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#BG Bulgarian with English introduction

The heading in the box of the email to the organisations:

HoB npoekr 3a juna ¢b¢ cuHapoM Ha Cmur-Jlemian-Onuri u
TEeXHUTE cCeMeHCTBa

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Bulgarian to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)
with SLOS.

) Anonymous and available in 16 languages.

-
o=, European
%o Reference
oge’y
050" Network

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

MeTab_ERN

Furap

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.

3



mailto:parentsSLOSNH@metab.ern-net.eu

Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

BG Bulgarian
HoB npoekr 3a qnna cb¢ cunapom Ha Cvut-Jleman-Onurn u
TEeXHUTE CeMeHCTBa

Ckovno cemeticmeo ¢ deme (Ha 6cska 6v3pacm) cvc cunopom Ha Cmum-Jlemnu-
Onumy,

MactnuBu cme na Bu nundopmupame 3a HOBUSI HU IPOEKT 3a JIMLA ChC CUHIIPOM Ha
Cwmut-Jlemnu-Onuti (CJIOC), Hapeuen [poekr ,,EcrectBena Mcropus na CJIOCH
(SLOS Natural History Project). Hue cme npeacraBuTelid Ha IMalUEHTHTE B
MetabERN 3a nuna cwsc cungpom Ha Cwmut-Jlemnu-Onutn. MetabERN e
EBponeiicka Pedepentna Mpexa 3a HacnencrBsenn Metabonutau 3abonsiBaHus,
cb3ganeHa ot EBponelickusa Coro3.

ITomoOpsiBaHe HA KOHCYJITHPAHETO U pa3padoTKa HA Tepanuu

HoBusT npoekTt nMma 3a 1en a mogo0pu KOHCYJITHPAHETO Ha CeMeHCTBaTa Ha JUIa
cbe CJIOC u na cp3gaze cTpaTeruu 3a TePaneBTUYHN UHTEPBEHIIMU U JBJITOCPOYHO
3npaBeorna3BaHe. [IpoekThT MpenBmwkIa XapakTepu3upane Ha OOIIUTEe CUMIITOMU U
pEeIKHA CHCTOSTHUS, KAaKTO M YeCTOTaTa Ha HAPYIICHUS Ha ChHS, ayTU3bM U CIIOKHO
MOBEICHME, 3acsTrallli ceEMecTBaTa.

Hansisame ce na OTTOBOPHUTE Ha KpaTKo MpOyYBaHE
(https://www.surveymonkey.com//DLHGDGB) 3a ToBa KOM CHMITOMH H
acnektn/xapakrepuctuku Ha CJIOC Bu ce cTpyBaT ChIIECTBEHH U MPEACTABISIBAT
MpeAN3BUKATEICTBO mpea Bac, U ako ce uHTepecyBare, /1a MOJIYYUTE IOBEYE
nH(popMaLKs 3a MPOEKTa WK JIa Ce MPUCHETUHUTE KbM CeMeiHaTa Mpexa.

OuakBame C HETBPIIEHUE MTO-HATATHIIIHA KOHTAKTH!
Wudopmanus 3a korrakt: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe na Anne Kalweit
[MpencraButenu Ha naruentu cbe CJIOC B MetabERN, monmpeska Ha PD.
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#CZ Czech with English introduction
The heading in the box of the email to the organisations:

Novy projekt pro osoby se Smith-Lemli-Opitzovym syndromem a
jejich rodiny

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Czech to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)}
with SLOS.

) Anonymous and available in 16 languages.

-:-},}_“\ European MetabERN
..'."-..-':I Reference | VI€TADERD

.'.".. Network for Hereditary Metabalic Disarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

CZ Czech
Novy projekt pro osoby se Smith-Lemli-Opitzovym syndromem a

jejich rodiny

Radi Vas informujeme o novem projektu pro patienty se Smith-Lemli-Opitzovym
syndrome (SLOS) — popis piiznakd a obvklého pribéhu nemoci. Jsme zastupci
pacienti v MetabERN pro osoby se SLOS. MetabERN je evropska referencni sit’ pro
dédi¢né metabolické poruchy, kterou zifidila EU.

Zlepsit poradenstvi a rozvijet terapie

Cilem nového projektu je zlepSit poradenstvi rodin a vytvofit strategie pro 1é¢ebné
zasahy a dlouhodobou zdravotni péci. Budou popsany obecné piiznaky a vzacné
stavy, stejné¢ jako frekvence poruch spanku, autismu a komplexniho chovéni
postihujiciho rodiny.

