Revision of the statutes for the Nordic Cancer union

To the Board of the Nordic Cancer Union

From Ragnheidiur Haraldsdéttir
Reykjavik, February 8" 2016

The Nordic Cancer Union has decided to revise its statutes.

For those interested in how the current document has developed an attachment is included with
information that was on the table at the meeting of a NCU workshop on the secretariat in Arlanda in
November 2015.

Also enclosed are the statutes that RH and Elizabeth Hjorth have been working on and some
proposed changes.

Itis proposed that the board of the NCU discusses the proposed changes and provides guidelines
for further work based on the current document,- with the time frame in mind that this could he
adopted at a meeting of the NCU in Reykjavik May 30" 2016.

s



9.2

Role of the board of the NCU and revisions of the statutes

To members of the working group on NCU leadership and functions
From Ragnheidur Haraldsdottir

November 19th 2015

The Board of the NCU has decided to review the statutes of the NCU. The time frame that
has been proposed is to present and discuss a draft at the NCU Board meefing in Oslo in
February 19" 2016, and eventually to call a meeting of the comimittee of representatives in
May 2016 for its contemplation and perhaps an adoption of the new statutes. The perceived
need and reason for this revision is at least in part the fact that the work of the NCU has
undergone some changes and the statutes are not adhered to closely.

The discussions of the working group on the functions of the secretariat and of the role of the
chairman will indeed provide good bases for the revision. The current chairman and the legal
advisor for the next country at the helm according to the current slatutes, Ragnheidur
Haraldsd6ttir and Elizabeth Hjorth, have already organized two meetings to initiate the
revision. The aim is to submit the draft revisions to the Board of the NCU well in advance for
the February meeting, and to ensure that the board has ample time at that meeting for the
deliberations.

Some of the items that might come under consideration are highlighted here, while others
will become clear as we progress in the work. Some of the comments might be considered
irrelevant by the NCU. Maybe more changes that will be considered necessary in our
revisions will stem from the discussions of the working group,

Following are the current statutes with some pertinent guestions that might be helpiul

for the working group.

Statutes of the Nordic Cancer Union§ 1 Premmble

The Nardic Cancer Union (NCU) is a collaborative hody for co-operation on relevant strategic issues,
exchange of cxperiences and inspiration of new initiatives for the Danish Cancer Socicly, the Faroe Cancer
Sociely, the Cancer Sociely of Finland, the leelandic Cancer Society, the Norwegian Cancer Society and
the Swedish Cancer Socicty.

The overall strategies and priorities for NCU are stipulated for three-year periods by & Commiltee of  cComment [RH1]: should colncide viith |

Representatives comprising the ehaivmen of the member organisations. (the chalrmanship?

&2 Aim and strategy



The aim of the NCU is

o collaboration to improve knowledge and understanding of eancer diseases, effective

prevention and health promotion, results of cancer (reatment and rehabilitation; and Lo enhance

their elfective application in the Nordic area.
o 1o [und Nordic rescarch and strategic projects of high standards within the field of cancer

& 3 Commiitiee of Representatives

1. The Commiltee of Representatives comprises the chairmen of the member organisations.

3. The chairman or two members ol NCU may call for an extra-ordinary meeting for the Commiltee of
Representatives with at least two months® nolice stating the agenda.

4. The lasks of the Committee of Representatives are to

o approve the strategic plan for the coming three-year period based on the recommendation from

the Secretaries-General
o approve the report and evaluation of the NCU activities in the past three-year period
o approve the chairmanship for the coming three-year period
o perform changes ol stalutes
o approve observer members

5. A scientific conference may be held in connection with the meeting for the Commiltee of

Chairmen and Secretarics-General of the NCU members and inviled guests parlicipate, including
representatives of ANCR — Association of the Nordic Cancer Regisiries.

