. 13%g - L
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Genetic information
poses quandary for
Insurance industry

Medicine 3 increasing ability to identi—
fy an individual*s genetic disposition to
disease may require the government to of—
fer long-term national health insurance or
prohibit insurance companies from using
the information, says Nobel economist
Kenneth Arrow.

Without one or the other of these poli—
cy changes, the Stanford professor emeri—
tus said recently at a seminar on biomed—
ical ethics, patients and their physicians
increasingly will face an ethical conflict
between medical truth and financial harm
to patients.

In some cases, tests that determine an
individual 3 disposition to a particular
disease might lead to treatments that
would prevent the disease from occurring,
but at the same time, might cause the per—
son”s health insurance to be canceled, Ar —
row said.

“There are a few examples now, and
very possibly, as the human genome pro—
ject progresses, we will have people who
arc uninsurablc at birth because they al—
ready have 3 high probability of very

Sm Cecefif inttkmotioo, poga 10

Genetic inform ation

continued from poge |

costly diseases," he said, _
In"addition to the ethical conflict posed
by these medical advances, he said, eco-
nomic inefficiencies can be expected to
increase. Already, new ne%;atlve Informa-
tion about one's health status, such as the
develgpment of allergies or some other
chronic condition, prevent people from
chanf;lng Jobs, retiring or becomm([; self-
em?oye , he said. Because most U.S.
health “insurance is made available to peo-
Be on a Ke_arY basis through 9roups
ased on their place of employment, these
people have trouble getting néw insurance
coveraqe If they charglge employers. _
. Employment-based” health insurance. is
analogous fo the situation in communist
societies where many benefits, such as
health insurance and Housing, are attached
to the job. That's one of the reasons those
countries tended to grow slowly," Arrow

said.

"Restrictions on job mobility arc really
socially inefficient and individual depriv-
ing. The individual is deprived of an op-
portunity for a better position. Society 'is
deprived of having the best person in"the
bestjob,” . _ _

That Inefficiency likely will_occur on a
larger scale if genétic d|sB05|t|0ns_ to dis-
eases become “discoveranle at birth, he

said.

Arrow took the example of a 20-year-
old individual whose medical tests reveal
a cell tissue mutation known to Le a pre-
cursor of colon cancer. The individual
docs not have the disease itself but is
more likely to develop colon cancer over
the next several decades than a 20-year-
old without the mutation. . ,

Before this medical information was
known, he said, an insurer could rational-
ly assume both 20-year-olds had the same
chance of %ettlng colon cancer and charge
them, or their employer, equal health in-
surance premiums,

That Was fair for all because no one
knew who would get the expensive dis-
ease, and the premium cost was based on
the overall probability of some peaple in
the pooled ‘group néeding colon cancer
treatment. ,

_The new information would pose no
dilemma if both 20-ycnr-olds wctc in-
sured for life, rather than one year at a
time he said..

Insurance is like a bet on the toss of a
loaded coin when no one knows which

way the coin IS loaded, Arrow said. An
n.mnn*v  f >SMir

times and 15 heads
come U'P’ he said.
"My willingness to
Blace, an evén-money
et disappears.”

Some might argue
that insurance com-
Pames should volun-
tarily ignore chang-
ing Individual ris
factors, he said, be-
cause "in the aggre-
, gate. large group
rlskﬁ are smaller than for indiviguals sepa-
rately.” However, Ignoring established In-
dividual differences in health insurance
would be comparable to asking auto_in-
surers to ignore individuals™ drivin
records, he'said. Ultimately, those wit
lower risk would pay for those with high-
er risks, and insurance companies who ig-
nored the risk factors would face a com-
petitive disadvantage.

"In effect, if an Insurance company de-
cides to take peaple known to be high risk
without a special premium, the burden re-
ally falls on the other insured. The question
Is, 15 that what you want or not?" he said.

"I a theoretically ideal market, the eth-
ical dilemma would disappear by insuring
people against future diagnoses,” but tha

IS not likely. to be achieved by unrestricicc
freg enterprise. Arrow said. o

Government could help by enacting ei
therof two,_policies; ,

* Creating national health insurance
which would™be long-term and would no
tie individuals to a certain employer
There Is no natural reason to hase hcaltl
Insurance on Year,ly employment, he said
Lifetime health insurancé for everyon
would be "ethically fair and. in man
ways, an efficient allocation of risk. 0
course, we do know that compulsory in
surance has drawbacks.” particularly th
lack of incentives to minimize treafmer

Kenneth Arrow

Costs.

mProhibiting. insurance companic
from ysing Individual differentiation ir
formation in setting their rates. “The coir
P_ctmvr. motivation for using the inforrtu
lon would then disappear,” Arrow said.

Enforcement of the prohibition coul
be a problem, he said. _

"| 'think for Iarge companies, there's n
great problem, but the problem com<
around the edges for the sclf-cmployc
and small firms - the ones where cove
age is poor today," he said. ,

T|r|1ere are U Iodt log_p_rdobllems WI%

mall company and indjvjdual insuran
ﬁans), mclB&ng their h1|gh_er administri
Ive costs,” Arrow said. Trying to enfort
a non-qlifferentiation clause on” them "gr
Into difficult orohb'ms with no simple’at
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Prohibiting insurance discrimination hased on genetic defects

Genetlﬁs ha eéhe otential to. bnng at deal of ood to human
kind. throu 1Sease reventlon arl etectlon a d new disease
Leatments ene t ?rgP esea ch ers contln e to narro gown
8 enetic |nd| ators o ases asotﬁ) ave identified over
smgle ﬂene Jsoréiers erson ma re |ct|ve screenlngs
for man these disorder I-w Ver, ap IS0 3 Peenﬁ IC
marker may not ever %eveop |sease nor oes |t Indica

person's current healt

Although |nsurche d|scnm|nafon based enetic, information. is not
known to be wi es read, It wi tm% area for competitive
nsurance compa ! ofﬂ? identi cut costs. r{;essence

?ﬁgﬁ (1
as the Bote a ecomlnézr { diﬁft cenhury S Jersion o

reexisting. condition.” In qr ress this’ policy question hefore
anB espread, I(nave fntro uceaﬁ-l o

abuse1s wi
F 07 prohibits insurance com anhes tha{ operate in the state of
% ane Information.

Anzona 82hf8#%°|5'méﬂat'”%r?é‘at Sve e qar

ave Simiiar 1aws.

ite 20
Resources Fairbanks, Alaska 99701

2



Chapter Three
he iImpact of
Advances in
Genetics on
Insurance Policy

by
R. Steven Brown

As knou. ledge increases about human genes, information is becoming avail-
able that may fundamentally alter the premises upon which insurance is
founded. State governments are the primary regulators of the insurance
industries, and so are key players in how this technology will affect both the
industry, and the people it serves.

Some have noted that advances in genetic technologies do not create new
problems with the relationship between persons seeking insurance and the
insurance industry, but that it is merely the newest chapter (Greely, 1992).
This chapter explores the impactof new genetic technologies on Lhe insurance
industry, the effects the technologies have on individuals either covered under
insurance policies or seeking coverage, and the role that state governments
may play in the resolution of these changing relationships.

Persons whoare familiar with the way insurance works may wish toskipahead
to the section entitled "Insurance and Genetics Information.”

Insurance Principles and Types of Coveragel

People seek insurance to minimize financial losses that may arise from
unexpected events. Policy holders who do not have a loss pay a small amount
to cover the relatively large expenses of those few who do. Such a system is
based on the premises that the general risk to the insured population is known,
but that the risk to a particular individual is not. and that any loss (which
usually must meet some test of significance) is beyond the control of the
insured. The cost of the insurance is founded on the principle that the cost of
insurance should be proportional to the risk involved. Individuals whose
potential losses are large are expected to pay more in premiums than those
whose potential losses arc likely to be less.

Health, life, disability, home and/or auto insurance are those that most
A icans are likely to seek or have at some point in their lives. Although at
leas: four of these may be affected by genetic information (health, life,
disability and auto), this chapter will focus on health insurance, and to a lesser
extent, life insurance.

R. Steven Brown is the Director ofthe Centersfor Health and Environment
at The Council ofState Governments.

Genetics and Insurance
Discrimination

by
Paul R Billings, M.D., Pti.D.

For human geneticists, these are strange and won-
derful limes. From a small, unpopular, unrecog-
nized subspecialty, mostly known only to obstetri-
cians and pediatricians, we have become thesooth-
saycrs and shamans of modem predictive medi-
cine. The illnesses geneticists are asked to explain
are more exotic and wonderful than ever before.
But, underlying the media hype of the Human
Genome Project (HGP) and DNA hysteria, the
basic question remains the same; is what we
observe and try to explain nature or nurture, from
genetic or environmental origins?

The changes occurring in the field of human
genetics are notjust resulting in the identification
of new disease factors. It isa revolution in method.
Scientists now have more precise information
about people’s heredity, their actual DNA. Indi-
vidual genetic variations can be characterized
accurately and al virtually any time of life, even in
fetuses and in vitro products of conception. The
new Genetic Medicine heralds a time when this

Dr. Paul R. Billings is Chief of the Division of
Genetic Medicine at the California Pacific Medi-
cal Center.

(Continued in the outside column on thefollowing
pages.)
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precise DNA based information will be used to
assess hereditary risk, make predictions about
health in the future and hopefully result in new
therapies and cures for the many intractable ill-
ncs. es which afflict us.

Genetics is not that old a science, having really
started about one hundred years ago. Around the
turn of the century, it was already known that
families differed in many ways including biologi-
cally. For example, Queen Victoria’s family was
unique in that the boys had hemophilia; this sug-
gested that this disorder was linked to gender.
Hemophiliac fathers never had affected children.
The mothers of hemophiliac boys were always
non-bleeders. When it was discovered that gender
was associated with the X chromosome (females
are XX; males XY), it became clear that a gene
caused hemophilia, that it was on the X chromo-
some and was usually only detectable in XY
individuals. This mapping on chromosomes of
traits and diseases has been a major preoccupation
of human geneticists over the years; recent ad-
vances in methods have increased the ability to
conduct these experiments immensely.

The technological and information explosion in
human genetics has now resulted in a massive
Federal research program, the HGP. The goals of
the project are to thoroughly understand our genes
and make this information useful for the biomedi-
cal enterprise. HGP has many of the standard
trappings of big, government supported efforts but
it isalso unique; it is the first scientific project to
consider its social and ethical implications at the
same time as it conducts its basic science experi-
ments. Whether this new type of program will be
productive and lead to more beneficial applica-
tions of science remains to be seen.

A direct result of HGP will be a proliferation of
genetically based medical tests offered to die
public. There are about five hundred thousand
cases of the disordercalled adult polycystic kidney
disease in this country; there are a hundred thou-
sand cases of Fragile X syndrome, acommon form
of mental retardation in males. Genetic tests can
now be used in both these conditions. If DNA-
based tests relevant to hypertension or common
forms of cancer are forthcoming, die genetic test-
ing industry will be an economic leader.

HGP and the genetic testing business sector will
likely produce the personal genetic or DNA fin-
gerprint. D’JA fingerprinting usually refers to
forensic applications of genetic technology. But
these methods could be extended. As research

AA -Tho Council of Sloto Governments
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People obtain health insurance in one of four ways: group insurance
insurance, individual INSUrANCE, and publicly financed insurance (see F W P
3-1). The following material reviews each of these. 1

Group Insurance

People usually get group insurance as a cost-shared benefit through an
employer, but this is no longer the most common form of insurance. The group
sponsor, not the members of the group, is the insured party. Group insurar.ee
isacontract, is usually continuous innature, and usually continues beyond the
lifetime or membership in the group by any of the individual participants

Group insurance does not usually require medical information or other proofs .

of insurability by the individual members. Rather the group underwriters are
usually interested in the whole group. Group underwriters will accept groups
whose expected claims experience meets the standards established by 3n
insurer for a plan of benefits and will set a rate to cover those expected costs.
Most larger groups are “experience-rated,” meaning that the insurer charges
premiums based on the actual amount of claims payments made by the group
in a prior period, usually the preceding year.

Figure 3-1. Sources of Insurance Coverage in U.S.

Source Greely, 1992
ConrnuTty-rated

Nona Medcoro  Modoaid Poaond

Employment
Typo o< Irvuranoo

Figure 3-1. Sources of insurance coverage in the US. Source: Greely,
1992

The Blues

Another form of group insurance are the “Blues.” The Blue Cross/B lue Shield
insurance providers may appear to be commercial insurance companies, but
they differ from commercial insurers in several ways. For example, most are
exempt from the sate laws covering commercial insurers, and are instead
regulated by separate legislation (which is much the same from state to state).
However, in response to growing competitive pressures, -a increasing number
of BC/BS plans are seeking legislative approval to reorganize themselves as
mutual insurance companies.

Self-Insurance

Contrary to the sound of its name, "self-insurance" is not a term referring to
policies bought by individuals (see "Individual Insurance”). People are
covered under self-insurance plans through an employer, but self-insurance



not the same as group insurance plans, differing in several very

, areas. First, ii IS the company that is "self-insured,” not the
yjdoij receiving the benefits. In this system, the company forms its own
x pool, usually hiring an insurance company to administer the plan,
jelf.insuranceplans are exempt from most state insurance law, falling
under the oversight of a federal law originally designed to protect
retirement benefits, the Employee Retirement Income Security Act

BRI

"CMtrary to the sound ofitsname.
N'self-insurance isnot a term refemnQ p»utive tool, scif-in-
policies bought by individuals. sured plans offer sev-
fSSLr era! key advantages
'to employers. First, employers gain several financial benefits through self-
jpjurance. They can use and retain earnings on amounts that would otherwise
be paid to and held by insurers lo create the claims reserves required by most
jiOLk laws of insurance companies. Likewise, no premium taxes are applied
@? toself-insured plans. Thus, much of the group benefits marketplace is virtually
pnregulated by the stales. Self-insured plans need not follow any of the state
brws tliat require health insurance contracts to include specific benefits or
follow anti -discrimination restrictions applied to insured plans, need not pay
state insurance premium taxes, and need not participate in state insurance
pools for high-risk individuals.

Tbe increased use of self-insurance complicates public policy on genetic
information and insurance. The states have very little authority to regulate
these plans, but the federal government leaves most insurance regulation to
the states. The net effect is to create a public policy vacuum in the regulation
of health insurance plans for self-insured companies (Murray, 1991).

Individual Insurance

Individual and group health insurance provide protection against similar types
of medical expenses, but they are very different types of insurance contrac-
tually. An individual health insurancecontxaclisone made by an insurer with
an individual applicant and normally covers that individual, and, in some
cases, his or her dependents. Although the health of persons applying for
individual health insurance may not be much different from anyone else, they
cannot demonstrate that they are a part of a well-defined, homogenous, and
mostly healthy group. However, individuals are free to apply for various types
and amounts of coverage.

When individuals apply for health insurance, they go through a process known
as "medical underwriting," a process used by most insurers to determine
whether and under what terms individual insurance coverage will be ap-
proved. The basic purpose of underwriting, from an insurer's point of view,
is to assure that insured persons within each risk class have the same chance
of loss and probable amountcfloss. The goal of the underwriter istodctermine
whether and on what basis insurance can be issued at standard rates, offered
si higher premium rates or with other limitations (such as excluding a
specified medical condition from coverage), or whether insurance should be
refused altogether. Each insurer prescribes its own range of acceptable risk
selection factors.

For health insurance, age and current and future health status are the two most
important risk factors. Claimscosts for different benefits often vary by gender,
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continues, genetic tests for hundreds of common
conditions, risks and predispositions could be
added to the “fingerprint-" A panel of genetic
assays is certainly technically feasible now and
could be applied as part of neonatal or prenatal
screening programs that are currently conducted
by States. The goal of such programs would be to
reduce the burden and cost of genetically influ-
enced disorders on society by reducing the birth
rale of affected individuals or preventing the ex-
pression of the disease trait.

Other benefits can be expected from HGP. New
collaborations between the burgeoning biotech-
nology sector and the well-financed HGP will
result in rapid advances in methods applied lo
questions in human genetics. Along with new
genetic tests, novel pharmaceuticals may be pro-
duced.

HGP has been underway since 1988 and remains,
even in recessionary times, a significant force in
the biomedical research budget negotiations which
occur yearly inCongress. Indeed, HGP has already
announced itself a success; this presumably as a
maneuver to help in the garnering of funding
during the upcoming legislative year. HGP has
been particularly skillful in charting the federal
political process.

To conclude this brief and incomplete review of
the Genetic Age, HGP can be seen as arisin g from
a movement to genetic explanations, driven by a
rapidly progressing set of technologies. The goal
of this movement is to identify human genetic
variations and using that information, create new
ways to benefit society.

But there is a dark side to human genetics, genetic
discrimination. Genetic discrimination is defined
as discrimination arising from a response to actual
or presumed information found in an individual’s
genetic inheritance. It is like other forms of dis-
crimination, but its uses an individual’s inherited
genotype and characteristics as the differential
mark by which to rank and stratify. It is not a new
phenomenon in this country though most citizens
are unaware of its existence or history. Public
education on these issues often is reduced to
sensational stories in Glamour or Vogue. The
remainder of this paper will highlight important
facets of genetic discrimination.
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Eugenics

The intersection of genetics and social issues is not
new. Eugenics is the pseudoscience of human
beuexmem achieved through human genebc ma-
nipulation. It is the dark side of the science of
human genetics. Modem genetics got started in
Britain with Darwin and Austria with Mendel.
Eugenics began at almost the same time with the
work of Darwm’s cousin, Frances Gallon. As
eugenic experiments and data accumulated, it
became very popular in this country; its propo-
nents influenced immigration legislation passed
in the 1920s.

A famous Supreme Court decision written by
Justice Oliver Wendell Holmes allowing forced
sterilizations also reflected eugenic influences in
American thinking. Holmes wrote that “three gen-
erations of imbeciles is enough” (1933) as he let
stand a ruling calling for the sterilization of a
woman who had given birth to several retarded
child en. The laws u hich this decision reenforced
arose from the eucenisis belief that certain human
stock, especially those arising from central and
eastern Europe was unfavorable for inclusion in
American society.

Eugenics became unfashionable during the Sec-
ond World War, primarily because the science was
poor and as a reaction to the overtly eugenic Racial
Hygiene Laws promulgated in Nazi Germany. It
was revived in the 1960s when genetic screening
was attempted for the genes responsible for sickle
cell anemia, a disorder which in this country
affects primarily blacks and some southern Euro-
peans. The groups that were asked to undergo
testing were already experiencing discrimination
for other reasons — because of skin color or low
socio-economic status. Genetic information de-
rived from these programs was used asjust another
surrogate for prejudice and hurtful treatment —
unfair apportionment of services and differential
evaluations.

