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時間：92年11月4日（星期二）至92年11月8日（星期六）

地點：美國加州  洛杉磯會議中心（1201 South Figueroa Street, Los Angeles, California 90015.）
摘    要

美國人類遺傳學會按年舉辦年會，迄今已舉辦至五十三屆，往年此項年會本局並未派員參與。鑑於本局業務包括婦幼健康、優生保健及罕見疾病防治等業務之規劃及推動；自民國74年施行優生保健法及民國89年8月9日正式實施罕見疾病防治及藥物法以來，國內基因科技、遺傳學、遺傳諮詢已蓬勃發展，加以近年來遺傳基因研究日新月異，亟需前往參加美國人類遺傳學會年會，以蒐集及瞭解國際間之發展近況，使擬訂政策時，其方向能與國際接軌。
此次參與會議之目的與目標：（一）瞭解及蒐集美國在基因發展之公共政策。（二）瞭解及蒐集美國對於癌症遺傳議題等資料。（三）瞭解及蒐集其他有關遺傳諮詢發展、遺傳代謝異常疾病等議題及遺傳相關研究之倫理、法律層面…等資料。並透過參與研討會，蒐集美國對於臨床遺傳學、分子醫學、細胞(染色體)遺傳學、人類生化遺傳學之發展、國外遺傳諮詢之趨勢及相關資訊。

出國期間：92年11月4日（星期二）至92年11月8日（星期六）

報告日期：93年1月27日
經費：86,756元

出國人員：行政院衛生署國民健康局     施靜儀

壹、會議過程及重要內容

	日期
	議題
	備註

	92.11.04
	‧Genetic resource on the web
	1.ISGN會議議題

2.介紹如何運用網際網路搜尋有關遺傳諮詢之資訊。

	92.11.04
	‧發炎性腸胃道疾病（IBD）；發炎性腸胃道症候群（IBS）介紹

· Newborn Screening for Cystic Fibrosis

· Sickle Cell Treatment Act of 2003 ”Update”
	ISGN會議議題

	92.11.04
	· 53rd Annual Meeting of The American Society of Human Genetics註冊&參加會議開幕餐敘

	

	92.11.05
	‧The Genome and Evolving Public Policy

· Overview of genomic and genetic technologies and the development of diagnostics and therapeutics

· Doing public bioethics: role and impacts of federal advisory bodies

· Patient and Subject Access to Research Results: Ethics, Policy, and the Law
· The tension between personal autonomy and doing no harm.
· Communicating with patients and subjects in breast cancer research
· Orphan diseases: few families and fewer laboratories.

· Legislation and regulation in genetics research 
· Genetics, Individuality and Medicine in the 21st Century
· Plenary Session :The Cancer Genome Project
	53rd Annual Meeting of The American Society of Human Genetics會議議題



	92.11.05
	· 參觀海報：以Genetics Services and Tests, Genetic Screening, and Public policy主題區為主要閱覽對象。由於參展內容眾多，謹以與本局推展業務較為相關的主題進行閱覽及資料蒐集，如下：

· Parental Satisfaction with Active Informed Consent for Expanded Newborn Metabolic Screening（發表者：S.M. Au, L.E. Hasegawa, C.A. Matsumoto Hawai’I Department of Health）
· Exploring the Information Provision and In-service Training on Newborn Screening in Southern Taiwan（發表者：成大護理系黃美智教授；中華醫專呂宜珍講師；李佳桂MS）
· A Surveillance of Parental Informed Consent on Newborn Screening in Southern Taiwan（發表者：成大護理系李佳桂MS、黃美智教授；中華醫專呂宜珍講師）
· Screening for Metabolic disorders using tandem mass spectrometry （發表者：Fred Lorey,ph.D Department of Health Services Genetic Disease Branch）

	Poster Session:

如附件一

如附件二

如附件三
會場中未提供摘要資料供索取，僅收集到名片

	92.11.06
	· X-linked Mental Retardation 
· A fragile X mental retardation protein interacting protein maps to the proximal breakpoint of the prader-willi syndrome common deletion region 
· Penetrance of the fragile –associated tremor/ataxia syndrome in a premutation carrier population : initial results from a California family-based study 

· Breast Cancer
· Evaluation of breast cancer risk assessment packages in the Family History Evaluation and Screening Program

· Structured assessment of breast cancer risk communication in primary
· 電影欣賞：MASK（係描述一位顱顏受損的罕見疾病少年及其母親如何面對及克服社會異樣眼光的過程）

	53rd Annual Meeting of The American Society of Human Genetics會議議題



	92.11.07
	· Inborn Errors of Metabolism, and Biochemical Genetics

· The Thalassemias: The Application of Molecular Genetics to a Global Health Problem

· Genetic risk Communication in Theory and Practice: Exploring the Possibilities

· Are our patient hearing what we think we’re saying?

