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Welcome to the summer edition of the Lifelong Congenital Heart Disease (CHD) Network Newsletter

We were pleased to announce the start of our new 2026-29 3-year board term in April and thank all those who
worked with us on the 2023-26 board. We are grateful to have had so many wonderful network colleagues
committed not only to improving care for our patients but also to refine processes and pathways for our network
clinicians. We look forward to the new term and solidifying all our network relationships.

Whilst we said thanks to those who are no longer on our board, we welcome new faces including our Chair, Dr
Victoria Parish, Adult Cardiology Consultant from Royal Sussex County Hospital. She takes over the role from Dr
Angela Tillett, Paediatrician with Expertise in Cardiology (PEC) from Colchester Hospital who expertly led us through
our first term. Our board has been expanded to include more positions from our Level 2 and Level 3 network
centres, a Cardiac Physiologist and Clinical Psychologist, and a non-clinical Management representative. We hope
these changes brings more balance to the mix.

We are pleased that Dr Tosin Otunla, Antonia Hardiman, Dr Victoria Stoll, Piers McCleery, Dr Aaron Bell, Sean
O’Grady, Andrea Farley-Moore and Kate Digby remain with us and we welcome Petra Shroff, our new Adult
Congenital Heart Disease (ACHD) Patient & Public Voice (PPV) Board Representative. Names of all our board
members can be found within this newsletter.

Exciting changes took place on 11 May and in the lead up with the paediatric in-patient moves from Evelina London &
Royal Brompton Hospitals to Edward Ward and Galaxy at St Thomas’ Hospital. Every effort has been made by the
Paediatric Cardiology team to ensure all patients and their families were notified of these changes. We have included
some directions to the new inpatient and outpatient areas now situated in St Thomas’ Hospital with photos which we
hope will help those of you who are not often coming into London.
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Finally, a new development for us is

that we are on Linked In! We are still Mon 28 Sep: PEC Study Day (In Person)
developing our profile but please feel  pj 16 Oct; ACHD Network & Education Day (In Person)

free to look us up and follow Tues 01 Dec:  Annual Paediatric & Adult Network Meeting (MS Teams)
Lifelong CHD Network | Linkedln

Dates for clinical colleagues:

Taking this opportunity to thank our outgoing board members: Angela Tillett, Jane Western, James
Wong, Bikash Bhojnogarwala and Regina Mammen and to wish you all a wonderful summer.
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Meet our new elected board members for 2026-2029

Board Position

Name, Designation and Network Centre

Chair

Dr Victoria Parish
Adult Consultant Cardiologist, Royal Sussex County Hospital

L2

Deputy Chair

Piers McCleery
Director of Strategy, Guy’s & St Thomas’ Hospitals

L1

ACHD Public & Patient Voice
Representative

Andrea Farley-Moore & Petra Shroff
Adult Patients, St Thomas’ Hospital

L1

Fetal & Paediatric Public &
Patient Voice Representatives

Sean O’Grady & Kate Dighy
Parents, Evelina London & Royal Brompton

PEC Working Group Chair

Dr Tosin Otunla
Senior Neonatal Consultant & Paediatrician with Expertise in Cardiology,
Ashford & St Peter’s

Network PECs

Dr Adam Carter
Paediatrician with Expertise in Cardiology, Epsom

Dr Jatinder Jheeta
Paediatrician with Expertise in Cardiology, Darent Valley

Local ACHD Cardiologist

Dr Victoria Stoll
ACHD Consultant, Royal Papworth

Local ACHD Nursing

Antonia Hardiman
ACHD Nurse Consultant, Norfolk & Norwich

L2

Local Paediatric Nursing

Rebecca Kerbey
Children’s Nurse with Interest in Cardiology, Epsom & St Helier

CHD Surgeon

David Barron
Chief of Cardiac Surgery, Guy’s & St Thomas’ Hospitals

L1

Level 1 Fetal Representative

Dr Vita Zidere
Consultant in Fetal & Paediatric Cardiology, Guy’s & St Thomas’ Hospitals

L1

Level 1 Paediatric
Representative

Dr Aaron Bell
Paediatric Cardiology Head of Service, Guy’s & St Thomas’ Hospitals

