NAACCR

Minutes
NAACCR Board of Director’s Meeting
Wednesday, May 15, 2019

2:00 PM —4:00 PM Eastern

Roll Call Nan
NAACCR Board Present: Antoinette Stroup, Maria Schymura, Angela Meisner, Isaac Hands, Deirdre Rogers, Wendy
Aldinger, Randi Rycroft, Kyle Zeigler

NAACCR Board Members Excused: Lori Swain

Ex-Officio Member: Betsy A. Kohler

Staff: Charlie Blackburn, Lori Havener

Consent Agenda All
1. Minutes
2. Finances
3. Executive Director’s Report
4. Membership Maria
a. Boscoe Individual Membership
5. Correspondence

a. Geocoder Report — Additional Attachment

b. Go2 Foundation Letter

c. Merrill Lynch Rebalancing

d. Tactical Group Meeting Minutes — Additional Attachments

THE MOTION TO APPROVE THE CONSENT AGENDA FOR MAY 15, 2019, WAS PASSED PENDING THE EDIT
IDENTIFIED BY MARIA. Note: This was updated in the same May meeting.

Governance
6. Call for New Items to Agenda Nan
Nan asked members present if there were additions or adjustments to the agenda.

The following items were added to the agenda:

1. Hackaton 2020 - Isaac: Professional Development
2. CI4CC Meeting Update — Isaac: Strategic Alliances
3. Board Orientation — Nan: Governance

7. Program Updates

a. NPCR Deirdre

Prep Plus and CRCS Plus are starting to be deployed. Software changes include 2018 changes.
Program announcements have been sent out. A CDC Program meeting was held last week and
hosted registry managers. Wendy A. attended this meeting and provided background. She said that



it was an efficient meeting. NPCR received feedback from registries on the changes, their work
load, and other operational issues that registries are having. They also discussed possible “cloud”
reporting upgrades in the future and deadlines for reporting in the future for requirements.

b. SEER Isaac / Angela / Kyle

They expect that reporting will be 90% complete in February rather than the goal of 95%. Angela
said there was a SEER Pl meeting in April but she was not in attendance. Progress reports are due
in June. Isaac was at the Pl meeting and said that they introduced the new PI Directors within the
SEER program. They spoke about augmenting data records, overview of SEER / NCl research
projects, and other programmatic initiatives. Isaac said to have anyone contact him with updates
or questions. Randi R. attended the managers meeting. She said that there is interest in collecting
recurrence, pharmacy data, and the NPL project. Randi expects more to be mentioned about these
in the future. Data quality projects were also updated. Workgroup status updates were also
provided. E-Path metrics were discussed on how states use them. This is a long-term tracking
project though. They are considering adding an RFP to add more states in the future. This would be
an open competition and possible funding could start next June of 2020. They are encouraging
registries to apply and become the first level “research level” and be eligible to be on SEER DMS
and other projects. They are also trying to simplify the application process by not requiring
separate applications for task orders like in the past.

c. Canada Nan/Betsy

Betsy and Nan attended the Canadian Council meeting last month. Updates were provided on the
2020 decision and other NAACCR initiatives such as education. They have been under Kim Vriends’
leadership on NAACCR happenings in the past. This has been missing in the last year. However,
with the addition or Lorraine Shack, new NAACCR BOD member, this communication should be
better moving forward.

8. Steering Committee Updates / Process at Business Meeting Nan

Nan discussed the process of how the steering committees will present their reports at the 2019 Business
Meeting in Vancouver. Prior ideas were to submit the written reports and add a 1-2-minute summary if
Chairs thought it was relevant. Nan said that the Chairs will be invited to attend the Business Meeting and
give high level impact projects and new initiatives. These verbal updates will be 2-3 minutes long.

