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SCIENCE ADVICE TO PARLIAMENT — WHY IS IT RELEVANT?

FOR A PUBLIC POLICYMAKING INFORMED IN SCIENTIFIC KNOWLEDGE,

FOR A SCIENTIFIC KNOWLEDGE AT THE SERVICE OF SOCIETY.
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{Quees

Ciencia en el Parlamento?
Somos una asociacion independiente
sin animo de lucro formada por

investigadores y profesionales de Ia
ciencia

*No somos una Oficina de Asesoramiento Cientifico y
Tecnoldgico del Congreso de los Diputados

+info: https://cienciaenelparlamento.org/faqgs/
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Poner la cienciay
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Conseguir que
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cientifico a

nuestro pais
apueste por el
conocimientoy disposicién de la
la innovacion gestion publica.
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Retos sociales actuales

Envejecimiento de la
poblacién

Contaminacién en las
ciudades

Migracién e inclusion
social

Pandemias y
virus
emergentes

#CienciaenelParlamento

Ciencia en eF=—

Parlamento

S
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Preventing Mitochondrial Disease

Mitochondria convert biological fuels like
sugars and fats into the energy a cell needs.
‘Women with a disease caused by faulty
mitochondria pass their condition en te their
children. Researchers are developing
treatments to prevent this by using healthy
mitochondria from a female donor. This note
describes these treatmenis and looks at the
issues raised by their potential use in IVF.

Background

Two niew trestments may allow women with mitochondrisl

disease o give birth to healthy children. They are

controversial, raising potential safety and ethical cancems.

For instance, they involve altering the embryc’s complement

of DNA, with the changes made being passed on to future

generations. The treatments have thus been through 3

number of reviews to evaluste the scientifc, social and

ethical issues that they raise. These include:

B HFEA expert panel reviews on safely and effectiveness i
2011, updated in 2013 and 2014. Each review concluded
that there was no vidence to suggest the treatments
were unsafe but recommendad further research':.

B & sthical review in 2012 by the Nuffield Council on
Binethics (NCE). This concluded that if the trestments
were shown to be acceptably safe and efiective, it would
be athical for families o use them ¢

B A public consuitation exercise conducted by HFEA.” This
reported that “there is genersl support for pemmitting
mitachandria repiscement in the UK, 5o long 2s it is safe
enough o offer in 3 trestment sating and s done so
within 2 regulatory framework”

The Human Fertlisation and Embryology Act 1930 (as
amended) prohibits the implantstion into 2 woman of eggs
ar ambryos that have had their DNA sitered. However, the
Aot makes provision for regulafions, subject fo pariamentary
consent. to pamit his for 2 single specific purpose: o
prevent the transmission of serious mitochondrial disesse”.

Overview

m New treatments are being developed to
allow mothers with serious mitochondrial
disease o give birth to healthy children.

B These replace the mother's mitochondria
with those of an egg donor, and thus alter
the embryo's complement of DNA

W The treatments raise ethical, societal and
safety issues and the changes made will be
passed on to successive generations.

® The law currently prohibits implantation of
embryos with aftered DNA into a woman
Parliament can consent to this prehibifion
being waived for a single specific purpose:
preventing serious mitochondrial disease.

W Further research is underway to assess the
safety and efficiency of such treatments

The government recently consulted on such a regulation”

and wil put it before Pariament shortly. This brisfing:

W Iooks 3t mitnchondria and mitochondrial dizease

B describes options for minimising the risk of childran
nheriting mitochondrial disease from their mather

B outlines what the two new treatments entail

W examines the issues raised by these treatments.