· Tailored communications in cancer risk assessment and genetic testing.
· The Future of Genomics and Genetics 

· Genomics to health 

· Genomics to society 


	53rd Annual Meeting of The American Society of Human Genetics會議議題



	92.11.08
	· Genetic Counseling, Education, Services, Screening and Public policy

· Adding the public’s voice to policy making around reproductive genetic technologies.

· Decision-making process in the context of genetics risk.

· Using telemedicine to provide clinical genetics services and genetics education in Maine: results of three-year pilot trial.

· Psychological impact of genetic counseling for familial cancer: a systematic review and meta-analysis.

· Epigenetics of Human cancer: Past, Present and Future.


	53rd Annual Meeting of The American Society of Human Genetics會議議題




貳、感想與建議：

身為行政單位者，此次有幸參加來自全球各國參與之國際性年會，除拓展視野之外，其中豐富的會議議程，及來自各地、包羅萬象的論文發表，對於筆者在未來推展罕見疾病防治及遺傳疾病業務上頗有啟發，更明瞭了國際間對於遺傳疾病防治之研究資訊與發展方向。

筆者此行亦利用「The 53rd Annual Meeting of The American Society of Human Genetics」正式會議之前，與成大護理系黃美智教授及中華醫事學院護理系呂宜珍講師一行人，參加了「ISONG, The International Society of Nurses in Genetics」在美國人類遺傳學會年會正式會議之前舉辦的周邊年會，藉機瞭解到目前國外已在護理領域部分已發展至遺傳諮詢之專業議題，這是此次出國計畫的附帶收穫。

此行出國，雖然過程很辛苦，每天早出晚歸，但是所見有關遺傳及罕見疾病議題的資訊，均可作為將來推展業務上之重要參考資料，真是不虛此行！
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Abstract

Objective: To expiore the Information provi
training for the providers on newbarn screening (NBS). Mat
Mathods: Of fifteen obstetric clinics/hospitals in southern Talwan, twenty-
two Information providers were interviewsed. Using contant analysis
method, the transcriptions of interviewed data were analyzed to
demonstrate the process of information provision on NBS and the types of
in-service training for intormation providers. Results: Although mast of
clinics/hospitals provided the NBS pamphiet to parents after delivery,
they did not provide verbal explanation particularly. The informsation
Providers were not trained systematically. They often saarched relevant
information from NBS pamphlets or through their senior colleagues.
Conclusions: It is crucial to establish a systematic education program for
information providers to promote the quality of informatlon provision on
NBS. A further study to investigate the information needs of newborns'
parents is necessary. Moreaver, the content itams developed from this
study coutd be the basis for the further questionnaire development.

Background and Purposes

In Taiwan, the NBS of five genetic:metabolic disorders was started
since 1984 when the Genstic Health Law was implemented, in order to
early detect and traatment of genetic/metabotic disorders in the newbofns.
Recently, with the advant of genetic technologies, many
geneticimetabolic disorders can be detectad pre-symptomatically. In the
past, most aspacts to anhance the guality of this service were davoting to
improving the genetic technologies, but the process of NBS about
information provision and in-service training forthe providara were rarsly
evaluated. The purposes of this study are to explore the information
provision andin-service training forthe providers on NBS.

Materials and Methods

During August to September 2002, the twenty-two infarmation
providers of NBS from fifteen obstetric c $/hospitais in southern
Taiwan were intorviewad and racorded. The transcriptions and relevant
documents, such ss pamphists or a NBS consent form, were used to
develop the categories of the analytic framework. Each clinic/hospital
was counted 2s a unit to identify its information provision and in-service
training types, res pectively.

Results
The types of in-service training for the infarmation providers and the
ion on current NBS show as fallows:

pracess of information provi

Table 1. The types of in-s esvice training for the information providars

Poster board number: 1452/S

the denominator is fifteen clinicsiospitars

Discussion

Providing the NBS pamphlets to parents is the most frequent way for
information provision, but it does not always accompany verbal
explanation. The effect of information provision would be limited.