Doufame, Ze se zapojite do projektu a odpovite na kratky prizkum
(https://www.surveymonkey.com/r/2KY7DRD) o tom, které ptiznaky a aspekty SLOS
povazujete za dilezité a naro¢né, a budete mit zdjem ziskat vice informaci o projektu
nebo se spojit s jinymi rodinami. Odpovedi rodin, které ztratily jedno nebo vice déti
v disledku SLOS, jsou pro nas také velmi dulezité a ocetiujeme jakykoli piispévek.

T&Sime se na kontakt!
E-mailovéa adresa pro nas: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe a Anne Kalweit
Zastupci pacientil SLOS v MetabERN, podsité PD
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#DE German with English introduction

The heading in the box of the email to the organisations:

Projekt fr Personen mit dem Smith-Lemli-Opitz Syndrom und
ihre Familien

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in German to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)}
with SLOS.

) Anonymous and available in 16 languages.

S\ European
W
Serh]) Reference METabERN

..".. Network for Hereditary Metabalic Disarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.

7



mailto:parentsSLOSNH@metab.ern-net.eu

Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

DE German
Projekt fir Personen mit dem Smith-Lemli-Opitz Syndrom und ihre

Familien

Liebe Familie mit einem Kind (in jedem Alter) mit Smith-Lemli-Opitz Syndrom,

Gerne informieren wir Sie Uber ein neues Projekt fir Personen mit Smith-Lemli-
Opitz Syndrom (SLOS), dem SLOS Natural History Projekt. Wir sind
Patientenvertreter in MetabERN fiir Personen mit SLOS. MetabERN ist ein von der
EU eingerichtetes Européisches Referenznetzwerk far erbliche
Stoffwechselstérungen.

Verbesserung der Beratung und Entwicklung von Therapien

Das neue Projekt zielt darauf ab, die Familienberatung zu verbessern und Strategien
fur therapeutische Interventionen und eine langfristige Gesundheitsversorgung zu
entwickeln. Allgemeine Symptome werden ebenso beschrieben wie die Haufigkeit
von Schlafstérungen, Autismus und komplexen Verhaltensstérungen, die die
Familien betreffen.

Wir hoffen, dass Sie an einer kurzen Umfrage
(https://www.surveymonkey.com/r/2K9F5WFE)  dartber  teilnehmen,  welche
Symptome und Aspekte von SLOS Sie wesentlich und herausfordernd finden und ob
Sie daran interessiert sind, mehr Informationen tber das Projekt zu erhalten oder sich
einem Familiennetzwerk anzuschlieRen. Antworten von Familien, die ein oder
mehrere Kinder durch SLOS verloren haben, sind uns ebenfalls sehr wichtig und wir
freuen uns Uber jeden Beitrag.

Wir freuen uns darauf, mit Ihnen in Kontakt zu treten!
E-Mail-Adresse an uns: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe und Anne Kalweit
Patientenvertreter fiir SLOS in MetabERN, das PD-Subnetwork
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#DK Danish with English introduction
The heading in the box of the email to the organisations:

Et nyt projekt for personer med Smith-Lemli-Opitz syndrom og
deres familier

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Danish to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)
with SLOS.

) Anonymous and available in 16 languages.

-:-::S‘\ European MetabERN
&eiiav Reference vera

.'.".. Network fo e iory st Dsarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

DK Danish
Et nyt projekt for personer med Smith-Lemli-Opitz syndrom og

deres familier

Keaere familie med et barn (uanset alder) med Smith-Lemli-Opitz syndrom,

Vi er glade for at informere dig om et nyt projekt for personer med Smith-Lemli-
Opitz  syndrom (SLOS), SLOS Natural History-projektet. Vi er
patientrepraesentanter i MetabERN for personer med SLOS. MetabERN er et
europaeisk netveerk af referencecentre for medfedte stofskiftesygdomme, der er
oprettet af EU.

Forbedre radgivningen og udvikle terapier

Det nye projekt har til formal at forbedre radgivningen af familier og fastleegge
strategier for terapeutiske indgreb og langsigtet sundhedspleje. Generelle symptomer
og sjeldne tilstande vil blive beskrevet, og det samme geelder hyppigheden af
sgvnforstyrrelser, autisme og kompleks adfzerd, der pavirker familierne.

Vi haber, at du vil besvare en kort undersggelse
(https://www.surveymonkey.com/r/2KSPLL3)  af, hvilke symptomer og
aspekter/funktioner af SLOS du finder vasentlige og udfordrende, og om du er
interesseret i at fa mere information om projektet eller slutte dig til et familienetveerk.
Svar fra familier, der har mistet et eller flere bgrn pa grund af SLOS, er ogsa meget
vigtige for os, og vi setter pris pa ethvert input.

