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Disclaimer

Neither Janet Williams nor Jill Clayton-Smith
have any conflict of interest to declare in
relation to this presentation.



Setting The Scene

Janet’s Story

Developed epilepsy and treated with the
antiepileptic drug sodium valproate

2 sons, took medication during both
pregnancies
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Realisation of problems and search for
diagnosis and recognition for FVS

Setting up of support groups

Jill’s Story

Clinical geneticist, interest in syndrome
diagnosis

Recognition of problems associated with
VPA exposure early 1990s.

First met Janet in clinic shortly after

Set up prospective follow-up study
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Syndrome of the month

Fetal valproate syndrome

J Clayton-Smith, D Donnai



Working Together Pre-ERN

e At hospital appointments * Long term follow-up study
* Production of Patient Information e Recruitment to other research
* Patient Support Group meetings studies




Our ERN Initiative: Guidelines For Fetal Valproate Syndrome

Invite Experts

Translate Erench Literature review
PNDS Published/unpublished

Selection of relevant

Compile master table literature

of malformations in

published cases \ Send to experts with

instructions for grading and making
recommendations

Expert consensus meetin
P & = First draft recommendations

First draft of paper
Return to experts toscore | —

and comment
i = Draft Quick View Checklists

Near final draft

Circulate to broader ERN/patients

Submit



Guidelines For FVS; Patient Involvement

Invite Experts *

PNDS Published/unpublished

, Selection of relevant
Compile master table

, : literature
of malformations in
plLBlEEe Gaaes \ Send to experts with
instructions for grading and making *

recommendations

* Expert consensus meetin
P & = First draft recommendations

First draft of paper 4
Return to experts to score | —

* and comment
Y parent input i = Draft Quick View Checklists

Near final draft Y *

Circulate to broader ERN/patients *

Submit * Joint author



How It Made A Difference

One of most engaged
members of group

Easily as well read as
other members

Able to put forward a
broad patient
perspective, not focus on
personal issues

Comments on feasibility

ldeas re supplementary
sheets

Fetal Valproate Syndrome

' Paediatricians

[Vers.mn werons | A Checklist For General/Community

Should be made by a heakh professionalwith
expertise in the area and include a developmental

Published
diagnostic criteria

during the first si months

TEESE assesment. Other dizgnoses e.g. genetic need to be can befound at
ruledout wWwWw.mangen.co.uk
Neonatal check needsto indude a carefulcheck for
cleft palate, radia ray defects,heart problems,
spinal defects and trisonocephaly. Blood sugar chedk Make referl:al?to_
Neonatal onlyifbaby h # low blood Pl ElEhinesEElEsT
period y i a-tﬂ' hassymptoms of low sugar. Plans - —
for paediaric follow-upof babyto be made before probiems iden
discharge.
Should bereferred
_ One-off kidney and heart s@ns should be armnged B2 ZI SRR
Screening abnormal but no

needto repeat
otherwise

General
Checksin
‘Childhood

Growth, vision, hearing and generaldevelopment

Referralto specialist

Timetable
for health
surveilianc

should bechecked at each appointment ifconcerns.
Checksshould be undertaken by a heath ;’;ﬁ ;’:}T:Z‘:c’t‘;e
professional with knowledge of FVSat 6-8 weeks, 9 nurseor other

manths, 18 months, annually until starting school, a
year priorto leaving primary school and ayear
before public exams (typically age 14)

professionalas long
as they aretrained
todothis

Eyesight

An eye examination should becarried out by a
paediatric ophthalmologist duringthe first year. If
there areconcerns about vision after that, theycan
be checked again.

Around sk morthsis
a goodtime to refer
as itsdifficult to

asses young babies

Ears and
Hearing

Ear infections may be commoner in FVS thanin
general populaion. Treat asnormal. Arrangea
formalhearing checkif concerns. Enquirewhether
child snores excessively
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Incidence of sleep
apnoeamay be
increased. Investigate
ifsleep isdisturbed .




Lessons We Learned

Learned about guideline development and
felt it was a very thorough process with
easy to understand points and
explanations.

| felt it was an open discussion allowing
patient experts to give their input and
their experiences

Valued member of the team. All my points
and suggestions were listened to and well
accepted within the group

There was an acceptance of the problems
that FVS caused the child and family
members

Informed patients bring added knowledge
and value to the process

Patients know some systems eg education
and social care better than a lot of
professionals

Care plans are no good if they are not
feasible for families and if they don’t
reach the people you want them to

Whole process felt relaxed; No “them and
us.” Very rewarding and makes you look
forward to more initiatives like this



Recommendations For And Challenges To Building
Strong Patient/Professional Relationships

We need to be accessible to each other whilst also respecting each
other’s busy roles

Patients should be empowered to have the confidence to take on
key roles and to challenge professionals

All information should be shared between patients and
professionals ( not just selected information)

Patients views should hold just as much weight as professionals

Adequate funding should be provided for PPI activity —it’s
expensive.

Some patients may need training in how to see the bigger picture
and some professionals may need training in how to communicate
better with patients

Work in an equal partnership and respect each other
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