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1 | Welcome and Introduction

The Chair welcomed all members to the group and outlined the aims for the Taskforce referring
to the Terms of Reference (in draft). He also expressed the view having had prior contact with
many of the members that he was confident the Taskforce will work in the spirit of cooperation
to help drive improvements and developments to the service.

The Chair emphasised the importance of the role and input of patient advocates and family
members and ensuring all voices are heard and included.

The Chair noted with regret that not all patient advocate groups were represented on the
taskforce. Invitations were extended to all patient advocacy groups in an effort to be as inclusive
as possible. He confirmed that he had recently received correspondence complaining that an
assumption had been made by the Chair that certain groups would participate (by naming
individuals as prospective members) but he had no difficulty confirming that he had merely
extended an invitation and it was still open to the groups concerned to each nominate a
member.

The Chair highlighted the need to work collaboratively in a respectful environment and
housekeeping rules for the Group were agreed.

The Terms of Reference of the Taskforce were updated based on input from the representative
from the Cerebral Palsy Foundation to ensure consistency with the use of the term Cerebral
Palsy. The Terms were agreed by the members of the Taskforce.

The Chair then proceeded to do a tour de table of the group.




Update on patient safety processes underway Dr Colm Henry HSE

An update was provided on the independent external review led by Mr Nayagam and noted
the parallel HIQA investigation into non-CE Springs. The expert report by Mr Nayagam is
currently at a validation stage with the independent expert’s legal team.

It was discussed that while these investigations remain ongoing, it was important that clear and
evidence-based information continue to be clearly communicated.

Current work plan of the Paediatric Spinal Management Unit Mr David Moore, CHI

An update of the Spinal Management Unit in CHI was provided.

e  Waiting list validation. It was noted that progress is being made on improvements to
the governance and management of the waiting lists, including ensuring alignment
with the NTPF protocols.

e Quality and Patient Safety

e International and National Outsourcing. There is ongoing engagement with
international hospitals re outsourcing.

e CHI Insourcing

e C(Clinical Management of Spinal Services

e Transitional Adolescent Scoliosis Surgery Service. It was discussed that CHI is awaiting
instruction from the HSE to implement the transitional arrangements for the relevant
cohort of patients and the HSE are working with the Mater hospital on this.

e Dedicated Spinal Service

e Patient Supports — Communications Plan

e Continuity of care plan

An update was provided an update to the Taskforce on a constructive Ministerial meeting held
with CHI and the HSE on 1% May. Items discussed at this included increased efficiency in the
theatre by extending the theatre day. CHI will provide further update on this at the next
Taskforce meeting.

The advocacy groups welcomed the involvement of GPs in the patient support and
communications. It was highlighted how in their experience GPs require more information on
appropriate clinical referrals for patients and the need for clear communications to be issued
to GPs in this regard.

There was a discussion around transition to adult care services. The CEO of SBHI noted while
happy to hear that there was progress being made on a pathway from child services to adult
services, SBHI had not been engaged with during the developmental phase of this work. The
importance that relevant patient advocate groups be included in any such consultation process
was highlighted along with the need for collaboration with advocacy groups for this work to be
effective and meaningful.

The need for good communications from the Taskforce to ensure the work underway is
accurately and clearly communicated publicly to enable all families to have access to consistent
and reliable information was discussed.




Community supports including aids and appliances Ms Shona Schneemann, HSE

An update was provided on community supports including aids and appliances. Engagement
between CHI and the HSE on a pathway and the need to be proactive in approach for patients
who need aids and appliances after surgery and for those who need them while on waiting lists
was discussed. The HSE have been working with CHI on a letter that will issue to patients on
the waiting lists detailing guidance.

Advocacy groups highlighted that while these were positive actions, the experience for their
members was that the turnaround time of 3 weeks was not consistently being met by the HSE
and noted the need for patients and families to have a reliable contact point who can action
this pathway efficiently and effectively without delays.

This was acknowledged and it was agreed that HSE would monitor this closely to ensure the
necessary improvements were being made.

Communication channels with advocates and associated groups Ms Rachel Kenna, DoH

A background and update on the communication channels with advocates and associated
groups was provided. It was noted that currently the communication channel is through the
National Patient Safety Office (NPSO) in the Department, which arose following a number of
serious patient safety issues. The NPSO have provided a number of updates to the groups, those
represented on the Taskforce and otherwise.

It was discussed that, while the Taskforce will work towards a new structure for communication
channels, the NPSO will continue collective engagement until this time to provide for one single
source of communication. Regarding communication with the public and families, it was noted
that there is a need to get positive, consistent, and reliable communication out to members of
the public and families.

AOB

There was no additional business

Chairs wrap-up

The Chair thanked the Taskforce members for their time and contributions. The next meeting
of the Taskforce will be in 6 weeks’ time. The Secretariat confirmed that proposed
arrangements would be confirmed by email.

Action Assigned

Monitoring implementation for Community supports and HSE
update at next Taskforce meeting on progress.

Issue date for next meeting Taskforce Secretariat