Vi glaeder os til at komme i kontakt!
E-mail adresse til os: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe og Anne Kalweit
Patientrepraesentanter for SLOS i MetabERN, PD-undernetveaerket
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#EL Greek with English introduction
The heading in the box of the email to the organisations:

Néo mpoypappa yro. dropo pe ovvopopo Smith-Lemli-Opitz ko 1ig
OLKOYEVELEG TOVG

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Greek to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)
with SLOS.

) Anonymous and available in 16 languages.

-:-::S‘\ European MetabERN
&eiiav Reference vera

.'.".. Network fo e iory st Dsarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

EL Greek
Néo mpoypappa yro dropo pe ovvopopo Smith-Lemli-Opitz ko 1ig
OLKOYEVELEG TOVG

Ayamnti otkoyéveio, ue woudi (kdbe nhixiog) ue ovvopouo Smith-Lemli-Opitz,

Eipoaote oty evydpiot B€on va cog EVUEPDGOLVLE Yol £VaL VEO £PYO Y10l ATOMOL LLE
ovvdpopo Smith-Lemli-Opitz (SLOS), o SLOS Natural History project. Eipoaocte
eknpodommot acOevav yio to MetabERN yia dropo pe SLOS. To MetabERN &ivai to
Evpomnaikd Aiktvo Avoaeopds yuoo TG KANPOVOMIKEG UETAPOAKES SaTOPOYEG,
kabiepopévo and v EE.

Bektioon g mapoyns svpfovi®dv ko avantoln Oepamer®dv

To véo mpdypappa amookonel ot Pertioon g EVNUEPOONE TOV OIKOYEVELDV KO
oV ovATTUEN OTPOTNYIKAOV Yo OepomenTIkég TOPEUPACELS KOl LOKPOXPOVIO.
wtpikn wepiBodym. Oa mePypleOvVIOL TO YEVIKA CUUMTOUOTO KOl GTOVIEG
KOTOGTACELS, OTMG KOl 1] ouYvOTNTA TOV doTapoydV VTVOV, 0 GLTICUOS Kot M
TOAOTAOKT GUUTEPLPOPE TTOV EMNPEALEL TIG OIKOYEVELEC.

EveAmiotoope o611 Bo  omavinoete oe  €vo GUVIOUO  €POTNUOTOAOYLO
(https://www.surveymonkey.com/r/DL33YWC) oyetikd pe T0. GOUTTMOUOTO KOl TIG
TTUYEC/ xapaknploTikd Tov SLOS mov Bempeite W01oitepa GNUOVTIKA Kol SVGKOAN
KOLL LLE TO OV EVOLOPEPETTE VAL AAPETE TEPLGGOTEPEG TANPOPOPIES Y10 TO TPOHYPOLLLLLOL
N va evtaydeite og €va 01KoyEVELOKS iKTLO.

Avvmopovoope va épbovpe og emaen] pali cag!
A1eb0vven niekTpovikod tayvopouciov: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe xkar Anne Kalweit
Exnpoconol acbevdv pe SLOS oto MetabERN, to vrodiktvo PD

12



https://www.surveymonkey.com/r/DL33YWC
mailto:parentsSLOSNH@metab.ern-net.eu

#EN English for persons or families

The heading in the box of the email to the organisations:

A new project for persons with Smith-Lemli-Opitz syndrome and
their families

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS.

Answers from families who have lost one or more children due to SLOS are also
very important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)
with SLOS.

) Anonymous and available in 16 languages.

e
o2, European

'.'.':-..:':I Reference METabERN

.'.".. Network fo e iory st Dsarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages.

The information have been computer translated into 15 other languages and checked
by persons from each country. We hope the translation is OK, if not please forgive
errors that may have occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.
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#EN2 English for organisations

The heading in the box of the email to the organisations:

A new project for persons with Smith-Lemli-Opitz syndrome and
their families

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS.

Answers from families who have lost one or more children due to SLOS are also
very important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in English to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)
with SLOS.

) Anonymous and available in 16 languages.

e
o2, European

'.'.':-..:':I Reference METabERN

.'.".. Network fo e iory st Dsarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey and a file with emailletters in
16 languages.

The information have been computer translated into 15 other languages and checked
by persons from each country. We hope the translation is OK, if not please forgive
errors that may have occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.
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#ES Spanish with English introduction
The heading in the box of the email to the organisations:

Un nuevo proyecto para personas con sindrome de Smith-Lemli-
Opitz y sus familias

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS.

Answers from families who have lost one or more children due to SLOS are also
very important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Spanish to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)
with SLOS.

) Anonymous and available in 16 languages.