L1

Level 1 Adult Representative

Prof Kostas Dimopoulos
Adult Consultant Cardiologist, Guy’s & St Thomas’ Hospitals

L1

Cardiac Physiologist
Representative

Alex Savis

Senior Chief Cardiac Physiologist/Physiologist Lead in Research & Training,

Guy’s & St Thomas’ Hospitals

L1

Psychologist Representative

Michéle Puckey
Consultant Paediatric Clinical Psychologist, Guy’s & St Thomas’ Hospitals

L1

Management Representative

Charlotte Carter, General Manager for Frailty & Planned Care
Queen Elizabeth Hospital, (London Woolwich)

In addition, statutory members include the Network Management Team, Commissioners from NHSE and Integrated Care

Boards.
Key
Level Description
L1 Specialist centre performing advanced diagnostics, cardiac surgery and most cardiological interventions

L2

Specialist centre providing advanced diagnostics and medical care but doesn’t perform cardiac surgery and
complex cardiological interventions

Local centre or District General Hospital (DGH) providing basic diagnostic and ongoing outpatient care for
patients with less complex congenital conditions




Children’s Heart Services

After much time planning and organising the move for Paediatric Cardiology inpatient and outpatient services, this was
completed in May. To read more about these changes, please click on the links below:

Read about what changes are If your child currently receives If your child currently receives care
being made for Children’s Heart care at Evelina London Children's at Royal Brompton Hospital, learn
Services, GSTT Children's Heart Hospital, learn more about what's more about why we're making

and Lung Service Changes changing. these changes and what to expect.

Where are the new Paediatric Wards?

Going to a hospital appointment can be very confusing even when you have been given directions, so Ilin Hayter
(Business Support Manager) and Naomi Nicolae (Assistant Network Manager) of the Lifelong CHD Network Management
Team took a walk to see if signage was easy to follow and the wards were easy to locate.

Follow their journey below which we hope will help some of you locate these wards.

Inpatients — Edward Ward, 10t Floor, North Wing, St Thomas’ Hospital Directions and
Directions from the main entrance of St Thomas' Hospital Map to Edward
Turn right at the main reception of St Thomas' Hospital, then left into North Wing (green zone). Ward

Take the "A" lift up to the 10th floor and follow signs for Edward ward.

Outpatients — Galaxy, Children’s Day Treatment Centre, 4*" Floor, North Wing, St Thomas’ Hospital Directions and

Map to Galax

Directions from the main entrance of St Thomas' Hospital :
Outpatients

Turn right at the main reception of St Thomas' Hospital, then left through North Wing (green zone).

As you approach South Wing (purple zone), you will see overhead signage for Children’s Day Treatment
Centre directing you to take the first left near Governors’ Hall.

Take the patient lift straight up to level 4 Galaxy Outpatients, which is located within the Children’s Day Treatment
Centre. Please note this is not to be confused with the Children’s Day Surgery Unit entrance.




Board Meeting Update

for members to meet.

The board membership has been increased from 26 to 31 allowing more
representation from the 45 centres across our Network. The first meeting set
out some of the expectations and ways of working of the board, including the
role of the Network Management Team (NMT) which is to facilitate the work
of the CHD Network on communication, pathways and governance to improve
patient care. Items on the agenda will be reduced to support more discussion
time and actions from previous meetings will be regularly reviewed.

As with the previous term, each meeting will begin with a patient journey to
remind us of why we are part of our Network and of the work we do. It also
ensures that person or patient-centered care remains the focal point of all
strategic and operational decisions.

Commissioner Update:

The inaugural board meeting for 2026-29 took place in-person
on 21 April 2026. Thank you to all members for any changes in
their diaries to accommodate this. It is anticipated that one
meeting per year will be face to face to provide an opportunity

Patient Journey
Each meeting will always start with
a patient journey.

CHD Network Profile
Many colleagues are unaware of
the Network and its work. Regular
updates to L1 and network
colleagues should be maintained.

Website
Utilisation of the website is a
necessary means to  boost

awareness, provide the Network’s
stance (where necessary) and list
educational opportunities.

