From:

Sent: 12 September 201% 09:46

Ta:

Subject; FW: SMA Families Meeting - 11 May 2017
Categories: SMA

From:

@gosh.nhs.uk>
Sent: 09 May 2017 16:57

Ta: dgosh.nhs.uk>
Subject: RE: SMA Families Meeting - 11 May 2017

Hi
| will be attending the meeting, thank you for the invite
Where is the Charles west room? Sorry | haven't baen there befare

Thanks

ureat Urmono >ireet nNoLpiItal

From:
Sent: 09 May 2017 15:35
To. RS e
Subject: SMA Families Meeting - 11 May 2017
Importance: High

Dear all,

Nicola Grinstead has organised a meeting with parent/carer’s of a number of SMA patients to discuss SMA

medication and to provide an update. The meeting will take place on Thursday 11 May, 10.00 ~ 12.00pm in the
Charles West Room. Attendees are from across the Trust,

clinical, non-clinical staff, communications team and external SMA advocacy group representatives. Nicola has
asked me to Invite you to this meeting. | will shortly forward the meeting appointment.

Please could you confirm if you are available to attend.

Reeards

I (o MNicola Grinstead, Deputy Chief Executive

_Great Ormond Street Hospital for Children NHS Foundation Trust, London WCIN 3JH



___—_
om: I

Sent: 12 September 2019 09:47

Subject: FW: SMA Families Meeting - 11 May 2017
Importance: High
Categories: SMA

From:

Sent: 10 May 2017 09:25

7o [ o< osh.ohs k>

Subject: FW: SMA Families Meeting - 11 May 2017
Importance: High

| have been asked to extend the invitation to you. Please could you confirm if you are avaifable to attend.

Regards

From:

Sent: 09 May 2017 15:35

To: [EIITE S e v |
Subject: SMA Families Meeting - 11 May 2017
Importance: High

Dear all,

Nicola Grinstead has organised a meeting with parent/carer’'s of a number of SMA patients to discuss SMA

medication and to provide an update. The meeting will take place on Thursday 11 May, 10.00 - 12.00pm in the
Charles West Room. Attendees are from across the Trust,

clinical, non-clinical staff, communications team and external SMA advocacy group representatives. Nicola has
asked me to invite you to this meeting. | will shortly forward the meeting appointment.

Please could you confirm if you are available to attend.

Regards

-Nicola Grinstead, Deputy Chief Executive
ﬂtreet Hospital for Children NHS Foundation Trust, London WC1N 3JH



From:

Sent: 12 September 2019 09:46

To:

Subject: FW: SMA Families Meeting - 11 May 2017
Categories: SMA

From:_@gosh.nhs.uk:v
Sent: 09 May 2017 16:57

To: [ < o5 . uk>
Subject: RE: SMA Families Meeting - 11 May 2017

Hi

1 will be attending the meeting, thank you for the invite
Where is the Charles west room? Sorry | haven't been there hefore

Thanks

Great Ormond Street Hospital

From:
Sent: 09 May 2017 15:35

To

Subject: SMA Families Meeting - 11 May 2017
Importance: High

Dear ali,

Nicola Grinstead has organised a meeting with parent/carer’s of a number of SMA patients to discuss SMA
medication and to provide an update. The meeting will take place on Thursday 11 May, 10.00 - 12.00pm in the
Charles West Room. Attendees are from across the Trust,

clinical, non-clinical staff, communications team and external SMA advocacy group representatives. Nicola has
asked me to invite you to this meeting. | will shortly forward the meeting appointment.