6. Anfinformal mecting is held in the mid

Secrelaies-Generul with the purpose of exchanging experiences, and discussing on-going and actual
cancer related topics,

§ 4 Chairmanship

1. The chaivmanship is held alternately by the members for a 3-year period taking effeet from the start of a

calendar year,

; émﬁlﬁant [RH3£ We have baen daing

[ comment [RH2]: The practice has been |
more often, in my experience. They often |
| attend a spring meeting....

this although iregularily at the regular
board meetigns | think

( Comment [RHAT: Why is this ene less
‘ formal?

| Commerﬁ[ﬂ.HS]: A;End'er;m It,

| this will be discussed thoruroghly inour
working group.



2. The chairmanship of the NCU is responsible for the Union's secretariat function during the mandate
period in relation to general matters and the scientilic committee?’. The responsibility of (he seeretaviat of
advisory commiltees including a scientific committec may by specific agreement be transferred fo another
member organisation,
3. The socicty holding the NCU chairmanship co-ordinates collaboration between the Sceretaries-Gencral.
4, The ehairmanship is responsible for planning a meeting for the Commilles of Representatives during the
late autumn of the last year of the chairmanship period, including preparation of an activity and evaluation
report and-Tor the chairman period.

5. The Chaivmanship is responsible for planning an informal ??meeling to be held in the middle of the
period of the chaivmanship for the chairmen and Secretaries-General with the purpose of exchanging
experiences, and diseussing on-going and actual eancer related topics,

&5 Board

I. The NCU is governed by a Board comprising the Secretarics-General of the member organizations ol
NCU.

2. The Board has 3—4 annual meetings, usually in December/lanuary May/Tune and September/October,
Specialists/stall members of the member organizations may participate and/or represent the members.
Main topics of the meetings include;

o All meetings; ex

e December/Jlanuary nemng nppmvnl ul unmml budgel lHCIUdHIé allaculmn between qlmln_gu.
and scientilic projeets and report from the scientific committee
«—May /June meeting: approval of accounts and annual report for previous year

3. 'The Board males decisions concerning grants for stralegic projects.

4. The Board devides after recommendations from the scientific committee grants for scientific projecls,

6. Decisions of the Board are taken by a simple majority of the Board members present. In the evenl ol a
tied vole, the NCU Chairman has a sceond, casting vote.

7. The minutes of the Boavd meeting are signed by the NCU Secrelarics-General.

&, NCU conlributes to the casts of the secretarial as decided by the Board,

Comment [RHG6]: Could this maybe be
interpretated as the contract should be re-
established for each period? Have nat been
done to the best of my knowledge, but
maybe good,..

-| comment [RH7]: Steategic at all |

meet\ngs?

Comment [RHB] We are in the process
of drafting a new paper regarding this,
might mean changes

| comment [RH9J; For specific purposes

in line with the current strategy. Are they
always ad hoc?

- | Ec;mmén_t_[ﬂ_ﬂi[iﬁ hmmmmmm



§ 6 Scientific commitice

I. The scientilic committee comprises one member with scientific competence from each member country
appointed by the NCU Board after recommendations from the national cancer societics.

2. The tasks of the comnillee are:

e (o assess scientific grant applications, secure high scientific quality and formulate
recommendations regarding Lhe applications to the Seerelarics-General for their decisions on
grants

o to give consultation concerning strategic projects regarding researeh to the Seeretaries-General
for their decisions on grants

o toevaluate fimded research and fallow-up on the application of the results in the Nordic
countries

3. The scientilic commitlee is invited (o an annual meeting and to the meeting for the Commitlee of
Representatives held every third fyeml,

§ 7 Finnnces

|. The NCU’s funds arc deposited and managed in a separate account by the cancer sociely which receives
the funds that are placed at the disposal ol the Union,

2. The annual budget. cost allocation between the members and balancing of the accounts are approved by
the Board.

3. The NCU may receive grants and donations, from which it may pay out grants and provide support for
strategic projects.

4, Decisions regarding the apportionment of any overheads not governed by the provisions of the statutes
are laken by the Board.
& 8 Signatories

1. The chaivman of NCU and the Sceretary-General of another society or two other Board members
authorised by the Board may sign jointly on behalf of the NCU.