Mitochondria and disease

Mitochondria

All celis nasd energy to function. This energy is provided by
structures called mitochondria found in the fiuid that
surrounds the cell nucleus. Cells can contain many
mitochendria, each harbouring small sequences of
mitochendrial (mt) ONA. miDNA contains 37 genes, each of
which is involved solely in maintaining mitochondrial
function. Cver 99% of 2 cell's DNA s found inside the
nucleus. This nuclear {n) DMA contsins mare than 20,000
genes, at least 1,100 of which have active roles in
mitochendria. Mutations in mtONA or nDNA can cause
mitochendrial disease. While nDNA is inherited fram both
parents, miDNA is inherited solefy from the mether. This
meaans that any mutations in & mother's mDNA will be
inherited by her children. Itis these types of mutations and
their inhesitance that are the focus of this note.

The number of mitochondria in cells varies. Primordial germ
cells (the oells that develop into eggs and sperm) may have

Historic decision allows UK researchers to trial
‘three person’ babies

Fertility regulator says mitochondrial-replacement therapy can be trialled — but only in
some cases.

Ewen Callaway

Q, Rights & Permissions

A prpette porsed to pul the ru

replacement therapy

netic matenal from an unfertilzed egg — a step in mitochondriat

REPRODUCCION ASISTIDA »

Reino Unido da luz verde al primer bebé con tres padres
gencéticos

La técnica ayudara a cerca de 150 parejas que cada ano pierden a sus bebés por enfermedades
mitocondriales
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Politica informada en la evidencia

Ejecutivo WIEI
ACCIONES  Palacio de la Moncloa
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Politica para la ciencia/ Ciencia para la politica
Politica cientifica

Ciencia en el Parlamento tiene como mision
Gestion del sector de la ciencia.

poner la ciencia y el conocimiento cientifico a
Cémo distribuir los fondos para I+D.

disposicion de la gestion publica.
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Evidence-informed policymaking. It's not a new idea!

Spain is one of the few European countries that is not part of the
European network of scientific advisory offices.
http://www.eptanetwork.org/

EPTA
' g |
Regulating Advani  ~ -;m«-» ‘F;MM
I Valued at work TRE* sxamms
oy T e —
A i —
o “
ey — B I FuLL MEMBERS
. D ASSOCIATE MEMBERS
= = ///.’;"“*14 = Ci i ==
—~ iencia en e
: X Parlamento E\—'ﬁ

#CienciaenelParlamento e | S » \\\\\3-"



In 2021, finally,

Spain has created the Spanish Parliamentary Office for Science
and Technology Advice

FECYT y el Congreso de los Diputados firman un convenio para poner en marcha
la Oficina de Ciencia y Tecnologia en el Parlamento

27 of 50
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FUNDACION ESPAROLA
@) PARALACIENCIA
Y LATECNOLOGIA

CONVENIO ENTRE EL CONGRESO DE LOS DIPUTADOS Y LA FUNDACION ESPANOLA PARA LA
CIENCIA Y LA TECNOLOGIA F.S.P. PARA EL DESARROLLO DE LA OFICINA DE CIENCIA Y
TECNOLOGIA DEL CONGRESO DE LOS DIPUTADOS
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In Spain, at least 6 times was suggested to create it!

L0
1986-89

e
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2004 2008 2012 2015 2017
Miguel Angel Proposal from the Senate CAPCIT is COSCE is offered CERU FECYT Day "Scientific
Quintanilla options offered by the established in the to parliament and Recommendations advice in Spain and the
Chairman of the CSIC scientist Catalan parliament launches KNOW Report for the 2015 United Kingdom"
Congress-Senate Joint Luis Sanz-Menéndez PROGRAM General Election
Committee on Scientific
Research and
Technological
Development
(R&amp;D)

#CienciaenelParlamento

Bohle K; Moniz A. No countries for old technology assessment? Sketching the efforts
and opportunities to establish parliamentary technology assessment in Spain and
Portugal. TA as an Institutionalized Practice. 2015, PACITA.
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Sketching the Efforts and Opportunities to
Establish Parliamentary TA in Spain and
Portugal

by Knud Béhle, ITAS, and Antonio Moniz, ITAS
and Universidade Nova de Lisboa

2015
www.pacitaproject.eu

http://www.pacitaproject.eu/wp-
content/uploads/2015/03/Communication_package_def 2.pdf
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http://www.pacitaproject.eu/wp-content/uploads/2015/03/Communication_package_def_2.pdf
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Origen: el poder de las redes sociales de conectar ideas :O:
existentes! =

