


Business Meeting Agenda

8:15 AM

Call to Order, PresiRSyita =5t02YSI I'yR wSLI2llii (pg. 3) Antoinette Stroup
a. Call for New Business from the Membership

8:15 AM

Minutes from 2017 Meeting (pg. 3) Antoinette Stroup

a. ACTION: Approval of 2017 Minutes

8:20 AM
Election Results and Destruction of Ballots (pg. 5) Kyle Ziegler
a. ACTION: Destruction of 2018 Ballots

8:25 AM

Highlights and Accomplishments (verbal) (pg. 5) Betsy Kohler

8:25 AM

Status on Strategic Management Plan (pg. 4) Antoinette Stroup

- Steering Committee Reports

8:30 AM
Update on 2019 Proposed Bylaws Changes (Verbal) Antoinette Stroup

8:35 AM

NS I-adz0SIna wSLI2N (pg. 34) Maria Schymura
- Financial Oversight

- Operations

- Audit

- Financials Status
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1. Call to Ordelll tiSaiRSyia =502 ST IiyR wSLI2li

a. Call for New Business from the Membership

2. Minutes from 2017 Meeting
a. ACTION: Approval of 2017 Minutes

NAACCR Annual Business Meeting Minutes

Albuquerque, New Mexico
June 21, 2017

1.

/1t 2 hRSIE tiISAIRSYHA Welcome, and Report Chuck Wiggins

Written materials were offered to those attending as they entered the meeting. President Chuck Wiggins
welcomed everyone and called the meeting to order at 8:15 AM local time. An electronic voting system
was utilized. A quorum was tallied and verified.

Approval of Minutes From 2016 Meeting Chuck Wiggins

No comments or corrections were given for the 2016 meeting minutes. A motion was made to approve
the minutes as written. The motion was seconded. No oppositions were voiced the motion was carried.

ACTION: The 2017 Business Meeting Minutes were approved as written.

Election Results and Destruction of Ballots Kyle Ziegler

62 of 82 voting members voted (76%) for four open board positions. Treasurer was filled by Maria
Schymura from New York State Cancer Registry. Isaac Hands from Kentucky Cancer Registry, Deirdre
Rogers, PhD, MS, CTR, from Mississippi Cancer Registry, and Randi Rycroft from Colorado Central Cancer
Registry were elected to fill the 3 Representatives-at-Large positions. Kyle thanked the fellow members of
the nominating committee, Bobbi and Maureen. He also thanked Dustin Dennison and Charlie Blackburn
at NAACCR for their support.

a. Destruction of Ballots
Kyle motioned for the destruction of the election ballots and it was seconded. There were none
opposed to the motion and it was carried.
ACTION: The election ballots were destroyed.

Highlights and Accomplishments Betsy Kohler

Betsy directed attendees to the program for accomplishments in the past year. She shared that the
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including NCRA for all their support.

NAACCR was able to gain additional funds through additional work performed.

VPR has made great progress over the last year.

Please see 2017 Annual Meeting Report for additional details.

Betsy thanked all Board and Committee members as well as her staff for their hard work in new initiatives
that were taken on in the past year.

Progress on Strategic Management Plan Chuck Wiggins

Chuck referred everyone to the printed materials for updates. He mentioned that Nan Stroup was very
knowledgeable about efforts in the SMP.

Steering Committee Updates and Committee Reports Chuck Wiggins

Chuck urged everyone to view the Steering Committee reports provided to attendees for details on work
being carried out in the NAACCR committees.

Financial Status Report Bruce Riddle

Bruce Riddle, Treasurer, directed attendees to view the financial information in the hard copy packet and
to see the NAACCR website for additional information. He mentioned that NAACCR had an operating
budget of nearly two million with approximately 50% going directly to personnel costs. Approximately
63% of revenue comes from the U.S. Department of Health and Human Services with the largest expense
being the Annual Meeting. There are five main grants/contracts that were overseen by the Executive
Director.

Bruce urged everyone to review printed materials for the extensive details provided.

Support of All Kinds Chuck Wiggins

Chuck thanked all of the organizations that have contributed to NAACCR in the past year.

Nominations for Nominating Committee 2017-2018 Chuck Wiggins

The following individuals were nominated and accepted: Ginger Williams, Kyle Ziegler, and Sarah Nash.
ACTION: The 2017-2018 nominating committee members were elected.

a. Appoint Nominating Committee Chair
Chuck appointed Kyle Ziegler as the chair and he agreed to serve in this role.
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and EOD fields. These were then sent to the full edits WG for review. This group met twice a month
from Sept-March.

Development of Implementation Guidelines for 2018 and the Concurrent Abstracting Statement - Group
met to provide instruction and guidance to central registries, hospital registries, and software vendors
for implementing these fundamental changes.