9. NIOSH Bill Review Comments Betsy

The Board received comments via an email from a NAACCR member regarding the NIOSH Bill. Board
members discussed this in detail. There are a few members of the Board that feel that some of these
activities go beyond cancer surveillance. Certain members also think it may be important to reply to this
proposed bill. Comments are due by July 8. Isaac asked what NAACCR’s view is on this as an
organizational lever because the bill can be perceived as duplication of efforts. Maria does not feel as
though this proposal will not advance anything from a national surveillance perspective. Betsy feels the
same way. Isaac is trying to see what the stance is by NAACCR. Betsy and Maria reminded the Board that
NAACCR does not support specialty registries as cancer registries can do the same. BOARD ACTION: Betsy
will ask Liz Ward to draft a summary response for the Board to look at.




10. New Board Orientation Nan

The new board orientation is set for tomorrow, May 5, 2019 from 11-1 Eastern. Members should contact
Charlie if they want to attend. All are invited. Nan and others met to revise the orientation and
materials. The group discussed a possible need for recordings of a tour of the NAACCR web site. In
addition, Nan would like to consider assigning a new Board member liaison. Isaac will act as the liaison to
Kevin Ward. The Board member liaison to Lorraine will be Nan. BOARD ACTION: Kyle will work with the
NAACCR office will develop a guided tour recording for new Board members. BOARD ACTION: Charlie will
add board orientation materials to the board SHARE site.

Professional Development
11. Steering Committee Update Deirdre / Randi
The committee has a new member from the Los Angeles registry. The survey course is still being worked
on and will be for some time. Modules are also being updated since new information has been released
since they were created. Angela provided a demonstration on the LMS at the last meeting. She also
provided background on some additional items that will be updated in future months.

12. Annual Conference Update Betsy / Charlie

Charlie reported that planning for the 2019 combined conference is going well. The organizations of
NAACCR and IACR are at a place of high pace and many deadlines. Facility plans, logistics, and other
planning are progressing at a rapid rate. There are currently 461 registrants of which 107 designated
themselves as “IACR Attendees”. There are six pre-conference workshops with 114 registrants. In
addition, a few speakers that can’t make it due to travel restrictions in their country or funding
restrictions. 7 low resource country attendees will also be in attendance. This funding was from the NCI
“Global” contract.

13. Hackathon 2020 Isaac

Isaac asked the Board about their opinion on hosting a Hackathon in 2020 which will be held in
conjunction with the NAACCR conference in Philadelphia, PA. The group has discussed tentatively doing a
2020 Hackathon. The Board is interested in moving forward with this. Wendy suggested Jefferson
University as an option. The work group could start looking into these items for future planning. BOARD
ACTION: Deirdre will direct the Professional Development SC to assist the with the creation of a
Hackathon 2020 committee.

Standardization and Registry Development
14. Steering Committee Update Isaac / Wendy
There was no meeting in April. The last meeting was in March. The discussion centered around the
Health IT Advisory Group. A permanent chair is needed. It was discussed if it would be good to craft the
charge of the group first before identifying the chair or would it be better to have a chair first and assist in
the charge and definition of the group. Isaac will bring this up at the Board / Chair meeting in June or the
Business Meeting. Isaac asked if NAACCR wanted a more defined relationship with the group. He
elaborated on a meeting that was attended and his report was well received with follow up questions.
Betsy is attending a meeting later in the year and will bring this concept up then. The Steering Committee
is meeting from 4-5:30 Monday, June 10" in Vancouver. Isaac reported that there was a question on
NAPSIS. He reported that there was not an immediately known problem with registries at this time.




Randi checked on this also but has not heard back from her contact. It was decided that this would be
dropped and not investigated further.

15. XML Work Group Request Isaac / Wendy / Lori H.
Isaac provided a request for XML Standards Modifications for the Board to review prior to the meeting.
This would be a new version of 1.4. The proper steering committees and sub committees have already
signed off on this. Maria asked if this document was assigned a reviewer from the Board; of which it was
not. After discussion, Maria is inclined to approve this document.

THE MOTION TO APPROVE THE XML STANDARD MODIFICATIONS DOCUMENT WAS PASSED.

Communications
16. Steering Committee Update Lori / Kyle
There was no meeting in April. The communications survey was just received and contains important
information that the organization can move on.

Strategic Alliances
17. OVAC Update Nan
Frank Boscoe represented NAACCR at this meeting earlier in the week. Initial reports are that it was very
beneficial. A more detailed report will be sent in a few weeks.