En Australia
diputados y cientificos
se reunen anualmente

Andreu Climent

% Andreu M. Climent Q .
5! t - . Lerenzo Melche:

: ooty - TR ey D | | @um =
BedagT ' v @amcliment

En respuesta a @jorlab @mareospain y a 4 mas

Se:trata dein élemploperfecto, y.no veo Hay que distinguir si se pretende hacer lobby

razon para que no sea posible hacerlo en e D e : ; ; ] .
Espaﬁ; Adec-]ma's como ?ndicaba En breve estaremos con la presidenta del #CienciaenelParlamento Necesitamos que la o si se busca asesorar. Advocacy vs advice.
@Jorge_barrero_f desde @Cotec_Innova @Congreso_Es. Haced propuestas clase politica se de cuenta que poner a No es lo mismo. Lo segundo busca abrir un
tienen abierta la convocatoria para financiar innovadoras- formato, contenidos- y se las gente con formacion cientifica en sus :?T:‘g"afgfg':'_‘:;] 9??:‘:‘(5::;'@”:—2:{"_‘;_’;
propuestas que puedan cambiar la sociedad. . Lo inclui vide: ientifi
presentamos. gabinetes les sera Util. en la toma de decisiones politicas.

Que mejor cambio que

#CienciaenelPalamento 13:51 - 31 dic. 2017
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Mundos, normas, lenguajes y profesionales completamente
diferentes

Cientificos expertos

Técnicos de
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Within a month, we had secured
congressional engagement to host the
first event #CienciaenelParlamento
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y 1st #Clenc:laenelParlament020’18 Event
6-7 November 2018
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DAY 1. DAY 2.
Public debates around science for policy Work meetings
(Ernest Lluch & Streaming Room) (behind closed doors)
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Dos dias completos de Ciencia en el Parlamento: Jornadas 2018...

ir ,
Ha sido una oportunidad para acercar =
la ciencia a la sociedad”’ @
Juan Bravo

constitud

““Me gustaria que consiguiéramos
crear una oficina util”

Maria Gonzdlez Veracruz

0 ‘ ('-Jé {
8 6 @

““Hemos aprendido todo lo que la ciencia

sy 9 H
puede aportar a la politica” Rosa Martine Sl @
m Ciudadanos
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Cobertura en medios de comunicacidon y reconocimientos

pidieron dinero

EL PAIS  Eldiaquelos cientificos entraron en el Parlamento y no ,

#CienciaenelParlamento

@ P 3 . s fue Trending Topic
slnc El dia en que la ciencia se reconcilié °3 ani -

Y n° 3 a nivel nacional
con la politica n° 11 a nivel mundial

Cémo acercar ciencia y politica para ]

THE CONVERSATION mejorar la sociedad de ho
(y de manana)

m Buenas sensaciones tras las primeras
jornadas de Ciencia en el Parlamento = DIARIO MEDICO

sem 40 anos de ciencia espaiola en 10 hitos Premio Mejores Ideas 2018
[ [ 1]

ELINDEPENDIENTE 9. Ciencia en el Parlamento
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nature highlights how the society could bring Science into the Spanish Parliament
[_lovermatima wiekly fosemal it scioc |

NEWS 18 DECEMBER 2018

Spain to establish parliamentary office of science

Nation's parfiament has budgeted for a new office next year, following push from a grassroots

18 diciembre 2018

scientists’ movement.

ABC CIENCIA
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El Congreso aprueba formar una oficina de
1 de marzo de 2019 asesoramiento cientifico

La Mesa del Congreso ha dado luz verde 4 un
» en diversas cuestiones. La decls

Spanish Parliament approved by unanimity the creation
of an Office for science and technology advice
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Since 2020, the World is suffering from the COVID-19

During 2019, Spain had two general election processes

pandemic.