Discriminatory usesofgenetic information are not
limited to our country. Amniocentesis is used
primarily for sex identification and selection in
several countries including India. Recent reports
suggest that forced sterilization of families, a
classic eugenic strategy, afflicted with mental
retardation occurs cun-endy in ports of China.
There seems to be a worldwide rcemergencc of
eugenics (also called "ethnic cleaning™), with its
hurtful siren call of genetic perfection. The mod-
em eugenics may at limes be as aggressive as its
earlier forms, but also can use confusion and
neglect to achieve its selection goals.
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which is also s factor. Most health insurers deny any applicant whose
probability of diSease exceeds three times the standard risk for his or hex
gender and age, and most life insurers will refuse an applicant whose risk of
death €XCEeds five times the mortality risk of a person with no health
impairment (U.S. OTA, 1988). HTV infection, for example, far exceeds the
limit of insurability for both life and health insurance.

Applicantsmusisup-
ply two types of in-
formation for indi-
vidual coverage: a
health history and an
evaluation of the cur-
rent physical condition. The underwriter will give weight to a history of past
illness or accident depending on the severity of the original ailment, degree
of permanent impairment (if any), chance of recurrence, complications that
may develop, and so on. Chronic conditions often have high costs and,
therefore, largeclaims and so persons with chronic conditions may jc refused
coverage. Certain family health information may be requested about the
health of relatives that may have some bearing on the applicant's health (e.g.,
family history of diabetes). Second, the underwriter reviews the applicant's
current physical condition. Depending on this assessment, a life insurance
underwriter may request certain tests or studies (e.g., blood chemistry,
urinaiysis, electrocardiogram), depending on the age or kinds of coverage that
the applicant is seeking. These tests are rare for health coverage.

Theincreased use ofself-insurance
complicates public policy on ge-
netic information and insurance.

Slates regulate individual health insurance contracts more rigorously ar.d in
a more standardized way than group contracts. This is largely due to the vtew
that individually insured people lack expertise about many insurance matters
and are not able to negotiate the terms of contracts with the companies that
specialize in this field. Some states require the advance approval of individual
policiesand related contractual materials (e.g., the application form). Inman\
states, however, this approval process occurs automatically, unless the state
insurance agency advises the insurance company to the contrary within a
specified period.

Publlcfy Financed Insurance

Social programs such as Medicare and Medicaid, as well as entitlement
programs like Champus, are also forms of insurance. Most of these have been
treated by federal enactments, which designate those eligible and the amount
of funds available for the service. Of greatest interest to state governments is
Medicaid, funded in pan by state monies. Slate contributions to Medicaid
have risen sharply in the last two fiscal years, and are expected tocontinue this
trend for the foreseeable future. There has been little, ifany, investigation of
the impact of new genetic technology on the services or financing of these
programs.

A Further Note About Insurance Regulation

Each state has enacted measures that require insurance companies to meet d
variety of requirements to obtain a license to do business in the state. Laws are
similar from state to state, but the exact requirements var> widely. In addition
to multipleand varying financial and solvency requirements,states frequently
prohibit certain types of discriminatory practices in issuing, continuing, or
canceling insurance policies, or prohibit charging higher premiums solely
because of certain physical handicaps such as blindness, mental handicaps,
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rtc., unless the discrimination can be justified by sound actuarial practice.

Many states Itave also adopted various mandated benefit laws. Alcoholism,
dnig addiction, and maternity coverage are frequently required. Some stales
require insurers to offer prospective buyers certain benefits, but the inclusion
of these benefits in group contracts is often not mandatory.

Many states also have laws governing some aspects of group insurance
contracts, such as who constitutes a group for group benefit purposes. Many
states have also adopted Laws requiring group contracts to contain certain
types of mandatory conversion and/or continuation-of-coverage provisions,
which permit members (and dependents) of agroup to continue theirinsurance
protection on an individual basis when their coverage under @ group plan
ceases. The continuation isan extension of the original group plan at the same
premium, though the separated group members pay the full premium costs of
coverage, including any employer contributions made for members still in the
group. The continuation usually is for a limited time. The Federal Consoli-
dated Omnibus Budget Reconciliation Act(COBRA) of 1985 (Public Law 99-
272) has a similar provision regarding continuation of coverage.

While the McCarren-Fergu”™on Act (Public Law 15,79th Congress) provides
that the states have the major regulatory responsibilities for the business of
insurance, several federal laws affect health benefit plans, particularly group
plans. Under the federal tax code, employer contributions for health benefits
are excluded from the taxable income of their employees. Legislation such as
the Employee Retirement Income Security Act (ERISA), the Health Mainte-
nance Organization (HMO) Act, and Medicare, each affect thedesign of many
private health benefits for employees and their dependents. As mentioned
above, the tax laws and ERISA were amended under COBRA to require that
most group benefit plans continue coverage for workers and their dependents
who would lose such protection due tojob termination, death, divorce or legal
separation, and for certain other qualifying events.

Why Should Genetic Information be Treated Any
Differently From Other Medical Information?

Is genetic information any different from tten any other piece of medical
information? Some have assigned a special significance to genetic information
based on a variety of historical, philosophical, and soda! reasons.

One argument made is that one's genetic make-up is beyond one’s control, and
that persons should not be punished for such involuntary conditions through
denial of health insurance (Karjala, 1992). Others cite the special significance
that genetics played in the eugenics movement and in Nazi Germany. Genetics
is widely thought — correctly or incorrectly - to somehow identify the essence of
what a person is.

Another argument is that genetic information has implications for other persons.
For example, ifa sibling tests positive for Huntington dsease, al other sWngs
must be at a 50 percent risk for having the disease as well. The “positive* sibling
may wish to keep this information private, which deprives others of knowledge
about a possible serious health risk. On the other hand, the sibling may wish to
warn his relatives, who may prefer not fo know. Reproductive decisions may also
be influenced by a person's or male’s genetic characteristics and knowledge of
them.

Lastly, DNAis a very stable chemical, and samples taken lor one purpose now,
may be used for other, possibly unauthorized, purposes years later.

G*nes and tmuranc® Pollctes

Ideally, insurance represents the efforts ofa large
group of payers to support the benefits required by
individuals or their family members. Death ben-
efits are paid to the survivors by those who are
living. The sick collect from the healthy who
finance health insurance. This is the basic tenet of
insurance; there have been some importantchanges
to the system erected on this principle recently.

Anindividual’sexperience with health care,rather
than just involvement in the community pool, is
increasingly used asacriterion for access to health
insurance. Information contained in medical
records and insurance companies perceptions of
risk are crucial to a insurance system based on
experience (past or potential future) and not de-
signed to maximize pool size and cost spreading.
In addition, concern with "experience" also leads
to increased emphasis on prevention. It is notable
that some insurance companies now subsidize
preventive health protocols.

The discussion which follows is primarily con-
cerned with issues in access to health insurance.
Many of the concerns and methods described are
applicable to other insurance products including
auto, mortgage, disability and life coverages. The
key idea is that a private business (insurers) form
a community that is big enough to pay for the
benefits to the individual designees and does not
employ illegal or immoral practices in iheconduct
of its business plan.

The health insurance access system is failing in
this country. There are thirty to forty million
peopte who do not have coverage. Many of these
individuals are unemployed. The health insurance
system hasgrown less useful over the lastyears for
those who have illness and thus most need iL

Why should our society care who has access to
health care? There are many reasons: from 3
medical pointof view, the uninsured get sick more
frequently, use emergency rooms more regularly
and die faster than Lheir insured counterparts. .Al
these phenomena cost states and counties public
money.

Why is the system now in place failing? Certainly,
the rising cost of health care puts pressure on
payers to identify those predisposed to costly
illness. But, there have also been developments in
the system of health carc access. For instance,
health insurance has become the principle benefit
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os employment. More than eighty percent of indi-
viduals who have health insurance in this country
get this entitlement as a benefit of employment
Many large employers have decided to become
selfinsurers — health insurance companies them-
selves. The administration of these benefit pro-
grams at the “self insured” workplace is often
conducted by private insurers. The effect in
terms of public policy and legislation is a blur-
ring of employment and health care Issues and
problems.

Another trend in the insurance industry is a shift
away from community based rating systems. No
longer are rates set and costs spread over the
largest possible group. Instead, the health care
costs and illnesses experienced by small groups,
often fellow employees, are assessed and man-
aged. “Experience rating" of small groups often
results in changes in coverage or rates from year lo
year. The trend can push up costs to employment
based plans two to three hundred percent each
year, particularly ifa u.orker is using health insur-
ance benefits.

in systems where experience rating predomi-
nates, employers have an incentive to identify
and exclude those “at risk” for illness and work-
ers may tend to behave like those threatened by
and coping V. uh a punitive social system. Under
such conditions, “adverse selection” (an insur-
ance term suggesting that clients with needs may
buy insurance in ways which will 1 art the insur-
ance industry) may occur. The result will be that
those who have insurance are only low risk, healthy
people. The exclusion of the high risk makes
business sense but may not be socially acceptable.
One reason why the insurance industry has “red-
lincd” and “skimmed" in this manner is the mis-
conception that a federal or state safety net is
provided by Medicare or Medicaid. Unfortunately,
these programs are not working well either. More
and more people are suffering from problems at
the interface between the state safety net and the
private sector health insurance system. The solu-
tions to these situations requite broad based politi-
cal action to direct both government and the
business sectors.

In summary, experience rating and the self in-
sured employer represent new developments in
the health insurance system over the last twenty
years. Becauseofrising costs, problems posed by
these innovations have been apparent. The sys-
tem lends to insure only the best risks and assess-
mcnl of risk can te viewed as a new technique to
achieve business goals.
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Insurance and Genetics Information

Although health and Ufa expectancy are based on more than just a person’s
genes, information about the genetic make-up ofaperson potentially alters the
basis of insurance in very fundamental ways. There is no consensus on when
itisappropriate to use
genetic information
to determine eligibil-
ity for insurance cov-
erage. Neither has it
been easy tostudy the
effects of genetic in-
formation on either
adverse selection or unfair eligibility denials (House Committee, 1992). On
the other hand, insurers can say that they would not want genetic information
at all, if neither their applicants nor their competition has it (Karjala, 1992).
That is, insurers see nothing broken mat genetic testing would fix, only that
genetic testing will complicate insurance matters (Bier, 1992).

States have variable procedures
‘'or ensuring the quality of clinical
testing and there Isno agreement
on uniform procedures fordoing
so among the states.

Insurance is based on the expectation that, for the most pan, risk is shared
equally among all persons who purchase the insurance (the risk pooi). The
industry has some tools available to it to differentiate risk, for example
medical and family history (a kind of genetic test), and behavior (i.e., whether
the person smokes).

Genetic tests poten-
tially change the ba-
sis of risk by provid-
ing information about
an individual's risk
for many medical
conditions. The more
precisely a person’s genetic potential for various diseases and conditions is
known, the more precisely an insurer could identify the risk of insuring that
person. Carried toits logical conclusion (in which an insurer knows everything
about a person’s genetic risks), only persons with reduced risks of major
diseases would be eligible for affordable insurance, and they would be the
persons least likely to want to apply or to need it.

Thereisno consensus on when itis
appropriate to use genetic infor-

mation to determine eligibility for

insurance coverage.

On theother hand, extensive information about people’sgenetic make-up may
only reveal that most persons are genetically at risk for one disease or another
on arelatively equal basis. In such ascenario, the basis of risk might remained
equally shared, if insurers did rot differentiate against the specific risks of
specific persons, in addition, insurers will presumably only want to use
genetic information if it gives them a competitive advantage.

For example, suppose a person wishes to apply for individual insurance. This
applicant’s family has a history of heart disease, but the applicant shows no

medical histors of
heart probjems' and

has appropriate be-
haviors (does not

[T 7 7 "

...extensive information about

people's genetic make-up may
only reveal that mostpersons are
smoke’ 1S 001 over'

* A1k . 2- 2911
p%'rsg1 ||1 %tﬁ‘dt' | ilyéltg/l %o

genetically atrisk forone disease or
another on a relatively ecMJaI basis.

be considered at an abnormally high risk for heart disease. However, suppose



jjamc person undergoes a genetic test and finds that be carries a genie that

itified with life-threatening heart diseases. For this example, let us

that the person's physician advises him that be is at six times the

normal risk for heart disease than tbe general population. This information.

.I ifrevealed to the potential insurer, mightjeopardize theapplicant's eligibility
~ o r might raise the cost of the insurance.

pgnilies might even avoid medically beneficial treatments and testing from
fear that test results might precipitate the loss of insurance coverage.
Testimony before Congress by representatives of the National Society of
Genetic Counselors, Inc., cited an example of two families affected by adult
onset polycystic kidney disease (see Chapter Two). These people refused lo
consent to renal ultrasound and/or DNA testing for family members known to
beata50percent risk of having the kidney disease, for fear that if the diagnosis
was confirmed they and eventually their children would become uninsurable
(House Committee, 1992).

Why would an insurer want genetic information about an applicant? In short,
underwriters will use this information like other data they use in the underwrit-
ing process. These data might include tests like electrocardiograms, blood
sugar, urinalysis and so on. Along with personal and family medical histories,
these factors are evaluated, and their potential impactcn longevity and health
are estimated. This information is used to determine how much risk the
applicant entails to the overall insurance pool. The applicant's rates, or those
of his employer, might be adjusted up or down to account for this risk.

Genetic information
would be one addi-
tional piece of risk
classification infor-
mation. Genetic in-
formation could be
used to find whether
a person was at low
risk or high risk of
heart disease, hyper-
tension and so on,
provided the genetic test has been developed. With this information, an
insurance company may be able to set risk more precisely, which could
determine in which risk pool, if any, an applicant should be placed. If one
insurer can gamer an economic competitive advantage over other insurers
because of the use of genetic tests.other insurers will be more likely to use the
tests to reduce the competitive advantage.

...people (have) refused to consent
to renal ultrasound and/or DNA
testing for family members known to
be ata 50percentriskofhaving
the kidney disease, for fear that if
the diagnosis was confirmed they
and eventually their children would
become uninsurable.

There isdisagreementabout what outcome might occur in this scenario. Some

believe everyone will be worse off because of the use of this information —
insurance becomes less available (some people are excluded because of test

results) and insurers can do nothing to improve their insurability (Karjala,

1992). Others believe that some people will be better off (because they tested

negative for a disorder and got a clean hill of health), or will be unaffected

(Bier. 1992).

To date, advances in genetic knowledge and testing have been limited mostly
to those genetic characteristics caused by a single gene. These "monogenic”
characteristics affect far fewer people than the diseases caused by a combi-
nation of genetic and environmental causes. These latter “multifactorial”
diseases include most cancers and heart diseases, the top two causes of death

Roto of Geoettc Toshng In Risk
Ctafidflcation

There are various types of genetic information
which arc being included in the insurance system,
including family history data, biochemical testing
(forexample,cholesterol screening),chromosomal
and DNA analysis. Aproblem with the use of such
genetic data in the insurance industry and espe-
cially for the establishment of risk categories is
that there is little or no data concerning how good
a predictor genetic information is for the cost of a
clinical illness. There are many examples of people
who have inherited a gene which can cause a
debilitating and costly illness but who are well and
may never experience health problems. These
situations are in fact the rule not the exception.

.Similarly, many people can inherit a gene which
causes asevereillness but arc treated (often by diet
oroiliercheap interventions) and so never get sick.
The inescapable conclusion is that genetic traits
and disorders are not inevitably expressed or al-
ways severe. Much moi e research of the predictive
value of genetic testing is necessary before its use
in a wide range of clinical and non-clinical situa-
tions is justified.

Nonetheless, genetic tes ung and information mak-
ingagreater fraction of l.ie population undesirable
to employers and insurers is expanding, it is
creating with other kinds of testing a class of
people called the “asymptomatic ill"— individu-
als who are treated as if they are ill by social
agencies but who do not identify themselves as
sick. As this group enlarges, a whole underclass
identified by genetically based methods (like a
newborn genetic fingerprint) will come in toexist-
ence. Members will not be entitled to the full range
of social benefits.

Already, there are some genetic diagnoses which
are entireiy incompatible with the ability to pur-
chase private health insurance. If a client is la-
belled by a genetic test or diagnostician as af-
fected. access to coverages are curtailed. This list
includes Huntington disease, sickle cell anemia
and muscular dystrophy, for example. These are
genetic conditions for which DNA type tests exist.
The process that labels someone as "uninsurable”
might simply be undergoing a genetic test or
inquirir g of a professional about genetic informa-
tion.
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TyﬂBof Genetic Discrimination

What kinds of discriminatory practices are cur-
rently occurring which use genetic information?
A few examples can illustrate the problem:

A Californian told me that his son had recently
had a seizure and was found to have a genetic
disorder which most people associate with the
“elephant man”— neurofibromatosis. This con-
dition occurs in about one in three thousand
people in this country. The child had a severe
manifestation. During the child’s hospitalization,
the family had adisagreemem with their insurance
company over paymentof benefits. The father was
subsequently examined, and found to be a fifty
year old asymptomatic carrier of the
neurofibromatosis gene. He had never had health
problems despite the fact that he carried the same
gene that caused seizures in his son. After his
genetic examination, the father was disqualified
from obtaining private health insurance. The
healthy children inhis family werealso uninsurable.
The family was later covered by an HMO. These
organizations do not generally use underwriting
foreligibility and use genetic information differ-
ently (caps and limits) than private health insur-
ers.

Another individual graduated from a police acad-
emy in the Midwest and applied for a position
with a department in a local community. It
became known to his prospective employers that
the applicant’s family had a history of Hunting-
ton disease. The department stated that the job
offer was contingent on the new recruit undergo-
ing testing for the genetic disorder. Such a request
may be currently illegal or unfair, but occurs.

A woman had a nephew who had cystic fibrosis
(CF), a common genetic disorder. She, by mem-
bership in her family, is more likely tocarry agene
associated with CF.

Thus, if she marries someone else with the gene for
cystic fibrosis, that couple could have a child with
cystic fibrosis. She wanted to know whether she
did in fact carry the gene for cystic fibrosis or not.
She called up her local clinic in the small town
where she lived and had adiscussion aboutwhether
she could get tested for cystic fibrosis. The clinic
said it did not perform the test very often but that
itcould be arranged. She said fine and forgot about
it. She then got married. Her husband got a job at
a local television company. The company used
that clinic as their group health provider (PPO). A
few days later an individual from the PPO called
and asked the woman if she was the person who
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intbe U.S. Asmore informatio *about multifactorial diseases isobtained, and
ifgenetic tesu aredeveloped Zn these diseases, the problemsdiscussed.ibovc
will become ofmuch
greater concern
importance, primal
rily because of the
economic impact to
both insurers and the
insured (Karjala,
1992). Chapter Two
lists several com-
mon, adult diseases,
including heart diseases and cancers, for which genetic testing is expected
soon or is already available. Many people believe it would be unfair that
persons should risk loss of insurance based on the results of genetic testing for
common disorders, when the test was taken for the purpose of helping them
promote their health.