NHS England (NHSE) will be brought into the Department of Health and Social
Care (DHSC) by April 2027. Colleagues in specialised commissioning will be
transferred to the new Offices of Pan-integrated Care Board (ICB)
Commissioning (OPIC).

Meeting dates:
06 Jul 26, 22 Oct 26, 22 Jan 27

Working Group Updates

ACHD Working Group
Chaired by Dr Natali Chung, Lifelong CHD Network Clinical Director

ACHD CNS Working Group

L2 and L3 ACHD CNSs meet with our Network lead nurses every two months to share best practices, generate ideas for
new projects and reflect on both challenges and success. They are currently working on uniform replies to patients/GP
queries and template letters (e.g. ADHD, weight loss injection, vaccination, travel information etc. ) and will share these
at the next meeting and be approved by the working group.

ACHD Network & Education Day, Friday 16 October 2026 Registration will be open soon

This day has been confirmed to take place at the Heart and Lung Research Institute, Cambridge. This will be an in-
person all day event and we are grateful to our colleagues at The Royal Papworth Hospital for assisting us with a venue.
Thank you to those who have responded to the Save the Date that has been sent to adult colleagues so we can gauge
numbers. A registration form will need to be completed to secure a space as places are limited and we will share this
soon. Meanwhile, the programme is being discussed.

Other updates

* Natali Chung continues to chair these meetings on an interim basis until such time that a colleague would like to take
on this role.

* Discharge of post device closure ASDs Guideline has been drafted by loannis Kasouridis, Consultant Cardiologist at
Brighton and awaiting review from the group

* Toni Hardiman, ACHD Consultant Nurse at Norfolk & Norwich, presented results of an Endocarditis Prophylaxis
survey to assess what current advice is being given to patients around antibiotic prophylaxis (AP). Results revealed
there is much variation across the network including advice provided by various national guidelines and paediatric,
adult and dentists following different guidelines.

Next meeting: Fri 25 Sep 26




Working Group Updates (continued)

Paediatricians with Expertise in Cardiology (PEC)
Chaired by Dr Tosin Otunla, Ashford & St. Peter’s PEC

New Board PECs

At the recent working group meeting on Thursday 04 June, Tosin formally welcomed the two new Network
PECs to sit on the board: Adam Carter (Epsom & St Helier NHST) and Jatinder Jheeta (Dartford & Gravesham
NHST). We have over 50 PECs in our Network, running approximately 350 Joint Cardiac Clinics (JCC) per year so
having Adam and Jatinder to support Tosin will provide a boost to the PEC voice on our board.

PEC Study Day: Monday 28 September 2026 10:00-1600

This will take place on at the GSTT Education Centre on St Thomas’ Campus and was discussed at the most
recent PEC WG meeting. The day will feature a mix of education and interactive sessions, case study
presentations and L1 updates. Aside from the educational element, it will provide an opportunity for PECs to
touch base with one another. Very excited that Tosin has managed to bag a PoTs specialist as our first speaker.
The programme is full but we are looking for some interesting cases to be presented, so please get in touch if
you have one.

Please refer to your email regarding registering for this day.
We will also be requesting pre-meeting information in the lead up and invite all PECs to complete even if
unable to attend as they will feed into discussions.

Next WG meeting
January 2027 tbc

Public and Patient Voice (PPV)

Paediatric Rep Paediatric Rep Adult Rep NEW Adult Rep
Sean O’Grady Kate Digby Andrea Farley Moore Petra Shroff

ACHD PPV Board Rep

As we ended our first board term and started another, we bid farewell to the lovely Jane Western, ACHD PPV
Board Rep 2023-2026. Jane came with many years sitting on boards and often remarked how she grew up
with a condition never having met another like her...until she made a friend in Andrea, fellow ACHD Board Rep.
Jane continued in her role on our board as much as her busy family life would allow. We thank Jane for her
invaluable input and wish her all the best. For 2026-2029, we welcome new ACHD PPV Board Rep Petra Shroff
and look forward to working with her. Please see the Meet your Patient & Public Voice Board Representatives

National PPV Groups and National Network of Networks, Alder Hey, Liverpool March 2026

The PPVs were invited to observe a PPV working group meeting by Janet Rathburn, Chair of the Northwest,
North Wales and Isle of Man CHD Network. They were grateful for this opportunity to gain an insight into how
an established group works. Andrea also accompanied Natali, Nathalie, Joe and Naomi to a full day National
Network of Networks meeting, this year focussing on aspects of the CHD Standards, in Liverpool.