Research and Data Use

18. Steering Committee Update Maria / Angela
The group did not meet in April but plans on an in-person meeting in June. The group’s charter has been
completed.
Other
19. Revised IRB Procedures All

A memo was sent to the Board on procedures in response to the common rule. NAACCR is essentially
updating the IRB compliance requirements. There will still be stringent requirements for approval
though. The memo outlined 5 major items that investigators need to follow.

20. NACDD / Battelle Project Update Betsy

Betsy said that there the approvals by CDC are starting to move along. The NACDD Operations Summit
was held last week. Betsy thanked Wendy and others involved for their work on interviews conducted.
The meeting was very well received by NACDD and CDC. A report will be sent by July 31, 2019. Funding
should be extended past 2019 and into 2020.

21. Adjournment and Next Meeting All

Reminder that next month is at the 2019 NAACCR — IACR Combined Conference in Vancouver! Topics for
the Board / Chair meeting are: 1. Voting by Liaisons, 2. Committee Manual, 3. Reporting, Board: 4. Bylaws
information and updates.

Scheduled Board Meetings 2018 — 2019
Sunday, June 9, 2019 8:00 AM — 5:00 PM (Appx)



NAACCR Board Action Items

Item Responsible BOD Member / Status
Person

May 2019 Action Items

Lori Havener to develop action item list form the Lori Havener In Progress

Board Chair meeting. Lori H.
sending to
Betsy.

Betsy will ask Liz Ward to draft a summary response Betsy Kohler
for the Board to look at regarding specialty registries.
Kyle will work with the NAACCR office will develop a Kyle Zeigler
guided tour recording for new Board members.
Charlie will add board orientation materials to the Charlie Blackburn Completed
board SHARE site.
Deirdre will direct the Professional Development SC Deirdre Rogers
to assist the with the creation of a Hackathon 2020

committee.
April 2019 (no meeting)
March 2019 Completed
Betsy and Nan will develop a presentation on updates | Betsy / Nan Completed
for the Canada meeting.
Maria will ask Chris Johnson how many registries may | Maria Completed

/ could receive this “platinum” designation and
report back to the Board.

Board decided to create a special certificate or some
sort of recognition for registries that meet the
requirements to be included in the survival and
prevalence volumes.

Randi will work with Monica to complete the text for | Randi/ Monica Completed
the awards.
Lori will as the Interstate Data Exchange Guidelines Lori Havener Completed

group if they have information on state’s response on
how they response to the requirement of checking a
box for “STEVE”.

Randi will contact someone at NAPSIS about the Randi Completed
guestion above and bring it back to the Board.

This issue was tabled. No action required.




Isaac and Randi to go back to S&RD to reconvene the | Isaac/ Randi Completed
IT Advisory Group and charge the group to be more
proactive in direction and guidance to the Board. The
Board would like to know if this is a feasible plan or
not.
The S&RD Steering Committee is revisiting the
organization of this group, it’s overall purpose, and
how it does its work and engagement with the SC and
Board.
Board Liaisons to plan with Chairs how to summarize | Board Liaisons Completed
their accomplishment (possibly 1 or 2 max) for .
. . Lori Havener
presentation at the 2019 NAACCR Annual Business
Meeting. Nan Stroup
February 2019 Completed
Charlie will add language form our attorney in Charlie Completed
agreements that required disclosure of a conflict of
interest.
Nan will reach out to the winning candidates to Nan Completed
confirm their acceptance before sending an
announcement to the membership.
It was concluded to table the development of a video | Nan Completed
at this time.
Appoint a reviewer for Standards Volume V. Nan Completed
January 2019 Completed
Draft Board Resolution for Maureen Mclntyre. Betsy Completed
Issue call for nominations for Percy / Muir Awards. Betsy Completed
Finalize Congressional welcome letter. Lori S. Completed
Contact Connie Bura for ACoS membership Charlie Blackburn Completed

application (combine CoC, AJCC, NCDB).




Assign committee manual for revision to Lori
Havener.