Ifone insurercan gamer an eco -
nomic competitive advantage over
other insurers because ofthe use of
genetic tests, other insurers willbe
more llkefy to use the teststo reduce
the competitive advantage.

Other reasons for concern about how insurers may use genetic information are
the factors insurers consider in deciding when lo use new information. These
factors include the cost and difficulty of obtaining the information, medical
validity, competition from other companies, the number of diseases for which
tests are available, and the cost-bcnefii to be derived. At present, these factors
are unfavorable, so
insurers are not likely
to use genetic testing.
Some believe it likely
that this will change
soon. The costs of test-
ing will decline, pos-
sibly sharply; predic-
tive value of the tests
may increase; compe-
tition may intensify as
some companies see a competitive advantage in using genetic predictors; and
the cost-bcnefit ratio of genetic testing will become more appealing and
insurers are likely to use them (Murray, 1991; OTA, 1988). TTie insurance
industry disagrees that much change is imminent (ACLI-H1AA, 1991).

Adverse Selection

Many people believe itwould be
unfair that persons should risk loss
ofinsurance based on the results
ofgenetic testing forcommon
disorders, when the test was taken
for the purpose of helping them
promote their health.

“Adverse selection” occurs when the persons seeking insurance will be those
who will use it the most; that is, those with a greater than average chance of
loss. Such a situation might be expected to occur when an individual is aware
of a potentially expensive medical problem, but knows that the underwriter
will not likely be aware of this problem. This is of concern in both group and
individual insurance markets, but particularly in the latter. Because coverage
under a group insurance plan is usually based on employment, adverse
selection is less likely to be a problem. For example, group insurers usual;;,
write coverage only for groups that exist for reasons other than for the purpose
of obtaining insurance. There isa flow of members into and outcrsuch groups,
so the average age and therefore the average risks of these groups do not
change much over time. Employer-based groups arc especially attractive to
insurers, because employees whose health is good enough to meet employ-
ment standards arc generally bctter-than-average risks for insurance purposes.
(Adverse selection should not be confused with unfair discrimination. See
“Unfair Eligibility Denial” below.)



iselection is a greater problem for the individual market. Allbough
_ iapplicants are seeking coverage for the costs of unknown or unpredict-

-g S Tdfar-™ . some applicants are especially motivated to get insurance,
‘TL~n*: they know they may have a higher than average chance or even a

‘-jBtaainty that they will require medical treatment.

This situation might
be expected to hap-
i* 0 forsome genetic
owhhons, if genetic
%eé’}lmg bedomes
mOK md
if insurer access to
the medical informa-
tion is denied. On the other hand, many genetic conditions are not likely to
result in significant adverse costs to an insurer.

«Thoinsurance industry generally
'believes that adverse selection Isa

t*aenuine concern, with serious impii-
pyliuinv , .

cations for the ability of the i'nd'ustry
fodeliver its productto consumers.

Tbe insurance industry generally believes that adverse selection isd genuine
concern, with serious implications for the ability of the industry to deliver its
product to consumers. Insurer efforts to avoid adverse selection may also
threaten the access to insurance of consumers with some genetic characteris-
tics who now may be able to get insurance.

According to the American Council of Life Insurance-Health Insurance
Association of America (ACLI-HLAA), actuarial experts determined “the
costs of adverse selection would vary widely depending on the particular
disease, but that the cumulative cost of adverse selection for the total spectrum
of genetic diseases could be quite significanL..and the amount paid out in
insurance claims could increase substantially and the result would be higher
premiums for most policyholders." (ACLI-H3AA, 1991).

Insurer efforts to avoid adverse selection mightalso adversely affect persons
who already have insurance. For example, suppose an insurer uniquely
accepts persons with a certain genetic characteristic with relatively high
claims, but whose total numbers are low enough not to have any significant
impact on the claims of the company. Now suppose a genetic test for this
condition becomes available for expecting parents, some of whom lest
positive as carriers for the disorder. Faced with the knowledge that they may
be at risk for having a child with this disorder, they seek insurance coverage
from the only company who will cover the condition. As this hypothetical test
becomes used more and more, more persons testing positive seek coverage
with this company. Eventually, an increase in claims faces the company,
which must either refuse additional applicants, or raise premiums, or both.
Additional genetic information has resulted in reduced coverage.

Of course, some persons submitting to genetic tests in this scenario will test
negative. These persons now know their offspring will not be affected and so
remove themselves from the group of persons who might be creating adverse
selection. They become insurable on the same basis as everyone else.

Adverse selection may be most troublesome to the life insurance industry.
Most persons view health insurance as more of a need than life insurance, and
so persons seek health insurance on a routine basis. Life insurance, however,
is generally viewed us less necessary. However, fora person who knows with
some certainty that he or she will die before age 40, life insurance at ordinary
rates becomes a bargain, even ifone's beneficiaries are the only ones who will
enjoy the results (Karjala, 1992).

Olim iys>

had called about a yearago about the test for cystic
fibrosis, to which she said yes. The PPO said, "We
won’t be able lo cover you or your husband "mil
this issue is resolved; until we know whether you
are a carrier and whether your husband is a car-
rier." Now this is obviously a difficult and some-
what threatening process. These people were go-
ing to be without any health insurance at all until
this issue was resolved. They went to the state
health insurance board. Six months later the issue
was resolved in their favor.

But this outcome might not be expected for every-
one. They were very determined advocates for
themselves. They spoke English, they could get a
lawyer, they could write threatening letters. They
did end up getting their health insurance, but they
went six months without it, and if they had gotten
in a car accident or had some other serious health
problem, that family's finances would have been
wiped out because of the health care costs.

Similarly, a genetic counselor told me that a
woman with a disorder called adult polycystic
kidney disease was pregnant. She had decided that
she would like to know whether she had the gene
for the disease, which can be determined by fetal
testing. She went to her HMO and said that she
would like to have this lest done. They thought
about it for awhile and said, “We won't pay for this
test unless you tell us what you are going to do wiih
that information. Ifthechild is going to be affected
with this disorder, we would like you to act on this
information —in other words, to terminate that
pregnancy.” The HMO said it would withhold
payment unless she agreed to that procedure. Of
course, she fought that ruling. .After some legal
wrangling, the HMO recanted. Still, this is the kind
of misunderstanding about appropriate use of ge-
netic technology which is occurring in our insur-
ance system.

My research has identified these as the major sites
of discriminatory practices around genetic infor-
mation:

1 Employment, both in the public and private

sector

2. Access to social services, public and private
sector.

3. Insurability, including life, disability, health
and auto.

4. Health care.

There arc other issues involved in the insurance
industry using genetic information.
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The insurance industry has a long tradition of
sharing data among companies. There is a pri-
vately held national database called the Medical
Information Bureau. Life insurers, primarily, but
also health insurers, put people’s records and
health data - 20 million Americans -- in the
Bureau. That information is about your health and
can limit your ability to have life or health insur-
ance. Likewise, many Americans arrange private
health insurance (that is, health insurance obtained
by a source oilier than the employer). Usually they
buy a policy from a local individual, the insurance
agenL The insurance agent might sell you health,
life, auto and mortgage insurance. That individual
has a lot of information about you. Here is another
actual example of how that information can hurt
you.

An individual had applied for life insurance through
his local agent. He had been known for 20 years to
have a very mild manifestation of ageneric neuro-
logical disorder. He had been working and never
really had any medical problems, but a clever
physician had identified this disorder. The person
applied for life insurance. This disorder does not
have anything to do with life expectancy. He was
accepted for life insurance, but it became known
to his agent that he had been labeled as having this
genetic disorder. The insurer canceled his auto
insurance. His doctor wrote letters to the auto
insurer saying there was no medical reason for this
action, that the person had always had this trait,
and that there was no medical reason to cancel the
policy. The insurance was lost because the agent
was the nexus of the information from the life
insurance policy to theauto insurance process, and
saw to it that his companies were protected before
his client.

Gene Therapy

Gene therapy is an experimental treatment where
the gene causing the disorder is modified directly.
There have been many proposals for how we might
conduct gene therapy for cystic fibrosis and other
kinds of disorders. Gene therapy is acostly proce-
dure as it is done now, and is still in the testing
stages. Even if wc reduce the cost, it is still going
to be costly. Furthermore, itisgoing to exaggerate
the difference between people who can afford and
get to have these costly therapies and those who
cannot

Not so long 3go there was a news story entitled
“Man Needing Transplant in Blue Cross Dispute.”
This fellow had a genetic disorder and needed a
transplant His insurance company was disputing
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Utair Eligibility Denial

There isunmistakable evidence
thatgenetic information ismisused
in determining eligibility of appli-
cants for life and health insurance.

“Eligibility denial™ is
a term used in Con-
gressional hearings for
irresponsible behavior
by the insurance in-
dustry indenying cov-

erage lo an applicant (House Committee on Government Operations, 1992).
It should be noted, of course, that insurers are not obligated to find each
applicant eligible and there are legitimate reasons why insurers deny cover-
age. We have therefore modified this term slightly to include the word
“unfair.” Unfair eligibility denial occurs when an insurance company denies
coverage to an applicant for no actuarially sound reason.

There is unmistakable evidence that genetic information is misused in
determining eligibility ofapplicants for life and healill insurance. Researchers
recently found 32 cases of unfair practices, including the following cases:

+ Awoman who questioned her physician about the possibility of Hunting-
ton disease in her mother and later lost all her insurance when she applied
for life insurance and her medrcal records were reviewed.

+ A man with a mild, stable, and barely perceptible genetic characteristic
applied for Life insurance. His doctor attested to his good condition while
sending his medical records to an insurance broker who serviced all the
man’s insurance needs. His life insurance application was rejected, as was
his auto insurance, even though he had not had a traffic ticket or accident
in 20 years of driving. Worse, his occupation was traveling salesman.

¢ Whole families are excluded from insurance when it is revealed that one
male memberof the family has a genetic form of mental retardation, even
though there is no other effect on his health, and no significant manifes-
tations of the condition in the women of the family.

¢ Uponchangingjobs.thefathcrofagirl with phenylketonuria (PKU) was
denied coverage under the group insurance plan due to her "high risk,"
even though the child was devetopmcnially normal, and her condition

was treated by diet.

¢ Individuals with mild, remitted, or treated genetic traits or conditions
may have records in national databases such as the Medical Information
Bureau. Inc.. and are usually unaware of its existence, or correctness, but
may not be able to get insurance because of it. (Billings, 1992).

The validity of these cases, and the research methodology used in compilinc
them, ischallengcd by insurers (Bier, 1992). Although the researchers pointed
out that these cases do not necessarily show the prevalence of discriminatory
practices by insurers, they also point out that the cases cited do not necessarily

diagnoses.

i document the full range of the prejudices faced by individuals with genetic

I The U.S. Office of Technology .Assessment surveyed 225 commercial health
insurers, 72 Blue Cross/Blue Shield plans and 50 health maintenance orgam m
1 zuuons (HMOs). The purpose of this survey was to find out v. hat the policies
and attitudes of these organizations is regarding the present or future use c;
genetic information in underwriting (for individual health insurance policies;
and reimbursement. These results indicate a distinct likelihood that genetic
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information is or will be used to deny insurance to applicants. For examﬁle
17 0f29commercial insurers would decline an mdwnﬁjal applicant who had
tested positive for a pre-Symptomatic serious, chronic future isease. The
same was true for 11 of 25 Blue Cross/Blue Shield plans. Of the 11 HMOs that
cover individuals, four would
decline the applicant. A similar
trend occurs whenrisk-oriented
testing or carrier testing infor-
mation was provided. Prenatal
diagnosis of a serious, chronic
disorder would cause 19 of 29
commercial insurers, 14 of 25
BC/BS plans, and four of 11
HMOs to decline coverage to
individual applicants. Although
not all insurers indicated they
would decline coverage, most
would. The prevailing attitude among insurers is that generic information
should not be treated any different than any other medical history information
(U.S. Office of Technology Assessment, 1992).

Proto credit: The Goundll ef Sate Govtmvruru

A federal government task force exploring these issues has noted that
improved understanding among underwriters could reduce the number of
baseless rejections -- that is, where there was no reason to expect that the
individual was likely to be ill or die prematurely. But those individuals who
do carry detectable generic risks could still be rejected or charged higher
premiums according to the definition of fairness used by the insurance
industry. Education, then, might fix one problem -- mistaking inconsequential
genetic conditions for severe ones -- but at the cost of possibly exacerbating
another - diminishing access lo insurance for people at increased risk of
significant disease (Murray, 1991).

One principle that has been used concerning other insurance issues is that of
basing rates on factors under the individual's own control. The guiding
premise of California’s Proposition 103 is that auto insurance rales should be
based upon factors within the individual's own control, such as safety and
driving habits, rather than upon factors difficult or impossible for a motorist
to control, such as age, gender, and, particularly for low-income individuals,
one’s place of residence (Rosenfield, 1992).

Genetics and the Dynamics between Insurers and
the Insured.

The following sections examine the dynamics between the needs of insurers
and the insured in an era of new and expanded medical information based on
advances in genetic technologies.

A Corporate View of Adverse Selection

Adverse selection, also known as anri-sclection, is a consideration that is of
great importance to insurers. Adverse selection is a well-known phenomenon
in which people with a likelihood of loss greater than what they are charged
for lend to apply for or continue insurance coverage to a greater extent than
do other people. It occurs when applicants withhold significant information
from the insurer and/or choose ¢mounts and types of insurance that are most

Billings

the need to pay for this transplant, saying that he
knew aO along that be was going to need this kind
of therapy and that he had tricked them into
insuring him and thus having the responsibility for
paying for this disorder. But the fact is, this guy
needed the very costly therapy to survive. This
illustrates some of the inequities.

Likewise, as westart gene therapy, who isgoing
to pay for the mistake when we do gene therapy
and change a gene (for the worse) as well as
correcting the problem gene? We may create
individuals who have new kinds of illnesses. Who
is going to pay for that? Should we expect people
with genetic disorders toseek gene therapy? There
may be people who are genetically predisposed to
drug addiction or toalcoholism. What if they don T
swp drinking? Are we going to say we are not
going to give them any health benefits because
they are not acting responsibly toward their ge-
neric constitution? Are they going to be excluded
from our health and insurance safety net because
they refuse gene therapy to correct this situation?
This is an important and difficult area uf public
policy concern.

Privocy

What arc the solutions to the problems that I have
been talking about? One of the solutions is a
restatement by our society that each of us has a
right to privacy. This means that organizations
shouldn't be storing private health information
about us that we don’t know about and don’t have
control over, and that we have access to health and
to safely no matter what our health condition -- or
generic constitution -- is.

Similarly, we need a public education policy that
has to address what generic information can and
cannot tell us about normal human variation. We
all vary in different ways. Some of our variation
can be explained by generic explanations and
some by interaction between the individual and
the environment. Such a message will increase
public awareness about what the limitations as
well as the prospects of die Genome Project and
genetics really are. And this gets at the issue that
ignorance is the root cause of much of the preju-
diceanddiscrimination that we see over a lotof the
issues, including generics.

Legislation
One of the final issues is legislation. Whatever

legislation is present now at state and federal level
docs not appear to be working to protect individu-
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als from unwarranted discrimination by the insur-
ance industry. It is very easy for someone like me
to find cases where people arc being hurt by the
way the system is working because they do not
have access to legal relief the way the system is
currently concocted. The Americans with Dis-
abilities Act was thought to be a very big ad vance-
ment for protecting people through the employ-
ment process. As the regulations have been pro-
mulgated, the act will probably not have that big
an impact on issues of testing, particularly genetic
testing, in terms of protecting people’s access to
employment and thus to health insurance.

California considered a bill that passed both the
Senate and the Assembly before being vetoed by
the Governor. This bill defined genetic informa-
tion as acivil right in the state of California, much
as other kinds of civil rights. It says, for the
purposes ofemployment, for the purposes of group
life and disability insurance, and « foreight years
- for the purposes of writing health insurance,
genetic information cannot be used as acriteria for
access to those ““rights" within the state of Califor-
nia.

What | think is particularly useful about this
legislation is that it takes genetics outof work law
and puts it squarely in the public civil rights
tradition where ! think this kind of issue really
belongs.

In conclusion, we don’t want to be controlled by
our technology. We vam the technology to be for
our benefitand we want to exert our normal social
controls as to how this technology isapplied. In the
field of insurance public policy is that insurers
can’tdiscriminate on the basis of gender or race.
I think there is a movement to say we don’t want
insurers to discriminate on the basis of one’s
genetic constitution either.

Questions and Answers

>m Audience Comment: The state of Massachu-
setts insurance department has proposed to collect
incidences of insurance discrimination based on
genetics makeup of the people involved. As |
understand, that is the only state in the country that
is going to methodically seek out that sort of
information.

> Dr. Hanson: In the regulations issued pursuant
to the Americans with Disabilities Act, the Equal
Employment Opportunity Office has chosen to
ignore the questions that were raised will) them
about genetic issues. In one area, dealing with

% -Tho Coundl of Sate Goamment*

Mown

beneficial to themselves. If the insurer is unaware of (or prevented from)
getting important unfavorable information from an applicant, serious errors
in risk classification can occur which woald adversely afreet the entire
insurance pool.

A sound risk classification system for an insurance pool should be based on
four principles:

¢ 1) Riskclassification should reflectcostand experiencedifference. For
example,employers ofcoal miners should pay more for unemployment
insurance than employcrsofcomputer technicians because coal miners
historically have much higher rates of unemployment.

¢ 2) The system should be applied objectively and consistently. For
example, males of the same age and similar health histories should be
charged similar rates for life insurance,

¢ 3) The system should be practical, cost-effective, and responsive to
change. This means there are limits on how many resources can be
directed toward classification of a risk, and it also means that systems
are dynamic and can be changed. For example, when polio was no
longer a public health hazard, insurers changed the system to reflect
that development

¢ 4) Anti-selection should be minimized. The system should limit the
ability of an applicant to take an unfair financial advantage at the
expense of the insurance company or policyholders.

— After Pokarski, Robert J. "Genetic Advances: The Perspectives of Ar.
Insurance Medical Director,” unpublished manuscript dated November 9.
1991.

The Relationship between Genetic Testing and
Adverse Selection

For the purposes ofdiscussing adverse selection, genetic tests may occur when
either a patient’s physician orders one, or when apotential insurer requires one
for determination of eligibility for a policy.

