
15.05.2022 21:42 T.C. Lokman Hek�m Ün�vers�tes� Posta - TREAT-NMD SMA Core Dataset Project (Year 3)

https://ma�l.google.com/ma�l/u/0/?�k=14e0c92c44&v�ew=pt&search=all&permth�d=thread-f%3A1719035851822189780&s�mpl=msg-f%3A1719035… 1/4

Aynur Ayşe KARADUMAN <ayse.karaduman@lokmanhek�m.edu.tr>

TREAT-NMD SMA Core Dataset Project (Year 3) 
2 �let�

Jul�e Boh�ll <jul�e.boh�ll@newcastle.ac.uk> 13 Aralık 2021 15:58
Alıcı: "ayse.karaduman@lokmanhek�m.edu.tr" <ayse.karaduman@lokmanhek�m.edu.tr>,
"reda.tunc@lokmanhek�m.edu.tr" <reda.tunc@lokmanhek�m.edu.tr>

Dear Ayse & Azize,

 

I would just like to follow up with you following the earlier email sent from Joanna Das.

 

I wonder if you’ve had a chance to consider whether you would like to participate in Year 3 of our project?

All TGDOC member registries are now being asked to comply with the SMA Core Dataset v.2, or begin working
towards it and the Dataset Implementation Project can help you by providing financial bursaries (upto €8,000)
alongside expert guidance and support to achieve compliance.

 

Can I please ask you to confirm if you are now collecting the V2 dataset and if so could you provide an excel copy of
your data collection form so that we can confirm this. If you are not currently collecting the core dataset, would you
like to work towards the collection of this with our support and be one of the registries in our Y3 programme.

 

I very much look forward to hearing back from you on this.

 

Kindest Regards,

Julie Bohill

 

Julie Bohill

TREAT-NMD SMA Dataset Project Manager

John Walton Muscular Dystrophy Research Centre

Translational and Clinical Research Institute

Faculty of Medical Sciences

Newcastle University

International Centre for Life

Newcastle upon Tyne, NE1 3BZ

 

E: julie.bohill@ncl.ac.uk

T: 0191 241 8839

 

John Walton Muscular Dystrophy Research Centre: www.newcastle-muscle.org

https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fsma.treat-nmd.org%2F&data=04%7C01%7Cjulie.bohill%40newcastle.ac.uk%7C6200b3f27c7141f8c3f608d97cfcd392%7C9c5012c9b61644c2a91766814fbe3e87%7C1%7C0%7C637678247578609229%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=78SLlfas2sTi0Rs2mjogbnk0PfexfKYXfGrPUwQo46M%3D&reserved=0
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Part of the TREAT-NMD Neuromuscular Network: www.treat-nmd.org

 

 

Please note my usual working days are Mon- Wed

 

 

 

 

 

 

 

From: Joanna Das <Joanna.Das@newcastle.ac.uk>  
Sent: 21 September 2021 13:39 
To: ayse.karaduman@lokmanhekim.edu.tr; reda.tunc@lokmanhekim.edu.tr 
Cc: Julie Bohill <julie.bohill@newcastle.ac.uk>; Julie Bohill <julie.bohill@treat-nmd.com>; Joanna Das
<Joanna.Das@treat-nmd.com> 
Subject: TREAT-NMD SMA Core Dataset

 

Good Afternoon Ayse and Azize,

 

I hope this email finds you well.
 
I would like to formally invite your registry to par�cipate in the final year (year 3) of the TREAT-NMD SMA Dataset
Implementa�on Project, which will run to 31 May 2022.
 
As I’m sure you know, we significantly expanded the SMA core dataset in 2018, and all TGDOC member registries
are now asked to comply with SMA Core Dataset v.2, or begin working towards it. The Dataset Implementa�on
Project can help by providing financial bursaries and expert guidance, and our records show you have not yet
benefi�ed from this support.
 
If this is because you have already implemented the expanded dataset, please let us know. If you have not yet
implemented it, I strongly encourage you to take advantage of the support offered by this project, while there are
s�ll spaces available.
 
More informa�on about this project, which has already supported almost 30 registries to implement the dataset,
is available on the project web page.
 
Previous par�cipa�ng registries have found:

‘Our impression regarding expanded dataset is very posi�ve. Informa�on it collects are valuable as well as
the whole process of acquiring the informa�on. It points to the poten�al weakness in data we collect,
especially concerning pa�ent history, and draws out issues that require more focus in the future thanks to
their poten�al significance in improving the care for the pa�ents as well as their academic and scien�fic
value. Opportuni�es for improving were iden�fied in the dataset workshop through discussions which
hold great value for research.’