Betsy

Completed

Research status of IT Advisory Group.

Isaac Hands & Randi Rycroft

Ask Monica to do a report on registries that are not Charlie Blackburn Completed
active in NAACCR committees.
Review list of active NAACCR members and reach out | BOD Tabled until

to registries, utilize membership coordinator.

Who will call registries?

coordinator is
hired.

Discuss development of videos on registries that are | Jim Hofferkamp Completed
not active in NAACCR.
Update format of Board meeting minutes to add Charlie, Betsy, Nan Completed
action items and update structure of Board agenda.
Add Strategic & Mid-Level Tactical groups to agenda Charlie, Betsy, Nan Completed
and upload meeting minutes to BOD workspace as

P & P Strategic & Tactical Group liaisons
part of consent agenda.
Schedule reminders to Board Liaisons to upload SC Charlie, Betsy, Nan Ongoing
minutes and bring agenda items to Nan, Betsy, .

Poring a8 Y All BOD Liaisons

and/or Charlie.
Board liaisons to remind SC to add standing agenda All BOD Liaisons Ongoing

items to things to refer to BOD.

Add BOD to SC workspace groups. Charlie As Requested
Establish group to develop Board / Chair training Nan (lead) Complete
(orientation) and SC Chair orientation. .
Reps-at-Large: Kyle, Deirdre,
Angela, President-Elect: Frank,
Randi
Write language about President-Elect special election. | Nan Completed
Schedule discussion for Board Self-Assessment items: | Nan May meeting
(a) #14, #15, #16 (April?)
(b) #2, #18, #19, #20, #21 (May?)
Bylaws updates proposed for this FY2019. Maria In Progress
Board decided to move all changes to the Bylaws to
FY20. Continue to work with Parliamentarian.
Add Wendy Aldinger to Bylaws Committee. Charlie Completed
Schedule Board / Chair meeting at Annual Charlie Blackburn Completed

Conference.







Board Members, Committee Memberships, and Document Review Assignments:

Board Member

Committees

Document Review

Betsy Kohler, Executive
Director, Ex-Officio

Strategic Alliances, Finance & Personnel
Subcommittee, Bylaws Committee, OVAC

Nan Stroup, President

Strategic Alliances, Finance & Personnel
Subcommittee, Bylaws Committee,
OVAC, Orientation/Onboarding TF

Standards Volume | (primary)

Randi Rycroft, President-
Elect

Strategic Alliances, Finance & Personnel
Subcommittee, Bylaws Committee,
Orientation/Onboarding TF

Implementation Guidelines
Review (primary)

Maria Schymura, Treasurer

Finance & Personnel Subcommittee
(Chair), Bylaws Committee (Chair),
Research & Data Use SC

Standards Volume Il (secondary)

Lori Swain, SMO
Representative

Strategic Alliances, Finance & Personnel
Subcommittee, Bylaws Committee,
Communications SC, OVAC (NCRA),

Angela Meisner,
Representative-at-Large

Research & Data Use SC,
Orientation/Onboarding TF

Standards Volume V (secondary)

Deirdre Rogers,
Representative-at-Large

Professional Development SC,
Orientation/Onboarding TF

Standards Volume Il (primary)

Isaac Hands,
Representative-at-Large

Standardization & Registry Development
SC, XML Implementation

Kyle Ziegler,
Representative-at-Large

Communications SC, Nominations
Committee, Orientation/Onboarding TF

Implementation Guidelines
Review (secondary)

Standards Volume | (secondary)

Wendy Aldinger,
Representative-at-Large

Standardization & Registry Development
SC, Bylaws Committee

Representative-at-Large
(was Randi)

Professional Development SC

2018-2019 Document Review List

Implementation Guidelines Review: PR-Randi Rycroft

Style Layout:
Standards Volume I:
Standards Volume Il:

Standards Vol V:

TBD
PR-Nan Stroup
PR-Deirdre Rogers

PR-Frank Boscoe

SEC-Kyle Ziegler

SEC-Kyle Ziegler

SEC-Maria Schymura

SEC-Angela Meisner