§ 9 Changes of statutes and dissolution of the Nordie Cancer Uinion

{ 7Comment [RH11]: si1nﬁ|Ewe change
| this?




1. Any member of the NCU may propose changes Lo the statutes and these shall be sent to the Secretarial I
of the NC'U and communicated by the Secretariat to all NCU members not later than {wo mouths priorto . .-~ [ Formatted: Underline

the meeting for the Commillee of Representatives,

2. The chaitman or two mentbers of NCU may call for an extra-ordinary meeting for the Commiltee of
Representalives with al least tvo months’ notice stating the agenda.

3, The quorum of attendance required for changes of statules o dissolution is at least three quarters of full
members present or volting by proxy.

4. In the event of the dissolution of the NCU, any [inancial assets owned by the lalter shall be distributed
among its members in proportion to the apportioning index.

Statutes approved by the NCU Board on 10. December 2012 and will be effective T January 2013,



9.3

Statutes of the Nordic Cancer Union-some proposals
§ 1 Preamble

‘I've Nordie Cancer Union (NCU) is a collaborative body for co-operation on relevant stralegic issues,
exchange of experiences and inspiration of new initiatives for the Danish Cancer Society, the Faroc Cancer
Socicty, the Cancer Society of Finland, the Icelandic Cancer Society, the Norwegian Cancer Society and
{he Swedish Cancer Society.

The overall strategies and priorities for NCU are stipulated for three-year periods by a Committee of
Representatives comprising the chairmen of the member organisations and should coineide with a
chairmanship ol a member counlry.:

& 2 Aim and stratepy

The aim of the NCU is

o collaboyation Lo improve knowledge and understanding of cancer diseascs, elfective
prevention and health promotion, results of cancer treatment and rchabilitation; and to enhance
their 2the  effective application ol .....in the Nordic area.

o 1o fund Nordic research and strategic projects of high standards within the field of cancer

§ 3 Committee of Represeniatives
L. The Committee of Representatives comprises the chairmen of the metnber organisations.

2. The Cammiltee of Representatives meels every (hird year in the autumn at the end of a chait manship

and additionally as deemed necessiry.

3. The chaitman or two members of NCU may call for an extra-ordinary mecting for the Commitlec of
Representatives with at least tvo months® notice stating Lhe agenda,

4, The tasks of the Committee of Representalives are to

supprove the strategic plan for the coming three-year period based on the recommendation from
the Secretaries-General

sapprove the report and evaluation of the NCU activities in the past threc-yeur period

s approve the chairmanship for the coming thice-year period

o perform changes of statutes

s approve observer members

5. A seientific conference may be held in connection with the mecting for the Committee of
Representatives. The main themes of the conference are decided by the Secretavies-General and include

discussions of actual, principled cancer relevant issues, long-term stratepies and evaluation of uctivitics.

Chairmen and Secretavies-General of the NCU members and invited puests parlicipate, including



representatives of ANCR — Association of the Nordic Cancer Registrics.

6. Anlinformal meeting is held in the middle of the period of the chairmanship fo

fomat

Secretaries-Gieneral with the purpose of exchanging experiences, and diseussing on-going and actual
cancer related topics.

8§ 4 Chairmanship

1. The chairmanship is held alternately by the members for a 3-year period faking eftect from the start of a
calendur year,

2. The chairmanship of the NCU is responsible for the Union's secretariat function during the mandate
period in relation to general matlers and the scientilic commillee. The responsibility for the NCU
he chaivman by a specific

s function may be transfered Lo another member country (han that of t

secretari
apreement. which has to be accepled by all member countries. Similarly. Tthe responsibility of the
secretarial of advisory commitees, including (he o scientific commiltee, may by n specific agrcement-be

for a period of time be transferred to another_to-n wnol her-member organisation Lhin (hat of the chairman..