In the former case, adverse selection occurs when a patient receives the test
results, and after counseling decides that he or she is 3t higher risk for an
adverse health condition associated with the test. To reduce the poicnual
financial impact of this risk, the patient then seeks additional or different life
or health insurance tailored for his or her potential needs. The patient (now the
applicant), however, declines to share this risk information with the insurer,
fearing that the application would be rejected, The use of genetic tests in
clinical settings is increasing (sec Chapter Two), but it is still unclear whether
adverse selection bared on the results of genetic tests is yet a significant
problem for the insurance industry.

In the second case, an insurer may require an applicant to undergo a genetic
test or tests for the purpose of assessing the applicant's risks. These sorts of
genetic tests may result in an insurer declining coverage to the applicant, or
offering a plan at a high premium. As "adverse" as such a result might be to



tuorrn
ibcapplicant, such adecision isnot"adverse 9dectk»"4S the tenn isnormally

jacd. Life and health insurers have stated that their use of these tests for
determining eligibility is “highly remote at this time" (ACU-H1AA, 1991),
The reasons why these tests are likely to be used at this {IMe are given
gjjcwherc in this document. Insurers believe that they should be allowed
access to this information to assess an applicant's risk more accurately and to
determine the applicant's eligibility and rates.

What Isa “Genetic Test'*?

Genetic tests range from the scientifically precise (e.g., direct molecular
manipulation ofgenetic material) to the historical (family histories). Each has
its place in the repertoire of the various disciplines which use genetics
information. Medicine is likely to useall fivcof the following broad categories
ofgenetic tests. Forensic scientistsarc likely to use all but family history. The
insurance industry is likely to use family history,and less likely to use the other
tests, although does do so. States seeking to enact legislation which require a
definition of genetic tesis are encourage to consider the information in this
section carefully.

/. Direct and Indirect determination of altered DNA composition, using
molecular genetic techniques.

Researchers can carry out studies on DNA using blood or other cell samples.
In those cases where the prec ise nature of the mutation that causes acondition
is known, a direct probe with the appropriate DNA molecule can indicate
whether the person has that mutation and whether he or she has one or two
copies of the mutated gene. For any disease or condition, more than one
mutation in the population is always responsible. That is, people suffering
from the same disease (e.g., cystic fibrosis) will often carry different
mutations in the "cystic fibrosis"gcne. So, to determine whether an individual
is a carrier for cystic fibrosis, many different DNA probes must be used to
avoid false negatives as much as possible. In fact, it may be impractical to do
large-scale screening for cystic fibrosis and avoid missing 5-10 percent of
carriers. This is because so many different mutations in the “cystic fibrosis”
gene can give rise to the disease that not all can be found. On the other hand,
if someone being tested comes from a family in which there is a history of the
disease, then the precise nature of the mutation in that family may be known.
In this case, DNA tests would allow dircctdetermination of whether that man
or woman carries the mutation.

A second way in which DNA tests can be used to detect the presence of
mutations is by linked markers. In general, this can only be dooe within
families. If a genetic marker is found on the chromosome that tends with high
probability to segregate with the disease in a family, then this can be used ic
predict with high probability whether a family member has the gene for the
disease. For instance, the gene for Huntington disease has not been found yet,
so the precise nature of the mutations responsible is not known. However, a
marker has been found on Chromosome 4 that is close enough to the
"Huntington disease" gene so that nearly all members of a family who have
the disease have the marker. Nevertheless, since the marker is not in the gene
itself,an individual will occasionally be bom with the discasegene but without
the marker. Thai is because of recombination (see Glossary). The reverse is
also possible; a person may be bom with the marker but not the disease gent.
Thus, there will alwavs be certain probabilities of false negatives and false

employment practices, the regulations say that d
potential employer cannot withdraw an offer of
employment based on d person ’s medical problem
unless the employer can ShOW that it would be
directlyjob related. But the government chose not
to deal with the issue of bow genetic factors might
be used in denying even already-offered employ-
ment. There v'as some concern that employers
might choose applicants that they thought were
most desirable and then mandate that they have
certain kinds of medical tests done as a condition
of employment. They might uncover information
that might affect that person’s employment status.

that we used to have a health insurance system
based on shared risk because nobody knew what
their shared risk was for most medical conditions.
Now wc have tests for some of these genetic
conditions and we can remove that shared, but
unknown, risk and now have individuals where we
know their individual risks. There is then a ten-
dency to exclude those people from health insur-
ance. Unfortunately, the public policy result of
tliat is that they eventually fallon the public health
funds like Medicaid to pay for their problems.

» Audience Comment: Other than for accidents,
the logical extensionofihe Human Genome Project
is that we will find that all of us cam a number of
deleterious genetic factors and the logical exten-
sion is that nobody can be insured. No one has
"perfect genes."

> Dr. Billings: Genetics testing will find certain
genes that are more common in Jews or blacks or
other groups and, in a worse case, this information
will be used as a reason to justify differential
treatment.

On a practical basis, more and more physicians
like me are refraining from submitting people for
medical testing until we know their insurance is
taken care of. Or wc don’t pul a diagnosis in the
chan when wc know that chart can become pan of
an insurance rating process or database.

As far as what genetic information is concerned
- you can cast vour net very widely or very
specifically. The insurance industry says that it
doesn’treally carc about genetic information. The
number of people with genetically caused ill-
nesses is the same in this society as it was 50 years
ago. If they cast their net widely enough, they can
factor out the cost of genetic illnesses.

Advoncal In Gondlic Inforretion - $
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> Dr. Hanson: One 0f the unique thlnﬁiS that
genetic knowledge does add to the equation is
what testing one person tells about other people,
namely relatives. If| have @ test dooe, the informa-
tion has implications for me, but it also says
something about my parents and my offspring and
cousins and aunts and others. The sharing of that
information can have consequences for others that
are often not intended.

> Audience Qutstinn; Did the health insurance
industry oppose the California bill?

> Dr Billinas: They opposed it at the beginning,
but when we agreed for a ban on the use of genetic
data for only eight years, they dropped their oppo-
sition because they fell that in eight years we'll
know more about genetics and how these tests
should and should not be used for health purposes.
Also they are hoping for federal relief over this
issue of health coverage.

In terms of health insurance behavior and the use
of genetic information, there is a great deal of
sjf’ition from state to state. California has a lot
of laws relating to this behavior, but other states
hive virtually no laws relating to this.

5% -Tre Coundl of Stre GCoremnentt!
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positives whenthis technique is used. But, picking markers thatare very Close,
or “ﬂ two mar|<ers yhrtlonwmd the gene In question, can reduce the false
FESUIS10 a Very 10w trequency

2. Examination of chromosomes by microscopy.

Again, by obtaining a blood sample or a sample or body cells (e.g., skin),
researchers can readily analyze the chromosomes of an individual with a
microscope. Such analysis allows the detection ofa number of conditions that
are due to an abnormal number of chromosomes or to chromosomes with
aberrantstructures, These include Down syndrome (an extracopy of Chromo-
some 21); Turner syndrome (females missing one X chromosome); or
Klinefelter syndrome (males with an extra X chromosome). Fragile X
syndrome, which causes mental retardation, can be detected in some cases by

examination of chromosomes, but recently a DNA test was developed for this
condition.

3. Chemical, Immunochemical or biochemical analysis.

A number of genetic conditions can be detected by measuring chemicals or
enzymes in the body. Phenylketonuria is ascertained by measuring the
concentration of phenylalanine in theblood. Included among other conditions
that can be analyzed in this way are galactosemia, Tay-Sachs disease and

. hypercholesterolemia. These tests can be done prcnatally or postnatally. Such

genetic tests have been done with various groups including married couples,
single people, pregnant women and certain ethnic groups.

4. Medical or physical examination.

Ifa genetic disease can be diagnosed directly from medical examination, then

! thediagnosis itself provides genetic information. Forccrtain people who have

neurofibromatosis, the symptoms are quite characteristic; a diagnosis of that
disease can be made with high certainty. Since neurofibromatosis has been
shown to be genetic in all cases studied, the diagnosis can be said to have
revealed a genetic disease. A number of other conditions, including von
Hippel-Lindau syndrome and tuberous sclerosis, can be specified with
confidence from medical examination.

5. Family history.

Since genetic conditions can run in families, family histories can be indicators.
For instance, if, in a family, a number of men have died from heart attacks
before age 50, it is likely that a genetic susceptibility to heart disease runs in
the family. Similarly, if many women ina family have died from breast cancer.
a disease-free woman member of the family is at higher risk than the general
population of developing the disease. Thus, family histories can be used to
help determine risk.

Even though family histories can help in assessing risk, they cannot sa;. *hich

i of the family members will contract Die disease and which will not. This isone

important difference with genetic tests. Since Huntington disease is a domi-
nani genetic condition, one can predict that, on the average, one out cf every
two progeny ofa person with Huntington disease will themselves suffer from
the disease. Thus, from family history’one can only say that e tch child in such
a family is at 50 peicent risk of developing the condition. In contrast, a DNA
test, in principle, can say with fairly high accuracy which of the children will
- and which will not -- develop Huntington disease.
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1, Betsy, Jonathan Beckwith, Rob Bier. Memorandum to National
itutes of Health's Ethical, Legal, and Social Implications Program i Task

:on Insurance. May 31,1992.

ADebate: Wl L-enetJc Informetion
Affect a Person’s Ability to Obtain Insurance?

NO: There aie several reasons why wc should not expect that genetic
information will affect many people's access lo private health or life
insurance.

First, most of the health insurance and 40 percentofthe life insurance obtained
in the U.S. is from employers. In these cas*s, insurers do not usually do

individual underwriting.

Second, for the smaller group of people seeking individual private health
insuranccpolicies, insurers will have little reason for conducting genetic tests.
This reduces a small group to an even smaller group. From that group, even
fewer arc likely to get information from a generic test that would adversely
affect their eligibility for private insurance. A few might even get information
that will increase the likelihood of coverage (for example, they might find out
that they do not have an adverse genetic condition that is known to occur in
their family).

Third, much information about genetic conditions isalready obtained through
means other than DNA-based genetic tests. These means include physical
examination, biochemical tests, chromosome examinations, and so on.

Finally, the cost of the genetic tests may be too high for insurance companies
to use routinely anyway. Companies are not likely to require genetic tests
costing a hundred dollars or more for every applicant, if the total cost of all
tests on all applicants will exceed the loss from additional risks of a few

applicants.

YES: There arc two major reasons why we should expect that genetic
information will adversely affect many people’saccess to private health or life

insurance.

First, there is no reason to believe that employers are bound to extend health
insurance coverage to an employee, For example, an employer can undergo
a technique known as "churning." Churn-
ing usually occurs when an employee has
a medical condition that results in the
insurer raising the employer’s insurance
rates substantially. The insurer then offers
cpen enrollment for a "new" insurance
plan at the old Gower; rate, with the caveat
that die new plan does not cover the ail-
ment in question,orcovcrs it fora very low
amount. Most employees jump to the new
plan, leaving the old plan only for the
employee whose ailment is covered only
by it. Because most employees have to
make an insurance co-payment, diis one

Posoaedss: The Gounal ofde
Goemienls



employee's co-payment is now so high that he or she can no longer affor?j it.
Employees with genetic conditions which are expected to have significant
adverse health effects are at risk for this practice.

Some states have banned the practice of churning. Another way employers and
insurers avoid covering certain employees is to "self-insure." By providing ha
own insurance pool, an employer falls under the federal Employee Retirement
Income Security Act (ERISA). ERISA "insurance™ is exempt from
insurance laws, so an employer can drop its insurance plan, retain the same
insurer as the "administrator" of its ERISA plan, and set whatever limits to
coverage it likes.

Another way that employees are excluded from employer-provided insurance
is via “pre-existing conditions." These conditions supposedly are medical
conditions for which the employee was undergoing treatment before joining
an employer-provided health care plan. However, pre-existing conditions
have been expanded to include all sorts of "medical conditions." For example,
for some women over 40, age alone isa pre-existing condition for risk of Down
Syndrome (a genetic disorder). This situation has been used as a reason why
an insurer would not pay for an amniotic cell culture/lest to detect Down
Syndrome in a fetus. On the other hand, otherw ise healthy women age 33 and
34 having a child for the first time have been denied coverage for the test
because their insurer felt there was no nsk for Down Syndrome (Cable, 1991).

For these reasons, arguing “individual underwriting does not occur for
employer-provided insurance™ is moot. Individual underwriting may not
occur, but individuals may be removed from coverage by other means.

The second reason we should expect that genetic information will affect many
people's access lo private health or life insurance is a multiple chain of events;
1) insurance companies would like the information to pinpoint risks. 2) more
molecular genetic tests are being developed, 3) more of these tests will likely
beconducted for medical practice reasons,4) insurancecompanies do and will
have access to thisdata, 5) underwriters do not understand specialized medical
data and will likely use it to exclude applicants. Each of these reasons is
discussed in the following paragraphs.

The first reason (insurance companies would like the information to pinpoint
risks) is explained in the "NO" section above.

The second reason is that the number of genetic tests, that is tests using direct
gene probes or tests for genetic markers, isgrowing rapidly (Miller, 1989). One
genetic scientist has speculated "an avalanche™ of tests will be available in a
few years (Reilly, 1992), and one trade journal estimated dial by 1992 over 30
million DNA probe tests would be performed annually (Genetic Technology
New, 1986).

The third reason is, as some physicians have argued, thaigeneiic tests will have
to be used in the practice of medic ine (Holtzman, 1989), at least as a defensive
practice.

The fourth reason is that insurance companies have access to individual’s
medical records. The foremost reason for diis is that applicants must agree to
allow die insurer access to their medical records to apply for insurance. In
dieory and by law insurers are not allow ed access tocertain data; mental health
information and AIDS/R1V information, for example. These records arc
generally segregated in hospital settings; that is, the records for these items are
simply kept in separate locations from other records. This is not generally tree



Aphysician's offices. Because potential insurers usually get their medical
LfrS/acoation about an applicant from a primary care physician, information
the applicant is readily available, even information which is in theory

ed by law.

piuaUy, empirical evidence (see Billings, 1992) demonstrates that underwrit-
e r often do not understand the specialized medical information often found
iothese files. For example, underwriters may not be sensitive to the difference
bcveen a genetic “carrier” and a person who “expresses” (that is, “has”) a
.generic condition. For example, a person may carry a gene for Huntington
disease, but may not “have" the disease. Carriers will never develop the
disease, but may pass it on to their offspring. Underwriters may not be likely
io distinguish the difference. As tests for more and more genetic cooditions
are developed and used, the ability of underwriters to keep up with this
information will be overwhelmed.

States, Genetics, and Insurance.

The following sections examine the states' role in genetics and insurance, and
die policy issues and options facing states

State Understanding of Genetic Information
-Insurance Issues.

There is little research investigating slate policy makers' understanding of the
issues surrounding generic information and insurance. At least one Lsunder-
way at Florida Stale University, and one other was completed in Spring, 1992.
This latter research, conducted at Eunice Kennedy Shiver Center in Massa-
chusetts surveyed each of the state insurance commissioners in 1991 concern-
ing the practices of life insurers in using genetic testing (McEwen, 1992).

The results of that survey suggest the following:

¢ those who regulate the life insurance industry do not yet perceive
genetic testing to pose a significant problem in how insurers rale

applicants;

+ that life insurers have much legal latitude to require generic tests on
those who apply for coverage;

+ that few consumers have formally complained tocommissioners about
the use of genetic data by life insurers.

How ever, the survey results also suggest that most state officials simply do not
know the extent of testing, the use of test results, or how their own state laws
might regulate these activities. Forexample, o' the 42 states responding to the

survey:

¢ 32 states answered that they did not know whether life insurers used
genetic information from medical records in determining eligibility or
rates for applicants and

¢ 32 states answered that they did not know whether life insurers directly
conducted genetic testing on persons who apply for life insurance.
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¢ Whenasked bow insurers would react under state law to five hypotheti-

cal applicants having significant genetic disorders, from 20 percent to-as
over 33 percent of the state insurance agencies were unable to provide’ o

that information,
Policy Options for States

Some states have already taken or proposed legislative action on the relation-
ship between genetic information and insurance. Other than taking no action,
some of the legislative options include:

1. Moratorium on Genetic Testing for Insurance. A moratorium is a
suspension of use of the results of genetic tests by all insurers to determine
eligibility of applicants for a specified time. The advantages of this option
are that it suspends the real or perceived difficulties of persons applying for
insurance, and itremoves genetic information as acompetitive issue among
insurers. The disadvantages are that it may be difficult to define a "genetic
lest” (see “What is a Genetic Test?"), and that it may promote adverse
selection, because applicants would still be able to have genetic tests
performed, but would not have to share that data with insurers. Even if the
moratorium is limited to DNA testing, there are a series of other possible
obstacles (sec Karjala, 1992). California attempted to enact this option in
1991.

2. Prohibiting Unfair Eligibility Requirements. Another option is to prohibit
insurersfrom practicing unfair eligibility and rating reviews with respect to
genetic information. This option might permit the use of data from genetic
tests only when the tests have been validated to assure high sensitivity (few
false negatives) and high specificity (few false positives). Essentially, this
provision requires underwriters to act rationally in interpreting genetic
information. Alternatively, a separate, disinterested group could be used to
review the validity of genetic tests for use by insurers.

This policy option may remove some of the most egregious abuses of
insurers in denying eligibility. Insurers would not be able to deny eligibility
or set abnormally high rates to an applicant just because the applicant has
an identified genetic characteristic.

J. Privacy Determinations. This option assigns privacy rights to genetic

information and attributes ownership of the information to the person on
whom tests were performed. This policy option might stipulate who is
entitled to see the information and under what circumstances. For example,
privacy rights may be lost for criminal investigations, or the data may be
used by researchers, providing the identification of the donor is kept
confidential. Itmight be argued that this option promotes adverse selection,
because individuals are under noobligation to provide medical information
(that is, genetic information) about themselves to an insurer.

On the other hand, at least one state (Wyoming) considered legislation
which would have required individuals genetically tested for forensic
purposes to disclose any and all pertinent genetic information to potential
insurers.

4. Health Care Reform. This option involves including genetic testing issues
inageneral health care reform package. Options include community-based
rating and small market reform. (National health care insurance is also an
option, but cannot be addressed by the states.)



$gjK{)pting for community rating removes most incentive for insurers to use
tactic information because they could not use this information in rate

Iettlng (although they might use it {0 deny coverage). Community rating,
jiowevcr, introduces its own set of difficulties, including a definition of

/i “community,” and questions of payment equitability.

‘0
Small market reform would allow a range of insurance prices within a
community. This reform would set a limit on the cost of insurance for those
with adverse genetic test results. Questions about test validity (with respect
to their use for insurance purposes) would, however, go unanswered.