*n
oY\ European

For more information, contact: RN
05550 Reference

parentsSLOSNH@metab.ern-net.eu

A MetabERN
0., Furopean Ref

erence Netwiork
o, .. Network for Hereditary Melobalic Disarders

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
PaOtient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

ES Spanish
Un nuevo proyecto para personas con sindrome de Smith-Lemli-Opitz

y sus familias

Querida familia con un hijo (de cualquier edad) que padece el sindrome de Smith-
Lemli-Opitz,

Nos complace informarle acerca de la creacion de un nuevo proyecto para personas
con sindrome de Smith-Lemli-Opitz (SLO), el Proyecto Historia Natural del
sindrome de SLO. Somos representantes de pacientes en MetabERN que padecen el
sindrome de SLO. MetabERN es una red europea de referencia, establecida por la
UE para trastornos metabdlicos hereditarios.

Perfeccionamiento en el asesoramiento y el desarrollo de terapias

El nuevo proyecto tiene por objetivo mejorar el asesoramiento a las familias y
desarrollar estrategias para alcanzar intervenciones terapéuticas y asistencia sanitaria
a largo plazo. Se describiran las principales y menores manifestaciones clinicas, asi
como la frecuencia de trastornos de suefio, de autismo y de comportamiento que
afectan a las familias.

Le agradeceriamos respondiera a una breve encuesta
(https://www.surveymonkey.com/r/2KTG3HW)  sobre los sintomas vy
aspectos/caracteristicas de sindrome de SLO que Vd. encuentre importantes y
desafiantes. Asimismo haganos por favor saber, si esta interesado en obtener mas
informacion sobre el proyecto o unirse a una red familiar. Las respuestas de las
familias que han perdido uno o mé&s hijos debido a SLOS también son muy
importantes para nosotros y apreciamos cualquier aporte.

iSeria una enorme satisfaccion para nosotros estar en contacto con Vd!
Nuestra direccion de correo electronico: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe y Anne Kalweit
Representantes de pacientes para el sindrome de SLO en MetabERN, la subred de
PD
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#FR French with English introduction
The heading in the box of the email to the organisations:

Un nouveau projet pour les personnes atteintes du syndrome de
Smith-Lemli-Opitz et leurs familles

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in French to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)}
with SLOS.

) Anonymous and available in 16 languages.

S\ European
W
Serh]) Reference METabERN

..".. Network for Hereditary Metabalic Disarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

FR French
Un nouveau projet pour les personnes atteintes du syndrome de

Smith-Lemli-Opitz et leurs familles

Chere famille avec un enfant (de tout age) atteint du syndrome de Smith-Lemli-Opitz,

Nous sommes heureux de vous informer sur un nouveau projet pour les personnes
avec du syndrome de Smith-Lemli-Opitz (SLOS), le projet SLOS Natural History.
Nous sommes des représentants des patients au MetabERN pour les personnes
atteintes du syndrome de SLO. MetabERN est un réseau européen de référence sur
les troubles meétaboliques heréditaires, crée par I’UE.

Améliorer le counseling et développer des thérapies

Le nouveau projet vise a améliorer le conseil des familles et a établir des stratégies
pour les interventions thérapeutiques et les soins de santé a long terme. Les
symptomes généraux et les affections rares seront décrits, de méme que la fréquence
des troubles du sommeil, de I’autisme et des comportements complexes qui affectent
les familles.

Nous  espérons que vous répondrez a une bréve  enquéte
(https://www.surveymonkey.com/r/D857SX2)  sur les symptdbmes et les
aspects/caractéristiques de SLOS que vous trouvez essentiels et difficiles et si vous
souhaitez obtenir plus d’informations sur le projet ou rejoindre un réseau familial.
Les réponses des familles qui ont perdu un ou plusieurs enfants a cause du SLOS
sont également trés importantes pour nous et nous apprecions toute contribution.

Nous sommes impatients d’étre en contact!
Adresse e-mail pour nous: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe et Anne Kalweit
Représentants des patients pour SLOS a MetabERN, le sous-réseau PD
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#HU Hungarian with English introduction
The heading in the box of the email to the organisations:

Uj projekt a Smith-Lemli-Opitz szindromaban szenvedék és
csaladjaik szamara

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Hungarian to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)}
with SLOS.

) Anonymous and available in 16 languages.

S\ European
W
Serh]) Reference METabERN

..".. Network for Hereditary Metabalic Disarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

HU Hungarian
Uj projekt a Smith-Lemli-Opitz szindromaban szenveddk és

csaladjaik szamara
Kedves csalad (barmilyen kor) Smith-Lemli-Opitz szindromaval,

Orémmel tajékoztatjuk Ont egy 1j projektrdl, amely az Smith-Lemli-Opitz
szindrémaban (SLOS). Természettudomanyi projekttel, az SLOS-szal rendelkezok
szaméra készult. Mi vagyunk a betegek képviseli a MetabERN ben a SLOS
szenvedOk szamara. A MetabERN az EU altal 1étrehozott, az 6rokletes metabolikus
rendellenességekkel foglalkoz6 eurdpai referenciahaldzat.