Focus NEW dedicated email address for our PPVs Board Reps
Our PPV Board Reps will meet with
our Board Chair, Vicky Parish ahead of ~Any patient, family or carer can get in touch with Andrea, Sean, Kate

every board meeting then look to and Petra using the new dedicated email. Please let them know how
gather PPV views to raise at the Your careis going, share your experiences or just say hello.

meetings.
Also, if you would like to be part of a PPV working group, contact us

They are also thinking about more at: lifelongchdnetworkppvboardreps@gmail.com
ways to gather views.

Please note that if you have a query related to patient care or
Next meeting: tbc appointment scheduling, please direct these to your hospital.




Network Centre Visits

The Lifelong CHD Network Management Team have been visiting and meeting with clinicians and managers in our
Network. The initial estimate was that this process would take about 2 years to get round every trust where network

clinics are run with us. Since the last update we have completed a few more visits and only a few more left to
complete.

Date Trust Centre(s) Fetal/Paed/Adult
28 January 26 The Hillingdon Hospitals Hillingdon Hospitals Paediatric
< . . . . -
g 27 February 26 The Princess Alexandra Hospital Princess Alexandra Hospital Paediatric
(1}
ot
E 05 March 26 Dartford & Gravesham Darent Valley Hospital Paediatric
c
3 06 March 26 Dartford & Gravesham Darent Valley Hospital Adult
‘»
> 20 March 26 St. George's University Hospitals St. George’s Hospital Fetal
16 April 26 Frimley Health Frimley Paediatric
S Date Trust Centre(s) Fetal/Paed/Adult
c
= )
s 28 July 26 Guy’s & St Thomas’ Hospitals Evelina London Fetal
o Royal Brompton

What to expect when attending a network clinic...

The Network Team is working with ECHO to produce a video for patients and families about what to expect when
attending a network clinic and the importance of care closer to home. Thanks to the engaging conversations we had
with some of our network clinicians on the day (AKA our film stars) we had lots of great content to edit and are
pleased to announce we will now be releasing not one but two short videos on the subject!

We are currently carrying out the final steps ready for their launch, which will coincide with World Heart Day on the
Tuesday 29 September. We hope this will be a useful resource — particularly for those due to have their first network
clinic appointment away from their specialist centre — and can’t wait for you to see the finished product. In the
meantime, and to whet your appetite, please see some exclusive screenshots of who we featured in this.

Images courtesy of Echo
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Our film stars:

Dr Aaron Bell Joint Head of Service for Paediatric Cardiology, Guy’s & St Thomas’ Hospitals

Alex Savis Specialist Echocardiographer/Physiologist lead in Research & Training, Guy’s & St Thomas’ Hospitals
Caroline Reeve Children’s Nurse with Interest in Cardiology, West Suffolk Hospital

Dr Irina Luca Paediatrician with Expertise in Cardiology, St George’s Hospital, London

Joe Eurell Network Manager, Lifelong CHD Network




Education & Training

Echo House have a series of Paediatric Echocardiography
videos freely available on You Tube. This is an excellent
resource for trainees . This covers different pathologies and

To see all our training, please Vvisit
https://www.lifelong.nhs.uk/education-

training/

how to scan on echo. Their newest video on VSD was only
If you are a network colleague and would like updated very recently. Feel free to check this out and
us to add training courses that you are running, share. A
let us know and we can add to our page. https://www.theechohouse.co.uk/ 1g")| ESHo

East Surrey Study Day - The Heart to Heart education day for nurses continues!

East Surrey Hospital hosted a Heart to Heart day on 11 May
2026. This was the result of a partnership developed
between the East Surrey education team & Paediatricians
with Expertise in Cardiology, the Children’s Nurse with
Interest in Cardiology at Epsom & St. Helier, the Paediatric
Practice Educator at St. George’s Hospital and the Lifelong
CHD Network Lead Nurses. This classroom-based day aimed
to deliver education on Congenital Heart Disease to
paediatric nursing teams across South London and Surrey.