5, Ban Use of Genetic Information to Determine Insurance Eligibility.
Alternatively, a state might ban insurers from using genetic information to
determine eligibility outright, or might permit use only if the insurer can
demonstrate sign ificant variances in the claims experience of the applicant,
orinthe applicant’s actuarial projections. This isWisconsin’sand Arizona’s
approach.

d. PermitInsurers to Use Genetic Information, Insurers are permitted to use
genetic information in ways similar to other medical information to
determine an applicant’s insurance eligibility. Alternatively, states may
require thatapplicants give perm ission for insurers to examine their medical
records to determine eligibility. This is the current policy positioo of most
states. This position favors the insurers, because applicants will automati-
cally be ruled ineligible if they fail to grant permission for tbe insurer to
examine medical records.

Recent State Legislation on Insurance and Genetic
Informetion

As ofmid-1992, none of the national organizations which might be expected
todevelop model state legislation on genetics information and insurance have
yet done so, including the Suggested State Legislation Committee of The
Council of State Governments, the National Association of Insurance Com-
missioners, or National Conference of Commissioners oo Uniform State
Laws. In very recent years, the following states have considered or enacted
legislation on genetics and insurance:

ARIZONA, HB 2517 (1989). “An act relating to insurance:
proscribing unfair discriminalionori the basis of a genetic condi-
tion, developmental delay or developmental disability—"

This bill provides that “no insurer shall refuse to consider an application for
life or disability insurance on the basis of a genetic condition....” and further
notes that such a denial would constitute unfair discrimination, unless "the
applicant’s medical condition and history and either claims experience or
actuarial projections establish that substantial differences in claims are likely
to result from the genetic condition....” There is also a clause prohibiting
“unfair discrimination" in other types of insurance.

STATUS: Signed into law, June 5, 1989.

CALIFORNIA, A.3152 (1992). "An act to amend ... the insur-
ance code, relating to discrimination.” Sponsor Assembly Mem-
ber Connelly.
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Thia bill was a revision of a similar bill which passed in 1991 (A. 1883), but

was vetoed by the Governor. In general, ihe bill prohibits unfair insurance
eligibility and rating based on genetics.

STATUS: Witltdrawn.

FLORIDA, Committee Substitute for S.980 (1992). "An act
relating to DNA analysis.”

This bill provides that, except for criminal investigations, DNA analyses may
only be performed with informed consent, and that test results are the
exclusive property of the person tested, are confidential, and may not be
disclosed without consent. The bill also states that any person who conducts
a DNA test must provide a notice to the person tested stating whether the
information was used "in any decision to grant or deny any insurance,
employment, mortgage, loan, credit, oreducational opportunity." In the event
of denials, the test “must be repeated to verify the accuracy,"

STATUS: Signed into law April 8 1992

NEW YORK,S. 1667, A.2643 (1991-1992). "An act to amend the
civil rights law, in relation lo genetic testing." Sponsors: Senator
Kuhl and Assemblyman Davidsen.

This short bill adds a new section to the state civil rights act which mandates
the confidentiality of genetic testing. Genetic testing is defined as "med.ca:
and biological examination and analysis ofa person to determine the presence
and composition of genes in such person’s body, such term shall also inc’cde
DN'A profile analysis." All genetic information is "deemed the exclusive
property” of the person to whom it relaies. The information "may not be
released” (it is unclear to whom this applies) to “insurance companies,
employers, or potential employers.” Finally, the privacy measures are ex-
empted for criminal investigations.

STATUS: Bill is still pending as of this writing.

NEW YORK, A.11056 (1992). A bill prohibiting discrimination
based on genetic predisposition.

STATUS: Died.

NEW YORK, S.1432 (1992). A bill establishing a sickle cell
anemia screening program and prohibiting discrimination based
on same.

STATUS: Died.

0H10,LSC 1190920-7 (1992). A bill limiting genetic informa-
tion use in underwriting.

STATUS: Bill is still pending as of this writing.

WISCONSIN, A.749 (1991). "An act... relating to prohibiting
insurers from using genetic test results for insurance coverage."
Sponsors: Seery, et al.

ThiS bill prohibits insurers and Certain government and quasi-govemmem
3gencics from requiring genetic tests, requesting information about previous
tests, or conditioning coverage on having a test or the results Ofany test. Rates
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pay notbe determined based on any of this information. Life insurers may not
joi] &tthghH that d test be performed, otherwise they are exempt from all other
"pofumtlo N|. Life insurers may not further disclose the information, and must
& ptovidc for rates that are “reasonably related to the risk involved” A genetic
test is “atest using deoxyribonucleic acid extracted from an individual's cells
in order to determine the presence of a genetic disease or disorder or the
individual’s predisposition for a particular disease or disorder."

STATUS: Died

WISCONSIN, AN515(1992). Anactsimilartoaboveandprohib-
iting collection ofall genetic information for insurance purposes.

STATUS: Enacted as Act 117.

WYOMING, S.0098 (1992). "An act ... relating to genetic
testing." Sponsor: Senator Burke.

A bill primarily relating to forensic matters, but including the following
clause: "No person who has undergone forensic DNA testing and whose test
results indicate the person has a genetic characteristic determined to be
associated with a statistically increased risk of development of a disease or
disorder may apply for, or obtain, insurance coverage without first disclosing
the results of the testing to the insurance carrier."

STATUS: Died.

NOTES

1. Foramore detailed discussion of insurance and the insurance industry, see
the U.S. Office of Technology Assessments’ Medical Testing and Health
Insurance, 1988.

Insurance Policy Chapter
References

Anderson, B., J. Beckwith and R. Bier. Memorandum to National Institutes
of Health's Ethical, Legal, and Social Implications Program’s Task
Force on Insurance. May 31, 1992.

Bier, Rob. Letter to author, October 29, 1992.

Billings, PJR., M.A. Kohn, M. de Cuevas, J. Beckwith, J.S. Alper and M.R.
Natowicz. "Discrimination as a Consequence of Genetic Testing.”
American Journal ofHuman Genetics. March 1992.

Cable, K.L. "Genetics and Health Care Reimbursement.” Unpublished
manuscript, 1992.

Greely, H.T. “Health Insurance, Employment Discrimination, and the Genet-
ics Revolution." Code of Codes. Cambridge: Harvard University
Press, 1992.



Holtzmnn, N.A. Proceed with Camion: Predicting Genetic Risks in oW
Recombinant DNA Era. Ballimorc: John Hopkins University

1989.
, v
Karjala, D.S. “A Legal Research Agenda for the Human Genome Initiative.”
Jurimetrics. Vol. 32: 2, Winter 1992. 4

McEwen, JJB., K. McCarty and P.R. Reilly. "A Survey of State Insurance
Commissioners Cooceming Genetic Testing and Life Insurance.”
Unpublished manuscript, 1992. (Accepted for publication in Octo-
ber 1992 of American Journal of Human Genetics.)

. “Market for DNA Probe Tests for Genetic Diseases." Genetic
Technology News. November 1986.

Murray, T. Interim Report. National Centerfor Human Genome Research
Task Force on Genetics and Insurance. 1991, p. 3.

Pokorski, RJ. “Genetic Advances: The Perspectives of An Insurance Medical
Director.” Unpublished manuscript, November 9,1991.

Reilly, P. as quoted on CBS’ 60 Minutes. May 10,1992.

The American Council of Life Insurance and The Health Insurance Associa-
tion of America (ACLI-HIAA). "Report of the ACLI-H1AA Task
Force on Genetic Testing." Washington, DC: ACLI-HIAA. 1991.

Rosenfield, H. “Lessons from California: Battle of Proposition 103."
geneWATCH. Vol. 7: 6, February 1992, p. 46.

U.S. House of Representatives Committee on Government Operations,
Sixteenth Report "DesigningGenetic Information Policy: The Need
for an Independent Policy Review of the Ethical, Legal, and Social
Implications of the Human Genome Project.” House Report 102-
478, April 2, 1992.

U.S. Office of Technology Assessment. Genetic Tests and Health Insurance:
Resuits of a Survey. Washington DC: U.S. Government Printing
Office. October, 1992.

U.S. Office of Technology Assessment. Medical Testing and Health Insur-
ance. Washington D.C.: U.S. Government Printing Office. August
1988.






FISCAL NOTE

STATE OF ALASKA BILL NO. HB414
1996 LEGISLATIVE SESSION

Revision Data - o o Department: Commerce and Economic Development
Title: ~ AnAct requiring conciliation panel review in a civil BRU: Occupational Licensing
action against an architect, engineer, or land surveyor,.... Component: Operations

Sponsor  Representative Green
Requestor.  Representative Green COMPONENT SERIAL NO. 1844

Expenditures/Revenues (Thousands of Dollars)

OPERATING EXPENDITURES FY 97 FY 98 FY 99 FY 00 FY 01 FY 02
PERSONAL SERVICES

TRAVEL

CONTRACTUAL

SUPPLIES

EQUIPMENT

LAND & STRUCTURES

GRANTS, CLAIMS

MISCELLANEOQUS

TOTAL OPERATING 0.0 0.0 0.0 0.0 0.0 0.0

CAPITAL EXPENDITURES

CHANGE IN REVENUES

FUND SOURCE (Thousands of Dollars)
1002 Federal Receipts

1003 GF Match

1004 General Fund

1005 GF/Pro%ram Receipts

1006 GF/MHTIA

Other 1091 Designated PR
TOTAL 0.0 0.0 0.0 0.0 0.0 0.0

Estimate of any current year (FY 96) cost: $ 0.0

POSITIONS
FULL-TIME
PART-TIME
TEMPORARY

ANALYSIS:  (Attach a separate page if necessary)
HB 414 creates malpractice provisions against design professionals. The bill does not affect licensing
requirements for architects, engineers, and land surveyors, therefore, funding is not required.

Prepared by: Jennifer Strickler. Administrative Officepy”t-61 Phone: 465-2144
Division: Occupational Licensing Date: Januafy 16. 1996
Approved by Commissioner:  William L. Hensley Data: ngq»
Agency: Commerce and Econbmic Development

PREPARER TO PROVIDE ALL DISTRIBUTION COPIES TO GOVERNOR™S LEGISLATIVE OFFICE
For further distribution information, cll the Governor®s Legislative Office
Page 1 of 1



DRAFT

FISCAL NOTE

STATE OF ALASKA BILL NO. CSHB 414
1996 LEGISLATIVE SESSION

Revision Date: 3 o S Department Commerce and Economic Development
Title: An Act requiring conciliation panel review prior to filing BRII: Occupational Licensing

a civil action against an architect engineer, or land surveyor... Component Operations

Sponsor.  Representative Green

Requestor Representative Green COMPONENT SERIAL NO. 1844
Expenditures/Revenues (Thousands of Dollars)

OPERATING EXPENDITURES FY 97 FY 98 FY 99 FY00 FY 01 FY 02
PERSONAL SERVICES

TRAVEL 9.3 9.3 9.3 9.3 9.3 9.3
CONTRACTUAL 13 13 13 13 13 13
SUPPLIES

EQUIPMENT

LAND & STRUCTURES

GRANTS, CLAIMS

MISCELLANEOUS

TOTAL OPERATING 106 106 10.6 106 10.6 106
ICAPITAL EXPENDITURES

ICHANGE IN REVENUES 106 106 108 10.8 10.6 106
FUND SOURCE (Thousands of Dollars)

1002 Federal Receipts
1003 GF Match

1004 General Fund
1005 GF/Pro%ram Receipts

1006 GF/MHTIA
Other 1091 Designated PR 10.6 106 10.8 10.6 10.6
TOTAL 10.6 106 10.6 106 106

Estimate of any current year (FY 98) cost $ 0.0

POSITIONS
FULL-TIME
PART-TIME
TEMPORARY

ANALYSIS:  (Attach a separate page if necessary)

CSHB 414 provides a conciliation review process for claims against design professionals. Both the claimant
and the design professional(s) whom the claim is against are required to pay $750.00 each to inrtiato the
process. Starting with a funding source of $1,500.00, all expenses related to a claim will be paid by the
parties involved before the panel decision is released. This fiscal note identifies the costs involved with
establishing a conciliation review panel and funding its activities. Attached is a detail of the costs identified

above.

Prepared by. Jennifer Strickler, Administrative Officer Phone: 465-2144
Division: Occupational Licensing Date: February 20, 1996
Approved by Commissioner William L Hensley bi/u -t Date:

Agency: Commerce and Ecghomic Development

PREPARER TO PROVIDE ALL DISTRIBUTION COPIES TO GOVERNOR"S LEGISLATIVE OFFICE

For further distribution information, cll the Govermor s Legislative Office
Pago 1 of 2
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Thia fiacal not™ ia based on utiflong at lagat lix condiliation review parel™ each year. Each paral conaiata of
thraa mwbar*, Thia fiscal not™ alao aeaunrea that aach penal wil recpiire ar* day to conduct ita bueinees.

Assunptions ar* mad: that at laaat thraa raviana, will ba heid intha
non-Anchorao™ location™, Each ciaimwil start with a funding aourca of (1.
amount Wil ba peid by partita involved befor* tha panel deration ia raiasaad.

arsa. and thraa in Junaau or
.00 and coat™ axcaading thia

TRAV&

Anchorage: An asaunption ia mede that anly o mener wil ba emtrded to mwal allonance
| ,ademmimmﬂﬂ%m%wdm*mimdﬁnﬂdrgmm
WOdalmanealallmam

Stipend  1300.00 X 3 merhers o 900.00
Per Diem  (42.00mreal allonence for Trerber - 42.00
Trawel 0.00
Sib-Tatal Par daim (for Anchorage): 942.00
X 3evet*
2.820.00
Junaau (or other non-Anchoreg* locetio™I: An seauntion a meda that at laset two parel menoer™
Wil ba reguired to travel.
Stipend (300 x 3 mehers - 900.00
Per Gem (80 hatel + (42 nenia - (122.00x 2 - 244.00
Travel 500.00 x 2 menters - 1,000.00
Su-Total Par Qaim (fordunaau or non-Anchoragg): 2.144.00
X 3 svats
0,432.00
TOIAL TRAVa: 9.258.00
GONTRACTUAL
If rental of rmetting space becormes , Specs rant iaanticipeted to coet at leaat

Necessary,
125'00'&?{ %?«W ’ (t7e|60epmre*'oo' etc. are anticipstad to cost at laeet (100.00
10N , , €IC. are ant 0 .
per evert X0 event™ a (%t.ao%e.

TOTAL GCONTRACTUAL: 1,350.00
TOTALQOBTS: ( 10.008.00
LMVERY:
Staff time involved with selecting a Chairperson for each parel. operating ayppka® and ecuiprrent
oost™ are anticipeted to bo by th* division
Each eventt in Anchorage can ba expected to cost:
Trawsfc 942.00
Cortractual: . 225.00
Total Coat™ per event in Anchorage: 1,107.00
X 3events
3.601.00
Each eventt in Junaau or non-Anchoraga location can be expected to cost:
Trawel: 2,144.00
Contractual: ) 225.00
Totti Costs par avart InJunaau or non-Anchorac™ location: 2.309.0%
X events

7.107.00

Thia fiacal not* doe* not indud™ travel and par diem cost™ that mey ba incurred from coreuitanrta

whoe™ service™ ar* requested by th* panel. Thia and any other costa muat also ba peid by partita to tha daim

before tha panel dadolm i* reiesaad.
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Claim 1s filed
with $750 deposit

P.2 L.9& 10/29/30

Department forms
conciliation panel

P.3 L.5/6/7

Business
days

Panel gives
Notice of Hearing

P4L2&3

Proposed in CS HB414

Not more than 15 days

P3L5

At least 15, but
not more than 30

P4L4&S

Design Professional Reconciliation Panel Process

~ Department sends
notice to Design Professional

P2L.23 & 24

Between 10
& 20 days

Design Professional
responds. R -sponse
includes $750 deposit

P2 L.23-28

Conciliation
Panel Hearing
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Representative Joe Green

District 10

Sectional Description - HB 414 (Version "KD

Conciliation Panel Review for
Actions Against Design Professionals

Section 1

Sec. 08.48.111 Allows the AELS board to suspend, refuse to
renew, or revoke alicense for failing to comply with AS 09.55.750 (d),
the provision that requires additional payment to be made, if

necessary, before the panel's decision is released.

Section 2

Sec. 09.55.700 (a) Requires a plaintiff with alegal claim
against a design professional to submit the claim for review by the
design professional conciliation panel, (b) Allows the design
professional to waive the conciliation process and proceed straight

to court.

Sec. 09.55.710 (a) States that the claim must be submitted to
the department in writing, and with the fee. Sets the time frame
within which the design professional against whom the claim is
made to respond, (b) Sets the fee at $750. (c) Directs the department
to form apanel comprised of a mediator, an attorney, and a design
professional, (d) Sets the compensation rate at $300. (e) Directs the
department to furnish office space and equipment, (f) Directs the

board to prepare a list of design professionals.



Section Description
HB 414
Page 2

Sec. 09.55.720 (a) Requires the panel to give notice of the hearing
within five business days afteritis formed, (b) Allows the claimant to

proceed to the appropriate court at any time by mutual consent of the

parties.

Sec. 09.55.730 (a) States that the panel meetings are not
open to the public, (b) States that panel hearings shall be informal.
(c) Grants the panel and the commissioner the power of subpoena.
(d) Establishes what information the panel can consider during the
hearing. Limits compensation for expert withesses to the state rate
for per diem and travel expenses, (e) Allows the panel to encourage

settlement at any time in the process.

Sec. 09.55.740 Requires the parties to attend panel hearings.

Sec. 09.55.750 (a) Requires the panel to forward their
decision, including the issue of liability, m writing to the
commissioner. Prohibits the panel from deciding on the issue of
damages, (b) Requires panel members to sign the decision, and
allows for dissenting opinion, and states that the panel must find one
of four conclusions, (c) Allows the panel to forgo the written opinion
if the claim is settled before the decision, (d) Directs the panel to
ensure that sufficient funds been deposited to cover the costs of the

proceedings. Prohibits a panel decision from being released until all

costs are covered.



Section Description
HB 414
Page 3

Sec. 09.55.760 (a) Requires the defendant to formally reject
the findings of the panel before an action can be filed in the
appropriate court. Prohibits a decision, conclusion, finding, or
recommendation of the panel, made during the conciliation process,

from being used in court.

Sec. 09.55.770 Holds panelmembers immune from liability

for action taken as a panel member.

Sec. 09.55.780 Stops the clock from running on the statute of
limitations during the conciliation process, however, the clock mav

not stop for more than 6 months.

Sec. 09.55.790 (a) Directs a party' to the conciliation process to

cooperate, (b) Allows the court to assess penalties if they fail to do so.