Production of 2018 Implementation Webinars (August 2017, October 2017, December 2017, March
2018) for members on the various changes for 2018; and, 2018 Vendor Webinars (November 2017 and
February 2018).

Development and updating of Implementation Page on the NAACCR Website, including Education
Calendar.

2018 implementation Education committee (12 members) met monthly December through May to
develop education calendar and develop webinar related 2018 topics. Grade and Radiation webinars
were presented in May.

Coordination and oversight of the process, monitoring of timelines, preparation of communication,
responding to member concerns.

Governance and Finance

Increased value of investments portfolio with Rate of Return of 13.62%
Revenue from webinar subscriptions has been growing.

Secured training contract with lllinois.

Obtained NCI Conference Grant to support Annual Conference for next 4 years (including current
meeting). Represents new funding as this grant was discontinued a few years ago.

Competed for and won sub-contract award with Battelle to use VPR process in Camp LeJeune study, a
CDC/ATSDR funded study.

Audit Low Risk Auditee designation; successfully completed 2017 audit
Maintained CEO Gold Standard designation
Standardization and Registry Development

Developed an action plan to fully implement the XML standard for NAACCR by 2020, including raising
awareness, webinars for registries and vendors, updated tools, integration into Call for Data, and
modifications to the Data Standards Volume Il Data Dictionary.

Produced report on efforts to improve timeliness of reporting (Assessment of Central Cancer Registry
Timeliness and Reporting Standards Task Force).

Supported the work of Uniform Data Standards and Site Specific Data Items WGs to establish new
standards for 227 new 2018 data items.
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Eight studies were reviewed by NAACCR IRB for compliance and the Scientific Review Committee
reviewed 10 papers this year (3 last year).

The Research Application Proposal Review Committee reviewed 12 new applications for use of CiNA
data sets, 2 of which were rejected.

Virtual Pooled Registry:

Conducted hashed inter-registry linkage between CT, NJ, and NY to assess methods for deduplication
and held in-person meeting to reconcile discrepancies and suggest potential rules for automated
reconciliation.

Developed a web-based VPR Cancer Linkage System to track progress of studies and pertinent details for
workflow and study management.

Developed VPR-CLS application review criteria, form, and approval process and established Research
Review Committee.

Compiled information on IRB/registry use of Central IRB and Templated IRB/Registry Application

Identified study cohort and registries to test the VPR-CLS application, review, linkage, and match count
reporting process.

Worked with IMS and member registries to test, enhance and improve Match*Pro linkage software and
present training at pre-conference workshop (June 2018).

Global Initiatives:

Continued to work with Caribbean Public Health Agency to develop the Caribbean Hub of the
International Association of Research on Cancer Global Initiative for Cancer Registration.

Produced Caribbean Registry Manual, Data Collection and Operating Procedures Module
Participated in data evaluations and feedback to two Caribbean countries

Served as faculty at the Sixth African Caribbean Cancer Consortium Scientific and Training Conference in
Miami (October 2017) speaking on evaluating registry data for reporting and research.

Served as faculty at the ASEAN Cancer Registry Forum in March 2018 in Bangkok. Provided two power-
point presentations with voice over rather than attend in person.

Strategic Alliances:

Conducted in-person meeting with CDC leadership in November 2017 and attended Canadian Council
for Cancer Registries in Ottawa, ON, Canada in March 2018.
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Developed new strategic alliance with Battelle.

Reassessing with our partners and stakeholders methods to coordinate future major changes in the
cancer surveillance system.

Developed plans to enhance member services (via volunteer coordinator) and support advocacy efforts.

Invited to nominate Network Member to International Association of Cancer Registries Board of
Directors.

Other/General:

Successfully managed all NAACCR Grants, Contracts, Cooperative Agreements, and related
administrative requirements.

Sourced and negotiated upgraded abstract submission, scheduling and speaker bio system for 2019
annual conference

Renegotiated agreement with AV company for annual conference

Initiated modified investment strategies to decrease fees, increase return, and fine tune investment
model with Portfolio Manager.

Improved web site search functionality, Narrative Newsletter, Causeway, and other service-oriented
technologies.
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Materials and training to help volunteers reach out to various organizations should be
developed.

A NAACCR campaign to inform and educate leaders from the cancer surveillance, clinical care,
research, and cancer control communities should be implemented.

Strategic Management Plan Goals & Objectives
2016-2021
Priority Area 1: Strategic Alliances

Rationale: The need to strengthen and expand relationships with key stakeholders, especially SMOs, remains
critical for NAACCR. Changes in personnel at various organizations necessitate renewed efforts to strengthen and
secure the kind of working relations among SMO members that will be required to meet future challenges. For
similar reasons, the strategic development of new and continuing partnerships in the clinical, data analytics, and
global arenas remains a priority.