The contents of Information provision were simple, and most
elinica/haspitals provided releyant information after debivery, So most
parents did not have enough knowledge about NES to make decision
betore NBS cond ucted.

. The information providers of NBS have nat appropriate in-serve
taining and the most type for them to fearn relevant information and
the skills are seif learning or through their senior colieagues. Because
the information araviders sidn't have proper abilities and preparation,

the information provision on current NBS is irreguiar.

Conclusions

1.1t is important to establish a systematic ssucation program for
information providers to promots the quality of information provision.

. information provision via mass madia would save the cost of heatth
education from the clinica/hospitals and sducate public widely and
attactively.
Further studies would investigate parents’ demand of information
about NBS 10 make a balance between supply and demand.
The analytic categories evaloped from this study could be the basis
for further questionnaire development.
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Abstract

Purpose: The purpose of this study is to explors the parental congent on
newborn screening (NBS) In Talwan. Methods: Twenty-three ohstetric
clinicafhospitals executed NBS in southern Taiwan ware interviewed. Using
content analysis, the transcriptions trom interview and relevant dacumant were
anslyzed to develop the framswark of informed consent process in current
practices. Results: The Informed canasnt processes in current practices of NE§
vary widely, and the quality of information provision before obtaining consent Is
unstabie. Most informed consent mods! is simiar to “informed dissent”. In few
elinicarhospitals, NBS was incorporate into routine pedistric practices.
Conclusions: The gavernment needs to establish specific leglslation to regulate
the infarmed consent process of the new NBS ltems, and advocates the
information about NBS through mass media to educate public. It is crucial to
establish the ethical basis of its informed consent mods{ In Taiwan. Furtner study
investigate parental responses to NBS s necessary.

Background and Purposes

With the development of genetic tests, many geneticimetaholic disorders can
be detected pra-aymptomatically but might not be treatable. Although such tosts
would not bensit the affected child and might resuit in the discrimination on
Nealth insurance, parents would ba aducated about thalr future reproductve risks.
earller. Tnerefors, current NBS is confronting the challenges of ethical and fegal
issues. (n Taiwan, the mass peonatal screening of five geneticimetabolic
disorders, Including glucose-6-phosphate dehydrogenase daficioncy (G-5-PD
deficiancy). congenital hypothyroidism (CHT), phenylketonuria (PKD),
homocystinuria {HCU), and galactosemia {GAL), was started since 1885 when the
Genetic Heaith Law was tmplemanted, Currently, thrae NBS centers scraen for the
traditional five disorders, plus congenital adrenal hyperplasin (CAH) and use

tandem mass spectromstry (Tandem MS) to screen for over 20 metabolic disorders.

The last two items are voluntary, and government does not cover the cost af both
screenings. Because the Informen consent model for current NBS )s rarely
examined, the purpose of this stuty is o explore the current parental consent on
NBS to Improve this procedure and public health policy In the future.

Materials and Methods

During August 2002 to March 2003, the staits rafated to NBS fram the twanty-
three obstetric clinicsinospitals were interviewed. Initially, fifteen obstetric
clinics/hospitalz were selected by stratified sampling mathods. After obtzined
their consent, a semi.structursd Interview was conducted and recorded with
twenty-two interviewses. Each interview Iasted 30-40 minutas. Transcriptions
ware analyzed to discover the process of informed consent currently used in NBS.
Based on this analysls, a questionnaire was developed. The eight remaining
obstetric clinics/hospitals completed the questionnaire via telephone Interview.
Using content analysis, Interview transcripts from 1§ clinicsiospitals, §
completed questionnaires by telephone, and other relevant documents were
analyzed to detarmine the framework of the informed canzant process in current
practice.

Categories of testing and payment schemes used in

current NBS tests:

1. The traditional flve genetic/metabollc disorders: These disocders could be
detectad aarly through NBS and allow prevention or timely treatmant to reduce
the morbidity and mortality among affected newboms. The government
subsidizes partial payments of the teats,

Congenital adrenal hyperplasia (CAH): This newly-introduced item in NBS
testing is helpful in the early detection of the disordar and lts subssquent
treatment in affected newborns. Parents must pay all expenses (NT$100-200)
fortnis tast

. Tandem mass spectrometry (Tandsm MS): This Is a newly introduced type of
NBS, which can identify mors than 20 rare metabolic disorders simultansously,
including amino-, organic-, and fatty-acid disorders. For some detectable
disorders there Is no effectiveiavailabie treatmant and o clear advantage to
early testing. Parents must pay entirely fee (NT$300-500) for the test.