3, The society holding the NCU chairmanship co-ordinates collaboration between the Sceretaries-General

andl is:

Jsresponsible Tor planning [he » meetings for (he Commiltee of Representatives during the three year

f-ineluding watian-of-pn-activity-nnd

period. Inte-uutumn-alt-the-last-yenr ol the-chaiemunship-period

evalintion-repori-for-the-chairman-period:

5.'The Chairmanship is responsible for planning nn:jinl'ormalf 2meeting to be held in the middle ofthe .~ Comment [RHZ]: Why?

period of the ehairmanship for (he chairmen and Secrelarics-General with the purpose of exchanging
experiences, and discussing on-going and actual cancer related topics,
8 5 Board

1. 'The NCU is poverned by a Board comprising (he Seeretaries-General of the member organizations of
NCU.

2. The Board has 3-4 annual meetings, usually in December/January May/June and September/QOctober.

Specialists/staff members of the member arganizations may participate and/or represent the members,

Main topics of the meetings include: [ Commant [RH31: Surategicatall
| meetings? We decided a tone meeting to

| have i
L el . . i . 5 | this only in Februa
o Alllmeetings: exchanges of experiences, decisions on sirategic projects ) S S gl

e December/January meeting: approval of annual budget including allocation between stralegic

and scientific prajects and report from the scientific committee might mean changes

o May /lune mecting: approval of aceounts and annual report for previous yeut!

he sconer?

) o Commenf [RH1]: whvlsthlsuneless |

L‘mhn?e-nt [RH;!]: We are in the process -|

of drafting a new paper regarding this,

comment [RH5]: Annual report could

|
|

|
!

|



3. The Board malces decisions concerning grants for strategic projects.

4. The Board decides after recommendations from the scientific committee grants for scientific projects.

Comment [RH6]: For specific purposes
in line with the current strategy. Are they
always ad hoc?

5. Board may decide to establish committees hind appoint committee members, )
6. Decisions of the Board ave Laken by a simple majority of the Board members present. In the event of a =
ticd vole, the NCU Chairman has a second, casting vole.

7. The minutes of the Board meeting ave signed by the NCU Secrelaries-General, --| Comment [AH7]: Hummmmm delete?

8. NCU contributes (o the costs of the sceretariat as decided by the Board.

§ 6 Scientilic commitiee

| The scientific committee comprises one member with scientific competenee from each member country
appointed by the NCU Board after recommendations from the national cancer sociclies.

2. The lasks of the commillee are:

o toassess scientific prant applications, secure high scientific quality and formulate
recommendations regarding the applications to the Secretaries-General for their decisions on
grants

o o pive consultation concerning strategic projects regarding research to the Sceretaries-Ceneral
for their decisions on grants

o 1o evaluale funded rescarch and follow-up on the application of the results in the Nardic

countries

3. The scientific commitlee or its chairnan is invited to an annual meeting, when their recommendations

atives-held every-third-vea l ey | comment [RRHB: should we change
) ST this?

are discussed,and-to-the-meeting for-the Commitlee o-Rep

& 7 Finanees

1. The NCU's funds are deposited and managed in a separate account by the cancer socicty which receives
the funds Lhat are placed al the disposal of the Union.

2. The annual budget, cost allocation between the members and balancing of the accounts are approved by
the Bowd.

3. The NCU may receive prants and donations, from which it may pay oul granls and provide support for
stralepic projects.



4, Decisions regarding the apportionment of any overheads not governed by the provisions of the statutes
are taken by the Board.

8§ 8 Signatories

1. The chairman of NCU and the Sceretary-General of another society or (wo other Board members
authorised by the Board may sign jointly on behalf of the NCU.

§ 9 Changes of statutes and dissolution of the Nordie Cancer Union
1. Any member of the NCU may propose changes to (he statutes and these shall be sent to the Secretariat
of the NCU and communicated by the Secretariat to all NCU members not later than two months prior to

(he meeting for the Commitiee of Representatives.