A tanacsadas javitasa és terapiak fejlesztése

Az (j projekt célja a csalddok tanacsadasanak javitasa, valamint a terapias
beavatkozasokra és a hosszl tavl egészségugyi ellatasra vonatkozd stratégiak
kidolgozasa. Altalanos tiineteket és ritka allapotokat irunk le, csakdgy, mint az
alvaszavarok, az autizmus ¢€s a csalddokat érintd Osszetett viselkedés gyakorisagat.

Remeéljuk, hogy valaszol egy rovid felmérésre
((https://www.surveymonkey.com/r/2KN7HYC) hogy az SLOS mely tuneteit és
szempontjait/jellemzdit tartja 1ényegesnek €s kihivast jelentonek, és ha szeretne tobb
informaciot kapni a projektrdl, vagy csatlakozni egy csaladdi haldézathoz.

Azon csaladok valaszai szintén nagyon fontosak szamunkra, akik egy vagy tobb
gyermekdket elveszitették SLO szindréma miatt.

Alig varjuk, hogy kapcsolatba Iéphessunk!
E-mail cimink: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe és Anne Kalweit
Az SLOS betegképviseldi a MetabERN-ben, a PD alhal6zatban
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#IT Italian with English introduction
The heading in the box of the email to the organisations:

Un nuovo progetto per le persone con la sindrome di Smith-Lemli-
Opitz e le loro famiglie

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Italian to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)}
with SLOS.

) Anonymous and available in 16 languages.

S\ European
W
Serh]) Reference METabERN

..".. Network for Hereditary Metabalic Disarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

IT Italian
Un nuovo progetto per le persone con la sindrome di Smith-Lemli-

Opitz e le loro famiglie

Cara famiglia con un bambino (di qualsiasi eta) con sindrome di Smith-Lemli-Opitz,

Siamo lieti di informarvi su un nuovo progetto per le persone di Smith-Lemli-Opitz
(SLOS), il progetto di Storia Naturale SLOS. Siamo rappresentanti dei pazienti in
MetabERN per le persone affette dalla sindrome SLOS. MetabERN € una rete
europea di riferimento sui disturbi metabolici ereditari, istituita dall'UE.

Migliorare la consulenza e sviluppare le terapie

Il nuovo progetto mira a migliorare la consulenza delle famiglie e a stabilire strategie
per gli interventi terapeutici e I'assistenza sanitaria a lungo termine. Saranno descritti
sintomi generali e condizioni rare, cosi come la frequenza di disturbi del sonno,
autismo e comportamenti complessi che colpiscono le famiglie.

Ci auguriamo che rispondera a un breve sondaggio
(https://www.surveymonkey.com/r/2K2WKCJ) su quali sintomi e
aspetti/caratteristiche di SLOS trovi essenziale e impegnativo e se sei interessato a
ottenere maggiori informazioni sul progetto o a entrare in una rete familiare.

Anche le risposte delle famiglie che hanno perso uno o piu figli a causa di SLOS
sono molto importanti per noi e apprezziamo qualsiasi input.

Non vediamo I'ora di essere in contatto!
Indirizzo e-mail a noi: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe e Anne Kalweit
Rappresentanti dei pazienti per SLOS in MetabERN, la sottorete PD
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#NL Dutch with English introduction
The heading in the box of the email to the organisations:

Een nieuw project voor personen met Smith-Lemli-Opitz syndroom
en hun families

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Dutch to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)
with SLOS.

) Anonymous and available in 16 languages.

-:-::S‘\ European MetabERN
&eiiav Reference vera

.'.".. Network fo e iory st Dsarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

NL Dutch
Een nieuw project voor personen met Smith-Lemli-Opitz syndroom

en hun families

Beste familie met een kind (van elke leeftijd) met Smith-Lemli-Opitz syndroom,

Wij informeren u graag over een nieuw project voor personen met Smith-Lemli Opitz
syndroom (SLOS), het SLOS Natural History project. Wij zijn
patiéntenvertegenwoordigers in MetabERN voor personen met het SLOS.
MetabERN is een Europees referentienetwerk voor erfelijke metabole aandoeningen,
opgericht door de EU.

Verbeteren van advisering en van ontwikkeltherapieén

Het nieuwe project heeft tot doel de begeleiding van gezinnen te verbeteren en
strategieén voor therapeutische interventies en langdurige gezondheidszorg vast te
stellen. Algemene symptomen en zeldzame kenmerken van SLOS zullen worden
beschreven, evenals bijvoorbeeld slaapstoornissen, autisme en complex gedrag dat
de families treft.