Poster board number: 1396/S
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Categories of the parental consent process:

1. nformed consent: dafined as providing relovant information to and obtaining
varmission from parents elther In words. of through signing a consent form
before NBS.

2. Informed dissent: defined as assent 1o NBS aftar being informed and abs
valuntary pareatal refusal.

3. Non-informed consent: defined as nefther providing relevant information nor
obtaining consent from parents befora NBS.

Based on the interview data, each clinic/hospital was counted as a unit to
1dentity Its Informed consenttypes in three NBS ltems, respectively.

nce of

Results
Tha current informed consent models for the three types of NBS shown as
follaws {Table 1):
. Teaditional five geneticimetabolic disorder
Aimost 90% of the sublects tended to balisve that tha traditional NBS wouid be
beneflcial and would not pose any Hak to newborns' heaith. The preferrad
Informed consent model employed In this NBS Is *infarmed dissent™
. Congenital adranai hyperplasia (CAH)
Over 80% of clinicaospltals consider ta high incidence rate and available
treatmant to be compensated for by the ralatively Inexpensive fee for the test
Therefors, most hospitalaiclinics choase “Informed dissent” moel for CAH
ecreening.
. Tantem mass spectrometry (Tandem MS)
Nearly half clinica/nospltais use an "informed conseat” mode! for Tandem MS.
Quer 70% of the clinicahospitats gave parents relevant information about the
tast or provided chaices before the NBS test included explaining the fees and
thattie a new screening option.

Table 1. Parental consent process of newborn screaning
Traditranal tive A
metabolic disorders

Tancem MS

Discussion

The ways of informing parents about consent of refusal in current NBS are
varied. The most frequently Informed consent model for the traditianal NBS aod
CAH screening Is "informed dissent”. For Tandem MS screening, the most
clinica/hospitais use "inform consent” model, the treatment Hmitations of some
screening disorders did not explained. Usually, they provide NBS information
through pamphiets and/or verbal communication before conducting tests. The
major information Included itams of NBS and the situation for test (48 houra aftar
newharn's first feeding), and the payment for naw NBS test, Meantime, the quatity
of information providad before obtsining consant (s inconsistent. In ndditian.
several clinicsihospitals in this study axpressed the opinion that taiking to
parents and asking for parmission to NES i8 tima consuming and costly, aimost
third of clinlcshospitals adere to 2 *non-nformed consent” model. The cost of
providing health sducation feom clinics/hospltals might be reduced If information
4bout NBS anould be disseminated through the mass media to educate the public

Conclusions

1. The specific legisiation to regulats the informed consent process for current
NBS, which would fulfil the easantial criterion of ensuring parental rights,
should be astablished.
Whether or not any kind of NES shouid be voluatary or mandatory. Intorming
parents before screenlng Is necessary to assert and respect the parental right
10 knaw and autonomy.
Informed consent for NBS should be establishad using 3 saunder ethical basis,
which respects tha parental right fo know and decreases their psychasocial
impact and nagative infiuence.

4 Further studles need to Investigate parental respanses to NBS a5 the
references for develaping a new informed consent modal for NS in Taiwan.
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for Expanded Newborn Metabolic Screening
S.M. Au, L.E. Hasegawa, C.A. Matsumoto
Hawai'i Department of Health &

ABSTRACT

The first taaor oveshaul of essbom metabeli sercening
(NBMS) in the pst ity years brngs (s the ocetrontthe
Question of whether formed consent should be required
ufore the screening testis prfommed. Expended NBMIS
using tandem mass spectomety (MSMS) may detect some
sorders which may ot hve gvailable reatment(s) o date.
The St of Hawal' has conducted s ot study examning
expanded NBMS with informed corsent acively obtained by
project asistants trained n providing information abous the
expandid screening. The projectassisants spen.
Approximately 15-20 miries pe nevw mother providiog.
sofonmation and answenng questions During the course of
he siudy, £3.2% (7 4748.979) of the mothers opted o have
the expanded NEMS afc he informed comsent proces.
Mothes were sked 10 complte a satsfaction survey afcr
accepting declining  paricipate in the expanded NBMS
propect. O the 5,443 niothes sho answred the supey.
questions, 9% 8% (S 380°5,443) mdicated hat they undersiood
the informstion provided. Hossever, 30.12% af he rootbers
il i questions aftr he prect ssistants cxplained the
projectinformation. The iajoity of rcthers who sull bad
questons also indicted tht e addiional questums were
answered satisactorily by the project sssians (674

INTRODUCTION

I st states, newm metahotic screenig (NBMS) ias
been 2 mandaied pnlc health servaty which has
cequired intoramed consent, The first major expansion of
IS i the past thirty ears allows progans (0 consider
the necesity of ahtuning infrmed consent prior ©
suceening aens.

i sndy skt

© Provide active informed consent about expanded
NRMS 1o parents

& Meacure parens satisfoction witk the activeinformed
comsent process

Ohaain parens opiions about the need for informed

comsond prior 1o NBMS.

