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: The purpose of this project aims to promote gender

awareness of health professionals through discussion on
gender 1ssues in genomic medicine. In this project, we
investigate gender related issues include fetal sex
selection ~ gender differences and stigmatization of genetic
carriers ~ sex chromosome abnormalities and sexual

ambiguity > because these four issues involve fetal sex
testing, gender discrimination, gender assignment and
medical intervention and are especially pertinent to a
discussion on the ELSI of gender and genetics. In the first



o M

year of project, we reviewed literatures and published two
articles in related discussion. After approved by IRB, we
collected opinions and experience from several genetic
counselors from different hospitals through focus group
interview. Then after gathering information and expert
opinions, we constructed questionnaire with content
involved knowledge and attitude needed in gender sensitive
health care. The questionnaire was examined by experts and
tested for reliability. A questionnaire survey was
conducted. Participants included 81 medical students, 136
physicians in post graduate year training and 347 health
professionals. In analysis of the result, we found the
majority of participant did not have clear understanding
about key concept in gender sensitive health care and also
there was a lack of gender appropriate practice in their
clinical encounter. In the second year of this project, we
construct education models for health professionals using
case scenarios ° We recruited 31 teachers from different
clinical departments and generated 15 sets of teaching
materials. After several rounds of education classes, we
observed a significant increase in their gender
sensitivity.

The results of this project provide education models on
the ethical and social issues related to gender and
genetics and promote gender awareness among health
professionals.

Key words: ELSI of gender and genetics, gender sensitivity
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AR AR R A S T65% KT RAFE AL - RFE LY FE Y
FREER S5 100% (% 5 et ) 2 985% (¢ = £5 ) Fep *FF AR 7
A EEREIEER S S AN E T6% (97.1% £ ¥ ) 2 72% (98.5%¢ ii)%
BEmFELE - L FFFE YL FE ) F R A RRIGER AR S
GBI ELN EIL A R fk 60.5% ~ B b EIL A R ik 47% o @ T F B A P
MARM AT g R H A A u R FH A 185% - HFF L FEE
77.2% ~ Foph %5}%‘ A B 63.1% ~ l‘%“%-‘)ﬁf A B 69.1% > Ao TR 1’%"51’}:\%5:)%5 A
AT R RAL Y € 1 TR A EY F L o o

f- AT EEPL

P %?i —J@)’i%5§5?€"' f EXG
(n=81) Fir(n=136)  Foh ¢ R FhAR
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8 (&)
21-29 81 (100%) 134(98.5%) 52 (18.6%) 4 (5.9%)
30-39 - 2 (1.5%) 104(37.3%) 20 (29.4%)
40-49 - - 95 (34.1%) 22 (32.4%)
50-59 - - 28 (10%) 19 (27.9%)
60-69 - - 0 3 (4.4%)
A
g 50 (61.7%) 84 (61.8%) 40 (14.3%) 16 (23.5%)
* 31 (38.3%) 52 (38.2%)  239(85.7%) 52 (76.5%0)
¥ ARR
B¢ UT - - 4 (1.4%) -
Y - - 6 (2.1%) 7 (10.3%)
~ g 81 (100%0) 134(98.5%) 212 (76%) 49 (72%)
AL - 2 (1.5%) 51 (18.4%) 8 (11.8%)
# 4 - - 6 (2.1%) 4 (5.9%)
AR (H)
c g ¥ - 136(100%)  271(97.1%) 67(98.5%)
£ e 81 (100%) - 8 (2.9%) 1(1.5%)
AL
¥ 81 (100%0) 136(100%) 29 (10.4%) 16 (23.5%)
Ll - - 169(60.5%0) 31 (47%)
FEAR - - 66 (23.7%) 15 (22.1%)
His - - 15 (5.4%) 5 (7.4%)
il = ¢ Bl -
B W) 4R B3R
i ¢
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P %?i —&%5%%?" e e
(n=81) Fir(=136) ¥4 <R B4R
(n=279) (n=68)
=% 4 (4.9%) 31(22.8%) 34 (12.2%) 11 (16.2%)
¥ 11 (13.6%0) 74(54.4%)  142(50.9%) 36 (52.9%)
[ 4 (4.9%) 23(16.9%) 58 (20.8%) 16 (23.5%)
%" - 8 (5.9%) 45 (16.1%) 5 (7.4%)
Miss data 62 (76.6%)
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TE - RFEEYFE e F R 4R ot F R 4R
(n=81) (n=136) (n=279) (n=68)
§% 5P # & A | H # 7 s # & % drif # & 7 drif
s £ W7 b (CDO)# 12
B IR R 3 5P A4,
partners( i), practice({7 3 ), 73 1 7 89 8 39 219 4 56 53 1 14
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Model of shared decision making (SDM) offers a structured way to help patients to
reach evidence-informed and value-based decisions. The SDM process is relevant in genetic
counseling especially for conditions which need a close discussion and trade-off between
harms and benefits. But there is a lack of examples about how to accomplish the approach
using SDM in genetic counseling. Our aim here is to share our experience of how to do