Report: Opportunities for parliamentary scientific advice
in Spain

OPORTUNIDADES PARA EL ASESORAMIENTO

CIENTIFICO PARLAMENTARIO EN ESPANA

OCTUBRE DE 2020

Available in www.cienciaenelparlamento.org




Parlilamentary science advice mechanisms

Library

Technical
specialists
attached to
parliamentary
committees

Offices of
science and Science meets
technology parliament
advice
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October 2020, the new Board of Congress approved
the creation of the Office during 2021

CONGRESO DE LOS DIPUTADOS,

3 X o s FUNDACION ESPAROLA
PARA LA CIENCI
= = FECYT iz-

Alfonso Rodriquez  Anma Pastor : FECYT y el Congreso de los Diputados firman un convenio para poner en marcha Nace la Oficina de Ciencia y Tecnologia del Congreso,
la Oficina de Ciencia y Tecnologia en el Parlamento con un presupuesto de 325.000 euros
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Martes, 2 Marzo, 2021

Merikxell Batet

+ Diputada por Barcelons
« Presidenta del Congreso de
Gloria Elizo Ignacio Gil % Difssindcs (R Laguues Javier Sanchez  Adolfo Sudrez

ologia (FECYT), dependiente de! Ministerio de Ciencia e
boracion con el Congreso de los Diputados para poner en

marcha la Oficina de Ciencia y Tecnologia en el Pariamento, después de que hoy se haya autorizado su
formalizacion por la Mesa del Congreso.

La Fundacion Espafiola para la Ciencia y
Innovacion, ha SUSCito un convenio de

Ciencia en e,
Parlamento
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1) Conocer el ecosistema de Organismos a nivel

regional e internacional.
Reuniones con miembros de EPTA

CATEGORY MEMBERS OFFICE NAME
Full member | Austria Institute of Technology Assessment of the Austrian Academy of Sciences (ITA)
Full member | Catalonia CAPCIT
Full member | European Parliament | Panel for the Future of Science and Technology (STOA)
Full member | Finland Committee for the Future (EDUSKUNTA)
Full member | Germany Office of Technology Assessment at the German Parliament (TAB)
Full member | Greece Greek Permanent Committee on Research and Technology (GPCRT])
Full member | Netherlands The Dutch Rathenau Instituut
Full member | Sweden Evaluation and Research Secretariat (ERS) of the Swedish Riksdag
Full member | Switzerland Swiss Foundation for Technology Assessment (TA-SWISS)
Full member | UK Parliamentary Office of Science and Technology (POST)
Associate Denmark Teknologiradet - The Danish Board of Technology Foundation (DBT)
Science, Technology, Assessment, and Analytics Team (STAA) of the US
Associate USA Government Accountability Office (GAOQ)
Observatory of Technology Assessment (OAT), CICS. NOVA Interdisciplinary
Associate Portugal Centre of Social Sciences
Parliamentary Technical Advisory (ATP) of the Library of the National Congress of
Assolciate Chile Chile

#CienciaenelParlamento

EPTA

European Parliamentary Technology Assessment
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2) Ciclo de Webinarios 2020-2021

Legislative science advice mechanisms: challenges and opportunities in the La mujer y la nifia en la ciencia: una mirada desde y hacia el asesoramiento
post-COVID-19 age cientifico al legislativo

EL ASESORAMIENTO
CIENTIFICO

¢ Qué oportunidades ofrecen los mecanismos de asesoramiento cientifico JiBERoAmERicA:
legislativo en Iberoamérica y a qué retos deben enfrentarse? RETOS 3
#CienciaenelParlal ~ #~°r7 20271 | hoticiss Viernes 23 de abril

13:00-14:30 CET
Registro en Eventbrite
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"Science and life
cannot and should not
be separated"

- Rosalind Franklin

cienciaenelparlamento.org | @cienciamento
Info@cienciaenelparlamento.org
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