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: ‘Pathways to Genetic Screening:®
'Patient Knowledges - Patient Practices.

TECHNICAL REPORT OF RESEARCH PROGRESS II
Thls study lsdesigned fo clanfy the mtegratlon of genetic knowledge into _
" the l‘ved experience of hlgh-rlsk family members. A major focus is elucidation of .
. the social' and wlwral barriers and bridges to the use of genet:c mfermatlon to
- increase reproductlve optlons and lmpreve the quallty of:famnly life.::The: study
| was orlglnally planned to span -three. years and focus on famllles at nsk for cystlc
fibrosis and slckle cell dlsease These two disease groups were selected

ot e

| bemuse they are among the most comnmon potentlally lethal genetlc diseases
- and because whlle each has a slmllar pattem.of mheniance and raises slmllarly
serious ble-medlcal challenges and issues of mformatlon management, they
prlmarily aﬁ"ect dlffefent raclal and elhno-cultural groups penmttlng a ”naturally
. occurring expenment" in the variable penetratlon and meanmg of genetlc

: |
medlcme in two populatlons . T o RE CE f \/,:E% r
' SUMMARY OF OVERALL PROGRESS . O0S8T/

Our flrst year of funded fleldwark and lnterviewmg ended May 31,1983, -
- From June1 1993 to March 4, 1994, we were forced to cut our operations to a
" minimum due to a: fundlng hlatus However the assnstance ofa supplementary
| grant from DOE enabled us to keep the project going at a minimal level
Funding has now been resumed at a level that pennlts usto contmue data
collection and meve lnto the preliminary stages of analysis.
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\’Ne:tleve maintained our ties to Children's Hospital Sickle Cell Program,
Qakland (Efflo) and to the California Pacific Medical Center's Cystic Fibrosis
Treatmen't':.F:'"rogram ‘and the Alta Bates Medicat Center's Adult Sickle Cell
Program to the present, attendmg & variety of medical, genetic and psycho-
soctally oriented meetmgs and seminars to maintain an up-to-date i
' understandmg of ciinical issues related to sickle cell and cystic fibrosis. These
lnstttuttons have continued to serve to udentnfy high-risk families and as sources -
‘of index cases. - v ‘
| .. As of August 1 994 we have conducted intensive Interviews with more
| ’than 300 tndlvtduals in approxlmately 88 families. We have attempted to -
balance the eﬁ'ort equally between the two groups, but have found we are able
" fo penetrate the _famrly systems of the cystic fibrosis families more easily than.
the srede cell families. This is indicated by the smaller proportion of CF as
/' opposed to SC families (25 63) but larger number of CF than SC respondents
(170 132) ‘

-PROBLEMS AND FAVORABLE DEVELOPMENTS

conﬁdentiality We have encountered no new senous problems related
to sickle cell or cysttc ﬁbrosrs families. We have enoountered a number of
potenttally sensrtwe methodologtml issues with regard to zntervrewmg many
members of one famtly The most serious is the necessity of taking special
preceutrons notto inadvertenﬂy divulge information from one family member to
ancther. Tumover of graduate student interviewers means that itis neoessary

to spend substantlal amounts of time traintng on sensmwty toi issues of privacy

" and rernforomg that training. These same issues of oonﬂdentiahty are arising

as we prepare reports on family dynamics. Since each family Is unique and
would be recognizable to its members if described comprehensively, and since
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. secrets wlthin famrlies from other family members ars common, repoltlng on

family dynamics is potentially dangerous to family relationshrps We are
‘ourrently devetoping strategies for dealing wnth these challenges.

_ Extendlng our sampllng frame. Our oollaboratrve ties to health care
settlngs and the Involvement of clinical genetroists as consoltants on this project

. have made it olear that the oultural stralns inthe appllcatron of genetlc
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o knowledge to the clmic setting are even more pressrng than we had antrcrpated
" '_ The influx of |mmrgrants from Southeast Asia has mcreased the clinical
slgnif‘oenoe of ouitural d:ﬁerenoes While thalassemia (Cooley's anemia) is most
. commonly assocreted with Sodthem Europeans (Greeks and ltalians), In
Califomia they are moreaslngly associated with 80utheast Asians (15.9/100,000
for beta thalassemia major and 31 811000 for E-beta thalassemra in Califomia s .
: Southeast Asran populatlon) ‘As with oystlc flbrosis and sickle cell diseass, the
'thalassemlas are also autosomal recesslve genehc drsorders. transmitted ina
'isimilar autosomal reoesslve pattem end resulting in serious illness Thus in
_ order to highlrght more sharply the theoretlcal lssues related to culture and
genetlc testmg we have begun to oonduct some fi eldwork and tntemews related
- tothe thalassemiae This extension of our sampllng procedures is cansistent |
| wrth the metnodologioal approach of "grounded theory' in our original proposal
Incluslon of famrlues from Vietnam Laos and Cambodra will lncrease our power
to rllumlnate the oentral rssues of how oultural values and behavlors affect™
receptivity toward genetio testmg and will assist us greatly i in forrnulating feasible
strategles to oouneel families of varlous cultural backgrounds
‘ Members of our group have presented prehmmary fi ndings and papers
- related to this proiect ata number of professronal meetmgs dunng this current
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“funding perlod includmg the followmg R
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Pactﬂc SOcrological Assocxaﬁon (Beeson and Doksum) f
* Emotrons and Genetic Testing” April, 1924 '
Socrety for the Study of Social Problems (Duster and Beeson)
“Molecular Genetics Meets the ngh-risk Family clbee Enoounters
. of Dlvergent Worlds" August; 1994 '
Nattonal Srckle Cell Drsease Program (Yamashtta ot al) _
“Soelal and Cultural Factors in Slckle Cell Dlsease March 1994
lntemattonat Bioethics Institute Fourth Annual c«:ngress (Duster)
B "lndivtdual Autonomy versus Collective Interests in Genetlc
. Information.” April 1984, o
The following publreatlons by members of the research team haVe been .

