PPPCC and CHaPCC Conference Call Meeting Minutes

10-9-09 – Children’s Institute, Pittsburgh

PPPCC - (Pittsburgh Pediatric Palliative Care Collaborative)

CHaPCC – (PA Children’s Hospice and Palliative Care Coalition)

PPHC – (Pediatric Palliative and Hospice Care Task Force for PA)

We held our first joint conference call including people from western PA (Pittsburgh Pediatric Palliative Care Collaborative) and those from the central and eastern PA who are members of CHaPCC. Most of the participants on the call served on PA’s Pediatric Palliative and Hospice Care Task Force (final report issued 11-08 with rally in Harrisburg 5-09).

1. Introductions

a. Each person on the call and at the Children’s Institute introduced themselves, shared their association/affiliation and indicated their hopes for working with this group.  The members indicated that they were interested in:

i. working together as a statewide group focusing on better communication among providers and families

ii. increasing public awareness of the need for pediatric palliative care

iii. providing information about available resources and services for families

iv. addressing the needs of those children and families in rural PA counties

b. Members from PPPCC included:

Meghan Murphy - Forbes Hospice, bereaved parent, PA Task Force Co-chair, and

founder of PPPCC

Jane Kiem - Children’s Institute

Carol May - Children’s Hospital of Pittsburgh, pediatric palliative care coordinator; 


PA Task Force Co-chair

Betsy Hawley- Helping Hands Healing Hearts (HHHH), executive director

Joan McConahy – HHHH and bereaved parent

Lee Ann Moore - Highmark Insurance, pediatric case manager

Tony Bauer - bereaved parent, Univ. of Pittsburgh

Jim Joyce – VITAS Marketing

Stacy _______ - Pitt Nursing student attending with Carol May

Kurt Acker - Rep. Jane Orie’s Pittsburgh (North Hills) office, legal counsel 

c.   Members from CHaPCC (central and eastern PA) included:

Katey Lawson - bereaved parent, nurse, Liam’s Foundation, PA Task Force Co-chair

Trish Benton - Hospice in Lancaster County

Marianne Allen - Pinnacle Health – nurse specialist

Maia Geiger - Social worker from Carbon/Lehigh Intermediate Unit

Nicole Hanlon - Penn State Hershey Medical Center, pediatric palliative care coordinator

Chris Santarsiero – VITAS, Director of Public Affairs

Kelly York - PSA Healthcare – Harrisburg/Lancaster, Director of Nursing

Meghan noted that our group needs to include more parents, both those who are bereaved and those whose children are living.

2. Scheduling Meetings

a. The next meeting on November 13th will be a goal-setting meeting (we will discuss the short and long-term goals that were established at the CHaPCC retreat in March 2009).

b.  Meghan recommended trying to get together as groups in different parts of the state for the conference calls so that the meetings are more interactive. As a group we discussed the possibility of doing web meetings and using Skype. After some discussion, it was decided that those in central and eastern PA will find a central location to meet for the monthly conference calls. 

c. We will also use Google documents during our monthly meetings. We need to create an account, email the website to all and do a brief tutorial so that everyone is familiar with the application. Some used Google documents with the task force and found it to be a good tool for putting together ideas, articles, etc.

Next meeting: November 13.  9:30am at either the Children’s Institute in Pittsburgh or Pinnacle Health in Harrisburg.  (Marianne Allen to handle arrangements at Pinnacle). 

3. Meeting Facilitation

a. For the joint conference call meetings, each of the groups will need to have a meeting room, conference phone, laptop(s) with internet access, and projector and screen so that the group can view the laptop information. 

b. The purpose of this meeting on November 13th will be to plan, prioritize, coordinate efforts, and organize subgroups to accomplish tasks. We will spend time deciding on how to accomplish our established objectives.

c. Steering Committee – a PPPCC steering committee is established from western PA. CHaPCC members from central and eastern PA will participate in a few meetings and then form a steering committee to work with the PPPCC group.