This was well attended with nurses joining from several hospitals in the region including Ashford & St. Peter’s,
Epsom, St. George’s and Watford.

“l wanted to take a moment to express my sincere thanks for such a fantastic study day on Monday. The sessions were
exceptionally engaging, thoughtfully delivered, and incredibly informative. | found every presentation to be thorough,
insightful, and of a very high standard—it was clear how much expertise and preparation had gone into each one.”

Essential Paediatric ECG Course, London, October 2025
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Leonie Wong and Will Regan ran a very
successful in-person ECG course in October 2025
with lot of positive feedback. More courses are
planned for June and October which are detailed
on their website: Paediatric ECG Course or scan

the QR code.

Changes to dates for regular teaching over the summer period
Visit https://www.lifelong.nhs.uk/education-training/ to see our education page

ACHD Clinical Cases Series

Formal Echo Teachin
& Monthly: Last Tuesday of the month

This will now move to Tuesdays taking place every ) ) .
2/3 weeks. Look out for emails from the organising After 28 Jul, there will be no Aug Sess"?”- Teaching
team. resumes on Tues 29 Sep 08:00-09:00 with Tetralogy

of Fallot — what to look for on echo

Paediatric CHD Teaching
Weekly: Tues/Weds/Thu 0800-0830 PEC Echo Education sessions
There will be no teaching from 17 Jul till 08 Monthly: 3" Wednesday of the month

Sep. There may be some TOE sim sessions during After 15 Jul, there will be no Aug session. Teaching
this time, but this is yet to be confirmed. will resume on Weds 16 Sep 17:05-18:00. Topic thc




What else has been happening in the Network?

February Heart month at the Princess Royal University Hospital .

“February is Heart Month, and so we felt it was perfect
timing to open our doors to ECHO and show them how
children and their families at PRUH have benefited
through their generosity and kindness.”

Dr Ola Elmasry, Paediatrician with Expertise in Cardiology,
Princess Royal Hospital

Samantha Johnson, CEO of the ECHO
charity, said: “Heart Month gives us a great
opportunity to work in partnership with our
lovely colleagues at the Congenital Heart

To read to full article, please click here Disease Network hospitals.”

National CHD Network Meeting, Alder Hey Children’s Hospital, Liverpool, March 2026

Every year, a National CHD Networks meeting is organised and attended by members
of our Network Management Team to discuss issues with other CHD Networks
nationwide. This year, the focus was on looking at the CHD Standards and we were
thrilled and grateful to Andrea Farley-Moore, our ACHD PPV Board Rep who agreed
to take the early train to attend for the day.

This is what Andrea had to say about the day:

“The day brought together Lifelong Congenital Heart Networks from across the country and as a patient
representative | was so encouraged to see the strength of feeling in individuals that make up the networks
within this speciality. We were assigned to groups and each group had a mix of Consultants, Specialist nurses
and other clinical staff plus one PPV representative. Through a facilitated process we reviewed the NHS
standards and specifications for ACHD care. There was a great deal of expertise in the room which enabled
us to really scrutinise the provision of care from many different perspectives. It was an informative day and |
was glad | attended despite the 5.30am start. The added bonus was running into an old friend from my
university days who | haven't seen for 30 years.”

Paediatricians with Expertise in Cardiology Specialist Interest
Group (PECSIG)

Well done to Anshoo Dhelaria along with her team from Lister
Hospital at Stevenage, for organising the Annual PECSIG summer
meet 2026 at the lavish Hertfordshire Shendish Manor. This was
attended by around 120 delegates from all over the country.

Eloquent talks were also delivered by our very own network
colleagues — Nitha Naqvi, Leonie Wong, Will Regan and Alex Savis
(Guy’s & St Thomas’ Hospitals), Venugopalan Poothirikovil (Royal
Alexandra, Brighton), Bikash Bhojnagarwala (Medway) and Anay
Kulkarni (St. George’s)

A great day of sharing knowledge,
experiences, networking and
concluding with a Michelin style
dinner & dance!