Sec. 09.55.800 Directs the department to include
information about claims brought before the panel in their annual

report.

Sec. 09.55.810 D efinitions.

Section 3 Amends Alaska Rule of Evidence 402 relating to the
admissibility in court of decisions, conclusions, findings, or

recommendations made during the panel process.

Section 4 Application date.

Section 5 Effective date.
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CS FOR HOUSE BILL NO. 414( )

IN THE LEGISLATURE OF THE STATE OF ALASKA

NINETEENTH LEGISLATURE - SECOND SESSION
BY

Offered:
Referred:

Sponsor(s): REPRESENTATIVE GREEN
A BILL

FOR AN ACT ENTITLED
"An Act requiring conciliation panel review prior to filing a civil action against
an architect, engineer, or land surveyor; amending Rule 402, Alaska Rules of

Evidence; and providing for an effective date."
BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

* Section 1. AS 08.48.111 is amended to read:

Sec. 08.48.111. POWER TO REVOKE, SUSPEND, OR REISSUE
CERTIFICATE. The hoard may suspend, refuse to renew, or revoke the certificate of
or reprimand a registrant or corporation who is found quilty of (1) fraud or decit in
obtaining a certificate; (2) gross negligence, incompetence, or misconduct in the practice
of architecture, engineering, or land surveying; or (3) a violation of AS 09.55.750(d), this
chapter, a regulation adopted under this chapter, or the code of ethics or professional
conduct as adopted by the board. The code of ethics or professional conduct shall be
distributed in writing to every registrant and applicant for registration under this chapter.
This publication and distribution of the code of ethics or professional conduct constitutes

_ -1- CSHB 414( )
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due notice to all registrants. The board may revise and amend its code and, upon doing
s0, shall immediately notify each registrant in writing of the revisions or amendments.
The board may, upon petition of the registrant or corporation, reissue a certificate if a
majority of the members of the board vote in favor of the reissuance.

* Sec. 2. AS 09.55 is amended by adding new sections to read:

ARTICLE 9. MALPRACTICE CLAIM AGAINST DESIGN PROFESSIONAL.

Sec. 09.55.700.  MANDATORY CONCILIATION PANEL REVIEW;
JUDICIAL DETERMINATION OF EXCEPTIONS, (a) Except as provided under (b)
of this section, a person who has a claim against a design professional for civil damages
resulting from professional negligence shall, before filing the claim with the court,
submit the claim for review by the design professional conciliation panel.

(b) A claim is not required to be submitted to the panel if the design professional
against whom the claim is asserted agrees, within seven days after receiving notice of
the claim as required under AS 09.55.710(a), to waive review by the panel. If a claim
s asserted against more than one design professional and one or more design
professionals refuse to waive panel review, pane! review may not be waived and the
claim shall proceed as provided under AS 09.55.700 - 09.55.810.

Sec. 09.55.710.  FILING GF CLAIM; DESIGN PROFESSIONAL
CONCILIATION PANEL, (a) A claim required to be reviewed by a panel under
AS 09.55.700(a) shall be submitted to the department in writing with the fee required by
(b) of this section. The claimant shall set out facts upon which the claim is based, and
shall include the names of all design professionals against whom the claim is made who
are known to the claimant. Within 10 days after receiving a claim, the department shall
provide notice of the claim and of the deposit requirement under (b) of this section to
all design professionals* against whom the claim is made. The notice must include a
date, at least 10 but not more than 20 days after mailing the notice, within which a
design professional against whom a claim is made may file a written response to the
claim.

(b) A claim may not be accepted by the department for filing unless the claimant
deposits S750 with the department when the claim is filed. The design professional shall
deposit S750 with the department not later than the date specified under (a) of this
section for filing a written response to the claim. If the design professional fails to

CSHB 414( ) 2
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deposit the funds required by this subsection, the claimant may proceed with a civil

action in the appropriate court. If a claim is withdrawn or otherwise terminated without
participation by a panel, the department shall return all money collected to the respective
parties.

(c) Not more than 15 days after the date for receiving the response from the
design professional under (a) of this section, the department shall form a design
professional conciliation panel to consider the claim. A panel shall consist of one
individual acting as the chair, selected from among individuals who are familiar with and
experienced in the tort claims settlement process, one attorney licensed in this state and
experienced in trial practice, and one design professional. The chair shall be appointed
by the department. The attorney panel member shall be appointed by the chair from a
list of not less than 20 attorneys experienced in trial practice submitted annually to the
department by the Alaska Supreme Court. The design professional member shall be
appointed hy the chair from a list of not less than 20 design professionals submitted
annually by the State Board of Registration for Architects, Engineers and Land Surveyors
established under AS 08.48. After a panel renders its decision or the claim is otherwise
disposed of, the panel shall be dishanded.

(d) The chair shall preside at the meetings of the panel. Panel members shall
be compensated at the rate of S300 per claim and per diem and travel expenses
authorized for hoards and commissions under AS 39.20.180.  Panel member
compensation is due when the decision of the panel is submitted to the department. The
department shall pay panel members from funds collected from the claimant and
defendant.

(e) Office and meeting space, office equipment, and office supplies for the panel
shall be furnished by the department.

(f) The board shall prepare a list of design professionals, along with their
respective specialties, who shall then be considered consultants to the panel in their
respective fields. Panel members may also consult with other legal, technical, and
insurance specialists. A consultant called by the panel to appear before the panel shall
be paid per diem and travel expenses authorized for boards and commissions under
AS 39.20.180. Per diem and travel costs for a consultant shall be paid by the department
from funds provided under AS 09.55.710(b) or 09.55.750(d).

3 CSHB 414( )
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Sec. 09.55.720. REVIEW BY PANEL; VOLUNTARY TERMINATION, (a)
Within five business days after the panel is formed, the panel shall give notice of the
hearing, by certified mail, to all design professionals and others who are parties to the
claim. Notice of the hearing must include (1) a date and time, at least 15 but not more
than 30 days following the date the notice is mailed, for a hearing by the panel; (2) a
description of the nature and purpose of the panel's proceedings; and (3) the location of
the place for the hearing. The time and location originally set out in the notice may be
changed by the chair on due notice to all parties for good cause, provided that a party
requesting the rescheduling of the hearing within seven days of the scheduled date may
be required by the panel chair to compensate the panel in an additional amount equal to
the fee panel members receive under AS 09.55.710(d).

(b) At any time, by mutual consent of the parties involved, the department,
before the appointment of the chair, or the chair after the chair's appointment, may
terminate the proceedings and the claimant may proceed in the appropriate court.

Sec. 09.55.730. PANEL HEARING PROCEDURES, (a) A person, other than
the panel, witnesses, consultants called by the panel, and the persons listed in
AS 09.55.740, may not be present at a panel hearing except with the permission of the
chair. The panel may, in its discretion, conduct an inquiry of a party, witness, or
consultant without the presence of a party.

(b) A panel hearing shall be informal. The panel may record its proceedings for
the use of the panel, but the record may not be made available to the parties and is not
admissible in any other action or proceeding, except that a record of a statement made
at a panel hearing is admissible as provided under AS 09.55.750. The panel may receive
oral or documentary evidence. Questioning of parties, witnesses, and consultants may
be conducted by the panel, and the panel may, in its discretion, permit a party or counsel
for a party to question other parties, witnesses, or consultants. The panel may designate
who, among the parties, shall have the burden of going forward with the evidence with
respect to the issues it may consider. Unless otherwise designated by the panel, when
a design professional’s records have been provided for the claimant’s review, the burden
of going forward with the evidence shall initially rest with the claimant at the
commencement of a hearing.

(c) The panel has the power to require by subpoena the appearance and

44( ) “
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testimony of witnesses and the production of documentary evidence. When subpoena
power is utilized, notice shall be given to all parties. The testimony of witnesses may
be taken either orally before the panel or by deposition. In cases of refusal to obey a
subpoena issued hy the panel, the panel may invoke the aid of the appropriate court. A
member of the panel or the commissioner may sign subpoenas. A member of the panel
may administer oaths and affirmations, examine witnesses, and receive evidence. The
panel shall attempt to secure the voluntary appearance, testimony, and cooperation of
parties, witnesses, and consultants without coercion.

(d) At the panel hearing, and in arriving at its opinion, the panel shall consider
statements or testimony of witnesses, construction documents, inspection reports,
calculations, and other records kept in the usual course of the practice of the design
professional without the necessity for other identification or authentication. Statements
of fact or opinion on a subject contained in a published treatise, periodical, book, or
pamphlet, or statements of experts may be considered by a panel without the necessity
of the experts appearing at the hearing. The panel may, upon the application of a party
or upon its own decision, appoint as a consultant an impartial and qualified design
professional or other professional person or expert to testify before the panel or to
conduct necessary professional or expert examination of the claimant or relevant
evidentiary matter and to report to or testify as a witness. A panel consultant may not
be compensated or reimbursed except for per diem and travel expenses authorized for
boards and commissions under AS 39.20.180. Consultant per diem and travel expenses
shall be paid by the department from funds provided under AS 09.55.710(b) or
09.55.750(d). The parties may not conduct discovery.

(e) During a panel hearing and at any time before the release of an advisory
decision under AS 09.55.750, the panel may encourage the parties to voluntarily settle
or otherwise dispose of the case.

Sec. 09.55.740. REQUIRED PANEL ATTENDANCE. Unless excluded or
excused by the panel, the following persons shall attend hearings before the panel:

(1) the party or parties making the claim;

(2) any design professional against whom the claim is made or a
representative of the design professional, other than counsel, authorized to act for the
design professional; and

5 CSHB 414( )
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(3) counsel representing the parties, if any.

Sec. 09.55.750. PANEL DECISIONS; ADDITIONAL PAYMENTS, (a) Except
as provided under (c) of this section, within 15 days after the completion of a hearing,
a panel shall file a written advisory decision on the claim with the commissioner. The
commissioner shall mail copies to all parties concerned, counsel of the parties concermed,
the board, and the representative of each design professional’s liability insurance carrier
authorized to act for the carrier. The panel shall state its conclusions in writing. The
panel may not decide the issue of damages.

(b) Each member of the panel shall sign the decision, and the decision may
include concurring or dissenting opinions. The decision must contain one of the
following conclusions:

(1) the evidence does not indicate that the design professional failed to
comply with the applicable standard of care;

(2) the evidence does indicate that the design professional failed to
comply with the applicable standard of care and that failure is the proximate cause of the
alleged damages;

(3) the evidence indicates that the design professional failed to comply
with the applicable standard of care, but the failure is not a proximate cause of the
alleged damages; or

(4) the evidence indicates that there is a material issue of fact, not
requiring an expert opinion, bearing on liability that should be considered by a court or
jury.

(c) The advisory decision required by this section need not be filed if the claim
is settled or disposed of before the decision is written or filed.

(d) Before filing an advisory decision as required under (a) of this section, the
chair of the panel shall determine if sufficient funds have been deposited with the
department to pay all expenses allowed under AS 09.55.710 and 09.55.730. If funds on
deposit are insufficient, the parties to the conciliation proceeding shall contribute
sufficient funds to pay all panel expenses as provided under (g) of this section. A party
shall deposit the required funds within 10 days after receiving notice of the deposit
requirement. A panel decision may not be released until the department has sufficient
funds to pay all panel expenses.

-6-
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(e) If the decision of the panel contains the conclusion described

(1) under (b)(1) of this section, the claimant shall deposit all additional
funds required under (d) of this section;

(2) under (b)(2) of this secdon, the design professional shall deposit all
additional funds required under (d) of this secdon; and

(3) under (b)(3) or (4) of this secdon, the parties to the conciliation
proceeding shall, in equal shares, deposit additional funds required under (d) of this
secdon.

(f) A design professional who fails to deposit funds as required under (e) of this
section has committed misconduct in the practice for which the design professional is
licensed, and the department shall provide notice of the misconduct to the board.

(9) 1f a claimant fails to deposit funds as required under (e) of this section, the
department shall impose a civil penalty of $1,000 against the claimant.

Sec. 09.55.760. SUBSEQUENT LITIGATION; EXCLUDED EVIDENCE. A
claimant may institute litigation based on a claim heard by a panel in an appropriate
court only after a party to the design professional conciliation panel hearing rejects the
decision of the panel. A statement made in the course of the hearing of the panel is
admissible in a subsequent civil action to the extent allowed under the Alaska Rules of
Evidence. A decision, conclusion, finding, or recommendation of the panel may not be
admitted into evidence in a subsequent civil action, nor may a party to the panel hearing,
or the counsel or other representative of a party, refer to or comment on a decision,
conclusion, finding, or recommendation of the panel in an opening statement, an
argument, or at any other time, to the court or jury, except that a decision, conclusion,
finding, or recommendation may be admissible under AS 09.55.790.

Sec. 09.55.770. PANEL MEMBER IMMUNITY. A member of a panel is not
liable for civil damages for action taken or for a decision, conclusion, finding, or
recommendation made by the member while acting as a member of a panel.

Sec. 09.55.780. STATUTE OF LIMITATIONS TOLLED; LACK OF A
DECISION IN SIX MONTHS. Notwithstanding any other provision of law, the filing
of a claim with the department tolls any applicable statute of limitation until 30 days
after the date the decision of the panel is mailed or delivered to the parties. However,
the applicable statute of limitations may not be tolled for more than six months. If a

7 CSHB 414( )
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decision by the panel is not reached within six months after the claim is filed, the
applicable statute of limitations shall resume running and the party Filing the claim may
commence a suit based on the claim in the appropriate court.

Sec. 09.55.790. DUTY TO COOPERATE; ASSESSMENT OF COSTS AND
FEES, (a) Itis the duty of a person who files a claim with the panel and of a design
professional against whom a claim is made to cooperate with the panel for the purpose
of achieving a prompt, fair, and just disposition or settlement of a claim, provided that
the cooperation may not prejudice the substantive rights of the person.

(b) On application of the department, the court may award as a civil penalty

against a party all or a portion of the costs and expenses of the panel attributable to a
claim involving the person if the court finds that the person failed to cooperate with the
panel.
Sec. 09.55.800. ANNUAL REPORT. The department shall prepare annually,
20 days before the convening of a regular legislative session, a report containing the
department’s evaluation of the operation and effects of AS 09.55.700 - 09.55.810. The
department shall notify the legislature that the report is available. The report must
include a summary of claims brought before a panel and the disposition of those claims.
Sec. 09.55.810. DEFINITIONS. In AS 09.55.700 - 09.55.810,

(1) "board" means the State Board of Registration for Architects,
Engineers and Land Surveyors;

(2) "commissioner" means the commissioner of commerce and economic
development;

(3) "department” means the Department of Commerce and Economic
Development;

(4) "design professional" means an architect, engineer, or land surveyor
licensed under AS 08.48;

(5) "panel" means the design professional conciliation panel;

(6) "professional negligence” means a negligent act or omission by a
design professional in providing professional services;

(7)  "professional services" means services provided by a design
professional that are within the scope of the services for which the design professional
is licensed as an architect, engineer, or land surveyor.

-S-
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* Sec. 3. AS 09.55.760, enacted by sec. 2 of this Act, has the effect of amending Rule 402,
Alaska Rules of Evidence, by providing that a decision, conclusion, finding, or recommendation
of the panel is not admissible in a subsequent civil action.

* Sec. 4. This Act applies to causes of action that accrue on or after the effective date of this
Act.

*Sec. 5. This Act takes effect July 1, 1996.

_ 9 CSHB 414( )
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Representative Joe Green
District 10
Sectional Description - HB 414
Conciliation Panel Review for
Actions Against Design Professionals
Section 1
Sec.09.55.700 (a) Requires a plaintiff with a legal claim against a

design professional to submit the claim for review by the design professional
conciliation panel, (b) Allows the design professional to petition the court
that panel review is inappropriate, (c) Lists the reasons why a panel review
can be considered inappropriate, (d) Allows the design professional against
whom the claim is asserted to waive the proceedings.

Sec. 09.55.710 (a) States that the claim must be submitted to the
department in writing, and with the fee. (b) Sets the fee at $750. (c) Directs the
department to form a panelcomprised of a mediator, an attorney, and a
design professional, (d) Disbands the panel after a decision is reached, (e) Sets
compensation for panel members at $300 per claim, (f) Directs the
department to furnish office space and equipment.

Sec.09.55.720 (a) Directs the panel to notify the defendant that a
claim has been filed, (b) Allow s the proceedings to be terminated if both
parties agree.

Sec.09.55.730 (a) States that the panel meetings are not open to
the public, (b) States that panel hearings shall be informal, (c) Grants the
panel and the commissioner the power of subpoena, (d) Establishes what
information the panel can consider during the hearing. Limits compensation
for expert witnesses to the state rate for per diem and travel expenses, (e)
Allow s the panel to encourage settlement at any time in the process.

Sec. 09.55.740 Requires the parties to attend panel hearings.
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Sec. 09.55.750 (a) Requires the panel to forward their decision,
including the issue of liability, in writing to the commissioner. Prohibits the
panel from deciding on the issue of damages, (b) Requires panel members to
sign the decision, and allows for dissenting opinion, (c) Allow s the panel to
forgo the written opinion if the claim is settled hefore the decision, (d) Directs
the panel to make sure enough money has been deposited to cover the costs
of the proceedings. Prohibits a panel decision from being released until all
costs are covered.

Sec. 09.55.750 (@) Requires t e defendant to formally reject the
findings of the panel before an action ca \be filed in the appropriate court.
Prohibits a statement made during the conciliation process from being used
in court.

Sec. 09.55.770 Holds panel members immune from liability for
action taken as a panel member,

Sec.09.55.780 Stops the clock from running on the statute of
limitations during the conciliation process, however, the clock may not stop
for more than 12 months.

Sec.09.55.790 Directs a party to the conciliation process to
cooperate, and allows the court to assess penalties if they fail to do so.

Sec. 09.55.800 Directs the department to include information
about claims brought before the panel in their annual report.

Sec.09.55.810 Definitions.

Section 2 Amends Alaska Ruleof Evidence 402 relating to theadmissibility
in court of decisions, conclusions, findings, or recommendationsmade during

the panel process.

Section 3 Amends Alaska Ruleof Evidence 613 relating to theadmissibility
in court of statements made during the panel process.

Section 4 Application date.