4. CHaPCC Goals - Meghan and Katey presented the 3-month, 6-month and 9-month goals that were established at the retreat in March 2009 for both the CHaPCC group and the CHaPCC website

a. CHaPCC Goals 

i. 3-month goals

· Meet with legislators and find champions for pediatric palliative care – progress is being made 

· Find out who will be a likely candidate for the next governor of PA. Uma has some information – progress is being made 

· Funding for grant opportunities – we have not had a significant need for this yet. Any expenses to date have been covered by HHHH and Liam’s Foundation – not much progress has been made here – yet!

ii.   6-month goals

· Put together an online survey for pediatricians

1. Find out who is experienced in pediatric palliative care and who is interested in learning more about it

2. Identify who is doing work already and where they are

3. Make a directory for the CHaPCC website

4. Meghan to send out a copy of the survey for the group’s feedback. Currently there are 6 open-ended questions on the survey. The group discussed forming the questions so that the answers are quantifiable (not open ended)

5. Katey will get email addresses for all PA pediatricians and family practice doctors

6. We will also identify the pediatricians that are working with the Medical Home model

7. The group will need to send feedback to Marianne Allen by the 11-13 meeting and the entire group will discuss

b.    Website – CHaPCC website is www.pa-chapcc.org
iii.   
3-month goals

· Finish and post the resource map on the website – currently it is up More information still needs to be added – especially from central PA.

· Identify a web design firm for content management – up to this point, this has not been necessary, but this need will be reviewed in the future

· Add the following pages to the website:

FAQ page – completed

Glossary page  

History/About Us 

Parent Resource 

Templates to the 

Memory page 

· Update the mission and vision statements and post to the website

· Lee Ann Moore stated that she has some information from the PA Dept of Health which includes tips on accessing health care. She will send a link to Katey to be added to the website

· Confirm that Helping Hands Healing Hearts Resource Guide link and website links are on the website

· It was recommended that we consider forming a website subcommittee because the website is such a crucial tool for CHaPCC and our efforts.

iv.   6-month goals

· Develop and conduct online physician survey (described above).

v.   9-month goals 

· Put together physician resource map and discuss the formation of a speakers bureau

5.
Updates – PPPCC

a. Finalize the letter to Estelle Richman highlighting priorities and emphasizing critical issues from the state task force report.

b. Members from PPPCC have been talking to Rep. Anthony DeLuca. He is the chief of staff working on insurance issues for Rep. DeLuca’s office. Rep. DeLuca is a co-chair of PA’s insurance committee. There have been 2 conference calls with Art McNulty and we have been sending information to the staff. They are interested in helping to advance our cause. They want us to identify the gaps in care. The 2nd conference call in September did not seem as promising, but Rep. DeLuca’s staff wants to receive our information, and they will send it to key players across state. There are no pending action steps with Art at this time. Our group will periodically check in with Rep. DeLuca’s office and use them as a resource on how to move our message forward. Art recommended that there be more parents involved in promoting the message.

c. A meeting was held in October with Chris Santiersano, Director of Public affairs with VITAS and he recommended that we get local groups together and educate them about advocacy and the issues that we consider priorities.

d. Kurt Acker from Sen. Jane Orie’s office said he will talk with Sen. Orie and ask for her help after we receive more feedback from the state.

6.    Additional information

a. Jim Joyce discussed a program that VITAS in spearheading. They are working with hospices in Africa where the AIDS pandemic has been devastating. They have adopted hospices in Africa, and they assist them by providing educational materials, tools, and supplies. They are currently working with a group from Sunflower House Red Hospice doing fundraising and gathering supplies including educational toys, blankets, backpacks (for children and adults), diapers, school supplies in the month of October. Contact Jim Joyce if you are interested in helping with this project by making donations. Jim Joyce will find out about whether there is a need for medicine. Stacy from the Pitt School of Nursing will talk to Jim about them being involved. If you have donations, they can be dropped off at VITAS in the RIDC Park or Jim can make arrangements to have items picked up. Small quantities are welcome. New or very gently used items are preferred. Jim will send additional information with more details to the entire group.  

b. Jane Kiem has a coworker who is serving on a task force for Children with Special Needs. They have information on grant funding and are a possible resource for our group in this area. Jane will get more information about this.

Action Items:

1. Meghan to email to all:

· CHaPCC goals – both the CHaPCC group and the website goals

· PPPCC meeting minutes from the August and September meetings

· Information from Jim Joyce about the Africa Hospice Project (Jim Joyce to send it to Meghan)

· Google documents information

· Draft of letter to Estelle Richman prioritizing the recommendations for pediatric palliative and hospice care for PA

· Draft of physician survey (Marianne Allen to send it to Meghan)

2. Tony to talk to Katey about Skype

3. Marianne Allen to make arrangements to host the 11-13 meeting at Pinnacle Health.

4. Meghan to send an email to the larger task force group inviting them to participate at the 11-13 meeting - either at one of the designated locations or by dialing in for the conference call

5. Jane and Katey to put together an agenda and outline for the next meeting on 11-13.

Next meeting:
October 28th – PPPCC Steering Committee – Children’s Home, 4-5pm

November 13th - PPPCC and CHAPCC conference call and meeting

9:30 – 11:30am

Children’s Institute, Pittsburgh

Pinnacle Health, Harrisburg

