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Agenda Item

Welcome and minutes of previous meeting

The Chair opened the meeting welcoming Catriona McDonald and Trevor O’Callaghan as new
members of the Paediatric Spinal Taskforce. He also welcomed Deirdre Graham from Children’s
Health Ireland as her role as the Spinal Patient Advocate Liaison Coordinator.

The Chair also announced that Conor O’Mahony had written to the Chair with his intention to
withdraw from the Taskforce to take up a different and presently more relevant role in policy
formation. The Chair has written to the Ombudsman for Children for a new representative for
Children’s Rights. A response from the Ombudsman is due at the end of the week.

The Chair announced that the minutes of the third meeting dated July 18™ have been published.

The minutes of the 4™ meeting were approved with a slight amendment. The minutes will be
recirculated to reflect this change.

Update from Taoiseach meeting with DOH/HSE/CHI/Advocacy Groups — Monday 7t
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Minister meeting with Chair — September 23— Mr Mark Connaughton

The Chair met with the Minister on September 23™. The Minister was very focused on what the
Taskforce are doing, and what the Taskforce intend to do. The Chair referenced that the
Taskforce are examining the Terms of Reference to look at what has been achieved to date, the
amount of work still to be done, and the importance to come back with specific targets for the
next short period. The Chair highlighted to the Minister the importance of the publication of
the waiting list data report. Discussion was also had about outsourcing and the CHI
Communications Plan. The Minister asked the Chair to keep him updated on the progress of
the Taskforce.

Taoiseach meeting with DOH/HSE/CHI/Advocacy Groups — October 7"

The Chair asked the members of the Taskforce who were at the meeting with the Taoiseach on
October 7t to discuss paediatric spinal services to share their experience of the meeting. The
advocacy groups were thankful to attend the meeting but did not get the opportunity to raise
many of the points they wished to discuss. The Taoiseach asked the Department to thank the
groups for attending and that they represented the Taskforce well. The Department and HSE
officials who were in attendance also acknowledged that the groups represented their
members very well.

Update from CHI

Waiting list report publication — Ms Fiona Murphy

The waiting list report is now fully aligned with the National Treatment Purchase Fund. The new
reports for August and September were published last Friday, October 11t". The reports will be
published on the 2" Friday of every month in line with all the NTPF waiting list reports. The
spinal service waiting list includes data relating to those on the active, pre-admit, planned and
suspended lists. An FAQ was published alongside this.

Progress to date of Spinal Management Unit — Mr Dave Moore
Mr Moore provided an update on:

e Projected figures for activity relating to Paediatric Spinal Surgery indicating an increase
from the previous year. There are arrangements in place do deliver further
improvements.

e Figures in relation to patients whose surgery was outsourced nationally and
internationally

e A number of patients have transitioned to the Mater Hospital for Adult Spinal Services
and some of those have had surgery.

e Surgeries have also commenced in Great Ormond Street

e The first cohort of individuals going to Morgan Stanley for hospital are expected to
travel the week commencing October 21%. The clinicians in Morgan Stanley have been
in daily contact with clinicians in CHI. More patients are expected to travel before
Christmas.

e Outsourcing to Blackrock is also to begin this month.

Support package for patients travelling abroad for surgery — Ms Fiona Murphy/Mr Dave Moore
A support package for patients travelling abroad for surgery is in place. Travel insurance was a
significant issue which has now been resolved. The guide for parents was signed off on October
16" and was furnished at the meeting. Hard copies had been sent in the post to families going
to the US that month and soft copies would also follow. There has been extensive engagement
with those individual families. An equivalent guide is being prepared for those going to the UK.
The Chair acknowledged that as more families travel, their experiences can feed back into the
guide. CHI thanked the Cerebral Palsy Foundation for getting them in touch with someone who
had travelled for surgery recently to provide input to a guide for parents. SBHI gave an example
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of one of their members who had travelled and had issues at pre-assessment but those were

handled before going to surgery.

The Department acknowledged the work of CHI with their whistlestop tour which is the product
of significant work over the last few months. The publication of waiting list data will help with
transparency and demonstrate progress. The Chair echoed these sentiments and wished to
convey his gratitude. He also hoped that the momentum keeps going and that he was here to
assist.