2. The chajrman or tyo members of NCU may call for an extra-ordinary meeting lor the Committee of
Representatives with at least two months’ nolice stating the agenda.

3. The quorum of attendance required for changes of statutes or dissolution is at least three quarters of full
members present or voting by proxy.

4. In the event of the dissolution of the NCU, any linancial asscts owned by the Tatter shall be distributed
among its members in proportion (o the appartioning index.

Statufes approved by the NCU Board on 10. Decentber 2012 and will be effective 1 January 2013,



NCU styrelseméte 2016-02-19

Cancerfonden %

NCUs administrativa funktioner / sekretariat

Bakgtrund

Tin atbetsgrupp hat bildats for att identifiera och genomlysa olika alternativ for de administrativa
funktionerna i NCU, Asbetsgruppen hade en endags-workshop 23 november 2015 pa Clation,
Atlanda Aitport, Bifogat finner ni motesanteckningar. Fn muntlig rapport limnades pé stytelsens
telefonkonferens 2 december.

Aibetsprocess framat
e Arbetsgruppen hat nista méte i Képenhamn den 17 mars k1 10.00
o Slutforslag presenteras pa the committee of representatives meeting 30 maj 2016

Ait diskuteta och ta stillning till pa styrelsemotet
Faststilla den fortsatta intiktningen och atbetsprocessen for att kunna ligga fram forslag till
beslut som lan trida i keaft frin och med att Danmark 6vertar ordforandeskapet 2018,
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Cancerfonden

{’a'

Minnesanteckningar
Arbetsgrupp NCUs administrativa funktioner

Datum: 2015-11-23
Plats: Clarion Hotel Arlanda Airport

Deltagate: Llizabeth Hjorth, Jakup Olsen, Ole Alexander Opdalshet,
Ragnheidur Haraldsdéttic, Sakari Karjalainen, Sanna Warn, Stefan Bergh

Malet med motet var att
o identificra och genomlysa olika alternativ f6r de administrativa funktionerna.
o faststilla den fortsatta atbetsprocessen for att kunna ligga fram forslag till beslut som kan
teida i kraft fran och med att Danmatk dvertar ordférandeskapet 2018.

Motet genomférdcs som en endags%vorkshop‘
1, Uppdraget

Utifean NCUs stadgar och andra styrande dokument gick vi igenom uppdraget £0r
e NCU évergripande
o styrelsen
o ordforande
o Scientific Committee

Uppdrag f6r NCUs administrativa funktion (Sammanstillning av gruppens synpunkter)
o Dlanera och genomféra NCUs moten
o Ge stod till NCUs ordférande
o Hantera all administration kopplad till NCUs verksamhet inkl ekonomi
o Bereda underlag kring NCUs olika omriden:
o Forskning
o Strategiska projekt
o  Omvitldshevakning
o [Kommunikation

Kommentaret:

o Sakari lyfte att minga arenden till NCU 161 Puttikespolitik” / sidant som ligger utanfor
Norden

o Stefan pitalade att NCU bor bevaka si att det inte sker en mission drift”

o Ole Alexander menade att NCU i forsta hand 4r et nitverk for att utbyta idéer vilket bor
gora att administrativa uppgifter borde kunna minimeras. Ta fram en enkit for
medlemslinderna om vad ambitionen med NCU ar—~> diskussionsunderlag,

o Ragna ser NCU som en mojlighet att tala med en, stark rost

o Jacup tyckte att NCU borde vara mex proaktiva
Kommentarerna noteras men hanteras § annat jori

b

1(3)



2. Administrativ formaga

Cancerfonden

Vad vill vi ska utmirka NCUs administrativa formiga?