Major Goal: Strengthen relationships with SMOs and existing partners, while establishing new alliances with key
organizations to promote the NAACCR mission.

Objective 1: Cultivate productive working relationships with standard setters by facilitating open communications
and purposeful actions.

Objective 2: Enhance existing relationships and build new strategic alliances that benefit cancer registries and
aLILI2NG b Y 1/ /wid Y iadi2yo

Priority Area 2: Standardization and Registry Development (S&RD)

Rationale: Standardization and registry development continues to be a mission-critical role that must move
forward so that central registries are adequately prepared to adapt rapidly and successfully to changing
developments in cancer surveillance. Emerging technologies, genetic and clinical advances, survivorship issues,
StS0iN2y10 Y SRIOI ISORUREL I-yR @13 51-i1-¢ 1S (Nl-yar20Yty3 (KS &l-8 0Sntral cancer registries function. For these
reasons, the S&RD priority area must continue to maintain its efforts to assure the highest quality data for central
registries while seeking innovative strategies to develop the cancer registry of the future.

Goal 1: Prepare for the cancer surveillance system of the future ¢ a system that is more timely, responsive, and
adaptable to change.

Objective 1: Analyze how cancer surveillance systems will interface with electronic health data and continue to
assess semantic interoperability issues.

Objective 2: Engage and remain current with national/international efforts regarding electronic health records and
other IT technologies.

Goal 2: Provide consensus standards and best practices for the collection and processing of cancer and patient
information.

Objective 1: Ensure the maintenance of standards volumes and implementation guidelines that are consensus-
based, reflect a comprehensive vetting process, and conform to interoperable content and transmission standards.
Objective 2: Develop methods to simplify the death clearance process and make it more efficient and cost-
effective.

Objective 3: Facilitate automation of record consolidation by developing general principles and consolidation
guidelines.

Objective 4: Provide guidelines to central registries that will improve the timeliness of cancer reporting.

NEW!! Goal 3: Provide the documentation, tools, and training that enables the NAACCR community to transition
from the fixed-width data exchange standard to the NAACCR XML data exchange standard.

Objective 1: Author, publish, and maintain documentation for the XML standard and related processes and tools.
Objective 2: Design, implement, and support software tools and processes that enable the NAACCR community to
adopt the XML standard.

Objective 3: Plan and coordinate pilot projects with NAACCR members that demonstrate the utility, practical use,
and extensibility of the XML standard.
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Objective 4: Identify and obtain sources of funding for the software development and support of the XML
standard.

Objective 5: Provide training and communication of the XML standard along with related software tools and
processes via websites, conference calls, presentations at the NAACCR Annual Conference, and other relevant
venues that provide broad coverage and accessibility to the NAACCR community.

NEW!! Goal 4: Explore innovative uses of cancer registries by identifying emerging initiatives and new roles that
bring value-added benefits to cancer surveillance, research and cancer control.

Objective 1: Identify new strategies to assess and monitor cancer survivorship care plans.

Objective 2: Monitor advances in cancer surveillance, control and research to identify potential roles for cancer
registries.

Priority Area 3: Research and Data Use

Rationale

The fundamental value of centralized cancer registries is the high-quality data that allows innovative research,
reliable cancer surveillance and improved cancer control. The Research and Data Use Steering Committee plays a
vital role in assuring promotion and access to registry data in a systematic and user-friendly way. Significant
advances in technology and science offer new opportunities and challenges for cancer surveillance. Data analytics
I'yR 6.13 51il-¢ MIS LSaSyliya ySé &84 (i2 I'y1-lyze both structured and unstructured data to provide new insights
and directions in our understanding of cancer. It is essential that NAACCR keeps pace with these developments by
making certain that central registries are positioned to make the fullest possible contribution to future research in
epidemiology, cancer prevention and control, and, in particular, clinical outcomes.

Goal 1: Develop efficient, centralized processes to improve access to North American population-based cancer
registry data for linkages, research, surveillance, and other applications.

Objective 1: Promote the use of high-quality and timely registry data by enhancing the annual Call for Data and the
various NAACCR CINA data products.

Objective 2: Develop a voluntary process to combine limited data from multiple registries to facilitate record
linkage research.

Objective 3: Maintain and enhance tools to inform researchers about state- and province-specific research
experience, interests, and processes to initiate research.

Objective 4: Increase accessibility to NAACCR's CINA products by periodically evaluating data access policies and
processes.

Objective 5: Increase the value and relevance of central cancer registries to the cancer control community,
clinicians, researchers, and the public.