We hopen dat u een korte enquéte (https://www.surveymonkey.com/r/D8FCCWS8)
wilt beantwoorden over welke symptomen en aspecten/kenmerken van SLOS u
essentieel en uitdagend vindt. Bovendien willen we graag weten of u geinteresseerd
bent in het verkrijgen van meer informatie over het project of om deel te nemen aan
een familienetwerk. Antwoorden van gezinnen die een of meer kinderen hebben
verloren als gevolg van SLOS zijn ook erg belangrijk voor ons en we zouden het op
prijs stellen als u de enquéte wilt invullen. We waarderen elke inbreng.

We kijken ernaar uit om in contact te komen!
E-mailadres aan ons: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe en Anne Kalweit
Patiéntenvertegenwoordigers voor SLOS in MetabERN, het PD-subnetwerk
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#NO Norwegian with English introduction
The heading in the box of the email to the organisations:

Et nytt prosjekt for personer med Smith-Lemli-Opitz syndrom og
deres familier

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Norwegian to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)}
with SLOS.

) Anonymous and available in 16 languages.

-:-},}_“\ European MetabERN
..'."-..-':I Reference | VI€TADERD

.'.".. Network for Hereditary Metabalic Disarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

NO Norweigan
Et nytt prosjekt for personer med Smith-Lemli-Opitz syndrom og

deres familier

Kjaere familie med et barn (i alle aldre) med Smith-Lemli-Opitz syndrom,

Vi informerer deg herved om et nytt prosjekt for personer med Smith-Lemli-Opitz
syndrome (SLOS), nemlig SLOS Natural History-prosjektet (studie pa det naturlige
forlgpet av SLOS). Vi som er ansvarlige for prosjektet er pasientrepresentanter i
MetabERN for pasienter med SLOS. MetabERN er et europeisk referansenettverk
om arvelige metabolske lidelser, opprettet av EU.

Forbedre veiledning og utvikle behandling

Dette prosjektes malsetning er a forbedre veiledning for familier og fremme strategier
for & bedre behandling av SLOS og forbedre livslgps-helsen. Vi gnsker a beskrive
symptomer, sjeldne funn, sgvnforstyrrelser, autisme og adferdensendringer som kan
pavirke familien.

Vi haper du vil svare pa en kort undersgkelse
(https://www.surveymonkey.com/r/2KX8RNM) om  hvilke symptomer og
aspekter/forholdved SLOS du synes er viktig og utfordrende, og hvis du er interessert
i & f& mer informasjon om prosjektet eller bli med i et familienettverk sa er du
hjertelig velkommen til det. Svar fra familier som har mistet ett eller flere barn pa
grunn av SLOS er ogsa sveert viktige for oss og vi setter pris pa alle tilbakemeldinger.

Vi ser frem til 3 komme i kontakt med deg!
E-postadresse til oss: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe og Anne Kalweit
Pasientrepresentanter for SLOS i MetabERN, undernettverket PD
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#PL Polish with English introduction
The heading in the box of the email to the organisations:
Nowy projekt dla osob z zespotem Smitha-Lemli-Opitza i ich rodzin

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Polish to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)}
with SLOS.

) Anonymous and available in 16 languages.

S\ European
)
.. 80 Reference METabERN

LA Network for Hereditary Metabalic Disarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

PL Polish
Nowy projekt dla osob z zespolem Smitha-Lemli-Opitza i ich rodzin

Droga rodzina z dzieckiem (w kazdym wieku) z zespotem Smitha- Lemli-Opitza,

Z przyjemnoscig informujemy o nowym projekcie dla oséb z Smitha-Lemli-Opitza
(SLOS), projektem SLOS Natural History. Jestesmy przedstawicielami pacjentow
w MetabERN dla oso6b z zespotem SLOS. MetabERN jest europejska siecia
referencyjng ds. dziedzicznych zaburzen metabolicznych, utworzong przez UE.

Ulepszy¢ doradztwo i rozwija¢ terapie

Nowy projekt ma na celu poprawe¢ doradztwa dla rodzin oraz opracowanie strategii
interwencji terapeutycznych i dlugoterminowej opieki zdrowotnej. Zostang opisane
ogo6lne objawy i rzadkie zaburzenia, a takze czestotliwo$¢ zaburzen snu, autyzm oraz
ztozone zachowania majaceh wptyw na rodziny.

Mamy nadzieje, ze odpowiesz na krotka ankiete
(https://www.surveymonkey.com/r/2KWQH89) o tym, jakie objawy i aspekty/cechy
SLOS uwazasz za najwazniejsze i najbardziej wymagajace dla pacjentow orazjesli
jestes zainteresowany uzyskaniem dodatkowych informacji na temat projektu lub
dotaczeniem do sieci rodzinne;.