Compare the parental sutisfacrion and desive for

acive informed comsent i the cost of obiaining the

informed consent

METHODS

T colabaration with the Califoro Tasden Mss
Spoctrometry (M MS) Technical Projec, the Iavu's Sete
Department of Healthcondcid » plor sty of expanded
NEMS g MSMS. From March L, 2002 1o Augus 31
013, ll partcipating pehorns were sczeened or over 25
disorters (Tabl 11, On Scptember 1. 2001, the sz of
Hlawait ey mandatesd screeang for 21 disorders.

Parucianon was inted t ngants bom ¢ Kapi'akim Medical
Conter for Women and Childsen in Honallu. loformed
Cansent wis etvely obtined theough the e of wained
projest svstans, No st blood was sequired fom
panicipaing infans hecause the ~ame blssd spat used fo the
andted NBMS panel was widzed for expanded NBMS

Al sty testing s concte n the Clifoia Gemetics
Disease Laborwtory o he Orsgon Pobli Health 1 dburator:

Active Informed Consent

The true prct assstants et with he new mother fand
thcr apily momhers i€ present) n he Hspital afte the
detivery o he buby and explained fhe process of cxpanded
NPMS using MS MS. The presentation ncluded the henefic
and nsks of parucipaton in he rescareh st Afee
et v gquestions and et o e wother, e
sitants resiewed the rojects corsent form and ublataed &
st omenting to parcipason 1 e Srojece. The ene
informesd consent proces tuk an average of 15 t 20 mindtes
oee ot

Figure 1: Project Assistant Explaining NBMS

Parent Satisfaction Survey
Afe alkin with the mhers, et wsibants
‘consenting mothers an cight-question parent satisfastion
arvey. T volutanysucves Tocused on e penerl aeas
iy ofinfomation presenicd,fctors infusnoing
paencpation. nfomed consen, costofsrcenng, and
ereening oo fur disorders WA st
Mothers o i ot consent o paticite were ive e
uesion sasfcron survey which alo sked hy they
devided gaint paticipation s the iy, Complted
sasfcton seveys were eniered o Mirosof Aceeu,and
means and frequences wer cleultedfr ach auesion

eall

Table 1: List of Passible Disorders In Sereeniny Panct
Disorders in blue were part uf state mandated panel
priur tu statewide mandated expunsiun on 9/1/03)

# Argininemia

» Argininosuccinic Aciduria

»Biotinidase Deficiency

#Citrallinemia

*Congenital Adrenal Hyperplasia

*Congenital Hypothyroidism

#CPT Deficiency Types 1& I (camitine palmitoy]
fransterase deficiency)

#Galactose

« Glutaric Acidemia Types 1 & [T

wHemoglobinopathy (Sickle Cell Discane)

#ITMGCoA (-hydroxy-SamethylglutarylCoA lvase
defiaency)

»Isovaleric Adidemia

~b-Kethuthiolase Deficiency (2-miothylacetoacetyl-
CoA thiolase deficincy)

+LCAD {long-chain acy}-CoA dehydrogenase
daficiency)

«LCHAD flong <hain hydroxyacy-Cna
dehydrogenase defitency)

Maple Syrup Urine Discase

#3MCC B-methykcrorony-CoA carboxylase
deficiency)

#MCADD fmedien-chaic acg1-CoA
dehydrogenase deficiency)

#Methylmalonic Aciduria

+PhenyTketonuria

#Proprianic Acidemia

£SCAD tshort<hain acy1-Cna
delydrogenase deficiency)

#SCHAD (3ydroxy short<hain acyl-Coa.
dehydrogenase deficiency)

#Tyrosinemia Types 1 & [|

#VLCAD {rery-long-chain acyl-CoA dehydrogenase
deficiency)

of Information Provided
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Mothers e the wel-being of it chkd s the st
portant Gcto influencing heie paricipation (Table 4).
Additional handeitie sessors, or parieipation ncluded s
family or personal istory with metabolc diorders or
exqandd NS, the desine 1 support reseatch and belp
orher chitdren,the foct that the Depement of Healthoffered
he additonal screenig, and the knowledge that project
assistants approsehod eash mother individully 10 offer the
Screening.