 

https://eur03.safelinks.protection.outlook.com/?url=http%3A%2F%2Fwww.treat-nmd.org%2F&data=04%7C01%7Cjulie.bohill%40newcastle.ac.uk%7C2e50a5d51f7845ae635d08d951b6cc8e%7C9c5012c9b61644c2a91766814fbe3e87%7C1%7C0%7C637630668979733153%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=PVelsTnQ2Cm1q%2FXW0oUebESUtu%2BawnCrmPVFe1ksPWM%3D&reserved=0
mailto:Joanna.Das@newcastle.ac.uk
mailto:ayse.karaduman@lokmanhekim.edu.tr
mailto:reda.tunc@lokmanhekim.edu.tr
mailto:julie.bohill@newcastle.ac.uk
mailto:julie.bohill@treat-nmd.com
mailto:Joanna.Das@treat-nmd.com
https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Fsma.treat-nmd.org%2F&data=04%7C01%7Cjulie.bohill%40newcastle.ac.uk%7C6200b3f27c7141f8c3f608d97cfcd392%7C9c5012c9b61644c2a91766814fbe3e87%7C1%7C0%7C637678247578609229%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=78SLlfas2sTi0Rs2mjogbnk0PfexfKYXfGrPUwQo46M%3D&reserved=0
https://eur03.safelinks.protection.outlook.com/?url=https%3A%2F%2Ftreat-nmd.org%2Fpatient-registries%2Ftreat-nmd-core-datasets%2Fsma-core-dataset%2F&data=04%7C01%7Cjulie.bohill%40newcastle.ac.uk%7C6200b3f27c7141f8c3f608d97cfcd392%7C9c5012c9b61644c2a91766814fbe3e87%7C1%7C0%7C637678247578619183%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C1000&sdata=zspafPi%2F2N%2Fsf5%2BWLcj7ibRvaO40cs2IzComGvRxUe4%3D&reserved=0


15.05.2022 21:42 T.C. Lokman Hek�m Ün�vers�tes� Posta - TREAT-NMD SMA Core Dataset Project (Year 3)

https://ma�l.google.com/ma�l/u/0/?�k=14e0c92c44&v�ew=pt&search=all&permth�d=thread-f%3A1719035851822189780&s�mpl=msg-f%3A1719035… 3/4

‘First we no�ced an improvement in the quality of the data. More pa�ents have been entered and data
fields are more complete compared to previous collec�ons for which we had a TREAT-NMD SMA sec�on
(using the v0 core dataset) in our general registry. Further, we received several requests for data from
pharmaceu�cal companies within the context of a drug reimbursement applica�on. Without the [SMA
Core Dataset] we would not be able to answer these requests.’

 

’We know that working on an expanded SMA registry is very difficult, but at the same �me very,very
useful’

 
I now invite you to make contact with me the Dataset Project Coordinator Joanna Das
(joanna.das@newcastle.ac.uk) to update your registry’s current status and discuss the support we can offer.  
 
Finally, I would like to men�on the TREAT-NMD Global Registries Pla�orm, which we will be using in future to
accept and collate data from registries for our global enquiries. This Pla�orm will also be available for TGDOC
registries to use free of charge for their own local data collec�on and management, if they wish. To find out more
or organise a demonstra�on, please contact Project Manager Caroline Ogden (caroline.ogden@treat-nmd.org).
 
Thank you for your a�en�on.

 

Regards

 

Joanna

 

Joanna Das

TREAT-NMD SMA Dataset Project Co-ordinator

John Walton Muscular Dystrophy Research Centre

Translational and Clinical Research Institute

Faculty of Medical Sciences

Newcastle University

International Centre for Life

Newcastle upon Tyne, NE1 3BZ

 

E: joanna.das@ncl.ac.uk

T: 0191 241 8839

 

John Walton Muscular Dystrophy Research Centre: www.newcastle-muscle.org

Part of the TREAT-NMD Neuromuscular Network: www.treat-nmd.eu

 

*Please note that my normal working days are Tuesday, Wednesday, Thursday and every other Friday.
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Aynur Ayşe KARADUMAN <ayse.karaduman@lokmanhek�m.edu.tr> 17 Aralık 2021 11:05
Alıcı: Jul�e Boh�ll <jul�e.boh�ll@newcastle.ac.uk>

Dear Jul�e,  
Thank you for the �nv�tat�on. The LUKAM reg�stry has already collected the major�ty of the V2 dataset of SMA. We
need some support espec�ally human resources to susta�nab�l�ty. I appl�ed for a TREAT NMD bursary for th�s reason.  
Best w�shes. 
Ayşe  

Jul�e Boh�ll <jul�e.boh�ll@newcastle.ac.uk>, 13 Ara 2021 Pzt, 15:59 tar�h�nde şunu yazdı: 
[Alıntılanan met�n g�zlend�]
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