Odpowiedzi od rodzin, ktore stracity jedno lub wiecej dzieci z powodu SLOS, sg dla
nas rowniez bardzo wazne i doceniamy wszelkie uwagi na ten temat.

Z niecierpliwoscig czekamy na kontakt!
Adres e-mail do nas: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe i Anne Kalweit
Przedstawiciele pacjentow dla SLOS w MetabERN, podsieci PD

30



https://www.surveymonkey.com/r/2KWQH89
mailto:parentsSLOSNH@metab.ern-net.eu

#PT Portuguese with English introduction
The heading in the box of the email to the organisations:

Um novo projeto para pessoas com sindrome de Smith-Lemli-Opitz
e suas familias

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Portuguese to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)}
with SLOS.

) Anonymous and available in 16 languages.

S\ European
W
Serh]) Reference METabERN

..".. Network for Hereditary Metabalic Disarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

PT Portuguese

Um novo projeto para pessoas com sindrome de Smith-Lemli-Opitz
e suas familias

Querida familia com uma crianca (de qualquer idade) com sindrome de Smith-
Lemli-Opitz,

Temos o prazer de informa-lo sobre um novo projeto para pessoas com sindrome de
Smith-Lemli-Opitz (SLOS), o projeto da Histéria Natural do SLOS. Somos
representantes de doentes na MetabERN para pessoas com SLOS. A MetabERN ¢é
uma Rede Europeia de Referéncia em Doencas Hereditarias Metabolicas, criada pela
UE.

Melhorar o aconselhamento e desenvolver terapias

O novo projeto visa melhorar o aconselhamento das familias e estabelecer estratégias
para intervencdes terapéuticas e cuidados de satde a longo prazo. Sintomas gerais e
condigOes raras serdo descritos, assim como a frequéncia de distarbios do sono,
autismo e comportamentos complexos que afetam as familias.

Esperamos que responda a um curto questionario
(https://www.surveymonkey.com/r/28DXSGB) sobre quais 0s sintomas e
aspetos/caracteristicas do SLOS que acha essenciais e desafiadores e se esta
interessado/a em obter mais informacdes sobre o projeto ou entrar numa rede de
familias. As respostas das familias que perderam uma ou mais crian¢as devido ao
SLOS sdo também muito importantes para nds e agradecemos qualquer contributo.

Estamos ansiosos para estar em contato!
Endereco de e-mail para nés: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe e Anne Kalweit
Representantes de doentes para o0 SLOS na MetabERN, a sub-rede PD
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#RO Romanian with English introduction

The heading in the box of the email to the organisations:

Un nou proiect pentru persoanele cu sindrom Smith-Lemli-Opitz si
familiile acestora (indiferent de varsta pacientului)

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Romanian to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)
with SLOS.

) Anonymous and available in 16 languages.

e
o2, European

'.'.':-..:':I Reference METabERN

.'.".. Network fo e iory st Dsarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

RO Romanian
Un nou proiect pentru persoanele cu sindrom Smith-Lemli-Opitz si
familiile acestora (indiferent de varsta pacientului)

Draga familie a unui copil cu sindromul Smith-Lemli-Opitz (SLOS)

Suntem bucurosi sa va informam de existenta proiectului SLOS Natural History
(Evolutia naturala a SLOS) consacrat persoanelor cu sindrom Smith-Lemli-Opitz
(SLOS). Suntem reprezentanti ai pacientilor in MetabERN pentru persoanele cu
SLOS. MetabERN este o retea europeanad de referinta privind tulburarile metabolice
ereditare, infiintata de UE.

imbunititirea consilierii si descoperirea de tratamente

Noul proiect 1si propune sd imbunatateasca consilierea familiilor si sd stabileasca
strategii pentru interventii terapeutice si ingrijirea medicala pe termen lung. Ne
intereseaza atat simptomele generale cat si particularitatile, precum frecventa
tulburarilor de somn, a autismului si comportamentului complex care afecteaza viata
familiilor.

Speram ca veti raspunde la un scurt sondaje
(https://www.surveymonkey.com/r/2K56N92) despre simptomele si
aspectele/trasaturile SLOS pe care le considerati esentiale si ca sunteti interesat sa
obtineti mai multe informatii despre proiect sau sa va alaturati unei comunitati a
familiilor. Informatiile pe care ni le pot furniza familiile care au pierdut un copil (sau
mai multi) cu SLOS pot fi foarte utile si am aprecia participarea lor.

Asteptam cu nerabdare sa luati legatura cu noi!
Adresa e-mail: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe si Anne Kalweit
Reprezentantii pacientilor cu SLOS in MetabERN, subreteaua PD
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#SE Swedish with English introduction
The heading in the box of the email to the organisations:

Ett nytt projekt for personer med Smith-Lemli-Opitz syndrom och
deras familjer

Dear organisation,

We ask you to please forward this email with the enclosed letters to persons and
families with children of all ages with Smith-Lemli-Opitz syndrome, SLOS. Answers
from families who have lost one or more children due to SLOS are also very
important to us. We appreciate if you disseminate this email to them as well.