NEW!! Goal 2: Improve the research capacity of NAACCR Member Registries, and enhance data use capabilities.
Objective 1: Strengthen NAACCR Member Registry capacity in research and data use.
Objective 2: Strengthen NAACCR's internal capacity to support research activities.

Priority Area 4: Communications and Policy Development

Rationale: Communicating a unified understanding of purpose to members, outside stakeholders, and the public is
the critical role performed by the Communication Steering Committee. Keeping members informed of advances in
the field, reporting progress towards reaching SMP goals and objectives, sharing success stories among members,
and providing opportunities from member input are just a few of the important steps necessary to assure
openness and transparency within NAACCR. At the same time, a platform for sharing information with the broader
cancer surveillance community, and the public in general, is essential to bringing a greater awareness of NAACCR
member interests to wider audiences. Finally, as an association representing the interests of central cancer
registries, NAACCR must develop and promulgate carefully crafted policy statements on critical issues of national
relevance to its members and the broader public they serve. These statements will be issued through the
Communications Steering Committee.

Goal 1: Serve as the voice for NAACCR members on key issues involving central cancer registries.

Objective 1: Use modern methods such as internet-based technologies to capture and share member views,
opinions, and perspectives on important registry issues.
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1. Virtual Pooled Registry-Cancer Linkage System: The creation of a resource to support multi-state or
nationwide research with one application and one file submission will continue. This resource will also
have the capacity to support inter-registry de-duplication, cohort-based research studies, clinical trials,
and U.S. Food and Drug Administration (FDA) required post-marketing surveillance. Not only will the VPR-
CLS facilitate linkages, but also a simultaneous goal is to develop a Central IRB, which could function as a
universal IRB for VPR-CLS eligible studies. In addition, a template IRB application is being developed to
streamline the IRB process.

NEW!! In this new SMP, several other innovative initiatives are also being developed. These include:

2. Technical Assistance for International Cancer Registries: NAACCR has been an active partner in
establishing and supporting the Caribbean Hub for the Global Initiative for Cancer Registration, sponsored
by the World Health Organization (WHO) and IARC. In addition, NAACCR has established an international
membership category, and is working to provide education, training, and other resources through portal
access on our website. We are also building a mentorship and training program through twinning to assist
registries in other parts of the world in their effort to measure the burden of cancer and develop effective
cancer control programs.

3. Registry of the Future Expert Leadership Panel: An expert leadership conference that brings some of the
@ 21fR0A (2L) £SI-RSNA y O1-y0SI &dN@Sitl-y0S (235K SN {2 G2y ihe cancer registry of the future using critical
thinking and innovative problem solving technigues.

4. Review Registry Certification: Explore the need for modifications to current Gold and Silver certification
levels, or the addition of a new level of certification. Criteria to be considered may include data sharing,
de-duplication between states, and other activities that improve the overall quality of North American
data and data use.

Strategic Management Plan: Conclusions

In a rapidly changing environment with significant challenges and opportunities, progress must continue. To
succeed in such an environment, NAACCR must balance its retention of core values while embracing new
strategies to ensure that it meets the challenges and leverages opportunities. NAACCR and its members have
worked diligently over the past 5 years to lay the foundation to move forward while remaining true to its mission.
This new SMP maintains core principles, yet builds new capacity and positions NAACCR ready to adapt as
necessary. A flexible structure is in place and refinements are being made to address the need to handle
overarching issues in a way that encourages multidisciplinary solutions. Finally, this SMP will continue to ensure
that NAACCR is equipped to meet the demands and to make every cancer count.
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Strategic Management Plan 2016-2021
Research & Data Use (RDU)
Steering Committee Report

Report Date: 6/1/18

Chair/Co-Chairs: Hannah Weir, PhD
Susan T. Gershman, PhD
Reporting Period: Start Date 7/1/17 End Date 6/30/18

Were there any significant changes to the Steering Committee or the goals and objectives of this Priority Area
since your last report? [X] No [_] Yes

What were some of the most salient accomplishments during this reporting period? (Limit to 1-3 highlights)?
1. Certification Task Force: Proposal to add vital status and date of death for certification.

2. Major improvements to NAACCR Geocoder
3. Increased CiNA Use

Please provide an update for each of the objectives below, including progress to date and relevant work groups
and task forces, where appropriate. For more information about the 2016-2021 SMP, go to
https://www.naaccr.org/strategic-management-plan.

Goal 1: Develop efficient, centralized processes to improve access to North American
population-based cancer registry data for linkages, research, surveillance, and other
applications.

Objective 1: Promote the use of high-quality and timely registry data by enhancing the
annual Call for Data and the various NAACCR CINA data products.

Update: Proposal to include vital status and date of death for certification is in process.

