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Canadian Network of Palliative Care for Children

Executive Committee Teleconference Minutes
Wednesday, March 24, 2004
Present: 
Mike Harlos, Honna Janes-Hodder, Linda Côté-Brisson, Laura Beaune, Maria Rugg, Kim Widger, Filomena Nalewajek, Roberta Lynn Woodgate, Sharon Baxter & Greg Adams (staff)
Regrets:
None
1. Call to Order
Laura called the meeting to order.

2. Review Agenda
Additions:
The committee agreed to add a brief discussion of general membership issues to the agenda under “Other Business”.
The Agenda was accepted as amended.

3. Welcome to New Members

Laura welcomed the new members of the committee and asked everyone to introduce themselves for the benefit of new committee members.

Committee Members:

· Honna Janes-Hodder – Newfoundland
· Linda Côté-Brisson – Quebec City

· Maria Rugg – Toronto

· Kim Widger – Halifax

· Mike Harlos – Winnipeg (Mike will be assuming the Co-Chair position when Laura’s maternity leave begins)

· Filomena Nalewajek – Vancouver

· Laura Beaune – Toronto

· Roberta Lynn Woodgate – Winnipeg
· Sharon Baxter – Executive Director, CHPCA
4. Overview of the CNPCC

For the benefit of new member a quick overview of the Interest Group and the Committee was given:
The CNPCC came into existence approximately 4.5 years ago and was originally called the CHPCA Pediatric Special Interest Group.  In 2001 a pediatric palliative care workshop was held in Vancouver, BC.  Since then the Interest Group has continued to meet informally.  In 2003 the CHPCA agreed to provide assistance to the groups and as a result the name was changed and the CNPCC was formed.  The CNPCC has its own web site developed and maintained (at present) by Mike Harlos.  The CNPCC remains an official Interest Group of the CHPCA and as such has access to the services provided to all CHPCA Interest Groups.   Terms of Reference for the Executive Committee of the CNPCC have recently been adopted and the network continues to widen its scope.
5. Review of Minutes – Jan. 14, 2004
Errors or Omissions:

1) It was noted that Kim Widger’s name was listed incorrectly in the minutes.
The minutes were adopted as amended.

6. Terms of Reference – Review for the benefit of new members

The final version of the Terms of Reference was distributed to all committee members.  For the benefit of new members the committee took a few minutes to review the terms of reference.  No changes or revisions were noted.  The terms of reference are also posted on the CNPCC web site.
7.
Working Groups Update
1) Research

· The committee congratulated Kim on the news of her successful project proposal funded though the CIHR.  Kim was successful in receiving a Pilot Project Grant.  The research will focus on pediatric palliative care surveillance (database).  The project will gather data on demographic information (age at death, location of death, length of time in the hospital, whether CPR upon performed at death, was a DNR order in place etc.)  The end result will be to develop software for palm pilots to continue to gather this information in the future.  Linda will contact Kim with information about similar work being done in the province of Quebec. 

· The committee also congratulated Filomena and her group for being successful in obtaining funding to submit a full proposal for a CIHR NET Grant looking at transitions experienced by children living with life-threatening illnesses and transitions in their care. 

· Laura will send Mike an update to put on the web site.
2) National Survey

· Filomena has handed this project over to Dr. Ruth Wingram and will forward an update on the project before the next teleconference.  The project will look at who is providing pediatric palliative care in the country.  The goal being to then compare Canadian stats with US stats.  Kim will be in touch with Ruth to look for linkages between their two projects.
· Roberta informed the committee of research she is involved with regarding the transition from diagnosis to bereavement.  A second proposal is suggesting a study to examine how professionals go through similar transitions.

3) Pediatric Norms of Practice and Standards

· This process is being led by standards committees in BC and Toronto.  The CHPCA Model has been adapted for use in pediatric end-of-life care.  Sick Kids (Toronto) has also developed a similar document.  Health Canada (Secretariat) became aware of this work and took an interest in it.  The CHPCA was able to negotiate project funding ($10,000) to hire a consultant to merge the two norms documents into one document that can be disseminated for consultation with the end result being consensus on a national norms document for pediatric hospice palliative care in Canada. 
· Linda reported that some of this type of work is being done in Quebec as well.

· The Canadian Council on Health Services Accreditation (CCHSA) has been contracted by the Secretariat (Health Canada) to create national standards for hospice palliative care based on the CHPCA’s Model.  A draft set of standards has already been distributed and many committee members reported that they had an opportunity to comment on the draft standards with regard to pediatric issues.

· The committee agreed that the CNPCC needs to make their presence known to the CCHSA so that when the CCHSA is looking for comments nationally regarding pediatric issues the committee is included in the discussions.  This will be beneficial for both the CCHSA and the pediatric palliative care community.  To achieve this the committee agreed to send a letter to the CCHSA informing them that the CNPCC is available and interested in being a voice and presence for future discussions.  The letter will be signed by Filomena and Laura.  Filomena and Laura will draft the letter and send it out by e-mail to the committee for comment.
· Laura will also contact Duyen Nguyen (CCHSA) to see if she can share the pediatric comments that have been received from the consultation.
8.
Web Site & List Serve

The CNPCC YahooGroups List Serve is on-line and all identified members have been added to the List Serve.  Filomena and Laura will prepare a welcome e-mail to send out to the group.  The List Serve address is:  palliativecare_pediatric@yahoogroups.com
9. Other Business

Due to time restrictions the discussion of general Membership issues was deferred to the next teleconference.

10.
Next Teleconference Date

The committee chose Wednesday May 12th, 2004 @ 12:00 noon (Eastern) as the date and time for the next teleconference.  The committee agreed to set aside 90 minutes for the call if necessary.
11. Adjournment
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