!!’ostlt—ovmn Syat qanunammlll i ur\r'ﬂ)
| Transpatens Tydlighet
Resmsettektw | Proakiiv
Motesforberedelser;

effektivt, kvalitet,

gdhgbct
Vﬁlorganiscmde moten &

| Tillganglighet

moten
Tydlig

i Snabb _:‘itelzkoppling |

3, Vadvill vi utveclda/ forandra/ forbittra
Tillit

k

L e e
Kortare motesanteckningar

Fortydliga hu\ruduppdmgjct och hur detta
£5lis upp/ What is the cote business?
Bittre kontinuitet for ekonomin

I

4.  Samtal utifran olika scenation

a.  Administrativ funktion flyttar med de
Positivt

Starkt presidium

RESLIL‘SfoC-lmgdfétﬂﬂdElﬂﬁl riktig
ledare

Narhet mellan ordférande & sekretatiat
Stabilitet

Kotta vigar for att hantera administrativa

frigor B

L e

S

I

S
Oppen for idéer, formaga att

documentation unlglcmcntem nya idéer
God frmiga att leda Framforhillning

B
Kommunicera alktivt med/
involvera medleminarna

Goda sprﬁklu1nslmgcri

e

t roterande ordférandeskapet

Resurseffeltivitet

God kommunikation

Kommunikativ- webb & mail

Stmtcgiskr forhallningssact

| K 1htcl

Stod till ordforande s att
hon/ han kan fokusera pa

?hoe ligstaniva”

e ——

FEkonomi

for mycket tid till diskussioner

Mes kontinuitet

i Biattre dokumentaton
Missiv/ Draft/ Coverletter dll 7alla”

mbterspunlker

| Identifiera och bli li/ vara rara bra pa
lkiicnuppgifterna

Ta fram arbetsordning for administrativ

funktion

Negativt
Sirbart nar presidiet flyttar; dlig kontinuitet.

Uppfinna hjulet igen & 1gc,11
Kontinuitet kan bli svér

Svirt att sikea Jvalitet nar sekretariatet flytear

Dilig strukiue pi ling sike
IKan bli tung administrativ uppgift for vissa
Olg'\ﬂlb’\lIOIlLl

Risk for samre stabilitet, kontinuitet &
kvalitet

strategiska fragor B

¢

—————

|




Cancerfonden ©

b, Samlad administrativ funktion (ink! scientific admin) permanent i ett land, roterande

ordférandeskap

Positivt Negativt ]

Stabilitet Mindre demokratiskt

Professionalism Risk for ”lack of passion”

Kontinuitet Dyt )

Ordforanden har ett professionellt & erfaret | Problem kan bli svéra att [ésa nir man inte

secretatiat skiftar selretariat

Sikear ”good governance” Avstindet kan bli ett problem

I<valitet Kan ha negativ inverkan pi medlemmarnas
involvering

Smidigare dverlimningar da Komplicerad dialog & effektivitet mellan

ordforandeskapet rotegar ordférande & sekietariatet
Kommunikation mellan ordforande &
sekretariat pd mail
Ordforanden it mer utan stod

. Vissa administrativa funktioner i petmanent land/ annat administrativt roterande
med roterande ordférandeskap '

[ Positivt Negativt
Méijlighet att bygga cn Idassisk Styrelsen behéver med vissa mellantum ta
organisationsstruktur stallning till N
Ger ordforande stod Otydligt e
Flexibelt? »vem har ansvat for vade”
Specialisering For komplext
Ordférande kan lagga foloas pa "ritt saker” Otydligt ansvar
Sikrar kvalitet pd viktiga omriden Svirtt att styra
Majligen fler som kinner storre ansvar att »[ivlan” mellan sekretariaten
bidra till NCUs uppgifter/ uppdtag
Get mojlighet till involvering & ansvar frin Samordning kan bli svir
flera k
Kontinuitet for basala funktioner Hur sikerstiller man gemensam bild av

| NCU?

5. Owvrigt

Arbetsgrappen var enig om att ordforandeskapet bor rotera mellan medlemslinderna.