Objective 2: Develop a voluntary process to combine limited data from multiple
registries to facilitate record linkage research.

Update: Virtual Pooled registry (VPR) project sent survey to registries regarding their
participation in the VPR. NCI has secured funding for all registries. National-level de-
duplication volunteer project in process, led by VPR initiative.

Objective 3: Maintain and enhance tools to inform researchers about state- and
province-specific research experience, interests, and processes to initiate research.
Update: /Z1-y0Sll /72y/l2t LyRIOI-i2Ua ¢1-41 C200S @it OUSI-GS I- aY'I-L) Aii2Neé ShiK dzLIRIISR
data. The ranked data will be visualized tabulated and as a map with text to provide
contextual information that is important for interpretation. Researcher Registry
Indicators Database (RRIDB) is in process of incorporating the CDC data on data access,
IRB, etc. Confidentiality & Security Task Force work has begun.

Objective 4: Increase accessibility to NAACCR's CINA products by periodically evaluating
data access policies and processes.
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Objective 3': Provide the documentation, tools, and training that enables the NAACCR
community to transition from the fixed-width data exchange standard to the NAACCR
XML data exchange standard.

Update: S&RD SC submitted and received approval from the NAACCR Board for an
action plan to implement the XML standard. The resulting action plan included eight
tasks:

1. Raising awareness of freely available tools for conversion of fixed-width files to
NAACCR XML.

2. Updated the NAACCR prep tool, posted 10/25/2017, to allow input and output of
NAACCR XML in time for the 2017 call for data.

3. Encourage and accept the 2017 NAACCR call for data in the most recent NAACCR
XML format.

4. Assess the rate of registry participation in XML format for the 2017 call for data
submission.

5. XML Work Group will be providing a NAACCR webinar in early 2018 for cancer
registry software vendors to publicize the XML implementation plan and solicit
information about vendor readiness.

6. By November 1, 2018, NAACCR will update its software tools for processing call for
data files so they can natively consume NAACCR XML.

7. Require the 2018 and all later NAACCR Call for Data submission files in the most
recent NAACCR XML format to achieve 80% participation by 2018.

NAACCR will no longer support fixed-width format files and will alter the 2020 Volume I
Data Dictionary to reflect the new NAACCR XML standard.

Objective 42: Assess Registry of the Future session outcomes to determine which objectives are
S&RD responsibilities.

Update: Reviewed the report from June pre-conference and identified key topics and
action steps appropriate for the S&RD.

1. Develop new objectives and task forces as needed specifically focusing on the first
two objectives ¢ Timeliness of Reporting and New and Emerging Data Sources.
a. Review data collection model in light of things like multi-gene molecular
panels, genetic sequencing, tumor banks, and linkages to genomic data.
I. Invited speakers to present information on current practices and
innovative methodology on this topic.

! This objective was integrated into Goal 1 after the 2016-2021 SMP was published (it was formerly Goal 3).
2 This objective was added after the Registry of the Future Workshop that was conducted at the NAACCR 2017
Annual Conference.
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Sources of Funds

Major funding for NAACCR comes from the National Cancer Institute (NCI) and the Centers for Disease
Control and Prevention (CDC) in the form of grants and contracts. NAACCR received 65% of its revenues
and other support from grants and contacts received from the U.S. Department of Health and Human
Services for the fiscal year that ended May 31, 2017 as compared to 63% in 2016. Each of these grants
and contracts comes with its own obligations and stipulations. These funds support the many
operations and services that NAACCR provides its members and the cancer surveillance community.
Most grants and contracts do not coincide with the NAACCR fiscal year and run on their own fiscal
timeline.

The fiscal year 2017 grants and contracts are:

® CDC Cooperative Agreement Year 2017tfunding for NAACCR that will develop, promote, and
disseminate standards and best practices as well as increase the capacity of central cancer registries and
CDC-funded programs to report cancer incidence data electronically.

) NCI Sole Source ContractTfunding for large parts of NAACCR activities including wages and
salaries, educational webinars, statistical analyses, committee support, and geocoding.

() NCI Global CR-CSTthe purpose of this grant is to improve cancer surveillance in the Caribbean
in partnership with NCI, CDC, IACR, and Caribbean Public Health Agency.

() NCI Virtual Pooled Registry ProjectTto streamline cohort linkage with multiple registries with
one research application process, one research file submission, and one linkage process.

Additional funds come from the American Cancer Society, Annual Conference registrations, exhibitor
income, webinar workshops and CTR prep courses, NAACCR consulting and educational offerings, and
NAACCR membership dues. Membership dues accounted for about 2%-§> 2T b11//wa (201 2LSN1-ity3
budget in 2017. In 2017 NAACCR had approximately $2.1 million in annual operation.