s, Ll

' pubhshed recently'
' . Duster 'l'roy. "Human Genetics Evolutlonary 'lheory. and Socfal
Strahﬁeetron N in Albert H Teich and Mark S. Franke! eds The Genetfc
: Frantler' Ethm Law and Polrcy, Mermn Assaciation for the Advancement of
Sclence Press, 1994 ' _ '
_ Duster; Troy "Depistage Genetuque et Resurgence de L'Eugemsme
| Review Quadrern, Paris, France Fall, 1993. ' y
3 .' Beeson, Diane “Social and Ethical Issues in the. Prenatat Dragnosrs of
Fetal Disordera" in Heallh Cdre Ethrcs Critical Issues, ed. John F Monagte and
' David C. W??asma, Aspen Publlshers 1894, ]
. . . .,__ : i
PRELIMINARY FINDINGS e !
‘ We have oonttnued to expend and eleborate ourunderstandl of family
| dynamics related to the acqursmon transmittal and.use of genetlc knowledge
Pattems prevrously ldenttﬁed (see previous progress report) such as lgender
dlﬁerences generattonal dlﬁerenoes and class differences are bemg elaborated.
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A major focus of our analytlcel sessions ls drshngulshtng class issues from .
ethno-cultural issues Thls is partlcularly complex in the sickle cell famrlles
. A key theme that is emergmg from. our data’is the shared cultural values
that cross-eut ethnic groups but contrast sharply with the shared mennlngs and
- values of the world of molecular genetlcs lnoreasmgly we see ev:dence that |
’ the wcrld of: cllnlml medlcme serves as a cultural borderiand med‘atlng between
| ,the soclal worlds of sclence on the one nand and famrly life on the other.. This .
means that while the cliniclan must be concerned wrth wltural differences ‘
* - between famllles orvanous elhnlc groups, policy makers should take roteof .
' ,,‘some of the sharp oontrasts between the social world. of molecular -genetics and
the somal worlds of famlly llfe in general The central i issue here Is the contrast -
| : 'between the probe to the molecular level that eventually strips away other .
contexts (wnth the oorrespondmg hope that this lnformatson wull enhanoe the
 health and the llves of those who receive It). and the vlgorous insistence on the
o . re~oonte>duallzat|on of decontextuallzed genetrc dlagnQSIS. It is the lmportance
xr ot' the latter process, and the dlfﬂculty of eerrymg lt ‘out under many soctal
oonclltlons that often results ina devaluation of or even complete di sregard for
' genetrc knowledge in farmhes we have studfed. The lmplleetlons of thls tension
. for medlnl practree health-seeklng behavror lntra-famlllal oommunlcatlon and
| -_ health pollcy will be drawn out In our final year of work. ) ‘

a ' ‘SUMMARY OF WORK TO BE PERFORMED DURING NEX‘I' TWO YEARS
' Durmg the ﬂnal year of the project we plan t6 continue mtervlewing famlly
members with emphasis on movmg more deeply into the, slckle cell famnly
_ networks Our cases inereasnngly will be selected on theoretlcel grounds rather
. than slmply to build our numbers of respondents Wa have found that obtammg

' aocess to each cultural grcup requifes developing duﬁerent strategles Unlike
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' with these subjects. _

,‘det’eqningi'd to be réleyanf to responses. This _mé;hod; involving reinforcement
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sither our Affican-Ameri FE o A
wa.; Af{lcan Amenc_:an or Europea_n -American respondents, our Asian -

rgsponde_tjtg appear less willing to mest our interviewers outside thel clinic
: . : i

setting. They are alsa much miore circumspect in how the); talk about their
problems. . Candid discussion requires multi;_ile contact in the'clihic.s;etting. 'We
will compiit an increasing number of hours in the field to establishing contact.

-

We plan to carry out our original plan to. convene focus groups to
elaborate éqd evaluate key findings of our work. These groups will be culturally
-.speclﬂc, oo:ntalni'ng sji('_to ten respondents. KThéy will be éél'e‘cfed in order to
_achieve s.ffatlﬁe_d homogeneity around key sccial d.irfx_ensiq'ns"i.ve ha'\.:e
of the peképecﬂ}/és‘a’ssociat‘ed,wi'th specific social Incation, should fagilitate

.Clearer articulation of non-dominant perspectives on s'er'l-sitivef issues.-
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Wé will conq:lu’gie our computer-assisted r}afraﬁve a_halysisfargd continue
‘:to prepare articles and books reporting our findings'fdr publfﬁﬂoh. | '
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DISCLAIMER

This report was prepared as an account of work sponsored by an agency of the United States
Government. Neither the United States Government nor any agency thereof, nor any of their
employees, makes any warranty, express or implied, or assumes any legal liability or responsi-
bility for the accuracy, completeness, or usefulness of any information, apparatus, product, or
process disclosed, or represents that its use would not infringe privately owned rights. Refer-
ence herein to any specific commercial product, process, or service by trade name, trademark,
manufacturer, or otherwise does not necessarily constitute or imply its endorsement, recom-
mendation, or favoring by the United States Government or any agency thereof. The views
and opinions of authors expressed herein do not necessarily state or reflect those of the

Uhited States Government or any agency thereof.
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