We are patient representatives in MetabERN for persons with the rare inherited
metabolic disorder Smith-Lemli-Opitz syndrome (SLOS). MetabERN is a European
Reference Network on Hereditary Metabolic Disorders, established by the EU.

We have information about a new European project for persons with Smith-Lemli-
Opitz syndrome and their families, the SLOS Natural History project. More details
are given in the enclosed letter in Swedish to the families.

Survey for patients and families affected by
Smith-Lemli-Opitz syndrome (SLOS)

Designed to gather data from families about challenging
symptoms and aspects of SLOS. The survey is:

Targeted at patients and families with a child (of any age)}
with SLOS.

) Anonymous and available in 16 languages.

-:-},}_“\ European MetabERN
..'."-..-':I Reference | VI€TADERD

.'.".. Network for Hereditary Metabalic Disarders

For more information, contact:
parentsSLOSNH@metab.ern-net.eu

We enclose a file with links to the SLOS survey in 16 languages and an English
version of the letter.

The information have been computer translated and checked by persons from each
country. We hope the translation is OK, if not please forgive errors that may have
occurred.

Please contact us at email parentsSLOSNH@metab.ern-net.eu if you want the longer
information letter in another language or if you want more information about the
project, clarifications of wordings or medical terms.
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Brief information about SLOS

SLOS is a metabolic disorder. The cause is an error in the synthesis of cholesterol in
the body. That affects several biochemical processes in a complex way. Mildly
affected persons may have no or minor inborn signs, near-normal cognitive function
but often behavioural problems. A more severe impact of SLOS can be life
threatening and involve malformations of many organs.

Karin Mossler, Antje Enekwe and Anne Kalweit,
Patient representatives in MetabERN for Smith-Lemli-Opitz syndrome.

SE Svenska
Ett nytt projekt for personer med Smith-Lemli-Opitz syndrom och
deras familjer

Kéara familj med barn (oavsett alder) med Smith-Lemli-Opitz syndrom,

Vi vill informera er om ett nytt projekt for personer med Smith-Lemli-Opitz
syndrom (SLOS): the SLOS Natural History project, pa svenska projektet
Naturalforlopp vid SLOS.

Vi &r patientrepresentanter i MetabERN for personer med SLOS. MetabERN 4&r ett
europeiskt referensnatverk for arftliga metabola storningar som har inréttats av EU.

Forbattra radgivning och utveckla terapier

Det nya projektet syftar till att forbattra radgivningen till familjer och utarbeta
strategier for behandling och langsiktig vard. Vanliga symptom och sallsynta

tillstand kommer att beskrivas, liksom hur vanligt det ar med sémnstérningar,
autism och komplexa beteenden som kan paverkar era familjer.

Vi hoppas att ni vill svara pa en kort enkét
(https://www.surveymonkey.com/r/28CNSVY) om vilka symptom och
aspekter/konsekvenser av SLOS som ni anser vara viktiga och utmanande och om
ni ar intresserade av att fa mer information om projektet eller ga med i ett
familjenatverk. Det &r ocksa mycket viktigt for oss att fa svar fran familjer som
forlorat ett eller flera barn pa grund av SLOS, och vi uppskattar alla synpunkter.

Vi ser fram emot fortsatt kontakt!
E-postadress till oss: parentsSLOSNH@metab.ern-net.eu

Karin Mossler, Antje Enekwe och Anne Kalweit

Patientrepresentanter for SLOS i MetabERN, undernatverket PD

(Peroxisomal and lipid related disorders, peroxisomala och fettdmnesrelaterade
sjukdomar)

36



https://www.surveymonkey.com/r/28CNSVY
mailto:parentsSLOSNH@metab.ern-net.eu

	E-mail letters for the SLOS Survey in 16 languages
	[Ctrl+Click] to choose email letter with an English introduction followed by information in one of 16 languages
	#BG Bulgarian with English introduction
	#CZ Czech with English introduction
	#DE German with English introduction
	#DK Danish with English introduction
	#EL Greek with English introduction
	#EN English for persons or families
	#EN2 English for organisations
	#ES Spanish with English introduction
	#FR French with English introduction
	#HU Hungarian with English introduction
	#IT Italian with English introduction
	#NL Dutch with English introduction
	#NO Norwegian with English introduction
	#PL Polish with English introduction
	#PT Portuguese with English introduction
	#RO Romanian with English introduction
	#SE Swedish with English introduction