Indirect Costs are the administrative overhead that keep an organization running. The costs include
compensation not tied to a specific program, office space, utilities, audit costs, and insurance. NAACCR
is required to negotiate a Federal Indirect Costs Rate. The Indirect Cost Rate for the period was 28.4%
and that was negotiated with The Division of Cost Allocation of the U.S. Department of Health and
Human Service, Office of Assistant Secretary for Administration and Management, Program Support
Center.

Accounting Framework

Many NAACCR member registries exist within larger institutions such as a government agency or
university. As such, their budget is either part of a larger whole or is separated out by the institution.
Because NAACCR has so many sources of funds and corresponding outflows and exists unto itself, the
outside auditors have recommended that NAACCR use an accrual basis of accounting.
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This framework allows NAACCR to see itself as an institution with assets and liabilities, accounts payable,
account liabilities, etc. At the end of a fiscal year, total assets and total liabilities and net assets should
match.

Accounting Software

NAACCR uses a software package from Abila. This company is a privately owned company based in
Austin, TX. Abila has more than 32,000 unigue non-profit organizations, including government entities,
universities, foundations, and a variety of other 501(c)(3) organizations as customers. It is well reviewed
system. As in previous years, the license agreement is reasonable and does not impose any undue
burden on NAACCR. The software is regularly updated. NAACCR executive staff continue to be
extremely satisfied with the software.

Funds

Each of the grants and contracts is accounted for and looked at separately. The Board of Directors
annually approves two separate budgets, Fund 10 and Fund 15. Fund 10 collects all unrestricted funds
from Annual Conference registrations, exhibitor income, webinar series and CTR prep courses, and
NAACCR membership dues and then spends them on various operations, mostly the Annual Conference
and NAACCR training activities. We refer to the funds as being unrestricted because they are outside a
governmental contract or other federal funding. Fund 15 takes the indirect and fixed fees from
contracts and grants and funds the bulk of NAACCR day to day operations: portions of salary and wages,
office expenses, professional services, and miscellaneous expenses. Similar to many institutional
budgets, some salary and wages (i.e., percent of effort) and specific expenses such as travel are
accounted for in a specific grant or contract.

TRRIGRYI TizyRa 02Y'S Ti2Y 02ytiliodii2ya 68 b1 1//wid dli2ya2iia (K1-0 MIS dzaSR (2 adzLL2Wk ALSOm0
programs.

Expenditures

For fiscal year 2017, approximately 45% of the budget went to support NAACCR personnel. This is
decrease from the prior fiscal year because of funding and other personnel changes. NAACCR funds 10
Full-Time employees as well as various consultants, contractors, and subcontractors to operate the
federal grants/contracts, business, and operations. NAACCR purchases insurance to protect the
organization, the Board of Directors, and its officers. During the last fiscal year, NAACCR transacted with
over 40 different vendors in amounts of $5,000 or more.

The largest single categorical expense for NAACCR is the Annual Conference. The largest contracts are
with IMS for work in producing the CINA products and other biomedical computing support services,
and Texas A&M University for the Geocoder. These contracts are approved and controlled via the NCI
Sole Source Contract.

{Iy0S (KS HASal Li2Nii2y 2F b 11/ /wia 60zR3SH 13 02 Y LINESR 21 TSRSNIE INI-yar 02yaNl-06ar 20 022L1S01-0idS
agreements, most of the expenditures are planned and accounted for as a result of the grant, contract,
or agreSY Syl hyfe I aY It Li2Uii2y 27 b 1 1//wia 6dzR3S{ 01y 6S 02yAIRSISR dzyNSalNOISRe
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a) Monthly summary of all financial activity
b) Biannual Report of All Legal Filing Status
C) IRS Form 990 (Tax Exempt Organization Tax Filing)

d) Auditors Report

Future Financial Issues

NAACCR, similar to many public or quasi-publicly funded organizations, is always challenged with
increasing services with and ever-expanding mission and needs while budgets generally remain flat or
less than flat. This particular challenge is met by NAACCR Board of Directors, Committees, Staff, and
Stakeholders working together to identify approaches for economizing our operations as well as
prioritizing our financial obligations.