Please could you confirm if you are available to attend.
Regards
I - ‘\icola Grinstead, Deputy Chief Executive
Great Ormond Street Hospital for Children NHS Foundation Trust, London WCIN 34




From: _

Sent: 12 Seotember 2019 09:47

To:

Subject: FW: URGENT - SMA Meeting - 11 May 2017
Importance: High

Categories: SMA

From:

Sent: 10 May 2017 10:07

To: I

Subject: URGENT - SMA Meeting - 11 May 2017

Importance: High

=

I would like to inform you that Nicola Grinstead, Deputy Chief Executive at Great Ormond Street Hospital has
arganised a meeting with parent/carer's of a3 number of SMA patients to discuss SMA medication and tc provide an
update. The meeting will take place on Thursday 11 May, 10.00 — 22.00pm in the Charles West Room at Great
Ormond Street Hospital. The maeting attendees are from across the Trust, clinical, non-clinical staff,
communications team and external SMA advocacy group representatives. | appreciate this invitation has been sent
to you at short notice. if you are available to attend, please could you let me know.

Kind regards

Nicola Grinstead, Deputy Chief Executive
Great Ormond Street Hospital for Children NHS Foundation Trust, London WC1N 3JH

Great Ormond Street m
Hospital for Children

NHS Foundation Trust




From:

Sent: 12 September 2019 09:47

;:;:ject: FW: URGENT - SMA Meeting at Great Ormond Street Hospital, 11 May 2017
Importance: High

Categories: SMA

From:

Sent: 10 May 2017 10:09
To: I live .com

Subject: URGENT - SMA Meeting at Great Crmond Street Hospital, 11 May 2017
tmportance: High

oea: [

I would like to inform you that Nicola Grinstead, Deputy Chief Executive at Great Ormond Street Hospital has
organised a meeting with parent/carer’s of a number of SMA patients ta discuss SMA medication and to provide an
update. The meeting will take place on Thursday 11 May, 10.00 - 12.00pm in the Charles West Room at Great
Ormond Street Hospital. The meeting attendees are from across the Trust, clinical, non-clinical staff,
communications team and external SMA advocacy group representatives. 1appreciate this invitation has been sent
ta you at short notice. If you are available to attend, please could you let me know,

Kind regards

I o Nicola Grinstead, Deputy Chief Executive

_areat Ormond Street Hospital for Children NHS Foundation Trust, London WC1N 3JH

Great Ormond Street [EE
Hospital for Children

NHMS Foundation Trust




From:

Sent: 12 Sepotember 2019 10:07

To:

Subject: FW: SMA Meeting at Great Ormond Street Hospital - 11 May
Categories: SMA

From:—@smasupponuk.org.ub

Sent: 09 May 2017 09:00

To: I =2 0 5h. nhs. uk>

cc: I < smasupportuk.org.uk>
Subject: RE: SMA Meeting at Great Ormond Street Hospital - 11 May

Thank you very much for the inviic:tion- Both _ond | will aftend from SMA

Support UK.

Kind regards

@ Muscular
Alrophy |5
Suppert UK

Pargl e nanay o bgps L e

Follow us on Twilter @SMASupportUK // Facebook: SMASupportUE

www.smasupporiuk org.uk //-

¢rom: [N o< s,

Sent: 08 May 2017 16:43

To: i matrust.ore; [ < < 2 5upporiuk.org.uk>; @treatsma.uk;
?musculardystrophyuk.org; |2 biogen.com; waimasupportuk.org.uk>

supject: SMA Meeting at Great Ormond Street Hospital - 11 May
importance: High

Dear all,



12 Contamhar 2110 (3:48

From:
Sent:
To:
Subject:

FW: URGENT SMA Meeting at Great Ormond Street Hospital, 11 May 2017
Importance: High

Categories: SMA

From:

Sent: 10 May 2017 10:10

To: JE?Yahoo.com

Subject: URGENT SMA Meeting at Great Ormond Street Hospital, 11 May 2017
Importance: High

Parents of-

{ would like to inform you that Nicola Grinstead, Deputy Chief Executive at Great Ormond Street Hospital has
organised a meeting with parent/carer’s of a number of SMA patients to discuss SMA medication and to provide an
update. The meeting will take place on Thursday 11 May, 10.00 — 12.00pm in the Charles West Room at Great
Ormond Street Hospital. The meeting attendees are from across the Trust, clinical, non-clinical staff,
communications team and external SMA advocacy group representatives. | appreciate this invitation has been sent
to you at short notice. If you are available to attend, please cauld you let me know.