Section 5 Effective date.
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AMERICAN CONSULTING JOHN C KALAVRITINGS, R
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Director, Professional liability Programs

1015 Fifteenth Street N W < WuhIngton DC 20005
Phone: 202-347-7474 < Fax:202-898-0068

To: Member Organization Lo
From: ACEC Legal Department
Date: November 27, 1995

Re: Certificate of Merit Laws

The intentofthismemorandum is toprovide Member Organizations with an introduction
to certificate of merit laws, which are currently enforced in Arizona, California,
Colorado, Georgia, Haw aii, Kansas and New Jersey. This memorandum hegins with a
brief explanation of the reasons for certificate of merit legislation, then proceeds to an
overview of ACEC's involvement in certificate of merit advocacy (particularly, the
ACEC Risk Management Committee),l and concludes with a summary of each state's
certificate of merit law. This memorandum is supplemented with the following:

1. A comparison chart of state certificate of merit laws.

2. The full texts of the certificate of merit laws of California,2Haw aii,3 and New
Jersey (representative of the three categories of certificate of merit laws).

3. The full textof the Proposed Model Act with Regard to Suits or Claims Against
Design Professionals (the ACEC model certificate of merit law).

4, "Certificate of Merit and Review Panels: Conditions Precedent to Civil Actions
Against Design Professionals,” published in Construction Lawyer (April 1995).

5. "Certificates of Merit: A First Step in the Rational Economical Approach to the
Resolution of Design Claims,” published in Virginia Lawyer (September 1993).

The NSPE-PEPP Professional Lability Committee it also preparing a picket on this topic.

The California statute appears in West'sAnnotated California Codas, Coda o fCivil Procedure and was
reprinted with the permission of the West Publishing Company.

The statutes reprinted or quated verbatim in the following pages are taken from the Hawaii Revised
Statutes Annotated Copyright 1988and the Hawaii Revised Statutes Annotated Copyright 1994 by The
Michi* Company, a division ofReed Elsovier Inc. and Reed Elsevier Properties Inc. and are reprinted
with the permission of The Michio Company. All rights reserved.
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The Purpose of Certificate of Merit Laws

The primary goal of certificate of merit laws is to reduce the number of frivolous
law suits filed, without depriving anyone the right to their day in court. It is especially
vital to architects, engineers, and land surveyors that a mechanism exists to screen out
frivolous lawsuits which currently require firms to commitvaluable resources in needless
legal battles. In addition, certificate of merit laws reduce the costs of professional
malpractice claims to both plaintiffs and defendants and encourage early and cost
effective resolutions of civil cases alleging claims of professional negligence.

The basic premise of the certificate of merit concept is that an attorney filing a lawsuit
mustreceive independent verification of the validity of a client’sclaim. Failure to obtain
a certificate of merit (barring a few exceptions) is grounds to dismiss the plaintiff'sclaim
and may subsequently require the plaintiff to pay the defendant's legal fees.

ACEC Involvement in Certificate of Merit Advocacy

For many years, ACEC and its Member Organizations have been involved in promoting
liability reform at the federal and state levels. These efforts have focused on several
specific reform initiatives, including efforts to pass certificate of merit laws at the state
level. ACEC has established a clearinghouse of certificate of merit materials, which
includes state statutes, lists of experts, reports and articles. Member Organizations have
drawn upon ACEC 'sinformation resources for use in testimony before state legislatures
considering certificate of meritproposals. The primary example of ACEC 'scommitment
to future certificate of merit initiatives is reflected in the development of the model
certificate of merit law, which is briefly explained below .

Proposed Model Act with Regard to Suits or Claims Against Design Professionals
CThe ACEC model law")

The model law was developed by the ACEC Professional Risk Management Committee
in 1993 and sent to all Member Organizations. The model law has two main
components: a screening panel, which is based in parton Haw aii's law; and an affidavit
requirement based on Georgia's certificate of merit law. [To view the model law in its
proper perspective, we recommend that the full texts of these state statutes be reviewed
beforehand.] The model law was designed for flexibility; it may be adopted in its
entirety, or either component (screening panel, affidavit) may be considered individually.
The model law is an extremely useful tool for a state legislator who wants to draft a
certificate of merit law which deters the filing of frivolous law suits, and allows for the
orderly processing of claims possessing merit.

The model law applies only to "design professionals,” who are defined as licensed
professional engineers, architects, surveyors and landscape architects. The model law
requires that, prior to filing a formal complaint in court, a plaintiff who alleges



negligence against a design professional must file a claim with a thiee-person review
panel. The panel conducts an informal hearing, during which the panel may review
evidence submitted by both parties. Since formal rules of evidence are waived, the
panel's findings and verdict are inadmissible in any subsequent legal proceedings. The
model law provides a list of four verdicts the panel may render; the panel must select at
least one verdict from the list, although it may choose to include more than one. The
verdict of the panelis non-binding.

The plaintiffcan still reject the panel'sverdictand file a formalcomplaint in court. The
complaint must be accompanied by an affidavit from a licensai member of the
defendant's profession. The affidavit must state the existence of at least one act of
negligence and its factual origins. If obtaining an affidavit would cause the statute of
limitations on the claim to expire, the plaintiffis given an additional forty-five days to
comply, and the defendant is given thirty days to respond once the affidavit is filed.

Certificate of Merit Laws at the State Level

The certificate of merit laws which are currently in force at the state level share common
characteristics and distinct differences, resulting in varying degress of success in terms
of reducing the number of frivolous lawsuits. Despite their unique characteristics, state
certificate of merit laws can be divided into three categories: those requiring a certificate
drafted by an attorney, those requiring an affidavit from a design professional, and those
requiring the resolution of the dispute by a screening panel. The general requirements
of the seven states which presently have certificate of merit laws are summarized below .

Arizona (Arizona Revised Statutes, Title 12, Chapter 17)

Arizona's certificate of merit law only applies to "registered professionals,” which are
defined as engineers, architects, assayers, geologists, landscape artists, land surveyors
as well as contractors. The law requires that, in any action by a non-registered
professional alleging professional negligence on the partof a registered professional, an
affidavit from a licensed member of the defendant's profession must be submitted with
the claim .

The affidavit must state "the acts or omissions™ and the "factual basis” underlying the
claim, as well as "how the acts or omissions" were responsible for causing the plaintiffs
injury. If the statute of limitations for the claim would expire while an affidavit Is being
obtained, the affidavit may be submitted forty-five days after the initial claim is filed.
Also, a plaintiff who obtains an affidavit before a claim is filed but fails to submit the
affidavit with the claim due to "excusable neglect or mistake” may he given leave by a
judge tocorrect the error without penalty. Otherwise, failure to submit the affidavit with
the claim results in automatic,dismissal of the claim.



California (California Coce of Civil Procedure, Section 411.35)

The certificate of merit law in California requires the plaintiffs attorney to attach a
certificate to the complaint in any suit alleging professional negligence by an engineer,
architect or surveyor. The certificate must state that legal action was heing taken based
upon the attorney's prior consultation with a licensed member of the defendant’'s
profession. In the event that a statute of limitations problem would arise while a
certificate is being obtained, the law provides the attorney with an additional sixty days
tocomply. The certificate requirement is waived if an attorney contacts three licensed
members of the defendant’'s profession on separate occasions and they each refuse to
consult with the attorney. The certificate requirementis also waived when attorneys base
their case on the legal theory of "res ipsa loquitur,” which means that the plaintiffs
claim would not arise unless there was at least some negligence on the part of the
defendant. Failure to comply with the certificate requirement may be grounds for
dismissal of the case. California is the only certificate of merit state which contemplates
additional sanctions against plaintiffs and their attorneys for failure to obtain a certificate
of merit. Non-compliance mav resultin the plaintiffand/or the plaintiffs attorney being
required to pay the defendant’'s legal costs. In 1995, California strengthened the law by:
1) removing a sunset provision and 2) requiring the consulted professional to express an
opinion whether the defendant was negligent in the performance of his duties.

Colorado (Colorado Revised Starnes, Title 13, Section 13-20-602)

In 1987, Colorado expanded the coverage of its certificate of merit law to include all
licensed professionals, as well as engineers, architects and land surveyors. In any civil
action alleging negligence on the part of a licensed professional, and where expert
testimony is required to develop a prima facie case, the plaintiffs attorney must file a
certificate of merit (known as a certificate of review) within sixty days of the filing of
the original complaint. This period may be extended at the court’'s discretion. The
certificate must state that the attorney has consulted "a person who has expertise in the
area of the alleged negligent conduct™ and who is qualified to render an opinion
concerning the question at issue. The certificate must state that the expert found some
substantialjustification in support of the plaintiffs claim. Failure to obtain a certificate
results in automatic dismissal of a claim.

Georgia (Official Code of Georgia, Title 9, Section 9-11-9.1)

Georgia's certificate of merit law applies to any action where "professional malpractice"
is alleged and damages are sought. Although the specific types of professions which arc
subject to the law arc not expressly mentioned, the courts of Georgia have applied the
law in cases involving disputes over engineering and architectural services. An attorney
must obtain from "an expert competent to testify” an affidavit certifying the presence of
at least one act of negligence and its origins. The affidavit must be submitted when a
complaint is filed. If obtaining an affidavit would create a statute of limitation problems,



the affidavit may be submitted forty-five days'after the complaint is filed. Non-
compliance can be grounds for a dismissal only if the defendant’'s initial responsive

pleading mentions the error.
Hawaii (Hawaii Revised Statutes, Volume 13, Chapter 672)

Haw aii's certificate of merit/screening panel law applies to situations where a plaintiff
is seeking damages for acts of professional negligence committed by persons who are
licensed professional engineers, architects, surveyors and landscape architects. Before
filing a formal complaint in court, the plaintiff must file a claim with the Design.
Professional Conciliation Panel. This requirement is waived under certain circumstances
if the judge rules (upon a party's motion) that the subject matter of the claim is not
appropriate for the panel's review.

The plaintiff must submit a certificate of merit ("certificate of consultation™) at the same
time the claim is filed with the panel. If obtaining a certificate would create a statute of
limitations problem, the certificate may be submitted within thirty days of filing the claim
with the panel. The certificate must state that the attorney has consulted with a licensed
member of the defendant's profession, and based upon that consultation, the attorney has
found enough merit to the claim to warrant further legal action. A certificate does not
have to he obtained when an attorney has made three attempts to obtain a consultation
and was refused each time, or when an attorney's case is based upon a claim that the
defendant failed to disclose the ramifications of a procedure to the plaintiff.

The screening panel consists of a dispute resolution expert, a trial attorney, and a
member cf the defendant's profession; the panel's costs are divided equally among the
parties. The panel's deliberations are informal, and during a hearing the panel may
consider a wide variety of evidence. The panel may also encourage the parties to
voluntarily settle the case. Thirty days after the completion of a hearing, the panel
rendersanon-binding decision which includes assignment of liability and any appropriate
award of damages (punitive damages may not he awarded). The statute of limitations
begins to run again after the panel has rendered its decision. |If a party rejects the
panel's decision and pursues the matter in court, the panel's findings, statements, and
conclusions are inadmissible as evidence.

Kansas (Kansas Statutes Annotated, Chapter 60, Article 35, Sections 60-3501 - 60-3509)

The Kansas statute provides for the establishment of screening panels, which review the
actions of engineers, architects, and other licensed individuals. The law applies in cases
where a plaintiff files a "professional liability malpractice action" alleging damages
caused by the "rendering or failure to render services" on the part of a licensed
professional. A judge presiding over such an action will authorize the convening of a
screening panel, but only if one of the parties to the action makes such a request. The
four-person screening panel consists of a licensed professional chosen by the plaintiff,



a licensed professional chosen by the defendant, a licensed professional chosen by both
parties, and a non-voting attorney selected by the court

The panelis charged with determining whether the defendant'sconduct wentbeyond that
which is considered acceptable within the profession, and whether the defendant's
conduct was the cause of the plaintiffs injury. The panel's hearings are informal, and
rules of evidence are not enforced. The panel must release its findings within ninety
days of the beginning of its inquiry. The panel's rulings are non-binding, and either
party may reject the panel's verdict and continue legal action. During the screening
panel's deliberations, the statute of limitations for the plaintiffs claim is temporarily
suspended, and does not begin to run again until thirty days after the panel has
announced its recommendations. In subsequent litigation, the panel's findings are
admissible in court. The cost of the screening panel is the responsibility of the party
whom thepanel decides in favor of; if the panel's findings are inconclusive, the costs are
divided evenly among the parties.

New Jersey (New Jersey Statutes, P.L. 1995, Chapter 139, supplementing Title 2A)

New Jersey's certificate of merit law only applies to six narrowly-defined licensed
professions. Engineers and architects are covered by the law, but land surveyors and
landscape architects arenot. The law requires that, in any tortaction alleging negligence
on the partof an engineer or architect, the plaintiff must file an affidavit from a licensed
member of the defendant's profession. The affidavit must state that there is a
“"reasonable probability” that the defendant's actions were incompatible with
professionally-accepted standards.

The affidavit requirement may be waived only if the plaintiff files a sworn statement
explaining that a request was made of the defendant to provide information needed to
prepare the affidavit, and that the defendant failed to comply after forty-five days.
Failure to submit an affidavit is construed as "a failure to state a cause of action,” which
might (or might not) lead to the dismissal of the plaintiffs case. The affidavit must be
filed within sixty days of the submission of the defendant's answer to the plaintiffs
complaint; the time period may be extended another sixty days on a showing of good
cause. This is probably the most lenien timing restriction for the filing of the affidavit.

Other State Attempts at Obtaining a Certificate of Merit Law

It is also helpful to examine other states which have attempted to pass certificate of merit
laws. Alaska is planning to introduce a certificate of merit bill, similar to the ACEC
model bill, in the next legislative session. State tort reform advocates in states such as
North Carolina, Missouri and Wyoming have faced mixed success with this legislation.
Some states have had difficulty moving the legislation out of committee due in large part
to the strength of the trial lawyer lobby. Other states have moved legislation out of
committee only to lose on the floor of the state House or Senate. Some state initiatives



have faced even greater difficulty such as Wyoming which had passed a certificate of
merit law only to have the Wyoming Supreme Court declare the statute unconstitutional.

Wyoming (Wyoming Starnes § 9-2-1802)

The Wyoming statute had established a screening procedure for professional malpractice
claims. In 1990, The Wyoming Supreme Court declared the statute unconstitutional on
equal protection grounds. Since the act was very broad and also covered health care
professionals, the court found that the statute treated medical malpractice victims
differently than persons injured by someone other than a health care professional since
the medical malpractice victims had no direct access to the courts, they first had to go
through the screening procedure. The court gave great deference to the general public
health and did not want an extra hurdle for medical malpractice victims. It is therefore
wise to limit the list of professionals covered in a certificate of merit act, although
experts do not foresee the Wyoming Supreme Court's holding to affect any of the
certificate of merit laws outside of Wyoming.

Political Realities

Rarely, if ever, has there heen time when legal reform has been as popular as it is today.
From state houses to the halls of Congress, the issue of how to reign in crippling
litigation is near the top of the national agenda. However, in spite of the significant
public opinion in favor of reform, significant obstacles still exist. The trial lawyer
lobbying organizations have been successful in defeating past tort reform efforts
including certificate of merit legislation. W ith that in mind, the following questions
should be asked before embarking on a legislative initiative to pass a certificate of merit
statute in your state:

. Whether current political climate in your state is favorable for passage of
tort reform?

. W hether your state has enacted a medical screening panel law which can
serve as a model for a law covering design professionals?

. How strong is the trial lawyer lobby in your state?
. How involved is your organizationin A/E and state tort reform coalitions?
. Whether the proposed legislation should include all professionals or only

design professionals?

Keeping these questions in mind and by reviewing the certificate of merit laws that are
currently enforced as well as those that failed, increases the chances of passing a
constitutionally sound certificate of merit law.



Arizona

1 California

Colorado

Georgia

Hawaii

Kansas

New Jersey

ACEC’s
Model Act

COMPARISON CHART OF STATE CERTIFICATE OF MERIT LAWS =

Type

Affidavit

Certificate

Certificate

Affidavit

Certificate &
Screening
Panel

Screening
Pinel

Affidavit

Conciliation
Panel &
Affidavit

Requirements

Affidavit from a licensed
member of the defendant’s
discipline

Certificate from an attorney
verifying consultation with a
licensed member of the
defendant’s profession

Certificate from an attorney
verifying consultation with a
person with expertise in tbhe
area

Affidavit from a competent
expert

Certificate from an attorney
verifying consultation with a
licensed member of tbe
defendant’s profession

File a memorandum requesting
panel with the court

Affidavit from a licensed
member of defendant’s
profession

Affidavit After the panel’s
decision from competent expert

Professions Covered

Engineers, architects, assayers,
geologists, landscape
architects, land surveyors (and
contractors)

Engineers, architects and land
surveyors

All licensed professionals

All professionals

Engineers, architects,
surveyors and landscape
architects

All licensed professionals (but
not health caro providers)

Engineers and architects

Engineers, architects,
surveyors, and landscape
architects

Consequences for
Non-Compliance

Automatic dismissal

Grounds for dismissal;
additional sanctions may be
imposed

Automatic dismissal

Grounds for dismissal only if
noa-compliance raised by
defendant

Sanctions for failing to

cooperate with panel

None

Grounds for dismissal

Sanctions for failing to
cooperate with panel

Miscellaneous

Only applies in actions
brought by persona who are
not registered professionals
nor contractors; the only state
that covers contractors

Only ooo certificate needed
even if multiple defendants
and claims

This bill had originally been
intended to only cover medical
professionals but has been
expanded by court decisions

Costs of the panel are shared
equally

Costs of the panel are paid by
the winning party or split if
there is no decision

Person signing affidavit must
have substantially practiced in
(hat area for 5 years

Costs of the panel are shared
equally

[
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sarrayurb Bckbm iasoed pursuant to Chapter IS (ccmmsndag with Section 8700) of Division 3 of tha
Boaanaaa and ggofearioea Coda on or before tha data of servic* of tha complaint on any defendant, tha.
plaintiffs attorney ahad 2la tha certificate specified by sobdjviak*. (bt

(b) A certificate shall ba oncstad by tha attorney for tha plaintiff or cross-complainant declaring ona
of the foflowtngr

(1) Thattha attorney haa reviewed tha facts of &a case, that tha attorney has consulted with at least
ona a chitect; professional engineer, or surveyor who is licensed to practice and practices in this
state or any other state, or who at an accredited college or university and is licensed to practice
in this state dl any other state, in the same aa tha defendant or cross-defendant and who the
attorney reasonably behaves b knowisdgeabla in tha relevantissues involved in the particular action, and
thattbe attorney has candndad on tha baab of such review and consultation that there b reasonable and
meriterioua ansa for the fIHng of such action. The person consulted may not be a party to the litigation.

(2) Thattha attorney was unable to obtain the consultation required by paragraph (1) because a statute

of imitations would im pair the action the required by paragraph (1) could not be
obtained before the Impairment of tbe action. If a certificate b executed pursuantto thb paragraph, the
ceitifirata required"by paragraph (1) be filed within 60 days after ffing the complaint.