Page | 38






Page | 40



Page | 41












Tewwww www"
o0 0 [ X ] ........
.I...................................... L L L L X

Financial Statement Overview
Revenue

(Page 4 of the audited financial statements)
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8. Support of All Kinds

Support of All Kinds from Sponsoring Organizations for 2017-2018

American Cancer Society - ACS

Sponsor with Distinction ($20,000) with dues
2017 Conference Exhibitor

Phone bridge for teleconference calls
Support to NAACCR Committees

American College of Surgeons - ACoS
Dues
Support to NAACCR Committees

American Joint Committee on Cancer - AJCC
Support to NAACCR Committees

Canadian Cancer Registry ¢ Statistics Canada
Dues
Support to NAACCR Committees

Canadian Partnership Against Cancer ¢ CPAC
Dues

Support to NAACCR Committees

Centers for Disease Control & Prevention - CDC

Cooperative agreement to support NAACCR infrastructure ($425,000 in Yr 4)

CDC phone bridge for conference calls. Assignment of three CDC teleconference bridge lines for

committees.
Dues
Support to NAACCR Committees

National Cancer Institute - NCI
Contract for Technical Assistance for Cancer Surveillance

(7-year up to $7.7 million currently in year 3), currently supporting three task orders: Cancer

Surveillance (Stage Transition Projects), Virtual Pooled Registry, and Global CR-CS
Phone bridge for teleconference calls of the Board and Program Committee

Dues
Support to NAACCR Committees
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The term of office for President, Representatives-at-Large, Sponsoring Member Representative, and
Treasurer shall be two years or until a successor is elected. Individuals in these positions may serve a
second consecutive two-year term, if re-elected, not to exceed a total of four consecutive years in the
same position. The limit of four consecutive years may be exceeded when consecutive terms are served
in different board positions. The term of office for President- Elect and Immediate Past President shall
be one year. The Representatives-at-Large shall be elected on a rotating basis. Officers shall assume
office at the conclusion of the Annual Meeting of the members at which they are elected.

Section 4. Vacancies

A. All vacancies, except the office of the President and the Sponsoring Member Representative, may be
filled for the unexpired term by appointment by the President with the approval of the Board of
Directors.

B. A vacancy in the office of President shall be filled for the remainder of the term of office by vote of the
Board of Directors.

C. Avacancy in the office of the Sponsoring Member Representative shall be filled for the remainder of
the term by a special vote of the Sponsoring Members.

D. A vacancy in the office of President-Elect shall be filled by a special election of the voting members. A
vacancy occurring within sixty (60) days prior to assuming the Presidency shall be filled by a vote of the
voting members at the next Annual Business Meeting.

Section 5. Nominations and Election

A. Subject to the approval of the Board of Directors, the Nominating Committee shall develop rules and
regulations for the conduct of the nomination and election of officers.

B. Elections shall be by ballot. The Nominating Committee shall be responsible for the preparation of the
ballot. The Executive Director, or his/her designee, shall mail the ballot pursuant to the rules and
regulations of the Nominating Committee including reasonable deadlines for the return of ballots.

C. Election shall be decided by plurality vote of the votes cast. In case of a tie for any NAACCR Board
position, a runoff election will be held. If there is a tie in the runoff election, the election will be
determined by lot conducted by the Board of Directors.

D. Election of the Sponsoring Member Representative will be by special vote of the Sponsoring Members.
Section 6. Duties of Officers

A. President: The President shall function as the Chief Executive Officer of the Association. Unless
specified otherwise, the President shall appoint all committee chairpersons. The President or his/her
designee shall be a member, ex-officio, of each committee. The President's ex-officio status is without
vote.

B. President-Elect: The President-Elect shall succeed to the office of President at the conclusion of his/her
term of office. The President-Elect may appoint the Committee Chairpersons for his/her term of office
prior to assuming the Office of President.
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ARTICLE XI. Amendment to the Bylaws Section 1. Proposed Amendments

Amendment to these Bylaws may be proposed by the Board of Directors or any Committee. Any voting
member may propose amendments provided such amendments are accompanied by written
endorsement of at least five (5) additional voting members.

Section 2. Amendment Submissions(s)

Proposed amendments to these Bylaws shall be submitted in the prescribed form to the Chair of the
Bylaws Committee at least ninety (90) days prior to the Annual Business Meeting.

Section 3. Voting on Amendments

A two-thirds (2/3) vote of the voting members present at the Annual Business Meeting of the
Membership at which a quorum has been established shall be required to adopt any amendment.
Unless stated otherwise, the amendments shall become effective upon adoption.

Section 4. Notification of Amendments to the Membership

A copy of the proposed amendments shall be sent to the voting members at least thirty (30) days prior
to the Annual Business Meeting.

ARTICLE XII. Dissolution of the Association

Voluntary dissolution of the Association may be effective only by consent evidenced by written and
signed ballots of three-fourths (3/4) of all voting members. Notice of the intent to dissolve the
Association must be mailed to each voting member at least four (4) weeks prior to the date set for the
ballots to be counted. Ballots for this purpose shall be enclosed with the notice of intent.