SDM in genetic testing. We developed two models of SDM, one focus on non-invasive
prenatal testing and another on breast cancer gene testing. In our project, we constructed
tools to facilitate SDM communication and measurement of the effectiveness of the process.
For the convenience of genetic counselors and genetic health educators, in addition to SDM
patient aid tools, we also develop visual aid APP with local language to assist
communication in related genetic concepts and knowledge. The SDM models were
conducted in prenatal care clinic and familial cancer prevention program in a genetic
counseling center located in Southern Taiwan. Participants included pregnant women who
ask for prenatal genetic test and family members of breast cancers who came for cancer
preventive screening. An overall rating of satisfaction from participants, was 95% agree that
good and above. Comparison of pre- and post-test for the genetic knowledge content after
the SDM process showed that genetic knowledge score increased and most significantly in
the concept of risk and detection rate of gene tests.

In summary, we presented facilitating strategies, patient decision aids and
measurement tools for conducting and evaluation of SDM in genetic counseling. The SDM
models provide structured communication, increase patient engagement and autonomy, and
facilitate patient-centered decision-making.
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Models of Shared Decision Making

for Counseling of Genetic Tests

poo 3 4
S.J.Lin"* T.R.Huang', J.Y.Lin', M.J.Kuo" , M.R. Wang® , EM. Hsu
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Introduction \ | _ Goal ,
viodel of shared decision making (SDM) offers a structured Way| | The purpose is to share our experience of how to do shared |
© help patients to reach evidence-informed and value-based decision in genetic testing
Jecistons. The SDM process is relevant in genetic counseling R —
especially for conditions which need thorough discussion and
ade-off between harms and benefits. But there is a lack of

examples about how to accomplish the approach using SDM in
genetic counseling

Methods

The SDM models were conducted
familial cancer prevention Pprogram in a genetic counseling
center located in Southern Taiwan Participants included

2 « pregnant women who ask for Pprenatal genetic test and family

members of breast cancers who came for cancer preventive
screening

In prenatal care clinic and

= e T e SR,

| We developed two models of SDM, ane focus on non-invasive

| prenatal testing and another on breast cancer gene testing. In our
PrOject, we constructed tools 1o facilitate SDM communication |
#nd measurement of the effectiveness of the process. For the

| convenience of genetic counselors and genetic health educators,
™ addition 10 SDM patient aid tools, we also develop visual aid
APP with local language to assist communication in related
\gEmetic concepts and knowledge

els ]
Crease patient engagemen
~centered decnswn»makmg,

and autonomy, and

facilitate patient

—_—

v Pk b ey
522019 FWMAER B g2 %2 F 4




EF SR V=S Ry

PRI AW

33 %% 0 107-2629-H-384-001-MY2

P A AT S R B

e RIS Y R S

Tk
: o GRP D ESEFP R ERET AN
EL >
+ R v it i I8 P ,ﬁrﬁp:q;ﬁ;\&f;}\%ﬁp\;&
TR B EEL..E)
LAk A4F 0 A FIRER NG e o )
8 )2 5 L %53; i+ iﬁf 2018; 25 ‘3 72—830 .
go(2. A AT FF 2 P RRAL - F
T B 2352019;13(2):86-89 ©
= 24 &2A
P\ g o [ A X
P %2 0| ~
BEw~ 0| %
PR 2 0| &
e | 5 | TFepumiussssh, <0
oA 0
“Models of shared decision making
£ for counseling of genetic
ot g 1 tests “2019 American Society of
_ Human Genetics; Houston, USA ;
i] gt~ 2019/10/15-19
%z of &
e I
FIR 4 0| &
;_HT fbl 0 AL
SN 0
A 0
B4 0
” % 1 sy A 0
AR L t * R _
% ERBEADL (B pp
S 108/08/01-108/12/31)
21 Lz AR 2] [Bleaidadizersm(et p iy
4 * = 1109/01/01-109/07/31 ~ 109/12/01-
X 110/03/31)
! <42 0
N 0
AARE |EL2 0
BLmEy AR 0
LixAf 0
TRV

(@i g4

2R RGeS 6




CERRT CERRBFET T AER
R 2 B et 3 EHES B2 B R
PeF EIEE ,g-;——,l‘zéf;’:%tgilj;s‘;aj o)