Kind regards

_ to Nicola Grinstead, Deputy Chief Executive

I G -2t Ormond Street Hospital for Children NHS Foundation Trust, London WC1N 3JH

Great Ormond Street [EE’]
Hospital for Children

NHS Foundation Trust



From:

Sent: 12 September 2019 09:41

To:

Subject: FW: SMA Meeting at Great Ormond Street Hospital - 11 May

From:
Sent; 08 May 2017 17:31

To: @gosh.nhs.uk>
Subject: Re: SMA Meeting at Great Ormond Street Hospital - 11 May

Dear-

Thank you for invitation. [ am confirming my availability.

@treatsma.uk>

I wonder whether- and_ both parents of SMA-affected children, could also

be invited to the meeting. They are active members of our TreatSMA patient group and will be able to offer
valuable contribution to the meeting.

Kind repards,

On 8 May 2017 at 16:43,_2Dgosh.nhs.uk> wrote:

Dear all,

Nicola Grinstead, Deputy Chief Executive would like to invite you to a meeting with carer’s and parents of

SMA patients at Great Ormond Street Hospital on Thursday 11 May at 10.00 - 12.00pm, Charles West
Room, Level 2, Paul O’Gorman Building.

| am aware this meeting is taking place at short notice. Please could you confirm if you are available to
attend this meeting.

Kind regards

_ to Nicola Grinstead, Deputy Chief Executive



From:

Sent: 12 September 2019 09:42
To:

Subject: FW: Thursday: 10/05/17 10-12 meeting for -

Importance: High

From:
Sent: 09 May 2017 15:42
To: @gosh.nhs.uk>

Subject: FW: Thursday: 10/05/17 10-12 meeting fo _

importance: High

Nicola has asked me to invite you to the SMA families meeting on Thursday at 10.00am in the Charles West Room.

Regards

From:
Sent: UY mMay 2U1/ 15:39
To: I

Subject: FW: Thursday: 10/05/17 10-12 meeting for _
Importance: High

Can you pls invite -.o the meeting too? Explain to him it is te provide a formal update to all SMA Typel pts on
next steps.

thanks

From:
Sent: 09 May 2017 13:39

To: [ i a0
Cc:

]
Subject: Thursday: 10/05/17 10-12 meeting for ||| EEGE
Importance: High

The father of this patient has called to say you have called to offer a meeting tomorrow. He has a couple of
questions.

He wants to know who will be attending the meeting and he said you mentioned that there would be external
support but he can’t remember who that was. Would you either let me know to convey to father or, would you be
willing to update him. He said another family are also coming to be met. I'm happy to talk if easier.

1



From:

Sent: 12 September 2019 12:54

To:

Subject: FW: SMA Families, advocacy groups and Biogen - contacts
Importance: High

from: [ < s k>
Sent: 12 September 2019 11:06

To: @gosh.nhs.uk>

Subject: FW: SMA Families, advocacy groups and Biogen - contacts
importance: High

From:
Sent: 08 May 2017 11:52

o I o5, 1.t N 2zo:h.ob..«-; [

@gosh.nhs.uk>
Subject: RE: SMA Families, advocacy groups and Biogen - contacts
Importance: High
Dear all,

! have just had chat up with Nicola.

I would like to confirm the meeting with the parents and teams will take place on Thursday 11 May at 10.00 —
12.00pm in the Charles West Room. Please could you ensure your clinical and operational team are available.

Rapards

From:

Sent: 08 May 2017 09:37

To:

Subject: RE; SMA Families, advocacy groups and Biogen - contacts

Hi,

Please see below:




Many thanks,

Great Ormond Street Hospilal for Children NHS Foundation Trust
London WC1N 3BH

I 2 aosh.nhs.uk
A'Wa\/s Great Ormond Street (T3

Hospitai for Children
[ iR

From:
Sent: 08 Mav 2017 08:59

To:

Cc:

Subject: RE: SMA Familles, advocacy groups and Biogen - contacts

Dear all,
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