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# Agenda Item

Welcome and minutes of previous meeting
The Chair welcomed Kate O’Flaherty from the National Patient Safety Office and Elaine Kelly
from Scoliosis Awareness Support Ireland to the Paediatric Spinal Taskforce.

The Chair also informed the Taskforce that the minutes of the first two meetings of the
Taskforce were now published on the National Patient Safety Office website.

A point was raised in the minutes of the previous meeting in relation to the Travel Abroad
Scheme which has been reflected. An issue was raised by an advocacy group relating to social
welfare payments for a patient travelling abroad for surgery. It was agreed that the position
would be checked, and any clarification provided.

The Taskforce’s statement of 19 July was discussed and the advocacy groups were thanked for
their time and commitment in speaking to the media.

Update from CHI
New format of Waiting list report — Ms Fiona Murphy

There has been considerable engagement between Children’s Health Ireland (Children’s Health
Ireland) and the National Treatment Purchase Fund (NTPF) on this new Waiting List Report.
Previously, the spinal numbers were incorporated in the general orthopaedic waiting list. The
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Spinal data had to be extracted and validated which happened over the previous weeks.

Extensive discussions took place at the previous Ministerial Meeting. Following discussion re
the publication of the data, it was agreed that it should be published on the first Friday of
September as that was communicated to families in August. This would be moved to the second
Friday of the month from October to align with NTPF’s waiting list publication.

Progress to date of Spinal Management Unit — Mr Dave Moore

An update was provided on the following:

e Monthly Saturday clinics are being held to address the backlog in outpatient
appointments with the most recent clinic in August.

e All spinal patients can be offered and provided with a brace where appropriate, free of
charge.

e Aproject for MRl scans for those younger than 7 (where General Anesthesia is required)
is ongoing with the backlog being overcome.

e A new pathway for MRI/Pulmonary/Cardio echo is being resourced by the NTPF

e The new process to provide an extended theatre day once a week in Crumlin is
progressing and ‘on target’ for an extra spinal other case a week.

e Pre-operational assessment for Great Ormond Street and Portland have begun.

e A number of patients suitable to transition to the Mater Hospital would commence
before the end of September.

e A clinic for those who have been offered the chance to have surgery in New York is
happening on September 6™ with further information for patients on families on what
to expect when abroad from their surgeon.

e The process of moving some patients to Blackrock between the age of 12 and 14 is
nearing commencement.

The chair remarked on the progress made to date as positive and took the opportunity to thank
David Moore for his contributions both in interview for the print media and via radio interview
in highlighting how progress is being achieved.

Support package for patients travelling abroad for surgery — Ms Fiona Murphy/Mr Dave
Moore/Ms Shona Schneemann

A bespoke programme for those traveling to Great Ormond Street and Portland is underway in
line with the package for those travelling to New York.

With respect to the supports for patients traveling abroad to New York for surgery, including
both financial and psychosocial supports, some details were outlined as follows, stressing the
importance of a patient-centred approach to minimise stress.

Financial:
e Families will receive a daily stipend.
e For travelling — a parent/caregiver/guardian and the child will be travelling business
class and the second parent/caregiver/guardian will be traveling economy.

Psychosocial:

An information brochure is being prepared for patients and families detailing supports, as well
as an FAQ. At the clinic on Friday the 6" of September, families will be given options in relation
to hotels and restaurants in New York.
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The Cerebral Palsy Foundation offered to look at documents as one of their members had

recently travelled abroad for surgery.

Feedback from the advocacy groups related to the importance of two
parents/caregivers/guardians travelling with the child, the child having a seat to themselves,
and a networking group between families to share experiences.

Implementation of CHI Communications Plan — Ms Emma Lynam

Ms Lynam presented the implementation of the CHI Communications Plan to Taskforce
members with the aid of a visual presentation which included an update on:

e Progress to date

e The patient panel

e Next steps

A discussion arose around the media strategy and Mr Moore’s interviews with The Independent
and the Claire Byrne show, both of which were remarked as beneficial.

Update from the HSE
Community Supports including aids and appliances — Ms Shona Schneeman

The next tranche of letters for those on the waiting list in June, July and August will be issued
w/c September 9th as well as the post operative patients for the aforementioned months.
Letters will be issued on a monthly basis hereafter.

A meeting of the liaison contacts is also happening w/c September 9th. There has been good
feedback to the liaison officers from patients and families. Flow charts in relation to aids and
appliances have also been developed to ensure a standard approach across all Health Regions.
The HSE and the Department continue to meet Spina Bifida Hydrocephalus Ireland in relation
to adult services for those with Spina Bifida. It was noted by SBHI that there has been a
significant improvement which has brought an improvement in morale for their members.

Patient Safety Reviews — Ms Rachel Kenna

An updated was provided on the HIQA review. The report is moving to finalisation and is at the
due diligence and fact checking stage.

Phase one of the Nayagam Review is at the Risk Assessment Stage which requires due diligence.
Phase 2 is ongoing in parallel.

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

The HSE internal audit on CHI Orthopaedic and Spinal Surgeries is ongoing. It is also going
through its due diligence process. The Taskforce will be kept apprised of developments.

AOB

Cognisant of the number of meetings held, the Chair asked members to consider and scrutinize
the Terms of Reference for the Taskforce. Members were asked to look at where the Taskforce
is and where it needs to get to. The Chair also updated the Taskforce that he was due to meet
with the Minister and the proposed review is timely.
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The date of next Paediatric Spinal Taskforce meeting was set for October 17,

The Chair also announced that Ms Schneeman would be moving on from her role in the HSE
and a new replacement would be in place for the next meeting.

# Action Assigned

1 Follow up on Social Welfare Query DOH

2 Publication of Waiting List Report CHI

3 Input into Guide for Parents of children travelling abroad All Taskforce Members
for treatment

4 Review of the Terms of Reference All Taskforce Members

5 Replacement for HSE Project Manager REO