(Approved by vote of membership, Annual Conference 4/28/92) (Amended by vote of membership, Annual Conference 4/93) (Amended by
vote of membership, Annual Conference 4/27/94) (Amended by vote of membership, Annual Conference 4/20/95) (Amended by vote of
membership, Annual Conference 4/02/97) (Amended by vote of membership, Annual Conference 4/22/98) (Amended by vote of membership,
Annual Conference 4/07/99)

(Amended by vote of membership, Annual Conference 4/19/00) (Amended by vote of membership, Annual Conference 06/06/01) (Amended by
vote of membership, Annual Conference 06/12/02) (Amended by vote of membership, Annual Conference 06/11/03) (Amended by vote of
membership, Annual Conference 06/08/05) (Amended by vote of membership, Annual Conference 06/23/2010) (Amended by vote of
membership, Annual Conference 06/06/2012)
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Current Standing Rules

NORTH AMERICAN ASSOCIATION OF CENTRAL CANCER REGISTRIES, INC. (NAACCR)

STANDING RULES

l. Standing Rules

A.

Unless specified otherwise, the Board of Directors shall establish and amend the Standing
Rules necessary to carry on the business of NAACCR.

The Board of Directors shall notify the membership of any changes to the Standing Rules in
the official NAACCR publication following such changes. Standing Rules shall be published
and made available to the membership.

Any Standing Rule adopted by the Board of Directors may be rescinded by a two-thirds (2/3)
vote of the voting membership at an Annual Business Meeting.

All committee meetings of NAACCR held at the annual meeting are open for observation to
all members of NAACCR.

I1. Bylaws Committee

A.

This committee shall consist of three (3) members. The President shall appoint one (1) of
the three (3) members to act as the Chair. The President shall also appoint a Board of
Directors liaison to the committee. Each committee representative is entitled to vote on
committee actions. A committee representative, when unavailable or absent for any
reason, may designate an alternate to participate in a committee meeting. The alternate
may vote on any business conducted during this meeting.

The committee receives and reviews all proposed amendments to the Bylaws. The
committee shall be responsible for distributing proposed amendments to the membership
at least thirty (30) days prior to action being taken at the annual business meeting.

I1l. Communications Committee

A.

This committee shall consist of a chair, one (1) representative from at least three (3) full
members, and one (1) representative from relevant sponsoring organizations, Each
sponsoring organization shall appoint its representative. The President shall appoint the
Chair from members of the organization. The President also shall appoint a Board of
Directors liaison to the committee. Each committee representative is entitled to vote on
committee actions. A committee representative, when unavailable or absent for any reason,
may designate an alternate to participate in a committee meeting. The alternate may vote
on any business conducted during this meeting.

The committee shall be responsible for the NAACCR newsletters, press releases, press
conferences, and oversight and direction of the content of the NAACCR website.
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X.

XI.

XIl.

The President shall also appoint a Board of Directors liaison to the committee. Each
committee representative is entitled to vote on committee actions. A committee
representative, when unavailable or absent for any reason, may designate an alternate to
participate in a committee meeting. The alternate may vote on any business conducted
during this meeting.

The committee shall be responsible for the program for the Annual Conference and working
with the conference planner to set guidelines for meeting logistics and locations.

Registry Operations Committee

A.

This committee shall consist of a chair, one (1) representative from at least three (3) full
members, and one (1) representative from relevant sponsoring organizations, Each
sponsoring organization shall appoint its representative. The President shall appoint the
Chair from members of the organization. The President also shall appoint a Board of
Directors liaison to the committee. Each committee representative is entitled to vote on
committee actions. A committee representative, when unavailable or absent for any reason,
may designate an alternate to participate in a committee meeting. The alternate may vote
on any business conducted during this meeting.

The committee shall provide a forum for discussion of methodological issues as they apply
to the policies, procedures and operations of a central cancer registry and shall provide
suggested models and developing standards for the policies, procedures, and operations of
central cancer registries. The committee shall facilitate the peer-to-peer exchange of
information on methods, procedures, and policies among registries.

Uniform Data Standards Committee

A.

This committee shall consist of a chair, one (1) representative from at least three (3) full
members, and one (1) representative from relevant sponsoring organizations, Each
sponsoring organization shall appoint its representative. The President shall appoint the
Chair from members of the organization. The President also shall appoint a Board of
Directors liaison to the committee. Each committee representative is entitled to vote on
committee actions. Acommittee representative, when unavailable or absent for any reason,
may designate an alternate to participate in a committee meeting. The alternate may vote
on any business conducted during this meeting.

The Committee shall provide a formal mechanism to review and recommend proposed
changes in data codes and/or the addition of new items submitted by NAACCR members
to ensure that data remain comparable among central registries. Further, the committee
shall provide a formal mechanism for reviewing and recommending edits of NAACCR
approved data items.

Fiscal Year

A.

The Board of Directors sets the fiscal year.
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