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# Agenda Item

1 Welcome and minutes of previous meeting
The minutes of the 5™ meeting of the taskforce from October 17*" were approved.

2 Update from CHI
a Progress to date of Spinal Management Unit — Ms Fiona Murphy/Mr Dave Moore
A note was provided on the paediatric spinal services ahead of this meeting. [!!

Ms Murphy and Mr Moore provided an update on:

¢ International outsourcing — continues with a number of patients having already had
their spinal surgeries in London and New York. There has been excellent engagement
and collaboration between the international surgeons and CHI, with approximately 20
patients expected to have had surgery abroad by year’s end. Quite significantly, over
500 surgeries will be undertaken in CHI this year. The Taskforce acknowledged the huge
work on the part of all in CHI in achieving this level of activity.

e Maximising capacity - CHI has implemented an extended operating theatre day to
increase the number of procedures that are being carried out. CHI has also ringfenced
a theatre for spinal surgery to ensure they patients receive priority access. 25 additional
procedures have been undertaken under these initiatives.

1.  This was published by CHI on December 13t 2024 - November: Progress update from CHI’s Spinal Surgery Management Unit |
Children's Health Ireland



https://www.childrenshealthireland.ie/news/november-progress-update-from-chis-spinal-surgery-management-unit/
https://www.childrenshealthireland.ie/news/november-progress-update-from-chis-spinal-surgery-management-unit/

An Roinn Sldinte
epartment of Health

e Saturday Clinic — A special Saturday outpatient clinic is scheduled to take place in
December with a focus on adolescent patients who have been waiting for their first
consultation but are now over the age of 16 and wouldn’t typically receive their care
with CHI at that age. Approximately 40 patients over the age of 16 will meet
orthopaedic consultants from both CHI and The Mater to discuss their most
appropriate care pathway.

e Blackrock — Blackrock has been in a position to take younger (12 year old+) patients
with adolescent idiopathic scoliosis. Members of CHI’s nursing team were on site in
Blackrock for the first of these surgeries to support the nursing team with training in
looking after younger patients.

e Mater — CHI and the Mater are in the process of developing a sustainable transitional
adolescent spinal surgery service for the Mater to take on the care of adults with spinal
deformities as seamlessly as possible. This process is advancing.

The Department noted that the Minister spoke to some families who went to New York and
they were complimentary of both New York and CHI.

The Chair opened discussion to the floor.

e The SBHI CEO acknowledged the positivity and that his members praised their recent
experiences here at home as well as when discussing their surgery abroad. Discussion
arose around the transition to adult care. Referral to Beaumont for Spina Bifida patients
for renal, urology etc. will continue on an individual basis as need arises.

e The Cerebral Palsy Foundation advocate noted a recent interview with Mr David Moore
and cited it as a valuable information resource. Discussion took place regarding
projections for 2025 for waiting lists and activity and the importance of having mid-
year targets set.

e Members discussed importance of language around waiting lists in ensuring individual
patients aren’t identifiable from published data.

Implementation of CHI Communications Plan — Ms Emma Lynam and Ms Deirdre Graham
Ms Emma Lynam gave an update on the implementation of the CHI Communications Plan:

e Patient Stories — Positive stories from patients returning from London and New York.
CHI communications working on how to share those stories throughout December and
January. A Patient who had a Halo Traction wrote a poem which will be shared in the
relevant Patient Information Leaflet.

e PILs - Vendors have been found for video and Patient Information Leaflets with the
appropriate processes now having to be followed for procurement.

e Website - Content for a new scoliosis information page has been signed off and sent to
the website development team.

e GPs - Email sent to 9,000 GPs to highlight x-ray pathway available across the country
which is also on the website.

e Interviews with the media continue to be arranged.