Implementation of CHI Communications Plan — Ms Emma Lynam

Deirdre Graham introduced herself, her background and her new role as the Spinal Patient
Advocate Liaison Coordinator. This included drafting a letter for people to apply to be on the
patient panel which would be shared to the Taskforce in advance for observations in advance
of being issued.

Ms Lynam gave an update on changes to the CHI website including the new spinal service
waiting list and activity report and information on Halo Traction wheelchairs as well as an
update on the guide for surgery abroad. The next steps include the patient panel, further web
development with the HSE, communications around the publication of the HSE audit as well as
other reports to be published. CHI will also be collaborating with SBHI on Spina Bifida
Awareness Day.

Scoliosis Awareness Support Ireland asked if there could be a guide for patients having spinal
surgery at home similar to those travelling abroad and CHI confirmed that this is in train. They
are updating the leaflets they currently have.

Update from the HSE

Community Supports including aids and appliances — Ms Catriona McDonald

The nine Liaison Officers had a meeting in the middle of September. The final tranche of letters
for those on the waiting list will be sent out on the week commencing on October 21, CHI will
issue these letters monthly thereafter to the new people on the waiting list.

The CEO of SBHI brought up that some of his staff were struggling to contact Liaison Officers.
He asked the HSE if the list had been changed. The REO of Dublin Midwest stated that with the
regions changing from the 9 Community Health Organisations and the 6 Hospital Groups are
changing to the 6 Regional Health Areas, it was agreed that the Liaison Officers would retain
their role and brief for consistency. They will recirculate the list to SBHI. SBHI were appreciative
of this as the change to Liaison Officers has been very progressive.

Patient Safety Reviews — Ms Kate O’Flaherty/Mr Colm Henry

1) HIQA
The HIQA report is at the final step in the process in terms of due process. HIQA now expects
to have a finalised report by late November/early December.

2) Nayagam
There are 2 stages to the Nayagam review. The first stage — risk assessment. The first phase
involved conducting interviews, extensive case reviews and engagement with stakeholders. The
HSE CCO stated the length of time for the review was the due process stage. The second stage
of the review assessing the governance of the service and to make findings in regard to
improvements has commenced. A questionnaire has been submitted and received and
interviews with management has occurred.
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The Chair accepted the position in relation to stage 1 of the Nayagam review and asked if the
timeframe on stage 2 would have an effect on stage 2. The CCO confirmed that stage 2 would
be informed by stage 1.

Report by Ombudsman for Children

Discussion arose around the recent publication of a report by the Ombudsman for Children.
The Report referenced the Taskforce and the Chair further highlighted the need for
representation from the Ombudsman is necessary.

c HSE Internal Audit on CHI Orthopaedic and Spinal Surgeries — Ms Kate Killeen White
Draft plan for feedback with the management board. Cycle of publication for HSE audit reports.
CHI confirmed that the HSE CEO had stated his intention to publish in due course. The Chair
thanked the HSE for the update and asked that the Taskforce be informed of any publication in
advance of the next meeting.

5 Reflection/six-month review of progress on Terms of Reference
The Chair requested that members of the Taskforce consider the Terms of Reference for the
Group and to consider what has been achieved to date and to focus on what the Taskforce
needs to do. Before the next meeting the Chair will meet with individual members of the
Taskforce 1:1 on the review of the TOR. The Chair requested members to scrutinise the Terms
and to come back to the secretariat with their observations. This reflection will form part of the
agenda for the next meeting.
The Chair was thanked for taking the time to meet everyone individually.

6 AOB
A small discussion arose over comments in the media on waiting list numbers and activity. The
Department indicated that the next Comms messaging would be in relation to projections and
activity.
The date of next Paediatric Spinal Taskforce meeting was set for November 28,

# Action Assigned

1 Minutes to be updated and recirculated Taskforce Secretariat

2 Draft letter for Patient Panel to be circulated to Taskforce | CHI
for observations

3 Circulate Audit report to Taskforce prior to publication HSE

4 Press release on activity and projections CHI/HSE/DOH

5 Review Terms of Reference All Taskforce Members