PECSIG

AT THE HEART OF CHILOREN'S HEART DISEASE

Organising team




Special Mentions

We’d like to take this opportunity to extend a warm welcome to all the new starters who have joined our
network since our last newsletter and a massive thank you to those who have moved onto to pastures new.

Specialist heart teams at Guy’s & St Thomas’ NHSFT uses a new biodegradable
closure device for a hole in the heart to an 11 year old patient. The family
said, “We’re incredibly proud to have been trusted by Professor Fraisse and
the team to support this procedure, and we look forward to helping make
next-generation technologies available to more patients across the UK in the
coming year.” To read the full article, please click here

Cardiologists Carles Bautista, Alain
Fraisse and Xiangbin Pan

Dario Freitas and the ACHD Clinic Team becoming finalists at the National Advancing Healthcare Awards
2026

Congratulations to the team at Guy’s & St Thomas’ on their new
pathway of care for Adult Patients with Congenital Heart Disease. An
innovative, evidence-based service redesign that has transformed
long-term surveillance for ACHD patients. A great reflection of the
team’s work and impact. To read more about the awards and the
winners, please click here

Finalists at the National Advancing Healthcare Awards

Lead Nurse Susana De Sousa presents at the AEPC, May 2026

Our Lead Nurse Susana De Sousa presented the project Care Closer to Home in
. the Nursing and Health Allied abstract session at the Association for European
Paediatric and Congenital Cardiology (AEPC) last month in Padua, Italy. The
project consists in identifying patients from the West Hertfordshire region seen
at the specialised tertiary centre outpatients department in London that could
be offered cardiology review closer to home.

The project drew attention from the organisation to showcase how shared
leadership can contribute to care efficiency and impact positively patient
experience.

w0

Sharing expertise to improve care Sharing a very srhiley photo of

Staff from the cardiac-obstetric team at GSTT, including our Susana De Sousa, Lead Nurse for
Network Clinical Director, Dr Natali Chung have recently returned the Lifelong CHD Network who
from a visit to Stanford Medical Center (California) after receiving graduated very recently from her
a UK fellowship award by Heart Research UK and the British Masters degree in Leadership and
Cardiovascular Society. Management.

WE WANT TO HEAR FROM YOU

We continue to welcome any suggestions of what you would like to see in the “For Patients” and “For
Professionals”. To help us make this a site both useful and interesting to all our readers, please share any ideas
for suggested news items that we can add. This could be a story of a patient journey, a
poem/painting/drawing/photo from a patient/family/carer or news of events happening in and around your
centre related to Congenital Heart Disease. Contact us via our website.




Nursing Contact Cards

Paediatrics Adults
Royal Brompton and
Paediatric Clinical Nurse Specialist Team .‘fr Evelina RArsoie Dovelie
& London Adult Cardiac Clinical Nurse Specialist Team
Monday to Friday 09:00 — 17:00 (For patients> 21 years old)
Tel: 0207 188 4546
Email: gstt.paediatriccardiologycns@nhs.net Monday to Friday 09:00 - 17:00
Tel: 0330 128 8764
Email: gstt.achd-rbh@nhs.net
Transition
Transition Nurse Specialist Team ﬁ‘;’{g}ig,ﬁ’ﬁgg{‘ﬁfd Guy's and 5t Thomas'
(For patients 12-21 years old) Adult Cardiac Clinical Nurse Specialist Team st
Monday to Friday 09:00 — 17:00 Monday to Friday 08:30 - 17:30
Tel: 0330128 8772 Tel: 0207 1889172
Email: gstt.transitionchd-rbh@nhs.net Email: gst-tr.ACHD@nhs.net

Our Charity Partners

Brompton Foundation ECHO Little Heart Matters Somerville Heart Foundation

; ; Connecting the SOmerville
u’zj The BI'OIHPIUH Fountain Children’s Heart v Little Hearts Matter Heart

CHILDREN'S CHARITY

Community Foundation

Thank you for your continuous support

e —

Taking this opportunity to wish everyone a relaxing summer. Let’s
hope the sun stays out for everyone.

From all of us in the Lifelong Congenital Heart Disease Network

Management Team.
L , gemen -