(3) That tha attorney was unable to obtain the consultation required by paragraph (1) because the
attorney had made three separate, good faith attempt! with three separata architects, professional
engineers, or land surveyors to obtain such consultation and uona of those contacted would agree to such
a consultation.

(c) Where a certificate |_ required pursuant to thb section, only one.certificate shall be filed,
notwithstanding that multiple defer‘font* have been named in the complaint or may be nam”i at a later
time.

(d) Where the attorney intends to rely solely on the doctrine of “res ipsa Irqutar,” as defined in
Section 646 of the Evidence Code, or exclusively on a failure to inform of he consequences .of a
procedure, or h/th. thb section shall be inapplicable. Tha attorney ahtil certify upon filing al the
complaint that the attorney b solely relying on tha doctrines of “res ipsa loquitur" or failure to inform of
the consequences of a procedure or both, and [d[ that reason b not filing a certificate required by thb
section,

(e) For purposes Of thb section, and subject to Section 912 of the Evidence Code, an attorney who
submits a certificate as required by paragraph (1) or (2) of subdivision (b) has a priviege to refuse to
disclose the identity of tha architect, professional engineer, or land surveyor consulted and the contents of
the consultation, Tha privilege .shall alsn be held by the architect, professional engineer, or land surveyor
so consulted. f, however, the attorney male** a rlahn under paragraph (3) of subdivision (b) that he or
she was unable to obtain the required consultation with tha architect, professional engineer, or land
surveyor, the court m y requin the attorney to divulga the names 01 architects, professional engineers,
or land surveyors refuting the mmnte»Hnn .

@ A violation of thb section may constitnte unprofessional conduct and be grounds for dboplina
against the attorney, exceptthatthe failure to file the certificate required by paragraph (D 0" subdivision
(b), within 60 dsyt after fifing the complaint and certificate provided for by paragraph (2) of subdivision
(b), shall not be grounds far discipline against tha attorney.

(g) The failure to file a certificate in accordance with thb section shall be grounds for a demurrer
pursuant to Section 430J.0 or a motion to strike pursuant to Section 435.

(h) Upon the favorable conclusion of the litigation with respect to any party for whom a certificate of
m eritwas filed or far whom a certificate of merit should have beenfiled pursuantto thb section, the trial
court may, upon the motion ofa party or upon the court's own motion, verify compliance with thb section,
by requiring the attorney for the plain tiff or cross-complainant who was required by subdivision (b) to
execute the certificate to reveal the nam», address, and telephone number of tha person or persons
consulted with pursuant to subdivision (b) that were relied upon by tha attorney in preparation of the
certificate of merit Tha name, address, and telephone number shall be disclosed to this trial judge in an
in-camera proceeding at which tha moving party shall not be present If the trial judge finds there has
been afailure to comply with thb section, the court may order a party, a party's attorney, or both, to pay
any reasonable expeosei, indndmg attorney's fees, incurred by another party aa aresult of the failure to
comply with thb section. ‘m

Thb section shall remain in effect only until January 1, 1997. *nd aa of ia repealed. ¢
Additio™ or change™ indicated by uderline; ceietlat by assterids m « *
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i 41L.36. ConunoQ interest development asaoetstiona; occgpational negligence of contractors;
certificate of merit; filing; disclosure of consultant

(@ In every action brought by a common interest development asaotiation pursuant to Section 383. or
cross-actions or separata actions arising therefrom for indemnity or contribution, arising out of the
occupational negligence of a person holding a valid contractor's license pursuant to Chapter 9 (commenc-
ing with Section 7000) of Division 3 of the Business and Professions Code, on or before the data of service
of the complaint on any defendant, the plaintiffs attorney shall file the certificate specified by subdivision
(b). “Occupational negligence.* as Used in this section, means a negligent aa or omission in the
construction, reconstruction, repair, or improvement of a structure or other work of improvement which
is the prririmata cause of a construction defect or of damage to property resulting from such a
construction defect This secdon does not apply to causes of action based on strict liability in tort or
express contractual indemnity.

(b) A certificate shall be executed by the attorney for the plaintiff or cross-complainant declaring ona
of the following:

(D That the attorney has reviewed the facts of tha case, that tha attorney has consulted with at Least
one contractor who is licensed and does business in this state or who teaches at an accredited crTege or
university and *who is licensed in this state or any other state and who tha attorney reasonably believes is
knowledgeable in the relevant issues involved in the particular action, and that the attorney has concluded
on the basis of that review and consultation that the named rimrcant or cross-defendant participated in
the construction, installation, grading, or landscaping of those building elements or grounds alleged in the
complaint or cross-complaint to have been negligently constructed, installed, graded, or landscaped. The
person consulted may not be a party to the litigation.

(2 That the attorney was unable to obtain the consultation required by paragraph (1) because a statute
of limitations would impair tbe action and that the certificate required by paragraph (1) could not be
obtained before the impairment of the action. If a certificate ia executed pursuant to this paragraph, the
certificate required by paragraph (1) *haf) be filed within 60 days after filing the complaint.

(3) That tbe attorney was.unable to obtain the consultation required by paragraph (1) becmsa the
attorney had mad* three separate good faith attempt! with three separate cannactors to obtain such a
crmmltation and none of thoie contttcted wocdd agree to the consultation.

(&) Where a certificate is required pursuant to this section, only one certificate shah be filed,

notwithstanding that multiple defendants have been named in tbe complaint or may be named at & later
rim*

(d) Where the attorney fntends to rely solely on tha doctrine of “res ipsa loquitur,” as' defined in
Section 646 of the Evidence Code, or exclusively on a failure to inform of the consequences of a
procedure, or both, this section shall be m°pphV-ihl« The attorney shall certify upon filing of the
mnplaint that the attorney is solely relying on the doctrines of “res ipsa loquitur" or failure to inform of
the consequences of a procedure or both, and for that reason is not filing a certificate required by this
section.

(e) For purposes of this section, and subject to Section 912 of tbe Evidence Code, an attorney who.
submits a certificate as required by paragraph (1) or (2) of subdivision (b) has a privilege to reftise to
disclose the identity of the contractor consulted and tha comints of tha consultation. The privilege shall
also be held by the contractor so consulted. [l however, tbe attorney makes a claim under paragraph (3)
of subdivision (b) that ha or she was unable to obtain tha required consultation with the contractor, the
court may require the attorney to divulge tha rum— of contractors refusing the’consultation.

(") A violation of this section may constitute unprofessional conduct and be grounds far discipline
against the attorney, except that tha failure to file tha certificate required by paragraph (1) of subdivision

Additiat or change* Indicated by uderilnyg celatiat™ by *tirtks * e «
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UViL REMEDIES, DEFENSES, SPECIAL PROCEEDINGS

§ 672*2.1

CHAPTER 672

DESIGN PROFESSIONAL CONCILIATION PANEL

Sec.

672-L Definitions.

672-2. Actions against architects, profes-
sional engineers, surveyors, and
landscape architects.

672-2.L Determination of unsuitability.

672-2.5. Certificate of consultation.

672-3. Design professional conciliation panel;
composition, selection, compensa-
tion.

672-4. Review by panel required; notice; pre-
sentation of claims; termination.

672-5. Design professional conciliation panel
hearing; fact-finding; evidence;
voluntary settlement.

Sec.

672-6. Same; persons attending hearings of
paneL

672-7. Same; decisions.

672-8. Subsequent litigation; excluded evi-
dence.

672-9. Immunity of panel members from lia-
bility.

672-10. Statute of limitations tolled.

672-1L Duty to cooperate; assessment of costs
and fees.

672-12. Annual report.

672-13. Administration of chapter.

672-14. Retroactive application.

Cross references. — As to professional en-
gineers, architects, surveyors and landscape
architects, see Chapter 464.

8§ 672-1. Definitions.

For the purposes-of this chapter:

"Design professional” means a professional engineer, architect, surveyor, or
landscape architect.

"Entities employing design professionals” means professional corporations
or other business structures under which design professionals may practice
and does not include nondesign professional entities. [L 1981, ¢ 228, pt of § 1;
am L 1985, c 36, § 2]

8 672-2. Actions against architects, professional engineers, surveyors,
and landscape architects.

f.
In any action for damages arising out ofthe alleged professional negligence

ofactions performed in the professional practice ofa person holding a license
as a professional engineer, architect, surveyor, or landscape architect under
chapter 464, before the time offiling the complaint, the aggrieved person shall
file a claim with the design professional conciliation panel. [L 1981, ¢ 228, pt
of 8 1; am L 1985, ¢ 36, § 3]

[8 672-2.1]. Determination of unsuitability.

Any party or any person served with notice of a claim may file a motion
with the circuit court in the judicial circuit in which the claim arose for a
determination that the subject matter ofthe dispute is unsuitable for review
by a panel under this chapter; provided that no such application may be filed
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§ 672-2.5 DESIGN PROFESSIONAL CONCILIATION PANEL § 672-2.5

within ten days ofthe date on which the claim is scheduled to be heard by a
panel or after such a hearing has taken place.

In determining whether the subject matter of a dispute is unsuitable for
disposition pursuant to this chapter, a court may consider

(1) The magnitude of the potential award, or any issue of broad public
concern raised by the subject matter underlying the dispute;

(2) Problems referred to the court where court regulated discovery is
necessary”

(3) The factthat the matter in dispute is a reasonable or necessary issue
to he resolved in pending litigation and involves other matters not covered
by or related to this chapter;

(4) The fact that the design professional’s involvement in the matter is
distinctly secondary in importance to the involvement ofparties not covered
by this chapter,;

(5) The potential for unreasonable delays In reaching any resolution of
the matter by its referral to a panel pursuant to this chapter; or

(6) The fact that there are too many parties or issues involved to be
effectively handled by the informal processes of this chapter.

Any such application to the circuit court shall be made and heard in a
summary manner and in accordance with procedures for the making and
hearing of motions. [L 1985, c 36, pt of § 1]

[§ 672-2)J5]. Certificate of consultation.

(a) Any claim filed under this chapter shall be accompanied by a certificate
which declares one of the following:

(1) Thatthe attorney has reviewed the facts ofthe case, that the attorney
has consulted with at least one design professional who is licensed to prac-
tice and practices in thia State or any other state, or who teaches at an
accredited college or university and is licensed to practice in this State or
any other state, in the same discipline as the design professional against
whom the claim is made and who the attorney reasonably believes is knowl-
edgeable in the relevant issues involved in the particular action, and that,
the attorney has concluded onthe basis ofsuch review and consultation that
there is a reasonable and meritorious cause for the filing ofthe claim. The
persons consulted may not be a party to the case;

(2) That the attorney was unable to obtain the consultation required by
paragraph (1) because a statute of limitations would impair the action and
that the certificate required by paragraph (1) could not be obtained before
the impairment of the action. If a certificate is executed pursuant to this
paragraph, the certificate required by paragraph (1) shall be filed within
thirty days after filing the claim; or

(3) That the attorney was unable to obtain the consultation required by
paragraph (1) because the attorney has made three separate good faith
attempts with three separate design professionals to obtain such consulta-
tion and none of those contacted would agree to such a con®* Station.



§ 672-3 CIVIL REMEDIES, DEFENSES, SPECIAL PROCEEDINGS § 672-3

(b) Where an attorney intends to rely solely on a failure to inform of the
consequences of a procedure, this section shall be inapplicable. The attorney
shall certify upon filing ofthe claim that the attorney is relying solely on the
failure to inform ofthe consequences ofa procedure and for that reason is not
filing a certificate as required by this section.

(c) For the purposes of this section, the attorney shall not be required to
disclose the names ofdesign professionals consulted to fulfill the requirements
of subsection (a).

(d) Unless a certificate is filed pursuant to subsection (a) or (b),the claim
shall not bereceived for filing by the department. [L 1985, ¢ 36, pt of § 1]

8 672-3. Design professional conciliation panel; composition, selection,
compensation.

(@) There are established conciliation panels which shall review and render
findings and advisory opinions on the issues of liability and damages in tort
claims against professional architects, engineers, surveyors, and landscape
architects.

(b) A design professional conciliation panel, hereafter called "the panel”,
shall be formed for each claim filed pursuant to section 672-4 and after each
panel renders its decision or the claim is otherwise disposed of it shall be
disbanded. Each design professional conciliation panel shall consist of one
chairperson selected from among persons who are familiar with and experi-
enced in the tort claims settlement process, one attorney licensed to practice
in the courts ofthe State and experienced in trial practice, and one architect,
engineer, surveyor, or landscape architect licensed to practice under chapter
464. The chairperson shall be appointed by the chiefjustice of the supreme
court of Hawaii. The attorney shall be appointed by the chairperson from a
list of not less than thirty-five attorneys experienced in trial practice submit-
ted annually by the supreme court. The architect, engineer, surveyor, or land-
scape architect shall be appointed by the chairperson from a list of not less
than thirty-five design professionals submitted annually by the board ofregis-
tration of professional engineers, architects, surveyors, and landscape archi-
tects. i

The chairperson shall preside at the meetings ofthe panel. The chairperson
and all panel members shall be compensated at the rate of $300 per claim
handled which will become payable when the decision ofthe panel is submit-
ted and shall be paid allowances for travel and living expenses which may be
incurred as a result ofthe performance of their duties and they shall be paid
by the department of commerce and consumer affairs from funds collected
from the claimant and defendant, to be shared equally. The claimant shall
deposit $450 with the department upon the filing ofthe claim and the failure
to do so shall result in the claim being rejected for filing. The design profes-
sional shall deposit $450 with the department within twenty days of being
served with the claim and the failure to do so shall result in termination of
proceedings under this chapter allowing the claimantto proceed in accordance
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§ 672-4 DESIGN PROFESSIONAL CONCILIATION PANEL § 672-4

with section 672-8. Ifthe claim is withdrawn, determined to be unsuitable for
proceedings under this chapter, or otherwise terminated without participation
by a panel, the department shall return all moneys collected to the respective
parties.

The office and meeting space, secretarial and clerical assistance, office
equipment and office supplies for the board shall be furnished by the depart-
ment of commerce and consumer affairs.

The board of registration shall prepare a list of architects, engineers, sur-
veyors, and landscape architects along with their respective specialties who
shall then be considered consultants to the panel in their respective fields.
Panel members may consult with other legal, technical, and insurance spe-
cialists. Any consultant called by the panel to appear before the panel shall be
paid an allowance for travel and living expenses which may be incurred as a
result of such person’s appearance before the panel. Such costs shall be paid
by the department ofcommerce and consumer affairs. [L 1981, c 228, pt of § 1;
am L 1982, ¢ 204, § 8, am L 1985, ¢ 36, § 4]

8§ 672-4. Review by panel required; notice; presentation of claims; ter-
mination.

(a) Any person or the person's representative claiming that a tort has been
committed by the design professional or entities employing such design pro-
fessionals shall file a claim with the department of commerce and consumer
affairs before a suit based on the claim may be commenced in any court ofthe
State. All claims shall be submitted to the department of commerce and con-
sumer affairs in writing on forms provided by the department. If the claim is
presented orally, the department of commerce and consumer affairs shall
reduce the claim to writing. The claimant shall set forth facts upon which the
claim is or may be based and shall include the names of all parties against
whom the claim is or may be made who are known to the claimant. W ithin
five business days thereafter, the panel shall give notice of the claim, by
certified mail, to all architects, engineers, surveyors, or landscape architects
and others who are or may be parties to the claim and shall furnish copies of
written claims to such persons. Such notice shall set forth a date, not more
than twenty days after mailing the notice, within which any design profes-
sional against whom a claim is made may file a written response to the claim,
and a date and time, not less than five days following the date for filing a
response, for a hearing ofthe panel. Such notice shall describe the nature and
purpose of the panel’s proceedings and shall designate the place ofthe hear-
ing. The times originally set forth in the notice may be changed by the chair-
person, on due notice to all parties, for good, cause; provided that a party
requesting the rescheduling ofthe hearing within seven days ofthe scheduled
date shall be required in the sole discretion of the panel chairperson to addi-
tionally compensate the panel in an amount equal to the fee panel members
receive pursuant to section 672-3.
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§ 672-5 CIVIL REMEDIES, DEFENSES, SPECIAL PROCEEDINGS § 672-5

(b) Atany time, by mutual consent ofthe parties involved, the department
of commerce and consumer affairs, prior to the appointment of the chairper-
son, or tho chairperson after the chairperson’s appointment, may terminate
the proceedings and the claimant may proceed in accordance with section
672-8. [L 1981, c 228, pt of 8§ 1; am L 1982, c 204, § 8; am L 1983, c 138, § 1;
am imp L 1984, ¢ 90, § 1; am L 1985, ¢ 36, § 5]

8 672-5. Design professional conciliation panel hearing; fact-finding;
evidence; voluntary settlement

Every claim ofa tort shall be heard by the design professional conciliation
panel within thirty days after the date for filing a response. -No persons other
than the panel, witnesses, and consultants called by the panel, and the per-
sons listed in section 672-6 shall be present except with the permission ofthe
chairperson. The panel may, in its discretion, conduct an inquiry ofa party,
witness, or consultant without the presence of any.or all parties.

The hearing shall be informal. The panel may require a stenographic record
of all or part of its proceedings for the use ofthe panel, but such record shall
not be made available to the parties. The panel may receive any oral or
documentary evidence. Questioning of parties, witnesses, and consultants
may be conducted by the panel, and the panel may, in its discretion, perm it
any party, or any counsel for a party to question other parties, witnesses, or
consultants. The panel may designate who, among the parties, shall have the
burden of going forward with the evidence with respect to such issues as it
may consider, and unless otherwise designated by the panel, when design
professional’s records have been provided for the claimant’s proper review,
such burden shall initially rest with the claimant at the commencement ofthe
hearing.

The panel shall have the power to require by subpoena the appearance and
testimony of witnesses and the production of documentary evidence. W hen
such subpoena power is utilized, notice shall be given to all parties. The
testimony of witnesses may be taken either orally before the panel or by
deposition. In cases of refusal to obey a subpoena issued by the panel, the
panel may invoke the aid ofany circuit courtin the State, which may issue an
order requiring compliance with the subpoena. Failure to obey such order may
be punished by the courtas a contemptthereof Any member ofthe panel, the
director of the department, or any person designated by the director of the
department may sign subpoenas. Any member of the panel may administer
oaths and affirm ations, examine witness, and receive evidence. Notwith-
standing such powers, the panel shall attemptto secure the voluntary appear-
ance, testimony, and .cooperation of parties, witnesses, and consultants with-
out coercion.

At the hearing of the panel and in arriving at its opinion the panel shall
consider, but not be limited to, statements or testimony ofwitnesses, construc-
tion documents, inspection reports, calculations, and other records keptin the
usual course ofthe practice of the design professional without the necessity for
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