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Evidence-based genetic counselling
implications for Huntington disease
intermediate allele predictive test results

HOW TO DO IT

Diagnostic genetic testing for
Huntington’s disease
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Guidelines for the molecular
genetics predictive test in
Huntington’s disease

Foreword. Recommendations concerning the use of a
of

test for the d 's disease
(HD) were drawn up by a mmmntu.-e mnsutxng of repre-
of the I

(IHA) and the World Fed of" 1

edge and techniques in molecular genetics.

2. We are convinced that the different sections of
these recommendations are inextricable parts of a whole.
The test should be omred only if all the recommended

(WFN) Re-
search Group on Huntington's Chorea.

The establishment of a committee with the specific
task of preparing such guidelines was agreed upon at the
WFN and THA conferences in Lille, France, in September
1985, The first recommendations were adopted by each of
the ions at their in Vancou-

provisions are

3. These recommendations are set forth by members
of the HD family i and the b dical com-
munity as guidelines to protect at-risk individuals; there-
fore, it is of the utmost importance that the guidelines
are at all times available to these individuals so that
they can frec'ly make informed decisions.

4. The lines are also i ded to assist cli

ver, BC, Canada, June 30 to July 3, 1989, and p hed
in the Journal of the Neurological Sciences (1989;94:327-
332) and the Journal of Medical Genetics (1990,27:34-38)

Revision of these guidelines was necessary in view of
the report, published in March 1993, of the detection of
the gene defect.

Introductory remarks. 1. The present document pro-
vides realistic, ethical principles based on current knowl-

geneticists, and ethical committees as well as lay organi-
zations to resolve difficulties arising from the application
of the test. The committee is willing to provide advice on
problems related to the interpretation of these guidelines.
5. In these guidelines, use of the DNA test for diagnostic
purposes—eog, in the case of a suspicious or uncertain clini-
cal picture—has not been considered. But it may have a
profound (predictive) effect on siblings and other relatives.
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Sedinta 4 . sesiune pentru rezultate
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Follow up
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- 7 A

i [ ONGSGI &aNLIINYNYA RdzZLIN LINAYANBLF NBT dzZf G 4GSt
i CFGN ny FlILOUONkGSESTF2yA0
La nevoie
i 9@ fdzr NB ySdzNBf 23AO0ON
i 9@ fdzr NB LIAAK2f 23AONKLIAAKALF GNRON



Clinica HD

A dzy | NN
AYISNRA&OALI AY Il NN

DO tdzr- NE O2yF2NY 3IKAR
A

i 9EF YAYI NB ySdz2NBf 23
i 90 f dzZr NBE O23ayAidAON
i 9O f dzf NB LJAAKALF ONRON
i ¢SadlFNB 3ISYSiAON

AN UOFYSYl YSRAOFf UA

A-eedback constant de la colegi din alte centre

AVUISNY I UGA2Y TS

o2y &



AMMctivitati administrative
il Aa20AF0A1 LISYUNXz . 2F€ 1 1 dzydAa
i/ 2yaFOG Odz LINPFSAA2YAUGA
i LRSYUGAFAOI NBF LI OASYUATL 2NJ

AMictivitati de constienti z
i TraducereadeY G SNA I € S SRdzOIl-UriA 2 y I §
I Prelegeri

it dzof AOIF GUAA

ADezvoltarea serviciului
iadLY TN &dNHzOG dzNN €
i 23Aa0A0ON O6SOIfdzZa NB LIAAKALF OGN
I Persoanele implicate
I Colaborarea cu alte departamente
iwSIAAEGNHzE bl OGAZ2Y Il LISYdNdHz . 2



"% BECOMEAMEMBER § MEMBERLOGIN  Q FIND A cLINIC

HUNTINGTON'S
| ! N DISEASE ABOUT HD ABOUT EHDN NEWS & EVENTS /O

@'@ HD PATIENTS AND FAMILIES b HD CLINICIANS AND RESEARCHERS ﬁ CLINICAL TRIAL SPONSORS

Welcome to the
European Huntington's Disease Network

Our Misslion

The EHDN is an independent nonprofit network dedicated to advancing research, conducting

clinical trials and improving care for people affected by Huntington’s disease. The network is
comprised of clinicians, researchers and people affected by HD, working together to
accomplish our mission.

LEARN MORE ABOUT EHDN
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European

Association

ABOUT EHA

MISSION STATEMENT

HOME ABOUT EHA OUR VOICE PARTNERS NEWS CONTACT US

WE SUPPORT HUNTINGTON'S DISEASE AFFECTED FAMILIES BY ENCOURAGING COLLABORATION AND
RAISING AWARENESS THROUGHOUT EUROPE

- BECAUSE WE ARE STRONGER TOGETHER!

ORGANIZATION

The European Huntington Association (EHA)
is an umbrella organization formed by
Huntington’s disease (HD) associations all
over Europe.

We represent more than 30.000 individual
members.

®

AIMS POLICY
EHA will share information an connect EHA will do all their work “by heart”. Our job
people through our unique cross border is to fight stigma and shame and promote
network. Together we will let our voice be respect and dignity.

heard and work for better care, treatment
and research.



i Conecteaza-te sau inscrie-te pe HDYO (&) Fundal
K o 0 - -

HUNTINGTON’S DISEASE ) Forum = Magazil oy Doneaza | Cauta

YOUTH ORGANIZATION

Stiri Despre noi  Videoclipuri Cercetare HD  Sprijin Local Serviciul HDYO pentru Tineri  Linkuri

o Copii

Contacteazad-ne

What is Huntingtons,Disease? Bine ai venit

’

-

\ a e . 4
ﬂ‘ - v & v S‘ \ Pune o intrebare
L .' N ; | .“ »
150 8
S b,': A Sprijin HDYO

Sprijin Local



Regl strul Nat
Boala Huntington



Regil strul Nati onal

A Potparticipgper soane din toata Rom
| persoane afectate
I persoane aflate la risc
I persoane asimptomatice
I membri ai familiei

i 51 ON rludSel As prieteni care dee c
LJdz( S U AR SHEWINSS | OGAGAGF GSI  y2F &d NN

i 51 ON colagiSaukolaboratolRA Y 3ISY SGAONI vy Sdz

YSRAOAYN ISYSNItN OFNB | NJ Lldzi Sl

LJzG SGA OGN YAYAGS &N Al £ SING dzNI

Al dzY yS LldziSUA &LINRA2AYAY
a u

A Contact:RegistrulHuntington@gmail.com



mailto:RegistrulHuntington@gmail.com

Proiecte viitoare

EUROPEAN
HUNTINGTON’S E ”. HD . i
nro
NETWORK :E:::‘:‘f.ﬂ;:_:'-.:;EEE::'



Vva mul t umi m!