The Chair noted the particularly positive developments in implementing the communications
plan. The Department’s Head of Communications gave credit to the team for their work. The
power of the individual story was recognised and the Chair also spoke to the overall trajectory
in the development/improvement of services. The Department acknowledged the sustained
momentum and the helpfulness of the data particularly when briefing the Minister and
Government on demonstrable improvements. The Patient Advocates highlighted that they also
spoke to media on the Paediatric Spinal Services.
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Ms Deirdre Graham gave an update on her work as the new Spinal Patient Advocate Liaison

Coordinator, including engagement with the advocacy groups on the Taskforce to understand
the challenges for their members. She has also linked in with the Spinal Team and shared
information around the hospital about ongoing developments. She is currently planning
engagement with a wider range of advocates and groups.

It was noted that currently the NPSO has regular contact with the advocacy groups who were
not on the Taskforce and this communication channel remains open for all. That position
remains unchanged until the new sustainable mechanism within CHI is established. The Chair
re-iterated his view that it was regrettable that all groups had not been involved in the
Taskforce, as the discussion around the services should be inclusive of everybody. He added
that he remains available to assist in any wider engagement and noted with thanks the
continued efforts to maintain contact with the other groups.

A draft poster advertising the new patient panel was shared with the Taskforce. This will be
shared with members after final sign off which is due shortly. A brief update on what the patient
panel would entail was given and the Department noted this positive next step.

Update from the HSE

Community Supports including aids and appliances — Mr Trevor O’Callaghan

Community Aids and Appliances communication letters for patients who were added to the
Spinal Surgery Waiting List between June to October 2024 were issued on Friday November 1%,
Letters to be issued on a monthly basis.

A meeting of the community liaison contacts occurred on November 18™. Feedback from liaison
staff reported that very few calls have been made to liaison staff from families after receiving
letters, and that calls to date mainly relate to a ‘check-in’. No issues raised. Next meeting with
community liaison staff is scheduled for Jan 2025.

Outstanding action from previous meeting in relation to sending updated list of Liaison Officers
to SBHI which will be sent shortly.

Patient Safety Reviews — Ms Kate O’Flaherty/Mr Mark Connaughton (following consultation
with Dr Colm Henry)

1) HIQA
The HIQA report is at the final step in the process in terms of due process.

2) The Nayagam Review
Regarding Phase one of the review, this is not yet complete because of the engagement with
relevant parties to ensure due process. It is expected that we will shortly be advised of revised
timelines for completion. However, Phase 2 of the review is being progressed in parallel.

HSE Internal Audit on CHI Orthopaedic and Spinal Surgeries — Ms Kate Killeen White

The Department of Health has received the HSE Internal Audit Report Review on the
Implementation of Scoliosis and Spina Bifida Action Plans 2022 and 2023. The HSE advised that,
in keeping with HSE internal Audit standard processes, all internal audit reports are
released/published quarterly under the provisions of the Freedom of Information Acts. The HSE
is considering an earlier publication date for this report. The Taskforce will be updated in
advance.

Reflection/six-month review of progress on Terms of Reference
The Chair thanked members for their responses of the review of the Terms of Reference. The
secretariat collated the responses from each of the members into a summary document and
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provided this to the Chair. The Chair requested that this be sent out to the members for further
observations. The Chair will meet with individual members to discuss in advance of the next
meeting. The aim is to maintain momentum and ensure that all elements of the work of the
Taskforce have a permanent home post Taskforce. In this regard the Chair noted two areas
where we were on the right trajectory to achieving this objective:
a) the appointment to the function of the Spinal Patient Advocate Liaison Coordinator;
b) community supports.

The next meeting will discuss individual targets and finalising the review of the Terms of
Reference.

The draft Action Plan from this review will form the agenda for the next meeting.

5 AOB
The date of next Paediatric Spinal Taskforce meeting was set for January 16" 2025
# Action Assigned
1 Minutes of 5" meeting to be published Taskforce Secretariat
2 Draft Poster to be shared with Taskforce once signed off CHI
3 Liaison Officers list to SBHI HSE
4 Circulate Audit report to Taskforce prior to publication HSE/Secretariat
5 Review Terms of Reference All Taskforce Members