Table 4: Factors lflucnclng Study Participation

Fo the Rl oy <h 3301 6501

Al s v e 2w

[RLA TR pa—"

‘ Wi
s

i ‘ i
s omtveesfi oy
! : :
S P N I UN

R Al b i o i 1 s sl
S,

Tuhles 5. amd T shos nothers opiniviss bowt informeit
consont, o5t of serceining, and testing for disorders that do
ot have a treatment.

Table  Oplnions About

forted Consent
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RESULTS

Ofthe A4 Fanles prticapating in the sudy, 5443 reruned
3 completd et satisfaction survey fo a respune tate of
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st all of the mothers unerstaund the information pros e
by the project assistts (Table 4). However. 30.1% of the
oushers sl questions afterHteang ot preect
st explaun the detls of the snudy. Handwriten
comments showed tha thesc questions cancerned mplicutions.
of sereenung on health insurance, detection rates r the
expanded srcering, and desiled information an ol of the
disouders ncluded a e expanded screening. The majonty of
the muhers who askedd ol questoms ndicated that et
Suestuons wete satiEactonly answeied by the project st
i

Lows than $30
s s Lot esTy
v slan o

‘Table 7: Opinions About NRMS for Disorders
Withuut 1 Trewtment

DISCUSSION

The consent pracexs e within s study epreserts on
enade 1 acquire actrve mfomed consent i bcthing factty:.
Mothers are sppriched indevicyally, preserned vath
fmation s on-biased mancer, . piven 4 oppORLy
o3 questions before  consent form s signcd. Project
st oy e s rnich o s Tt inforotion s th:
enother desuces, nd iy immediately adjust thee langusge
v based o the modiers capabihte,

Anccdotatfeedback by project assistants and tesuls trom the
mathers” stisiction surveys revealthat motbers s exremely
satisfied with the indadualized afteniion a9d explanateans
provided. Almostall of the arem, ndicated that they
understood the details of the sty Among the onc-thrd of
iothers who had additonal questions afee speaking o the
Project assstans, the upory was stisfied with he ansens
they eceived. Many of the adfons| qucstions often
volved Pighty specific subjects tha were st routnely
iscussed by project ssistants und sometimes vut f he range
of thei knawlede. These ineluded the wnplicatons of
screeniny on healh nsurance and decads dsout €ach of e
isorders i the expanded NEBMS panel. Oversl the ot
sty anl parcnt satisfaction survey osls SUEECS! (AL
obtaining active nformed conseo s xteeenely soctesil in
e esenof Eamiles,

However providing actve infimoed comsent s buh tane-
cansuming and expensive. [n »costsmwlysis of th pilor
study’s mfommed consent proces. it s caleulated Gt
obiaining astve informe comsent fo esch participating.
newbom costs SLY 11 (A et al. 20031, When s amoust 1
exwapolated o the 1 b

e cost o informed cansen o i stimated Lo reach
3541000 per year This amount 15 cqu o the e Sudget
of the stat of Hawai'y's Newborn Metabolic Sereenme
Program,

il inthesute of Hasa's,

I sdirion, the pilot study’s parterparin e of 53,24 was
significanty reduced shen compared o the sate Drandicory
NBMS partcipation cate of 99,87

Conclusions

11 Toviewing thew NEVIS Programs. many saies may ques-
Gon the tecessity of ncluding worned comsent i expanded
seneeuing. Oursudy shoves that parems, are very saificd
with the individualized atentuon provided by the e e
Sormed coment process. Howese, provuling such a bgh
Jevel afinformed consent for & popultaom-tsed puble heskl
SeTeenIng program i very expensi.

With 76.3% of parents surveyed indicatng tht nformed con:
sent s not an esscnilsico n cxpannded NBMS serces.
iy prents will st kel e tht atise nfued oo
sentis ot recquned for NEMS,

True active informed consent is time-
consuming.

Parents still had questions afer 1520 minute

detailed informed consent provess.

Parcts were extremely satisfied with the
active informed consent process for exandod

NBMS,

Active infrmned comsent for NBMS is not
Tective.

o

Mot parcnts el thal informed consent is ot
an esscatial step for NRMS.
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