Att diskutera i annat sammanhang;
e Hur mycket vill alla bidra? (Ragna)
o Vill vi anviinda NCU till advocacy tillsammans och i si fall hur? (Jakap)

6. Arbetsprocess framat

Skriftlig dokumentation fidn detta méte skickas till alla deltagare.
o Telefonmote: muntlig rapport, 2 decembet

o Sktiftlig igestappost: Styrelsemote 19 februari

o Mote atbetsgrupp i Kopenhamn: 17 mars k110,00 - ?

o Slutforslag presenteras: Generalférsamling 27 ma]

3(3)
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To the board of the NCU from Ragnheidur Haraldsdéttir

Some Ideas proposed by Sakari Karjalainen regarding the meeting in Finland in August/September
to be discussed at the meeting in Oslo February 19" 2016

Wednesday, August 31%

ANCR Conference (open also for the NCU Board Members to participate)

The joint social programme in the evening (ANCR and NCU)

Thursday, August 1%

08.30-09.30 The joint meeting of the NCU and ANCR Boards

09.30 - 12.30 The joint symposium of the NCU and ANCR Boards

12.30-13.30 Joint lunch

13.30-16.00 The Meeting of the NCU Board

Joint Seminar of the ANCR Board and NCU Board from 8.30 to ??(incl. lunch)

Topic: Cancer burden in the Nordic countries

Opening speeches & 10 minutes (Ragna and the Chair of the ANCR Board)

Cancer incidence, prevalence and mortality (one of the Directors of Cancer Registries)

Cost of cancer (health economist from Finland or from Sweden)

Do the Nordic governments have a similar approach to tackle with the cancer burden —a
comparative analysis of National Cancer Control Plans (an expert from Norway)

What should the ANCR do to improve cancer control in the Nordic Countries (Hans Storm?)
What should the NCU do to improve cancer control in the Nordic countries (Ragna, Anne
Lise or Leif)
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Nordic Cancer Union
Meeting 19/2 2016

UICC policy — who decides?

Following the UICC world cancer leaders’ summit the Danish Cancer Society was
approached by Professor Frede Olesen, the previous Chairman of the DCS and current Chair
of the NCD Alliance in Denmark.

In brief, he was worried by the attitude to the report from a break-out session chaired and
reported by Professor Michel Coleman LSHT. Prof Coleman was accused by the UICC CEO
Cary Adams for “abuse of his role” “wasting precious time for debate” by “forcing the UICC
leadership to commit impromptu to respond to the EU stance on data sharing” i.e. the
upcoming at the time problematic privacy regulation in the EU. This message from Cary
Adams was passed via his associate Julie Torode, who also passed the message that the UICC
withdrew the support to the CONCORD survival project (until today only moral).

The Danish Cancer Society who as many other member organisations (in the ECL) have been
active in lobbying for a sensible privacy legislation in EU is worried the UICC find this topic
of little relevance and a waste of time. Further as participant in and user of CONCORD
results, we are surprised these two activities are inter linked by the UICC office.

For that reason we asked the UICC president Teser Kutluk as well as the Nordic
representative Anne Lise Ryel to enlighten us on what happened. Teser replied that the
support for CONCORD should be sorted out directly between prof. Coleman and Cary
Adams. At the same time Prof Richard Sullivan (UICC board member) who had been
contacted by Prof Coleman expressed his concern and surprise by the action from UICC.

Our question is whether the UICC board was heard and agree to the action from Cary Adams.
If not, whether it is acceptable, the CEO runs his own agenda without consultation of the
elected board members. If the Board was involved we would like to know the arguments for
change in support to an international project benchmarking cancer survival world wide, and
the arguments for UICC not to take a positon on fundamental legislation that potentially could
change sharing of data on patients and research based progress in public health and cancer
care,

Proposal:
The Danish Cancer Society asks NCU to assist in reaching a satisfactory closure of this by

asking UICC for explanation and actions taken to remedy this really unfortunate situation
brought upon multiple researchers and research institutions world wide engaged in the
Concord project. Further a clarification of the UICC role as policy advocate assisting
European members, cancer research and patients is warranted.



